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ABSTRACT

The aim of this paper is to present the reality of education and rehabilitation
faced by people with profound intellectual disabilities in Poland; as seen from
the perspective of the past, present, and future, with an attempt to identify
the determinants of these situations. The paper addresses these matters in a
threefold context which includes a description of the specific characteristics
of the educational and rehabilitation situations of people with profound in-
tellectual disabilities in Poland, an analysis of the characteristics of diagnosis
as well as the structure of the education system, and alternatives for adults
with profound disabilities.

Researchers conducted an extensive analysis of literature, legal acts and gover-
nment reports presenting and evaluating the situation of people with profo-
und intellectual disability from childhood to maturity in Poland. The results
of this study make it possible to get to know and better understand the si-
tuation of the discussed group of people and their carers. Furthermore, the
theoretical analyses carried out show that the structure of education offered
to people with profound intellectual disabilities in Poland requires change
that takes into account the autonomy of the individual and their rights in the
context of national and international legal mandates.

Keywords: education; rehabilitation; profound intellectual disability;
complexity of the support system
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INTRODUCTION

The development of each person takes place in the con-
text of his relationship with the environment which refers
to the theory developed by Urie Bronfenbrenner (1974)
called , the ecology of human development”. According to
the given concept, the social environment is understood
as a system of interdependent ecosystems (microsystem,
mesosystem, exosystem, macrosystem and chronosystem)
(Bronfenbrenner, 1975, 1989; Bronfenbrenner & Mor-
ris, 1998). Human development is influenced by a given
environment, but people also influence each other. The
social environment of each person is a system of interde-
pendent subsystems and constitutes an individual deve-
lopmental context. A disturbance in the functioning of
one element affects the operation of the entire system. The
basic elements of the development system of people with
profound intellectual disabilities are: the closer and more
distant families and the peer environment. In this article,
we will focus more on the support environment, as well as
the state policy in the field of creating conditions for sup-
porting the development of people with profound intel-
lectual disabilities in the past-present-future perspective.

This also finds a specific analogy in the concept of so-
cial and cultural diagnosis of reality by Clifford Geertz
(2000). The analysed reality of people with profound in-
tellectual disabilities can be related to the reality presented
by the author of the aforementioned concept. Therefore,
we assume that the reality of people with profound intel-
lectual disabilities is a ,world in pieces”, a ,jagged world”
in which the structures of coherence, (or apparent cohe-
rence), are broken down into poorly connected smaller
fragments. In the article we will try to present this ,jagged
world” of people with profound intellectual disabilities
from childhood to maturity, referring to the existing re-
gulations, legal acts, and systems of practical solutions in
Poland. We assume that the , fragmented” world of people
with severe intellectual disabilities enforces a specific way
of experiencing it, that is, piece by piece.

The Polish system of education has remained unique
with regard to the place occupied by people, (children,
young people, adults), with profound intellectual disa-
bilities within that system. In the context of the past,
it was expressed that people with profound intellectual
disabilities were ,,invisible” in practical terms in the edu-
cation system, only in legal terms as a mention in the
regulations (Kope¢, 2013; Marcinkowska, 2013; Wro-
na, 2011). The exemption from compulsory schooling

for individuals with profound intellectual disabilities
was adopted and applied in Poland for many years until
1997, regardless of the supposed right to education for
every Polish citizen (Orkisz et al., 2008; Piszczek, 1997).
Such groups were denied the right to free and appropria-
te education in the past, and also at present. Individuals
with profound disabilities are the only group of people
in the Polish education system not referred to as “pupils”
(Journal of Laws of 2013, item 529). This is particularly
problematic because of the many legal acts regulating the
system of educating students with disabilities. However,
these legal acts do not take into account children with
profound intellectual disabilities.

The legal system refers to them only as class partici-
pants (Journal of Laws of 2017, item 1591). Special edu-
cation institutions represent the only practical alternative
in the context of the education and rehabilitation of in-
dividuals with profound intellectual disabilities in Poland
(Gawlik & Gomola, 2018; Kope¢, 2007). The question
as to whether or not broadly described systems of inte-
grated and inclusive education as a measure of success for
persons with disabilities, are also available to individuals
with profound intellectual disabilities, which should be
guaranteed, for example, by The Convention of the Uni-
ted Nations on the Rights of People with Disabilities of
20006, ratified by Poland (Journal of Laws of 2012, item
1169). Minimal and superficial interest on the part of
the state on the issue of persons with profound intellec-
tual disabilities in the context of education, (referring to
changes in regulations and structure, funding for research
carried out in higher education institutions in this area in
comparison with funded research on, inter alia, autism,
Asperger’s syndrome, Down’s Syndrome, other degrees of

intellectual disability), (Aksamit, 2019).

Several aspects are mentioned which point to the cu-
rrent condition concerning the educational and rehabili-
tation reality for persons with profound intellectual disa-
bilities in Poland. Pursuant to the laws of Poland, persons
diagnosed with profound intellectual disabilities since
birth, and/or when there is a risk of this level of disability
at the time of pregnancy, are dealt with by the sector of the
Ministry of Health on matters related to the typological
diagnosis, treatment, psychological assistance, and early
intervention assistance for the child and the family. The
Ministry of Labour and Social Policy provides financial
support in the form of benefits on behalf of these indivi-
duals and families, and the Ministry of National Educa-
tion maintains oversight in the area of education which
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can include education and rehabilitation in: kindergarten,
school, revalidation, and educational centres - implemen-
tation of revalidation and education classes. In the context
of education and rehabilitation, a person with profound
intellectual disabilities up to the age of 25 falls into the
area of interest of the Ministry of National Education (Jo-
urnal of Laws of 2013, item 529), and beyond that age, in
the context of education and rehabilitation, of the Mini-
stry of Labour and Social Policy (Journal of Laws of 1997,
No. 123, item 7765 Journal of Laws of 2020, item 426).

Although the reality in the domain of education and
rehabilitation of persons with profound intellectual disa-
bilities is conditioned by law, it is different from the edu-
cation of children, young people, and adults (sometimes
discriminatory in comparison with individuals with other
types of disabilities) (Krause, 2010; Marcinkowska, 2017).
These characteristics will be analysed further in this paper.

A HISTORY OF INVISIBILITY IN SOCIAL
AND SCIENTIFIC DISCOURSE

The system of support for persons, (children, young pe-
ople, and adults), with profound and complex disabilities
in Poland has had an institutional character for many
years. This means that there have been large care facilities
i.e., institutions in which a number of people with di-
sabilities stay, which, due to their medical approach to
disability, do not place much emphasis on the quality
of life of these individuals but rather on the biological
aspect - medical treatment as the basic form of support.
Historically, families who did not opt for this kind of so-
lution have had to provide long-term care for a child or
an adult on their own. Studies show that the majority of
today’s adults with profound intellectual disabilities have
never participated in any form of organised care (Aksa-
mit, 2019; Kope¢, 2013).

These are individuals whose development, for most of
their lives, has not been sufficiently stimulated, and there-
fore any progress was doomed to decline (Doody, 2011;
Fullerton et al., 1999; Prysak, 2015). Due to their per-
sisting status of ,invisibility’ they were also absent from
Polish scientific studies (Marcinkowska, 2013). Among
other things, the specific character of the scientific rese-
arch, because of the difficulty in selecting a group due to
co-occurring disabilities, as well as the lack of a theoreti-
cal and conceptual framework developed on Polish soil
(Babbie, 2008; Flick, 2011) is lacking. Some of the major

factors are social perception, knowledge, public awareness
of the specificity of the disability and the people affected
by it, are seen as ,eternal children”. Also rooted in Polish
society, and persisting in both social and scientific discus-
sion only, is a stereotype of the negative characteristics of
functioning, needs and abilities of persons with profound
intellectual disabilities (Jankiewicz et al., 2014; Piszczek,
20006). It should also be pointed out that there is a lack of
social research on the level of awareness in Polish society
about persons with profound intellectual disabilities. The-
se factors have over the years resulted in the current edu-
cational and therapeutic options for addressing the educa-
tional and rehabilitative needs of persons with profound
intellectual disabilities in Poland.

DIAGNOSIS

Prenatal diagnostic methods have been developing for
many years in Poland (Fraczek et al.,, 2013). The year
2020 will go down in the history books of Poland due to
the Constitutional Court passing a law that prohibits the
abortion of a child due to lethal developmental defects,
which was historically a decision for parents to make. Sin-
ce November 2020, debates and social protests have been
taking place in Poland. Thousands of people have taken to
the streets to demonstrate their disapproval that women
are being deprived of their right to choose to terminate
pregnancy if the fetus has lethal developmental defects.
On the other hand, pro-life activists and the Catholic
Church are against the protests and claim that human life
is sacred, and no one has the authority to choose to termi-
nate it by themselves. This is a topic for a separate scien-
tific study, but it cannot be omitted when diagnosing a
profound intellectual disability. Interestingly, in the social
debate in Poland, many mothers are in favour of the right
to terminate pregnancy if the child has lethal developmen-
tal defects. However, the research conducted in the group
of mothers of adults with profound intellectual disabilities
has revealed that the majority of them claim that, even
if they had known that their child would have profound
intellectual disabilities in the future, they would not have
had an abortion (Aksamit, 2019). It should be noted that
at that time there were no prenatal diagnostics in Poland
that would be able to reveal such defects, but regardless of
this, women had the right to choose termination if such
information came from a doctor.

It is estimated that there are approximately 93 million
children under the age of 14 with disabilities worldwi-
de, and 13 million of these children have the most severe
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disabilities, including profound intellectual disabilities
(Arvio & Sillanpad, 2003). The accuracy of global stati-
stics is difficult to ascertain because each country has its
own definition of profound intellectual disability, as well
as different ways of diagnosing and classifying them. In
Poland, there are definitions included in the internatio-
nal ICD-10 classifications, according to which profound
intellectual disability consists of the reduction of many
cognitive processes and functions, compliance with one
side at the level of intelligence, (measured intelligence ac-
cording to various tests, in ICD-10) below 20 points),
and the individuals ability to cope in social and cultural
conditions (Cierpiatkowska, 2007, p.176).

In the event that a child would have a disability
and this is discovered during pregnancy, the mother is
provided with psychological assistance in the scope of
early intervention which is within the oversight of the
Ministry of Health. Developed organisational standards
of perinatal care in Poland assume that the patient has
access to psychological assistance in hospital both before
and after giving birth. After delivery, the child is asses-
sed by neonatologists and pediatricians; after leaving the
hospital, the parent receives referrals from the pediatri-
cian to other specialists (pediatric neurologist, psychia-
trist depending on the need). If necessary, the parent
receives referrals to the early intervention centre where
he or she attends therapy with the child (Journal of Laws
of 2017, item 1635). The Polish system of diagnosing
people with disabilities in the context of disability assess-
ment is extensive and has a complex structure. There is
a system of medical certification for education purposes
applicable to people with disabilities up to the age of 25,
and medical certification for pension and non-pension
purposes granting the status of a disabled person to both
children and adults.

In Poland, intellectual disability is diagnosed at four
levels: mild, moderate, severe, and profound (ICD, 10).
Such a diagnostic distinction is particularly important in
the context of the education process. The diagnosis of the
degree of intellectual disability is also important in asses-
sing disability for non-pension purposes of children and
adults, since only people with ,moderate”, ,severe” or
sprofound” intellectual disabilities can be officially reco-
gnised as a person with a disability. Disability certificates
for non-pension purposes are issued by Disability Assess-
ment Teams and these teams issue certificates to people
over the age of 16 stating one of three degrees of disability:
,mild”, ,moderate” or ,severe”.

The assessment of disability and the activity of disability
assessment teams is regulated by the Act on Vocational and
Social Rehabilitation and Employment of Persons with Di-
sabilities (Journal of Laws of 2020, item 426). A separate
system of certification determining entitlement to disabili-
ty benefits for adults operates within the Social Insurance
Institution (ZUS). The medical certification in the context
of the rehabilitation of people with profound intellectual
disabilities less than 25 years of age in Poland takes place
in psychological and pedagogical counselling centres ope-
rating under the supervision of the Ministry of Education.
Through this system of assessment, a person with profound
intellectual disabilities receives a document: a certificate
confirming the need for revalidation classes which is issued
for up to five years (Journal of Laws of 2017, item 1743).
This document allows the person to pursue pre-school and
school education by attending revalidation classes. In Po-
land, there are no specialised psychological tests enabling
the assessment of the intelligence quotient of people with
the most severe forms of disability. Through testing it is
often not possible to discover the full potential of a child’s
abilities, including his or her needs, due to the complexity
of the disorders that accompany them. This psychological
diagnosis uses the same testing methods as for any other
child in Poland whose intelligence quotient is measured;
the situation is similar in terms of functional assessment
tools which are also missing in Poland.

Over the years, several tools have been adapted for
this type of functional assessment of a child with profo-
und intellectual disabilities, among those most common-
ly used in practice, the following should be listed: PAC
Inventory by H.C. Gunzburg adopted in Poland by Ta-
deusz Witkowski (1988); Student Achievement Profile
(Kielin, 2002); The Questionnaire for the Assessment of
Communication Methods Used by People with Profound
Intellectual Disabilities (KOSK) (Marcinkowska, 2012).
The nature of diagnostic tools often does not allow us to
recognise the true capabilities of a person and there are
factors which often hinder the diagnostic process such as:
the location of the examination (psychological and pe-
dagogical counselling centre - a place not familiar to the
child), specialists themselves (often lacking experience, a
stranger from the perspective of the child), co-occurring
neurological disorders (such as epilepsy, schizophrenia),
and other disabilities (sight, hearing, movement, aphasia).

Therefore, both in classification and functional dia-
gnosis, professionals do not have much choice, which we
assume, may translate into the quality of the diagnoses
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and their content in terms of assessing the capabilities and
needs of the child. For many years there have been debates
in Poland about whether it would be better not to use
psychological tests in the process of differential diagnosis
of persons with profound intellectual disabilities, because
the intelligence quotient is not an indicator of the actual
functioning of these people or their resources. In the opi-
nion of specialists, it would only make sense to use tools
for functional assessment. As Ossowski (1999, p. 243) po-
ints out: ,,a nosological or typological approach is based on
the assumption of a simple and close relationship between
personality traits and behaviour. This is related to the fa-
tal legacy of somatic psychology which has suggested that
physical characteristics should be used to infer personality
and, consequently, behaviour. For this reason, the nosolo-
gical typological diagnosis is the subject of particular criti-
cism by rehabilitation psychology as it makes it too easy
for the social environment to justify it’s inactivity towards
people with disabilities and to burden them for their life
situation”. However, given the structure of the system of
support, education, and rehabilitation, this would require
reconstruction and reorganisation of the operation of the
health, education and legal sectors. This in turn is the re-
sponsibility of the powers that be (in this case the Polish

Government).

Given these challenges, the need for more psychia-
trists and neurologists is apparent to assist in the diffe-
rential diagnosis and in the oversight of care for persons
with profound intellectual disabilities in Poland. One
confounding problem in the differential diagnosis pro-
cess is that the neurological disorders that often co-oc-
cur with profound intellectual disabilities are not always
detected and therefore are not always treated with phar-
maceuticals. The symptoms of neurological disorders are
also often misinterpreted and are perceived as difficult,
aggressive behaviour or as self-aggression (Zijlstra & Vla-
skamp, 2005). For the sake of the well-being and quality
of life of people with disabilities and their families, the
medical, social, and educational sectors should cooperate
a team, formed of: a doctor, educator, psychologist, and
a social worker (without taking into account the order of

the individual persons) (Hogg et al., 2007).

However, in practice this cooperation between specia-
lists is often lacking in Poland (Lichtariska, 2019). Specia-
lists in education and rehabilitation often find it difficult
to interpret and link profound intellectual disabilities
with neurological diseases, with the medicines taken or
with diets, (though there are self-reports by many families

as per their perceived link in some cases, there is insufh-
cient scientific evidence to substantiate it), and therefore
they are often unable to plan their treatment accordingly.
What is lacking is an entity which might serve as a bridge
which serves to build cooperation between these institu-
tions, which the authors assume could solve the problem
and thus have a positive impact on the lives of people
with disabilities from childhood to maturity (Doody et
al., 2019; Salvador-Carulla et al., 2013). The situation for
professionals working with people with profound intel-
lectual disabilities in rural towns and villages is dire where
there is no access to trained specialists such as a neurolo-
gist or a psychiatrist as it pertains to differential diagnosis
treatment. Thus, access to effective services applies above
all to individuals with a disability who, due to their place
of residence, resources, and family capacities, have only
occasional medical consultations with psychiatrists, neu-
rologists, or clinical psychologists.

In Poland, the professionals who are trained to work
in educational and therapeutic institutions are special
educators who are generally prepared to work with pe-
ople with intellectual disabilities of various forms, de-
grees, including multiple disorders. However, research
shows that teachers often do not feel competent, and the
knowledge acquired during their studies is not sufficient
for practice (Chrzanowska, 2015; Szumski, 2009). The-
refore, we can see the need for master’s studies, which in
Poland last for 5 years, in a particular area that would
entail more in-depth study of far-reaching problems. This
results in a need for developing a new professional track,
but funding would be a necessary stimulus to invoke such
an initiative. However, given the low incidence of people
with profound intellectual disabilities, this could result in
there being little interest in this particular field of study
which would not be financially viable for the state.

When a person with profound intellectual disabilities
reaches the age of 25, the first certificate confirming the
need for revalidation classes, which indicates the degree of
intellectual disability, expires, and only the other disability
certificate remains which does not contain this provision.
(The aim of the classes is to support the development of
children and adolescents with profound intellectual disa-
bilities, develop an interest in the environment and deve-
lop independence in functioning in everyday life, in accor-
dance with their psychophysical abilities and individual
developmental needs). This may be one of the reasons why
there are no statistics on adults with profound intellectual

disabilities in Poland. The country is struggling with the
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problem of providing education and rehabilitation, par-
ticularly for adults with profound intellectual disabilities
who are often deprived of both education and participa-
tion in social life at this stage of their lives (Aksamit, 2019;
Cytowska, 2011; Kowalik, 2001). In the next part of this
study the legal changes that have taken place in the Polish
education system with regard to people with profound in-
tellectual disabilities will be analysed.

EDUCATION AND REHABILITATION
FOR PROFOUND INTELLECTUAL
DISABILITIES

The provision of the Constitution of the Republic of
Poland of 2 April 1997 states: ,Everyone has the right
to education” (Polish Constitution Article 70). Another
important document is the Act on the Educational Sys-
tem of 1991 (Journal of Laws of 1991, No. 95, item
425) which has also guaranteed education to every child
in Poland regardless of their ability.

Despite this, people with profound intellectual disa-
bilities have been absent from the educational space in
practical terms. In reality they did not fulfill schooling
obligations because they were massively exempted from
it. In social discourse, they were described as ,,not promi-
sing”. The only form of classes provided to people with
profound intellectual disabilities at that time were acti-
vities which were based solely on care and, less often,
on therapeutic activities stimulating development (Ko-
peé, 2007). Regardless of the fact that a certain group
of people have been discriminated against by the Polish
education system for years, and this is still to some extent
the case, some aspects of this system have evolved. This
is due to a number of factors, and we will point to those
which we believe are significant in contributing to this.

Over the years, government styles have changed in
Poland and each government has introduced new direc-
tives and law amendments governing the education
system which are also being adapted to the European
regulations and to global standards. The 1990s in Po-
land was a period of particularly large social changes; in
accordance with the Standard Rules on the Equalization
of Opportunities for Persons with Disabilities on 20 De-
cember 1993 (Resolution 48/96 annex), Poland under-
took reforms of the education system in order to bring
Poland closer to international standards.

A particularly important document for the educational
beginnings of persons with profound intellectual disabi-

lities was released in 1994. It was the year when the Act
on Protection of Mental Health of 19 August 1994 was
adopted (Journal of Laws of 1994, No. 111, item 535).
The Act made it clear that education and revalidation clas-
ses should be organised for children and youth regardless
of the degree of their disability, in particular in kinder-
gartens, schools, care and educational institutions, reha-
bilitation and education centres, social welfare homes and
health care institutions, as well as in the family home. It
was a signal that there is a need to protect individual rights
in the field of mental health of all Polish citizens, not only
in theory, but also in practice. This Act, in the context of
the aforementioned article, referred to as the Act of 7 Sep-
tember 1991 on the system of education which contains
the following provision: The education system shall ensure
in particular that every citizen of the Republic of Poland
shall fulfil his or her right to education and the right of
children and young people to education and adequate care
to their age and development (Journal of Laws 1991, No.
95, item 425). This obliges the Ministry of Education to
abandon the practice of exempting people with profound
intellectual disabilities from compulsory schooling.

One might think that the introduction of statutes and
regulations into the legal system means automatic changes
resulting from their content but in practice, on 21 July
1995, another law was passed changing the education sys-
tem and some other laws (Journal of Laws of 1995, No.
101, item 504). This, for the first time in the history of
Poland, in Article 16 (§ 7-9) introduced a provision on
persons with profound intellectual disabilities in the con-
text of education. However, the actual change in practical
terms did not take place untl 1997, when the Ordinance
of the Minister of National Education of 30 January 1997
on the principles of organising revalidation classes for chil-
dren and young people with profound intellectual disabi-
lities was issued (Journal of Laws of 1997, No. 14, item
76). This regulation, undoubtedly, paved the way to edu-
cation for children with profound intellectual disabilities.
That year, persons with profound intellectual disabilities
first appeared in the education system not only in theory
but also in practice. This regulation (Journal of Laws of
1997, No. 14, item 76) was the implementation of Article
(§ 7.3) of the Mental Health Protection Act of 19 August
1994, which even obliged the Ministry of National Edu-
cation to create a system of education and conditions for
people with profound intellectual disabilities.

On the other hand, however, the above-mentioned
statutes and regulations still denied the formal status of
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‘pupils’ to children with profound intellectual disabilities,
calling them class participants instead. This practice still
continues. Children with profound intellectual disabi-
lities are the only group of children in the Polish education
system who have always been denied the title of a pupil,
which is a discriminatory practice. On 23 April 2013, the
Regulation on the organisation of revalidation was replaced
by a new Regulation of the Ministry of National Education
on the conditions of the organisation of revalidation classes
for children and young people with profound intellectual
disabilities (Journal of Laws of 2013, item 579).

Despite the passage of time, the structure of the edu-
cation system for people with profound disabilities has
not changed much. This is the only regulation which is
now binding in Poland regulating the education system
for the group of people with profound intellectual di-
sabilities. According to the binding Regulation of 1997
(Journal of Laws of 1997, No. 14, item 76) as well as that
of 2013 (Journal of Laws of 2013, item 579) it is stated
that children with profound intellectual disabilities shall
be provided with revalidation classes on the basis of a
certificate confirming the need for this.

In the Polish education system, classes for children
with profound intellectual disabilities are organised from
the beginning of the school year in the calendar year in
which they turn three years old until the end of the school
year in the calendar year in which they turn 25 years old
(Journal of Laws of 2013, item 579). Participation in
revalidation classes is considered to be a form of annual
pre-school education which is compulsory schooling for
people with profound intellectual disabilities. This me-
ans that in both kindergarten and at school, this group of
children participate in revalidation classes without a curri-
culum or work plans imposed in advance by the Ministry
as is the case with children with any other type and degree
of intellectual disability in Poland. This is the only group
of children for whom there is no curriculum framework
or educational content to be achieved and realised in the
Polish education system. On the one hand, this is due to
the difficulty in predicting the developmental dynamics of
a person with a given degree of intellectual disability, i.c.,
it is difficult to predict how much a particular individual
is able to achieve due to his or her perception and cogniti-
ve abilities, or what his or her optimum level of ability is
(Hale et al., 2007; Kielin & Klimek-Markowicz, 2016).
This is a process of education that is difficult to measure in
terms of quality due to the complexity of profound intel-
lectual disabilities (Forster & Iacono, 2008).

These revalidation classes, regardless of the child’s

chronological age or type of institution, include:

* Learning to make contacts in a way appropriate to the
needs and abilities of the participant

* Shaping the way of communicating with the environ-
ment at a level appropriate to the individual abilities of
the participant.

* Motor and psychomotor improvement in the field of
large and small motor skills, developing orientation in
the diagram of one’s own body and spatial orientation.

* Learning to achieve an optimal level of independence in
basic spheres of life.

* Developing interest in the environment; multisensory
learning, learning to understand the phenomena taking
place, shaping the ability to function.

* Shaping the ability to cooperate within a group.

* Learning to act purposefully and in accordance with the
participant’s age, abilities, and interests, as well as his or
her activity (Journal of Laws of 2013, item 579).

In addition to the areas mentioned above, around which
the educational and therapeutic process is developed by
specialists, an individual programme of revalidation clas-
ses is prepared for each child with profound intellectual
disabilities which forms the basis for education and re-
habilitation. The programme develops individual goals,
methods, and forms of work, as well as the scope of co-
operation with parents. Due to, for example, the state of
health of a person with profound intellectual disabilities,
in Poland revalidation classes can be held either in a team
or individually, depending on the decision of the com-
mittee confirming the need for special education. The
difference between these two options is the number of
revalidation classes and it has been legally specified that in
the case of team meetings, each participant has 20 hours
per week, but no more than 6 hours per day but in the
case of individual classes, on the other hand, 10 hours
per week, but no more than 4 hours per day. Classes are
conducted in small groups; it is specified in the cited re-
gulation that a team consists of only 2 to 4 participants
(Journal of Laws of 2013, item 579).

The education of persons with profound intellectual
disabilities is part of the education system in Poland. The
legal acts on special education that have been developed
over the years only mention profound intellectual disa-
bilities. For example, in the Ordinance of the Minister of
National Education of 9 August 2017 on the rules for or-
ganisation and provision of psychological and educatio-
nal support in public nursery schools, schools and edu-
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cational institutions, (Journal of Laws of 2017,
item 1591), a division is visible between students
and children with disabilities to whom a certifi-
cate confirming the need for special education is
issued, while people with profound disabilities are
referred to as ,children” and ,youths”. There are
only vague mentions in these provisions resulting
in ambiguity and difficulty in interpreting vario-
us legal acts in relation to the educational reality
of people with profound intellectual disabilities.
Secondly, this does not prompt decision-makers
at state level in the education system to introduce
changes in spite of the fact that it is a discrimina-
tory practice.

Despite the ratification and the adoption by
Poland of many global directives concerning, inter
alia, human rights, and in particular, the Conven-
tion on the Rights of Persons with Disabilities, (Jo-
urnal of Laws of 2012, item 1169), where Article
24 provides that equal access to education should
be ensured, national law continues to discriminate
against people with profound intellectual disabi-
lities. Regardless of the type of disability, everybody
should be provided equal access to the education
system, however, the extent to which a particular
person will be able to benefit from it depends on
such person’s psychological functioning and sho-
uld be the second-level determinant for the course
of education and not the first-level determinant.

In practice, revalidation classes in Poland are
based on sensory stimulation. Various approaches
and trends are applied: psychoanalytic, behavio-
ural and those based on a more humanistic ap-
proach. It is impossible to assess the prevailing ap-
proaches in working with people with profound
intellectual disabilities in Poland because of the
lack of research in this area (Gawlik & Gomola,
2018). Given the lack of evidence-based practices,
this allows practitioners to provide services in an
unregulated manner. This degree of freedom and
flexibility for practitioners means that commonly
used therapeutic methods are not only adapted to:
the needs and possibilities, the state of health due
to co-occurring disorders and diseases, (one of the
most frequent is epilepsy which forces specialists
to adjust stimulation so as to avoid seizures), but
also to the financial standing of a particular insti-
tution.

A MODEL OF INTEGRATED
AND INCLUSIVE EDUCATION
AND PROFOUND INTELLECTUAL DISABILITY

In Poland, as in many other countries, the tendency was
for parents to place their children with various disabilities
in special schools and this trend prevailed for a long time.
This had begun to change gradually by the early 1990s,
when parents started to fight for equal access to education
for children with disabilities by making the first attempts
at inclusive education. The prevailing practice in Poland
now is that children with more severe disabilities attend
special schools. It is rare for a child with a mild intellectu-
al disability to attend special school.

There has been a marked increase in the numbers of
students with autism, Asperger’s Syndrome, Down Syn-
drome and also with moderate intellectual disabilities in
regular schools (Babka, 2015; Dudziriska & Roszewska,
2016; Sadowska, 2016). Special education in Poland, re-
gardless of the type and degree of disability, can take pla-
ce in special, integrated, or regular (inclusive) institutions
which is guaranteed by the Ordinance of the Minister of
National Education of 9 August 2017 on the conditions
for the provision of education and care of children and
young people who are disabled, socially maladjusted or
at risk of social maladjustment (Journal of Laws of 2017,
item 1578). Educational and therapeutic institutions
in Poland (early intervention centres, kindergartens,
schools) may be state-owned (public) or run by private
sector entities (non-public).

The latter sector is usually run by non-profit organisa-
tions, (foundations, associations), but some of them are
run by parents independenty. The decision concerning
the type of institution to be attended by the child, (spe-
cial, integrated, or inclusive education), at each stage of
education in Poland is made by the parent. To a certain
extent, this also applies to children and adults with profo-
und intellectual disabilities. In Poland, there are also: pri-
vate kindergartens, schools, day centres and permanent
residence centres for people with profound intellectual
disabilities. However, the problem is the fees which pa-
rents are obliged to pay if they choose private institutions.
The range of these fees varies depending on, among other
things, the age group for which education and rehabilita-
tion is offered, the scope and type of treatment, but the
fees in such centres are highest for adults with profound
intellectual disabilities. The Polish State does not subsidi-
se parents. Often, such institutions are also run by Non-
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Governmental Organizations (NGO’s). However, this
has little impact on the range of fees for education and
rehabilitation provided there. Therefore, very often only
wealthy families can afford this type of facility.

PUBLIC REGULAR SCHOOL - WORKING
TOWARDS INTEGRATED AND INCLUSIVE
EDUCATION

Regular and integrated institutions are encouraged by
the Polish State to admit children with different types
and forms of disability. However, it is not practised in
Poland that the process of education and rehabilitation
of people with profound intellectual disabilities takes
place in institutions following the integrated and inc-
lusive model. Only a few parents choose the non-public
education system and decide to provide their child with
education in an integrated and inclusive system. The pa-
rents who would like their child to be educated within a
regular institution, such as kindergarten and school, are
in a particularly difficult situation.

From a legal point of view, parents are entitled to
expect this (Journal of Laws of 2017, item 1578), howe-
ver, in practice things look vastly different. Admission of
these children is most often refused by the headmaster of
the institution due to the lack of specialists, specialised
space for therapeutic and nursing treatments, architectu-
ral space of the building, and lack of teachers prepared to
work with children with disabilities. These practices are
rare, because there is a top-down assumption in Poland
that special schools are the most suitable place for the edu-
cation of children with profound intellectual disabilities.
This does not arouse much public opposition, not even
among parents.

Once again, people with profound disabilities from
rural areas are in the most difficult situation, because the-
re are not always special schools in their area, and they
are sometimes a great distance away. In practice, in such
a situation the child is offered individual classes despite
the fact that his or her state of health would allow them
to participate in team activities. From a legal standpo-
int, the child fulfills schooling obligations and receives
education, however, such practices are also an example of
inequality in terms of access to education while equality is
supposedly guaranteed under Polish and European laws.
There are also known cases of resentment expressed by the
parents of healthy children in Poland (Mihilewicz, 2003)
and abroad (de Boer et al., 2010). In practical terms, the-

se models of teaching are still not available to people with
profound intellectual disabilities in Poland.

THE REALITY OF EDUCATION
AND REHABILITATION OF ADULTS
WITH PROFOUND INTELLECTUAL
DISABILITIES

The specificity and complexity of profound intellectual
disabilities in Poland, but also worldwide, determined the
mortality of this group of people at an early age (Kosciel-
ska, 1985; Patja et al., 2000). Over the years, however, the
life expectancy for people with profound intellectual disa-
bilities has significantly increased. Nonetheless, the system
of education for this group of people in Poland has not
followed this growth in the context of improvement and
development nor taking into account, for example, the
importance of lifelong education and not just to a certain
age. This is a particularly visible difference when compared
to other countries and the solutions applied by them.

In Poland, policy has moved away from institutionali-
sation due to incidents which occurred in these centres; the
practices applied, the quality of life and the funding by the
state all took away subjectivity and dignity for those who
resided therein. However, it can be seen that, to a large
extent, this state of affairs was due to the human factor; in
particular, the approach and practices of the professionals
working there as well as the system of care and support
that prevailed there. We assume that the best environment
for every person is the family home, the support of their
loved ones. However, the question arises: when closing lar-
ge care institutions in Poland, was there an alternative pre-
sented for people with profound intellectual disabilities?
One of them was the family home, another was day care
centres or projects carried out by, among others, NGOS.
In practice, however, research shows that these alternatives
do not work as assumed in theory. In other words, they do
not fully meet their needs, also in the context of the quali-
ty of life, of people with profound intellectual disabilities
and their carers (Aksamit, 2019; Cytowska, 2017). With
regard to the family home situation, research conducted
within a group of mothers of adults with profound intel-
lectual disabilities has shown that women are in a particu-
larly difhicult psychological and financial situation.

Poland is a country where a parent who receives
childcare benefits cannot combine this income with any
gainful employment. Therefore, in order to support their
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children, the majority of parents, especially mothers, do
not take up employment or continue to work until the
child reaches the age of 25 (the moment when the broadly
defined education in the Ministry of Education system
ends) (Aksamit, 2019). This is a particularly difficult stage
for many families who are looking for day centres or pro-
jects in which their adult children might participate.

The facilities offering day care for people with profo-
und intellectual disabilities in Poland include (naming
just those which actually exist in practical terms and
are not just, a dead letter’):

* Community Self-help Homes - day care centres with the
following tasks: developing and maintaining skills neces-
sary in everyday life; activating participants; developing
individual talents; expanding independence and life reso-
urcefulness adjusted to the individual psychological and
physical situation of a participant. In such institutions,
therapy takes the form of workshops which include ho-
usehold, art, music, sewing and knitting, carpentry etc.
In terms of practical experience, it can be noted that it is
often the case that the offer for an adult with intellectual
disabilities is inadequate and unsuitable, since most of
the participants are people with moderate or severe in-
tellectual disabilities. These community self-help homes
are often overcrowded and there is no room for indivi-
dual development. There are participants who have been
spending full days in a sewing and knitting workshop
for years but have never even used a needle and thread
(Journal of Laws of 2010, No. 238, item 1586).
Occupational Therapy Workshops - meant to develop

and maintain the abilities needed in everyday life and
social contacts in the group of people with disabilities.
Therapy in these centres consists of improving self-servi-
ce skills (personal hygiene, cleaning, meal preparation,
shopping, etc.) and the development of individual inte-
rests, artistic, musical and entertainment talents, prepa-
ration for the profession and for work (Journal of Laws
of 2004, No. 63, item 587). In the case of people with
profound disabilities, this is often the only place where
they can be among people and not locked up in their fa-
mily homes but the therapy is not adapted to the actual
needs of people with profound intellectual disabilities.
From the parents’ perspective, this is often one of the
possible solutions, although these institutions in Poland
are also overcrowded (Aksamit, 2019).

Social Care Homes - these are 24-hour permanent re-

sidence institutions which, as studies show, are the last
resort in the opinion of mothers of adults with profo-
und intellectual disabilities (Aksamit, 2019). The histo-

ry of the functioning of many Polish social care homes
is entangled in many negative experiences and stories:
inhumane treatment of people living there, harassment,
physical and emotional abuse.

The designed form of support is the ,Safe Future for Pe-
ople with Intellectual Disabilities model which consists
of building ,circles of support’ around a person with in-
tellectual disabilities. The circle of support is made up
of their loved ones, trusted people, family friends and
institutions familiar to the person with intellectual di-
sabilities. The model seeks to develop solutions for the
legal, financial, and social security situation of a person
with intellectual disabilities for the time when, for natu-
ral reasons, he or she will no longer have family support.
This can be achieved by preparing the person with disa-
bilities and her or his environment in a way that enables
them to function safely in their local community, based
on the concept of support circles [https://kregiwsparcia.
pl/- accessed 16 February 2021].

The first practical problem is the number of these institu-
tions. In large cities, their network is extensive, although
parents still often have to wait until a place is vacated.
However, the largest problem is small towns and villages
where such institutions do not exist or are overcrowded.
Another problematic aspect is that, due to the complexi-
ty of the functioning of people with profound intellec-
tual disabilities, institutions are sometimes not able to
provide accommodation for them. The third and final al-
ternative we will mention are the projects carried out by
non-profit organisations or by state organisations (local
governments, municipalities). In practice, however, they
hardly ever include people with profound intellectual di-
sabilities. The project activities most often involve care,
voluntary work for the person with profound intellectual
disabilities and for the person’s family and they are limi-
ted in time. Research has shown that voluntary workers
very often give up because of a sense of fear when faced
with the complexity of the functioning of persons with
profound intellectual disabilities (Aksamit, 2019).

Despite these most popularly selected alternatives for
adults with profound intellectual disabilities in Poland, a
lot of people are confined to their family homes if they
are over the age of 25. Thus, it is often the case that a
parent who took up work when the child was subject to
the education and rehabilitation offered by the Ministry
of National Education, has to give up employment. One
of the parents, most often the mother as research shows,
faces the situation where they become the sole form of

14

Doi: https://doi.org/10.52291/ijse.2020.35.9



D. Aksamit and J. J. Wheeler

IJSE 2020, 35(2), 5-18

support for their child or children with profound intel-
lectual disabilities when they turn 25. It is often the case
that parents return to the past emotional crises they had
experienced during the initial stages of parenting child-
ren with profound intellectual disabilities (Dillenburger,
& McKerr, 2010). The feelings of grief, shame, and lack
of fulfillment, which have changed in their intensity over
the years, often return and the level of anxiety and fear for
the future increases (Bindels-de Heus et al., 2013; Golu-
biew-Konieczna, 2016). This is accompanied by a feeling
of powerlessness about the vision of the future. Due to the
lack of systemic solutions at state level which, regardless
of the state of health, specificity and complexity of the di-
sability, place of residence and material situation, would
include people with profound intellectual disabilities.

It is shown from the research carried out in the group of
mothers of adult people with profound intellectual disabi-
lity and the pilot research in the group of fathers, (the pilot
was carried out as part of the project financed by the Ma-
ria Grzegorzewska University), that the situation becomes
more complicated when the family cannot afford medical
treatment which cannot be avoided in the case of people
with profound intellectual disabilities. This is particularly
true of families living in rural areas because health care in-
stitutions which can admit people with intellectual disabi-
lities are far away and there are no specialised doctors (neu-
rologists, psychiatrists) who have experience with people
with a specific disability. Because of a lack of therapeutic
facilities, people with profound intellectual disabilities are
often placed in psychiatric wards for any kind of disorder
even if general health care and treatment are required and
not just psychiatric treatment (Aksamit, 2019).

NGOs play an important role in supporting people
with profound intellectual disabilities. In Poland, they
provide early developmental support, run kindergartens,
schools, revalidation, rehabilitation, and education centres
and centres for adults with disabilities. These organisations
also deal with non-systemic therapy for children with disa-
bilities and their parents. These activities are often free of
charge or are financially more accessible to parents compa-
red to other private sector facilities. Most NGOs provide
support not only to individuals with disabilities, but also
to their families. NGOs are among the few institutions
in Poland attempting to support adults with profound
intellectual disabilities and their families. They do it, for
example, by running day care centres, rehabilitation holi-
days, counselling and training for parents as well as legal
and psychological assistance. There are attempts to imple-

ment projects aimed at social and professional activation,
however, this is usually only the case in large cities where
they provide short-term activities, (several times a week for
an hour), and psychological assistance for parents. Most
of these activities are free of charge for parents but, once
again, research shows that such activities are lacking, parti-
cularly in small towns and villages in Poland. In addition,
as shown by research, the social security system does not
provide for all basic needs such as food, medicines, and
fees, in the opinion of the mothers of adults with profo-
und intellectual disabilities (Aksamit, 2019).

CONCLUSION

Due to the “absent” status of people with profound intel-
lectual disabilities which has persisted for years, the litera-
ture does not contain extensive research in this area in Po-
land (Kwiatkowska, 1997; Olechnowicz, 1994; Piszczek,
2006). Today, a similar situation, where the interest of
researchers in Poland is negligible compared to their focus
on profound intellectual disabilities and autism, adultho-
od of people with autism, mild and moderate intellectual
disabilities versus profound intellectual disabilities. The
group of people with profound disabilities both in Poland
and worldwide is a minority, yet this does not mean that
this group can be ignored in social and scientific disco-
urse (Schalock et al., 2010). A particular problem in the
context of undertaking research in the area of profound
intellectual disabilities concerns the issue of their finan-
cing in Poland. The most frequent opinion in the reviews
of submitted research projects is that, due to the group
size in Poland, research results are not going to contribute
much to the progress of science and the scientific discipli-
ne represented by the author.

The analysis carried out by the authors in this paper
indicates that access to education is ensured in Poland,
however, in its structure it is differentiated to the detri-
ment of people with the most severe forms of disability
(Kielin & Klimek-Markowicz, 2016; Kope¢, 2004). Li-
felong education and rehabilitation remain a theoretical
slogan for many adults with profound intellectual disa-
bilities (Aksamit, 2019). In legal theory, the Polish re-
habilitation system provides access to rehabilitation for
adults with profound intellectual disabilities and includes
the education process. In practice, however, it is availa-
ble only to a selected group of people with profound in-
tellectual disabilities whereas people from rural areas are
particularly vulnerable to exclusion from this accessibility.
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The educational situation of people with profound in-
tellectual disabilities is not evolving, unlike that of other
disabilities. The support received by people with profound
intellectual disabilities is not validated or developed and
does not take into account the transversal needs of this
group. This is contrary to, for example, the assumptions
of the Convention of the United Nations on the Rights
of People with Disabilities (Journal of Laws of 2012, item
1169), and the Convention, adopted by Poland in 2012,
is, in fact, it’s international obligation. Therefore, in order
to change constituents of the reality faced in education by
people with profound intellectual disabilities, it is necessa-
ry, above all, to take into account that disability is a phe-
nomenon that requires many interpretations (Clement &
Bigby, 2009). Thus, collaboration between the medical,
legal, educational, and social sectors is of utmost impor-
tance. Everybody has the right to education regardless of
their age, gender, race, or disability. In case of people with
profound disabilities, rehabilitation of the individual is
also necessary for education to take place. This should be
implemented in practice, in order to also include the least
numerous groups, i.e., children, young people and adults
with the most severe forms of intellectual disabilities. If we
want a change, the decision-makers at state level must un-
derstand what profound intellectual disability means for
an individual, including the situation faced by this group
of people in different dimensions of their lives, and espe-
cially that this is often determined by state policy and the
attitude of society (Nakken & Vlaskamp, 2007).

Recommendations for change include the develop-
ment of education and rehabilitation facilities not only
located in special schools, but also those providing educa-
tion in an integrated and inclusive model. Changes are ne-
eded not only in interpreting at state level what profound
intellectual disability is, but furthermore in public aware-
ness of the potential and abilities of people with profound
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