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ABSTRACT

Autism spectrum disorders (ASDs) are complex life-long neurodevelopmental disorders,
which affect a child’s ability to relate to others. Epidemiological data suggests that globally one
child in every 160 birth is diagnosed with ASD. In the United States, according to the Centers
for Disease Control and Prevention (CDC) autism prevalence was estimated to be one in every
68 births in 2014. The lifelong nature of child’s autism has deep implications for parents who
face a wide range of challenges while caring for the child. Only a few studies have been
conducted in low-and middle -income countries to understand how the health care systems of
these countries meet the needs of children with ASDs and their families. This is the first study in
Armenia to investigate perceptions and experiences of parents of children with autism and other
stakeholders regarding diagnosis and treatment of ASDs. Qualitative semi structured in-depth
interviews were conducted with 19 parents of children with ASDs (ages 3-19) who attended
treatment centers in Yerevan, at the time of the interviews. Diagnostic and treatment system of
autism was also explored by gathering data on the perspectives of 8 other stakeholders including
policy makers and fieldwork specialists. Directed content analysis was used to analyze the data.

Many parents did not feel satisfied about the polyclinic pediatricians’ competencies in
caring for their children and the diagnostic procedures that were managed by psychiatrists. The
most frequently mentioned challenges regarding treatment were the lack of family support
programs, low access to free treatment services, high costs and insufficient number of services.
Disconnected and uncontrolled actions of polyclinics, governmental bodies, and diagnostic and
treatment services were commonly reported issue.

We recommend adapting a reliable tool by polyclinic pediatricians, which can promote

early diagnosis of ASDs, and thus, early interventions for ASD treatment. We also recommend
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to map all the centers that provide ASD services in Armenia, and license the frontline specialists
of the organizations that are involved in ASD care to coordinate and control ASD service

providers' activities and to provide the quality and continuity of the services.
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INTRODUCTION

Autism Spectrum Disorders are complex life-long neurodevelopmental conditions, which
affect children's ability to communicate and interact with others.! Autism is a neurobehavioral
disorder which is characterized by impairment of social relatedness, delayed and disordered
communication, and preservative and stereotypic behavior patterns occurring in young children.?

ASD may range from mild to severe and can affect people differently.> Main
characteristics of ASDs include communication problems (for example, with the use or
comprehension of language), difficulty relating to people, things, events, or playing with toys
and objects in unusual ways, difficulty adjusting to changes in routine and repetitive body
movements or behaviors of their children.* Individuals’ function can range from significant
cognitive and language impairments to superior cognitive and language abilities. However,
everyone on the autism spectrum does share challenges in social communication. Therefore,
ASD is classified from mild to severe based on cumulative abilities of the individual (cognitive,
behavioral, emotional, and other).*

ASD rates have grown globally in the past several years.® For example, in the US there
has been an increase in autism rates during the past two decades. Such high rates in ASD could
be explained by better detection of autism in countries like the US, the United Kingdom (UK),
and Japan.® Another possible explanation can be the broader definition of ASD or the
underreported ASD among children in lower income countries.®

Epidemiological data suggests that globally one child in every 160 birth is diagnosed
with ASD.” In the US, CDC reports that in 2012 autism prevalence was estimated to be one in
every 68 births.® Although there are no enough data on autism in low-and middle-income

countries World Health Organization (WHO) reports that in 2013 about 1%-2% of the Asian,



European, and North American population were diagnosed with ASD.” ASDs in general are
almost five times more prevalent in males than in females.®

In one study, conducted in 11 European countries (2007), the vast majority of the
countries (91%) declared that public health departments gathered ASD data only when the
person was diagnosed in a public health clinic.X® 1t means that the prevalence of children with
ASD who are diagnosed in private centers is still unknown in those countries.

Evidence about comparison of prevalence of autism in European countries and the US
presents that systematic changes in survey methods, changing definitions, and case-finding
methods, explain autism prevalence increases.!! Therefore increased rates of autism are an
urgent public health concern to further investigate and study.

ASD is in the fifth edition of the Diagnostic and Statistical Manual of Mental Disorders
(DSM-5)? including DSM-IV-Text Revision proposed diagnostic subcategories. Before the
release of the DSM-5 there were five subtypes of this disorder: Autistic Disorder, Asperger’s
Disorder, Rett’s Disorder, Childhood Disintegrative Disorder and Pervasive Developmental
Disorder while individuals with DSM-IV diagnosis of Autistic Disorder, Asperger’s Disorder, or
Pervasive Developmental Disorder not Otherwise Specified, should be given the diagnosis of
autism spectrum disorder.?

The identification of ASD is possible by the age of two years but usually ASDs are
diagnosed at the age of four.*® Younger children (before the child’s age of 3) benefit from the
treatment more than older children.'*

Nowadays, many methods are used for autism treatment.*® Though each type of the
treatment concentrates on specific aspect of child’s development like cognitive skills, language

skills, or sensor development, those may overlap with each other.’® The most effective treatment



is a combination of specialized intervention with education programs, communication training
(speech therapy), and social skills and behavioral training at early ages.'® Children who have
been diagnosed with ASD should be re-evaluated at times of transition (like from preschool age
to primary school age), because the needs, strengths, difficulties of children with ASDs are
changing periodically.t’

Causes and contributing factors of autism are poorly understood though many studies
have been conducted to explore them.!® Research suggests the genetic etiology of ASD. More
than 100 genes on different chromosomes may be involved in causing ASDs. People with
autism have mutations in many of these genes. However, not everyone with autism has changes
in every gene that scientists have linked to ASDs.'® One study demonstrated that siblings of
children with ASD have 2% to 8% risk for ASD.®

Other researchers emphasize the environmental risk factors in ASDs. Environmental
factors might interact with genetic susceptibility to ASD.?%?! Several studies support the
hypothesis of the associations of ASDs among children and maternal gestational diabetes,
pregnancy-related factors, like bleeding.?? Thus, studies on autism etiology often yield
inconsistent results and only a handful of autism risk factors like genetic, neurobiological and

environmental risk factors are broadly accepted.

Parents’ perceptions and experiences with ASD diagnosis
Based on the American Academy of Pediatrics and the American Psychological
Association recommendations, diagnosing an ASD takes two steps: 1) developmental screening

and 2) comprehensive diagnostic evaluation.?® According to the CDC, every child should be



screened for developmental challenges during regular well-child visits from birth to 24 months
of age.?*

Because of the variability in symptom type and severity, diagnosis requires
"multidisciplinary” approach— multidisciplinary team of specialists’ evaluation of the child.* It
means no singular approach can be applicable for the diagnosis of ASD. Initial diagnostic tests
and some validated autism screening tools are used to detect ASD or other developmental
disabilities.?> The guidelines of the American Academy of Pediatrics and the American
Psychological Association improved the identification of ASD.?® According to the European
Autism Information System, some European countries do not follow specific protocols for
diagnosis and treatment of children with ASDs.!° Children are identified with ASD in private
centers, in some countries they are identified as children with mental health problems, or there is
no clear rule about the institution that is responsible for ASD diagnosis.

Many studies show that families’ experiences to obtain a diagnosis for their children are
full of challenges.?” ' The process of diagnosis is made after a thorough evaluation, such as
clinical observations, parent’s interviews, physical and social developmental histories.?®
Diagnostic process of ASD can be complicated as behaviors often seen in a child depend on
other factors as well, like child’s age.>® Accurate diagnostic assessment is a key for treatment
planning.®® Studies reported about dissatisfaction with diagnostic centers in many countries due
to uncertainty of further actions of parents and time consuming stressful process.3''®2 The time

when a child is diagnosed with ASD parents usually need to know about the causes, features of

ASDs, and the importance of their role in helping their child.3



Parents’ perceptions and experiences with ASD treatment

The terms “treatment’’, “therapy” or ‘‘intervention’’ are used interchangeably. ASD
treatment types can be grouped into the following categories: Behavior and Communication
Approaches, Dietary Approaches, Medication, and Complementary and Alternative Medicine.®
The first method which requires intervention of a specialists team was very much accepted by
parents and specialists and has already established its effectiveness.®®

After the diagnosis of autism, parents’ immediate reaction is a shock, increasing stress
because of the day-to-day struggle for caring for a child with ASD.** In many countries,
particularly in low- and middle-income countries (LMICs), autism remains a mystery for many
parents.®® Parents have poor access to necessary services including special education, speech
therapy, and behavioral therapies among others. Even accurate information on ASD is not
provided to them. An Iranian study demonstrated that LMICs’ experiences show that some gaps
in autism treatment services are due to a lack of trained personnel and low levels of literacy. In
those countries ASD treatment services are only available in larger cities and probably only
families with higher income have access to them.®

A study which was conducted in the US reported about 24% parental dissatisfaction with
services referring to waiting time before receiving services, an inconvenient schedule of
treatment and location of facilities.®® Many studies indicated that parents’ involvement in
treatment for their children is perceived by them as a strong therapeutic alliance with the
therapists. These findings underscore the importance of parent awareness of autism, autism
treatment process and parents' impact on treatment effectiveness.®’

Researchers have reported about higher stress level among parents of children with ASDs

compared to the parents of children with other disabilities such as Down syndrome or other



mental development problems of children.®® Some studies have shown that mothers of children
with ASDs have poorer health (problems with cardiovascular, endocrine, and immune systems)
than mothers of normally developing children,® and mothers tend to experience poorer health
compared with fathers.*> The degree of severity of ASD is highly correlated with parental
stress.*! The results of many findings indicate that parent's involvement in treatment activities
lead to increases in parents’ wellbeing and generalized increases in child's social functioning,
including child eye contact and verbal initiations.** The structure of family relationships might
be changed after ASD diagnosis because mothers might feel that they are required to pay more
attention to the children with ASDs rather than the other children in the family.*? Mothers of
children with ASDs feel isolated from the family and society as they feel that there is lack of
understanding of autism by the others.*? Their social relationships decrease in quantity and
quality also because of busy schedule of ASD treatment and stigma related to autism.*3

Autism can negatively influence financial well-being of individuals, their families, and
society as a whole.** In 2014, autism related costs have reached $236 billion in the United
States. Lifetime costs for one individual with autism and intellectual disability are more than
$2.3 million in the US and $2.2 million in the UK .#*

Children with ASDs need more medical expenses than those without ASDs. It is
estimated that medical expenditures for individuals with autism are four to six times greater
compared to those children without ASDs. The authors reported about too much expenditure on

medications, special food, and safer equipment for their children.*



Autism in Armenia

Armenia has experienced socioeconomic decline since the collapse of the Soviet Union.
Economic conditions have had negative influence on the health care system in the country.
Particularly, health issues of people with mental disabilities have not been properly addressed.*®
In a study conducted in 2005, it was reported that Armenian people with mental health problems
faced unavailability of treatment services. Limited financial resources in most hospitals and
other health care institutions prevented those organizations from providing even basic health care
services.*® Particularly those problems were more common in health care organizations located
in small cities and rural areas, where the access to professional support services were extremely
limited.*” Findings of mental health sphere attested that in Armenia many people tried to hide or
deny mental illness of their family member and even refused professional help because of
stigmatization.*®

Official statistics on autism prevalence in Armenia are not available. Based on non-
official information from the representative of Minister of Health of Armenia ASD new cases for
2007 were 725, while for 2015 the number of ASD new cases was 1059.

The major centers in Armenia which provide some special services to the children with
ASDs are ArBES*® health care center and "My way" non-governmental organization (NGO)*.
Mainly NGOs provide treatment/rehabilitation services to the children with disabilities including
ASDs. Also there are some private centers that provide treatment services and are not officially
registered. There is no centralized information on diagnosis of the beneficiaries and type of

services the centers provide.



In 2014 the Minister of Health of Republic of Armenia ordered to follow a guide for early
diagnosis and treatment provision named "Guide for providing early detection and early
intervention activities for children with developmental disorders".*® The "Guide" reports about
child’s development evaluation stages. The first stage is a child's health assessment by policlinic
pediatricians with the help of "Aerton's scale", which is a diagnostic tool for the early detection
of developmental problems of children. In case if some problems are detected the child should
be assessed by the developmental pediatrician, neurologist, rehabilitation physician, and
psychiatrist (second stage). The third stage includes referral to any health care center or
rehabilitation center for early intervention and for the child’s health evaluation by
multidisciplinary team of specialists. Parents involvement is considered to be crucial in all
staged of early detection of developmental problems and early intervention.>

Since 2005 ArBES has been providing diagnostic and treatment services to children with
ASDs.*® It provides free services to about 70 children with ASDs and also pays for services
including rehabilitation, psychosocial services as well as educational activities for children with
ASDs.

The International Child Development Center (ICDC) (the largest organization for
children with ASD in Armenia) declared that children with ASDs had received no care and
autism had been regarded as a mental illness until the first treatment centers opened in 2006.%
Since 2012, ICDC has been providing treatment services by "My way" training and rehabilitation
center which adopted Applied Behavior Analysis method (ABA)® to work with children with
ASDs.* It provides different services including psychological, speech therapy, integrative
sensory and occupational therapies, and other services. Currently, more than 110 children are

involved in the program, notwithstanding many children are still on the waiting list.*°



Children with disabilities including children with ASDs are involved in inclusive school
program in Armenia starting 2005.>® The goal is to assure that, all mainstream educational
schools in Armenia provide inclusive education to the children with disabilities in the country
after assessing the severity of disability by August 1 of 2025. Within the scopes of the
assessment project of Open Society Foundation in Armenia (2014)>* the quality of the inclusive
educational program is considered to be very low, because the school buildings do not have the
necessary infrastructures and are not provided with special equipment for children with
disabilities. Besides, children with disabilities are not provided with individual educational or
other specific services at schools, and the teachers are not trained enough to work with children
with disabilities.>*

Though autism is a developing disorder that has been identified and diagnosed
worldwide, many studies reported about the lack of data on diagnosis and treatment of ASD in
LMICs, including Armenia. WHO recognizes the need to create new services or strengthen
health care systems that support all people with autism spectrum disorders and their families and
identifies key principle of quality, also the importance of affordable, equitable, accessible and
available diagnostic and treatment system.’

Investigating the perceptions and experiences of parents of children with ASDs in
Armenia can help to understand whether the health care system in the country adequately meets
the needs of children with ASDs and their families. In addition, it is important to obtain data
from the other stakeholders (including policy makers, administrative representatives of
diagnostic/treatment centers, therapists, psychologists and health care providers) to have holistic
picture of parents' perceptions and experiences of their children's ASD diagnosis and treatment.

Thus, the study will address the following research questions:



What are the perceptions and experiences of parents of children with autism on diagnosis
and treatment of Autism Spectrum Disorders in Yerevan?
What are the other stakeholders’ perceptions and experiences on diagnosis and treatment

of young children with Autism Spectrum Disorders in Yerevan?
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METHODOLOGY
Study design

This qualitative study produced rich descriptions of parents and other stakeholders’
perceptions and experiences regarding diagnostic and treatment processes of young children with
ASDs in Yerevan. Semi-structured in-depth interviews with parents and stakeholders were
conducted. It allowed collecting in-depth data from the respondents about feelings and attitudes
most important to them. The stakeholders were policy makers, administrative representatives,

therapists, psychologists and health care providers of diagnostic/treatment centers of Yerevan.

Study population
Two groups of participants were involved in this study.

1. Parents of children between ages 3-10 years diagnosed with Autism Spectrum Disorders
who attended ASD treatment centers in Yerevan.

2. Stakeholders included policy makers, administrative representatives and frontline
workers (therapists, psychologists and health care providers) of the diagnostic and
treatment centers of Yerevan. Those centers were governmental, private and non-
governmental facilities. The administrative representatives and frontline workers were
recruited from three types of facilities of Yerevan in order to gather comprehensive data
on diagnostic and treatment procedures of those centers. The policy makers were
recruited from the child health and child protection departments of the Ministry of Labor
and Social Affairs, the Ministry of Health of Republic of Armenia of Republic of

Armenia.
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In this study, children were preschool®® and primary school age®® children in Armenia.
Preschool children are from the age of 3to 5. This age range of children (3-5 years old) is
chosen based on the fact that the early intervention (before the age of 3) is pivotal for treating a
child with ASD. However, the mean age of diagnosis of “autism” is four. Therefore, the
treatment experiences for children of 3-5 age group is very much different from the treatment
experiences of the other age group children not only considering the differences of treatment
services based on child’s age but the major gains from the treatment for this particular age group.

Primary school age children are from the age of 6 to 10. Children diagnosed with ASDs
need to be re-evaluated in transition period, demanding needs-based treatment. The transition
from preschool to grade school is one of such examples. In particular, ASD treatment process
includes special education program.®” Given that the child treatment requires modification and
therefore additional intervention, there was a high need to study parents’ and other stakeholders’
perceptions and experiences in that regard, particularly for the age group of children from 6 to 10

(preliminary school age) as well.

Data sources
Data was collected through semi-structured individual in-depth interviews. Additional
data on child's age, duration and frequency of the attendance to the treatment center, the

treatment methodology were collected from the documents of the treatment centers.

Participants’ recruitment and data collection
The directors of the treatment centers of children with ASDs gave their agreement to

provide the student investigator with the contacts of parents, administrative representatives, and

12



frontline workers. The student investigator approached the directors of those centers with
official letter from American University of Armenia. Official letters from AUA were sent to the
chief of the staff of Ministry of Labor and Social Affairs, and Ministry of Health of Republic of
Armenia to contact with the policy makers. The student-investigator contacted the other
stakeholders by phone. The student-investigator was provided with the list of parents of children
with ASDs and the schedule of their children's treatment sessions so that the she was able to
meet parents in the treatment centers. The student-investigator explained the aim of the study
and the study procedures and obtained their agreement to participate in the study. The study
participants were scheduled for interviews after their agreement to participate in the study. The
interviews were conducted anywhere appropriate to the study participants such as treatment

centers and homes of parents, and workplaces of other stakeholders.

Interview Guide

Two semi-structured interview guides (Appendix 7 and Appendix 10) were used to
conduct the interviews: one guide was designed for parents and the second one for the
stakeholders. The questions in the guide were asked irrespective predetermined sequences of the
questions depending on the interview process. The interview guide of a study on the experiences
of immigrant parents of children with autism in the Somali community ("Somali's study")® was
used while developing the guide for the research; the questions were adapted for the local
context to assure the questions were clear and understandable for the participants . Additionally,
parents were asked questions on demographic information at the end of the interviews (Appendix
8), since some demographic characteristics could also impact on parents’ perceptions and

experiences of ASD diagnosis and treatment of their children. The questions of parents

13



interview guide focused on perceptions and identifications of autism, the process through which
their children were identified as having autism and experiences and challenges getting needed
services. The interview guide for other stakeholders focused on questions about their roles in
ASD diagnosis and treatment processes and specifics of diagnostic and treatment services in
Armenia. All the participants were asked to provide recommendations to improve services for
families with a child with autism. The data collection was stopped after we achieved data

saturation.

Data management

All interviews were audio recorded with the study participants’ permission. In case, if
they refused their interview being recorded, the student investigator requested permission for
taking notes during the interview.

All the recordings were translated from Armenian into English and were transcribed. As
the participation in the study was anonymous, each participant was identified by his/her own
identification (ID) number on the transcript. No personal identifiers like names, phone numbers,
addresses, and work places were collected. All the recordings had passwords and were destroyed

after completion of the study. Only student investigator and advising team had access to the data.

Data analysis
Inductive approach to the data analysis was applied, and content analysis was utilized to
analyze the data.>® Demographic data were analyzed using ‘*‘Microsoft Excel 2010 Spreadsheet

Software’’.

14



Data obtained from study participants was coded by words, meaningful phrases and
sentences, which were helpful to identify categories and themes. The results were organized and
manually analyzed according to the most common three themes that emerged. Descriptions
elicited from the content analysis were based on study participants’ specific perspectives.
Information from study participants were collected without predetermined codes, categories and
themes. The information obtained from parents of children with ASDs was triangulated with the
other sources (other stakeholders) to understand the perceptions and experiences of parents of

diagnosis and treatment of ASDs. This approach improved the credibility of the study.

Ethical considerations

Parents of children with ASDs and other stakeholders gave their oral consent (Appendix
2 and Appendix 4) before starting the interviews. Parents were informed about the emotional
concerns that the interviews might cause while talking about their experiences with their
children’s diagnosis and treatment. The participants were assured that the information that the
student investigator gathered from them would be used for study purposes only. The quotes
from study participants that were used in the study were de-identified. Data collection started
after the Institutional Review Board of the American University of Armenia reviewed and

approved the study protocol.
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RESULTS
Socio-demographic characteristics of participants

Parents (16 mothers and 3 fathers) of children with ASDs were interviewed within one
month to explore their perceptions and experiences regarding diagnosis and treatment of ASDs.
In addition, 8 stakeholders (policy makers, administrative representatives and frontline
specialists of autism treatment centers) were also interviewed. Overall, 26 in-depth interviews
were conducted. On average the interviews lasted about 50 minutes. Four interviews with
parents were conducted at homes, and fifteen in the centers where children with ASDs attended
to receive treatment services. Psychosocial counselling followed the interviews with 3 mothers
with mean session duration of 20 minutes.

The mean age of mothers was 36 years, ranging from 26 to 44. All of them were
residents of Yerevan except one, who was a resident of Abovyan city. The vast majority of the
interviewed parents had university education, was married and had two children, and almost half
of them were unemployed at the time of the study (Table 1).

Out of eight stakeholders, two were psychologists, one was a speech therapist, one was a
pediatrician (rehabilitation specialist), two were administrative staff representatives (program
manager and director of the center- art therapist) and two participants were policy makers. All
the stakeholders were interviewed in their workplaces, and the mean duration of interviews was
40 minutes.

From 18 children, whose mothers were interviewed, 15 were boys and 3 were girls. The
mean age of children was 6 years, ranging from 3 to 10 years. From 18 children only 6 attended
inclusive schools or inclusive kindergartens, others were not involved in the inclusive preschool

and school education system.
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Perceptions of Autism

Autism as a new concept in Armenia: All parents mentioned that Armenian families
know very little about autism. In addition, participants themselves had not been aware of the
disease before having children with ASDs.

All mothers mentioned that autism wass accepted differently by the society members due
to lack of public awareness about the issue. People react in different ways to a child’s disability.
Sometimes they could be supportive, but many parents mentioned being dismissive and
judgmental about children with disability. The most frequently reactions that parents mentioned
was fear and avoidance of any contact with those children and their parents. Even parents,
before having their child with ASD had similar reactions. One of the mothers reported:

I was not aware of autism when | first met a child with ASD. We were guests in one of my
friends' home. | was observing their child's behavior. | was so scared, that decided not to take
my daughter to their house any more.

Mother of 4y/o twins

Some parents and stakeholders mentioned that before having a child with ASD, they
learned about autism from films. They pointed that in films autism was described as a disease
that was common among extremely talented individuals, adding, that that assumption was very
far from the reality.

Few stakeholder did not share the same opinion with the others reporting. They thought
that nowadays autism is much spoken about on TV and in social networks. They added that
there was a new tendency to organize charity programs for children with ASDs in order to

increase awareness about ASD. Regarding the suggestion above one of the parents mentioned:

17



"Even though autism is frequently discussed, society has steel distorted imagination
about the disease".
Mother of 10 y/o girl
As stakeholders noticed parents whose children had excessive or repetitive behavioral
issues applicable to children with ASDs avoided taking their children to the public places, like
cinemas, parks, yards. Sometimes people were not sure how to respond so they might say
unhelpful or even hurtful things, even if they did not mean to. For example "I am so sorry for
your child", "Why does he/she do it?", "he/she looks normal but his/her behavior is strange".
Instead of encouraging and motivating you, people around can break you. So your hope
is your husband and some relatives. Can you imagine the situation of women who are alone?
Mother of 4 y/o boy
Majority of parents explained that when children were young, parents felt more
comfortable with them in public places as their children's behavior were not obviously different
from same-age peers' behavior. Child's behavior was not explained by any health problem but
usually it was accepted as a part of “normal” development. Therefore, parents held onto the
notion that the child would “grow out” of the behaviors.
No one can guess if my child has autism, because he is still young. | do not want to
imagine what will happen if he gets older. | do not want to imagine that.
Mother of 4 y/o boy
Some participants reported about those who kept in secret their children’s autism and
hired specialists to attend their homes for their children's treatment. This was particularly related

to the parents who had high social status and were famous in the society.
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Stigma related to autism: Many parents noted about stigma surrounding autism which
was a common theme in several of the interviews. Vast majority of parents mentioned that they
became more vulnerable when people around could not differentiate autism from mental health
problems. They sorrowfully pronounced the words “idiots” or “retarded” as frequently useful
labels addressed to their children by the society members. One mother commented:

My child is not mentally disabled. Children with mental problems look differently, like
children with Down syndrome. My son is normal, he is autistic.

Mother of 6 y/o boy

Regarding parents' sensitivity to the reactions of strangers one of the parents commented:

As soon as the doors of the N6th bus (the bus to the treatment center) are opened | feel
like the doors of heaven are opened. We can get out of the bus and | can breathe the air without
the words “ill-mannered”, "schizophrenic' or "dumb child".

Mother of 5 y/o girl

Autism is contradictorily perceived even by health care specialists as reported by some
participants. For example, for the primary pediatrician of one of the participants children with
autism were “‘stupid and god save from that misfortune", while the gynecologist of one of the

mothers defined autism as a disease of "genius" people.
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Identification of autism by family members: Almost all study participants used the
word “denial” when asked about how families reacted to receiving the diagnosis of autism.
Families initially reacted with denial possibility of the child to have any disease.

| cannot agree with the specialist’ assumptions. For example, they gave my child to align
the cubes and he aligned the cubes from bottom to the top. The doctor said that it was one of the
autism symptoms. | did the same experiment with the other children from his college and they did
the same. So do all the children have autism?

Mother of 4 y/o boy

Many parents mentioned that children's grandparents and fathers refused to believe in
their children's diagnosis because they were not highly involved in the diagnostic and treatment
processes. Family members' unawareness about autism was explained by being "far from the
problems of the child".

Some parents reported that denial of the diagnosis was highly related to the fact that their
children did not have developmental issues before the age of two. But in majority of cases some
parents felt a loss of dreams that they initially had for their child with autism. They questioned
themselves, wondering if they had done something wrong, and worried about the others'
reactions. When trying to figure out what was going with their child sometimes they perceived
autism symptoms as individual characteristics of their child. One of the parents explained:

Within the symptoms you see some characteristics. | thought that my son is like my father.
He is also accurate person and likes things to be in their places. | am still thinking about it.

Mother of 10 y/o boy

However, as the vast majority of parents mentioned, they eventually accepted their

child’s diagnosis, even if they initially denied autism.
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All parents declared that they were well informed about autism and mentioned internet as
the main information source. All of them emphasized importance of early intervention for
autism treatment. They used «state», «developmental disorder», «functional disability»,
«developmental retardation», «emotional misbalance», and in majority of cases, «behavioral
problems» concepts while describing autism. All the participants mentioned about «child's
disability to have social communications».

They know quite a lot, but they do not know how to express their knowledge.

Father of 5y/o boy

The worst side of autism is that when the child does not have friends, nobody around will
help him/her because he/she does not have communicative skills even to ask for help.

Psychologist

One of the stakeholders noted that many parents avoid using the concept of "disease”

while describing autism. During the interviews only three parents perceived autism as a "serious

disease which is not cured by medicine".
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Perceptions of the risk factors of autism: The idea that autism is a new concept, and
most of the participants indicated about lack of knowledge about autism condition. Parents had
different perspectives about causality of autism. Participants questioned risk factors of the
disease developing their own theories about it. Only one mother was sure about genetic
causality of autism despite she did not have anyone from her relatives with ASD. Some

participants believed in different explanations of the risk factors like child’s stress, pain or fear

from something.

As mothers mentioned anger and blaming for their child's autism is common for family
members which comes from not fully understanding the condition of autism. Some mothers
mentioned that mothers-in—low believe in genetic causation of autism, and, particularly, autism
perceived to be inherited from mothers.

Though I have rhesus-negative blood type | did not have any difficulties during
pregnancy and child delivery my mother-in-low connects my child's autism with my blood type.

Mother of 3y/o boy

Almost all the parents and half of the other stakeholders spoke about the immunization
concerns and vaccination as the main reason for ASD development. Some parents accused their
pediatricians either for being less respectful toward their complaints or having financial
incentives for vaccinations, or for the low quality of vaccines.

When | took my son to the doctor for vaccination, he had some metabolic problems.
Though I informed my pediatrician about my child's health condition she did not pay attention
on it. He was vaccinated and it was the main reason for autism.

Mother of 3y/o boy
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Before vaccination he was able to say certain phrases. Autism symptoms occurred 4 days
after the vaccination: he stopped speaking and lost his eye contact. | used my personal
connections and found out that for that period vaccines that were imported to Armenia were of
low quality and were not kept in appropriate conditions.

Mother of 6 y/o boy

Almost all parents did not welcome technology development because they considered it
as a contributing factor for autism. One of the stakeholders believed in direct impact of high
technologies on autism development:

I worked in different marzes of Armenia and | did not meet autism cases in those marzes.
In Yerevan high technologies are more developed that is why autism cases are much more here
than in other cities of Armenia. Autism is a disease of developed countries

Art therapist
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Diagnosis of ASDs

Delaying diagnosis: The diagnostic processes, starting from the time when parents
connected with first-point-of services, till the diagnosis of autism, took parents about 8-12
months. Procrastination of diagnosis was mainly due to the lack of referrals to the appropriate
diagnostic centers. Three stakeholders mentioned that though parents noticed the symptoms
quite early (usually at the age of 2) they often waited to go to see a specialist. Generally, they
chose to wait to enroll in diagnostic services because they wanted to see if the problem went
away on its own. According to all participants, families’ delayed in enrolling children in
diagnostic services due to specifically understanding the childhood development process.

"It is normal that child starts speaking at four years old, even at five...why not? Every child
is individual”; my family members used to say. We did nothing until my child became 6. All our
neighbors, relatives had different opinion about my child's development. | was alone with my
worries.

Mother of 7y/o boy

My husband started to speak when he was four, and we all thought that our son is like his

father. So we were waiting until he turned to four.

Mother of 9 y/o boy
Some parents reported that having a child older than the child with ASD was helpful to
identify autism symptoms earlier compared with those mothers who did not have other children.
Majority of the participants reported about delayed speech as the main reason why parents asked
for health care providers’ help. Several parents mentioned that the explanation of child's delayed
speech by family members and specialists was two languages spoken around the child since their

birth. Consistent with this assumption one of the mothers reported:
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We speak Russian and Armenian at home. My son's speech was delayed and we thought
that he was very nervous because he could not concentrate at any language. We hoped that when
he started speaking he would stop his repetitive movements, which we called neurotic behavior
due to speech delay.

Mother of 10 y/o boy

Almost all stakeholders declared that the polyclinic pediatricians have a great role in
early diagnosis of ASD. Regarding the reasons of delayed diagnosis almost half of the parents
thought that policlinic pediatricians were unaware of new diseases, including autism, particularly
pointing out older pediatricians. Therefore, as parents mentioned, they could be frustrated for
spending much time on inappropriate referrals of policlinic pediatricians.

| described all the symptoms to our pediatrician and she referred us to the doctor to check
my child’s hearing. I said that it is impossible. I switched on his lovely music in the dining room,
and he entered dining room. Then I switched on the music in his room he entered his room.
Father of 4y/o boy

She (polyclinic pediatrician) is a soviet woman with soviet approaches and she knows
nothing new. | do not like her. I will never ask her for advice. Once | did that mistake and lost
our golden times for treatment.

Mother of 7 y/o boy

One of the stakeholders declared about the policlinic pediatricians’ demotivation to learn
and to do something without any incentives. She came up with that idea when their organization
conducted a pilot program among policlinic pediatricians. The goal of the program was to train

policlinic pediatricians to use a new validated tool to detect children’s (who were registered in
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their policlinics) early developmental problems. After the evaluation of pilot program they
found that majority of diagnostic tests were incomplete.

A pediatrician explained:

Though we trained them and explained about the importance of early diagnosis
pediatricians were indifferent toward the program because the procedure was not mandatory by
the government and there were no financial incentives for them.

Pediatrician

Searching for treatment before diagnosis. Parents reported about variable ways
Armenian families first access the system of diagnostic services. Generally first point-of-
services were pediatricians’ services of policlinics (where they were registered). Parents, whose
children did not have obvious symptoms of autism, rather than speech delay, usually approached
to the speech therapists.

As majority of parents mentioned after facing autism symptoms they did not follow the
pediatricians’ advice to wait and started searching for services to understand the health issues of
their children. The consequences of those activities were waste of resources because of
attending from one center to another, and from one specialist to another.

Related to the issues mentioned above one of the stakeholders noted:

Our pediatrician advised us to wait and not to get in panic. | was not sure that everything
was as perfect as she thought. Then I decided to take my child to the speech therapist. We had no
results even after 6 months. I spent 5000 Armenian drams (AMD) for each half an hour session.
My child's health became worse and worse till the time we got final diagnosis and started

treatment with a new program.
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Mother of 6 y/o boy

Almost all parents mentioned that before final diagnosis they had received speech
therapists', psychologists', neurologists', pediatricians’ services. Those specialists were from
development or rehabilitation centers, health care facilities or they provided private services.

If the child has autism and he/she does not speak it is not just a speech delay. Specialists
‘approaches are different in case of autism and pure speech delay. I think speech therapist
should require diagnosis of the child before intervention.

Speech therapist

Only two parents reported about competent specialists from kindergartens and collages
who noticed autism symptoms in their children and referred parents to the diagnostic centers.

Very few kindergarten principals include speech therapists and psychologists. Usually
those organizations are private ones and provide paid services. | hardly remember cases when
those specialists notice childhood development problems and refer for ASD diagnosis, but | am
glad to notice some changes in this field.

Pediatrician

Accessing diagnostic services: Participants explained that children were more likely to
be identified with autism first by neurologists and psychiatrists of policlinics. After the child's
examination, in case of detecting developmental issues, they referred parents to one of the
rehabilitation centers of Yerevan where the final diagnosis were provided by the psychiatrist of
the center. One of the stakeholders reported:

It's like a monopoly of diagnostic service provision. Everyone takes their children to the

psychiatrist of B... (Rehabilitation center) for examination. The guide requires team evaluation,
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but he/she puts the diagnosis herself/himself. So sometimes during the intervention we find out
that the child is not autistic.
Pediatrician

Almost all parents reported about the same diagnostic procedures: interviews from
parents about the child's health and children's observation by the psychiatrist. As majority of
parents mentioned, the overall process took them one visit which typically lasted between 10 to
40 minutes. Majority of parents were frustrated with the duration of diagnostic procedures
conducted by the psychiatrist. Dissatisfaction was related not only to the quick observation of
the child but also non-collaborative approach of health care providers.

Before entering the psychiatrist' room we were waiting in the corridor at least for two
hours. My child was nervous because he was hungry and tired. The psychiatrist did not take into
account the situation. It took him/her just one visit and 10 minutes for the diagnosis.

Mother of 5y/o boy

During the examination my child touched everything in the room. | noticed that the
psychiatrist got nervous. He/she was strict with me and my child. After the short examination of
my child he/she identified diagnosis of autism and mentioned about the importance of early
intervention. | did not know what to do and where to go, who to ask for help.

Mother of 5y/o girl.

One of the other stakeholders explained the situation by the following way:

The long waiting time for the psychiatrist and short term examination is usually due to
the shortage of qualified psychiatrists that could identify ASD symptoms. This is because the
profession is not attractive due to the heavy responsibilities and low remuneration of those

specialists.
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Policy maker

As parents mentioned in some cases when symptoms were complicated children were
examined not only by the psychiatrist of the rehabilitation center but the developmental
pediatrician as well. Many parents reported that their children were not diagnosed with autism,
but autism symptoms. They should be observed and evaluated by multidisciplinary team of
specialists in order to receive final diagnosis. As participants mentioned intervention was highly
depended on parents’ opportunity to pay for intervention. Final diagnosis was provided by the
psychiatrist of rehabilitation center based on the specialists’ conclusion of child's health status.

One of the parents reported:

The psychiatrist reported that my child had autism symptoms. We have attended the
treatment center about 1.5 years and | have no idea when the final diagnosis will be provided. |
heard that parents should initiate final diagnostic procedures themselves and push the team of
specialists to organize the process.

Father of 5 y/o boy

Some participants mentioned that usually parents asked the health care providers for final
diagnosis to receive disability certificate for disability pension.

Autism Impact on family members: At least one of two parents described feeling
drained by the diagnostic process and by learning how to care for the child with autism.

Isolation was one of the most reported autism impact for family members. Some parents
reported about the relatives and friends who avoided having any relation with them. Almost all
parents mentioned that they met other parents of children with ASDs from social networks and

the treatment centers they attended, and shared similar interests.
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The other problem that majority of parents mentioned was passive socialization of
parents, particularly mothers. Half of the parents were unemployed others who worked had part
time job or they scheduled their job appropriate to the child's treatment hours.

Very few parents reported that they coped well with the challenges that autism brought.
Only three mothers mentioned that they became stronger after diagnosis.

I became active and initiative. For example | got license and now | drive a car, because |
think that it’s a necessity for me and my child.

Mother of 10y/o boy

One of the parents mentioned that autism made her husband been positively changed.

After ASD diagnosis my husband felt that he had a lot of responsibilities and he had to
work harder for our child's treatment. He had significant successes in his career.

Mother of 10y/o girl

Parents thought that children with ASDs missed out on educational, leisure and life
experiences that others at their age took for granted. Many parents reported that in order to
provide equal opportunities to the children with ASDs parents spend lot of resources.

I want my child to attend dancing classes. The teacher said she had to be trained
individually before joining the dance group. She asked 7000 AMD for one hour, while other
parents pay 10.000 AMD for monthly trainings.

Mother of 10 y/o girl

Few mothers mentioned that their children followed specific diet and took vitamins as

complementary treatment methods, which required them additional expenses.
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I know that my child should eats 1.5 kg meat, eight quail eggs and other specific food per
month, so we should redistribute our family income to provide dietary treatment. We (she meant
herself, her husband and the other son) can eat cheaper food, we will survive.

Mother of 7 y/o boy

The choice of treatment centers usually was based on the costs of the services and
distance from their home places. Parents mentioned that their monthly expenses for ASD
treatment ranged between 50.000-300.000 AMD. Very few parents did not pay for treatment at
all. However, parents reported that accept for free services still additional chargeable treatment
services were needed.

For some participants autism impact was devastating for the relationships with their
spouses. In particular, two mothers mentioned about their divorces, some of them mentioned
that they lived apart from their spouses or had distorted relationships with them.

Autism impacted on family planning as well. After the diagnosis all parents postponed
the birth of the other child. Parents mentioned that siblings of children with ASDs suffered from
living in a stressful environment. Some became care takers for their autistic brother or sister in
an effort to help their parents.

My younger child who is not autistic does everything herself though she is still 6. She
does not attend to the dancing, drawing or other classes, because of scarce time, resources that
are mainly concentrated on my autistic son's health improvement.

Mother of 7 y/o boy

"Mom, I am tired of autism and my role in this family....everything. Live me alone, I have
my life" my daughter use to say, when | ask her to help me cope with her brother. She has

completely lost her patience. I understand that and do not complain.

31



Mother of 5 y/o boy

Autism treatment

Features of treatment services: All the parents described ongoing intervention to be
effective for their children's growth. Parents specifically indicated working toward goals related
to child's communication, interactive play and behavior. A multidisciplinary team approach for
ASD treatment was preferable by all study participants. Only two of the centers where the
interviews were conducted followed specific guidelines and programs for ASD treatment.
Regarding treatment specifics of the centers one of the stakeholders commented:

Many NGOs do not have a specific program for autism treatment. Their work is like
complementary treatment, thus, not a real treatment. They should use specific and experienced
techniques to provide effective results.

Pediatrician

Treatment services were provided based on the child's needs and the parents’
opportunities to pay for them. Each treatment center had its package of services. Children
received from 2 to 9 hours of treatment services each week, and in some cases up to 12 hours.
Three parents mentioned that besides attending rehabilitation centers their children went in for
some sport therapies like swimming and hypo therapy.

Because of scarce resources, sometimes parents had to choose only the most vital
treatment services, with the majority of participants choosing psychological and speech therapy.
Few parents mentioned that they took their children for swimming or hypo therapy. For all
parents continuous treatment sessions were important, and those parents who experienced

interrupted treatment reported that their children regressed.
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For some stakeholders the effectiveness of treatment was highly related to the treatment
method. Parents did appreciate those specialists who expressed love and kindness towards
children irrespective of the method used. For example:

Specialists from abroad provide interventions using protocols. They will never hug your
child, while in Armenia greeting or encouraging a child consists of kisses, hugs. Thanks God,
they are not as robotized as the professionals in abroad.

Father of 5 y/o boy

Few parents reported that after some time children needed changes in intervention
methods or additional intervention because they did not have as much improvements as they had
had at the beginning of the intensive treatment.

I like wood therapy sessions. It has been years he attended the rehabilitation centers, but
after two years | noticed that those sessions gave him nothing. Now he enjoys the time spending
with the male teacher. His approach is something new for my child. He is strong and treats him
like an adult. My son was tired of female teachers’ "bla-bla-bla".

Mother of 10y/o boy

Challenges receiving treatment services: Almost all parents noted long waiting lists of
free treatment services. Some parents found solutions to avoid any waiting list, like
simultaneously registering the child in different rehabilitation centers or using personal
relationships to breach the waiting list.

| registered my son in A... (Rehabilitation center) and in B.... (Rehabilitation center).
Now my son attends those two centers for free. None of the staff of those centers is aware about

our attendance to the other center.
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Mother of 4 y/o boy

Some parents gained free services from two organizations while other parents remained
in the waiting list for a long time or had to pay for services.

Regarding "benefits" of personal relationships one of the parents declared:

It's a year and six month we are still in their waiting list and none called me since our
registration. My friend called me and said that she had a relative who had some connections
with the administrative staff of that center and who helped them to breach the waiting list.

Mother of 10 y/o boy

Some parents indicated that desired services were only available at inconvenient times.
Treatment hours coincided with parents' working hours or school and kindergarten hours. This
was one of the reasons that a few parents gave as to why they became unemployed.

Stakeholders reported that one of the major problems was a lack of access to the services
in every marz. They mentioned that rehabilitation centers of ArBES were located in only seven
cities of Armenia. The costs of services at those centers are cheaper than the same services
provided at ArBES rehabilitation center in Yerevan. As some parents mentioned those who
lived near Yerevan city were able to take their children to some rehabilitation centers despite the
high cost.

We lived in Edjmiatsin which is not so far from Yerevan. Every day | had to take my child
to Yerevan for inclusive school. Twice a week we attend rehabilitation center. During wintertime
we missed classes and treatment sessions because of the time consuming and costly traffic.

Mother of 5 y/o boy

All parents whose children attended the free centers reported feeling distrustful of paid

centers. Almost every respondent has used paid services and reported lack of value of money
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spent versus beneficial treatment outcome. Many parents mentioned that the quality of
intervention varied among free and paid centers, but gave preference to free services.

Nowadays many NGOs have autism services and they are out of control. Governmental
organizations are easy to control. That is why free services, which are financed by government,
have higher quality than the paid ones.

Mother of 9y/o boy

Some stakeholders and parents mentioned disconnect as well as uncontrolled actions of
policlinics, governmental bodies, and diagnostic and treatment services were common issues
while receiving treatment. There was no directory of governmental, non-governmental, and
private services, and parents used their personal connections to find diagnostic and treatment
services themselves. Overall, participants were frustrated with the lack of follow-through in the
system between one service provider to the next. The comment by this policy maker is an
example of fragmented ASD services:

Once a man called to our department, declared that his son had an autism and asked
about the organizations that could help him. I had a book where all Armenian NGOs, that
provide services to children in difficult situation, were registered and | could not find anything
about autism services.

Policy maker

I did everything myself. | found specialists for diagnosis and for treatment. Pediatrician
was not aware of those that provide diagnosis, intervention centers were not aware of each other
or treatment differences. No one was aware of anything what they had in the field.

Father of 5 y/o boy
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Services required: The study participants mentioned the importance of preschool and
particularly school education for the development of children with ASDs. The majority of
parents noted unqualified specialists in kindergartens, child developmental centers, and colleges
and schools who were unaware of autism. Parents reported that most classes needed a teaching
assistant to help the child cope with learning. The lack of appropriate support compelled some
parents to attend school along with their children. Very few parents said they hired a specialist
to help their child at school.

Regarding dissatisfaction from unqualified specialists one of the parents mentioned:

Once when he was 3 his teacher of kindergarten slapped him and after he used to stand
in the corner, slap himself saying ‘'stand there, bad boy".

Mother of 6y/o boy

One of the stakeholders explained the situation differently:

I had many conversations with teachers and they are not enthused about the inclusive
program. They told me that they had many difficulties with those children as they cannot coach
30 children including autistic child.

Policy maker

Majority of parents thought that their children, particularly those with behavioral
problems, needed to be involved in some classes of physical activities like swimming, dancing,
gymnastic etc. Some of the parents referred to the lack of specific services (classes for playing
musical instruments, sport clubs) for children with developmental problems.

One of the major concerns of parents was a lack of treatment services for teenage
children or adults with ASDs. This led to parents to perceive their children's future as

unpredictable and hopeless.
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Imagine who will take care of this man when he becomes elder and | die. The government
will take him to the psychiatric clinic and his life will end up there. So I think about donating my
house to someone who will be responsible for my childcare after my death.

Mother of 10y/o boy

When asked by the interviewer about disability pension, some parents mentioned that
they had never thought about obtaining a certificate that verified their child's disability. Those
parents also noted a requirement for advocacy services in treatment centers.

A collaborative relationship between family members and service providers was a
common theme for some study participants. In one mother’s opinion the collaboration between
parents and service providers could contribute their spouses’ engagement in the treatment, as
fathers were not highly involved in treatment processes. Very few parents mentioned successful
collaboration between parents and the other stakeholders.

There were times when | pretended to have bad headaches. So | asked my husband to
take the child to the treatment center himself. | did it, as | wanted to involve him in the treatment
process. Then | called to the psychiatrist of the center and asked to provide professional
counselling with him about his importance in our child s life.

Mother of 5 y/o boy
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Parental engagement in treatment: All the study participants emphasized the
importance of parental involvement in the treatment process even if a child with ASD attended a
treatment center and many specialists were involved in their care. They thought that one of their
missions was to illustrate autism to society and many of them believed in the effectiveness of
their work.

| had to speak with the manager of the 6th bus, which is the only public transport that
comes to the treatment center. | want to put a signboard in the bus with those words: "You can
meet children with autism in this bus™. People will be interested what is autism, they will go and
search for it.

Mother of 6 y/o boy

Parents mentioned needing skills and learning methods to cope with their children.
Inclusion in the treatment process and the need to observe the work of specialists was highly
regarded. Some parents mentioned that they had studied treatment techniques from parental
support groups found on public web sites. They appreciated having an opportunity to learn from
experienced parents, having them as friends, receive advocacy and referral to the competent
specialists.

Many parents used to learn intervention techniques from the Internet and provide
professional treatment sessions to their children. Some mothers reported that without any
theoretical knowledge of techniques they intuitively used them to treat their children with autism.
Later on they found out that those techniques were evidence based and were highly useful among
specialists.

I noticed that he learnt from computer easily. | videoed me explaining him about many

things, like animals, numbers, colors, etc. Then he watched my videos and | saw that my child
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immediately caught the information. Our psychologist told me that | used professional technique
without being aware of that.
Mother of 4 y/o boy

Two of the mothers reported a desire to control the work of treatment providers and their
involvement in each step of the treatment process, with the explanation that they did not trust the
providers. Despite the fact that all parents wanted to be involved in the treatment process some
of them perceived themselves to be less skillful to do that.

Parents believed in the effectiveness of multidisciplinary team interventions and
supplementary treatment methods. They used dietary supplements containing omega-3 and
reported following healthy lifestyles including the exclusion of chemicals from their children’
lives. One of the mothers mentioned:

I read Armand Colin and follow his diet. Instead of soap, but we use soda. Instead of salt
we use sea cabbage. Each day we have to walk at least 300 meters. Now my child does not have
any metabolic problems but 8 months ago it was a chronic problem for my child.

Mother of 6y/o boy

Some parents mentioned about their importance in their child’s life, for example
perceiving themselves as “USB connection of autistic child and the real word”, but they needed
encouragement from family members and the society to be able to overcome “challenges of
autism”.

My husband says that I do everything for my child. So may be God chose me to have this
child to take care of him appropriately, because | am very strong. He encourages me. It gives me
a new breath to continue my mission.

Mother of 9 y/o boy
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All the participants emphasized the importance of including fathers in the treatment
process. As mothers mentioned their major role was to earn money and cover treatment
expenses.

Fathers do not usually attend treatment centers. But if fathers are included in the
treatment process the improvement is twice higher. They are like right and left hemispheres of
the brain. Together is more effective.

Director of a center

All parents and majority of stakeholders mentioned that many programs and some autism
treatment centers in Armenia existed because mothers use them to obtain care for their children.

Without parents' motivation none of the policy makers would commit any funds or
programs for children with autism.

Father of 3 y/o boy
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DISCUSSION

This study is focused on parents’ and other stakeholders’ perception and experiences of
diagnosis and treatment of ASDs in Yerevan. One of the main findings of this study indicates
that autism is a new concept in Armenia. Lack of awareness and understanding about autism is
common among parents, which could contribute to stigma associated with ASD and prevent
people from seeking proper care. Our findings are consistent with other work: stigma towards
mental illness in Armenia are reported by several studies.%°°5!

Parents can experience stigma and misunderstanding about autism from people at school,
among relatives and friends, in public transportation, etc. People react and respond in different
ways to a child with a disability. Some are open and supportive, some avoid relationships with
children and their families, and others are dismissive and judgmental about children with ASDs.

Specific perception of childhood development (for example four years old child's speech
impediment will resolve on its own) could influence diagnostic delays of ASDs. In western
countries, childhood development is assessed by a series of developmental milestones
appropriate at certain ages.®? Such practice has not been observed in Armenia. The study
findings show that parents wait or are advised to wait until the problem resolves itself as a child's
development is perceived to be very individual, irrespective of any guidelines on children’s
developmental expectations at certain ages. Armenian families' experiences of delayed diagnosis
can be explained by the specific perceptions of childhood development milestones, which are
consistent with outdated practices in western countries or in countries with less developed ASD
services.®

Denial and anger among parents are common reactions after their children receive an

ASD diagnosis. Similar to the results of other studies, the findings of this study show that
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reactions are due to a lack of understanding of the disorder, doubting the diagnosis given, or
disbelief that such a thing can happen to them and their children.52®* Denials of the diagnosis is
common for all family members, particularly for fathers and grandparents who, in general, are
not involved in the diagnostic and treatment processes and are not as informed about autism as
mothers are. Lack of awareness on autism etiology makes family members blame health care
providers for vaccinating their children or blame mothers for transmitting the condition
genetically.

Many parents are suspicious that their children may have autism before receiving an
official diagnosis. Symptoms of autism are first apparent at around 2 years of age, but speech
delay is the primary symptom that compels most parents to seek intervention. In the majority of
cases, pediatricians of policlinics initially dismiss the concerns of parents of children with
autism, which contributes to diagnostic delays. Parents think that this is because policlinic
pediatricians do not have skills and competencies to properly diagnose new diseases or are less
respectful toward parents’ concerns. Study findings are consistent with the suggestions of the
"Autism speaks" website, by which early diagnosis are possible, when physicians do act on the
concerns of parents.®®

In addition, early intervention is highly dependent on diagnostic tools that are used by
policlinic pediatricians to detect early childhood developmental problems. "Autism speaks"
offers "ADOS"® as a reliable screening tool to detect early childhood developmental problems,
whereas Armenian pediatricians use the "Aerton scale" even though there is no evidence of its
effectiveness.

Findings in this study indicate challenges for families when trying to access autism

diagnostic services. Before final diagnosis parents try a number of interventions to "cure" the
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child. Indeed, parents have expectations from treatment before diagnosis but are frustrated with
how much money they have to spend compare with the treatment’s outcome. Final diagnoses are
provided by a psychiatrist at one of the rehabilitation centers in Armenia. In case if the child is
diagnosed with "autism symptoms" multidisciplinary team evaluation of a child's health is
provided.

Many parents are dissatisfied with diagnostic services available in Armenia, in particular
brief examinations of children. Those findings are inconsistent with findings in other studies. In
western countries, diagnosing ASD requires multiple screenings, interviews, multidisciplinary
team evaluations of a child's health, and considerable parental involvement in each process.®’

The lifelong nature of autism has significant implications on for parents. Their personal
lives, careers, leisure time, health, and financial resources (traveling costs, special food, etc.) are
affected due to the great effort needed to take care of a child with ASDs. Mothers who are the
primary caregivers of children also describe having to give up desired career opportunities and
restricting social relationships (for example having no friends and few relatives) to care for their
children. One of the consequences of having a child with ASD is considered to result in either a
strained or in rare cases strengthened marriage. In some cases marital relationships reach the
point of divorce, or couples delay efforts to conceive another child. Some report prioritizing the
needs of their child with ASD versus the needs of their healthy children.

Parents strive to improve their knowledge of autism by discussing it with other parents
and searching the Internet to obtain information. They try anything that will help their child.
Particularly, parents highly emphasize the importance of an emotional relationship between the
parent and the child. It might be a benefit for professionals to help parents redefine their

perceptions of the child in a positive way in order to cope with the child, which in literature is

43



known as positive coping.®® Caring for a child with autism can result in emotional consequences
such as stress, depression, feeling of loneliness, and uncertainty regarding not only the child’s
but also the family’s future. Additionally, the child’s challenging behavior, makes parents feel
uneasy and different. Consistent with the literature, a child who exhibited “difficult” behavior is
significantly associated with increased parental stress level.®

There are limited treatment options in Armenia. All the stakeholders of treatment centers
and parents, consistent with the findings in the literature think that multidisciplinary team
intervention is the best method for ASD treatment.”® Only two of the centers in Armenia follow
specific methods and techniques for ASD treatment. Majority of the centers intervene with the
same unstructured program without any difference if the child has autism or other developmental
disabilities. Nevertheless, parents appreciate these specialists more, who express love and
kindness toward their children irrespective of the treatment methods used.

The most frequently mentioned challenge to get treatment services is unavailability and
unaffordability of health care services and long waiting lists for free treatment services. These
problems are the main reasons for parents to obtain fewer sessions for their children than they
would eager to. Armenian parents refuse giving medications to their children even if those
children have serious behavioral problems. They more tend to complementary dietary
approaches, like healthy food usage and vitamins or supplements.

Disjunction and a lack of coordination between policlinics, diagnostic and treatment
services, and governmental bodies are identified as another common challenge while receiving
treatment services. Despite the fact that none of the treatment centers follow the criteria of
American Academy of Pediatrics and the National Research Council’®, "Autism Speaks" and

CDC (structure, direction, organization of treatment centers, family participation and at least 25
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hours per week intervention)’2 parents are satisfied with improvements in their child's behavior
after receiving treatment services from the centers they attend at the time of the interviews.
Difficulties in engaging parents in treatment for their children are also identified.
Parents’ involvement in the therapy is perceived to be beneficial by all study participants.
Parents desire adequate communication with health care professionals with regard to the child’s
treatment in order to be informed and involved. However, none of the centers have specific
family support programs. Majority of parents appreciate learning from the experienced parents,
who can help them with advocacy, counseling about daily care and referrals to the "competent "
specialists. They provide their assistance particularly through support groups of social media.
All participants emphasize the importance of education in children's life. Most express
dissatisfaction from inclusive schools and kindergartens, blaming the poor capabilities of the
preschool and school education system. Little knowledge of autism by school personnel, a lack
of assistance to teacher and a child during the classes make problems in child's learning and
involvement in school life. Findings of this study show that most parents lower their future
expectations of the child. Main concerns of parents are about saving finances and to care for the

child in the future.

Study strengths and limitations

To our knowledge this is the first study in Armenia that obtained information from
parents about their perception and experiences of diagnosis and treatment of their children's
ASDs. In addition, besides parents’ interviews, other stakeholders' interviews were also helpful
to gain additional information about the parents’ perceptions and experiences of diagnosis and

treatment of their children's ASDs.
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Almost all the interviews were conducted in the centers where children attended to get
treatment services. Though parents were provided with consent form about the confidentiality of
the interviews, parents could feel uncomfortable to speak about the weaknesses of the treatment
centers where their children attended at the time of the interviews. Therefore, interviewing

parents in those centers could influence our findings.

Conclusion

The number of children diagnosed with ASDs is likely to rise throughout the world but
Armenian society remains unaware about the disease and the implications of this condition. In
general, autism and mental health problems are not differentiated by society, which could
contribute to the stigmas faced by people with both ASD and mental health issues.

Autism has negative impact on a parent's psychological wellbeing and that of family
members. Various external factors contribute to a parent's wellbeing such as family members’
perception of autism, financial constraints, lack of social support, and flaws of health care
practices and policies.

Health care providers, particularly pediatricians of policlinics who deliver screening and
diagnostic services, have a great role in referring parents to other health care providers for
diagnosis to gain crucial time for early intervention. Some study participants mentioned that
final diagnosis proved to be insufficient because of the quick observation of the child regardless
the guidelines for diagnostic procedures of a child's developmental problems. Professional
manner, which is perceived as a professional’s expression of love toward the child, seems to be
an important determination of parental satisfaction from treatment services, irrespective of the

treatment methods used.
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Paid services are unavailable for many parents. Waiting lists and a lack of centralized
information about the treatment services make parents search and wait for services for their
children for long periods of time. Despite the lack of family based services, parental
involvement is considered beneficial for the effective treatment. None of the existing centers
had family support programs that are sorely needed by parents and families of children with

ASDs.”3

Recommendations

The findings illustrate that significant areas in ASD care and services that should be
strengthened, particularly improving the availability of affordable, and accessible services, could
meet not only the needs of children but that of the family. Our recommendation is to develop
home visit services in Armenia through treatment centers or as a separate service that parents can
obtain for their children. This kind of treatment has already proved its effectiveness in Western
countries in terms of enhancing the development of young children with autism and providing
higher engagement of family members in therapy sessions.

Early diagnoses are highly dependent on diagnostic tools that pediatricians use for early
childhood development problems. Thus, there is a need to adopt a reliable tool (like "ADOS")
instead of the "Aerton scale" that pediatricians would have to use.

Each kind of intervention can be essential for a child’s wellbeing, or lack of intervention
or poorly designed interventions could harm the child. Licensing frontline specialists of
organizations involved in ASD care - including kindergartens, colleges, inclusive schools, and
rehabilitation centers - are highly recommended. It is also important to allow specialists to

intervene immediately after a diagnosis.
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Mapping all centers that provide ASD services in Armenia is another recommendation.
Centralized information could be helpful to coordinate the work of the organizations that provide
ASD services in Armenia. Information about treatment centers' location, addresses, treatment
methods, and prices should be provided also in handbooks for parents. These handbooks could
serve as guides for family members to raise awareness about autism, and avoid inappropriate

expenses while searching for ASD centers or qualified specialists for autism treatment.
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Table 1. Socio-demographic and personal characteristics of parents of children with ASDs

Characteristics N

Characteristics N

Residence

1. Yerevan 18 (95)

2. Marzes 1(5)
Relationship with the child

1. Mother 16 (84)

2. Father 3 (16)
Age, Mean (Range) 36 (26-44)
Marital status

1. Married 16 (84)

2. Divorced 2 (11)

3. Widowed 1(5)
Education

1. Professional vocational education 1(5)

2. Institute/University or higher 18 (95)
Employment

1. Employed 8 (42)

2. Self employed 1(5)

3. Unemployed 10 (53)
Number of children at home (including the child

1. One child 5 (26)

2. Two children 12 (63)

3. Three children 2 (11)
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Appendix 1.
Consent form for parents of children with ASDs (English version)

American University of Armenia

Institutional Review Board #1

Hello, my name is Manya. | am a social worker and a graduate student of the Master of
Public Health program at the American University of Armenia. We are conducting a study to
better understand the parents’ perceptions and experiences of diagnosis and treatment of their

children with Autism Spectrum Disorders.

You are invited to participate in this study because your child attends one of the centers
of Yerevan which provides treatment services to the children with ASDs. Participating in the
project only involves this interview that will last for up to 1 hour. The interview will be
conducted at a time and place that are convenient for you. Your participation in this study is
voluntary. There is no penalty if you refuse to participate in this study. You may refuse to
answer any question or stop the interview at any time. There is no benefit for you from your
participation in the study, but your participation is valuable for us in terms of better
understanding parent’s perceptions and experiences of diagnostic processes and treatment of
children with ASD, so that we can make recommendations for improvement. The interview may
cause some emotional pressure but after the interview I, as a social worker, will be able to
provide you with psychosocial counseling. I work in a specialized children home and have seven

years’ experience working with parents of children with ASDs and other developmental issues.

The information provided by you is fully confidential and will be used for this study

purposes only. Your name will not appear on the questionnaire and in any presentation of the
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project. Quotes from your speech may be used in the project but will be identified as one of the
parents’ opinion without names and any other personal identifiable information. If you do not
mind | would like to use audio-recording not to miss any information provided by you. It is
perfectly within your rights to ask to turn off the recorder at any time during the interview,
whenever you want to. My notes and the recording will be stored without any identifiable

information about you, and will be destroyed after we finish the analysis of the data.

Before we start the interview, you can ask anything about your participation. If you have
any questions regarding this study you can contact the Dean of the School of Public Health of
American University of Armenia, Varduhi Petrosyan, at (060) 612592. If you feel you have not
been treated fairly or think you have been hurt by joining the study you should contact Dr.
Kristina Akopyan, the Human Subject Protection Administrator of the American University of

Armenia (060) 612561.
Do you agree to participate? Please say YES or NO.

Thank you. If yes, shall we continue?
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Appendix 2.

Consent form for parents of Children with ASDs (Armenian version)

Zug umwnwih wdiphl; wbh hwdw vwpwub
Zuwupuw ht wpnp9wywhnt p)] wi dwlnt | mtkwn
Ghunwh g nuujwit Ephjuw h phy lhwhdttwdnnny
Ppuqtl hudwdwy tnt pj wh &

Pupl Qtq,hd wunt tp Uwbj) wk:Bu unghw wlwl wp ppuwnny Ed
Ldpwduwdwbwl unynpnid bd Zuwy wuwnwbh wdbphl) wh
hwdw) vwpwih hwipw) ht wnnn9 wywhnt pj wbt dwlni | nkwnh
dwghuunpnuwlwb dpwgph wj wpunuwljwb Ynitpunt d: Uktp
hpuwjuwiwgnt  kup hkwwgnunt py nt & unt whqd nt ikgny
Ephtjowtubiph hhduwungnt p) wt wppunpng dwt b pnrddwh Jwupht

Sunnutphpuju ntdunt ympdunrtuntdbwuhpt)int hwdwp:

Mnip hpuJhpyws tp fuwbwlghbynt wy u hkwnwgnunt pj wanp,
pwihnp Qtp tpthwt hwdwhint U £ wnt mhqu nititgny
EptjowuEpht uwnuw n1pjntt fwunt gnn Gphwih yEawmpnuutphg
dEp:QEp duwubwygnipj ntup vwhdwbwhwjnid kE dhuy & dEY
wb h wnwlj wh hwpgwqpniygnyd,npp jwubh dnnldwd:

Zupguqpnij gp Jhpwjuwbwgyh tq hwpdwp dudhb b 2Eq hwpdwp

Juy pnt u:
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QEipduwubwlgnipjntul wy u htnwgnunt pj wop judwnnp k:
Qtqns hasy shuwununid,tpk nip hpwdwpybp dwubwlijgl| uwy u
hEwnwgnumnt pj wup:tnitp Jupnn Ep hpwdwpd | wuunuu pwb k|
guujwugws hupgh jud guwij wgwd yuwh h punhwuwnk
hwpgwqpnijgp:Ztunugnunt p) wap duubtwlghiny tnip nplhk
wbUdhowljwh ognit s Ep unnwbw, uwluwy o QEp dwuttwljgnipy ntup
s whwquig yupbnp £ dbq hwdwp,pwbh npnwljoquh wt| h pnpp
ntuntdbwuhpb] wnt mhquU nir bbgny EphjuwbEph sunnutph
tnpdnp, b htwpudnpnipynitt jumun)npwh pupb] wjdwit
ntgnyuws wnwo wplnt pjntubbp junwp b wy u pugpny qpunynn
Jugduwhbkplynipyniruubphtt: Uy u hEunmwgnunt py ntup wupnn k
hniqbk] Qtq,bu yunpuwuwbtd hwpgwqpnij gh wjwpwhg htwun Ak q
htwunghw -hnqbipwiwjwh inphppuunynit py ntt wmbglwgubky : Bu
wy jpwunt U Ed EphjuowbEph dunwtwg hnug Jws pbudph hawmpnunt d
Untbbd 7uwpwinpd  wntwhqd b qupquguwh pinhpubp

ntubgnny tptjuwttph sungutiph htww jpunnk| n :

Qtp Yynndhg upJwd mkntjwnynt pj nrap quyuuh k£ b
Yyhpuedh dhuy & htwnwg nunulj wh t yuunwjobpny: Ep wbnt up
¢pyuwd 3 h | huh hwpgwptpphliutph Jpuwb dpwgpuy bt
qynijgubpnid:Qtp pmupbphgnpnoy dbkgopbpnidubp wpny Et
utpfuy wgyty qyniygnid,pug g nputip fukpluy wgdt npuku
Sunnh Jupshp whwint b b wpnwig wdp tntj bwlwhwguny

mbknbtjunnt pj wb: BpEk pbd s Ep,Eu jdw twgpkd dbp
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huwpguwqpnij gp,npytuqhny vh juplbnp hudnpdwghwyp wg
sponnubkU:QEkp hpwjwunt p) wbh vwhdwttbpni d £ wquwhwho by
w9 wwnb] dwy bwgphs p hwpgwqpnij gh guwijwugws wwhh,Epk
ipyppuwjuphppqgnid Ep:bPd gpuenidubp b

dwy twgpnip)jnrtbububpp juywhywi bt wnwig QEp wudh Jwupt
ny)] wp bkph b ns by mgdbt vy wy wEph wd hn hdwbt wj wpwnhg

htEwn:

Uhty hwpgwqpnijgpulubpp dnip jupnn bp hud Qkp
Uuubwygnt py wh JEpwpbpy w gubjwugws hupg hntp:Unij b
htwwgnumt pj wb JEpwptp) wy hwupgipnitttw n1t ntwpnir d
Jupnn tp juyhwunwnk] 2wy wunwbh wdbtphly wh hwdw uwpwb
hwiipw ht wnnng wywhnt py wh dwlyne| nkwh Ejwt Twpynr hh
NMtwupnuj wbh htwhbtwnb) w htnwhnuwhwd wpnyd (060) 612592: Gp k
Jupsdnid p,np Qkq htwdhowms Ed Jupdb| ud nplbk YEpy
yhpunpby td hwpgwqpnij gh dumbwlhgnt py wh pupwgpnr U,
Tnip Jupny Ep phdb] Zuy wuwwih wdbkphlyj) wbt hwd w) vwpwi h
ghwuwluwl Ephluy h hwtdbwdnnnyph hudwywupgny €phuwnhbiw

Zullnp) witht htwb) w htpwjunuwhwdwpny " (060) 612561:

Inip hudwdw | & bp dumbwlghy :Mugpnid kd bpky USAYud

no:
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Inip hudwdw j & kp,np ku dpwgbbd dwy bwgqphs p:ugpn

Ed ok USN[ud NO:

Cpbk tnip wunpuuwnbp, dktup Juwpny Eup ufjuby:
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Appendix 3.

Consent form for policy makers, administrative representatives and frontline workers of
diagnostic and treatment centers of autism (English version)

American University of Armenia

Institutional Review Board #1

Hello, my name is Manya. | am a social worker and a graduate student of the Master of
Public Health program at the American University of Armenia. We are conducting a study to
better understand different stakeholders’ perceptions and experiences of diagnosis and treatment

of children with Autism Spectrum Disorders.

You are invited to participate in this study because you are directly or indirectly involved
in the diagnostic and treatment processes of ASD. Therefore you can provide valuable
information on better understanding stakeholders’ perceptions and experiences of diagnostic and
treatment processes of children with ASD. Participating in the project involves this interview
that will take up to 1.0 hour. The interview will be conducted at a time and place that are

convenient for you.

Your participation in this study is voluntary. There is no penalty if you refuse to
participate in this study. You may refuse to answer any question or stop the interview at any
time. There is no financial or personal benefit for you from your participation in the study and
there are no known risks to you resulting from your participation in the study. Your participation
is valuable for us in terms of better understanding stakeholders’ perceptions and experiences of
diagnostic processes and treatment of children with ASDs, so that we can make

recommendations for improvement.
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The information provided by you is fully confidential and will be used for this study
purposes only. Your name will not appear on the questionnaire and in any presentation of the
project. Quotes from your speech may be used in the projects but will be identified as one of the
stakeholder’s opinions without names and any other personal identifiable information. If you do
not mind | would like to use audio-recording not to miss any information provided by you. Itis
perfectly within your rights to ask to turn off the recorder at any time during the interview,
whenever you want to. My notes and the recording will be stored without any identifiable

information about you, and will be destroyed after we finish the analysis of data.

Before we start the interview you can ask questions about your participation. If you have
any questions regarding this study you can contact the Dean of the School of Public Health of
American University of Armenia, Varduhi Petrosyan, at (060) 612592. If you feel you have not
been treated fairly or think you have been hurt by joining the study you should contact Dr.
Kristina Akopyan, the Human Subject Protection Administrator of the American University of

Armenia (060) 612561.

Do you agree to participate? Please say YES or NO. Thank you. If yes, shall we continue?

63



Appendix 4.
Consent form for policy makers, administrative representatives and frontline workers of

diagnostic and treatment centers of ASDs. (Armenian version)
Zug umwnwih wdiphl; wbh hwdw vwpwub
Zuunuy ht unnn9 wywhnt pj wh duwljni | mkwn
Ghunwh g nuujwit Ephjuw h phy lhwhdttwdnnny
Ppuqty hudwdwy tnt pj wh 4l
Pupl 2tq, hd whnt tp Uubj wk:Bu unghuwy wlwh w punnn g b
L dhwdudwiwl unynpntd kU Zug wutnwih wdkphlj wh
hunfw) vwpwbh hwbipuy ht wenn9 wywhn pj wh $wlnt | wkwnh
dwghuwpnuuwlwh Spwgph wywpwuywh Yot punt d: Uklp
hpuwjwiwglnt  kup hkwwugnunt py nt & unt whqd ntukgny
Ephwikph hhwhnnt pj wh whnpno dwi b pnt ddwh dwuh b
npnpwup nwpptp gwhwgpghe Ynndbph ptfuwy n1d nr npdt
nituntdbuuppbint hudwp:
Antp hpulhpywd bp Jumbwlhgh)nt wy u hkwwgnunt pj whp,
putth npninnuiph jud wint nnwlh tnip tEpgpuyfquws tp
wnt mhquh witnpno dwi b pnt duwh qnpdphpugnt U:2 kb wp wp’
Gnip Jupnn kp wpudumpk] wntwhqu ntikgnn kpkwbikph
hhquwinnti p; wi whnpnodwh b pnt ddwh duuhb tupp kp
gwhwqpgho §nndbph pju ntdubph b gnpdh JEpwpbpy u
s whwquitg juplinp mknbkjunint pj wdp:kp dwubwlgnt pj nt bp

vwhdwbwhwidni d E dhuwy t & wbthwnwlj wt hwpgwqpnij gny,
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npp jubh dnwnldud: Zwpguqpnij gp jhpwjuwbwgydh Qtq hwpdwp
dudhtt b Qtq hwpdwp Juy pnr U:

QEipdwutwljgnipjntul wy u hEnwgnunt py ntunt d
Judwdnp E:QEkqns hpuy s huwununi d,kpk tnip hpwdwpykp
duubwlgl] wyu htunmwgnunt p) wip: it p Jupnn tp hpwdwpy b
wuwnwu fpwtt ] gutjwugwd hwupgh jwd gwttj wg ws wywh h punhwwnk
hwpgwqpnijgp:Z2kuugnumnmit py ntunt d Qkp dwubtwljgnt pj n1 p
bhtwbuvwlwh b whdtwljwh ognrt s hpiph,uwjuy & Akp
duubwlgnipyjntiup s whuquitg jupbnp £ dkq hwdwp,pwtth np nqw
Jogquh wbk| h jpinppnruntdbbwuhpt| wnt mhqd nitukgnn
Eptjwubkph punghpubtpp b htwpuwnpni py ntt jurnwny npwp
pupb] wdwbt nignwd wnwp wplnt py nruubp unupb] uwy u
fmunpnyd qpunynn juquuwytplynipy ntbubtpht:

Qtp Yynndhg mpJwd mkntjwnynt py nrup | hpndht quyuuh £ U
Yyphpundh dhuy & htwnwg nuul wh bt wuunujubpnyd: AEp wbnt up
qpyws s hp huh hwpgwptpphlubph puwb dpwgpuwy hb
qtynijgubpnid:QEp finuptphgnpny dbkgopbpnidubp Juwpnn Eu
bbpiuy wgqbp qynrygnid,puy g nputp hubpfuy wgdkt npyku
sowhwgphqhr Ynnuh Jupshp whwint b b wnwhg whdp
unit) twjwbwguny mkntjwnynt pj wh:Bpt ntd s Ep,Lu
Ydw bwgpbd dkp hwpgwqpniyj gp,npytuqhny vh juplbnp
hudbnpdwghwpwg s pnnubd:2Ep hpwjwunt p;) wh vwhdwbtbpni d

Eyquhwiobt] wmbowwnb| duwy bwgphs p htwmwugnunt pj wh gw §j wg ws
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wwhh,Eph tnip nppujuwphpp qgnid Ep:Pd gpunnrdubtpn bl
Adwj twgpni py ntUbbkpp uywhywi Jbkt = wpwig 2Lp whdh
unit) twjwbwgdwb b Yns by mgybt myy wy uph wd thn hd we
wjwpwnhg hkwn:

Uhts hwpgwqpnijgpuljubip dnip Jupnn tp hud Qkp
duubwlgnip) wb Jipwpbp) wp gwtjwgwd hwpg hnky :Unij
hEwnwgnumnt py wb JEpwpbp) wy hwpgipnitbbw nt nhwpni d
Jupnn Ep juyhwuwnwnt] Zw wuwnmwbth wdbphly) wt hwd w) uwwpwb h
hwipuwy htt wnnno wyuwhnt pj; wh dwljnt | mkwh pEjwh Ywpynit hh
NMtwpnuj wbh htwhbtwb) wy htnwunuwhwlwpny - (060)612560: Gp b
Jupsdnid tp,np Qkq htwdhowms Ed Jupdb] ud npbt YEpy
Jhpwynpt] Ed hwpgwgqpnij gh dwubtwlgnt pj wh pupwgpnt d,
Tnip Jupnn tp phdb] Zuw wuwnwih wdbkphl; wh hwd w] vwpwb h
ghuujwi Ephluy h hwtdtwdnnnyh hwdwjwpgny Lphuwhbw
Zullnp) witht htwb) w) htnwjunuwhwdwpny " (060) 612561:

Zudwdw |0 bp duwbwyghy :Magpnid kd ipkp USAwd N2:

Cunphulfuy Gd:Ujub” bp:
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Appendix 5.
Parent’s Interview Guide (English Version)

ID:

Interview Date:

Provide consent form.
Introduction of the topic:

As a parent of a child with ASD you are highly involved in diagnostic and treatment
processes of autism and you could provide important information on it. As | already mentioned
in the consent form, the aim of this interview is to understand your perceptions and experiences
of diagnostic and treatment process of autism. | would like to mention that your answers will be
helpful for recommendations to improve intervention services of Autism in the country. If you
do not mind we can start our interview.

Discussion Questions:

[Perceptions of ASDs]
1. People have different ideas about autism. What do you know about autism, what is

autism?

[Identification of ASDs]

2. What were some of the first signs suggesting that something was different about your
child’s development? What did you do after noticing those differences?

3. People often wait to go to see a specialist after they notice differences in their child; what

are some of the reasons parents wait?
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10.

11.

12.

13.

14.

[Diagnosis of ASDs]

Can you describe your experiences of going through the diagnostic processes of ASD
(Probes: how long did it take, who was involved in the process, what specialists
examined your child, etc.)?

What were the main challenges while going through the diagnostic processes?

How did the diagnosis impact you, the child’s siblings/other family members, your
expenses and your relationships within and outside of the family?

[Treatment of ASDs]

What interventions have you initiated in the years since the diagnosis was made?
What kind of services does the intervention include (please describe frequency and length
of the services as well)?

Tell us more about times when it was difficult or you had problems getting services that
your child or family needed?

What do you like about receiving services under the intervention program(s)?

What would you like to change about receiving services under the intervention
program(s)?

[Recommendations]

What resources, policies, or programs do you feel are MOST needed in order to serve
children with autism and their families more effectively?

Given your experience, what could improve the diagnostic and treatment services for
ADS in Armenia?

Is there anything else that we did not discuss but you think is important for this research?

If you do not mind we can end up with few questions about yourself.
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Appendix 6.
Demographic Questionnaire for Parents (English Version)
1. Identification of child’s parent
a. Mother
b. Father

2. How old are you?

3. Where do you live?

4. Date of your child’s (with ASD) birth / /

5. What is your marital status?
a. Married
b. Separated/Divorced
c. Widowed

d. Single

6. Indicate the highest level of education that you have received.
a. No education
b. School (10 years or less)
c. Professional technical education

d. Institute/University or higher
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7. Are you employed?
a. Yes
b. Yes, but on maternity/pregnancy leave
c. No
d. Self-employed
e. Seasonal worker or farmer
f. Student
g. Retired

h. Other (specify)

8. How many children do you have (including the child/children with autism)?

Thank you for taking the time to talk with me.
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Appendix 7.

Parent Interview Guide (Armenian Version)

Zupguwqpnt] gh wbglhuwugdwt wduwphyp:
Uphuw wgynidt  hpwqbly hudwduy tnt pj wh dlp

Lhkpwdnipjntb:

Lhuk|ny wntwhqu niubgny kpkjuy b suny Tnip dkswuwyku
Whpgpuyws kp uniwhquh  wutnpnodwi b pnidduwb
gnpdpupugnt U u Jupnn tp s whwq wb g Juplnp
nhnEjunmint pjntt vy wy  dwuht: bhs whu wppkt bokgh, uy u
hEwnwgnunt pj wb byuinwt £ wupqb] wni whquh wpnnpnp dwt b
thnpdh duuht Qbp pufuw; nt Ut nt hnpdp: Yguwbfwhwy h o k] b,
np QL wunuu uwhb @k pp Jogqlukl Ukp kpypnud
Swunwy nipjniubbpp pupbjujlpnt nignnep) wdp wowgwpljukp
Upwlbty: Bplnkdybp,jwpny Eup ujul|p hwpgwqpney gp:

fuuuplynn hupgkp

[Unt wpqup plyuy ni dp]

1. Uupgphly wwppbip wuujbkpwgnidubp nirukt wntwhqudp

Jhipwplpjuwy: " s qghwkp unt whquh duuht b p° s t Qkq

hudwp wnt mhqup?

[Un: mhguh huy mbwp bpni Up]
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2. Opn” up tht wnwehtt Gowhukpp, npnq yyuy k| &h, np 2kp
bpkhw b qupgugnidp husynp Yhpwy wwppbpdby &, b b7 by
wptghp nip wy p nuppbipnipynirubbpp Ujwnk] ntg htwun:

3. Uupnhll bwdwpu 4qdgnid Lt dJdwubwgbiwhtt nphdb)pnt
gnpoéppwgp hpkug bGphkhuwh qupgqugduwt dhe uwdwh
nuppbpnipyjnrbububp tjuwnk)nitg htkwun: Opn’ up Lt
Sunnubph duuttwg Ewnht nhubkj]nt h & wnwd g U wl

wqunduwn ubkpp:

[Un: whqdp whanpnpn dp]

4, Yyuundt' p untwhquph whunpnpdwh QEp tnpdh duwuhb
mppw & dudwhwl wy & whkg, nypt  p tht thpgpuyduws wy q
gnpsphpugnid, 7ty duubwgbwibbp ko hhwwgnuk] 2kp
Epthuy ht b uy 1 ):

5 b us luns pugpnwubtph tp hwinhwt whinn pn o U wh
gnpoépupwugh Juqduwl Epuydwt ¢ wd whwl :

6. Py wgqnpnbgnip;nit ntubgu] <<wuniwhqu>> wjhunpnontdp
Qtq, dtp Udyniu Ephhwubkph, putwnwbhph w | whguwdubph,
puwnwbhph wpudubph U puwnwihphg gnipu w | dwppljubg

htwn ympuhwpwptpnipynirubph, huy whu btwh ALEp Swhubtph

Ypu

[Uni wmhqup pni dn1 Up]
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7. Npn” up Eu Enkg Qbnp Unndhg hpwl wb wg Y wo
Uhongunnidubtpp Epijuuy h dnwn nit wmhqd wppunpnotinig h
Jybp:

8. P"us Sunwy nipj;nibbkp bt Uhkpunnid  dwubwghuwlwh
Uhouwduwnt pj nt up (nugpni d kU bjwpwgnpky b wl
Sunuwj nitpjnitbubph uvunwugdwt hwfwpwjwintpjntiul nt
mbnnnipj ntup,jhpundnng dbpnngutpp):

9. Mugpnid Ed dwbpuwdwutt wquudbp wy &t dwuht, pk nppwting k
1.d{wp 4 ud jutnpwhwpniy g tnky wj Uwhuh
Sunuwy nitpjnLtbubp vnwbw) p, npnup hwlwyunuu pwt k] G
Qtp Epiuy h ud QEp pbwnwubthph uphpubpht:

10. Uho wd mulj wti /pnt dhs dpwgpkph n' p dwnuwy nipjnibbbkph
Eu QEq gnipqu hu?

11.P" usyp jguwhjwhwy hp dhnjubip Epkjuwy ho wpudnpyny pnidhy

Sunuwy ntp)] wh (wnuwy nipjnruutph)dke?

[Urwo wplntpy nt bakp]

12.0pn” up &t uwy @ UUBLPS whhpwdkyow nhkunipubbpp,
puwnwpwljwhnt pj nt up, dSpwgpknn, npnup wnwy k|
wpnp) ntbw]bwn Y hubkt wntwnhqdnyd bEphhwtbkph b upuwbg

puwnwbhpubtph hudwp:
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13.6 ik ny Qtp tnpdhg bokp punpkd, h usp Yuwpn E
pupb] wbk] wnitwhqu ntubtgnny tphhwibph wpunpny dwb b
pntddwl dunw ntpyntuubpp 2w wuwnwin U:

14.Yw’ hus-np pwb, np dkup spubuwplykghlup, puyg Onip
guunid Lp,np wy & ogquujwp Y] hukp wu htwnmwugnunt p) wh

hwd wp:

Chnphwlhuy Ed dwdwhwl hwnfwuwgbby ni hulwp:

Cpbnbdsbp, jgwhjwhuy h Uphpwih hwpg Fj] Q&p dwuhl nuy
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Appendix 8.

Demographic Questionnaire for Parents (Armenian Version)

1. Zupgdwbup duubtwljgnn tptkjuuy h $unnp

a) Uay p

b) Zwy p

2. Puth” nmupblwh Lp:

3. Npuk” n kp wupnt U:

4. Unt mhqu ntukgnq Epthuy h

uduwphyp / /

5. Udntubwljwlt jupgquhdwlp:

a.

b.

Udnt utiwg wd

PuduttJws/udnt uttw n1 & wd

Uy nph

Uhuy twl

6. Lobp QEkp wdlbktwpwpdp Yppwlywt wunmhgwunp:

a.

b.

Uppnipjnitusntubd

Typngulwt (10wl wmjwd wJt| hphs)
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C. Sthuthjwljwlt Yppnrpy nr

d Pupdpwgnij

7. Upjouwnt ~ U ip:
a. Uyn
b. Uyn,puy giptiju h piutwdph wpdwlnit pgnid Ed
c. Iy
d. Puptwqpwunydws
e. Uigqnuwy ht wp jpunn g
f. ML uwtng
g. Pnyowjuwnnt

h. Uy (uotky)

8. Ruth’” dJwpn t wuwypnid 2kp phuwwbhpnid (dnip by

dhwuht)_

9. Luih’ wnt wnj w] wntwn ni n wh ):
Lub knk utp (WEpun) uy qu bkgnn Epkjuwb)

76



Appendix 9.
Other Stakeholders’ Interview Guide (English Version)
[The stakeholder’s role]
1. Let’s start with talking about your role in ASD diagnostic and treatment processes. Can
you describe your role (describe the supports you provide)?

2. How many years have you been working in this field?

[Perceptions of autism]

3. Generally, how do you think people in Armenia view Autism?

[Diagnosis and treatment of ASDs]

4. What kind of difficulties parents face while looking for diagnostic and treatment services
their child needs? Among the difficulties you have mentioned which are the most
important ones. Why?

5. How do families with a child with autism get connected with you/your agency/other
appropriate agencies?

6. Describe the supports your agency/other agencies in the country provide to the children
of ASD and their families?

7. What kind of difficulties the interventionists/agencies/policy makers face when they try
to support families of young children with autism?

8. What resources, policies, or programs do you feel are MOST needed to better serve the

needs of children with autism and their families?
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[Current and future trends]

9. What are the current and future trends in the diagnostic and treatment services of children
with ASD in Armenia?

[Recommendations]

10. Given your experience, what would be your recommendations to improve the diagnostic
and treatment services for children with ASD in Armenia?

11. Is there any other information that you would like to share with the research team?

Thank you for taking the time to talk with me.
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Appendix 10.
Other Stakeholder’s Interview Guide (Armenian Version)
[Cwhwgpghr Gnypdp plpp]
1. Bytkp fmubltp wniwhqdh wjpunpnodwt b pniddub
gnpsphpugnid 2kp ntph dwuhb; Yajwpwgptk p uwy & (Rbp
Unnuhg mpudunppynny Swnuy ntp) nt up)?

2. Puth” wmuph b wy jpwnt f Ep wy u ny npunt d?

[Unit wmhqup pialuyg nt Up]
3. P"us kp Jupénid, hhdbwfwhnid dwpnhly hbswt u Ll

Rujuw) ntd nt wmhqup:

[Uni mnpqup whuimmpnpnt /i n1 pni dnt dp)

4. p" s ndJupnip) ntbubkph bt hwinhuwni U sunnukpp hpkug
Epbhuy ht wbhpwdbtywn whiinpno hs i} pnidhs
Swnuwy nipjnirubbkp thuwnp bk hu: Uo J wd
ndJupnipj ntutkphg npn  4p kit wlkbwlwplnpbbkpp:
bhano:

5 Pusuwhk u bkt wniwhquny kpkjuwnt ikgnn phwwbhpakpp §uy
h wu nmuwnn 1 QL q/RbEnp JugduwibEpwnt pj wh, wy |

JugduwibEpwynipy nrttubkph htw
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6. Lupwgpkp pNunppkd wnitwhqd nirubkgnn bEphjuw hu Qbkp
Juquwibpuwnipj wi/uy | Juqduibtpuwnipyniuubtph Ynndhg
upynn Swnuw nipjntrubbpp:

7. s  jnspupnubtph &4 hwhnhuynid kphjuwy b hbkwn

wbdhowjwbnpkt w) juwnn 1
dunbwgbwnbbipp/fugqduwbpuynt pj nruubpp, p wn wp wl wh
gnpdhs ukpnp wnt mhqu ntubkgnq Ephhuwututph

puwnwbphubphtt wpwijgnipy ntugniguwptpbiynt hwpgnt d:
8. Npn  ip ki w b UUBLRPS wihpwdkswm nbkunipubbkpp,

punuwpwlwintpjntup, dpwgpbkpp, npnup wpnp)ntibw]bun
Uy hukt wnt wmhqu ntLubkgnq EphhwmuEph i1 bpuwbg

puwnwbhpubph Juphpubtpp puwjwpuwpb| nt hudwp:

[LEplwl wmyugqudhwnt Jakpp)
9. Npn” tp kU Zuj wuwwinid wniwhqu nibbgnny Lpkwbkph
wpiinpnohs b pnidhs dwnuw nipynirbuubph tipjw b wywgw

dhunidubpnp:

[Unwowplnt pj nt G kp]

106 uk ng 2&p Ynpdhg  upkp Rugpkd, hTuyp Yupng k
pupk] wjt] uwuntwnhqd nitubtgny Ephlhwubiph wjunpnyhs U

pnitdhs Sunw nitpynrutbpp 2w wuwnwint U:
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129w’ wy | hubnpdwghw,npp Yguwajwhuy hp Yhuky dbkp

htwwgnunn phdh htw:

Chnphwluy Ed dwdwhwl hunfuwgb by ni hunlwp:

81



