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ABSTRACT

According to WHO, Pediatric Palliative Care (PPC) is an active and total approach,
embracing physical, psychological, social and spiritual elements of children care. Palliative care
is appropriate for children with a wide range of conditions even when cure remains a distinct
possibility.

As soon as a child has been diagnosed with cancer, palliative care becomes an essential
part of cancer control. Although cancer in children is rare, it is the leading cause of disease-
related death among children and adolescents in the United States, with the annual incidence rate
of 186.6 per 1 million children ages 0-19. In Armenia, the incidence of all types of cancer among
children 0-14 years old was 9 per 100,000 population, while among adolescents 15-17 years old
it was 11.8 per 100,000 population in 2013. No focused investigation of the pediatric palliative
care has been conducted in Armenia and little is known about the needs of pediatric cancer
patients and their parents.

The aim of the current study was to assess the pediatric palliative needs of adolescents
with cancer and their parents. The student investigator conducted seventeen in-depth interviews
among adolescents (10-19 years old) diagnosed with all types and stages of cancer and their
parents, using a semi-structured interview guide. The interviews were conducted in
The National Center of Oncology, The Hematology Center, and “Muratsan” University Hospital,
as well as at participants’ homes. Directed content analysis was used to analyze the data.

The important challenges that were experienced by the participants throughout the treatment
included financial burden of the treatment, the unavailability of certain drugs for chemotherapy

treatment, inadequate hospital conditions, absence of individual psychological counseling for



both adolescents and parents, as well as not having opportunities for adolescents to continue their
education while receiving the treatment in the hospitals.
The findings of this study will help to direct greater attention to the needs of adolescents

with cancer in Armenia and their parents.
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INTRODUCTION

Pediatric palliative care: definition and magnitude

The Latin word “palliate” means “conceal or alleviate symptoms without curing”.*

According to the World Health Organization (WHO) Pediatric Palliative Care (PPC) is an active
and total approach, embracing physical, psychological, social and spiritual elements of children
care.> The National Consensus Project for Quality Palliative Care (USA) expands the scope of
palliative care provided by WHO and includes several other domains of care; structure and
process of care, cultural aspects of care, care of the patients at the end of the life, and ethical and
legal aspects of care.® Palliative care focuses on the improvement of quality of life for the child
and support for the family, through early identification and impeccable management of
distressing symptoms.?

Palliative care is appropriate for children with a wide range of conditions even when
cure remains a distinct possibility. According to the European Association of Palliative Care
(EAPC) life-limiting and life-threatening diseases are eligible for palliative care.*

Life-limiting illness is defined as a condition where premature death is usual (for
example, Duchene muscular dystrophy).* Life-threatening illness is one where there is a high
probability of premature death due to severe illness, but there is also a chance of long-term
survival to adulthood (for example, children receiving cancer treatment).’

Four different categories of childhood diseases have been identified by the Association
for Children with Life-threating or Terminal Conditions and the Royal College of Pediatrics and

Child Health:



1. Life-threatening conditions for which curative treatment may be feasible but can fail,
where palliative care is provided together with attempts at curative treatment (cancer, irreversible
organ failure);

2. Diseases which are life-threatening at an early age, where appropriate treatment may
prolong life and provide an adequate quality of life (cystic fibrosis);

3. Progressive conditions without curative treatment options, where treatment is
exclusively palliative (some chromosomal diseases, muscular dystrophy, rare metabolic
diseases);

4. Non-progressive, irreversible conditions, with complex healthcare needs, that give rise
to many complications and premature death (severe cerebral palsy, brain or spinal cord injuries
due to trauma or infection).*

Annually, approximately 53,000 infants and children die and 500,000 children cope with
life-threatening conditions in the United States.>®

Although cancer in children is rare, it is the leading cause of disease-related death among
children and adolescents (ages 1 to 19 years) in the United States.’

According to the statistics provided by the American Cancer Society in 2014
approximately 15,780 new cases of cancer will be diagnosed and 1,960 deaths from cancer will
occur among children and adolescents ages 0-19 years in the United States.” Annual incidence
rate of cancer in children and adolescents is 186.6 per 1 million children ages 0-19.” Several
studies indicate that majority of children with complex chronic conditions (including
malignancy) (87%) were in an intensive care settings (ICU) at the time of death. Most deaths
occurred in the pediatric critical care unit (56%), followed by the neonatal intensive care unit

(31%).5 In the UK, children who are receiving potentially curative treatment are more likely



to die in hospital (where they will receive intensive care), meanwhile children who are receiving
palliative treatment are more likely to die at home or in a hospice.*

According to the data summarized by American Cancer Society, most common types of
cancers that occur during childhood and adolescence are acute lymphoblastic leukemia, brain
and central nervous system (CNS) tumors, neuroblastoma, lymphoma (Hodgkin lymphoma and
Non- Hodgkin lymphoma), nephroblastoma, embryonic tumors, sarcomas of bone and soft
tissue, retinoblastoma.’

According to World Health Organization (WHO) as soon as a child has been diagnosed
with cancer, palliative care becomes an essential part of cancer control.

Although pediatric and adult palliative care (PC) share common features, pediatric
patients have very unique needs and they cannot be considered as merely “little adults”.** There
are numerous peculiarities to consider, including the limited number of pediatric cases of
chronic/terminal disease, variable types of disease and their duration, specificity and complexity
of services required, the role of family, emotional involvement of family members and
healthcare providers, developmental factors that influence the child’s understanding of illness
and death, as well as their ability to communicate and participate in decision-making, and the
ethical and legal issues.***

Pediatric patients should receive concurrent palliation and disease-directed therapy, as
well as they require age- appropriate medication dosing due to physiological and psychological

differences.2

Fundamental elements of pediatric palliative care

Physical domain is considered as cornerstone of providing pediatric palliative care for

oncology patients and includes pain and symptoms management.** Bereaved parents have



reported that fatigue, pain, dyspnea, nausea, and poor appetite were the most common physical
symptoms experienced during their child’s last days of life.*>™*8

Research suggests that adolescents (10-18 years of age) with cancer have reported fatigue
severity scores in the moderate to severe/very severe range over the course of chemotherapy.™
Despite the fact that fatigue is most frequently reported symptom and has been associated with
increased anxiety, sadness, and fear at the end of life, it remains one of underreported and
undertreated symptoms in pediatric oncology patients.***’

Pain is one of the most studied, though not the best controlled symptoms in cancer. Pain
in cancer could be caused by the disease, treatment and medical procedures.?® Pain management
for a child with a life-threatening condition should be conducted not just at the end of life, but
throughout the course of illness, which may run years after the initial diagnosis.?* According to
parental reports, 89% of children who had died of cancer, experienced substantial suffering from
at least one symptom, most commonly fatigue, pain, or dyspnea. Less than 30% of parents
reported that the treatment of pain was successful, and only 10% reported that nausea and
vomiting or constipation was controlled.*’

Chemotherapy- induced nausea and vomiting is another distressing symptom experienced

14,21,22

by children and adolescents. Nausea and vomiting often depend on chemotherapy agents

used.*

Psychological domain includes the child and family members’ fears and concerns related
to the disease, coping mechanisms, and their overall perception of life and death.***
Psychological symptoms reported by adolescents facing cancer are depression, sadness, anxiety,

nervousness, worry, guilt, loneliness, and fear.>'*** Studies indicate that parents of both newly

diagnosed children and children who are in the different stages of the treatment experience



increased emotional distress (anxiety, depression), as well as insomnia or somatic and social
dysfunctioning.??°Research shows that in various phases of their child’s disease 34 % of
mothers were diagnosed with psychiatric disorder.?

Social domain includes adolescents’ interaction with/or isolation from others. Social
support is an important element for children with life-threatening conditions and may emerge via
social networks.** Social interactions between teens with cancer, giving and receiving
inspiration from each other, give an opportunity to act as a normal teenager. On the other hand
support from healthy friends is often limited.™ In several studies parents of pediatric oncology
patients reported that support from family members, friends and other parents was the most
helpful for them.}"?® Most parents also report that they receive support from either family or
friends for the siblings of children with cancer.!’

Spirituality in PPC is described in a broader sense than religion, being related to issues
such as the meaning and purpose of life, how sick children understand the meaning of life, death,
and includes concerns such as unconditional love, forgiveness, hope, safety, security and
legacy.**%°

Structure and processes of care occur across the health care spectrum. In order to

provide high quality palliative care, interdisciplinary team is required, which includes palliative
care professionals with the appropriate patient-population-specific education and experience
(physicians, nurses, social workers, nutritionists, respiratory therapists, pharmacists,
psychologists, chaplain, speech and language pathologist, etc.).”” The structure and processes of
care ensure delivery of palliative care in a safe physical environment that meets the needs of

patients and family with respect for their values, preferences, and wishes.*?’



Cultural aspects of care require that across the care continuum, palliative care teams meet

the needs of the patients and their family members in a culturally sensitive manner.® Cultural
aspects of care accentuate "culture and linguistic competences” that refer to the palliative care

teams to respond respectfully and effectively to “"people of all cultures, and national origins;
socioeconomic status; sexual orientation; spiritual, religious, and political beliefs and affiliation;
" 3

physical, psychiatric, and cognitive ability, including health and financial literacy".

Care of the patient at the end of life Sign and symptoms of impending death should be

recognized and documented appropriately. End-of-life concerns, fears, hopes, and expectations
should be discussed openly and honestly with patients and family members. Ideally, sensitive
communication is done around autopsy and organ donation decision making before the time of
death as appropriate. Post death care should be delivered in a respectful manner based on
patient-family preferences.’

Ethical and legal aspects of care emphasize the importance of provision of palliative care

in accordance with professional, state, and federal laws, as well as in accordance with regulations
and accepted standards of care. In the care of pediatric oncology patients’ ethical and legal
aspects of care included child’s views and references for medical care. When the child’s wishes
are different from those of parents, professional staff members should be available to assist both

the child and the family.?

Pediatric palliative care needs assessment

It is widely recognized that pediatric palliative care (PPC) services that offer integrated
care for children and adolescents with life-limiting/life threatening iliness have improved their
survival and quality of life. PPC service provision varies depend in different parts of the world.

A systematic review of PPC provision across many countries has been undertaken in 2011.%



The results have shown that 65.6% of countries did not have pediatric hospice-palliative care
services, 18.8% had recognized capacity building activities, 9.9% countries provided localized
services, and 5.7% had integrated pediatric palliative care with mainstream service providers.?

There have been several studies that investigated the needs of pediatric patients, their
caregivers, and healthcare professionals who are delivering the care. These studies highlighted
the importance of conducting a comprehensive audit of existing services available to children
with palliative care needs, as well as current and anticipated palliative care needs of children
with life-limiting/threatening conditions over the course of their illness.?!

The results of a national pediatric palliative care needs assessment undertaken in Ireland
showed that adolescents who are diagnosed with life-limiting and life-threatening conditions are
in need for improved facilities when receiving treatment in hospital, they are in need for privacy,
interaction and communication with their own peer group, open communication with trusted
adults, other than parents, as well as engagement in collaborative decision-making with parents
and professionals.?®

Several studies have shown that parents were generally satisfied with the care provided
for their children, though they identify the following obstacles for adequate pediatric palliative
care; poor communication with health care professionals, poor physical conditions in some
hospital settings (e.g. no privacy or comfort, dirty toilets, dirty laundry and parents sleeping on a
fold-up bed or chair), as well as inappropriate ward conditions that are not always suitable for
adolescent care (reference). Parents also report that the follow-up psychological and bereavement

support for families is not always available through hospital structures.”



Situation in Armenia

The Republic of Armenia is a lower-middle income country with the population of
2,977,000.% According to the statistics provided by the National Institute of Health (NIH) the
incidence of all types of cancer among children 0-14 years old was 9 per 100,000 population,
while among adolescents 15-17 years old it was 11.8 per 100,000 population.*®

The establishment of the system of palliative care in Armenia as a separate domain of
care on a national level has started in 2009. In 2009 palliative care has been included in the list
of medical services in the Governmental Decree N 276-N dated 27.03.2008.

In the same year in close collaboration with the Pain Control and Palliative Care
Association (established in 2004) and the Ministry of Health (MoH), Open Society Foundations
of Armenia (OSF) conducted palliative care needs assessment for adults.** The aim of the
assessment was to develop the firm basis for national palliative care implementation. According
to the assessment up to 3,000 patients per day and approximately 18,000 patients per year are in
need of palliative care in Armenia. In order to provide home-based and inpatient care both for
urban and rural areas approximately 600 nurses, 120 physicians, and 300 other clinical support
staff would be required.** The assessment highlighted several aspects of palliative care that
should be addressed by future interventions in this area. Lack of policy guidance from Armenian
Government was identified as the main obstacle to national palliative care development and
implementation.

Pain control in palliative patients has been mentioned among the most challenging
aspects of the current system. The Government Resolution of 2001, approving prescription
forms and the Minister of Health Decree on prescribing rules of 2002, allow a prescription for

opioids to be valid for 20 days from the day it is written; however, the Law on “Narcotic Drugs



and Psychotropic Substances” of 2002 allows a prescription for opioids to be valid for 10 days
from the day it is written. Meanwhile, the only pharmaceutical company that imports opioids
into Armenia follows a practice of providing opioids only if the prescription is written on the
same day. Prescriptions mostly provide opioids for 2-3 days need. The practice of only filling an
opioid prescription for 3 days leads to considerable frustration. Patients who are able to get a
prescription from their local outpatient polyclinic have a hard time getting more than a 3-day
supply of medication in injectable ampoule form and at limited dosage. Also it is required that
patients return used ampoules before more could be obtained. Some patients require large doses
of opioids to achieve pain control and they have to take these medications around the clock.
There is no effective limit on the dosage that can be taken.

In addition most physicians are not able to prescribe opioids. Although there is no
regulation restricting the right of physicians to prescribe opioids, prescriptions are done only by
local outpatient polyclinic oncologists. The Government included opioids for cancer patients in
the list of medicines to be purchased centrally, thus medications are only available through this
system. Patients in rural areas have difficulty in obtaining opioids. In rural areas there are
absences of drugstores that have permission to supply narcotics, and patients have to visit
Yerevan or regional centers to get a three-day supply of drugs.

The findings of assessment indicated that a number of institutions are interested in
providing palliative care education to health care professionals. Despite its obvious importance
there is no palliative care residency or fellowship programs leading to specialization for
Armenian healthcare professionals. Two main policy documents endorsed by the government
served as a legal ground for this initiative. In 2012 the Government of Armenia approved the

“Concept of Palliative Care in Armenia” (08.09.2012 protocol number 32) and in 2014



Government registered two subspecialties: pain management and palliative care (04.09.2014
protocol number 952-N).

Based on the needs assessment the document on the National Standards for Palliative
Care implementation has been drafted and is expected to be approved by the Government of
Republic of Armenia by 2016.

Although efforts have been made to assess the palliative care needs of adults, no focused
investigation of the pediatric palliative care has been conducted in Armenia to date. In order to
address this gap, we conducted the assessment of the needs of adolescents with cancer and their
parents. The findings of this assessment will add the perspectives of adolescents and their
parents to our knowledge about pediatric palliative care in Armenia and will help to improve the
services provided to them in Armenia.

The study addressed the following research questions:

1. What are the palliative care experiences of adolescents diagnosed with childhood cancer

and their parents/caregivers?

2. What are the palliative care needs of adolescents diagnosed with childhood cancer and

their parents/caregivers?
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METHODOLOGY

Study design

To address the research questions a qualitative study with semi-structured in-depth
interviews was conducted. The study employed directed content analysis. The student
investigater used case-based sampling to recruit adolescents living with cancer and their parents

in the study.

Study population
Two groups of participants were invloved in the study:

» Adolescents (10-19 years old) diagnosed with all types and stages of cancer.

» Parents and /or legal guardians of adolescents diagnosed with childhood cancer.

The age range of participants was chosen based on WHO definition of adolescents. WHO
defines an adolescent as any individual between ages 10 and 19. *>3°

Adolescents have been registered and receiving treatment at one of the three Hospitals
(The National Center of Oncology, The Hematology Center, and “Muratsan” University
Hospital) where pediatric cancer care is provided in Armenia. Parents and /or legal guardians of
those adolescents with available contact information, willingness to participate, fluency in
Armenian or Russian and residents of Armenia have also been interviewed in the scope of this
study.
Data sources

Data were collected through semi-structured in-depth interviews. Additional data including
diagnosis, age at diagnosis, length of treatment, and required medical treatment we collected

from the medical records of pediatric patients.
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Participants’ recruitment and Data collection

The heads of oncological departments gave permission to conduct the study in the premises
of hospital wards. The student investigator approached those physicians who provide treatment
to pediatric patients. Afterwards, physicians who treated adolescents diagnosed with childhood
cancer provided the contact information of their parents/caregivers. Physicians introduced the
purpose of the study to the parents/caregivers and obtained their preliminary agreement to
participate in the study. The student investigator contacted them and obtained their permission
to participate in the study, and the permission to interview their children. Taking into account
the vulnerability of pediatric patients, additional permission was obtained from the treating
physician to assure that there were no contraindications to approaching children (e.g. weakened
immune system). Afterwards, student investigator approached adolescents and explained the

aim of the study, as well as study-related procedures in the presence of their parents.

Study instrument

In-depth interviews were conducted using two semi-structured interview guides (Appendices
1-5) which consisted of open-ended questions. The instrument was developed by the research
team based on the literature on fundamental domains of palliative care. The questions were
grouped into following domains.

1. Structure and processes of care (including hospital conditions)

2. Physical domain

3. Psychological domain

4. Social domain

5. Spiritual domain

12



Individual interviews were held with adolescents diagnosed with childhood cancer and their
parents at a time and place (hospital, home) convenient for them. The data collection stopped
after the saturation was achieved. After the interviews, parents and adolescents were offered one
session of free psychological counseling by the student investigator who has a master degree in
clinical psychology and 2 years of working experience with children living with cancer.

Data management

The student investigator transcribed all recordings and notes into Armenian. All participants
were assigned ID numbers. No personal identifiers (such as name of the patient, phone number,
address) were collected during study. Audio recordings were password protected and were
destroyed along with the paper data forms at the end of the study. Only student investigator and

advising team had access to the data.

Data analysis

The student investigator coded and categorized data according to palliative care domains by
WHO (physical, psychological, social and spiritual domains), and the domain of structure and
processes of care that was identified by the National Consensus Project for Quality Palliative
Care. The coding process included two cycles. During the first cycle all meaningful words
or/and sentences were highlighted and written in a separate column (Initial Coding).*” During
the second cycle of coding the student investigator grouped similarly coded data into categories.
Other themes that emerged during the analysis were carefully analyzed and labeled.*’

The rigor and trustworthiness of the study had been ensured through: 1) frequent

debriefing sessions with advising team in order to widen the vision of the student investigator, 2)

appropriate background, qualifications and experience of the investigator, as well as 3) helping

13



to ensure honesty in informants, by assuring each of the participant that they can refuse to
participate in the study at any moment.*®*°

Individual viewpoints and experiences were triangulated between the adolescents with
cancer and their parents. To sustain credibility, the student investigator interviewed adolescents
and parents from three different Oncology Hospitals in order to reduce the effect of particular
local factors peculiar to one hospital on the study findings. In order to address dependability or
reliability, the study included precise description of the research design and data collection
process.
Ethical considerations

Parents and /or legal guardians of adolescents with cancer gave thier written consent
before conducting interviews for their own and their children’s participation in the interview.
Participants were informed about potential stress that the interviews may cause, and specific
procedures in place to assure their comfort (e.g. psychological counseling). Student investigator
obtained assent from adolescents before proceeding to interviewing. Personal information
obtained during the study was used for the purposes of research only. The researcher made
audio-recordings only with permission of the participants. The quotes from participants included
in this study were de-identified. The Institutional Review Board of the American University of
Armenia reviewed and approved the study protocol.

RESULTS

Socio-demographic characteristics of participants
Nine mothers and eight adolescents diagnosed with different types of cancer participated

in the in-depth interviews. Overall, 17 in-depth interviews were conducted, with three of them

14



conducted at participants’ home and 14 in hospital settings. Psychological counseling followed
the interviews with 6 mothers and 3 adolescents, with mean session duration of 1 hour.

The mean age of mothers was 37, ranging from 32 to 40. All women identified
themselves as Armenian. The majority of mothers had only 10 years of school education, were
unemployed at the time of the study, had two or three children, were from marzes, and were
married. Most of the families were spending between 138,500 and 200,000 AMD (($288 -
$416.00) per month (Table 1).

Table 1. Socio-demographic and personal characteristics of mothers

Characteristics N
Residence

Yerevan 2
Marzes 7

Relationship with adolescents

Mother 9
Age, Mean (Range) 37 (32-40)

Marital status

Married 8
Widowed 1
Education

School 5
Professional technical education

University

Employment

Employed 1
Unemployed 8
Number of children

1-2 5
3 and more 4

Number of families registered in PAROS 6

Monthly expenditures, Mean (Range) 138,500-200,000 AMD
(51,000-301,000AMD)

15



Two female and six male adolescents participated in the study. The mean age of
adolescents with cancer was 15, ranging from 12 to 19. Oncology patients were recruited from
three Hospitals; the National Center of Oncology (1), the Hematology Center (5) and “Muratsan”
University Hospital (2). Four out of eight adolescents had been diagnosed with acute
lymphoblastic leukemia, two of them were diagnosed with Hodgkin's lymphoma, and two
adolescents had sarcomas. One adolescent who was diagnosed with acute lymphoblastic
leukemia had a speech disorder and was not able to participate in the interview. Only the mother
of this adolescent was interviewed. Six out of eight adolescents have not undergone a surgery,
had been diagnosed with cancer between 2013 and 2015, and were receiving chemotherapy at
the time of the study. Only two adolescents have been receiveing both chemotherapy and

radiation.

Structure and processes of care (including Hospital conditions)

Cost of the treatment/drugs

Although parents who participated in the study reported that the treatment of pediatric
oncology patients is free of charge in Armenia, almost all of them had to buy chemotherapy
drugs for their children. Parents who participated in the study mentioned that the price paid for
each course of treatment varied according to the drugs and the treatment scheme, from 200,000

AMD to 1,500,000AMD ((USD 420.00- 3,125) and more.

“There are drugs that are not available in hospital and we have to buy them. Basically we buy
drugs for the treatment. The drugs are very expensive, for the first courses of treatment we
bought “Natulan”, which is very expensive, approximately 300,000 AMD (USD 625.00)”.

P.,34
“We receive our treatment free of charge. There are some drugs that the hospital does not
provide, we buy them ourselves. Some drugs are very expensive. On the average we spend more
than 200,000 (USD 420.00) drams for the treatment per month, including fare and food. Whether
we will afford [the treatment] or not, we must cure her [the daughter]”.

16




P., 37
“For one course of treatment we pay 1,000,000 -1,500,000 AMD (USD 2,080- 3,125). The
amount depends on the drug “Neupogen”. If we need to inject 10 ampoules of “Neupogen”, this
is already 600,000 AMD (USD 1,250), plus other drugs”.

P., 40
“Treatment is free of charge. For this first course of treatment | have already bought drugs for
300,000 AMD (USD 625.00). I expect that the drugs will be much more expensive for the next
courses, plus food (natural juice, boiled meat, fresh fruits, etc.)”.

P., 39

Drugs' availability

Several parents mentioned that the drugs used for chemotherapy for their children were
mostly available in Armenia, while some of them reported that they had to find drugs abroad, as

prescribed drugs were not registered in Armenia.

“Sometimes we do not take the drugs that doctors prescribe, as they are from China, and we buy
the same drugs made in Europe. Once we paid $100 only for anti-nausea drug”.

P., 38
“My son needs Daunorubicin drug that is not available in Armenia. My son needs 9 ampoules
but I have only 5. The hospital cannot provide my son with this drug, as it is not registered in
Armenia, but if the treatment is based on this drug, | must find it...... In case | cannot find the
drug, I know a patient that can sell it to me. One ampoule costs 10,000 AMD (USD 20.00), |
need 4 ampoules.

P., 39

Several mothers complained that because some drugs are not available, their child may

not be able to receive the needed medication on time.

“Lack of medication is the main problem. Sometimes there is no medication in the hospital and
we should buy it. Moreover, sometimes we cannot find the needed medication in Yerevan and
we should order it from another country. Because of these difficulties my child may not receive
the needed medication on time”.

P., 37
“The main problems are lack of financial resources and lack of drugs. Sometimes it is very
difficult to get the drugs, sometimes | do not have enough money”.

P., 39
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Financial support received from others

Vast majority of parents who participated in the study noted that they received financial
support from “Grant Life” Armenian Charitable Foundation. According to parents they bought
the drugs that were not available in the hospital and gave the cheques to the Foundation for
compensation. One of the parents mentioned that she received drugs for her son from another

woman, whose grandson died because of cancer.

“It would be unaffordable for us to treat our child, but thanks God, “Grant Life” is next to us, and
they help us a lot. When we buy the drugs, we give them the cheques, and they compensate it.
Sometimes they delay the compensation, but eventually they pay. They compensated a large sum
of money, first time it was 380,000 AMD (USD 790.00), and the next time it was 600,000 AMD
(USD 1,250)".

P.,34
“We receive support from the Armenian Charitable Foundation “Grant Life”. We buy the drugs
and give them the cheques, and they reimburse the sum”.

P, 37
“We have debts; we borrow money from banks, from our relatives. There is a woman, her
grandson died because of this disease that is why she is trying to help others. She provided us
with 5-6 ampules of “Neupogen” several times. There is another woman, her son is cured now,
and she helps us financially as well”.

P., 40

Only three of the nine parents mentioned that they did not ask for support from

Foundation, as their family members supported them.

“We can receive the drugs mainly free of charge (if the drugs are available) but we prefer to buy
them on our own. We are very generous when it comes to drugs and the treatment of our son.
My husband took a credit from the bank”.

P., 38
“We pay for some drugs that are not available in the hospital. I do not receive any financial
support from charitable organizations; my parents help me a lot. I cannot say how much money
exactly we spent on the child's treatment, as my father covered all these expenses”.

P., 32
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Some of the mothers highlighted the importance of receiving financial support both for

their children treatment/drugs, and for other expenditures (food, fare).

“...Sometimes it is very difficult to get the drugs, sometimes | do not have enough money. A
financial support is also very important, not only money for drugs, but also for food and fare.”

P, 39
“I would like to receive money. | do not need any type of support. Only money”.

P.,40
“There are families that even do not have food for their children. We need financial resources”.

P, 39

Conditions of the patient rooms

Pediatric patients from two of the three Oncology/Hematology hospitals reported that
they were satisfied with the conditions in their patient rooms. The patients either had bathrooms
with hot water in their rooms or in the department. They had separate beds for adolescents and
supporters. The parents of those adolescents who received chemo treatment in the above

mentioned hospitals agreed with what adolescents described.

“I like my patient room, as it is warm and | have a bathroom inside the room. Here each patient
room has its own bathroom with hot water and a separate toilet. There are two separate beds for
me and my mom.”

A., 19
“l am satisfied with the patient room, it is warm, and there are all necessary amenities. Each
patient room has its own toilet and bathroom with hot water.”

P.,40

The adolescents who received their chemo treatment in another hospital reported that
they were not satisfied with the conditions in their patient rooms, as mostly they shared the bed
with their supporters, and did not have a separate bathroom. Moreover, pediatric patients from
this hospital emphasized that there was no bathroom in the department either. All parents of
those adolescents who received chemo treatment in this hospital confirmed their children’

opinions and described the conditions in patient rooms as “not comfortable”. Parents also
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highlighted that one of the major problems related to conditions was the complete absence of

bathrooms both in the patient rooms and in the department.

“l do not like my patient room, as the walls are wet. In the mornings when | wake up there is
water on the window sill, the patient room is narrow and small. It [patient room] is warm. We
share the room with another child and his mother. We do not have a TV set and refrigerator in
our room. My mom and I sleep on one bed; we do not have a toilet and a bathroom. For having a
bath we leave the hospital and visit our relatives in Nor Hachn.”

A., 13

“...Itis true we are in the hospital for about 40 days, and my son has not had a chance to take a
bath. There are hospitals that have a bathroom and toilets, but here we do not have such facilities
but God bless, let my child be healthy.”

P., 39

One adolescent and one parent from the same hospital who participated in this study

mentioned that they were indifferent towards the conditions of the patient room.

“I cannot like or dislike my patient room, as it is a point of treatment for me. | should receive my
treatment here, become cured and leave the patient room.....Conditions in a patient room are not
important, health is important.”

A. 17
“Currently I am not interested in my patient room. Obviously, conditions are not perfect, but it
does not bother me, as I am focused on my son’s treatment and recovery.”

P., 39

All adolescents from all hospitals were satisfied with the temperature and cleanliness in
the patient rooms. Mothers from all three hospitals mentioned that they clean their children’s
rooms, while the rest of the department is cleaned by janitors. Two mothers from the same
hospital highlighted that they brought additional means from home in order to clean their

children’s rooms.

“It [patient room] is clean. Definitely the janitors clean the rooms, but after that we clean it again
with antibacterial cleaners. If you ask other patients they will tell you that our patient room is
number one for cleanliness.”

P., 38
“A janitor could not achieve perfect cleanliness. I clean our room; I even take all necessary
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disinfectors from home for cleaning. I totally clean our patient room twice: when we enter the
patient room and before leaving it.”
P., 32

All adolescents and their mothers who participated in the study mentioned that they did
not have TV sets in their rooms. There was a refrigerator in the department and it was located in
the kitchen.

In addition, adolescents mentioned that whether patients stayed alone in a patient room or
shared it with others depended on patients’ health condition and the level of overcrowding in the

department.

“My mom and I stay alone in our patient room, this is the doctor's order, as | have a low blood
count, and she [treating doctor] does not want me to share the room with other patients not to be
infected with a virus.”

A, 15
“We stay at this room alone, as currently there are several empty rooms. It is not comfortable to
share the room with others.”

A, 14
“We do not have a separate bed and | have to sleep with my 17 -year -old son in one bed.”

P., 39

“There is a separate bed for my son. If there is no other patient | can sleep on the next bed. If
there is a patient | sleep under my son's leg or sitting in the chair.”

P.,40
“As my son is the only child in the hospital that has both leukemia and speech disorder, we are
allowed to stay in the patient room without other patients.”

P., 32

Conditions of the department

All respondents had to stay in a hospital for each course of chemotherapy. Duration of
one chemo course depended on the treatment protocol. All adolescents mentioned that there was
a playroom in the department but there was no playground next to their hospitals. Almost half of

the adolescents from this study indicated that they spent their leisure time in the playroom.
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“I mostly spend my leisure time in the playroom..... There are no missing items in the
playroom; we have everything handy. There is no playground, and we are not allowed to play
outside”.

A., 15
“I like to play in the playroom.... We watch TV in the playroom very seldom, as we all
[children] gather together and play a game. We have everything in our playroom..... There is no
playground next to the hospital. Even if there was a playground, | would not be allowed to play
there, as | have a very low white cell count”.

A., 13

All adolescents mentioned that there was a kitchen in the department, where mothers
cook for them. All mothers found having the kitchen in the hospital useful. They also reported
they had never received any food from the hospital. When asked about the food that children eat
during the treatment, all mothers reported that their children followed a special diet which was

the doctors’ order.

“...We do not bring anything from home; my mom cooks fresh dishes here”.

A., 19
“... my child eats only the food which is prescribed by the doctors. He follows very strict diet,
for example we should wash the fruits with boiled water and peel them, every day he should eat
boiled beef. We learned that rabbit meat is useful for health and we tried to feed my son with it
as well. Not every parent may afford this kind of diet. Following this diet is not our caprice, as
the health and well-being of my son depends on it.”

P., 38

Several mothers from all three hospitals identified the need for having better conditions
in the department and in the patient rooms. Some parents reported that they would like to see
changes in the design of the oncology/hematology department. In order to protect their children
from the viruses, parents suggested constructing a special corridor to separate
oncology/hematology department from the rest of the hospital. One parent mentioned that

patients’ rooms need to be repaired.
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“One of the problems in our hospital is that children and adults receive treatment in the same
department. I think that special conditions should be ensured for children.”

P., 32
“Although conditions in our hospital are better compared to other hospitals, | would like to see
improvements. One of the main problems in the hospital is that visitors may come from the street
directly to the department, where children with leukemia and other types of cancer receive their
treatment. It is not right, as they may bring lots of infections. | would suggest constructing a
special corridor between the department and the rest of the hospital, where guests/visitors can
meet their relatives without entering the department. In order to somehow mitigate this situation
my husband buys lots of masks, overshoes and uniforms. We put it next to the main door and
every visitor must wear them before entering patient rooms. But we do it by our means. And
nobody will continue doin it after we leave.”

P., 38
“The patient rooms need to be repaired.”

P., 37
“I know that this is the only hospital of this scale in Armenia, yet the conditions are what they
are. | know that they are constructing a new building. I hope that the new building will have
better conditions.”

A, 15

Parents from two hospitals that participated in the study noted that there were no queues
for the admission to the hospital. Several mothers mentioned that in case the department is
unable to admit any more patients the head of the department would find a solution by adding

more beds for children.

“There are no queues in the hospital. Even if there is no place at that moment in the hospital,
they immediately put an additional bed for a child. They will find a solution.”
P., 38

Only one mother reported that there were queues in the hospital, where her child received
chemotherapy treatment. She emphasized that they had to wait in a queue for tests (blood count,

urine analysis, and ultrasound examination).

“I am arguing that my child should give tests without waiting in a queue, but other patients reply
that they are cancer patients as well, why should they wait?” P., 39
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Awareness of the treatment received

All adolescents were asked about whether they knew about the treatment they received.
Almost every adolescent was aware that he/she received chemotherapy. All adolescents who
participated in the study mentioned that they were satisfied with the treatment they receive in
hospital, because they see changes, the results of treatment are good, the treatment is appropriate

to their diagnosis, and they met patients in the hospital that had been cured.

“l am receiving chemotherapy: the first course of treatment has already finished. I am also
receiving vitamins and antifungal drugs. | am satisfied with my treatment, as | see changes”.

A, 15
“I am receiving the treatment that is appropriate to my diagnosis”.

A, 17
“I am satisfied with the treatment I receive. First | received glucose and natrium chloride for
cleaning the organism, then chemotherapy for cleaning the blood”

A, 14

Best treatment from parents’ perspective

When asked about the best treatment that adolescents can receive in Armenia, seven out
of nine parents mentioned that they were satisfied with the treatment and considered it as the

best possible treatment for their children.

“I think that in Armenia my son receives the best available treatment. | chose my son's doctor.
The doctors from this hospital are more experienced, they were trained in Germany, and the
conditions in this hospital are much better. Although, maybe there is another type of treatment
that uses more sparing methods. I do not know.”

P., 32
“Before coming to this hospital | thought that | should give them a bribe. But we are here almost
for 5 months and I have not paid anything. Definitely, | would say my “thank you” [will give
money] at the end of the treatment, but the doctors do not expect anything from me. I am
satisfied with the treatment. There was a child here, whose parents did not believe that he has
leukemia and they checked the diagnosis in Israel. Israeli doctors confirmed the diagnosis and
after this I trust local doctors even more”.

P., 39
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Only two parents had doubts about the treatment their children received. They mentioned
that they would like to have an opportunity to treat their children in Germany. One of the
mothers said that everything is fine with her son's treatment in Armenia, but she would like him

to receive the treatment abroad because of the severity of his disease.

“I do not know whether my son is receiving the best available treatment, | do not know. People
told me that | should take my son to Germany, but it requires huge financial resources, that | do
not have. This is a very dangerous illness, as it may seem to you that it has been treated, but it
may come back in more adverse form. I think nothing is missing from his treatment, but the
doctor does not give a guarantee, and I think that the doctors treating abroad will not give it as
well. This is a very difficult question”.

P., 39
“At the very beginning we wanted to go to Germany, but we understood that this is not a solution
to our problem, because only one of the parents could accompany thechild. Imagine the situation
of a parent who is on his/her own in Germany, without relatives, friends. On the other hand,
imagine the poor situation of a parent who stays in Armenia. My husband wanted to accompany
my son, but I cannot live without him. Thus we decided to stay.”

P., 38

All parents, who participated in this study asked about what palliative care means, and
none of them were aware of the term.
Physical domain

Pain assessment and control

All pediatric cancer patients reported that they did not experience pain at the time of the
interviews. Almost half of the adolescents mentioned that before being admitted to the hospital
for the first time they experienced pain in different parts of their body (continuous bad
headaches, pain in legs, knees, and jaw). Parents of these adolescents reported that after

receiving chemotherapy the pain was successfully managed.

“When | entered the hospital | had a pain in my legs, but the doctor put gypsum on my leg in
order to alleviate the pain. After gypsum the pain has gone.”
A., 13
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“When | first entered the hospital | had low blood count, | had bad, continuous headaches. I was
very weak and had pain in my legs.”
A., 15

Some adolescents mentioned that during the treatment they experienced pain mainly
because of the invasive, painful medical procedures (bone marrow biopsies, lumbar punctures,
vein injections, etc.). Only one of the adolescents that participated in the study experienced pain

because of the cancer itself.

“I have pain in my veins, when the nurse is doing an injection. Sometimes | am crying because
of this pain”.

A, 14
“Now he has pain in veins and cries very often, he cannot endure injections anymore. He [the
child] has become very sensitive.”

P., 34
“| feel pain when the doctors make a lumbar puncture. Once they tried 7 needles and only after
that they managed to do a lumbar puncture. But even after that | was able to reach my room on
my own”.

A, 17
“He has pain in his back, because of a lumbar puncture. But he endures it and refuses to be
anaesthetized, as he does not like when we treat him as a patient”.

P., 39
“Sometimes | have weak pain in my legs, but this is because | am lying all the time”.

A, 14
“I have a horrible acute pain in my jaw that spreads to my ear and head”.

A, 15

All adolescents that participated in the study and experienced pain during the treatment
reported that they received adequate pain control. The same opinion was shared by mothers of
those adolescents who reported having pain during medical procedures. Only one adolescent

mentioned that sometimes anesthesia does not work.

“....They always do anesthesia before lumber puncture, but sometimes it does not work”.

A. 17
“....I received pain killers for my injured knee. After 4 courses of chemotherapy | underwent a
knee surgery. | received pain Killers after orthopedic surgery as well.”

A., 19

26




“... If my child says that he is in pain, the nurse comes immediately and gives him an injection.”
P., 34

Treatment-related symptoms management

Most of the adolescents noted that after receiving chemotherapy they experienced
weakness (fatigue), nausea, and loss of appétite. Nearly half of the adolescents who participated
in the study reported that after receiving chemo drugs they had allergic reactions (skin rash and
itching). Mothers who participated in the study reported nausea as one of the main side effects
that bothered their children. Among other side effects mothers listed hair loss, problems with

intestines, gallbladder, and teeth, as well as hypertension, and stomatitis.

“.... I do not have side effects because of drugs”.
A., 12
“After drugs | have spots on my face. The nurse makes an injection, and it [allergy] goes away”.

A., 15
“I have allergy, thus after drugs I have spots on my face. The nurses do an injection, and it
[allergy] goes away. | do not have negative side effects. My mom has informed the doctor about
my allergy, so the doctor stays with us to see the reaction of the drugs”.

A., 15
“Mostly after taking drugs my son suffers from hypertension.”

P., 39
“My daughter suffers from hair loss. In the mornings | wake up earlier to collect the hair from
her pillow for not stressing her even more.”

P., 32

Vast majority of both adolescents and parents reported that physicians managed almost
all side effects that occurred after receiving chemo treatment. Both mothers and adolescents

reported that the only uncontrolled side effect was fatigue (weakness).

“For preventing nausea, before taking chemotherapy the nurses give him an injection, sometimes
after chemotherapy as well.”

P., 39
“All side effects are controlled. Though sometimes we do not take the drugs for side effects that
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doctors prescribe, as they are from China, and we buy the same drugs made in Europe. Once we
paid 100 $ for anti-nausea drug.”

P., 38
“... Currently he [adolescent] is receiving chemotherapy and drugs for hypertension. Because of
the chemotherapy his [sons] teeth are broken, he is taking calcium for that as well.”

P., 39

“I receive medication for nausea and vomiting, but there is no drug for fatigue. I should wait till
it passes”.
A. 19

The majority of adolescents reported that side effects do not bother them, as they last
only several days. Only one of the respondents mentioned that because of the weakness he did

not want to meet his friends in the hospital.

“After chemotherapy I suffer from nausea, weakness, and poor appetite for several days. |
receive drugs for nausea but I do not receive drugs for weakness and poor appetite. These side
effects do not influence me, as they [side effects] last only several days. After several days |
recover and forget about side effects.”

A. 19
“I do not have mood to host my friends in the hospital because of my weakness. 1 would like
them to see me active, rather than passive and weak.”

A. 13

Psychological domain

Adolescents’ understanding of cancer diagnosis

All adolescents were aware about their diagnosis and understood the necessity of taking
chemo drugs in order to be cured. Despite this, the vast majority of them did not adequately
understand the seriousness of their conditions. Some of the respondents were not interested in
learning more about their diagnosis. None of the adolescents who participated in the study

mentioned about life-threatening nature of their condition.
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“I know that I have lymphoma, but I cannot explain what it means”.

A. 13
“I have knee sarcoma. | was cutting the wood in the yard and suddenly I hit my leg with an axe.
Because of this incident I was diagnosed with cancer”.

A. 19
“This disease is blood leukemia. I cannot explain what it means, as | do not know much about
this. I am not interested in this disease, but my mom told me that | have to know about my
diagnosis, in case if | hear about it from others. She said that my disease is treatable”.

A, 14
“Leukemia, it is a blood disease. | do not want to know more about this diagnosis; I do not even
search in the internet. My parents do not speak about my diagnosis. They only ask about what |
would like to eat”.

A., 12

When asked about who told the child about diagnosis and how it was explained to
him/her, all parents reported that either they told about diagnosis in a very superficial manner or
did not talk about diagnosis at all. Parents explained this approach by saying that they did not

want to make their child’s life even more complicated.

“l spoke to my son about his diagnosis. I did not discuss the whole situation with him. I just
briefly explained that he has a disease that is treatable and everything will be fine. I am trying
not to make his life more difficult.”

P., 39
“I cannot be completely sincere with her [child] and this is mutual....The child was in the patient
room, when | asked the doctor about the diagnosis. She [daughter] understood some things at
that point..... She is a 15- year-old girl, and she has a serious illness at her age. Today is her
birthday. No hospitals, no doctors, no drugs before that, and suddenly a serious illness.”

P., 37
“My son is aware of his diagnosis. He knows that he has acute lymphoblastic leukemia, but he
does not know that it is the same as blood cancer. Once my mother-in-law was writing a letter to
the First Lady for help, and my son asked her to read the letter for him. Unwittingly, my mother-
in-law pronounced "blood cancer”. My son became pale, and started to shout “I have
lymphaoblastic leukemia, not blood cancer”. I told him that his grandmother is an old person and
she confused the terms.”

P., 39

29




Adolescents’ acceptance of long-term illness and confinement to the hospital

Almost half of the adolescents described that they have experienced fear, isolation,
distress and sadness when they were first admitted to the hospital. The most common reasons
that helped adolescents’ to gradually accept their illness and confinement to the hospital were

seeing patients who have been cured and discussing the disease with their treating doctor.

“I was afraid when | first entered the hospital, but now I have got used to the situation. It is
almost 40 days that we have been in the hospital. When | see the patients that have been cured, |
accept my condition”.

A, 15
“At the very beginning | was very sad. | was not speaking to anyone. Gradually | was getting
used to the situation...... When | have a question related to my diagnosis or analysis, | can ask
my treating doctor. She explains everything and it helps a lot”.

A., 19

Fears and anxiety about the treatment

The vast majority of adolescents reported that they did not experienc fear or anxiety
related to treatment. Three out of eight respondents mentioned that they were mainly concerned

with the daily problems of their family members.

“I have concerns about leaving and coming back to the hospital every time. For the first course
of treatement we should stay at the hospital, but for the next courses we should come to the
hospital twice a week. We live in Gyumri and it is difficult to travel several times a week. My
dad is trying to find a solution for us to stay in Yerevan, maybe he [dad] will rent an apartment.
Only this bothers me.”

A, 15
“I do not have any fear or anxiety about my treatment as God heals me by the doctor’s hands.”

A, 17
“I will be very happy if someone helps my family while I am sick. Before (illness) I took care for
my family, I sold fruits and vegetables.”

A. 19

Psychological services for adolescents
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Psychological service was available only in two out of three oncology/hematology
hospitals where interviews were conducted. Two psychologists and one teacher worked in one
hospital and one psychologist worked in another hospital. Both the mother and the adolescent
from the hospital where the psychological service was not available reported that they would like

to receive psychological support during the treatment.

“I would like to meet a psychologist here, as there are specific problems that | would like to
share with her”.
A, 15

There were no separate rooms for individual psychological counseling in the hospitals,
and meetings with psychologists were held in playrooms. In both hospitals playrooms were open
from 9:00 am to 16:00 pm. All participants mentioned that they met psychologist in their patient
rooms when they entered the hospital for the first time. Afterwards, they did not have regular
individual counseling with psychologists. Two older adolescents who participated in the study
noted that either psychologists did not visit them, or had a very quick conversation, as
psychologists were busy in the playroom with younger kids. Almost half of the adolescents
mentioned that even though they were satisfied with the meetings with psychologist in the

playroom, they would like to have individual meetings with them.

“I have never had such [individual] conversation with my psychologist. | would like to talk to
her, as | cannot talk to my mom..... My mom cries all the time”.

A, 15
“| feel relaxed when | speak to a psychologist.”

A, 15
“Our psychologist visits me frequently. Yesterday she gave me an assignment to draw white
blood cells, as my analysis showed that | had a low blood count. She said that the more | draw
the higher my blood cell count will be”.

A. 13
“We have a psychologist here. She mostly works with kids. I have never had individual meetings
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with a psychologist; she does not visit me frequently....If | have something to share | share it
with my friends... friends from the hospital”.

A., 19
“Today | just met a psychologist, but we did not talk much”.

A, 14
“It is very important for my child to receive psychological support in the hospital, but he does
not get it.”

P., 32

Two mothers reported that either psychologist refused to work with their child, or their

child was not interested in meetings with psychologists.

“There is a psychologist in the ward, but my son does not want to speak to her, as he has all the
necessary gadgets in his room and likes to spend time alone. When my son feels disappointed or
anxious he prefers to talk to his treating doctor.

P., 38

Psycholoaqical services for parents

Many mothers who participated in the study highlighted the need for receiving
psychological support while being in the hospital. They stressed that psychological support
would be particularly helpful when their child had been diagnosed with cancer and admitted to

the hospital for the first time.

“.... It was awful. It was a huge psychological problem for me. At the very beginning I was
crying all the time. When the doctors tried to speak to me | was crying. Afterwards, | got used to
this new situation. | needed time.”

P., 32

“The first three days in the hospital were awful for me, as my son shouted at me and wanted me
to leave his patient room, because it was my idea to do a blood test. Imagine my situation; I was
pregnant, just learned about the diagnosis, that nightmare and his emotional reaction to it.”

P., 38

“If you are stressed, it can destroy you. It is true that the treatement still works, but as a parent
you cannot do anything for your child.”

P., 39
“We need psychological help badly to share, to talk, to understand something.”
P., 37
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Some of the mothers who participated in the study shared their husbands’ emotional
reaction to their children’s diagnosis. Mothers mentioned that their husbands also were in need

of psychological support when they had been told about their child’s diagnosis.

“At the very beginning when we were told that our son has leukemia, my husband had
psychological problems”
P., 32

“Maybe you would not believe me but when we were admitted to the hospital for the first time,
my husband could not sleep for a week. | tought that he is going to lose his mind.”
P., 38

Social domain

Communication with health care providers

All adolescents who participated in the study described their relationship with physicians
and nurses as “very open”, “good” and “close”. Moreover, all participants reported that doctors
and nurses were very careful and visited them frequently for making an injection, measuring
temperature or just learning about their health. Two adolescents mentioned that they felt
confident to approach their doctors if they had a question or felt disappointed because of the test

results.

“I have a very good and friendly relationship with doctors and nurses. They [the doctors and
nurses] do not treat me like a child; they [the doctors and nurses] treat me like an adult. They
[the doctors and nurses] visit me frequently to do injections, to give drugs and to get informed
about my health”.

A, 15
“They [doctors] are very careful and all they are saying is “jan, jan [dear]”. We are very close”.

A., 12
“Twice a day my doctor visits me, nurses visit me more often. If I am disappointed with my
tests, | call my doctor and she explains it to me”.

A. 19
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“Nurses mostly visit me to check my health state-temperature, injections. They visit me once per
hour”.
A, 14

The parents mentioned that when it comes to discussing the diagnosis and treatment for
their children, they first talk to their treating doctors. The parents from all hospitals described
their relationship with health care providers as “supportive”, “attentive”, “open”, “close”, and
“trustworthy”. Some parents said that even when their other children had health problems, they
could refer to their children’s doctor, because they trust them a lot and consider them as their

family doctors.

“When we are at home and my son feels bad, for example has flu or temperature, I call his
doctor. I do not call for a pediatrician; as they may not understand my son’s condition. For
example some pediatricians prescribe “Nurofen”, but this drug is forbidden for my son.”

P., 32
“I would definitely speak to my son's treating doctor. She became our family doctor and even
when something happens to my other children, I call her.”

P., 38
“We are from Sisian....Our treating doctor told that irrespectively of the time of the day, we can
call her. Last time when we were at home my son had high temperature. | called the doctor even
though it was very late at night. She ordered to take the child back to the hospital. It was 4 AM in
the morning when we entered the hospital, and our doctor was waiting for us.”

P., 39
“Even head of the department visits us frequently only to talk to my son. Once he [head of
department] told that he was so proud of my son, as he knew his protocol better than medical
students that passed their internship in the department. He advised my son to become an
oncologist.”

P., 39

One parent reported that she had conflicts with the health care provider during her child’s

treatment.

“l am very demanding person especially when the issue refers to my son. Once the nurse
throwed the needle on the floor then took it from the floor and wanted to do an injection.
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Although the needle was in a box, it disturbed me. Once | had a conflict with the senior nurse. |
was asking for something and she replied grudgingly. I told her that she must treat me normally,
as | am not obliged to her and she is not obliged to me. She [senior nurse] must do her job. It is
not my business that she may have problems at home. | have my own problems and | am
suffering a lot.”

P., 32

Almost all parents who participated in the study mentioned that the doctors discussed
with them the diagnosis of their children without going into details. Majority of parents reported
that they received sufficient information on their children diagnosis. Yet one parent reported that
she was very anxious about harmful effect of chemo drugs on her son’s speech, as the child was

born with speech disorder.

“The doctors try to not involve us in the treatment process, because if we know much, we disturb
them. The doctors say that we do not know much about the disease; we just read something from
the books or in the internet and become scared, as everything seems very dangerous..... When
our treating doctor is on duty, my husband comes from work and asks questions. It is like a
torture for her.

P., 38
“... my son is the only child in the hospital who is diagnosed with both leukemia and speech
disorder. At the very beginning | was asking about whether chemotherapy might harm my son's
speech. And the doctors asked "What is most important for you, your son's speech or his life"?
Both are very important to me. 1 am fighting since he was 2 years old and | am going to fight for
his health till the end. | was asking about the drugs they injected and obviously they did not like
it. Once the doctor told me that it is impossible for me to know all the drugs.”

P., 32

Communication with family members

All participants of the study were asked about support they received from family
members. Although the support that adolescent’s were getting extended beyond the family, their
mothers' role was prominent. All of the adolescents stressed that during the whole course of
treatment mothers were the main supporters, they stayed in hospitals and took care of them, and

they shared their concerns and thoughts with their mothers. One adolescent mentioned that she
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cannot speak to her mother about her concerns and fears related to the disease, as her mother
cries all the time when talking about the disease. Three adolescents mentioned that fathers
mainly solved problems related to drugs, food and place for living while receiving treatment in
Yerevan. Two adolescents mentioned that grandmothers helped them by taking care of their

brothers and sisters at home.

“My family makes me happy. | share my thoughts with my mom. When | am disappointed, |
talk to her [mom].”

A., 13
“My father died. | am very close with my mom. She supports me a lot.”

A. 14
“With my mom | cannot speak at all. I am crying in the evenings, when she [mom] is in the
kitchen. Last evening | was crying again, because my college friends called me.”

A., 15
“Every day my father visits me in the hospital and brings food. He does not allow me to eat food
that my guests bring. He should be sure that the food I eat is safe.”

A. 14

Mothers reported that they took care of their children in hospitals alone, though other

family members supported them either financially or took care of their other children.

“I take care of my child alone, but my mother-in-law helps me by taking care of my other four
sons. Though we are apart, | know that someone takes care of them.”
P., 39

“Only I can take care of my child, I do not trust anyone. My father helps me a lot. | have a very
good mother but I do not feel a strong connection with her. I have a very close relationship with
my father; he supports me both financially and psychologically.”

P., 32

Only one mother reported lack of understanding from relatives.

“It is very difficult with my other relatives - mother-in-law, father -in-law. They live next to me
and we argue all the time. When they are ill, have flu, they want to visit my son, kiss him, and |
do not let them. This could lead to a conflict. | would like my relatives to understand me better.
Sometimes they may scold me for not cleaning my house. But | do not have time for that. My
child’s well-being is a priority for me”.

P.32

36




Communications with friends and school mates

All participants who studied at school or college at the time of being diagnosed reported

that they regretted the disruption of school, because they missed their schoolmates.

“I regret that I cannot go to school and see my friends [started to cry].”

A., 15
“... 'am missing my school. I do not like school, but it is better to go to school rather than to
stay in hospital.”

A, 12
“| regret the disruption of school, I miss my friends.”

A., 13

Almost half of the participants who studied at school or college at the time of being

diagnosed mentioned that they experienced anxiety because of the exams they should pass.

“...lask my friends to bring the copies of our lectures to the hospital where I can study. At the
end of the year I have exams, | would like to get prepared for the exams.”

A., 15
“... l am anxious because next year | am to take my exams, but I am not ready for them. Now |
am in the 8" grade, in 9" grade 1 should pass the exam.”

A., 13

Vast majority of adolescents who participated in this study highlighted that they received

both financial and psychological support from schoolmates.

“....I'have a friend in school, and during the whole semester he wrote all my homework and even
exams. Sometimes he stays at school after classes and writes my exams...... I am missing my
school.”

A, 12
“My college friends and neighbors gathered money for my treatment. They are next to me both
financially and psychologically. They always visit me. They give me energy and psychological
support to fight.”

A. 14
“Once my school mates and other students in the school gathered money for us. | felt good. The
director invited my mom to the school and gave her money. Yet | have not expected anything
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from them.”
A., 13

Almost half of the adolescents who participated in the study expressed willingness to
study in the hospital, to get prepared for the exams. Only one of the adolescents reported that

they had a teacher in the hospital and that she assigned him tasks to do.

“Learning is a priority for me. I love learning. I would like to continue my studies in the hospital.
One teacher may come for several hours and teach us. Or if there is a Wi-Fi in the hospital | may
bring my notebook and by Skype hear and see what is going on in the classroom. Now | follow
my grades by dasaran.am site. My teachers just gave the gardes and helped me to graduate from
the school.”

A. 15
“| studied till the 9" grade, and then I went to a college. Now | am a second year college student
in computer programming department. It is important for me to continue my education here, as |
do not know much and can forget what | have already learned. But for that | need a tutor.”

A, 17
“_..Now I am in the 8" grade, in 9" grade I should pass the exam, but | cannot. I would like to
study in the hospital to be prepared for the exams. We have a teacher in the hospital, she gives
assignments to me and I am trying to do them. But it is not enough, as we do not cover all
disciplines.”

A. 13

Spiritual domain

Cancer as a life-changing event

Significant majority of adolescents who participated in the study recognized their
diagnosis as a life-challenging and critical event. They described that after being diagnosed with
cancer they felt that they were different from their friends, and that they matured faster than their
peers. Some participants considered cancer as something that was sent to them to make change
in their lives, to give an opportunity to think about their dreams, to take some steps for their

future. Only one participant mentioned that cancer did not influence his life in any way.
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“Before the diagnosis I used to think only about the current point in time, but now I am thinking
about larger things. | am rather old for my age [started to cry]”.

A., 15
“Before coming here my thinking was superficial, but now | am on the right direction. Life has
changed. When | am at home, and meet with my friends, I feel the difference. Now | am
different, | have a different experience. Friends from hospital understand me better, they
understand my mood”.

A., 19
“For sure God has a deal with me, as he has given me this illness. If God did not love me | would
already be dead. God helps me to pull myself together”.

A. 17
“| think that this is a specific period in my life. And | was given this time to think about myself. |
should think about my dreams and what kind of steps should I do to fulfill my dreams. I should
understand how I can spend my time not to regret it in the future. I should think about steps that |
should take to visit France”.

A. 14

When asked about how the diagnosis and the treatment of their children affected parents’
life, almost every participant described that it was most “horrible”, “unbelievable”, “heart
breaking”, and “life changing” event of their life. One of the mothers mentioned that her sons’
diagnosis changed her attitude towards other people and made her more optimistic, while another
one described that her son’s diagnosis made her become a colder person. Almost all mothers

who participated in the study reported that they experienced strong belief in God.

“I cannot describe what it looks like, when a mother learns about her child's diagnosis. It is
indescribable.....My faith helps me to be strong. When | am alone, | argue with God why me,
why my son? | brought up my son alone, with great difficulties, why my son?”

P., 34

«To tell honestly, this illness is something horrible. My father-in-law died because of the blood
cancer. | believe that God has given us life and he will take it from us. This fact helps me to find
peace inside”.

P., 39

“It is very heart breaking when | see my son lying on the bed. Sometimes | want to cry, but |
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sweared not to cry in my son’s presence”.
P., 40

“My son's illness changed my life. Now | am more polite with other people, even when they hurt
me. | became an optimist. Now I love people more, as | remember that period in my life, when
everyone was next to me with great willingness to support. Now | must give them back that
attitude. There is something educational in it. We become better people. If you pass through this
you cannot be the same person”.

P., 38

“After diagnosis | became a very “cold” person, | do not have strong emotions, | became
indifferent towards lots of things, | do not even cry when someone dies. My life has been
changes since my child has been diagnosed. Now I do not have my own life, emotions, wishes,
feelings, everything is connected with my son”.

P., 32

“My life has been changed emotionally, financially, and physically. | do not feel myself, my life.
There is no life for me till he is cured. | am not interested in anything, |1 am indifferent. | am just
surviving for him”.

P., 39

Special connection with God

The majority of adolescents mentioned that they read the “The New Testament” in their
patient rooms with their mothers. Three participants mentioned that they started reading it after
the addmition to the hospital. Some adolescents said that they reconsidered their condition

within the context of their faith.

“I read “New Testament” with my mom in our patient room ...The most important thing for me
is my relationship with God, if | have a good relationship with God, everything will be good”.

A. 17
“Here in the hospital | read “New Testament”. | have never read it before; | started reading it in
the hospital. During these 12 courses of my treatment | have read “New Testament” several
times. | deeply believe in God”.

A., 19
“If you have this disease you should trust God and you will not suffer.”

A. 17
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DISCUSSION

To our knowledge this is the first study that aimed to assess the palliative needs of
adolescents diagnosed with cancer and their parents in Armenia.

Our study results revealed that the financial aspect of adolescents’ care was challenging
throughout the treatment continuum. Although the care for pediatric oncology patients in
Armenia is free,*® most of the parents paid for the drugs for treatment. In Armenia the treatment
of these patients is carried out according to the international protocols which require expensive
drugs that are not covered by the Government. Hence parents have to carry the financial burden
if they want their children to be treated with these drugs. Similar results were reported by the
studies conducted in several low-and-middle-income countries.****According to the results of
the study by Ghatak at al., families could spend up to seven times of their monthly income over a
period of 1 month on chemo treatment for their child with cancer.*® Despite financial aid from
various sources, for such families nonmedical costs (living costs, transport cost, cost for food)
were 2.5 times higher than their average per capita income.**** Furthermore, our study showed
that some of the chemotherapy drugs were not available in Armenian pharmacutical market and
parents had to order them from abroad using their own channels. Yet importing drugs from
abroad is time consuming and might lead to delays in treatment. The financial support currently
provided by “Grand Life” charitable foundation to these familities cannot be seen as a
sustainable solution, and therefore designing the financial mechanisms which would
substantially reduce the financial risks for these families seems imperative to assure high quality
uninterrupted treatment for pediatric oncology patients in Armenia.

The physicial conditions of the facilities where our respondents were treated varied

substantially. The participants staying in two of the hospitals included in the study were satisfied
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with the beds, bathrooms, toilets, and kitchens in the oncology departments. The conditions in
the third hospital were less than satisfactory with both children and their parents complaining
about having to share the bed with caregivers, as well as having bathrooms neither in the patient
rooms, nor in the department. In some of the hospitals provding care to both adult and pediatric
cancer patients special efforts have been made to renovate pediatric departments. Yet it has not
been done in all hospitals, and overall, the conditions in many facilities in Armenia providing
oncological treatment, remain poor. A study which was conducted in Armenia in 2013 to assess
the experiences of breast cancer patients with chemotherapy treatment reported the absence of
basic conditions in the largest public oncology hospital.** The national pediatric palliative care
needs assessment conducted in Ireland in 2005 highlighted inappropriate physical conditions in
hospital settings (e.g. no privacy or comfort, dirty toilets, dirty laundry and parents sleeping on a
fold-up bed or chair).?® The same source emphasized that children’s wards were not always
suitable for adolescent care.?

Our study findings also highlighted that although adolescents experienced pain mainly
because of the invasive medical procedures such as bone marrow biopsies, lumbar punctures,
vein injections, in the hospital settings they received adequate pain control. Almost all
adolescents in our study experienced weakness (fatigue), nausea, loss of appétit, lost of hair, and
allergic reactions in the process of treatment. Nausea had been reported as the major side-effect
that was successfully controlled, while fatigue was the most uncontrolled side effect. These
findings are in line with those of previous studies, according to which fatigue was the most

frequently reported symptom, and many oncology patients with fatigue suffered a great deal of

it.15,21
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Our study showed that upon the admission to the hospital many adolescents and their
caregivers experienced fear, isolation, distress and sadness. Similar findings have been reported
by many authors who provide evidence that parents of children with life- threatening illness are
at elevated risk of distress reactions, involving symptoms of acute stress disorder, depression and

anXiety. 23,24,46,47

In a Swedish study, a notable percentage of parents of children with cancer who
relapsed had symptoms similar to those of posttraumatic stress disorder.*®

Our study results revealed that although, psychological service was available in two out
of three oncology/hematology hospitals, neither parents nor adolescents received individual
psychological counseling. There were no separate rooms for individual meetings with
psychologists in any of the hospitals. On the other hand, professional competences of some of
the psychologists, who worked mainly with the younger children, were not sufficient for
providing age-appropriate counseling for adolescents and their parents. Literature highlights that
adolescence is a very unique time of the lifespan, and cancer seriously challenges an adolescent’s
autonomy and independence, sense of self-esteem, leading to feelings of loss of control at a time
when self-image is pivotal to normal development.®**® In order to meet these unique needs
individual psychological meetings are required. Study conducted by Smith at al. highlighted that
adolescents and young adults with cancer had unmet needs for mental health professional
services.”

In our study parents of adolescents diagnosed with cancer were also in need of
psychological support which they did not receive.

Many studies have shown that parents confronted with the diagnosis of childhood cancer
have experienced anxiety, depression, insomnia (sleep disturbances), yet most of them have not

received adequate psychosocial support.*°* Hopia et al. notes that when a child has a serious
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illness oftentimes the whole family is ““ilI’” and the overall health of the family becomes
vulnerable.> Another study which focused on mothers’ needs while facing the difficulties of
having a child with cancer, pointed out that it was important for mothers to have a place where
they could feel comforted in the moments of fragility.?® Thus pediatric palliative care, as
opposed to other models of care, should be designed to treat the whole family and not just the
child.

The important finding that emerged in this investigation was that the adolescents who
studied at school or college at the time of being diagnosed regretted the disruption of school, as
well as experienced anxiety because of the exams they should pass. Several hematology-
oncology clinics in the USA that provide pediatric palliative care for children with cancer offer
school services to all pediatric patients during both inpatient hospital stays and while living in

the community as an outpatient.>®

School services include several programming options-
schooling at hospital settings, homebound schooling, as well as virtual schooling.>®* Moreover,
school services support children to return to school as soon as they can after they are diagnosed
with cancer.> Such services are currently not available for adolescents with cancer in Armenia.
Our study results highlighted that mothers were the main supporters of the adolescents
with cancer, while fathers mainly solved the problems related to obtaining the drugs, food, and
for those families from Armenian provinces, place to stay in Yerevan. Grandmothers helped
adolescents with cancer by taking care of their healthy siblings at home. Our results indicate that
all family members get involved in the care of their patients, yet everyone takes their specific
role and responsibility. Our findings are congruent with those in international literature.?*#>>®

Generally, families alter their roles, responsibilities, and family functions to accommodate the

child with cancer.®® Family structure of extremely high adaptability and cohesion may be more
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functional in the specific context of childhood cancer.>® Family’s primary adjustment to child's
illness may cause changes in the family structure, family rules, and roles.”” Yet accoding to
another study, if adaptability becomes a long-term, chronic state of constantly fluctuating rules
and roles in family, it may lead to harmful and negative effect on the family members, as well as
become a reason for marital distress.”>®

In our study the majority of mothers and adolescents diagnosed with cancer were
satisfied with their communication with physicians and nurses and described it as very open and
close. Some of the mothers noted that although physicians did not discuss the diagnosis of their
child in details, they were satisfied with the information provided. Yet there were also cases
when parents perceived an unwillingness of physicians to discuss their child’s care, particularly
where it referred to getting more precise information on the drugs that were used in chemo
treatment for their child, including the types of drugs, and their influence on child's mental and
speech abilities. This situation may be explained by the fact that sometimes physicians do not
feel themselves confident enough to communicate with parents due to prognostic uncertainty of
child’s treatment. The literature emphasizes that sometimes physicians may feel discomfort
with the intense emotions displayed by parents or may feel guilty or inadequate regarding their
inability to cure the child.>*®°

We found that all adolescents were aware about their diagnosis, although their
understanding of the diagnosis was superficial. None of the adolescents considered their
diagnosis as life-threatening. Some of them were not interested in learning more about their

diagnosis. Yet our results contradict those obtained in the study conducted with the group of

Australian young people with cancer, which showed that almost all of adolescents wanted to be
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informed about "bad news," such as treatment is ineffective, prognosis is poor, death is
imminent.®?

Mothers were reluctant to openly discuss the diagnosis and treatment prognosis with their
children in order not to “complicate their children’s life even further”. We explain it by a
general perception that exists in a society that children should not be aware of their diagnosis.
Yet the literature states that the child should be listened and properly informed about his/her
illess with due consideration to his/her wishes, age and ability to understand (reference).

Another reason that might lead to this is parents' unrealistic beliefs about the treatment outcomes
for their children. A study that assessed understanding of likelihood of cure and functional
outcome among parents of children with cancer showed that the majority of parents are overly
optimistic about chances of cure.®

The study revealed that both mothers and their children considered cancer diagnosis as a
life-changing event. The vast majority of adolescents stressed that they started thinking about
their connection with God after getting into hospital. Many adolescents started to read the “The
New Testament” with their mothers and felt that it was a unique connection with God that helped
them to cope with cancer. Literature shows that spirituality has a positive influence on cancer
patient’s wellbeing, as it is a source of comfort and hope contributing to a better acceptance of

the disease, 643

Study Strengths and Limitations

To our knowledge, this is the first study about the needs of adolescents diagnosed with
cancer and their parents in Armenia. The qualitative design of this study and the use of the
PPC’s framework of palliative care helped to collect rich and detailed information on most of the
study topics, which would not be achieved had we chosen the guantitative methods to answer the
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research questions. The triangulation of findings through parents and adolescents, as well as
interviewing participants from several hospitals added credibility to the study findings.

Several study limitations merit attention. One of the main limitations of the study was the
reluctance of some of the parents to openly share their thoughts related to communication with
health care providers. In order to partially address this limitation several interviews were
conducted at participants’ home. Another limitation was the absence of statistical information
and the lack of literature published on this topic in Armenia previously, which could guide the
development of the study and support its findings. And finally, only patients receiving hospital
care were included in the study.

Conclusions

This study is the first qualitative study that assessed the needs of the adolescents
diagnosed with cancer and their parents in Armenia. The most important challenges that were
revealed by participants included financial burden of the treatment, the unavailability of certain
drugs, inadequate hospital conditions, absence of individual psychological counseling for both
adolescents and their parents, as well as not having opportunities for adolescents to continue
their education while receiving the treatment in the hospitals.

Recommendations

We hope that this assessment will help to direct greater attention to the needs of
adolsecents diagnosed with cancer and their parents. Based on the analysis of the study findings,
we suggest the following steps that should be urgently taken to improve the provision of
pediatric palliative care in Armenia. First, we suggest revisiting the existing mechanisms of
financing the treatment of pediatric cancer patients in Armenia to ensure a comprehensive

coverage of the treatment according to internationally endorsed treatment protocols. Second,
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finances should be sought to renovate facilities where children receive treatment to ensure
minimum standards for receiving prolonged hospital care, as well as to satisfy specific needs that
such patients and their caregivers might have, including separating pediatric departments from
the rest of the hospital, allocating space for individual meetings with psychologists, and
designing playgrounds next to the hospitals. Third, we suggest helping adolescents to continue
their studies during the treatment course within the context of their health needs through distance
schooling (i.e., via Internet) and/or visits from instructors. Finally, we suggest further
exploration of the pediatric palliative care in Armenia through the lens of healthcare providers to
understand their needs and challenges associated with the provision of care to pediatric patients

with cancer and their families.
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APPENDICIES

Appendix 1. Interview guide for adolescents with cancer (English version)
ID:

Date:

Place:

Time:

Interviewer:

Provide assent form.
Introduction of the topic: As I have already mentioned | would like to know more about the needs

of adolescents who are receiving treatment in this hospital, as well as the needs of their parents.
I would kindly ask you to share your personal experience with me which will help us to find a
way to improve the care you and your parents receive.

Can you tell me about yourself? How do you feel today? How old are you? Where are you from?
With whom from family members are you staying in this hospital?

Physical Domain: Hospital services, treatment, control of pain and side-effects.
Hospital services/Ward conditions
1. Do you stay at the hospital for the whole course of treatment? (Probe: Every day after
receiving your treatment do you leave the hospital and come back for the next day?)
2. How do you like your patient room? Is it warm enough in your room? (If no-What do you
use to make it warmer?) Do you stay in your room alone or share it with other patients?
What do you have in your room?
oTV
o Refrigerator
o Comfortable bed
o Separate bed for supporter (parent/caregiver)
o Separate toilet
o Separate bathroom
3. Do you eat the foods that you like while in the hospital? (Probe: What is your favorite
dish?) Do you have a kitchen in the ward? Does your mom/caregiver cook there?

Now I would like to know how you spend your leisure time.
4. What do you do in the hospital when you have free time? Do you watch TV? (Probe: Is it

free or you should put the coin to make it work? How many channels does it broadcast?
Do you have favorite TV programs that you watch frequently here?) Do you have a
playroom? (Probe: Do you like playing there? What do you like the most in the
playroom? Is there something that you would like to have in playroom?) Do you have a
playground at the hospital? Do you have any hobby? Are you able to continue your
hobby activities in the hospital?

Communication with nurses/doctors/ the attitude of providers

5. How do physicians/nurses treat you? (Probe: Do you think that physician(s) understand
what is going on with you? Are they kind to you? Do you like talking to them?)
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6. How often do nurses/doctors visit you and for what? (Probe: for a procedure, just to chat,
to measure your temperature, etc.).

Treatment, control of pain and side-effects

7. What kind of disease do you have? (Probe: Where do you have pain?)

8. Could you describe the treatment (medications) that are you currently using? Are you
satisfied with the treatment? (Probe: Do you have feelings of anger or fear about your
treatment? If yes, can you tell me about them?)

9. Could you describe the side effects because of medications and treatments? How side
effects are controlled? How is it affecting you and /or your family?

10. Do you experience pain? How much pain do you experience? (“0-10
Numeric Pain Rating Scale” Appendix 3). How pain is controlled? Are you satisfied with
pain control received?

Psychosocial and spiritual Domains
Family members/relatives

11. How would you describe the support that you receive from your family members?
(Probe: Are you talking to them about your feelings? Do they help you to carry on? Do
they comfort you when you feel sad about your disease?)

12. What kind of support would you like to receive from them? (Probe: What would you like
them to do for you?)
Friends

13. How would you describe the support that you get from your friends? (Probe: How many
close friends do you have? How often do your friends visit you?)
14. What kind of support would you like to receive from friends? (Probe: What would you
like them to do for you?)
School

15. Do you go to school? If no-How do you feel about disruption of school? Would you like
to continue your studies at hospital/home? If yes-How would you want it to be arranged?
Support from others
16. What kind of help/support do you currently receive? (Probe: Do you have psychological
service, teacher in the ward, etc.?). If yes- Are you satisfied with these services?). If no -
What each of these individuals/services could provide you? (Probe: What kind of help
would you like to receive from psychological services, from social workers?
Spiritual aspect

17. What makes you feel good or happy? Do you have any fears about your disease? What
worries you the most? (Probe: What has bothered you the most while you have been
sick?)

18. People respond to being ill in different ways. | wonder how it has affected your life and
future plans?

19. Is there anything else you would like to share with me?
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Appendix 2. Interview guide for adolescents with cancer (Armenian version)

YEnwhutiiph hbn withwnwlwt qpnygh ninkgnyg

(huytpku mwpppuly)
o Tuyp Zupguqpmgh uljhqp
Zwupguqpnygh wywpin
Zupguqpniguyjup « » 2015p.

Zudwdwjunipjut dih tkpljuyugnid:

Ukpwoémpinit: Piswbu wpnkl ipkgh, bu nignid b wijkjp juy hwulwbag, pl hliis juphplbp
mbkh Epkpubbpplpbpwhwubbpp, nypkp pnidnid B unwbnd wyu hhyjwbnuingnid, hisubu
lnuly pdwliuy bpubg Sinnukph Juphpbbph Jwupb: Gu pkq pbnpnid EU wyunndky hid pn thnpdp
dwuhli, npp foquh Ukq puplbjwyky ljuywuighlyl uyl pnidnidp, npp pnt unwinid Lu:

Nunnudpp hiid pn dwupi: f’zlélqbvll ku pkq qgnid uyjuop: xQLlIZI]]oUILUplIQLUZI ku: Hpmbqﬁb ku:
Chunwbpppy n'p whgudp hkn ku danud hhjwbngubngnud:

Shqhjuljw nnpwn: Zhjwinuingughtt Swnwynipynikp, pnidnud, guh b Ynndiwlhh
wqkgnipiniiittp junwdupnud

Zhyjwbnubnguyhl Sunuynipinibbkp/ pudwidniiph wuydwbbbp

1. i hhjuinuingnud dun W ku pniddwit wdpnne Ynipuh pupwgpnd (@npd Udkl op

pnidnud unwbiuynig hlnn pnt nnih ku gin 1, pul) huonpy opp tinphg JEpupuntnid):
£tq nn"1p E quijhu pn hhyubguukiyulp /guunp/: £n ukbjuynd /Aguqunnad/ nw'’p
E: (Ept ny, muyu huy bp dhwgunud, np ukiyulp tnupwgukp): Int pn ubkyjulnud dkwy
Eu dunud, ph wy) hhywunukp £ wh ptq htwn: Iﬁohz Juw pn ukbjuynid:

o Zkpniuwnwgnyg

o Uuntwpwi

o Zupdwpwybtn wilnnht

o0 Unwtdht wulnnhtt puwdnnh hwdwp Adwdwgh, munhih hwdwp/

o Unwudht qniqupui

o Unwudht (nquput

Bnp hhuwiunwungnid bu, ot nunn ul ku wyt nunkhpubpp npnup uhpnd Gu: (@npd.
0 plr F pn uppkgh nunkhppl Swownnbuwlp): Pudwidniipnid unhwiing niikp? £n
utwdnnp Adugphp/ wwnpuun 1w E wyn junhwbngnud:
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Zhdw bku §niqkhugh pdwbwy, pk an])ZQu]lIou bu whglughnid pn wquwn dudwinulp:
Busn ] bu qpunynid hhjwbnuingmd, kpp wqun dudwbul bu nibind: Yhnn Wl bu
htpniuwnwgnyg: (@npd. Zkpniuwmwgnyg nhnkh wbydwp E pk wlkwup Egnidwp qgku, np
uyl Upwbur Lwih hkpniuwnwwyhp E gnyg wnughu: dn nibbu upplbyh hunnpnnidikp,
npnip buynid ku hhjwhnubngnid): Pudwutdnitipnid ppunuubiyul ik p: (@npd.
Uhpn W ku uylin by pwnuy/dudwbul) wigughly. Munuukijulnid h 021221 ku
wikhupunnp uppnid: Qu Up pul, np fgubfubughp, np jpbbkp punuukipulnid):
Miuk’p huwunuwhpwwwpwl hhwinwingh puynud: ﬂopht uhpwé qpununiup /hnph/
niubu: Epk uyn- Zhjuunuungnid (hubknt dwdwbwl nnu zulanhulllnouf Eu pn uhpwé
qpununiupp:

Fdholjukph/pordpnypkph hkwn pvhnidp/ Gpubg JEpwpkpunilipp

5.

Iﬁhzulhou tu pdholutipp/pnidpnypbpp pnidnid ptq: (Pnpd. Ph s bu dwnnwdnid, pdholibpp
hwulwibnid Bl, jpk pkq htwn his E hunwpynid: Upwiip pupbhwdpnyp b plkqg hun:
Uppn 1l ku Junuky bpubg hkw):

ﬂppuloh hwdwhu Eu pdhojubpp/pnidpnypkpp plq wygknid b hohz hwdwn: (@npd.
Ujglnid ki wupquiwku qpnigkynt, pn gkpunipinibip sunhbynt jund wy; gnpénnnipinii
Juwwnwplynt hwdwp):

Fnidnid, gunjph b npudiwh wqnlgnipinibbkph ununjupnid

7.
8.

10.

Bty hhjwligmpinit nni nitbu: (@npd. 2 punkny E gunfni):

Qupnn bu wuky, pt hs pnidnud/ ghintp Eu ubpuynidu vnwinud: Fne qnoh Eu
pnwdnidhg, npp uvnwbnd bu: (@npd. Ln pniddwl hkn juwyws Juju ud quypnipe
qgn ul Eu: Ept LU_]H-QLU]JHOIZ ku ptid wwwndly wyn Jwuhl):

tﬂIulanrl Eu wwwndty, pk hus Ynnuuwlh towbtbp nitbu pniddwt b ginnpugph
wuwwndwnny: Iﬁhzulhou ku nnutwlh wqptgnipniuubpp junwyupynwd: (Pnpd. Ph s Ll
whnid pdhofulkppl pnidpnypbpp, npykugh goi snibkbwu npdawlh bowbbkp): Iﬁhzulhou
El nnubwlh bowbtpp wqnky pn b pnwtthphny winwdutph fjubph Jpu:

1 guy qqnou[ ku: Iﬁohz wunhdwith guy Lu nnt qgnid («3up
qiwhwinbnt puyht vwinnuilpy Zugkpjws 4): bus b winwd pdhoukpp/pnidpnypbpp,
nputugh nnt guybp sniubkwu: oo qnoh tu gujuqplnidhg, np utnwbnid ku:

Unghw-hngkpwtiwljui b hnglnp njnpwn

LCnwbpph whnudbbp/paupkludbbp

11.

NMuwndhp pugpnid Bl wjt ogunipjut Ywuhly, npp utnwunid ku pn pitinwithph
wunwdutnhg: (Pnpd. ot unun W ku pwbg hEwn pn wypmidabph Jwupl: Lpubp
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oglin l b plq huppwhwpl; wyu wypnidkpp: Lpwbp dpihpupn ouflmjznljm W kb pkg,
kpp pnt wpipnid Eu hhjwbnnippul wuwnmdwnny):

12. Iﬂohz oqunipnit Yguujubuyghp uvnwbiw) bpwughg: (@npd. f’obé Uniqkiughp, np Gpulip
whkhlt pkq hwdup):

Calybkpbkp

13. Muwndhp puunpnud Bd wyt ogunipjutt Ywuht, npp gnt unwbind ku pn puljEpubkphg:
(@npd. Lubih OL[lnlrp]ungzQZIp nni nibhku pruzob hwdwps Eb pn palbpbbpl uygbynd
plq): )

14. P s oqunipnit jguuwbwghp uinwbwy pn puykpubphg: (@npd. b s Gniqkbughp, np
Upwbp whkhl pkq hudwp):

‘hypng
15. ko1 nuypng hul&ul]unaul tu: Gph ns-nuynpng shwdwjubip hhzulhou E wgnnud ptq Ypu:

T{gulhllulhul]h”p owpnibiwlty pn ntunudp hhywnuungnid/nwunp: Gph m]n—bhzulhou
Ynigbhp, np nu juquultpudbp/hpaluiaogbp:

Ujj oglinipyniiz

16. b’y oqinipymtt ku tkpluynidu nm wnwnid: (@npd. Pudwindniipnud jud
hpyjwbinuingnid gnpén oufl'hnqlrpuzbuzmub swnuynipinil, niunigsnihh b wyph): Gph
wyn-Int qnoh bu wyn Swnwympinittiphg: Gph nz—bhzulhau Jupnn o wyu dwpnhly/
Swnwynipjniuitpp ptq oquuwljup (huku: (Pnpd. Plis oglnipinil nni jgublwbuyghp
unnwbwy hngbpwhwlwh Swnuynijeinilihg, unghwjwlwh wpfuwnnnnh Swnuynipiniiihg):

Znqlnp ninpn

17. Iﬂohzh E pkiq nipwjuwugtinud: £n hhywunnipjut hkwn juuyws nnu nilik u hus-np Juubp:
Iﬁohzh E piq wdkiwpwinp wthwiquinugunid/dinuwhngnid: (@npd. I"OZQZI E pkq
wikhupunnp dnnwhngmd uyl yywhhg uljuwé, Epp hhyjubnugunp):

18. Uwnpnhly hhjwin (htubknit nwwppbp YEpy B wpdwquipnid: Gu nignud Eh hpdwbwy, ph
hjnJutin (plitp hirywt vk wqnly pn Yutiph b wywquyh pn dpugpbph pu:

19. Yw npuk wy pub, np Ygububuwghp hud wuby:

Cunphwljunipinit hupgdwip ywutwlgbint hwdwp
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Appendix 3. “0-10 Numeric Pain Rating Scale” (English and Armenian versions)
I would like you to rate your pain on a scale from zero to ten.

2. *Zero’ means you have no pain at all.

3. “Ten’ means the worst possible pain you can image.

What number would you give to your pain?

Pain Scale

| 1 1 1 |
I | 1 1 I

1] 1 2 3 | <) ;] T a8 g 10

Mo itd Moderate Severe e Warst
Pain ain ain Eam 53-.-2'}'3 Fossible

«8unp quuhwnbnt pYuyhtt vwhnnuly»

Pugunpnipnit: Migpnid Ed plinphp uyl phyp, npb wpwyky juy F afupugpnid uygh

guip, npp ot unynpwipwp nibkanid ku:
«0» wpwiwynid £, np nnt pinhwipuytiu guy sniitku
«10» tpmtwlnid £ wdktiwnidtn guyp, npp nnu Epplk niukghy bu:

B’y phy Jinwu wyl gunfh, np undnpupup nibkind bu:

Swyh Uwbunnul

: ! | l L
1 I |
0 1 z 3 4 5 6 4 8 9

Unwlg Utind Uhght Nidtn Cwwn mdhkn Utwnwbkih

Sy 8w 8wy Suny] Suy
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Appendix 4. Interview guide for parents of adolescents with cancer (English version)
ID:

Date:

Place:

Time:

Interviewer:

Provide consent form.

Introduction of the topic: As I mentioned in the consent form, the aim of this study is to assess
pediatric palliative needs of adolescents living with cancer and their family members. Being a
parent of a child living with cancer means that you are familiar with this issue, and could
provide some important information. So | would kindly ask you to answer several questions to
help us to learn more about what it is like to be a parent of a child with cancer in Armenia. Your
answers will help us to provide recommendations to improve the care for children living with
cancer in the country.

I’d like to start by asking you a few questions about yourself.

1. | Areyou citizen of Armenia? 1.Yes
2. No (if not what country)

2. | Where do you live? 1. Yerevan
2. Marz (please, specify)

3. | What is your family relation with
the child who has cancer?

4. | Date of birth / /

Married
Separated/Divorced
Widowed

Single

5. | What is your marital status?

No education

School (10 years or less)

Professional technical education (10-13 years)
Institute/University or higher

6. | Indicate the highest level of
education that you have received.

.Yes
. Yes, but on maternity/pregnancy leave
No

. Self-employed

. Seasonal worker or farmer

. Student

. Retired

. Other (specify)

7. | Are you employed?

o~NoOORARWNRPONEINWNOR

8. | How many adults (aged 18 and
over) live in your household
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(including the respondent)?

9. | How many children (under 18
years old) live in your household?
10. | Is your family registered in a 1.Yes
family poverty benefit program 2. No
(e.g. PARQS)?
11. | On average, how much money Less than 50,000 AMD

does your family spend monthly?

From 51,000 to 100,000 AMD

From 101,000 to 200,000 AMD
From 201,000 to 300,000 AMD
Above 301,000 AMD

88. Don’t know/ I refuse to respond

ouhrwWNE

I am very interested in hearing your opinion about care and services that you and your child
receive in hospital.

Physical Domain: Hospital services, treatment, control of pain and side-effects.

Hospital services/Ward conditions

1.

Do you and your child stay at the hospital for the whole course of treatment? (Probe:
Every day after receiving your child’s treatment do you leave the hospital and come back
for the next day?)

How do you like your child’s patient room? Is it warm enough? (If no-What do you use
to make it warmer?) Do you and your child stay in room alone or share it with other
patients? What do you have in your child’s patient room?

oTV

o Refrigerator

o Comfortable bed

o Separate bed for supporter (parent/caregiver)

o Separate toilet

o Separate bathroom

Do you and your child eat the foods that you like while in the hospital? Do you have a
kitchen in the ward? Do you cook there? Do you receive any meal from the hospital?
To what extend are you satisfied with the cleanliness in the ward (patient room,
playroom, kitchen, toilet facilities, etc.).

Approximately, how long do your child and you wait in queue in the health care facility
for each treatment? What would you suggest to improve those processes?
Approximately how long does it take you to get to the health care facility for receiving
the treatment for your child?

How often have you visited the health facility with your child for receiving a treatment?
What are the main problems you face in the hospital? What are your suggestions to
improve the care?
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Communication with nurses/doctors/ the attitude of providers
9. To whom on the health care team do you talk to most about your child? (Probe: Whom

on the health care team do you feel most connected with)?

10. How do you communicate with healthcare providers? (Probe: Do you feel you are getting
attention and individual approach from healthcare providers?)Are you satisfied with
your communication? Are healthcare providers open to you in terms of discussing the
diagnosis/disease? (Probe: Do you get explanations about why certain procedures are
done with your child? Do you get advice on nutrition, on pain management, on other
aspects of care? Do physicians consult with you before making decisions about the
treatment?). If the child feels bad, who do you call for help? (Probe: Do you perform
certain procedures yourself, and if so, who taught them? Do you know how to administer
pain medication, how often?).

Treatment, control of pain and side-effects
I will ask you some questions about your child’s symptoms and how successfully these symptoms
have been managed.

11. What can you say regarding how your child feels after taking the drugs? (Probe: What
side effects does he/she suffer from the drugs?).

12. How do you/other family members help you to manage the side effects of the drugs?

13. How much pain does your child experience? How do you help your child to manage the
pain? Does your child receive medical treatment for pain? How satisfied are you with the
pain management?

14. In your opinion, does your child get the best available treatment? Why or why not? What
would be the best treatment? What is missing from his treatment now?

15. What do you understand by the term “palliative care’?

Financial aspects of treatment/care

16. What can you say about financial issues of the treatment? (Probe: For what services have
you paid for?).How much money has your family spent on the treatment overall? To
what extent your family can afford the treatment expenses? What can you say about the
drug availability in the hospital? What happens when drugs are not available?

Psychosocial and Spiritual Domains
Family members/relatives and interaction with sick child

17. Who helps you to care for the child in your family? What kind of help they are providing
you? What kind of help would you like to receive?

18. What kind of problems do you face in relationship with your sick child? (Probe: Does
your child aware of his/her diagnosis? If yes-How is he/she reacting to the diagnosis? If
no-How do you explain the child his/her condition, why you are at hospital?).
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Support from others

19. What kind of help/support do you and your child currently receive? (Probe: Do you have
psychological service, teacher in the ward, etc.?). If yes-Do you feel you receive the help
that you need?). If no -What kind of help would you like to receive from psychological
services, from social workers?)

20. What types of governmental support or other type of support does your family receive?

Spiritual aspect

21. How did the diagnosis and treatment affect your life and the life of your child?
22. What would you hope could be done for families faced with this situation?
23. Is there anything else you would like to share with me?
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Appendix 5. Interview guide for parents of adolescents with cancer (Armenian version)
Ounnubkph hkwn wthunnwljwub qponygh ninkgnyg

(huytpku mwpppuly)
o Tuyp Zupguqpnigh uljhqp
Zwpguqpnygh wywpin
Zupgugpniguyjupn « » 2015p.

Zudwdwjunipjut dbh tbpljuyugnid:

Ukpwoémpinit: Pliswku bu ipkgh hwdwduyinipyul dbh Uk, uyu hknnwgnuninipyul bwyunnwlb
E qiruwhuinky punglknny hhyjwin bpkhubbph, hiswbu il bpubg pinwapph whnudbabph
quppptbpp: Lhakny pungllnny hhyjwbn tpkuugh Stnng, nip Swhnp bp uyu pbgphi b
Jupnn Ep Juplnp wknbEnipinibbbp huynbly: ZEnbwpwp kg ubgpnid B wunwupnubly hd
hwipgkpht, npniip hiwpuynpnipinil unwl hwufuwbugn, pk hts Fapwbwnid jhaky hhyjwbn
kptluugh Sunn Zuywunwinid: 2&p quwnwupnubbbpp Jkq hwpwynpnipinil unwb dowlbne
puyybp, npnip hEwnwquynid jpup bkl EpbfuwbEph pbwdpp:

Utp gpnygp uljubint wnwy, §niqkiugh Up pubih hupg vy 2kp dwuhl

1. | Mmup Zuywunubh’ punupugh 1. Un
tp: 2. Ny (aokp)
2. | Npuk 1 bp dop phwlpmd: 1. Bplhwb

2. Uuwpq (ugtp)

3. | Qtp wqgquigulub juyp
puingltnny hhyuun kpkuugh
htwn (wyuhtiptt Inip hpw h st

tip)
4. | Oulnyub mwpkphy: / /
5. | Qkp wdniubwljub 1. Udniubugusd
Jupquyhdwlyp: 2. Pudwuywd
3. Udniuhup/Yhup dwhwugws
4. Quuuniubmgud
6. | Qtp wlkhwpwpdp Yppufui 1. Yppnipmib sniubd
wuwnhduwip: 2. Uhotwlwpg (10 wnwph ud phy)
3. Uhoht dwuttmghwnwlwt (10-13 tnwph)
4. Pupdpwugnyt (htunhunnmw/hwdwjuupui) b

wyb
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7. | up ubpluynidu wpuwwnnd b p: 1. Un
2. Umn/dhqupdulynipn
3. 1y
4. buptwqpunus bl /utithuljut gnps/
5. Ukgnuwyht wpjuwnnn
6. Muwlnn
7. [Fnywljwunnt
8. Uy (2tp)
8. | Lwih” suhwhwu Ewuypnid 2bp
punwthpnud (np &) Thwuh):
9. | Lwih wiswhwhwu E phulyynud
QbLp mwp!
10. | Qtp pnwtihpp gpuiiguws 1. Un
OULNU-h dpugpnud: 2. Ny
11. | Uhohtunud, wduwlub wdkl hush 1. 50 000 npudhg phs
Jpu nppuloh gnulwp E Swpuunid 2. 51000 - 100 000 npud
Qb pnwthpp: 3. 101 000 - 200 000 npu
4. 201000 - 300 000 npuud
5. 301 000 npwdhg wyby
88.2ghuntu/hpwdwupynid bl wuwnwupuwly

Zbwnlyuy huipgbpp Jipuwpbpnid Eo ubiudphl b swinuynijeniblikphl, npnip dip b 2kp
kpEjuwl vnnwiinid Eap hpjwihipuiingnid.

Shqhjuljwi nnpwn: Zhjwinuingughtt Swnwynipynikp, pnidnud, guh b Ynndiwlhh
wqkgnipiniiittp junwdupnud

Zhyjwbnubnguyhl Sunuynipinibbkp/ pudwidniiph wuydwbbbp

1. mip hhywunuingnud dun W bu pniddwitt wdpnng Ynipuh pupwugpnd (@nopd. Ukl op
pnidnud unwbuynig hlunn ip b 2kp bpkpowl nnih kp giin 1w, pulj hwenpy opp nphg
yEpununbnid):

2. Qq I}IIOLII t quhu dkp Epkijuugh hhquinwubbjulp /gquunp/: Ukyuynud
fyupuunnud/ ww'p E: (Gpk ny, wugw hits bp vhwghnid, np ubbjulp tnupwugbp): dnip
ubklyulnud dktwy bu dunid, pt wy hhwunubp £ jub dkq htwn: Iﬁohz Jw &tp Gpkluwgh
hhJuunwubkiyjulnd /yyujunnid/:

o Zkpniuwnwgnyg

o Uuntwput

o Zupdwpwybtn wilnnht

o0 Unwtdht wulnnhtt puwdnnh hwdwp Adwdwgh, munhih hwdwp/
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o Unwudht qniquput

o Unwudht (nquput

Zhjwliuingmu dhwm pipwugpnid, dmp b 2bp kphjuwb nunn’wd bp wy nunkjhplbpp
npnup uhpnud p: Fwdwidniipmid junhwiing niikp? Gph wyn-Inip wyntn
ululmpulumnouf Ep: [lpuk utiniun unwbin " bp hhywtnuinghg:

Tnip Pull_lmpmpqmob hp/qnoh bp pwdwtidniipnid mhpnn dwppnipniihg
(hhJwunuubkyuyubtph, punuukiyulyh, pnhwingh, gniquputtbph b wyii):
Iﬁthulah Eplup Gp Fnip b Qbp pEjowt unhwyyws (hund htipph dbe dtwy
hhjwtnwingnid jnipwpwiisinip pniddws hwdwp: Iﬁohz Junwownlthp wyy
gnpdpupwugp pupbjuybnt hwdwp:

Iﬁthulah dudwbwl £ 2kquithg wwhwieynid/fuymd Epkjuwgh pnidnidp unwbiuwnt
hwdwp hhjwunwtng hwutbp:

ﬂppuloh hwdwu Ep Inip uyghnud hhjwunwing pkifjuwgh pnidnid unwbwne
tyunwuyny:

ﬂpnohp Eu wytt hhdbtwljwt puunhpubpp, npnup dnip hwinhwynid tp hhquwtnwingnud:
Iﬁohz Junwownplthp puwdpp pupkjuybint hwdwnp:

Fdholjukph/poidpnypkph hkwn pvhnidp/ Gpubg JEpwpkpunilpp

9.

10.

Pnidwtidimluquhg n"ud htan bip wdkbwhwdwjup qpnignud Epkifuuygh jainhptph
Uwuht (Pnpd. Lordwbdtbmluqupg n il hkwn kp wlkhunfnkppulp):

Nuwndbp puunpnud b 2bp b pnidwdimljuquh hbn niikgus othdwt dwuht: (@npd.
lnip ggn l kp, np poidwbdbwlugqup 26p Epkuugh pniddwil bjundwdp
whhwwnwlwl Uninkgnid F gnigupkpnid): Inip punlulpulpllulab hp/qnoh Ep wyn
othnidhg: Fnidwbdtwlwuqup phhulpllnouf E 2kq htwn tpklwh whinnpnonudp: (@npd.
Mnip pugunnpnipiniiibibp umuzglrol kp pmidwbdtwuqupg, pk hlisn 1 Eh Upwbp
ppuwluinuginid uwyu Jwd uylh wpngbnnipubbpp Epkpugh hkwn: 2kq u]uzlmflrol ki
kpEjuugh ubbnulupgh, guyh hunpwhwupdwi jud phnhwipuwbu Epkfuugh pbudph
dwuhll: Foiduphiuwnnnibpp kg hkwn ]unpbpz}wggbol ki Epkpough pnidnidp uljubkinig
wnuwy): Gpt tpkluwt hpht Juun £ qgnud, n’ud kp dmp quuquhwpnid oqunipjut
hwdwnp: (@npd. nip QLupnj‘z kp puplilpn Ukndly Epkluugh guyp, kplk uyn, wuyw HOL[ E
Kbq unynplgpky):

Fnidnid, gunjph b npudlwmh wqnlgnipinibbkph ununjupnid

Zbwnlyuy hwipgbpp JEpuwpbpnid Ea Q6p Epbpugh dnn wnjw whnnwiowbbbphl b npuig

Junwyjupdwip:

11.

Iﬁohz Juwpnn Ep wuwndk) wyt dwuhl, ph htswbu £ QEp Epijuwt hpk ggnud gt
punmubymg htwnn: (@npd. b s ingutnulh Gowbbkp FREp Epkuub nibkbnud pknkph
plnniinidpg hkwun):
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12. Iﬁhzulhou tp Fnip/punnutthph wy winud ogunid Eptijuwghtt hwnpwhwnt) Ynnduwlh
wpwikiph wqnbgnipnitubpp:

13. P"tis wunh&wih gun] k qgmu 2bp bpkjuwb: buswk™u kp oginid Qbp kpkjuuyght
hwnpwhwpb)/junwqupt) guyp: tp Epkuwb ginnpuygp uinwlbin 'l & guyp
hwnpwhwpbny/dbindtnt hwdwp: Fnip Pull_lulpulpllulob tp guyh junwywpnudhg, npp
unnwunwd £ 2bp Epkhawi:

14. Qtp Jupshpny, Rbtp Epkluwt unwbin "l & wnju wdktwjuy pnidnudp: Iﬁ'uznoL wyn b
hhznoL ny: ﬂop]} 1hubip jujwgnyt pnidnudp Qbp Epkijuwgh hwdwp: Ep Jupshpny, hohzh
E puguljuynid Eptfuuygh pniddwit Uk ubpluynidu:

15. B’y kip tnip hwulutimu «candnphyy/ «oqujhwinhiy pnidnid wubyng:

Fniddwil $phwmbumlub §nnup

16. B’y Yupnn bp wyunndby poiddwh $htiwbuwljui Ynguh dwuhb: (@npd. 27
swnwynipniilibph hwdwp kp tnip Jdwpnid): ﬂppuloh gnudwp E pughwtnip wndudp
QbLp punnwtthpp ydwpnd Epkjouygh pniddwin hwdwp: tIulpnrlulimbui E wipynp Qbp
puwnwthpp dwupt) pniddwt Swpubpp: Mundbp jpunpmd Bl hhywbinuingnid
nhknnpuyph wnuymppui vwuht: bos Eyunwhnud, bpp nhnnpugp sh jhnd
hhJwtnwungnud:

Unghwyj-hnqlpuwbiuljuli & hnginp njnpwn
LCnwbpph whnudbbp/pupkludbbp

17. n”q £ 2bp pirnwthpnid oguinid Qbq tpkuwgh futwdph hwpgnud: Iﬁohz
oqunipinii/mewlgnipinit ki pinnwtthph wunudutpp QLq mpudwnpnud: Iﬁohz
wowljgnipinit Fnip Yguulwbuyghp unwbw) pinwthph winwdubkphg:

18. Iﬁohz huinhpubp Gp Fnip mubunid QEp hhutn pkjawgh hkwn gthdwt pipwgpnid:
(®npd. Qbp bpkuwh nknu’ly E hp whannpnodwh (ghwgiingh) dwuhi: Gk wn-
Iﬁhzulhou tw Jhpupbpynud (wpdwquipnid) hhwunnipjuun: et nz—bhzulhou Ep wuly
Epkhiwghty, el hugnt £ iw hhywinutngnud):

Ujj oglinipinil/mpuiljgnipinii

19. Iﬂohz oqunipnii/mwewlgnipinih kp Inip b Qkp tpkjuwt ukpuynidu vinwunwd: (@npd.
FPudwiliniipnid wpiunnn Wl E hnqlpwiabbpp, unghwjwlwh wofuunnnnbbp, byl
Epl uyn, wuyw 2kp Jupshpny tnip unwinmd kp wnlw wdkinuyun] wowlgnipinLiap:
Epl ny, wwyw hby nkuwlh wowlgnipinil tnip [gublwbuyhp vinwig hngbpwiabkphg,
unghwjwlwl wofuunnnnbibphg Lug;b):

20. Iﬁohz nbkuwlh wowlgnipni/ogunipinil bp unwinid junwywpnipju Ynndhg:

Znglinp njnpn
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21. Pusyk u k kpkhugh whannpnonudp wqnb Qbp b 2bp piinwithph wiqudbph wiph

Ypu
22. Qtp junpshpny, hohz Jupkh £ wibk] wyb piinwtthpiph hwdwp, npbp wnptsyt) Gu wyu

Jutinpht:
23. Y’ E1h nplk pwiy, np Inip Yguuwbughp hud wuby:

Cunphwljwnipinit hwpgdwip dwutwlgbint hwdwnp
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Appendix 6. Data collected from child’s medical record (English and Armenian versions)

1. | What is child gender? 1. Male
2. Female
2. | What is child's date of birth? / /

3. | When has child first been
diagnosed with cancer?

4. | What is the type of cancer?

5. | What is the stage of cancer?

6. | What type of treatment does child

receive?
7. | Has child undergone surgery? 1. Yes (if yes, when and for what reason?)
2. No
8. | Does child have any disability? 1. Yes
2. No

3. Disability due to cancer

Zbunbjwy nhnEnpmbttpp yhwnp Ehwjwupyti tptjuwgh pdoljuljut pupwnhg

1. | Bpkhuwygh uknp: 1. wpwlub
2. hqujul
2. | Bpkluwgh shbmyut tnupkphyp: / /
3. | &pp b bpkuwt wnweht wbquud
wuinnpnpyk] punglnny:

4. | n"pu t pungybnh whuwyp:

5 | Pungltinh qupqugdul n'p qnyynud
E quidnud Epkifjuwt ubpuynudu:

6. | P’us pnidnud E unwughy bpkuw:

7. Bpjuwb Jhpwhunm]b |k, phns: 1. Ujn (kpp b hush wuwwn&wnni)
2.0y
8. | bphuwb mup” hwpdwbnulnipnih, 1. Upn
phtny: 2. Ny
3. Zuwpdwunuunipinih pungltnh
wuwndwnny
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Appendix 7. Consent form for parents (English version)
American University of Armenia

Institutional Review Board #1Consent form

Hello, my name is Armine. | am a psychologist and the graduate student of the Master of Public
Health program at the American University of Armenia. Our department is conducting a study to assess
needs of adolescents living with cancer and their family members.

You and your child are invited to participate in this study because your child is registered and
receiving cancer-directed treatment at one of the Oncology Hospitals in Yerevan. Permission to contact
you and your child has been received from the head of department and your child’s treating doctor. Your
participation will involve face-to-face interview with the duration of up to 1.5 hours. Interview will be
conducted in time and place that are convenient for you and your child. Your child’s and your
participation in this study is voluntary. There is no penalty if you refuse to participate in this study. You
can skip any questions you don’t want to answer or even stop the interview.

Participation in this study does not have any direct benefit for you, but your participation is
valuable for us and will contribute to better understanding of the needs of children living with cancer, as
well as the need of their parents. Participation in this study may cause emotional distress to you and your
child, thus after interview completion you and your child will be offered psychological consulting.
Psychological consulting will be provided by me, as | am a psychotherapist and have 2 year experience of
working with children living with cancer.

The information provided by you and your child, as well as data obtained from the medical
records are fully confidential and will be used only for the study. Your name will not appear on the
questionnaire. Although only the general findings will be presented in the report, some direct quotes from
our conversation will be presented in the final report without mentioning your/your child’s name.

With your permission, | will use audio-recording to make sure that we will not miss any of the
information you provide us with. But you should be aware that it is within your right to ask to turn off the
recorder at any time during the interview, whenever you want to.

Before we begin | want to make sure that you have received answers to questions that interest
you. Do you have any other questions regarding your participation? If you have any questions regarding
this study you can contact the Principal Investigator Dr. Tsovinar Harutyunyan at (060) 61 2560.

If you feel you have not been treated fairly or think you have been hurt by joining the study you
should contact Dr. Kristina Akopyan, the Human Subject Protection Administrator of the American
University of Armenia (060) 61 25 61.
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Do you agree to participate? Please circle O YES ONO
Do you agree to audio-recording? Please circle O YES ONO
If you are ready now we will start.

By signing this document you agree to participate in the study described above.

&« » 2015

Name of subject Signature Date

&« » 2015

Name of Person Obtaining Authorization Signature Date
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Appendix 8. Consent form for parents (Armenian version)
Zujuwunwith wdkphljjut hwdwjuwpw
Zuupuwjhtt wpnnowwwhnipjut pudhu
Ghunwhbnwugnuuljut Ephljuyh phy 1 hwudtwdnnny
Ppuqkl hudwdwjunipjut Al

Pupl 2tq, pd wuntup Updhtt B Gu hnglpwt B b dhwdwdwbwl unynpnid Gu
zujuunwtth wdbphljut hwdwjuwpuih Zwbpwjhtt wnnnewywhnipjut dughunpnuwlw
Spwugnph wjwpunuwlub Ynipunid: Ukp pwdhut ppwlubiugtinud £ hknwgnunnipnit, nph
byuwwnwlju E quwhwink) pungytnny hhywn npinpwhwutbph b tputg pirnwtthph winuwdutph
wunphs (wuwhwwnhy) Juphpubpp: Fnip b QEp Epkowt hpuhpws Ep dwutwlglnt wyu
hEwnwqgnuunipywp, puth np QbEp Ephijuwb gputgws b pnidnd £ unnwtimid Gphwth
Mopmgpupwbwlwb hhywiunwungubphg dkynud: 2kq nhubnt pnywnynipinit bu unwghk) Bl
pwduh Juphshg b QEp Epkijuwgh pnidnn pdolhg: bEp dwubmlgnipniup vwhdwbwhwlynid k
dhwjt UEY wuhwwnwlwb hwpguqpnygny, npp Yubth 1,5 dud: Zupgugpnygp hpujuiugyp
Qkq b Qtp Epkjuwghtt hwpdwp dwdht b Juypnud, npp Jupng Gup twowuy bu wuydwbwynpy by
Qbp b Qbp Epkjuwgh dwubwljgnipniut wju hbnwgninmpniinud udwynp k: QEq nghts sh
uyunund, kpk tnip hpwdwpybp dwutwlgh] wyju hEnmwgnunnipyutp: dnip fupnn bp
hpwdwpyb] yunwupwil] gutjugws hupgh jud gutjugws wwhh pinhwnk]
hwpguqpnygp:

ZEnmwgnunnipyniinwd Qbp b bp Epbuugh dwutwygnipmiiup sh twpiwnbunid nplik
widhowljwub ogniwn, vwljuyh Lbp wljlind uunwupwbtbpp suhwqug juplnp b dkq
hwdwn b foqukt wykih funpp ntunidtwuhply pungltnny hhgwn Epkjuwtbph b tpubg
Sunnubnph Juphpubkpp: Uju hEnmwugnunnipjut pipugpnid dnip b Qbp Epkjuwt jupnn tp
hniquljub jupyubnipinit nibkbwy, wyn hull yuwndwnny hwpguqpnygh wjwpunhg htinnn dkq
Junwowplbd hnghpwbwlwt funphppunynipjnit: vnphppuynmpniap jhpujwiwgubd bu,
pwih np hnglipwt b b pungltinny hhyubn kpEuwtbph htn wopwnbint 2 mwupydw thnpd
niubd:

Qtp b 2tp Eptuwgh Ynnuhg nmpudwunpus hpudnpdwghwi, husybu twb pdojuljuta
thwuwnwpnpinhg unwugywsd nknkjunynipmniip jywhwywilgh quyunih b jihpunyh dhuyh
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htnwgnunuljut tyuwnwlubpny: QEp b QEp Epkuuygh winitip gpus sh jhh
hupguptpphyubph qpu:

Qbp hwdwdwjinipjudp ku jawjiwgpbd dkp hwpguqpnygp, npytugh ns Uh juplnp
hudnpuwghw pug spnnubd: Uwljuyt dnip wbwnp E nbinyuly (hubp, np QEp hpuynitpt k
wwhwbioh] whownk) duytiwgnhsp hEnmwgnunnipyut pipugpnid guuljugus wuhh: kL
dhuyt wdthnthyws nmdjuubpp Jukpyuyugyku JEpetmljut qinygnud, wyuintwdbuwjuhy dbp
qpnuyghg npnp dkoptpnudubp uhpjuywugykt Jepotwlu th{nL]gnuI‘ wnwtg toknt 2bp fud
Qtp bpkjawgh wuniup: Uhts dktp Julukup, tu jgutjwbwgh hwdngyk), np dnip unnwgh) tp
Qtq hniqnn hwpgbph yuwwnwupwbbbpp: Fnip nikp npbk wyp hwpg juyydws wyu
hEwnwgnuunipniunid Qbp dwubwlgnipyub yepupkpyuy: dnip umulghol Ep Qtq hniqny
hwpgtph wuwwnwupiwbbpp:

Uju hbnnwgnunipjut yEpwpbpyu) hwupgbp niubbwne nhwypnud fupnn tp juy
hwunwwnt) htnwgnuunipjut hwdwlupgnnh™ Ondhtwp Zupnipiniyuith hbn hbnbyug
htnwjunuwhwdwpny™ (060) 61 25 60: Gpk jupénid bp, np Qkq htiwnn £hown skl Jupdby Jud
nplk YEpy Jhpuynpt U hwpgugqpnygh dwutwlgnipjut pipwugpnid, Fnip fupnn bp nhuty
Zayuunwih wdkphljjul hwtwuwpuih ghnwljut kphljugh hwtdiwdnyn]h hudwlupgnn
Lphunhtiw Zwlnpjutht hknljw) htpwhinuwhwdwpny (060) 61 25 61.
nip hLUIILu&LUO]il bp dwutwlgh): Munpnud B oy o usn 0 N2
nip hLUIILu&LUO]il tp, np tu vhwgtbd dwjuwgqphyp: Munpnud B ok o usn 0 N2
Bpt tnip yuwnpwun Ep dkup Jupnn Bup uljuby:

Uwnnpugntiny wju huunwpninpnp bu hwdwdwjuynid bd dwutwmygh) epnugyug

hEwnwgnunnipjubn:
« » 2015p.
Uwubwlgh wlnil, wqquintt uwnnpwqnpnipmi wduwphy
« » 2015p.
Zudwdwjuntipiniup uinwgnn wudh unnpugpnipntl wduwphy

wlnil, wqquinih
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Appendix 9. Consent form for 19 years old Adolescents (English version)
American University of Armenia

Institutional Review Board #1

Hello, my name is Armine. | am a psychologist and the graduate student of the Master of Public
Health program at the American University of Armenia. Our department is conducting a study to assess
the needs of adolescents who are receiving treatment in this hospital, as well as the needs of their
parents.

You are invited to participate in this study because you are registered and receiving treatment in
this Hospital. Permission to contact you has been received from the head of department and your treating
doctor. Your participation will involve face-to-face interview with the duration of up to 1.5 hours.
Interview will be conducted in time and place that are convenient for you. Your participation in this study
is voluntary. There is no penalty if you refuse to participate in this study. You can skip any questions you
don’t want to answer or even stop the interview.

Participation in this study does not have any direct benefit for you, but your participation is
valuable for us and will contribute to better understanding of the needs of adolescents who are receiving
treatment in this hospital, as well as the need of their parents. Participation in this study may cause
emotional distress to you, thus after interview completion you will be offered psychological consulting.
Psychological consulting will be provided by me, as | am a psychotherapist.

The information provided by you, as well as data obtained from the medical records are fully
confidential and will be used only for the study. Your name will not appear on the questionnaire.
Although only the general findings will be presented in the report, some direct quotes from our
conversation will be presented in the final report without mentioning your name.

With your permission, | will use audio-recording to make sure that we will not miss any of the
information you provide us with. But you should be aware that it is within your right to ask to turn off the
recorder at any time during the interview, whenever you want to.

Before we begin | want to make sure that you have received answers to questions that interest
you. Do you have any other questions regarding your participation? If you have any questions regarding
this study you can contact the Principal Investigator Dr. Tsovinar Harutyunyan at (060) 61 25 60.

If you feel you have not been treated fairly or think you have been hurt by joining the study you
should contact Dr. Kristina Akopyan, the Human Subject Protection Administrator of the American
University of Armenia (060) 61 25 61.

Do you agree to participate? Please circle O YES ONO
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Do you agree to audio-recording? Please circle O YES ONO

If you are ready now we will start.

By signing this document you agree to participate in the study described above.

&« » 2015

Name of subject Signature Date

&« » 2015

Name of Person Obtaining Authorization Signature Date
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Appendix 10. Consent form for 19 years old Adolescents (Armenian version)

Zujuwunwith wdkphjjut hwdwjuwpw
Zuupuwjhtt wpnnowwwhnipjut pudhu
Ghunwhbnwugnuuljut Ephljuyh phy 1 hwudtwdnnny
Ppuqhkl hudwdwjunipjut Al

Puipl, hd winiup Updhuk £ Gu hnghpub bl b Jhudwdwbwl unynpnud G
zujuunwtth wdbkphljut hwdwjuwpwih Zwbpwjhtt wnnnewywhnipjut dughunpnuwlw
Spwugnh wjwpunuwlub Ynipunid: Ukp pwdhut ppwlubiugtnud £ hknwgnunnipnit, nph
tyuwnwlju E guwhwnky, pk hs juphpubp niukt Epijuwitpp/yinwhwuttpp, ndptp poidnid
El vnwtinid wyju hhqunuingnid, htiyybu twb hdwbw) tpwtg stnnubkph Yuphpubpp: Inip
hpwyhpyuwsé tp dwmubwmlglint wju hbnnwgnunnipjutip, putth np gqpuiigyws bp b pnidnud bp
unwbind wju hhuwbwingmd: 2kq nhuknt pnywnynipinit bu uvinwgh) Bd puduh uphshg b
&kp pnidnn pdoljhg: QbEp dwubiwljgnipiniip vwhdwbwhwljynid £ dhwji vkl wthwnwlw
hwpguqpnygny, npp Yunlh 1,5 dwd: Zupguqpnygp jhpujuiwgyh Qtq hwpdwp dwudht b
Juypnud, npp Jupnn Gup twhuybu guydwbwynpyby: @ 2Ep dwubwljgnipiniut wyu
htwnwgnuunipniinud judwynp k: QEq nshus sh uvyquntnud, Epk Fnip hpudwpytp dwubmlgly
wju htlnwgnunipjwtip: Fnip upnn bp hpwdwpy b uunwuhwil) gmujugus hwupgh jud
gulijugws ywwhh pnhwwnt] hwpguqpnygnp:

ZEnmwgnunnipiniunud QEp dwubwlgnipyniup sh twpiwnbunid npik wadhgwljut
ogniw, uwljuyt REp wl nd yuwnwupwbbpp swihwquig juplnp kb dkq hwdwp b foquku
wykih janpp nuunidbwuhply Epuwtbph/pinwhwutbph uphpubpp, npbp pnidnud B
unwind wju hhuwinwingnud: Uju hEnmwgnunipjut pipwugpnid nip fupnn tp hniqujub
Jupyuénipnit niiktwy, wyng hull wuwwndwnny hwpguqpniygh wjwpunhg hinn dkq
Junwowpltd hnghpuwbwlwt funphppunynipinit: vnphppuwnynipmiup jhpuljwubwughbd by,
pwith np hngbpwt G:

Qtn §nnuhg mpudwunpus hupnplwghwiy, husybu twb pdojuljut hwunwpnptphg
unwugyws nknkjunynipniup jywhywiygh qununuh b jihpwnyh dhwyt hbnnwgnuuljut

byuwwnwljubpny: Qp wunitup gpdus sh 1hth hwpguptpphlubph Ypu: EEL dhujt wdthnthqus
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wnjubipp Jubkpuyugy b Jipptwljui qinygnid, wjuntwdkwyuhy Ukp qpnyghg npny
Uboptipnidubip ubhplhuwywugytt JEpotwmljut th{nL]gnuI‘ wnwig tpknt QEp wbntup:

Qbp hwdwdwytimpjudp tu jdwjbwgpbd dkp hwpguqpnygp, npykugh ns Uh fuptnp
hudnpuwghw pug spnnubd: Uwljuyt dnip wbwnp E nbinyuly (hubp, np QEp hpuynitpt k
wwhwbioh] whowwnk) duytiwgnphsp hEnmwgnunnipyut pipugpnid gmuljugus wuwhh: Gek 1192,
www bu gpupnidubp jhpwjwbwgubd hwpguqpnygh pupwugpnid:

Uhiis Uklp Yuljukp, ku hgutjwiwgh hwdnqyby, np Fnip unwgh) kp 2tkq hniqnn
hwpgtph uwwnwupwbtbpp: dnip nitbp npbk wy hwpg juwws wyu hblnwgninnipiniunid
Qbp dwutwlgmipjwt JEpwpbpyuy: Fnip umulghol bp Qtq hniqnn hwpgbph wwwnwuppwbubpp:

Uju hbnnwgnunipjut yEpwpbpyu) hwupgbp niubbwne nphwypnud fupnn tp juy
hwunwwnt) hbnwgnuunipjut hwdwlupgnnh™ Ondhtwp Zupnipiniyuith hbn hbnbyug
htnwjunuwhwdwpny ™ (060) 61 25 60: Gpk Jupsdnud tp, np 2kq htwn £hown std Jupyt) ud nplik
Ytpw Yyhpwynpky bd hwpguqpnygh dwutwlgnipjub pupwugpnid, Fnip upnn bp nhuby
Zayuunwih wdkphljjul hwdwuwpuih ghnwljut kphljugh hwtdiwdnyn]h hudwljupgnn
Lphunhtiw Zwlnpjutht hknljw) htpwhinuwhwdwpny (060) 61 25 61.
nip hLUIILu&LUO]il bp dwutwlgh): Munpnud B oy o usn 0 N2
nip hLUIILu&LUO]il tp, np tu vhwgtbd dwjuwgqphyp: Munpnud B ok o usn 0 N2
Bpt tnip yuwwnpwun Ep dkup Jupnn Bup uljuby:

Uwnnpugnptiny wju huunwpninpnp bu hwdwdwjuynid bd dwutwmygl) yepnugyug

hEwnwgnunnipjubn:
« » 2015p.
Uwubwlgh wlnil, wqquinit uwnnpwqnpnipmL wduwphy
« » 2015p.
Zudwdwjunipiniup uinwugnn wudh unnpugpnipntl wduwphy

wlnil, wqqunih
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Appendix 11. Assent form for Children Ages 10-18 (English version)

American University of Armenia
Institutional Review Board #1
Hi. My name is Armine. | am a psychologist and the graduate student of the School of

Public Health at the American University of Armenia. Right now, | am learning about the needs
of children/adolescents who are receiving treatment in this hospital, as well as the needs of their
parents. | would like to ask you to talk to me and answer to my questions, but before | want to
explain what will happen if you decide to talk to me.

I will ask you questions about your treatment, as well as about your difficulties while
being sick, about your feelings, mood and wishes. There is no right or wrong answers; | just want
to know your opinion. If you allow me I will record our conversation in order not to miss any
information. If no, I will just take notes while you are speaking. Participation in this conversation
does not have any direct benefit for you, but your participation is very valuable for us.

If during our conversation you feel upset or sad, you and I can discuss it. After
completion of these questions if you want we can also discuss anything that bothers you. Your
(parents and) treating doctors will not know what you have said to me. When | tell other people
about our conversation, | will not use your name, and no one will be able to know who I’'m
talking about.

Your mom/dad says it is okay for you to talk to me and answer to my questions. But if
you do not want, you do not have to talk. | won’t be upset, and no one else will be upset, if you
don’t want to talk. If you want to talk to me and answer to my questions now but change your
mind later, that’s okay. You can stop at any time.

You can ask me questions about conversation. If there is anything you don't understand
you should tell me and I can explain it to you.

Do you have any questions for me now?

Would you like to talk to me and answer some questions?

"This project has been explained to my child in my presence, in language he/she can understand.
He/she has been encouraged to ask questions both now, and in the future, about the research
study.”

By signing this document I allow my child to participate in the study described above.
<« » 2015

Name of parent Signature Date
By signing this document | agree to participate in the study described above.

< » 2015
Name of child Signature Date

&« » 2015

Name of Person Obtaining Authorization Signature Date
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Appendix 12. Assent form for Children Ages 10-18 (Armenian version)

Zujuwunwith wdkphjjut hwdwjuwpw
Zuupuwjhtt wpnnowwwhnipjut pudhu
Ghunwhbnwugnuuljut Ephljuyh phy 1 hwudtwdnnny
Ppuqhkl hudwdwjunipjut Al

Puipl, hd winiup Updhuk £ Gu hngbhpub bl b Jhwudwdwbwl unynpnud b
Zujuunnwith wdbphljut hwdwuwpwih Zwbpwihtt wennewwwhnipjut pudunid: Gu niqgmd
b Swinpwiwy, pk hy yuphpubp niukt Epkluwubpp/ninwhwuttpp, ndptp pnidnud Eu
unwbind wyu hhuwinwingnud, hiswbu twb pdwbw) tpwbg Sunnubph uphpubpp: o hud
own oquwd Y1htky, bpk gmuljwwu qpnigh] hud htin b wuwnwupwt) hd hwpgpht: Uuljuyyt
Uhty nw bu wyhwp E ukpyuyugubd pkq, pk hish dwuht khtubknt qpnygp: Spnygh pupwugpnid
tu pkiq hwipgubkint GU pn pniddwl, pn npudwnpmpjul, qqugdniupubph, gmulynipniuubph
dwuhly, hswybu twbwyt pojnp fuinhpubph, npnup wpwewgt) ku phiq Unwn hhywunnipyuu
wuwwdwnny: Qqut £hon jud ujpw] unwupwtitp, tu yupquubu nignid U hdwbw) pn
Jupshpp: Bph nnt pny| iy, bu jdwjuwugpbd Ukp qpnygp, npykugh ns Up upbnp pub pug
spnnubu pn wuwstpnhg: buly kpt ot sku gutjubw, wyw Eu dhwyt gpupnidubp fubbd dtp
qpnygh pupwgpnid: Uju qpnyght dwubwlglp pkq ny Uh ninnuljh ogniwn sh imw, uwmjuj pn
wuwwnwuhwbtbpp swhwquig jupbnp b Ukq hwdwp:

Bpt qpnygh pupwugpnid nni mpuptu jud piq Juwn qquu, dktp npu dwuhtt wmbwyuwydw
Yhunukup: Epp pninp hwupgbphtt yuwwnwupwbu, dkup Jupnn Ebp junub) gutiljugus wy) putih
dwuhl, hugp pliq wthwiiquinugunid E: €n (Sunnubpp) b pnidnn pdholp sk pdwbiw, pt dkup
htsh dwuht Eup qpnigh): Bpp bu wy) dwppjuitg quwndbd wju qpnygh dwuhl, bu skd uokne pn
wlnitp, b ng np sh hdwbw, pk ny E janunnp:

£n sunnutpp pny) Bt gk, np noe dwubwlgbu wyu qpoyghtt: Uwljuyl, Gpb nn sku
guiljuinud dwutwlgh], wyw jupnn bu hpwdwpyb): Gu skd iknubiw, ni ng np sh tinubw
phquiihg, tpk nnt hpwdwpybu dwubwlgh): Ywd Epk nnt hhdw hudwdw)i]bu dwutiwlgly,
puyg htwnn thnjutiu pn dhwnpp, dkup skup owpnitimh Ubp qpoygp: ot jupnn bu hud hwupgbp
nw] wyuqu qpnigh yepwpkpjuy: Gph ju uh pub, np ot shwuljugup, nnt jupnn ku
hwpguky, b bu jywnwupwbbd: e hhdw hwpgkp nih u tﬂI(k:]uthlulhul”u dwubimlgk) qpnyght
nL yuwwnwupiwbl) hd hwpgbpht:
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«Uju htmwgnunmipjub btywwnwlp pugupyt) k hd Epifuwghtt pd ubpyuynipyudp,
Epbuwghtt hwulwbwh (Eqyny: Bphjuwt mknkjugdws E, np hbnmwgnunnmipjwt Jepupbpyuyg

Jupnn £ hwpgbp viwg husybu hhdw, wjtybu £ hbtnwquynud»:

Uwnnpwgntiny wju huwunwpninpen ku pny) bd tmwujhu hd Epkjowght dwutwlgly
Jtpnuojw) hklmwgnunipyjubn:

« » 2015p.
Ounnh wntl, wqqunth unnpugpnipntl wduwphy

Uwnpugnbiny wju hwunwpninpp kbu hwdwdwjiynid Bl dwutwljghy Jepnojuy

hEwnwgnunnipjubn:
« » 2015p.
Gphjuwgh wintl, wqqutni unnpugpnipntl wduwphy
« » 2015p.
Zudwdwjunipiniup uinwugnn wudh unnpugpnipntl wduwphy

wlnil, wqquiinih
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Appendix 13. IRB approval letter

American | Zuyumnnuitth
University | Ualtiphljjuit
of Armenia | Zufmpuupuit

February 05, 2015
Hripsime Martirosyan MD, MPH
40 Marshal Baghramian
Yerevan 0019, Armenia

PRINCIPAL INVESTIGATOR: Tsovinar Harutyunyan, MPH, PhD
Co-INVESTIGATOR: Sarah Kagan, PhD, RN

STUDENT INVESTIGATOR: Armine Abrahamyan

TITLE: Pediatric Palliative Care in Armenia: a qualitative analysis of the needs of
adolescents with cancer and their parents

SPONSORING AGENCY: None

PROTOCOL #: AUA-2015-006

Tsovinar Harutyunyan, MPH, PhD, Armine Abrahamyan
Via Email: tsovinar@aua.am; armine abrahamyan@edu.aua.am

Dear Dr. Harutyunyan and Ms. Abrahamyan,

The above referenced protocol was reviewed and approved by the Chair of the Institutional Review Board
for Clinical Studies of the American University of Armenia using the full board review set forth in 45 CFR
46.406 on February 05, 2015. This study will be due for continuing review on or before February 05, 2016.
Annual continuing reviews will be required for this proposal. The proposed study can proceed as it is
approved by the AUA IRB. However, please note, the IRB must be kept apprised of any and all changes in
the research that may have an impact on the level and type of IRB review needed for a specific proposal.
You are required to notify the AUA IRB if any changes are proposed in the study that might alter its IRB
status and consent procedures. New procedures that may have an impact on the risk-to-benefit ratio cannot
be initiated until IRB approval has been given. Please retain this letter as documentation of the IRB’s
determination regarding your proposal. Please contact AUA IRB at auairb@aua.am, with a copy to
akopyank @aua.am, should you have any questions about the information in this letter. Thank you.

Sincerely,

L

3 7

Hripsime Martirosyan MD, MPH
Chair, AUA IRB for Clinical Studies
Senior Clinical Research Coordinator
Medicus Research LLC, CA, USA

40 Baghramyan Avenue 300 Lakeside Drive, 12th Floor
Yerevan 0019 Dakland, CA 94612

Republic of Armenia UsA

(374 10) 32 40 40 (510} 987 9452

(374 10) 512 512 (fax) (510) 208 3576 (fax)
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