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SUMMARY

When a child is born with a deformed face, his/her social environment
is quickly confronted with a change which undoubtedly favours nu-
merous over-generalizations. Children with craniofacial microsomia
anomalies (CFCs) may experience less social support, more rejec-
tion and make them withdraw from their social life more fre_cwently.
The purpose of this research study is to show how children with cran-
iofacial hypoplasia abnormalities is perceived by their close relatives.
The sample of this study consisted of 26 participants (F=16; M=10).
This research study was conducted using the following question-
naire methods: the Scale of Over-Generalization Effect by K. Milska
and A. ManskléSOGE, modified Own Health Assessment Scale
method (SOWC) and the Authors-Designed Questionnaire (ADQ)
to obtain information on the issue.

A child’s iliness always affects a variety of family life spheres. Most
of the surveyed women did not experience any complication durin
pregnancy or childbirth. Unfortunately, after their child was diagnosed,
most adults were not offered getting in contact with a psychologist /
ps%chlatrl_st/ psychotherapist. Some relatives — after the birth of a child
wifh craniofacial microsomia (CFM) — reduced their working hours or
gave up work completely in order to take care of the child. The most
urgent needs for this child’s illness reported by adults most often re-
ferred to educational and financial matters. At the time of this research
study, most of the respondents (61%) — upon the birth of a child with
CFM — considered it plausible to enlarge their family. )

As a result of the conducted research studies, new variable sys-
tems (a type and character of dysmorphia, closeness — distance)
were identified, which may be a relevant element to facilitate re-
search studies on the Percephon of children with body deformities
by their environment. In the characteristics of a child with CFM, it
was shown that his/her close relatives evaluate the child positively.
Family members apply constructive strategies for coping with the
child’s iliness, however, the research study results indicate the le-
?ltlmacy of introduction of {szchologlcal and Igﬁ/ch!atnc consulta-
lons for close relatives to the standards of CFM child treatment.

Key words: neurodevelopmental disorders, craniofacial
dysmorphy, overgeneralization, anomalous face
overgeneralization, microgenetic theory
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BACKGROUND

Craniofacial microsomia (CFM) is a complex, congenital disorder which af-
fects person’s key facial parts. In the literature on the subject, CFM is charac-
terised to be a spectrum of anomalies starting from isolated, unilateral facial
defects within selected face parts up to bilateral malformations of ears, mandible,
soft facial tissues and eye surroundings [1]. Under CFM the following two com-
plex syndromes are most often diagnosed: hemifacial microsomia (HFM) and
oculo-auriculo-vertebral dysplasia (OAVS). If facial abnormalities are found on
the left or right side, HFM is the most common diagnosis. In the case of OAVS,
the diagnostic process is more complicated because changes which form the
so-called classical triad of changes should be singled out: mandibular underde-
velopment resulting in facial asymmetry, eye and ear deformations and spine
changes [2,3]. It is worth mentioning that — apart from the structural changes
mentioned above — the following abnormalities may often occur in the CFM spec-
trum: upper respiratory tract obstruction, dysphagia, speech and hearing disor-
ders and central nervous system defects [1]. As numerous authors point out
[4,5,6,7], it is difficult to unequivocally explain the origin of neurodevelopmental
disorders which occur under the CFM spectrum. When intellectual disability oc-
curs, dominantly it is at mild and moderate level, i.e. children with intellectual
disabilities experience learning difficulties and emotional disorders relatively often
and they are only occasionally diagnosed with severe intellectual disabilities. As Gu-
ralnick [6,7] points out, negative behavioural effects can be effectively smoothened
by accurate and reliable functional diagnosis and early implementation of rehabilita-
tion and therapeutic effects. Riklin et al.[8] made a review of more than 35 articles
on adolescents with CFM and their psychosocial behaviour and indicated that
low social skills and negative interactions with peers are an inherent aspect of
such disorders. The coexistence of these features in the light of the data provided
may result in, among others, a lack of self-confidence, loneliness, little positive
support and also much self-discontent. The authors of this paper also indicate
in their theoretical analyses that a face itself and its adaptive role in interactions
with other people may play an important role in the emergence of difficulties in
social relations kept by CFM-affected people.

From a psychological perspective, a person’s face is an extraordinary source
of impressions which let us to acquire knowledge about other people. The ac-
quisition of this knowledge undoubtedly takes place in interactions between and
among people. Relatively recently, a number of factors related to the physicality
of a given person’s face have been discovered and described which very strongly
determine his or her ‘picture’ in other people’sminds. Zebrowitz and Montepare
[9] defined this method of deduction as overgeneralization. Unusually often this
type of deduction is related to the physical attractiveness of an individual person’s
face (anomalous face overgeneralization). Griffin and Langlois [10] point out that
people tend to perceive persons with unattractive faces in a more negative man-
ner. As a number of the authors emphasise [11,12,13], this manner of attribution
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of certain features related to interpersonal space has a adaptative value. Quite
often such a changed face is interpreted as powerlessness or impuissance of
its owner, presence of certain diseases or gene abnormalities [9]. It is worth not-
ing that the term “dysmorphia” stands for an extremely broad spectrum of mor-
phological anomalies to be perceived on one’s face [14]. Dysmorphic changes
are common in clinical practice and may include:

» alack of certain anatomical parts on the face;

» changes in the structure of certain facial parts consisting in breaking its con-
tinuity within one or more areas;

+ disorders in the development of a given part (e.g. a malformed auricle, split
nose or wide mouth, etc.);

» displacements of selected facial and masticatory organ elements, e.g. Pierre
Robin sequence, narrowly spaced eyes in Cri Du Chat syndrome, slanted
palpebral fissures in Down syndrome;

» changes in the profile, features and proportions of facial parts (e.g. as a holo-
prosencephaly effect, Edwards syndrome, Patau syndrome, etc.) [15].

It is worth pointing out that facial dysmorphia is congenital. A face gets devel-
oped between 4 and 8 weeks of foetal life, and at the end of the embryonic period
it takes on a completely human appearance. When a child is born with a de-
formed face, his/her social environment is quickly confronted with a change
which undoubtedly favours numerous over-generalizations. As mentioned earlier
[8], adolescents with craniofacial microsomia anomalies (CFCs) may experience
less social support, more rejection and make them withdraw from their social life
more frequently. This kind of experience many a time build grounds for CFCs
patients’ future social interactions. It is easy to notice that their existing difficulties
in social relations may have a secondary nature and over-generalizations of
healthy people who “happen to took part” in relations to people with CFCs may
be their primary source. In turn, the research studies made by Manski [16,17]
show that facial dysmorphia suffered by children with moderate intellectual dis-
abilities may remain unnoticed by their mothers and educators in special educa-
tion centres. In the context of these studies, relevant dependencies were detected
between the image of a child and his/her personality, disease pattern and
mother’s and teachers’ value system. The detected phenomenon made scientists
and practitioners focus on interpersonal factors related to people involved in di-
agnostics, treatment and rehabilitation of people with facial deformities. How they
perceive a person with facial dysmorphia not only depends on a level of their
professional competence but also on numerous personal specificities, including
the image of bonds (the emotional dimension of their relations) built in the pro-
cess of diagnostics, treatment and broadly-understood rehabilitation [18,16].

MATERIAL

The research study was performed at the conference organised for carers of
children with craniofacial malformations, which took place at the Facial Cranio-
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facial Surgery Centre with Department of Maxillofacial and Reconstructive Sur-
gery in Olsztyn and during individual meetings with carers while their visits to
the Psychological Counselling Centre for Rare Genetic Diseases at the Institute
of Psychology of the University of Gdansk.

The research study involved 26 legal guardians of CFM-affected children, 14
of them were married (7 couples). The other participants formed a group con-
sisting of one parent of each child (n=11) and one person with the legal status of
a minor person’s guardian who is not his/her biological parent (grandmother) (n=1).
The study group consisted of 16 women and 10 men aged from 30 to 52 years
(M=38.1 years; SD=6.2). 90% of the respondents were married, the rest were sin-
gles or divorced persons.An information note: the limitation connected with number
of participants (close relatives) is due to the CFM which is one of the rare diseases
spectrum. The participation in the study was voluntary, the study was made after
the consent of the participants. This scientific project was approved by the Inde-
pendent Bioethical Committee for Scientific Research at the Medical University of
Gdansk (NKBBN/48/2017) and the management of the Provincial Specialist Chil-
dren’s Hospital named after Prof. Stanistaw Popowski in Olsztyn.

METHODS

The research study was conducted with the application of questionnaire meth-
ods. The following research methods were applied: the Authors-Designed Ques-
tionnaire (ADQ), the Scale of Over-Generalization Effect (SEN) by K. Milska and
A. Manski and the modified Own Disease Assessment Scale (SOWC) by S.
Steuden. Below is a brief description of the applied research methods.

The Authors-Designed Questionnaire (ADQ) used in the study was intended
to obtain basic information about the respondents. It covered a set of questions
referred to such exemplary variables as: gender, education, place of living, etc.
Additionally, the respondents were asked about circumstances of getting a CFM
diagnosis and influence of this disease on the social and family standing of child’s
relatives.

The Scale of Over-Generalization Effectcontains 20 pairs of adjectives with
opposite meaning. Each pair forms a bipolar 1-7-point scale which lets to eval-
uate a particular feature. Based on the constructed profile showing a level / in-
tensity of the features specified in the SEN method, the following information
can be obtained: a general picture of an individual child, distribution of four fac-
tors and their intensity (Dexterity, Personality traits, Value and Appearance) as
well as a profile of 20 individual characteristics [16].

The Own Disease Assessment Scale by S. Steuden was modified as required
for this study. A change was made to the reference point in the assessment of
each item. The respondents were asked to assess the relevance of their child’s
illness (instead of the originally determined relevance of their own iliness). The
respondents’ task was to express their opinion to each statement at the 5-point
Likert scale. Here is an example of such a statement: “For me, my child’s illness
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is a loss of hope to accomplish my personal life plans.” The provided method
consists of 6 thematic scales and 1 control scale. Among the thematic scales, 3 of
them (Challenge, Value and Benefit) refer to the illness in a positive manner and
3 ones (Threat, Obstacle / Loss, Harm) let to make a statement on its negative
aspects under the psychological pattern of this disease. The control scale (Rel-
evance) is the starting point for all kinds of analyses because it shows a level of
balance between health and illness, indicating the potential dominance of any
of these two conditions [19].

RESULTS

Perinatal context

In most families (58%) no complications related to the child or mother’s health
during pregnancy were reported. Nearly 79% of women did not experience any
difficulties during childbirth. More than half of the surveyed carers (54.5%) got
to know about the child’s disease at the moment of his/her birth, 27% of them
heard the diagnosis during the first year of their child’s life, and 14% — at later
stages of his/her development. There was only one person (4.5%) who learnt
about the child’s developmental abnormalities during the prenatal period. In spite
of potential difficulties related to the birth of a disabled child, 83% of the respon-
dents were not offered to get in touch with a mental health specialist. Only 17%
of them obtained information on such support and 13% — made use of this option.
Further in time, due to the child’s illness and related circumstances, 33% of the
respondents started visiting a psychologist, psychiatrist or psychotherapist.

A child with CFM was born first (as the first child) in 44% of the surveyed fam-
ilies, second in 44% of these families and third in 12% of them. As many as 79%

Yes, | made use of it .

Yes, but | didn't make
use of it

0 5 10 15 20 25

Fig. 1. Number of CFM-affected child's legal guardians in the context of offered and obtained spe-
cialist assistance (psychiatrist / psychologist / psychotherapist)
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of the surveyed families — after the birth of their child with facial dysmorphia —
had no more children, and 21% of such families had more. During the study pe-
riod, 39% of the surveyed carers declared no further reproductive plans.

Education and professional activity of the respondents
More than half (58%) of the surveyed carers had higher education. The sec-
ond place — in terms of numbers — was occupied by the respondents with se-
condary education (34%), while the least numerous group was composed of
people with vocational education (8%). Nobody in the study group declared pri-
mary education.

@ Higher © Secondary m Vocational @Primary
Fig. 2. Level of education of the surveyed carers
16

14

12
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8

6

4

2 D

, —

Before the diagnosis After the diagnosis

B White-collar m Blue-collar M White- and blue-collar B No professional activity

Fig. 3. Type of professional activity of the surveyed carers performed before and after child's diag-
nosis
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14
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m 40 h/week and more 30-40 h/week
m 20-30 h/week W 20 h/week and less

* No professional activity

Fig. 4. Working hours of the surveyed carers before and after the child's diagnosis

Before child’s diagnosis was made (among the respondents — most often until
the child finished the first year of life), 15 of the respondents performed white-
collar work, while 8 of them — blue-collar work. After child’s diagnosis is made,
a number of people performing both white-collar and blue-collar work decreased
(n=12 and n=5, respectively), while a number of the respondents who did not
take up professional activity increased (n=5). One surveyed person declared to
perform combined white- and blue-collar work.

Taking into account such changes in the range of work performed among the
surveyed group, time spent on professional activity undertaken by the respon-
dents was analysed.

Before child’s diagnosis, in the surveyed group 13 persons (57%) worked full
time or more, 7 persons (30%) spent between 30 and 40 hours a week at work,
while the working time of 3 persons (13%) was between 20 and 30 hours a week.
After the disease was diagnosed, a number of the respondents who worked 30
hours or more a week (65%) decreased. 2 respondents (9%) took up a 20-30
hour/week job, 1 person (4.5%) — maximum part-time, while as many as 5 people
(22%) gave up professional activity.

Needs arising from the child’s illness
More than half of the respondents (n=15) considered the child’s educational
needs and requirements related to their financial standing to be the most relevant
needs arising from the child’s illness (n=13). 7 people pointed out educational
needs of their child’s siblings. A slightly smaller number of the carers declared
other needs (n=6) or admitted that they needed rehabilitation equipment (n=5).
One respondent pointed out needs related to the child’s flat furnishing.
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0

Fig. 5. Profile of needs arising from the child's illness from the perspective of the surveyed carers

Perception of CFM-affected children by their closest persons

The mean result of the overall picture of children with CFM obtained by their
closest relatives was equal to M=5.38. The conducted analysis lets to conclude
that, apart from Value and Appearance, all the mean results of the examined
factors are above average (Dexterity and Personality traits). The caregivers of
children with CFM scored the highest in terms of Dexterity (M=5.70); a slightly
lower score was obtained when assessing the child’s Personality traits (M=5.41).
The analysis of the overall result and the mean results of the examined factors
lets to conclude that positive pictures of children with CFM stay in the minds of
their closest persons.

An in-depth analysis of the mean results obtained by close relatives in each
scale indicates a variety of images of a child with CFM, with a predominance of
positive assessments. Close relatives assessed their child highly positively in
the following scales: Scale | (M=6.44), Scale Il (M=6.61), Scale IV (M=6.22),
Scale IX (M=6.33), Scale XI (M=6.39) and Scale XVII (M=6.17). Positive assess-
ments were obtained in the group of close relatives of CFM-affected children in the
following scales: Scale Il (M=4.50), Scale V (M=4.78), Scale VI (M=4.78), Scale
VIl (M=4.61), Scale VIl (M=5.78), Scale X (M=4.50), Scale Xl (M=5.56), Scale

Table 1. Mean (M) and standard deviation (SD) for the factors and the overall result based on the
feedback provided by the carers of CFM-affected children

The Scale of Over-Generalization Carers of CFM-affected children

Effect (SEN) M SD
Factor: Dexterity 5.70 2.06
Factor: Personality traits 5.41 1.97
Factor: Value 5.22 2.04
Factor: Appearance 5.20 2.05
Factor: Overall result 5.38 2.03
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Table 2. Mean (M) and standard deviation (SD) for the results of individual DS scales at the sur-
veyed CFM-affected children's close relatives

SEN N=18

M SD
I. Active — Passive 6.44 1.15
Il. Emotional - Non-emotional 6.61 0.61
Ill. Precise — Imprecise 4.50 2.13
IV. Slim — Obese 6.22 1.11
V. Tough - Prone to getting tired 4.78 2.29
VI. Empathic - Non-empathic 4.78 2.12
VII. Responsible — Irresponsible 4.61 2.19
VIII. Pretty — Ugly 5.78 2.18
IX. Apt — Inapt 6.33 1.97
X. Reflective — Impulsive 4.50 2.13
XI. Rational - Non-rational 6.39 1.04
XIl. Motionally fit - Motionally clumsy 5.56 1.85
XIlll. Self-reliant - Non-self-reliant 4.78 2.46
XIV. Courageous - Lacking courage 5.39 1.88
XV. Sacrificial - Non-sacrificial 5.67 1.89
XVI. High — Low 5.06 2.15
XVII. Physically strong - Physically weak 6.17 1.30
XVIII. Social - Non-social 5.78 1.93
XIX. Hard-working — Lazy 4.94 2.11
XX. Not-deformed — Deformed 3.39 1.61

Xl (M=4.78), Scale XIV (M=5.39), Scale XV (M=5.67), Scale XVI (M=5.06), Scale
XVIII (M=5.78) and Scale XIX (M=4.94). The surveyed persons obtained the lowest
mean score by assessing their children in the Scale XX (M =3.39). Close rela-
tives perceive their CFM-affected children as more active, more apt and physi-
cally stronger. These features are part of the Dexterityfactor. Moreover, close
relatives indicate that their children are more emotional and less obese. Only
one trait related to a level of deformity of the child’s body with CFM was assessed
negatively by relatives.

Perception of the child’s iliness with CFM by close relatives
Close relatives perceive their child’'s CFM iliness as a phenomenon of medium
relevance in their lives, which is reflected in the Relevance Scale (M=2.90). In
the daily life of the surveyed relatives, their child’s illness is a challenge (M=3.75)

Table 3. Mean (M) and standard deviation (SD) for the results in the Own Disease Assessment
Scale (the modified version) at the surveyed CFM-affected children's close relatives

Own Health Assessment Scale N=23

(SOWC) (maodified version) M SD
THREAT 2.54 0.91
BENEFIT 1.92 0.49
OBSTACLE 1.90 0.81
CHALLENGE 3.75 0.82
HARM 2.04 1.02
VALUE 3.03 1.09
RELEVANCE 2.90 0.66
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and experience with its special value (M=3.03) to them. It is worth mentioning
that the singled-out parameters are positive aspects in the psychological picture
of this disease. The analysis of the results of the other parameters shows that
the psychological picture of this disease is not dominated by negative aspects
(Obstacle, Harm, Threat). Their close relatives are not inclined to define this ill-
ness as an incident or event which gives rise to certain privileges (Benefit).

DISCUSSION

The birth of a child with a disability is a turning point in the life of an individual
family. It poses a challenge to the closest relatives of ill children through the re-
organisation of their existing life. Such changes can be multidimensional, con-
cerning the family itself, professional standing of its members, as well as far-
reaching future plans. It seems that this kind of changes may affect women more,
because it is they who most often provide care for the sick child [20].

The birth of a child with a disability severely determining his/her appearance
is an event which triggers a number of changes, especially in the psychological
sphere of his/her close relatives. The behaviour and operation of relatives in this
case can be explained — on one hand — on the grounds of the model of adapta-
tion to this disease / disability [21] and — on the other hand — in the context of
the concept of psychological mourning [22]. The results of the Author’s Survey
showed that the adaptation process had a significant impact on: close relatives’
procreation plans, changes in the character of their professional activity and
working time after the child is diagnosed with CFM. Resignation from having chil-
dren after the birth of a child with CFM (71%) can be explained at least in two
ways. The first one may be related to their fear of having more child with disabil-
ities. The second one refers to overall reflections on the very broad range of in-
teractions which carers need to take to help their child with CFM. In this context,
there is not enough space to take care of one more child. Further changes con-
cern the area of professional activity. Some respondents (20%) did not take up
their professional activity after their child was diagnosed with CF and a similar
number (22%) decided to change working hours and character of activities in
their working environment. These relevant adaptive changes beyond the family
environment (but supporting it) testify to the existing awareness that children
with CFM should be appropriately treated.

Both the model of adaptation to the disease / disability [21] and the concept
of mourning by M. Bristor [22] present the phase-by-phase process of adaptation.
Both of them start with the shock phase, which tends to be extremely unstable
and full with strong negative emotions. The vast majority of the respondents
(83%) were not offered any contact with a mental health specialist shortly after
their child with CFM was born. It is not easy to explain this state of affairs. On
one hand, it is true that under the CFM treatment standards, the priority from the
very beginning is to keep a child with CFM alive, and then - on the other hand -
the need for reconstruction of facial elements is stressed. On the other hand,

376



Milska et al., Children with craniofacial microsomia abnormalities

close relatives when in shock may find it very difficult to express any demands
or needs related to their child.

When a disability affects facial areas, it can affect the ‘quality’ of child’s inter-
actions with his/her environment. As the face plays an important role in the pro-
cess of receiving and transmitting messages, people around may feel it difficult
to acquire and develop their knowledge about such a child with disabilities. As
Brzezinska et al. notices, “the key issue is whether parents and caregivers are
aware that the child is in the foreground, or whether it is the disease / disability’
[23]. In the perception of a child with a disability, the author postulates to make
a distinction between a domain related to the disease / disability (the perception
of disease) and a domain related to the child (the perception of child’s healthy
areas). A similar suggestion was made by Koscielska [24] who pointed out that
in case of children with disabilities it is necessary to take into consideration the
so-called areas of normality.

In relation to CFM-affected child’s close relatives, the above-specified ranges
of perception were estimated. In terms of the child image, high and medium pos-
itive characteristics were obtained, except for the one describing the subjective
level of CFM-affected child deformity (M=3.39). The provided results contradict
the Zebrowitz and Montepare theory [9] because the most frequent reaction to
facial deformities is to depreciate features lying beyond the appearance of a dis-
abled person (e.g. personal traits, dexterity, values, etc.). Moreover, the low assess-
ment of a child with CFM in terms of the non-deformed — deformed feature differs
from the results obtained in the studies by Manski [16,17], where the author discov-
ered that mothers and teachers of children with moderate intellectual disabilities and
facial dysmorphias did not notice such dysmorphias (high assessment in the scale
XX). However, it referred to children who had numerous minor dysmorphias which
made their unique facial appearance (e.g. Down syndrome, Williams syndrome, etc.).
Therefore, it can be concluded that the nature and type of anomalies on the face
can also play a relevant role in the attribution of certain characteristics to a child with
disabilities. Many minor dysmorphias are difficult to define by non-specialists. Their
size and number and often lack of effects on the key vital functions (e.g. breathing,
swallowing, seeing and hearing) are hardly grasped by close relatives. Unlike the
identification of CFM defects. From the very beginning they can be noticed and their
presence significantly affects the basic child’s functions.

Turning to the picture of a child’s iliness / disability it is worth noting that there
is a specific balance between the perception of healthy and sick child’s areas
(Relevance — 2.90) in the consciousness of CFM-affected child’s close relatives.
Looking from the biopsychosocial perspective, it may mean that relatives tend
to fulfil their child’s needs in a harmonious manner. They will not tend to omit
any of the key areas specified in this concept. The factor ‘Relevance’ outlines
the manner of further analysis of positive and negative areas in the psychological
picture of this illness. However, its positive aspects dominate in the study group
(Challenge and Value). The perception of this disease as a challenge indicates
that close relatives can go on in the phase of their constructive adaptation to the
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child’s illness (the adaptation model). The higher results of this parameter are
also a sensitive marker of the psychological resources of surrounding people
and the presence of people who are factually willing to help. Against the back-
ground of this group, the increased results under the Value can be interpreted in
a completely different manner. As Steuden et al. [19] mentions, this factor shows
that this kind of ililness can become an incident or event with a deeper relevance
not only for the affected person. Paradoxically, this experience becomes a driving
force of self-fulfilment which lets not only to actively counteract its effects, but
also to develop people from within one’s immediate environment. In the context
of deliberations made by Brzezinska et al. [23], the perception of a child with
CFM by people close to him/her — assuming that the disease / disability does
not obscure the whole picture of this child — was captured. This condition induces
more to activate positive energy to tackle this child’s disease rather than negative
one causing adaptation difficulties. The obtained results correspond well with the
studies by Manski [16,17], in which the distribution of parameters and their in-
tensity in the psychological picture of this disease was alike, apart from the Rel-
evance [3]. The author studies the perception of children with intellectual
disabilities and dysmorphic facial abnormalities by mothers of these children. It
is worth mentioning that too high results obtained at the primary level (Rele-
vance) may adversely affect the adaptation of relatives towards the child’s dis-
ease / child disability. This level may indicate that the illness is too much of
a disturbance and requires finding new layers of energy and vitality. Finally, it
seems necessary to provide potential explanations for the results obtained.
Where do such discrepancies come from when confronted with the Zebrowitz &
Montepare concept and the research studies by Manski?

It seems that emotional closeness to the child may play the key role here.
A level of ‘knowledge’ of the child and the nature of bonds with him/her may in-
fluence the effects of over-generalization. Individuals have insight into their child
at levels which cannot be reached by others (strangers). As for the CFM-affected
child’s close relatives, even more objective assessment on the degree of child’s
face deformity did not prevent them from giving their child high scores in terms
of dexterity, personality traits and value.

The results might be interpret by microgenetic theory. An unpleasant real ex-
periences (eg. the perception of deformities) releases negative emotions (e.g.
fear, sadness) because it stimulates the lateral prefrontal cortex and strengthens
the penalty system by experiences felt. Negative emotions e, are included in the
working memory, and, they are remembered in the long term memory, if they are
important for close relatives. At the same time, the reward system is weakened
(cf. Fig. 4). Accordingly, pleasant dreams or experiences release positive emo-
tions (e.g. joy), because they stimulate the reward system by creating connec-
tions from the basal part of the frontal cortex to the anterior (emotional) part of
the anterior cingulate cortex. At the same time, the penalty system is weakened.
The strength and duration of these emotions are associated with the importance
of the type of malformations (minor dysmorphias / major malformations).
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Fig. 6. The panelty and reward system
Source: M. Pgchalska [25]

Therefore, the type of malformations might modify the minimal (working) self,
and the longitudinal (autobiographical) self, strengthening the significance of
a given (negative or positive) event.

However, it should be stressed, that closeness may prove to be a valuable
source of weakening the perception of a CMF child as a less attractive partner
in interpersonal relations. When the perception of deformities by close relatives
is concerned, a lack of compliance with the research studies Manski [16] directly
results from the type of malformations (numerous minor dysmorphias / major
malformations).

Based on the conducted research studies and confrontation with the results
of the research by Manski [16,17], there is an emerging need to emphasize this
variable in further research studies.

CONCLUSIONS

1. In the light of the provided results, it seems necessary to introduce psycho-
logical and psychiatric consultations for close relatives into the standards of
treatment of children with CFM.

2. In the characteristics of CFM-affected children, close relatives provide positive
assessments on them. Particularly high scores were recorded in terms of dex-
terity, aptness and physical strength. This pattern of traits may reflect the ac-
tual state or priorities which express their dreams and wishes related to the
child.

3. The results obtained in confrontation with the concept developed by Zebrowitz
and Montepare as well as research studies by Manski let to distinguish new
systems of variables (a type and character of dysmorphia, closeness — dis-
tance) which may deepen and enrich the course of research studies on the
perception of a child with body deformities by surrounding people.
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4. People close to a child with CFM perceive his/her disease as a challenge and
value, with its medium relevance for their daily operation. This system of pa-
rameters shows that very constructive strategies for dealing with the illness
are applied by the child’s close relatives.
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