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Abstract

Background: Neurodevelopment delays describe the delay in the skill development of children
compared to typical development. There is a tendency of increase in any development delay
among children worldwide. According to the 2021 UNICEF Report, 93 million children aged 14
years and younger have severe or moderate development delays worldwide. There are 8000
registered children with disabilities in Armenia and this comprises one per cent of the child
population according to the 2014 UNICEF Report. As children with disabilities are a vulnerable
group, this study aims to understand whether healthcare and education systems adequately meet
the needs of children with NDDs in Armenia and what are the existing gaps in both spheres.
Specifically, the current study focuses on the following research questions: (1) what are the
existing needs and gaps in education, (2) what are the existing needs and gaps in healthcare, (3)
what are the perceived barriers to receive appropriate care and (4) what are the perceived barriers
to receive appropriate education.

Methodology: A qualitative study was conducted through 13 semi-structured in-depth
interviews with parents of children up to 18 years old with NDDs and different stakeholder
groups: school principals, multidisciplinary team members, PHC pediatricians and Territorial
Psychological Pedagogical Support Center (TPPSC) specialists. The participants were selected
through purposive convenience sampling method. The data were collected in March 2022 face-
to-face. Inductive approach was applied and content analysis was used for the data analysis.

Results: Twelve participants were females and one was male, their age ranged from 26-58 years.
The specialists” work experience ranged from 7-32 years. The age of children (3 boys and 2
girls) ranged from 5-18 years. Three main themes were identified: (1) needs and gaps in
healthcare; (2) needs and gaps in education; (3) challenges of socialization. It was revealed that
parents themselves identified the delay and the diagnosis was delayed, they were reluctant to
accept the diagnosis. The treatment services provided to children with NDDs from the state were
very limited and the parents faced a serious financial burden to utilize private therapies. All the
parents were in need of psychological support while going through the child’s diagnostic
process. The healthcare system faces difficulties in terms of early identification of children with
NDDs due to lack of specific guidelines and trainings. As to the needs and gaps in education,
lack of timely parental consent to child’s assessment process might be a frequent reason for
delaying the provision of tailored education to the child. It was revealed that the more experience
the school had in inclusive education, the better it performed. The schools faced environmental
accessibility issues as they had lack of ramps and other commodities needed for children with
NDDs. Lack of comprehensive awareness of the issue was also identified among all the
stakeholder groups and general population. The services provided by TPPSC were not effective
enough because of lack of continuity. There was also no cooperation between healthcare and
education systems. Public perception and stigma were identified to be the main challenges for
parents and children to socialize.

Conclusion: The study identified the need of initiating NDD-related awareness rising activities
among the general population and trainings among all stakeholder groups. In order to achieve
early diagnosis and intervention for children with NDDs, healthcare services should be



enhanced. Environmental adjustments, as well as promotion of accessible education and review
of individual education plans should be carried out in order to improve inclusive education.
Psychological support should be provided to parents and family members during the diagnostic
process and, if necessary, in the follow-up as well. Some measures should be undertaken to
improve the team work between healthcare services and education providers, as well as parents.
Also, further research to investigate the trends in NDD rates in Armenia is recommended.

Vi



1. Introduction

1.1 Definition and Magnitude

The term neurodevelopmental delay (NDD) describes delays in the skill development of infants
and young children. There are a number of different definitions of NDD in the literature,
however, they are all used to identify delays in one or more development domains compared to
typical development.! Child development is a process of continuous acquisition of new motor
skills, intellectual functioning, and adaptive behavior throughout childhood. Developmental
delays may cause temporary or permanent disability.? The possible causes of mal-development
of the brain may be different, including a number of perinatal and postnatal conditions and
exposures. Some common causes of NDDs might be maternal gestational diabetes, increased
unbound bilirubin levels in newborn, neonatal hypoglycemia, HIV infection, CNS infections
(meningitis, encephalitis, brain abscess), nutritional abnormalities, and disorders of neuronal
migration.? Factors such as physical or social environment can affect the course and outcomes of
NDDs.* Almost all children have similar patterns and timing of neurodevelopmental skills. For
instance, early development, which is considered from one to three years, is characterized by the
development of gross motor abilities such as crawling, rolling, standing, walking and fine-motor
skills, such as pincer grasp, self-feeding, drawing lines and circles.! The development of each
skill is closely related to the development of other skills. Primary care physicians should identify
developmental delays at routine check-ups and according to identified issues should direct the
child to specialized developmental monitoring and screening.® In high-income countries the early
identification of a child having a developmental delay is one of the main characteristics of good
healthcare provision. The American Academy of Pediatrics showed the importance of early

identification for children with development delays which in most of the cases were missed. The



data showed that early identification and intervention, as well as specialized therapy care and
necessary equipment utilization are important factors in supporting to the growing child to get
the utmost benefit.® Developmental monitoring means observing your child’s growth to see
whether your child is compatible with the typical developmental milestones, such as sitting,
standing, speaking, moving, etc.” Parents and other caregivers can be involved in developmental
monitoring. Developmental monitoring can help to ascertain if your child’s development is
corresponding to the typical development and identify whether early intervention services might

be necessary.’

Developmental Screening means observing your child’s development more closely.? It might be
a quick test or a checklist about your child’s development. Developmental and behavioral
screenings are used to measure your child’s development through different tools, such as

questionnaires, checklists, tests, etc.®

The Canadian Task Force on Preventive Health Care studied the effectiveness of development
screening and behavioral interventions on the population level, as well as the accuracy of
screening tools in primary care settings.'® The American Academy of Pediatrics suggests that at
all well-child visits children go through thorough examination, as well as at nine, 18 and 30

months they need to have standardized screenings.

Regarding the rates of NDD, it is difficult to ascertain true incidence rates of this condition on a
larger scale, as there are multiple factors and barriers that make this process challenging both in
high-income countries as well as in low and middle-income countries. These barriers include
differences in healthcare access levels or application of different data collection methods and

measurement tools for identifying NDD cases, as well as lack of direct measurements in some



countries and, hence, reliance on caregivers’ reports, or official sources, such as service

utilization.

According to the US National Health Interview Survey data, during the period of 2009 - 2017,
there was a tendency of increase in any developmental disorder among children in USA,

including autism, intellectual disability, attention deficit, etc.

US CDC studies have shown that for the period 1997 to 2008 the prevalence of developmental
disabilities in the US was 13.7% which indicated that the number of children with development

delays was 1.8mIn more in the US in the period 2006-2008 than a decade earlier.®

In France, more than one million children are affected by NDD annually, which costs 20 billion

Euros and by 2050 these figures will be tripled if no preventive measures are initiated.

Few studies about children with NDDs were conducted in low and middle-income countries and
this might affect the planning of specific interventions in order to prevent NDD in these
countries. The brain development is affected by childhood risks which are closely related to
environmental factors, such as poverty, malnutrition, stress and this in its turn can result in
deregulation of the hypothalamic-pituitary-adrenocortical system and the electrical activity of the

brain regarding cognitive processing can be changed.?

Literature evidence shows that parents of children with disabilities face a lot of challenges, both
emotional and financial, when they learn about the disability of the child. Some other factors that
affect the parents’ perceptions and experiences with NDD diagnosis are insufficient healthcare

services, stigmas, family beliefs, etc.



A study conducted in 2016 estimated that 43 % of children under five living in low and middle
income countries (LMICs) have developmental delays because of poverty, malnutrition and lack

of access to basic services.'

According to a study conducted in 2007, over 200 million children under 5 years, mostly from
south Asia and sub Saharan Africa, obtain delays in cognitive development due to poverty, poor

health, malnutrition and insufficient care.

A study assessing the experiences of parents and practices of healthcare professionals conducted
in United Kingdom revealed that programs for information provision addressed to parents,
support and collaboration of key specialists should be implemented. The parents in this study
mentioned that during the diagnosis they were badly in need of information, particularly related

to educational and social services, as well as there was lack of support from specialists.

Children with NDDs are frequently excluded and experience loneliness more in comparison with
their peers.'? Loneliness and social isolation might negatively impact both physical and mental
health. Social interaction is a crucial component in human experience. The greatest benefit of
inclusiveness is a society that values diverse identities of its members and develops into a strong
community that makes our world a better place to live.r® A study in Uzbekistan found that
inclusive education plays a vital role in children’s social development.!* The literature review
showed that another study conducted in Zambia revealed inclusive education only concerned
children with special needs or disabilities.®> However, according to the UNICEF definition of
inclusive education, all children are in the same classrooms; in the same schools. It means that
inclusive education provides real learning opportunities for children with disabilities. Inclusive
education allows learning and developing the necessary skills, growing side by side that

everyone gains. Inclusive education implies that all students attend their neighborhood schools,



age-appropriate, regular classes and are supported to benefit in all the aspects of school life.
Nowadays, treatments for NDD are symptomatic, but it would be better to stop the pathological
process before symptoms appear. Ultimately, the effective way to this would be to identify high
risk population who would develop NDD and the relevant predictive signs. The literature
suggests administering potentially neuroprotective drugs to children at risk before the onset of

symptoms or at the initial stage of the pathological process.
1.2 Situation in Armenia

There is no statistical information separately about NDDs officially published in Armenia.
However, according to the annual statistical report by National Institute of Health in 2020, 1307
children from age 0 to 14 were first diagnosed to have mental disorders and 2517 children of the

same age group were diagnosed to have neural system disorders.®

There are 8,000 registered children with disabilities in Armenia and this comprises one per cent
of the child population according to the 2014 UNICEF Report. The 2012 UNICEF report
estimated that 13 % of children with disabilities live in institutions; 18 % do not attend schools;
77 % aren’t provided any rehabilitation services; and one-third of these children do not
participate in any community events. Hence, children with disabilities are a vulnerable and
marginalized group in Armenian society. According to the same report®’, the available
information on how many children with disabilities received services was very limited and did
not reflect the actual situation in Armenia. One in five children with disabilities did not go to

school. In rural areas, one in four children with disabilities did not go to school.

UNICEF also published a report on rapid assessment of publicly available data on children with
disabilities in Armenia in January, 2019. The study showed that the unique source of information

on children with disabilities are periodical publications of RA National Statistical Service and it
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revealed that there is no statistical information on children with disabilities at pre-school

settings.!®

There is a considerable gap between the needs of children with NDDs and disabilities and the
availability, accessibility and the affordability of services obtainable for them in Armenia.'
According to RA law “On Amendments and Additions to the Law on General Education”
adopted on December 2014, a universal inclusive education system will be introduced in

Armenia by August 1, 2025.18

Inclusive education is envisaged to ensure maximum participation in the educational process.
The inclusive schools provide necessary conditions and adapted environment in accordance with
the specific needs of every child with disabilities. A three-level system for responding to the
child’s needs is implemented in Armenia. Children with disabilities receive pedagogical and
psychological support at three levels: public schools, territorial and republican pedagogical and

psychological support centers.®

Though the first inclusive school in Armenia dates back to 2001, the perceptions of inclusive
education and attitude towards it among general population are diverse. UNICEF 2012 report!’
reflects the results of the survey conducted within the framework of “Approximation of Inclusive
Education in Armenia to International Standards and Practices” project by Open Society
Foundations —Armenia. According to it, 50% of survey respondents considered that a child with
physical disability should go to a special school, whereas 86% of the respondents mentioned that
if a child had an intellectual disability, he/she should go to a special school. At the same time,
83% of the respondents considered it acceptable for their child to have a classmate with physical
disability, but only 48% of the survey participants found it acceptable for their child to have a

classmate with intellectual disability.3



1.3 Territorial Pedagogical Psychological Support Centers and Multidisciplinary

Team Members in Yerevan

Multidisciplinary team is functioning in inclusive schools and the school principal forms the
team according to the needs of the children with special needs in the school. There is no fixed
and strict composition of the multidisciplinary team. In general, multidisciplinary team members
are recruited based on the needs of the school children. Multidisciplinary teams may include
special teachers, speech therapists, oligophrenia teachers, sign language teachers, tiflo teachers,
psychologists, social educators and teacher assistants. The primary role of this needs-based staff
IS to make sure that all children are effectively included in the classroom teaching and learning
process. If a child has a difficulty in acquiring some knowledge or skill, they work with him/her

individually after or in between of their classes to catch up with learning requirements.

There are 4 Territorial Pedagogical Psychological Support Centers (TPPSCs) in Yerevan. Every
TPPSC itself provides services to 51-54 schools in Yerevan and only TPPSC 4 provides services

to 78 schools.?°

If the school lacks some specialists, the TPPSC staff members visit the school and provide the

services.?b?
1.4 Study Aim

The review of the existing information sources indicates that healthcare and educational services
in Armenia, as well as public perception of those with NDDs could be inadequate in terms of
providing optimal conditions for development and social adaptation of children with NDDs.
There is no research in Armenia that studied the existing barriers to adequate education and

healthcare for children with NDDs, thus exploring the gaps and needs in education and



healthcare services from the perspectives of parents of children with NDDs, as well as from the
perspectives of healthcare and education professionals in Armenia. Knowledge on these matters
can assist to understand what can be done in education and healthcare system to improve the
situation in the country. So the aim of this study is to understand to what extent the healthcare
and education systems in Armenia and, particularly, in Yerevan, meet the needs of children with

NDDs and what are the existing gaps in both spheres.

Thus, the study will address the following research questions:

1. What are the existing needs and gaps in education for children with NDDs in Yerevan?
2. What are the existing needs and gaps in healthcare for children with NDDs in Yerevan?

3. What are the perceived barriers to provide appropriate care for children with NDDs in

Yerevan?

4. What are the perceived barriers to provide appropriate education for children with NDDs in

Yerevan?
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2. METHODOLOGY

2.1 Study Design

A qualitative study was conducted through in-depth interviews (IDI) with parents of children
who have NDDs and different stakeholders from healthcare and education spheres, such as
principals, school teachers, multidisciplinary team members (speech therapists, psychologists,
special educators), primary healthcare providers from polyclinics, specialists from Children’s
Republican Rehabilitation Center, as well as specialists from Territorial Pedagogical

Psychological Support Centers (TPPSC)?.

Due to the paucity of information on the study topic in Armenia, qualitative research design
provides more opportunities to understand the needs and gaps in education and healthcare for

children with NDDs.
2.2 Study Population

The study participants included parents of children up to 18 years old with NDDs or any

emotional disorder, primary healthcare providers, education and TPPSC specialists.
All the stakeholders were involved from different schools and healthcare institutions in Yerevan.
2.3 Data Sources

The data were collected through semi-structured in-depth interviews from key-informant groups

in polyclinics, schools, Rehabilitation Centers and in TPPSC.

1 TPPSC turned out to be key informant group during the data collection process

11



2.4 Data Collection

The recruitment process of the participants was carried out through purposive convenience
sampling method through snowball technique as well as using personal network of the student-
investigator. The healthcare and education professionals were selected from primary healthcare
facilities; Children’s Republican Rehabilitation Center, inclusive schools and the parents were
involved from all these institutions. At the first encounter, the student-investigator approached
the school principal and only after that met the school staff members as well as parents of
children who were available at the time of the visit. The same concept was used in case of
healthcare professionals. Regarding the parents of children with NDDs, the school staff members
contacted the parents of children with NDDs and arranged a further meeting with the student-
investigator. The school staff members also asked permission from parents of children with
NDDs to give their contact information to the student-investigator and only after that the student-
investigator contacted the parents and explained the aim of the study and arranged a further
meeting for the in-depth interview. The in-depth interviews were conducted at a place and time
convenient for the study participants such as Children’s Republican Rehabilitation Center and
workplaces of the stakeholders. During the data collection, the student-investigator ascertained
another key-informant group: specialists from Territorial Pedagogical Psychological Support

Center and conducted in-depth interviews with them as well.

2.5 Interview Guide

Four different semi-structured interview guides (see Appendices 5-12) were used for the in-depth
interviews: for healthcare professionals, for education specialists, for parents of children with
NDDs and for specialists in TPPSC (the latter was an adapted version of the guide designed for
education specialists). The guides were developed by the student-investigator after reviewing

12



previous MPH thesis projects in similar fields.?* 2* The guides for education specialists included
questions concerning the role of the specialists, their perceptions, the school admission process,
perceived needs in education of children with NDDs, in their support, necessary resources,
collaboration with other stakeholders, as well as suggestions for improvement. As to the
interview guide with the healthcare professionals, the following domains were included:
identification and diagnosis of NDDs, the treatment process, the needs in healthcare, service
provision, collaboration with other stakeholders, as well as suggestions for improvement. The
interview guide designed for parents included identification of the delay, follow-up steps, going
through the diagnostic process, how the parents responded to the diagnosis and what effect it had
on their families. The interview guide designed for parents also included sections regarding
service provision, support, school integration process, public perception, the attitude of the peers
and their parents towards the children, as well as collaboration of the stakeholders and
suggestions for improvement. The data collection started at the end of March and was stopped

after the student-investigator achieved data saturation.
2.6 Data Management

All interviews were recorded after obtaining the consent of the study participants not to miss any
important information. All the recordings were transcribed. The student-investigator initiated 1D
numbers on each guide containing the demographic data. All the acquired data was stored
without any identifiable information in the student-investigator’s password protected laptop and
will be destroyed immediately after data analysis. Only the student-investigator and the advising

team have access to the data.
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2.7 Data Analysis

All the interviews were transcribed verbatim. The student-investigator conducted the
transcription and analysis manually. Inductive approach was applied and content analysis was
used for the analysis. The acquired data from the participants were coded by words, phrases and
sentences to identify categories and themes. The information from the study participants was
collected without any predetermined codes, categories and themes. To enhance the
trustworthiness and credibility of the data analysis triangulation and member checking

techniques were applied.
2.8 Ethical Considerations

All the participants gave their oral consent (See Appendices 1-4) before starting the interviews.
Parents of children with NDDs were informed in the beginning of the interview that they might
go through emotional feelings when telling about the process of going through the diagnostic and
treatment processes or when being admitted to school. All the participants were assured that the
information provided would be used solely for the study purposes. The quotes from the study
participants were used without any identifiable information. The data collection started after
Institutional Review Board of the American University of Armenia had reviewed and approved

the protocols of the study.
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3. RESULTS

Socio-Demographic Characteristics of the Participants

Thirteen in-depth interviews were conducted with three pediatricians, three education
professionals (school principals and a multidisciplinary team member), two TPPSC specialists
and five parents (mothers) of children with NDDs. The data collection was conducted within
one-month period. The mean duration of the interviews was 30 minutes. The interviews were
conducted at the workplaces of the education and healthcare professionals and in TPPS centers.
The parents were interviewed in Children’s Republican Rehabilitation Center and one parent was

interviewed at AUA.

The interviewed participants’ age ranged from 26 to 58 years, while the specialists’ work
experience ranged from 7 to 32 years. The age range of children (3 boys and 2 girls) was from 5
to 18 years (Table 1). Children with diverse experience regarding their inclusion and
socialization were involved in this study. All of the participants were residents of Yerevan at the

time of interviews.?

Three main themes were identified by the student-investigator: (1) needs and gaps in healthcare
for children with NDDs; (2) needs and gaps in education for children with NDDs; and (3)
challenges of socialization. Under the first theme the following subthemes were covered: delayed
diagnosis or parents identifying the delay, parents’ reluctance to accept the diagnosis, availability
and affordability of the treatment services, need in psychological support to parents, and low
capacity of the healthcare system to meet the needs of the children. The second theme covered

the following subthemes: assessment process: lack of parental consent, school staff experience in

2 One parent lived in Stepanakert for two years and received free Rehabilitation services there.
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inclusive education, lack of environmental accessibility, lack of awareness, lack of effectiveness
in services by TPPSC, as well as lack of cooperation between healthcare and education. The

third theme included the following subthemes: public perception and stigma.
Theme 1: Needs and Gaps in Healthcare for Children with NDDs

Subtheme 1.1 Delayed Diagnosis: Parents Identifying the Delay

One of the important findings of this study was that the parents themselves identified the issue
and turned to the pediatricians at the child’s age of two years and more. Only in one case the
disability was detected at two months of age. All the PHC pediatricians mentioned that their role
in diagnostic process was only identifying and referring the children to different specialists:
neurologists, ENT (Ear nose throat) specialists, pediatric psychologists and development
specialists. The healthcare professionals confessed they had problems with early identification of
NDDs because of lack of tools, trainings, guidelines and protocols and because parents might be

taking the children to the polyclinics very rarely. One of the pediatricians reported:

“It depends how frequently the parent brings the child to the polyclinic, if they come not so often,
we might not identify the issue early, you can’t force the parent to bring the child to the
polyclinic, if the parent is educated, he/she might come with some complaints and then we refer

[the child] to the relevant specialist™. (PHC Pediatrician, 53 y/o)

The pediatricians blamed the parent for not taking the children to the polyclinics in time and for

bad cooperation, which results in delaying the early identification for the problem.

“In many cases pediatricians miss early identification of the development delay, as the parent is
not from our team; they consider it normal that the child speaks late, reasoning that the parent

or one of the relatives also spoke late”. (PHC Pediatrician, 47y/0)
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Whereas the parents were of the opposite opinion, they described indifferent, unacceptable
behavior of PHC pediatricians. Parents mentioned the specialists never followed up the child and
in general they were all discontent with the diagnostic process and went through many

challenges and difficulties. One of the parents stated:

“There is no need to go to PHC, the specialists are very rude, | had an awful experience there
and the pediatrician used so offensive words in diagnosing the child. The situation in PHC

facility is very bad: wrong diagnosis and treatment™. (Mother of 5 y/o girl)

Another parent expressed how ignorant approach she received while going through the

diagnostic process:

“It took the pediatric psychiatrist 40 minutes to diagnose my child to have autism; she was just
looking from side and announced the diagnosis. | didn’t know what that meant, | asked questions
and received answers such as ‘go and read in the internet’, “time will show’, such situations...”

(Mother of 18 y/o boy)

The parents also confessed that they didn’t treat the problem seriously at the beginning; they
hoped that it would pass and referred to superstitious methods such as opening the church door in

the morning, etc. and only after some time they turned to specialists.

“We found the issue with the child at the age of 2 years and 7 months, it coincided with the stress
of going to the kindergarten and he fell very badly, we didn’t treat it seriously, thought it would
pass, then we used traditional methods, the grandparents took him to the church in the morning
to open the church door and it was a long journey until we realized what was going on”’.

“Mother of 10 y/o boy”

All the parents had difficulties in the diagnostic process, one mother reported:
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“At that time MRI was prohibited with anesthesia for kids, my daughter was 1 year and 2 months
old and they referred us to another country, so we went through the diagnostic process in Italy”.

(Mother of 9 y/o girl)
Subtheme 1.2 Parents’ Reluctance to Accept the Diagnosis

The specialists noted that the parents were not ready to accept the diagnosis; most of them deny
and refuse the professional conclusion. One of the pediatricians noted that parents’ initial

reaction to the diagnosis was mostly reluctant:

“The patient doesn’t want to accept the news, the child doesn’t look in your eyes [the child
avoids visual contact], the parent says, no, no, everything is all right, he doesn’t only say words

and expressions, the majority of the parents resist”. (PHC pediatrician 53 y/0)

The parents themselves confessed that they were not ready for the diagnosis and it took them

some time to accept the reality.

“I came home and denied for myself, why it happened to my child? I blamed the doctor, why she
spoke so rudely to me? In the beginning there was immense resistance. For 4-5 months | did not

imagine what was happening, | read and did not understand” (Mother of 18 y/o boy)

“It was so stressful, as if it was the end of the world. I denied and did not cope with the idea, and
then you feel that you must accept, that it is for your child, it becomes normal and you are

adjusted to the situation”. (Mother of 5 y/o girl)

The pediatricians mentioned that they encountered parents, who accepted the child’s diagnosis

from the very beginning and it was helpful, but these were very rare cases.

“I can say we also meet very educated mothers who do not make a tragedy of the problem™.
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The parents reported that when the problem was identified, they’d better start taking actions

rather than waiting.

“If there is a problem and you understand what is it... | don’t think when you sleep and wake up
day by day, anything will change [waiting without action will not solve the problem]. You need

to support the child from the very beginning”. (Mother of 10y/o boy)
Subtheme 1.3 Availability and Affordability of the Treatment Services

All the healthcare professionals indicated that the polyclinics provided no treatment. They
referred children with NDDs to different facilities, including 3-4 rehabilitation centers in
Yerevan. The pediatricians mentioned that the child is provided a limited number of referral
certificates (four times per year) but if need be, they can somehow solve this issue. There was
triangulation here, as the parents also mentioned that state services were limited and were not
sufficient. Some of the parents mentioned that they were not provided any state rehabilitation

services in Yerevan and utilized only private specialists’ services.

“To tell the truth, we do not deal with the treatment, they go to the centers, we only see the

results and we know from parents that they pay for most of the services”.
(PHC pediatrician 53 y/0)

“We were not provided any state services in Yerevan, we were only provided with free
rehabilitation in Stepanakert [when living there], in Yerevan we found private speech therapists

and psychologists that visited us at home and worked with the child”. (Mother of 10y/o

boy)

“The state services are so limited that we do not make any use of it, we hire private specialists,

who come home and provide the services”. (Mother of 9y/o girl)
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“There is great financial burden on the parent: we provide some referrals, they go to the
rehabilitation centers, but they [state-funded services] are not enough and the parent faces lots

of financial issues, as these services are not cheap™. (PHC pediatrician 58 y/o0)

There was triangulation regarding the financial burden on the parents and affordability of the
services. The parents mentioned that all the good specialists were very expensive and they either
could not afford these specialists or worked with all the family members to provide treatment for

the child.

“The monthly pension that is given to us is not a dignified amount, it is hardly equivalent to the
child’s one-day expenses for the therapies, we work with all the family members to provide my

daughter with the necessary therapies”. (Mother of 9 y/o girl)

Subtheme 1.4 Need in Psychological Support

All the stakeholders mentioned that parents were in need of psychological support. The collected

data triangulated on this. One of the pediatricians mentioned:

“The ‘treatment’ should start from the parent. If we do not provide psychological support to the

mother, we will not have good results”. (PHC pediatrician 47 y/o)

“It happens that when speaking to the parent you realize that the parent is in need of

psychological support more than the child™. (TPPSC Specialist 30 y/0)

“We were psychologically in very bad situation, until now when I remember | go deep into that
psychologically very bad situation, | keep myself, I know that everything has already gone, we

have overcome™. (Mother of 6 y/o boy)

“I think the majority of parents of children with special needs are mostly in need of

psychological support™. (School Principal 47 y/o)
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“Today the parent is alone with the problem. Most parents are in need of a psychologist, the
parents also need support, it is very difficult for the parents that they are alone to overcome all
these things. It is difficult both financially and psychologically, you need to experience yourself
to understand. One thing is to work or educate a child with autism, quite another thing is to live

with an autistic person”. (Mother of 18 y/o boy)
Subtheme 1.5 Low Capacity to Meet the Needs of the Children

Healthcare professionals expressed their opinion that recently lots of screening projects had been
launched, there were some new questionnaires and checklists such as M-CHAT (Modified
Checklist for Autism in Toddlers),?® but the most important gaps that almost all the pediatricians
noted, were the lack of trainings and professional skills for right assessment of children with

NDDs.

“I would like to note that pediatricians have not passed that qualification training to use the
checklist, it is not just all about asking questions. Pediatricians do not have skills for right

assessment, even based on the parents’ right answer: be it positive or negative™.
(PHC Pediatrician 47 y/o)

“We did not participate in any seminar or qualification training on autism for instance, all our
knowledge comes from our experience and the literature. They [MOH specialists] need to work
with us, so that we work better with the children. It would be better if we were provided some

guideline or protocol at least™. (PHC Pediatrician 53 y/0)

The pediatricians also mentioned that there was no clarity in the sphere as if the diagnosis is left

to the parents’ discretion.
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“There is no clarity, the borders are blurred, | can say that as if the diagnosis is left to the
parents’ discretion, that is if you see negative approach and the parent is more reluctant to
[accept the] development delay, you put the diagnosis of psycho-speech delays, and the gap is
that the child can reach the age of 7 years and he/she has no [correct] diagnosis... We need to

understand what the primary problem of the child is”.
(PHC Pediatrician 47y/o)

“There are gaps in the sphere: doctors do not know ICF [International Classification for
Functioning] at all, but we have rehabilitation specialists who are very much familiar with the
tool, but the thing is that these doctors are in the primary healthcare facility and they are the

ones who see the children first. There are such gaps in the sphere”.

(PHC Pediatrician 53y/0)
Theme 2: Needs and Gaps in Education for Children with NDDs

Subtheme 2.1 Child’s Assessment for Educational Needs: Lack of Parental Consent

According to RA law on Education,?® the parent selects a school for a child and the school
principals cannot object to this decision for any reason. All of the education professionals
mentioned this but some of the school principals as well as TPPSC specialists mentioned that
there was lack of awareness on education laws and regulations both among parents and school

principals and stated:

“Awareness is very important, first we need to raise awareness among school principals and
then among teachers, we have pupils that come from far distances, from different administrative

communities and mention that the school principal in their communities did not admit them
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because of not having a specialist, but it is not right, we started universal inclusion since 2014

and the [lack of] specialist [in the school] is not a problem”.

(School Principal 43y/0)

“TPPSC has no mechanisms to influence on the school principals, [but this is critically needed]
as we have a school principal who, in the presence of the child’s parent, states that he/she will
strive to make [the school he/she directs] a foundation, which will allow him/her not to admit this

kind of children in his/her school”. (TPPSC specialist 31 y/0)

Both the education professionals and the TPPSC specialists described the assessment process of
children with special education needs in the same way and mentioned that in case of any

disagreement the issues were settled.

“The professional conclusion regarding the child’s education need is carried out in stages. First
stage is when the school staff members assess the child and if we notice that the child differs
from other children, we assess [the child]with the tools available for us and then, of course with
the consent of the parent, because if the parent does not give the consent we cannot do anything,
we turn [the child] to TPPSC specialists and they come to certify the child.

(School Principal 47 y/o)

The education specialists also mentioned that the parents’ role in the assessment process was
very important. If the parent doesn’t give a written consent for the child to be assessed and
certified, the specialists do not have any right to invite TPPSC specialist, no matter how great the

child’s need is.
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“There have been cases that the school teachers, multidisciplinary team members noticed that
the child had mental delay but we couldn’t persuade the mother to give written consent to assess

the child... Working with mothers and persuading a mother is a very difficult issue

(School Principal 43 y/o)

“Now we do the assessment only with the written consent of the parent, it would be better to
quicken the process of the draft law that the parent’s consent won’t be necessary any more,
pedagogical and psychological team members will go and assess the child, and if there is a need
[for further assessment], we do not take into consideration whether the parent wants or doesn’t

want”. (TPPSC Specialist 31y/0)

Only one of the school principals mentioned about the following gap in the law:

“The process of the child to be certified takes a long period and I think we have a little gap here,
we receive the professional conclusion about the child’s need at the end of January, but during
these 4 months [September through January] our specialists provide support services. | would
like that the policy makers in education sphere review this issue, which is a gap, that is the
Government doesn’t pay the school for these 4 months, but because we are humane, the team

works for free as the services are free”. (School Principal 47 y/o)

Subtheme 2.2 Schools’ Experience in Inclusive Education Provision

From all the interviewees’ responses it was evident that the schools that had been implementing
inclusive education for longer period, were more experienced and inclusive education was

organized better there in comparison with those schools that had started recently.

“There are schools where education is organized comparatively well and there are schools

where there are so many gaps. The gaps are there, because the teachers are not ready to accept

24



this kind of children and all the difficulties arise here, but we cannot blame as it is new in the

school and the teachers do not have the experience”.  (TPPSC Specialist 30 y/o0)

“When | moved to this school, they had already been implementing inclusive education for more
than 6 years, it [the school] had been included in the pilot project of inclusive education and |

must say that | learned a lot from them, they were so experienced”.
(School Principal 47 y/o)
Subtheme 2.3 Environmental Accessibility

There was a triangulation between the education professionals and the TPPSC specialists

regarding the lack of environmental and educational adjustments as an existing gap.

“Dependent on each child, so many difficulties arise, such as educational and environmental
adjustments; the teachers should have a special planning for the child and in most of the cases it

IS missing™. (TPPSC Specialist 31y/0)

“For instance, | have an issue with the ramp, the school is not adjusted, the restrooms are not
adjusted, and we do not have any adjustment. The building is a typical type building; | don’t

know what | can do”. (School Principal 43y/0)

“There are so many gaps, this sphere is still neglected and there is much room for improvement
starting from stairways, ramps, environmental issues, a lot of things need to be done”.

(Multidisciplinary team member/ Speech therapist 33y/0)

Some schools are physically sufficiently adjusted for inclusive education according to one of the

school principals who noted:

“I don’t want to complain, the school is in a very good state in comparison with other schools,

we have all adjustments, we have sense integration room, we have special restrooms, the support
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services are carried out separately, every specialist has his/her own room, we have a ramp near
the central entrance, we wanted to have a ramp from the first to second floor, but because of

some financial issues it is delayed”. (School Principal 47 y/o)
Subtheme 2.4 Lack of Awareness

All the specialists both in schools and in support centers mentioned that trainings both among the

parents and among the teachers are very important and urgently needed.

“It would be better if we could provide trainings and follow-up counseling, very often there is a
need to educate the parent, the staff, and continuous learning is important to have better

results”. (TPPSC Specialist 30 y/0)

“We have initiated a lot of awareness rising sessions in the beginning, more trainings and

seminars should be organized both for parents and teachers. (School Principal 43 y/o0)
Subtheme 2.5 Lack of effectiveness of Services Provided by TPPSC

Regarding the role and the work of the TPPSC in inclusive education, most of the specialists
were discontent, as the specialists from support centers came and see the child twice per week
for only 20-30 minutes and it was considered not enough for providing necessary support to the

child with special needs.

“To tell the truth, I do not want to underestimate TPPSC work but it’s already been two years
that | do not understand their work as each specialist needs to be in school. For instance, you
are an outsider, you see the child for 30 minutes, but you will know more about the child if you
are an insider and see the child both during the break, during the lessons and if there is a need

to cooperate with teacher. During the discussions in the Government they spoke about taking

26



multidisciplinary teams out from schools, | expressed my opinion that thus we would lose

inclusive education at all and it wouldn’t work™’.

(School Principal 43 y/o)

“We do not have a special educator, the specialist comes from TPPSC, once a month the
specialist is changed, they do not cooperate with the psychologist, special educator, teacher,
they just think they need to come, sit and work according to their own plan, they deal with a
child, the child has a parent, a teacher, you need to cooperate, if you do not cooperate with the

teacher you will never have a result™.

(Multidisciplinary team member/ Speech therapist 33y/0)

Another school principal also agreed that TPPSC specialists do not cooperate well. However, she

mentioned that they were still in the first stage of the development.

“I think it is not right to centralize [the work of] TPPSCs and overload them with so much work,
as they are still in the process of development and cannot completely carry out all their

functions”. (School Principal 47 y/o)

One of the pediatricians mentioned that a physical training group was defined by the
pediatricians for children with NDDs, but in fact these children did not attend their physical

training classes, whereas this could be their rehabilitation in the school.

“Once a year we give a reference to the child to join a physical training group there [in the
school], but in general we do not even have specialists in schools to do the physical training
classes with them [children in need]. However, the physical training for children with disabilities

is a rehabilitation treatment, and if it is an inclusive school, the child needs to be provided the
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rehabilitation services in the school. In reality, these children are freed from their physical

training classes”. (PHC pediatrician 47 y/o)
Subtheme 2.6 Lack of Cooperation between Healthcare and Education

Another main finding of this study, the validity of which was assured by triangulation, was that
there was no cooperation between the two spheres: healthcare and education for children with
NDDs. All the stakeholders noted that healthcare and education spheres did not cooperate; no

meetings or discussions between healthcare and education professionals were being organized.

“l don’t remember a case that they called a pediatrician or they invited [a pediatrician] to some

case discussion. I only remember one case that they called me from a TV talk show. But we speak
of a child who is a patient in one case and a student in another case, but this is the same child, it
would be better that these two spheres had close cooperation, it would be good if there were any

[combined] working groups™. (PHC pediatrician 47 y/o)

“Unfortunately we do not cooperate, | am the only speech therapist in the school and | am too
overloaded. I would like that a PHC speech therapist also worked and we cooperated, but there

IS No cooperation”™. (Multidisciplinary team member/ Speech therapist 33y/0)

“We only refer the parents to a narrow-specialized healthcare specialist; that is the only

cooperation™. (School Principal 43 y/o)

“Unfortunately our cooperation is limited to just referring the parent to a specialist for bringing
some document, we only cooperate with the doctor from republican pedagogical psychological
assessment center to jointly identify the diagnosis-specific needs of a given child.”.

(TPPSC Specialist 31 y/0)
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Theme 3: Challenges of Socialization
Subtheme 3.1 Public Perception

All the parents had difficulties regarding socialization and how they were treated either in the
families or in the society. Parents had difficulties to go outside with the children, as people

looked at them with pitiable glances.

“The grandparents changed their attitude towards the child, they treat two of my children
differently, they go and kiss the other child, but the one who has a delay, they do not approach at

all, they were not supportive at all and my attitude changed towards them””.
(Mother of a 6 y/o boy)

“First in the very beginning it was difficult to go outside, to see these glances, contemptible and
pitiable glances, but we have overcome it, during these years the people surrounding you also
change or my viewpoints have changed, but there is a change. There have been cases when
neighbors told me: ‘this will not become a child for you’ pointing out at the child, but thanks

God, I haven’t paid attention” (Mother of a 9y/o girl)

“The only problem was when we were in a new surrounding, other children did not know and
when your child started to speak, they got nervous and told him to stop... As a parent, it is

painful for you™. (Mother of a 10y/o boy)
Subtheme 3.2 Stigma

According to the interviewed specialists, the education professionals take measures to improve
public perceptions. They organize parental meetings before each academic year to prepare the
parents in case there is a child with special needs in their class. One of the school principals
stated:
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““At the beginning of each academic year | organize parental meeting and prepare the parents
that there might be students with special needs in their classrooms, none of us is guaranteed. |
bring several such examples. | might say that public awareness rising has good results and thus
we break all the stereotypes, [convincing other parents] that these children are full members of
the society and it means nothing that he or she uses a wheelchair or has a special behavior.
Children are pure creatures, they admit their friends as they are and they are very supportive, if

parents accept, children accept as well”’. (School Principal 43 y/o)

“I had a child whose mother was a healthcare worker, the mother naturally realized the child’s
problem but she concealed it. In our society we still have the concept of keeping it confidential,
maybe it is mother’s instinct [telling her that when it is kept in secret] the child is more
protected, and he/she is not differentiated in the society, but we as educators evidently see the

problem”. (School Principal 47 y/o)

“We see them now in the streets, before we didn’t see and it seemed that there were no such
children before, but the integration goes on, also because now they go to schools, but we have an
issue that parents hide the problem. We need to explain that there is nothing shameful and we

are ready to socialize these children”.  (PHC Pediatrician 47 y/o)

“The schools with little experience face lots of problems: if the teacher is not ready to accept the
child, the other peers in the classroom do not accept the child and thus the inclusion of the child
is imperfect. The same with other children’s parents, if the parents do not accept a child with

special needs, the children do not accept as well”. (TPPSC Specialist 30 y/0)
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DISCUSSION

This study explored the needs and gaps in healthcare and education for children with
neurodevelopment delays in Yerevan. Three main themes and thirteen subthemes were
identified: (1) needs and gaps in healthcare; (2) needs and gaps in education; and (3) challenges
of socialization. The subthemes of the first theme: “Needs and gaps in healthcare”, included the
delay in the diagnostic process, parents identifying the delay, low availability and affordability of
the treatment services, need in psychological support, as well as low capacity of the healthcare
system to meet the needs of the children in terms of lack of skills, guidelines and protocols. As to
the theme: “Needs and gaps in education”, the following subthemes were identified: assessment
process: lack of parental consent, school staff experience in inclusive education, lack of
environmental accessibility, lack of awareness, lack of effectiveness in services of TPPSC as
well as lack of cooperation between healthcare and education systems. The main theme:

“Challenges of socialization” touches upon public perception and stigma.

The study findings indicated that the diagnostic process of children with NDDs is hindered and,
in most of the cases, early identification is lacking. Often, the parents themselves identify the

delay, and our finding is consistent with other research findings.?”%8

Another important finding was that parents can resist to the diagnosis as often they are not
psychologically ready to have a child with disability. Denial is a common reaction among
parents of children diagnosed with NDDs and studies conducted in other countries have similar

findings.?®
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We found that parents of children with NDDs were in need of psychological support and other
studies also indicate that appropriate professional, particularly, psychological support is

necessary to family members who have children with development delays.?%%

Another issue identified was low access to care and affordability of services. Parents go through
some financial difficulties while trying to seek appropriate treatment for the child.3! This finding

is similar to the findings of a cross-sectional study conducted in the US from 2009-2010.3?

Another main finding of this study was that healthcare facilities have low capacity to meet the
needs of children with development delays, in terms of inadequate skills of providers, lack of
guides and training resources for them. In low-resourced settings, there is similar picture

according to one study.

An important issue is the need for awareness rising on needs of children with NDDs among
different stakeholders: school principals, healthcare professionals, as well as parents of healthy
children. This finding triangulated between all the stakeholders: all of them expressed the same
opinion on this issue. A similar finding was marked in a study conducted in Ethiopia from 2017-

2018.%

The study revealed that parents play a significant role in the assessment process of the child with
a development delay. The school professionals and TPPSC specialists mentioned that without
parents’ written consent the specialists are not allowed to assess the child and provide relevant
professional support. This can have a negative effect on the child’s development, as the

educational process is delayed and the child misses the necessary services by the specialists.

The study results showed that schools with more experience in inclusive education have better

performance than those that are just going to adopt general inclusion. Related to this, schools
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also face environmental accessibility and educational adjustment issues. Many steps have been
made in Armenia towards the improvement of inclusive education and this finding goes in line
with the United Nations Convention on the Rights of Persons with Disabilities (UNCRPD)
estimations. The estimations proved that many improvements have been marked in Armenia
during 2014-2017.% Educating the parents and school teachers are among the core needs that

schools have nowadays.

The findings of this study indicate that the cooperation between TPPSC and schools is not yet on
its highest level. It has been two years since TPPSCs were launched and they are still in the
primary stage of development. Related to this there was absence of similar findings in the

literature.

Parents who have children with development delays find it difficult to go out. They see pitiable
glances and it is painful for them. The main concerns of the parents are related to public
perception. Our findings are similar to the findings of other studies related to stigma towards
children with development delays.® A similar study conducted in Ethiopia showed that some

parents felt the negative consequences of stigma and isolated themselves from the society.3*

Another main finding of this study, which was validated by triangulation from all the
stakeholders, was lack of cooperation between healthcare and education sectors. There was no
similar finding in the literature in terms of lack of cooperation between healthcare and education

sectors.
Study Strengths and Limitations

This study investigated the needs and gaps in education and healthcare for children with NDDs

from the perspectives of four different stakeholders: healthcare and education professionals,
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TPPSC specialists and parents. To our knowledge, this was the first study to explore the issue
with these many key-informant stakeholders, which helped to achieve higher credibility of
findings due to triangulation. Another strength of the study was that both code and meaning
saturation was reached after the 11" interview, but the data were collected from 13 interviewees
to be more convinced in the results. All the interviews were conducted face-to-face, which
insured direct interaction between the interviewer and the interviewees and enriched the
collected data by enhancing the rapport with the respondents. However, several limitations were
noted in this study. One of the limitations could be that among the five interviewed parents there
were only mothers, so the involvement of fathers might influence the findings. Another
limitation of the study could be that other key-informant stakeholders, such as polyclinics’
speech therapists were not interviewed, because the student-investigator could not access any of
them. Another limitation might be that the study was conducted in Yerevan and the findings

might be not quite applicable to other regions of Armenia.
Recommendations
Based on the study findings, the following recommendations were developed:

e Awareness rising activities among school staff members and parents should be initiated
all over the country to improve the process of inclusion of children with development
delays.

e Trainings and seminars among education and healthcare specialists are recommended to
promote the provision of services to children with NDDs in both spheres.

e For provision of inclusive education, it is recommended to initiate environmental
adjustments. These adjustments need to consider the specific needs of children with
development delays.
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e We recommend that parents and family members are provided psychological support
both at healthcare and education institutions. The psychologists that provide counseling
in schools can provide psychological support to parents as well. As to the healthcare
sphere, the psychologists need to be together with the parents and family members while
going through the diagnostic process and if need be in the follow-up as well.

e Itis evident that the government spends many resources for children with disabilities,
but this resources do not reach the children sometimes, so we recommend to direct the

financial resources not to the institutions but to the specific needs of children.
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Table 1. Characteristics of Participants of the Study Stakeholders in Yerevan, 2022

Age range Sex Work Child’s age
Male (n) Female (n) experience range
range
Education specialists 26-58 0 3 7-32 -
TPPSC Specialists 1 1
Healthcare specialists 0 3 -
Parents 0 5 5-18
Total 1 12
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Figure 1: Main themes and subthemes of the study findings

Theme 1: Needs and gaps in Theme 2: Needs and Theme 3: Challenges of
Healthcare gaps in Education socialization
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Appendix 1
Consent Form for Stakeholders: Healthcare, Education and TPPSC staff
members (English Version)

American University of Armenia
Turpanjian College of Health Sciences
Institutional Review Board #1

Oral Consent Form

Hello, my name is Lilit, I am a graduate student of the AUA Turpanjian College of Health
Sciences. In the scope of my MPH thesis, | am doing a research on the needs and gaps in healthcare

and education of children with neurodevelopmental delays (NDDs).

You are invited to participate in this study as you are directly or indirectly involved in healthcare
and education processes of children with NDDs. Thus, you can provide essential information for
this study. You will participate in one in-depth interview which will last approximately 40-60

minutes. The interview will be conducted at a time and place 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. You do not have
any direct benefit from this interview, there is no financial or personal benefit for you in this study,
however, your participation is very valuable for us in terms of understanding needs and gaps in
healthcare and education of children with NDDs. The information you provide is fully confidential
and will be used solely for this study purposes. Your name will not appear on any questionnaire
and in the study report. Some quotes from your speech might be used in the report, but they will

be anonymous without any identifiable information and will be mentioned as healthcare or

41



education professional’s opinion. | guarantee the confidentiality of the information you provide.

All study data will be stored in a password protected laptop without any identifiable information.

If you do not mind I will audio record the interview not to miss any important information. If need
be, you may ask to turn off the recorder at any time during the interview. My notes and recordings
will be stored without any identifiable information about your personality and will be destroyed

immediately after the data analysis.

You may ask any question you want related to your participation. If you have any questions related
to this study you can contact Anahit Demirchyan, Professor at Turpanjian College of Health
Sciences via (060) 61 25 62 phone number: If you think you haven’t been treated fairly or | have
hurt you during the interview you can contact Varduhi Hayrumyan, Human Protections

Administrator of the American University of Armenia via (060) 61 25 61 phone number.

Do you agree to participate in the interview? If yes, may | turn on the audio-recorder? If you do

not mind, let’s start. Thank you.

Appendix 2
Consent Form for Stakeholders: Healthcare, Education and TPPSC staff
members (Armenian Version)

Zujuunuh wdkphjjut hwdwjuwpui
Ppthwidbub wenpowuywhwljmi ghnnpniuutph pulnntn

Ghunwhbtinwgnunuljut Ephjuyh phy 1 hwbidtwdnnny
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Ppuqtl hwdwduyunmpjub du

Puplh Qkq, hd wunitbp Lhihp E BGu unynpnud Bl Zwjwuwnwih wdbkphljut
hudwjuwpwth Ophwidbwt  wenpouuywhwluwi  ghwnnipnitubph  bwlninbknh
dwghunpuwnnipuih wjupnwlut Ynipunid: bd wdupunulut ptqh opowtiwlnid tu
yuppuputwjut qupgqugdut hwywunnid (LQ2) niutgnn Epkjuwttph Yuphputph b
tpwig dwunmgynn pmidwulwbt b Yppwlub Swnwynipniutbpnid wnuw pugkph
JbEpwpkpju) hblnwgnunnipinit bl whglugunud:

“nip hpwyhpuws bp dwubwlghint wyu hitnwgnunnipjuip, pwth np nipnujhnpkt jud
wuninquihnpkt tkpgpuyyuws tp LRZ nikgnn Epkuwkph wennowwwhnipyuu jud
Uppnipjutt juquuljtpydwt gonpépupwugnid: Niuwnh, QEp Ynnudhg nmpudwunpus
nbnkjunynipniip swhwquig Juplbnp £ wju hbwnwgnuunipjutt hwdwp: Fnip
dwubwlgnid tp pnudkip bl withwwnwljwt hwpguqpnygh, npp jubih dnwn 40-60

pnwh: Zupguqpniygp Yhpujutwugyh 2kq hwpdwp dwdht b 2kq hwpdwp Juypnid:

Qbp dmutwlgnipiniit wju hblnwgnunnipjutp judwynp k: Qtq nghus sh uyguntnud, tpk
hpwdwpybtp dwubimljgk] hmpguqpnyght: nip Jupnn tp hpwdwpyb] wunwupuwiky
guljugusd hupgh jud punhwwnbk] hwpguqpnygp gmuljugus wyuwhh: Fnip sniubkp nplik
wldhowljutt ognin wju hwpguqpnyghg. hbnwgnuinipjuip QEp dwubwlgnipmniiup
dPhumtivwlut jud wduwlju nplik ogniwn sh phiph 2bq, vwljuyt swthwquug uplnp £
Ukq hwdwp, putth np Joquh hwuljuiwy npnup ki LOZ niukgnn tpkjuwubkph pnidujut
U Uppwluwl  Qupppubpp b hUswhuh  pugip  Ywb  bpwhg  dwwnmgyng
dSwnwynipniubpnud:2bp Ynndhg wpjuws wmbnbjuwwnynipniup  (hnghtt qununth
Jwuwhiyh b Yhpunyh dhuyt hbnnwgnuuljut tyqunwljubpny: tp winitup gpus sh
1hth hwpguptpphlutph ypw b hknwgnunipjut qtlnygnud: 2Ep junuptphg npno
dbopbpnudubp Juwpnn Gu ubkpiuywgdb)] qbiinygnd, puyg npuip Yubkphuyugykh
whwinth, wpwbg wbdp  ngtwfwiwging — nbnEjundnpu npubu
wnnnowywhwljub jud Yppujut njnpnp duuttwgtnh Jupshp: Gu bpuphiwynpnid
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bt 2tp mjuikph qununuhnipniup: ZEklmwgnunipjut pipwgpnid dtnp pipgwsé pnjnp
nbnblnipmnitubpp juywhdbu swslwugpny wuwonwyuwidwsd hwdwlupgsnid b Qkp
wlniup sh Ygyh wyn nyjuubkph:

Bpt nbd skp, bu YaAwjuwgpbd dbp hwpgwqpnuygp, npwbugh ny dh Juplnp
wnbnbinipnit pug spnnubd: Inip hpwjwunt bp wwhwgl] whowwnky dwjtwgnphsp
hwpguqpnuygh phipugpnid’ gubljugus wuhh, kpk gpu Juphpp (hh: Bu ionudubpp b
dwjtwgpnipiniutbpp jywhwywidbh wpwig Qtp wtdh hbn inyuwlwbugdwut b
Unstiywgytt myjwuiph YEpnsnipyut wmjuwpnhg widhpwy bu htinn:

Qnip Jupnn kp htd guiljugus hupg nwy bp dwubwlgnippul Jepupbpju;: Unygl
hEwnwgnunipjut yEpwpkpju hwupgkp niubtuwnt nhypnid jupnn bp juwy hwunwnty
Zuyjuunnwith  wdbphljjut hwdwjuupwih  Cplhwidbwt wennowwwhwlut
ghuinipniuubph  dwlnyunbnh nwuwpinu Utwhhn Ydhpduuh hin htnlbyjuyg
htnwunuwhwdwpm] (060) 61 25 62: Gph Jupsnid bp, np 2kq htwn ghown sk Juipdby
Juwd npbk Yhpwy QbEq Jhpwynpb] Bd hwpguqpnyghtt dwubwlgnipjut ppwugpnid,
Jupnn bEp nhul] Zwjuunwih wdbphljjut hwdwpuwpwih ghuwlwt Ephlugh
hwtidttwdnnnih hwdwljupgny Jupnnthh Zwypnidjutht hEwnljuy
htnwunuwhwdwpny] (060) 61 25 61:

Qmp hwdwdwju kp dwutwlgl) hwpguqpnyght: Gph wyn, Jupn'y & dhwguby
duyuwgnhsp: Gph gphd stp, ujukup: Cunphwljwnipni:
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Appendix 3
Consent Form for Parents of Children with NDDs (English Version)

American University of Armenia
Turpanjian College of Health Sciences
Institutional Review Board #1

Oral Consent Form

Hello, my name is Lilit, | am a graduate student of the AUA Turpanjian College of Health
Sciences. In the scope of my MPH thesis, | am doing a research on the needs and gaps in healthcare

and education of children with neurodevelopmental delays (NDDs).

You are invited to participate in this study as you are a parent of a child with NDDs therefore, you
can provide essential information for this study. You will participate in one in-depth interview
which will last approximately 40-60 minutes. The interview will be conducted at a time and place

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. You do not have
any direct benefit from this interview, there is no financial or personal benefit for you in this study,
however, your participation is very valuable for us in terms of understanding needs and gaps in

healthcare and education of children with NDDs.

Your frank answers are highly valuable for this study. The information you provide is fully
confidential, the collected data will be generalized and will be used solely for this study purposes.
Your name will not appear on any questionnaire and in the study report. Some quotes from your
speech might be used in the report, but they will be anonymous without any identifiable
information and will be mentioned as the opinion of a parent who has a child with NDDs. Your
participation or refusal will not have any effects on the healthcare or education that your child is
provided and/or will be provided in the future. | guarantee the confidentiality of the information
you provide. All study data will be stored in a password protected laptop without any identifiable

information.
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If you do not mind I will audio record the interview not to miss any important information. If need
be, you may ask to turn off the recorder at any time during the interview. My notes and recordings
will be stored without any identifiable information about your personality and will be destroyed
immediately after the data analysis.

You may ask any question you want related to your participation. If you have any questions related
to this study you can contact Anahit Demirchyan, Professor at Turpanjian College of Health
Sciences via (060) 61 25 62 phone number: If you think you haven’t been treated fairly or | have
hurt you during the interview you can contact Varduhi Hayrumyan, Human Protections
Administrator of the American University of Armenia via (060) 61 25 61 phone number.

Do you agree to participate in the interview? If yes, may | turn on the audio-recorder? If you do

not mind, let’s start. Thank you.
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Appendix 4
Consent Form for Parents of Children with NDDs (English Version)

Zuyuunnwth wdtphljwh hwdwjuwpui
Pphutdbub wnnpowuwwhwljwmi ghnnipniuubph pulnijntn

Ghunwhbunwgnuuljut Ephljuyh phy 1 hwbidtwdnnny
Ppuqtl hwdwduyinipjub du

Puplh Qkq, hd wunitip Lhthp E Bu unynpnud Bl Zwjuwuwnwih wdbkphljut
huwdwjuwpwth Ophwidbwt  wenpouuywhwlwi  ghwnnipnibutph  bwlninbknh
dwghunpuwnnipujh wjwupunuwlui §nipunid: bd wjwpunwluit phgh opowtwlnid tu
yupnuputwjut qupgqugdut hwywunnid (LQZ2) niutgnn Epkjuwttph Yuphputph b
tpwig dwunnmgynn pmidwlut b Yppwlub Swnwnippiutbpnid wniuw pugkph
JbEpwpkpju) hblnwgnunipinit bl whglugunud:

“nip hpwyhpyws tp dwubmljghint wyu hitnwgnunnipjwip, pwuh np 2bp Epkjuwt niuh
Lz, b Qbp Ynnuhg wpuwdwnpus nbnklinipniuubpp swhwqug fuplbnp o wyu
htinwgnunipjut hwdwp: Zknwgnunipjutp dywubwyglint Eu twb 10-15 L2 niukgnn
wy] bpkluwtbph Sunnubp: Fnip dwubwlgnud bEp pugudbup dil wihwnwlwb
hwipguqpnygh, npp Yulth Unwn 40-60 pnyk: Zupguqpnigp hpujubugyh tq hwpdwp
dwidhti b bq hwpdwp Juypnud:

Qbp dmutwlgnipiniut wju hilnwgnunnipjuiip judwynp k: Qtq nghus sh uyuntnud, tpk
hpwdwpybtp dwubmljgk] hmpguqpnyght: nip Jupnn tp hpwdwpyb] wunwupuwiky
gujugusd huipgh Jud punhwwnbk] hwpguqpnigp gmujugus wyuhh: Fnip sniubkp nplik
widhowljutt ognin wju hwpguqpnyghg. hbnwgnuinipjuip Qtp dwubwlgnipmniiup
dhtminmjut jud wtduwlwb npbkt ogniwn sh piph 2kq, uwljuyt swhwqug Juplnp
E dkq hwdwp, pwth np Yoquh hwulwbw npnup L LQZ niubgnn bpkjuwtbph
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ponrdwjut b Yppwluwt Yuphpubpp b hsywhuh pugbkp juwbt tpwbg dwwnnigynn
dwnwynipjniutibpnud:

Qbp wulbind yuwunwuphiwttbpp s jupbnp b wju hblnwgnuinipjut hwdwp: Qkp
Unnudhg wpwdwnpjué wnbntinipniuubpp qunuih  juywhdbl, hwjwpugpus
njjujubptt  punhwtpugus  Yhpwyng Yoquugnpsyku  dhuytt  hEwnwgnuulwt
hyunnuliipny wpwig dwubulgh inygiwljwiuging udpujibpp Gokpne: 2bp wintip
gpyué sh jhubnt hwpgupbpphiubph Jpu b hbnwgnunipjut qEinygnd: Qbkp
lunuptphg npnp dbgpbpnidubp Jupnn G ubkpyuyugdl) qbiinygmd, puyg npubp
Jubpyuyuglkt whwinith, wpwbg whdp tnywuiuging wfjujiiph’ npybu L2
niukgnn btpEluwgh sunnh Ywpshp: QbEp GpEluwgh uwnwugws pnidoqunipiniup Jud
Yppnipniup ubkpjuynidu b htlnwquynid sh wnnidh htnwgnunipjuip dwubwlghnt
Jud sdwubwlghint  hbknbwbpny: ©Tu Gpupjuwynpnid bd  2Ep  wdjujubph
qunuuhnipjniup: Zknmwgnunipjut pipwugpnid dknp pipdws pnjnp mbknklnipnitubpp
Juywhytt dwdlhwugpny wuonmyuwiudws hwdwljupgsnmd b Qkp wuntup sh Ygyh wyn
wnjuubpht:

Bpt nbd stp, bu YaAwjuwgpbd dbp hwpgwqpnuygp, npwbugh ny dh Juplnp
wnbnbinipnit pug spnnubd: Inip hpwjwunt kp wwhwol] whowwnky dwjtwgnphsp
hwpguqpnuygh phipugpnid’ guiljugws wuhh, kpk gpu Juphpp (huh: Pu Gonudubpp b
dwjtwgpnipiniubpp jywhwywiybh wpwig QbEp wtdh hbn inyhwlwbwugdwt b

Unstiywgytt myjuuiph YEpnsnipyut wjuwpnhg widhgwy bu htinn:

Qmip Jupnn kp guiljugus hupg nwy hhid bp dwubwlgnipul Yepupkpju;: Ungl
hEwnwgnunipjut yEpwpkpyu hwupgkp niubuwnt nhypnid jupnn bp juwy hwunwnty
Zuyjuunnuth  wdbphljjut hwdwjuupwih  Cplhwidbwt wenpowwuwhwlut
ghuinipniutbph  duwlnyunbnh nuwuwpinu Utwhhn  Ydhpdjuih hkn  htnlbyjuyg
hknwunuwhwdwpn] (060) 61 25 62: Gph Jupsnid bp, np 2kq htwn ghown sk Juipdby

Juwd npbk YbEpwy Jhpwynpl) bd 2Eq hwpguqpnyghtt dwubwlgnipjut ppwugpnud,
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Jupnn bEp nhul] Zwjuunwih wdbphljjut hwdwpuwpwth ghuwlwt Ephluh
hwtidttwdnnynih hwdwljupgny Jupnnthh Zwypnidjutht hEnlbjuy
htnwunuwhwdwpny] (060) 61 25 61:

Qmp hwdwdwju bp dwutwlgl) hwpguqpnyght: Gph wyn, Jupn'y & dhwglby
dwjtiwgnhsp: Gph nhd stp, ujutup: Tunphwljuwnipni:
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Appendix 5
Interview Guide for Parents of Children with NDDs (English Version)

Interview date: / / (DD/MM/YY)

Interviewee ID;
Start time: : (HH:MM)

Hello, my name is Lilit, | am a graduate student of the AUA Turpanjian College of Health
Sciences. | highly appreciate that you agreed to participate in this interview. In the scope of my
MPH thesis, | am doing a research on the needs and gaps in healthcare and education of children
with neurodevelopmental delays (NDDs). Would you, please, share with me your opinion about
the education of children with NDDs and your experience as a parent of a child with NDD? The
interview will last approximately 40-60 minutes. | am interested in your frank answers as they
are highly valuable for this study. Whatever you share here with me, will be kept confidential, no
identifying information will be provided with that information and it will be used solely for this
study purposes.

Introductory question: Would you please tell me little bit about your child?

1. When did you first notice that something is different about your child’s development?
Probe: Which were the first signs?
How did you understand that the child has a difficulty?

2. What were the next steps when you learnt that the child has a developmental delay?
Probe: Who were the specialists you consulted with and when/after how much time did
you consult with them when you noticed that something is different?

3. Can you describe your experience in the diagnostic process as a parent of a child with
NDD?
Probe: Where were you referred to?
What kind of examinations did the child undergo and how many times?

4. How did you first respond to the diagnosis of NDD?
Probe: Did your attitude change/didn’t change towards the doctors/your child and how?

5. In your opinion, what affect did the diagnosis have on your family members/your
friends?
Probe: How did it affect the relations with other people?
How did it affect your family expenses?
What other needs emerged?
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What healthcare and social services was the child provided after the diagnosis?
Probe: How often was he provided these services?
What obstacles did you have during this period?
What would you change in these services?
What were you content/discontent with?
What support were you provided in the healthcare facilities?
Probe: What about pharmacological, psychological, professional support?

What resources are necessary to support children with NDDs and their parents?
Probe: Think of financial, material, psychological and professional support.

The following questions are addressed to parents whose children attend schools.

9.

10.

11.

12.

13.

Would you describe please the process of being admitted and integrated to school?
Probe: What were the stages before you were admitted to school?
What was your experience at this period?
Who was the specialist you mostly cooperated with?
Would you describe the process?

How is the child viewed and accepted by his peers?

Probe: What is the attitude of other children’s parents towards you and the child?
What is the attitude of the teachers and the school staff members towards you
and the child?

How would you describe the collaboration of healthcare and education systems?
Probe: How are you involved in this collaboration, if you are?

How would you suggest improving the education and social integration of children with
NDDs?

Is there any other information that you think is important and you would like to add?

Demographic Data:

Your age
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Your sex (Don’t read this question aloud)

1. Male
2. Female

Your child’s age

End time

Thank you for participating and sharing your thoughts with me.

52



Appendix 6
Interview Guide for Parents of Children with NDDs (Armenian Version)

Zwupguqpnygh nintgnyg sunnutph hwdwp

Uduwphy / /

ID
Ubhqp _ @

Puipl Qkq, hd wuntup Lhihpe B Gu unynpnud B Zujuunwth wdkphljjut
huwdwjuwpuih Fphwtdbut wpnpowwwhwlwt ghnnipniubph wlnjntnh
dwghunpuwnnipujh wjwpunuwljub §nipunid: Gu pupdp bl gquuwhwwnnd, np
hwdwdwjutghp dwutimlgh] wju hmpguqpnyghtt: bd wjwpunwlju plqh oppwtwlnid
tu uppuwpuwtwlut qupqugdut hwwyunnud (LAZ) nutgnn tpkjuwtph Juphpukpp
b iputig Ywnnigynyn pnidwjut b Yppuljut swnwnipniutbpnid wnljw pugkph
Ybpwpbpu) hblnwgnunipinit bl whglugunid: Pud htvnwppphp E 2Ep fupshpp b Qtp
thnpdwnnipynilip wyy dwuht' npyybu L2 nilikgnn kpkuwgh Sunnh: Zupguqpnygp
Junlh Unwnn 40-60 pnut: Qbp wmuind qunwupwuibpp puwn Juplnp o wyu
hEwnwgnunipjut hwdwp: Ep Ynnuhg npudwnpyus nbknkynipnibiubpp qununh ko
wwhybknt, hwJwpwuqpyus nyjuitpt punhwpugdws Jipuyny ogurnugnpséybnt L
Uhuyt hbnwgnunulul tyunulibpm] wpwig duubulghtt inyhwjubughng
wnjuubp tobkne:

Ukpuwémlmb hupg. Guyunndt p Uh thnpp Qbp kpkuwgh dwuhis

14.  &'pp wnwght whquud tljunntghp, np 2tp kpkjuwgh qupgqugnidp wppbpgnud b
Probe: Npn’tp thit wpweht tipwhiikpp:
bisuh u hwuljugup, np Epkjawt htg-np jpunhp nih:

15. b’ htwnwqu puygbip Ainttmpltghp, tpp hdwgup, np Epkjow nith
qupgquguut hwywnnud:
Probe: b’y twuliugbwnh htin bp junphppulighy b & pp pbnhpbpp djunbing
hispw’ it dudwbiuly htwnn:

16.  Ywpn 1 bp Wjupwugpl] wnnpnodwh gnpoépupwgh dhony wugubint Qtp
thnpawnnipniip’ npuku L2 nitkgnn kpkeugh stnn;:
Probe: Npuit 1 ki mynnpyby:
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17.

19.

20.

21.

18.

b’y hbnwgnunm pymibiikp k wtghk] tpkjuwb b pwlth” whqud:
b’y ndupnipnibiiikp bp nitkgh] whnnpnotwi gnpéphpugnid:

Pusy b u wnwghl whqud wpdwquiipkghp wyn whitnnpnodwip:

Probe: ®njulk’g wpmynp b hiswhk v thnjukg 2tp Jepupkpdniipp pdholjkph
Jud Ephjough tjundudp:

Qb Jupshpny, hus wqntignipnit ntubguy wyn wponnpnonidp 2kp, kp
punwthph wunudutph b bp pujEpuljut oppwuywnh Ypu:
Probe: sy u nu wqnkg dupnluig htwn thnuhwpupkpnipniiitph Jpu:
Pusyk u qu wqntg Rbp punnwuklwb swhubph Jpu:
busyhuh’ Yuphplbp h huyn Ewb:

bty wnnnowwywhwljwi bt unghwjuljwi Swnwnipniikphg tipkuwb oquuty
LOZ wjunnnpnoytjnig htinn:
Probe: b1y humgwhuljuimpjudp £ oqinyky wyy dwnwynipjniutibnhg:

Bty funsplinnuntibp kp mikghy wyn pipugpnid:

Bty Ythnubhp wyn swnwnipeniukph dby:

Bush’g tip gnh Jud ndqnh:

busyhup’ wowljgnipinit ku 2kq mpudwnpl] wnnnowwywhwljwu

hwuwnwwnnipjniiubpnid:

Probe: Bty uwulp nhinnpuypuyhly, hnghpubwljwi, dwubwghinwlui
wowlgnipjub yhpwpkpyuyg:

busyhuh’ nhunmpuibp ki withpudbon VY2 niubkgnn Epkjuwbtpht b tpubg

dunnutphtt wmpwlgkint hwdwp:

Probe: Unnwstp dhtwmivwjuly, tynipuljui, hngbpwwlut jud
dwubwghnuljut wowlgnipjut dwupb:

Zweonpn hwpgbpl nignywé ki pypnguhwuwl) Epkhnubbph Sinnabphi:

22,

Yljwpwugpt p kpkuugh nunpng punnitdbyne b thpunytjnt gnpépupwgn:
Probe: bPusujhup’ thnibp bp wigh) iwupwi pupng plnmin]byp:
busyhuh’t kp wyn phipugpmu dkp thnpdwnnipyniip:
N"p dwubugbnh htan b gl wdkiwown hwdwgnpéwljgnipiniup:
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Gllwpugnk p wyy gnpdphpugp:

23.  Pusyhuh’t k bpkjuugh djundudp hwuwlulhgibph Epupbpundipp:
Probe: buswhuh’t k wy bpkuwbtph stnnubph Jpupkpuniipp bpkjuwgh b Qbp
hwunty:
Puswyhuh 't k niunighsubph b nupngh whdtwlwuquh Jepupkpdniupp
Eptjuwgh b Qbp tjundudp:

24.  Pusyh u ki hudwgnpsulgnid wnnnowuywhwljwi b jppuljuh npnpunibpp:
Probe: dmp nplik Yhpy tbpgpuddu’s bp wyn hwdwgnpsulgnipjui dky:

25.  buywhuh’ thnthnunipmibibp junwewpllp L2 niubkgnn Epkjowubph
Yppnipniup b unghwjuljut huinbkgpnidp pupbjudtnt hwdwp:

26.  Yw’ hby-np puly, np Uklp sputimplghtip, uwljuyh Yupsnid kp, np juplnp £l
Ygutjuwbwyhp wykjuguby:

dnnnypyugpujub njuukp

QLp tnwphpp

th uhn]}‘ (wyu hwipgp syupnuy b jpugt) hupunipnyt) 1. U;Ilull,lulil
2. bquljut

Qb Epkjawgh vnuphpp

Udupun S E—

Cunphujuympinit dwubwljgnipjui b Qtp dnpkpt htid htwn Yhubn hwdwn:
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Appendix 7
In-depth Interview Guide with School Staff Members: Principals, Teachers,
Multidisciplinary Team Members (English Version)

Interview date: / / (DD/MMIYY)

ID:
Start time: : (HH:MM)

Hello, my name is Lilit, I am a graduate student of the AUA Turpanjian College of Health
Sciences. | highly appreciate that you agreed to participate in this interview. In the scope of my
MPH thesis, I am doing a research on the needs and gaps in healthcare and education of children
with neurodevelopmental delays (NDDs). Would you, please, share with me your opinion about
the education of children with NDDs and your experience in this sphere? The interview will last
approximately 40-60 minutes. | am interested in your frank answers as they are highly valuable
for this study. Whatever you share here with me, will be kept confidential, no identifying
information will be provided with that information and it will be used solely for this study
purposes.

Introductory question: Would you please tell me little bit about yourself, for instance, how
many years you are working in this school and what is your background?

1. What is your role as a school principal/ teacher/psychologist/speech therapist in
supporting children with NDDs?
Probe: What kind of work experience do you have with children with NDDs?

2. Based on your experience, what is the general approach towards children with NDDs?
Probe: How are they viewed and accepted at school?
What about the attitude of the peers?
What about the attitude of the parents of other children?

3. Can you describe the process of admission of a child with NDD to school and how the
child is integrated to school?
Probe: What kind of difficulties do you face when trying to involve the child in the
classroom activities?

4, In your opinion, what are the main needs of children with NDDs in Armenia?
Probe: What are their specific needs in education?
What are their specific needs in socialization?
What are their specific needs in healthcare?
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5. How do you try to address the specific educational needs of children with NDDs?
Probe: What measures do you take?
What obstacles do you face in meeting those needs?
Can you share with us a few examples?

6. What support do you/your school or community provide to children with NDDs and their
family?
Probe: What about financial support, material support, professional support?

7. What resources do you need to support the children with NDDs and their parents?
Probe: Think of financial/material/psychological/professional support.

8. How would you describe your collaboration with healthcare system when admitting and
integrating children with NDDs to school?
Probe: How do you work with healthcare providers?
With what kind of providers do you collaborate (if any)?
Would you please describe what the process looks like?

9. How would you describe your work with parents of children with NDD when integrating
children to school?

Probe: How could the work with parents be improved?

10. How would you suggest improving the education and social integration of children with
NDDs in Armenia?

11. Is there any other information that you think is important and you would like to add?

Demographic Data:

Your age

Your Sex (Don’t read this question aloud) 3. Male
4. Female

How many years have you worked
by your profession?

End time

Thank you for participating and sharing your thoughts with me.
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Appendix 8

In-depth Interview Guide with School Staff Members: Principals, Teachers,
Multidisciplinary Team Members (Armenian Version)

Udluwphy / /

ID
Ubhqe @

Puipl Qkq, hd wuntup Lhihpe B Gu unynpnud B Zwjwunwtth wdkphljjut
hudwjuwpwih Fphwtdbut wpnpowwwhwlwt ghnnipniuubph dwlnyntnh
dwghunpunnipuih wwupunwlui Ynipund: Gu pupdp bl gowhwwnnid, np
huwdwdwjutghp dwutiwljgk] wju hmpguqpnyghtt: Pd wjwupunwlju phgh oppwtwlnid
tu uppuwputwljut qupgugdut hwwyunnid (LQZ) nikgnn Epkjuwubph Yunphputph
b ipuwiig dwnnigynn Yppujui b ppiduljut swnwnipnibtbpnid wnljw pugkph
Jtpwpbkpuy hbnnwgnunnipnit Bl wigugunid: bud htwnwppphp E Qbp Jupshpp L2
niukgnn Epkjowubph Yppnipjut JEpwptpuy b Qtp hnpdwnnipjniitt wyju njnpunnud:
Zupguqnpoygp Julth dnwn 40-60 pnuk: 2bp muind wuwnwupiwtubpp pwwn Juplnp Eu
wju htinwgnunnipjut hwdwp: QEp Ynnuhg npudwnpdus ntntlnipniuubpp qununth
tt wwhykny, b hwjuwpwgpdus ndjujukpp puinhwipugdws Yipuny ogurnugnpédytnt
kU Uhwyt hbnwgnunuljuh byunwljubpny wewbg tnyiuubuging ndjugibp
uobne:

Ukpuwémlwé hupg. Guqunndt p Uh thnpp Qbp dwuhi, ophiwl h'ts Yppnipymia nibp b
pwlih” wph k, np woptunnid kp wju nupngniy:

1. N"pl k Qbp nhipp npuybu nupngh wopkt/ niunighs/ hnghpwi/ (ngnugtn, L2
niukgnn Epkjowubpht wowlghnt gnpénid:
Probe: blisujhuh” wpuunubipuyhts thnpd mbkp L2 mikgnn kpkjuwikph htan:

2. Cuwn 2tp thnpdh hsyhuph o kL2 niukgnn kpkuwbph twndudp
spowyyuitnh Uninkgnidll pughwinip wndwp:
Probe: busujt u ki ipwiig pgniinid pupngnud:
Bty uubp hwuwlwlhgutph Jkpupkpiniiph dwuhb:
bty Jwubp wy kpkjuwikph sunnikph Jhpupkpdniiph dwuhb:
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Yupn 1 bp Wjupugphy U2 niukgnn Epkjough nupng punnidEjnt gnpépupwgn

b pk hsybu E Gpijuwt ubpwunynid nupngnud:

Probe: B’y ndupnipnibiiibp bp nibkinud, bpp thnpdnud bp kplaught tbpunty
nuuwpubwlwut wyhwnwtpubpnid:

Qbp Jupshpnd, npn tp ki Zujwunwimd byuppupubuljui qupguguui
hwwywnnud niukgnn tpkjuwtkph Juphputpp:
Probe: Npn’tip ki iputig hunnmly Yuphplbpp Yppnipjub npnpunntd:
Npn’tp kb ipubg hwnmly Juphplbpp unghwjuljuiugdwh npnpunud:
Npn’tp kb ipubg hwnmly juphpbpp wennowuwhn pyub npnpunntd:

buswk u kp thnpdnd puwpuiph) ljuppupubuljwb qupgqugdwt hwywnnid
niukgnn Epkjowubph Yppnipjut wnwbudtwhwwnntl juphpubpp:
Probe: B’y Uhgngutp kp dkntwplynud:

bty junspinmntikp bp nitkiinod wyu Yuiphpibpp hnquhu:

Yuipn'n bp Up puilth ophliwly phiphy:

busyhuh” wowljgnipynih kp Fmp, Qkp nupngp Jud hudwipp wpudwnpoid
LOZ niukgnn kpkfuuyht b tpw pivnwuthphte

Probe: b1 juubp $himbuwlui, ynipulub b dwuiwghnwljub
wowljgnipjut Yhpupkpjuy:

Busuihuh” Uhonglbp ki whpudhown LO2 nilikgnn kpkjuwlikphl b ipwitg
dunnutphtt wmpwlgkint hwdwp:

Probe: Unnwstp bhtwiuwljul, ynipuljul, hngbputwljut b dwubughunwljut
wowlgnipjut dwuh:

Ljwpuqpkp, punptd, 2Ep hwdwgnpdwlgnipjniip wnnpowuyyuhwljw ninpunh
htwn' L2 mubkgnn kpkjuwbkpht nupng pignikynt b hppenipyul tke tkpuntjnt
gnpdpupugniu:
Probe: busujk u kp wpiuinnid wnnneuywhwljwi npnpunj duubugbnibph
htwn:
N0"p dwubugbnubph htn bp hwdwgnpswlgnid:

Ljwpwqpkp, punpbd, wyn hwdwgnpswljgnipjut gnpépuipugp:
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Epkjuwutpht nuypnguljut jyjuupnid ukpgpuybtihu:
Probe: buswt u Jupbh b pupkjuyby wyn wpuunwipp:

10.  busyhup’ thnthnjunpnibibp junwewpllp L2 niikgnn kpkuwibkph
Yppnipniup b unghwjuljut huinbkgpnidp pupbjudtnt hwdwp:

buswhk u Juljupugplp 2bp woluunwbipp L2 niukignn kpkjuwgh stnnutph hbn’

11.  Yw’ his-np puily, np Ukip sputimpljghtp, puyg nnip updnid kp, np Jupunp £l

Ygutjuwbwyhp wykjuguby:
dnnnyppugpujut njuyukp
<bp wwuphpp
th uhn]}‘ (wyu hwipgp syupnuy b jpugt) hupunipnyt) 5. U;Ill,ulluﬁl
6. Pqulul

Lwiih” nwuph bp wouunky Akp vwubughnnt pyundp:

Udupwn

Cunphuljuynipinit dwubwljgnipjui b Qtp dnpkpt htid hkwn Yhubnt hwdwn:
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Appendix 9

In-depth Interview Guide with Healthcare Professionals (English Version)

Interview date: / / (DD/MMIYY)

ID:
Start time: : (HH:MM)

Hello, my name is Lilit, I am a graduate student of the AUA Turpanjian College of Health
Sciences. | highly appreciate that you agreed to participate in this interview. In the scope of my
MPH thesis, I am doing a research on the needs and gaps in healthcare and education of children
with neurodevelopmental delays (NDDs). Would you, please, share with me your opinion about
the education of children with NDDs and your experience in this sphere? The interview will last
approximately 40-60 minutes. | am interested in your frank answers as they are highly valuable
for this study. Whatever you share here with me, will be kept confidential, no identifying
information will be provided with that information and it will be used solely for this study
purposes.

Introductory question: Would you please tell me little bit about yourself, for instance, how
many years you are working in this sphere and what is your background?

1. What is your role as a Rehabilitation Doctor/ pediatrician/ neurologist supporting
children with NDDs?
Probe: What kind of work experience do you have with children with NDDs?

2. Can you describe the diagnostic process of a child with NDD?
Probe: What stages does the child undergo before being diagnosed a child with NDD?
At what age and how is NDD discovered and diagnosed in Armenia?
What are the difficulties in the diagnostic process?

3. How do the parents or other family members respond to the diagnosis of NDD?
Probe: How do they admit the professional conclusion?
Based on your experience, can you share with us a few examples?

4, How the treatment process of a child with NDD is organized in Armenia?
Probe: When does the treatment process start and what does it include?
Who implements it and how?
What kind of specialists do you refer the child with NDD to?
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What are the gaps and obstacles in the treatment process?

5. In your opinion, what are the main needs of children with NDDs in healthcare in
Armenia?
Probe: Which services are available and accessible?
What other specific services are necessary?

6. How does the healthcare system satisfy the above mentioned healthcare needs? What
services/support are provided to children with NDDs and their families in Armenia?
Probe: What about pharmacological/psychological and professional support?
What healthcare/ social services does a child with NDD receive during the
treatment process?

7. What resources do you need to support the children with NDDs and their parents?
Probe: Think of financial/material/psychological/professional support.

8. How would you describe your collaboration with the education system when children
with NDDs are admitted and integrated to school?
Probe: How do you work with school staff members?
With what kind of staff members do you collaborate (if any)?
Would you please describe what the process looks like?

0. How would you suggest improving the healthcare system to better address the needs of
children with NDDs?

10. Is there any other information that you think is important and you would like to add?

Demographic Data:

Your age

Your Sex (Don’t read this question aloud) 7. Male
8. Female

How many years have you worked
by your profession?

End time

Thank you for participating and sharing your thoughts with me.
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Appendix 10

In-depth Interview Guide with Healthcare Professionals (Armenian Version)

Uduwphy I/

ID

Ubhqp @

Puplh Qkq, hd wlunitip Lhihp E Bu unynpnud Bl Zwjuwuwnwih wdbkphljut
huwdwjuwpwh Ophwidbwt  wenpouuywhwluwi ghwnnipnibiubph  bwlninbknh
dwghunpuunnipujh  wjwpunuwlut Ynipunid: Bu pwpdp Bl quwhwunnmd, np
huwdwdwjutghp dwutwljgt) wyu hwpguqpnyghi: b wupunwljuu ptqh spowtwlnid
tu uppupuwtuljut qupqugdut hwwywunnud (LR2) niukgnn tpkjuwtph Yuphputph
b bpwig dwwunigynn pnidwfuib b Yppwlub Swowynipnibubpnid wnlju pugkph
Jtpwpbkpuy hbnnwgnunipnit bl wiglugunid: bud htwnwppphp E QLp upshpp L2
niukgnn bpEluwtbph poidugquuuplduwt juquulibpydwt  Jtpupbpu; b Qkp
thnpdwnpnipniitt wju npppunnud: Zupguqpniygp junbh dnwn 40-60 pnyb: Ep wilknsd
yuunwupwiuibpp swn uplnp &b wyju hbnwgnuumpyut hwdwp: QEp Ynnuhg
npudunpus  nbknbkynipmpibtubppp qunuith b wwhdbn, b hwjupugpus
njjujubpt punphwiupwugws Yhpwyny oquugnpéytint bt dhuytt hEwnwgnuulub
tyunwlikpny wpwig bnygtwljwiugng nyjwibp tobne:

Ukpuwémlpml hupg. Guqunndt p Uh thnpp Qbp dwuhi, ophtwl h'os Yppnipynit niubp b
putth” wwph E, np woptwnnid kp wyu npnpinntd:

1. N°pu k akp ghpp npubu Yhpulubqing pdhol/dwiljupnyd/ujupnupub, L2
niubkgnn kpkjowubph whtnnpnodwi b pniddwt gnpépupugnid:
a. Probe: bliyujhuh” wpuunubipuyhtt thnpd niikp L2 niikgnn kpkuwibkph
htwn:

2. Ujupuwgnptp, pugpbd, LAZ niutgnn Epkluwtbkph wnnpnodwt gnpdplipwgn:
a. Probe: buis thmpkp Ewhghnid kpjuwt’ twupwl L2 whnnnpnontd

unwbwp:
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Probe:

i. N'pwwphpnid b hiswk v £ huyniupbpdnod nt wjonnpnyynid
LOZ Zuyuutnwiinu:

i. By ndJupnipniikp b (hind wnnpnodwi juquulkpuydub
gnpdpupugniu:

Pusyk u ki wpdwquipnid pkuugh stngubpp Jud piinwithph winuidikpp
LOZ wjunnpnydwip:
a. Probe: sy u ki pigminud dwubughnwljui kgpuljugnipyntip:
i. Tunpnud b Yhuyky ophwukpny 2bp thnpdhg;

buswybku k hptullmhulglhmi Uz niukignn Epkjuwtbph pnidnidp Zujwunwtinud:
a. Probe: 6’ pp tuljuynid pnidnudp b hos | ibpunnid:
i. Plsyb u b o Ynquihg E hpulubuagynid:
i. By dwutwghnibph unin bp nuynnpymu bpubg:
iii. P’uy pugtn b ndqupnipjnitbp jub pniddwb gnpépupugnid:

Qbp Yupshpny, npnp kb L2 mtkgnn Epkjuwbkph Juphpubpp
wnnnowywhnipjul npnpunid Zujwunwinid:
a. Probe: N'p swnuynipniikph ku dwwnskih b hwuwbbh:
i. Pty wy) Swnwynmipniibkph Juphp

Nppwiin Yud hiswk v Eubpluw hudwlupgp jupnquinud pudupuply dogus
wnnnowwwhwljwi Juphpibpp:b s wowlgnipmnih jud Swpwynipnibitp ki
npudwunpynid LAZ niikgnn Eptjuwghtt b tpw Sunnubpht Zwjwunwtnd:
bty Jwubp nhnnpuypuyhi, hnghpwiwluh b dwubiwghnwlub
i, wowlgnipjut Jhpwpbpyuy:
i. 0'pwonnowywhwlwi/unghuyuluh Swnwynipniiitphg &
oquiynid
lii. 'UQZ niutgnn Epkjuwt pniddwit pupwugpnud:

Bty nhumpulitp ki withpudbown L2 mitkgnn kpkluwikpht b bpwig
dunnutphtt wmewlgkint hwdwp:

Probe: Unwstp bhtwivwjuy iynipuljut/ hnghputwljut/ dwutwghnwljut

I. wowlgnipjul dwuhl:
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8. Lljwpwgntp, pnunpbd, dkip hmdwgnpéwljgnipiniup Yppujuit npnpunp
Uwulugbnibph htn' L2 niukgny kpkuwbkph nupng pinnii]kpne
Uppnipjut Uk ukpwuntint gnpépupugnid:

Probe: busuyt u kp wpuuinnid ppuljwi npnpunh dwubugbnibph htn:
i. Npuwubmgnibph htn bp hwdwgnpswlgnid:

il. Ljwpwgptp, pnunpkd, hwdwgnpsuljgnipjutt gnpdphipugp:

9. buswhuh’ thnthnunipnibikp junwewnlkp hpuljwiwghby, npukugh
wnnnowwwhwlut hwdwljupgu wbkih tyuwnwluihtt wpdwquiph LOZ

niubkgnn kpkjowubph Yuphpubpht:

10. Yw’ his-np pury, np Ukbp spiiuplykghtip, puyg dnip Jupsnid kp, np juplnp £ b
Ygutjuwbwyhp wykjuguby:

dnnnyppugpujut njuyukp

QLp tnwphpp

th uhn]} (wyu hwipgp sjupnuy b jpugil) hipinipnyiy) 1. U\l’lulllulh
2. bquljut

Lwlih” nwuph bp wouunty 2kp dwubwghinnpyudp:

Udupun B —

Cunphujuympinit dtip dwubtmlgnipjub b Akp dinptpt hud htwn Jhubnt hwdwp:
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Appendix 11

Interview Guide with TPPSC Staff Members (English Version)

Interview date: / / (DD/MMIYY)

ID:
Start time: : (HH:MM)

Hello, my name is Lilit, I am a graduate student of the AUA Turpanjian College of Health
Sciences. | highly appreciate that you agreed to participate in this interview. In the scope of my
MPH thesis, | am doing a research on the needs and gaps in healthcare and education of children
with neurodevelopmental delays (NDDs). Would you, please, share with me your opinion about
the education of children with NDDs and your experience in this sphere? The interview will last
approximately 40-60 minutes. | am interested in your frank answers as they are highly valuable
for this study. Whatever you share here with me, will be kept confidential, no identifying
information will be provided with that information and it will be used solely for this study
purposes.

Introductory question: Would you please tell me little bit about yourself, for instance, how
many years you are working in this school and what is your background?

1. What is your role as a school principal/ teacher/psychologist/speech therapist in
supporting children with NDDs?
Probe: What kind of work experience do you have with children with NDDs?

2. Based on your experience, what is the general approach towards children with NDDs?
Probe: How are they viewed and accepted at school?
What about the attitude of the peers?
What about the attitude of the parents of other children?

3. Can you describe the process of admission of a child with NDD to school and how the
child is integrated to school?
Probe: What kind of difficulties do you face when trying to involve the child in the
classroom activities?

4. In your opinion, what are the main needs of children with NDDs in Armenia?
Probe: What are their specific needs in education?
What are their specific needs in socialization?
What are their specific needs in healthcare?
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5. How do you try to address the specific educational needs of children with NDDs?
Probe: What measures do you take?
What obstacles do you face in meeting those needs?
Can you share with us a few examples?

6. What support do you/your school or community provide to children with NDDs and their
family?
Probe: What about financial support, material support, professional support?

7. What resources do you need to support the children with NDDs and their parents?
Probe: Think of financial/material/psychological/professional support.

8. How would you describe your collaboration with healthcare system when admitting and
integrating children with NDDs to school?
Probe: How do you work with healthcare providers?
With what kind of providers do you collaborate (if any)?
Would you please describe what the process looks like?

9. How would you describe your work with parents of children with NDD when integrating
children to school?

Probe: How could the work with parents be improved?

10. How would you suggest improving the education and social integration of children with
NDDs in Armenia?

11. Is there any other information that you think is important and you would like to add?

Demographic Data:

Your age

Your Sex (Don’t read this question aloud) 9. Male
10. Female

How many years have you worked
by your profession?

End time

Thank you for participating and sharing your thoughts with me.
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Appendix 12

Interview Guide with TPPSC Staff Members (Armenian Version)

Uduwphy / /

ID
Ubhqe @

Puipl Qbq, hd wuntup Lhihpe B Gu unynpnud B Zwjwunwtth wdkphljjut
hudwjuwpuih Fphwtdbut wpnpowwwhwlwb ghnnipniubph wlnjntnh
dwghunpuwnnipuih wwpunwlui Ynipunud: Gu pupdp bl quwhwwnnid, np
hwdwdwjutghp dwutiwlgh] wju hmpguqpnyght: d wjwuwpunwljui plqh oppwtwlnid
tu uppuputwljut qupgugdut hwywunnud (LQZ) nikgnn Epkjuwubkph Yunphputph
b iputg Ywnnigynn Yppuju b pniduljut swnwnipniutbpnid wnljw pugkph
Jtpwpbkpuy hbnnwgnunnipnit Bl wigugunid: bud htwnwppphp E Qtp Jupshpp L2
niubkgnn Epkjowubph Yppnipjut JEpwptppug b QEp hnpdwnnipiniut wyju npnpunnud:
Zupguqnpnygp Yulth dnwn 40-60 pnuk: Qbp mtyind wwwnwuppwbubpp owwn Juplnp Eu
wju htinwgnuinnipjut hwdwp: QEp Ynnuhg npudwunpdus ntntlnipniuubpp qununth
El wwhybkny, b hwjuwpwgpdws ndjujubpp puinhwipugdws Yhpuny ogurnugnpdybjnt
Ll Uhwyt hbnwgnunuljuh byuwnwljubpny wewbg tnyiuubuging ndjugikp
uoknu:

Ubpudwlum hupg. Yupunndb p uh thnpp 2bp dwuhi, ophtialy hos Yppnipmnih niukp b
putth” wwph k, np wppnwinnid kp SUUYNLY:

1. N'phk2bp nhipp npubu SUUY-h ibpljuyugnighs U2 nilikgnn kpkuwbkphin
wowljgint gnpénid:
Probe: Pusyhuh” wotunnwipuhl thnpd nilikp U2 nilikgnn kpkuwbikph htn:

2. Cuwn 2tp thnpdh hsyhup o kL2 niukgnn kpkuwbph wndudp
spowyyuinh Uninkgnidll pughwinip wndwdp:
Probe: syt u ki ipwiig pgniinid pupngnud:
bty Juubp hwuwlwlhgutph epupbkpdniiph dwuht:
bty Guubp wy kpkuwbikph stnnubph JEpupbpuniioph dwuhb:
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Yupn 1 bp Wjupugphy U2 niukgnn Epkjough nupng punnidEjnt gnpépupwugn
b pk hsybu k Epiluwt ukpunynid nupngnid:

Qbp Yupshpny, npnip ki 2ujuuinuimd iuppupuiulub qupguglub
hwwywnnud niukgnn tpEuwttph Juphputpp:
Probe: Npn’tip ki ipubig hwnmly uphplbpp Yppnipjub npnpuontd:
Npn’tp kb ipubg hwnmly Juphplbpp unghwjujuugdwh npnpunud:
Npn’tp kb ipug hunnmly juphplbpp wennowuwhmppub npnpunntd:

Pusyyb u kp thnpdnid pudupuph) juppupuiuljut qupgugiui hwuugunnud
niubkgnn Epkjowubph Yppnipjut wnwidtwhwwnnil juphpubpp:
Probe: B’y Uhgngltip kp dkntwplynud:

Bty funsplipnuntibp kp mukinid wyu Yuphpubpp hnquiphu:

Yupn 1 kp Uh pulth ophtiuly phiphy:

busyhup’ wowljgnipinit kp nip, npytu SUUYU-h ukpluwywugnighs,
npudwunpnid LAZ niikignn Epkhuwght b tpw ptvnwthph:

Probe: B’y Juubp $htmbuwljwi, iynipuljwi b dwubwghnwuljui
wowlgnipjut yepupbpyuy:

busyhup’ Uhongutip Eu wmthpwdtown LRZ niukgnn tpkluwtbpht b tpug
dunnutphtt wewlgkint hwdwp:

Probe: Unnwstp $htwmbiuwmljuty, ynipwljui, hngbpwbwlut b dwutwghunwlu
wowlgnipjut dwuh:

Ljwpwqpkp, ppunptd, 2Ep hwdwgnpswljgnipjniip wnnpouuyyuhwljw npnpunh
htwn' L2 mubkgnn kpkjuwbkpht nupng pignikynt b hppenipyul tke tkpuntjnt
gnpdpupugniu:
Probe: busuyk u kp wpuinnud wpnpewuywhwlwh npnpnh tuubwgknikph
hbwn:
busyb u kp hunlwgnpswlgnid nupngkph dwubwgbnitph htn:
N"p dwutwghwnitph htn kp hudwgnpsuljgnud:

Ljwpwqpkp, ppunpbd, wyn hwdwgnpswljgnipjut gnpépupugp:

buswhk u Jujupugplp 2bp woluunwbipp L2 niukignn kpkjuwgh stnnutph hbwn’
Eptjuwutpht nuypnguljut Jyjuupnid ukpgpuybtihu:
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Probe: busujk u Jupbkih E pupljudby wyn wouwnwipp:

10.  buswhuh’ thnthnjunipmiuibp junwewpllp L2 niubkgnn Epkjowubph
Uppnipniup b unghwjuljut hunbkgpnidp pupbjuydtint hwdwp:

11.  Yw’ hus-np puly, np Ukbp spiiuplkghtp, puyg noip Jupsmud kp, np Juplnp kb
Ygutjuwbwyhp wykjuguby:

dnnnyprugpuju ndjuyukp

Qtp tnwphpp

th’l uhn]}‘ (ugu hwipgp shupnuy b jpugity hupunipnygi) 11. U{luﬂluﬂl
12. bqujuu

Lwlih” nwuph bp wouunnty Akp dwubughnntpyundp:

Udupun o

Cunphujuympinit dwubwljgnipjui b Qtp dnpbpt htid htwn fhubn hwdwn:
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List of Appropriate Journals

BMJ Global Health

SAGE Journals

The Lancet

Public Health Reports

Qualitative Research Journal

Brain Sciences

J Glob Health

Dev Med Child Neurol

Research in Developmental Disabilities

Social Science & Medicine
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