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Abstract

Childhood cancer is an important public health concern worldwide. Globally
2,000,000 new cases of childhood cancer occur per year, 80% of which befall to low- and
middle-income countries (LMIC). Moreover, 90% of childhood cancer related deaths occur
in LMIC. The available evidence speaks about high percentages of curability and
survivorship from childhood cancer in high income countries.

According to the Ministry of Health, the total number of childhood cancer cases
registered in Armenia between 2004 and 2013 was 714. The National Center for Oncology
after V.A. Fanarjian identified the most common types of childhood cancers in Armenia:
hematopoetic and lymphatic system cancers (40%), brain and nervous system cancers
(15%), bone tissue malignancies (11%) and kidney cancers (7%) from 2004 to 2014.

Childhood cancer treatment is considered to be difficult and long-lasting. Healthcare
professionals are faced with various challenges during the provision of childhood cancer
treatment. The literature suggests that insufficient resources for patient care and
psychological support, difficulties when providing information to the patients and their
families due to emotional aspects, are among the challenges that health care providers deal
with.

This qualitative study aims to understand the needs and challenges faced during the
provision of pediatric oncology care from the perspective of physicians treating childhood
cancer. The study was conducted through semi-structured in-depth interviews with selected
study participants. Purposive sampling technique was used for choosing the study
participants. The study population included physicians dealing with childhood cancer: a)
pediatric hematologists/oncologists, b) radiotherapists, ¢) pediatric surgeons and d) general
chemotherapists. Three study instruments were developed based on the literature review,

designed and adapted for the specific groups of respondents for whom they were intended,



and translated into the Armenian language. Data were collected until saturation was
reached. Qualitative conventional content analysis method with a deductive approach was
used for analyzing the data from the in-depth interviews.

Study findings suggest several needs in the provision of childhood cancer care such
as: qualified staff shortages; need for quality trainings for staff especially for pediatric
surgeons, pediatrician from ICUs; need for better hospital conditions; and unavailable
resources (medication, equipment, cancer registry system) in Armenia. According to the
study findings the challenges for physicians in the childhood cancer care delivery included:
difficulties in communication with patients and their family members related to the bad

news, tiredness, depressions, sleepless nights, heavy workload and inadequate salaries.
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1. Introduction

Childhood cancer is one of the public health concerns worldwide. Globally
2,000,000 new cases of childhood cancer occur per year, 80% of which befall to low- and
middle-income countries (LMIC).! Moreover, 90% of childhood cancer related deaths occur
in LMIC. Annually 90,000 children aged <15 years die because of childhood cancer.?
Pediatric oncology is the second cause of death among children in LMIC.2 Several studies
have shown that genetic and other risk factors (ionizing radiation, exposure to prior
chemotherapy, infections from viruses such as Epstein Barr virus, Hepatitis B) can be
potential causes of childhood cancer.*® Only 5-15% causes of childhood cancer are due to
genetic or familial risk factors that might predispose the child to cancer.> Certain exogenous
factors and environmental exposures contribute to childhood cancer in 5-10% cases.
However, the etiology of childhood cancer is not entirely understood yet.*°

The most common types of childhood cancers worldwide are leukemia and brain
tumors.® From all childhood cancers, leukemia, including acute lymphocytic leukemia
(ALL) and acute myeloid leukemia (AML), accounts for 30%. Brain and spinal cord tumors
contribute to 26% of childhood cancers.’

The available evidence speaks about high percentages of curability and survivorship
from childhood cancer in high income countries (HIC).2 The five-year childhood cancer
survival rate for all cancers increased from 76.1% in 1999 to 79.1% in 2007 in Europe.®
Another study provides convincing evidence about achievements in treating Wilms tumor
(nephroblastoma or kidney cancer in children) in HIC where the survival rate now exceeds
90%.°

According to the Ministry of Health of Armenia, the total number of childhood
cancer cases registered in Armenia between 2004 and 2013 was 714.%5 The National Center

for Oncology after V.A. Fanarjian identified the most common types of childhood cancers in



Armenia from 2004 to 2014.1° The first most common types of childhood cancers are
cancers of the hematopoietic and lymphatic systems (40%), followed by brain and nervous
system cancers (15%), bone tissue malignancies (11%) and kidney cancer (7%).%°

The childhood cancer treatment period is long, lasting from several months to years;
it includes chemotherapy, surgery or radiation therapy, depending on the cancer type.'!
Sometimes the child receives a combinations of the above-mentioned treatment methods.!*
During this long and hard treatment process children face a variety of problems.? Several
studies have been conducted to explore potential problems that pediatric cancer patients
have to overcome. One of the studies conducted in Sweden grouped the potential factors
influencing cancer care into several categories, including medical treatment and side effects,
quality of care, togetherness and support for patients and their isolation.*? Children reported
pain from medical procedures, side effects, eating problems, isolation from activities,
isolation from school and physical isolation.*? A majority of adolescents and children with
cancer diagnosis experience cancer-related pains, and the pains are severe, especially at the
initial stage of the treatment.*®* In LMICs cancer pain management and control is poor due
to failure of physicians’ to follow pain management guidelines, physicians’ lack of
knowledge on opioid pharmacology, physicians’ insufficient knowledge on pain assessment,
patients’ fears from side effects and addiction to the analgesics, the high prices of the
necessary opioid analgesics, and limited coverage for medication.!* During the intense
treatment period, children with cancer diagnosis are faced with a variety of psychological
and social problems, such as: disruption of normal development; anxiety and depression due
to the painful medical procedures and uncertainty of disease outcome; high dependence on
family members; and so on.'® The medical staff dealing with childhood cancer patients
needs to provide support to their patients in order to decrease the anxiety of children during

the treatment period.*® There is much that can be done by health care providers to ensure the



full rehabilitative needs of the patients and their families during the provision of cancer
care.'®

A study conducted in Armenia in 2015 provided valuable information about the
needs and challenges of Armenian adolescents with cancer diagnosis, and their families.
The study revealed that the main challenges in receiving palliative care included inability to
pay for treatment, lack of availability of certain drugs, insufficient hospital conditions, lack
of psychological counseling services for patients and their families, as well as absence of an
opportunity for adolescents to continue their education during the treatment.'® The author of
the conducted research recommended conducting further studies for identification of needs
and challenges in pediatric cancer care provision from the perspective of health care
providers.1®

Healthcare professionals are also faced with various challenges during the provision
of childhood cancer treatment. The literature suggests that insufficient resources for patient
care and psychological support, difficulties when providing information to the patients and
their families because of emotional aspects are among the challenges that health care
providers deal with.}” A study conducted in Armenia in 2017 explored the needs and
challenges of Armenian pediatric oncology nurses. Among the reported needs and
challenges were insufficient hospital conditions, including shortage of drugs and equipment,
limited opportunities to enhance nurses’ professional knowledge, heavy workload and
exhaustion among nurses.® Available evidence suggests another challenge that health care
professionals face during cancer treatment delivery- communication with patients and their
family members. It is very difficult for health providers to inform patients and their family
members about cancer diagnosis (delivering the bad news).*® The main barrier to
communication emerges because the family is not ready to know about the cancer

diagnosis.'® Pediatric oncologists act as messengers breaking the bad news on life-



threatening conditions.**° Physicians are alone in the process of informing the family about
recurrent disease or transition to palliative care and this is the most difficult challenge for
them.1® The evidence suggests that effective communication and partnership between
physicians and their patient’s family is paramount. The partnership has the purpose of
establishing a feeling of security and confidence, and guaranteeing treatment compliance.*®
During the treatment period, the multidisciplinary team approach, which is the involvement
of a wide range of health care professionals in the provision of cancer care, is a commonly
used practice.?® The purpose of these multidisciplinary teams is to improve the
communication, decision-making and coordination between health care providers and
patients’ families.?® Lack of partnership with the patient’s family and absence of
multidisciplinary teamwork between different physicians can be considered as one of the
reasons for physicians’ burnouts and threatened well-being.!® Other than communication
barriers, health care providers also mentioned uncertain prognosis, staff shortage, inadequate
knowledge and skills to manage end of life pain, and lack ofexperts in palliative care.*®

The challenges of pediatric oncology in LMICs are different from HICs. Pediatric
oncologists working in LMICs face a shortage of resources (technical equipment, trained
medical staff), lack of pediatric cancer registration systems, and lack of qualitytrainings for
medical staff.%1% 2! Two studies conducted in Armenia identified the main needs and
challenges in pediatric cancer care from the perspective of patients and pediatric oncology
nurses.® 16 The findings include: shortage of trained medical staff, insufficient resources (for
technical equipment and expensive medication) for the provision of cancer care, lack of
quality trainings for medical staff, which were consistent with the existing literature for
LMICs.5 16

Identification of challenges and needs in the provision of pediatric oncological care

from the perspective of physicians is an important additional information. This can be an



important contribution to the existing knowledge that could help to develop an action plan
for future improvements in pediatric oncology care in Armenia. Adding to the existing
studies, a research on the needs and challenges of pediatric oncologists can be valuable for
policymakers to develop relevant strategies for improvements in the provision of oncology
care. This qualitative study aims to understand the needs and challenges faced during the
provision of pediatric oncology care from the perspective of pediatric oncologists.

The research questions are:

1. What are the experiences of physicians dealing with childhood cancer care in
Armenia, including pediatric oncologists, oncologists/hematologists, radiotherapists and
surgeons?

2. What are the needs and challenges in pediatric cancer care delivery in
Armenia from the perspective of physicians dealing with childhood cancer, including

pediatric oncologists, oncologists/ hematologists, radiotherapists and surgeons?

3. Methods

2.1 Study design

The qualitative study was conducted through semi-structured in-depth interviews
with the selected study participants. This study design is a proper design to gain information
on peoples’ experiences, perceptions and perspective.?22324 The qualitative research design
gave an opportunity to receive rich descriptions about the research questions.® 2

In-depth interviews gave an opportunity to thoroughly explore physicians’
experiences, attitudes and elicit their own views about the research questions.?* 25 Even
though in-depth interviews were time intensive, this method of data collection helped to

distinguish individuals’ opinions separately in a more comfortable and relaxed atmosphere.?®



2.2 Sampling Strategy

Purposive sampling technique was used for choosing the study population. The
purposive sampling strategy helped to explore information-rich cases which have central
importance to the purpose of the research.?® Physicians dealing with childhood cancer
patients, including pediatric hematologists/oncologists are people from whom we learnt a

great deal about the needs and challenges in the provision of childhood cancer care.

2.3 Study Population

The study team approached three hospitals in Yerevan (the National Center of
Oncology after V. A. Fanarjian, the Hematology Center after Professor R. Yeolyan and the
“Muratsan” Hospital Complex) and two main hospitals (““Arabkir” medical center and
“Sourb Astvatsamayr” medical center) where pediatric cancer patients receive surgical care.
Only one of the medical centers refused to participate. The target population included
physicians dealing with childhood cancer, with at least six months experience working with
pediatric cancer patients - in order to have sufficient experience in pediatric oncology care
delivery and be able to respond to the questions. Only physicians with the following
specialties dealing with childhood cancer were included in the study: a) pediatric
hematologists/oncologists, b) radiotherapists, ¢) pediatric surgeons and d) general

chemotherapist. Data were collected until saturation was reached.

2.4 Study instrument

The socio-demographic information of the study participants was collected before
the interview through a short questionnaire (Appendix 1, Appendix 2). The questions
related to the participants’ social-demographic information were adapted and adopted from a

study conducted in Armenia in 2017.8



Three study instruments were developed based on literature review, designed and
adapted for the specific groups of respondents that they are intended for and translated into
Armenian language (Appendices 3 - 8). These are semi-structured interview guides with
open-ended questions, allowing to capture the most important, common and urgent
challenges and needs in pediatric oncology care delivery. The main domains of the

interview guides include information on:

o Experience of physicians treating children with cancer
o Working environment, hospital conditions, relationships with colleagues
. Necessary resources (equipment, drugs, cancer registry) for the provision of

pediatric oncology care

o Knowledge gaps/guidelines in pediatric oncology

. Collaboration with other specialists (team approach)

. Communication with the patients and their families

J Physicians’ psychological difficulties in the provision of oncology care
. Coping strategies when faced with difficulties

Suggestions for improvements

The first domain on the experiences of treating children with cancer was adapted
from an existing study guide.® The questions in the second domain of the interview guide
about the working environment, hospital conditions, relationships with colleagues ,* & 6. 2L,
27 the questions of the third domain on the necessary resources,*¢ 2127 and the questions in
the fourth domain on the knowledge gaps and guidelines for the provision of childhood
cancer care were developed by the student investigator based on several quantitative and
qualitative studies.'®28-2% The questions related to collaborations with other specialists were
developed based on the literature review.?- 3031 In the domain about communication with

patients and their family members, some questions were adapted from a study conducted in



Armenia in 20156, while others were developed by the student investigator based on several
studies.'®® The questions about physician’s psychological difficulties in the provision of
oncology care, coping strategies when facing difficulties, and suggestions for improvements

were adapted from other qualitative studies.® 16 19

2.5 Data collection

After receiving the American University of Armenia Institutional Review Board
(IRB) approval, and permission from the heads of oncological and surgical departments, the
student investigator started collecting data from study participants. The study participants
were informed about the purpose of the study and appropriate times and places were

identified for conducting the interviews.

2.6 Data management

Interviews were recorded by an audio-recorder after receiving the participant’s
permission. Only one participant did not allow recording the interview, thus notes were
taken by the interviewer. Each participant had his/her own ID number without any personal
identifiers. The recorded data was transcribed in the original language (eight interviews in
Armenian language and one interview in Russian language). Data coding was conducted in
English, and at the end, the respective quotes were also translated into English. Transcribing
the data in the original language (Armenian) ensured that the information provided by the

participants was recorded exactly as expressed, without losing any valuable data.

2.7 Data analysis

Quialitative conventional content analysis method with deductive approach was used
for analyzing the data from the in-depth interviews. The predetermined themes were based

on the literature, there were no new themes emerging from the collected data. From the
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transcripts codes were identified by highlighting important meaningful words, phrases and
sentences, the codes were gathered into subcategories which identified common patterns
emerging from the data.? 33

For ensuring the rigor and trustworthiness of this qualitative study different methods
were used. The data collected from different physicians dealing with childhood cancer were
triangulated. The triangulation ensured the trustworthiness of the study.?>24 The credibility
of the study was guaranteed by tactics such as member checks on the spot, which means that
throughout the interview the student investigator rephrased responses back to the participant
to make sure that a given idea was correctly understood.3* Another method that was used to
ensure the trustworthiness of the study was frequent debriefing sessions with the research
team.3* The examination of previous research findings was also one way to make the study
more rigorous, giving an opportunity to assess whether the findings were consistent with the
existing literature.3*

In qualitative research the interviewer is the person who can control the quality of
data collection.®® The student investigator reviewed the literature on interviewing tactics
and tips; and followed the existing guidelines related to in-depth interviews in qualitative
studies for assuring good quality of data collection.®® The interviewer developed several
important skills, according to the existing in-depth interview guidelines in qualitative
studies. The key skill for the interviewer was rapport building, by creating relaxed, positive
and mutually respectful atmosphere.®¢ The other key skill included highlighting the
participant’s perspective, as the interviewer’s perspective needs to be invisible in the
research, otherwise the participants can change their answers to please the interviewer.3¢
The interviewer managed the interview effectively by explaining the purpose and the format

of the interview to the participant, was very careful to avoid asking the same question twice,



unless the interviewer wanted to verify the response, used probes and avoided using leading
questions.®

To sustain the credibility of the study results, the interviews were planned to conduct
in three hospitals in Armenia providing pediatric cancer treatment and two main hospitals
where patients receive surgical care. However, one of the hospitals providing pediatric
cancer care refused to participate in the study, thus the data was collected from four health
care facilities. This provided an opportunity to avoid the influence of some specific local
factors in one hospital on the study findings, and improved the generalizability of the results

for four centers.3’

2.8 Ethical concerns

After receiving the IRB approval from American University of Armenia, the student
investigator conducted the in-depth interviews with study participants. An oral consent form
(Appendices 9 and 10) was developed to inform participants about the purpose of the study,
benefits, and risks and their rights to participate or stop the interview whenever they feel
uncomfortable to continue it (participants were informed that their participation was

anonymous and recordings would be deleted at the end of the study.

2.9 Categorization of study participants

As the number of study participants was limited, a decision was made by the
research team to collapse the four groups of specialists into two to avoid the possibility of
them being identified. In order to ensure their anonymity, the respective quotes provided in
the results section are presented in coded form, where the pediatric
oncologists/hematologists are coded as “oncologists”, while radiotherapists, pediatric

surgeons and general chemotherapists are combined under “other specialists”. However,

10



this only applies to the quotes themselves, while the summaries in the results section provide

analysis for all four specialists.

3. Results
3.1 Socio-demographic characteristics of participants

The data through in-depth interviews was collected from four pediatric
oncologist/hematologists, two radiotherapists, two pediatric surgeons and one general
chemotherapist who worked with pediatric cancer cases. All interviews were conducted in
the hospitals and one interview was conducted at Yerevan State Medical University. The
mean duration of in-depth interviews was 50 minutes. In one hospital, physicians refused to
participate in the study because of shortage of time.

The mean age of physicians was 40 years and the range was between 30 and 68. The

mean duration of professional experience was 14 years (Table 1).

3.2 Attitude towards profession
3.2.1. Advantages and disadvantages of being a physician treating childhood
cancer

Almost all interviewed physicians mentioned that they like their profession and
highlighted the advantages of being physicians treating childhood cancer. The majority of
the participants mentioned the fast developing scientific field as an advantage of their
profession, while almost all participants emphasized that cured children are always inspiring
them and are therefore the advantage of their profession. Another advantage reported by all
physicians was the effectiveness of the treatment. Pediatric surgeons indicated that pediatric
onco-surgery demands special training and high professionalism for performing the required

surgeries. Although pediatric surgeons considered these surgeries as difficulties in their
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profession, they also stated that these help increase the professionalism of a surgeon, which
is the advantage of performing a difficult job. For some physicians, working in an
interesting and broad field was considered as an advantage, while for some others working

with children and helping children was.

It is an advantage that you realize that as a surgeon you are specially trained. Not
everyone is ready to work in this field. This is not a pleasant field, because you know that
your patient does not have a favorable prognosis. However, you decide to continue on
with them, even though the outcome can be bad.

3.2.1 Other specialist

Radiation Oncology is a very interesting field. It is connected with adjacent sciences like

physics, IT technologies ...
3.2.1. Other specialist

A few decades ago the probability of being cured was 0%, today it is 70%. We have a big

opportunity to cure children. Pediatric oncology is a rapidly developing field. This is the

first advantage [of working in this field], the second is that I like working with children.
3.2.1. Oncologists

When you see cancer-free patients 20 years later, who according to all rules should not be
alive, and yet have a prosperous life with their children ... this is the advantage for me.
3.2.1. Oncologist

The disadvantages of being a physician treating childhood cancer were mainly
connected with financial problems, heavy workload, inadequate salary, unavailable
resources and psychosocial difficulties. The pediatric oncologists’ opinions were

triangulated with pediatric surgeons’ and radiotherapists’ opinions.
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In addition, one of the radiotherapists mentioned that radiation therapy is not
applicable for children younger than three, which is a disadvantage in the field of radiation

therapy.

Our work is psychologically and physically hard and it does not finish after leaving the
hospital. You reach home, but you continue getting calls and conduct consultations through
social networks. We are completely engaged in work our entire life, yet we do not receive
appropriate salaries. That is a big issue.

3.2.1. Oncologist

A physician must remember that he/she is a physician and must not be emotional, but we are
only human, it happens. We mustn’t be emotional,; our patients need professionalism rather
than emotions.

3.2.1. Other specialist

3.2.2. About the difficulty of the profession

It is commonly believed that being a physician treating childhood cancer is more
difficult compared to other medical specializations. The participants’ views about this
statement were different. Some physicians stated that in their opinion this field is much
more difficult compared to others, while others did not want to differentiate medical
specializations according to their difficulty, and highlighted that each medical specialization
has its difficulties. Participants who indicated that the field is more difficult underlined the
psychological burden of the profession, the heavy workload, the fact that sometimes it was
impossible to separate the job from personal life, and working with less informed and
educated parents as the main issues. Pediatric surgeons considered that performing
oncological surgeries on children demanded special training and not everyone wanted to

perform such hard surgeries. However, some participants stated that if one decided to enter
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the medical field and become a physician, then they had to be prepared to face the

difficulties it entails.

My job has a strong connection with life. | cannot separate my job from my personal life,
because we communicate with patients for a long time and they become our family members.
3.2.2. Oncologist

We share responsibility with parents, especially for those parents who are not informed, less
educated, less literate. It is difficult; we have to become part time parents for the child,
because we know what we do and why we do it.

3.2.2. Other specialist

Of course pediatric oncology is a difficult profession, but there are other [difficult] medial

professions also, such as pediatric intensive care. Every field has its particularities and

difficulties. If you chose to become a physician you have to take all these into consideration.
3.2.2. Oncologist

Pediatric onco-surgery is a more difficult field, because the probability of complications
during surgeries is higher, and it is very difficult to understand the volume of the surgery.
3.2.2. Other specialist

3.2.3 Physicians’ health and profession

As mentioned previously, working with childhood cancer patients can have an
impact on the physicians’ health. All participants talked about the psychological and
physical difficulties that they faced during the provision of childhood cancer care; starting
from tiredness and sleepless nights to depressions and changes in attitude towards life.
Participants explained that those physicians who work with pediatric cancer patients may
sometimes be perceived as cold people, when the reality is completely different; it’s just that
they do not have a right to lose themselves from the emotional and psychological aspects.

For physicians the highest value of life is an individual’s health and well-being. However,

14




regardless of these health problems, almost all physicians agreed that the physicians’ health

problems should not affect cancer care provision.

Our work is very stressful and our attitude towards life is entirely different, with completely
different values. Health is not just a word... when you lose a child during your night-shift,
your values change. To you a good brand of car, a watch, or a telephone do not exist. You
are only thinking about peoples’ health.

3.2.3. Oncologist

Bad [referring to the impact of working with childhood cancer patients], of course bad...
tiredness, sometimes depressions, sleepless nights... Our health problems mustn’t have an
effect on the provision of care. That is why it is commonly believed that physicians are cold
people. This isn’t true; it’s just that we cannot afford to lose ourselves.

3.2.3. Other specialist

3.3 Teamwork and patients’ health

3.3.1 Working environment and relationships between colleagues in the team

The majority of the participants emphasized that the working environment at their
departments are healthy and relationships between colleagues are highly collaborative and
productive. Some of the interviewed physicians mentioned that good relationships and a
positive working environment have a positive effect by increasing the productivity of a
physician’s work and allowing them to develop as a specialist. Under the concept of
“team”, physicians indicated their specific departments with its physicians and nurses. The
majority of the doctors described their team as a united big family where all members have
their unique role and importance. From the physicians’ point of view, the role of pediatric
oncology nurses is huge in the team. The main belief was that patients always benefit
thanks to the warm atmosphere in the team and joint efforts of colleagues. The

overwhelming majority of the physicians highlighted that patients always belong to the
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entire team, as there is no differentiation as to whose patient they are. All doctors take care
of all patients and the decisions on treatment tactics are made by the entire team, thus
guaranteeing successful treatment through this team approach. Although some of the
participants thought that sometimes disagreements between colleagues could have an impact
on care, nobody could bring a specific example. The majority of the participants stated that
colleagues may have some disagreements within the team, but these disagreements are

easily resolved by the team.

We are very united and we help each other a lot, we do not have any problems in our
relationships.
3.3.1. Oncologist

A good working atmosphere leads to an increase in productivity, as when the atmosphere is
good everyone wants to work better. At our clinic we always follow a team approach... The
patients belong to the team and teamwork creates a sense of safety among patients and their
families.

3.3.1. Other specialist

3.3.2 Collaborations with other specialists while providing childhood cancer
care

It is a well-known fact that cancer treatment demands a multidisciplinary team
approach and all physicians treating childhood cancer follow this approach. All participants
mentioned the significance of collaborating with other specialists. The majority of the
physicians highlighted that these collaborations were vital and very helpful. An interesting
thing reported was that specialists treating childhood cancer created a “Tumor Board” which
is a team meeting when specialists from different fields gather together to discuss a patient’s
case. According to the participants, collaborations with specialists from various fields, such

as, cardiologists, nephrologists, traumatologists, surgeons, dietician, anesthesiologists, and
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others was inevitable, because the process of treatment of childhood cancer was filled with
risks of possible complications, making the help of other specialists paramount. All
physicians emphasized the role and importance of psychologists in providing supportive
counselling not only to children, but also parents. All interviewed physicians indicated that
the hospitals where they work have at least one psychologist.

Some doctors expressed their concerns related to the shortage of some specialists in
the team, which is discussed in detail under the “resources” subheading. It was unanimously

agreed that all aspects of cancer care benefited from teamwork.

Pediatric oncology demands a multidisciplinary team approach all over the world.
3.3.2. Oncologist

We have created “Tumor Boards”, where various specialists discuss patient cases,
treatment tactics and so on with each other.
3.3.2. Other specialist

We are working with psychologists trained abroad in the field of onco-psychology. They
help us a lot.
3.3.2.0ncologist

Pediatric surgeon, radiologist, radiotherapist, pediatric orthopedist in case of bone tumors;
this is a big team that treats childhood cancer. The cooperation of various specialists is very
important for receiving modern results.

3.3.2. Oncologist

Chemotherapy is a very difficult treatment and we are often faced with various
complications, such as endocrine, cardiac, nephrological and so on. That is why all
specialists play a great role.

3.3.2. Oncologist

Sometimes psychological support is needed not only for patients, but for their parents as
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well. It is possible that the patient’s family needs more psychological support than the
patient themselves.
3.3.2. Other specialist

Finally, after years of discussion now we have a psychologist at our hospital, she just
started to work at the department, | hope she [psychologist] will help patients, family
members /patients’] and us [medical staff].

3.3.2. Other specialist

3.4 Resources

3.4.1. Hospital conditions

According to participants, hospital conditions play some role in provision of
childhood cancer care, but it is not crucial and does not have any direct impact on cancer
care. The participants repeatedly mentioned that good hospital conditions can create
psychological comfort for both patients and medical staff. Almost all physicians estimated
the state of the buildings where they work as adequate for providing cancer care. Only one
participant mentioned that the state of the building was “wonderful””, which was limited to
one floor only, where children receive chemotherapy. Two participants from the same
hospital reported that their hospital was being renovated. Physicians from other hospitals
indicated that the department needed to be renovated and enlarged as the number of patients
exceeded the space in the department, which could create risks of infections due to

overcrowded wards.

Now conditions are [hospital conditions in pediatric chemotherapy department] wonderful.

Previously the conditions in the department were terrible, but even in those terrible

conditions the patient rooms for children were comparatively better than those for adults.
3.4.1. Other specialist
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Of course we would like to have better hospital conditions. It would create comfort for
patients, their family members, physicians and medical staff.
3.4.1. Other specialist

We have sufficient state of building and it is going to be better. For instance, the seventh
floor is renovated; that’s the chemotherapy department.
3.4.1. Other specialist

The state of our building is not appropriate for surgical stationary, but it is maximally
adapted. I would not say that the state of the building can have a direct impact on treatment
outcomes.

3.4.1. Other specialist

If the patient sees the whole work and results of the treatment, the state of the building
becomes secondary.
3.4.1. Other specialist

We would like to have bigger space for our department, because the number of patients is
more than the number of patient rooms. Sometimes some patients need single rooms. For
example, if the patient has leukemia he/she cannot be protected from infections, so contact
with other people must be limited.

3.4.1. Oncologist

3.4.2 Resources for provision of childhood cancer care

Participants unanimously highlighted that the training of specialists providing
childhood cancer care was very important and effective for provision of cancer care. Almost
all participants reported that they received training courses. Moreover, a majority of the
physicians mentioned that practically all physicians in their departments attended trainings
very frequently.

Most participants mentioned that they had all the essential equipment for provision

of childhood cancer care, but they need to have more equipment and more modern, renewed
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ones. Pediatric cancer treatment is expensive, and physicians reported that charitable
foundations helped children receiving expensive treatments. The role of charitable
foundations is huge in the provision of childhood cancer care. Among the charitable
foundations they mentioned “Ognem”, “Nvirir kyanq”, “Bridge of Health” and some others,

which help children with cancer receive the majority of the chemotherapeutic medications.

All physicians in our department are trained abroad, one goes another one comes.
3.4.2. Oncologist

Our department has expensive, modern equipment. Of course, medical technologies advance
and there will be better equipment. Of course, we would like to have the new ones
[equipment] and more...

3.4.2. Other specialist

To be honest we haven’t had patients who were deprived of receiving treatment because of
lack of money. Charitable Foundations help children a lot.
3.4.2. Other specialist

Charitable foundations play a great role in pediatric cancer care delivery. For example,
“Nvirir kyanq”, “Ognem” or “Bridge of health” and other foundations help us obtain the
majority of the required medication.

3.4.2.0ncologist

One of the physicians mentioned that they needed social workers at their hospital.
The pediatric oncologists and a pediatric surgeon mentioned the shortage of pediatric onco-
surgeons and highlighted the importance of special trainings to perform such surgeries.
There is a shortage of pediatricians with experience in working in intensive care units
specialized in the field of pediatric oncology. Radiotherapists highlighted about the shortage
of radiotherapists, physicists, technicians. Pediatric oncologists indicated about the shortage

of pediatric oncologists and pediatric oncology nurses.
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Besides the shortages of specialists in the team, participants mentioned about the
lack of high quality pediatric oncology services located in a single hospital. Pediatric
oncology patients receive different kinds of treatments in different hospitals, for instance
chemotherapy is delivered in chemotherapy clinic, radiation therapy is delivered at National

Oncology Center and so on. This creates various problems for patients.

We do not have trained pediatric oncology nurses. They [referring to the nurses they have]
previously worked with adults and then because of the need [for nurses] they started to work
with children.

3.4.2. Other specialist

| would like to see physicians from intensive care units trained in the field of onco-
hematology. They are all very skillful physicians, but intensive care is different in the field of
onco-hematology.

3.4.2. Oncologist

At our clinic [hospital where patient receives surgical care] we do not have social workers,
oncologists, radiotherapists. The problem is that patients receive different kinds of
treatments [radiotherapy, surgery, chemotherapy] at different hospitals.

3.4.2. Other specialist

The problem with the medication required for chemotherapy is connected to their
cost and licensing. Pediatric oncologists indicated that hospitals have small quantities of
essential medication provided by the government. Besides these, patients receive the rest of
the required medication, which are more expensive, through support from charitable
foundations. There are some medications which are not registered in Armenia and for

obtaining these medications the patients’ family members face a variety of problems. In
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addition, charitable foundations provide tremendous help for gaining only essential

medications, hospitals do not have up to date medications.

There are very important medications which are not registered in Armenia.

3.4.2. Other specialist

Thanks to the charitable foundations we can get medications, but only essential medication,
we do not have up to date medications, because they are very expensive and not available.
3.4.2. Oncologist

Medication is very expensive. We receive small quantities of some medication provided by
the government ..., this is a big issue. We would like to receive all medication through the
governmental support, but we understand that it will be difficult, because the required
medication are very expensive.

3.4.2. Oncologist

We have another big issue connected to medication. There are some medication, which are
not registered in Armenia and it is understandable why, as these are very expensive and we
might only need them twice a year. However, there is no statistics on how frequently we
may need them, so we should have them [not registered medication] ... The medication is
not registered, so we end up having to talk to family members and try to find other ways of
obtaining them, because in oncology time never waits for anybody.

3.4.2. Oncologist

Although all of the pediatric oncologists stated that they have all essential
equipment, a problem emerged with the application of high doses Methotrexate medication,
due to the lack of equipment. Radiotherapists mentioned that they have shortage of
equipment and the department needs more. Pediatric surgeons highlighted the absence of a
“Frozen Section” method, which creates a lot of technical problems. The “Frozen Section”

procedure is a commonly used method in oncological surgeries when during the surgical
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procedure intraoperatively taken specimen needs to be examined by the pathologist for
preliminary histological and/or cytological diagnosis while surgery is still in progress.
Performing “Frozen Section” saves time for both the surgeon and the patient. The surgeons
explained that since such pathological laboratories at surgical departments are absent in
Armenia, it takes some time to send the specimen to another hospital and then receive the
result of histological and/or cytological analysis. Only after receiving the pathological
histological analysis results can the surgeon decide to continue or stop the surgical

procedure.

In Armenia we cannot prescribe high dosage of Methotrexate, because we do not have the
essential equipment... For the past 30 years, 5 grams of Methotrexate is being used
worldwide, but in Armenia we cannot. If this problem were solved we would not propose
children to receive radiation therapy, which is not advisable.

3.4.2. Oncologist

In Armenia there is no frozen section concept, no immediate answer for histological
analysis, you can perform the surgery and again repeat it, because of the absence of the
method [for an immediate histological testing] ... During the surgery | give the tissue to a
caregiver and they take it to the “Davidyants” clinic. About 40-60 minutes after the
histological analysis, the pathologists gives me the answer, and only after that does the
surgeon understands the future process of surgery. The “Frozen Section” method provides
an opportunity to receive the answer earlier, because the pathologist is located near the
surgical room.

3.4.2. Other specialist

All the physicians treating childhood cancer stated that there was no complete cancer
registry, although there was an initiative to create a cancer registry. According to the

participants, an incomplete cancer registry did not have a direct impact on treatment
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outcomes, but it limited the understanding of the real picture of statistics and monitoring of

patient outcomes.

There is no complete cancer registry. So we do not have real statistical data. Besides that,
we have lost to follow up and future monitoring of patients is very difficult.
3.4.2. Other specialis

—

The lack of complete cancer registry does not have any direct influence on treatment, but if
we will have cancer registry we would understand a lot. If you start to register something it
becomes easy to manage the situation. We would have precise statistical data; we would not
have loss to follow up.

3.4.2. Oncologist

3.5 Knowledge in the field of pediatric oncology

As it was mentioned previously, the field of pediatric oncology is a fast developing
field and knowledge gaps exist. Pediatric oncologists and pediatric surgeons highlighted the
existing knowledge gaps, while radiotherapists stated that there were no knowledge gaps in
the provision of radiation therapy. All participants emphasized the importance and need of
enhancing knowledge in the field of pediatric oncology and stated that they always make
efforts to acquire new knowledge in order to follow modern science. They mentioned
numerous sources of up-to-date information, including: trainings and conferences abroad:;
paper based and electronic medical literature; and discussions with Armenian and

international colleagues.

Of course there is a knowledge gap in pediatric oncology. This problem exists in Europe,
USA and of course in Armenia as well. It is inevitable [referring to acquiring new
knowledge]. Physicians must be up to date.

3.5. Oncologist
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[Sources of information include] Medical literature, conferences, trainings, telemedicine...
all physicians can easily collaborate with physicians abroad... If a physician stops reading
and gaining knowledge, they will fall behind from reality and modern science.

3.5. Other specialist

Knowledge of English language is very important, because all normal books are in English.
Internet resources help a lot, but you need to know what you are reading, from where,
whether it is a reliable source or not.... It is very important that we all received training in
different countries like USA, France, Russia, and Great Britain. We collect all these
experiences, and discuss them with each other to enhance our knowledge and apply those
experiences in Armenia.

3.5. Other specialist

Study participants highlighted some problems that they faced for enhancing
knowledge. Some participants mentioned that they were very busy all day and didn’t have
time for self-development. Some of the physicians complained about the financial burden of

trainings and costly access to literature. .

We do not have access to modern literature, books are very expensive... we try to read
electronic versions, but often new editions of books become available one or two years later.
3.5.0ther specialist

First of all the willingness to enhance knowledge is the most important. For international
conferences, fellowships, training courses the barrier is the lack of financial support.
3.5. Other specialist

Physician must receive appropriate salary; it is impossible to work only based on
enthusiasm. Physicians shouldn’t have to think about other jobs [to earn more money] and
should concentrate on work. This would help with self-development.

3.5. Oncologist

25




As a physician you have to do a lot of things, which can actually be done by others. This
overloads us... paper work, helping parents to obtain medications... how can you find time
for reading after an overloaded working day?

3.5. Other specialist

3.5.1. Importance of pediatric oncology guidelines

All physicians highlighted the importance of pediatric oncology guidelines. There
was triangulation between responses from pediatric oncologists and those from
radiotherapists and pediatric surgeons. Physicians stated that they all work according to the
internationally accepted guidelines (there are no guidelines for Armenia yet) and the results
of using these guidelines are positive. During data collection some of the pediatric
oncologists notified that the Ministry of Health of Republic of Armenia is currently working
on pediatric oncology guidelines and soon certain guidelines will be available. According to
pediatric oncologists if the case was difficult and steps of guideline were not definitely

applicable, physicians would discuss and reach a decision as a team.

Of course we always follow the guidelines they are applicable and adapted for Armenia, this
helps to provide good quality of care.
3.5.1. Other specialist

Unfortunately, there can be some cases when protocols cannot be fully applied, so we all
discuss future tactics of treatment as a team.

3.5.1. Oncologist

We cannot create the schemes or guidelines in Armenia and there is no need to invent a
bicycle, because we have evidence based effective working treatment scheme. We just need
to apply it.

3.5.1. Oncologist

Currently, the Ministry of Health is working on guidelines of pediatric oncology, | think they
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will not make us wait for long; soon we will have certain guidelines accepted by the Ministry
of Health.
3.5.1. Oncologist

3.6 Psychology of patient-physician relationships

3.6.1. Good, honest patient-physician relationships and communication

All of the study participants highlighted the importance of good communication and
relationships between the physician, the patient and their family. A majority of the
physicians described pediatric oncology care as a collaboration between the patient, the
patient’s family and the treating physician. According to physicians’ point of view this
collaboration must be organized in an effective way to reach successes in treatment
outcomes. Participants mentioned that those physicians working with children have to be
good psychologists. The main step for establishing good communication and a trustful
relationship was an honest and friendly atmosphere. Some of the physicians highlighted the

importance of communicating with the child, regardless of the patient’s age.

Communication and collaboration with patients is very important, because treatment is
collaboration between the patient, his/her family and the treating physician... If the
collaboration is good the relationships becomes more trustful and you can reach success in
treatment.... You mustn 't lie to children; you have to be honest with a child. He/she [patient]
must feel that you [physician] are open with them. Regardless of the age the child must feel
that you treat him/her as an adult. You explain the situation directly to the child rather than
a parent. This helps a lot. In this case they are ready to do anything you ask them.

3.6.1. Other specialist

If you are working with children, you have to have a deep knowledge of children’s
psychology. Pediatric cancer patients need a more gentle approach, you must inspire them,
give them power. Psychological support provided by the physician is a very important
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factor.
3.6.1. Other specialist

If you have a friendly attitude towards the parents, if the atmosphere is trustful, then they
accept you and they understand that whatever the physician does is only for their child’s
benefit.

3.6.1. Oncologist

3.6.2. Difficulties in patient-physician relationship and coping strategies
According to the physicians, communicating with patients and their family members
was not easy. Every interviewed physician highlighted that the most difficult part in patient-
physician relationships and communication connected with providing information to parents
about the bad news related to dangerous diagnosis or life threating situations. Physicians
described this experience as the most painful part of their job. They explained that
sometimes parents want to hear magical news from the physicians, but physicians have to
kill the parents’ and patients’ last hope, which is a terrible situation for them. Relapses of
the disease, low chances for survival and loss of the patients were described as awful pain
that physician have to bear silently. Despite all difficulties, physicians mentioned that they
had to inform parents and children about the diagnosis because it was unavoidable.
Physicians highlighted that lack of awareness among parents and the psychological situation
of the parent makes communication difficult. The majority of physicians reported that there
was nothing universal to help them overcome these difficulties. Some of the participants

emphasized the unique role of cured children as a source of inspiration and coping strategy.

The most difficult part is that you have to inform about the disease, features of the disease,
you need to thoroughly explain the treatment process, evaluate chances for survival and
expectations from treatment. You just have to tell them /patients and patient’s family

members] the information which they do not want to listen.
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3.6.2. Other specialist

They [patients and patient’s family members] all have the last hope that something is wrong
in the diagnosis and as a physician you have to kill their last hope. It is painful, it hurts...
You cannot do anything, you have to be a professional at your work and bear the pain
silently; simply you do not have a right to be emotional.

3.6.2. Other specialist

Often parents want the impossible. It is very difficult to tell that we cannot operate because
it is too late, that even if they lose their property we will still be unable to save their child’s
life. They always have a last hope that if the surgeon operates, the child will survive. It is
difficult to explain that there are no possibilities...zze physician is an ordinary person, not
God. It is very hard, believe me.

3.6.2. Other specialist

When a patient comes with relapse, or when the treatment was not effective, or when we lose
a patient, it seems like unbearable pain.
3.6.2. Oncologist

It is very difficult when medicine is powerless and you cannot do anything. Or when
medicine is not powerless and there are possibilities to treat the child abroad, but the family
cannot afford it.

3.6.2. Oncologist

It is very difficult to inform about bad news, especially for Armenian families, where a child
is equal to God. It is extremely hard when a family loses their only child... it is very difficult
to inform parents. You have to provide information by small doses, step by step you have to

choose the most appropriate words to tell the truth and at the same time try alleviate the

pain. These conversations can last days. This is the most difficult part of our job.

3.6.2. Oncologist

The most difficult thing is that parents are not informed and you have to explain all
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information and then work with them to find drugs, to listen that they do not have money.
Every moment is a struggle... There is nothing universal; there is no formula to explain how
you can cope with these difficulties.

3.6.2. Other specialist

Coping? [the difficulties faced] It just seems that you overcome the difficulties through long
years of experience. | do not agree that time heals, it never helped me. The pain is the same,
it never gets easy... maybe the communication in difficult situation becomes more effective,
as experience helps us improve our communication skills. Sometimes when you think of the
big army of children who survived cancer, maybe this gives you some inspiration to
overcome the difficulties.

3.6.2. Oncologist

3.7 Suggestions for improvements

Almost all suggestions for improvements in the field of pediatric oncology were
related to the necessary support from the government and other donor agencies. The biggest
problems were related to lack of financial support and unavailable resources. Almost all
participants mentioned about the lack of knowledge related to pediatric cancer among
parents and physicians providing primary care. All suggestions indicated possible ways to
resolve these problems and enhance the quality of pediatric cancer care provision in
Armenia. Among the possible solutions they mentioned financial support to receive
trainings. One of the participants mentioned that in Armenia there are no competent
pediatric oncologists and suggested finding competent people and organizing quality

trainings abroad for them.

I would like to see financial support from the government. Annually we have 60-80 cases
and with the big willingness it is possible to provide more resources to these patients.
Patients and their families must get governmental support, social services and psychological

services.
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3.7. Oncologist

| would like to get financial support for trainings abroad.
3.7. Other specialist

If the financial support will be available we can solve all the problems. We have potential,
education, specialists... we can solve the problems. We have power, enthusiasm and

willingness to make pediatric cancer care better. We just need financial resources.

3.7. Other specialist

| cannot say that currently we have competent pediatric oncologists in Armenia, so we need
financial support and competent people who will go abroad and will bring experiences here
for creating a pediatric oncology service.

3.7. Other specialist

It is very important to take pediatric oncologists’ point of view into consideration. Also, the
number of incompetent people in the field must be reduced, or their roles be removed.

3.7. Oncologist

I would like to say one word- financing. Government must alleviate the financial burden of
the treatment, there is a need to solve the problem with registering of drugs, to make all
needed testing maximally available, to solve the problem of unavailable resources and make
the service cheap, fast and accessible. Moreover, it is very important to increase the level of
awareness among patients and physicians providing primary care.
3.7. Oncologist

For instance social workers could help us [with paperwork].

3.7. Other Specialist

There was an interesting suggestion to create societies for patients, for instance
society of cancer survivors. Some other suggestions were about appropriate salaries for

physicians and making medical literature more available. One of the participants
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highlighted about the need of social workers for helping them to solve the problems with

paperwork.

Physician must have an incentive; we all know that once the “white coat romance” fades
after 5, 10 or 20 years, only the material aspect [money] remains. Someone has to inspire
the physician, maybe the government...

3.7. Oncologist

In Armenia there is no concept of networking. The society of cancer survivors can play a
great role; it will be useful for patients and for physicians as well....| would like to have
access to literature which is quite costly.

3.7. Other specialist

4. Discussion

The conducted study was the first study in Armenia that explored physicians’
perspective on needs and challenges in the provision of childhood cancer care. The
evidence we found pointed to the fact that physicians treating children with cancer had a
special attitude towards their profession. The majority of participants highlighted various
advantages of being a physician treating childhood cancer. Although, dealing with children
who have cancer creates many psychological and physical difficulties for physicians, they
are devoted to their job, and the children they cure are the biggest source of their inspiration.
Despite the challenging job, the majority of participants were satisfied with their job. The
existing literature suggests that job satisfaction and positive attitude towards the profession
of treating children with cancer increases the productivity of the work and increases the
quality of provided care.®® A study conducted in Poland found that health care professionals
who treat children with cancer had the highest level of job satisfaction and this had a

potential to contribute to the improvement of quality of provided care.3®
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Physicians participating in the study reported experiencing depression, anxiety,
stress, exhaustion, tiredness and sleepless nights during their professional life. However,
they unanimously stated that their health problems should not affect cancer care provision.
This fact lends support to previous findings in the literature where pediatric oncologists
reported about work-related psychological and physical difficulties during their professional
|ife.39,40

The study participants emphasized the importance of collaboration with colleagues
and reported about the “Tumor Boards” that they had created with the purpose to collaborate
with various specialists. Teamwork plays a great role in cancer care delivery. Itis
commonly believed that cancer care demands multidisciplinary approach and collaboration
of various medical specialists.*!

The study conducted in 2015 highlighted the need of psychologists in hospitals
providing oncology care in Armenia.® In 2018, we have documented a positive change
which indicates that all four hospitals, two of which previously participated in the 2015
research, currently hired psychologists to work with children.

The study participants highlighted the major role of pediatric oncology nurses in care
and indicated that there was a shortage of pediatric oncology nurses; this finding is
consistent with a previous study conducted in Armenia in 2017.% In LMIC, shortage of
trained pediatric oncology nurses is one of the major challenges.*?

The study findings suggested an unmet need of trained anesthesiologists and
physicians in intensive care units. Moreover, the study participants mentioned about the
shortage of trained pediatric surgeons in their team performing oncological surgeries.
According to the internationally accepted guidelines the role of physicians in intensive care

units and anesthesiologists with expertise in the management of children is crucial.**
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As in other LMIC, in Armenia the resources for provision of pediatric oncology care
are limited. Although two previous studies conducted in Armenia indicated insufficient
hospital conditions, the majority of the study participants graded hospital conditions as
sufficient.66 In LMIC problems related to the lack or shortage of trained medical staff is
one of the challenges in the provision of good care, while in Armenia physicians indicated
about the existing twinning programs, quality trainings abroad, but these opportunities were
only for physicians and they were limited because of financial issues.®** Even though
physicians had some opportunities for trainings, pediatric surgeons, ICU physicians,
anesthesiologists and pediatric oncology nurses did not get appropriate opportunities for
special trainings. Although majority of the study participants mentioned that they were
receiving quality trainings continuously one of the participants took under the doubt the fact
of having competent people in Armenia in the field of pediatric oncology.

A study conducted among Armenian adolescents with cancer diagnosis in 2015
identified the inability to pay for treatment as the main problem for pediatric cancer care.®
According to the participants of this study, this problem was solved thanks to major
contributions from charitable foundations in Armenia. However, the problem related to
medication not registered in Armenia still remained problematic.5® Unavailability of
certain chemotherapeutic drugs, equipment, cancer registry are common issues in
LMIC.161643 | ack of cancer registry in Armenia did not allow to have precise statistical
data and monitor patients appropriately. Although study participants mentioned that the
hospitals had the most essential equipment, the problem with the shortage of modern
equipment remained unsolved.

According to the study participants, knowledge gaps in the field of pediatric
oncology remained problematic and there was a need to update the information and acquire

new knowledge. Besides the gaps in the field of pediatric oncology, physicians reported an
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existing knowledge gap among physicians who provided primary care. The available
evidence suggests that in LMIC one of the factors contributing to delayed diagnosis is the
lack of knowledge of general physicians about pediatric cancer.** Several studies have
shown that the knowledge of parents about the signs and symptoms of disease is very
limited.*+*> Lack of knowledge leads to underdiagnosis of the disease which decreases
patients’ chances for survival.143 The study participants reported the same issue related to
the poor knowledge of parents on pediatric oncological diseases.

In pediatric oncology all physicians have to follow guidelines on pediatric oncology
treatment.l Although there were no existing guidelines in the Armenian language, the study
participants reported following internationally accepted guidelines. Some of the participants
mentioned the ongoing process of acceptance of pediatric oncology guidelines by the
Ministry of Health of the Republic of Armenia.

The importance of physician-patient relationships and communication was
highlighted by the participants of the study. Physicians working with children indicated the
importance of understanding children’s psychology, in order to establish good
communication and relationship with them. Good, honest, trustful patient-physician
relationship and communication could strengthen the effective collaboration between the
patient and treating physician for fighting the disease. The most difficult part in this
collaboration has become informing parents and patients about the diagnosis. Evidence
from the existing literature supports the fact that physicians treating children with cancer act
as messengers in life threatening situations and that is a very difficult part of their work.1°

Armenian pediatric oncology nurses reported sharing their feelings and emotions
with colleagues and friends as a coping strategy,® while physicians indicated that there was

nothing universal that could help them to overcome the psychological difficulties in their
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daily work. Some of the participants highlighted the role of cured children in overcoming

the psychological problems and frequent meetings with teams outside of the hospital.

4.1 Study strengths and limitations

The study which explored the needs and challenges during the provision of
childhood cancer care from the perspective of physicians, was the first study conducted in
Armenia with participation of pediatric oncologist/hematologists, pediatric surgeons,
radiotherapists and general chemotherapist treating childhood cancer. The study gave an
opportunity to add knowledge regarding the issue and to look at the problem from the
perspectives of a different stakeholder group. The involvement of pediatric oncologists and
other specialists helped ensure triangulation and enhance the rigor of the study; moreover,
multicenter study which was conducted in four hospitals increased the generalizability of the
results.

Physicians from one of the hospitals providing pediatric cancer care refused to
participate in a study, so the number of eligible participants decreased. The possibility of
data collection from physicians of this hospital would have added rigor to the study, as we

would have the whole picture of the field.

4.2 Recommendations

The study findings suggest that there is a variety of problems that should be solved in
order to provide better quality of care improving hospital conditions and access to
medications in Armenia. The governmental support for solving these problems related to
lack of resources is paramount.

Based on the study findings and literature review, the research team made/makes the

following recommendations:
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o Support physicians in gaining knowledge by providing financial support for
attending quality trainings abroad, or creating opportunities to invite international experts in
the field of pediatric oncology to Armenia for training the local providers.

o Create training opportunities for pediatric surgeons, physicians from ICUs and
pediatric oncology nurses, as physicians participating in a study mentioned about the need of
trainings for these specialists.

o Provide psychological counselling services for physicians and training on
communication and counseling skills for physicians for the purpose of alleviating the burden

of breaking the news about the disease and its prognosis.
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Table 1 Characteristics of participants

Characteristics N

Age, Mean (Range) 40.0 (30.0-68.0)
Gender

Male 4

Female 5

Profession

Pediatric Oncologist/Hematologist 4
Radiotherapist 2

Pediatric Surgeon 2

General Chemotherapist 1

Total number of participants 9

Mean years of experience

Pediatric Oncologist/Hematologist 19.0
Radiotherapist 19.5

Pediatric Surgeon 10.5

Mean years of experience for all 14.0 (4.0-32.0)

participants (Range)
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Appendix 1
Questionnaire for the study participant

Please respond to the following gquestions by writing on the provided line or circling the
correct answer.

1. Your age (completed years)
2. Your gender a) Male
b) Female
3. Your specialization a) Pediatric oncologist

b) Hematologist/ Oncologist
c) Radiotherapist

d) Pediatric surgeon

4. How many years have you worked with your specialization with

children who have cancer? years
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Appendix 2

Zunpguptpphl htnwgnunipjut dwubwlgh hwdwp

Nunnwupnubk p ubpkd hnlyuy hupgkphi onulh ko JEpghking &how

wunnwupnulp ud gnkiny hwhiunkbuyws ninnnid:

1. 2tp vnwphpp

2. Qtp ubnp w) wpwlwib
P) hquiljut
3. Qkp dwutwmghunwgnidp w) Uwtjuljwi ninnigpupwe

p) dwtjujut wpnitwpwt/ ninnigpupwt
q) nuhnphpugln
1) dwmbljulwt yhpwupnyd

4. Lwlih” nmuph bp wohtunnty 2kp vwubwghnnpyudp pnidhny dwilulub

pungltnp wnwph

44



Appendix 3

In depth interview guide for pediatric oncologists and hematologist/oncologists

The experience of treating children with childhood cancer

1. Could you please tell me how you decided to become a physician treating childhood
cancer and what was the motivation?

2. Could you please tell me about your job? (Probes: Do you like your job? What is it
like to be a physician who treats childhood cancer? How has your job affected your life? In
your opinion, is being a physician treating childhood cancer and working with children with
cancer more difficult compared to other medical specializations?)

3. What are the advantages and disadvantages of being a pediatric oncologist?

Working environment and relationship with colleagues

4. How would you describe the working environment at your workplace? How does the
working environment affect childhood cancer care delivery?

5. In your opinion, how important are good relationships between colleagues? How can
these relationships affect patient treatment? (Probe: Could you please share any examples
that you have personally experienced or heard of, either at your hospital or elsewhere, when

relationship issues between colleagues have affected care delivery?)

Necessary resources (hospital infrastructure, equipment, drugs, cancer registry) for the

provision of pediatric oncology care

6. How would you describe the hospital conditions (physical state of the building)
where you are working currently? (Probe: How would you grade the hospital conditions?) In
your opinion, how do these conditions affect the provision of pediatric oncology care?

7. Would you please describe the current situation concerning resources at the hospital
where you work? (Probe: number of trained specialists, equipment, drugs, cancer registry).

How could the number of trained specialists, equipment, drugs and lack of cancer registry
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influence oncology treatment? What would you suggest to improve the situation? (Probe:
what resources are required for the provision of pediatric oncology care at your hospital?)
8. From your perspective what are the main challenges that physicians have to

overcome to ensure good quality childhood cancer care?

Knowledge of pediatric oncology

9. In your opinion are there any knowledge gaps in this field? How can knowledge gaps
influence cancer treatment? What sources of information are available to you? (Probe: Are
discussions with colleagues, literature review, attending conferences and trainings helpful in
addressing these knowledge gaps?) What additional activities could be done to provide more
opportunities for improving physicians’ knowledge?

10.  How important are the pediatric oncology guidelines for health care providers for

you as a physician? How does adhering to existing guidelines affect cancer care delivery?

Collaboration with other specialists (team approach)

11.  Would you please tell me about your collaborations with other medical specialists,
nurses or psychologists throughout the pediatric oncology care delivery period? From your
perspective how important is this collaboration? (Probe: Do you find it useful?) Which
aspects of care could particularly benefit from team work? What kind of specialists do you

need during the teamwork?

Communication with the patients and their families

12. What is your opinion about the patient-physician communication and relationship?
13.  Could you please describe how you establish good communication and relationships
with patients and their family members?

14.  What is the most difficult part of communication with patients and their family
members? How do you overcome these difficulties? Who/what can help you during this

communication?
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Physicians’ psychological difficulties in the provision of oncology care, coping

strategies when facing difficulties and suggestions for improvement

15.  Could you please describe the affect that dealing with children who have cancer has
on your health? (Probe: What kind of difficulties do you face?) Do you think these
difficulties can influence pediatric oncology care delivery? If so, how?

16.  Could you please describe how or thanks to whom you cope with difficulties and
challenges during your work? What can be done to alleviate some of these difficulties and

challenges? (Changes in regulations, procedures, what kind of support, etc)

Additional question

17. Are there any additional suggestions you may have for the improvement of pediatric

oncology care delivery in Armenia?

Thank you for participation
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Appendix 4

In depth interview guide for radiotherapists

The experience of treating children with childhood cancer

1. Could you please tell me how you decided to become a physician treating childhood
cancer and what was the motivation?

2. Could you please tell me about your job? (Probes: Do you like your job? What is it
like to be a physician who treats childhood cancer? How has your job affected your life? In
your opinion, is being a physician treating childhood cancer and working with children with
cancer more difficult compared to other medical specializations?)

3. What are the advantages and disadvantages of being a radiotherapist who treats

children with cancer?

Working environment and relationships with colleagues

4. How would you describe the working environment at your workplace? How does the
working environment affect childhood cancer care delivery?

5. In your opinion, how important are good relationships between colleagues? How can
these relationships affect patient treatment? (Probe: Could you please share any examples
that you have personally experienced or heard of, either at your hospital or elsewhere, when

relationship issues between colleagues have affected care delivery?)

Necessary resources (hospital infrastructure, equipment, drugs, cancer registry) for the

provision of pediatric oncology care

6. How would you describe the hospital conditions (physical state of the building)
where you are working currently? (Probe: How would you grade the hospital conditions?).
In your opinion, how do these conditions affect the provision of pediatric oncology care?
7. Would you please describe the current situation concerning resources for provision
of radiotherapy at the hospital where you work? (Probe: number of trained specialists,

equipment, drugs, cancer registry). How could the number of trained specialists, equipment,
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drugs and lack of cancer registry influence oncology treatment? What would you suggest to
improve the situation? (Probe: what resources are required for the provision of pediatric
oncology care at your hospital?)

8. From your perspective what are the main challenges that physicians have to

overcome to ensure good quality childhood cancer care?

Knowledge of pediatric oncology

9. In your opinion are there any knowledge gaps in this field? How can knowledge gaps
influence cancer treatment (radiation therapy)? What sources of information are available to
you? (Probe: Are discussions with colleagues, literature review, attending conferences and
trainings helpful in addressing these knowledge gaps?) What additional activities could be
done to provide more opportunities for improving physicians’ knowledge?

10.  How important are the pediatric oncology guidelines for health care providers for
you as a physician? How does adhering to existing guidelines affect cancer care (radiation
therapy) delivery?

Collaboration with other specialists (team approach)

11.  Would you please tell me about your collaborations with other medical specialists,
nurses or psychologists throughout the pediatric oncology care delivery period? From your
perspective how important is this collaboration? (Probe: Do you find it useful?) Which
aspects of care could particularly benefit from team work? What kind of specialists do you

need during the teamwork?

Communication with the patients and their families

12.  What is your opinion about the patient-physician communication and relationship?
13.  Could you please describe how you establish good communication and relationships

with patients and their family members?
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14.  What is the most difficult part of communication with patients and their family
members? How do you overcome these difficulties? Who/what can help you during this

communication?

Physicians’ psychological difficulties in the provision of oncology care, coping

strategies when facing difficulties and suggestions for improvement

15.  Could you please describe the affect that dealing with children who have cancer has
on your health? (Probe: What kind of difficulties do you face?) Do you think these

difficulties can influence pediatric oncology care delivery? If so, how?

16.  Could you please describe how thanks to whom you cope with difficulties and
challenges during your work? What can be done to alleviate some of these difficulties and

challenges? (Changes in regulations, procedures, what kind of support, etc)

Additional question

17.  Are there any additional suggestions you may have for the improvement of pediatric

oncology care delivery in Armenia?

Thank you for participation
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Appendix 5

In depth interview guide for pediatric oncologists and hematologist/oncologists

The experience of treating children with childhood cancer

1. Could you please tell me how you decided to become a physician treating childhood
cancer and what was the motivation?

2. Could you please tell me about your job? (Probes: Do you like your job? What is it
like to be a physician who treats childhood cancer? How has your job affected your
life? In your opinion, is being a physician treating childhood cancer and working
with children with cancer more difficult compared to other medical specializations?)

3. What are the advantages and disadvantages of being a pediatric oncologist?

Working environment and relationship with colleagues

4. How would you describe the working environment at your workplace? How does the
working environment affect childhood cancer care delivery?

5. In your opinion, how important are good relationships between colleagues? How can
these relationships affect patient treatment? (Probe: Could you please share any
examples that you have personally experienced or heard of, either at your hospital or

elsewhere, when relationship issues between colleagues have affected care delivery?)

Necessary resources (hospital infrastructure, equipment, drugs, cancer registry) for the

provision of pediatric oncology care

6. How would you describe the hospital conditions (physical state of the building)
where you are working currently? (Probe: How would you grade the hospital
conditions?) In your opinion, how do these conditions affect the provision of
pediatric oncology care?

7. Would you please describe the current situation concerning resources at the hospital

where you work? (Probe: number of trained specialists, equipment, drugs, cancer
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10.

11.

12.
13.

registry). How could the number of trained specialists, equipment, drugs and lack of
cancer registry influence oncology treatment? What would you suggest to improve
the situation? (Probe: what resources are required for the provision of pediatric
oncology care at your hospital?)

From your perspective what are the main challenges that physicians have to
overcome to ensure good quality childhood cancer care?

Knowledge of pediatric oncology

In your opinion are there any knowledge gaps in this field? How can knowledge gaps
influence cancer treatment? What sources of information are available to you?
(Probe: Are discussions with colleagues, literature review, attending conferences and
trainings helpful in addressing these knowledge gaps?) What additional activities
could be done to provide more opportunities for improving physicians’ knowledge?
How important are the pediatric oncology guidelines for health care providers for
you as a physician? How does adhering to existing guidelines affect cancer care

delivery?

Collaboration with other specialists (team approach)

Would you please tell me about your collaborations with other medical specialists,
nurses or psychologists throughout the pediatric oncology care delivery period?
From your perspective how important is this collaboration? (Probe: Do you find it
useful?) Which aspects of care could particularly benefit from team work? What kind

of specialists do you need during the teamwork?

Communication with the patients and their families

What is your opinion about the patient-physician communication and relationship?
Could you please describe how you establish good communication and relationships

with patients and their family members?
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14. What is the most difficult part of communication with patients and their family
members? How do you overcome these difficulties? Who/what can help you during

this communication?

Physicians’ psychological difficulties in the provision of oncology care, coping

strategies when facing difficulties and suggestions for improvement

15. Could you please describe the affect that dealing with children who have cancer has
on your health? (Probe: What kind of difficulties do you face?) Do you think these
difficulties can influence pediatric oncology care delivery? If so, how?

16. Could you please describe how or thanks to whom you cope with difficulties and
challenges during your work? What can be done to alleviate some of these
difficulties and challenges? (Changes in regulations, procedures, what kind of

support, etc)

Additional question

17. Are there any additional suggestions you may have for the improvement of pediatric

oncology care delivery in Armenia?

Thank you for participation
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Appendix 6

Zupguqpnygh mnkgnyg ywijuljwi mpmgpupwubph b
wipnibwpuiy/momgpupmutibph hudwp

Uwtjulwb pungljinn pnidtint thnpdwnnieiniup

1. Yuuuuk p, ph hiisuyku npnokighp nuniiuy dwblwlwh pungytn pnidnn
pdholy: N'ph bp Qbp dninpjughwi:

2. Qupunnub p 2tp wohiwnwiiph dwuhb: (knip uhpnt U bp 2bp wpuunwbipp:
bty Epwiwlnud (hitk) pdholy, n pnidnud E punglytnny hhwin
tpbuwibphi: Pusub u k pu winpunupimd 2bp Jubph Jpu: Cun kg’
dwtljulwb ninnigpupwiih, wpnitwpwiy/ninnigpupwiith
dwulughunmpniit wbh” pupn b, pwb wy) pdholy dwubwghntibphip:)

3. Npn’up ki dwiulwi nipmgpupmb/wpyntiwpwb (hikn
wnwyknipiniutpt n1 phpnipniuttpn:

Ushimwnwtpunhtt vhowduypn b hwpwpbpnipiniubk njLkquuknph hkwn

4. busyhk’u Jujupugpbp wohuinwipuyht dhewuypp 2bp
woltwnunjuypnid: syl u Ewpuunmbipuyhtt thewduyph
winpununiunid dwiljuljub pungltnh pnidnidt ppujubugubne Jpus:

5. Qhp jupshpny nppuﬂmndL tt Juplinp juy hwpwpbpnipniuubpp
Ynikqubkph dhol: Iﬂhzulhou Jwpny Gt wju hwpwpbkpnipnitubpt wqnly
dwilulub pungltnh pnidnid wpudwnplym Jpu: (Ypkpk p nplik ophiiuly,
npp wunuwhby b wbdudp 2bq Jud Ukl niphoh htn' dkp Jud Akl wy
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hhjwunuiungnid, tpp §njkquubkph dhol wnwowgus juuinhpubtpp
winpunupdl)] bt dwajuljwt pungltnh pniddwt pw)

Uubpwdbtown nkunipulitip (hhywinwingh tkppht junmgwsé

uwppunnpmdubip, ninnpuyp b pungliinh nkghunpughntt hwdwlwupg b wyty)

dwulmlwt punghtinh pniddwt mpudwunpdui hwdwp

6. Pusyh u Yujupugplp hhjwinuinguyht (okipuyht) wuypdwbbkpp, npunty
Ubkpluynidu wohiwnnud bp: (buswbk v kp giuhuwinmu hpjwinuiingughis
wuylwbibkpp: 2bp Jupshpny, hswb u jupnn kb pudupup Guod
wipwywpwp hhuiunuinguwihtt wuydwbtbpt wunpununtiu dujului
puingytnh pnidnid hpwlwbwgubint Ypus:)

7. Ybupuqpb p nkuniplibpp wyh hpwiguingmud npintn wohiuinnud bp
(Epuyyunpuunws dwubugtnubph php, vwppuynpoudubp, nnnpugp,
pungltnh nkghunpughnt hudwljwnpg): Pusyk u ki spuyunpuungws
Uwubwgbntbph, wihpudtyn vwppwynpnudubph, nnnpuyph phyp b
puingytinh nkghuinnpughnt hunlwljwpgh puguljuympiniub wqnnud
pungltnh priduwh Jpuw): Py junwgwpybp hpuh&wlp pupbjuytm
hundwp: (Rugpnod b tupwugpt p wy whhpwdbon nhunipuitkpp, npnbg
Juphph nitkp dwhljuljuh pungltnh poidnudt hpulwiugbyng hudwp:)

8. Qtp Gwpshpn npn’up kb wyb hhdbwlwh dupunwhpun]bpubpp, np péholp

whkwp £ hwunpwhwph npuljjuy pnidnid mpudwnpbint pungltinny hhywn
tptluwttpht:

Shwbhpp dwijuljub nipnigpupwtinipjub njnpuinid
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9.

10.

11.

Qbp Gupshpnd, ju wipyn’p ghnnbjhph pug twiulub ninngpupuim pjui
ninpunud: busyk v jupnn twyu ghinkjhph pugh wqnb dublulub
pungltnh pniddwt Jpu: Apn’tp ko hubnpulwghuyh wy wnpmniplbpp,
npnip ogintd ki jpugliky ghinkihph pugp: (Upmyn’p Ynjkquiltkph htn
puttmplnidutpp, pdojujuin gpujuiinipjutt ntuntdbtwuhpnipniip,
qhnwdnnniubpp, JEpuyunpuundui puupbpugibkpp ogim U ki
[pugtynt ghwntithph pugp): 26p Yupshpny, h'ty jupnn kwpyky, nputugh
pdhojutipt niuktiwtt wydkjh own htwpwynpnipiniuutpn ghnbjhputph

hwpunugdwt hwdwp:

Npuybu pdhol] nppwtiny kp Juplnpnid dwijulub punglbnh pniddub
ninkgnygkpp: Pusuyt u upnn E ninkgnygibphlt hknlityp jud shknlbp
winpununiw] dwiuljut pungytnh pniddwt ypu

Zudwignpsuilignieinil wy dwubwgqbwitph htwn (phdwht Uninkgniy)

Gupuundk'p 2p b wy) pdholj-dwubmgnibph, pnidpnypbph fud
hnqhpwikph htn hwdwgnpswlgnipniithg: 2kp jupshpm] nppw’t
Juplnp £ wy dwutwgbnttph htn hwdwugnpswlgnipjniup dujuljut
pungtnh priduwh unlpnng plipwgpnid: (Ogunuljup hwdwpnt ¥ kp wyu
hwlwgnpswlgmpiniip): Lmduwi n'p wuyblnibph kb hunluoybu
pwhnu phuwghtt waliwnubiphg: Bty dwtikghuntbph uphp u phiwghl
woluwnwiph dudwbwl:

zunnpnuljgnidp hhwunh & hhgwinh ptinnwithph htwn

56



12. I\hzulbubo Jwnshp niukp pdhol-hhywtn hunnppuljgdwt b

hwpwpbpnipiniuibph dwuhte

13. Yujupugpk p, unpku, ph hswbu kp juy hunnppulgnipenta b jun]
hwpwpkpnipiniuubp hwunwnnid hhquunh b tpw ptnwtthph wunudubkph
htwn:

14. N"pt £ hhywlnh b bpw pinubihp whnudibph hin hunnpulgdwi
wdkwpwipny thnyp: baswk v bp huppwhwpmd hunnppuljgdub

ndqupnippnibiibpp: b usp/n fupnn toqiby wyju hwnnprulgnipui
dudwtiwl:

Luingliigh pniddw pupwugnid pdholjuiph hwinhwywsé pupnnipnibikpp,

ndjupmpmibkph hunpwhwpdwt dkpnnibtp b pupbhnjumdubph wpwewplikp

15. Gjupugpk p pk hisybu b dwiljulwb pungytnny hijuin kpkluwitpht
pn1dty b winpupuninud 2kp wennem put Ypu: (Pusuhuh”
pupnmpinLitiph bp pujunid dwbljuluh pungltnh poudnud
npudunplpm phpwgnid): by bp Yupsnud, jupn'n kb wyu
ndjupmpmibtitph wqnbk) dwbluoluob pungltnh poiddwb pipwgph Ypu:
Epb uyn, wuyw’ htswk u:

16. Wuljwpuqphk p, pk husugbu Yud o U dthongny Jupkih E hunpwhwpby wyu
ndJupnipjniutbpnt nt dwpunwhpwybpubpp bp wdbkopyu wpuwnwipnid:
Bty Guipkih | wiit) wyn ndupnipmniabbpt m dupinwhpu]bpibpp
Ubnuugttint hwdwp: (thnthnjunipinibiubp jutntwlwpgbph,

wnngbnnipwubtnh dke, hhzulbuhn wowljgnipjnit E wthpwudtown)
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Lpugnighy hwpg

17. Mk p nplk pugnighs wnwewpl Zwjwunubmd dwiljwlwb pungytnh
pnidnidp pupljuybnt hwdwp:
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Appendix 7

Zupguqgpnijgh ninkgnijg nunhnpbpuwbwitph hwdwp

Uwtljulwb pungljinp pnidbint thnpdwnnipiniup

1. Quuunuk p, pk hswku npnokghp nuniiuy dwiljulwh pungytn pnidnn

pdholy: N'ph bp Qbp dninpjughwi:

2. Yuyunnudb p 2tp wohiwnwiiph dwuhb: (knip uhpnt U bp 2bp wpuunwbipp:
Bty Eipwtwlnid (hitk) pdholy, m pnidnud E punglytinnd hhwin
bpkluwbtpht: Puswb v Eypu winpunupinid 2bp juiph pu: Cun Qkq’
{hiuty pdhal ny prudnud £ dwhijwlut punglnny hhiutntpht wth’
puipn £ h hwdtdwn wy) pdholy dwubwgbntbph hbwn:)

3. Npn’up ki nuphnplpuyln (hikne woun]bnpmnibibph oo
phpnipnibubpn:

Ushimwnwtipunhtt vhowduypn b hwpwpbpnipiniubk njLkquuknh hkwn

4. busyhk’u Jajupugpp wopuinwipuyht theuupp 2bp
whuwnwyuypnid: Iﬂhzwlhnu E wolunwmnwiipujht thowduypt
winpununinid dwiljuljuwb punglbnh fwnwuqujpuwjht pnidnid
hpwwbwgubint Jpu:
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5. Qtp Jupshpny nppmhnnq Ll Juplunp juy hwpwpbpnipinibiubpp
Unikquitkph dholi: Puswyb u jupnn ki wju hupupbpnipnibibph wqnby
duljuljut pungltnh dwnwquypwhtt pnidnid mpudwnpbine ypue
(Uphpk p nplk ophtiwly, npp wuwnwhby Ewhdudp 2kq jud Ukl niphoh htn
Atp jud Ukl wy) hhywunwungnud, Epp Ynihquubph dhol mnwowmgus
huunhptbpp wunpunupdl] b dwijulu punglbnh pniddwt ypw)

Uuhpwdton nkuniputittip (hhywinwingh thppht jupnigdusé

uwppunpmdubip, nnnpuyp b pungliinh nighunnpughntt hwdwlhwpg b

w ) dwtwjwb punghtinh poiddwt mpudwunpdwi hwdwp

6. Plywhk u Yuhupugpbp hhjwtnwinguh (2Ebpuht) wuydwbikpp, npunty
Wkpluynidu wopruinnud bp: (Pywk v bp qiwhunnud hpjwinuiinguyhi
wuwydwhtkpp): 2kp Jupshpny, huswk u jupnn & padupup ud
wipunjupup hhjwnuinguyhtt yuydwitptb winpuguebug dwljolo
puingytinh dwnwqujpwhlt pmdnult hpuljubwgubine Ypuw):

7. Yiupuqpk p nkuniplibpp wyi hhjwinwingnud npntn wpunnd bp:
(JEpuwyuwwnpuunyws dwubttmgbnubph phyp, vwuppuynponidukp, ninnpuyp,
pungytnh nkghunpughnt hudwlwpg): baswk u b Jhpuyuinpuunyws
dwutiwgbntbtph, withpwdbon vwppuynpnidubph, ninnpuyyph phiyp b
puingytnh nkghuinpughntt hwdwlwpgh puguljunipniut wgnnid
puingltnh pniddwt ypw): I"th Junwowpltp hpuwhdwlp pupbjuybint
hwdwp: (Vigpnud b tupugph p wyt wthpudbown nhumpuikpp, npnig
Juphpt niubp dwmtjuljub pungltnh pnidnidu hpwljwtwgubint hwdwnp:)
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8.

10.

11.

Qtp Gupshpny npn up kb wyl hhdbwlwh dwpunwhpudbplbpp, np pdholyp
whkwp £ hunpwhwph npuljjuy pnidnid mpudwnplint pungltinny hhywn
Eptjuwutpht:

Qhubhpp dwiljwlw nipnigpupwinipju njppunmy

Qtp Jupshpny, ju wpyn’p ghnkjhph pug twilulub ninnigpupubm pjub
ninpumd unwquypuyght poiddwb Jepupbpyug: Paswb u jupnn Ewyu
qhwntihph pugh wqnk) vwiljuluh punglnh poiddwl Jpu: Apn’up b
hudnpdughuyh wyt wnpnipubpp, npnup oqunid L jpwgut) ghwnbtjhph
pugp: (Upnyn p njkquitkph htwn phtwpymudibpp, pdoljuljui
qpuljwunipjut ntuntdtwuhpnipiniup, ghnnwdnnnyubpp,
JEkpuyuinpuuinduh nuupbpwugibpp oglind U ki jpugikint ghwnbkihph
puigp): 2kp Yupdhpny, h”ty Yupnn Ewpdly, npytugh pdholutpt mukiwi
wybh pwwn htwpwynpmipnittp ghnbihpubph hwpunwgdw hwdwp:

Npubu pdhol] nppwtiny p Juphnpnid dwijulub pungltnh pniddwb
ninkgnyglbkpp: Pusuyb u jupnn E ninkgnygbpht hnbityp jud shknlbp
winpununiw] ywujujut pungytnh pniddwt ypu

Zwudwgnpduilgnipeinih wy) dwubwgbwnbtph htiwn (phduwht Uninkigni)

Yuyuundk'p Qbp b wy) pdhol-dwubwgknbbph, pnidpnypbph jud
hngbpwliibph htiwn hudwgnpswljgnipinithg: 2bp upshpnyd nppulo'u
Junplnp £ wy dwubwgbntbph hin hwdwugnpswlignipiniup dubjuljut
pungltnh pniddwb wilpnne pipwgpnid: (Oquuiljup hudwpm v p wju
hwlwgnpswlgmpiniip): Lmduwi n'p wuyblnikph kb hunluoybu
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12.

13.

14.

15.

sowhmu phuughlt woltwwnwiphg: b s dwutikghwnubph Yuphp ju phiwght
wpuwnwiph dudwbwly:

wnnpnuljgniun hhdywunh b hhywi il htwn

Pusuhuh” Yupshp mikp pdhoy-hhjwin hunnpruygiwt b
hwpwpbpnipnibibph dwuhti: Appwin’y Enw juplnp 2kq hundwp:

Yiwpuqpk p juinphd, ph hsybu bp ju] hunnpyuljgnipinch b un]
hwpwpbpnipiniuubp hwunwnnud hhquunh b btpw pnnwthph wunudubkph
hkw:

Q°pt E hpulnh b bpw phuabhph wigudbkph htn hugnpyuyglut
wdkwpwipny thnyp: baswk v bp huppwhwpmd hunnppuljgdub
ndJupmpntlikpp: Fugp/n"] Yupnn koglik) wyu hwnnprulgn pyut
dudwtiwl:

Luingligh pniddwib pipwignid pdholjtiph hwiinhuywé pupnmpniutkpp,
ndJupmpmubtph hunpwhwpdwb dkpnnutp b pupbthnlumdutph

wnwowpltp

Yiupugpk p ph hswhu b dwbluluwb punghnm] hhjwby kpkewibphi
poidbih minpununinid 2kp wpnnempwi Jpu: (Pusughup’

pupnnipnibttph bp pwpuynid dwtjuljut pungltnh pnidnid
npudwnpbint pipwugnid): I"th Ep upénid, llulpnoq kb wyu
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ndJupnipjniiibpt mqpl) dwujuljub pungytnh pniddwb pipwgph Jpu:
Bpb wyn, wyw husyk u:

16. Guljupugpk p, ph hsybu Jud ni U dhengnt Yupkih £ hwnpuwhwpby wyu
ndJupnipjniuttn nt fwpunwhpwybpubpp bp wdbkopyu wpluwnwipnid:
Bty Guiphih £ wiit) wyn nddupnipemniubbpt m dupnwhpu]bpubpp
Ubnuugtint hwdwp: (hnthnjunipinibubp jutntwlwpgbph,

wpngknnipuitkph dke, hiswyhuh” wewlhgnipnil E withpudtown)

Lpwgnighs hwipg

17. Mk p nplk pugnighs wnwewnl Zwjwunubmd dwiljwlwb pungytnh
pnidnidp pupbjuybnt hwdwp:

Cunphujunipnit dwutwlgnipjut hwdwp
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Appendix 8

Zupguqpnygh ninkgnyyg dwwmlwmb Jhpwpnydubkpnh hudwp

Uwtjulwb pungljinp pnidkint thnpdwnnipniup

1. Quundk p, ph hswku npnokighp nuntiuy pdholy, dwbljuljwi pungytnp
pnidnn pdholy, ny yhpwhwwnnud E dwtljulwt pungljtnny hhyuwn
bpkuwtbpht: 0°pl bp 2bp dninhjughwi:

2. Yyuundk'p 2bp woluiumnwtiph dwupb, Epp poidnud bp dwhljulwb
pungytnny hhjwhn bpkjuwtbpht: (boip uhpo U bp Qbp wpluunnwbipp: By
E ipwbwlynud 1huky pdholy, nd pnidnud k pungltnny hhywun tpkluwtbpht:
Puswk u E qu winpuuninid bp yuiph Jpu: Cun Qkq' (k) Jhpupnyd
n] Jhpwhuwnnud kdwiwlwh pungytnn] hpjubngtbpht wifbh’ pupg Eh
hubdwn wy) pdhol Uwubiwglintbph htn:)

3. Npn’up ki dwiuwlub Jhpupnyd (hikn wpu]bnpmnibbbp m

phpnipnibubpp:

Uslumnwipught vhowjuypp b hwpwpbpmpinitikpp hnjiquiitkph htwn

4. Pusyh u jujupugplp wolwnubpuht thgwjuypp 2bp
walunuugpoud: Baswb u b wshumuatpugi dhowduypl
winpununiunid dwiujuljuwb punglytnh yhpuwhwnwlwt pnidnidu
hpwlwbugtn Jpu:

5. Qhp jupshpny nppuﬂmndL tt Juplinp juy hwpwpbpnipniuubpp
nkquitkph Uholi: Pusuyk u jupnn ki wyju hwpupbpnipnibibph wqnby
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dwtljuljut pungytnh Jppwpniduljui pnidnid mpudwnpbint Ypu:
(4pbpk p nplit ophtiwly, npp wwwnwhby Ewbdwdp 2tq jud UkY niphoh htn
Atp Jud Ukl wy) hhywtunwungnid, Epp Ynikquutph dhol mnuowmgus
Jutnhpltpp winpunupdt) o dwiljwlub pungytnh poiddwb Jpu)

Uiuhpwdbown nkunipuibkn (hhjuiunubngh iknphtt junnigdud

uwppunynpmdubip, ninnpuygp b pungliinh nkghunpughntt hwdwlhwpg b wyty)

dwtlwlwb punghtinh pmddwt mpuwdwnpdwi hwdwp

6. Plyuk u Yujupugplp hhjwinwinguht (2Ebpught) wuydwbikpp, npunty
Wkpluynidu wopruinnud bp: (Pywk v bp qiwhunnud hpjwinuiinguyhi
wuwylwltkpp): 2kp Jupshpny, huswk u jupnn & pudupup jud
wipwjupup hhpjwinuinguyht wydwbbpbb winpuguebug dwuulu
pungytnh Jhpwhunnwljub pnidnudl hpulubmgltyn Jpu)

7. Yiupuqpk p nkuniplibpp wyi hhjuinqwingnmd npunbn wpunnd bp:
(Epuyyunpuunws dwubugtnubph php, vwppuynpoudutp, nnnpuygp,
pungljtinh phghunpughnt hwdwlupg): Pusyk u kb Jkpuguinpuunyws
Uwubwgbntbph, wihpudtyn vwppwynpnudubph, ninnpuyph phyp b
puingytinh nkighunnpughnt hunlwljwpgh puguljuympiniub wqnnud
punglitnh priduwh Jpw): Py junwgwpybp hpuh&wlp pupbjuytm
hunwp: (Rugpnod b tupwugpt p wy whhpwdton nhuntpuitkpp, npnbg
Juphph mikp dwiljuljwh pungytnh poidnudt hpulwbughbing hudwp:)

8. Qtp Gwpshpn npn’up kb wy hhdbwlwh dupnwhpun]bpbpp, np péholp
whtwp £ hunpwhwph npuljjuy pnidnid mpudwnpbint pungltnny hhywun
Epkhowtkphu:

65



9.

10.

11.

Qhubhpp dwiljwlw nipnigpupwinipju njppunmy

Qbp Jupshpnd, ju wipyn’p ghnnbjhph pug twiulub ninngpupubm pjui
ninpund Jhpwhwnwlub poiddwi Jepupbpyug: Pasyk™u jupnn Ewu
qhwntihph pugh wqnk) vwiluluh pungnh poiddwl Jpu: Apn’up b
hudnpdwughuwyh wytt wnpniptbpp, npnup oqgunid L jpwgut ghwnbkjhph
pugp: (Upmyn p njkquitkph htwn phtwpymudibpp, pdoljuljui
qpuljwunipjut ntuntdtwuhpnipiniup, ghnnwdnnnyubpp,
JEkpuyuinpuuintwl nuupbpugibpp oglind U ki jpugibkint ghwnbihph
puigp): 2kp Yupdhpny, h”ty Yupnn Ewpdly, npytugh pdholutpt mukiwi
wyth o htwpwynpmipnittp ghnkihpubph hwpunugdwt hwdwp:

Npubu pdhol] nppwiiny kp Juplnpnid dwijuluh pungltnh pniddwb
ninkgnyglkpp: Pusuyk u upnn E ninkgnygubphlt hknlityp jud shknbbp
winpununiw] dwiujuljuwb pungytnh pniddwt ypu

Zudwignpsuilignieinil wy dwubwgqbwitph htwn (phdwht Uninkgniy)

Yupuundk'p 2kp b wy) pdholj-dwutgknibph, pnidpnypbph jud
hnqbpwkph htn hudwgnpsuljgnipniihg: 2bp jupshpm] nppw’t
Juplnp £ wy) dwubtmgbntph htn hwdwgnpswljgnipiniup dujuljut
puingytnh pniddwit wdpnne pipwugpnid: (Oquuljup huldulpmnd Ep wju
hwdwgnpéwljgnipniup): Fniddwl nop wuyklunubpt Eu hmnljuybu
sowhnu phuughlt wotwnwiiphg: by twutibghwnubph Yuphp §u phiught
wpnwnwiph dudwbiuly:
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wnnpnuligniun hhywinh b hhywi tunwh hEwn

12. I\hzulbubo Jwnshp niukp pdhol-hhywtn hwunnppuljgdwt b

hwpupbpnipnibbph dwuht: Appwin’y Eyw juplinp 2kq hundwp:

13. Yujuwpugpk p, unphu, ph hswbu kp juy hunnppulgnipnt b jun]
hwpwpkpnipiniuutp hwunwnnid hhquunh b tpw ptnwthph wunudubtph
htwn:

14. N°pt £ hhywlnh b bpw pinubhp whnudibph hin hunnpulgdwi
wdkwpwipny thnyp: baswk v bp huppwhwpmd hunnppulgdub

nddupnipnibiibpp: b usp/n Jupnn b oqiby wyju hwnnprulgniput
dudwtiwl:

Luingygh pniddwt pipugnid pdholjuiph hwtinhuywé pwpnmpmatbkpp,

ndjupmpmibkph hunpwhwpdwt dkpnnibtp b pupbhnjumdubph wpwewplikp

15. Gujupugpk p ph hiswbu E dwbljwljwh pungytnny hhdwin tpkuwbbphi
poidb s minpununinud 2kp wennempwh Ypu: (Pusughuh”

pupnnipnibttph bp pwpuynid dwtjuljut pungltnh pnidnid
npudunplym phpwugnid): By bp Yupsnud, jupn'n kb wyu

ndJupnipjniiibnt mqpt) dwijujut pungytnh pniddwb ppwugph ypu:
Bphk wyn, wuyu bhzulhnu:

16. Wuljwpuqphk p, pk husugbu Yud o U dhongny Jupkih E hunpwhwpby wyu

ndJupnipjniitiptt nt fwpunwhpwybpbpp bp wdkopyu wpptwnwupnid:
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Bty Guiphih £ wiit) wyn nddupnipemniuibpt m dupnwhpu]bpubpp
Ubnuugttint hwdwp: (thnthnjunipinibiubp jutntwlwpgbph,
wpngbnnipuitkph dbe, hswhuh” wewlgnipnit E withpudtown)

Lpugnighy hwpg

17. Mk p nplk pugnighs wnwewnl Zwjwunubmd dwiljwlwb pungytnh
pnidnidp pupljuybnt hwdwp:

Cunphwljunipnit dwutwlgnipjut hwdwp
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Appendix 9

Consent form for physicians (English version) American University of Armenia
Institutional Review Board #1

Consent form

“Needs and challenges of physicians in the provision of childhood cancer care in
Armenia: A qualitative study”

Hello, my name is Saten. | graduated from Yerevan State Medical University and
now | am a second year graduate student at Gerald and Patricia Turpanjian School of Public
Health at the American University of Armenia. School of Public Health is conducting a
study to explore the experiences of physicians treating childhood cancer, and the needs and

challenges in the provision of pediatric oncology treatment in Armenia.

You are invited to participate in this study, as you are a registered (pediatric
oncologist, oncologist/hematologist, radiotherapist, pediatric surgeon) who treats children
with cancer and works in one of the Oncology Hospitals in Yerevan. Your contact
information has been obtained from the department where you work. Your participation in
this study is limited to this single interview, which will last up to one hour. Your
participation in this study is voluntary. There is no penalty if you refuse to participate in the
study, it will not affect your work in any way. You may skip any question if you do not want

to answer or you can stop the interview at any time you want.

Your participation in this study will contribute to better understanding of the
challenges and needs of pediatric cancer care delivery in Armenia and will help to suggest

appropriate strategies and solutions to overcome the problems. The information provided by
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you during the interview will be confidential and will be used for the study purposes only.
Only the research team will have access to this information. Your name or other contact
information will not be mentioned anywhere in the final report, and only some quotes will
be presented in the general findings without indicating your name or other information that
could trace back to you. After receiving your permission | will record our interview to not
miss any important information that you provide. However, if you feel uncomfortable with
this, then it is perfectly within your rights to ask me to turn off the recorder at any time
during the interview. If you have any questions regarding this study you can ask me or you
can contact the Dean of the School of Public Health, Dr. VVarduhi Petrosyan at (060) 61 25
92. If you feel you have been hurt by joining the study or you have not been treated fairly,
you can contact the AUA Human Subject Protection Administrator, Varduhi Hayrumyan,

(060) 61 25 61. If you agree to participate could we continue?

Do you agree to audio-recording?
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Appendix 10

Zuyuwunnwith Udkphljjut Zudwjuwpub Zuipuht wnnnguwwhnipiui
dulynijintn
Ghunwhbnwgnuuljwt Ephljwh phy 1 hwudttwdnnny
Ppuqbl hwdwdwyunipjut &b
Zuyuunuwbinid Jwbljuljut pungltnh pniddwi juphptipt 1 juinghpukpp pun
pungljnp pnidnn pdholukph

Puipl Qbq, hd wunttp Uwpkt £ Bu wjwpunt) Bd Gplwth yhnwljub
pdojujut hwdwjuwpwp b wydd unynpnid Bl Zuywunwh wdkphljut
hunfwjuuputh Zwbpuyht wenpguywhnipjut vwghuinpnuwlut spugph
wjupunuljui Ynipunud: Zujwunwith wdkphljjut hwdwjuwpuih Zubpugh
wpnnowwwhnipjut $wlniyntnp hpujwibwgunid E htwnwgnunipnil, nph
tyuwwnwl £ hinwgnunt] dutjuljut punglytnp pnidnn pdholjutiph
thnpdwunmipniuutpp b dwtjulwt ninnigputph pniddwt pipugpnid hwtinhwng
futnhpltpl nu juphptpp® pdhopiutph nkuwlyjniihg:

Qnip hpwhpusd tp dwutwlglint wju hbnmwgnunipjuip, pwtth np *nip
Uwlljulub pungltinp pnidnn pdholy p b wpptwnnud bp (Uwbljuljub
ninnigpwpwi/wpnibwpwl, punhnphpuybn, fwtjulwt Jhpwpnyd) Bplwth
ninnigpwpwiwlut hhjunuungutphg dknud: QEp Ynunmwljuughtt vwfyuyukpp
ytpgyby kb wyt pwdhg, npntin Inip wouwnmd kEp: Ep dwubtwljgnipiniup wyu
htunwgnunipjuip judwynp k: Gpt nip hpuwdwpdbtp dwutiwlghy

htwnwgnunipjuip, nw npbk puguuwlut hbnbwp sh niituw b nplk YEpy sh
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winpununiw Qkp wpluwwnwuph YJpu: bp dwubwlgnipmniut wju
htinwgnunnipjuip vwhdwbwihwlynud £ Ukl hwpgugpnygny, npp Jupnn Enbb
Uhlsh UkY dwd” QEq hwpdwp dwdht b Juypnid: Zupguqpniygh pupugpnid bu
Uninnbu 2kq hwpghp, npnip Jhpupkpnid 5o dublulub punglytinp pnidkim 2bp
thnpdwnnipjutp, wpiwnwtpuiht thgwjuypht b Ynjkquikph htan
hwpwpbpnipniutbpht, dwtjulwut punglitinh pniddwt hwdwp withpudton
nhunipulibpht, dwtjuljut ninnigpupwnipjut ghnbkjhpubpht, wy
dwutwgbnttph htinn hwdwgnpswygnipjuip, hhwunubph b tputg piinwthph
winudubph htwn hwnnppuljgdwip, Ep hnghpwwjut pupynipniautpht
dwtljuljut pungytnny kpkjuwubpht poidbjhu, pupgniemnibttiph hwppwhwpdwt
Ubkjuwthquutpht b wpwowplukp dwtjuwlw pungytnh pnidnidp pupbjuygtint
Uwupt: Fmp Jupnn bp hpwdwmlt] uwnwupwuil) gutljugws hupgh jud
punhwwnt] hwpguqpnygp guujugus wuwhh: tp dwuttwljgnipiniuts wju
htinmwgnunipjuip sh thpunnid nplik ninnuljh ognin tq hwdwp: 2Akp
dwutiwljgnipjniip wyu hblnnwgnuunipjuiip pun Juplnp k dkq hwdwp: Uyt foquh
Utq £hownn yunkpugnid Juqul] dwtjuljut pungltnh pniddwt phpugpnid
wnwgugnn Jutnhpltph b uphptph dwuht b joquh wrwgwpljty htwpurynp
nudnudubp Jp hwtnws punhptbiph JEpuptpyug: 2bp §andhg npudwungplus
htpnpuiughuit yyuhwuinh qununth b Yoguugnpdih thuwyl htnwgnunulwl
tyuinuubpny: 2bp winibp jud wyp udpuytp gpws sk huh qbynyggh dby,
Uhuyt npny dbkgopbpnidukp Jukpjuyugytu Jepptwljut qilnygnid, vwljuyt npuitp

skt woknt Qbp wuntup Jud nplk wy mjuy QEp wdh Jepuwpbpyuy:

72



Zhnugnunnipjub phipugpnid twpwnbudnud E hpuljubugity 15-20 hupguqpnuyg
dwljuljut pungltp pnidnn pdholjutiph htin: Gpt hwdwdwju tp, tu jdwjtwgpbd
Utp hwpguqpnygp, npytugh pug spnnubd nplk yuplinp hubnpdwghw: Gpt nip
squtijuibiwp, np Ukp qpnygp dwyiugpyh, Ep hpwynipt £ hbnwgnunniput
pupwugpnid gwuljugus yuwhh jptunpt) wbhowintky dwjuwgphsp: Uju
htwnwgnunipjut JEpwpkpyu guujugws hwupg nittbuwnt nhypnid, dnip Jupng
tp hwupguk] htd Jud juy hwunwnt] Zujuwunwh wdbkphljjut hwdwjuwpwh
Zutupujhtt wpnnowywhmpjut ulnijntinh nphljut b hknwgnunipjut
hhulujui hbnwgnnng Qwpnnihh Nknpnuyuih htn, hbnlyjug
htpwjunuwhwdwpny (060) 61 25 92: Gprhk Ynip Jupsdnud tp, np Qkq nplk Yhpy
Juwuk) jud 2tq htiwn gdhown skt Jupybk] hwpguqpnygh pipwugpnid, Inip Jupnn bp
nhut) Ephjuyh hwtdtwdnnnyh hwdwlwupgnn” Jwpnnihh Zugpoudjutht ndjuyg
htnwyunuwhudiwpm] (060) 61 26 17: Gphk hwdwdwygl kp dwubulghy, jupny Gip

owpniiulky: dmp hudwdw ji bp, np ku dhwghbd dwjiugphsp:
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