Needs and Gaps in Services Provided for Children with Down Syndrome in

Yerevan, Armenia. Perspectives of Parents and Healthcare Providers:

A Qualitative Research

Master of Public Health Integrating Experience Project
Professional Publication Framework
by

Arpine Abrahamyan, MD, MPH Candidate

Advising Team:
Anahit Demirchyan, MD, MPH

Lisle Hites, MS, Med, PhD

Turpanjian School of Public Health
American University of Armenia

Yerevan, 2019



Table of Contents

ACKNOWIBAGIMENTS ...ttt b bbbt e e 1\
LiSt OF @DDIrEVIATIONS ... et sre e %
N 0] 1 Tod SR TRTPRR Vi
I 1 0] € oo (3 o] o USSP TP RPRR 1
1.1.  Children with Down syndrome in AFMENIA..........cccccoveieeieiieeieeie e 4
2. IMIBENOMS ... bbbttt bbb enes 7
2.1, STUAY TESIGN ..ttt bbbt bttt et bbb 7
2.2. Data collection: Study participants and SETtiNGS .........ccccveeiiririinirieiee e 8
2.3, STUAY QUITE ..ottt bbbt b bbbt 9
2.4, DAA ANAIYSIS ....eoviiiiieii et 10
2.5, Ethical CONSIAEIAtIONS ......cccieieiiieiie ittt bt eneas 10
Be REBSUIES ..t bRttt bt beeneeneas 11
3.1. Sociodemographic characteristics of participants ............ccccceveiieevicvesciese e 11
3.2.  First exposure and medical counselling ..........ccccccoviiiiiii i 12
3.2.1. Initial reaction to the birth of a child With DS.........c.cccoooiiiiie e 12
3.2.2.  First-time disclosure of the diagnosis Of DS..........ccccciiiiiiiiniinieiene e 13
3.2.3.  Lack of appropriate medical counselling .........ccccooereiiieiiiineee e 14

3.3.  Experiences and daily challenges of parents raising CWD.........c.cccocoiininiiniinnnnnns 16
3.3.1.  Life after having a child with disability and parental concerns.............ccccccoceuvn.e. 16

3.4. Healthcare gaps and needs of CWD ..o 17
3.4.1. Importance of the special medical guidelines.............cccceeveviiiiiiiii s 17
3.4.2.  Current practices of healthcare and supervision of CWD.............cccccoveiiiiiieinnnn, 18
3.4.3.  Communications between medical professionals and parents ..............ccoccoeevenneee 19
B4, RESOUITES ...ttt ettt sttt ettt et s b e et e s bt e et e e s be e et e e s heeenbeeebeeenteenreeenes 20

3.5, SOCIAl SUPPOIT SEIVICES ....cveeiieiiiieteite sttt bbbt bbb ene s 21



3.5.1.  Lack of awareness about the existing social SUPPOrt SErVICeS..........ccccvvrvrerirnnnnn 21

3.5.2.  Lack of coordinated and sustainable social SUPPOIt ...........cccevrieieienencienen 22
3.5.3.  The barriers to obtaining a disability group..........ccccceeereiiiininieieeese e 23

3.6. Social acceptance and stigmatization ...........ccccceeveiieiiiie i 23
3.6.1.  Cultural stereotypes and beliefS.........cccoeiieiiiii i 23
3.6.2.  SOCIAI AWATIENESS......eeviieitiiti ettt bbbt st et bbb be e 24

3.7.  Educational and developmental NEeds ...........cccocveiieiiiieiie s 25
3.7.1.  Practical and financial barriers to access to developmental services ................... 25
3.7.2.  EAUCALIONAI NEEUS ......ccviiiiiieieie e e 26

3.8, SuQggestions fOr IMPIrOVEMENT.........cccoiiiiiiiieieiee et 27
N I T 1ol U (] o OSSP 28
4.1. Study strengths and lIMiItations ............cccoveiiiiicic s 33
4.2, RECOMMENAATIONS ......oiviiiiiiiiiieieie et sb ettt benreenes 34
] (=] = 1= OSSPSR 37
Figure 1. The Socioecological Model of Health ... 42
Y o] o 1=] T LGt TS ST PSP P T URPRPRO 43
APPENAIX 2.ttt bbbttt ettt bbb enes 44
F N o] o1 o [5G TSSO PSR 45
N o] o110 [ OSSP PTS 47
F N o] 0T o [5G TSP PR 50
AAPPENAIX Bttt bbbttt b bbb enes 52
N o] o 1< T L) G RSSO P PP PR PSPPI 54
APPENAIX 8.ttt bbb Rttt b bbb 56
F AN o o1cT Lo [ PRSPPI 59
F AN o] o1 Lo [t O TSP PP 61



APPENAIX L1t b bbb bbbt n et bbb 63

APPENAIX L2ttt b bbbttt bbb 65
N o] 0 =T o [5Gt OSSR 67
N o] =T o [ Gt OSSR 70
N o] 0T o [t TSRS 72
APPENAIX L6ttt bbbt n et bbbt 74
APPENAIX L7 ettt bbbt n et bbbt 76
APPENIX L8t bbbttt b et bt bbb 78



Acknowledgments

| want to express my sincere gratitude to my advising team: Dr. Anahit Demirchyan, for her
constructive feedbacks, endless support, and assistance whenever needed throughout the entire

project, and to Dr. Lisle Hites, for his time and efforts spent in this project.

I would like to thank my family for encouraging me, especially my daughter Yeva, for her

patience and unconditional love through this challenging and exciting trip.

| want to use this opportunity and thank my colleagues, Zara Arakelyan and Haykuhi Ohanyan,
for their continuous help and encouragement. | am thankful to Hayk Davtyan, for giving me

opportunity to study and work.

Finally, I want to express my acknowledgement to the AUA School of Public Health (SPH), my
professors, and Dr. Varduhi Petrosyan, the dean of AUA, SPH, for the opportunity of having this

amazing experience.



List of abbreviations

DS
Ts21
CDC
USA
AAP
CwD
UNICEF
MOH
PHC
IDI
FGD
IRB
CHSR
BBP

NGO

Down syndrome

Trisomy 21

United States Centers for Disease Control and Prevention
United States of America

American Academy of Pediatrics

Children with Down syndrome

United Nations Children's Fund

Ministry of Health of Armenia

Primary healthcare

In-depth interview

Focus group discussion

American University of Armenia Institutional Review Board
AUA Center for Health Services Research and Development
Basic benefits package

Non-governmental organization



Abstract

Down syndrome (DS, trisomy 21, Ts21) is known as one of the most common causes of mental
disability. The estimated worldwide incidence of DS is from 1 in 1,000 to 1 in 1,100 live births.
Comprehensive health care and continuous medical supervision of children with DS (CWD) are
the major factors influencing the health and developmental outcomes of these children.
Literature evidence suggests a lack of appropriate counselling, special healthcare, developmental
and educational support, presence of economic/financial barriers, and stigmatization as factors
which negatively influence CWD and their families' adjustment. There is no official published
statistical information about the rates of DS in Armenia. DS's genetic diagnostics and
counselling are only available at the Center of Medical Genetics and Primary Healthcare in
Yerevan. According to the data obtained from this center, from 2013 to 2017, a total of 148
infants were diagnosed with DS through post-natal genetic testing. Unfortunately, available data

do not reflect the real situation in terms of prevalence or care for CWD in Armenia.

Moreover, there is a significant gap in medical, sociodemographic, and disease burden data
regarding CWD, a formidable barrier to informed decision making by stakeholders. This
qualitative study aimed to explore the gaps in care, healthcare needs, and barriers to appropriate
care provided to CWD from the perspectives of parents and healthcare providers of CWD in
Yerevan, Armenia. Data was collected through a focus group discussion (FGD), semi-structured
in-depth interviews (IDI), and key informant interviews. The study participants were selected by
purposive sampling technique and included: primary care pediatricians from Yerevan policlinics
(specifically those who have at least one child with DS 1-17 years of age under their
supervision), neonatologists from maternity hospitals, mothers of CWD, and field-experts (a

developmental pediatrician and a pediatric health policymaker). Four IDI and one FGD field
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guides were developed using the Socioecological Model of Health and based on literature
review, then translated into Armenian. Data collection continued until the saturation was
reached. Conventional content analysis was done using deductive approach. The study gave a
comprehensive understanding of healthcare and social support needs of CWD and their families
in Armenia. According to the study findings, initial reactions at the time of DS diagnosis
disclosure, mostly defined as denial, stress, and shock experienced by mothers, were closely
linked to the way by which the diagnosis was delivered to parents. Mothers reported insufficient
and inadequate medical counselling provided to them. The current practices of healthcare and
supervision of CWD in Armenia significantly differed from those internationally accepted. The
study findings suggested a lack of coordinated and sustainable social support services and
limited access to developmental and educational programs for CWD in Armenia. The role of
government was perceived critical for future enhancement and provision of quality care for
CWD. As afirst step in this direction, it was recommended to obtain statistical data on the
overall prevalence and incidence of DS in Armenia. Further, developing medical guidelines for
health supervision of CWD and establishing national DS registry through the integration of
international DS foundations was recommended. The need to organize trainings of first-contact
providers (PHC pediatricians and neonatologists) on appropriate medical counselling of families
of CWD was acknowledged. Finally, it was recommended to support CWD and their families

via coordinated social support services tailored to the real needs of their beneficiaries.
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1. Introduction

Down syndrome (DS) is a genetic, chromosomal disorder “caused by extra genetic material in
chromosome 21.”  Chromosomes are the genetic "packages,” which determine the growth,
development, and functioning of the human body.? Typically, each cell has a nucleus which
contains 23 pairs of chromosomes. In DS, a triplication (having an extra copy) of all or a part of
the 21st chromosome occurs, which results in cognitive and physical abnormalities in affected
individuals.? Down syndrome (DS, trisomy 21, Ts21) is known as the commonest cause of
mental disability worldwide.® According to the United States Centers for Disease Control and
Prevention (CDC), about 6000 newborns with DS are born in The United States of America
(USA) annually, which is approximately one in every 700 newborns.* According to the United
Nations organization, the worldwide incidence of DS is estimated from 1 in 1,000 to 1 in 1,100
live births.®> Individuals with DS have distinctive physical features that appear at birth along with
cognitive disability, characterized by impaired language, memory, and global developmental
delays, which result in difficulties with daily life.° Besides the developmental and cognitive
impairment, DS patients also typically have health-related risks and comorbidities, such as
hearing impairment (up to 75%), congenital heart defects (50% of all DS cases), obstructive
sleep apnea (up to 79%), ear infections (50 -70%), eye disease (up to 60%), and thyroid disease

(up to 18%).2 7

Comprehensive health care and continuous medical supervision of CWD are major factors
influencing the health and developmental outcomes of these children. The American Academy
of Pediatrics (AAP) clinical report 7 of “Health Supervision for Children with DS” (published
2011, reaffirmed Jan 2018) provides a clinical guide for age-appropriate health supervision of

CWD, including specific screenings and parental counselling.” Unfortunately, there is increasing
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evidence of frequent disparities between recommended and actual health care practices for
CWD.® A retrospective review of medical records of the primary care clinics included in the
University of Wisconsin Health system revealed that most CWD do not receive appropriate age-
specific health supervision.® Further, there was a decrease in adherence to audiological and
ophthalmological screening recommendations with increasing age of children. Low adherence
was prevalent in specific ethnic groups, with males and among those who were receiving

alternative medical care.®

Other studies have identified the impact of gaps in healthcare. A qualitative study in Ontario,
Canada, reported limited ophthalmological services, inadequate care for thyroid problems,

“diagnostic overshadowing” during the hospital stay as major concerns of parents of CWD.°

The impact of the implementation of specific recommendations for health supervision of CWD
was studied for particular diseases among CWD. A large population-based retrospective cohort
study among 1257 CWD aged 1-18 years old showed that after the AAP guidelines were
released, during 11 years of follow-up, the incidence of successfully treated thyroid disease cases

dramatically increased.!

Parenting children with disabilities is a challenging task and significantly differs from regular
parental care. From the moment parents are told about their child’s impairment, they typically
experience conflicting emotions: disbelief, guilt, and denial. DS can be diagnosed prenatally.
However, it is more often diagnosed at birth. In either case, proper counselling by professionals
will play a key role in informed decision making and parents’ future adjustment. CWD have
special needs, and their families will likely face stressful periods due to practical, financial and

emotional challenges while providing care.'? 13



A large number of studies have assessed the experiences and perceptions of families caring for
CWD. Studies conducted in North American and Western European countries have shown that
families with CWD are often well adjusted to caring for the child and report nearly comparable
experiences of overall quality of life compared with those not having CWD.** 15 1617 On the
other hand, the few available studies from low and middle-income countries have reported the

lives of families with CWD as oppressive due to high stigmatization and unmet needs.*® 1°

Despite between-country differences in the extent of adaptation of families to bringing up CWD,
factors influencing adaptation of these families are typically the same and include not only
inadequate health care services but also insufficient social and educational support, stigmatized
cultural norms, and family beliefs, which remain the major factors influencing parental and

family adaptation and attitudes.'8 20 2 22

In a qualitative study conducted in the State of Florida, USA, caregivers of CWD highlighted the
need for consistent and appropriate family-centered services provided by healthcare systems.
Formal and informal support for both developmental and medical services for CWD were
reported by families and care providers as a primary need.? Another study investigated parents’
experiences of having CWD from birth and beyond in Ecuador. According to the study authors,
poor or stressful communications between medical professionals and parents, lack of social
support, and stigmatization, all contributed to difficulties faced by CWD and their families.
These factors were indicated as major barriers to the development of CWD and prevented many
positive adjustments within their families.*? Appropriate medical counselling during both
prenatal and postnatal diagnosis periods is a key factor influencing parents’ adjustment and
stress. A study conducted in Pakistan revealed that the lack of appropriate support from medical

professionals together with widespread stigmatization and rejection by society and community
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are the main contributors to parents’ decision to terminate the pregnancy after prenatally
diagnosing DS.% Another study reported results from a survey of 1250 American parents of
CWD.?* The majority reported their first reaction of knowing the child's diagnosis as "anxious
and frightening." The way in which medical professionals informed parents about the diagnosis

was mentioned as the most frequent cause of negative parental experience.?*

Lack of information and special education are also important causes of anxiety and stress among
new parents of CWD.?® Other studies have investigated internal (parental and family) factors
and coping strategies influencing parental adaptation. Family belief models, uncertainty and
hope, were identified as main themes in the adaptation process.?? ?® In general, the overwhelming
majority of parents of CWD face similar experiences and needs regarding their child's care,
development, and future. Lack of appropriate counselling, special healthcare, developmental and
educational support, presence of economic/financial barriers, and stigmatization are all factors
which negatively influence DS children and their families' adjustment and are strongly

associated with parents' worries about their DS children's future self-control and independence.?’

28 18

1.1.  Children with Down syndrome in Armenia
As of the 2011 census, the population of Armenia was 3,018,854 (NSS 2013). As of early 2016,
20.8 % of the permanent population was <15 years of age.?° According to the 2009-2011 United
Nation’s information on Inclusive Education in Armenia, the registered number of children with

disabilities (age 0-18) was 8113.%

Unfortunately, available numbers do not reflect the real situation in terms of prevalence or care

for children with disabilities, nor the actual situation is described from the perspectives of



children with disabilities, their families, or healthcare providers in Armenia. Moreover, there is a
significant gap in medical, sociodemographic, and disease burden data regarding children with

disabilities, a formidable barrier to informed decision making by stakeholders.

A survey conducted by UNICEF Armenia among 5707 children with disabilities (most of them
living in families) in Armenia ("It's About Inclusion” report in 2012)%! investigated the level of
access to health care, social protection and education in this particular population, and identified
barriers to access and satisfaction with services. According to the reported results, about 1% of
the total child population was registered as having disabilities (age 0-18), and of those registered,
13% were under the care of residential institutions (orphanages and special schools). Further,
only 23% of registered children with disabilities received individualized rehabilitation care.
About 18% of the surveyed children were not in any education program. Parents of those
children reported learning difficulties, poor health condition of the child, and lack of appropriate
accommodations at school as the main reasons for low attendance at educational institutions. Of
families of children with disabilities, 81% mentioned that they did not receive any social
protection services, indicating lack of awareness of existing services as the main reason, though
97% were receiving a disability pension. Of children with disabilities in the surveyed families,
19% were not receiving any pediatric follow-up care, and parents reported financial barriers,
limited access and lack of awareness as the main factors for not being under medical supervision.
Especially in rural communities, disability was typically perceived as a disease rather than a life

condition.®!

Unfortunately, there is no official published statistical information about DS in Armenia. DS's
genetic diagnostics and counselling are only available at one genetic laboratory in Armenia,

Yerevan Center of Medical Genetics and Primary Healthcare. According to the data obtained

5



from this center, from 2013 to 2017, a total of 148 infants were diagnosed with DS through post-
natal genetic testing. It is known that many of these children are now under the care of

residential institutions.3!

To the best of our knowledge, CWD receives disability pension only if they are registered as
having a disability group. Based on the information from personal communications with an
official from the RA Ministry of Labour and Social Affairs, the criteria for recognizing a child as
disabled, defining disability category, terms of disability, privileges, and pension size are the

same for CWD and those not having DS.3?

There is only one, relatively newly established non-governmental organization (NGO), which
specifically supports CWD and their families (“Sun children” NGO). It was founded by parents
of CWD. During in-person communications with the representatives of this NGO, we were
informed that the mentioned NGO, together with few field-experts, is working on the
development of parental information leaflets for DS. Another source from the Ministry of

Health of Armenia (MOH) confirmed this information.

Given the limited information and lack of substantial research on the study topic, a qualitative

study was conducted focusing on mothers’ and healthcare providers’ experiences of caring for

CWD in Armenia. Mothers are the key information source for assessing the real-life needs of

CWD and their families. 243 In addition, taking into consideration that DS is most frequently
diagnosed postnatally, experiences of neonatologists regarding medical counselling for parents
of CWD added valuable information to this exploratory study. Further, since CWD require

special health supervision by primary healthcare (PHC) pediatricians due to frequent



comorbidities associated with Ts21%*, PHC pediatricians are a key source of information about

the existing situation and barriers in providing adequate health care to CWD.

This study aimed to explore the gaps in care, healthcare needs, and barriers to appropriate care

provided to CWD from the perspectives of parents and healthcare providers of CWD in Yerevan.

The study research questions were the following:

e What are the experiences of parents/ mothers raising CWD and needs of CWD from the
parental perspectives in Yerevan?

e What are the current healthcare delivery practices of CWD, and what are the barriers to
providing appropriate health care for CWD in Yerevan from the perspectives of

healthcare providers?

The findings of this study can be used to address the healthcare needs of DS children in Armenia
better, to develop health and social services for them and to improve the quality of life of both
CWD and their families. Further, we foresee to use the study findings for making

recommendations on future research needs among this vulnerable population.

2. Methods

2.1.  Study design
A qualitative study was conducted using in-depth interviews (IDI) with parents and providers
(PHC pediatricians, neonatologists), focus group discussions (FGD) with PHC pediatricians, and
key-informant interviews with field experts (pediatrician-policy makers and developmental
pediatricians). Given the limited research on the study topic, qualitative research design allows

obtaining a basic understanding of barriers, needs, and gaps in delivering care for CWD from



different perspectives. 13 33 Multiple data collection methods (method triangulation) were used

to support the study creditability.36 7

2.2. Data collection: Study participants and settings
Convenience sampling method with the purposive technique was utilized to recruit primary
pediatricians from Yerevan policlinics (specifically those who had at least one child with DS 1-
17 years of age under their supervision) and neonatologists from maternity hospitals. To achieve
heterogeneity among participants, mothers were recruited through PHC pediatricians and from
NGOs. Field experts were recruited from “ArBes” Health Center and MOH. After an approval
was received from the American University of Armenia Institutional Review Board (IRB),
mothers/primary caregivers were first contacted by their PHC pediatrician or an NGO, and
agreed to be contacted by the research team through telephone calls to schedule for IDI at the
time and setting convenient for them (Appendix 1, Appendix 2). Providers and key-informants

were approached directly at their work settings and were informed about the study.

Further, for each potential participant, an appropriate time and place were identified for the
interview. Permission of participants was obtained for audio recording of the interviews. In
those cases when the audio-recording was refused by the participant, note-taking was done by
the student-investigator. Only three participants refused to be recorded. Each participant was
assigned an ID number, and no personal identifiers were used. The data transcription was done
in the original language (Armenian) to avoid real content changes and missing of any valuable

information provided by the study participants.



2.3.  Study guide
One FGD field guide was developed for discussions with PHC pediatricians, and four IDI guides
were developed specifically for mothers, providers (neonatologists and PHC pediatricians),
experts (developmental pediatrician), and policy-makers in the pediatric healthcare field
(Appendices 3-12). The field guides were developed using Socio-ecological model of health
and, also, based on formative discussions with the field experts and literature review. Socio-
ecological model has been widely used in qualitative research exploring healthcare utilization,
needs, barriers, and experiences of marginalized populations (Figure 1).28 * This model
provides a general framework for different levels, such as individual, interpersonal, community,
organizational, and policy; therefore supports the understanding and explanation of needs,

barriers and gaps in delivering care for CWD.*
The main domains of the semi-structured interview guides were the following:

e Medical counselling and parental reactions at first exposure

e Gaps in health services for CWD

e Social acceptance and support

e Educational/developmental needs

e Daily challenges and experiences

e Suggestions for improvements
Each guide consisted of 8 to 15 open-ended questions. The study guides have not been modified
during the study process. The guides were developed in English, then translated into Armenian
and discussed within the research team to ensure that questions are meaningfully addressing their

intended content and do not overlap. A short socio-demographic questionnaire adapted from



prior studies conducted at the AUA Center for Health Services Research and Development

(CHSR) was also used (Appendix 13, Appendix 14).

2.4. Data analysis
Conventional content analysis was done utilizing deductive approach.** Based on the literature
review, seven predetermined themes were identified. Within each of these themes, coding of the
text data was done manually in the original language of interviews not to lose any important
piece of information and avoid meaning and real-content changes during the analysis.
Meaningful phrases and sentences were coded. Categories were derived by grouping codes that

shared common patterns throughout the data and were translated into English. 4! 42

Several methods were used to guarantee the study rigor. To ensure the trustworthiness and
confirmability of this study, data relevancy to the study framework was discussed within the
research team.*® 4 The creditability of the study was maintained by triangulation of data
collected from different categories of participants (data-source triangulation). “> Another method
to strengthen the trustworthiness of the study was participant validation, also known as member
check on spot method when the information provided by the participants was rephrased and

returned to them to ensure the accuracy of the reflected meanings of their ideas.*®

2.5.  Ethical considerations
The study protocol was approved by the American University of Armenia Institutional Review
Board (IRB) before the data collection started. Oral informed consent forms were developed and
approved by the IRB. The forms included a detailed description of the study in an
understandable language for the study participants to guarantee the confidentiality of the

information, and to inform about the right to refuse participation in the study. Prior to the
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interview, each participant was informed about her right of withdrawal from the study at any
time-point. A short informing form for the study enrollment was provided to the participants
through telephone calls. At the beginning of the interview, the oral informed consent was read
for each participant, and a copy of it was left with them. The interviews were recorded after

receiving oral consent from the participants. (Appendices 15-18).

3. Results

3.1. Sociodemographic characteristics of participants
Overall, one FGD and 16 IDIs were conducted with a total of 19 participants. The FGD was
conducted with three PHC pediatricians. Additionally, four PHC pediatricians participated in
IDIs. Of other participant categories, four neonatologists, six mothers of CWD, and two key-
informants (developmental pediatrician and MOH specialist) participated in IDIs. All interviews
with mothers were conducted at sites based on the mother's convenience. Interviews with the
remaining participants were conducted at their workplaces (policlinics and maternity hospitals,
MOH office). The mean duration of IDIs was 35 minutes. The mean age of providers was 45
years, with the youngest 29 and the oldest 53. The mean duration of their professional
experience was 19.5 years. None of the interviewed providers had received training/educational
course about health supervision for children with disabilities, including CWD, during the past
five years. The mean age of mothers was 43 years, ranging from 34 to 54, with the age of their
CWD ranged between 3 and 15 years. All mothers had at least an undergraduate degree of
education and family's socioeconomic status was reported as "middle” by all mothers except one

who reported “high” socioeconomic status.

Seven main themes predefined based on the literature review were the following:

11



- First exposure and medical counselling

- Experiences and daily challenges of parents raising CWD
- Healthcare gaps and needs of CWD

- Social support services

- Social acceptance and stigmatization

- Educational and developmental needs

- Suggestions for improvement

3.2.  First exposure and medical counselling

3.2.1. Initial reaction to the birth of a child with DS
Each of the interviewed mothers shared unique experiences and feelings when first informed
about the diagnosis of their child. The most common reactions included lack of acceptance and
denial, to the extent, that for some of the mothers it took quite long to accept the diagnosis of DS,
even after confirmation with genetic testing results. Medical professionals verified this
observation, also reporting a lack of acceptance and denial as the most common parental reaction
to the birth of a child with DS. Further, even mothers who were aware of the diagnosis during
the pregnancy and made a conscious decision to not terminate the pregnancy were severely
frustrated when the diagnosis was confirmed after birth. Commonly experienced feelings
included fear for the future, hopelessness, loneliness, and devastation when realizing that the
child will have a lifelong mental disability. The feeling of loneliness was commonly linked to a
lack of support from close family members and relatives. Some mothers were still experiencing
those feelings and became emotional during the interview; while others refused to even talk

about "those horrible and shocking™ days.
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Until the last moment, I kept a hope that the diagnosis wouldn’t be confirmed and my child
would be born healthy... (Mother, 42y.0.)

Even after the genetic testing, parents were trying to deny the diagnosis. They were
saying, "I can't see any problems with my child; she just looks like me...” (PHC
pediatrician, 47y.0.)

It was really hard at the beginning; | was hopeless, felt alone, and could not find any
solution. 1 could not understand the reason we were punished; | was crying all the time.
(Mother, 41y.0.)

Forty days after the birth, we obtained the results of genetic testing, but even then I could
not believe it... (Mother, 42y.0.)

3.2.2. First-time disclosure of the diagnosis of DS

Consistency was observed across categories with how DS diagnosis was delivered to parents.
In most of the interviewed cases, fathers were informed first by the neonatologist about the
suspicion that their child could have a DS. Mothers reported that they were told by relatives,
but few of them were informed by the neonatologist. All the mothers shared similar
experiences at the time of the first disclosure of the child’s diagnosis, indicating that the

approach of their doctor was very unsupportive and discouraging.

When she was just born, | was not allowed to breastfeed; they didn’t bring my child to me
saying: "decide first [whether you will take her home], then [we will bring the child to you],
so that you are not getting bounded with her...” (Mother 42 y.o0.)

Initially, we inform it [the diagnosis] as a suspicion. No final diagnosis is made without
genetic testing. [We do this] also considering the psycho-emotional status of the parents so
that they do not get shocked. (Neonatologist 53 y.0.)

Parents are told [by doctors], “you know, your child is ill, and his care will take a lot of
time. ” Hence, the parents think that they would better devote their time to their healthy
children rather than being overwhelmed with the burden of caring for the ill child. (Mother
41y.0.)

13




However, concerns shared by providers about the first parental reaction to the diagnosis of DS
differed from those that mother-participants shared. Most providers thought they did their best
to convince parents to take the child home. However, a common statement was that “every 2"

child with DS is left in the orphanage.”

- Itis very common when parents leave the child even without waiting for the genetic test
results. In such cases, mothers even refuse to breastfeed, in order not to get attached [to
the child]. (Neonatologist, 50y.0.)

- There have been parents whom we were able to convince to take the child, but the next day
their relatives came and told that the family decided to leave the child, because they did
not want this to have a negative impact on the healthy siblings, because of feeling shame
for having disabled child... Older members of the family have a huge influence, if they say
— take the child, parents would take. (Neonatologist, 53y.0.)

Frequently, providers stated that there was a strong association between the decision of leaving
the child and the family beliefs and stereotypes, such as “fear of the negative impact on healthy
siblings,” “feeling shame for having a mentally disabled child,” “fear of future difficulties that
young parents would face.” Further, most of the providers highlighted the powerful influence of

older family members on parental decision-making.

3.2.3. Lack of appropriate medical counselling
All mothers thought that they received either insufficient or inadequate information about the
child’s condition and DS in general. They felt that they were not counseled sufficiently on DS-
associated health complications and mental problems, and the information they were provided
was restricted to the medical term of the disorder. Mothers reported the internet, relatives with
medical education, and social media were their primary information sources. Parents contacted
multiple medical professionals seeking guidance yet still indicated a feeling of “unanswered

questions.” For those looking to providers for answers, some mothers felt ignored and described
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their experience as rather oppressive.

- When the child was one year old, we applied to XXX doctor, and he told: “You know, if
you train a parrot, it talks, if you train a dog, it becomes a friend. Go try to train her;
maybe you will have some success.” (Mother, 34y.0.)

-l used to approach different professionals for help, but instead of giving directions, they
were telling me to leave the child in the orphanage. (Mother 34 y.0.)

- The XXX doctors said: "The child has DS." They left us to find out what does it mean or
what to expect. We did not receive any information; the XXX doctor told us: "Well, this
is not a fatal diagnosis; the only thing is that if you say

something to an ordinary child once, you need to say the same thing to this child five times
[to make her understand]. Just this much.” (Mother, 34y.0.)

- My questions were left unanswered...and I started exploring information myself to meet

my child's needs. (Mother, 42y.0.)

Among providers, we observed similar perceptions regarding the medical counselling provided
to the families of CWD. All neonatologists found that most of the information related to DS and
special needs of CWD should be provided by the PHC pediatricians. They justified this point of
view, saying that they are not engaged in the further supervision of CWD. Few neonatologists
thought that CWD do not significantly differ from healthy neonates in terms of routine care, so
there is no need for providing special counselling to mothers of CWD. They said that mostly the
information provided to parents was related to the necessary screening tests, such as
cardiological and audiological check-ups. Still, PHC pediatricians expressed concerns regarding
the lack or inadequacy of the information provided to parents at the first exposure. Few of them
felt that parents did not have at least a basic knowledge about the child’s condition at the first
visit to the policlinic. A common perception was that in the maternity hospitals, the information
provided to parents was restricted to the medical term of the disease only. All pediatricians
shared a perception that what parents get from counselling depends on their level of

understanding and attitudes.
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- Main information [provided to parents of CWD] is related to non-urgent but necessary
tests to be done, e.g. screening for hearing impairment, cardiological tests; this is for
those cases when we haven't been encountered with any obvious problem [health issues].
(Neonatologist, 50y.0.)

- Of course, parents are being explained in details about the DS specifications, about what
to expect in terms of mental development, etc. From other perspectives, their (neonates
with DS) care does not differ from that of healthy neonates, and no need for additional
advice [parental counselling about the needs and care of CWD]. Mostly we leave the
detailed information to be provided by PHC pediatricians, because that is not related to
us [neonatologists], I mean the older-age specifications. (Neonatologist, 47y.0.)

- Basically, in the maternity hospital, only the diagnosis is told [by medical professionals
to parents], and they [medical professionals at maternity hospital] note to approach the
PHC pediatrician with the remaining questions. (PHC pediatrician, 29y.0.)

3.3.  Experiences and daily challenges of parents raising CWD

3.3.1. Life after having a child with disability and parental concerns

All participants experienced challenging and stressful changes in their life after having a
child with DS. A common statement was that they had to leave their job and carrier dreams
because of raising a child with DS, as he/she required a lot of time and emotional resources.
The majority of mothers indicated the importance of family members' being supportive and
encouraging, while a few mothers experienced conflicts with their partners, the stress of
being blamed and loneliness because of lack of support from their family. Financial issues
were also commonly mentioned, with a lack of financial resources indicated as contributing
to the feeling of being "unable to meet the child's special needs.” All participants realized the
DS-related limitations of their child and perceived themselves as the main, if not the only,

caregiver of their child, resulting in many mothers experiencing fear of "not being able to be
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near the child all the time,” which caused anxiety for the future of their child.

- | can say from my example that | forgot my profession, my job, and completely devoted
myself to my child. We live with [disability] allowance and with the help of relatives. Now
could you tell me how I can provide adequate care to my child? (Mother, 54y.0.)

- Idon’t know whether it is because of the fact of having the 3" child, or specifically
because of having a child with DS, but the daily life became more complicated and
stressful. (Mothers 42y.0.)

- My child has a severe mental problem, and he even can'’t find the way from the yard to
home, but | can't be next to him all the time. (Mothers 54 y.0.)

3.4.  Healthcare gaps and needs of CWD

3.4.1. Importance of the special medical guidelines
There were contradicting findings regarding the importance and necessity of special medical
guidelines for the healthcare and supervision of CWD, with different perspectives and attitudes
identified between providers and mothers. Most of the interviewed mothers were well informed
about the special healthcare needs of their children and stated that there is a strong need for
formal medical guidelines for CWD. Mothers shared similar experiences while trying to get
specific screening tests for their children (mostly, the screening test for hypothyreosis) when
pediatricians refused to prescribe the needed test. It was thought that the barrier to testing is
largely due to a lack of awareness and clear guidelines that the test is indicated. Mothers felt that
the lack of special guidelines for the medical management of CWD causes severe problems for

their child's health and introduces significant stress in the lives of their families.

Field-experts confirmed the urgent need for special guidelines for medical management of CWD
but stated that the process of guideline development and subsequent confirmation by the MOH is

complicated and requires extensive time and resources.
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- Almost 90% of PHC pediatricians have no idea on what is required to do, neither
regarding the screenings nor about the special healthcare needs. The lack of medical
guidelines results in serious shortcomings in their work, which causes serious problems
and a lot of stress for our children and families. (Mother, 42y.0.)

- l'went to the PHC pediatrician to ask for a referral to check my child for hypothyreosis,
and only then she got aware of that special screening requirement. (Mother, 41y.0.)

In contrast to parental perceptions, a common statement of providers was that specific guidelines
for medical management of CWD are not very important, justifying that CWD do not
significantly differ from non-CWD children in terms of healthcare or supervision requirements.
In the absence of formal guidelines, interviewed PHC pediatricians primarily used general
medical knowledge, or turned to international guidelines during their clinical practice. Few
pediatricians mentioned a need for medical guidelines, especially for health supervision and
specific screenings. All participants felt that the small estimated number of CWD in Armenia
made specific medical guidelines unnecessary. Further, field-experts confirmed that there is no

comprehensive statistical data available for CWD in Armenia.

- There is no need for any special guideline for them. These children are similar to all other
children in terms of pediatric healthcare. Besides, they are so few; the condition is so rare
that there is no meaning to develop a special guideline for 1-2 children diagnosed [with
DS] annually. (PHC pediatrician, 51y.0.)

- Asto the guidelines for recommended screenings, yes, there is a need for those. (PHC
pediatrician, 51y.0.)

- Unfortunately, there are no specific guidelines, and our decisions are based on general
knowledge. There is a small number of CWD, might be that’s the reason that the ministry.
(PHC pediatrician 47y.0.)

3.4.2. Current practices of healthcare and supervision of CWD
The most commonly observed practice in the supervision of CWD was referring the child to a
pediatric neuro-psychological assessment dispensary, mentioned as a standard procedure by
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field-experts as well. All pediatricians reported that CWD should receive their primary

supervision and special healthcare in specialized follow-up clinics, especially highlighting that

most of CWD who have congenital heart diseases should be under the supervision of a

specialized cardiological clinic. Hence, they perceived their role as “more for the referral.” All

pediatricians thought that "DS is predominantly a social issue, rather than a healthcare problem."

Few pediatricians mentioned difficulties while providing healthcare to CWD, such as

"impossible to perform a simple physical examination™ due to the special behavioral

characteristics of CWD.

I think that neuro-psychological dispensary is a better choice [for health supervision of
these children]. Now the psychologist and neurologist are supervising her development.
(PHC pediatrician 47y.0.)

Finally, I think that in the case of children with these types of problems, PHC
pediatrician’s function [CWD] is more referring to them rather than providing direct care.
(PHC pediatrician 51y.0.)

It is almost impossible to conduct a physical examination of this child, even measuring
weight and height is impossible, as s/he is severely mentally impaired. (PHC pediatrician
53y.0.)

3.4.3. Communications between medical professionals and parents

All mothers found their relationship with PHC pediatricians mostly served to provide
referrals to specialized hospitals and rehabilitation centers. This point of view was
commonly observed among pediatricians as well. Most mothers perceived their relationships
with PHC pediatricians as positive, although some were indifferent and, others felt ignored
by their pediatrician. Generally, mothers avoided blaming or giving negative opinions about
their PHC pediatrician, but in the majority of cases, there was a lack of trust between mothers

and PHC pediatricians, prompting them to seek pediatric care in specialized pediatric
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inpatient clinics. One of the commonly mentioned reasons was the perception of inadequate

knowledge on the part of the PHC pediatrician.

We make contact with the PHC pediatrician solely for obtaining referral letters, but for
routine healthcare, we apply to our pediatrician who is very knowledgable, a true
professional. (Mother, 54y.0.)

I don’t want to tell anything bad, but there is an extreme indifference in the policlinic,
sometimes even ignorance. (Mother, 34y.0.)

The PHC pediatrician is nice, though we haven't visited the policlinic for a year, and she
even didn’t contact us to ask whether the child is alive or not. (Mother, 41y.0.)

I almost never see these patients (CWD), [usually,] they don't come, as parents don’t want
to make frequent visits to policlinic, they often take a referral letter to the rehabilitation
center. In most cases, the contact with them is for getting referral letters... (PHC
pediatrician, 46y.0.)

3.4.4. Resources

All pediatricians mentioned that limited state order and lack of training or educational
programs targeting advances in the healthcare of CWD were the primary barriers to
providing sufficient care for CWD. Also, all pediatricians stated that the services included in
the basic benefits package (BBP) for children under the age of 7 years old are not enough to
meet the healthcare needs of CWD. Particularly, they highlighted the limited number of
rehabilitation services included in the BBP for 0-7 years old children. Both mothers and
providers found that the services provided by the available rehabilitation centers are good,
but not enough for achieving significant improvements in the child's condition. Another
commonly observed concern was regarding the healthcare expenses of those CWD who were
not registered as having a disability and were above the age of 7 years old. Both mothers and
pediatricians stated that most of the screening tests and specialized health services were

obtained through out-of-pocket payments. Owing to the physiological and anatomical
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characteristics of CWD, these children require frequent hospitalizations and pharmacological

treatment, causing an additional financial burden.

These children are getting sick very frequently. They are more prone to complicated
respiratory illnesses, gastrointestinal diseases, such as biliary tract inflammations, and
congenital heart diseases, and consequently, they need a number of laboratory tests and
additional medical expenses, which put a continuous financial burden on the government
as well. (PHC pediatrician 47 y.o0.)

Mother was referred for an audiological check-up for her child, but using her own
financial means, as the BBP didn’t cover such test. (PHC pediatrician 47 y.0.)

When they get older and the BBP for 0-7 years old doesn’t cover their health expenses
anymore, their healthcare becomes more complicated in terms of financial expenses.
(PHC pediatrician 47 y.o.)

3.5.  Social support services
All mothers felt desperate for any positive changes of formal support services for CWD in
Armenia. Further, all were convinced that they were alone in solving the problems of their

CWD.

I am hopeless that some positive change will take place in Armenia. We are alone with
our problem, and probably this will be the case always. (Mother, 41y.0.)

3.5.1. Lack of awareness about the existing social support services

Almost all providers were unaware of the existing social support services for CWD and their
families. Few pediatricians mentioned that providing disability allowance to those CWD
having disability status was the only formal social support service for them in the country. In
contrast, mothers were better aware of the informal social support services, though, they also
mentioned having disability status as the only means for receiving formal social support

service in Armenia.
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I am not aware of any social support services for CWD. | know only that their families
receive some allowance. (Neonatologist, 50y.0.)

3.5.2. Lack of coordinated and sustainable social support

As mentioned above, all mothers were well informed about social support programs but
thought that services were not well organized and required more resources. A common
statement was that the support provided by NGOs was either for a short period or did not
target the real needs of CWD and their families. Some mothers had a feeling of injustice
towards the existing forms of governmental support, highlighting that the families of CWD
should get the same social support benefits as getting those adopting a child with a disability
from residential institutions. Among the providers, those who were aware of the existing
situation with social support for CWD and their families had similar thoughts and concerns

regarding the lack of coordination and sustainability of the existing social support programs.

Commonly, the charitable organizations even do not know about these children, so that
they could help them. There is a lack of a coordinated system for social support and
charitable organizations' work. This is a real problem. (PHC pediatrician 59 y.0.)

I wonder why does the government provide financial support every month to those families
who are adopting CWD? Why are we treated differently? Does that mean that we should
leave the child in the residential institution and later adopt him to get the same support?
(Mother, 41y.0.)

As a parent of CWD, we need adequate and targeted support; this is not that someone
takes care of the child instead of us, but we need to get feedback when applying with an
issue, or at least to have a place to apply and get responses to our questions. (Mother,
41y.0.)

There are many financial problems... Of course, there are programs and organizations
that provide some help, but typically for a short period. At least the government could
have solved the transportation issue for these children. (Mother 54y.0. )
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3.5.3. The barriers to obtaining a disability group
All mothers interviewed were unhappy with the procedure for obtaining disability status for their
CWD. Most of them indicated that their children were given disability status only because the
child also suffered from congenital heart disease. All families shared a similar experience of
being on the waiting list for a long time to get disability status. They unanimously described the
procedure as "affecting self-esteem," "overwhelmed with the paperwork™ and "oppressive." All
of the participants, both mothers, and providers, were concerned about the criteria, based on
which CWD is classified into disability group, feeling “injustice” that only children with severe
mental impairment and those with surgically treated congenital heart disease were eligible for

obtaining a disability group.

- We are not receiving a disability pension because DS alone is not enough for receiving a
disability status. The child should have some heart defect or be registered in the neuro-
psychological dispensary for severe mental retardation to receive it [disability status].
(Mother, 54y.0.)

3.6.  Social acceptance and stigmatization
Almost all participants in both categories, mothers and providers, had similar perceptions of the
root cause of non-acceptance and stigmatization of DS: specific cultural mentality and

inadequate knowledge about the nature of the condition.

3.6.1. Cultural stereotypes and beliefs
As mentioned previously, all participants found cultural stereotypes and beliefs to be
stigmatizing and oppressive. A common statement was that although there were some positive
changes in people's attitudes and behavior towards DS, the parents still felt embarrassment and

uncertainty while being in public places with their children. Few mothers described their
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perceptions of public reactions as "injustice,"” "artificial empathy," and "uncertainty getting
attention.” All providers and mothers highlighted that being labeled by society were one of the
commonly faced challenges of CWD and their families. Labeling, together with insufficient
social support, was mentioned as the leading cause for the social isolation of the families of
CWD. Moreover, almost all providers found that the above mentioned social attitudes and
cultural stereotypes were accountable for the parent's decisions of leaving the child in the

residential institutions.

- Itis a matter of local mentality that the families of these children are getting isolated; it is
like being labeled for having a sick child, especially if the disease is of genetic nature...
(Mother, 34y.0.)

- The public attitude has been changed. Before, there was more mocking, while now they
show more compassion... yield sit in the public transport, are chary of giving offense...
(Mother, 54y.0.)

- When | asked [a mother] how her first child [with DS] feels, she cried and told that they
were keeping him isolated at home, so that no one would come to know about it [child’s
disease] ... This is to say; our system allows that you keep the child locked at home and
nobody knows or asks questions... (Neonatologist, 45y.0.)

- The cultural mentality is predominant in our country: what if the neighbors come to know
that they have a child with a congenital disorder, and they don't like to marry their
daughter ... (Neonatologist, 47y.0.)

3.6.2. Social awareness
The majority of participants, both mothers, and providers indicated that stigmatizing attitudes are
partially predetermined by people’s inadequate or insufficient knowledge of DS. Particularly,
mothers experienced such situations, when people confessed they had different, more dramatic
perceptions about what is DS and about the severity of the impairment. Besides, few providers

thought that social media is the most reliable source for maintaining public awareness.
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- I think that television has a significant role. Nowadays, there are many TV-shows about
children and adults with DS and their achievements. Might be the social acceptance [of
CWD] somewhat increased due to this. (PHC pediatrician, 47y.0.)

- There were cases when my neighbors came, inquired about [the health of the child] and
got surprised saying: "... we used to think that they [CWD] were much more severely
impaired.” (Mother, 34y.0.)

- In my opinion, the negative attitudes are mostly determined by the lack of information or
inadequate information [of people]. (Neonatologist, 53y.0.)

3.7.  Educational and developmental needs
Considering that mental impairment is the most characteristic feature of DS, all participants
stated the importance of providing special education to CWD and developing targeted programs

for them.

3.7.1. Practical and financial barriers to access to developmental services
Although mothers were aware of services that developmental pediatricians and speech-training
programs provide, they mentioned financial issues as the predominant factor preventing the
utilization of those services. In contrast, providers were not much aware of available options of
developmental programs and services. The majority of mothers mentioned that because of
unemployment and substantial medical and care expenses, they could not completely meet the
developmental needs of their child. As an available alternative, they were seeking for special
developmental programs which didn't require payment and are mostly provided by NGOs or
other charitable organizations. Besides, mothers thought that those programs were good, though
not sustainable. All participants reported that developmental programs included within BBP for
0-7 years old children were limited to 2-3 annual visits to the particular rehabilitation centers. In
addition to the financial barrier, some mothers indicated a lack of time as another reason for not

attending any developmental program. Field-experts also confirmed that there is a gap in the
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developmental services for children with mental disabilities, particularly highlighting the

financial barriers and the limited number of qualified specialists in this field.

- Thereis a lot to do in the field of developmental programs for CWD, at least to help these
children to develop normal speech instead of communicating with unintelligible sounds.
But those services are not covered by BBP. (PHC pediatrician 40y.0.)

- We couldn't meet our child's developmental and rehabilitation needs because of financial,
family related, and time issues. We used to visit physiotherapy courses covered with BBP
2-3 times per year, went to the speech therapist for a period, and then had to stop it
because of [lack of] finances. (Mother, 54y.0.)

- Currently, the child is not included in any program. One of the reasons is the financial
issue: all institutions providing special programs are for a fee. (PHC pediatrician 47 y.o.)

3.7.2. Educational needs
All participants were well informed about the lack of inclusive education in Armenia. Mothers
found that existing educational institutions were not able to meet the special needs of their
children, mentioning the lack of required accommodation and equipment and lack of specialized
professionals as the main gaps in those services. A joint statement was that CWD attend schools
with inclusive education programs mostly for socialization purposes, rather than for education
itself. Similarly, pediatricians thought that available inclusive education institutions should
require trained professionals to meet the educational needs of CWD. Some mothers were
concerned about the scarcity of available educational opportunities for their children,
highlighting that because of mental impairment, their children were not able to get on track at
school and they were forced to seek for alternative options, such as specialized schools for

mentally impaired children.
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- My child attends school with inclusive education but, I don’t know why, a CWD cannot
attend the school without a parent because the school lacks elementary conditions [for
children with disabilities], e.g., the toilet equipment is not adjusted for the needs of a child
with a muscular problem. (Mother, 54y.0.)

There is a huge gap also in involving these children in educational programs, as no
inclusive education program that currently exists meets the special needs of these children.
At least the basic education should be accessible for everyone. (Mother, 42y.0.)

3.8.  Suggestions for improvement
To improve healthcare services for CWD, all participants suggested developing guidelines for
healthcare and medical management of CWD, especially highlighting the support from the
government (MOH), emphasizing that the process of guideline development and approval is
under the Ministry’s jurisdiction. All participants in both categories mentioned the lack of
knowledge of CWD among healthcare providers and suggested specialized training/educational
programs for medical professionals, especially pediatricians, to address this gap. The providers
also mentioned the need for strengthening prenatal screening of DS by raising awareness among
women of reproductive age about the importance of prenatal follow-up. The suggestions for
improvements in social services were related to the development of coordinated social support
programs and were addressed to both formal support from the government and informal support
from donor agencies. Participants in different categories suggested the creation of a specialized
referral center for CWD and their families, where they could receive appropriate counselling
related to health and social services. Moreover, one of the common suggestions to improve
social support for CWD and their families was to engage international organizations targeting
needs of CWD. Similarly, the center would have explicit information about the needs of CWD
and their families, thus would facilitate the coordination of available support services. Lack of

statistical data regarding CWD was mentioned as a barrier to sufficient functioning and coverage
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of support services. Other suggestions were improving access to particular developmental
services by providing financial support to families, using either governmental resources or
donations from funding agencies. Considering limited financial and specialist resources, few
providers suggested creating special programs which will train mothers on basic developmental
and rehabilitation skills, thus giving an opportunity to train their children at home. The field
expert in the developmental pediatrics mentioned the existing problems with inclusive education
and suggested to start inclusive education from preschool institutions rather than from schools.
This suggestion was supported by the perception that it would be more feasible in terms of

resources and time, and that social integration will be easier to achieve among younger children.

- Another option to help these children is trying to integrate in Armenia international
organizations which target particular problems of CWD, and there are many of those
[international organizations] worldwide. (Key-informant)

- The most important is to inform young families to attend women health counselling
center right at the beginning of pregnancy, to be under medical supervision, thus
making possible early diagnosing in order not to face the fact at the end.
(Neonatologist 53y.0.)

- For example, at least there could be special training programs for parents
[developmental and rehabilitation skills], so the parents can train children at home.
(Neonatologist, 45y.0.)

- Inmy opinion, it is a priority to create sufficient conditions for our children to receive
at least a mid-level education, at least to give them an opportunity to do some activities,
e.g., create some crafting center, where they will get socialized with each other and
learn something as well. (Mother, 54y.0.)

4. Discussion

This study demonstrated that initial reactions at the time of DS diagnosis disclosure, mostly
defined as denial, stress, and shock experienced by mothers, were closely linked to the way by

which the diagnosis was delivered to parents. Interestingly, our findings on this issue were
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almost similar to those found in lower-middle income countries with specific social and cultural
values, as well as in Western European and North American countries. 12232447 Studies from
these countries described that according to mothers of CWD, they got inadequate support from
medical personnel at the time of the first exposure, which was the case in our study as well. As
in this study, studies from other countries also found a relation between the initial reaction of
parents at the time of the first exposure and the way the diagnosis of DS was delivered, or
between the extent of adaptation achieved by parents and the cultural stereotypes and mentality
in the given society. Lack of adequate medical counselling was one of the important findings of
this study, and was commonly reported in other studies as well.1? 4" Despite the differences in
individual experiences, all mothers mentioned the fact of seeking answers for their questions
from different sources, such as internet, social media and relatives. In the meantime, mothers
perceived the counselling provided by medical professionals as inadequate, rude, and,
sometimes, lacking any content but just telling the medical term of the disorder. The research
evidence supports the finding of this study that lack of social support, lack of appropriate
knowledge among healthcare professionals and unfavorable cultural mentality are factors
preventing healthcare professionals from providing DS-counselling to parents in an appropriate
manner. 17 2 47 We found that the main concerns of families of CWD were related to the future
of their child and exacerbated by the feeling of not being able to meet their child’s need because
of financial barriers. Parental fear of future and feeling of guilt for not being able to meet all the
required needs of CWD were commonly reported by studies from low and middle countries as
well®® 8 while research from western countries reported better adjustment and nearly
comparable overall quality of life of families of CWD compared with those not having a

CWD.1820
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Further, the study findings showed a lack of knowledge on the part of healthcare providers in the
field of healthcare of CWD. Majority of healthcare providers (neonatologists and PHC
pediatricians) were not aware of existing international guidelines (particularly AAP guideline for
CWD) for healthcare and supervision of CWD. Moreover, they showed an indifferent attitude
towards the need for developing or using a special medical guideline for CWD management.
Considering the fact of not having any officially recognized guideline for the healthcare of CWD
in Armenia, it was difficult to make comparisons between Armenia and other countries
concerning the extent of applicability and usage of such guidelines by providers. However,
several studies from countries that adopted DS medical management guidelines for more than a
decade demonstrated that there were low compliance and awareness about these guidelines
among general pediatricians.*®*® A study conducted in the USA in 2016 showed that 72% of the
surveyed pediatricians provided incorrect answers to the questions related to the content of AAP
DS-guidelines, though 80% self-reported as being comfortable with those. *° These findings
demonstrate that merely adopting a guideline is not enough for improving pediatric healthcare of

CWD and underscore the importance of conducting provider training on these guidelines.

This study results showed that current practices of healthcare and supervision of CWD in
Armenia significantly differ from those internationally accepted. The most common practice
reported by the pediatricians was referring CWD to neuro-psychological assessment dispensary
for further follow-up. Although none of the interviewed pediatricians could explicitly describe
the functions of that dispensary, the general idea about the purpose of the dispensary was
conducting primary follow-up of CWD by the neurologist and the pediatric psychologist. No
literature was found supporting this practice. In contrast, the world’s leading pediatric

associations recommended the follow-up and supervision of CWD to be conducted by general
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pediatricians, and neurological or psychological care to be symptom-based rather than routine. ’
°1 From parental perceptions observed in this study, lack of knowledge among medical
professionals, and the absence of special guidelines for the management of DS caused
insufficient and inadequate healthcare provided to CWD. Particularly, insufficient screening for
DS-specific comorbidities was one of the common parental concerns. We found
echocardiography being reported by the providers and mothers as the main screening universally
applied to CWD, while screenings for other common DS-specific comorbidities (hypothyreosis,
hearing and vision impairment, etc.) were not reported by the pediatricians as a routine practice.
Low compliance with the necessary screenings was reported by other research as well. A
retrospective study conducted in Jamaica in 2018 reported low adherence to AAP guidelines, as
evaluations for DS-specific health conditions were not carried out promptly for the majority of
children.> Another retrospective analysis of medical records obtained from primary healthcare
providers in Oklahoma and Nebraska revealed only 34% and 45% of required screenings for

thyroid disease performed for the period of 2001-2004.%

In the current study, the interviewed mothers also reported lack of trust in relationships with their
PHC pediatrician, mostly because of the perception of lack of knowledge on the part of the
pediatrician and his/her indifferent attitude. Similarly, PHC pediatricians reported
communication gaps with CWD and their families while providing primary healthcare to those.
Particularly, they perceived the difficulty caused by the specific behavior in CWD as a common
barrier to providing necessary healthcare to them. This was consistent with other studies, such as
the qualitative study in Canada, 2008, where mothers of CWD found that primary physicians’
attitudes were indifferent, characterizing those as “not interested in the child at all” and

“diagnostic overshadowing”. 1° According to our results, another barrier to adequate and
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sufficient healthcare for CWD in Armenia was the lack of financial resources. The latter,
combined with the limited number of rehabilitation services available for CWD as a part of BBP
and the coverage of BBP limited to only children aged 0-7 y.o., were the main concerns
expressed by both parents and providers. Despite the economic differences at country-level,
findings of studies from higher income level countries were consistent with those in this study.
A qualitative assessment of services and support to CWD conducted in Florida, the USA in
2014, reported common concerns of parents and pediatricians related to the limited insurance

coverage for therapy services and lack of awareness of available resources.

Our findings suggested a lack of coordinated and sustainable social support services to families
of CWD in Armenia and lack of awareness of the existing support services as the major gaps in
this sphere. Evidence from the literature supports our findings. Studies conducted in the USA
and Canada indicated service-coordination and real-needs-based support as the main gaps in
social support services from parental perspectives. 2! 2> One of the interesting findings of this
study was the difficulty of obtaining disability status for CWD, as reported by mothers.
However, this finding was not discussed in other studies on the issue. One of the possible
reasons for this could be the fact that the procedure of obtaining disability status is very specific
for each country, and also might be defined by other terminology. We found high stigmatization
level and lack of social acceptance of DS being linked to the cultural stereotypes and beliefs, as
well as inadequate and insufficient public awareness of the condition. Interestingly, studies
conducted in countries known as having relatively open-minded and less conservative societies
report results similar to ours and the findings of other studies conducted in more culturally-
restricted areas.!® > % The scarcity of developmental and educational programs for CWD and

their families was another concern reported by mothers. In this study, the majority of mothers
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perceived special educational programs as a better alternative to inclusive education. A survey
conducted in 2012 in Armenia also pointed out that approximately 27% of the surveyed children
with a mental and motor disability were left out of any educational program, while another 12%
with auditory and mental disabilities were attending special schools rather than inclusive.!
Moreover, families mentioned lack of appropriate accommodations at inclusive schools and the
inability of those programs to meet the individual needs of children with disabilities.3* However,
there is evidence from western studies for high satisfaction and high utilization of inclusive
educational programs in countries such as the USA, Israel, and the Netherlands. % %7 %8
Additionally, the importance of early interventional programs and their role in long-term
intellectual development and social adaptation of CWD was supported by evidence from

literature.%® %°

This study gave a comprehensive understanding of healthcare and social support needs of CWD
and their families in Armenia. Moreover, the gaps in the provided services were identified from
different perspectives. The role of government was perceived critical for the future

enhancement and provision of quality care for CWD.

4.1.  Study strengths and limitations
This study explored the needs and gaps of healthcare and social services provided to CWD from
the perspectives of both parents and service providers, and to our knowledge, was the first study
conducted in Armenia. The study allowed a deeper understanding of the existing situation by
integrating the experiences and perceptions of primary caregivers, service-providers, and
mothers of CWD. The findings of the study pointed out not only the existing gaps and needs in
this field but also identified barriers to meet those needs and barriers to the social adaptation of

CWD and their families.
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The use of focus group discussion, in-depth interviews, and key-informant interviews for
collecting data from mothers of CWD, PHC pediatricians, neonatologists and field experts,
helped to ensure triangulation (data-source and method triangulation) and thus enhanced the
rigor of the study. Moreover, enrolling participants from different PHC clinics and maternity
hospitals allowed increasing the generalizability of the findings. Transcription and analysis
conducted in the original language allowed to keep the original meaning of data and avoid real-
content changes during the analysis. Data were collected from 19 participants, and the
saturation was reached after the 15" interview. However, this study had several limitations.
Firstly, the study covered only participants from Yerevan, and therefore, no information was

received from the rural areas.

Additionally, because of lack of time and resources, we did not approach residential institutions
and pediatricians from specialized inpatient clinics. In qualitative research, the possible
participant bias and researcher bias are of special consideration. Although the bias of leading
questions was minimized in this study by formulating open-ended and neutral questions, the
social desirability bias on the part of providers (PHC pediatricians and neonatologists) could not
be ruled out. Considering the nature of qualitative design, when the researcher is the main
instrument of the study, researcher bias related to reflexivity issues should also be taken into

account.

4.2. Recommendations
Based on the study findings and the evidence from literature, several recommendations were

developed, which were considered as potential tips for having achievable results:
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As a first step for the provision and enhancement of services for CWD, it is
recommended to obtain statistical data on the overall prevalence and incidence of DS in
Armenia. We suggest the government to establish a procedure for data collection on
CWD from the Genetic Center and policlinics throughout Armenia to make the statistical
data collection process continuous and sustainable.

We recommend creating a national DS registry. As the governmental support is limited
because of scarce financial resources, we suggest relevant governmental institutions
(MOH and the Ministry of Labour and Social Affairs) to focus on the integration of
international DS foundations, such as Global DS foundation, DS International
organization, and others in Armenia.

There is an emergent need to develop medical guidelines for healthcare and supervision
of CWD. The government is a single instance that is responsible for that. To make the
guideline development as feasible as possible, we suggest adapting and adopting of
already existing international AAP guidelines on the subject.

The medical professionals who are at first contact with families of CWD, as of PHC
pediatricians and neonatologists, should be trained on providing appropriate medical
counselling to families of CWD in terms of the content and the ways of delivering the
information. Medical professionals should be ethical and unbiased with individual
perceptions while providing the diagnosis and information on the spectrum of medical
conditions (comorbidities) occurring with DS in an understandable language for parents.
We suggest governmental social support services provided to CWD to be revised in terms
of being more coordinated and tailored to the needs of CWD and their families.

Considering that most mothers reported a lack of support for obtaining appropriate
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developmental services for CWD, we suggest relocation of financial resources to the field
of developmental programs for CWD.

Based on the study findings, it was concluded that the developmental needs of CWD are
not met because of two major barriers: limited financial resources and lack of qualified
professionals. Thus, we suggest the government to support the education and training of
medical personnel in the field of developmental pediatrics abroad (as there are no
educational opportunities available in Armenia).

Finally, there is a need for future research in the field of health and social services for
CWD. We believe that a deeper understanding of international practices and experiences

will facilitate the complicated process of improvements in the field.
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Figure 1. The Socioecological Model of Health
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Appendix 1

American University of Armenia
Turpanjian School of Public Health
Institutional Review Board # 1
Interviewer Script for The Recruitment of mothers/primary caregivers

Hello, my name is Arpine. | am a pediatrician and a second-year master student in the
Turpanjian School of Public Health at the American University of Armenia. As a part of my
thesis project, | with my advising team members are conducting a study, which aims to explore
the needs and gaps in healthcare provided to children with Down syndrome from perspectives of
parents and healthcare providers. Your phone number was provided by your child’s PHC
pediatrician or by NGOs and is one of approximately 10 phone numbers. You are invited to
participate in an interview that will last 30 minutes, at a convenient time and settings for you
(PHC setting and American University of Armenia are the available options). Your participation
or refusal will not affect the treatment that your child receives and/or will receive in the future.
If you agree to participate, we can schedule a convenient time and place for the interview.
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Appendix 2

Zuywunwith Udkphjjut Zudwjuupub
Ppywudbwt Zwipwiht wennowuywhnipjut pudht
Ghwnwhbunwgnunuljub Gphiuyh phy 1 hwhduwdnnnyg

ZEknwunumquqkph dvhgngny dwyptphtvhhdtwlwi puwdnnutph hwjwpwugpdui
Atintuply

Puipti 2kq, ku Upthhukt Bd. Eu dwijupnyd B b, hwdwnbnnipjudp, Zujuunwih
wdbphljjut hwdwjuwuh (2U2) Gpyuwbdbwb Zwtpughtt Unnnpowujwhnipjut puduh
wjuwpunuwlwb §nipuh ntuwbing: Uydd dkup hknwgnunipinit Gup hpuwjwbwgunid, nph
tyuwwnwlj E quwhwnt) Zujuunwinid twniuh hwdwhitnnwihony tpEluwttpht
dwwnnigynn dSwnwynipintubph pugpnnnudubpt nt juphpubpp: p
hipwhinuwhwdwpp Uk £ wyt 10-hg, np hud E npudwnpl] Qupqugdwut hwywndwb
huughptbp nitkgnn bpijuwitph hwupgbpny qpunynn hwuwpuwljub
Juquuljkpynipnitp (SUph Epkowtkn | 249, Uppku £Y) Jud wnjhlihuhiub, npuinkn
huljynud £ Qbp Epiluwit: QEp dwubwljgnipiniun wyju hbnnwgnuunmipjuwup jhnyght
Judwynp kb vwhdwbwhwljynid £ hwpguqpnygny, npp junlth dnwn 30 pnykhg 1

dud’ Qtq hwpdwp Juypnud b dudh: QEp EpEhuwgh unuugus pnidoqunipiniup
ubkpyuynidu b hbnnwquynid sh nnidh hknwgnunnipjutp dwutwlghint fud
sdwutimljgtjnt hbnnbwpny: Gpt hwdwdw)h Ep dwubtwlgly), dkup Jupnn Eup

wuydwbwynpyb] hwpguqpniygh Juyph b dwdh dwuhte:
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Appendix 3

Focus group field guide
(PHC pediatricians)

Date:

Time:

Place:

Good afternoon, and first of all - thank you very much for coming. My name is Arpine. |
represent the School of Public Health of the American University of Armenia. As mentioned in
the informed consent form you have read, we conduct a study to explore the existing needs and
gaps in care delivery for children with Down syndrome (CWD), to identify the main problems
and concerns from different perspectives. We have invited you here to ask you to share with us
your approaches towards healthcare and supervision of CWD and to tell us about your
experience in delivering care to CWD in general. Your frank answers will be very helpful for us
in selecting the right issues to address in the future development of services provided to this
special pediatric population. 1 will just suggest you topics of discussion and will ask all of you to
express your opinions on those topics. Our discussion will take approximately 30 minutes to 1
hour. It would be better if the discussion will pass as a free conversation, and everybody will
participate in it without waiting to his turn. 1 ask you only do not speak simultaneously, to make
it easier for us to listen carefully to all of you. Please, express your ideas freely, having in mind
that there are no wrong or right answers here. We are interested in all opinions equally, and all
opinions are equally valuable for us. Be informed also that the information you will give us will
remain confidential, and your names will not be mentioned with that information. Please, let us
begin now.

Medical counselling and parental awareness at first exposure

1. How many children with DS do you have under your supervision? How old they are?
2. How would you define the level of awareness of parents/family about the condition of
their child at your first visit and in general?
3. What do you know about the medical counselling provided to parents of CWD in the
maternity hospitals in general?
Gaps in health services for CWD

4. How is it providing healthcare to a CWD? What challenges have you faced during
healthcare co-ordination process of CWD?

5. How would you define the availability of reference information assisting healthcare
of CWD? Do you use any literature or other sources of information for your
reference?

What reference sources/guideline do you use in your current practice?
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6. Which additional screenings do you perform among CWD? Do you use any
international guidelines for the follow-up of CWD?
Educational/developmental needs

7. Do you have access to developmental pediatric services for the referral of CWD
under your supervision? What are the barriers that prevent and/or facilitating factors
to the access and utilization of developmental-pediatric services?

8. Are CWD under your supervision included in any educational institution
(kindergarten, day-care centers, school)? What do you know about the inclusive
education for CWD available in Armenia? What are the barriers to access to
education for CWD in your opinion?

Social acceptance and support

9. What are the social support sources for families of CWD that you are aware of?

10. How do you feel about the general social acceptance of DS in Armenia? Do you feel
public awareness of DS is adequate? Are CWD marginalized in the community in
your opinion? How do you perceive the situation of DS stigmatization in Armenia?

Suggestions

11. What changes do you perceive as necessary for enhancing the healthcare and social
services provided to CWD and their families?

12. Would you like to add any topic or issue, other than discussed, that is important in
your opinion?

Thank you very much for your time and contribution, which we highly appreciate!
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Appendix 4

udpuhti pitplumt nintignyg

(Unwotuyht pniduyyuuwpljyutt onuljh dwuljwpnydutph hwdwp)
Uduwphy
dud
Ty
FPupl 2kq: Lwifu b wnwg, phnphwiluynijenil quynt hwdwp: Pu wibnibl E Upihhbak: Gu
dwbupnyd Ed, b hwdunnknnipyudp unynpnid B Zuywuwnwlh wdbphljub
hwdujuupubh Zubpughl wenpowywhnipyul pwlniynbwnnid: Ujdd dkiap

hbwnwgnuinipinii Eiap ppulwinuginid, nph hyunnwla F puguhuwynky thwniih
hwdwpnnwbhony (12) bpkhnmbbph Juphpblbpp b ipubg dunnnigyng
Swnuynipiniibkph pugpnynidibpp, uwyu wuwwpbgnid wnlw hhdinulwb fubnhpabpp
I timuwhngnipinibbkpp wwppkp nkuwblynbbkphg: dnip hpunfppijws kp
dwuliulgkint uyu hlnwgnuinipyubn, npwkugh fhukp 2bp thnpdp b Uninkgnidabpp 22
bpkhnublph pnioghniprui b hulnnnipyub Jepwpbpjuy: 2Ep walbns
wunnwupnubbibpp Joqhakl Ukq JEp hwihlky gnynipinii nibkgnng jlnhpbbpi ni
Juphplhlpp, ppubny huly bywunbing uyu hwwnnt judph Enkhiubbphl dunnnigyng
Swnuynip/niiikph pupkjwdmbn: Gu qunwewpl b pllwakp, b jhanpkd
Jmpupwilyniphln wpuwhwynky pp jupdfpp ppuig Jepupkpywy: Ukp hupguqpnign
unlip unwn 30 pnybhg 1 dud: Swbluyh L np hupgugnpnigh pbhpuinu wblbnd
dpounugpnid, b jnipupwbsinipp dwulnulgh hp upShph wquinnpki huynbkng
wnwilig pp hEpphl uywuking: Gu dhuyl Gubpplkd, np jnukp ns dpwdudwbul’
hinupunnpnijini i vnuyny kg wdpnnonipyudp july inipupwisiniphn: Wanpnid ki,
wquin b whlwphuwin wpnwhuynkp 2kp dinplbpnp, hhskiny, np uyuwnky shwl hown
Jud uhiuy uwnmwupiubbbp: Ukq hwdup hwjuuwpuswh Juplnp b wipdbpuydnp ki
jnipuipwilsiniphn upshph ni dinplpp: Bpk nbd sbp, ku jduybiugpbd Jkp
hwipguignnijgp, npujkugh ns Up Juplbnp hapnpdughw pug spnnibiap: Gju JEl wiqud
qguwilwhugh tpky, np uyu hupgugpnygh phpugpnid wpunwhuyunud nno
hpapnplughwb jupuwnn qununah kipbbin: Uidd, pbnppnid Ed, ufukip.

Fdohwlul pinphppunnynipinilp b wnknbklugywénipinip

1. Pwih’ 22 bpkuw Eubplumnidu gininnud 2bp huljngnipyub nwl: Luih’
nwpklwb ki tpwp:
2. Cunhwbnip wndudp, hhzwlhnu yqtwhwwnbp wyy tptjuwukph sunnubph
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wnbnkijugduénipjut wmunhdwtt hptug tpkjowgh’ 2 wpaonnpnydwdp
wuyUwbwdnpjws Jh&wh JEpupbpuy: baswhupo bp ipuig
nbnkjugjusnipiut wmunhdwup tp wnwght wygh dwdwuwly:
3. Bty ghnbip shiquintibpnid 32 kpkluwbikph stnnukpht wpudwgpgnn
pdojuljut junphppunynipjut dwuht:
Unnpowyywhwljwb Sunuynipinibbbpmu wnlju plpnipinibbbp/pugpnnnidibp

4. Yyuundt'p V2 bpkuwbbpht wenpewywhwljwi Supwynipniikp
Uwnnnighynt 2kp whatwlwh hinpdhg: P us unspinmntkph bp hwdwhe
hwunhynid 2 Epkjuwibph wenpowwwhwlwh swnwynipniuukph
hwdwlwupquuw/ninnnppdwt gnpéptpwugnid:

5. b’y Juubp V2 bpkuwbbph pdojuljut hulnnnipjub ne priduwb
ninkgnygutph b wju phdwyny wy) hubnpdughuyh hwuwtbhnipjut dwuht:
bty ninbigmghbp Jud wy) nknkjunjuljui wnpnipbbp bp oqunugnpénid
Qbp tbpluyhu wpjpowwnwiph pupwgpnid:

6. B’y ;pugnighs uhphihiquyhl hknwgnnnipniubp bp hpuuiugind bp
huljnnnipjub nwly quinjnn 2 kpkjuwbbph hwdwp: Upyn’p Yhpunnd bp
2 Epkjuwtbph wpnpenipjut hulnnnipjut npiik vhowqquyht nintgnyg:

Yppwlpub b phphwinip qupqugdul uphpakpp

7. Nppwin’] ki hwuwibjh qupgqugiwi twiljwpnydh Swnuynipniiikpp 2bp
hhwbnubph hudwp: Upynp niik p hwpuwynpmipni mnbqphyn
Epbjuwutpht qupguglw dwtuwpniydh pnphppuwnynipiu: 2Ep
Jwpshpny, h st E iyguuinnod Jud, hwljwnwlyp, junspignnnd wyy
dwnwynipjnibtph hwuwtbhnipjuit nt dwwnskihnipjuup:

8. Qtp huljnympjub nwy qinn 2 kpkjewbbpp pingpldw’s b nplk
Yppwlwi spugpnud ud jupnygubpnud: Cunhwimp wodudp, h'us ghubp
Zujwutnwinid 2 Eptjuwtbph hwdwp twhuntudws tbpupwljut
yppmpjui vwuht: 2kp Jupshpmy, npn’tp kb 22 kpkjuwbbph’ jppuljub
Junnygubpnud b dpwugpbpnud pungpyytjnt junspunnunubkpp:

Zwuwpwlwlwb pagniamd b unghuywlmb wowlgnipinil

9. Owln'p bp 2 kpkjuwikphi b ipuig piunwhpibpht unghwjulub
wowljgnipinit npudwnpnn swpwynipnibaubphb:

10. Cunhwinip wndwdyp, hhzwlhnu Jquwhwwntp Y2 hwunty hwmuwpulnipyut
YEpupkpimbpp Zujuunwinid: Yupsm U bp, np Ukp hwuwpulnipniap
pujupup swthny E nbntjugdus 2 dwuht: 2tp upshpny, 22
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bpbkuwibpp diniuug]u’s ki hwuwpulnipniihg: Paswk u jpintpuqgpbp
“2-h unhquuunhqughuwny (nwpwiny) yuydwbwynpjus hpuyhdulp
Zujwunnwiinid:
Unwowplakp

11. Qbp yunkpugdwdp, h s Juplnp thnhnjuntpiniibp b wihpudhon
Twniuh hwdwhinmwuthony Epkjowttpht b tputg piinwthptphtu
dwwnnigynn wnnnowywhwlju b unghwjuljub Swnwynipniuttnh
pupbjuyduwi hwdwn:

12. Ugulljubup wn]bjugity wy tinptp jud hwpghp, npnip juplnp kp
huwdwpnud, uvwjuy sputimplytghtt Ukp qpniygh ppwugpnid:

Cunphwljuynipini i 2kp dwdwinulh b Juubwlgnippul hwdwp, npp Jkip punn Eip
Jupbnpnid:
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Appendix 5

In-depth interview guide
(Neonatologists)

Date:
Time:
Place:

Good afternoon, and first of all - thank you very much for coming. My name is Arpine. |
represent the School of Public Health of the American University of Armenia. As mentioned in
the informed consent form you have read, we conduct a study to explore the existing needs and
gaps in care delivery for children with Down syndrome (CWD), to identify the main problems
and concerns from different perspectives. We have invited you here to ask you to share with us
your approaches towards healthcare and supervision of CWD and to tell us about your
experience in delivering care to CWD in general. Your frank answers will be very helpful for us
in selecting the right issues to address in the future development of services provided to this
special pediatric population. I will just suggest you topics of discussion and will ask you to
express your opinion on those topics. Our discussion will take approximately 30 minutes. If you
don’t mind, I will tape-record our conversation so that no important piece of it is lost. Please,
express your ideas freely, having in mind that your responses will be fully confidential and
anonymous. If you don’t mind, please, let us begin now.

Medical counselling and parental awareness at first exposure

1. How are parents being informed about their child’s diagnosis? Who (obstetrician,
neonatologist, other) does inform parents about the diagnosis? What kind of counselling
do they get at birth and/or prenatal period?

2. What are the factors influencing parental reactions on their child’s diagnosis in your
opinion? What do you feel about medical professionals’/ maternity staff’ role in this?

Gaps in health services for CWD

3. How would you define the availability of reference information assisting healthcare of
CWD?
4. What reference sources/guideline do you use in your current practice for neonatal
screenings for CWD?
5. Describe the process of referring newborns with DS to special hospitals based on
existing comorbidities (e.g. congenital heart defects, thyroid disease, etc.)?
Educational/developmental needs

6. What are the social support sources for families of CWD that you are aware of?
7. How do you feel about the general social acceptance of DS in Armenia? How do you
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perceive the situation of DS stigmatization in Armenia?
Suggestions

8. What changes do you perceive are needed for enhancing the healthcare and social
services provided to CWD and their families?
9. Would you like to add any topic or issue, other than discussed, that is important in your
opinion?
Thank you very much for your time and contribution, which we highly appreciate!
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Appendix 6

Uuhwwnwlwmb hupgugqpnygh ninkgnyg
(UEntwwnninqubnh hwdwn)

Uduwphy
dud

Ty
Fupl 2kq: Lwifu b wnwg, phnphwiluynipinil quyn: hwdwp: Pu wbnibl F Upihhbak: Cu
dwbupnyd B b hwdwwnbgnyeyudp unynpnid bl Zuywuwnwbh wdbphlyjub
hwduyuupubh Zubpughl wenpowwwhnipyul pwlniynkwnnid: Ujdd Jkap
hbwnwgnuinipinii Eiap ppulwinuginid, nph hyunnwla F puguhuynky thwniih
hwdwpnnwihony (2) Epkhuubibph Quphpblbpn b Gpubg dwnnigyng
Swnuynipiniibkph pugpnynidibpp, uwyu wuwwpbgnid wnlw hhdinulwb fubnhpabpp
I tinwhngnipiniblikpp wwppkp nkuwblynibbkphg: dnip hpunjppijwus kp
dwubulglint uyu hknwgnuinipjuin, npykugh fhubp 2kp thnpdp b Ununkgnidukpp 22
tpkhnublph pnioginipyui b hulnnnippubl Jepuwpbpjuy:2kp wbhlbnd wunmwupnubbbpp
Joqulli Ukq Jkp hwiliky gnynipinil nibkgnn fulinhpbkpi ni Juphpiabpp, ppubny hul
hywuwnbiny uyu hunnnt§ judph Epkluiwbbphl dunnigyng Swinuygnipiniibbph
puplbjuuwinp: Bu junwowplbd phdwbkp, b [luingplbd wpunwhuynk; 26p jupsdhpp
ppuibg JEpupkpyuy: Ukp hupgugpnygnp unlh dnn 30 pnwk: Eplk npkd skp, ku
Jduylnugpbd Ukp hupgugnnign, npwkugh ns Uh uplnp hapnplughw pug spennikip:
Cyu b whqud [gublwiuyh ok, np uyu hupgugpnijgh plpugpnid wpunuhuynws
nno hupnpughwi jupuwn qununbh kjhbakini: Ujdd, jubppnid B, ulukiap:

Fdohulpul pinphppunniynipyniap b wnkyEljugywénipinian

1. buswhk u Ll Sunpubpp wknkljugynud 2 bpkjuwgh whinnpnodwd dwuhb: Epp
b U nnuhg (Wutlupupd-ghikynyngh, tkntunnningh, wyp ): B us
hunphpnuwwnynipinit L junwpynid wyn sunnubph hwdwp hnhnipjut
npupwugpnid, twpwshunub sppwtnid b pkhuwgh sutjnig htwnn:

2. Qtp jupshpnt, nnp hwtquuwuptbpp jud gnpéntiibpt Bt wnwybjuybu
wqnnid inpusth - 2 whnnpnodwip Sinnukph ndws wpdwquiiph Jpu: I"th
Juukbp sulunibpmu pdoljuljut widtwljwquh nhph Yepupkpju sunnukph
wnwoht wpdwquupp dbwynptint hupgnid:

Unnnowyyuwhwlwb Sunuynipinibabpnid winfw plhpnipinibbEp/mugpnnnidibp
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3. By Guubp Y2 bpkuwmbbph poljuljwi hulngnipyubh ne pmddwip
odwuinuilnn b Jupquynpnn ninkgnygubinh/wy) hudnpdughugh
hwuwtbihnipjut dwuht:

4. 2 inpudhbkph Jupdwb s ninkgnigitp jud wy nknbjundulju
winpnipbtip Ep oqginugnpénid 2bp ukpjuwihu wouwwnwiph ppwugpnid:

5. YQupn 1 bp tupugply 2 tnpushbubpht dwubughnwug]us
hhjwunuiungujht pniddwt jud htlnwgnunnipjut ninkgpbint ywpngtup (upnh
puwshtt mpwwnh,hhuynphptingh jud wy hwdwlgduws hhywunnipiniiutph
wnljumpiut jud juuljuwsh nhuypnid):

Uppwlwb b paphwinip qupquguwb Juphpakpn

6. Owtn’p kp 2 kpkjuwlkpht b ipuig pinwihpibpht unghupulub
wowljgnipinit npudwnpnn Swnwynipjniutphi:

7. busyb u jquwhunnbp Zujuunubnud 2 hwinly huuwpulnipub
Jkpupkpuniiiph piphwimp wedwdp: Wupsnd d kp, np dbp hwuwpulmpynibp
punjupuip suthny nknkjugdws k2 dwuhb: baswyb u §pimpwugpbp 32-h
unhquuinhqughuyny (rwpuiim]) wuypdwbunjnpdws hpudhdwlp
Zuyuutnwiinud:

Unwowplikp

8. 2tp wuwunlkpugludp, h’uy juplnp thnthnjumpinibibp ki wihpudbon
Twniuh hwdwpnwhony Epkjpwubpht b ipuwtg piunwthpphtt dwnnigynn
wnnnowywhwljuw b unghwjwlwb Swnwynipniuubph pupbjuddw hwdwn:

9. Uguilwiw p wkjughty wy tinpkp Yud hwpghp, npniip juplnp bp
hwdwpnid, uwljuy sputitwpljyghtt Ukp qpnygh pupwgpnid:

Cinphwljuympni i 2kp dwdwinulh b Juwubwlgnippul hudwp, npp JEip punn Eip

Juipbnpnid:
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Appendix 7

In depth interview field guide
(Mothers/primary caregivers)

Date:

Time:

Place:

Good afternoon, and first of all - thank you very much for coming. My name is Arpine. | represent
the School of Public Health of the American University of Armenia. As mentioned in the informed
consent form you have read, we are conducting a study to explore the existing needs and gaps in
care access for children with Down syndrome (CWD). We want to identify the main problems and
concerns from several perspectives and have invited you here to share your experiences, concerns
and perspectives to improve services for your children. The information you share with us will
help us to identify needs and gaps and find ways to overcome the existing barriers to adequate
social and health services delivery for your children.
I will suggest you the topics for discussion and will ask you to express your opinion on those topics.
Our discussion will take approximately 30 minutes. | ask you only do not speak simultaneously so
that we can listen carefully to all of you. If you don’t mind, we would like to record our
conversation so that no any important piece of it is lost. We are interested in all opinions equally
and all opinions are equally valuable for us. Be informed also that the information you will give
us will remain confidential and your names will not appear with that information. Please, let us
begin now.

Introduction (Ice breaking questions)

1. How many children do you have? How old they are? How old is your child with special
needs?
First exposure and reaction to the birth of CWD

2. How and when were you informed about your child’s diagnosis? Who told you (e.g.
maternity hospital staff member, neonatologist, genetics specialist, other)?

2.1. How do you feel about the way the information was delivered? Could it have been
delivered in a better way? How did you react to that information? Do you think that how
you were told by the medical personnel affect your reaction?

3. Did they explain your child’s condition to you at the time they told you about the
diagnosis? Ideally, what would you have liked to have been told? Were some questions
you had left unaddressed? Where you able to find answers to those?

Gaps in health services for CWD

4. How do you feel about the health services provided to your child? What are the most
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serious and annoying gaps in healthcare services provided to your child in PHC settings
and hospitals, in your opinion (if applicable)?
5. What kind of difficulties have you experienced in getting health services for your CWD
at a hospital and/or PHC setting?
6. What do you know about the developmental-pediatric services for children with DS?
What makes it difficult to use those services? What would help make it easier?
Social acceptance and support

7. What social support sources that you are aware of?
8. What kind of social services do you receive or have received for your CWD? How do
you feel about the social support services that you have benefitted from?
9. How do you feel about the general social acceptance of DS in your community?
Educational/developmental needs

10. Does your child attend any of educational institutions, such as kindergarten, day-care
setting, school, etc.?
- If no, why not?
- Ifyes, are they meeting your child’s needs (developmental, educational etc.)?
Daily challenges and experiences

11. How has having a child with special needs changed your family’s life?
12. Could you, please, tell how is it to care for a child with DS in the current circumstances?
13. What challenges do you or have you faced during your child’s social integration process
(attending public places, events, etc.)?
Suggestions

14. What changes are needed to improve healthcare and social services for CWD?
15. Would you like to add any topic or issue, other than discussed, that is important in your
opinion?

Thank you very much for your time and contribution, which we highly appreciate!
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Appendix 8

Uuhwwnwlwmb hupgugqpnygh ninkgnyg
(Uwyptph Yud hhdttwljwb ptwdnnubkph hwudwp)

Uduwphy
dud

Ty

Fupl 2kq: Lwifu b winwyg, phnphwiljuynipinil quyn: hwdwp: Pu wanibl b
Upihhik: Bu dwblwpnyd Ed b hwdunnknnipudp unynpnid B Zuywamnwlh
wdbphlyub huduyuupubh Zubpuyhl wpnpowwwhnipyul puwlnijnknnid:
Ujdd Ukip hlinwgnunnippini i Eiip ppulwinuginid, nph hyuwunwla b
puguhuyinky huniih hwdwhnnwiapony (1) Epkpnubbph Quphphbpp b bpubg
dunnnigynn Swnuynipinibibph pugpnnnidabpp: tnip hpuihpyws kp
dwuliulgkint uyu hlwnnwgnunnipyubn, npwkugh fhukp 2bn thnpdp,
Uwnwhngnipiniaabpnl n1 2kp Epbiubbphi dwwnnigyng Swnuynienibbbph
puplyjuuwl hinupuiy/npnipinibibph Jwuhb qunlkpugnidabpp: 2kp
wpwdugpus hhpnplughul jogih kg Jhp hwiky gnnijeinil niikgnng
Juliphpibnl ni1 Juphphlpnp, ppuwindg hul jhwwunh ppuig hunpuhwpdui
niphblp qunalbinia: Bu jupbd phinupldwl pllwbbpp, b jhabppbd wpunwhugnky
KREp Jupdhpp ppuibg JEpwpkpuy: Ukp hupgugpnygp unlh dnn 30 pnwk: Epk
pkf skp, ku Jduyluugpkd dkp qpunygp  hknwquynid ns up dpnp b fupshp pug
spennbbint iwwnwlny: Ukq hwdup hwyjuuwpuiswh Juplnp b wipdbpuiynp ki
jnipuipwilsiniphn Gupshph ni dwnpbpp: Cyu Ukl whquid jgublwbugh ioky, np
wyju hwipguignnijgh pipugpnid wpunwhuywnwd nno hapnplughwi fpuwn
qununlh Ejpblynt: Updd, jnlgpnid Ed, ulukip.
Lwpnupwl
1. Pwih’ bphjuw mibp: Lwih” nupkljub kb bpubp: Lwih’ nwupkljwh  kp
hunnntly Juphputpny Eptkow:
Unwohl wpdwquilipp wpnnnpnodwbal m Epkpiugh Shinhh

2. &'ppl hlswyb u nbnkugup 2bp Epkuwgh whinnpnodwh dwuhb:
N"Y hujinlikg 2kq wyy nbnknpeniap: busyb u jghwhwnbp wyy
nhnklnipjui vunnmguwb dip: Upyn’p htwpunjnp bp wyn jmpp hwpniby
wyj), punn 2kq, wkjh &hown duny: Pusyhupt kp 2bp wnwehtt wpdwquitiph wyy
wnbntinipyuin: Fdojuljut wudtwjuquh nndhg mbnklnipjut dwunnigdut
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alip nplk Yhpyy wapk’g 2bp wowehtt wpdwquitiph Jpu:

3. Uunnpnonudp hupntikymg htnn, 2bq puguinplgh’t kpkuugh Jh&wlp b
Juphpubpp: bush” dwupll Yguiljuiughp wknkugyl] wy dudwbul b
hiswyk "u: Yuygh "t hwpghp, npnig wuwwnwupwibpp skp unwugh) wyy
Junphpyum]m pjut pipwgpnid: Upyn’p hbnwquynud jupnqugup wgy
hwipgkph yuwunwupiwbtbpp gtk

Unnpowwywhwljwb Swunuynipinibbbpmd wnlw plpnipinibbbp/pugpnpnidabp

4. busyb u hquwhunnbp 2tp bpkuught dunnigynn pdojuljub
SwnuynipnLiibph npulyp: 2bp Jupshpni, npnup ki hhjwinuingnud fud
nbnudwuwghtt wnhhhthjumd  QEp GpEuwght dwnnigws pdojuljute
dwnwynipintubph wdkuwluwplnp b withwiqunugunn pugpnnnidubpp jud
plpugnuittpp (kpk wypuyhupp ful): ‘

5. Pty nughputph tp wntsyt)] hhuunwiungnid b/jud ynihyhuthund Qtp
tptjuwgh hwdwp pniddwt nhubjhu jud pniddwt phpugpnid:

6. Nppwin’ kp wknul Fwuniih hudwhnwbhony (32) bpkjuwitphb
uyuuwnplnn qupgugiut fwtupnydh swnwynipniuttph dwuht: 2kp
Jupshpnd, npn tp ki wyy Swnuynipinibibph hwuwbbihnipjuip unsplinnunng
bt tyywuwnnn gnpdnutbkpp:

Zwuwpwlwlwi pdpniamdJ b unghwywlwi wowlgnipinti

7. Owln’p kp unghwjuljul wowljgnipinil inpulwnpnn sSwnuympinibibphb:

8. b’y unghwjuljul wewlgnipjul Swnwynipyniiikp bp uinughy 2bp bpkjuugh
hulwp: buswk u Yghwhuinbp wyn Swpuympnibtbph npulp:

9. busyhku jqguwhunbp 2bp opowyyuunh twpyljuig b hwuwpulympjui
punhwunip yEpwpbpuniupp Ftwuniuh hwdwpitnwihony Epkjawtph
uindundp: Gupsni U kp, np dupnhly puppinuiny b Uninkinud wyy
tpkpuwtitph juphplbph:

Uppwlmb b phphwinip qupquglubh uphpakpp

10. Qtp EpEuwt huldul}umnd E nplt Yppwljui hwuwnwinnpinil, ophiuly
dwljuwyuwpuntq, giptjuwyht jpuwdph JEuwnpnt, nupng jud wy
hwunwwnnipjni:

- Bphkny, Juuk p hsnu:
- Bphwmn, wyu mpr}]nnp wyn hwunmwunmpnittbpp pajupupnid ko Qp
tpkfuwgh Juphpltpp (Ypewlub, qupqugdub, wy):
Unopyu fulinhplabipl n1 ihnpdwinnipynibhlpp
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11. Plusub u hnpuftg bp b bp plinwlihph ywipp hwwnntly juphplbp mikgnn
tpthuwgh stinhg htwnn:

12. byt u Ypimpwgphp Ukp hpuljuimpiniinod 42 kpkrughtn pwdbp b
dbkéwgubp:

13. b1 jutighplbph bp hwbinhy by 26p bpkuwgh hwuwwpululub hnbkgpdwly/
ikpgpunfuwh wpngbunid, ophiwl] hwuwpululuh Juypbp uyghbjhu,
Uhongunnidubiph dwutiwyglihu, b wyp e

Unwowuplakp

14. Qtp wwnkpuguudp, h s Juplnp thnhnjunteiniibbp i wihpudhown 22
tptjuwubpht dwnnigynny wnnpowwywhwlju b unghwjuljuu
dwnwynipiniuibph pupbjuddwi hwdwn:

15, Ugmwlu p wnfkjughty wy) dinpp Jud hupghp, npniip Juplnp kp
huwdwpnid, uwjuy sputitmpljytghtt Ukp qpnygh pupugpnud:
Clnphwljuynipin i 2kp dwdwinulh b dwubwlgnippul hudwp, npp JEGp
oww kip Juplnpnid:
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Appendix 9

Key-informant interview guide

(Developmental pediatrician)
Date:
Time:
Place:
Recorder:
Good afternoon, and first of all - thank you very much for coming. My name is Arpine. |
represent the School of Public Health of the American University of Armenia. As mentioned in
the informed consent form you have read, we conduct a study to explore the existing needs and
gaps in care delivery for children with Down syndrome (CWD), to identify the main problems
and concerns from different perspectives. We have invited you here to ask you to share with us
your approaches towards healthcare and supervision of CWD and to tell us about your
experience in the delivering care to CWD in general. Your frank answers will be very helpful for
us in selecting the right issues to address in the future development of services provided to this
special pediatric population. 1 will just suggest you topics of discussion, and will ask you to
express your opinion on those topics. Our discussion will take approximately 30 minutes. If you
don’t mind, I will tape-record our conversation so that no any important piece of it is lost.
Please, express your ideas freely, having in mind that your responses will be fully confidential
and anonymous. If you don’t mind, please, let us begin now.

Medical counselling and parental awareness at first exposure

1. How many children with DS do you have under your supervision?
2. How would you define the level of awareness of parents/family about the condition of
their child at your first visit?
Gaps in health services for CWD

3. How would you define the availability of reference information assisting healthcare
of CWD? What reference sources/guidelines are available/used in current healthcare
practices?

4. Which additional screenings are performed among CWD in Armenia?

Educational/developmental needs

5. Describe the most prevalent ways by which CWD are referred to your developmental
center. Do you think it could have been organized in better way? Does government
support developmental and special educational programs for CWD in your
knowledge?

6. What are the barriers that prevent and/or facilitating factors to the access and
utilization of developmental-pediatric services in your opinion?

7. How do you perceive the situation with inclusive education for CWD available in
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Armenia?
Social acceptance and support

8. What are the social support sources for families of CWD that are currently available
in Armenia? How would you define the accessibility to those services for families of
CWD?
9. How do you feel about the general social acceptance of DS in Armenia? How do you
perceive the situation of DS stigmatization in Armenia?
Suggestions

10. What changes do you perceive are necessary for enhancing the healthcare and social
services provided to CWD and their families? What changes do you perceive are the
most important for enhancing access to special educational and developmental
services for CWD in Armenia in your opinion?

11. Would you like to add any topic or issue, other than discussed, that is important in
your opinion?

Thank you very much for your time and contribution, which we highly appreciate!
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Appendix 10

npugjwé hupguqpniygh mnkgnyg

(Qupqugdwt dymuljwpniyjdh hudwn)
Uduwphy
dud
Tuwyp
Fupl 2kq: Lwifu b wnwug, phnphwiluynipni b Jwubwglint hudwp: P wbniil F
Upthhik: Bu dwblwpnyd bd, b hwdwnkynipyudp unynpmd kU Zugwuwnwih
wdkphlyul huduyuupubh Zubpughl wenpowwwhnipyul puwlnijnknnid: Ujdd

Uklp hlwnnugnunnipini i Eip ppwilwinugbnid, nph byyunnwli F puguhuynky tanibp
hwdwpnnwihony (A) Epkhuubbph Juphpblbpp b Gpubg dwwnnigyng
Swnuynip/niiikph pugknp, uyu wugwpkgnid wnlw hhdbwlwb jninghpakpn b
Uwnwhngnipiniabbpn nwuppbp nbkuwblnibbbphg: tnip hpuwyhpyws kp vwublnulglyna
uyu hkwnwgnuinipyuin, npykugh fhubp 2kp thnpdp b Ununkgnidiakpp 2. Epkhaubbph
pnroginipyull i hullnnnipyul Jepwpbpjuy:2kp wblbnd wuwwnwupnubibpp joqukl ukq
Ybp hwlky gnynijoinili niikgnng fulinhpiabnl ni Juphpilbpp, ppuwiny huly bywunking
wyu hunnni jodph Epbpnubbphl dunnnigyng Swnuynipnibbbph pupbjuduwian: Eu
Junwowupibd pkdwikp, b jlubpplbd wpunwhuynky 26p jupdhpp ppuibg Jepupkpyuy:
Utp hupgugnniygnp unlh dnwn 30 pnyk: Gpk nld skp, ku jduyinugpbd Jkp
hwipguignnijgp, npujkugh ns Up Juplbnp hapnpdughw pug spnnibiap: Gju JEl whqud
Jguilwbhugh Gpky, np uyu hwpgugnnygh phpugpnid 2bp huyninud nne
hapnplughwl fupuwn qununih Eipalyne: Ujdd, imgpnid kd, ulubip:

Fdolmlml pinphppunmy/nipiniiap b wnknkluguénipiniip

1. Pwlh’ ¥2-n bpkuw k quninjnid 2bp hulnnmpjub nwl:

2. Cunhwinip wodwdp, hiswk v Yqguwhwnbp wyn ipkuwbkph Singukph
nbnkjuguénipyut wmunhdwut hptug tptluwgh Jhdwlh JEpupbpyug:
I‘hzuﬂlubnh Ep tpwtg nbknbugdusnipjut wunhgwip QEp wnweht
hwinhydwb dudwbwl:

Unnpowwywhwlpubl Suinuynipynibbkpnid winljw phpnipinibbkp/pugpnynidibp

3. I‘th Juutp ¥z Epkjuwukph pouljut huljnnnipjut nt pniddwt
ninkgnygubph/wy) hubnpdwghwih hwuwtthnipjut duuht:

4. Pty hudnpuwghuyh wnpmipbibp jud mnbgnyghp b bbpljuynidu
Yhpunynid 2 tpkuwttph pdojuljut huljnnnipjut hwdwnp:

61



5. b’y pugnighs uljphhiquhtt hknugnunmpymbbp kb junwpdnd 22
tpbkjuwtbph hwdwp Zujuwunwimd:

Uppwlwh b phnphwinip qupqugdwd Juphpbbpp

6. Ywpn'1 bip Uoky, huswb u bt 42 kpkuwtpp hwyndnud 2bp YEnpnind
(nintgpynud B dwjupnydh Ynnuhg, ubthwujut twpiwdbnunipjudp):
Upnyn p hiupunp 32 bpkuwibph ninkgpoudp qupqugduh dwiljupnidh
fanphppuinnipyut juquultputy wy wbh jwy, wwppbpuyng:

7. Qtp Jupshpny, h tsh E uyquunnid jud, hwjunwlp, junspunnunnid
qupqugiut dwtupnidh dwnwynipnitubph hwuwubjhnipjutt nt
Uwingbhntpyubip: Bus juubp Zujwunwind 32 kpbluwbtp hwdwp
twhwnbuws thpupwlu Yppnipjut Ykpupbpuy:

Zwuwpwlwlwi papnibmd b wowlgnipinil

8. Owln’p bp Zujwunwinid 2 bpkjuwikpht b ipubg pnwubhpukphi
unghwquljul wowlgnipnih inpulwnpnn swpuwympniiibphi: Nppuin]
tu npuip hwuwtth Qtp yupshpny:

9. Cunhwinip wndwdp, huswhk v Yquwhunbp Zujwunuingd 32 hwigbuy
hwuwpwlnipyul Ypupkpdnbpp: Wupsnd d kp, np dbp hwuwpulympyniip
pujupup swihny nknkjugfus kY2 dwuhi: basyb u Ypinipugptp F2-h
unnhquunhqughuwyny (nwpwiny) wuydwbtwynpjws hpudhdwlp:

Unwowplikn

10. 2tp wunkpuguwdp, his Juplnp thnhnjuntpiniiikp b wihpudbon
Twintuh hwdwhinwithony Epkjowubpht b tputg piinwthptiiphtu
dwwnnigynn wpnnowywhwljub b unghwjuljwb Swnwynipniutbph
pupbjuyuwt hwdwnp:

11. Yguijwbw'p wbjugity wy tnpkp Jud hupghp, npnip Juplnp kp

hwdwpnud, vwljuy sputimplytghti Ukp qpnigh ppugpnid:

Cunphwljuynipini i 2kp dudwbwlh b Juubwlgnippul hwdwp, npp JEap punn Eip
Juplbnpnid:
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Appendix 11

Key-informant interview guide

(Ministry of Health of Armenia)
Date:
Time:
Place:
Recorder:
Good afternoon, and first of all - thank you very much for coming. My name is Arpine. |
represent the School of Public Health of the American University of Armenia. As mentioned in
the informed consent form you have read, we conduct a study to explore the existing needs and
gaps in care delivery for children with Down syndrome (CWD), to identify the main problems
and concerns from different perspectives. We have invited you here to ask you to share with us
your approaches towards healthcare and supervision of CWD. Your frank answers will be very
helpful for us in selecting the right issues to address in the future development of services
provided to this special pediatric population. If you don’t mind, I will tape-record our
conversation so that no any important piece of it is lost. Please, express your ideas freely,
having in mind that your responses will be fully confidential and anonymous. If you don’t mind,
please, let us begin now.

Medical counselling at first exposure

1. Inyour knowledge, is any statistical data available about the prevalence/incidence of
CWD in Armenia? Who should be responsible for providing such data (medical
professionals, institutions, other sources)?

2. Are there any guidelines for the initial medical counselling for parents of CWD at
birth and/or at first exposure to the diagnosis, including prenatal counselling? Who is
responsible for referring families to genetic-medical counselling for DS?

Gaps in health services for CWD

3. How would you define the availability of reference information assisting healthcare
of CWD? What reference sources/guidelines are available/used in current healthcare
practices in Armenia?

4. Which additional screenings are performed among CWD in Armenia?

Educational/developmental needs

5. How is the situation with developmental-pediatric services for CWD in Armenia? Are
those supported by the government? What are the barriers that prevent and/or
facilitating factors to the access and utilization of developmental-pediatric services in
your opinion?

6. How do you perceive the situation with inclusive education for CWD available in
Armenia?

Suggestions
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7. What changes do you perceive are necessary for enhancing the healthcare and social
services provided to CWD and their families?
8. Would you like to add any topic or issue, other than discussed, that is important in
your opinion?
Thank you very much for your time and contribution, which we highly appreciate!

64



Appendix 12

npugjwé hupguqpniygh mnkgnyg
(Unnnowyywhnipjut twpupupnipijut twutwgbnh hudwp)
Uduwphy

dud

Ty
Fupl 2kq: Lwifu b winwg, phnphwiluynipnil quyn: hwdwp: Pu wbni bl F Upihhbak: Cu
dwljupnyd Ed b hwdwwnbgniypyudp unynpnid bd Zuywuwnwbh wdbphljub
hwduyuupubh Zubpughl wenpowwwhnipyul pwlniynkwnnid: Ujdd Jkap
hbwnwgnuinipinii Eip ppulwinuginid, nph byunwla F puguhuynky thwniih
hwdwpnnwihony (22) Epkpuubbph Quphpbbpn b Gpubg dwnnigyng
Swinuynipiniiikph pugpnynidibpn, uwyu wuwwpbgnid wnlw hhdinulwi pbnhpiabpp
I dwnwhngniniabbpp nmuppkp nkuwblnibdakphg: nip hpuhpyws kp

dwubmlglint uyu hknwgnuinipjuin, npykugh [hubp 2kp Unuinkgnidabpp 22
bpkhnublph pnioghniprui b hulnnnipyub Jepwpbpjuy: 2Ep walbns
wunnwupnubiibpn Joqakl ukq Jkp hwaly gnynipinil nibkgny jlinphpbbpi ni
Juphplhlpp, ppubny huly bywuwnbing uyu hwwnnt judph Enkhiubbphl dunnnigyng
Swinuynipiniibbkph qupquguuil wywquynid: Bu junwowpfbd pldwikn, b
Jubgpid wpunwhuyinly 26p updhpp gpuibl Jkpupkpay: Ulp hupgugpnygp junlp
Unwn 30 pnwk: Bpl pkd skp, bu jduylnugpbd Ukp hwpgugnnijgn, npwkugh ns uh
Juplnp hapnpdughw pug spnnbbiap: Cyu VB whqud [jgublwbiuyh ok, np uyu
hwipguignnijgh plpwgpnid 2kp huynbws nno hapnplughwi pihuwn qununih Ejpbbne:
Ujdd, ubgpnid Eu, uljukip:

Fdolmlml pinphppunmy/nipiniiap b wnknkluguénipiniip

1. Upmynp wbkgu’y bp Zujuunwind 2 pkuwbtph Jepupbppug
Jp&uugpuiljui vfjuyikph weljunipyub twuhb: Cun kg, n'1 whnp &
wuwwnwupwbwwnnt (huh tdwbt Jhdujugpuljut ndjujubph hwdupdwi b
Ybpnidnipjut hwdwnp:

2. U.pr}]nnp gnnipjnilt nith 2 tpkuwttph Sunnutphtt wpwetwyhtt pdojujute
hunphppunynipinit mpudwnpbint nintgnyg (hnhnipjub pupwugpnid b
hEwnsttunu sppwtinid): n”q E yuunwupiwtwnnt 2 tpkluwttpht
ghubnhjujut hbnwgnuinmput b pdojuljuti-ghubnhjuljui
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hunphppuwnynipjut ninkgptnt hwdwnp:
Unnpowwyywhwljwb Swunuynipinibbbpmu wnlju phpnipinibbbp/pugpnnnidibn

3. B’y Guubp 2 bpkuwmbkph pdojuljwt hulnnnipjub nt priduwi mnkgnygubkph
U wy) hubnpuwghwyh wnpnipbiiph hwuwikjhmpjui dwuhb: bus
hudnpdughuyh wnpnipubp fud ninkgnygtp tu tkpuynidu Yhpunynud 22
tpkjuwutnh pdoujutt huljnnnipjut hwdwn:

4. Py ;pugnighs uljphhiquhtt hknugnunmpymbtbp kb junwpdnd 32
tpbjuwtbph hwdwp Zujuwunwimd:

Uppwlwb b paphwinip qupqugdwh juphpabpp

5. b’y Juubp qupquguiwi dwiljupnydh Swnuynipinibiiph Ykpuphppug
Zwjmuinmbnid: Nppubin’y ku npuibip hwuwbkih: Upyn’p wyy
dwnwynipjnibttpp vnwind Eu ywhknwljut wowlgnipnit (htwuwynpynid
kb whnnippub Ynnuhg): Qbp Gupshpnd, h st E byuunnd jud, huljunulyp,
hunspunnunnid wyny Swnwynipniuttph hwuwtbjhnipjuit nt fwwnskihnipjubp:

6. Pty Juubp Zujwunwinid 32 kpkumttph hudwp twpwnbufws ikpunului
Uppnipjwl JEpupbpyu:

Unwowplikn

7. Qtp yuunlbpugdudp, h’us uplnp hotnjumpynibibp Ba wihpudbon dwmbh
hwdwhinwtthony tpkluwtbpht b tputg puitnnwihputphtt dwnnigynn
wnnnowywhwlju b unghwjwljwb swnwnipniuubph pupbjuddwt hwdwnp:

8. Uguiljwiw p unkjugity wy) dnpkp ud hupgkp, npnip Juplnp bp
hwdwpnud, vwljuy sputimplytghti Ukp qpniygh ppugpnid:

Clnphwljuympni i 2kp dwdwinulh b Juwubwlgnippul hudwp, npp JEip punn Eip

Juipbnpnid:
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Appendix 13

Sociodemographic questionnaires for study participants

Healthcare providers

1. Age (years)

2. Gender:

[11. Male [J2. Female

3. Specialization:

[1 1. Primary healthcare pediatrician
[1 2. Neonatologist

[1 3. Developmental pediatrician

(1 4. Other

4. How many years of clinical practice do you have?

5. During last 5 years did you receive any training/educational course about health
supervision for children with disabilities, including CWD?

[11. Yes

[12. No
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Sociodemographic questionnaires for study participants

Mothers/primary caregivers of CWD

1. How old is your child with DS? years __ months
Please, respond the questions below concerning your:

2. Age (completed years)

3. Marital status:

[71. Married

[72. Single

[73. Divorced

L/4. Widowed

4. Education:

[71. School/lower

[72. Undergraduate

[73. Graduate/higher

5. How would you rate your family’s socioeconomic status:

[71. Low
[72. Middle
[73. High

Sociodemographic questionnaires for study participants

Key informants (field experts)

Please, fill in Your:

1. Age (completed years)
2. Gender:

[71. Male [72. Female

3. Specialty:
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4. Years of experience in the current field: years
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Appendix 14

dnnnyppugpulju hmpguptpphy dwubulgh hudwp

Lniduppuunnnnbbp
Lpwgnkp, jubnpbd, 2kp.
1. Swphpp (pugpws wwphubkpp) _____ wwph
2. Utnp
L7 1. Upwlwi [72 bqului

3. Uwubimghwunipjniip.
L7 1. Unwoluyhl onulh dwblupnyd

[72 Uknbunnning
[7 3. Qupqugdwi dwublwupnyd

L74. Uy

4. Uolumnwupwyhtt thnpdp nfju) dwutwghwunnipjudp. wnuph
5. dbpoht 5 mwpyu phpugpmy vwuulgh bp F2-m] kpkluwbbph Yud,
punhwipuuybu, hwodwinuim pjudp Epkuwbkph wennowwuwhwjut
luttwdph yEpwpkpjuy Yppuljui jud JEpuyuwnpuundwub Spuqptph:
[7]1 Ujn
[72 (1

dnnnpnugpujui hwpgupbpehl duubwlgh hudwp
Uuypkp juwd hpdbwlwb pburdnnbbp

1. Lwih” nupklwh E Funih hodwpnwithyn] 2bp bpkjuwb.
_wwuph  unlhu
Lpwgnkp, jubinpbu, 2kp.

2. Swpppp (nugpwd wwphubpp)__ wwp)
3. Udnmutwlwb jupgquyhdwyp.

L] 1. Udniubwgud

[T 2 udnmulnugué
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L7 3. Udniubiugnidyud
L74. Ujph

4. Uppnipjniup.

L7 1. Upotmuljupg (pupng) jud wuluwu
[72 Uhohl vmubmghnwlwi jud puluyuph wunmhdul
L7 3. FPupdpugnyl jud hnghundughl

5. busyk u §ghwhunnkhp 2kp plunwithph Yriuwdwlupgulp.

L[71. Uhohlihg gudp
[72 Uhohl

L7 3. Uhghlihg pupdp

dnnnyppugqpuljut hwpguptpphy dwubwlgh hwudwp
Zhutwlwl nbknEhwwnn bkp (thopdwgbwnbkn)

Lpugnkp, julippk, 2kp.

1. Swipppp (jpugpwsé wwphubpp). wnuph
2. Uktnp.

L7 1. Upwlub [J2 bgqulub

3. Umutwghunnmpjniup

4. Ugjnwrnwipuyhti thnpdp ndju phwquyunnid. wnuph

71



Appendix 15

American University Of Armenia
Turpanjian School of Public Health
Institutional Review Board # 1
Oral Consent Form

(Pediatricians, Neonatologists, Developmental Pediatricians, Experts from the Ministry of
Health and Ministry of Social Affairs and Labour of Armenia)

Hello, my name is Arpine. | am a pediatrician and a second year master student in the
Turpanjian School of Public Health at the American University of Armenia. As a part of my
thesis project we are conducting a study, which aims to explore the needs and gaps in healthcare
provided to children with Down syndrome. You are invited to participate in this study as you are
a professional who have experience of providing care to children with Down syndrome. You are
one of 10 professionals who were selected based on the fact of having children with Down
syndrome under their supervision. The discussion will take about 30 minutes to 1 hour and will
include only this interview today. | want to inform you that participation in this study is
voluntary, without any consequences. It is your right to refuse to answer any question you will
not want to answer and even to stop the interview. | assure the confidentiality of the information
provided by you. All study data will be locked in a secure location, on a password protected
computer and your name will not be attached to the data, until destroyed by me. With your
permission, | will use an audio recording to ensure that we will not miss any information that you
will share with us. Please remember that it is within your right to ask to turn off the recorder at
any time during the interview, whenever you find it necessary. My notes and recording will be
stored without any information that can identify you. Audio tapes will be transcribed by me and
then the audio tape will be destroyed at the end of the data analysis process. At the conclusion
of this study, the findings may be published. There will be a thesis of this project held on line at
the AUA website. Statements which you have made may be included in publications and in the
thesis. However, in any publication and in the thesis, your name and identifying information will
not be used so that your confidentiality will be protected.

While you may not directly benefit from this research, your participation may contribute to the
improvement of healthcare and social services provided to children with Down syndrome.

Before we will proceed, do you have any other question about your participation? If you have
any questions regarding this study, contact the Principle Investigator Dr. Anahit Demirchyan,
Gerald and Patricia Turpanjian School of Public Health, American University of Armenia 060 61
25 62. If you feel you have not been treated fairly or think joining the study has hurt you should
contact Varduhi Hayrumyan, the Human Protections Administrator of the American University
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of Armenia 060 61 25 61.

Do you agree to participate? Can | turn on the recorder? If NO, | will take notes if you do not
mind. Can we start?
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Appendix 16

Zuywunwith Udkphjjut Zudwjuupub
Ppuywudtwt Zuiipwiht Unnpowywhnipjut pudht
Ghwnwhbunwgnunuljub Gphiuyh phy 1 hwhduwdnnnyg
Ppwuqty hwdwdwyunmpju dh

(Uwtjwpnydukph, tkintwwnninqukph, qupqugiwt dwuwpnydutph,
wnnnowwwhnipjut twjpwpupnipui b wojuwnwiph nt unghwjwljuh
hwipgbpny twjuwpupnipymi wojuwwnuhgubph hwdwp)

Punl 2kq, tu Upthhukb Bd. Gu dwbljuwpnyd G b, hwdwnbnnipyut jupgny,
Zujuwunnwith wdkphljjut hwdwjuwpwih Ephwidbwt Zutpugh
Unnnowwwhnipjut pudtih wwpunwluw Ynipuh ntuwbing: Uydd hd wmjupunujut
phgh opowtiwljubpnid Uktip hpwlwbwgunid kup hbnnwgnunnipnil, nph tyuwwnwlj £
quwhwnt] Zujuunwinid tuntuh hwdwhitnwthpny Epkjpwttphtt dwnnigynn
dwnwynipjnibttph njnpuinid wnljw pugpnnnidubpt nt juphpubpp: dnp ki tp 10-
15 pdholutphg, b hpwyhpws tp dwubwlglint wyu hbnnugnuunipjutp, putth np niukp
Twniuh hwdwhinnwithony Epkjuwtbpht sSwpwynipniiutp npudwnpbnt jud nputp
Juquuljipybknt thnpd: Qtp dwutwljgnipintt wju hblnwgnunnipjutp
vwhdwtwthwljynid £ wyu dhwly hwpguqpnygny, npp funlth Unwn 30 pnykhg 1 dwd:
Zupguiqpnygp tkpunbkint £ hupgbp QEp thnpdh, 2 ipkjowtbpht nignus
dwnwynipiniubph b npubg pupbjuyddwt bp nbuwljbnubph dwuhte: Qtp
dwutiuljgnipjniit wyu htnnwgnuunipjutp judwynnp b Inip wupuwuwynp stp
dwutiulgly, tpt skp guujuunid: Gph hwdwdwjul) tp dwutwljgl) hbnnugnunipjutp,
puyg hupguqpnygh ptipugpnud dnwhnpuby kp, jupnn kp guljugws ywhh
hpwdwpyb] twuljugnipiniithg wpwig nplit puguuwlub hknbwbpitph: Bu
Epuwouwynpnud bd QEp hunnpnws nknklnipniutubph qununithnipniop:
ZEnmwgnuinipjut pupwugpnid dknp pipdws nne nknkinipnitubpp juyywhybu
dwsljugpny wuworwnmwuwiwsd hwdwljupgsnid, b Qtp wuntup sh Ygyh dkp hwnnpnws
wnbnbklnipnitikpht: Zupguqpnygp qph urtyh, jud, Ep poyjuynipjubt nhypnd,
Yawjuwgpyh nplk juplnp hipnplughw pug spnnubint tupwnwlny: Swiljwind b
nbnklugiky, np 2p hpunniiph £ hwpguqpnygh guiljugws wwhhin wuhwbely
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wliguiint) dwjtiwgphyp: Qujwugpnipyniup gpuynp Yepyny jupdwbwgpyh pd Ynndhg,
uwjuytt ndjujubinh yEpnidnipjnithg hkwnn pnjnp dwjttwgpnipnitutpp Ynsusmgyt:
ZEknwgnuinipiniit wdthnihbinig htinnn punhwipugywsé wpyniupubpp fubpuyugdtu
hu phqnud, npp Junknuljwylh wngug ZUZ fuypnid: ZEnwgninnipjub wpnnipbpp
Jupnn ki bwb hpwwnwpwlyb): Ep Ynndhg wpygws npnowlhh wpunwhwjnnipniuibp
Jupnn ki ntn quntk] ptqh b hpunwpwlnipjut ke, uwljuyt npup Yihukh

wmbwni:

Uju htlnwgnunipjutip dwubtmljgnipjutt wpngniupnid nip skp niubiw nplk
wudhpwlju owh, vwljuyts, Ep dwubwlgnipjniip upng L byguunt] Zujuunwinid
Twintuh hwdwhinwthony Epkjpwtbphtt dwnnigynn unghwjulju b
wnnnowywhwljuwb Swnwnipnibtbph qupgquglwt nt pupbjuydwp:

Uhlish hwpguqpnygp uljubyp, nignid bl &ointy ju't wpnynp hwupghp' juuggws
hEwnwgnunipjut hkwn: Gpt wyju hwiguqpniyghg hkwnn nitkuwp hbnwgnunipjut hkn
Juwywé nplk hupg, upnn Ep juy hwuwnwnt) hbnwgnuuljut phuh nEjudup
Ubwhhwn Mdhpdyuuh htin® 060 61 25 62 htinwjunuwhwdwpny: Gphk Juwnwskp, np Qkq
htwn £how skt Jupyt) jud hwipguqpnygh pupwugpnid nplt YEpy Jhpwynpk; Bu Qtqg,
Jupnn kp ghul) Zujuwunwih wdkphljjut hwdwjuwpwih ghnwuut kphljuygh
hwidtwdnynyh hudwwpgnn Twpynihh Zugpnidjuihi’ 060 61 25 61
htnwunuwhwdwpny:

Amp hudwdw ji bp dwubulgh) hwpguqpnught: Gph wyn, Jwpn'n Gup uljuby: dnp
hwiwdw ji kp, np hwiguqpnygp dwjiugpidh: Gph U8NA, ku Yuhugibd Aujugphsp,
huly tpk ns gph Junbbd 2bp yuinwupwtbpp: Gph dmp nhd skp, uljubip:
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Appendix 17

American University Of Armenia
Institutional Review Board # 1
Turpanjian School of Public Health
Oral Consent Form
(Mothers/primary caregivers)

Hello, my name is Arpine. | am a pediatrician and a second year master student in the
Turpanjian School of Public Health at the American University of Armenia. As a part of my
thesis project we are conducting a study, which aims to explore the needs and gaps in healthcare
provided to children with Down syndrome (CWD). You are invited to participate in this study as
you are experiencing parenting a child with a specific health condition. You are one of 10
parents who were recruited from either PHCs or from NGOs (“Sun children” NGO, Arbes MC).
The discussion will take approximately 30 minutes and will include only this interview today. |
want to inform you that participation in this study is voluntary. Your participation or refusal for
participation will not have any consequences. Your participation or refusal will not have any
effects on the treatment that your children receive and/or will receive in the future. It is your
right to refuse to answer any question you will not want to answer and even to stop the interview.
| assure the confidentiality of the information provided by you. All study data will be locked in a
secure location, on a password protected computer and your name will not be attached to the
data, until destroyed by me. With your permission, | will use an audio recording to ensure that
we will not miss any information that you will share with us. Please remember that it is within
your right to ask to turn off the recorder at any time during the interview, whenever you find it
necessary. My notes and recording will be stored without any information that can identify you.
Audio tapes will be transcribed by me and then the audio tape will be destroyed at the end of the
data analysis process. At the conclusion of this study, the findings may be published. There
will be a thesis of this project held on line at the AUA website. Statements which you have
made may be included in publications and in the thesis. However, in any publication and in the
thesis, your name and identifying information will not be used so that your confidentiality will be
protected.

While you may not directly benefit from this research, your participation may contribute to the
improvement of healthcare and social services provided to CWD. When we will finish the
interview I will provide you contacts of NGOs, which you can use in case of seeking support.
As | am a pediatrician, by the end of the study I will provide a short medical counselling in case
if you have emerging questions regarding your child’s health.

Before we will proceed, do you have any other question about your participation? If you have
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any questions regarding this study contact the Principle Investigator Dr. Anahit Demirchyan,
Gerald and Patricia Turpanjian School of Public Health, American University of Armenia (060)
61 25 62. If you feel you have not been treated fairly or think joining the study has hurt you
should contact Varduhi Hayrumyan, the Human Protections Administrator of the American
University of Armenia (060) 61 25 61.

Do you agree to participate? Can | turn on the recorder? If NO, I will take notes if you do not
mind. Can we start?
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Appendix 18

Zuywunwith Udkphjjut Zudwjuupub
Ppuywudtwt Zuiipwiht Unnpowywhnipjut pudht
Ghwnwhbunwgnunuljub Gphiuyh phy 1 hwhduwdnnnyg

Ppwuqty hwdwdwyunmpju dh

(Ounnukph/hphdtwljwt pbuwdnnutph hwdwp)

Punl 2kq, tu Upthhukb Bd. Gu dwbljuwpnyd B b, hwdwnbnnipjut jupgny,
Zujuunwith wdkphljjut hwdwjuwpwuh Ephwtdbwt Zupught
Unnnowwwhnipjut pudtith wwpunwluw Ynipuh ntuwbng: Uydd hd wmjupunujut
phtgh opowtwljutipnid Uktp hpwljwbwgunid kup httnwgnunnipjnil, nph tyuwwnwlj £
quwhwnt] Zujuunwinid tuntuh hwdwhitnwthpny Epkjpwttphtt dfwnnigynn
dwnwynipiniutitph njnpunind wnljw pugpennnidutpt nt juphputpp: dnip hpudhpdws
tp dwutiwljgtint wju httnwgnuinipjutp, pwh np niubp hwwnnty juphputp nitikgnn
Epkjuwght jpwdbnt thopd: dnip Uk bp wy 10 $unnutphg, nud ndyujubpp
npudwnnpb] E Qupqugdwt hwywundw jpunhpukp niukgnn tpEuwttph hwpgtpnyg
qpunynn hwuwpujut juquulbpynipmniup (SUpk bpkuwtkp | 249, Upplu £Y9) Jud
wnihypuhyul, npuntn huljynd k Qbp Epbjuwt: QEp dwubwlgnipmniut wyu
hEwnwgnunipjuip vwhdwbwhwlynid £ dhuyt wyu hwpguqpniygny, npp julih dnn
30 pnuk: Zwpguqpnygp ubkpunkint E hwpgtp 26p thnpdh, 2 Epjuwttpht nundws
dwnwynipiniutinh b nputg pupbjuydwt bp nbuwltnutph dwuh: 2tp
dwubtiuljgnipiniit wyu hbnnwgnuunipjuip judwynnp k: Fnip qupunwynp skp
dwutiulgly, tpb skp guujuinid: Gph hwdwdwjut) p dwutwlgl] hbnnwgnunipjuinp,
puyg hwpguqpnigh phpugpmud dinuthnju]t) bp, jupnn bp gutljugus wuhh
hpwdupt) vwubljugmpjniihg wowig nplk hknbwipltph: 2p Epkuwgh vnwugusd
pnidoqunipinitp ubpjuynidu b hblnwuquynid sh minidh hbnnwgnunipjuup
dwutiulglint jud sdwutiuljgljnt hbnnbwupny: Bu tpushuiwynpnid Bd QEp ndjuitph
qunuuhnipjniip: Zknwgnunnipjut pupugpnid dknp pipwsd pnjnp
wnbnklnipniutbpp juyuwhybu swsljuqpny ywuwonwyutjws hwdwlwpgsnid, b Qtp
wtntup sh Ygyh wnfjujubpht: Zmpguqpnygp gph Jueudh, jud, 2Ep poyjunynipju
ntwpnid, Jawjiugpdh nplk juplinp hpdnplughw pug spanikint tuyuwnwlynd:
Sutljwunud EU mbnklwguk), np QEp hpwyniupt £ hwpguqpnigh gmiljugus yuhh
wwhwhek] whownnk) duyugphsp: Quyugpnipnibkpp gpuidnp Yhpuyny]
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Jupdwtwgpyku hd Ynnuhg, wytnithtinb dwjiwgpnipiniup Ynstswgyh mdyuukph
ytpnidnipjniihg htwnn: Zknwgnunipniutt wdthnthbinig hbinn wpnyniuputpp jupng
tu hpwunwpwldt: Uju hbnnwgnuunipjub plqp wnguig jubtnuljuydh 202 uypnid:
Qbp §nnuhg wpdws npnowljh wipnwhwynnipniutbp jupnn bu nkn qunitk) piqh b
hpuwwwpwldwt dke: Ujuntmdbuwjhy, npik hpuwwnwpwljdwi jud phqh dbe QLp
wintip Jud inyhwlwiwgynng nplk ndjuy sh oginugnpdfp wynughum]
wuwownyuwibkinyg tp nfjujubnh qunuthnipniup: Qbwywsé np hblnwgnunipyut
wpryniupnid Fnip skp nitkuw nplik wudhowljwt owh, 2Ep dwutiwlgnipiniup fupnn k
tywunt] Zujuunwinud twnittth hwdwpwnwihony Eptjuwtphtt dwnnigyng
unghwjulju b wpnnowwwhwljwb Swnwynipjniutinh qupqugdwu nu
pupbjuuwn: Zupguqpnygh wjwpunhg htnnn ku Qkq jupudwunpbd hwuwpujulut
Juquuljtpuynipniutbph nyyutkp, npnup Inip Jupnn bp oquuugnpsty
wowljgnipintt unwbwnt tywwnwlny: Lwih np ku dwtjwpnyd td, hwpguqpnigh
wyjwpuhg hitnn yuwnpwuwn bd npudwnpt] QEq hwjhpd nphppwwnynipeinit 2Ep
tpkuwgh wenngwljwt painhplitiph JEpwpkpyug:

Uhlish hwpgugpnygp uljubyp, nignid bl £ointy Ju't, wpnynp, hupghp Juuypjws
hEwnwgnunipjut hkwn: Gpt wyju hwiguqpniyghg hkwnn nitkuwp hbnwgnunipjut hkn
Juwwywé npuk hupg, upnn Ep juy hwunwwnt] hblnwgnunuljub phuh nEjudwunp
Ulwhhin Malhp&uith htin 060 612562 hknwinuwhuniwpny: Gph funwskp, np kq
htwn £hown skt Jupyt) ud nplk YEpy Jhpwynpl) Bu 2kq hwpguwqpniygh pupwugpnid,
Jupnn Ep ghul) Zujuwunwih wdkphljjut hwdwjuwpwih ghnwuut Ephljuygh
hwdiudnynih hwdwljwpgnny Twpgnihh Zugponudjuih’ 060 61 25 61
htnwunuwhwdwpny:

Amp hudwdw ji bp dwubwlgh) hwpguqpnughti: Gpk wyn, Jupn'n kup uljuby: dmp
hwiwdw ji kp, np hwiguqpnygp dwjiugpidh: Gpk U8NA, ku Yuhwugibd Aujugphsp,
huly kpk ns qph Junbbd 2bp yunwupwiibpp: Gph dmp gk skp, uljubip:
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