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Abstract

Background: BC is one of the biggest public health problems throughout the world without any
geographic exceptions and the main cause of death from malignant growth among women universally.t
Incidence rates extremely vary worldwide from 19.3 per 100,000 women in Eastern Africa to 89.7 per
100,000 women in Western Europe.? According to GLOBOCAN 2012, the age-standardised incidence
rate for BC was 74.1 per 100,000 and the age-standardised mortality rate was 24.3 per 100.000 in the

same year in Armenia.®

Health-related quality of life (HRQoL) is a quite broad, complex idea that includes symptoms of
disease or health condition, treatment side effects, and functional status across physical, social, and
mental health life domains.* Various socio-demographic factors (i.e. age, marital status), were shown

to be related with HRQoL among BC survivors.®

To date, no studies explored long-term cancer survivorship and the quality of life of breast cancer

survivors in Armenia.

Aim: The aim of the proposed study is to explore HRQoL outcomes and needs in supportive care in

disease-free breast cancer survivors in Armenia.

Methods: A two-phase sequential mixed method design will be adopted with the quantitative phase
followed by a qualitative study. Women, diagnosed with breast cancer in 2011, received the treatment
in one of the oncology centers located in Yerevan, survived till 2015, were free of other cancers in the

past 5 years, able to speak Armenian and residing in Yerevan will be considered eligible for the study.

Using standardized instruments, a cross-sectional survey will be conducted to examine the HRQoL and
associated factors. The qualitative methodology will involve individual in-depth interviews with the
survivors to explore their survivorship experience, including their perceived physical and psychosocial

issues and needs.



A structured interview tool will be used to gather socio-demographic characteristics, cancer-specific
medical characteristics, general health and co-morbidity characteristics and social support

characteristics.

Analysis: For the quantitative part of the study, data will be double-entered into SPSS 12.5 Analysis
will include the descriptive analysis, T- and chi-square tests. Moreover, a univariate linear regression

and multivariate model will be utilized.

Qualitatively collected data will be stored on the investigator’s computer and participants will have
their identification numbers. Audio recordings will be protected with the password. After data analysis,
questionnaires and notes will be destroyed. An inductive concurrent content analysis will be utilized to

analyze the transcribed in-depth interviews.
The total budget estimate for the research is 2.866.000 AMD and it will last four months.

The Institutional Review Board (IRB) of the American University of Armenia (AUA) reviewed and

approved the study protocol.



1. Literature review/background
1.1 Breast Cancer definition and magnitude

Breast cancer (BC) is a form of cancer that appears in breast tissues, specifically in the ducts (tubes
that carry milk to the nipples) and lobules (glands that are responsible for making the milk).” Common
risk factors for growing breast cancer are age, genetic factors, not being physically active, having
family member with breast cancer, being overweight or obese, using combination hormone therapy,
taking oral contraceptives (birth control pills), drinking alcohol, having dense breasts, personal history
of certain non-cancerous breast diseases and reproductive health related factors (beginning

menstruation before age 12 and going through menopause after 55years of age).%°

BC is one of the biggest public health problems throughout the world without any geographic
exceptions and the main cause of death from malignant growth among women universally.! Each year,
one in ten of all recent cases diagnosed worldwide is a female breast cancer.! One out of every nine
and one out of eleven women will eventually be diagnosed with breast cancer before the age of 85 in
the USA and Europe, respectively.'® BC is the most commonly diagnosed and second most common
cancer after lung cancer when ranked by cancer occurrence.! Incidence and death rates of breast cancer

growth with age and women above 45 are at the highest risk.**

Incidence rates stay highest in High-Income Countries (HICs) however, mortality is higher in Low-
and Middle-Income Countries (LMICs) due to lack of early diagnosis and connection to treatment
facilities.? Incidence rates significantly differ worldwide from 19.3 per 100,000 women in Eastern
Africa to 89.7 per 100,000 women in Western Europe.? In most of the LMICs, the incidence rates are
below 40 per 100,000.2 It was estimated that about 50% of the breast cancer events and 60% of the

deaths appears in LMICs.'® Between 2002 and 2020, it is expected that breast cancer incidence and



mortality will rise by 50%, with the greatest rise occurring in LMICs'* and will extend a 55%

increased incidence and 58% developed mortality in less than 20 years.*>1°
1.2 Breast cancer diagnosis and care

Survival higher rates of breast cancer in high-incidence affluent parts of the world is possible due to
the availability of screening programs that discover early invasive cancers.!” The lack of awareness
about BC and the absence of breast cancer screening programs lead to the diagnosis of BC at an
advanced stage in LMICs.® For instance, in India 50-70% of cases have metastatic or locally advanced
breast cancer at diagnosis, while only 30% of the USA and 38% of European cases were locally
advanced at diagnosis or lymph-node positive.'® Challenges to improving cancer care in less developed
countries emerge from multiple sources counting lack of public knowledge, social and cultural
obstacles, barriers in organizing health care and scarce resources.'® Although in LMICs cancer
regulation programs are gaining priority, late-stage diagnosis is still a considerable barrier to
improving breast cancer outcomes, because many of these programs are not population-based and are

commonly hindered by financial difficulties and socio-cultural barriers.6:2

In recent times, there has been an eruption of BC treatment advances in HICs.?* The most accepted
treatment approaches currently involve local therapy (surgery and radiation therapy) and/or systemic
therapy (hormonal therapy, chemotherapy, immune therapy and targeted therapy).?? Medical care may
be used separately or in combination depending on the type and stage of cancer, tumor characteristics,

and the patient’s age, health and preferences.?!?2

Surgery (surgical removal of the breast) is typically the first step against breast cancer.??At present,
breast-conserving surgery (BCS) also called lumpectomy/partial mastectomy in which only cancerous
tissue plus a rim of normal tissue are taken out, is becoming more typical for early-stage breast
cancers.?? Some doctors are carrying out oncoplastic surgery (consolidation of cancer surgery and
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plastic surgery methods) which aims to transmute the breast at the time of the primary surgery, such as
doing a partial breast restoration after breast-conserving surgery or a total reconstruction after

mastectomy.

Radiation therapy (radiotherapy) is a highly effective way to destroy cancer cells within the post-

surgical period.??

Chemotherapy treatment uses medical supplies to weaken and destroy cancer cells. It harms both the

original cancer site and metastatic cancer cells.??

Hormonal therapy medicines have two methods for treating hormone-receptor-positive breast cancers.
The first method is reducing the amount of the hormone estrogen. The second one is blocking the

action of estrogen on BC cells.?

Targeted therapies consist of drugs that particularly target gene changes in cancer cells which help the
cells evolve or spread including PARP inhibitors (against cancers caused by BRCA mutations), anti-
angiogenesis drugs (blood vessels must develop to nurture the cancer cells and allow them to become

larger), and bone-directed treatments (treat the spread of cancer to the bones).?%

The widely used interventions for breast cancer in LMICs (specifically those with low infrastructure,
physical manpower and maintenance facilities) include mastectomy and cobalt radiotherapy which is
regarded as an obsolete treatment approach in HICs.'® The lack of advanced pathology techniques to
provide hormone-receptor status hinder relevant decision making for hormone therapy.® Indigent
availability of medication, insufficient structure and resources for drug administration, and lack of
competent physicians present threats for systemic chemotherapy in LMICs.® Overall, many of costly

and high-tech diagnostic and therapeutic methods of treatment are not available in these countries.?*



1.3 Breast cancer survivorship

According to the Centers for Disease Control and Prevention (CDC), “cancer survivor” is a person

who has been identified with cancer, starting from the time of diagnosis throughout his or her life.?®

According to the American Cancer Society (ACS), a “long-term cancer survivor” term refers to an
individual who has a five or more years survivorship since the diagnosis of cancer.’®! The idea of
cancer survivorship as a specific phase of cancer treatment is comparatively new, and the

comprehension of long-term issues affecting cancer survivors is low, notably in LMICs. %

The 5-year relative survival rate in the USA for women with stage 0 or 1 is nearly 100% with stage 11
is approximately 93% with stage 111 is about 72% and with metastatic or stage IV is near 22%.%’
Globally, breast cancer 5-year relative survival rates range from 80% to 90% in high income (North
America, Japan, and Sweden) to 60% in middle income, to below 40% in lower income countries.?®
These differences have been ascribed to distinctions in early detection, type of breast cancer, social

and cultural challenges, access to treatment and type of treatment.?°

Three periods of survivorship have been outlined as comprising the cancer trajectory, each with its
own specific set of concerns.?82° The first season referred to as “Acute Survivorship” is dominated by
the time of diagnosis and the treatment of cancer.?® The second season called “Extended Survivorship”
can be thought of as the cycle of remission and waiting for follow-up exploration.?® The final season,
“Permanent Survivor” illustrates the subsequent duration when a gradual sense of confidence evolves
when the risk of disease repetition diminishes and the chances of long-term survival are

considerable.2830

In HICs, breast cancer survival improvement can be attributed to early disclosure by using
mammography, high-quality surgery and expanded use of productive adjuvant therapies (HER2-

directed agent trastuzumab, hormonal therapy, chemotherapy and targeted therapies).®!
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The National Comprehensive Cancer Network (NCCN) has developed survivorship care guidelines
which are symptom-specific and intent to tackle anthracycline-induced cardiac toxicity, healthy
lifestyles, pain, cognitive function, sexual function, anxiety and depression, fatigue, sleep disorders
and immunizations and infections in cancer survivors.®? In addition, the American Cancer Society
(ACS) and the American Society of Clinical Oncology (ASCO) have published identical guidelines on
the long-term survivorship care of BC survivors which are made an effective use in the HICs.3234
Guidelines assist oncology and primary care providers define and conduct possible psychosocial and
physical late and long-term after-effects of BC and its treatment along with other features of post-
treatment survivorship care.32-3* Moreover, these guidelines established an effective management of
BCSs; by assisting health care providers (HCPs) in decision making and accordingly provide prompt
and appropriate screening and surveillance leading to improved patient outcomes (including reduced
morbidity and mortality, improved quality of life (QoL), psychosocial well-being, and overall
satisfaction).®>3* Ongoing follow-up and supportive care endeavors across the survivorship continuum
help to label and develop interventions that indicate the population apprehensions and help to find out
further illnesses and recurrences.® For instance, in Australia supportive care implements services to
meet physical, practical, informational, psychosocial and spiritual needs that may happen during

cancer diagnosis, treatment, and follow-up examinations.

Breast cancer survivors in LMICs may experience higher effects of chemotherapy-induced early
menopause, infertility, and impairments in sexual function and body image.?® It may bring an
increased risk of cancer repetition, feeling of isolation due to social and cultural circumstances.?
Unfortunately, supportive care methods are often confined and program development for relevant

survivorship care, as well as long-term further examinations, has not been well addressed in LMICs.?®



1.4 Health-related quality of life among long-term breast cancer women survivors

The quality of life is a general sense of well-being®® that comprise multiple aspects of life. Quality of
life can involve income, quality of the environment and freedom that are often different from a health
or medical concern.*® Health-related quality of life (HRQoL) is a quite broad, complex idea that

includes symptoms of disease or health condition, treatment side effects, and functional status across

physical, social, and mental health life domains.*

Physical well-being generally attribute to bodily functioning that may be affected by disease symptoms
and treatment side effects (sleep and energy, pain and physical discomfort, eating functioning, reduced
sexual functioning, sensory functioning, and capability of daily living).®” Functional well-being
symbolizes the capacity of a person to perform her/his usual daily activates (e.g.; walking, feeding).
Emotional well-being can range from distress to a positive sense of well-being (e.g.; sad to happy).
Social well-being encompasses social support, interpersonal relationships, work and study potency,

recreational and leisure activities, marriage and family.3’

Outcomes for the QoL are various across the BC continuum (considering diagnosis at different stages
of BC, disease-free survivorship above the first course of primary treatment, first repetition of BC and
long-term disease-free survivorship).!! While the number of breast cancer survivors (BCS) is growing
due to an expanding incidence of breast cancer cases and improvements in diagnostic screening,
studying their quality of life is becoming more and more substantial.>® The developing survivor
population creates intricacy for the healthcare system as BC survivors deal with different psychosocial

and medical needs as they move from initial treatment to survivorship.®

Various socio-demographic factors (i.e. age, marital status), were shown to be related with HRQoL

among BC survivors.® For example, younger women were found to have more problems in adjusting to



the disease.® Studies have shown that a close marital relationship has a positive impact for improving

breast cancer diagnosis.®

Several studies demonstrated the influence of medical factors on the HRQoL.® Di Sipio et al. reported
that women who have undergone mastectomy are prone to have a bad body image than women with

less serious, breast-conserving surgery.® The negative impact of chemotherapy or related longer-term
problems, (hair loss, fatigue weight gain, sexual dysfunction, infertility and premature menopause)
which is linked with lower HRQoL, is much higher than the one of surgical action. ®> The chance of
physical long-term and late effects for BC relates to the age of patient during treatment. The type,
duration and dose of treatment (increasing cumulative dose and the period of therapy intensify the risk)
can also play an important role.? It has been estimated, that up to 40% of women can feel some
deterioration in upper-body function (UBF) even five and more years later after diagnosis, which has
been associated with lower HRQoL.> After the first five years of survivorship, the chance of death
from other causes (chronic lung disease, heart disease and stroke, complications related to diabetes)
becomes substantial.® Strong evidence has been collected for the consequence of other medical

conditions (co-morbidities) on HRQoL.®

Several studies have recognized that survivors who were physically active after treatment reported
higher HRQoL than survivors who do not engaged in activities.® Further, smoking and excess body
weight have been related to reduce HRQoL in cancer survivor groups (including breast cancer
survivors).> Those positive associations are explained by the patients ability to minimize side-effects

and reduce their risk of cancer reassurance.®

In addition to physical and functional conditions, psychological consequences also impact on patients
well-being.*® Emotional concerns can comprise fear of repetition, feelings of anxiety and depression.*

High distress was shown to be connected with age, psychiatric history, self-esteem, education level,



relationships status, menopausal status, socioeconomic status, social support and disease/treatment

features.®°

Social insulation among breast cancer survivors has been related with much lower HRQoL. Several
observational studies demonstrated that a higher level of social integration and support was associated

with improved survival result among women diagnosed with breast cancer.®

Randomized controlled trials show that participation in breast cancer-specific rehabilitation programs
(group psychotherapy, exercise program, psychoeducational intervention or individual psychosocial

support) during and after treatment improves HRQoL.

The most critical and persistent physical effects for the long-term survivors include: fatigue,
pain/aches, arm lymphedema, premature menopause, infertility among young women and sleep

problems.*

Cancer survivorship is a broad life-changing experience with both positive and negative aspects.*
There is data suggesting that the experience of having cancer can evoke positive changes in a
survivor’s life, comprising personal growth, a new sense of purpose, positive relationship changes,

and overall positive finding.*
1.5 Situation in Armenia

Breast cancer is the most familiar type of cancer among Armenian women®? with high incidence and
mortality rates. According to GLOBOCAN 2008, the age-standardized incidence rate for BC among
women was the highest among all cancer types in Armenia.*® The incidence in 2008 contributed to
nearly 29% of all cancer types, while the deaths comprised 20.1% of all cancer deaths. According to
GLOBOCAN 2012, the age-standardised incidence rate for BC was 74.1 per 100,000 and the age-

standardised mortality rate was 24.3 per 100.000 in the same year in Armenia.® According to another



source, the five-year relative survival rate for breast cancer has risen steadily since 2002 in Armenia,

reaching 47% in 2008 (for cancers diagnosed in 2003).44

The largest public National Oncology Institute after S. Fanarjyan (NOI) located in Yerevan provides
diagnostic services, surgery, and chemotherapy treatment to cancer patients. Addition to public center,
there are several private hospitals, (Armenian-American Wellness Centre, Shengavit Medical Center,
ArtMed Medical Center, Nairi Medical Center, and Surb Grigor Lusavorich Medical Center) which are

providing the similar services for cancer patients.*®

In Armenia most long-term care including cancer care is provided by the family; however, there are
few resources available for informal carers.“® Since 2013, treatment expenses of the oncological

patients are covered on the copayment basis (Law N299-A accepted on February 7, 2013).4’

Few studies have explored the current situation with access to and quality of breast cancer care in
Armenia. According to the qualitative exploration of understanding the barriers to chemotherapy
treatment among women with BC conducted in 2013*, many BC patients in Armenia cannot manage
appropriate treatment because of their low socio-economic status and lack of financial support from
the government. Another widely mentioned concern recorded in the study was the quality of
chemotherapy drugs available in the country which were thought to be not effective.*® Other issues
faced by women included the long queues for the registration and for receiving the chemotherapy, the

lack of appropriate supplies and equipment to provide care, and cost and accessibility of medicine.*

At present, the survivor population does not receive attention as cancer care system prioritizes the
active treatment period and is not trained to address cancer survivorship in Armenia.** Health experts
have low level of awareness about the long-term and late effects of breast cancer and its treatment, and

supportive care services for cancer survivors lack in the country.*® To date, no studies explored long-



term cancer survivorship in Armenia and there are no published papers about the quality of life of

breast cancer survivors.
1.6 Aim of the study

The aim of the proposed study is to explore HRQoL outcomes and needs in supportive care in disease-
free breast cancer survivors in Armenia. The results of this investigation could provide important
information for both researchers and clinicians and contribute to improvement in the quality of life in

breast cancer survivors in Armenia.
The research questions to be addressed in this study are the following:

1. What is the level of health-related quality of life among breast cancer survivors in Armenia?

2. What are the factors associated with health-related quality of life among breast cancer
survivors in Armenia?

3. What are the perceived physical and psychosocial issues and needs of the breast cancer

survivors in Armenia?
2. Method
2.1 Study Design

A two-phase sequential mixed method design will be adopted with the quantitative phase followed by
a qualitative study. Using standardized instruments, a cross-sectional survey will be undertaken to
examine the HRQOL and associated factors. The qualitative methodology will involve individual in-
depth interviews with the survivors to explore their survivorship experience, including they’re
perceived physical and psychosocial issues and needs. The findings from the two parts of the research

will be integrated during the discussion stage.

2.2 Cross-sectional survey
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2.2.1 Study participants

Women who were diagnosed with breast cancer in 2011, received the treatment in one of the oncology
centers located in Yerevan, survived till 2015, were free of other cancers in the past 5 years, not
receiving current cancer therapy, able to speak Armenian and residing in Yerevan will be considered

eligible for the study.
2.2.2 Sample size calculation

Since one of the main objectives of the study is to explore the health-related quality of life among
breast cancer survivors in Armenia and as education is one of the reported factors (independent
variables) affecting this outcome variable (HRQOL), the sample size calculation was done using this

factor.

The sample size was calculated based on a standard formula for comparing two means:

2, 2 2
(Zant25) (07 +0y)

q

A

n=n,=

Due to the absence of information about HRQOL among breast cancer survivors in Armenia, the
standard deviations of the HRQoL for different education levels found in the study “Residential
Segregation and Disparities in Health-Related Quality of Life Among Black and White Cancer
Survivors” by Yongping Hao et al,*® were used for calculating the sample size.

nl=n2=required sample size for one group
o 1= estimated standard deviation for group 1(Educational level: College/graduate school) =9.8848

o 2= estimated standard deviation for group 2(Educational level: Less than high school)=11.2748
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A= pl- 12=49.38-43.32=6.06

e ul =estimated mean for group 1 (larger) (Educational level: College/graduate school)=

49.3848

e 2 = estimated mean for group 2 (smaller) (Educational level: Less than high school)=43.3248
Z1.4» = 1.96; Confidence Interval = 95%
Z1.5=10.842; Power = 80%

Therefore,

(1.96+0.842)2((9.88)2+(11.27)2} _ 49

N1=N2= (6.06%6.06)

The sample size is 49 for each group and the total sample size is 98 (49*2).
Taking into consideration a response rate of 80%*° the adjusted sample size will be 124 (98/0.8).
2.2.3. Sampling methodology

The study investigator will notify of patient eligibility and selection for potential participation. The list
of eligible patients will be created using the Oncology Center’s registry and sequential numbers will be
assigned to eligible patients in this list. The list of 640 breast cancer cases registered in 2011 will serve
as a sampling frame for the study. Breast cancer survivor will be chosen from the registry by using a
Simple Random Sampling approach. First, the study investigator will confirm patient disease status
(alive and disease-free), address and phone number from the medical records. Depending on the
physician, either the treating physician will call the participant and request permission for patients to
be contacted by the study investigator, or an introductory letter envelope will be taken to survivors
address by the principal investigator noting the physician’s permission to visit/contact the patient.
Then, the patient will be contacted/visited by the study researcher again after 3 days to obtain their

agreement/disagreement status. After having the permission, the study interviewer will contact each
12



women survivor, briefly will describe the study and verify their participation in the study. If women
will agree, the interviewer will schedule a meeting with the survivor at convenient time and place for

completing the questionnaire packet. All data collection will be completed by the study investigator.
2.2.4 Instruments
2.2.4.1 The Medical Outcomes Study 36-item short form (SF-36)

The SF-36 is being used in health policy evaluations, clinical practice and research and serve as an
indicator of overall well-being.>® The valid and reliable questionnaire is a common tool to measure
HRQol in different countries.> The validated Armenian version of the SF-36 questionnaire will be

used in the proposed study. (Appendices 1 and 2)

The SF-36 includes multi-item scales that assess eight health concepts: 1) limitations in physical
activities because of health problems; 2) limitations in social activities because of physical or
emotional problems; 3) limitations in usual role activities because of physical health problems; 4)
bodily pain; 5) general mental health (psychological distress and well-being); 6) limitations in usual
role activities because of emotional problems; 7) vitality (energy and fatigue); and 8) general health
perceptions.®t

The scores are weighted sums of the questions in each section, ranging from 0 to 100. Lower scores

indicate poorer HRQoL. The HRQoL score will be the primary outcome variable of the study.
2.2.4.2 Socio-demographic and clinical variables

A structured interview tool will be used to gather socio-demographic characteristics (current age, age
at diagnosis, duration of diagnosis, weight and height, number of children, marital status, household
income, education, and employment status), cancer specific medical characteristics (stage of disease,

type of adjuvant therapy, type of surgery, duration of the disease), general health and co-morbidity
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characteristics (smoking status, physical activity, body mass index, number of co-morbidities, upper

body function, ) and social support characteristics (social and emotional support scale).
Table 1 presents the dependent and independent variables of the proposed study
2.2.5. Data Management and Statistical Analysis

The data will be double entered into SPSS12 statistical software.® The descriptive analysis will include
means, standard deviation, range, median, frequency, and percentages. T-test will be used to compare
the means of continuous variables and chi-square test for categorical and/or dichotomous variables. A
univariate linear regression analysis will help to find crude associations between HRQoL and each
independent variable. The final multivariate model will be utilized to measure the association for each
significant variable on the outcome (HRQoL) while adjusting for confounding. The level of

significance will be set at p=0.05.
2.3 In-depth interviews
2.3.1. Study Participants and Sampling

The in-depth interviews (IDI) will be scheduled according to the convenience of the participants.
Participants will be selected from the same sampling frame used in the quantitative section. Using a
random digit generator the study investigator will pick the sample and contact them by phone be
noting the physician’s permission and see if they agree to participate or not. It is expected that most of
the interviews will take place in the participant’s house, which is in an environment that assures
sufficient privacy and time. Each interview will be audio-recorded and transcribed verbatim for further
analysis. Based on the results derived from quantitative part of the study, participants with different
levels of QOL, household income, education, and employment status will be included in the sample.

The data collection will stop after achieving saturation.
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2.3.2. Instrument

The in-depth interview (IDI) guide was developed based on the review of the literature.> More
questions may be added based on the results of the quantitative part of the research. The guide includes
questions on physical, social support, financial, relationship with provider and communication. The
guide will be translated from English into Armenian. The IDI guide is included in the Appendices 5

and 6.
2.3.3. Data Management

The collected data will be stored on the student investigator’s computer. The participants will have ID
numbers in order to secure personal information. In case if any participant will use insecure
identifiable personal information during the interviews that information will not be transcribed. Audio
recordings will be password protected. Only the study researcher will have access to the data. Audio
recordings and paper interviews will be destroyed at the completion of the study. Women’s direct

quotes supporting the results will be illustrated in boxes and de-identified.
2.3.4. Data Analysis

The audio-records of the IDIs will be directly transcribed from spoken Armenian into written English
for the sake of time. An inductive concurrent content analysis will be utilized to analyze the
transcribed IDIs. The analysis will involve coding of words and meaningful phrases to subcategorize

common patterns emerging from the data.
2.4 Study Rigor

In order to have a rigorous qualitative study, the research team will clearly identify and accurately
describe research participants, which will assure credibility. Moreover, in order to ensure

conformability, the student investigator will discuss data relevance, meaning to the study context, and
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data accuracy with other research team members. Subsequently, the study investigator will quickly
summarize the interview results with the participants at the end of each interview, thus trustworthiness

will be assured.>?
3. Ethical Considerations

The Institutional Review Board (IRB) of the American University of Armenia (AUA) reviewed and
approved the study protocol. Before conducting interviews, each of the participants will read the
consent form. A copy of the informed oral consent will be left to the participant. The protocol will
assure confidentiality of the study participants. The confidentiality of the participants will be
maintained by using an ID number for each participant in the final report. For the qualitative part of

the study, interviews will be audio recorded only after the approval of the participants.
4. Budget and timeline

The student investigator developed the itemized budget for this project based on personnel and other
expenses including transportation, supplies, and other project related expenses. The personnel salaries
were calculated based on the rates used by international and non-governmental organizations operating
in Armenian market. Office rent and operational costs were calculated based on the costs of renting a
one-room office in Yerevan. Data entry staff will receive salaries per completed data entry, and the

project coordinator and statistician on daily bases. The total budget estimate is 2.866.000 AMD.

Table 2 provides the detailed description of expenses and budget organization and Table 3 provides the

schedule of activities.
4.1 Personnel

The study team will include a principal investigator, who will be responsible for developing the study

protocol and assuring data collection happens according to the study protocol, contributing to data
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analysis and report writing. Data entry staff will be hired for data entry. A statistician will be available

for help with data cleaning and analysis.
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TABLES

Table 1. The dependent and independent variables

Variable

Dependent

Health related quality of life (HRQoL)

Independent (socio-demographic)

Current Age

Age during the diagnosis

Height and weight

Duration of the disease

Number of children

Education

Marital status

Employment status

Household income

Independent (cancer specific medical characteristics)

Type of treatment

Type of surgery

Stage of disease

Independent (general health and co-morbidity)

General health status

Co-morbidities

Smoking status

Physical activity

Body mass index

Upper body function

Independent (social support characteristic)

Social and emotional support scale
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Table 2. The description of expenses and budget organization for quantitative study

Budget Item Type of Number of Units Amount/Unit Total
appointment
Personnel
Project Fixed Monthly 3 200.000 600.000
Coordinator
Data Entry and Each Completed 124 1000,00 124.000
Cleaning Questionnaire
Biostatistician Fixed Daily 1 250.000 250.000
Administrative
Costs
Office Room Rent Monthly 3 150.000 450.000
Telephone 50 (10 minutes) 124 500,00 62.000
Xerox/Print Each Completed 124 390 49.000
Questionnaire
Electricity, Monthly 3 20,000 60.000
heating, water
Stationary Monthly 1 20,000 20.000
(papers, pens,
etc.)
Travel Cost
In-town travel (per/ destination) 124 2,000 248.000
TOTAL 1.863.000
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Table 3. The description of expenses and budget organization for qualitative study

destination)

Budget Item Type of Number of Units Amount/Unit Total
appointment
Personnel
Project Coordinator | Fixed Monthly 2 200.000 400.000
Data Entry and Each 25 1000,00 25.000
Cleaning Completed (average)
Questionnaire
Biostatistician Fixed Daily 1 150.000 150.000
Administrative
Costs
Office Room Rent Monthly 2 150.000 300.000
Telephone 50 (10 minutes) 25 500,00 13.000
(average)
Xerox/Print Each 25 180 5.000
Completed (average)
Questionnaire
Electricity, heating, Monthly 2 20,000 40.000
water
Stationary (papers, Monthly 1 20,000 20.000
pens, etc.)
Travel Cost
In-town travel (per/ 25 2,000 50.000
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TOTAL

1.003.000
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Table 4. The schedule of activities for quantitative study

Project

implementation

1st month

2nd month

3rd month

Preparation of

ing

questionnaires/print

Data collection

Data enterer

training

Data entry and

cleaning

Data analysis

Preparation of the

final report

28




Table 5. The schedule of activities for qualitative study

Project
implementation

1st month

2nd month

Preparation of
questionnaires/print

ing

Data collection

Data enterer

training

Data entry and

cleaning

Data analysis

Preparation of the

final report

29




APPENDIX 1

Questionnaire for quantitative research

Health-related quality of life among long-term

breast cancer women survivors in Yerevan, Armenia: a mixed methods study

English version

Date Start time End time

Let's start with some demographic questions.

1. Date of birth (day/month/year)

2. At what age were you diagnosed with breast cancer

3. Please indicate the duration of your disease (starting from diagnoses)

4. Please indicate the number of your children children

5. What is your marital status?
[J 1. Married

[ 2. Divorced/Separated

1 3. Widowed

(] 4. Single

1 88. Other, please specify
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6. Indicate the highest level of education that you have completed
[1 1. Basic school (class 1-8)
(] 2. Secondary / High school

0 3. Professional technical education
(1 4. Institute / University

) 5. Postgraduate

7. What is your current occupational status?

[ 1. Employed

[J 2. Unemployed (able to work)

1 3. Unemployed (unable to work)
(1 4. Seasonal worker or farmer

) 5. Housewife

] 6. Retired

[0 99. Don’t know / refuse to answer

8. On average, how much money does your family spend monthly?
0 1. Less than 50,000 AMD

(1 2. From 51,000 to 150,000 AMD

[J 3. From 151,000 to 300,000 AMD

1 4. Above 301,000 AMD

[0 99. Don’t know / refuse to answer
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Medical Characteristics

9. What was the stage of your tumor when it was diagnosed?
[J 1. Stage 1

[] 2. Stage 2

[J 3. Stage 3

[] 4. Stage 4

(1 99. Don’t know / refuse to answer

10. What type of surgery did you receive?
[J 1. Breast overall removal

[ 2. Partial removal

[] 3. Removal with breast reconstruction

(] 88. Other, please specify

(1 99. Don’t know / refuse to answer

11. What type of treatment did you receive?
[J 1. Radiation

(] 2. Chemotherapy

] 3. Hormonal therapy

(] 88. Other, please specify

0 99. Don’t know / refuse to answer
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General Health and Co-morbidity questions.

12. Please, indicate any chronic health problem(s) that you presently have. (Mention all that
apply)

(1 1. High blood pressure

[] 2. Heart disease

[J 3. Lung disease (including asthma)

] 4. Stomach/ Intestine disease

[1 5. Other cancer

] 6. Kidney problem

(] 7. Problems with joints/bones

[1 88. Other, please specify

(] 8. No chronic health problems

13. In general, would you say your overall health is?
[J 1. Excellent

) 2. Very good

[J 3. Good

(] 4. Fair

(1 5. Poor

14. Do you do moderate activities for at least 10 minutes at a time, such as walking,

gardening?

1. Yes
[12. No — Go to question 17
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15. How many days in a usual week do you do these activities for at least 10 minutes at a

time?

01.0 021 03.2 043 0054 [6.5 7.6 [8.7 (number of week days)

16. On days when you do these activities, how much total time per day do you spend doing

these activities?

[0 1. <30 minutes [12.30-60 minutes [ 3.> 60 minutes

17. Do you currently smoke?
(1 1. Yes (how many cigarettes per day )?
00 2. No — Go to question 19

18. How many years have you been regularly smoking? years

19. Please indicate your
Height

Weight

20. Please assess your upper body functioning
[J 1. Poor function

[J 2. Good function

[J 3. No function

(1 88. Other, please specify
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The following questions are about social and emotional support

21. Social support

If you needed it, how often None of A little | Some of the | Most of the | All of the

is someone available thetime | of the time time time
time

1. | to help you if you were 1 2 3 4 5
confined to bed?

2. | to take you to the doctor if 1 2 3 4 5
you need it?

3. | to prepare your meals if you 1 2 3 4 5
are unable to do it yourself?

4. | to help with daily chores if 1 2 3 4 5
you were sick?

5. | to have a good time with? 1 2 3 4 5

6. | turn to for suggestions about 1 2 3 4 5
how to deal with a personal
problem?

7. | who understands your 1 2 3 4 5
problems?

8. | to love and make you feel 1 2 3 4 5
wanted?
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22. Emotional Support

Emotional support Notatall | Rarely | Sometimes | Very often | Always
1. | I am there to listen to other’s 1 2 3 4 5
problems.
2. | I'look for ways to cheer people up 1 2 3 4 5

when they are feeling down

3. | People close to me tell me their 1 2 3 4 5

fears and worries.

4. | | give others a sense of comfort in 1 2 3 4 5

times of need.

5. | People confide in me when they 1 2 3 4 5

have problems.
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APPENDIX 2

Zupguiowp pubwjulwb hknwgnuntipjut hwdwp

Epjupudundybn §pswqlndh punghtin Jpuypus jutwbg Yjutph npulp
Epliwbnid, Zuwjwunwtnid: vwunp mhyh hkvwwgnunipini

Zuytpkl wwppbpuly

Uihqp Uduwppy  Udwpn__

Ulukip nlungpuphl hwpgkphg:

1. Uotip Qtp mmuphpp (op/wdhu/tnwiph)

2. ‘Lphkp Qbtp wnwphpp hhjuiunmpjut wnnpnodwt dudwbiul

3. Lohp dkp hhjuunmpjut nwhnnnipyniip (ujuws wjunnpnonidhg)

4. Wunpmu khp ok pwith’ kpkjuw mutkp Epkluw

5. Lotip 2bp wdntubmut jupquyhdwyp

O 1. Udniubimgud
0 2. Pudwbdwd
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O 3. Ujph
O 4. Uhwytwy
1 88. Uj1, nungpnid bl ujupugptp

6. Lotip 2t Yppnipjut wdkwpwpdp wunhdwin
0 1.Zhduwlju upng

2. Uhgmljuipg / UdJwg nuypng
] 3. Uhoht dwuttmghnwljut (nkthynid, ntumtdwput, pnjky)

[ 4. Puunmhwunin/Zudwjuwpud,

0 5. Uuyhpwiwnnipw/ Zknghunduwght

7. Uotip Qbtip hhdtmjut wotmnwipuyghtt jupquyghgwip

[ 1L.Uphwwnnid Ed/ wmthwwn dknubipkg

[ 2.26d wohiwwnnid (h Jhdwljh bl wppuwinky)
1 3.96d wohvwwnnid (h Jhdwljh st wppuwinky)
] 4.Ukgnuuwyhtt wppuwinng / wpunwguw

[J 5.Stuyhtt innkunthh

1 5.@npwjunnt

1 99.2ghwntd / hpwdwpynmd Bl wuwnwupuwby

8. Uhghtunid wduwlui nppulnh gnidwip k dwijuumd Qtp pivnwthpp

[11. 50,000 npudhg yuljuu

38



[12.51,000 - 150,000 npud
[13. 151,000 - 300,000 npud
[14.301,000 ppud b wytyg

99. 2ghwntd/ hpwdwpynid Ed wuwwnmwupuwly

Fdowlub Fanipughy:

9. N'p thoyynud Ep 2kp punglnp kpp wyb whonnpngykg:
[ 1.0ny 1

[12.0n1 2

[13.0n1y 3

[14.0n1) 4

1 99.2ghnbd/ hpwdwpynid Ed yuwnmwupuwly

10. by whuwlh Jhpupniduljwi dhgunfinmpinih kp nouip unughy:
[J 1. Updph wdpnnowljwt htnwgnid

[ 2.0wuttuljh hEinwgnid

0 3. Zknwugnid Ypédph JEpujutiquniung

[ 88. Uj1, nunpnid bl ujupugply
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1 99. 2ghnbtd/ hpwdwpynd bl yunwupiwiky

11. P’y nkuwlh pnidnud bp uwnwghy:
0 1. &wnwquypwihl phpughugh

[ 2.Lhdhnphpuyhw

0 3.znpuntwjht phpuyhugh

1 99.2ghntd/ hpwdwpynid Ed yuwnwupuwily

Cunhwinip wenpompjub Jepwpkpyuy hwpghn:

12. ugpmud Bu tipkip wyi ppnuthl) wonnewjwt juuinhpukpp, np Fnp tkpluynidu nikp:
(Lol hbwpun/np poynp wnwppkpulakpn)

0 1. Upjut pupdp gupnid

0 2. Upnh hhuwunmipiniuubp
[ 3. @nptph hhquugnipnit (bkpunju) wupdu)
1 4. Undnpuw-winhpuyhtt hhjuwunnipjniunbip

[ 5. Lungltn

[ 6. Gphjudutph hhywunnipniuutp

0 7. Znphpp/nulptph hhyuiunnmipjniukp

(1 88. Uyy, munpnud bl uupugpty

9. Ny Uh ppntthly hhwunnipiniu

13. Cunhwnip wndwdp hiswtiu Yghwhwwnthp 2Ep wpnnowlju Jh&wlyp:
O 1. @kpwuquig
0 2. Cuwn Juy
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0 3. Luy
O 4. Pujupup

0 5. uwn
14. dmp Undnpupup Junwpnd & p phph $hqhulub Jupdnipnitiibp (ophtiuly
wpuwq puyi b, wygnid wojuwnk)) wniijuqu 10 pnyk mbnnpnipjudp:

0 1. Ujn 0 2. 0y (whghky hupg 17)

15. Unynpwipwp owpupp pubh’ op p punfwnpoid $hqhljmljui Jupsmpymbiikphi:

01.0 021 03.2 043 054 06.5 07.6 U8 7 (upk)owpupyu
opkph phip)

16. Opmlimt hiyputt dudwtimy tp npudwnpnid phqhljuljmb Jupdmpinitkphi:
1. <30 pnyk ] 2. 30-60pnu [13.>60 pnyk

17. dmp Sfunud &'p hhdw:

0 1. Uyn (opwljwtt pwtth Shuwfunin’ )
1 2. Ny (muguk) huipg 19)

18. 2muh wwwph Lk, his Fnip Jubinbwynp Sfunid bp: wnwph
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19. vugpmd Bu tpkip Qbp
Zuwuwljp

Luon

20. Quwhwwnbp 2tp dupdup yEipht hwwnywsh gnpénnnipiniuutpp:

0 1. 9w dnruljghw

0 2. Luy dnruljghw

0 3. Puguljuynid £

[ 88. Uj), uugpnid bl ujupugply

ZEnlyuwy hupgkpp unghuywlwh wowlgnipyud papnidvwh vwuhb Ei:

21. bpp Hip Juiphp bp niikimu, nppw’t hw&wfu E hiig-np dkhp

Gpplip

Zwmqunby

Bppbdu

Zwduju

Usnuy tiu

1. | ogunud Qkq, Lpp

hhywtn yunlws bp
wynnunid:

2

2. | nubinud Qkq pdoyh, Epp

npu Juphpt niukp:

3. | Qkq hwdwp utinitig
wuwwnpwuwnnid, Gpp
“nip hupunipnyt skp
Jupnnutnd nu wtby:
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Gpplip

Zuquntiy

Bpphdu

Zu&uju

Uonnuy bu

4. | ogunid QLq nnwght

gnpstpnud, Epp hhywn
tp:

2

5. | hwdhkh dwdwbwly
wligljugunid Qtq htiwn:

6. | hp wpwgupljpm]
ogunid Qkq nidk) Qbp
whduwlju

luunhptkpp:

7. | hwuuund Qtp

ndjupnipjniubbpp:

8. | uhpnud Qkq b unhynid

2tq qqu|, np gutijuigh
tip:

22. hypur it hm&wiu kp Fmp Juipmu wybnygbu, hiywbu Sjupugnyws Eunnpl.

Zmqulul wowmlgnipnLh

Udkulthh

Zmqunby

Bpptidl

Cwuwn

hwdwiju

Usnnuygtu

1. | Bu dhpunn ywinpuuwn kd

Jutip niphoubph
Jutnhpubpp:

2. | Bu wpluwinnid &

pupdpugub] dwpnljubg
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Zmquljul wowlgninih

Udkultht

Zuqunby

Bpptidt

Cwuwn

hwdwju

Usnnuygtu

npuwdwnpnipniup, bph
upwip njunip L jhund:

bud dnkphd dwpnhly
wuwwndnid L htd hpkug
dnwjuwpunipniutph b

whwbquunipniutbph
dwuh:

Bu djuhpwpnid b

Uwpnljutg, Epp tpwiip

npu juphpt niuktunud Gu:

Uwpnhl hud Junnwhnid

tl, tpp fmunhpubp B
niukunud:

44




APPENDIX 3
Questionnaire Short Form 36 Health Survey
This survey asks for your views about your health. This information will help keep track of how
you feel and how well you are able to do your usual activities. Thank you for completing this

survey! For each of the following questions, please circle the number that best describes your

answer.
1. In general, would you say your health is:
Excellent 1
Very good 2
Good 3
Fair 4
Poor 5
2. Compared to one year ago,
Much better now than one year ago
Somewhat better now than one year ago 2
About the same 3
Somewhat worse now than one year ago 4
Much worse now than one year ago 5

3. The following items are about activities you might do during a typical day. Does your health
now limit you in these activities? If so, how much?

(Circle One Number on Each Line)

YES NO No, Not
(1) ) limited at
All (3)
a. Vigorous activities, such as running, lifting 1 2 3

heavy objects, participating in strenuous

sports
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b. Moderate activities, such as moving a 1 3
table,

pushing a vacuum cleaner, bowling, or

playing golf

c. Lifting or carrying groceries 1 3
d. Climbing several flights of stairs 1 3
e. Climbing one flight of stairs 1 3
f. Bending, kneeling, or stooping 1 3
g. Walking more than a mile 1 3
h. Walking several blocks 1 3
i. Walking one block 1 3
j. Bathing or dressing yourself 1 3

4. During the past 4 weeks, have you had any of the following problems with your work or other

regular daily activities as a result of your physical health?

(Circle One Number on Each Line)

Yes (1)

No (2)

a. Cut down the amount of time you spent on work or other activities
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b. Accomplished less than you would like 1

¢. Were limited in the kind of work or other activities 1

d. Had difficulty performing the work or other activities (for example, it took

extra effort)

5. During the past 4 weeks, have you had any of the following problems with your work or other
regular daily activities as a result of any emotional problems (such as feeling depressed or
anxious)?

(Circle One Number on Each Line)

Yes
a. Cut down the amount of time you spent on work or other activities 1
b. Accomplished less than you would like 1
c. Didn't do work or other activities as carefully as usual 1

6. During the past 4 weeks, to what extent has your physical health or emotional problems

interfered with your normal social activities with family, friends, neighbors, or groups?

Not at all 1
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Slightly
Moderately
Quite a bit

gl B~ W N

Extremely

7. How much bodily pain have you had during the past 4 weeks?

None

Very mild

Mild

Moderate

Severe

| O B~ W N

Very severe

8. During the past 4 weeks, how much did pain interfere with your normal work (including both

work outside the home and housework)?

Not at all

A little bit

Moderately

Quite a bit

gl B W N

Extremely
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These questions are about how you feel and how things have been with you during the past 4
weeks. For each question, please give the one answer that comes closest to the way you have

been feeling. (Circle One Number on Each Line)

9. How much of the time during the past 4 weeks . . .

All of Most of | AGood | Some |A None of
the the Bit of of Little | the
Time Time the the of the | Time
Time Time Time
a. Did you feel full of pep? 1 2 3 4 5 6
b. Have you been a very nervous person? 1 2 3 4 5 6
c. Have you felt so down in the dumps that 1 2 3 4 5 6
nothing could cheer you up?
d. Have you felt calm and peaceful? 1 2 3 4 5 6
e. Did you have a lot of energy? 1 2 3 4 5 6
f. Have you felt downhearted and blue? 1 2 3 4 5 6
f. Have you felt downhearted and blue? 1 2 3 4 5 6
h. Have you been a happy person? 1 2 3 4 5 6
i. Did you feel tired? 1 2 3 4 5 6

10. During the past 4 weeks, how much of the time has your physical health or emotional

problems interfered with your social activities (like visiting with friends, relatives, etc.)?

(Circle One Number)

All of the Time

Most of the Time
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Some of the Time 3
A little of the Time 4
None of the Time 5

11. How TRUE or FALSE is each of the following statements for you. (Circle One Number on

Each Line)

Definite | Mostly | Don't Mostly | Definit
ly True Know False ely
True False

a. | seem to get sick a little easier than other 1 2 3 4 5

people

b. I am as healthy as anybody | know 1 2 3 4 5

c. | expect my health to get worse 1 2 3 4 5

d. My health is excellent 1 2 3 4 5

Thank you for your time and participation.
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APPENDIX 4

UaN1UNTZUYUL 2UNM3NRU SF-36

8NP3NPULEL: Uju hupgdwb tyqunwljt Ewwupqby bp Jupshpp QEp wnnnenipjuu
Jhpwpkpuy: dtw htwpwynpnipnit junw mbnEjutwnt wyt dwuht, pt htyybu Bp
Qtq qgnid b nppwing tp h Jh&wljh junwnptk] bp wnopju gnpstpp:

NMuwwnwupiwukp pninp hwpgkpht tokny QEp pnnpuws unwupwmtt wyuybu, husybu
uywsé k hwljugstpnid mpdws gnignidubpnid: Gpeh nnip Juinwh stp ph np
wuwunwupiwtb punpk], ptnpkp wjt yuunwupwup, nptt wdktthg Unw E Qp jupshph:

1. Pusuyb u jghwhwinkhp 2kp wpnnempnibt pinhwing wodundp:

(opgwtimljh Uk Jipgptp dhuyh kY phy))

QERUIQUITIG. ..o 1
GUIUL JULY . et e 2
LY 3
Ll Wjupul [UIY . e 4
TLULUL. ¢ttt e e e e e 5

2. busyh u Yqhwhunnbkhp Qbp wennenipniih wydd hudkduwnws Ukl wwph

wnwoyw htiwn:

(opowtiwyh kg Jipgptp thuyl Uty phi)
Cwwn wybkh juy wydd, pwt Uk tnwph wnwg........... 1

Npno swthny juy wydd, put UEY muph wnwg.......o.ooooo 2
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Ujdd gpbiph tniiyp, htyy Uk muph wnwy........oooo
Npny swthny Juwn wydd, pwb Uk tnwph wnwy.........ooo
Cwwnn wybkh uwn wydd, put B muph wnwg.....ooooe

3. Uwnpl pYupluws Eu vh pwtth wnopjuw gnpénnnipniuttp: Upynp Qtp
Uhkplurhu wennowlwh Jh&wmlp ubqupnid E kg junwphy wyy

gnpénnnipnibubpp: Gepk wyn. ﬂppuﬂmoq

(opgwbiulh Ubg Ypgpbp Uhwyt Uky phy jnipwpwiisnip wnnnid)

Upn, pwin k | U, phs kE 0s,
Snpsnnnipjniititp Juwbqupnid | prwbqupmu | wdkblihb sh
huwquipmd
w. Ulwuhy gnpénnnipjniubikp, ophiuy 1 2 3

Juqly, Swupnipinit pupdpuguty,
qpunyt) wljnhy vynpuwdbtpny

p. Uhohti wmljunhynipjmt 1 2 3
qnpénnnipjnibiikp , ophtiwly ubnub
wnbknuowpdty, thnotdshsny dwppky,

ubnuibh phthu huuthiy Y
yupunbkgnid wohuwnky

¢- Uptppny yuyniuwlp pupdpugty 1 2 3
Jud nnwuky

1. Uunhdwtbkpny pupdpwbwg vp 1 2 3

pwith hwuply
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k. Uunhgduiubpny pupdpwtiug dh 1 2 3
hwny

q. Ypwhuwnk), jpubwy, jud suljh quy 1 2 3
k. Puy b Unwn Ukl Yhyndbwnp 1 2 3
n. 2wyt vh putth hmpynip dbwnp 1 2 3
p. Lwy k) hwpmnip dbknp 1 2 3
d. Pupunipnyu jnnubw) Jud hwqudbtyp 1 2 3

4.Upmynp Ytpehti 4 swipwpiw plipwgpmid niitkghy bp 2bp wouunwbiph jud

wdkuopyu qnpétph htwn juwyywsé htnlyjw) ndupnipniiuthg nphk dkhp jud dh

puiihup’ 2kp wonnowlwi Jh&whh wwngwnn:

(opgwlbimbh Ukg Ypgpkp Uhwyt UkY phy jmpwpwibiynip wnnnd)

usn

n2

w. Updwwnt] Ep wojuwwnwtph fud wy) gnpénuubph Ypu dwuuwms
dudwmtuwlp

p. Guwwnwpk) tp wykih phs, putt jgutjuwtiwghp

q. Pyh&wlh stp tnby junwpt) npnpulh whuh wplunwip fud wyy
qnpdtp

1. tdJupnipjudp Ep juwnwupbk] wojpwwnwitpn jud wy) gnpskp
(ophtuwy wwhwgyk) kb jpugnighy pwtpkp)
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5. Upmyyn p Ubipehti 4 swipwipyw plipugpnud niitkgh) bp 2bp wopiwnwbiph ud

wdkuopyu gnpstiph hkwn juwywsé htnlyju) nddupnipniiubphg npuk dkyp jud dh
pwlthup nplk hniquljub Jh&wlh (ophwly pily&fwsnipinit ud dnwhngluénipnii)

(ongwtiulh Uk Ykpgpbp Uhwyt Uty phy jnipwpwbisnip nnnod)

usn no
w. Upgwinty bp wouunmbiph Juwd wy gnpénutibph ypw swuws 1 2
dudwtwlp
p- Ywnwpb] kp wifbiht phy, put Ygutijutiwghp 1 2
q¢. Unynpujutihg wwuljwu nigunpmpyudp tp junwpby 1 2
wpfuwinwbipp Yud wy) gnpstp

6. dtipohti 4 owpwpyuw pupwgpnid Ep wpnnewju jud hniqujut Jhdwlp
nppwiin’ k pwbqupk) 2kp wnopu sthmudtbpht punwubihph, pulkpubtph, hwphwbikph

Jud wyng htiwn:
(opgwtimyh Uk Jtpgptip vhuyh UEY phi)
UdBEUIRT. .o 1
BRUWY N e 2
QUITNUWIYNYL. e 3
PaduiliualihU. ... 4
QUITWIQUITIG. c e 5
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7. dhipoht 4 owpmpyw pupugpnid nppw’tt $hqhluljub gun bp qquighy:
(engwtrbh Uty JEpgptp Uhuyl ukl phi)

LI URe e 1
CUIU (O] 2
[OIILY] e 3
QUIIWIYNYL oo 4
LIS URe e 5
CUIU [OMILJ]. e 6

8. Ytipohti 4 owpwpyw pupwugpniud nppwtin k gun]p juwiquipty Qkp inpuuyg
wohuwnwpht (hywlu nwp, wytybu k) wnithg nnipu):
(engwitiunlh Ut tpgptp Uhuyh Ukl ph)

UBUURT. e 1
BRI N e 2
QUhWYNY. e 3
Purfualuilthl. oo 4
QUIRWIGUITG. - e 5

9. Zkwnlyw) hupgkpp yepupkpynid Gu Qbp huptiwqqugnnnipjutp ykpght 4 swpupdu
pipwgpnud: vungpnid  Gup  jmipupwbynip hwupgh hwdwp pbnplp wgb Jhuly
wuwwnwupwup, npt wdkihg Unwn k QLp qqugusht:

dtpoht 4 owpwipyw ppwgpnid npputt dwdwuwl tp Fnip...
(ongwitiwyh Uk Ytpgpkp Uhuyh UkY phy jmpupwibymp nnnma)

55



Udpnne | Fudwt | dwdwb | Judw | dudw | Ny U
dudwil | wlh wljh bwlh | twhh | dudwb
wy Uts qquih | npng | thopp | wl
dwup dwup dwup | dwup

w. Qqugh) QLq Enwunny 1h 1 2 3 4 5 6

p. Bnk o upnuwjtugus 1 2 3 4 5 6

¢ Qqughk) wyjupw puy&Jus, np nshiy 1 2 3 4 5 6

skp Juipnn Qbq mpwpiwugby

1. Qqugk] hwughuw nt jpwnury 1 2 3 4 5 6

k. Bk wn wnnyq 1 2 3 4 5 6

q- Bnlk) upnubnus nt wunip 1 2 3 4 5 6

L. Qqugk) 1nphy nidwuwun 1 2 3 4 5 6

n. Bntkkpowthy 1 2 3 4 5 6

P 2qugh] hnqhwd 1 2 3 4 5 6

10. 9tipohts 4 owipwpyuw pupwugpnid tp wpnnewlju jud hniqujut fuunhpubpp
npput dwdwiuy kb rwbiquipty 2bp gthnudubpht gpgwwyunp htn (opptiwul” skp

Jupnnugk) wyghk puypltpht, popbudubphb b wy)
(opgwiwlh Ukg Jtpgptip Uhuyt kY ph)

Udpnne dudwtiualy
dudwbwlh ks dwup
dudwbiwljh npny dwup
dudwtiwljh thnpp dwup
Ns vh dudwbiwly
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11. Cuwn 2kq, nppwin’ k KATS fud URUL htwnlyjwy winmudibphg jpupupubsnipn:

(opgwlilih Ubp Ypgpbp Uhwyt Ukl phy jnipwpwbiynip wnnnd)

Lhodpt | Zhdbuwl | 2ghwnbd | 2ghnbd | Zhdtwy
Shon k| wtnid wtnid
&hown k unuy k
w. Gupdtu ph ku wdkjh onun & 1 2 3 4 5
hhJwunuunud, putt niphoubtpp
p. Bu unyupwit wnnng b, nppwt hu 1 2 3 4 5
Swhwsws dwpnhl
¢. Gu Jupdnud &, np hu 1 2 3 4 5
wnnnonipjniup jyuwnubw
1. Pu wnnnonipniup ghpuquig k 1 2 3 4 5

Cunphwjunipjnit dkp dwutwlgnipjutt hwdwnp:
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Appendix 5
In-depth interview (IDI) guide
Health-related quality of life among long-term
breast cancer women survivors in Yerevan

English Version

Place

Date

Time

Moderator

Note-taker

Introduction

Welcoming and Introduction of the student investigator

Introduce yourselves. Welcome the participant, present oral consent form and thank for

agreeing to participate.

Confidentiality and Voluntariness

| would like to highlight that all the information you provide will remain confidential. My
notes and the recordings will be stored without any identification and they will be destroyed
at the end of the entire project. In the final report, only the summary of the data from all of
the interviews will be presented. Your name and position will not appear in the reports and
presentations. | will also take notes throughout the session. Upon your permission I will
audio record the discussion to make sure do not miss any ideas. Can | proceed with

recording?
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Review of the program and participation

I would like to ask you to answer some questions and share your experience and opinions to
help us to expand the understanding of health related quality of life among long-term breast
cancer women survivors in Yerevan, Armenia.

I would like to start by asking you to fill a few questions about you. (Distribute demographic

forms)

To begin our conversation, could you please introduce yourself? Where are you from? How old

are you? Do you have children?

General Information on the experience with breast cancer

1. Can you remember some of the thoughts or feelings you experienced when you were told you
had breast cancer? Who was the first person you told about your diagnosis? What stage was the

cancer diagnosed? Tell me about the information/advice you were given on what to expect?

2. Can you please describe your experience with breast cancer? What were the major challenges
you have faced during diagnosis, treatment and now as a survivor? Which of these were your
biggest challenges? Please tell me about the treatment options that were available to you and

how you made decisions about them.
Quality and availability of care
3. Please identify your problems and needs related to money, insurance, and the affordability of

needed services and products during the disease and now. What could you say about the

availability and access to supplies, equipment, therapies and medications, follow-up care?
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Relationships with health care providers

4. Tell me about your relationship with your breast cancer doctors. Do you have contact with
them now, if yes how often you are having meeting or contact with him/her, how do they help
you, what kind of help/support you need from them? In your opinion what are things that may

affect the quality of your life which depend on the medical staff/the doctor?

5. Have the doctors told you what to do to get well in each stage of the disease? For example, have
they advised you to be physically active and engage in sports? Are you physically active — why
yes or why not? How/where do you exercise? Have they recommended getting psychologists’
consultation? Do you use psychologists’ help? If yes how does it help you? If not, why not in your

opinion?

Major challenges and barriers during diagnosis, treatment and now as a survival

6. Please tell about needs and issues you experienced during the disease? (including pain,
symptoms, sexual dysfunction) Did you have negative feelings related to negative perception of
body? Probe: Feeling unattractive and/or ashamed and loss of trust in your body? What are your
concerns now? For example, needs related to psychological issues (including fear of recurrence,
pain, fatigue, depression, anxiety).

7. Do you belong to any kind of support group or network? Who gave you the most support
(financial or psychological) to help you cope with breast cancer during the diagnosis and
treatment stages? How did they help you? Do you get support from them now? Do you receive
any support from your friends/relatives or neighbors? What kind of support do you get? Is it
important for you? What (if any) type of support did you receive from your supervisor or co-

workers in your work place?
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The impact of the breast cancer in survivor’s life

8. What/how would you define survival? What does being a cancer survivor mean to you? What
has been the impact of breast cancer on your personal life (e.g. family, friends, socially)?
Recovery from cancer takes long time. How has breast cancer changed your overall life? Tell me

about life changes you have to make now as a survivor (e.g. home, work, social life).
9. Based on your experience, what do you think how you can help someone who is just finishing
treatment to begin the recovery process? What advice do you have for other women about breast

cancer screening or treatment? What advice do you have for other women with breast cancer?

Thank you, for your time and willingness to participate in our study.

61



Appendix 6
Uuhwwnwlwi hupguqpnygh ninkgnyg

Bpljupuwdwdljtin Ypswghndh punglhtn JEpuuypwus juhwhg Yyuuph npulp Gphwtnid
Zuytpkl wuppbpuly

uyp

Uduwphy

dud

Zupguqpnigujup

Updwtmqnny

Lbkpwbnipinib

Llnoni k) b bEpluywbuy

Lkpluywtwy: Nnoniutl) dwutwljght, tbpujugut) putwdnp hwdwdwjunipjut
Alup b oinphwljunipnit hwjnub] dwutwlgnipjut hwdwp:

Qupuihnipul wywhnymdJ b juduwi/np Juubwlgnipinil

Uguulwbwgh Ukl wuqud bu k), np dkp Ynnuhg npudwnpdus nknkynipniup
wdpnnonyht Jutw qunuuh: Utp Ynnuhg wpdws gpunnidubpp b
dwjtiwgpnipiniiup juyuwhytt wpwbg nplk nbknkynipjwi, npp upnn £ puguhwynb
Abp wtidp b §nstismugykt dSpugph wjwupunhg htwnn: dhpetwljut qElnygnid
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Jubkpyuwjwugyku pninp hwpguqpnygubph dhuyt wdthnt ndyujubpp: Ep waniup b
wuwownnip skt tpyh qilnygnid: QEp hwdwdwjunipjudp tu jdwjtwgpbd dbkp

hwpguqpnugp fud gpunnidbp Yykpgbd hwpguqpnugh pipugpnd” 2bp Ynnuhg
npudwnpyus nplk nbnbnpmnit pug sponibint tyuwnwlng: dnip hudwaw’] b
tp, np ku dhwgubd dwjiwugnphsp: vunpnud Bd wuk) USMN ud N192: Gph Fnip

wuwwnpwuwn bp dkup Jupnn Eup uljuly:

Opwgph dwhnpwgnid b Juubwlgnipnt

Bu Jutnpkh 2kq wunwupwik) npny hupgkph b Jhuby Ukq htan dp thopdp b
Quipdhpp, npp Yoquh Utkq hwulubwy, ph huswhuht £ kpljupududytn jpsugtndh
pungytn Jkpuwypws jubwbg fpubph npulp Sphubnud:

Uhty pnile hwpguiqpnuygp ufubip, Yjutgpth jpugity htnbywy hwpgkpp dkp dwuhte

Uhbys uljulyp Ubp qpoygp Juyundtp dh tinpp dkp dwuhb: Qpunbnh’g bp: Rwih’
nupklub kp? Gpkuwbkp mub p?

LCinhwbmp wnknklnipinibbkp [pdpuqkndh punglknh Jepupkpjuy dEp nibkgqus
thnpdph vwuhb

1. Yupnn & p hholy dlp dinplpp ud niikgus qquguniiipipp kpp 2kq hwpntikght np

pspuiqlindh pungltin nibikp: N kp wpwehl dwpgp, np hiwugun] dkp whinnpnodwh
dwuht: I“ohz thnynid Ep wpownnpnoyby QbEp pungitinp: Mwwndbp punpoud BU wy

wnbinbklnipjut / pnphpnh dwuht, npp QEq mipdty kp ek by jupkh Eauuugby:

2.Ylubigpkh Yhuky 26p hopdp Ypsph pungltinh JEpwpbpywy: O pntp kb kgl
whunnpnodwl, pniddwt b wydd wpnku npybu JEpuypusd wnwewugus hhduwlju
ndJupnipjnibukpp: pwighg noph E Qtp hwdwp bnk] wdkbwd ks juunhpp: Mungponud B
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wunndbp Qtp poiduwl nuppkpuljubph dwuhb b b osybu bp npnomud Yuyugpty
ptwnpk) hkug wyn mwppkpulubpn:

iundph npulp Er hwuwbbhnipiniin

3. vunpnud bl yyuwndbp hhywunnipjut pupugpnid b wjdd wnwowugus Qtp
haughptbph nt yuphputph dwuht juwyydws thnnh, wywhndugpnipjut, withpudtown
Swnuympniiibph b wpnunpuiiph dwngkjhmpnt Jepupbpuy: Pus jupnn bu wuby
dwnwljupupdwi, vwppuynpnidubph, pniddwt b ninnpuyyph hwuwbjhnipjub b
dwwnskihnipjul, htyyku twb hblnwqu jptwdp dwuht:

Fnidwohnuwnnnbbph hkn hwpwpkpmpinibhipp

4. Ytinpkh yundbp 2kp pungyknp poidnn pdolukph b ipwig htn mbkgus tp
hwpwpbpnipym ibph twupt: baywhuh” wewlgnipm b kp unwgh) bpuiighg: Uju
wuthhlt dmp muk p Juy hpkiig htwn bphk wyn wuyw nppw’t hwgwu bp hwighunud
Jud nhunud pdholjukipht, hswyk u kb tpwbp oginud dkq, his oglinipnit /
wowlgnipnil kp Fmp whtiljwnud pdholjikphg: 2tp Yupshpny, npn’tp kb wyh
puttpp, np juudws kb pdojuljut whdtwlwquhg jud pdoljhg b upnng kb wqnby dkp
Yyutiph npuiljh Jpu

5. Pdholjikipp Qkq wukb | kb, ph hos whnp Ewik) hhjwinnipub pipupubsnin
thnynid wwywphtyEnt hwdwp: Ophttwly, tpwtp junphnipn U’lllha]_ kt Qbq 1huby
$hahlumlu wlnh b qrundl wgnpung: dmp Shqhlugku wnhd &p hsm wn
Ju hlsnt ns: basybu / npinkn bp dmp dwpqynud: Upnyn'p ipubip 2kq junphnipy ko
wnw]hu nhubk] hnghpwuh pnphppunynmipni: Inip nhdbky fud I}IllInLDL[ tp
hngbpwtutkph oqunipjut: Gpk wn, nppulhnoq E nw oqunid dkq: Gpkh ny, ba‘uzm sh
ogunid puwn QkLq:
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MhJupnipinibhkpp b finspapnunbkpp whnnnpnodwl, poiddwl b JEpugpking
plapwugpnid

6. tpmu bl yuwndl) hhjwinnipyut dudwiuly nikgus Juphplbph b atighpubph
dwuht (Wkpwnpug gwyp, whinwbhyibpp, ukpwlwi ghudmiyghwb): Gppbk qughy & p
ny gpuahs b/ jud widwyymn, Ynpguky & p wpyynp Junwhmipnibp 2bp dwpdth
wpunwphtt nkuph kpupkpjuy: Opnt’p kb 2bp dinwhngnipymubtp hhuw: Ophlual;,
hngkputwut jutnhpltph htn juuws juphpubpp (Wkpueyug hhjuignipjub

YnYunipjut Juy, guy, hnquwsnipnil, nphypbuhw, wthwiquunipni):

7. Nplt wowlgnpyuh udpnid Jud guitynud piggplpu’s p:N] £ 2kq udkiwown
wowlgnipniup gniguptpl] (Phtwbuwlu jud hnghputwlwi), npb oquiky k Qkq
hunpwhwpb) Ypspuqhndh punglnh whnnpnotwi b pniddwb thogbpp: Pasyb u ka
lputip oqliky 2kq: Ujdd ipuighg nplik wewlgnipinit unnwint  kp: Qbp
pupbludibphg jud hwpliwbibphg npbtk wewljgnpinih winwing U kp: Gplk wyn,
wuyw hiswhuh”: Yuplnp Ewpyn’p 2kq hudwp wyy wewlgnipniip: busuhup” (Lpk
wjnuhuht knk ) wowlgmpinih bp uinwgh) dkp wplunwlhgtphg, nkljudwuphg
Jud gnpépuytputphg wohtwwnwtph Juypnud:

Unépuqlndh punglhbnh wqnkgnipinibn JEpumuypwsiakph [juipnid

8. byt u Yuwhdwikhp Ypswptqah pungytn JEpuwptp: buy Eapwbwlnid (hiuby
pungytnp YEpwwypws: Pasuhuh o kgt Ypspughndh pungylinh wqnkignipymup dkp
wudtwlul Jyuupnid (ophtwy, punwtthpnwd, puljkputph htin, unghwjuut
hwipgtpnud): Lungltinh Ykpuwljwiugunidp Epjup dudwbwl E yuwhwbenid: I*hzulhou k
Ypdph pungytnp thnjuly dkp puhwbmp putpp: Gubp hud fjutph
thnthnjunipjniiiiph dwuht, npnup nnip ywhwp E junwptp npytu JEpuwpng
(ophtwly wntl, woluwnwtp, unghwpuwljw Yjuup):
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9. Zwpyh wnlikyn] 2tp thnpap, hus bp Yupsnid, hswb u jupny kp oguby Ukyhl, ny
htg inp wwpunnud £ hp pouddwi Ympup b yhnp Ewbgih Jepuyuiqinquljui
thnijh: B’y junphntpn Yuipnn bp wuy jubwbg Ypspugbindh quiniwb jud poiddwi
JEpuwpbipywy: P oy Junphnipy Yupng bp iy Ypsph pungytn niibgng wy jububg:

Cunphwjunipnit tp dudwbwljh bt wunpuwunwludnipnit hwdwn:
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APPENDIX 7
Consent form for quantitative interviews
English version
American University of Armenia
Gerald and Patricia Turpanjian School of Public Health
Institutional Review Board #1
Health-related quality of life among long-term breast cancer women survivors in Yerevan:

a mixed methods study

Hello, I am Lilit Nasibyan. | am a graduate student in the Gerald and Patricia Turpanjian School
of Public Health at the American University of Armenia (AUA). | am conducting a research
study under the supervision of two faculty members. The main aim of the study is to identify
longer-term HRQoL outcomes and supportive care needs in disease-free breast cancer survivors
in Yerevan. The Oncology Center’s registry of 640 breast cancer cases registered in 2011 serve
as a sampling frame for the study. We choose the participants from the registry using a Simple
Random Sampling approach. You are invited to participate in an interview for this project as you
are one of the breast cancer survivors and are a resident of Armenia. You will be one of the 124
participants that are selected through the list of survivors of Armenia. You and others are invited
to participate in this study in order to expand the understanding of health related quality of life
among long-term breast cancer women survivors in Armenia. Your participation involves face-
to-face interview.

I will ask you to answer the questions in the questionnaire that I have, which will take you

approximately 15-20 minutes to complete. You are free to decline to answer any of the questions
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asked. Questions will be asked covering different areas: physical functioning, bodily pain,
general health perceptions, social role functioning etc. There is no compensation for the
participation and here are no costs to you to participate in this study. Your participation in this
study is completely voluntary. There is no penalty if you refuse to participate in this study. I will
protect the confidentiality of your data and after the data collection | will destroy the list of
participants with identifiable information including names and addresses. Your name, address or
any other identifiable information will not appear on the questionnaire and in the study findings.
If you want to contact someone at a later date or want to voice concerns or complaints about the
research, you may contact to the primary investigator of this study Dr. Tsovinar Harutyunyan by
(+374 60) 61 25 60 at the Gerald and Patricia Turpanjian School of Public Health, American
University of Armenia. If you come to believe that you have not been treated fairly during this
study you may contact the Human Subject Protection Administrator of the American University

of Armenia, Varduhi Hayrumyan (+374 60) 61 26 17) vhayrumyan@aua.am. Do you agree to

participate?

Please say YES or NO. If yes, shall we start?
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APPENDIX 8
Ppwuqtl] hwdwduyinmpjut &b pwbwlwljub hwpguqpnygubph hwdwp
Zuytpkl wwppbpuly
Zuywunnwtth Udkphjjub Zudwjuupub
dhpuyp b Qupnhpw Lpthwidkwbt hwtipuhtt wpnnewwwhnipwh
duljnyunbnFhnwhtnwqbnujui Ephlugh phy 1 hwtduwdnnny
Bplwbnud puwlynn Epjupududybn Ypspugqlndh punglitn Jpuwpus jububg

wnnnonipjuin wepiyynn Jyuuph npuljh ghwhwwnnidp

Pupl Qkq, ku Lhihp Lwupppubt b Zujuunwih Udkphljut Zwudwjuwpuih (2U2)
dhpuyp b Qwpphpw  Pphwtdbwt  hwbpuht wenpowwwhnipjul  pulnijntn
wjwpnulut §opuh nuwbng: Uydd bu bphynt quuwunubbph giju]wpoppudp
hpwjwiwgunid U hbnnwgnunipnit, nph hhdbwlwb tyuwnwyi £ yupgl) Gplwinud
plwljynn tpjupudundljtn §pswglndh punglitn Jepuupus jubwg Yyubph npuljp b
Jutdph  Juphplbpp: Mienigpuwpmbwlub Yhnnpnh 2011 p-htt qpuibigdus 640
ypdpuqtindh pungtinh nypkph gpuiguiunymip oginugnpsyty £ npujbu tini) wju
hbwnwgnunmipyutt hwdwp: Ubktp ptwnpk] Bip dwubwlhgubphtt  ogunugnpsting
wuwnwhwljwinpjuh uygpniiph dnnkgnudp: dnip hpunjhpyws bp dwubwlghint wyu
htwnwgnunnipjutp, puth np tnip Epjupuwdudljtn Ypswgtndh pungytn Jepuwpwus

Jwtwtghg vkl tp b ptwlynid Ep Gphwbnid: dnip Yihukup uyb 124 dwubwlhgubphg
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dtlp, nd Ybkppunpdl) b 2Zujuwunwih Zwbpuybnmpyui(Zz) Ypswghndh punglybn
JEpuwypws jutwig gniguljhg: Inip b hbnwgnunipjut wy; wtdhup hpuwdhpjws bp
dwutiulglnt wju hbnmwgnunipjutp, puwtqh tp ogunipjudp wdbkih Yuyuwyudh dkp
wuunlbpugnidubpp Zwjuunwinud ptwljyny tpjupududjin Ypswgtndh punglkn
Jbpuwpws Jubwbg YJuwbph npwlh dJdwuhtis Qp dwubwlgmpmith wju
htnwgnuummipjup tbpwend E phd wne pnbd hwpgwuqpnyg: Gu Yuungpid Qbq
wuwwnwupwik)] hd Ynnuhg 2kq nipyuws hwpgbpht, npp jultth ny wdt) pwt 15-20 pnuyk:
“nip Jupnn kp hpwdwpyb] wuwnwuhwik] gmujugus hwpgh: Zupgtpp yEpupkpynud
kb nwppkp npnpnikph $hghuljui gnpémubnipimb, dupdbwljui gu, pighwinigp
wnnnowywhwljuwb pujunidutp, unghwjulju gnpéniubnipenit b wyju:

Utkup wtswth qowhwwnnmd b juplbnpnud Gup 2bp dwutwlgnipniup, vwluyt dnip skp
unwbw nplk httwbuwljut hwnnignid jud wupqhwwnpnid hwpguqpniyght
dwubwlglnt nhypnid: 2bp dwubwlgnipiniut wyju hbnwgnunipjutp judwynp L
QLq nshts sh uvyuwnund, tpt Fnip hpwdwpybp dwutwljghy: Bu juywhnybd Qtp
njuubph qununihnipniup b wydjujuiph hwjwpwgpnidhg htnn Ynstswgubd pnjnp
dwuttwlhgutinh wtdp puguhwynnng wjujubpp: Ep wuntup, hwugkt jud wbdp
pugwhwynnn npbk wy) wdjuy sh tpyh hmpguptpphlnid htyybu b
htwnwgnunipjut wpyniupnid: Gph tnip guuljutwp hwydbjju) mkntjuwnynipmnia
unnwbiw] wju hbnnwgnunnipyut yepwpkpuy, upnn bp juy hwunwnky

hnwgnuinipui hhdbwlwi hadwljwpgnn Ondhliup Zwupnpniiyuith hbnlyuy
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htnwjunuwhwdwpny (+374 060) 61 25 92 Fhpwyp b Pwpphow Ppthwudbwt hwtipught
wnnnowywhnipjul $wlnintn, Zujwunwith Udkphjjut Zudwjuwpwi): Gpk nip
Jupénid tp, np hbnnwgnunnipjut pipugpnid 2tq quy skt JEpupbpdt) W jud
htunwgnuinipniup 2kq Juwu E hwugpty, jupnn tp juwudty 20.2-h Ephuh
hwudtwdnnnyh hwdwlupgnn dwpnnihh Zuypnidjutihy, hknlbyjug

htnwunuwhuwdwpm] (+374 60) 61 26 17) vhayrumyan@aua.am: Zudwdw 7t kp

dwubulgly (wyn Jud ns): Gphk wyn, jupnn bup supnibully;:
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APPENDIX 9
Consent form for qualitative interviews
English version
American University of Armenia
Gerald and Patricia Turpanjian School of Public Health
Institutional Review Board #1
Health-related quality of life among long-term

breast cancer women survivors in Yerevan: a mixed methods study

Hello, I am Lilit Nasibyan. | am a graduate student in the Gerald and Patricia Turpanjian School
of Public Health at the American University of Armenia (AUA). | am conducting a research
study under the supervision of two faculty members. The main aim of the study is to identify
longer-term HRQoL outcomes and supportive care needs in disease-free breast cancer survivors
in Yerevan. The study will conduct approximately 20-25 interviews. You are invited to
participate in an interview for this project as you are one of the breast cancer survivors and are a
resident of Armenia. Participating in the study involves answering questions during the
individual interview which will help to expand the understanding of health related quality of life
among long-term breast cancer women survivors in Armenia.

We can arrange the place and time for the interview that would be most convenient for you. It
will take no longer than 45 minutes to complete the interview. Your participation in this study is
completely voluntary and you can skip any question you are not willing to answer. There is no
compensation for the participation and here are no costs to you to participate in this study. There

is no penalty if you refuse to participate in this study. Your name will not appear in any
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presentation of the project. Your thoughts and opinions will be put together with what is said by
other participants and summarized in the research report. Quotes from what you say may be used
in reporting the final project findings but will not be identified by your name or any other
personal and identifiable information. With your permission, I will record the interview and take
notes throughout the interview. My notes and the recording will be stored without any
information that will identify you and they will be destroyed at the end of the entire project after
we finish analysis.

Do you consent to the recording?

If you want to contact someone at a later date or want to voice concerns or complaints about the
research, you may contact to the primary investigator of this study Dr. Tsovinar Harutyunyan by
(+374 060) 61 25 60 at the Gerald and Patricia Turpanjian School of Public Health, American
University of Armenia. If you come to believe that you have not been treated fairly during this
study you may contact the Human Subject Protection Administrator of the American University

of Armenia, Varduhi Hayrumyan (+374 60) 61 26 17) vhayrumyan@aua.am. Do you agree to

participate?
Please say YES or NO.

If yes, shall we start?
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APPENDIX 10
bpuqky hwdwduwyimpjui &b npujwljut hwpguqpnygubph hwdwp
Zuytpkl wwppbpuly
Zuywunnwtth Udkphjjub Zudwjuupub
dhpwyp b Pupphow Cphwidbwt hwiipuhtt wenpewwwhnipyut wlnijnbn
Ghunwhbnwugbnwlwt Ephljuyh phy 1 hwudtwdnnnyg

Bplhwunud puwljynn Epjupududlbn Ypspughndh punglitn JEpuypus jububg

wnnnonipjuip wepiyynn Jyuuph npuljh ghwhwwnnidp

Puipl 2kq, ku Lhihp Luuhppuit kU Zuywunwih Udkphjub Zudwjuupubh (202)
dhpuyp bt Pwpphpw Ppthwudbwb hwtpuiht wenewuywhnipyul pulnijntn
wjwpunuwlwb §nipuh ntuwing: Ujdd bu Epljnt puuwpunutubph nEjuupnipjudp
hpuwljutwgunid Ed hbnwgnunipynil, nph hhdbwlwh bywnwlt £ ywupgt] Gphwinod
puwlnn tpjupudwdtn Ypswgtndh pungltn Jpuypus jubwbg Yubph npuyp b
hutwdph Jupphputpp: Nrumdtwuhpnipiniup hp vk ukpunnid E dnnnwynpuytiu 20-25
hwpguqpnyg: nip hpwhpusd tp dwutwlghint wyju hblnwgnunipjuip, pwith np
tpjupwdudytn §pswgtndh pungltn JEpuypws jutwghg dki tp b ptwlynud tp
Cplwinud: Uwutwlgnipiniip wju hbnwgnundwp tkpunnid E yunwuowit)

hwpgbphtt wthwwnwljwt hwpguqpnygutph dwudwbwly, npp Yoquh puruyuby dkp
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wunfbpugnudiubpp Zwjwuinuimd phwlynn kpljupudwudljtn jpswgtndh pungltn
JEpuypws jubwbg Yjutph npuljh dwupt: Uktp jupnn kup twwbu
wuwjdwbwynpby ntnp b Jujpp, npuntn Qbq hwpdwp Yihih dwubwlghy
hwpguqpnyghtt: 2bp dwutwlgnipiniup vwhdwtwhwlynd E dhuyt by
hwpguqpnygny, npp Yulth ny wb) put 45 pnyk: Abp dwubwlgnipmniut wyu
htwnwgnunnipjutp uduwnp £ b upng tp hpwdwpdt) wnwuuwit) gutljugwus
hwpgh: Ukup wiswh quuwhwnnid b juplnpnid Eup Qbp dwubwlgnipniip, vwljuyt
“nip skp unwbw npuk $httwbvwlutt hwnnignid jud ywwupghwwnpnid
htwnwgnunipjuip dwutwlglnt nhypnid: Qkq nshus sh uyyununid, etk Inip
hpwdwpytp dwubwlgl) wyu hbnwgnuumipjutp: 2bp wunitup sh wpdwbwgpydh nplk
wkin b sh ubpuyugydh ns Uh qlnygniud: Qtp dunpbkpp b jupshputpp jhwdwhudpdta
Uniu dwutwlhgubph dwnptph i jupshputiph htwn b wdthnthygwsé dunyg
Jubpyuyugytu htnnwgnuuljub qlnygnid: QEquthg unnwugywsd mbnknipmniuttpp
Yuipnn kb oginugnpdyty Yhpgwlul twjuwgsh wpymbpbtph dwuht
hwoybwnynipju uky, umljuyu sh tpyh Ep wntup fud npbck wy whdbwjub b
Swtwskh mbnEjuwnynipiniu: QEp poyjnynipjudp ku jduwjiugptd hmpguqpnygp bk
gpunnudubp unwupbd hwpgugqpnygh pupwgpnid: b wpnidubpp b
dwjtiwgpnipiniup juywhwywgtt qununih hull hknwgnunipjut wjwpnhg htinn
npuiip nsuswgytl wdpnngnipyudp:

Amp hudwduyh &'p dwyliugpm pjuiip:
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Bpt Mmip guujuwbwp hwybjjuw nbnkjuwnynipnit vnwbw] wju hknwgnunipyut
Ykpupkpjuy, fupnn bp Juy huunwnt) hbnwgnunnpyut hhdbwluwb hodwlupgnn
Onyhtwp Zupnipnijwithtt hEnlbjw) hibpwinuwhwdwnpny (+374 060) 61 25 92 dhpwyn
b Qupphow Fpthwudbwt hwipwihtt wenpowywhmput wlnyunbn, Zujwunwuh
Udbphljut Zudwjuwpui): Gpt tnip jupénud tp, np hbnnwgnuunipjub ppwugpnid
Qtq uy sku yEpwpkpyt) W jud htnwgnuunmipniup QEq Juwu L hwugpt), jupnn bp
Juwuydl) 2Uz-h Ephiuyh hwtdtwdnynyh hwdwlwupgnny dwpnnihh Zugpnidjutihl,

htwnlju) htpwpunuwhwdwpny (+374 60) 61 26 17) vhayrumyan@aua.am: lelL[mZ\mo]h tp

dwubiulgli (wyn ud ny): Gphl wyn, 11u1pn0r1 Eup owpnitiwlyby:
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