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Executive Summary

Introduction: Cancer is the second leading cause of death all over the world, but the number
of cancer survivors is also increasing. On average, 18.1 million people are diagnosed with
cancer in the world annually. Being one of the costliest diseases to treat, cancer patients often
face financial difficulties. The cost of the treatment can be a decisive factor in initiating
treatment. Cancer survivors must first endure a long, emotionally, and physically stressful
treatment period. The quality of provided health care services can have an impact on both
treatment processes and outcomes. Patient-Reported Experience Measures (PREMs) is one of
the accepted tools to measure patient experiences in hospitals and provide the patients’ view
on the quality of care.

At the beginning of 2019, the Armenian government implemented a new program that
provided financial support to all Armenian citizens newly diagnosed with cancer. The
program covers the full cost of surgical treatment for all types of newly diagnosed cancers
and provides partial reimbursement for radiotherapy.

Aim: The study aims to assess the difference in the PREMs before and after the program
implementation, identify the predictors of PREMs, investigate the effect of the program on
the patients’ financial burden as well as understand how it affected the time from the first
diagnosis to the treatment.

Methods: The proposed evaluation will utilize a pre-post independent group design. Cancer
survivors (n=348), who received the surgical treatment in 2 hospitals in Yerevan Armenia
between 1 April and 30 September, 2019, will be interviewed via phone survey. Oral consent
will be acquired from all study participants before starting the interview. PREMs will be
measured via 9 different domains of the Consumer Assessment of Healthcare Providers and
Systems Hospital Survey questionnaire. Additional questions will help to measure financial
burden and the time between the diagnosis to treatment initiation. The Institutional Review
Board 1 (IRB) of the American University of Armenia approved the study protocol. The
study will be completed within two months.

Analysis: Descriptive analysis will be conducted to compare patient characteristics using the
Chi-square test and Student-t-test for categorical and continuous variables, respectively. I will
use scatter plots to assess the trends of PREMs and independent t-test to compare PREMs
before and after the implantation of the program.

Significance:

The study can serve as a baseline evaluation of PREMs under the new governmental
program. Moreover, the collected data will help to evaluate the quality of provided cancer
care in Yerevan Armenia. The developed questionnaire can be further used as a national
cancer PREMs survey tool.



1. Introduction

On average, 18.1 million people are diagnosed with cancer in the world annually.! The
incidence of cancer is on the rise, becoming a global pandemic. In 2018 over half of all
cancer cases were diagnosed in Asia, which is explained by population density.
Approximately 23% of new cases were registered in European countries, probably associated
with the increasing average age of Europeans.? Cancer incidence is higher in high-income
countries than in low and middle-income countries.! For example, in 2018 the age-
standardized cancer incidence in high-income countries such as Australia and the USA were
468 and 352.2 per 100,000 population respectively.>* Whereas in the Central African
Republic, which is considered as one of the poorest countries, it was 92.4 per 100,000
population.® In Armenia, which is a middle-income country, the age-standardized incidence
of cancer was 194.8 per 100,000 population in 2018.° In 2012, more than 40% of all new
cases were diagnosed in countries that had high human development index (HDI) and only

7% 1in countries that had low HDI.”

The ten most commonly diagnosed types of cancers are responsible for over 65% of newly
diagnosed cases including the lung, female breast, prostate, stomach, liver, oesophagus,
cervix uteri, thyroid, bladder and colorectal cancers.! Lung cancer is the most common
cancer among male population followed by prostate, colorectal and liver cancer, whereas

females are more commonly diagnosed with breast, lung, colorectal, and cervical cancer. 2

The 5-year prevalence of cancer is approximately 43.8 million people in the world.® This
number is increasing due to the early diagnosis of cancer and improved survival over the

years. Despite the scientific efforts to create new and more effective treatment guidelines,



cancer continues to be the second leading cause of mortality worldwide after cardiovascular
diseases. In 2018, 9.6 million people died from cancer in the world.® Only one type of cancer
— lung cancer — was the most common cause of death in 93 different countries and was
responsible for 1.8 million deaths in the world during the same year (or 18.4% of cancer

deaths).!?

The incidence of cancer is increasing in Armenia as well. In 2017, 8,389 people were
diagnosed with neoplasms in Armenia, which is 14% higher than in 2008 and 63% higher
than in 1998.>!1° Leading types of cancer among the male population were neoplasms of the
respiratory system (lungs, broncs and larynges), stomach, bladder, and prostate and among

females were breast, cervical, and colon cancers.'?

1.1 Quality of provided health care services in cancer treatment

Cancer is an unforeseen event that can happen to every human being. Life after cancer
diagnosis changes unexpectedly both for patients and family members who need to adapt to
new psychological and physical norms.!! The quality of provided health care can have a
significant impact on the processes and outcomes of treatment as well as on the emotional
well-being of patients.!? A person who has just became a cancer patient may have many
questions about the effectiveness of treatment, the severity of side effects and new life after

the recovery.!!

High-quality health care is an aggregate of human efforts, technologies and management to
provide the best available treatment and support to patients.'? Quality of provided cancer care
can be perceived from two potentially different, physician and patient perspectives. While

physicians could be more concerned about the availability of equipment, adequacy of



facilities and nurse shortage, patients are more focused on the processes of care, for instance
communication with doctors, painfulness of treatment, and active decision making. '>!* Two
main measurement domains capture patient perspectives on provided care. The first, patient-
reported outcome measures (PROMs), reflect different aspects of patient well-being, such as
quality of life, and physical and mental health.!>'® PROMs are widely used in cancer clinical
trials to assess cancer treatment effectiveness and side-effects.'® The second, patient reported
experience measures (PREMs), are commonly used in determining the quality of care from
the perspective of health care consumers. PREMs are considered as an objective measure of
provided health care services as it eliminates the subjectivity associated with the reported
patient satisfaction.!?> In comparison to PROMs, PREMs do not refer to the outcome of the
treatment but reflect the process of it.!? They are used as indirect indicators of the quality of

the provided health services.

1.2 Financial toxicity and cancer outcomes

Cancer is one of the costliest diseases to treat,'” and the cost of treatment is continuously
increasing .'®!° Per cycle costs of newly approved cancer drugs vary from around $10,000 to
100,000 in the USA.?° Being only 2% of prescriptions made by US doctors, cancer drugs
accounted for about 30% of overall spending for medications by insurance companies.?’ In
Australia, the average cost of prescribed cancer drugs are approximately 2.5 times higher
than the average cost of therapeutic medications during the last decade. 2! The price of the
same drug can be different based on the field of usage. For instance, in the USA the cost of
medicines that contain monoclonal antibodies is much higher when used in oncology than

when used in immunology, allergology, cardiology, and endocrinology.?!



The financial burden can influence patients’ decisions about the initiation or continuation of
cancer care.'® Patients and their families appear in the vicious circle of financial problems.
Having cancer leads to a decrease in working capacity, which directly reduces the income of
the family. Thus, financial toxicity or burden can lead to catastrophic expenditures, which
occur when one spends a relatively significant part of household income on medical

services.??

Cancer outcomes can vary by patients’ socio-economic status, race and type of insurance.
These differences can be explained by inequities in access to treatments as well as differences
in lifestyles.'>?3 Low social economic status was correlated with late-stage diagnosis among
patients with prostate and breast cancer.?* Introduction of health insurance is one of the

effective ways to improve access to cancer treatment.?*2>

1.3 Oncological services in Armenia

As a part of the national program against cancer, at the beginning of 2019, the Government of
the Republic of Armenia changed the financing mechanism for the cancer treatment. The
three main cancer treatment modalities include surgery, radiotherapy and chemotherapy.
Previously, a 2011 order of the Minister of Health, established a co-payment scheme for
surgical treatment.?®?” The surgery techniques were classified into different categories, and
for each category a fixed reimbursement established. This approach was not a traditional co-
payment mechanism as patients were supposed to pay more than 50% of the cost, whereas
originally co-payments were created as a good method to control the moral hazard.
According to the new national program, introduced in 2019, surgical treatment for all types
of cancer for Armenian citizens are fully reimbursed by the Armenian Government. For the

chemotherapeutic treatment for each patient 150,000 AMD is allocated each year which was
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paid with restrictions, with no more than 30,000 AMD paid for each course of treatment. If
the patients are included in a vulnerable group (i.e., disabled population, WWII veterans,
orphans, or children <18 years old without parental care and those related to them, children
<18 years old in families with disabled members, children <18 years old in families with four
or more children, <18 years old disabled children, children in orphanages and adults in
nursing homes) the amount of reimbursement for the chemotherapeutic treatment is
doubled.?® The new national program does not include any changes in compensation for
chemotherapeutic treatment. The payment for the radiotherapy was changed to differentiate
services by the specific type of radiotherapeutic appliance used, such as linear accelerators
which have power 15 Megavoltage and higher. Previously, the reimbursement for the single
procedure was set as 26,500 AMD and after the changes it was almost doubled, reaching

46,500 AMD.?

1.4 Study rationale

In Armenia, no prior study examined patient-reported experiences among patients who
received surgical treatment for cancer, neither before the implementation of the new national
program nor after. In addition, it is not a common practice to evaluate PREMs in any types of
patients. Therefore, it is important to collect information about the experience of patients
regarding provided oncological services and evaluate the quality of provided cancer care.
Such study can serve as a baseline evaluation of PREMs under the new governmental
program and can be monitored continuously thereafter. The developed questionnaire can be

further used as a national cancer PREMs survey tool.

2. Aim and study objectives



The study aims to evaluate patient-reported experiences of care among patients with cancer in

Armenia. The primary objective of the study is to compare patient-reported experience

measures among cancer survivors who received the surgical treatment before and after the
implementation of the new government program in Yerevan, Armenia, 2019 and assess for

meaningful differences.

The secondary objectives are to:

e assess the effect of the program on time between first diagnosis to treatment
initiation;

e investigate the effect of the program on the patients’ financial burden.

¢ identify the determinants of patient-reported experiences among cancer survivors in

Armenia;

3. Conceptual framework

Several concetual frameworks attempt to measure the quality of the services provided in
health care settings. The Hierarchical Model of Health Service Quality Scale served as a base
for the Agency for Healthcare Research and Quality in the process of creation the HCAPHS
hospital service questionnaire (Figure 1).>%3! The framework was created by Dagger et all
and has four constructs that explore different aspects of the patient experience including
interpersonal quality, technical quality, environment quality and administrative quality.*°
The authors of the framework emphasized the quality of interpersonal communication inside
the hospital such as respect and dignity towards the patients.>* Technical quality of provided
care such as pain management, involvement of patients in the process of decision making

about the treatment as well as physical environment of the hospital affect the attitude toward



the care process.’® And finally, the administrative aspects of the treatment can form the

perception of the quality of provided care.?°

?

dob
@

Figurel: A Hierarchical Model of Health Service Quality*°

GRS

4. Literature review

One of the most important aspects of patent experience is communication with patients. Poor
communication between healthcare providers and patients can influence the psychological
health of patients leading to a denial of the disease,’? depression and anxiety.?* Relationships
between cancer patients and doctors should be formed on active listening, informed decision
making, personal needs of patients.A large gap exists between the needs of patients and what
doctors think they need.>* Thus, the literature emphasizes the importance of patient
involvement in the decision-making process.!**° In a systematic review, Beck et al presented
evidence of favorable health outcomes being associated with verbal communication.*¢
Patients have higher satisfaction and increased compliance with their treatment when doctors
provide emotional support as well as discuss their feelings.>” Moreover, the treatment process

benefits if doctors use less technical words so patients have no difficulties understanding the

8



disease or the treatment. Additionally, younger patients usually are more interested in
receiving detailed information.*® Misunderstandings can occur between doctors and patients,
when patients bring up detailed information about feelings, thinking that it could be
important, whereas doctors do not emphasize the emotional aspect of treatment.>’

Additionally, it is important to involve family members in the decision-making process.

Family is the primary supporting institution for cancer patients both emotionally, physically,
and financially. Interestingly, the role of family members can vary in different cultures.’® In
western countries, information about the diagnosis is delivered directly to the patient.*
Whereas in eastern countries such as Japan, doctors initially will consult with family
members and then after with the patients.*! No studies conducted in Armenia have explored
this aspect of cancer care, although the cultural aspect of treatment is similar to eastern
countries. Considering these cultural differences, doctors should be prepared to deliver the
information about the diagnosis and prognosis of the treatment to both family and patient.?’
Involvement of patients and their family members in treatment process can improve the
experience during the treatment and impact the positive outcomes.*? "Patient involvement in
the treatment process" includes the clear explanation of treatment stages, effects of prescribed
drugs as well as detailed information about possible side effects of both treatment and
drugs.*>* Only having complete information patients can become active decision makers,

which is associated with better patient-reported experience.**

Physical comfort also can influence patient experience during the treatment. Cancer treatment
often is associated with severe pain, which can significantly affect the quality of life of
patients.*>4¢ Additionally, patients might require assistance with daily activities during the

treatment, which directly influence the psychological perception of treatment from patients’



point of view.>* And finally, the environment in hospitals needs to be adapted to the patients’

needs as well as be clean and calm to have a positive impact on the process of treatment.?

After treatment in hospitals, cancer survivors usually require special care at home such as
management of specific symptoms, fatigue, and pain.*’ They demand proper nutrition and
emotional support.*’ Both family members and patients must be prepared and taught how to
deal with difficulties that occur after discharge.?® The plan of the care should be adapted to
the needs and available conditions of patients.?* Cancer patients might need assistance after
the release from the hospitals. Therefore, accessibility to medical personnel after office hours

is essential. 2433

By setting standard procedures to measure PREMs, hospitals can increase the effectiveness of
their treatment, improve the quality of treatment, and address the true expectations of
patients.*® PREMs can be classified into two groups, relational and functional. Relational
PREMSs are used to explore the relationships of medical personal, support staff and patients.'?

Functional PREMs are utilized to identify practical issues such as access to treatment.'?

Since 2008 in the USA, the Consumer Assessment of Healthcare Providers and Systems
(CAHPS) program has been launched with an overarching aim to increase scientific
knowledge based on the consumers’ point of view. It provides patients with an opportunity to
share their experiences related to treatment plans, health care providers and organization of
facilities.*® Every patient who receives care in hospitals has a chance to participate in the
assessment. Participants are selected randomly, and around 300 patients are surveyed
annually from each hospital.* Data are collected by the hospitals and reported to the CAHPS

Project Team quarterly, which analyzes and reports results back to the hospitals. Since April
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2015, the collected information has been used for publicly reported hospital rating, which
makes easier for patients and family members to select hospitals. The summary results of
CAHPS Star Ratings are freely available on the CAPHS official website.** Other countries
have embraced regular PREMs reporting. Based on CAHPS, for example, the Canadian
Patient Experiences Survey was created, which is a standardized tool that collects data about
PREMs in Canada.>® PREMs are being extensively utilized as the indicators of quality of care

in the UK and Netherlands as well.!?

4.1 Factors influencing PREMs

PREMs can be influenced not only by the quality of provided care but also by patient
characteristics.*® These factors are interrelated, and it is hard to assess the effect of a specific
element on patient-reported experience accurately. Experiences of cancer survivors can be
different depending on age, gender, cancer type and stage, residential status, education level
and financial status, the financial burden of treatment and other factors.’' The literature
demonstrates that one of the main factors influencing patient experience is the education
level. Studies reported on the negative association between education level and reported
patient experience score.’'? Previous studies showed that older survivors are more likely to
provide higher scores for overall experience in comparison with younger patients'? since they
usually demonstrate better psychological adaptation to the new reality and cancer compared
with younger patients.>®* However, the impact of age on patient-reported outcomes varies.
Avis et al. reported that age could also be negatively associated with PREMs, given the
prescribed treatment;younger patients, who are usually healthier, might receive more
aggressive treatment which could negatively impact the experience of care.’*At the same
time, older patients with impaired physical health are more likely to develop complications

during the treatment, which could also negatively affect the PREMs.>?
11



Literature suggests a strong positive correlation between self-reported health status and
PREMs.>® Additionally, mental health or emotional well-being can positively impact the
experience of cancer survivors.>® Cancer type and stage can also affect the patient-reported
experience. °'3¢ In a study by Halperna et al. patients diagnosed with lung cancer were more
likely to have lower PREMs in comparison with breast, colorectal and prostate cancer
survivors.’® PREMs can be influenced by the amount of out-of-pocket expenditures.’® The
financial burden of cancer treatment can harm the experience of patients while receiving

services.>®

5. Methods and Materials

5.1 Study design

I will conduct a phone survey and use a separate sample (independent) pre-post design to
evaluate the PREMs of cancer survivors before and after the implementation of the national
cancer program. The pre-program time period will include patients who received cancer
surgery between 1 April and 6 July 2019. The post-program period will include patients who
received cancer surgery between 8 July and 30 September 2019. Patients will be recruited
from the two hospitals that provided cancer surgery services both before and after the
implantation of the program. The selected study design will provide the opportunity to
answer the research questions and will be feasible given the study time frame. While it may
be subject to recall bias since data will be collected more than one year after receiving the
care in the hospitals, I can use these findings to establish a basis at this time of policy

transition and the need for a more rigorous prospective study.
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5.2 Sample size calculation

The sample size was calculated based on the formula for independent group pre-post design
and then inflated by design effect to account for the clustering.’” The primary outcome is the
PREM before and after the intervention. The sample size was calculated based on one of the
nine domains in the CAHPS questionnaire, based on a single question asking patients to
provide the "Overall rating of the hospital" on a scale from 0 to 10. The literature does not
establish clinically meaningful difference for this scale. Considering that the scale for the
outcome variable has an increment of 1, I assumed the effect size of 1 to be a meaningful
difference in the scope of this study. I considered the standard deviation of 2.01 from the
survey conducted to compare patient experience in two hospitals during the CAHPS Hospital
Survey questionnaire validation process.?! The sample size was calculated with 0=0.05 and

power=0.80. First, the formula for two sample means comparison was applied

— 242 (Zaj2t+2p)*

2> Where o? is variance of the outcome variable and d is the meaningful

ny

difference, n; is the sample size per group required under the assumption of independent

samples,

2
n, = 2 % 2.012 (1.96+0.842)% _
12

64
Considering the fact that patients received the treatment in the same hospitals both in pre and
post-observation period, responses are likely correlated. Therefore, I inflated the computed

sample size by design effect and estimated the final sample using the following formula:

—Mp-p

¢ k-nqp
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where n. is the sample size per cluster, p is the correlation within the cluster, and % is the

number of clusters.

As there are no similar studies that measure the correlation in the quality of provided services
score reported by patients that were treated in the same hospital, I assumed the largest
correlation of 0.02 that provides the meaningful sample size given the limited number of

available clusters (k=2).

64[1-0.02]
Ne=—"""——"7-

= =87 per each cluster
2-64+0.02

Hence, the required sample is 87 before and 87 after the implementation of intervention per

each hospital, with the total target sample size (accounting for two hospitals) of 348 patients.

6. Study setting and population

6.1 Study centers

The largest center that provides surgical and non-surgical treatment to the patients diagnosed
with cancer is the National Center of Oncology named after V.A. Fanarjyan in Yerevan,
Armenia. Cancer treatment services (although not in full spectrum) are also provided in other
urban hospitals such as Nairi Medical Center, Shengavit Medical Center, Erebuni Medical
Center, Medline Clinique, ArtMed Medical Center and Surb Grigor Lusavorich Medical

Center and others.

I included the only two hospitals in Yerevan, Armenia that provided surgical treatment for

cancer before implementation of the new program: the V.A. Fanarjyan National Oncology

14



Center and the Surb Grigor Lusavorich Medical Center. The National Oncology Center had

the biggest share of the reallocated money after the implementation of the program.

6.2 Study population

The study target population is the patients who received the surgical treatment for cancer in
Armenia before and after the implementation of the new national cancer program. The study
population includes patients who received cancer surgery at the National Oncology Center or
at the Surb Grigor Lusavorich Medical Center, Yerevan, Armenia. Cancer survivors who
underwent cancer surgery during the defined pre- and post-program implementation periods
in these two hospitals will be included in the sample population. The main focus of the study
are patients who underwent surgical treatment as chemotherapeutic treatment did not change

under the new program.

6.3 Study eligibility criteria

Patients will be eligible to the study if they were 18 years old at the time of diagnosis and
received surgical treatment during the six months (April - September 2019) in the selected
study hospitals. Patients with all stages of cancer and types will be included in the study.
Participants should be fluent in Armenian or English and be Armenian citizens. If the patient
had more than one surgery during these months, he/she will be surveyed only regarding the

experiences around the first surgery.

6.4 Sampling strategy
Each hospital is considered a cluster as it most likely serves similar types of patients. Simple
random sampling will be applied within each cluster (i.e., hospital) to identify 87 patients in

the pre-implementation and post-implementation groups, respectively. E-health data collected
15



in hospitals for claims purposes submitted to State Health Agency in Armenia will be used as
a sampling frame. The database also captures the ICD-10 diagnostic codes for cancers and
patient contact information. Each claimant in the database who had a cancer surgery between
April - September 2019 will be assigned a sequential number after which I will randomly
select study participants using the “RANDBETWEEN” function in Excel. Thus, I will have
174 patients who receive the treatment before and after the initiation of the program,

respectively.

7. Sources of data

7.1 Study variables

I will summarize the following variables/domains of interest to describe patient reported
experiences in the study (Table 1): care from nurses, care from doctors, hospital environment,
experience in the hospital, overall rating of the hospital, care after the discharge, care from
medical center and contacting surgery team which are continuous variables and pain during
the treatment which is a dichotomous variable. Time between diagnosis and surgical
treatment is a continuous variable which indicates an average waiting length in months.
Financial burden is a continuous variable, describing the hardship of the patient and family
members during the treatment and will be assessed based on the scale from 0-10. Informal
payment is a binary variable with yes/no responses. Additionally, the study participants will
have an option to specify the amount of payment if they selected “yes” in a previous variable.
The main independent variable of the study is the implementation of the intervention defined
by study pre-implementation and post-implementation group designation variable. Other

important covariates of interest are age, gender, education level, self-reported mental health,

16



self-reported physical health, residential status and monthly expenditures as an indicator of

the financial status.

Table 1: Independent and dependent variables

cc Type Range
9 Domains of PREMs*
Care form nurses Continuous 1-4
Care form doctors Continuous 1-4
Hospital environment Continuous 1-4
Experiences in the hospital Continuous 1-4
«  Care after the discharge Continuous 1-4
_a§ Care from medical center Continuous 1-4
S Pain during the treatment Binary Yes/No
& Overall rating of the hospital Continuous 0-10
a Contacting surgery team Continuous 1-3
Secondary outcome variables
Financial burden Continuous 0-10
Informal payment Binary Yes/No
Informal payment amount Continuous
(AMD)
Time to treatment Continuous Months
Age Continuous Years
Gender Binary Male/Female
Residential status Binary Yerevan/non-Yerevan
Education level Ordinal School (< 10 yrs);
School (10 yrs);
Professional technical education (10-13 yrs);
2 University;
§ Postgraduate
*]
.? Self-reported physical health, Ordinal Excellent; Very good; Good; Fair; Poor
= Self-reported mental health Ordinal Excellent; Very good; Good; Fair; Poor
Monthly expenditures Ordinal <50,000;
(AMD) 50,001 - 100,000;
100,001 - 200,000;
200,001 - 300, 000;
> 300,001
Inclusion in the program Binary Yes/No

*Each of nine domains of PREMs is composed of 1 to 5 items (Appendix 2). The composite
score for each domain is calculated as an average score of the items within the domain.
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7.2 Data collection

Two trained interviewers will do data collection. Interviewers will participate in two-day
trainings based on the interviewer manual. (Appendix 1) Data will be collected via phone
surveys and simultaneously entered in an electronic database in SPSS software. The data
collection process will require two months. Paper-based questionnaires will be kept in a safe
place, and only student investigator and research assistants will have access to the data. I will
conduct data cleaning procedures such as double data entry and range check to minimize
errors. Each questionnaire will have an ID number in order to correct the inaccuracies that
will be found as a result of data cleaning. After the data cleaning, missing values will be

assessed. Data analysis will be done after the data cleaning using STATA software.

7.3 Survey procedure

After assessing for eligibility, the interviewers will contact the potential participant using the
phone number in the e-record. They will inform about the ongoing study, read the consent
form and ask about the willingness to participate in the survey. If the participant agreed to
participate, the interviewer will administer the survey. The interview can be conducted when
the phone call was made or later, at the agreed time convenient for the patient. If the phone
number belongs to a person other than the patient, interviewers will present the study, and the
contact number of the patients will be asked from the owner of the given number. If the
patient deceased, the interviewers will apologize for the disturbance and politely complete the

conversation.

7.4 Study instrument
The CAHPS Hospital Survey instrument was selected as the study instrument as it is coherent

with the research question and conceptual framework. The validated questionnaire measures
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seven different dimensions of patient experiences including communication with nurses,
communication with doctors, hospital environment, experience in the hospital, discharge
information, overall rating of the hospital and care transition.*’ The Spearman-Brown
reliability ranges from 0.80 to 0.93 for different domains of the questionnaire. Cronbach’s
alpha, which tests the internal consistency, Cronbach Alfa of the various domains of the
instrument was found to be between 0.51 -0.86 #°. The tool has also been shown to have high

criterion validity. 4

The original CAPHS Hospital Survey instrument has the following domains: “Care from
nurses” (4 items), “Care from doctors” (3 items), “Hospital environment” (2 items),
“Experiences in the hospital” (5 items), “Overall rating of hospital” (1 items), Understanding
the care when you left the hospital” (3 items). Additionally, three more domains from the
cancer specific HCAPHS questionnaire such as “Your care from this cancer center" (3 items),
“Contacting your cancer surgery team” (3 items) and “Pain management” (2 items), were
also added to the questionnaire. The questions about the demographic characteristics
(education level, monthly expenditures, self-reported mental and physical health) were
developed based on the same CAPHS Hospital Survey tool and questions from the existing
Armenian instruments published by CHSR.*® Additional questions about the time of
diagnosis and type of treatment were added to this section. Three questions about the
National Program was created. The utilization of the CAHPS Cancer Care questionnaire was
omitted, considering that the diagnosis of cancer is not always disclosed to patients in
Armenia and patients might not be aware of their cancer. The used questionnaire was
changed in a way, that if a person is not aware of their disease, will not be able to guess it
from the study. For the same reason, the word "cancer" was excluded from the questionnaire

and referred as ‘the condition for which you had a surgery’.
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The final questionnaire has an overall 37 items, measuring 9 different domains as described.
“Care from nurses”, “Care from doctors”, “Hospital Environment”, “Experiences in the
hospital” and “Your care from this cancer center" are measured in the 4-item scale from
“Always, Sometimes, Usually, Never”. "Overall rating of the hospital" has two items which
will be measured form the scales from 0 to 10. And finally, two domains “Contacting your
cancer surgery team" and “Understanding your care when you left the hospital" will be

measured with the following options: "Strongly disagree, Disagree, Agree, Strongly agree”.

The final version of the questionnaire was developed in English and adapted to the local
context, considering the fact that in Armenia, many patients could be not aware of their final
diagnosis. The questionnaire was translated into Armenian by two separate translators.
Afterwards, the final version of the Armenian questionnaire was created and translated back
into English by a bilingual native speaker. The translated English version was compared with
the original questionnaire in order to assess the quality of translation. Final version of the
instrument both in Armenian and English is attached in Appendix 2 and Appendix 3

respectively.

8. Statistical analysis

Descriptive analysis will be conducted to characterize patients in pre- and post-
implementation periods. Categorical and ordinal variables such as gender, education level,
residential status, self-reported mental and physical health and monthly expenditures will be
summarized as frequencies and percentages and compared using Chi-square test and

continuous variable-age will be described as mean value and standard deviations (or as
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median and interquartile ranges if non-normally distributed variables) and compared using

Student-t-test as applicable.(Table 1).

Descriptive analysis followed by hypothesis testing will be conducted to evaluate each

outcome outlined in research questions:

Primary objective. Differences in patient-reported experiences between cancer survivors who
received surgical treatment before and after the implementation of the program will be
evaluated through individual domains of PREMs. Pain during treatment, a binary variable,
will be presented as counts and percentages and the values before and after implementation
the program will be compared using Chi-square test. Care from doctors, care from nurses,
experience in the hospital, overall rating of the hospital, care after the discharge, care from
medical center and contacting surgery team which are continuous variables will be described
as mean/median and standard deviations/interquartile ranges and compared using Student —t-

test or two-sample Mann—Whitney U Test respectively.

Secondary Objectives. Time between the first diagnosis and treatment initiation (Objective 2)
and financial burden (Objective 3) before and after implementation of the program, both
continuous variables, will be analyzed similarly. Additionally, the number of patients who
gave informal payments as well as the amount of it will be compared before and after the
program using Chi-square test and Student —t-test or two-sample Mann—Whitney U Test

respectively.
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In the literature, the overall rating of the hospital is often used as an indicator of overall
PREMs. Thus, for the purpose of this study, scores on overall hospital rating will represent
the overall patient experience with hospital services. To identify determinants of patient
overall experience, I will conduct unadjusted and adjusted linear regression analyses
(Objective 4). A univariable regression will be performed to estimate the effect of age,
gender, education level, self-reported mental health, self-reported physical health, residential
status and monthly expenditures on overall hospital rating. Variables with p< 0.25 will be
further included in multivariable regression analysis. I will use step-wise backward
elimination procedure for model selection. A final model will be selected based on Akaike
information criterion. >° Statistical significance will be considered at p <0.05 for all tests.

Analysis will be completed using STATA software.

9. Logistic considerations

The study will take two months to complete, starting from July 6, 2020 (Table 3). Two
trained interviewers will complete the data collection for three weeks. Double data entry will
be done simultaneously with data collection. The study coordinator will do spot checks for
two interviews per day on the same day of the interview. Data cleaning and analysis will
require tree weeks starting from August 3, 2020. The study investigators will analyze data

and prepare the final report.

Table 2. Timelines of the study

Procedure Date of Duration
initiation

Data collection July 6, 2020 3 weeks

Data Entry July 7, 2020 4 weeks

Data cleaning August 3,2020 | 1 week

Data analysis August 10, 2020 | 2 weeks

Final report to present the results | August 24, 2020 | 2 weeks
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9.1 Study personnel

The study personnel will include a coordinator, two interviewers who will also complete the
data entry and a statistician. The study coordinator will be responsible for (1) the
coordination of the study in compliance with the study protocol and timelines, (2) training of
the interviewers, (3) ensuring implementation of proper procedures to maintain
confidentiality (4) quality control of data collection (e.g., spot checks) and data entry and (5)

drafting the final report under the guidance of study investigators.

9.2 Study budget

The financial resources of the proposed research will be allocated between the salaries for
hired personnel and operational cost of the study. Two hired interviewers and two data
enterers will be paid on hourly bases, whereas the study coordinator and statistician will have
a fixed salary. Staff costs are calculated based on average operating salaries in non-
governmental research organizations in Armenia (Table 4). The operational costs will include
phone bills as well as costs of printing materials. The office rent was calculated based on the
average cost of the small office in Yerevan and can be revised if the funding organization
provides the operating office. The overall budget of the proposed study is 667,500AMD
including 557,600 AMD in total for personnel costs and 109,900 AMD for operational costs

(Table 4).

Table 3. Budget allocation

Service Unit type Number | Cost per Final Cost
of units | unit in
AMD

Personnel
Study coordinator Monthly salary 2 80,000 160,000
Interviewer Hours 118 1,200 115,000
Data entry clerk Hours 48 1,200 57,600
Statistician Monthly salary 1 225,000 225,000

Total cost for personnel 557,600
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Operational costs
Printing cost: Questionnaire | 6 pages/ Double 370 8 17,760
sided

Printing cost: Journal Forms | Single sided 42 12 500

and training materials

Stationary (Pen, pencils, 1 8,000 8,000

notebooks)

Phone bill Cost per minute 5,576%* 15 83,640
Total operational cost 109,900

Total budget 667,500

*Total number of minutes were calculated based on 15 minutes/call for 354 calls and 5 % for
the spot checks and additional calls.

10. Ethical considerations

The Institutional Review Board 1 (IRB) of the American University of Armenia approved
this study protocol (PROTOCOL #: AUA-2020-003) (Appendix 4). I conducted the pretest of

the questionnaire among ten cancer survivors after the approval.

Oral consent will be acquired from all study participants before starting the interview
(Appendix 5, Appendix 6). The information obtained from the study participants will be
confidential and will be used only for study purposes. The phone numbers of participants will
be obtained from the e-health database in an electronic version. Phone numbers will not be
printed but kept in an electronic password protected file. All selected participants will be
given an ID, which will be linked to phone numbers. Study database that will capture survey
responses will only have patient IDs (no phone numbers, names or any other identifiers).
Patients who refuse to participate will be accounted for in the journal form and reasons for
refusal recorded (Appendix 7). Any study-related hard copy documents (journal forms,
questionnaires if paper forms are used) will be stored in a locked cabinet at CHSR, AUA.

The electronic study databases will be password protected and kept in a password protected
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computer. Only the research team, which includes student investigator and co-investigators,

will have access to data.

11. Significance

Quality of provided care and financial burden of care can have a direct influence on treatment
outcomes. Thus, to assess the quality of care from a patient's perspective, I propose to
measure patient-reported experiences among cancer survivors who underwent the treatment
before and after the implementation of the nationwide financial program which aimed to
relieve the financial burden among Armenian citizens diagnosed with neoplasms. The
findings of the study will provide baseline evaluation for the national program and potentially
create foundation for continuous reporting of consumers' perspectives on provided cancer
care in Armenia. The results of the survey will help to identify the areas for improvement as
well as emphasize the stronger aspects of care. The adapted instrument can be further used

for the annual nationwide surveys to evaluate PREMs among cancer survivors.
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Appendix 1. Interviewer guide (Armenian version)

NFE8NEF38 <UrsuorNnFSUJdUrve,b <uUUdr

Lungytinny hhytwnbtinh oppwitinid pnidwnnibitiph thnpdwnnipjub hnthnhunipyubt
qgwhwwnnid $httwbiuwynpiwb ytpwptinpu optiiph dtipnpiwd wpnnipnid tpyne
hwbtipuyht hhywbtnubtingtipnid, Gplowh, <uyuwunwb:

OwlnpenipniLh Opwugphi

Wu htmugnuni pjut tyquumuwija £ ntuntdibwmuhpty b hwdtdwnty punglytinny
hhywintph oppwtinid pnidwnnitiiph thnpdwnni pniip, npntp pnidnid Gt unwgty 2018
hnljmtiiptiphg dhisle 2019 pyujuith dwupm wihup pduo dudwbwjuhwumnyuwoniy J.
U. dSwbwpoyutth wmijut Ninnigpupwiini pjuit Uqquyhtt GUttwmpninid jud Unipp
Aphgnp Lntuwdnphs pd2qujut jhionpntind: Uyn tyumuyny junmwpytine
htimwgnunipynLt hinwhimuwquiigtinh Whengny:

<wipngdwin hopwliw phwlsnipniin

<tmwgnunipjuitp dwutwlgtnt G <uyuunmwith <wiipuybinni pjubt wyh
puwnupwghbitinp, npntip unwgl) Gt Jhpuwhwmwjub pnidnid jud Jd.. W. bwbupgjwuiih
wiyub Ninnigpupwibtinipyuit Ugquyhtt Whbnpninid, Ju™d Unipp Gphgnp Lnrtuwynnphs
pd2jquijub Jhbnpninud: Uwubwijhgtipp pudwitndty Gt Gpyne pdph™ Juhagwo
pnidniip unwbwnt dudwbwjuhwnywdhg:

Lwipqugnnigujwpitiph twhiuyuwnmpuumnnid

<tmwgnuni pjuip dwubtwlgbnt hudwnp piipjuwod hwpgugnnigujuinbitipp wtwnp k
dwubtwygtit tplduntju ntunigdwbp: Niunigdwb ppugpnid tpubtp Jowbnpwtwh
htimwgnuni pjub tyquumwijht, hptiig gnponnnipnLbttiph jupghtt
htippujuinipjubtp: Fwupbpugh pbpugpnid hwpgugpniguyupbtpn
httwpuypnipynil Ynibbbmb upnuy hwpgwetipehin b thnpawplyti hwpguqpnygh
nbpwugpp vhijuig htin:

<tmwgnunipjub phpwugpnid hwpguqpniguyunpht juuipudwnpytit hwipguptipehyitin

U huipgdwl dwnywitth aly, npniip whwnp E jpugybitn jnipupjuiinnip hinwpunuwquiigh
dudwbtwl: UL hinwpunuwugpnygh mbnnnipmniad £ 10-15 pnyt:

Lwipqugnnigujwpitinh wuwnpumwlwbnipnLubtnp

<tngnunnipyud hwdwljupgnnp jupudwnph hwpgugpniguuinptiiphtt pnidwnniitiph
whbnibbtipp b hinwhunuwhwdiwpitipp: <wupgbtiph ntypnid hwpgugpniguuinn wtmp k
Juy hwunmwnh htimwgnunipjutt hwdwlupgnnh htin b siuyugiih htipinipnyyt
npnynivbbp:
<wipgwignnygp wtinh Ynibdtitu Qdtphljut <udwjuupuith <wubpuyhtt Unnnenipjub
duwnintimh Unpuhljjub gpunuipubtini:
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Ulipwodnipinit hwpgugpniguyuph hwdwp

Pupl Qkq: b whmbap Uliph E: Gu <ugwuwmwih Qdbphlpuh <wdwpuwpwih  (Gppubiabwb
<wthpughle wnnnowwwhnyepui dwlmipnlony wijwpwwlpub inipup nmouwébmn d I uwgdid
wppuwanmd led pd dhwghumpnuwldpub pligh pw, nph wywnwlie F glouhuanly prnidwnnibiliph
thnpdwnnyagniip Lubnuplinh hinfwbmwbmgnid / Unipp Qphgnp Lniuwnphs RG-nud pradnid
umwbughu: LbEp hlimwpunuwhwidwpp mpuwdwnpyly E Qonyowwuhnigeyub

Uupuwpupnyeyui nndhg: Qbp Inndhg wmpuwdwnpyud hhdnpldwghwb hitoun qumnih:

(Swpgugpniguifuph hwdwp) Gu <ugwuwmwih Qilphlyudh <wdwguwpuwih
Unnnowwwhwluwb ownugnippynibiiiliph hlimwgnnidwibl b qupquglwi Yilonpnbhg ki b
whmbah - - Qydd hpwlpubougynid Edp hlimwgminggemni i, nph bwwnwlbe E gluuhwanky
prrdwnnibliph hnpdwnnyeniip Lwibnuplinh hilwbinwbimynid / Unipp Qphgnp Lniuwnphy
RG-nud pridmd winwbughu: Qbp hbnwunuwhwilwpp inpudhunpfly £ Qongpwwwhnigojudb

Uupuwpupnyeyui nndhg: Qbp nndhg wmpuwdwnpyud hhdnpldwghwb hitoun qumnih:

HUWUYUOh ntiypnid

<wpgnidp wiloubnil B, huly hlsmwunuwhwidpbbpn hnsbswglel windhowwyliu hlmwgninnigajub
wifwpnhg htonn: Spudwmpifuo wmyuyiilipn hoqhki puplpwfly hpjwbmwbnmguyhb
ownuwynyentibilinh npulp: <twmwgminnieyud wifuyblipn Jkb Jiouulygnm n’s pdhplbliphi, n's
pmdpnypliphi, n’s pmdwbabwlpuguih wyy whmdwblbphi:

e UEBLJUUEY niypnid
Gunphujunipnit hwymtty dwubtwlghtt mpuiunpuoe dudwiujh hwdwn b wuipgty
dtinddwb yuwmbwnp:

o JUUUAU3ULIGLAF ntiypnid
Gunphujunipnid hwyntty L unniql] Ywubtwlgh hwdwyuumwuhawbing pyniin:

Upmnp nnip wwnwgly lip pnidnad Rubnuplinh hhjubnwingnid/ Unipp Qphgnp Lniuwnphs
Rdhwlpub hktonpnimid 2018 hnlpmbadpliphg dhisl 2019 dwpn pblpuo
dwlwlnuluhwinywonid:

¢ Gpb duutwujhgpn KETENTLRUNEUAFY E htnmwgnunipyub
suthwitthptitinhtt juipnn Gip pupniiajty hwpgwignnygp b wiigbty pubiuyynn
hwdwdawytinipjubl auhtb:

e Gpb twulwlhgp Qb KUTENELUUUELAFT

1. Quwpnn tp ubinpty, Get hwbwpuynp L npudwunpt) pnidwunnih §nbnwjumughb

ujuyitipp
2. bpt pnidwnnih wylu Yhbnwbh sk, wut] np guygnud Gp Ynpunh hwdwp, Gepnnnignit
hutinpt) wihwbqunuigtnt hudwp b wjwpunty hwipgugpnygp

Wwputijhu 2anphwujunipynit huwymbl] dwubwlignipyut hwdwin:
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Appendix 2. Questionnaire (English version)

Questionnaire to measure patient reported experience among cancer survivors in
Yerevan Armenia.

Participant ID

Interviewer ID

Date (__/ /2020)
Start time  : End time : (24 hour format)

Type of cancer

FURTHER QUESTIONS RELATE TO THE CARE RECEIVED FROM NURSES

1. During this hospital stay, how often did | 100 Never
nurses treat you with courtesy and )
respect? 20 Sometimes

30 Usually
40 Always
2. During this hospital stay, how often did | 100 Never

nurses listen carefully to you? )
20 Sometimes

30 Usually
40 Always
3. During this hospital stay, how often did | 100 Never
nurses explain things in a way you )
could understand? 20 Sometimes
30 Usually
40 Always
4. During this hospital stay, when you 10 Never

needed a help from nurses, how often _
did you get help as soon as you wanted 200 Sometimes

it?
it? 30 Usually
40 Always

FURTHER QUESTIONS RELATE TO THE CARE RECEIVED FROM DOCTORS
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5. During this hospital stay, how often did | 100 Never
doctors treat you with courtesy and )
respect? 20 Sometimes

30 Usually
40 Always

6. During this hospital stay, how often did | 100 Never
doctors listen carefully to you? )

20 Sometimes
30 Usually
40 Always

7. During this hospital stay, how often did | 100 Never
doctors explain things in a way you '
could understand? 20 Sometimes

30 Usually
40 Always
Further questions relate to the hospital environment

8. During this hospital stay, how often 100 Never
were your room and bathroom kept )
clean? 20 Sometimes

30 Usually
40 Always
9. During this hospital stay, how often 10 Never

was the area around your room quiet at
night?

20 Sometimes
30 Usually
40 Always

FURTHER QUESTIONS RELATE TO THE

EXPERIENCES IN THE HOSPITAL

10. During this hospital stay, did youneed | 10 Yes
help from nurses or other hospital staff | 200 No =» If No, Go to Question 12
in getting to the bathroom or in using a
bedpan?
11. How often did you get help in getting 100 Never
to the bathroom or in using a bedpan as | 20 Sometimes
soon as you wanted?
30 Usually
40 Always
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50 1 did not approach
12. During this hospital stay, were you 100 Yes
given any medicine that you had not 20No =»1f No, Go to Question 15
taken before?
13. Before giving you any new medicine, 10 Never
how often did hospital staff tell you 20 Sometimes
what the medicine was for?
30 Usually
40 Always
14. Before giving you any new medicine, 10 Never
how often did hospital staff describe 20 Sometimes
possible side effects in a way you could
understand? 300 Usually
40 Always
FURTHER QUESTIONS IS ABOUT PAIN DURING THE HOSPITAL STAY
15. During the time spend in the hospital 10Yes
were you bothered by pain from your
disease or surgery? 200No
16. Did your treating team help you deal 10Yes
with this pain?
200No

FURTHER QUESTION RELATES TO THE

OVERALL RATING OF HOSPITAL

17.

Considering all your care at this center,
using any number from 0 to 10, where
0 is the worst overall care experience
possible and 10 is the best overall care
experience possible, what number
would you use to rate your overall
hospital services?

0 O Worse 50
possible

60
10
0 70
30 s
40 on

100 Excellent

FURTHER QUESTIONS RELATE TO UNDERSTANDING YOUR CARE WHEN YOU

LEFT THE HOSPITAL

18.

When I left the hospital, I had a good
understanding of the things I was
responsible for in managing my health.

100Strongly disagree

200 Disagree
300 Agree

400Strongly agree

19.

When I left the hospital, I clearly

understood the purpose for taking each

100Strongly disagree
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of my medications.

200 Disagree
300 Agree
400Strongly agree

5001 was not given any medication when I left
the hospital

FURTHER QUESTIONS RELATE TO THE PROCESS OF CONTACTING YOUR SURGERY

TEAM
20. Since it was decided that you would 10Yes, definitely
have surgery, did your treating team
encourage you to contact them with 200Yes, somewhat
. s

questions between visits? 30No

21. Since it was decided that you would 10Yes, definitely
have the surgery, did your treating
team tell you to call them immediately 200Yes, somewhat
if you have specific symptoms or side 30No
effects?

20 Since it was decided that you would 10Yes, definitely

have the surgery, did your treating
team give you clear instructions about
how to contact them after regular office
hours?

200Yes, somewhat

300No

FURTHER QUESTIONS RELATE TO THE YOUR CARE FROM THIS MEDICAL
CENTER

23.

When you contacted this hospital to get
an appointment for care you needed
right away, how often did you get an
appointment as soon as you needed?

10 Never

20 Sometimes

30  Usually
40  Always
24, Starting from the first referral to the 10 Yes
hospital, did you make any
appointments for a check-up or routine 20 No— IfNo, go to
. o
care at this hospital? Question 26
25. Starting from the first referral to the 10 Never

hospital, when you made an
appointment for a check-up or routine
care at this hospital, how often did you
get an appointment as soon as you

20 Sometimes

30 Usually
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needed? 40 Always
FURTHER QUESTIONS RELATE TO THE NATIONAL PROGRAM
26. Did hospital staff give you information | 100 Yes
about how to get financial help? o )
2[0No, but I would have liked information
3001t was not necessary
40 Don't know
27. Did you make any payments during 100Yes, please specify the amount
your surgical treatment (including
“thank you” payments and gifts)? 20No
28. To what degree surgical treatment 0 O Do not 50
caused financial problems for you and | caused
your family? Where 0 means no difficulties 60
difficulties and 10 for severe 700
difficulties. 1o
o8 90
40 100 Caused severe
difficulties
DEMOGRAPHIC DATA
29. How old are you?
30. Please indicate your gender? (Do not 100 Male
read the question)
20 Female
31. From which part of 10 50 9 O Syunik
Armenia are you? Yerevan Gegharkunik
10 O Tavush
20 6 [ Kotayk
Aragatsotn 110 Vayots Dzor
7 O Lori
3 [ Ararat
8 [ Shirak
40
Armavir
32. What is the highest grade or level of 1 O School (less than 10 years)
school that you have obtained? Choose
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only one

2 USchool (10 years)

3 OProfessional technical education (10-13
years)

400University/Institute (14-16 years)

500 Postgraduate

33. In general, how would you rate your 10Excellent
overall mental or emotional health?

Choose only one 200Very good
30Good
40Fair
500Poor

34. In general, how would you rate your 10Excellent
overall health? Choose only one
20Very good
30Good
40Fair
500Poor
3s. How many months before the initiation

of the treatment you were diagnosed

with the condition for what you _ (months)

underwent the surgery in the XX

hospital?

36. Besides the surgery, have you ever 10Yes
received any other types of treatments

or services from this hospital related to 200No

the condition for which you underwent

the surgery?

37. Indicate the average monthly 10 Up to 50,000 AMD

expenditures of your household in
Armenian drams.

20 50,001 - 100,000 AMD
30 100,001 - 200,000 AMD

40 200,001 - 300, 000 AMD
500 Above 300,001 AMD

6 I do not want to mention
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Appendix 3. Questionnaire (Armenian version)

<{uwipgwwp - Lungltinh hhjwanbatiph 2ppwtnid pnidwpniiitiph
thnpawnnipjub qiwhwwmnid

<wipguqpniguyup ID
Wduwphy (. /_ /2020)
Uljhqp Ujuwpm ;' (24 hour format)

Uwubwygh 1D
Lungjtinh mtuwy

<EANLENLLEALSELL JELELEMINFT BV ANFFLNF3LEMP UNAUDPS URSNFSJUED
oUuu3NFE3NFLLE by

1

<pJuitmubingmu gumiytjhu htspw’d hwmbwh k&
pnidpnyph Ytpwptipdnioipp tint) uhpuhp b
hwipquyhg:

100 Gpptip
20 <wqyuntiy

30 Unynpwpup

40 Uhpn
2 <hJutinubingnid gqmitjhu htypw’d hwmawh b | 10 Gpplip
nidpnypbipp nwnpnipyudp jub] Qbq:
pnLopnyptpp niwnpnipjudp ub] <tq 200 bpplath
30 Unynpupwp
40 Uhywn
3 <hJutinubtingnid gqmiytihu htspw’d hwmbawh b | 10 Gpplip
pnidpnypbipp pugunpt Qtiq muppbip
utinhpbbip wybwtu, np Gnwp hupdtp 20 <wquntiy
hwuljubtiwp: 3 [ Um|npmpun
40 Uhpn
4 <hJutinubtingnid gqmiytjhu htspw’d hwmawhu tip | 10 Gpplip
oqlnipnLh unwgti pnidpnynptiphg oqliniynih
pufinptintg withywgtiu htnn: 20 <wquinty

30 Unynpupwp
40 Uhywn
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<EANLENLLEALSELL JELELEMINFT BV AFPGULELR UNAUDS URSNFSJUED
ouNu3nNrE-3NrFuvuver

5 <hJubinubtingnid gqmiytnt dwdwbwy htwpw’a | 10 Gpplip
hwowhu Gl pdhpljtipp Qtiq Yyapupbpyty
uhpuihp b hupquihg: 20 <wquinty
30 Unynpupwp
40 Uhywn
6 <hyubinubiingnid gqmiytnt dwdwbwy htwpw’a | 10 Gpplip
hwtwhu Gl pdhpldtpp nwnPNLEUIp Ut Qkq:
20 <wqyuntiy
30 Unynpwpup
40 Uhpn
7 <hJutinubtingnid gqmiytnt dwdwbwy htwpw’t | 10 Gpplip
hwowhu Gl pdhpldtipp pugunply Qtiq mwpptip
20 <wqyuntiy

hutimhptiip wytiy tiu, np “dnip jhwupdtip
hwujuitiup:

30 Unynpupwp
40 Uhywn

<EANLENLLELSELL JELELEMINFT BL <PUEVHILASESEL UPQUEJ U3

8

<pJuitmubingmu qumiytnt dundwbwly popwbt
hwowhu £ utijulp b inqupuitin dwpnip tink:

100 Gpptip
20 <wqyuntiy

30 Unynpupwp

40 Uhywn
9 <hJuiinuiingnid guinytijnt dudwbualy 10 Gpplp
bpuwhtt dudtiphtt htspw’a hwowhu £ utityu
gh2tipuyh nht htyp fu juyh 20 bpphat

dUnnujuypp wniynwu tinky :

30 Unynpwpup
40 Uhpn

EANLENLLEALSELL JELELEMINFT BV ONMAUNUEBNFLL <PUTVRIVASNFT

10

<pJuitmubingnu guinytnt dudwby wpnn’p
Junhp tip nLiitighy, np Qtq odwtimuljtit
gnigupub giuhu jud thquitings
oquugnnobijhu:

10 Wn
20 Ny=» bph Ny wbght) hwipg 12

11

bty hwbwhuwjuim pyundp tip unwghy
oqlmipynih qniqupuib gbwihu jud thquilinp
oquugnnpdtijhu winthpwwtiu
pnidwiabuljuquiht nhibknig htimn:

100 Gpptip
20 <wqyuntiy
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30 Unynpupwp
40 Uhpn
50 Qtid nhuily

12

<pJuitimubingmu qumiytjhu, wpnyn’p unwgty) bp
Qtin hundwip wdwbtinge ninuihgngutin:

10 Wn
20 Ny=>» tph Ny wmbghty hwpg 15

13

Bulijugud mtiuwyh tnp ntinuiheng
unwbwnig wnwy, h’ay hmtwhiwuitnipjunip L
pnidnn phup wuby, pt hith hwdwn

100 Gpptip
20 <wqyuntiy

twppwuntiujud ninuithengn: 30 Unynpuwpuwn
40 Uhywn
14 Buwiljugud mtiuwlh tnp ninuniheng 10 Gpplp
unwbwnig wnwy, Kty hmtwhiuuibni pjunip k&
pnidnn phup qgnipugpty Qtiq htupuwnp 20 <wquunbiy

Unnubwlh wmqnbgnipyniadtiph dwuht:

30 Unynpwpup

40 Uhpn
@01 <ersere J6reLsMdNET 5% <UErsGr Sudh UdUbv
15 <pJuitimubingmu guinytjhu niitigh™ bp gunjtip 10Un
Juuyyuwo Qtin hhyutmni pjud jud
Jhpwhuwnnipjub htin: 200y
16 Upyn’p Qbq pnidnn phip oqlity E hwunpwhwnly | 10W)N
gup:
200

<EANLEINALLUELSELL JELULEMINRT BU LYIKUEBOR <PUEVRIUASP G LRKUESAFT

17

Q.owhwnbp Qtiq mpuiwnpjud
hhjuwbinuinguwjhtt dwpwyniniabtiph
npuljp, npntin 0-o htwpuwynp wdtibujuin, huly
10-p htwpuynp wititwpuy qiwhwmwjuitia k:

0 O <twpwynp 60

witbujun
70

1d

0 80O

30 o0

410 100 <twpuynp
witibwpuy

50

<EANLENVLLEALSELL JELELEMINFT 5V LUEUL <PJULHELASL LLELNFS <681

Yhutnptid yuwmwujuwbt] jhndht hwdwawybh sbid, hwdwawybh skid, hwdwaw)yh Gd, |hnght
huwiwduw;l d
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18 <hJwtinuiingn 1ptijhu, “dnip hunmuwly 1O0Conhwipuytu hwdwawyh sed
wuwntipugpty tp wyt gnpdnnniggnibtitinp
npnbp whhpudbym Gh Qtip wnnnenieyniLip 20 <undwduwyh sl
wuwhwwbttint hwdwin: 30 <undmauh ol
40 Lhnght hwdwawyh Gl
19 <phJwtinuiingn ptijhu, “knip hunmwl] hwuljugty 1O0Conhwtpuytiu hwdwauwyh sed

tip jnipwpwidiynip ninudheng ptnniabn.
tyunup:

20 <wdwduwy b sEd
30 <wdwauyh G
40 Lhnght hwdwawyh Gl

50 hba skt pwbwybp ninnpuyp
nnipugniihg htinn

@20 <ULSELL J6MELEMINRT B ANFFN. -PUDPL HPUBLROFE-3UTL UUURL

<{urser

20 Upyn’p Qbtq pnidnn phip pipwpuniuty £ 10Ujn, hhwpyk
hwupgtip nLittiune yuwpugquynid Juy
hwununnty hpkilg htun this hwgnpn 20 Wn, dwuwdp
wyghnipniin: 300

21 Wpyn"p pnidnn phuip qgnipwgpty £ Qbq 10Ujn, hhwpyk
wiihpwytiu quiquihwnty, et nititip ptinpn)
uhdupnndGbp ud Ynnubwyh 20 Wn, Twuundp
wgntignipynibbtip: 300,

22 Upyn’p Qbq pnidnn phip gy £ Qg hunay 10Ujn, hhwpyk

gnigniditin, htsytiu Juw bty hpkilg htin
whuwnwtipuyhtt dwdtiphg nnipu:

20 Wyn, dwuwdp
300y

<ENLMINALLULSELL JEMUELEMINFT B <ULSEN ANFFUUEL LU ESLP
JGMrULG 3L

23

Bnp nip Juy it Gp hhjuiinuiingh htin
Yhpwhwwnnipyub gpubigytmnt buyyumuwny, hiy
hwtwhiujutinipyjunip bp unwgt) wyn
wyghnipniLin wyipwbh wipwg, nppub
guiljubtinid thp:

100 Gpptip

20 <wqyuntiy
30 Unynpwpup
40 Uhpn

24

Jhpuwhwwnnipyniithg htimn, wipnyn’p nibtgh) tip
wygbnipnibbbtp tnyt hhjuibmwingnid
htippujui unnignidtip junmwntne

10Wn

200Ny —»bpt Ny whght) hwpg 26
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tyuunwlny:
25 <tppwlubh unnigniibbp wbghtyhu, h’oy 10 Gpplp
hwbtwhiujutnipyunip bp unwgt) wyn
wygtinipynLip wybpwh wpwg nppwb 20 <wquintiny
guiljubtind thp: 30 Unynpupwn
40 Uhywn
<EANLENALLEALSELL JELELEMINFT B <UMSE B2GW3DY OrEArk
JrULGMr3UL
26 Wpnyn"p hhjuwinwingh whdbwljuqip 10 Gyn
unpudwnply E Qtq hatdpnpiwghw, ph htsytiu
unw by $hbwbuwljub wewlignipnih: 2000, puyg tu hgwbuibugh nbkbug
30%wphp shup
40 2ghwmtid
27 “nip Juunwnty tip nplk Jawipnid 10U)n, ppnpnid bl dwbpudwubtip
Yyhpwhwnmuwljuit pniddwb pipugpnid htspul gnidwn tp yowpty
(bpunyuy dwqunhs jud adtp):
200
28 hispwtin™] £ pnidnidp wnwewgnly 0O 60
dhtmbumjuith pimhpiitipn Qtip W Qtip ptnwbhph | Conhwipuuytiu
hwdwip, npntin 0 pinhwipuwtiu sh wnwewgnty | sh wnwewgnty 70
dhtwiuwjuill pupnnienil, huly 10 wnwewgnty n
L dwbp Shtwbuwjub pninhpbitip: 10
20
o0
30 100 Wnwewgnty £
40 owbp phtwbiumjuin
futinhptitip
50
16U N rEHPY SI3ULLEN
29 | Qtip mwupp’pp wnwptuib
30 | Qtp utinp 10 Qpwub 20 hquljub
(Qupnuy hwpgp)
31 | <wjwuwnwbh n’p mwpudwpewbhg | 1 0 Gplowb 50 Qtnquppnibhp 9 O Upnilhp
tip: 2 O Upwqudnnb 6 O Ynunuwyp 10 O Swynip
3 OO0 Upupuwn 7 OLnnh 11 O Juyng
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4 O Updunhp 8 O Ghpuy np
32 | Uptip Qtip unnmgwd Yppnipyub wdtbwpupdp wunhtwbp: | 10 9Qwypng (Ghosle 10 viwph)
Ltwmptp vhuyh ukhn:
20%ynng (10 mwph W wdbyh)
30 Uhohlt Ywubwghmwjub
Unenipynid (10-13 wmwph)
AOPGumhwmniw/hwdwuupub
(14-16 mwph)
50<tunpnthwuljub
33 | hiyyt’u Yqghwhwwntip Qtp pinhwtnip hngbipwbwlub 10 Gwun quy
Jhtwyp Jhpwhwwnnipyniihg htimn: Cowmpbkp dhuyh dkyp:
20 Luy
30Pwwipun
409w
50Cwn Juwn
34 | hiyyt u tpuynidu jghwhwwntip Qtp pinhwbtnip 10 Gwun quy
wnnnowlui yhtwln: Chwnptip dhuyh dtp:
20 Luy
30Pwwipun
409w
506w Juwn
35 | Anidnudp uljubinig pwtth” wdhu wnwy Lo hwymbwptinty (whu)
wyt hhywbtnnipiniop, nph hwdwip yhpuwhwwnyt Gp:
36 | Pugh yhpwhwunnipniiihg, unwgt) Ep wy mtuwh 10Un
nidnid tnyb hhjutimwtingni:
pn1 Ju hhjwutimwiting 20N,
37 | fotmqpnid Gip oty Qtp pwmwithph thohtt wiuwjut 10 Uhbgkr 50,000 npuad
dwuubipp (npu): 20 50,001 - 100,000 npud
30 100,001 - 200,000 npud
40 200,001 - 300,000 npud
50 300,001 nputhg pwpap
60 M guwiljubiniy wuwmwuhiwbity
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Appendix 4. Letter of IRB approval from the Institutional Review Board of American
University of Armenia

American University
of Armenia

February 19, 2020

PRINCIPAL INVESTIGATOR: Lusine Abrahamyan, MD, MPH, PhD
CO-INVESTIGATOR(S): Michael E. Thompson, DrPH, MS; Yeva Sahakyan MD, MPH, MSc
STUDENT INVESTIGATOR(S): Meri Sahakyan, DMD

TITLE: Evaluation of Patient Reported Experiences among cancer survivors in two public hospitals before
and after the changes in reimbursement policy in Yerevan, Armenia.

PROTOCOL #: AUA-2020-003

Via Email: labrahamyan@aua.am ; meri_sahakyan@edu.aua.am

Dear Dr. Abrahamyan and Ms. Sahakyan,

The above referenced protocol was reviewed and approved by the Chair of the Institutional Review
Board of the American University of Armenia using the expedited procedure set forth in 45 CFR
46.110, category 6,7, on February 19, 2020. This study will be due for continuing review on or before
February 19, 2021. Annual continuing reviews will be required for this proposal. The proposed study
can proceed as it is approved by the AUA IRB. However, please note, the IRB must be kept apprised
of any and all changes in the research that may have an impact on the level and type of IRB review
needed for a specific proposal. You are required to notify the AUA IRB if any changes are proposed
in the study that might alter its IRB status and consent procedures. New procedures that may have an
impact on the risk-to-benefit ratio cannot be initiated until IRB approval has been given. Please retain
this letter as documentation of the IRB’s determination regarding your proposal. Please contact me, at

vkhachadourian@aua.am with a copy to auairb@aua.am, should you have any questions about the
information in this letter. Thank you.

Sincerely,

Vahe Khachadourian, MD, MPH, PhD
Chair, AUA IRB
Assistant Professor, Turpanjian School of Public Health, AUA

40 Marshal Baghramyan Ave., U.S. Office WWW.aua.am
Yerevan, 0019, RA 300 Lakeside Drive, Suite 700 www.sph.aua.am
Phone: (+374 60) 61 25 92 Oakland, California 94612 www.chsr.aua.am
(+374 60) 61 40 40 Phone: +1(510) 987-9452 facebook.com/AUASPH/
Fax: (+374 60) 61 25 12 Fax: +1(510) 280-3576 twitter.com/PublicHealthAUA
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Appendix 5. Oral consent form (English version)

American University of Armenia
Turpanjian School of Public Health
Institutional Review Board # 1
Oral consent form

Hi. My name is Meri. | am a graduate student at the Turpanjian School of Public Health at
the American University of Armenia. In collaboration with the Ministry of Health [ am
conducting a study in the scope of my thesis project, to investigate the patient experience
related to treatment received in the Qanager hospital (National Oncological Center) / St
Grigor Lusavorich Medical center.

(For the interviewer) | am from the American University of Armenia. My name is .In
collaboration with the Ministry of Health a research is being carried out, which aims to
investigate the patient experience related to treatment received in the Qanager hospital
(National Oncological Center) / St Grigor Lusavorich Medical center.

The research is conducted among 348 patients who received treatment in the period from
October 2018 to March 2019. You are invited to participate in this study, as you received the
surgical treatment at Qanaqer hospital (National Oncological Center)/ St Grigor Lusavorich
Medical center in 2019. The contact information was provided by the Ministry of Health.

Y our participation in this study will involve only the current telephone interview that will last
10-15 minutes and help to identify different aspects of your experience in the hospital . I
would like to ask you to participate in this study to share some additional details about your
experience.

Your participation is voluntary, and your decision to participate or refuse to participate will
not have any undesirable consequences. You may skip any question you prefer not to answer
and you may stop the interview any time without any undesirable consequences for you.
Participation in the study will not have a negative impact on you.

Y our participation is important for the study. There is no direct benefit for the participation,
but the information provided by you and obtained from you contribute to the improvement of
health services provided in the hospitals. The collected information will not harm either
doctors, nurses or other medical staff.

The information received from you is fully confidential and will be used only for study
purposes. No identifiable information will appear on the questionnaire and the final report.
Your contact information will be destroyed immediately after completing the data collection.
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If you have any questions regarding this study, you can contact the Assistant Professor of the
Gerald and Patricia Turpanjian School of Public Health, Vahe Khachadouryan at (060)
612570. If you think you have been hurt by participating in the study or feel you have not
been treated fairly you can contact the American University of Armenia Human Protections
Administrator, Varduhi Hayrumyan at (060) 61 25 61.

Do you agree to participate?

Thank you.
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Appendix 6. Oral consent form (Armenian version)

<wjwunwbh witiphljjubt hwiwjuwuwpub
Fphubttut <wbpujhtt wenpewuwwhnipjul pwulnipmtin
Ghunwhtimugnunujub Ephliugh phy 1 hwbathwdnnny

bpuqtl hwmiwdwjiinipjub al

Punpl Qtiq: bd wtnitip Utiph E: Gu <uyjuunwbth wditiphlut hwdwjuwpubth
<wbpuyhtt wnnnewwwhnipyui wlnintimh wjupmuwyjub §nipuh nuwbtnn &d: Ukbp
Unnnowyyuihni pjul Guhowpupnipui htim hwiwnbin hd phigh ;ppwtwljutitipnid
hpuwuiugtinid tip hwupgnid, nph byuwnuyio £ ghwhwnty wughbimbtiph
thnpawnnipniip Lwbtwptinh hhjuitimuitingnid ( Ugquyhtt Otuynninghwjut Gttunpni)
/ Unipp 9phgnp Lntuwynphy hhywtinuiingnid pniddwnwynipyniabditipn unwbwhu:

([upgugnnmigujuiph hudwn) Gu <uywunmwith wdtphljubt hwdwpuwpubh
Unnnouwyyuwhwjub Swnwynigynibtitinph htmwugnndw@ b qupqugdwt jhainpnihg td:
bd wimitt B Uklip Unnnowwquihnipjutt Luwpuwpupnigyubt htim hwdwwntin
hpuwuiugtinid tip hwupgnid, nph byuwnuyie £ ghwhwnti pnidwunniatiph
thnpawnnipniip Lubtwptinh hhjuinuingnid / Unipp Gphgnp Lntuwynphy
hhywinuingnid pniddwnuwyni pinLbbbtp unmwbughu:

<tmwgnunipniin hpujubwgynd £ wyl 348 yughtiimitiph opgwtinid, nyptin pnidnid
Ll unwgly Ytipntpywy pdrjuijut fabunmpninid 2018 hnljmtidptinhg dhosle 2019 pyuljuiiih
dwpwn wdhup:

“Tnip hpudhpgwd tip dwubialjgl] wyu htmwgnunni pjutip, pwith np pnidnid tip
unwgt] Lubwptinh hhywbtnuiingnid/ Unipp Gphgnp Lntuwnphs hhquiipuiingnid:
Qtin htinwhuinuwhwdwipp mpuiwnnty £ Unnnowquihnipjutt Lwhiwpunpnieynibp: Qtp
dwublwygnipniip wyu hwpgiwbtp vwhdwbwthwlynid £ dhuyt wyu hinwpunuwhti
hwuipgwuignnygny, npp Julth 10-15 pnyt: Gu Jutinptih Qtiq dwutwygty wyu hwipgdwinp b
wytih dwbpudwubh yuundty Qbp hnpdwnni pjui dwuhi:

<wipgdwiim dwubtgnigniip judunp £ b Qtip dwubwlgnipmnian jud
nnubtthg hpuwdwpytinie npnynidp sh niiitu npk wbguljuh htmbwtiptitp: “knip
Junpnn bp pug pnnit] guijugwd hwipg, nphtt glipunuuniy bp syyumuupawity
nununtighti hwpguqpnygp gmiiljugwd wuwhh wnwbtig npllk wmbgwtiuh
httmbwbtpttiph: <wupgiwip dwubtwlgbn puguuwjuitt htmbiwbp sh niiitm Qtiq
huiwin:

atp Ywubwgnipyniip juplinp £ htmwgnuni pjui huniwp: Qbp
dwubwlgnipiniip sh Ghpunpnid windthpwjuil pwh Qtiq hwdwip, puyg Qtp
unpuiwnpwd myjubtipp Joqbtih puptpuyty hhJuitipuitingiipnid impuiwnpynn
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oSwnwynipnLititinh npup: <ujwpwugnyud hopnpiwghwtt sh ogmugnpdytni h yowu
pdhpliitinh, pnidpnyptiph b wyp pd2jujut wbatwjuqih:

9tin §nnihg mpuiunpyud wyjunbipp wipnnenyhtt qunntth G yuwhybn i
oquugnpdytint it thuyt htmwgnunipyjut tyumuyny: Qtp whap puguhwynnn
nplk hipnpiwghw sh tpytint hwpguwptinphinid b Yytpptwjub qtiynygnid: Qtip
Untnwlunuyhtt myjutitipp Ynsbsugybin mtnihpwygtiu mjunitiph hwjuipugnnithg htinn:

Wu htmugnuni pjut Ytipwptinpuy hwupgtin ndtitugnt niypnid jupnn tp fuy
hwunmwnt] <uyjuunwth wdtiphlywt hwdwuwputth <ubpuyht wnnnewwuhnipyut
dunipintimh nngtitin” Jwht fowswnnipyutih htim, htinbgyu hinwhimuwhwdwpny °
(060) 612570: Gt “dnip Jundnid tip, np htmwugnumipyubp 2tp Ywubwlgnipmian 2tq
Jbwu £ yqumnbwnt) jud Qtiq juy skt Jipupbtpyty, jupnn Gp juy hwumwnty
<wjuunwtth wdtiphuwt hwdwuwpwitth ehijuyh hwitdbwdnynyh hwdwjuipgnn,
Juwpnnihh <ugpnidjubh htinn, hnbywy hinwhimuwhwdwpny™ (060) 61 25 61.

<uwdwaw’jb Ep Ywubwlyghy:

Gunphwuynipnii:
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Appendix 7. Journal Form

Interviewer ID

Date / /
Patient ID Attempt 1 Attempt 2 Attempt 3
1. Complete response (Interviewee completed the interview)
2. Not complete response (Interviewee did not completed the interview)
3. Do not agreed to participate in the interview (reason specify
4. Dis not answered to the phone call
5. Busy number
6. Call later
7. Not eligible ( number is wrong, or other reason specify )
8. Patient is not alive anymore.
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