Baltic Journal of Health and Physical Activity 2021; 13 (1): 63-82
Journal of Gdansk University of Physical Education and Sport

e-ISSN 2080-9999

ORIGINAL

doi: 10.29359/BJHPA.13.1.08

Characteristics of the roles of mothers
of children with intellectual disabilities
as a basis for their individual therapy

Marcin Biatas

Department of Pedagogy and Occupational Therapy,
Gdansk University of Physical Education and Sport, Gdansk, Poland

Background:

Material and methods:

Results:

Conclusions:

Key words:

Women enjoy a variety of social roles during their lives. Among the commonly known ones, which
include e.g. the roles of wives and mothers, there are also those that radically change the scenario
of one’s past life. These include the role of mothers of children with intellectual disabilities. After all,
the hardships associated with caring for them and with their upbringing, influence their mothers'
perception of the world, change the existing family and professional social relations, determine the
choice of values, and limit or block the goals set to date. It seemed interesting to the author of the
study to recognise the roles of mothers of children with intellectual disabilities.

Their categorisation revealing the nature of a given role was possible owing to the conducted research.
It was attended by 104 mothers of children with intellectual disabilities who answered a series of
questions included in the interview questionnaires. A hermeneutical analysis of their answers made
it possible to describe a given role in detail. Among these four can be distinguished which are
conventionally defined as: «REBEL», «RATIONALIST», «<SHAM» and «RESOURCEFUL».

These roles are fundamentally different from each other, indicating the traits that characterise mothers
bringing up children with intellectual disabilities. Identifying oneself with one of them may show
both the desired features of the role played and indicate the destructive elements which negatively
determine the course of their previous lives.

This is the basis for personalised therapy dedicated to mothers of children with intellectual disabilities.
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INTRODUCTION

For most parents, the birth of a child is an important life event. The appearance of a new
creature who is wanted, expected, and healthy, awakens joy and happiness. Even though
it is necessary to fundamentally reorganise one's life, entering into the new social roles
of a mother and father, this event is interpreted in a positive light as a pleasant, unique
and valuable life experience.

Such an optimistic picture is obscured by the fact that a child with a disability is born. It
is well known that every disability of a child, even the smallest one, is the cause of many
worries for parents. Therefore, it would seem that it does not matter what kind of disability
is involved. All children with sensory impairments, i.e. blind and near-blind as well as
deaf and near-deaf, with physical or mental disabilities, chronically ill or with a complex
or conjugated combination of these, become a cause of special concern for parents [1].

However, there is a widespread belief in society that it is the child's intellectual disability, his or
her mental retardation, especially in its deeper forms, that is one of the causes of particularly
strong, negative experiences for parents [2, 3]. This is, of course, related to the symptoms of
developmental disorders, characteristic of intellectual disabilities, as well as rejection attitudes
of the social environment, resulting from the lack of acceptance of these children. Sometimes
manifesting even a clear aversion and prejudice towards them and their parents [4].

It is not uncommon for parents of children with intellectual disabilities to encounter
stigmatisation and humiliation, often caused by a deformed or unaesthetic appearance
of their children and the shame they feel about it [3], by their “strange” or “abnormal”
behaviour by which they clearly distinguish themselves from their “normal peers” [5] or
by a lack of control over one's own physiology, often causing anxiety and sometimes even
disgust in the “healthy” part of society [6]. These are a result of mental confrontation of
the ideal of man - his or her fullness of humanity - with the “deficient” image of a “quasi-
man”, further strengthened by the fact that you are dealing with a physically mature person
who remains at the level of development of a small child regardless of his or her age. It
is the aforementioned deficits of children with intellectual disabilities, combined with the
Cartesian attribution of the main role to the rational human mind as the most important
human value, that are a reason for the changes taking place in the family [7, 8, 9].

The birth of a child with intellectual disabilities destroys not only his/her parents, but the
entire family system. This translates into an inevitable crisis of this system, resulting in
a high risk of dysfunction, pathology and even total family breakdown. The helplessness,
conflict-proneness, coercion, resignation or struggling with tensioning problems, as well as
the constant confrontation with suffering and disillusionment, which has been incorporated
into the everyday life of these families, undermine the value of the truths established by
logic [10]. A child's disability entering the family evokes horror, creates a sense of tragedy
because of its mysterious, unfathomable origins, its absurdity and inevitability and the
helplessness it experiences [11]. It disturbs the past image of the family and dismantles
the stabilised way of its functioning. Finally, causes profound emotional and social change,
affecting both its internal and external family relationships [12]. In this case, a child's
disability becomes a burden that poses risks not only to his or her family as a whole, but
also to individual members of the family. This is shown in the roles created by parents
where their child with intellectual disability becomes a focal point. At this point it seems
interesting to recognise the roles played by mothers of children with intellectual disabilities
and to categorise and describe them as the aim of the research undertaken. The author of
the study puts forward a thesis that this is not only possible but also helpful in conducting
individual therapy dedicated to this group of people. The remainder of this paper is an
explication of this thesis [13].
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MATERIAL AND METHODS

Initially, it was assumed that the survey would involve 200 people (mothers of children with
intellectual disabilities) who were recruited using snowball sampling [14] by 18 volunteers
participating in the survey. Unfortunately, many mothers refused to participate. The most
important reasons for refusing to take part in the survey were found to be: lack of time,
too personal or - and I quote - “too depressing” questions in the interview questionnaire.
In the end, 104 mothers of children with intellectual disabilities took part in the survey,
representing 100% of the population studied.

Important variables taken into account when interpreting the results of the research
were: the age of the surveyed mothers, their education, their marital and legal situation,
their professional situation, the number of children raised, as well as their age, disorders
causing intellectual disabilities, the degree of intellectual disability, having additional
diseases, and the child’s form of education.

For empirical analysis and verification of the presented hypothesis, the method of
hermeneutical analysis of statements was used (Greek ‘ermeneuo’ means ‘interpret’,
‘explain’, ‘express’, ‘translate’). The rationale for choosing this research method was
the possibility of an analytical insight into the mothers’ statements. Firstly, this enabled
dividing the population according to the assumed role of the mother of a child with an
intellectual disability. This division was made both on the basis of an assessment of the
examined mothers’ statements as well as their reactions and behaviour observed by the
volunteers. Therefore, it is another diagnostic element of a hermeneutic interpretation.
Secondly, the application of this method also gave an opportunity to subjectively assess the
experiences of the examined mothers. Thirdly, the hermeneutic method also strengthens
the practical side of action, strengthens praxis, and therefore the very conversation
with the mothers participating in the research, speaking about their experiences - the
hardships of life associated with raising a child with intellectual disabilities - in itself was
of a therapeutic value [15].

The technique used in the research was an interview with the mothers of children with
intellectual disabilities, stimulated by a volunteer whose task was to talk to the mothers
about the topics included in the interview questionnaires, observe them while answering
individual questions, or possibly give instructions on how to fill them in or take notes of their
answers. The volunteers also had an important task to make possible comments, mark the
para-linguistic properties of the speech, describe their behaviour, facial expressions, etc.
during the interview in order to achieve the so-called "fusion of the horizons of cognition" (a
fusion of two horizons: the interviewed mother and the interviewer) in order to best interpret
the collected data, understand the hidden meaning, subtext of meaning and self-reflection.

The research tool was an original interview questionnaire. Consisting of eight parts: the
first two were so-called metrics containing the sociometric data of the mother (DM) and
her mentally disabled child, the third part contained a collection of unfinished sentences
for a deep understanding of the needs, problems and motivations of the examined mothers,
entering the skin of the examined person modelled on the so-called map of empathy used
in the Design Thinking Method by David Kelley [16].

The fourth part included questions for measuring existential trauma, the next four parts
contained sets of open-ended questions, oscillating around issues related to the birth
of an intellectually disabled child, its care and upbringing, rehabilitation problems and
educational problems.

At this point, it is worth noting that due to the vastness of the interview questionnaires,
the interviewed mothers had unlimited time to meet with the volunteer conducting the
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survey. His role, in accordance with the surveyed mothers’ wishes, could consist both in
observing the mothers who wrote down their own answers to the individual questions and
in noting the answers they gave. The mothers could interrupt the meeting at any time and
arrange for it to continue anywhere and anytime.

It is well known that in the course of life a person takes on a certain role, which, with the
most commonly used theatrical metaphor, can be interpreted as becoming a kind of social
actor, playing their roles resulting from their position and expectations towards individuals
or groups. The scenario of these roles is not infrequently widely recognised, defined
as a system of relatively permanent behaviours expressing the needs and expectations
towards those before whom they are played, leaving the “actor” a certain margin of free
interpretation as to his or her own ideas and ways of performing a given role [17].

Among the numerous creations that man plays, there are those that he or she usually
undertakes in a conscious and purposeful manner. Deciding to start a family, people
naturally take on the role of a wife or a husband and then a mother or father. There are
also those that are undertaken independently of the “actor’s” will, often radically changing
the usual and universally known pattern of action. These include the roles of mothers and
fathers of children with intellectual disabilities [18].

It is clear that the change in the role of the parents of a child to that of the parents of
a child with intellectual disability affects both mothers and fathers and does not determine
the choice of one of them. However, as a result of the cultural model of family functioning,
it is the women/mothers who are responsible for housekeeping and childcare, and the
men/fathers who earn money to support them. At the same time, taking into account
economic motives revealing the statistical imbalance between the wages of women and
men, it is the role of the mother of a child with intellectual disability that becomes more
pronounced in this case. This is manifested not only by a characteristic attitude towards
her child with intellectual disability, which is often enhanced by an unreasonable sense
of guilt that she feels in connection with the child's health condition. In addition, this
relationship is associated with a strong need to compensate for the harm suffered by the
child, to improve his or her fate, or to do something about it. Another issue is the already
different attitude to her own life, which consists in rejecting her previously favoured
values, giving up her goals, desires or expectations [19, 9].

ROLES OF MOTHERS OF CHILDREN WITH INTELLECTUAL DISABILITIES REVEALED IN ORIGINAL|
RESEARCH

Recognition of these roles assumed by mothers of children with intellectual disabilities
became the aim of the research undertaken, with 104 mothers making up 100% of the
study population. The study comprised a hermeneutical analysis of original interview
questionnaires, and observations of the interviewed mothers showed subtle differences
noticeable at the level of emotional element (visible in the vocabulary used and the form of
text notation), behavioural element (observed in the behaviour described by the volunteers
conducting the interviews), and axiological element (showing the attitude of the questioned
mothers to the assumed values). Thus allowing an attempt to categorise and describe the
roles they assume in relation to their children with intellectual disabilities.

The analysis of the collected research material allowed the examined mothers to be
assigned to four groups, showing the specific roles they play towards their children
with intellectual disabilities. These roles were given symbols R1, R2, R3, R4. It should
be noted here that not every analysed case made it possible to clearly qualify mothers
to a particular group representing a particular role. Some statements contained in the
interview questionnaires indicated the so-called “mixed role”, which is a compilation of
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characteristic features of the others. However, in these few, because in only 7 cases out
of 104 respondents (7% vs. 93%), the majority criterion was applied (more characteristic
features of a given role), allowing for their adequate assignment.

On this basis, the study population was divided into groups according to the represented
roles. Hence, the R1 group consisted of 14 mothers, i.e. 13.5% of the studied population.
A group of 28 mothers, representing 26.9% of the population, was marked with the R2
symbol. The R3 group included 25 mothers, accounting for 24%. Whereas the R4 group
was represented by 37 mothers comprising 35.6% of the population.

CHARACTERISTICS OF THE ASSUMED ROLES OF MOTHERS OF CHILDREN WITH
INTELLECTUAL DISABILITIES ON THE BASIS OF THE COLLECTED STATISTICAL DATA

An interesting picture of the roles of mothers of children with intellectual disabilities
can also be sketched out on the basis of the statistical summary of the collected data. Its
detailed analysis indicates that there were 14 women in the group of mothers identified
by the R1 symbol, which represents 13.5% of the total population. This group was the
least numerous. It was mainly represented by 6 mothers between 41 and 50 years of age,
which is 5.8% of the respondents and another 5, which is 4.8% of the population aged 31-
40 years. The surveyed women usually had a university degree, as this was declared by 8
mothers, representing 7.7% of the surveyed population, and by 6 mothers with secondary
education, representing 5.8% of the surveyed population. It should be added here that
none of the mothers belonging to this group had either primary or vocational education,
which may be one of the aspects characteristic of this group. In the vast majority of
cases, i.e. as many as 12 cases, which accounted for 11.6% of the respondents, this group
consisted of women who were not professionally employed. None of these mothers have
sought work. This aspect can also be a distinguishing feature of the group. Taking into
account the current private situation of the mothers representing this group, they were
mainly married; such a declaration was made by 8 women, i.e. 7.7%. Only 4 of this group
were in a civil partnership, which represents 3.8% of the studied population. From the
collected data we can also find out that the mothers being characterised mostly have one
child, as indicated by 7 of them, representing 6.7% of the respondents, and two children,
as declared by 5 of them, representing 4.8% of the population. Their children were
predominantly of school age, i.e. from 10 to 19 years of age, as indicated by 7 mothers,
representing 6.7% of the surveyed, or of preschool and early school age, i.e. from 3 to 9
years of age. This was the answer given by 6 mothers, representing 5.8% of the population
surveyed. Primarily with genetic disorders, as stated by 7 mothers, representing 6.7%
of the respondents, demonstrating mainly moderate mental retardation, as confirmed by
10 mothers, or 9.6% of the respondents. The child of none of the mothers examined had
a profound mental handicap. Moreover, in this group, 8 mothers, representing 7.7% of
the population, indicated that their child does not have additional conditions, while the
remaining 6, representing 5.8% of the respondents, indicated that their child has one. At
this point it should be added that no mother of this group has left this question unanswered,
which may indicate a great deal of knowledge of the nature of her children's disabilities.
The surveyed mothers mainly send their children to special schools - such answers were
given by 7 mothers, representing 6.7% of the surveyed population, and integrated schools
as declared by 5 mothers, representing 4.8% of the population.

The R2 group was represented by 28 women, representing 26.9% of the total population.
Statistically speaking, these were the oldest women. 10 of them, representing 9.6% of
the surveyed population, were in the 51-60 age range. Another larger group consisted of
9 mothers, i.e. 8.7% of the respondents, who were between 41-50 years old. These were
mostly women with secondary education, as declared by 14 of them, which represents
13.5% of the respondents, and women with tertiary education, which concerned 12 more

www.balticsportscience.com 67



Biatas M.
intellectual disability, mother, social roles
Balt ) Health Phys Act. 2021;13(1):63-82

mothers, representing 11.5% of the population. None of the mothers representing this
group had primary education. The vast majority of these were working women, as indicated
by the responses of 15 of them, which represents 14.4% of the surveyed population. Here
it should be added that although in this group of mothers there were those not working,
namely 8 of them, which is 7.7% of the respondents, the fact of being professionally
active and the declaration of willingness to find a job for themselves is a distinguishing
feature of this group of respondents. Although as many as 12 of them, representing
11.5% of the respondents, showed that they were married, the fact that almost all (except
for being a widow) of the possible answers were chosen indicates that, in comparison
with other groups of mothers, they are also in a different marital status. Undoubtedly,
a characteristic feature of this group of respondents is the number of children raised. 15
mothers from the same group, representing 14.4% of the surveyed population, indicated
that they were raising three or more children, which clearly distinguishes them from other
groups. Their children were mainly of school age, as indicated by 16 of them, representing
15.3% of the population, as well as of pre-school and early childhood age, as declared
by 11 of them, i.e. 10.6% of the respondents. Equally numerous groups of 10 mothers,
representing 9.6% each, declared that their children mainly suffered from genetic and
neurological disorders, causing moderate mental retardation. This is the answer given
by the majority, i.e. 16 mothers, which represents 15.3% of the population surveyed.
Comparable answers concerning the incidence of additional conditions in their children
were given by two groups of a similar size. The first one was 15 mothers, i.e. 14.4% of the
population surveyed, who stated that their children did not have any. The second group
consisted of the remaining 13 mothers, i.e. 12.5% of the studied population, who were
those declaring the occurrence of such diseases in their children. It is important to note
at this point that none of the mothers representing this group of respondents left this
question unanswered, which, as in the characteristics presented above, can prove that they
are aware of their children's problems and have an open declaration taking into account
such problems. The surveyed mothers revealed that their children mainly attended special
education facilities, as indicated by 13 of them, i.e. 12.6% of the examined population, and
integrated institutions, as declared by 10 mothers, i.e. 9.6% of the examined population.

The group marked R3 was represented by 25 mothers, representing 24% of the studied
population. Statistically speaking, it was a group made up of the youngest women, because
10 of them, representing 9.6% of the respondents, were aged 41-50. However, two further
groups were made up of six mothers each, representing 5.8% of the population, aged 25-
30 and 31-40 years with secondary education, as indicated by the majority of mothers,
i.e. 15, which represents 14.4% of the studied population. The vast majority of these
were non-working mothers - 22 of them gave such answers, representing 21.1% of the
respondents. Statistically, this group composed of married women represented the highest
percentage given its size. As many as 19 of them, representing 18.1% of the respondents,
made such a declaration. This feature seems to be characteristic of this group. The
largest number of mothers, as many as 15, or 14.4% of the respondents, had one child.
The remaining 10 mothers, i.e. 9.6% declared that they had two children. None of the
surveyed mothers in this group had three or more children. Statistically, the surveyed
mothers also had younger children. 14 of them, representing 13.5% of the population,
had pre-school and early childhood children, i.e. from 3 to 9 years old. The remaining 11
mothers, representing 10.6% of the population, had children of school age, i.e. from 10
to 19 years old. Taking into account the cause of their children's intellectual disabilities,
as many as 12 mothers indicated neurological disorders, which account for 11.5 %, and
genetic disorders, the most frequent contributor, according to eight respondents, i.e.
7.7 % of the population in question, to a moderate degree of mental retardation, and
according to seven more mothers, which accounts for 6.7 %, to a significant degree of
mental retardation. Undoubtedly a significant feature of this group of surveyed mothers is
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the noticeable lack of answers to the question of the occurrence of additional conditions in
their children, in as many as 20 cases, which represents as much as 19.2% of the surveyed
population. The remaining 5 mothers, i.e. 4.8% of respondents indicated that their children
do not have any. These figures are puzzling. Firstly, because the interviewed mothers
representing this sample indicated the existence of such conditions when answering the
interview questionnaires. Secondly, some of them have children with Down's syndrome,
for example, which is characterised by a set of defects. Such a declaration by respondents
raises further doubts about the form of education of their children. Although the largest
number of them, as many as nine, or 8.7% of the population, indicated that their children
attend mass institutions, and at the same time constituted the largest group among all
the surveyed mothers, as many as eight more mothers representing this group, or 7.7%
of those surveyed, declared that their children benefit from individual teaching, which
stands in opposition to their earlier declaration that there are no additional conditions
in their children or their desire to remain silent. This is because individual teaching is
granted to sick children whose state of health makes it impossible or significantly difficult
for them to take part in classroom activities.

The most numerous group, consisting of 37 mothers, representing 35.6% of the surveyed
population, were those identified by symbol R4. Taking into account the age criterion, as
many as 13 mothers, or 12.4% of the population, were aged 41-50. The second largest
population was made up of 11 mothers, i.e. 10.6% between 31 and 40 years of age. In this
group there was also 1 mother who was over 61 years old, which is 1% of the respondents.
The largest number of mothers, as many as 18, i.e. 17.3% of the population described
above, had primary education. The second largest group of 11 mothers, representing
10.6% of the respondents, were those with secondary education. None of the surveyed
women representing this group had a university degree. Although 25 of them, or 24%,
were unemployed, the 12 others, or 11.5%, were active in the labour market, putting this
group of women second in terms of this very criterion. Given the current family situation
of the surveyed mothers, the distribution of data is interesting. 20 of them, representing
19.3%, are married. However, as many as 10 women from this group, which accounts
for 9.6% of those surveyed according to the declaration, are single, which may be a
characteristic of the population being described. Most of them have two children. This was
the answer given by 25 women, i.e. 24% of the respondents. A large part in this respect
was made up of 10 more, i.e. 9.6% with three or more children. Comparably 14 mothers
in each , which is 13.5% of the population each, have children of both preschool age and
already adults over 19 years old. Although as many as 14 mothers, or 13.5 % of those
surveyed, had children with severe and moderate intellectual disabilities, as indicated
by 11 of them, i.e. 10.6 %, this group of mothers included the largest number of those,
namely 7, who had children with profound intellectual disabilities, while at the same
time constituting 6.7 % of the respondents. In the vast majority of cases, in as many as
30 cases, the surveyed mothers did not answer the question about the child's additional
conditions, which represents 28.8% of the population. The remaining 7, representing
6.7% of the respondents, showed that their children did not have such conditions. This
data seems to blur the real picture of the health of their children. As in the characteristics
of the previous group, this is either due to the ignorance of the respondents, a desire to
conceal this fact, or, most likely, the failure to notice such additional conditions in their
children or to treat them in a way that is naturally (inseparably) linked to the disability in
question. Comparable values relate to the declaration of the form of education of children.
14 mothers declared that their children participate in occupational therapy workshops,
representing 13.5% of the surveyed population. Another large group of 13 mothers, i.e.
12.5%, are those whose children attend special education facilities. There were also 2
mothers in this group, which represents 1.9% of the studied population, whose children
do not participate in any form of education due to their age or health condition.
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RESULTS

A detailed description of all four roles, based on a selection of the most significant

elements contained in the statements of the questioned mothers of children with

intellectual disabilities and their observations, is presented in the table below (Table 1).

The table includes research carried out at:

* the emotional level, expressed in specific vocabulary and form of expression;

¢ the behavioural level, based on observations of the examined mothers whose specific
type of behaviour was recorded at the time of their response;

» the axiological level, containing a set of preferred values of the examined mothers, which
were selected on the basis of the analysis of the texts of the interview questionnaires
filled in by them.

Table 1. Subjective characteristics of the assumed roles of mothers of children with intellectual disabilities
|
CHARACTERISTICS OF THE ASSUMED ROLE

EMOTIONAL LEVEL

R1

R2

R3

R4

Characteristic vocabulary

Characteristic vocabulary

Characteristic vocabulary

Characteristic vocabulary

* | experienced

alternating feelings.

e |t was a shock to

me, a huge pain and
nervousness.

e | was angry with

everyone, and | was
angry with God.

* A need to point out

anger at someone, like
a doctor.

e | struggle for her very

much

« I've lost my ability to

function carefree.

* I'm always busy with

something.

* The Polish government

has not taken care of
the mothers of these
children.

e |I'm gritting my teeth,

and I'm handling it.

e My form of protection is

attack.

¢ We rebelled a few

times, but enough is
enough.

e At first, there was a

shock, then a rebellion -
why it happened to us.

¢ | have become more

attentive and sensitive
to otherness, which |
also communicate to
healthy children.

e When I succeed in

earning something, e.g.
a trip for 1%.

e Our country is backward,

there is no empathy for
the disabled.

e Qur country is doing

nothing, it's just a guise
of action.

e |I'm not fighting for that

money, I'm taking it out.

* We are a country that

sweeps disabled people
under the carpet.

e | suggest that every

person should take care
of a disabled person for
at least 1 month and
then they will change at
least 1 month and then
they will change

* Depending on

You have to go ahead.

e Now it's all settled.
e A

little reorganisation
was needed.

e |t was hard at first, but it

gets better with time.

* We learned ourselves.
* I've come to terms with

the fact that | have a sick

child and we live on.
*'m trying to be a

responsible mother.

e I'm trying to be
more  organised and
responsible.

e When there is a bigger

down
make

problem, we sit
and talk, we
decisions together.

» After giving birth to my

son, | had to give up
my job, but when he
became independent, |
started working.

e | founded a company.
e | was a teacher before,

but I have no regrets.

o Aftertwo years|changed

schools for my son, he
attended an integrated
class.

o After three vyears, |
changed schools myself.

e You get used to
everything in a way.

e Everyone faces the
disability that is given to
them.

e My child's face is
characteristic of Down's
syndrome, we do

nothing about it.

* We have adapted our

apartment and car.

¢ She has her own room at

home, which is adapted
to her needs and we
rehabilitate her there.
the
condition, miracles
cannot be done at all
costs.

* There are some things

you can't get over.

* He realises that in life

he will need other skills
than healthy children.

| was ashamed of tears.
| was ashamed of my
friends.

We were an attraction of
the whole village.

Every neighbour came
with a gift, just to see my
daughter.
They looked
pushchair.
We stopped going to
church.

| couldn't concentrate,
| had the feeling all the
time that people were
looking at me.

People were pointing
fingers at our family.

| don't feel the need
to rest, because my
son does most of the
activities alone.

My son has protruding
ears. I'm trying to cover
it up with long hair.

My daughter suffers from
microcephaly, | hide her
dysmorphia with nice
clothes and haircut.

My daughter has slanted
eyes. | heard you could
operate on it.

My daughter doesn't
like these exercises, she
often cries and | stop
them.

My daughter doesn't
need rehabilitation. ¢
My daughter doesn't
need rehabilitation.

| had no expectations
regarding teachers. |
wanted my son to learn
something there.

This does not apply to
my child, because he is
not in the company of
healthy peers outside
school.

Yes, | talk, but only to
people who understand
it.

into the

No one comes by (only
our family).

My son has no friends.

| often experience such
thoughts, whether

* Frequent

* There's

* There's a

visits to
specialist doctors are
associated with financial
expenses.
We had to spend
PLN 1000 PLN on the
therapies alone.
It costs money to take
care of a child like that.
also
rehabilitation, but I'm
doing fine.
I am who | am, | consider
myself a good mother,
| take care of all my
children; they are equally
well cared for and can
count on me at any time.
feeling to
please a child so that it
can be happy.

* They won't be able to

provide that happiness for
themselves, we as parents
must take care of it.

» Taking care of her legal

interests, providing
all the benefits she is
entitled to.

| have to take care of
everything so that he

doesn't lack anything,
not only regular food,
but also  nutritional
supplements and
rehabilitation.

Don't let the sad

moments happen, cheer
up, cuddle up, have a
nice time.

The responsibility for
his son comes down to
ensuring that he doesn't
lack anything, that he
has a nice, cosy flat, that
he feels comfortable,
warm, colourful.

So that he always has
me. It's simply loving.

| promise Il buy him
something.

I'm so worried about my
children, but I'm also
worried about my future.

* | got so many clothes, so

many toys, | was giving
them away.
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R1

R2

R3

R4

| must seize every
opportunity to make life
easier for the child in
the future and now.

| was dead set

upon taking him to
physiotherapists and
practised with him every
day myself.

Talk to other parents,
inform and support
each other, don't give
up when things don't go
well.

If there were more of
us, we'd start our own
school.

But we act, we don't
give up, we start an
association.

| struggled for
something very hard,
and there wasn't much
missing and | lost.

| feel like a momentary
"depression", a
breakdown, but then |
brace up.

I'm trying to do my own
thing.

I'm trying to manage on
my own as much as |
can.

* |t's important to me that
she performs well, but to
the best of her ability.

| noticed that then | can't
feel sorry for myself,
because it's even harder
and | feel more tired.
Time heals all wounds.

| brace up, drink coffee
and it's better.
Sometimes, however,
coffee doesn't help.
Then, if | don't have
anything very urgent to
do, | just do what | really
need to do, the laundry
won't run away.

You wish you could be
perfect, but life has its
own rights.

| don't need fake friends
to get off the sinking ship
first.

At first, | was sorry, but
then | realised it was
better.

| have new friends today.
Sometimes they even
instructed me how to
raise my daughter badly,
but today | don't care.
Let them look, let them
talk.

I've changed some of my
friends or stopped seeing
the unpleasant ones.
Then | changed my
surroundings.

There were people

like that because they
thought | was stupid

and disabled like my
daughter, but | moved
away from them.

My life is the way | have
it, the fate have given me
this and I've accepted it.
The less | think of myself
as being miserable or
diminished, the better.
The more you do, the
less self-pity you have,
it's a prescription.

There are moments of
sadness and joy.

Every day is a new
experience.

Not everyone is given
this opportunity.

| feel that through what
I'm experiencing | know
more than others.

| see the world in a
different way.

Happiness is a fantasy, it's
important not to suffer.

someone might
unexpectedly approach
her, ask her about
something or touch

her. She doesn't like it
very much, she's very
nervous and she cries.
My husband doesn't like
it, so | don't go.
Inquisitiveness has
always been and will be.
Everybody wants to
know, see everything.
Everyone wanted to see
him.

Now people stare at him
on the street.

| have great neighbours,
sometimes we visit each
other, help each other,
support and counsel
each other.

| have a very good
contact with all the
neighbours, it is clear
that sometimes we will
argue, but it goes away
quickly.

Sometimes we go

to the cinema, but
occasionally, the tickets
are very expensive
because they cost
almost PLN 30, the
hairdresser in Gdansk
also costs money.

| colour my hair myself
and my friend cuts it, |
don't go to a beautician
at all.

My friend does my hair
well when | need it.

It's not bad now, and I'll
be fine in the future.
But | have a feeling I'll
be fine.

e | know I'm not alone.

| also understand, of
course, that there will be
difficult moments.

My husband and |

leave for one week to
regenerate and gain
strength for the whole
year.

[ leave my children with
their grandparents.

I'm glad that | have

a family, a healthy
daughter, a husband,
that we have a place to
live, that we're doing
well somehow.

My child will go to Konin,
there is a centre for such
children.

He's in the Occupational
Therapy Workshop now
and then he'll be in a
care centre.

Characteristic fo

rm of expression

For the sake of
emphasis, the words
are written in capital
letters.

Often used exclamation
marks and highlights.
Used plural, e.g. our
children.

Extensive statements.
Statements with
comments (often
critical) to the
interviewers or survey
creators.

Rhetorical character of
expression.

Longer expressions.

The tone of the speech is

calm, balanced, not very

emotional.

The statements contain

a charge of optimism,

an open perspective,

an idea for solving the

problem.

* Balanced statements,
based on previous
considerations.

* She’s speaking slowly,

realistically.

Shorter utterances.
* She often changes her

mind.

She blurs the text,

makes corrections.

* She censors her
answers.

* She's wondering before
answering.

» Often the speech takes

the form of an official

announcement.

Shortest utterances.
Curt utterances.

Often taking the form of
sentence equivalents.
Often the statements
are reduced to single
words (yes, no).
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BEHAVIOURAL LEVEL

Characteristic behaviour

R1 R2 R3 R4
* Energetic. * Subdued. » Stodgy in a relationship. | ¢ She seems like she's
* Temperamental. * Calm. * She can't distance late.
* Nervous while e Insular. herself, “chill out”. * She can't sit still.
answering.  Peaceful. * She pays attention to .

Prone to tears.

She raises the tone of
her voice.

She is characterised by
alternating emotional
reactions.

She seems lonely, often
despite the fact that
she has a relationship.

how she sits down.
She's correcting the
outfit.

She's trying to make a
good impression.

Often peeking at her
h

watch.

Clearly bored during the
survey.

Honest in her
statements.

Often referred to as
“hen” or “the Polish
mother” in a positive
sense.
Whole-hearted, most
natural.

AXIOLOGICAL LEVEL

Preferred values

* Child's best interests. * Child's best interests.  Child's best interests.  Child's best interests.
e Family. * Health. * Health. * Family’s best interests.
* Freedom. * Family. * Family. * Health.
* Responsibility. * Wisdom. * Love. * Dwelling.
* Dignity. * Having a goal. * Peace. * Work.

* Money.

Source: own elaboration.

The analysis of the collected material made it possible to adopt a conventional name
alongside the symbol used to define a given group of mothers (R1, R2, R3, R4), representing
specific features of the role they have assumed in relation to their children with intellectual
disabilities. This enables illustrating the particular scheme of their role in an even more
visible, symbolic and more eloquent way. At this point it should be stressed that in no way
should the conventional terms used to define the roles concerned be read pejoratively.
They are only a conventional symbol of the role played.

Therefore, the specific characteristics of mothers taking on specific roles in relation to their
children with intellectual disabilities made it possible to give them conventional names
(terms) which combine the characteristics of the respondents. On this basis, group R1 was
symbolically defined as «REBEL». For the mothers representing this group combined features
which, on the basis of the collected material and synonyms of this term, presented them as
persons such as: restless spirits, revolutionaries, warriors, opponents, activists, adversaries,
polemics or non-conformists, combining the most characteristic features of the subjects.

The next role, R2, was called «<RATIONALIST». In this case, the analysis of the statements
of the examined mothers seems to clearly indicate their rational approach to life. This
kind of traits concern people who stand firmly on the ground, think soberly, pragmatically,
practically and realistically. The characteristics of this group of examined mothers are
the most distinct.

The most difficult task was to find a name for the R3 role. The traits that the mothers
belonging to this group of subjects had in the dictionary of synonyms were described very
pejoratively, e.g.: a storyteller, a double dealer, a hypocrite, a manipulator, a mystifier, but
also an insincere person or an actor - a declaimer. Therefore, when defining the image
of the examined mothers, it was assumed that the most adequate label, combining the
features of the examined mothers was «SHAM» eloquently defining their assumed role.

The last was the role of R4, identified in the term «RESOURCEFUL». This “resourceful”

character reveals both the specific vocabulary of the mothers constituting this group of
subjects and the aims (motivations) of their verbal communication. Among the synonyms
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of the use of this term there are also such terms as: energetic, effective, tireless or caring,
but also cunning, able to win what she wants (even by blatancy or begging). Thus drawing
a picture of the characteristics of the examined mothers.

CHARACTERISTICS OF THE ASSUMED ROLES OF MOTHERS OF CHILDREN WITH INTELLECTUAL

DISABILITIES BASED ON THE EMPATHY MAP

It also seemed interesting to complement the terms used above to characterise the
particular roles of mothers of children with intellectual disabilities. Based on the analysis
of a set of unfinished sentences, modelled on the so-called empathy map used in the Design
Thinking Method by David Kelley, applied for a deep understanding of the needs, problems
and motivations of the subjects, so-called “walking in the shoes of the examined person”.
A subjective selection of the most characteristic statements of the mothers representing
the particular roles is presented in the table below (Table 2).

Table 2. Subjective selection of the mothers' most characteristic statements
|

Category MOTHERS' RESPONSES BY TYPE
of question
«REBEL» «RATIONALIST» «SHAM» «RESOURCEFUL»
My biggest pain in * my child's iliness. | « my child's * none. o that | am alive.
life is ... * my child's disability. disability.  constant failure. * the sorrows of my
* a sick child. * no certain child.
* my daughter's possibilities.  that I'm not brave
health. enough.
* my child's heart * house renovation.
defect. * Julia's dad.
* Prader-Willi * that I'm raising my
syndrome. child alone.
* no state support. ¢ the shortage of
* that none of the money.
people in power are * that | can't cure
interested in us. my child.
* too short a day.
| am most afraid ... * of a situation in e of my child's  of the future. » of old age.
which Maciek's illness. * of my son’s future. | * of loneliness.
siblings will be  that | won't be * whether | can * of a disease.
burdened with able to prepare take care of my  of death.
taking care of him. my son for the daughter in good * of worsening of
* that my daughter moment | die. health. the disease.
will be left alone. e of the society's * she won't even
* whether my son assessment of my have half the care
will be able to cope child. | give her.
after my death. * that my son will
* of the future of be alone when I'm
such children. gone.
* of what will » of an accident.
happen to our
children.
» of a war.
I'm nervous about ... | ¢ people's pettiness, | ¢ the way my * nothing. * helplessness.

egocentricity.

no care for the
environment.
bureaucracy and
slow driving.

my powerlessness.

daughter is taught.

no forbearance
from people.

that people judge
before they know
a child's potential.
my son’s
behaviour.

the noise the
children make.
human jealousy.
aggression and
callousness.

that people are
staring.

the looks of
people.

human
indifference.
that | have no
money.

My greatest dream
is ...

to travel freely.
to establish a
foundation.

a long journey.
there are several,
Paris, Venice or
(illegible).

a rest.

seeing my son
speak.

a peaceful old age.

to get away as far
away as possible.
to win the lottery.

seeing my son
healthy.

to see her walking
on her feet.

my daughter's
happiness.

my son's happiness
and independence.
to go on a trip abroad.
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Category MOTHERS' RESPONSES BY TYPE
of question
«REBEL» «RATIONALIST>» «SHAM» «RESOURCEFUL»
The values that * love and helping * honesty, respect,  love and sincerity. | ¢ sincerity.
guide me in life other people. wisdom. * love. * goodness,
are ... * openness, * ethical values. independence.
tolerance, * catholic religion, * faith, hope, love,
decency. principles and sincerity.
values. * diligence and
* perseverance and telling yourself the
patience. truth.
* the good that
comes back.

The most important

“what goes around

stability, strength, to be good to

not to give up.

rule in life is ... comes around”. dutifulness. other people. * mutual support.
* not to be ashamed * “what goes around
of your actions. comes around”.
* not to look back or
hurt others.
My life goal is ... * to raise children to | ¢ to progress * the happiness of * to raise my
be good people. through life. my children. children as well as
* to survive. ¢ the health of my possible.
* there are many. family. * to find an
¢ making dreams occupational
come true. therapy workshop
for my daughter.
* to live long.
What | need most * loving people. * peace and * security.  professional help.
is ... * the money to strength. ¢ consolation. * financial support.
start. * arest. * peace. * peace and greater
* purposeful, e support from my earnings.
reasonable people. husband.

My greatest desire
is ...

to provide our

the health of my  to have a healthy

to give my son a

children with children. family. good life.
systemic care * not to worry about | ¢ a miracle to * seeing the children
whether | have happen. succeed.
enough money to | ¢ to live outside the
live on. city.
* to rest completely.
Around me | can * my parents, * good and bad * aggression, anger | ¢ a lot of good.
see ... children, husband, people, happiness of busy people. * a lot of evil and
friends. and suffering.  the world. hate.
* nature.  everyday life. * people.
My thoughts ... * are going beyond | ¢ are revolving * are always with * go crazy.
the area in which around my my son. * are focused on
they operate on a daughter, her life | ¢ are only mine. what | do.
daily basis. and happiness. * are dark.
o are hustling full of | ¢ are revolving * are positive.
ideas. around my family.
* are rushing
forward.
| feel like ... * | can do something | ¢ | have to counton | ¢ I'mlivinguptomy | ¢ | can'tdo it
else. myself in life. values. sometimes.
* I'm needed. * sometimes I'm fed | ¢ I'm fulfilled. * it's gonna be okay.
* I'm already tired. up with my life. e I'm happy. * |I'm making my
* | go crazy * |'m often sad. baby happy.
sometimes. * I'm weak. * I'm getting older
e |I'ma good mum. and | have so
* I'm happy and much to do.
fulfilled.
Most often | hear ... * howgoodamanl| | < “llove you” from * something about * “mum”.
am. my daughter's beauty. * my child's voice.
* others complaining mouth. e “good morning”. * different things.
about ... * that | am strong. * the word “no” * that things will get
* “you can do it”. o that others feel better sooner or
good when I'm later.
with them. * that I am able to
cope in life.

* that my son is
healthy, and |
made up his illness
because he's
physically healthy.

My life is ... * a constant * not a fairy tale, ¢ a box full of * raising children.
fulfilment but it's very good. surprises. o my family.
of duties, * “here today, gone | ¢ an adventure. * constantly coping
expkectations, tomorrow”. e my family. with everyday life.
tasks.
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Category MOTHERS’ RESPONSES BY TYPE
of question
«REBEL» «RATIONALIST» «SHAM» «RESOURCEFUL»
* a constant * happiness and * monotony.
struggle. suffering. * a chapter of
* fighting for my * labour accidents.
daughter's health.

As a woman ... ¢ | feel that this * |'m proud of e |I'm busy. * I'm good.

sphere is empty. myself. * I'm fulfilled. o | fulfil myself.
* | am unsatisfied * | am valuable. e | don't like myself. | ¢ I'm not attractive.
and sometimes e | try to keep myself | ¢ | feel lost.
angry. in mind.
* | feel undervalued. | ¢ I'm open to new
* I'm close to things, | don't
feminism. close myself off
from the world.

As a mother ... * I'm like a lioness * | feel fulfilled and e I'm trying to meet | ¢ I'm calm.
protecting her responsible for my my child's needs o | feel fulfilled.
offspring. son's life. * I'm an ordinary

* I'm fulfilled. * | feel fulfilled. person.
* | will do my best * | feel responsible
to make my child and happy.
ha * | love my daughter.

ppy.
| still have a lot to

not all my dreams

0. have come true

* | feel | have for my children

a mission to because of the

complete. alcoholic and lack
* | like my children. of money.
* | don't feel

completely

satisfied | want a

third child.

Source: own elaboration

On this basis, the analysis of unfinished sentences of the mothers of children with
intellectual disabilities representing group R1, conventionally referred to as «REBEL»,
makes it possible to draw a picture of the respondents in which they appear to take
a critical attitude, for example, indicating negligence on the part of the authorities/state
in respect of the interest in the fate of their children. The surveyed mothers are most
concerned about the future of their children with intellectual disabilities, that is, what
will happen to them when they die. Their concerns not only focus on the specific fate of
their son or daughter, but are more common, as an expression of concern for the overall
fate of “such children”. In addition, the surveyed mothers are afraid of the thought that
in the future they will somehow condemn their healthy children to care for sick siblings.
In this regard, their “discomfort” is enormous because, on the one hand, they are aware
of the difficulties of caring for a son or daughter with intellectual disabilities, and on
the other hand, as can only be presumed, they consider the ethics of entrusting “such an
inheritance” to healthy children whose happy life "without burden" also is in their hearts.
What is extremely interesting, the fears of mothers representing this group of respondents
also include those related to the feeling of military threats the possible consequences of
which (even if only indirect) could probably worsen their already difficult situation (e.g.
more expensive credits, more expensive fuel and thus food, medicines etc.). The fear of
war as a choice of answers of the examined mothers representing this group was not
isolated. This global thinking is also evidenced by the need to take care of the natural
environment and thus noting the shortcomings in this area. Similarly, it is signalled that
other people focus exclusively on themselves and their particular interests or matters,
which, as they prove, is often the reason for their “rebellion”. They may also find it
a serious burden to be aware of their own powerlessness. This is the case for those who
both feel “too small”, “too quiet” to be able to count on the attention of others, from
whom they would only expect the proverbial offering of their hand, and those who are
aware of their own potential which is limited by the fact (in this case) of raising a child
with intellectual disability. The dreams of the “rebel” mothers are connected with the
need to travel and thus to rest, to change their perspective, to concentrate on pleasant
and carefree things. This kind of need concerned many mothers in this group. Especially
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since many of them complained about fatigue not only in the physical aspect (“I'm already
tired”) but also in the mental aspect (“I go crazy sometimes”). The above results from
fulfilling everyday, difficult duties, “tasks”, as well as the “struggle for ...”, which, as we
know, is associated with an overwhelming concentration of strength, and then the need
for rest and regeneration which, as you can guess, the examined mothers cannot always
afford. Their dreams are also aimed at a more measurable goal, such as “establishing
a foundation” whose primary goal may be to make their dreams of improving the fate of
their children with intellectual disabilities a reality, which is also linked to many adversities,
difficulties resulting from, for example, the lack of “the money to start” or “too short
a day”. In addition to the values that are typical and thus also professed by many people,
such as love, the surveyed mothers emphasize the willingness to help others, openness and
tolerance, which in a way sets them in the direction of “towards people”, “together with
people”. This thesis is confirmed both by their life's principles (“what goes around comes
around”) and by their declared needs which prove their desire to surround themselves
with “loving people”, children, family, and to be with their husband/partner. However, this
kind of need seems to be the only thing that remains for many of them. This can be seen in
the way they perceive themselves as women: “unfulfilled, undervalued, meaningless” (in
the sense of: not perceiving their own femininity, as well as the fact of not perceiving it by
others, e.g. a husband/partner). They often consider their femininity in the misunderstood
feminist movement, superficially painting the image of women as strong and independent
people, who do not need love, tenderness, and men taking care of them. A characteristic
feature of this group of surveyed mothers is the life goal they have set for themselves,
namely to “raise their children to be good people”, which during the research was not
just an individual hint, as was their greatest desire, focusing on “providing our children
with systemic care”. They are “like lionesses protecting their offspring”, which in the
case of mothers of children with intellectual disabilities seems significant because their
children will never fully become "adults", independent, able to organise their private
and professional lives, etc., thus placing the mothers in a constant readiness to protect,
fight and care for their fate, also - and perhaps above all - in the future. However, their
thinking on this issue is symptomatic of this group of respondents, because they do not
focus exclusively on improving their children’s fate. They care about the welfare of other
children with intellectual disabilities or people in general, which proves their more global
thinking, openness or need to “be there for others”. The “hustle of thoughts”, “thoughts
full of ideas”, “rushing forward” may also be disturbing for this group of mothers. Only
seemingly, in some cases, it may appear to be a positive value, testifying to their creativity
and will to fight. It can be dangerous not to meet them, especially when they lose a battle
and their dream goal is not achieved. Burning out, which can occur as a result of many lost
battles, heated up by the incriminating awareness that “I'm needed”, or by the words heard
from loved ones, “you can do it”, can consequently become a reason for their destruction.

The image of the mothers representing the R2 group, symbolically defined as «RATIONALIST»,
shows them as people who have a rational approach to life, confirming that this group of
subjects was correctly defined. Their rational approach to life is evidenced by statements
indicating that they perceive it in terms of “here today, gone tomorrow”, “happiness and
suffering”, allowing them to sketch out their image as people who approach life rationally.
Their rationalism of thinking about life on the one hand can inspire optimism, exemplified
by the words of one of the mothers: “my life is not a fairy tale, but it is good”. On the
other hand, they can prove that they are constantly considering black scenarios, as well
as being in constant readiness for something bad that may still happen in their lives, e.g.
worsening of their child's condition or fearing “that I won't be able to prepare my son for
the moment I die”. Their thoughts still “are revolving around my family”. As mothers, they
are aware of their own transitoriness and, consequently, of the inevitability of leaving their
child unaccompanied, as well as a constant fear of something that would threaten the
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existence of their child or themselves. Their life goal is mainly to “survive”, to “progress
through life” in full awareness of the fact that “they have to count only on themselves”.
Then they need not only extra strength, but also rest, which they cannot always expect.
It should be assumed that this is not just about some short-term relaxation, but the need
for total rest, the so-called “reset”, because sometimes they are “fed up with their lives”
and the desired rest would seem to provide them with a fresh and, of course, rational
view of their lives, especially since a large number of them are also professionally active.
However, this unspeakable need may never be met for the group of mothers described.
The environment perceives them as strong people, which is undoubtedly true, but blurring
their real image, for example, in those moments of their lives when they feel depressed,
expecting support and help, which - as we can only assume - often does not happen. It
seems that the mask of a woman who is strong, rational, hard on the ground can often cover
up their true image, especially as many of them indicated that they “see people around
them who don't always understand them”, needing those “purposeful” and “reasonable”
ones (implicitly: just like them - specific and rational to life). An interesting picture of the
examined mothers qualified to the group of “rationalists” can be read from the analysis of
values they follow in life. In this respect, we can say that these are mothers with the most
stable axiological pillar. It is dominated by ethical values, both universal and Catholic.
Many of them pointed to the religion the principles of which are also manifested in their
behaviour: “not to harm others”, “not to be ashamed of your actions”, “the good that
comes back", which are examples of life mottos. However, the values that many of them
have pointed out are significant for this group of mothers. These include: “perseverance”,
“strength”, “patience”, “stability”, “dutifulness” which most reflect the image of the
subjects. The “rationalist” mothers show a kind of tendency to master every aspect of their
lives, and thus of the lives of their children with intellectual disabilities, and therefore an
unquestionable source of their stress is the problems associated with the incompetent
“way of teaching their children”. Mothers who have signalled the problem in this or similar
ways are aware of both the shortcomings and the educational possibilities of their children
who sometimes do not encounter understanding from teachers or educators. This is due to
“people's lack of understanding”, resulting from a lack of desire to understand their real
problems. As mothers, most of them feel fulfilled, although some of them lack e.g. “a third
child”, which is significant for this group of respondents, where statistically most mothers
have three or more children. A disturbing element of their characteristics is the feeling
that they still have many difficult tasks ahead of them. In practice, this can mean a lack
of satisfaction with past life, a lack of joy and rejoicing in minor successes because of the
feeling of “walking on thin ice”, or because of the need to prepare for every scenario that
their future may bring. It also seems that the sense of “mission they have to accomplish”
can open them up more to the future than to the present day, making them, despite their
rational approach to life, set themselves goals that are too distant or too demanding,
without enjoying the small successes they undoubtedly achieve on a daily basis.

The hermeneutical analysis of the unfinished sentences of the R3 group, with the
conventional term «SHAM>», seems to be the most difficult. It is not infrequent that the
statements of mothers representing this group of respondents differ, which would be
understandable as they come from 25 representatives. However, individual mothers from
this group of subjects build a dichotomous picture of themselves through their statements,
e.g. the same mother writes that “her greatest life's pain is constant failure” (implicitly:
nothing works for me), adding in the next one that “she feels happy and fulfilled”, which
makes her deny herself somewhat. There are many such examples, which seems to be
a characteristic feature of the “sham” mothers. Another characteristic feature of this
group of respondents is, firstly, shorter statements. Secondly, what seems to be worth
emphasizing, utterances which somehow “quench” the discussion, not allowing one to look
into the “inside” of the examined person. Typical and yet not isolated examples include,
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e.g. the complement “none” (implicitly: [ have no pain in life) in response to “My biggest
pain in life is ...” or the complement “nothing” (implicitly: nothing annoys me, everything
is in perfect order) in response to “I'm nervous about ...” which, as can only be assumed,
build a false - virtual image of the subjects. An example of building an apparent image
of oneself and one's life is the statement of a mother for whom her life is “a box full of
surprises”. This does not mean that a mother of a child with intellectual disability cannot
lead an interesting life. It seems, however, that this statement is inadequate, fitting
more to “a celebrity receiving gifts” than to a mother whose main activity is dedicated to
a child with intellectual disability, which seems to be a wishful thinking of her life. However,
there is no doubt that the source of stress for the surveyed mothers are concerns about
the future, especially those related to the future of their children and whether they
themselves will be able to function well enough in the future to support their children
with intellectual disabilities. It is also characteristic for this group of examined mothers
that they pay too much attention to others’ opinions. It seems that the “sham” mothers
would prefer to present themselves to society in a different way, from the better side, to
present their own vision of themselves, their children, or their family. In reality, however,
they collide with the fact that “people are staring” (implicitly: paying special attention
to these attributes which they would prefer to conceal, not to show outside e.g. “son’s
behaviour”). The surveyed mothers pay special attention to “people's looks” and their
judgements (implicitly: negative in the mothers' judgements), assuming in advance that
these people are “jealous”, “aggressive”, or “devoid of feelings”. Among the greatest
dreams of the surveyed mothers are those related to making up for the deficiencies of
their children resulting from disability, e.g. “seeing my son speak” and the vision of their
own peaceful old age. Their thinking on the issue in question often takes the form of
“magical desires and dreams” in which they expect “a miracle to happen” or a "to win
the lottery”, which in both cases would, implicitly, significantly change their fate. In the
first one, it would probably be having a healthy child like other children who wouldn't
catch the eyes of strangers or a generally healthy part of the family. In the latter case,
a large injection of cash would divert attention away from the real problems they have
with their children with intellectual disabilities, allow them to arrange their lives in
a different way, perhaps solving many existential problems, as well as those related to
the provision of extensive care and assistance to their children with disability, ensuring
their future. It seems that through their statements the examined mothers show a need to
escape. One of its forms is non-verbalised, read between the lines as an escape from the
true self. The second one indicates directly the need to e.g. “live outside the city”, which
in their case can be read as a need to hide from the world, or directly “run away as far as
possible”. Both exemplifications may be examples of a serious burden resulting, firstly,
from an internal need to keep up appearances and, secondly, as can only be assumed,
from the unrealistic nature of their dreams. Love is one of the greatest values of this
group of surveyed mothers, as indicated by almost the entire population. Another value,
also not isolated, is sincerity which seems to be an alien value to the subjects themselves.
The needs of these mothers, in addition to those indicated above, are focused on safety
and peace the provision of which lies with the husband/partner, since the vast majority of
them do not work. It seems that only in some cases the examined mothers have revealed
their true face. Under the guise of a fulfilled and happy woman, which does not rule out
these possibilities, there is - at least in the great majority of cases - a “weak” woman who
is “sad”, “dislikes herself”, “bored with the monotony of her life”, a mother whose real
life goal is to “fulfil dreams” and “the needs of her child”. This is how a mother appears
to have two faces: the one she presents at home, and the one she brings to the outside,
keeping up appearances even towards herself as a woman (“sometimes I have dreams,
then I think it's stupid to think about myself in my situation”).

Mothers representing the role of R4, conventionally referred to as <RESOURCEFUL»,
present themselves as people who want the best for their children. However, their dreams
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and life’s ills concerning this sphere take on a wishful thinking: “seeing my son healthy”,
“to see her walking on her feet”, “my son's happiness and independence”, “that I can't cure
my child”. Their desires, which unfortunately will not be fulfilled, may, on the one hand, be
a source of their stress because they cannot solve these problems, and on the other hand,
they appear to be a driving force for action on behalf of their children with intellectual
disabilities. Among these are the simplest ones that mothers can deal with on their own,
such as removing sadness from the faces of their children, through more practical ones
such as “finding an occupational therapy workshop for my daughter”, to the so-called
“flagship ones” that most mothers aim for: “to raise my children as well as possible” or
"to give my son a good life”. The surveyed mothers are aware that there are obstacles in
their path (“I'm not brave enough”) and those related to financial shortcomings. It seems
that the surveyed mothers approach these issues in a task-based manner, consistently
pursuing their goals, constantly proving that they manage in life, which is confirmed by
words heard from loved ones approving of their competence: “that I am able to cope in
life”. However, providing evidence of the accuracy of defining this group of mothers does
not mean that they are self-sufficient in their resourceful actions. The representatives of
this group openly admit that they need “professional help”, “financial support” or “higher
earnings” which, as further analysis of their statements proves, are often a reality for them.
Generally speaking, one can say that the mothers belonging to this group are oriented
towards cooperation and “mutual support” in which they probably see the source of their
strength. In terms of the concerns they have, they present themselves in a typical way,
like most mothers of children with intellectual disabilities. This is because they concern
issues that can be looked at from the point of view of a child, e.g. “the worsening of the
illness (implicitly: of the child), “providing (implicitly: to the child) care after (implicitly:
her) death”, etc., and from the point of view of mothers who e.g. are afraid of “their own
death”, accidents, illness, old age, loneliness, realising that their death, or being infirm
will influence the quality of life of their children. Their concerns in this regard may also
be a source of their stress. Another may be due to a lack of strength, fatigue, but also
financial shortcomings, then they may say, “I can't do it sometimes”. The principles they
follow - “do not give up”, or words they hear from their loved ones: “things will get better
sooner or later” can be the strength for them to cope with the toughest moments. They
can also be a cause that will inhibit their activity. The statement made by one of the
mothers is worrying in this respect: “My biggest pain in life is [that] I am alive”, which
is evidence of experiencing so-called depressive moments, such as those of "that they’'re
raising their children alone”, “husband’s/partner's alcoholism”, or other family problems
that hinder their functioning. Although in the spectrum of values they follow there are
those typical of “faith, hope and love”, almost all the mothers in this group of subjects
indicated “sincerity” as the overriding value. This may indicate openness and the need to
be fully aware of the nature of the problems that affect them and thus be more effective
(resourceful) in overcoming them. They feel best in the role of mothers in which they are
“fulfilled”, “calm”, loving their children with intellectual disabilities with a love that can be
described in the good sense of the word as “ordinary”, which can be interpreted, on the one
hand, as concern for ensuring existence, wellbeing, satisfaction, and, on the other hand, as
being a warm, sometimes indulgent, fully accepting mother like others for their children.

DISCUSSION AND CONCLUSIONS

The role of parents caring for children with intellectual disabilities has been the focus
of many researchers [20, 21, 9]. However, observation of social life indicates that it is
mainly mothers (without diminishing the significant role of fathers) who are involved in
the daily care and upbringing of their children with intellectual disabilities. Hence, it was
of interest to the author of this study to categorise and describe the roles that mothers
of children with intellectual disabilities construct on the basis of their physical (somatic),
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psychological, personality characteristics and social conditions. The conducted research
enabled identifying the most characteristic features of the roles played and grouping them

»oou T

into symbolic names: “rebel”, “rationalist”, “sham”, “resourceful”.

At this point it is worth asking what was the purpose of this assignment of mothers of
children with disabilities to a particular group? Well, this division (even if not in a "pure"
way, at least in a "mixed" way) based on the identification of the characteristic features
of each role can be useful for the therapist who can quickly and precisely extract specific
points of contact and use them in individual therapy dedicated to a specific mother of
a child with an intellectual disability. A similar approach to therapeutic practice can be
found in the work of Patterson and his colleagues at the Centre for Social Learning in
Oregon [22, 23, 24] who, more than 50 years ago, described the individual characteristics
of patients undergoing therapeutic interventions, compiling a list of their specific traits
and behaviours in a specially designed manual. On this basis, it seems that relying on
ready-made material (the above description of characteristic features) shortens the process
of therapeutic diagnosis by allowing the therapist to identify more important life topics
that may be relevant to mothers participating in therapy, by allowing one to name them,
discuss them, identify possible problems and try to identify opportunities for solving them,
changing or modifying the role played [25]. A therapist knowing, for example, that the
characteristics of a mother most closely match those of a <REBEL» mother, characterised by
strength, courage, taking initiative, fighting for the interests of her child with intellectual
disabilities, etc., can quickly predict that the consequence of this role is burnout, a sense
of powerlessness or loneliness in one's own actions - the essence of the therapy dedicated
to her. Knowing that a given mother can be assigned to the group «<SHAM» whose life
attitude indicates e.g. abnormal social relations, living on the one hand in constant fear,
anxiety, guilt and shame, and on the other hand pretending to be happy and satisfied with
her life. In fact, revealing its dichotomous functioning which can also be an important
aspect of personalised therapy. A similar approach is widely described in therapeutic
practice, for example in the Goldenberg family therapy manuals [26].

The characterisation made of the roles of mothers of children with intellectual disabilities
can also be helpful for the mother to acquire an awareness of the role she performs. In
this sense, therapeutic work dedicated to such a mother can confront the role she plays
with others that may be in opposition to the leading one. The conflict, inhibiting the
full realisation of the other roles, may become the reason (motive) for her therapy. The
therapist's role in this aspect is to indicate the points of contact (conflicts) resulting from
the role adopted by the mother of a child with intellectual disabilities in relation to the
others, sketching an outline of the prognosis resulting from the implementation of the
scenario chosen by her. For example, a mother whose traits most closely match those of
a group conventionally termed «RATIONALIST» takes a rational approach to “organising
life” for her child with an intellectual disability and has a strong sense of mission to be
accomplished. Looking at the world from too distant a perspective, in order to anticipate
possible dangers, to be prepared for rational solutions to unfavourable circumstances
that may occur, the everyday reality may disappear. This knowledge may suggest that the
therapist assess this condition and be helpful in identifying the characteristics of the other
roles she plays in relation to her other children, life partner, employer or other significant
people. Awareness of the role played by the mother will, in this case, make it possible to
single out and name those qualities that stand in contrast to the other roles played by
her, namely those without internal agreement, e.g. her lack of awareness of the emotional
neglect of her other children or the deterioration of her partner relationships of which
she was previously unaware or those which are in opposition to it, e.g. the chronic need
to rest, to “reset”, and consequently to make these needs real. Becoming self-aware of the
role played by a mother of a child with an intellectual disability makes her an observer
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with different points of view and thus allows her to gain distance from it, which can be a
turning point in therapy [27]. A similar position can be found in the work of the Ackerman
Institute staff e.g. [28, 29] and in many more recent studies [30, 311.

Identifying the role played by a mother of a child with an intellectual disability, her narrative
understanding can also be helpful when her characteristics most closely match those of
mothers in the <RESOURCEFUL» group. On the surface, it would seem that there are no
grounds for modifying the role of a mother who has dedicated her whole life, all her energy,
all her actions, thinking, worries and fears to her child with an intellectual disability, for
example, when struggling with financial problems, setting the happiness and well-being
of her child as a goal, while at the same time thinking wishfully and unrealistically “that
her son would be healthy”, “that her daughter would walk on her feet”. The fact is that
this role does not require a categorical break with that most essential of values - her
intellectually disabled child and her care for them. It is not possible to ask a mother to
make her intellectually disabled child no longer an absolute value for her. However, in
such a case, the therapist's task could be, for example, to empower the mother, to develop
in her an attitude of readiness, to release in her the potential to absorb new values. In
other words, if her attention is solely focused on her intellectually disabled child, who is
of absolute value to her, while at the same time she struggles to cope with the problems
of everyday life, it is the therapist's task to make her also turn towards something new,
objectively meaningful, to open up to other people, to open up to the world. It is not a
question of the mother ceasing to treat her intellectually disabled child as a value (this
is impossible), but of opening up to new values as well, absorbing them in proportion.
The adoption of new values, the desire for them, positively influences the shape of the
role she has played so far as a mother of a child with an intellectual disability [32, 33,
34]. While accepting herself and acquiring the ability to maintain her self-esteem [27).
Understanding her role will also allow her to rediscover herself, to love herself and to
discover the meaning of her life, which will undoubtedly involve an improvement in the
quality of her life despite the difficult situation in which she finds herself [35, 9].
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