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EXECUTIVE SUMMARY

Serbia ratified the United Nations Convention of Rights of People with Disabilities (UN CRPD),
including the convention’s Optional Protocols, in July 2009. Nevertheless, full implementation of
the convention’s articles has not been achieved. In certain areas, most notably the preservation of
independent decision-making, there has been no progress whatsoever in attaining the standards
contained in the Convention. Another acute problem in Serbian legislation is the possibility of depriv-
ing people of their legal capacity. During 2010 alone, a total of 11,721 adults were under guardianship
(not including persons for whom parental rights had been extended). The government’s obligation
under the CRPD to introduce a system for preserving independent decision-making has yet to be
addressed. The possibility of using national legislation to revoke a person’s legal capacity demon-
strates a lack of understanding and dedication on the part of the government towards people with
disabilities, as well as a lack of dedication to the equal treatment of all citizens. There is no strategy
for establishing a system that will offer all people an opportunity to be fully informed and be actively
involved in making decisions that prevent people with intellectual disabilities from active participation
and leading an independent life.

The deprivation of legal capacity and the placement of adults under guardianship are regulated by
archaic laws. The deprivation of legal capacity as provided by current legislation is used extensively,
especially for people with intellectual disabilities. Based on the observations performed for this study,
we may state that the people who were deprived of their legal capacity were arbitrarily deemed
to be incapable of self-care solely on the basis of an intellectual or psychosocial disability. People
who have been deprived of legal capacity fall into a vicious cycle in which they are prevented from
making decisions in many other areas of life that affect them and their active participation in society.
People with deprived capacity automatically become victims of their inability to pursue numerous
other rights, such as getting married, finding a job, or even voting in elections.

There is a considerable absence of safeguards for ensuring and preserving the rights of people
with intellectual disabilities, including the right to a full and unhindered legal capacity. In the vast
majority of cases, the courts issue rulings in favour of the person who has initiated the proceedings
for deprivation of capacity. Neither the legislation nor the judges have shown the goodwill to consider
alternative options. There is no case review, and reinstitution of legal capacity is practically non-
existent. In many instances, people are deprived of their full legal capacity even when there was a
possibility for partial deprivation, thus preventing the affected persons from enjoying at least some of
their entitled rights. We did encounter some positive examples in which a person’s fundamental right
to individual sovereignty prevailed over the removal of legal capacity, and the courts preserved the
people’s right to reach independent decisions on issues affecting them. Unfortunately, such cases
constitute only a small fraction of the total.

With its objective of improving the quality of care and provided services, the law on social protection
foresees the establishment of a defined set of standards and accreditation in the realm of social care.
The law envisions procedures for program accreditation and required education for service providers.
By establishing such rulebooks, the law sets the number of professionals and addressed other topics
related to the successful operation of social services. The anticipated results will have to be observed
and scrutinized in the future.

Current laws and implementing strategies on social protection have not adequately addressed the
issue of de-institutionalization. The new law on social protection is unclear as to the issue of resi-
dential institutions. Although it does contain elements that ensure the development of alternatives to
institutional life, the law is not convincing in this area and does not send a clear and firm message
emphasizing a full orientation towards community life. The planned decrease in institutional capaci-
ties is not being met. On the issue of de-institutionalization, the Strategy for Improving the Position
of Persons with Disabilities envisions family placement and smaller capacity placements for adults,
plus specific services. However, the strategy also concludes that a number of users will remain in the
social care system’s residential services.



Institutional life for children and adults with intellectual disabilities is not satisfactory. There is a
conspicuously high mortality rate in institutional care. Overcrowding and lack of privacy are com-
mon at all institutions. Placement in institutions often results in lengthy stays, with a vast majority of
current residents being placed for over a year. Human rights are violated repeatedly at institutions,
which fail to preserve the rights of people who are supposed to be receiving comprehensive social
care. Children placed within institutional care do not receive their basic right to access to education.
More than two out of three school aged children do not receive any form of education. Issues that
need immediate attention in institutional life are unlawful segregation, overmedication, lack of under-
standing of residents’ needs, and unequal treatment of residents. On the other hand, discussions
with caretakers and persons with intellectual disabilities demonstrate an interest and willingness to
develop resources for community living, and ensuring that the necessary social services are avail-
able for their needs. Establishing and supporting community resources that will facilitate supported
living have been described as being particularly necessary, such as services that support the child’s
inclusion in regular school or opportunities for recreational activities for children with disabilities. On
the other hand, it is important that institutions no longer receive fund to expand their capacities, and
to allocate more funds towards community-based services. Institutional culture still prevails, and
additional funds are not used to improve the quality of services, nor to work towards fulfilling the goal
of independent living within a community setting.

The recently enacted law on education is conducive to the rights of children in general, and to
those of children with intellectual disabilities in particular. As such, it is in line with the Convention.
Furthermore, it is encouraging that children with disabilities are placed in special education only
upon the explicit willingness of parents. Professional commissions for evaluating children with special
needs are entitled only to provide an opinion as to what type of school the child should attend,
including the specific child’s needs that must be provided for during the educational process. The
framework for developing pedagogical profiles and individual education plans has been established
for all children in need of special attention, as a means for providing professional instructions for tai-
loring the educational curriculum to the needs and capabilities of children with disabilities. However,
just over half of children with intellectual disabilities in special schools have a pedagogical profile,
and only slightly more than one third of children who need some form of support have an individual
educational plan. As a result, in most of the cases, schools have expressed the need for staff training,
especially in the area of the practical implementation of the law and relevant rules.

It remains an immediate, top priority for the government of Serbia to develop mechanisms for as-
sisting the decision-making process of people with disabilities, especially people with intellectual
disabilities, by empowering this vulnerable group to make individual decisions and pursue independ-
ent living. It is imperative that each person be given the right to actively participate in decisions about
their life by establishing mechanisms that enable them to fully understand and be actively involved in
the decision-making process. Meanwhile, we require political mobilization in order to reformulate the
existing legislation related to the deprivation of legal capacity by rooting out this predisposition from
the existing legislation. Prejudgment of persons’ abilities must not be associated with their individual
rights, even if that person needs support in decision-making. As far as employment is concerned,
we need to lower the barrier to employment faced by people with intellectual disabilities by refuting
(performance-based) employment criteria or remedying the fact that people deprived of their legal
capacity cannot be hired. By removing these unfair restrictions, we can enable a shift from sheltered
employment and overcome the barriers (such as deprivation of legal capacity and restrictive evalu-
ation of work capacity) faced by people with intellectual disabilities when it comes to working on the
open market.



COUNTRY PROFILE

Serbia is a constitutional democracy, with the rule of law and separation of powers between the
executive, legislative and judiciary. In accordance with Article 16 of the country’s Constitution, gener-
ally recognized principles and rules of international law and accepted international documents form
an integral part of the country’s legal system and are implemented directly. Further, Article 18 of
the Constitution assures that the human rights and minority rights guaranteed by the Constitution,
generally accepted rules of international law, and confirmed international covenants and laws are
implemented directly. Laws may prescribe the manner in which these rights are realized only if so
envisaged within the Constitution and if necessary due to the nature of the right in question. Laws
may not affect the substance of the guaranteed right. Of particular importance is the Article 21 of the
Constitution prohibiting direct and indirect discrimination on any basis, explicitly including mental and
physical disability.

Serbia ratified the Convention on the Rights of Persons with Disabilities, including the convention’s
Optional Protocol, on 31 July 2009." In recent years, major improvements in Serbia regarding the
status of persons with disabilities were foremost seen in normative changes. These include the
adoption of the Law on Preventing Discrimination Against Persons with Disabilities,? the Strategy for
Improving the Position of Persons with Disabilities in Serbia (2007-2015),® the Law on Prohibition of
Discrimination,* the Law on the Basics of Education,® and the Law on Professional Rehabilitation and
Employment of Persons with Disabilities.®

Nevertheless, the conditions for persons with disabilities in Serbia remain very poor. Though persons
with disabilities have become more “visible” in recent years, their position in society is still far from
equal to persons without disabilities. Serbia’s Poverty Reduction Strategy places persons with dis-
abilities in the general population on the bottom level of poverty and social exclusion. Among persons
with disabilities, persons with intellectual and psychosocial disabilities are even more disadvantaged
as a result of prejudiced attitudes that create various legal and administrative barriers.

' Official Gazette of the Republic of Serbia — International Contracts, No. 42/2009 from 2 June 2009.
2 Official Gazette of Republic of Serbia, No. 33/2006

3 Official Gazette of Republic of Serbia, No. 1/2007

4 Official Gazette of Republic of Serbia, No. 22/2009

5 Official Gazette of the Republic of Serbia, No. 72/2009 and 52/2011.

6 Official Gazette of the Republic of Serbia, No. 36/09.



EQUAL RECOGNITION BEFORE THE LAW

Legal and Policy Analysis’

The Constitution of the Republic of Serbia states that every person in Serbia has the right to legal
recognition. With the age of majority (18), a person gains the capacity to independently decide on his
or her rights and obligations.®

In Serbia, the issue of legal capacity and the placement of adults under guardianship is regulated
by decades-old, outdated legislation. The relevant provisions are not found in one place, but are
scattered throughout many laws and regulations. The basic regulations regarding legal capacity and
guardianship are found in the Family Act and in the Non-Contentious Proceedings Act (adopted in
1982 and changed several times since, but without significant changes in this particular area). In
addition, certain regulations can also be found in the Law on Health Protection, the Law on Social
Protection, the Law Ensuring Social Security of Citizens, the Criminal Law, Election Laws, and the
Law on Obligation Relations, among others. Generally, these laws specify the status of legally de-
prived persons in the specific areas that they regulate.

Basis for and Effects of Deprivation of Legal Capacity
and Extension of Parental Rights

In addition to the Constitution, legal capacity and maturity (which is attained at the age of 18) are
regulated by the Family Law.® Full legal capacity is attained at the age of 18 or by getting married
before the legal age with the court’s permission. Parental rights cease when the child turns 18 or
gains full legal capacity before this age.' The law recognizes three types of limitations to the exercise
of legal capacity: full deprivation of legal capacity, partial deprivation of legal capacity and extension
of parental rights.

According to this law, an adult person who, “as a result of illness or difficulties in psychological or
physical development, [is] incapable of normal reasoning and therefore unable to care independently
for his or her own rights and interests” may be fully deprived of his or her legal capacity.!" Legal
capacity of these persons is equal to the legal capacity of a younger minor (child below the age of
14).12

The law also provides that an adult person who, as a result of iliness or difficulties in psychological
or physical development, “directly threatens his or her own rights and interests or the rights and
interests of other persons” may be partially deprived of his or her legal capacity.” Legal capacity of
these persons is equal to that of an older minor (child between the age of 14 and 18).

Similarly, parental rights may be extended before a child reaches the legal age of majority if a child
“is incapable of taking care of and protecting his or her rights, or if he/she threatens his or her rights
and interests through his or her actions, as a result of iliness or difficulties in psychological or physical
development.”’® The law does not explicitly equate the status of persons over whom parental rights
have been extended with the status of persons who have been partially or fully deprived of legal
capacity. However, since the individual in question retains the legal status of a minor and is not

7 Large part of this analysis has been taken from Kosana Beker:
Pravo da donesem odluku, Belgrade, May 2010, Inicijativa za Inkluziju VelikiMali.
8 Constitution of the Republic of Serbia, Article 37.
9 Official Gazette of the Republic of Serbia, No. 18/2005 and 72/2011, Family Law, Article 11.
0 Ibid., Article 84, paragraph 1, points 1 and 2.
" Ibid., Article 146, paragraph 1.
"2 |bid., Article 146, paragraph 2.
'3 Ibid., Article 147, paragraph 1.
4 Ibid., Article 147, paragraph 2.
'® |bid., Article 85.
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granted legal capacity in any area, we may state that the status of persons over whom parental rights
have been extended is equal to that of a fully decapacitated person.

Consequences of the Deprivation of Legal Capacity
or Extension of Parental Rights

According to the Family Law, persons fully deprived of their legal capacity may undertake only legal
actions of minor significance and cannot undertake any legal actions by which they are assigned
rights or obligations.’® The consequences of the extension of parental rights are the same as being
fully deprived of legal capacity. On the other hand, the precise legal actions that a person who has
been partially deprived of legal capacity can or cannot undertake must be determined by the court."”

As mentioned above, the deprivation of legal capacity automatically affects decision-making in many
different areas of life. The aforementioned general restriction contained in the Family Law is concre-
tised by other laws, which forbid persons from:
e entering into contracts (Law on Obligation Relations, Article 999) — by default this prevents any
buying or selling of property and any employment;
e entering into marriage (Family Law, Article 18);
e exercising parental rights (Family Law, Article 77 (1), Article 91(1) and Article 113(3);
¢ independently taking legal action (Law on Judicial Procedure, Article 74);
e voting (Law on the Election of the President of the Republic, Article 2);
e gaining citizenship (Law on Citizenship in the Republic of Serbia, Article 18);
¢ deciding to terminate a pregnancy (Law on the Procedure of Pregnancy Termination in Health
Institutions, Article 2);
¢ deciding on medical procedures (Law on Health Protection, Article 35);
e receiving an organ transplant (Law on Organ Transplantation, Article 21);
* opening a shop (Law on Private Entrepreneurial, Article 8);
e being insured on an equal basis with others (General Conditions for Insurance from the
Consequences of Accidents, Dunav Insurance a.d.o, Belgrade, Article 5),
e volunteering (Law on Volunteering, Article 12).

This list includes only several examples in order to show the extent to which the effects of legal ca-
pacity are deeply and widely ingrained within the legal framework of Serbia. For a more in-depth list
of legal consequences, please refer to Pravo da donesem odluku.'® This publication shows that the
legal presumption is that the legal system treats persons whom a court has deemed to be incapable
of sound reasoning as being incapable of deciding on many aspects of their own lives.

The Procedure Leading to the Deprivation of Capacity

Persons are deemed legally incapacitated and placed under guardianship mechanism through two
connected, though legally separate processes — the deprivation of legal capacity is a court proce-
dure (under the Law on Non-Contentious Procedure'®), and the appointment of a guardian by the
guardianship authority is an administrative procedure (under the General Administrative Law?°). The
definitions of legal capacity, guardianship and extension of parental rights are contained in the Family
Law.

The procedure for the deprivation of legal capacity is initiated and carried out by the court in its
official capacity or upon the initiative of the guardianship authority, spouse, child or parent if the legal

6 |bid., Article 64, paragraph 1.

7bid., Article 147, paragraph 3.

8 Kosana Beker: Pravo da donesem odluku [The Right to Make a Decision], Belgrade, May 2010,
Inicijativa za Inkluziju VelikiMali, pages 24-27; also available in Serbian from htip.//www.velikimali.org/doc/Publikacija.pdf.

19 Official Gazette of the Socialist Republic of Serbia, No. 25/82 and 48/1988 and Official Gazette of the Republic of Serbia,
No. 46/95 and 18/2005, Non-contentious Proceedings Act.

20 Official Gazette of the Socialist Republic of Serbia, No. 33/97, 31/2001 and Official Gazette of the Republic of Serbia,
No. 30/2010, General Administrative Law.

2" Non-contentious Proceedings Act, Article 32, paragraph 1.
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conditions for the deprivation or limitation of legal capacity are met.?2! The procedure may also be
initiated by grandparents or grandchildren if they live with that person in a family unit.?2 The person
who stands to be deprived of his or her legal capacity may also initiate proceedings if he or she can
comprehend the purpose and legal consequences of such action.?®* One very important point is that
the law specifies that the proposal must contain and be based on facts and evidence established with
certainty or thought to be probable.?*

The decision on the deprivation of a person’s legal capacity is made in non-contentious proceed-
ings,?® and is based on the opinion of at least two independent medical experts regarding the person’s
mental state and capacity to reason.?® Their examination must occur in the presence of a judge.?”
Based on this provision of the law, we conclude that it was the lawmakers’ intention that a judge be
present when the person is examined by the medical experts. This may be because the persons who
are usually the subject of such proceedings are persons with psychosocial and intellectual disabilities
who are vulnerable and susceptible to abuse.

The law is also clear regarding the relevant person’s participation in the proceedings. According to
the law, the court must hear the person who is the subject of the legal capacity proceedings; if he
or she is institutionalised, then the hearing must be held in the institution.2® However, the court can
decide not to hear a person “if it is determined that this might be detrimental to his or her health or if
the hearing is made impossible by the mental or physical condition of the person.”?® The vague nature
of this clause leaves room for an arbitrary interpretation. The mere existence of this exemption from
the rule that the person concerned must be heard leads to concerns that the courts may justify their
decision not to hear persons with psychosocial disabilities because it “might be detrimental to his
or her health”. An analysis of this exemption should therefore involve identifying the cases in which
a hearing may endanger the person’s state of health. The presumption must be that those cases, if
they exist at all, are very rare.

If it does not hear the person concerned, the court must hear his or her guardian, temporary rep-
resentative, the initiator of the proceedings or other persons who can provide important information
about the person’s life, behaviour and other circumstances.® If necessary, the court may obtain such
information from other individuals or organizations.

A legally binding court decision on the deprivation of legal capacity must be submitted to the guardi-
anship authority immediately.' This decision is noted in the birth registry,® and if the person has any
assets or owns any property, the decision is also noted in the public real estate registry.

A person who has been deprived of his or her legal capacity may appeal the court’s decision regard-
less of his or her mental state.® This provision is extremely valuable in that the persons being can
seek legal remedy themselves, but it loses its practical significance in cases where a person is not
heard, when a person does not receive the court decision regarding the deprivation of legal capacity,
and/or if he or she requires assistance in understanding the decision or the whole process.

Reinstatement of Legal Capacity

The court’s decision on legal capacity is made for an indefinite period of time. There is no obligation
to review the decision. The reinstatement of legal capacity is possible, and the law provides that the

22 |bid., Article 32, paragraph 2.

2 |bid., Article 32, paragraph 3.

24 bid., Article 33, paragraph 1.

2 Family Law, Article 149, paragraph 1.

26 Non-contentious Proceedings Act, Article 40, paragraph 2.
27 Ibid., Article 38, paragraph 2. Unless it takes place in a health institution.
2 |bid., Article 36, paragraph 1.

2 |bid., Article 36, paragraph 2.

30 Ibid., Article 37.

3! Family Law, Article 149, paragraph 2.

32 |bid., Article 150, paragraph 1.

33 Ibid., Article 150, paragraph 2.

34 Non-Contentious Proceedings Act, Article 40, paragraph 3.
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court can, in its official capacity or on the initiative of the guardianship authority or other authorized
persons including the person deprived of legal capacity, make a decision to restore legal capacity.®®
However, since the law does not require that the initial decision undergo periodical review, the court
has no opportunity to receive information that may lead to the reinstatement of legal capacity.

There are additional practical shortcomings to the reinstatement of legal capacity. While the law
allows for a person who has been deprived of legal capacity to initiate the process to reinstate legal
capacity, it does not oblige the court or state bodies to inform the persons concerned about the exist-
ence of this possibility. Moreover, the law provides that the reinstatement of legal capacity is possible
“if the reasons for its deprivation cease to exist.”*®* However, if the disability itself is the underlying
reason for deprivation of legal capacity, this regulation does little to help persons regain their legal
capacity, since the disability will not simply disappear. In such cases, the criteria for the reinstatement
of legal capacity are not fulfilled.

Guardianship — Procedure, Types and Roles

Within 30 days of the court’s decision to deprive a person of legal capacity, the guardianship author-
ity®” assigns a guardian to the person in order to protect his or her rights and interests. Persons who
are considered capable of reasoning may propose their own guardian.® However, since “incapacity
for normal reasoning” is a basis for the complete deprivation of legal capacity, it follows that persons
who have been fully deprived of legal capacity are not consulted when they are assigned a guardian.
The final decision includes a guardianship plan, the name of the guardian, and the decision on the
person’s placement. If the person has assets or owns property, the permanent commission within the
guardianship authority registers and assesses the property’s value.

Legal safeguards state that a person cannot be named guardian if the court concludes that his or
her interests are contrary to the interests of the person under guardianship.® The decision may also
be appealed to the Ministry of Labour and Social Policy within 15 days of receipt of the decision by
the guardian or a person with a legal interest in the matter.*> However, this unfortunate wording,
which states that a person without legal capacity may appeal the decision him- or herself, makes
the procedure unclear. The relevant Ministry has confirmed that it indeed accepts appeals from the
concerned persons themselves even when they are not supported by the guardians or guardianship
authorities.*' Such an important decision should not be left to the discretion of state bodies, however.

The Family Law also defines the types of guardianship and the guardian’s obligations and rights. It
allows for: one person to be appointed guardian for one person, one person to be appointed guardian
for several persons deprived of legal capacity (guardian to several wards), directors and employees
of residential institutions to be appointed guardians to the persons placed in such institutions (collec-
tive guardians), the guardianship authority to be assigned guardian (direct guardians) and temporary
guardians.

The guardian’s duty is to conscientiously take the steps necessary to ensure the care of the person
under guardianship. Guardians must endeavour to make their wards capable of leading an independ-
ent life.*? This also means that guardians should initiate the procedure for the reinstatement of legal
capacity when the disabled individual is again capable of independent living. Also, the guardian is
obliged to visit the person and to inform the guardianship authority about the living conditions of
the individual who has been deprived of legal capacity.** Although guardians must visit the adult
under their care, the frequency of such visits remains undefined. Other important guardian duties

35 Family Law, Article 148.
36 |bid., Article 148. On a similar note, article 86 defines the same criterion for ceasing of the extended parental rights.
37 In the social welfare system in Serbia, the role of the guardianship authority is assigned to the centres for social work
38 Family Law, Article 127.
3 |bid., Article 128, paragraph 3 and 4.
40 |bid., Article 333, paragraph 5.
41 Public conference organized by MDRI-S and Belgrade Centre for Human Rights: Legal capacity as a human right
in Serbia, Belgrade, 28 October 2011.
42 Family Law, Article 136, paragraph 2.
4 Ibid., Article 136, paragraph 3.
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include representing their wards in legal matters, acquiring funds for living, regularly inspecting the
ward’s property and managing this property. With the prior permission of the guardianship authority,
guardians may dispose of* the property belonging to the person under guardianship.*® Also, with the
approval of the guardianship authority, income from person’s property may be used to pay for the
costs of guardianship, namely the guardian’s fees.*

There is no adequate control mechanism for the guardian’s work. Guardians are required to submit
reports to the guardianship authority on an annual basis (regular report), whenever the guardianship
authority asks for one (specific report), and after the guardianship ends (final report). The report
should contain information about the person under guardianship, his or her living conditions, health,
education, and other important information including facts about the management of the person’s
property, the final balances of any property and the previous period’s income and expenses.*
Although there is an obligation to report to the guardianship authority, it is difficult to assess the
guardian’s behaviour and obligations, especially in cases in which the guardian is an employee of the
guardianship authority. Another problematic fact is that the guardianship authority that appoints the
guardian is solely responsible for controlling and assessing the guardian’s work.

If a person has no relatives or if the relatives are unwilling to be guardians, the guardianship authority
appoints one of its employees to perform the duties of guardian. This approach is unlikely to produce
satisfactory results, especially with such loosely defined duties. This situation is further exacerbated
by the shortage of social workers at Centres for Social Work in Serbia.

An appeal may be filed with the guardianship authority regarding the guardian’s work either directly
by the war if he or she is considered capable of reasoning, or by another person with a legal inter-
est.*® The guardianship authority may recall a guardian immediately and must do so within 30 days of
determining that he or she is neglecting certain duties, abusing his or her authority or if circumstances
arise that disqualify him or her from being a guardian.*®

The law does not contain any clear safeguards, and there are no sanctions or penalties if guardians
fail to fulfil their obligations, such as visiting their wards. Also, it must be emphasized that no provision
exists which would oblige the guardian to consult with the person deprived of legal capacity on any
aspect of that person’s life.

4 Ibid., Article 140, paragraph 2. Disposing (raspolaganje) as opposed to managing (upravljanje) is the ability to buy & sell property.

4 |bid., Article 140, paragraph 3. The guardian can only apply the capital of the property to cover living costs
or if there exists some other compelling interest.

“ |bid., Article 143 and 44. The guardian has a right to reimbursement of costs and a fee. Such costs are primarily paid out
of the income of the person under guardianship, unless such payment threatens the interests of the person.

47 Ibid., Article 142.

“ The same comment can be applied here as in the cases of appeals against initial appointment of guardians.

4 Family Law, Article 133.
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Analysis of Practice

The exact number of persons deprived of legal capacity in Serbia is unknown. However, the records
of Centres for Social Work indicate that in 2010, a total of 11,721 adult and elderly persons in Serbia
were under permanent guardianship.5® The same records show that since 2007, the number of adults
and elderly under guardianship has been steadily increasing.

Number of adults under guardianship®'

Category/Year 2007 2008 m m

Number of adults (including elderly) under temporary 5.233 6.813 6.550 6.823
guardianship ’ ’ ’ ’

1459 17018 | 17.043 18544

These figures do not include persons over whom parental rights have been extended, since they have
not been formally deprived of legal capacity. Nevertheless, these individuals face the same restric-
tions in the exercise of their rights. Furthermore, this data fails to indicate the various types of legal
capacity deprivation at the most basic level: the number of persons who have been fully or partially
deprived of legal capacity. Additionally, no cumulative data is found on the areas in which persons
may or may not make decisions and take actions, nor is there any data on the property that was
divested from persons by the transfer of right to property disposition. Although the local authorities
are required to keep records on the status of persons in their municipalities (births, deaths, changes
in legal capacity, property), the state does not seem to place much importance on creating a unified
database for the population of individuals who have been deprived of legal capacity.

Until recently, the practice of legal deprivation was also virtually unknown to the general public, aside
from anecdotal evidence from occasional cases that became known to civil society or to the ombuds-
man’s office in Serbia. These individual stories showed that there are cases in which guardians
abuse their powers and that the authorities do not always apply safeguards, particularly in regard to
the management of money and assets.

Case Law in the Field of Legal Capacity

In order to shed light onto this practice, as a first step it was necessary to examine judicial procedures
in order to come to findings on:

* Profile of persons who are deprived of legal capacity;

e Basis for deprivation;

* Ratio of partial to total deprivation;

» Critical points causing courts to decide on partial instead of total deprivation;

e Application of procedural safeguards as provided by the law;

o Effectiveness of access to courts for persons once deprived of capacity;

» Effectiveness of regulation of reinstatement of capacity;

» Effectiveness of person’s representation in proceedings; and

* Relationship between capacity deprivation and institutionalisation.

The data obtained on judicial practice in Serbia jointly by the MDRI-S and the Belgrade Centre for
Human Rights®? provided us with findings that answer the above questions.

%0 Report on work of centres for social work for the year 2010, Belgrade, March 2011, page 46.
http://www.zavodsz.gov.rs/PDF/izvestavanje/IZVESTAJ%20CSR%202010%20-%20FINAL.pdf
5 lbid., 46-47.

%2 See Annex | for information on methodology.
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According to the findings, a significant majority of cases concerned deprivation of legal capacity
(around 90%), while close to 10% were cases of extension of parental rights. An insignificant number
of cases were instigated for the reinstatement of legal capacity (0.5%). This low number confirms that
persons who are deprived of their legal capacity lack sufficient access to courts.

Case law on legal capacity according to the request for procedure

Deprivation of legal capacity 899 90.2%

Extension of parental rights 93 9.3%

Reinstatement of legal capacity 5

0.5%

Total 997 100%

It is also worth noting the statistics of court rulings. Out of 899 requests for depriving a person of
legal capacity, this request was denied in only 13 cases.®® Similarly, in all 93 requests for extension
of parental rights the courts ruled without exception to extend parental rights. Additionally, partial
deprivation is rarely used. Out of all 899 requests for the deprivation of legal capacity, only 54 (6.1%)
ended in partial deprivation — i.e., the court limited specific areas of decision-making, for the most
part as regards decisions related to medical treatment or the management of finances and assets.
Usually, the court specified more than one area of limited decision making. In four cases, however,
the court failed to specify any areas in which a person could or could not act, thus leaving them
de facto fully deprived of legal capacity despite the fact that the court’s decision was one of partial
deprivation. The same concern applies for those cases (12) in which the court decided on partial
deprivation but then concluded that the person could not engage in any legal contracts. Significantly,
we found no pattern in how decisions on partial versus full deprivation were made. In other words, it
can never be predicted when a court is likely to limit a person’s ability to decide and act in only certain
areas as opposed to all areas of life. One possible reason for this can be found in the general rule
that the courts make their decisions within the limits of the specific legal request. This means that it
is important for petitioners to not submit a request for full or unspecified deprivation if they want to
signal to the court that they are seeking only minimum restriction of capacity.

Case law on legal capacity according to the court decision

997

53 Qut of these 13 rejections, seven rejections were due to a procedural error,
and in three cases requests were rejected before examining the case in merit.
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Ratio of full vs. partial deprivation

Full deprivation
94%

Partial deprivation
6%

Partial deprivation: Areas of limited decision-making

Decision-making restricted in the area of*:

Medical treatment/medical therapy 27

Disposing of finances and/or property 27

Entering into all legal arrangements 12

Disposing of finances and/or property of large value 1

Institutionalisation — choice of place and living conditions

Work and employment

The findings show that the persons most frequently subjected to the procedure are those with intel-
lectual disabilities, followed by persons with psychosocial disabilities. It should also be noted that the
case law shows that the extension of parental rights is applied to persons (minors) with intellectual
disabilities only. A common disability is dementia, which is present as a cause or one of the causes
in 76 cases of deprivation. Persons with physical or sensory disabilities are rarely subjected to the
procedure (this occurred in only four cases) unless they also possess some other, usually intellectual
disability. In those cases, the intellectual disability is the primary focus of the assessment on legal
incapacity. It is important to note that in almost all the cases reviewed (99%), the person’s disability
was clearly stated, usually in the form of a medical diagnosis.

54 One person may have restricted legal capacity in more than one area.
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Case law on legal capacity according to the type of disabilities

R TR N

Despite the fact that the law mandates this practice, we found no decision for which it was clear that
the judge was present at the person’s examination by two medical experts. In a striking 87% of cases,
the court did not hear the person, and in 84% of cases the judge did not even attempt to establish
visual contact with the person whose deprivation of legal capacity was being decided on. While visual
contact is certainly not sufficient for assessing a person’s competencies, it should be an indispen-
sable starting point. Without even seeing the person whose competencies have been evaluated and
presented to the court, the court fully divests itself of the opportunity to verify this evaluation — and
more importantly fails to engage in communication with and hear the person as required by the law.
In fact, the data shows clearly that the exception provided by the law (which allows the court not to
hear the person whose legal capacity was being decided) has been turned into a general rule.

For most of the cases in which the person was heard by a judge, the decision contains no information
on what the person actually said regarding the procedure, whether he or she understood the proce-
dure in the first place, and if he or she did not understand the procedure, whether or not any steps
were taken by the court in order to familiarize the person with the procedure and its consequences.
This should be a crucial role of the court, since people who are subjected to these proceedings and
their families are frequently not informed or are misinformed about the exact consequences that
capacity deprivation and placement under guardianship will have on the person’s rights and everyday
life. The people do not know what kind of decisions they will not be able to make on their own, or who
will be making them on their behalf.

Case law on legal capacity according to participation in a procedure

Person not heard 768 77.3%

Person heard 125 12.6%
Intention to hear the person®® 101 10.1%

o Jooa [ 100%

% The sample has since decreased by three cases in which the request was rejected before the case was examined.

%6 This category comprises cases in which a hearing was considered but not performed (the judge decided not to hear the
person based on the experts’ recommendation, without seeing the person) and cases where a hearing was attempted
but given up (the judge actually posed question(s) to the person, but received no verbal answer). While both categories
could be effectively classified as either being heard or not being heard, this was not always evident from the text of the
decision. The decisions’ insufficient information or insufficiently clear wording made it difficult for us to deduce whether
the person participated in the procedure or not. Therefore, this category is left separate, signifying a general intention of
the court to hear a person. This lack of clarity in the text of the decisions as regards the person’s participation may
indicate the courts’ general perception that this issue is not of high importance.
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Case law on legal capacity according to visual contact with a judge

Person seen by judge 160 | 16.1% |

Person not seen by judge (not evident)>” 834 | 83.9% |

This general lack of awareness of the implications of legal capacity deprivation might serve to illumi-
nate the lack of objection to the request for deprivation by the person herself or himself. However, the
large percentage of cases in which a temporary guardian or representative never expressed a formal
objection to a proposal for capacity deprivation demonstrates the ineffectiveness of legal representa-
tion. It also indicates that people commonly accept that this is a procedure that one does not object
to. What is more, in almost 28% of cases, the guardianship authority (Centre for Social Work) played
a double role as initiator of the procedure and as the temporary representative of the person in ques-
tion. Interestingly, we identified four cases in which the person subject to capacity deprivation and
his/her temporary guardian/representative objected to the request for deprivation. In all these cases,
the person was partially deprived of legal capacity despite the fact that in three cases the requesting
party explicitly demanded full deprivation. This points out the importance of good representation and
active participation in the process, something very rarely found in the cases under review.

Formal objections to the procedure

No objection / not mentioned 897 90.3%

Objection “out of precaution”*8 47 4.7%

Objection by legal representative/temporary guardian 34 3.4%

Objection by the person 12 1.2%,

Objection by both - legal representative/temporary 4 0.4%
guardian and the person

ot 994 [ 100%

Substantive Issues from the Case Law

Given that the crux of the problems in capacity deprivation arises from the substantive shortcomings
of the procedure, it is important not to focus solely on procedural shortcomings. In this sense, the
most evident concern is that justifications for decisions are generally weak or nonexistent. Therefore,
in many cases it is unclear how the court reached its conclusion regarding the person’s inability
to look after his or her own rights and interests or the rights and interests of others, other than on
the basis of diagnosis. We found few examples in which there is a direct relationship between the
person’s behaviour and a threat to his own rights and interests and those of others. This leads us to
conclude that the courts view a psychosocial or intellectual disability to be sufficient justification for
a person inability to take care of his rights and interests and those of others. This practice stands is
in clear and direct violation of the UN Convention on the Rights of People with Disabilities, but it also
serves to underscore the general problematic attitudes of society towards people with disabilities.

57 Whether a person even managed to establish visual contact with the judge deciding on the case was assessed by the
existing information regarding the person’s presence at the hearing. All decisions indicated which actors were present at
the hearing. Where it was not explicitly stated that the person was present and it was not explicitly stated that judge was
present at the examination, we concluded that the person was not seen by the judge.

%8 This can be understood only as a formal objection, where the representative is not providing any supporting argumenta
tion. Objection “out of precaution” has no effect on the outcome of the process.
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The role of medical experts is problematic as well. In many cases, the experts exceed their legal au-
thority. For instance, in addition to providing reports and opinions regarding the person’s mental state
and capacity to reason, they provide conclusions or recommendations regarding the person’s legal
capacity. Similarly, in quite a few cases the experts suggest the complete and permanent divesting of
legal capacity, which is problematic from two aspects: Firstly, any recommendation regarding divest-
ment of the person’s legal capacity falls outside of the expert’s legal authority, and secondly, there is
no basis in the law for permanently divesting someone of legal capacity, since the law provides for
the possibility of reinstating legal capacity.

Extremely concerning is the fact that, with the exception of higher court case-load, we encountered
not a single case in which the judge did not rule in accordance with the court experts’ recommenda-
tions or in which the judge examined the experts’ findings critically. Indeed, it would seem that the
judges allow the medical experts to fully assess the merits of the case, while they themselves focus
on its procedural aspects. This is a problem related to the role of court experts in general and their
relationship with the court. The court hires experts in areas in which it lacks competency, yet it has the
power not to accept their findings and opinions. The question arises on what ground the court might
reject any findings in the area where it lacks competency. The following examination may provide
some guidance.

Medical experts frequently cite a person’s behaviour or appearance, which in no way should form the
basis for depriving someone of legal capacity. By negatively describing a person’s looks or assigning
negative characteristics such as arrogance, lack of cooperation, rudeness, etc., the experts seem to
want to strengthen their standpoint by devaluing the person as an equal member of a society. Whether
such assessments should even be included in a one- to two-page court decision is highly debatable,
since they indicate a prejudicial assessment of persons with psychosocial or intellectual disabilities.
For example, the experts commonly use phrases such as “(the person) does not understand or com-
prehend anything” or “(the person) does not accept hospitalised treatment because of his (mental)
condition.” Surprisingly, in several cases the experts proposed long-term placement in a social care
institution as “the most adequate form of placement”. On the other hand, the experts’ opinion never
make it clear whether they attempted to employ alternative means of communication if a person was
non-verbal or appeared not to understand them. Such serious shortcomings in the experts’ opinions
and the manner in which the information was obtained should be subject to increased scrutiny by the
judges. The role of the judge must be to reject those expert findings that are influenced by prejudice
towards persons with disabilities.

Finally, there is clear link between capacity deprivation and placement in a medical or social care
institution. Persons whose guardian is employed by a Centre for Social Work or whose family mem-
bers are unable or unwilling to provide care are commonly placed into a social care institution. If the
person has or inherits any property, they have no say on what happens to it — the guardian and the
centre for social work decide and dispose of it. The statistics on the institutionalisation of persons
without legal capacity are worryingly high. In more than half (57%) of all cases reviewed, the person
deprived of legal capacity was institutionalised either sometime during his lifetime or at the time of
the procedure. Of those persons, at least 4% were hospitalised involuntarily.

It should be noted that this study looked at only one side of the issue of legal capacity — court
procedures — and did not examine procedural and substantive issues that arise from the administra-
tive procedure related to guardianship assignment and monitoring. We thus know little about what
actually happens to the rights and property of persons under guardianship. As this is a truly broad
topic, and certainly one of great importance, such an analysis should be the subject of a separate
research study.
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Recognizing the importance of the legal capacity of persons with disabilities:
The practice of the higher courts in Serbia within the current legal framework.

The above-described shortcomings of the work of the municipal courts in deciding on
the legal capacity of persons with disabilities have been recognized by some of the higher
courts in their reasoning of rulings on appeals of first-instance court decisions. While the
higher courts do not analyse whether the experts’ findings and opinions are based solely on
the medical model of disability or whether they are influenced by prejudicial views towards
persons with intellectual and psychosocial disabilities, they do seem to recognize the failure of
the municipal courts to implement procedural rules and safeguards.

For example, the Higher Court in Subotica states: “The sole existence of the illness
without the existence of acts that might directly endanger the person’s rights or the rights and
interests of others is not a legal basis for partial deprivation of legal capacity [...] The municipal
court has established that respondent’s illness involves a mental disorder, bizarre delusions
that everybody is against him, and that he interprets all events wrongly. It [the municipal court]
has established that his paranoia is directed against his son because of the conflicts that arise
between them. It does not follow that he might undertake any act that might leave him without
material means, except that the argument with his son caused him to demand that he should
not manage his pension in the future. According to the standpoint of this court, this gesture
on the part of the respondent cannot, on the basis of the existing evidence, be brought into a
causal relationship with the respondent’s illness, which was correctly established in detail by
the first-instance court on the basis of the experts’ findings and opinion. Therefore, it becomes
necessary to establish the existence of specific acts by the respondent from which we may
conclude that he, as a consequence of his illness, endangers his rights and interests or the
rights and interests of others persons.”

The Higher Court in Pancevo concludes: “The task of the medical experts is to provide,
on the basis of existing medical documentation, findings and an opinion on the mental state
and capability of a person to reason and nothing more. In this case, however, the experts
provided opinions regarding the fact that the respondent allegedly easily disposes of land. The
question arises as to what information they used to make this statement.”

The Higher Court in Pirot notes that the examination by the medical experts was not
conducted in the presence of a judge, despite the fact that it was not held in a medical institu-
tion. Furthermore, it notes another violation of procedure: “...the present decision does not
determine which legal actions the respondent may or may not undertake following his partial
deprivation of legal capacity.”

The Higher Court in Sremska Mitrovica concludes that the law was violated because the
respondent was not present nor heard at the hearing, although no circumstances existed that
might allow the court to waive hearing the respondent. Likewise, the court found a violation
in that “the examination was conducted by two neuro-psychiatrists, but not conducted in the
presence of a judge.”
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Conclusion

Article 12 of the UN CRPD mandates that persons with disabilities receive support, but deprivation
of legal capacity does not afford any support. In Serbia, the legal framework affords “protection” in
a paternalistic fashion, an approach abandoned by the international standards on the human rights
of persons with disabilities. As one can imagine, this “protection” is often abused or misused by
those given the authority to protect the interests of the vulnerable. The current legal framework for
legal capacity in Serbia is not adequate for a procedure of such high importance, in which a person
is deprived of almost all of their rights. On a similar note, the above findings on judicial practice
warrant a serious consideration of systematic change in the field of legal capacity. This study has
unambiguously demonstrated that the procedure by which a person is deprived of all rights fails to
ensure equality of arms (procedural equality of both parties), with weak safeguards and no practical
possibility for revoking the status of legal incapacity. The courts do not act as guardians of justice,
but yield to the superficial assessments of medical experts who fail to offer any deeper insight into a
person’s needs, and frequently offer an insight that is solely medical and strongly prejudicial. In the
end, we may state that legal capacity deprivation is immensely unjust, and that persons are made
more vulnerable by the loss of their rights without receiving the necessary support from the system.

Recommendations:

e Gear the law and public policy towards creating diverse options so that the opportunity for
growth and development is afforded to all persons with disabilities including opportunities for
restoring or sparking the capacity to make decisions;

 Shift the approach from the medical to the social model of disability in the field of legal capacity
by devising a new legislative framework;

* Amend the Family Law and Law on Non-Contentious Proceedings so that instead of being de-
prived of legal capacity, persons with intellectual or other disabilities are given adequate support
(such as: advance planning, the right to accessible information, reasonable accommodations,
legal support, supported decision-making, facilitated decision-making and co-decision-making)
when making decisions that affect their life;

* Amend all other laws that restrict the rights of persons without legal capacity;

e Until a comprehensive legal reform is made, court rulings should limit persons’ legal capacity
to the least possible extent and should work towards developing an individual approach to
assessing the challenges faced by disabled people:

> Use existing procedural guarantees and hear the person, be present at the experts’ ex-
aminations of persons, make efforts to communicate with persons in simple language or
use other means of communication if persons are non-verbal, and establish visual contact
with every person;

> Pay special attention to the quality of legal representation of persons before the court,
and assess whether a conflict of interest may exist between a person and their temporary
guardian;

> Use partial deprivation instead of full deprivation in order to pay more attention to each
individual case; evaluate capabilities of each individual person and limit legal capacity
only in those areas in which incapacity is established without a doubt and always as a last
resort;

> Provide detailed reasoning of the grounds for depriving someone of legal capacity;

> Use statutory authority to initiate ex officio proceedings for reinstating legal capacity, and
establish a reporting system for all people who have been deprived of legal capacity so
that court decisions are periodically reviewed;

> Act on requests for the reinstatement of legal capacity which are lodged by the persons
themselves and/or the person’s guardian;

> Critically examine the reports and opinions of court medical experts.
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LIVING INDEPENDENTLY AND BEING
INCLUDED IN THE COMMUNITY

Legal and Policy Analysis

Serbia’s constitution does not address the right of persons with disabilities to live in the community.
Nevertheless, Article 69 (which addresses social protection) in Serbia states that social protection is
provided according to the principles of social justice, humanity and respect of human dignity, and that
“invalids™® are entitled to special protection in accordance with the law.

New Principles in Social Protection

The main regulations for giving persons with disabilities the right to community living are contained
in the new Law on Social Protection.®® Article 4 of this law states that each individual has the right
to the social protection indispensable for overcoming social and life barriers and enabling conditions
for satisfying one’s basic life needs. Article 5 defines social services as “activities of support and
assistance to users and their families for improving or retaining their quality of life, removing or
mitigating the risk of negative life conditions, and creating the conditions for living independently
within the community” (emphasis added).

The principles of this law are in line with the concepts of community living and the social inclusion
of vulnerable persons, including persons with intellectual disabilities. For instance, the principle of
least restrictive environment mandates that social services be provided primarily in a direct and
least restrictive environment, while choosing those services that enable the user to remain in his or
her community.®" The law further introduces the principle of accessibility (physical, geographical and
economical) and individual approach.®? As the law does not couple these principles directly with the
operative legal provisions that regulate the provision of social services, it is not evident how these
principles will be translated in practice. A system of rulebooks under the law is expected to regulate
all issues more specifically.

Institutional Placement under the Law

With the new Law on Social Protection, institutional placement became only one form of social
services. Institutional placement is provided to users for whom family stay, community services or
family placement either cannot be provided, or are not in their best interest.®® Children younger
than three years of age cannot be placed in institutional care except in cases of particularly justified
reasons, and children cannot spend more than two months there, except with the approval of the
relevant ministry.®* The ambiguity of the expression “particularly justified reasons” leaves much room
for arbitrary assessments of a child’s need for institutional care, and thus requires particular attention
and scrutiny.

The article on institutional placement must be read in conjunction with the right to participate in
decision-making on the use of social services and the right to a free choice of services.® The relevant
provisions state that users have a right to participate in an assessment of their own situation and
needs and to decide whether to accept services — based on the receipt of timely and necessary in-
formation. This is huge step forward, to a situation in which social services are now oriented towards

%9 Most legal terminology referring to persons with disabilities, especially persons with psychosocial or intellectual
disabilities, is archaic and politically incorrect. In most cases, the authors have replaced such language with
non-stigmatising terminology. In other cases, outdated terminology is placed in quotation marks.

50 Official Gazette of the Republic of Serbia, N0.24/2011, Law of Social Protection.

5 lbid., Article 27.

%2 |bid., Article 33.

5 |bid., Article 52, paragraph 1.

54 Ibid., Article 52, paragraph 2 and 3.

%bid., Article 35 and 36.
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the user. Nevertheless, the right to participate and freedom of choice as guaranteed by the law do
not apply to persons without legal capacity, since by law these rights are exercised by the legal
guardian.®®

From the legislation, it appears as if there was an attempt at protecting legally incapacitated persons
from their guardians’ wanting to place them in institutions. Article 78 states that direct contracting of
services®” cannot be done for residential placement of persons without legal capacity — instead, a
referral by the intermediary centre for social work or decision of the court is needed. In order to make
this provision operational, we need to strengthen centres for social work, in particular by finding ways
of issuing referral for services in non-restrictive environments.

Family Support as a Way of Preventing Institutionalisation

Under the Labour Law, one of the parents or guardians of a child who needs special care because of
high degree of psychophysical “defect” has the right to full-time paid leave or to half-time work until
the child reaches five years of age.%® Similarly, parents may exercise their right to material assistance
if they are the sole caregiver for a child with disabilities in a way that prevents them from being
employed.5®

The new Law on Social Protection introduced the possibility of financial support for family members.
It states that parents who are not employed, who have been directly caring for a child, and who have
exercised their right to an increased caregiver allowance for at least 15 years may claim lifelong
income in the amount equal to the lowest pension when they meet the general age requirements
for receiving a pension if they have not already claimed their pension.”® The reasoning behind this
provision of the law is that elderly parents who are left without any income are under heightened risk
of institutionalising their now-adult child. However, the value of this basic social security support for
the elderly is highly limited (due to the multiple conditions and the small financial amount), and it does
little to prevent institutionalisation.

In comparison to its failure to provide support for families, the law provides substantive support for
foster care and foster parents. The development of foster care is certainly a significant step towards
de-institutionalisation, but the unequal treatment by the law arguably goes beyond the necessary
affirmative action measures, i.e., it does more than merely define incentives for foster parents. Foster
parents receive not only increased monthly compensation for caring for a child with developmental
difficulties and additional financial assistance for all child-related expenses,”' but there exist other
valuable services that are currently provided only to foster and adoptive parents. The Centre for
Family Placement and Adoption promotes the preparation, assessment and education of future fos-
ter parents and adoptive parents, provides support for foster parents, adoptive parents, and families
engaged in family placement.” Since there is no place/institution where families with children with
disabilities can receive training and counselling, this service should become available to biological
parents as well.

New Community-based Services, Financing and Standards

Article 40 of the Law on Social Protection provides a list of social services.

These are grouped into: assessment and planning services, day services within the community,
independent living support services, counselling and socio-educational services, and accommoda-
tion services including placement into residential institutions.

% |bid., Article 35, paragraph 2: “Without the consent of a user respectively their legal representative...”
[Bez pristanka korisnika odnosno njegovog zakonskog zastupnika...]

57 Ibid., Article 77 regulates direct contracting of services.

8 Official Gazette of the Republic of Serbia No. 24/05, 61/05 and 54/2009, Labour Law, Article 96, paragraph 1.

% Law on Social Protection, Article 83, paragraph 4.

0 |bid., Article 94, paragraph 6 (emphasis added).

" Official Gazette of the Republic of Serbia No. 15/92, 100/93, 12/94/ 51/97, 70/2003, 99/2004, 100/2004, 25/2005, 77/2005,
60/2006 and 8/2011, Rulebook on criteria and measures for establishing prices of services in the field of social protection
which are financed by the Republic, Article 10a and 10b.

72 Law on Social Protection, Article 131.
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Specific services that fall under these five groups are:

* assessment of condition, needs and strengths of and risks to users and other significant persons
within their surroundings; assessment of guardian, foster parent or adoptive parent; develop-
ment of an individual or family plan for the provision of services; legal protection measures and
other assessments and plans;

e day-care stay, help in the household, drop-in centre, other services that promote the individual
remaining within the family and direct surroundings;

* supported living, personal assistance, training for independent living, other types of support
necessary for active participation in society;

e intensive support services for families in crisis; counselling and support for parents, foster
parents and adoptive parents; support for families caring for children or grown family members
with “developmental difficulties”; preservation of family relations and reuniting families; counsel-
ling and support in cases of violence; family therapy, mediation, SOS phone-lines, and other
counselling and educative services;

¢ placement among relatives, within a foster or other family, residential placement, placement in a
drop-in centre and other types of placement.

One positive aspect of the law is that it recognizes that the quality of care and services is a crucial for
their provision. Therefore, each of the above-listed type services requires a defined set of standards
and accreditation.

The law introduces procedures for the accreditation of programs and training sessions for service
providers. Previously, institutions were seen as the only social service for persons with psychosocial
and intellectual disabilities. As a result, the standards were contained in two rulebooks focused only
on standards for institutions for adults with psychosocial and intellectual disabilities and standards
for institutions for disabled children.” These rulebooks prescribe the necessary number of profes-
sional and other staff in institutions,” and lay down requirements for the school’s physical space,
equipment, food, wardrobe, personal belongings, common consumption, etc. The rulebooks do not
address the treatment of and work with the institution’s residents. The accreditation includes the
development of standards for each particular service recognized by the law. These should relate
not only to the operational standards contained in these two mentioned rulebooks, but should also
address the substance of service provision such as individual approach, the user’s participation, etc.

The responsibilities for the financing and provision of social services, including community-based
services, are defined in section XIV of the Law on Social Protection. Specifically, it lists which particu-
lar services are the responsibility of which levels of government. Most services are the responsibility
of local governments, which is logical in that local authorities are the most familiar with the needs of
the people in their community. Central and regional governments finance the largest expenditures
such as social benefits and institutions. One positive factor is that the central and regional govern-
ments are also responsible for financing new supported living services for persons with disabilities in
those counties whose index of development is below the nationwide average. Also, the law envisions
allocated transfers for social services for these localities. These transfers are also foreseen for the
transformation of residential institutions and for innovative local services and social services that are
of significance to the country as a whole.

Future Direction of De-institutionalisation in Law and Policy

The future of residential institutions for persons with disabilities in Serbia remains unclear. The law
defines the capacity for social care institutions as 100 adults and 50 children (Article 54). Institutions
have a maximum of three years to adjust their capacity to this standard (including all other prescribed

73 Official Gazette of the Republic of Serbia, No. 88/93 and 53/2005, Rulebook on the Conditions for Working with Adults
with Developmental Disorders, Mental lliness, or Invalid Persons, Including Operating Standards for Social Care
Institutions.

74 Official Gazette of the Republic of Serbia, No. 88/1993, Rulebook on the Conditions for Working with Children and Youth
with Developmental Disorders, Including Operating Standards for Social Care Institutions.

s These standards prescribed less clothing, fewer tools and equipment, and a lower number of professional staff for the
most disabled children as compared to children with less serious disabilities (Articles 21, 23 and 26 of the Rulebook
on the Conditions for Working with Children and Youth with Developmental Disorders, Including Operating Standards for
Social Care Institutions).
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standards as well).”® A ministerial order that used to prohibit the placement of children under the age
of three into institutions except in unusual cases and with the approval of the relevant ministry has
been turned into law, thus giving it statutory strength. Whether the exception to the rule will remain
an exception in practice is yet to be seen. It is highly alarming, however, that Article 10 and Article
113 provide for the establishment of new institutions within the social care without exception, which
implicitly includes residential institutions for persons with intellectual and psychosocial disabilities.

National policy seems to express a general tendency towards de-institutionalisation, but there are no
plans for ending institutional placement. In 2007, the Serbian government adopted the Strategy for
Improving the Position of Persons with Disabilities.”” This Strategy defines the medium term activities
related to advancing the position of persons with disabilities. The strategy’s goals are set for the
2007-2015 period, with action plans to be developed every two years.” De-institutionalisation or the
transformation of institutional care is not included in this strategy’s general goals,” but is mentioned
in Measure 4 of Specific Objective 5: To improve the service and support system for users in accord-
ance to their needs, which explicitly refers to de-institutionalisation and states that social, health and
other services for persons with disabilities must fully respect the principle of accessibility of services
within the local community “with full implementation of the process of de-institutionalisation.” Similar
wording can be found in Measure 1 of Specific Objective 6: To strengthen the families of persons
with disabilities by providing adequate support for appropriate services helping to integration persons
with disabilities into the community. At the same time, de-institutionalisation is not defined in any
governmental documents, nor are any steps or deadlines foreseen.

Another document that is relevant to the reform of institutional care is the Strategy for Development of
Social Protection,® which realistically identifies all the shortcomings of the social protection system,
in particular as regards persons with disabilities. Its Specific Goal 2 is the realization of a network of
community services. This strategy’s goals and objectives were mostly addressed by the enactment
of the new Law on Social Protection. It also represents the most detailed account of the future plans
for de-institutionalisation. Under its specific goals, the strategy defines the direction of residential
services reform for children and adults with disabilities. It states that the current network of institu-
tions should be questioned together with the services and quality of current institutional placement.®’
When it comes to children’s institutions, “questioning implies transformation through the development
of additional types of services and by educating staff in new types of work.”® By developing foster
care and adoption, these institutions’ capacities will be decreased. Residential capacities for adult
users must be redirected towards family placement and smaller-capacity institutions that recreate as
close as possible the user’s natural surroundings. The standards also call for an increase in the type,
quantity and quality of services, for the creation of medium-term plans, and for transformation plans
for each institution in question. The strategy concludes that, “for a certain number of users of the
social care system, residential services are indispensable.” This appears to be the central premise
on which plans for de-institutionalisation of children with disabilities are developed. It should be noted
that practical experience from many countries that have closed children’s institutions shows that this
assumption is without any basis.

When it comes to the capacity of institutions and specific policies, it is useful to look at the Decision
on the Network of Institutions of Social Care for the Residential Placement of Users.8® This decision
establishes the capacities for all social care institutions, which must: a) align their statutes with the
decision and b) implement the decision by aligning their number of users and staff with the prescribed
capacities. According to the latest decision, the total number of children with disabilities in institutions
for children with disabilities must be fewer than 860 by 1 January, 2014. As for adults with intellectual
and psychosocial disabilities placed in institutions, their number by the same date should total no
more than 4,457, with an additional 300 persons in institutions for adults with physical or sensory
disabilities. Still, these figures cannot be taken as the maximum number of institutionalised persons
with disabilities, since institutions for children without parental care or for the elderly also house
children and persons with disabilities.

76 |bid., Article 223 (2). All service providers must submit a licensing request within 3 years of the date of the standards’ creation.
77 Official Gazette of the Republic of Serbia, No. 1/2007, Strategy for Improving the Position of Persons with Disabilities
in the Republic of Serbia.
78 While several municipalities and towns have adopted local action plans for persons with disabilities, at the moment of
writing, no national action plan has been adopted. ---> Opposite page: 7% 8081782 83
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Analysis of Practice

Analysing Government Data on Institutions for Persons
with Intellectual Disabilities

The Serbian social care system includes six institutions for children and youth with intellectual dis-
abilities and autism, seven institutions for adults with intellectual disabilities, three institutions for
adults with physical and/or sensory disabilities, and five institutions for adults with psychosocial dis-
abilities. However, this classification does not necessarily mean that a particular institution’s residents
are exclusively persons whose disability and age correspond to the institution’s purpose. In other
words, young persons with disabilities are also placed in institutions for the elderly, children and
youth with intellectual disabilities are placed in institutions for adults with intellectual disabilities, and
adults with intellectual disabilities are often placed in social institutions for persons with psychosocial
disabilities.®*

Number of persons with disabilities in social care institutions for persons with disabilities, 2010

Institutions/Disability Intellectual Other disability Total number
disabilities

ren and youth with intellec- 1,257 1,510
tual disabilities and autism

for adults with intellectual dis- 1.503 1 154 1,658
abilities ’ ’

for adults with physical and/or 19 0 234 253
sensory disabilities

for adults with psychosocial 406 0 1.980 2 386
disabilities ’ ’

The above government-published data® show that persons with intellectual disabilities are placed
in all forms of social care institutions. In reality, however, the number of users with some sort of
intellectual disability is higher than portrayed in the table’s categories. Firstly, the government report
does not include one institution for children,® and secondly the structure of disabilities includes the
ambiguous category of ‘combined’ or ‘multiple’ disability — which can include persons with intellectual
disabilities as well. The data for institutions for the elderly has not been analysed, but according to
the ombudsman’s office, these institutions are also home to a number of younger and older persons
with intellectual disabilities.®”

% Mainstreaming of disabilities into general development plans, developing effective legal protection with implementation
of prevention plans, developing policy measures and programs in education, employment, work and housing, ensuring
that persons with disabilities can access the built environment, transportation, communications and public services.

8 Official Gazette of the Republic of Serbia, No. 108/2005, 71/05, Strategy for Development of Social Protection.

81 Ibid., 38.

82 |bid., 38.

83 Official Gazette of the Republic of Serbia, No. 98/2010, Decision on the Network of Institutions of Social Care for
Residential Placement of Users.

84 Strategy for Development of Social Protection, page 8.

8 Report on the Work of Social Protection Institutions for Persons with Disabilities, Belgrade, May 2011.
http://www.zavodsz.gov.rs/PDF/naslovna/god-izvestavanja/OSI.pdf.

8 The government report does not provide any data for institution the Zve¢anska Home for Infants, Children and Youth in
Belgrade, meaning that there is data for only six out of seven institutions.

87 Special Report of the Ombudsman on Inspections Conducted at Social Care Homes for the Elderly in 2010.
http://www.ombudsman.rs/index.php/lang-sr/izvestaji/posebnii-izvestaji/2108--2010.
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Compared to the total population of Serbia and an estimate of the number of persons with intellectual
disabilities in Serbia (2% or 150,000), we can state that the number of institutionalised children and
adults with intellectual disabilities is relatively low (about 3,200 reported). Another question arises:
How many persons with intellectual disabilities including autism who are living within their communi-
ties? The government has no estimate of this number, nor any means of attaining it. The 2011 census
may offer an initial indication of these figures.

In examining the reasons for leaving institutional care, the government report states there was no
significant change over previous years — the dominant reason still remains the user’s death, even at
institutions for children and youth.#°

Reasons for leaving social care institutions for persons with disabilities, 2010

Institutions/Reason Transfer Transfer to Other - unknown | Number
to another biological, foster of users
institution or other family or who left

supported living institution
(D1)

for children and
youth with intel-
lectual disabilities
and autism

for adults with
physical and/or
sensory disabilities

for adults with
psychosocial
disabilities

|
for adults with intel-
lectual disabilities

In 2010, there were 277 deaths at 20 social care institutions. According to the above data (which was
collected and published by government offices), the mortality rate in institutional care is almost 48
out of 1,000. By comparison, according to the Statistical Office of the Republic of Serbia the 2010
mortality rate in Serbia was 14.2 per 1,000 inhabitants. This discrepancy gives rise to great concerns
and raises a very important question: Is the right to life in Serbian institutions for persons with dis-
abilities properly protected and ensured? Is it possible that the mere presence of a disability justifies
a mortality rate that is more than triple the country’s average mortality rate? This issue is certainly
something that needs to be scrutinized by the authorities. Out of 277 deaths, only six were reported
as violent (five suicides and one murder) and three were of unknown cause. The government reports
state that most deaths (268 out of 277) were from illness or were natural deaths, but fail to give further
information. This raises the question as to whether any further inquiry is made into causes of deaths
that are perceived to be non-violent.

8 While there is no absolute count of people with intellectual disabilities around the world, in this report we use the average
estimates normally used by researchers and demographers in the field — 2.0% of the global population.
8 Report on the Work of Social Protection Institutions for Persons with Disabilities, page 37.



Deaths at social care institutions for persons with disabilities, 2010

Institutions/Deaths lliness or Total deaths
natural death

for children and youth with RT3
intellectual disabilities and
autism

for adults with intellectual 67 1 0 0 68
disabilities

for adults with physical 38 0 1 0 39
and/or sensory disabilities

for adults with psychoso- EP¥: 0 4 3 135
cial disabilities

The data in the government report point to the possibility that serious overcrowding and lack of
privacy persist at all institutions. With the exception of institutions for persons with psychosocial
disabilities, the number of persons living at social care institutions does not exceed the total capacity
defined by the decision.®® Nevertheless, this information tells us little about the actual situation at
each individual institution — not only because the data is grouped by type of institution, but more
importantly because capacity is determined on the basis of the actual number of persons living there,
not on the basis of standards for the adequate personal space for residents. As a result, institutions
and particular wards within institutions may be at the official capacity limit or below even though the
residents might be living in multi-bed rooms with a complete lack of personal space.®

Most rooms at institutions are multi-bed rooms containing more than three beds (the total number
of beds in single, double and triple-bed rooms is 850; the total number of beds in rooms containing
more than three beds is 4,941).%2 This shows that institutional care in Serbia is predominantly of a
dormitory style, which is not conducive to a home environment. Long-term living in a room with three
or more other persons certainly violates an individual’s privacy.

Capacity by number of beds per room

Institutions/Number of beds # of residents | # of residents # of residents # of residents
in single bed | in double bed triple bed in 4+ bed
rooms rooms rooms rooms

for children and youth with intellectual
disabilities and autism

for adults with intellectual disabilities

for adults with physical and/or sensory
disabilities

for adults with psychosocial
disabilities

% Report on the Work of Social Protection Institutions for Persons with Disabilities, page 28. The number of users at stay in
institutions of social care for persons with psychosocial disabilities in 2010 was 2,386 while the total capacity was 2,293.

91 Helsinki Committee for Human Rights in Serbia: People on the Margins (Part 4): Social care institutions for children and
adults with psychosocial disabilities and persons with mental disorders, page 17. In Srem¢ica, the Helsinki Committee
found a child pavilion housing as many as 14 children per room (2009). Accessed December 2011. http://www.helsinki.org.

rs/doc/People %200n%20The %20Margins %20-%204.pdf.

92 Report on the Work of Social Protection Institutions for Persons with Disabilities, analysis of four graphs on pages 5, 12,
20 and 28.
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The government report identifies different circumstances leading to the institutionalisation of disabled
children as compared to disabled adults. For children, the list of possible reasons for institutionalisa-
tion is as follows: deceased parents, unknown parents, parents fully or partially deprived of parental
rights, parents deprived of legal capacity, parents prevented from exercising parental rights, parents
unable to meet the child’s needs, and inadequate parental care. In a majority of cases, the parents
were either prevented from exercising their parental rights or they were unable to meet the child’s
needs.® For adults, the leading reasons for institutionalisation are: no close relatives, the family is not
prepared to look after the person, socio-economic vulnerability, and inadequate family care.

Reasons for institutionalisation for persons with disabilities, 2010

Institutions/Reasons No close Family not Socio- Inadequate Other reasons
relatives prepared to economic family care

look after vulnerability
person

for adults with intel- 4%
lectual disabilities (only for
residents above 18)

(8% personal

choice)

for adults with physical and/ EEETVA 329, 20% 4% 1%

or sensory disabilities (4% personal
choice)

for adults with psychosocial 16% 26% 39, 5%, 50%

disabilities (49% socio-health
indications)

While some of these categories are overly ambiguous (such as the definition of parents or family not
being ‘willing to look after’ a disabled person), they also fail to answer why the state has determined
that placement in a residential institution is the only possible option for the person. If an adult has
no close relatives to support him or has no sufficient means, this should not be used to justify the
state’s failure to help them remain in their homes in the community. The data also indicate that it is
still acceptable in Serbia to “not be prepared” to look after a person with a disability.

The statistics related to the length of stay is discouraging: only 4% of child residents are in insti-
tutional placement less than 12 months, while only 7% of residents at institutions for adults with
intellectual disabilities are there for less than 12 months.** According to statistics, 94% of children
with intellectual disabilities and 93% of adults with intellectual disabilities placed in institutions are
there longer than one year. This underscores the notion that, once a person enters institutional care,
he or she will stay there for a long time.

Human Rights at Institutions

Information about the daily life of persons with disabilities in institutional care in Serbia would help to
reveal the degree to which their human rights are respected or violated. Such information, however,
cannot be found in the government reports. The report on the work of institutions briefly states that
programs for promoting residents’ rehabilitation and independence, as well as programs contributing
to their greater social inclusion, are not sufficient.? On this note, the Strategy for the Development
of Social Protection also states that institutions do not have adequate programs, that the quality of
services is uneven, and that the institutions do not provide adequate support for preserving users’
potential and improving their quality of life.®® Residents commonly live in varying degrees of social
isolation.®”

% |bid., 7.

% |bid., 8 and 15.

% |bid., 37.

9% Strategy for Development of Social Protection, page 8 and 38.
 bid., 8.
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A myriad of issues need to be examined further in order to be able to come to conclusions on how,
or whether, the rights of institutionalised persons with intellectual disabilities are being respected. A
non-exhaustive list of issues for examination includes:
* Receipt of adequate medical protection, protection from undue medical treatments and/or
interventions;
* Receipt of adequate education for children (and work for adults);
¢ Protection from violence and abuse, both from other residents and from the staff;
* Regular contact with family and important others from outside the institution;
* The right to privacy and intimate relations;
* Free movement on the premises and outside of the institution;
* The right to make decisions about personal belongings, finances, and free time, and to exercise
control over their lives;
* Equal opportunities and treatment for all residents, with regard to their individual personal char-
acteristics (such as gender, age, type and degree of disability, nationality and religion).

None of this information can be found publicly in state monitoring reports, which apparently do not
explore the human rights of persons with disabilities living in institutional care. Because of its limited
capacity, the ombudsperson’s mechanism for the prevention of torture and mistreatment has held only
one preventive visit to a social care institution for persons with disabilities since being established in
2008.% The Serbian National Preventive Mechanism (NPM) was formed in 2011 with a significant
delay. It called on the Ombudsman to act in the role of NPM, in cooperation with civil society organiza-
tions whose mission is to improve and protect human rights and freedoms.®® Independent monitoring
by civil society organizations also occurs only sporadically and is not encouraged by the authorities.'®

In November 2007, Mental Disability Rights International published its report “Torment not Treatment:
Serbia’s Segregation and Abuse of Children and People with Disabilities,”'*" in which it detailed abuse
at institutions, segregation from society and discrimination, and violations of international conven-
tions. The report resulted in a large amount of attention by the national and international community
and pushed for reform in this field. In 2009, the Serbian Helsinki Committee (SHC) conducted the
most recent monitoring session at four state-run institutions. Unfortunately, the findings were not
much different than in 2007.

MDRI and SHC identified numerous human rights violations and situations that are not conducive to
the well being of people in institutional care. We here name just a few, primarily in order to emphasize
those issues that are critical for achieving a shift in attitudes and behaviour towards persons with
disabilities. Issues that urgently need to be addressed include segregation, overmedication, lack of
understanding of residents’ needs, and unequal treatment of residents. We must emphasize that this
shift is not only immediately necessary but is also not costly.

The SHC team found overmedication of residents at all visited institutions.'®> Chemical restraint is a
frequent systematic practice for the convenience of the staff, but is detrimental to residents’ human
rights. Another common finding was that the staff failed to recognize and respond to the needs of
individual residents. For example, medical staff was unable to explain sudden changes in residents’
behaviour such as outbursts of aggressiveness or agitation.'®® Non-medical staff was reportedly

% Ombudsman: Report on Inspection of Residential Conditions and Respect for Users’ Rights, with a Specific Focus
on Socio-Psychological and Health Protection at Special Institutions for Children and Youth, Dr. Nikola Sumenkovié
in Stamnica, 9 June 2009. Accessed 6 January 2012. http://www.ombudsman.rs/index.php/lang-sr_YU/izvestaji/
posebnii-izvestaji’501--q-q-.

9 QOfficial Gazette of the Republic of Serbia, Nr. 16/05, 2/06, and 7/2011, Zakon o ratifikaciji Opcionog protokola uz
Konvenciju protiv torture i drugih surovih, neljudskih ili ponizavajucih kazni i postupaka, Article 2a. Note: the Optional
Protocol to the Convention against Torture requires that state parties form the National Preventive Mechanism (NPM)
regularly examine the treatment of persons deprived of liberty.

100 Authorities Denied Access to Social Care Institutions for Civil Society Organizations, Human Rights Watch World Report
2011, 466. http://www.hrw.org/world-report-2011.

01 Mental Disability Rights International, November 2007. http://www.disabilityrightsintl.org/wordpress/wp-content/
uploads/Serbia-rep-english.pdf.

192 Helsinki Committee for Human Rights in Serbia: People on the Margins (Part 4): Social care institutions for children and
adults with psychosocial disabilities and persons with mental disorders, page 3. Accessed December 2011. http://www.
helsinki.org.rs/doc/People %200n%20The %20Margins %20-%204.pdf.

103 |bid., 14.
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not capable of understanding how the living conditions at the institution affect residents, and so
misinterpreted the residents’ actions (such as attempts at escape) as features of their condition
(disability and problematic behaviour).1%4

Moreover, the researchers encountered an apparent inequality in the treatment of residents according
to their level of disability or perceived problematic behaviour. Those residents whom staff perceived
as being problematic were purposefully excluded from activities and programs,'® while those with
severe psychosocial and/or physical disabilities were neglected to the point that staff did not even
help them get out bed. Yana Buhrer-Tavanier, an investigative journalist who also conducted visits
to several institutions in Serbia in 2009, describes this phenomenon as “parallel universes” where
all activities and programs are directed at those residents that are easiest to work with, while those
who are the most in need of assistance get the least of it."% Existing policies and approaches to
working with clients perpetuate this lack of assistance to the most disabled persons, and are not only
unjust but stand in clear violation of the CRPD guarantees that apply equally to all disabled persons,
regardless of the type and level of their disability.

Financing and Investments

Institutions are financed from a number of sources. The main financing comes from the Ministry
of Labour and Social Policy (MLSP), while other contributors are the Ministry of Health, municipal
governments, national and foreign donors and, if the institution is situated in northern autonomous
province of Vojvodina, the Provincial Secretariat of Social Policy and Demographics. Institutions pos-
sess two bank accounts, one of which is strictly reserved for budgeted costs (payments per user,
staff and management salaries, other operating costs), while the other is for various donations and
expenses incurred on an irregular basis. Most homes are also partly financed from their own sources
of income such as earnings from agricultural or animal farms and the sale of products and crafts
made by residents.

Following the democratic changes in Serbia after 2000, massive amounts of humanitarian aid were
used as emergency aid for renovating institutions for children and adults with disabilities with life-
threatening conditions. To this day, the exact amount invested remains unknown, although a 2003
letter of gratitude by the MLSP to the donors states that donations were used for renovating institu-
tions or increasing their capacities, and for the purchase of food, medicine, hygienic supplies, energy,
vehicles, furniture, tools and aids, clothing, shoes, school kits, books and vacations for children."”

After this period, the government of Serbia began articulating broader policies that implicated the
social inclusion of institutionalised children.'® This reform of children’s care was not followed by any
redistribution of financing from an institutional to a community-based system of care. The Ministry
reports that in the four years from 2004-2007 the state invested a total of approximately RSD 800
million (EUR 8 million) in all institutions under the authority of the MLSP."® Over the subsequent
period from 2008-2010, the amount of state investment was close to RSD 384.4 million (about EUR
3.8 million)." It is important to note that these funds are investments in addition to the regular
monthly contributions from the state budget for covering regular operating expenses. Investments
were several times greater in 2010 than in the previous two years.

%4 Ibid., 25.

% |bid., 21.

1% Buhrer Tavanier, Yana. 2009. Dumping Grounds for People. Accessed 6 January 2012. http://dumpinggroundsforpeople.
wordpress.com/read-the-investigation/full-length-investigation/.

97 LifeLine website: Press Clipping (from Vreme): Expression of Gratitude of the Ministry for Social Policy to HRH Crown
Princess Katherine Foundation (20 March 2003). Accessed 6 January 2012. http://www.royalfamily.org/press/press-det/

stampa-zahvalnica_yu.htm.

% Most relevant for transition to community care were: National Action Plan for Children of 2004, Strategy for
Development of Social Protection of 2005 and Strategy for Improvement of the Position of Persons with Disabilities of
2006.

199 Report of the Misnistry of Labour and Social Policy on the conditions in residential institutions for children, adults and
elderly persons with special needs, 2007, page 10. Accessed 6 January 2012. http://www.minrzs.gov.rs/cms/yu/propisi/
briga-o-porodici-i-socijalna-zastita.

"0 Ministry of Human and Minority Rights, State Governance and Local Self-governance, Draft Initial Report on
Implementation of the Convention on the Rights of Persons with Disabilities in the Republic of Serbia (December 2011),
page 66.
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Investment into institutions'"

Total investment - year Investment Equipment Total
(in RSD) (in RSD) (in RSD)

2008 81,603,395 15,945,851 97,549,246

_ 37,707,858 22,715,390 60,423,248

196,772,438 29,641,335 226,413,773

TOTAL 316,083,691 68,302,576 384,386,267

As for the financing of community care, there is no overview of this type of investment. Community care
is financed by project, based on regular calls for proposals issued by the MLSP and ad hoc calls by
foreign donors. Most of these calls are directed at general disability or human rights associations, and
it is difficult to assess the amount of funding that was directed specifically at the de-institutionalisation
or the prevention of de-institutionalisation of persons with intellectual disabilities. Another factor that
makes an assessment more difficult is the government’s tendency to call new services offered by
institutions on the institution’s premises “community services”. For example, a government report as-
serts that EUR 3 million was invested into adapting part of an institution for children without parental
care in order to develop services for preventing the institutionalisation of disabled children, and to
raise the standard of living of institutionalised children with disabilities.'? Despite the lack of method-
ology for tracking the progress of community development and the ambiguities in the understanding
of “community services”, several dominant practices in funding may be identified with certainty.

The first such practice is that community care and the de-institutionalisation of disabled children
received much attention (albeit with uncertain results), while the needs of adults with intellectual dis-
abilities have so far been neglected. This may change with the EUR 2 million investment of the EU’s
IPA 2009 program. The project “Enhancing the Position of Residents in Residential Care Institutions
for Persons with Mental Disability and Mental lliness and the Creation of Conditions for their Social
Inclusion in the Local Community” aims to prepare and implement transformation plans for residential
and psychiatric institutions for adults, as well as to development plan for cross-sectoral community-
based social and health services. Another component related to this project was initially envisaged
as a EUR 2.45 million infrastructure investment into six institutions, but this plan was modified after
pressure by MDRI-S with the support of national and European disability and human rights organiza-
tions, who argued that such an investment would not only impede the DI process, but was also not
in compliance with the obligations arising from the ratification of the Convention. Grants to local
communities are planned for helping to develop and implement models of community service for
the de-institutionalisation of the target beneficiaries. This is the first major investment in Serbia for
developing services for adults with intellectual disabilities living in institutions.

Secondly, community care is still financed only on a small-scale and short-term basis. The Social
Innovation Fund (SIF) was regarded as a major stakeholder in identifying new approaches to social
protection (pilot projects) and their systematic acceptance. This fund was used to support organi-
zations, state-run institutions and local municipalities in implementing innovative social protection
solutions on a competitive basis. However, the SIF lacked significant relevance in terms of financial
capacity. Since 2003, community care projects for children and young adults with disabilities received
funding totalling RSD 78.6 million.""® This amount was invested by the Norwegian, British and Serbian
governments into community solutions over a period of seven years. If we compare this amount to
the government’s total investment in institutions in 2010 alone, we clearly see how insignificant this

" Table taken from Draft Initial Report, page 66. This funding was mostly spent on improvement, adaptation, building and
equipment.

2 |bid., page 70.

"3 Information received from the Social Innovation Fund (SIF) requested under Law on Access to Information of Public
Interest (2010).
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amount is. Although the Law on Social Welfare recognizes a variety of services, the only service
that has been systematically developed to date is that of day-care centres. The government reports
that in 2009 as many as 56 municipalities recognized this form of assistance in their communities.™*
Respite care and home care service have recently also been identified as priority services in various
municipalities. Still, the range of services remains very limited, leading us to ask whether such limited
choice can fulfil the specific needs of different people and their families.

This opens a third concern related to the development of community care in Serbia — the variety
and appropriateness of particular forms of care. Funding from the SIF, the state budget (National
Investment Plan), local budgets, the EU, USAID and other foreign donors (including private donors) is
used for the development of day-care centres, mostly for children with disabilities."® The EU-funded
project “Developing Community-based Services for Children with Disabilities and their Families” has
spent EUR 3 million on for improving local services for children with developmental difficulties in
municipalities across Serbia. Again, most of the services funded through the project’s 11 sub-projects
are services at day-care centres. Other types of services include in-home assistance and personal
assistance."® We are also concerned about he fact that most services for persons with intellectual
disabilities are focused on day-care centres. Day-care centres are congregate service establish-
ments, meaning that there is a high potential for the replication of institutional practices. Particular
attention should be paid to ensure that the programs offered by these centres respond to users’
individual needs and that they do not negatively interfere with their right to education or work.

How Potential Users See Community Services in Serbia

Services in the community

When community services are mentioned, parents of children with intellectual disabilities and per-
sons with intellectual disabilities initially think of specialized services created specifically for persons
with disabilities."”” Most frequently, these are day-care centres, or speech, physical or other types
of therapists. When further probed on what kind of assistance they believe would be of most help in
their everyday lives, parents readily mention assistance, which could be associated with personal
assistance. This assistance might involve someone getting groceries or spending a few hours with
the child when they are ill or otherwise unable to do so, or someone to “take me places if | am unable.”

Parents identify “block treatment” or the lack of an individual approach as the greatest shortcoming
in existing specialist services. According to them, most services are designed for a large number of
persons and are not individualized. Such treatment prevents individual progress and satisfaction.
Regardless of the type of service, it is crucial that each person receives adequate attention and has
his own particular needs addressed. One example was given by the mother of a young woman with
autism. Her daughter “has nothing concrete to be engaged in — no work commitment”, so she attends
an adult day-care centre, as this is the only available opportunity for organized activity. The centre
serves around 50 young people with autism.

“The environment and staff are nice, [but] there is no organization of work [...] they [the users]
are not allowed to use forks when eating so they won’t hurt themselves [...], they are forbidden
from cooking and preparing food so they won’t eat anything dirty. The woman who works there
cannot devote any time to my daughter if she has six other persons to look after. She [my
daughter] is ready to become independent, but this level is not being attained.”

This situation is reminiscent of another observation by parents — a lack of trust among professional.
Some made this observation explicitly, while for others it became evident once they learned how the
staff organized their clients’ lives. According to most respondents, their children progressed in terms
of skills acquisition and socialization because they themselves were fully dedicated to their children
and worked extensively with them. For many, this meant quitting their jobs.

"4 Draft Initial Report on Implementation of the Convention on the Rights of Persons with Disabilities in the Republic of
Serbia, page 70.

15 |bid.

6 |bid., 71.

"7 For more information on data collection please refer to Annex I.
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Most parents also identified another issue related to the professionals’inadequate skills and attitudes:
problems with early diagnosis. In the parents’ experiences, professionals engaged in diagnosing
intellectual disabilities and autism do not possess sufficient, up-to-date knowledge on specific dis-
abilities and conditions, including their symptoms. Although parents reported problems all types of
disabilities, this problem was most emphasized by parents of children with autism spectrum disorders.

Parents of adult children (young and old) with intellectual disabilities also recognize that their children’s
need for socialization is quite strong and remains unfulfilled. There is a huge gap in opportunities
for playing sports and recreation, participating in the community’s social scene, and consequently
meeting new people and making friends, particularly non-disabled ones. Naturally, this void in social
life makes young people feel increasingly lonely, frustrated or tense. Going out and socializing is an
important factor in the inclusion of persons with intellectual disabilities, particularly in a culture that
places a strong emphasis on this sphere of life. It implicates belonging to the peer group and to the
community. A mother of a young man with Down syndrome says:

“For example, | cannot go with him to a club. That would be ridiculous and he certainly wouldn’t
be happy with his mother accompanying him there. But | don’t know who he can go with, and
he has the same needs for fun and relaxation as all other young people.”

When probed, parents start to think of services for the general population as something their children
might use as well. This may be because general services have been exclusionary to such an extent
that the excluded population ceases to consider themselves regular users. As one parent sums it up,
however, community services means:

“[...] that everything that exists for others, exists for them also. To use the services that already
exist”

In this light, it is worth nothing that one very important problem identified by parents is the non-
inclusiveness of general services for children and adults with intellectual disabilities. In most cases,
the personal examples they presented constitute direct discrimination by public bodies on the basis
of disability. Frequent refusals to provide services to persons with intellectual disabilities and the
imposition of undue obstacles to realizing one’s rights may be indicators of systematic discrimination
towards this population. Health professionals and dentists in particular were unwilling to treat children
as soon as they realize that the child has a particular disability. For example, it is astonishing that all
respondents stated they had either once or repeatedly experienced problems with dental services
for their children. Only one parent was fully satisfied with the general practitioner health services her
child received — thanks in part to the doctor’s personal and professional qualities, but also thanks
to her own engagement in explaining the child’s situation. This sparked debate on whether parents’
approach might be a factor in the quality of medical services their child receives.

“A parent cannot constantly apologize for having a child who is not the same as other children.
It's a terrible stress that every time you do something you have to think whether someone will
be polite or have understanding. It should be taken for granted that a doctor will be polite and
that your child can get a haircut in a hair salon.”

Independent living

There is a great amount of misconception regarding the definition of independent living. When asked
about the possibility of their (adult) child living independently, most parents said that this would not
be possible because they lack necessary skills. But then they were able to identify their children’s
strengths and weaknesses, and after some discussion, all agreed that independent living would be
possible if their child had the proper support from a trusted person. It is important for parents and
families of persons with intellectual disabilities to be aware that independent living involves daily
support services tailored to the person’s individual needs. In other words, individual living goes hand-
in-hand with personal assistance. For some parents, this discussion led them to reflect more closely
on their own roles and concerns.
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For instance, one mother said:

“Our children should already feel like grown-ups. We parents sometimes don’t give them the
room for that to happen. If they were in a position to decide, they would certainly manage.
Sometimes, my daughter needs to stay at home alone, and then she does things that she
wouldn’t do if | were there. She needs to do things without my supervision. But | am afraid
to leave her alone for a longer period of time because of certain dangers, like the stove for
example”

It was clear that all parents felt a fear of the future and what might happen to their children once they
are no longer able to care for them. This was expressed equally by parents of children and by parents
of adults, although as might be expected parents of adults had more ideas regarding possible living
arrangements. Although only two parents were able to expressly name what they wished for their
children (supported living), all the other respondents who had some idea of the ideal living arrange-
ment for their child described a situation that corresponded precisely to supported living. The parents
feel that their children must have their place in the society. Some parents think their child might be
able to live with a sibling, others envision them as being independent, with separate lives and jobs.
All parents stated that their child might be roommates with peers, but they find it important that the
children choose their roommates themselves and also find it a good idea not to restrict roommates
to just other disabled persons.

From the discussion on what the future may hold, it was clear that no parents wanted to see their
children in a residential institution. In fact, they considered it very important for their children not to
move from their home environment. One mother said:

“I would like to know if there is some sort of temporary living assistance. For instance, if you
[the parent] need to go somewhere like a hospital or similar, someone could come for 5 or 10
days and stay in the home of the person who needs assistance without that person having to
be transferred anywhere? This kind of support would be really needed.”

All groups of parents underlined the existing lack of reliable information, which adds to the difficulties
faced by families.

“Parents are very poorly informed and do not know their rights. They very much have to rely
on each other. None of us [a group of parents with primary-school-aged children with intel-
lectual disabilities] receives a government care allowance because we don’'t know what the
consequences might be. [...] In order receive such financial assistance, a child with autism
must be labelled 100% invalid. | am worried about how this might affect my child’s the future.
What if, once he is 18, he gets an opportunity for a job but cannot be hired because he is 100%
invalid? [...] | asked the people at the centre for social work and they don’t know. What does it
mean to be divested of legal capacity? What does it mean to extend parental rights? There is
no one to ask”

Parents frequently receive incomplete or misleading information from public servants. They feel as
if they need to be lawyers in order to be able to claim some of their children’s basic rights. This is
especially true today, when reforms are being implemented that are met by fierce resistance on
the part of the system. In such times, families of persons with disabilities need even more legal
predictability and security. Timely, accurate, complete and accessible information is a key. It is vital
that those who need information receive it even without direct inquiry, and that they are informed of
all the implications and consequences of their decisions.
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What does the realization of the Article 19 of the CRPD mean for persons
with intellectual difficulties living in institutions? A personal story.

E and M spent most of their lives in Srem?ica, an institution for children and adults with intellec-
tual disabilities near Belgrade. When they were in their forties, they received an opportunity to begin
a new life in a completely different setting — an apartment in the city. Now they live in two separate
apartments in Belgrade, each with their chosen roommate. They both remember exactly how and
when they left the institution about five years ago to go into supported living units in Belgrade.

M does not remember how old he was when he came to Srem?ica, but he remembers the exact
details of how his mother was told by experts that he could not attend school like any other children.
Before coming to Belgrade, he says he used to live in a group of 17 persons. Each bedroom had 4
beds. “We could leave the institution only when we announced in advance and we had to come back
on time. | went where | wanted, but it's not the same. | had a girlfriend at Srem?ica, but then she
left [to go into supported living]. We continued seeing each other, but it wasn’t the same. Now, my
girlfriend and | live just like all other people.” In his free time, when not working, he goes to the gym,
plays football, goes to concerts and attends a fishing course. He is also the member of a mobile as-
sistance team that is engaged in daily activities and socialization with disabled persons who live with
their families in Belgrade, but who are isolated due to a lack of support. M assists two boys and takes
them around the city. M also says: “There [in Srem?ica], | didn’t know how to cook. Here | learned
slowly, they [the support team] showed me how to make Chinese meatballs, beans, and paprikas.”

E says that she and her roommate, who was her friend back at Srem?ica, need most help with
medical assistance, medication and cooking. Most of the shopping they can do on their own, but a
larger supply of shopping is done with the help of coordinators. She says that most of their problems
with independent living at the beginning were related to cooking and food preparation. “It was difficult
to do anything then, because | knew only how to make coffee”. E also helps another disabled girl go
out into the community more often and socialize. She likes an active lifestyle, so she works six days a
week. On her one free day, she goes to self-advocacy meetings. “We learn about our rights and how
to make them happen. | really like it, | am learning a lot about this because we didn’t know any of it
before. We didn’t know anything.”

M works at a big furniture store, while E works in a bakery. They both seem content with their
working environments and with the support they receive. Still, their support coordinator emphasizes
that as long they receive an allowance, they cannot be employed legally due to the restrictions that
which Serbian law places on persons without legal capacity. They are employed in the form of “work
engagement” even though they perform full-time productive jobs.

About the supported-living project

The supported-living program has been initiated and operated by the Serbian Association for the
Promotion of Inclusion (SAPI), with the support of mostly international donors. The program’s users
have all been de-institutionalised from the Srem?ica institution. They range from 23 to 64 years of age,
with varying types and levels of disabilities. So far, the program has seven apartments with 23 users.
The apartments where the users live are chosen in different parts of the city to avoid congregating
them in one location and to encourage them to make varied social contacts. Each apartment has a
support team and a coordinator. Some of the support, as was the case with E and M, is intensive
only in the beginning and becomes more occasional later on. After two years of training, users are
taught how to use mobile phones so that they can call their coordinators when they need to — they
control how frequent the support will be. In other cases, however, the support is more intensive — four
users receive 24-hour support. The users themselves choose their roommates. All the activities and
hobbies are chosen according to the person’s interests.
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Conclusion

Based on the information provided, we may conclude that institutional care continues to receive
a significant amount of funding, a large part of which is directed to infrastructure improvements
and diversification of services. Adding new services to the institutional system is inherently prob-
lematic because the system has never undergone a change in attitudes towards and treatment
of persons with intellectual disabilities.

In light of the development of community services, foreign donors and the Serbian government
have recognized the need for improving the status of disabled persons, particularly children with
intellectual disabilities. All such projects are valuable and necessary. However, certain initia-
tives are not in full compliance with international human rights standards. In particular, those
initiatives and policy documents based on the notion that some children will have to stay in
institutional care need to be reconsidered. A policy that legitimises unequal treatment on the
basis of a person’s disability is susceptible to international scrutiny. The notion that the state
decides which children must remain in institutional care does not have a basis in the CRPD,
nor can it be rationally justified with the concept of inclusive societies and the establishment of
services designed for persons with all types of disabilities.

Similarly, it is necessary to scrutinize community services that are based on the notion that some
children with disabilities cannot be included in education. There is no legal basis for excluding
children from schools; all children must be included in the education system regardless of age
and disability. Community services should serve to support this.

Recommendations:

* Develop a more decisive policy in the field of de-institutionalisation, with forecasting of
specific deadlines, steps and funding as envisaged for the transformation and eventual
closure of residential units. Policy must be in conformity with the CRPD standards, which
clearly confirm the right of each person to living in the community;

* Designate a specialized unit (preferably within the existent ones) for coordinating all pro-
jects of various funding origins that are involved in developing and improving community
services,

> The specialized unit should also be responsible for transferring best practices from
countries with a well developed network of community services;

e Ensure that all parents, particularly those in smaller towns and rural areas, are familiar with
community services, and that they have access to additional information on how they can
influence establishing of these services in their communities;

e Strengthen and spread supported-living services through use of beneficiaries’ own housing
units and by establishing support services;

* Work to transform day-care centres into resource centres for supporting parents and fami-
lies, with the aim of including children in the education system or finding opportunities for
adult employment;

* Work on professionalism / build skills among all service providers, particularly those in
mainstream services, and ensure that professionals follow current reforms and changes
in attitudes;

* Make all community services individually tailored, responsive and accessible to people with
disabilities.
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EDUCATION

Legal and Policy Analysis

Article 72 of the Serbian Constitution states that everyone has a right to education, that basic
(primary-level) education is free and compulsory, and that high-school (secondary) education is free
(though not compulsory). The right of children with developmental difficulties (including intellectual
disabilities) to free education is implicitly contained in this part of the Constitution.

The Law on the Basics of the Education System'® further regulates the education of all children,
including those with developmental difficulties. It defines general educational principles such as
the quality of and access to education, a focus on the child, equal opportunities and freedom from
discrimination, as well as general educational goals and standards. The law also contains a non-
discrimination clause, which is introduced as the primary general principle of the education system. It
states that the system must ensure that all children, students and adults have equal rights to access
to education without discrimination on the basis of gender, social, cultural, ethnic, religious or other
affiliation, place of temporary or permanent residence, material or health condition, difficulties in
development and disabilities, or on any other basis.'® The law further emphasizes that children,
students and adults with developmental difficulties and disabilities should have access to all levels
of education, and that persons in institutional care and sick children and students have a right to
education during their time at the institution or hospital or while in home treatment.?°

School Enrolment of Children with
Developmental Difficulties

Article 98 of the Law on the Basics of the Education System regulates the enrolment of children in
schools. These provisions of the law are of significant importance. Schools have a duty to enrol all
children within their district in the first grade. Schools may enrol children another school district at the
request of the parents and in accordance with the school’s capacity. The role of local government is to
keep a register of the local population and to inform schools and parents or guardians about children
who have reached the age for mandatory enrolment. All children between 6.5 and 7.5 years of age
at the start of the school year must be enrolled in school. Children are tested for their readiness for
school only if they are younger than 6.5. In all other cases, testing is done only after a child is already
enrolled.

Testing is conducted in a standardized manner in the child’s native language. The tests are adjusted
for children with motor or sensory disabilities in order to provide the optimum conditions for taking the
test. The tests may be used only to recommend a further assessment of the child’s need for additional
support or, if the child is younger than 6.5 years, to recommend postponing enrolment for another
year. As opposed to the situation prior to the passage of this law, testing may not be used to defer (or
even recommend) the child to a special school.

During the initial testing, schools may also establish the need for an individual educational plan or
for additional educational support. Should this support require additional financial resources, the
school sends a request to its funding agency™' on the basis of the opinion of an intersectoral com-
mission for the assessment of a child’s need for additional educational, health or social support.'??
According to the rulebook, the members of the commission are as follows: permanent members are

18 Official Gazette of the Republic of Serbia, No. 72/2009 and 52/2011, Law on the Basics of the Education System.
" |bid., Article 3 (1).

120 |bid., Article 3 (4).

21 Unfortunately, the funding agency is not required to provide these resources.

22 Law on the Basics of the Education System, Article 98, paragraph 6.
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representatives from the three systems (health, education and social care), while the number and
profile of temporary members may vary for each individual child. Temporary members may come
from the system as well, but they must be familiar with the particular child.'??

The new law changes the commission’s role in assessment. Unlike before, when it decided on whether
the child should attend a regular or special school or whether the child should attend school at all,
the commission can no longer make any binding decisions regarding school placement.?* Today, the
commission issues an opinion regarding the support each individual child needs in order to receive
an education. The commission may also issue an opinion stating that it is in the child’s best interests
to be educated in a special school — in such a case, the opinion must contain specific reasoning as
to why the child cannot receive the support it needs in regular school. Children cannot be enrolled in
special schools without the express approval of a parent/guardian.’?®

The law introduces excellent affirmative action measures for children from vulnerable social groups.
This means that the law recognizes that certain individuals in Serbian society do not enjoy equal
opportunities and equal access to preschools and schools, and provides for easier and simpler
means of access to education. For example, children may be enrolled in school even if they did not
complete a preschool program, since for various reasons most children with developmental difficul-
ties or Romany children do not attend preschool. Children from vulnerable social groups can also be
enrolled in school without proof of residence or identification documents, which is of importance for
Romany children since many of them are still legally “invisible”.

By adopting the internationally accepted terminology for disabilities, the new law finally ends the
use of outdated and stigmatising classifications. Moreover, the strict and exhaustive provision on
children’s school enrolment ensures that the categorizing will no longer be practiced. Today, all
children have a place in the education system, and what is most important, in a mainstream school.
The decision as to the type of school that a child will attend rests solely with the child’s parents or
guardians. The commission may only make well-justified recommendations.

Measures for Support

The central feature of the law for promoting inclusion is a detailed prescription of support measures
for use by schools. The wide range of measures can be used to help children overcome barriers, and
include changes in teaching and/or testing ranging from minor to more extensive. A special rulebook
provides the framework for measures that can be employed by schools in order to provide children
with appropriate support by removing physical and communication barriers (individualized model of
work).? These measures include:
e Changes in the school’s physical space and teaching conditions:
> Removal of physical barriers,
> Creation of additional or specials forms of activities,
> Creation of a special timetable of activities,
* Changes in teaching methods,
* Changes in teaching materials and tools,
* Changes in the assignments or testing (phrasing), or in how learning is organized,
e Changes in the speed and pace of learning and progress,
e Specific ground rules for behaviour and communication.

These measures are defined only in a general manner and provide a framework for the creative
methods that school staff can apply in order to provide some form of support for children with intel-
lectual or learning disabilities. These measures are designed for children based on a pedagogical

123 Official gazette of the Republic of Serbia, No. 63/2010, Rulebook on Additional Education, Health and Social Support to
Child and Student, Article 6.

24 Generally, children who were assessed with moderate or severe mental incapacity (according to an old categorization),
were labelled ‘uneducable’, while children who were deemed to be with mild mental incapacity were referred to special
schools. This practice was actually outside of the scope of authority of the commission — and was clearly violating the
earlier-mentioned constitutional provision on compulsory primary education.

25 Law on the Basics of the Education System, Article 98 (7).

126 Official Gazette of the Republic of Serbia, No. 74/2011, Rulebook on closer instructions for establishing a right to
individual educational plan, its implementation and evaluation, Article 4.
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profile that has been developed by a school professional and the child’s teacher after noticing that a
child requires additional support in learning, social development, or communication.

If a child does not attain the envisaged educational goals after the above measures are implemented,
additional support is defined in individual educational plans (IEP) for that child. The IEP is developed
specifically for a particular child by professionals and experts who know the child closely. The goal
of the IEP is to achieve the student’s optimal inclusion within a regular educational setting and his
or her emancipation within the peer group.’? The IEP can take many shapes and forms. The two
primary types of IEP are adjusted IEPs (which do not alter the curriculum, but only the teaching and/
or evaluation methods) and modified IEPs (in which the curriculum is changed).'?® Acknowledging
that any change in curriculum is a serious matter, the modified IEP contains two safeguards: it may
be introduced only after the adjusted IEP has been applied and after it has been verified by the
intersectoral commission.?® |EPs can be administered for one subject, for a group of subjects, or for
all the subjects that the child is taking. The rulebook further regulates the IEP’s contents: personal
data and a short description of the child and his or her educational situation, the goals of educational
work with the child (the specific changes required, including provisions for additional support and a
description of support measures) in group and individual work activities, the standards that are being
adjusted, the persons involved in providing support, and the time period and frequency for each
support measure.'® The child’s grading is done in accordance with the child’s IEP.'3!

One important form of support provided by the law is the teaching assistant.’®> He or she provides
additional support in accordance with the student’s needs, and also assists teachers, educators and
professional staff with the goal of improving their work with children and students in need of support.
It should be emphasized that the teaching assistant is not necessary for all children with devel-
opmental difficulties — due to the wide range of individual support measures available to children,
most of them will not require an assistant. Also, since the law defines the role of the assistant as a
supportive member of the teaching staff, the assistant may be engaged in working with more than
one child and may certainly be engaged in working with all the children in the class, not just those
with developmental difficulties. Additionally, the role of the teaching assistant should not be confused
with the role of a personal assistant. Personal assistants attend to one child and his or her needs
such as movement, clothing, hygiene, eating, and similar, which are not directly related to education.

Other Important Legal Aspects of Inclusive Education

Parental participation is crucial for each step of this process, including the creation and implementa-
tion of individualized measures. This is a complete shift from the previous approach, when in most
cases experts and commissions decided on the child’s education and future without consulting the
parents. Today, parents must be informed in writing about any specific measures (or plans for such)
affecting their child, must be included in the planning process, and must provide written consent for
the plan’s implementation. Parents may also take an active role by including a trusted expert in plan-
ning their children’s support measures and educational objectives.'® These provisions are intended
to safeguard children from arbitrary actions on the part of schools, and to ensure valuable input on
the child’s individuality, including specific abilities, preferences and characteristics.

Significant systemic changes are also contained in the regulation on the status of special schools
in Serbia. Although the special education system continues to exist — Article 27 defines the types of
schools in the Serbian educational system by specifying that schools for the education of children
and students with developmental disabilities can still exist at both the primary and secondary levels
— the regulation contains an important provision, according to which schools for children with dis-
abilities may provide additional educational support for individuals with developmental disabilities in

27 Law on the Basics of the Education System, Article 77.

28 Rulebook on closer instructions for establishing a right to individual educational plan, its implementation and evaluation,
Article 7.

129 |bid., Article 7.

130 |bid., Article 5.

31 Ibid., Article 9 (5) and Official Gazette the Republic of Serbia, Nr. 74/11, Rulebook on Grading Students in Primary
Education, Article 7.

32 Law on the Basics of the Education System, Article 117.

33 Law on the Basics of the Education System, Article 77 (7), and Rulebook on closer instructions for establishing a right to
individual educational plan, its implementation and evaluation, Article 8 (4).
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preschool groups, at other schools, and within the family.'3* Within this inclusive system, the special
educator clearly plays a supporting role for the regular system. Nevertheless, this clause should
not be interpreted to mean that the special school system plays a resource role, since the system
lacks any prior experience in including children with developmental difficulties in regular schools.
Another important provision of the law states that education must not endanger or violate the child’s
other rights.™® Children with developmental difficulties often have to leave their homes in order to be
educated in special schools, since in Serbia many such schools operate as boarding schools. The
special schooling system should thus be alerted to the fact that education should not interfere with a
child’s right to family life and living in the community.

Most of our analysis so far has been focused on primary-level education (grades 1 through 8), which
is also the focus of the law. However, the law is quite consistent in emphasizing the right to educa-
tion and freedom from discrimination for both children and adults. It applies equally to secondary
education, meaning that high schools (secondary schools) have similar obligations for providing their
students with support.

On the other hand, the law introduces an obligatory preparatory preschool program and defines
the obligations of parents to enrol their children, as well as the obligation of preschools to accept
all children. The process of preschool enrolment for the obligatory preparatory program is similar
to school enrolment, with the exception that all government-run preschools (regardless of the level
of government — local, regional or national) must accept all children enrolled by their parents or
guardians, regardless of place of residence and (in conjunction with the non-discrimination clause)
regardless of any disability or other difficulty. In fact, the law on preschool education explicitly states
that children from marginalized families should be given an advantage in preschool enrolment.'3®

The national policy on education still needs to be fully articulated. A new strategy is currently being
drafted, and the future direction of inclusive education is not yet clear. Nevertheless, we may hope
that the current laws and regulations in favour of children’s rights will be further strengthened by the
long-term policy plans. Additionally, the Law on Primary Schools and the Law on Secondary Schools
are currently still being drafted.

Analysis of Practice

According to the government’s First National Report on Social Inclusion and Poverty Reduction,
the general conditions in Serbia’s educational system are poor and Serbia lags far behind the EU
countries when it comes to educational goals and indicators. Important problems include the low
quality of education, a failure to acquired functional knowledge, a large percentage of adults with only
primary-level education, and a low percentage of adults who are included in any form of education
or training.’™” The quality of education is still not at a satisfactory level — curricula are still focused
on content, and not on developing the skills necessary for life within contemporary society.'® Within
such an educational environment, it is difficult to expect positive experiences in the education of
children with intellectual disabilities.

According to official statistics, the number of children enrolled in regular primary schools in Serbia is
growing. According to the data for the 2010/11 academic year, 1,570 (5.4%) children with develop-
mental difficulties were enrolled in the first grade at 38% of all primary schools have. Of that number,
1,312 (4.6%) have intellectual and communication difficulties, while 258 are children with physical
disabilities. The number of children with difficulties has increased from the previous year to 6.6%.'%°
On the systemic level, however, the situation has not improved in terms of keeping records of children

34 Law on the Basics of the Education System, Article 27 (3).

35 |bid., Article 3 (5).

136 Official Gazette of the Republic of Serbia, Law on Preschool Education, No. 18/2010, Article 13.

37 First National Report on Social Inclusion and Poverty Reduction in the Republic of Serbia 2008-2010, Government of the
Republic of Serbia (March 2011), page 123, paragraph 5.3.11. http://www.inkluzija.gov.rs/wp-content/uploads/2010/03/
First-National-Report-on-Social-Inclusion-and-Poverty-Reduction.pdf

138 |bid., 140, paragraph 5.3.82.

139 Statistics from First National Report on Social Inclusion and Poverty Reduction, page 125, paragraph 5.3.19.
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from marginalized groups, including children with developmental difficulties, so there is no reliable
data for improving education policy.'°

For the most part, children with intellectual disabilities are educated in the special education system.
Besides special schools, this system includes special classes attached to regular schools, special
preschool groups within regular preschools, and preschool groups at special schools. Special school-
ing is organized according to the type of disability, meaning that children with the same kind of
disability are taught separately in special schools or in separate classrooms. '

The Delivery of Improved Local Services (DILS) project'*? played an important role in the implemen-
tation of inclusive practice, which is being jointly realized by the Ministry of Health, the Ministry of
Labour and Social Policy and the Ministry of Education. The latter is responsible for four components
of this project aimed at increasing the inclusion of children from marginalized groups within the
education system. As regards children with intellectual disabilities, the most significant component is
“Strengthening Schools for Inclusive Education”. National training sessions were held on the imple-
mentation of the new law for five representatives from each primary school and one representative
from each secondary school in the country. In addition, this particular component involved two calls
for proposals for regular primary schools and secondary schools to participate in the program. A total
of 281 schools were chosen, and their teachers received a free set of training sessions and could
apply for small grants aimed at improving the inclusion of children from vulnerable groups. Grants
were provided for different education programs for staff, for equipping the schools with assistance
technologies and teaching materials, for study visits to model schools, for minor construction projects
and for other activities that might contribute to quality inclusion in education. Additionally, about 20
special schools received grants and assistance in order to implement changes for enrolling children
with all types of disabilities.

Studying Primary Schools’ Inclusive Education Practices

Firstly, we should note that the schools that participated in the DILS project were more responsive
to our questionnaire than schools that did not participate: 32% versus a low of 9%.'*® As a result, the
following picture is not representative of inclusive primary education within the country; rather, the
results presented here are likely to be more positive than the average situation in Serbia. This is so
because the schools that participated or are participating in the DILS project received more training
and resources for implementing inclusive education. Another reason for their higher response rate
might be that the support received from DILS increased the school staff’s knowledgeability, and
encouraged them to be actively involved in working with children with intellectual disabilities.

Schools participating in the research

Type of school/ Received Response Rate
Response rate

Regular schools participating in ¥ 329,
DILS projects

Regular schools not participat- 266 24 9%
ing in DILS projects

Special schools 37 10 27%,

Instead of offering a set criteria or a definition of intellectual disability,"** we asked the schools to
identify the children they regarded as having such difficulties and to explain what the basis for this

40 |bid., 140, paragraph 5.3.81.

41 Directions for further development of institutions for education of students with developmental difficulties and disabilities,
working group draft. (December 2011), page 12.

42 For further information, visit http.//www.dlls.gov.rs/.

43 For more information on methodology, please see Annex I.

44 The questionnaire also included was a set of questions for children with autism spectrum disorders. The approach was to
separate the target group children because of concerns that children with autism are rarely recognized by the system and
thus rarely receive the support they need. The overview of results includes children with autism in the final data; whenever
the text refers to children with intellectual disabilities, this includes children with autism as well.
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identification was. Regular schools stated that 2.9% of their students had intellectual disabilities. At
some schools (eight), this number was significantly higher than the average — more than 10% of the
school’s total student population — and at one school, the number of students identified as having
intellectual disabilities was 17%. The average we encountered is slightly higher than the worldwide
statistics on intellectual disabilities. However, since it is likely that not all children with intellectual
disabilities attend school, especially not regular ones, we may assume that in this particular group of
children with intellectual disabilities, the schools included some children with other difficulties that are
not identified or diagnosed, but that the teachers identify as cognitive difficulties. These intellectual
difficulties were identified mostly on the basis of a teacher assessment. In less than 50% of cases
was this conclusion based on a diagnosis or medical documentation.

Students with intellectual disabilities in the education system

Type of school/ Frequency Students with intel- Total number % of children with
lectual disabilities of students intellectual disabilities

Regular schools 59,298 2.9%

Special schools 858 96.1%

All schools that participated in this study had at least one child with an intellectual disability. Also,
children with intellectual disabilities can be found at all grade levels (1 through 8), which means that
inclusion was being practiced prior to the explicit legal obligation to do so. This may be in part because
some of the children’s difficulties were not recognized prior to the enrolment, but also in part because
some schools exercised goodwill in enrolling children with known intellectual disabilities. There is
anecdotal evidence that, prior to the new law, some parents felt pressured to hide their children’s
disability because they feared that their children would not be able to realize their right to education
otherwise. The number of children with intellectual disabilities is slightly but noticeably higher in the
first grade at regular schools. Of all the children identified as having intellectual disabilities at regular
schools, 18.0% were in the first grade and 15.1% in the second grade. In all of the higher grades, the
percentage is between 6.9% and 13.4%.

Support Measures

Since the law requires that first step in planning support is to create a pedagogical profile, it is
troubling that almost half of students (43.6%) at regular schools with intellectual disabilities do not
have a pedagogical profile. Only 38.1% of regular schools have created a profile for all the students
they have identified as having an intellectual disability. The situation at special schools is similar, but
perhaps more surprising considering the fact that special schools have had experience with students
with intellectual disabilities and are considered resource centres for teaching this group of students.
Forty percent of special schools have created profiles for all of their students with intellectual dis-
abilities, while 20% have not even started this process. In general, a little more than half (56.8%) of
all children with intellectual disabilities at special schools have a pedagogical profile.'®

Pedagogical profiles at schools

Type of school/ Number of students with Number of students with % of children
Frequency intellectual disabilities intellectual with intellectual

disabilities with disabilities with pedagogi-
pedagogical profile cal profile

45 The figures for completed pedagogical profiles among students with autism are more favourable. This may indicate that
schools either take autism more seriously as a disability — based on the existence of a medical diagnosis — or that they
find it easier to develop profiles for this student population because there usually are fewer of them.

44



Schools rarely plan measures for the removal of physical and communication barriers (individualiza-
tion measures): this was done for 36.3% of students at regular schools and 19.3% of students at
special schools.® One reason that this is not done more often is that producing a written document
is not obligatory and that it requires some sort of strategic planning for the child.

Individualization measures at schools

Type of school/ Fre- Number of students with | Number of students with % of children with
quency intellectual disabilities intelletual disabilities intellectual disabilities with
with individualization individualization measures

measures

Special schools 825 159 19.3%

The next step is the creation of an individual educational plan. At regular schools, only 26.6% of stu-
dents with intellectual disabilities have an adjusted IEP in which the curriculum remains unchanged,
while 9.2% have a modified IEP with an altered curriculum (in total, slightly more than one third of all
children who need some form of support have an IEP). It is difficult to conclude whether the schools
follow the law in performing the required steps, since this is not always clear from the cumulative
information provided. However, we may state with certainty that at least 12 regular schools (nearly
10.6% of all schools surveyed) create an IEP prior to developing the student’s pedagogical profile.”
It is a positive sign that modified IEPs are used more rarely than adjusted IEPs, since changing a
child’s curriculum is a serious undertaking and should be done only as a last resort.

Numbers and percentages of IEPs for students with intellectual disabilities at regular schools

Frequency/ Type | Adjusted Adjusted for a | Adjusted Modified for 1 | Modified for a | Modified
of IEP for 1 class group of class | for all class class subject | group of class | for all
subject subjects subjects subjects

number of IEPs
developed

% of all students 4.9%
with intellectual
disabilities

Numbers and percentages of IEPs for students with intellectual disabilities at special schools

Frequency/ Type | Adjusted Adjusted for a | Adjusted Modified for 1 | Modified for a | Modified
of IEP for 1 class group of class | for all class class subject | group of class | for all
subject subjects subjects subjects

number of IEPs
developed

% of all students 1.9%
with intellectual
disabilities

46 Again, this measure is more frequently applied to students with autism.
47 There were more |EPs than pedagogical profiles (110 profiles and 149 IEPs).
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The law provides a useful opportunity for schools to develop the IEP in collaboration with a profes-
sional recommended by the parents who is familiar with the child. However, schools generally do not
take advantage of this possibility — almost 80% of regular schools and 70% of special schools did not
include a professional from outside the school who was familiar with the child.

When we look at children being referred to intersectoral commissions whose role is to verify that
education takes place at a special school (with the parent’s approval) and, more importantly, to au-
thorize specific types of support measures requiring additional financial resources (e.g., assistants,
transportation, medical treatment), we noticed that regular schools refer an average 11.2% or 190
children with intellectual disabilities to the commission. Children in the first and second grade are
referred at an only slightly higher rate, which corresponds with the slightly higher number of children
identified as having difficulties in these two lowest grade levels. We also noticed that, out of 157
students being taught under a modified IEP (the most drastic measure envisaged), 23 were not
evaluated by the commission in terms of their need for support. In other words, their need for this
serious measure was not sufficiently verified.™® Another troubling fact is that special schools rarely
refer children to the commission — not a single student with intellectual disabilities from the higher
grade levels was referred to the commission, and only 26.3% of first-graders with an intellectual
disability (20 out of 76) were referred. It is puzzling how the other children (74% of all first-graders
at special schools) were enrolled in a special school in the first place without a needs assessment
by the commission, since the law requires the commission’s verification (with the parent’s approval).

Capacity-building

At 83 regular schools (73%) and 4 special schools (40%), all members of the inclusion team had
attended Ministry of Education workshops on the new law’s inclusion provisions, with a maximum of
five persons from each school participating. For those schools that did not train all staff members,
the stated reasons included: the team had more than five members, the director was changed in the
meantime, and new persons were hired onto the inclusion team. Fourteen regular schools (12%)
did not answer whether they had any issues or unanswered questions following the national training
sessions, while eight (7%) stated that they did not have any issues or unanswered questions. The
most common issues were related to grading students under the IEPs, keeping proper records and
documentation, the role of the intersectoral commission, difficulties in working with parents, how to
implement in practice what they had learned, the difference between adjusted and modified IEPs,
and the criteria for deciding which kind of IEP to use. Most representatives from special schools
stated that they were unsure as to whether their students should have IEPs. Examples of concerns
voiced by the schools include:

“The biggest dilemma is how to include children with more serious developmental difficulties,
which plan to use when working with them, what the educational standards are, who develops
them and how to grade children who work under an IEP” (special school)

“Even after the [national] training sessions, we are still not clear as to when and for which
students we need to develop an adjustment plan [individualization measure], and when to use
an adjusted versus modified IEP (in practice we have problems with identifying children)”

“The teaching staff is concerned that they are not competent enough to work with children from
vulnerable groups; teachers required assistance from defectologists'*® and speech therapists.”
(regular school)

The schools were asked whether their staff attended any other trainings or workshops in connection
with inclusive education. In addition to the training sessions organized by the Ministry of Education,
many civil society organizations have been organizing similar events throughout Serbia since the
enactment of the new law.'™ According to those who stated that they had attended seminars and

48 As this happened in three schools only, it might be the case that the commissions in those particular localities were not
formed at the time.

149 Special education teachers.

50 |nitiative for Inclusion VelikiMali, Association of Students with Handicap, MDRI-S, Centre for Interactive Pedagogy, Open
Society Fund, Teachers’ Association, etc.
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trainings on the subject (94 schools, both regular and special), the most common themes encountered
at these sessions were: motivation and psychological principles of learning, inclusive education and
individual educational plan, inclusive education — strategies and measures for adapting the classes.
Also, 75% of regular schools said that they shared experience with other schools, both formally and
informally, while the same can be said for 60% of special schools. Schools use the other schools’
experience to improve the knowledge of their own staff, but there is still a lot of room for improvement
and for a more widespread horizontal transfer of knowledge.

This high number is somewhat in contradiction with answers indicating that schools were not very
familiar with the Inclusive Education Support Network established by the Ministry of Education. The
network was established at the national level and consists of staff and experts from schools and other
state institutions from all over Serbia who have experience in including children in regular classes.
Their contact information is available to all teachers and staff in case they encounter challenges and
obstacles in working with vulnerable children. Nevertheless, many schools do not make use of this
network in their work (65% of regular schools and 80% of special schools, with 6% of regular and
10% of special schools not providing an answer). Moreover, if we take a closer look at the answers
provided by some schools that said they used the network, we see that they are actually referring to
informal networks established among several schools on their own initiative. This shows that schools
may not be aware of the network’s existence and role. The importance of this network for the practical
work of teachers and professionals at schools cannot be emphasized enough.

The schools were asked to descriptively grade the support they received from the Ministry of
Education. The responses vary from “excellent” to “completely unsatisfactory”. Around 26% of all
schools evaluated the ministry’s support from as being inadequate or negative, while 34% gave a
satisfactory or very positive evaluation (some 28% provided answers that could be described as
neutral and 12% did not answer the question). Following are some typical responses to this question:

“Inclusive education is currently receiving exactly as much attention as needed. The members
of the expert team for inclusive education attended all free training sessions, and the school
has the opportunity to provide additional resources and to improve its work with children from
vulnerable groups by participating in projects.”

“We would grade it with a 3 (average). Some teachers attended the training sessions, but most
are confused and don’t understand their role in implementing inclusive education.”

“It is not enough. We did not receive any preparation for introducing inclusive education, so
teachers were confused, and were afraid to write IEPs because they worried about making a
mistake.”

As regards the next steps for enhancing work with children with intellectual disabilities, 111 (90%) of
the surveyed schools stated what their needs were. This is an encouraging fact in itself, since it tells
us that schools are thinking in terms of improving the future and how to overcome current challenges.
Most of the answers indicate that schools are thinking in terms of the practical steps they need to
take, which tells us that resistance to inclusion can be overcome through support from the authorities
at various levels.
* Most schools, both regular and special (65% and 50% respectively) identified their biggest need
as being free training sessions and staff education;
* 34% of regular and 50% of special schools stated that they lack modern teaching materials;
* 21% of regular schools felt that they need personal assistants or teaching assistants in order to
provide better services;
e nearly 20% of regular schools stated that they find the help of experts indispensable;
e nearly 10% of regular and 40% of special schools see a need for introducing assistance tech-
nologies in teaching.

Other stated needs included: specialized literature, fewer students per class, a sensory room,
adapted textbooks, study visits to other schools and sharing experience with colleagues, increased
stimulation and rewards for working with children with intellectual disabilities, laws and rulebooks that
are clearer, more precise and more easily implemented in practice.
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Survey of parents of children with intellectual disabilities

Parents in the survey

Frequency/ Attending regular Attending special Total
Type of school schools schools

Parents of children with
intellectual disabilities

Most parents say that they have not encountered any difficulties in enrolling their children in school.
Three parents said that they encountered problems enrolling their children in regular schools, but that
was before the new law entered into force. One parent said that there were problems with the special
school, which resisted enrolling her child after the law entered into force:

“Yes, we had difficulties. They were solved in that | sit with my child at the school in the role of
the child’s personal assistant, with my job hanging by a thread. If that can be called a solution,
then we found one.”

Approximately half the parents said the child had no problems adapting to the school environment,
while the other half said that there were problems. Some of problems they encountered include:

“Yes, our child had great difficulties studying. As a result, he was not interested in working and
in other school activities, but we solved this with the help of the teacher”

“Our boy was brutally beaten and abused in the first grade by his peers, he was bruised and
his situation deteriorated immensely, leading to stress, fear and a rejection of school as well
as a sudden weakening of his immune system and decline in health. He was immediately
transferred to a village school. To be honest, if it hadn’t been for a new teacher, he would not
have recovered and regained his trust in children and people. An excellent teacher and a very
stimulating environment — everyone is spontaneously included in supporting the child and | am
very pleased because | see that my child is happy and likes school, friends, people and life.”
“There were [problems], of course. For the first month | sat with the child at her desk. The next
month she had an assistant, and now she is alone since the municipality refused to pay for the
assistant despite the fact that the school was promised the funding.”

In most cases, parents evaluate teachers’ cooperation with them and their children as good or excel-
lent. In some cases, they state that cooperation is good with some teachers but poor with others. A
few parents described their cooperation with the teacher as very poor. We noticed a lower level of
cooperation in the higher grades (above the fourth grade), when children have different teachers for
each subject:

“In the lower grades, our cooperation with the teacher was excellent, but in the higher grades,
some teachers have been not willing to accept a different way of working as opposed to the
rest of the children.”

“...most teachers ignored the child’s problem and did not help. One teacher even put up
obstacles.”

“Both the teacher and the environment are remarkable, very stimulating. Everyone is sponta-
neously included in supporting the child, and | am very content because | see that my child is
happy and enjoys school, friends, people and life.”

Experiences with other children in the class varied from across the entire spectrum, from positive
to negative. In most cases, parents considered their children to be content and well accepted by
their peers. There were problems in a few cases, but these were overcome. In some cases the
child’s relationship with his peers varied, and in some other cases there was no contact or with other
children or the contact was described as highly negative.
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Some of the parents’ statements include:

“At first, they didn’t accept him, and he didn’t even accept himself, but then | became involved
as a mother and started initiating some interesting situations in an attempt at drawing in some
of his classmates. He now has many friends.”

“When the children were younger, everything was fine, but now they are starting to behave
worse towards her. She can feel it, and is bothered by it. This is a problem that we still have not
managed to resolve.” (8th grade)

“They [the other children in class] still do not understand why she receives preferential
treatment.”

“At the first parents’ meeting, which was held after 4 days, several parents stated that their
children were suffering because they were in a class with my child. Now they have gotten used
to it. | am so satisfied with the children’s attitude towards her... They accept such children
much easier than their parents”.

Most parents with children in regular schools stated that their child had a pedagogical profile (14 out
of 19), but it is important to note that two parents did not partake in its creation and that three parents
do not even know whether a profile was created or not. Another two parents of children at special
schools were not familiar with these profiles. Many parents realize that individualization measures
(adapting teaching and communication methods to the child’s needs) are being implemented even if
no pedagogical profile has been created. However, two parents did not know this as well.

According to the parents, schools have a strong tendency to justify that it is enough to develop the
child’s IEP only orally (one parent stated that she did not receive any explanation). Only one parent
received this information in writing, in accordance with regulations. Moreover, although the rulebook
is explicit about this, only seven out of 19 parents gave their written consent to creating an IEP for
their children — the schools requested only oral consent. Three parents out of the 19 whose children
have an IEP did not know what kind of the plan (adjusted or modified) was developed, and whether
the IEP covered just one subject of instruction or all of them.

It is usually the parents, and not the schools, who initiate a needs assessment for additional support
before the intersectoral commission. Parents initiated the needs assessment in 10 cases, the schools
did so in four, and the centre for social work in one case; one parent did not know if an assessment
was launched or not. In some cases, the assessment procedure was in progress, in others the
commission identified the child’s need for a pedagogical or personal assistant. According to the
parents, in nearly 40% of cases the child receives support solely from their family. In three cases, the
child’s teaching assistant is financed by the state/school, and in three additional cases the assistant
is financed by the parents or an NGO. Two other parents financed a personal assistant for their child.
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Education of children with developmental difficulties
residing in institutions

Finally, it is important to know how the right to education is being realized for children developmental
difficulties living in residential care.

Children in institutions by school age, September 2011

Institutions/Frequency Attending regular | Primary-school Secondary-school
schools age age

Home for Children KOLEVKA, 72 103
Subotica

Home for Adults KULINA, 0 Information not Information not
Aleksinac provided provided

Home for Children and Adults 6 74 14
SREMCICA , Belgrade

Centre for Placement of Information not Information not
Children and Youth with Autism, provide provide

Belgrade

Home for Children and Adults 32 29
,,DR NIKOLA SUMENKOVIC*,
Stamnica

Home for Children and Adults 70
VETERNIK,
Novi Sad

Centre for Children ZVECAN- 57 64 8
SKA, Belgrade

The tables show that the largest number (566) of children with developmental difficulties living
in institutions are primary- and secondary-school aged, while only three institutions are home to
preschool-aged children and younger. The following table provides an overview of the extent to which
these children receive education as mandated by the Constitution and by national laws. Just over
two out of three (67.6%) children who should be attending primary school are not included in any
form of education. Significantly, only one institution — Sremcica near Belgrade — claims to include all
of its children in schools, both primary and secondary. On the negative side, three institutions have
absolutely no practice of enrolling children in school, while two do so only sporadically.

A clear trend at all levels of education is to include children in special education. This is highly unfortu-
nate, because preschool and school are the most important (and only) places where institutionalised
children can interact with non-disabled peers. The practice of non-selective enrolment of children with
developmental difficulties in specialized education is also inconsistent with international standards,
which state that children should be included in regular education and should be place in specialized
classes only in exceptional cases.

51 This practice is a holdover from professionals’ traditional attitude that children with intellectual disabilities are “uneducable”
— incapable of learning, accomplishing, or being a valuable member of society. While these attitudes certainly need
to change as a matter of urgency, it is clear that they cannot serve as justification for encroaching upon the right to educa-
tion of children with developmental difficulties, in particular in light of today’s constitutional and legal guarantees.

%2The above data should be taken with a grain of salt, since follow-up visits by the monitoring team uncovered certain
disparities between the data provided and the actual situation at the institutions. (opposite page)
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What does the realization of Article 24 of the CRPD mean for children with intellectual
disabilities? A teacher’s story.

Five years ago, the first boy with autism spectrum disorder was enrolled in our school. Prior to
this, he had attended a preschool program in the autism classroom of a special school. This is how
our school first developed a strategy for preparing our school (environment and staff) for working with
children with developmental difficulties.

The following year, a boy with “multiple difficulties” related to his intellectual functioning, communi-
cation, social relations and independence was enrolled in my class. After one month, we determined
that his difficulties were in fact autism spectrum disorder. This is when we wrote his first individual
educational plan.

| cooperated quite a lot with my colleague who was teaching a child with similar disabilities who had
enrolled one year earlier. Defectologists [special-education workers] from the Autism Centre came
to help us work with these children: How to approach them, what methods to use in communicating
with them, etc. The most important thing we learned was that a peer group is the biggest motivation
for these children. Each subsequent academic year, we had one or two children with autism spectrum
disorder. We continued our horizontal (teacher-to-teacher) learning and support, but also collectively
attended numerous training sessions on working with children with developmental difficulties. We
cooperated with numerous civil society organizations, and also received much support from parents.
We included one teaching assistant in our work, who came daily to one classroom and worked
individually with these or other children. Her main task was to explain those subject matters to the
child that he could not grasp at the same pace as the other children (reading and writing, the concept
of numbers, mathematics, explaining the relationship between cause and effect). All this was done
during regular classes when the rest of the children were working on similar content matter.

Working with this boy is completely different than with other children. He reacts only when
addressed directly, has immense difficulty focusing on his assignments, does not give feedback and
does not ask for help. This requires us to adapt our work to his needs. Since he is in a class with 23
other children — peers who are in a daily contact with him and who work at their own pace — he has
an opportunity to learn from them, to communicate with them, to be included in work and in play. On
a day-to-day level, he progresses in every way.

In order to adapt the contents of the class curriculum, we give him assignments that are more
concrete. For example, because he does not understand abstract concepts such as subject and
predicate, | do not ask him to name them in a sentence. Instead, | ask him to find “who does” and
“what does” in a sentence and to underline those words. In this way, he finds both subject and
predicate without error. He does math with the help of tables — addition and subtraction as well as
multiplication and division tables, which are glued onto cardboard and which he has at hand. He
calculates simple assignments using these tables at the same speed as the other children do in their
heads. In this way, he is included in all of the activities: textbook assignments, math quizzes, group
work, pair work etc.

On the first day of the third grade, children interviewed each other about their summer vacations
in groups of three. With the help of his peer’s questioning, this boy “recounted” (in short sentences
and a silent voice, with pauses between questions and answers) his visit to his grandmother in
Bosnia, where he played with his brothers who live there, and where he had a great time playing
with a goat and two baby goats. The story intrigued the other children, and they asked him additional
questions to which he responded. The children listened attentively and patiently, and all were happy.
The assignment was completed, and the goals were achieved with only a minor methodological
adjustment.

Most importantly, all children go through different life situations every day. | plan thematically,
the topics are from life, the demands are always differentiated, the work is interactive, and the class
is designed so that children can solve problems but also support each other and cooperate and
progress at their own pace, through exploration, research, role playing and similar activities. In this
way, the boy has an opportunity not only to learn and grow within his peer group, but also to be
accepted and to prepare for life within the community on an equal basis with others.

Sonja Paripovic,
teacher at the Sonja Marinkovic Primary School, Novi Sad
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Conclusion

The importance of the current Law on the Basics of Education’s insistence on the right to education
for each and every child cannot be overstated. While previous laws did not contain provisions that
explicitly excluded children with developmental difficulties from education, the prevailing state of
affairs dictated that most of these children were “uneducable”, and parents had to fight the system
on an individual basis if they wanted their child to go to a regular, and in some cases even a special,
school. Today, parents do not have to conceal that their children need support from the system, nor
do they have to worry that their children’s future will depend on the goodwill of the school’s authorities
and teachers. For the first time, local governments will directly receive information about the needs
of local children and will be able to plan their budgets accordingly. The current law is a progressive
landmark law that will — if fully and consistently implemented — ensure the inclusion of all children,
including children with intellectual disabilities, in regular education and will lay the foundations for
broader social inclusion.

Recommendations:

* Apply sanctions in cases of gross violation of the right to education as when preschools or
schools refuse to enrol a disabled child directly or indirectly by imposing certain conditions
(finding an assistant, presence of a parent, etc.);

* Ensure that all teaching and professional staff receive practical training on implementing the law
and relevant rulebooks, in particular the rulebooks on IEPs and grading;

* Develop rules for realizing the right to a teaching assistant, the criteria for realizing this right, and
the manner of planning, hiring and financing this service;

* Promote positive examples of inclusion by highlighting different ways of overcoming specific
challenges to inclusion;

* Develop and distribute practical guidelines for parents regarding their role in their child’s
education;

* Ensure that all schools involve parents in the processes related to planning their disabled child’s
education, in particular that parent receive a copy of all documents that are developed for their
child;

e Enable school teaching staff to conduct study visits to model schools and to engage in the
informal exchange of experience;

e Intensively inform schools, staff and parents about the existence and role of the Inclusive
Education Support Network;

e Ensure that existing special schools and attached classes meet all legal requirement for providing
adequate support to children, including obtaining an opinion from the intersectoral commission;

¢ Ensure that both regular and special schools initiate needs assessments for additional support
before the intersectoral commission;

e Ensure that the schools’ founding agencies (local, provincial and national governments) are
aware of the importance of funding the support necessary for teaching local children with de-
velopmental difficulties living;

» Ensure that children with developmental difficulties residing in social care institutions receive
education on an equal basis with others. With this in mind, develop a medium-term strategy for
enrolling children from institutions into regular education at all levels, starting with preschool;

* Raise the awareness of all stakeholders regarding the role of the personal assistant and the
difference between personal assistants and teaching assistants;

e Educate all stakeholders about the types and ways of using assistance technologies;

» Continually train the intersectoral commissions on the social model of disability and their role
under the new law.
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WORK AND EMPLOYMENT

Legal and Policy Analysis

The Constitution of the Republic of Serbia defines work-related rights in its Article 60, which guaran-
tees the right to work in accordance with the law, (1) the right of all persons to a free choice of work,
(2) that all workplaces are accessible to everyone under equal conditions, (3) the right to have one’s
dignity respected at work, (4) safe and healthy work conditions, all the required work safety meas-
ures, limited working hours, daily and weekly rest, paid annual time off, just compensation for work
and legal protection when terminating employment. These rights cannot be waived (relinquished).
Further, women, youth and “invalids” are afforded special protection at work and special working
conditions in accordance with the law (5). Also relevant is Article 26, which prohibits forced labour,
including the sexual or economic exploitation of disadvantaged persons.

The employment and work of persons with intellectual disabilities is further regulated by the general
laws defining the rights, obligations and responsibilities related to employment of the general popula-
tion, as well as a lex specialis that specifically regulates the work and employment of persons with
disabilities.

Who Can Work?

The Labour Law'® defines who can and cannot enter into an employment contract. To be employed,
a person must be at least 15 years of age and meet other conditions for working certain jobs, as
established by the law or the rulebook for the organization and systematisation of jobs. Here we
encounter the first barrier to employing one group of persons with disabilities. Persons with intel-
lectual disabilities are frequently divested of their legal capacity and placed under guardianship. The
law thus views them in the same manner as persons under 14 years of age. Loss of legal capacity
thus also implies the loss of the right to work. The Law on Obligation Relations confirms that in order
to conclude a legally valid contract, the contracting parties must have legal capacity.'®* Persons with
partial legal capacity, which is possible under the Family Law, may conclude only those contracts for
which they have legal permission. For all other contracts, they must have their guardian’s approval.
This provision indicates that persons with partial capacity should be able to enter into employment
contracts unless the court has explicitly stated that they cannot do so.

The Law on Professional Rehabilitation and Employment of Persons with Disabilities'® represents
an attempt at responding to the high rate of unemployment and non-employability of persons with
disabilities. It attempts to do so through two main measures: by introducing a quota system for em-
ployers to hire persons with disabilities and through measures for active employment. According to
Article 4 of the law, only those persons whose disabled status has been established by relevant state
commissions or bodies may take advantage of the rights prescribed by the law. Persons without this
status may benefit from the rights prescribed by the law if they undergo a work capacity assessment.

Work Capacity Assessment

The work capacity assessment is closely regulated by the Rules Detailing the Manner and Costs of
and Criteria for Work Capacity Assessment and Possibilities for Hiring or Preserving the Employment
of Disabled Persons.' The aim of the assessment procedure is to deliver an opinion on a person’s

153 Official Gazette of the Republic of Serbia, No. 24/05, 61/05 and 54/2009, Labour Law.

154 Official Gazette of the Socialist Federal Republic of Yugoslavia, No. 29/78, 39/85, 45/89 and 57/89; Official Gazette of
Socialist Republic of Yugoslavia, No. 31/93 and Official Gazette of Serbia and Montenegro, No. 1/2003 Law on Obligation
Relations, Article 56.

%5 Official Gazette of the Republic of Serbia, No. 36/09, Law on Professional Rehabilitation and Employment of Persons with
Disabilities.

%6 Official Gazette of the Republic of Serbia, No.36/10, Rulebook on more detailed way, costs and criteria for work capacity
assessment and possibilities of employment or preserving employment of persons with disabilities.
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general capacity to work, on whose basis the National Employment Service (NES) prescribes the
conditions under which a person can be employed. We must note at the outset that the practice
grading a person’s general ability to work according to the level of “illness and damage” is not in line
with the social model of disability.

Specifically, the work capacity assessment as defined by the rulebook contains grades that are fairly
ambiguous and quite contentious. For example, the lowest possible grade is defined as a working
effectiveness of less than two thirds of the typical employee. What is the meaning of typical employee
and how can we quantify an employee’s general effectiveness? Meanwhile, working effectiveness is
an important criterion, since anyone who receives the lowest grade (3) cannot be employed on the
open market.'s” Similarly, persons who are awarded the second lowest grade (2) can be employed
only under special conditions.*® What is more, although the work capacity assessment questionnaire
contains social criteria, it sticks to the medical model. This is evident from the fact that the commission
is headed by a medical doctor, and that the questionnaire contains numerous questions regarding
the type of disability, while questions on the person’s preferences and wishes for a particular type of
work are completely lacking.

There is a clear lack of consistency in the employment of persons with disabilities. On the one hand,
the law establishes a legal foundation for filing discrimination claims if the employer fails to provide
reasonable workplace accommodations.'® On the other hand, work capacity assessment is realized
in a vacuum, independent of the specific job’s assignments, tasks and specific support necessary for
performing this job. In fact, a real picture on a person’s capability to perform a particular job task can
be received only when he or she receives adequate legally entitled support. This approach should be
adopted in the work capacity assessment. Under the social model of disability and affirmative action
measures for hiring disabled persons, the task of this assessment should be to assess the support
required in order to perform a particular job, instead of placing advance restrictions on the forms of
employment a person can engage in.

Another important point should be addressed. Since one of the conditions for registering with the
National Employment Service is to be over 15 years of age' (the same as for entering an employ-
ment contract), it is clear that persons deprived of legal capacity cannot even register as unemployed
job seekers. It follows that they cannot engage in the work capacity assessment procedure. It should
be noticed, however, that there are no other legal obstacles for persons without legal capacity to be
registered with the National Employment Service, except for the provision in the Family Law equating
these persons with younger minors. ¢

Affirmative Action

Those persons with disabilities who receive a positive grade (grade 1 or 2) on the assessment may
benefit from affirmative action. The law prescribes a quota system according to which all employers
with more than 20 employees must hire a certain number of persons with disabilities.’® The obliga-
tion binds public as well as private enterprises. Employers can nevertheless choose to participate in
alternative affirmative action measures. For instance, instead of hiring a disabled individual, they may

7 Law on Professional Rehabilitation and Employment of Persons with Disabilities, Article 23, and Rules Detailing
the Manner and Costs of and Criteria for Work Capacity Assessment and Possibilities for Hiring or Preserving the
Employment of Disabled Persons, Article 16.

%8 Employment under general conditions is employment without any adaptations to the job and/or workplace. Employment
under special conditions is employment with adaptations to the job and/or workplace, Article 23: adaptations to the job
refers to changes in the working process and job-related tasks; adaptation of workplace refers to technical and techno-
logical equipping of the workplace, working tools, space and equipment — in accordance with the disabled person’s needs
and abilities.

%9 Under the Law against Discrimination of Persons with Disabilities; more on this later in the text.

160 Official Gazette of the Republic of Serbia, No. 36/2009 and 88/2010, Law on Employment and Insurance in the Case of
Unemployment, Article 2.

61 See for example Official Gazette of the Republic of Serbia, No. 15/2010; Articles 4 and 5 of the Rulebook on More
Detailed Content of Data and Employment Record-Keeping list the kind of information necessary for a person to be
registered with the NES. The list does not require any data that a person without legal capacity could not provide.

62 | aw on Professional Rehabilitation and Employment of Persons with Disabilities, Article 24. Employers hiring between 20
and 49 people must employ at least one person with disability, those employing more than 50 people must employ two
persons with disability, while for each additional 50 employees, one additional person with disability must be employed.
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contribute towards the salaries of disabled persons who are employed in professional rehabilitation
enterprises or they may enter into a cooperation contract with such an enterprise.'® If employers fail
to meet this requirement, they must pay fines into a state budget fund designated for persons with
disabilities.®

Protection and Prohibition of Discrimination

Interestingly, the Law on Professional Rehabilitation fails to define protection from harassment, forced
and compulsory labour, redress of grievances, as well as labour and trade union rights. These issues
are only covered by general laws: the Law on Prevention of Abuse at Workplace,®® the Labour Law,
and to some extent the Law on Prohibition of Discrimination. '

The Labour Law bans direct and indirect discrimination in employment and work on the basis of
several factors, including disability.'®” Discrimination is defined in more detail in the Law Against
Discrimination of Persons with Disabilities,'® which provides a higher standard of protection than
the Labour Law. Article 21 of the Law against Discrimination of Persons with Disabilities prohibits
employment and work discrimination in relation to disabled persons as well as persons engaged in
assisting a disabled person on a long-term basis without compensation. This applies to all employed
persons and those who are officially registered as jobseekers. The law also lists specific actions
that constitute employment and work discrimination. These include a refusal to adapt the workplace
so that a disabled person can work effectively if the costs are not borne by the employer or are not
disproportionate to the benefit gained by hiring that person.'®® This provision of the law is an indica-
tion as to what the national legislation considers to be reasonable accommodation.

Special Forms of Employment

The Law on Professional Rehabilitation and Employment of Persons with Disabilities also defines
various forms of employment for persons with disabilities. In addition to being employed under general
or special conditions, both of which are considered open market employment, the law also prescribes
special forms of employment and work engagement for persons with disabilities within framework of:
* enterprises for the professional rehabilitation and employment of persons with disabilities (EPR),
e social enterprises and organizations, and
* work centres.

Social enterprises and social organizations are profit entities (companies, enterprises) established
for the purpose of meeting the socio-economic needs of persons with disabilities that employ at
least one person with disability (Article 45), regardless of total number of employees. Part of such a
company’s profits must be used to integrate its disabled clients into the community, improve their liv-
ing standards, working conditions, and work skills, and satisfy the needs of persons with disabilities.
EPRs focused in particular on the work integration of persons with disabilities. These organizations
have a license of the Ministry of Economy and Regional Development for employing a certain number
of persons with disabilities and for engaging in their professional rehabilitation.'”®

Based on the definitions contained in Article 43, work centres can be described as sheltered work-
shops in which users perform activities in segregated, isolated and strictly controlled conditions.
The role of a work centre is to “ensure work engagement as a form of occupational therapeutic
activity for those persons with disabilities who cannot be employed or to preserve their employment
under both general or specific conditions, or whose working effectiveness is less than one third of a
typical employee.” We should nevertheless emphasize that working at a work centre as a “long-term
form of professional rehabilitation” (as described by the legislation) cannot be considered “work”.

63 The Law on Professional Rehabilitation and Employment of Persons with Disabilities, Article 26 and 27.

164 |bid., Article 29.

165 Official Gazette of the Republic of Serbia, No.36/2010, Law on Prevention of Abuse at Workplace.

186 Official Gazette of the Republic of Serbia, No.22/2009, Law on Prohibition of Discrimination.

67 Labour Law, Article 18.

168 Official Gazette of the Republic of Serbia, No. 33/2006, Law against Discrimination of Persons with Disabilities.
169 |bid., Article 22, paragraph 4.

70 The Law on Professional Rehabilitation and Employment of Persons with Disabilities, Article 35 through 42.
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According to the World Health Organization rehabilitation is a process aimed at providing persons
with disabilities with the tools they need to attain independence and self-determination.'” In this
sense, rehabilitation is not a purpose in and of itself, but must serve to help people build skills with
the aim of being included in the labour market under general or special conditions. The use of the
phrase “long-term” implies that the purpose of rehabilitation is lost, which thus calls into doubt the
work centres’ entire reason of existence. Furthermore, since there are no criteria as to who may be
employed at EPRs, social enterprises or social organizations, we may ask whether persons with the
lowest work capacity assessment may not find engagement somewhere other than work centres.

Persons with intellectual disabilities are often more capable of performing simple, repetitive tasks,
sometimes with some form of support. If we assess their general working capability without taking
into consideration the possibly of training and support for performing a specific job, there is a high
likelihood that they will receive a poor work capacity assessment (i.e., working effectiveness of less
than the one third of typical employees). With such an assessment grade, they cannot be employed
on the open labour market despite the fact that there exist numerous jobs that can be performed
by persons with intellectual disabilities. As a result, we are justifiable concerned that the law in its
current form indirectly prevents persons with intellectual disabilities from being employed on the
open market. Moreover, with the current wording of the law makes it is doubtful that persons with
intellectual disabilities will have the opportunity to work even in certain special forms of employment.

Future Strategic Priorities

The Serbian government adopted the national strategy on employment for the 2011-2020 period in
May 2011. The second strategic goal and priority is improving human capital and increasing social
inclusion. The strategy recognizes persons with disabilities as a particularly vulnerable group on the
labour market. It does not specifically refer to persons with intellectual disabilities or persons without
legal capacity. Priorities for the employment of persons with disabilities include: training of employees
of the National Employment Service for working with persons of low employability, forming a network
of centres for the professional rehabilitation and employment of persons with disabilities within local
NES offices, building capacities and improving the procedures of work capacity assessment com-
missions, and building the capacity of EPRs in order to make them the main carriers of professional
rehabilitation.

71 For more information, see http.//www.who.int/topics/rehabilitation/en/
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PRACTICE

According to government reports,'”? employment in the Republic of Serbia has been decreasing ever
since the start of the financial crisis in 2008. An astonishing 41.2% of working-age individuals are
categorized as inactive. The greatest growth in unemployment is among persons aged 25-34, with
unemployment of young people in general being very pronounced and considerably higher than the
general unemployment rate. The report also states that the crisis has additionally aggravated the
situation of vulnerable groups, though it does not specifically mention persons with disabilities.'”®

Employing Persons with Disabilities in Practice

In 2009, the total number of unemployed persons with disabilities registered with the National
Employment Service was 22,023, of whom 32.5% were women. A total 11,360 persons with dis-
abilities were covered by career management and counselling. In 2010, the total number of persons
with disabilities registered with the National Employment Service was 20,312. In terms educational
level, the largest group are persons with primary school education (more than 7,000 individuals).'"

According to another government report, since the new law came into effect (May 2009 to end of
2010), 5,558 persons with disabilities from NES records signed employment contracts.'”® At the
same time, the number of persons with disabilities registered as unemployed with the NES did not
decrease, because of new persons who submitted requests for work capacity assessments.'”®

Based on recent studies of the employment of disabled persons in Serbia conducted by the Centre
for Orientation of Society (COD) and the Belgrade Centre for Human Rights, we can conclude that
the law is not much respected in practice.’”” The main findings show that in many cases employers
opt to pay sanctions instead of employing disabled persons. This behaviour seems to have more to
do with prejudice than with financial viability. For instance, the COD reports that some employers
justify their decision by stating that they do not have any positions suitable for disabled persons.'”®
Similarly, employers commonly do not employ disabled persons, but instead request work capacity
assessments for persons already employed at the company.’” Also, some employees try to manipu-
late the affirmative action measures by employing persons who are disabled “on paper” only in order
to receive subsidies.'®® We frequently heard that employers are not familiar with disabilities and do
not know about possibilities for employing disabled persons.®

In relation to the requirement to employ disabled persons, we should also mention that govern-
ment agencies have been granted a moratorium for employing disabled persons under the quota
system.® Specifically, all direct and indirect recipients of funding from the state budget can meet
their obligations under the quota system by contributing to the state budget fund for the salaries of
disabled persons working at EPRs, improving working conditions, improving production and other
purposes.' In this sense, the state has not only managed to circumvent its obligations as mandated
by Article 27(g) of the CRPD, but it has also failed to set a positive example and motivate other

72 First National Report on Social Inclusion and Poverty Reduction in the Republic of Serbia 2008-2010, Government of the
Republic of Serbia (March 2011), page 105-109.

73 |bid., “...particularly the young, persons without education, rural population, refugees and internally displaced persons on
the labour market and Roma.”

74 Ibid., 114-115.

75 Draft initial report on implementation of the Convention on the Rights of Persons with Disabilities in the Republic of
Serbia, Ministry of Human and Minority Rights, State Governance and Local Self-governance (December 2011), page 51,
paragraph 300.

176 |bid.

77 Loncar, Goran; Mihok, Zoltan; Gruji¢, Nikola; Sretenovi¢, Aleksandra. 2011. Zaposljavanje osoba sa invaliditetom u
Republici Srbiji, Centar za orijentaciju drustva, Belgrade, page 35.

78 |bid., 34, 35, and 64.

79 |bid., 20, 26, 34, and 38.

180 |bid., 39.

81 |bid., 42.

82 Due to rationalization measures based on the agreement with International Monetary Fund.

183 Official Gazette of the Republic of Serbia No. 33/10 and 48/10, Rulebook on manner of monitoring completion of
obligation to employ persons with disabilities and manner of proving that obligation, Article 8.
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employers in the country. It is also doubtful whether these financial contributions will have any impact,
given the relatively low number of EPRs and disabled persons working they.

Role of the National Employment Service: Work Capacity
Assessments and Affirmative Action Measures

The National Employment Service is involved in activities related to employment, unemployment
insurance, the realization of insurance rights in case of unemployment and other rights in accordance
with the law, as well as maintaining an employment registry. It is also responsible for stimulating the
employment of disabled persons through affirmative action measures. The NES coordinating body
for all relevant activities and measures aimed at disabled persons is the Centre for Professional
Rehabilitation and Employment of Persons with Disabilities.

One of the centre’s most important activities is developing standards for work capacity assessment.
From the introduction of work assessment capacity until December 2011, some 11,602 requests
have been submitted to the NES and 10,056 first-instance decisions have been made, with 360
appeals filed against these first-instance decisions.®

Work capacity assessment

Work capacity grade % of assessed persons

0 (no difficulties or barriers which impact work capacity) 738 7.4

1 (small difficulties or barriers which impact work under & Z-t} 77.2
general conditions) ’

2 (significant difficulties or barriers which impact work 1.159 115
under special conditions) ’

3 (complete or multiple difficulties or barriers which 396 3.9
impact work under both general and special conditions)

The second-instance ruling is made by the Ministry of Economy and Regional Development’s em-
ployment division, according to which the ministry received 300 appeals (as of 29 July 2011)."8
The reasons were mostly of a “health-related nature”, with 114 appeals ruled on by that date. Of
these, 73 NES decisions were overturned and 41 appeals were rejected. Unfortunately, we could not
obtain any copies of the decisions, and could thus not familiarize ourselves with the first-instance and
second-instance commissions’ reasoning behind their work capacity decisions.

Another of the centre’s significant roles is to publish calls for affirmative measures regarding the
employment of persons with disabilities. In 2011, the NES published calls for the following measures
for supporting the employment of disabled persons:

* Subsidies for opening new job positions;

* Subsidies for the self-employment of unemployed persons with disabilities,

* Organizing and implementing public works in which persons with disabilities will be engaged;

¢ Refunding salaries of persons who provide workplace assistance to persons with disabilities;

* Financing of workshops for persons with disabilities;

* Refunding expenses for workplace adaptation;

 Professional internship;

» Subsidies for employing disabled persons without prior work experience.

'8¢ Data obtained from the National Employment Service’s response to a freedom of information request, 23 December
2011. (On file with the study’s researchers.)

'8 Data obtained from the Ministry of Economy and Regional Development’s request to a freedom of information request, 29
July 2011. (On file with the study’s researchers.)
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Number of affirmative measures requested and awarded's¢

Measure/frequency # of persons - requests | # of persons - decisions | # of persons — contracts

Subsidies for opening new job 330 239 299
positions

Subsidies for self-employment 243 190 177
Refunding salaries of assistants 38 19 19
Workshops for disabled persons )] 1 1
Refunding expenses for work- 27 18 16
place adaptations

Professional internship 65 57 46
Subsidies for employing persons 338 278 278
with disabilities without work

experience

Importunately, there is no disaggregated data on the type of disability. The NES does not keep
records on employment according to persons with physical, sensory, intellectual, psychosocial, or
other disabilities.'®” Furthermore, the NES does not have any data on the type of disability of persons
who underwent a work capacity assessment, nor of persons with disabilities who were included in
affirmative action measures and NES programs. The same applies the legal capacity of persons who
are in the registry. This is strange, as it provides an incomplete picture of the employment of disabled
persons in the country. We all know that people with intellectual disabilities face different problems
and require different forms of assistance in order to successfully perform their work-related duties
than people in wheelchairs or with impaired vision. As a result, we are legitimately concerned as
to the manner in which the relevant authorities are designing and implementing affirmative action
measures. Consequently, despite the significant volume of existing information on the employment
of disabled persons, we cannot reach any final conclusions as to the impact of the law and of other
measures for employing persons with intellectual disabilities.

Employment on the Open Labour Market

We talked to Delhaize,'® one of the largest private employers on the Serbian market, about their
views on and experiences with hiring persons with intellectual disabilities.’® Out of more than 200
employees with disabilities, more than 20 have intellectual disabilities. Their job positions include
shop merchandise display, storehouse work, and assistant positions in retail sales. All employees
are hired under an employment contract and undergo theoretical as well as practical on-the-job
training for their specific job position. The employees’ supervisors and immediate colleagues are
trained in order to raise their awareness and so that they can successfully communicate with their
future colleagues. Each case is examined individually with a view to the needed support — personal
assistance, adaptations to tools or equipment, working hours, shifts etc. A minority of employees with

8 Data obtained from the response of the National Employment Service to the request for information of public benefit, 23
December 2011. (On file with researchers.)

87 Response of the National Employment Service to the request for information of public benefit, 23 December 2011. (On
file with researchers.) Also, interview with Director of Centre for Employment and Professional Rehabilitation of Persons
with Disabilities, 12 September 2011.

188 Interview with Milica Sreti¢, Coordinator for Recruitment and Selection, Delhaize Serbia, 6 December 2011.

8 The questionnaire stressed that persons with autism should also be included in the answers. The overview of results
includes persons with autism in final data; whenever the text refers to persons with intellectual disabilities, this is inclusive
of persons with autism.
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intellectual disabilities (four) need additional support and work with a supervisor, while all the others
work independently. According to the human resources department, the company’s experience in
employing persons with intellectual disabilities has been positive:

“[They] are punctual, hard-working and dedicated employees, and are happy to have the op-
portunity to show and improve their potential in a working environment. They are well accepted
within the team, and express their satisfaction at having work commitments, being able to
contribute to the team on a daily basis, and having the opportunity to become more independ-
ent. Because of the high pace of retail sales and customer contact, several cases required
a longer adjustment period, but with the goodwill and patience of the new employees, their
families, the human resource staff and other colleagues, the adjustment was successful.”

In the company’s experience, the new legal regulations brought assurance and administrative ease
in employment of persons with disabilities. Yet, according to them the main obstacle to employing
persons with intellectual disabilities is that those who do not have legal capacity can only be included
under the work engagement modality, but not employed under work contract (thus not being able to
receive any compensation/salary for their work). This causes problems to potential workers as well
as to employers. Additionally, their view is that more awareness through positive examples is needed
on contributions, specificities and value of persons with intellectual disabilities in our immediate sur-
rounding and in open market.

Employment in Sheltered Jobs

As previously explained, the Law on Professional Rehabilitation and Employment of Persons with
Disabilities specifies three forms of employment for persons with disabilities outside the open market:
enterprises for the professional rehabilitation and employment of persons with disabilities (EPR), so-
cial enterprises/organizations, and work centres. The rulebooks for the establishment and operation
of the two latter are still being developed, meaning that, legally speaking, these forms of employment
do not yet exist.'®®

For this reason, our survey focused solely on EPRs, which, as already noted, are the strategic focus
for the government’s future capacity building efforts. In a survey sent to all existing EPRs (43 were
in operation at the time of the survey'"), 24 (55.8%) sent back a completed questionnaire. Based on
their responses, we were able to reach several conclusions regarding the employment of persons
with intellectual disabilities in special forms of work.

Employed at EPRs according to type of disability

Frequency/ | Intellectual | Psycho- | Hearing | Sight Physical | Vocal- Chronic | Multiple
Disability disabilities | social impair- | impair- | disabili- | speech ill- disabili-
disabili- | ment ment ties commu- nesses | ties
ties nication
disabili-
ties

Number of 388
cases

Based on these responses, we may conclude that persons with intellectual disabilities constitute a

little more than one third of disabled individuals employed in this manner. When asked for additional

information, not all respondents (EPRs) provided complete data. Given that all the information re-

quested should be known to the employer, we presume that the questions were left unanswered

because it was too difficult or time-consuming for the employers to collect this data. The analysis

treats such responses as “unknown”.

90 Interviews with representatives of the Ministry of Economy and Regional Development and Centre for Professional
Rehabilitation of Persons with Disabilities, 8 July 2011 and 12 September 2011.

91 September 2011, contact list received from the Ministry of Economy and Regional Development.
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Employed at EPRs according to education completed

Cases/ No formal | Completed Completed Completed Special

education education | primary secondary higher or education
education* education* high educa-
tion

# of employ- 120
ees with

intellectual
disabilities
NI 21%  |30.9% |38.9% : 100%  [EEIGA
wiu': . (23.4%) (34.5%)

intellectual
disabilities

151
(91) (134)

* Special education
The vast majority (at least 70%) of these employees were included in some form of education, which
is to say that persons with intellectual disabilities who were/are excluded from education are not
being employed even in sheltered work.

Employed at EPRs according to assessed work capacity (AWC)

Employed / assessment | AWC 0 AWC 1 AWC 2 AWC 3 Work Total
capacity not
assessed

# of employees with
|nte||ectua| disabilities

with intellectual
disabilities

KRS T 0.3% | 5.7% 1.1% 0% 57.7% 35.3% RIIEA

A large majority of persons with intellectual disabilities did not undergo work capacity assessment
under the new law. This may indicate that they were not recently employed, but have been with the
EPR since before the enactment of the new law. Out of the 27 who underwent the assessment, 23
were assessed as being able to find employment on the open market.

Employed at EPRs according to legal capacity

Employed/status Fully deprived Partially deprived | Legal capac-
of legal capacity of legal capacity | ity preserved
(plenary guardian- (partial guardian-
ship) ship)

# of employees with 0 134 388
intellectual disabilities

% of total employees . . 34.5% 100%
with intellectual

disabilities

One important goal was to determine the legal capacity of employed persons with intellectual disabili-
ties. As can be seen, not a single fully deprived person is employed, which supports the conclusion
that persons without legal capacity cannot be employed even in sheltered workplaces. A significant
number of employees were partially deprived of legal capacity, but presumably the court left their
employment rights intact.
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Prospects for employees and users of professional rehabilitation at EPRs

Opportunities for
professional advancement

Individual plansfor
users and employees

Employment on
the open market

Yes No Unknow | Yes No Unknow | Yes No Unknow
18 3 3 4 17 3 8 12 4
75% 12.5% 12.5% 16.7% 70.8% 12.5% 33.3% 50% 16.7%

It is also worth noting that while 75% of EPRs claim that their enterprise offers opportunities for
professional advancement and only 12.5% report that they do not offer such opportunities (with
the same number not answering the question), only 17% stated that they had developed individual
plans for their employees. Furthermore, 50% of EPRs say that none of their employees or users of
professional rehabilitation services was employed on the open market. A total of 17 employees or
users of services from the eight EPRs found employment on the open market. This is a particularly
low number, considering that the aim of professional rehabilitation is the individuals’ inclusion in the
regular labour force. What is more, we should emphasize that these data relate to all of employees
and users of the EPRs’ professional rehabilitation services, and not only to employees and users with
intellectual disabilities.

Opinions for the employment of persons with intellectual disabilities —
Multiple answers possible

Where they should be employed

Open Sheltered Open Sheltered
market workshops market workshops
0 8 17 0 1 14 9 3

12.5%

Where they have a chance of being employed

0% 33.3% 70.8% 0% 4.2% 58.3% 37.5%

Decision-making regarding the employment of persons with intellectual disabilities

Who should make the final decision on where
and how persons with intellectual disabilities are
employed?

Who should be involved in deciding on where
and how persons with intellectual disabilities
are employed?

Person | Em- Assess- | Parents / Person | Em- Assess- | Parents /

him/
herself

ment
com-
mission

Guard-
[ET

him/
herself

ment
com-

Guard-
ians

mission

70.8% | 70.8% | 70.8% | 95.8% | 58.3% 41.7% | 58.3% | 45.8% | 29.2% | 75% 29.2% 20.8%

One interesting fact is that the EPRs expressed a great amount of confidence in the work capacity as-
sessment commissions and in the opinions issued by these commissions, even though their previous
answers (specifically, the fact that only very few persons with intellectual disabilities had undergone
a work capacity assessment) indicate that they have little experience with these commissions. Also,
most of these employers and providers of professional rehabilitation services do not consider feel
that decisions should be made through legislation. In other words, they feel that a law that prescribes
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in advance that some persons’ working activities should be limited to special forms of employment
(sheltered workplaces) is unfair or not necessary. Finally, even though a large majority of EPRs feel
that that disabled persons should be involved in deciding on their employment and a smaller majority
believes that the person should make the final decision, the figures in the table above continues to
reflect the old paternalism according to which decisions related to person with intellectual disabilities
should be made by others.

Thinking outside the box:
How can Article 27 of the CRPD be realized for adults with intellectual disabilities?

Nasa kuca (Our House) is an association founded by parents of young adults with intellectual

disabilities. It runs a Day Centre that is visited by ten young men with disabilities aged 20+ a day. The
centre work on developing social skills by widening its clients’ network of friends and acquaintances.
Each user has an individual support plan created in accordance with his needs and interests.
The centre’s users are people who are considered unemployable because they were excluded from
the education system. As a result, they lack knowledge and skills and cannot find work on the open
labour market. Moreover, most users have been deprived of legal capacity, which makes it even more
impossible for them to find a job.

After unsuccessful attempts at helping their users find employment on the open labour market,
the Nasa kuca support team decided to start its own business. In this way, the association’s users had
a chance for find professional fulfilment and could acquire skills and knowledge that might eventually
prepare them for entering the open market. The association purchased a machine for producing
paper bags, adapted the workplace, and began production. For the young men at the centre, this
was the first real, paid job. They received training with the help of the support team, at first in just one
part of paper bag production process. Over time, they were trained to work in the other parts of the
production process as well. The fact that they are paid for their work has been an extremely important
and simulating factor.

This positive experience also encouraged the support team to expand operations and to enable
the users to work in a more open environment. With cooperation from the local town hall, they estab-
lished an affordable “Meals on Wheels” meal and medication delivery service for elderly persons in
need of care and assistance. This service offers jobs at the easy-to-use touch screen cash register,
in food packaging and in food delivery. Since most users are not familiar with money and/or cannot
do math, a special software program was developed in order to help them work with bills and coins
regardless of their skills or weaknesses.

This service is significant in several ways: it raises the quality of life for elderly persons and
their families and provides new experiences and new working opportunities for young people with
intellectual disabilities. This model is a form of social entrepreneurship that may well represent a
sustainable answer to the obstacles to employing persons with intellectual disabilities under the
current conditions. Other associations for persons with intellectual disabilities also can create similar
assistance employment programs, thus contributing to this population’s independence and sense of
belonging. This possibility is embedded in the Law on Associations of Citizens'®?, which allows as-
sociations to engage in certain economic activities, the profit from which must be used for achieving
the association’s goals and ensuring the sustainability of its activities. We must stress that the role of
the government is to provide support to initiatives that enable the most marginalized populations to
realize their right to work.

192 Official Gazette of the Republic of Serbia, No. 51/2009 and 99/2011, Law on Associations of Citizens.
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Conclusion

Despite the hoped-for advances resulting from the new law on employment of persons with disabilities,
its actual impact so far would appear to be quite limited. Moreover, persons with intellectual disabilities
are apparently being placed into more disadvantaged position than other potential beneficiaries of
the law. The Law on Professional Rehabilitation and Employment of Persons with Disabilities con-
tains two major shortcomings. Firstly, it does not address the status of persons without legal capacity
despite the fact that a significant number of persons with intellectual and psychosocial disabilities
have been deprived of legal capacity. Secondly, work capacity assessments are devised in a way
that limits the effectiveness of affirmative action measures for employing persons with disabilities.
In addition, assessments take place in an artificial environment in which the persons concerned,
especially those with communication difficulties, cannot express their full potential and skills.

Affirmative action measures should include a system of individually tailored support programmes
aimed at creating favourable conditions for specific jobs. This should be a continuous process, par-
ticularly because a person’s need for supports changes as he or she develops through social and
workplace interactions. The current solution provided by the law prescribes assessments on the basis
of a significantly differing rationale, thus directly endangering the right to work of people who have
not had a chance to acquire skills and education as a result of their social and educational exclusion.

Recommendations:

¢ Enact the legislative changes necessary for ensuring that persons deprived of legal capacity will
regain their right to work and employment;

e Ensure that persons who are deprived of legal capacity are not invisible for the National
Employment Service and that they can register as unemployed and receive unemployment
insurance and benefits, and can benefit from positive employment measures;

» Keep records that provide a full reflection of disabilities while ensuring that no disability-specific
group of persons remains outside the scope of positive employment measures;

* Reform the work capacity assessment process; instead of evaluating a person’s work capac-
ity, the commission should be charged with evaluating the support and workplace adaptation
required for a particular person to perform a particular job;

e Ensure that affirmative action measures intended to help disabled persons find employment
on the open labour market are directed equally at persons with varying kinds of disabilities
(intellectual and other);

e Ensure greater transparency of the flow of the budgetary funds received from employer penal-
ties paid for not hiring persons with disabilities;

¢ Raise awareness among employers, including Enterprises for the Professional Rehabilitation
of Persons with Disabilities, regarding disable persons’ right to work, including persons with
intellectual disabilities;

* Support creative initiatives developed by organizations involved in hiring disadvantaged persons
with disabilities.
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ANNEX |

Methodology

1. Secondary research: analysis of publicly available documents;

2. Freedom of information requests were addressed to:

- All municipal courts (34) and high courts (26) in Serbia (December 2010), whom we asked
to provide statistics and copies of all decisions regarding legal capacity deprivation and rein-
statement, and the extension and cancellation of parental rights. We requested copies of the
relevant decisions for the period from 2008 to 2010. Our analysis involved all of the delivered
decisions, thus ensuring a sample of more than 1,000 cases (997 lower courts and 68 higher
courts). The 994 municipal court decisions served as a primary sample, while the higher court
decisions were analysed separately and only qualitatively because of the different nature of
the procedure. The examination included an analysis according to criteria that had been estab-
lished in advance.

- National Employment Service (November 2011), who we asked to provide the following informa-
tion: number and results of submitted requests for work capacity assessments, assessed work
capacity of persons with intellectual disabilities, assessed work capacity of persons without
legal capacity, the number and type of active measures implemented, the number of persons
with intellectual disabilities benefiting from active measures, the number of persons without
legal capacity benefiting from active measures.

- Ministry of Economy and Regional Development (July 2011), who we asked for information on
the number, nature and outcome of appeals of first-instance decisions on work capacity.

- Fund for Social Innovation (FSI) (2010), whom we asked for information on funded projects
whose beneficiaries were children and adults with intellectual disabilities: amount awarded,
project description, project duration.

3. Semi-structured interviews with:

- Officials from the Ministry of Labour and Social Policy (2010) for the purpose of the “Donor
Accountability — Implementation” project of Article 32 of the Convention on the Rights of
Persons with Disabilities in Serbia;

- Officials from the Ministry of Economy and Regional Development (2011);

- Centre for the Professional Rehabilitation and Employment of Persons with Disabilities (2011);
and

- Coordinator for Recruitment and Selection, Delhaize Serbia (2011).

4. Focus groups with parents/guardians of children and adults with intellectual disabilities
(including one young adult with intellectual disabilities). Three focus groups were con-
ducted in October and November 2011 on the topic of community services. One was conducted
in the small town of Vrsac, one in the medium-sized town of Leskovac, and one in the capital,
Belgrade (all consisted of 4-5 participants). The participants were age-diverse family members
with different support needs and different life experiences.

5. Questionnaires (all were sent out during 2011):

- Children with difficulties in the education system in Serbia [Deca sa teskocama u obrazovnom
sistemu u Srbiji] was developed for primary schools throughout Serbia. The sample was ran-
domly selected from contacts available from the website of the Ministry of Education. These
included: 544 regular schools and all 37 special schools (a total of 581 regular and special
schools). The questionnaire, which requested information for 2010/2011, was sent by mail and
e-mail and was posted online. A total of 123 schools (113 regular and 10 special schools)
replied with the information requested.
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- The Questionnaire for parents/guardians of school-aged children with intellectual dis-
abilities and autism spectrum disorder [Upitnik za roditelje/staratelje skolske dece sa
intelektualnim teskocama i smetnjama iz spektra autizma] was developed for parents or
guardians of children with intellectual disabilities. Participation was anonymous. The question-
naire was posted online and was distributed through targeted e-mails and social networks.
A total of 33 questionnaires were received, 25 of which were filled out by our target group
— parents of children with intellectual disabilities. Eight questionnaires came from parents of
children with physical disabilities and dyslexia. These were analysed separately, since the type
of support required by students with intellectual difficulties differs from the type of support
required by children with other type of learning difficulties. The results in this report refer only
to the target group — children with intellectual disabilities and autism (25). Geographically, the
results came from Belgrade and six other towns throughout Serbia. Out of 25 children with
intellectual disabilities, 19 were enrolled in regular school and 6 were in special school.

- General questionnaire for institutions of social protection [Opsti upitnik za ustanove
socijalne zastite]. This questionnaire was developed for all residential institutions in Serbia
that were home to children with developmental difficulties. It was sent to following institutions:
Sremcica Home, Belgrade; Veternik Home, Novi Sad; Centre for the Protection of Infants,
Children and Youth, Belgrade; Zvecanska Unit for Placement with Intensive Support; Kolevka
Home, Subotica; Home for Persons with Autism, Belgrade; Dr. Nikola Sumenkovic Home,
Stamnica; and Kulina Home. We received responses from all institutions.

- Employment of persons with intellectual disabilities and autism [Zaposljavanje osoba sa
intelektualnim teskocama i autizmom]; sent out to all existing enterprises for the professional
rehabilitation and employment of persons with disabilities. According to the contact list received
from the Ministry of Economy and Regional Development as of September 2011, there were 43
enterprises in operation. We received responses from 24 enterprises (55.8%).
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