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EXECUTIVE SUMMARY

Breast cancer (BC) is a “disease in which breast cells grow out of control”.! Non-invasive breast
cancer (carcinoma in situ) develops in the ducts (ductal carcinoma in situ, or DCIS) or in lobules
(LCIS) and does not spread to the surrounding tissue. When the cancer cells spread to the nearby
tissues, they become invasive carcinomas. The risk for BC is explained by the combination of
factors. Research suggests that dense breast, BRCA1 and BRCA2 gene mutations, older age,
breast, and ovarian cancer family history, not being physically active, reproductive history,
hormones use, being overweight or obese, especially after menopause, and not breastfeeding are
associated with BC.

According to WHO, the incidence of BC was 49.6, and the mortality rate was 19.2 per 100,000
populations in 2020 in Armenia.

A key factor contributing to a rise in advanced BC, poor prognosis, and increased treatment costs
is the delayed presentation of symptomatic disease for medical care. Age, culture, beliefs, fears,
perception about the disease, attitudes towards health care providers, and anxiety influence
patients' delayed health care seeking and treatment. Previous studies demonstrated that women
diagnosed with BC may face mental and physical challenges. Women diagnosed with BC usually
experience depression which influences their quality of life and treatment adherence. Exploring
the pathways and journey that women pass when being diagnosed with BC is important for
developing interventions that could facilitate early diagnosis and help women deal with
psychological challenges associated with diagnosis and treatment initiation.

This study aims to understand the experiences of breast cancer diagnosis in BC survivors in
Yerevan, Armenia. More specifically, the study will answer the following questions: (1) How
were BC survivors diagnosed with breast cancer? (2) What were the barriers and facilitators for
early diagnosis in BC survivors? 3) What were the psychological effects of breast cancer
diagnosis in BC survivors?

This study uses phenomenological approach to measure the lived experiences and psychological
effects of BC diagnosis in women. The theoretical framework is the Model of Pathways to
treatment. Study instrument is developed using this framework which contains four main
domains: 1) Bodily changes, 2) Decision of visiting a doctor, 3) Psychological effects and
experiences of breast cancer diagnosis, 4) Treatment of BC.

Purposive and convenience sampling will be used for participants recruitment. Semi-structured
individual in-depth interviews will be conducted.

Mixed analytic approach will be used for data analysis. A further thematic analysis via themes
will be done based on the theoretical framework.



1. Introduction

1.1. Definition and magnitude

According to the Center for Disease Control and Prevention (CDC), "breast cancer (BC) is a
disease in which breast cells grow out of control.” 2 Non-invasive breast cancer (carcinoma in
situ) develops in the ducts (ductal carcinoma in situ, or DCIS) or lobules (LCIS) and does not
spread to the surrounding tissue.>> When the cancer cells spread to nearby tissues, they become
invasive carcinomas.>>® Particularly serious types of invasive BC carcinomas are triple receptor-
negative breast cancer (TNBC) and inflammatory BC. Triple-negative breast cancer is a kind of
invasive breast cancer that lacks the estrogen, progesterone receptors, and the HER-2 protein. ’
Inflammatory breast cancer is a rare and severe condition that occurs when cancer cells block
lymph arteries on the breast's skin. Because the breast is commonly swollen and red or inflamed,
this kind of breast cancer is called "inflammatory." 8 Less common types of BC are tubular,
medullary, papillary, low-grade adenosquamous, mucinous, adenoid cystic carcinomas, Paget's
disease, angiosarcomas.®

Metastatic BC can arise when breast cancer cells break free from the primary tumor and start to
enter the bloodstream or lymphatic system, accounting for the highest number of BC
deaths,1010.11

There are multiple modifiable and non-modifiable risk factors for BC.'213 The essential non-
modifiable risk factors include dense breast, BRCAL and BRCA2 gene mutations, older age,
breast, and ovarian cancer family history. Along with it, early menstrual periods before age 12,
first pregnancy in 30 years or older, never having a full-term pregnancy, menopause at the age of

55 or older. 141 Modifiable risk factors include alcohol drinking, not being physically active,



reproductive history, hormones use, being overweight or obese, especially after menopause, and
not breastfeeding. 1>17:18

Across the globe, BC is a vital public health issue.!® BC imposes a substantial growing burden on
populations across the globe, as evidenced by its high incidence, deaths, and economic
expenses.?®?! According to World Health Organization (WHO), BC was the most frequent
cancer globally in 2021, accounting for 12% of all new cancer cases annually.?? Nearly, 2.3
million women were affected with BC globally in 2020, and deaths accounted for 685000.2%:2 In
the United States (US), women diagnosed with BC in 2018 were 3,676,262, and new cases of BC
were 254,744.% In 2021, BC accounted for 14.8% of all new cancer cases.?®

Breast Cancer causes substantial economic and health problems in low-middle, and high-income
nations. 26-28

It is estimated that roughly $26 billion will be necessary in the low-income countries to bring
BC-related expenditures to the level of high-survival countries.?®

Morbidity linked with BC and its treatment can result in functional, psychological, behavioral,
and physical impairments, affecting patients’ ability to carry out everyday tasks and social
interaction.®® Complications such as joint stiffness, cervical discomfort, and muscle weakness
has been linked to the functional impairment of women after BC therapy.3!

Breast cancer is becoming more frequent in low and middle income nations, and the prevalence
among young women is increasing.®? This is partially explained by changes in behavior and
lifestyle, which are known to play a vital role in the development of breast cancer.®®* Women in
the low- and middle-income countries have a significant mortality risk due to the scarcity of

early detection programs, also treatment options.®* In such countries, there is a lack of resources



and skills for example, diagnostic mammaography, the capacity to perform surgery, chemotherapy
and radiation therapy for BC detection and treatment.33¢

In some studies, it has been demonstrated that compared to Black, Hispanic, and Asian women
white women are somewhat more likely to develop BC. However, black women are more
possibly to develop BC in aggressive form and advanced stages at a young age.®’-° Studies show
that women with high socioeconomic status (SES) have a considerably higher incidence of BC.*°
This risk is unrelated to better socioeconomic status. It has to do with the risk variables that
differ amongst women with various levels of income and education. Women with higher SES,
drink alcohol, have first pregnancy later than women with lower SES.442

1.2. Prevention, diagnosis, and treatment

There are over 3.8 million people women have survived BC, even those who are now being
treated and who have completed treatment in the US, in 2022.%% According to the American
Cancer Society, breast cancer survivor is a woman who was diagnosed with BC in her lifetime,
regardless of the stage of the disease.** One of the most crucial determinant of success of breast
cancer treatment is early diagnosis.*® Radiological Imaging Technology (RIT) is one of the most
common diagnostic platforms that give important information about breast cancer.*®*” Breast
ultrasound and mammography are the most frequently used tools for diagnosis.*® Moreover,
tomosynthesis, breast spectroscopy, 3D ultrasound have been developed and used. 4°

For detecting BC, mammography is used as a gold standard.**! It has several advantages,
including high sensitivity and specificity, low cost, digital images, improved treatment at an
early stage, reduced mortality.>>>4

Screening is a method of detecting disease indications before symptoms occur, with the goal of

identifying cancer at an early stage.>>® Breast cancer screening programs aim to minimize death



rates over time.>” X-rays called mammograms and Breast Magnetic Resonance Imaging (MRI)
are the diagnostic methods to screen female breasts.®® As of 2018, in women aged 40 and above,
BC deaths were reduced by mammography screening by 40%.%° The U.S Preventive Services
Task Force (USPSTF) suggests that in women under the age of 50, the decision to initiate
mammography screening should be taken on an individual basis. Between the ages of 40 and 49,
women who place a greater priority on the possible advantage than the potential dangers may opt
to begin biannual screening, also it can be dependent on the values of the patient, and the
comfort level of patient and physician.®® Mammography screening every two years is advised for

women aged 50 to 74.%

1.3. Pathways to breast cancer diagnosis and treatment

The stage of cancer upon diagnosis is a predictive factor for BC survival, as earlier staging
correlates with better survival rates.%? A key factor contributing to a rise in advanced BC, poor
prognosis, and increased treatment costs is the postponed or late appearance of the disease for
medical care.®® Age, culture, beliefs, fears, perception about the disease, attitudes towards health
care providers, and anxiety influence patients' delayed health care seeking and treatment.54-5¢
Delay in diagnosis was linked with the stage of BC, and women who had a breast lump were
unlikely to postpone the diagnosis.®”%® A cross-sectional study conducted in South Africa which
aimed to understand the factors associated with BC diagnosis and care journey, discovered that
the primary reasons for getting medical care after noticing a symptom include the need to be sure
nothing is wrong, discomfort and pain and because the lump is getting bigger.®® Delayed BC
diagnosis can be explained by the patient and provider delays, such as 1) the interval between
discovering a first symptom and reporting to a qualified medical professional 2) the time in the

patient's initial presentation and the start of oncologic treatment.”



The Model of Pathways to Treatment will be used as a theoretical framework for this study.’
This framework (see Appendix 1) helps to understand, explore, and take into consideration the
pathways and journey that women pass when being diagnosed with BC. The model points out
five events in the pathway to care: "identification of bodily changes”, "perceives reasons to
discuss symptoms with a healthcare provider", "first consultation with a healthcare provider",

"diagnosis™, and "start of treatment”, as well as 4 crucial intervals between these occurrences:
"appraisal, help-seeking, diagnostic, and pretreatment." 72

1.4. Psychological effects of breast cancer diagnosis and treatment

The psychological implications for women diagnosed with BC are very significant.”® BC is a
severe disease that causes substantial emotional responses when it is first diagnosed.”
Diagnosis psychological impact and women's emotional responses vary and depend on the
coping abilities, psychological state, emotional and financial support.”®

Multiple studies show that BC patients face a lot of physical and mental challenges.”” Having a
BC diagnosis might be one of the stressful moments a woman can go through.”® Women may
also be unaware of where to seek support.” Women diagnosed with BC usually experience
depression symptoms, influencing their quality of life and treatment adherence.®°

Depression, anxiety disorders, insufficient emotional support, and anger are linked to
psychological discomfort in BC patients.®! Worries about disease recurrence are one cause that
may keep breast cancer survivors anxious. Along with it, fear of BC recurrence following
treatment is one of the prevalent psychological consequences.®? After a year or two of a

BC diagnosis and treatment, anxiety compared to depression is more likely to stay.?® Fears and
anxieties about mortality, degradation of body image, changes in femininity, and beauty can

cause psychological suffering years after diagnosis and therapy of breast cancer. Younger



women aged 40 or younger 848 tend to have more difficulties coping with a BC diagnosis
psychologically than older women; moreover, they may also face challenges in adjusting to the
unpredictability of a breast cancer diagnosis, such as potential job, family, and reproductive
losses,8486-88

Chemotherapy, surgery, radiation, and hormonal therapies often treat breast cancer.®° BC
treatment causes sexual and reproductive issues, such as a decreased desire for sexual relations,
menstruation abnormalities, and ovary damage, which leads to infertility.**-*? Adjuvant
chemotherapy is cytotoxic chemotherapy given after breast cancer surgery to kill small cancer
cells left untreated. There is evidence that it includes well-documented physical and
psychological adverse effects on the patients. *® The financial and logistic aspects of breast
cancer treatment can also lead to depression or anxiety.%*

1.5. Situation in Armenia

In Armenia, there were 558 BC deaths in 2018, accounting for 2.34% of all deaths.*®
According to WHO, the incidence of BC was 49.6, and the mortality rate was 19.2 per 100,000
populations in 2020.%

The incidence of BC was 49.6, and the mortality rate was 19.2 per 100,000 populations in 2020,
according to WHO.% Breast cancer early detection (I-11 stage) and 5-year survival after diagnosis
rose from 2010 to 2015.%

According to the Ministry of Health of Armenia (MOH), from January of 2019, all patients
diagnosed with BC received treatment and radiation therapy free of charge.®® According to the
National Institute of Health (NIH), the number of women who registered and received BC

treatment and radiation therapy was 650 in 2020 in Yerevan.*®



Unfortunately, in Armenia, BC screening programs are not systematic and structured.® In 2015,
the Armenian Government approved the mandatory medical preventive examinations, including
ultrasound and mammography for social package beneficiaries, including public personnel in the
educational, cultural, and scientific fields and civil servants.®® In 2016, primary health care
(PHC) doctors provided BC preventive services to women in Yerevan, Armenia. They trained
about 14.5% of women to do breasts self-examination.®®

In 2016, 11.9% of 30 to 60 years women had ultrasound examinations of breast cancer compared
to 14.8% in 2012. The decrease was explained by the removal of the mammography coverage
from the basic benefit package (BBP).% Basic benefit package outlines multiple services that
partially or fully cover the health services expenses for vulnerable groups or the entire population
in Armenia.l®® According to the Health System Performance Assessment report, in 2016 the
number of women in Yerevan who had a breast ultrasound was much greater than in rural areas,
which might be attributed to the availability of appropriate equipment, technologies, and
specialists in the capital as opposed to the provinces.*

In 2021, the Republic of Armenia started the BC screening program with the Eurasian Fund for
Stabilization and Development (EFSD), which includes the provision of mobile mammography
screening to women aged 50-69 years in Syunik, Lori, and Tavush regions.'®* From January
2022, the mobile mammography was placed in the territory of the Tashir polyclinic. In February,
it will be moved to Alaverdi, in April to Tavush region, then to Syunik.12

A study conducted in Yerevan, Armenia, in 2013 showed that the majority of women go for BC
screening in the late phases of the disease after experiencing discomfort or feeling a palpable
tumor around the breast region.1%Another study conducted among Armenian women in 2012

showed that awareness about breast cancer risk factors is low among women.® The most



prominent reasons for high female breast cancer mortality rates, according to some authors, are
access, loss of trust in health care providers, cost of mammography, and the "underlying belief
that cancer, itself, is incurable.”" 1%

No studies have explored experiences and psychological effects of BC diagnosis in Yerevan,
Armenia. The present study will assist to have better understanding and more information about
the experiences of BC patients in Armenia and provide evidence for the development of
interventions targeting pathways to diagnosis and treatment, providing support, and improving
prognosis among women with BC.

1.6. Study aims and research questions

This study aims to explore the experiences of breast cancer diagnosis in BC survivors in
Yerevan, Armenia. More specifically, the study will answer the following questions: (1) How
were BC survivors diagnosed with breast cancer? (2) What were the barriers and facilitators for
early diagnosis in BC survivors? 3) What were the psychological effects of breast cancer

diagnosis in BC survivors?



2. Methods

2.1. Study design

A qualitative study with in-depth interviews among BC survivors will be conducted in Yerevan,
Armenia. The qualitative research method allows people to express their lived experiences,
feelings, and perspectives by giving them a voice to speak.!’® The qualitative method can help
the researcher understand how individuals perceive their experiences, the significance of their
behaviors and emotions in a social context.*®” Moreover, it gives a more profound and
comprehensive knowledge of diverse issues.’”? As the lived experiences and psychological effects
of BC would be measured, the study investigator will use the phenomenological approach, which

recognizes the diversity of people's viewpoints and life experiences.%®

2.2. Study Population

The study would be conducted among reproductive age women (15-49),%%° who had been
diagnosed with BC with histopathology, have a history of I-111 stages of BC in the last 5 years.
Participants should live in Armenia, Yerevan, and speak Armenian to be eligible for this study.
Women who have had a recurrence of the disease will be excluded since several studies have
demonstrated that the recurrence of BC experience is different from the experience of the
disease's first diagnosis and treatment.*'° Because of convenience, the study will be conducted

among women who live in Yerevan.



2.3. Data Collection

Semi-structured individual in-depth interviews (IDI) will be performed for data collection, with
the approximate expected duration of 60 to 90 minutes.

Before starting the interviews, the student investigator would agree on the date, place, and time
with the participant via phone call. The researcher will get permission from the Astghik Medical
Center (AMC) to use the database of the patient's phone numbers. AMC is a modern,
multidisciplinary clinic in Yerevan, Armenia, with 33 departments, including the diagnostic
department. The database which will be used by the study investigator for contacting the patients
includes patients' ID numbers, demographic variables, diagnosis, mammograms, phone numbers,
heredity of having BC or ovarian cancer.

Firstly, the radiologist will contact the patient and ask for their agreement to participate in the
interview. After that, the researcher will contact that patient and agree on the interview's place,
time, and date. After receiving approval from the participant, the student investigator will record
the whole interview session. Field notes will be taken during the interview for further
documentation.

2.4. Sampling Strategy and Sample Size

The recruitment of the participants would be done by purposive sampling. The data collection
process will be stopped when saturation is reached. It is expected to conduct 10 to 12

interviews. 11!

10



2.5. Ethical Considerations

The student-investigator received the IRB approval from the Institutional Review Board (IRB) of
the American University and should reapply for confirmation before the actual study gets
implemented.

The consent forms will give detailed information about the study's aims, audiotape-recording,
confidentiality, voluntary participation, risks, and benefits. The student investigator will inform
the participants that dropping out from the research would not have consequences.

To conduct the study, the personal information (contacts) of the study population would be
needed from the database of Astghik Medical Center. To ensure the confidentiality of the study,
ID numbers will be given to the participants and the student investigator will audio record the
interview on her own phone, keep the records on her own laptop with separate folder, with
password. After having all transcripts, the researcher will delete all the records. Along with it,

the participants' phone numbers will be deleted after the end of the whole study.

2.6. Study Instrument

The interview guide was designed as the principal instrument for study and data collection based
on the Model of Pathways to Treatment framework.%® The guide also contains the researcher's
self-developed questions. The initial English version of the interview guide will be translated
into Armenian. The interview guide will be adjusted based on the first couple of interviews. It is
focused on the four main events in the pathway to diagnosis and care according to the chosen
theoretical framework: "identification of bodily changes, perceived reasons to discuss symptoms
with a healthcare provider, first consultation with a healthcare provider, diagnosis, and start of

treatment." 2

11



Questions on influencing factors in three levels based on the model will be incorporated in the
guides. (See Appendix 6)

2.7. Data management and analysis

The interviews will be recorded, which will assist to be more precise in the descriptions,
participant's experiences, and the trustworthiness of the findings.'!? At all times, the researcher
will consider paying close attention to details, ensuring consistency and correctness of the
interview process. The researcher will transcribe all the audio records collected during the in-
depth interviews in Armenian. The first cycle coding will be done using in-vivo coding
approach.™? In the second cycle, codes will be aggregated into categories and themes according

to the theoretical framework.'*

2.8. Timelines, Budget, and Logistic Considerations

The timeline of the study (see Appendix 2) planned by the student investigator is between July
2022 and October 2022. Data collection, interviewing, data analysis would be all done by the
student investigator. Based on the calculations done by the student investigator, it would take 5
months to conduct this study. The researcher will conduct the study under the guidance of the
advisors. It is estimated that the budget would be approximately 1,470,000 AMD. The budget
(see Appendix 3) would include personnel salaries (interviewer, data analyst), and administrative

costs (printings, papers, phones, audio-recorders, transportation).

12
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APPENDIX 1: The Model of Pathways to Treatment

Detection Perceives First
Events of bodily reasons to consultation Diagnosis Start of
changes discuss with HCP treatment
symptoms
with HCP
Processes Patient Decision to HCP appraisal, Planning
appraisal and consult HCP investigation, and
self- and arrange referrals, and scheduling
management appointment appointments treatment
Intervals . ) ]
Appraisal Help-seeking Diagnosis Pre-treatment
Patient factors
(Demographic, co-morbidities, psychological, social, cultural, previous
Intervals experience)
Health care provider and system factors

(Access, healthcare policy and delivery)

Disease factors
(e.g., size, size growth rate)

Figure 1. The Model of Pathways to Treatment
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APPENDIX 2: Timeline of the study

July August September October
IRB approval X
Data Collection X
Data transcription
Data analysis X

Report, results
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APPENDIX 3: Budget of the study

Cost type Unit cost in Number of Total
AMD units
Research 250,000 2 months 500,000
coordinator
Personnel cost
Interviewer 400,000 2 months 800,000
and analyst
(student-
investigator)
Papers and 20,000 2 packages 40,000
printings
Administrative costs
Cellphone 20,000 2 items 40,000
cards
and call
expenses
Audio 20,000 2 items 40,000
recorders
Transportation | 2,000 per visit | 25 visits 50,000

expenses

Total in AMD= 1,470,000
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APPENDIX 4: Consent form (English and Armenian)

American University of Armenia

Turpanjian College of Health Sciences

Institutional Review Board #1

Consent Form for Participants

Experiences and psychological effects of breast tissue problem diagnosis in women in

Yerevan, Armenia. a qualitative research proposal

Hello, my name is Rita Krmoyan. | am a Master of Public Health graduate student at the
Turpanjian College of Health Sciences at the American University of Armenia (AUA). As part
of my master thesis project, | conduct a study which aims to explore the experiences and
psychological effects of breast tissue problems diagnosis in women in Yerevan, Armenia.

This study is conducted among women who have been diagnosed with breast tissue problem. |
am inviting you and about twelve other women to participate in this interview because you have
been diagnosed with breast tissue problem, and your experience is overly essential for this
research. The interview duration will be approximately 60 to 90 minutes. Your participation in
this study is limited to this single interview.

There will be questions related to your experiences and the psychological effects of breast tissue
problem diagnosis and treatment in the interview. In this study, your participation is entirely
voluntary. If you feel uncomfortable, you have the option of refusing to answer any of the

questions or ending the interview at any point. Participating in the study will not provide you
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with any financial or other personal rewards, and there are no known dangers associated with
your participation.

I will ask for your agreement to use either audio recording or note-taking to avoid missing any of
your information. All the information you provide will stay confidential and used only for this
study purposes. The recordings will be deleted once the study is completed. Your identity will
not be written anywhere, and the final report will include only the summary findings from all

interviews.

If you have any questions regarding the study, you can contact the principal investigator of this
study, an Associate Professor at the Gerald, and Patricia Turpanjian College of Health Sciences
Dr. Tsovinar Harutyunyan +374 60 (612 592). If you feel you have not been treated fairly or
think you have been hurt by joining the study, you should contact Ms. Varduhi Hayrumyan, the
Human Participant Protections Administrator of the Institutional Review Board of the American

University of Armenia 374 60 (612 561).

Do you agree to participate? If yes, could we start? Do you agree to the recording? If yes, I will

turn on the recorder. If no, I will take notes, if you do not mind.
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bpwgty hwiwawytinipjwbh al

<wjuwunwith wdtiphui hwiwpuupwi

(Fpthwbttiud wnnneuyuwhwljubh ghnni pynibbtiph pulnimbtn

Ghunwhtimwgnunujub Eephuyh phy 1 hwbatwdnnny

bpwgty hwiwawytinipjubh al

Ypdpwgtinah hyntujwodph juinph whumnpniwh hngipwbtwljuwh wqntignipnihp

Jubwig dnn <wjuwumwbiinid. npujuljui himwqnunipynih

Pupl Qtig, hd winip Ghnw E: Gu <uguunwith wdtiphljuwd hwdwpuwpwth Gphwbbtwi
wnnnowywhwluil ghnnipynibbtph $wlnymtimh wjuwpumuwjub Ynipuh ntuwbinn Gd:
Nputiu )i Ywghumpnuwui phq, tu hpujubtwginid td dh hbtmwgnuniyni, nph
tyunuwt E ntunidtwuhpty) Ypopwigtindgh hyniuioph uinph whinnpnydwi

thnpadwnnipnibbtinp L hngipwbwljub wqnbgnipyniip jubwig dnn <ujuumwiinid:

Wyu ntuniimuhpnipynith wmbglugynid £ uyl jubtwbg pppwitinid, nid dnn whunnpnpyt &
Unpdpwgtindh hyjntujwodph putinhp: Gu Qbq htsytiu twule Unn 12 jubwbg hpughpnid Gd
dwubwlghint wyu hwipgugpnyyghty, pubth np Qg Unn whannpnpyty L Ypdpugtingh
hjntujwodph futinhp, W Qbip thnpap swthwquitig uplinp £ wyu himwgnunipjud hwdwp:
<wipguqnnygh mbnnnipniap Jihth dnnwynpuytiu 60-hg 90 pnyti: Qtip
Jwubwlgnipyni bl wyu httlmwgnunipyuitp uvwhdwbwhwynid £ dhuyb wyu
hwipguqpnygny:

<wipguqpnygniyd Yhotit Qbip thnpawnnipynibbtph b Yjpopwgtindh hyntujwdph pubinph

whinnpnyuwl hnghipwbwuit htmbwbpttiph htin uywid hwipgtin: Wu
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htimwgnuni pyubtp Qtin dwubwlgnipiniip thnghtt judwynp k: Gt nnip wbhwupdwn tp
qgnuy, wyw htwpuynpnignid nibitip hpudwpytnt wuwmwupuw bty hwipgiphtt ud
guiijugwud wuwhh wjupwunt) hmpgugpnygp: <tmwgnunipyubp dwubwygtn Qtq sh
npwdwnnph npllk phtwbuwuts juid wy) wbdbwljub ognim, b Qtip dwubwlgnipjut htin
Juuywod nplik hwynth yunubg sjui: Qbip hwniwawyting pjundp tu jawyiugnpbd dtip
huipgugpnygp Jud gpunnidattipn ubitid, npytiugh synpgitid Qbtp Ynnihg mpudwnpynn
nplLt htdnpiwghw: Qbip mpuiwnpud nne mbntijunyniggniap Jutw qunuih
Jogqumwugnnpdyh dhuyt wyu htimwgnunni pyubd tyquunuyittipny: <wupgwqpniygh
auwybwgpnignibitipp Yeheytih mtithpwytiu httmwgnunipyul wjupnhg htimn: Qtin
hupliniyniiip ng dh wbin sh guh, b Jipphwlut qinygp Yabpwnh dhuyb popnp
huipguqpnygutinh withnth wipyniapbtipp:

<tmwgnunipjubd htim Juyywd hupgtin niitibwgnt niygpnid jupnn tp quibgquhwpty wyu
htimwgnuni pjubt nEugun, <ujpunwbh wdtphlpuh hwdwjuwpwih pthwbatub
wnnnowwwhwuil ghnnipynibbtph $wlnymtinh puuwpinu Snyhtwup <wipnipyniiyubthb
htinlyyuy htinwpunuwhunipny +374 60 (612 592): Gl Juponid tip, np Qtip tjumdunip
wipnupugh skt Jupdty jund Qtiq Jhpudnpt bo hwpgugpniygh phpwgpnid, wujw upnn
tip quiquhwpt] ghnwub Ephuyh hwitdwdnnnyh hwdwljupgnn’ Jwpnnihh

Zwypniijwbhb +374 60 (612 561):

<wdwaw’)b tip dwubwygly: Grb wyn, ujut’op: <udwaw’jt tp duwyhwgpnipyutp: Get wn,

tiu Quhwgbbd awyiugphyp: Gpeb ny, tu tymdttin ubty, Gpb ntd dbp:
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APPENDIX 5: In-depth Interview Guide (English and Armenian)

Interviewee ID:
Interview location:

Interview date:

Interview start time (hh/mm):

Sociodemographic characteristics
. What is your age?

Gender (without asking)

Marital status

Profession

Introduction

Could you tell me a little bit about yourself and your life in general? What is your life situation

now? Do you have a stable job, do you live with your family, is it large?

Probe: Has the situation changed since you were diagnosed with breast tissue problem? How

long ago were you diagnosed with breast tissue problem?
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I. Bodily changes

1. I'd like to ask when you first started to notice or became aware of changes in your body.

2. Was detection done through the preventive screening program?
Probe: What was your experience with the screening program?
Probe: What type of screening program was it? How was it organized?
Probe: Why did you go for the screening?
Probe: What motivated you to go for a screening program?

3. Have you noticed any changes before your screening or diagnosis? If yes, what did you
think those changes could be?

4. (IFPARTICIPANT DESCRIBES NOTICING CHANGES HERSELF). How did you
discover the changes?
Probe: What was the first thing you noticed? What did you think the changes could be? (story)

5. Have you ever received information (factual or otherwise) about breast health/breast tissue
problems?
Probe: Have you explored it/received it after noticing the changes?
Probe: What was the source of information?

6. What did you feel when you noticed the changes?

7. How did you decide your symptoms were serious?

8. When did you decide to go to see adoctor?

Probe: What was your main motive for wanting to speak to a doctor? Can you recount the ‘'moment’
you decided to see a doctor?
9. Were there any reasons you may have stopped going to a doctor after becoming aware of your

symptoms?
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10. Were you afraid of learning the diagnosis?
Probe: Did you think it may cost a lot of money?
Probe: Did you think that you would be ashamed of your diagnosis?
Probe: Did you think that you would not overcome breast tissue problem?
11. Did you go to any other person or place before or after seeing your doctor?
Probe: Psychologist?
Probe: Relatives?

Probe: Friends?
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I1. Decision of visiting a doctor

Over the past few minutes, | noted that you've mentioned X, Y, Z about your body changes, and
when you first went to see a doctor. Have | understood you correctly? (Wait for corrections). Is
there anything I've left out or that you'd like to add to our discussion about this? (Wait for additions

or indications that the participant is ready to moveon to the next topic.)

12. What happened when you went to see the doctor?
Probe: Were you provided with an examination? By whom?
Probe: Were you referred to another facility?
Probe: Were there any challenges in getting to the facility?
13. Were you given a diagnosis? What stage were you diagnosed at?
Probe: Was it localized, was only your breast affected?
Probe: Was the information about the stage communicated to you?
Probe: What other information did you receive at this stage?
14. Who was the first person who told you about your diagnosis?
15. What was the doctor's communication like (at all levels and points of contact)?
Probe: Empathy? Comfort? Explanations? Trust?
16. What sort of support were you given when you learned about your diagnosis?
Probe: Did the doctor precisely explain your diagnosis?

Probe: Did the doctor give you hope of being treated?
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I11. Psychological effects and experiences of breast cancer diagnosis

17. Can you describe some of the thoughts or feelings you experienced when you were told you had
a problem with breast tissue?

Probe: Did you feel overwhelmed?

Probe: Did you believe that it was happening to you?

18. Can you tell me about your emotions after and during the diagnosis?

Probe: Fear? Anger? Sadness?

19. What was the impact of breast tissue problem on your personal life?

Probe: Did a relationship with your family change?

Probe: Did a relationship with your friends change?

Probe: Were there any changes in your current or future plans?

20. Can you tell me about activities that helped you during your diagnosis and treatment?

Probe: Exercises? Shopping? Meetings with friends?

21. Can you tell me about the life changes you have to make now as a survivor?

Probe: Were you motivated to eat healthily?

Probe: Were you motivated to give up bad habits?

Probe: Was it a problem for you to live your life the way it was before you were a survivor?

22. How has breast tissue problem changed your overall life?

23. What are the major challenges you have faced during diagnosis, treatment, and now as a
survivor?

Probe: Trust the physician? Believing in the effectiveness of the treatment? Financial issues?

o0 Which of these were your biggest challenge and why?

24. What does be a cancer survivor mean to you?
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1VV. Treatment of Breast Cancer

Over the past few minutes, | noted that you've mentioned X, Y, Z about when you first saw a
doctor and the process of getting a diagnosis. Have | understood you correctly? (Wait for
corrections). Is there anything I've left out or that you'd like to add to our discussion about this?

(Wait for additionsor indications that the participant is ready to move to the next topic.)

25. Can you tell me about what happened after you were diagnosed?

a) Probe: Did you receive treatment?

b) Probe: Did you have to wait for treatment?

c) Probe: What was the communication like, and did you have any worries?
d) Probe: What sort of support did you receive?

e) How did you feel after you received treatment?

Over the past few minutes, | noted that you've mentioned X, Y, Z about receiving treatment.
Have | understood you correctly? (Wait for corrections). Is there anything I've left out or that
you'd like to add to our discussion about this? (Wait for additions or indications that the

participant is ready to moveon to the next topic.)

26. Were there any things that made it difficult for you to first come for diagnosis and
thenpursue treatment?

Probe: Costs. Distance to facilities. Fear. Fear of doctors. Social pressures.

217, IF NOT ALREADY ADDRESSED. Were you aware of any screening programs in

your area? Did you participate? What reasons influenced your decision to participate or not?
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V. Conclusion

Over the past few minutes, | noted that you've mentioned X, Y, Z about different challenges you
experienced in accessing services. Have | understood you correctly? (Wait for corrections). Is there
anything I've left out or that you'd like to add to our discussion about this? (Wait for additions or

indications that the participant is ready to move on to the next topic.)

28. Thinking back over everything we've discussed today, is there anything you think we left out or
should discuss in more detail?

29. Is there anything else you'd like me to know?

| appreciate for allocating your time today. | know it is very tough to discuss this topic and thank
you for your honesty and openness. | hope that all your answers will help me reform the planning of

services for women with breast tissue problem.
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£ Qtp Yyubpp, Juynid wphuwmwip nibt’p, “knip Qbtp plimwithp htim Gip wyypn™d, 466 k£ Qtip

npbumwbthpn:

Probe: bpuyhtwlp thnpuyt’] E wyl wyuhhg, tipp Qbip dnn podpwgtindh hniugwdph patinhp £

whunnpnyyby: Nppw’t dudwbl] winwe tip wpaomnpnoyt) Ypdpwugtindh hyntujwdph putinpny:
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. Uwipdth thnthnjunipyniabitip

1. Bu hgwblwbuyh hupgbt, pt tipp tip wnwehlt wmbqud hdwgly) jud uljuly Gjunty Qtp
dwpdtth thnthnpunipynibbitipp:

2. Upmyn'p huymbwpbipnidp Junmwpyty £ jubhowpgbihs upphtthtiquyhtt Spuugph dhengny:

Probe: b’y thnpa nitithp uphtthuquyht dpwugph htim Juuuo:

Probe: b’y mtiuwyh uyphtthtiquyht dpwghn tp nu: boyyt’u tp wyh ugqiwtipuyb):

Probe: blisn1” gliughp ujphtihigh:

Probe: b’lisp Qtiq npntig gty uhphtthtiquyhtt dSpwgnph:

3. “nip nplk thnthnpunipynih Gjuwnt’) p bwhipwd ujphtthiigp: Gt wyn, )’y tip Jupond,
h"ty Jupnn tht jhtt] wyn thnthnfunipynibbtipp:

4. (6f¢6 UUULUUD8U hULLY E LUUSNFU dNONTuNFESNFLULELLR) : hywyt™n tp
tuwnty wyny thnthnpunignibitipp:

Probe: N"nt Ep wnwghti putip, np tunbighp: b°0y Ehp Juipdnid, wyn thnthnpunigynibitpp hiy
Juinnn thi hok): (qundnipynih)

5. hubnpnud td Juubt’p tpplik unwgty thp mbintuunynieynid (hwumwgh fud wyy Yhpwy)
Undph wnnnenipyut/pdpwigtindh hyntugwdph hubinph dwuhtb:

Probe: Upnyn"p unwgty tip mtintijuunynipynit, thnthnjunipynibttipp tjuntinig htinmn:

Probe: 1"nl bp mbintijunynipyul winpmipp

6. Db’hy thp qgnud, tipp Guntighp thnihnpunigniboitipn:
7. &’pp npnptighp, np Qbtip whainwtihpbbipp inipye Gi:

8. &'np npnytighp qliuy pdaljh:

Probe: 1°nl kp pdo4h htim punubyni Qtip hhdwjud npuuyyumaunnp: Gupn’n tp wuundty wyh
«qquihh» dwuht tipp npnptighp gliw pd24h:

9. UGuwyph’t yuwmbwnitp npnip Qtiq ppwbiquipty &b pd2yh qlwyg:
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10. Jwhuktn"d Ehp hdwbwyg Qtip whamnpnynidp:

Probe: Umwdnid Eh’p, np nu Juipnn k2w gnidwp wipdbbg:

Probe: Umwdonid Eh’p, np Judwstip Qbtp whuinmnpnynidhg:

Probe: Umwdonid Eh’p, np skip hwuinppwhwph Ypdpwgtindgh hntugudph putinhpp:

11. Rdrhjht wyghjtinig wnwy ud htinn, nnip qghiwgt’ tip npk wy Juyp jud wy) wbdh dnn:

Probe:<ngtipwili, hwipwquntin, pbytinttin:
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1. Wnnponipjut wpwebhwjhtt yuhywidwh YJitmpnt (AEM), juid dwubugtimhb

wyglitiinL npn2nid

Jtipghtt Uh pwbih pnytttph ppwgpnid tu Gjuntigh, np pnip Wk bp X, Y, Z-p Qtp dwpdih
thnthnpunipynibtitiph dwupb, b tpp wnwehtt wmbiqud qliwughp pdolh: Gu Qtiq 6hwm &l
hwujugl): (Uyuutip ninnnidtitiph): Gw’ nplk pub, npp tu pug Gy pnntg, jud np
Jgwtuitwyhp wytpugit) wyu dwuht: (Uwuutip hwytpnudatiph Juid gnignidaitiph, np
dwublwhgp yunmpuun £ wbgity hwenpn ptiduyhi):

12. b"hy wuwnwhtg, tpp qwghp pdoyh:

Probe: Qtiq mpudwnpyti’] £ pdojujub qhitimed:

e (1"1d Ynnuhg:

Probe: Qtiq ninnnpnt’] Gh wyp hwumwwnnipyni

Probe: Gnt Gt ndjupnipnibbtp hwumwwmnipynid hwubbne htbn juuduo:

13. Qbkgq whmnnpn)t’ Gb: <pJuitimnipyub n’p thnynid bp wpunnpnpyty:

Probe: Lungltinp mtinuytwgyw’s tp: Wpnyn’p, dhuyt Ynipdph bp wpumwhwpyb:

Probe: Qtiq pungltinh thnijh dwuhtt mtintjuwnyni pynih mpudwnnyt’ £ Qbq:

Probe: bty wy] mtintiynipynibtitin tip unwigh) wyu thnynid:

14. " tp wnwght dwipnp, nid wuwghp Qbtp whinmnpmydwd dwuhb:

15. bbswyhup’d Ep pdo4h 2thnudp Qtiq htim (pnnp dwljupmujdtipnid b pthdwd fhntipnid):
Probe: Guptijgw’tip: Uhuhpupnigmnt’t: Augumpnipgmibit: Jumwhnipgyn’ib:

16. blyyhuph” wewmygnipeinil tp unwgty, tpp hdwgh) Gp Qtip whannpnydwb Ywuhb:
Probe: Rdhplp Gogphwn pugunpt’] £ Qbtip whimnpmynidp:

Probe: Rdhoyp Qtiq pnidytint hnyu w7 k:

38



I11. Ypdpwqtindh hynrtujwodph jutinph whimnpn2iwh hnglipwbwljwi wqntignipynibtiipp

b thnpap

17. Gupn'n tip npn) dmptip Juid qquguiniiptitip ajupugpty npnbip qqugly Gip tpp Qtiq wub G
nn “knip Ypopwgtindh hntujwdph hutinhp nibbip:

Probe: Qtq dwlipuptintijwd qqugh’ tip:

Probe: <uijuuwnnid thp, np nu Qtiq htin £ mbinh nitkbnid:

18. YGuipn'n tip yundty Qtip hnyqtiph dwuhd whonnpnnidhg htinn b pipwugpnid:

Probe: Jwu, quypnye, wpupnipn’ih:

19. Pty manbignipnih ntdkguy Ypdpwgtindh hyntugwidph putinhpp Qtip wbdtwuit yuiph
Ypui:

Probe: ®nhuyt’] ki Qtp hwpwpbipnipnibbbpp pbnwbhph winuwdabkph htn:

Probe: ®nput"] ki Qtp hwpwpbpnipnibbbpp ptytpbtph htinm:

Probe: Guw’t thmhnhunipnibtitin Qbp tipju/wuyugu dSpugpbipnid:

20. YQupn'n tip htd wundt) Qtp gnponnnigmiLbbbtph dwuhi' npnbip Qtiq oqiy
whuinnpnpuwid b pniddiwb phpwgpniy:

Probe: Jwndnignibbbip, Q-tnidbtin, hwinhyniudttip ptytintitinh htin:
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21. Gupn'n tip htid wuwndt) Yyubph thnthnfunipynibbtiph Gwuhi, npnbip nnip whwp
Juunuptip wydd npytiu pungltinp hwnpwhwupud wba:

Probe: Nitkgk” tip winnne utitnt dnnhjwughuw:

Probe: “knip Uninhjugyud tint’] tp hpudwipyt yuwn unynpnipnibiitiphg:

Probe: Upmyn’p Qtiq hwdwip pjutinhp bp wiyypty Qbp Yubph wybwtu, htswytu twhifhined, Ghiy
Undpwgtindh hmujwodph putinhpt nibdtiuwp:

22. blyyt'u £ Ypopwgtindh hintujwdph futinhpp thnfuty Qtip Yubpp pinhwinip wndudp:

23. Npn’tp Gh wyb hhdwut dwpnwhpuybpitipp” npnig “knep puwhayt) tp whimnpnydw,
pnidiwb phipwugpnid b wydd npytiu ypuypuod:

Probe: Jumwht’] pdryhti: <ugunun’] pniddwl wipnyniiutimni pyutip: Shtwbuwlju’a hwpgtp:

0 Upwighg npn’tp Ehtt Qtip wdtiwdtd wipumwhpuytipn:

24. bl I Qtiq hwdwip pwwnid pungltinp hwnpuwhwpwd [hibp:
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1V. Updpwuqlindgh hynrtujwdph jutinph pnrdnuip

dtpohti vh pwtih pnykititinh phipwuigpnid nnip tptighp X, Y, Z -t wyt Ywuhi, ph tpp Gp winweht
wbhqud wygtigti pd2yh W hwyhuht £ tink hhwbinnipyui whpnnpnyndwd pppugpn: Gu Qtiq
6p”wm Gl hwuugh): (Uyuubtp ninnnidttph): Gw” npbk pul npp tu pug Gd pnnl) jud np
Ygwbuitwyhp wytjugit: (Uyuutip hwyndatph jud tpwith, np dwubwljhgp yuwumpuuwn

wlighiti hwennpn ptdwyhb):

25. Gupn'n tip htid yuwndt] hiy mbinh nititiguy atip whannpn)nidhg htinn:

a) Probe: “dnip pnidnid unnwgh’] tip:

b) Probe: Whhpwdtiymnipinih tint’ L uyuut) pniddwin:

c) Probe: byyhuh’t Ep hwnnpnuygnipyniip, b nititigh™ tip npllk wmthwbqunnipynib:
d) Probe: byyhuh” wewlignipynih tip unwgt:

e) Probe: byt ’u thp Qtiq qgnid pnidnid unmwbwnig htimn:

Wagwd vh pubh pnytitiph ppwgpnid nnip tptighp X, Y, Z-t pnidnid unwbuwnt dwuht: Gu
Qbtq 6ph%wn Gl hwulugh): (Uyuwutip ninnnidtitipnh): Gw’ nplk pub, npp Gu pug Gy pont, jud
nn jguiubughp wytjugdl): (Uywutip hwytpnidttinh jud pdwbh, np dwubiuhgp
yuwunpwuwn £ wbghl) hwennpn ptiduyhb):

26. Gnh &0 hty-np pwbitip, npntip nddupugpty Gt ghuwy whannpnydwl, hul] htin® pniddwib:

Probe: Owuutip, htinwynpnipjniip dwnwynipynibbtinhg, yuh, yupu pdhplitinhg,

unghwyuu 6tpnidbbip:
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27. 66 UMEL Qb MUSUUUULEL: Anip wmtinyw’ thp Qtip mupwdpnid ujphtthtiquyhtt
opwgptiph dwuht: dnip dwubwygh’] tp: b°0y yquntwnbtip Gb wqnl) Qtp dwubwygbne jud

stwubiwgtint npnpdwh Ypu:
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V. Withnthnid

Wagwd vh pwbh pnytittiph pipugpnid nnip tptighp X, Y, Z-p dSwnwynigynibitiphg oquytiny
wnwpptin Ywpumwhputinitiph dwuht: Gu Qtiq 6h%w Gl hwuljugt): (Uyuutip ninpnnidttiph):
Yu” nplk pul, npp Gu pug B pnnt), Juid np jgubiubwhp wytpugity: (Uuyuutp

hutinuititiph jud hnipdwl, np dwubwjhgp yqunpuwunm £ wbgab) hwenpn ptidwyhii)

28. Unwdbny wyl wiklih dwuhtb, hiy dklip wyuon ptliuplyly khp, Y’ hts-np pul, pun
Qtq, np dtilip pwg titip ennti Jud wtinmp L wydtijh dwbipudwub phbwpybip:

29. Yu” npuk wy pub, npp Ygutiuitwyhp, np tu hdwbwd:

Bu hujuytiu puwn Ynphwjuy Bl Qtq wyuop duniwbwl] hwnjugitine huniwp: Gu ghmbd, np
2w ndyuwp k pbwunyt) wyu pidwd b ytnphwljunipinit td huwymbnid Qtip wbjindnipyubt
pwg htnt hwdwn: <niuny td, np Qtip pnpnp wuwmwuhaiwbbtin hta Joqhtit thnputy

Undpwgtindh hymujwoph putimpny hhyjwbtn jutwig dwnwynipynibiitinh yubwynpnidp:
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