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Abstract

Aim: Autism isagroup of developmental brain disorders, collectively called autism spectrum
disorder (ASD). The term “spectrum” refers to the wide range of symptoms, skills, and
levels of imparment or disability which children with ASD display. We conducted a review
of the autism casesin Shkodra city. We described the spread of this disease by gender, place
of residence, age groups and the situation of education of these children in two ingtitutions
in Shkodra city.

Methods: A survey point study was done among children in two ingtitutions tha provide
services for dl children with autism. The data collection took place in the following two
ingtitutions in Shkodra city: “Development Center of Children” and “Specid School”. A
descriptive method was used in the current review work.

Results: Overdl, there were 49 children diagnosed with autism who followed their studies
in these two ingtitutions (34 children atended the “Development Center of Children” and
further 15 the “Specid School”). This study has evidenced that maes were more affected
than females (79% maes vs. 21% femaes). The vast mgority of cases were from urban aress
(86%).

Conclusions: Our study provides evidence on the digtribution of children with autism in
Shkodra city, an under-researched topic in Albania which deserves robugt investigation. The
available evidence indicates that the problem of autism is not well-known in this region of
Albania. The Albanian hedth system faces considerable chdlenges regarding the diagnostic
and trestment cgpacities of this condition which aso poses a serious burden to families of
the affected children.
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Introduction

Autism isagroup of developmental brain disorders
characterized by difficulties in socid relations and
communications and by rigid patterns of behavior
among the affected individuals (1). In a 2009
government survey on autism spectrum disorder
(ASD) prevdence, the Centers for Disease Control
and Prevention (CDC) found that the rate of AD
was considerably higher than in the past US studies.
Based on hedth and school records of 8-year-olds
in 14 communities throughout the country, the CDC
survey found that around 1 in 110 children had
ASD (2). Boys face arisk four to five times higher
than girls. It is estimated that about 1 in 400

individuals exhibits the symptoms of the core
syndrome of autism, whereas 1 in 100 individuads
fdls into the autism spectrum.

People with an autistic spectrum disorder have
difficulties in: socia interaction, communication
(both verbd and non-verbd), are restricted, exhibit
repetitive interests and behavior and they have
abnormal development before the age of 36
months (Table 1). Children in the autistic spectrum
often make poor use of interpersona socid cues,
eg facid expresson, eye gaze, socid smiling and
gesture. Such children show alack of awareness of,
or an unusud response to, other people’s fedings
and, sometimes, to their own fedings

Table 1. Early Symptoms of Autism (3)

Social behavior Typically develops  Behavior in children with autism
Looking at faces Birth Less at 12 months

Following person’s gaze 6-9 months Less at 18 months

Turning when name called 6-9 months Lessat 9 and 12 months

Showing objects to others 9-12 months Lessat 12 months

Pointing at interesting objects  9-12 months Lessat 12 and 18 months

Pointing to request 9-12 months Not delayed at 18 months
Symbolic play 14 months Absent at 18 months

The affected children find it difficult to develop
relationships with other children, especially when they
are young, and can gppear disinterested in other
children and adults, or only maintain interaction for
a short period. Commonly, they become more
sociable with age. Their behavior is often socidly
inappropriate, with little understanding of socia
rules.

The epidemiology of ADSs is difficult to
determine, because of the diagnogtic dilemmas and
will depend on the diagnostic boundaries. Most
recent evidence gives estimates of an autistic
spectrum disorder in a preschool population of
45,8 per 10,000 (1). A study of Asperger’s syndrome
gives a rate of 36 to 71 per 10,000 population.
Severe classicd autism is thought to affect around
6 to 9 individuas per 10,000 individuals of the
population. ADSs are diagnosed much more
commonly at present days than in the past, probably
because of increased recognition and awareness,
rather than atrueincrease in the incidence. There are
no marked variances within socid classes or ethnic
groups Mdes are afected more than femaes a an
goproximate ratio of 4:1 for classicd autism, and

a aratio of 9:1 for Asperger’s syndrome (4).
The diagnosis of ASD is complex, and involves an
in-depth assessment. Various diagnogtic tools have
been developed, including the ADI (Autism
Diagnostic Interview), the ADOS (Autism
Diagnostic Observation Schedule), or DISCO
(Diagnostic Interview for Social and
Communication Disorders) (5).

As a screening tool for use in young children, the
Checkligt for Autism in Toddlers (CHAT) has been
designed for use by GPs and Hedth Vistors. This
is a quickly administered questionnaire in order to
screen for the presence of autigtic trats a a very
young age during routine clinic visits. Specialist clinics
will often have assessment protocols, including
clinical opinions from a psychologist, speech
therapist, pediatrician, psychiatrist, occupationd
thergpist and so on. If the child isin an educationd
setting, observations from teachers and other staff
will be sought, as these children’s difficulties often
come to light in these settings, initidly as ‘non-
conforming’. In practice, some children are not
diagnosed until junior or senior school. Thisis often
regrettable, asintervention a an early age can lessen
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the impact on the child and family’s life. There are
four basic goals of management (6): fostering social
and communicative development, enhancing learning
and problem-solving, decreasing behaviors that
interfere with learning and access to opportunities
for norma experiences, helping familiesto cope with
autism.

Psychologica interventions, eg. ABA (Applied
Behavior Analysis), PECS program (Picture
Exchange Communication System), and TEACCH
program (Treatment and Education of Autistic and
related Communication-Handicapped Children)
have been widely used and focus on communication
and behavior.

Methods

This was a descriptive study conducted in Shkodra
city, which is the largest city in North Albania. We
included dl cases diagnosed with autism pertinent
to the following two institutions: “Development
Center of Children” and “Specid School”.

The “Development Center” is a part of the “Socid
Service”, wheress the “Specid School” belongs to
the Ministry of Education. The “Development
Center” is a center divided into two parts: the day
Care Center and the Residentia Center. The Center
provides services for dl children with disabilities, but
a the sametime they treat the autigtic children too.
The center has 58 children at the daily care center
and 48 resident children which get therapeutic
services by psychologists socid workers and specia
educators. Children receive different thergpies such
as. Speech Therapy, Physiotherapy, ergo therapy and
musicd therapy. The methods used by the specid
educators are LAP and BAP. ABA therapy is used
only by the therapists who know and apply it, while
other therapists use their techniques and methods
according to their speciatiesincluding: psychologist,
ergo therapist, logopedist which have specific
fragments of work with these children. Each of
these professional s applies their own methods as an
agpect of the peculiarity of hig her work. Ultimately,
they form a working group that should work with
these children. ABA therapists certified may be
persons without titles and degrees, but may have
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only secondary education. ABA therapy isaworking
methodology that actudly occupies the mogt time
in their treetment. The ABA thergpy occupies 20-
40 hours per week, which makes it very expensive.
I dedlly, autigtic children should go to kindergartens
and public schools with other “norma” children.
During the classes, these children should be
supported by a supporting teacher who should
interact with the class teacher. However, this is not
currently the case because there are no special
programs in the field.

“Jecid School” is the other ingitution where the
autistic children take their daily therapy. Nevertheless,
the st&ff is not qudlified for this group of children.
The age group that is treated in this school is
between 7-16 years old and the teaching methods
used are the same as those in the “Development
Center”.

In our study, the digtribution of casesof autism was
presented by the age of children, gender and place
of residence. Excel (Microsoft Office, 2007) was
employed to depict the distribution of the cases of
autism by socio-demographic variables of the
affected children.

Results

Overall, there were 49 children diagnosed with
autism attending their studies in both of these
ingtitutions (34 children attended the “Development
Center” and 15 further children the “Special
School”). Our anaysis reveded that males were
more afected than femaes (79% males vs. 21%
femaes) (Figure 1).

The age-group most affected was 7-16 years with
65% of the cases (Figure 2). Maes were most
affected in both age-groups, as evidenced in Figure
3. The largest number of the cases diagnosed with
autism was from urban areas (86%), as shown in
Figure 4.

Overall, the incidence rate of autism in Shkodrawas
1.99 cases per 10,000 individuas of the population.
It should be pointed out, however, that the situation
may be far worse because the diagnosis of autism
is not easy to conduct for the parents, educators and
family physicians.
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Fgure 1. Distribution of autistic children
according to gender
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Fgure 2. Distribution of autistic children
according to age-group
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Fgure 3. Distribution of autistic children
according to gender and age-group
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FHgure 4. Distribution of autistic children
according to their residence place
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Fgure 5. Distribution of autistic children
according to the institutions where they
take the treatment
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Discussion

ASD represents a big problem especially in
developing countries which have not developed yet
the capacities of proper diagnosis, trestment and
rehabilitation of the children affected by this
disorder. Despite the high burden of autism and
other developmental disorders in children and
adolescents, these conditions have been widely
neglected by policy makers and public health
experts, particularly in low- and middle-income
countries. As a conseguence, children and families
in need have often poor access to services and do
not receive adequate trestment and care (7).

In the Internationa Day of Autism, 2™ April 2012,
in Albania, no officid data about the number of
children affected by autism were declared. But, this
year the doctors have relessed an dert emphasizing
that this disease has increased during the past 10
years. They confirm that in 160 children born in
Albania 1 of them is &ffected by autism. Until the
end of 2008, there were counted about 4300
children and adolescents diagnosed with autism.
However, these data are not officidly confirmed.
In Albania the children with autism are diagnosed
by the National Diagnostic Center of Autism in
Tirana city and in other parts of Albania by
neuropediatricians in regiond hospitas Indeed, the
number of children with autism hasincreased during
the last years. Thisalert is claimed by many countries
of the world and, in this framework, it should be
mentioned the report of ASA (Autism Society of
America). According to this report, the incidence
rate of autism from 1 in 150 children 10 years ago,
raised currently to 1 in 88 children with autism. The
data of this report are gpproximately the same with
those in Albania, too. The number of children with
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autism hasincreased. This confirmation is based on
researches carried out in specialized centers for their
treatment in public and private educational
ingitutions. The first steps of diagnosis begin with
the representation of the first symptoms by the
parents at the physician or family doctor. The family
doctor necessarily asks help from a neuropediatrician
to make further assessment of “critica points”
which include: child behavior, or the communication
and therdation of child with other persons In order
to make a more specific assessment of the
symptoms of autism in Albania, currently it is
established the National Center of Rearing,
Development and Rehabilitation of Children in
Tirana. This center has a qualified staff with doctors
and thergpists who make possible the monitoring,
evaluation, provision of accurate diagnoses and
aopropriate thergpies for their trestment for short
and long periods. Children are presented with
behavioral and emotional problemsin primary care,
in schools, to primary care staff, GPs, health visitors
and school nurses

Severa documents have emphasized the importance
of early intervention and the importance of
supporting and developing the skills of the staff
working in the primary hedth care. Nurseries or
schools are the most obvious settings from which
such information may be collected. However, the
degree to which information from teachers and
schools helps in accurate diagnosis has not been well
tested (8). The stigmatization and discrimination
associated with these ilInesses al so remain substantial
obstacles to diagnosis and trestment. The absence
of ADSs and other mental disorders among
children from ligts of the leading causes of degth
has contributed to their long-term neglect by both
public policy-makersin developing countries, as well
as donor agencies (9).

The intention is to prevent problems from
becoming more serious and more difficult to trest.
Good and appropriate education, addressing
behaviord problems and providing family support
can contribute to a better prognostic outcome.
People with ASD are often quite skilled a working
on computers. At the moment, there is still
insufficient provision for children on the autistic
spectrum, and little understanding of them as adults
out in the wider community. Mental health disorders

56 | ALBANIAN MEDICAL JOURNAL 4 - 2013

such asthe ASD s have potentidly long term effects
on adult mentd hedth. Individuas may respond to
poor mentd hedth by engaging in risky behaviors
(consumption of drugs, cigarettes, alcohol and
cannabis) and by school drop-out. In addition to
any direct effect, these behaviors might have a
negative impact on school performance, or may
gradually impair mental capacity of the affected
individuals As amater of fact, the mentd distress
is strongly associated with poor educational
outcomes and early drop-out (1).

The 1339 Executive Board adopted aresolution on
“Comprehensive and Coordinated Efforts for the
Management of ADSs” on May 30" 2013. The
resolution urges Member States to increase the
capacity of health and social care systemsto provide
services for individuas and families with ADSs and
other developmenta disorders It highlights the
importance of implementing resolution WHA 66.8
on the comprehensive menta hedth action plan
2013-2020, as well as resolution WHA 66.9 on
disability, in order to scae up care for individuds
with ADSs and other developmentd disorders and
as an integrated component of the scde-up of care
for dl mentd hedth needs (10).

The Department is planning a consultation on ADSs
and other developmental disorders. From awareness
Raising to Capacity Building. It ams to identify
priorities for action and effective strategies for
strengthening capacities in countries and promote the
establishment of a global network. The meeting will
bring together high-level stakeholders, policy makers,
experts from relevant disciplines, civil society,
internationd organizations and NGOs (10).

Conclusions

Overdl, in Shkodra city there were 49 children
diagnosed with autism that pursue their studies in
two institutions (34 children attend the
“Development Center” and 15 atend the “Specid
School”). This study has evidenced that maes were
more affected than femaes (79% made vs. 21%
femdes). The most diagnosed cases were pertinent
to urban area (82% vs. 18% in rurd areas). The
estimate incidence of autism in Shkodra was 1.99
cases per 10,000 population. However, this may be
under-estimated due to difficulties and chdlenges
relaed to the reporting of the cases with autism.
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Children on the autistic spectrum should be educated
in many different settings, depending on their needs
ranging from specia schools for autistic children and
other specid schools to mainstream schools All
these steps need a strong and sustainable financia
support though.

In conclusion, our study provides evidence on the
digtribution of children with autism in Shkodraccity,
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