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INTRODUCTION

Life circumstances of tuberculosis—afflicted people are often rooted in social problems not related to
medicine. To date, healthcare programs in the sphere of prevention and treatment of tuberculosis
accounted for the “social context” of patients in a discriminatory manner, attributing the risk of disease
to vulnerable® groups of population and linking the increase in incidence with low awareness of the
population. Specific policy measures to combat tuberculosis poorly reflected the diversity of social
circumstances of patients’ lives, inactively used the opportunities and rarely took into account the risks
of social status, cultural patterns and value orientations of tuberculosis patients.

Draft Program of the Government of the Kyrgyz Republic on Public Health and Health System
Development for 2019-2030 “Healthy person — a prosperous country” has significantly changed
approaches to public health issues, having formulated the key goal as “strengthening people-centered
systems that ensure public health and provide quality services aimed at maximizing the health of the
population and individuals, reducing health inequalities, providing financial protection.” The
implementation of this goal is planned to fulfill a set of key tasks, including the development of the
public health service, PHC, the improvement and rationalization of the hospital system and laboratory
service. The tasks and principles planned by the Program are coordinated with the main international
standards in the field of human rights to health, including the right to participate in health protection
management.

In the international research practice of studying the extent of the spread of TB, the 4-tier model of
determinants of health, developed by Swedish scientists G. Dahlgren and M. Whitehead?, was widely
used, which fixes the following significant factors for the spread of TB:

Level 1 — socio-economic, cultural conditions and the natural environment as risk factors

e level of economic development of the society (GDP per capita)
e migration processes
e level of TB incidence in the country

Level 2 — working and living conditions as risk factors

e level of income/poverty

e employment/unemployment

e the physical conditions of the dwelling (occupation density of housing, standards of water
supply and sanitation)

e detention in prison/homelessness

Level 3 — psychosocial risk factors

e social exclusion
e depression

Level 4 - individual lifestyle as a risk factor

e smoking/drug use
e alcoholism
e malnutrition, low body weight

Also, along with these factors and risk conditions, it is common to identify key biological risk factors:
gender, age, HIV status, diabetes.

! persons belonging to social groups at high risk of tuberculosis: people of no fixed abode, migrants, refugees, internally
displaced persons living in inpatient social services and social assistance institutions for persons of no fixed abode and
occupation

2 G. Dahlgren and M. Whitehead, “Policies and strategies to promote social equity in health,” Institute for Future Studies,
Stockholm, 1991, here cited from the source: The Impact of Socioeconomic Factors on Tuberculosis

Prevalence in Latvia, available at https://pdfs.semanticscholar.org/1385/792c75fd51d05168e1c8e157090ch5320a31.pdf
(retrieved on 26.02.2018). It is important to note that the article contains studies that tested the impact of all these risk factors in
different countries’ cultural contexts.



https://pdfs.semanticscholar.org/1385/792c75fd51d05168e1c8e157090cb5320a31.pdf

These factors have been tested by scientists from different countries in the context of diverse cultures
of communities and have confirmed their importance both in TB patients turning to health services and
in compliance to treatment.

The question of the impact of social, cultural and economic factors on the success of TB prevention and
treatment in the Kyrgyz Republic has been repeatedly raised in a number of local studies®. At the same
time, the characteristics and mechanisms of the influence of such factors in the cultural context of the
Kyrgyz Republic are still not clear; the values of individual factors on the effectiveness of treatment and
prevention of TB are not “weighed.” Meanwhile, this kind of analysis is very relevant, since today,
despite progress in the fight against tuberculosis Kyrgyzstan is still among the 30 countries with a high
burden of multidrug-resistant tuberculosis (MDR-TB) in the world and is one of the 18 high priority
countries on TB in the WHO" European Region.

Review of statistical data and the results of studies related to the incidence of tuberculosis in the Kyrgyz
Republic make it possible to draw conclusions regarding the understanding of the socioeconomic factors
of receiving medical services for TB patients:

1) Despite the decline in registered patients and mortality rates in the last 10 years, the incidence
of MDR-TB among new and re-treated cases is one of the highest in the world (27% and 60%,
respectively, according to WHO for 2016). The key reasons for the high incidence of MDR-TB are
multiple factors, including those associated with gaps in quality of care at the inpatient and
outpatient levels. These quality gaps lead to late detection of drug-resistant strains of TB,
treatment with inefficient schemes, and a low rate of compliance to treatment among patients”.

2) The burden of labor migration can manifoldly worsen the epidemiological situation of
tuberculosis in the country: there is evidence of a higher prevalence of TB among migrants, as
well as a significantly higher proportion of cases of tuberculosis® in this category of Kyrgyzstani
citizens.

3) There is a gap in the incidence rate of men and women, as well as the possible gender
differences in the rate of decline in morbidity in recent years. In particular, during the period
from 2009 to 2016, a higher incidence rate among men persisted, but the decline was more
dynamic among men (the rate of decline was 16 per 100,000 for men and 3.5 per 100,000 for
women); thus, the ratio of the incidence rate of men and women slightly decreased. The
incidence rate for men has been declining since 2013, while for women the incidence rate began
to decline only in 2015 (see Figure 1).

Figure 1. Gender disaggregated morbidity per 100,000 people. RMIC data

® Study of risk factors of lost to follow-up of DR-TB patients on second-line treatment: KNCV Surveys Results; What are
diagnostic barriers among newly diagnosed Pulmonary TB patients in Kyrgyzstan: patient delay. S.Sokolovsky. Assessment of
Gender Issues in the Kyrgyz Republic. Stop TB Partnership, 2016; and others.

4 WHO. 2017. TB-REP mission to Kyrgyzstan, June 6-8, 2017 http://www.euro.who.int/ru/health-topics/communicable-
diseases/tuberculosis/news/news/2017/06/th-rep-mission-to-kyrgyzstan,-68-june-2017

® Technical report. Study of the medical care provided to patients with tuberculosis and their satisfaction in the Kyrgyz Republic.
2014, USAID - Center for Health Policy Analysis of the Kyrgyz Republic.

® 481 to 1,500 per 100,000, which is higher than the prevalence of tuberculosis in the countries of the Central Asian region. See
in more detail: One-time study of risk factors of tuberculosis disease among migrants in Central Asian countries. Center for
Global Health Studies in Central Asia - Columbia University, 2015
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1) Statistics for 2009-2016 make it possible to note the unevenness of trends in reducing the incidence
of tuberculosis in the regional context. In particular, the rate of decline in morbidity and mortality
varies from region to region. For example, in Jalal-Abad oblast, the incidence rate was significantly
lower in 2009 than in Osh, Naryn and Talas oblasts, but in 2016 the statistical picture in these three
areas improved and in 2016 Jalal-Abad oblast shows the fourth highest incidence rate in the
country, after Chui oblast and Bishkek and Osh cities (see table 1). During the analyzed period, the
incidence rate was especially significantly reduced in Naryn, Osh, Batken and Talas oblasts; in Osh
city and in Issyk-Kul oblast, the decline was slower. Such differences in the rate of change in the
regional epidemic pattern for TB require additional detailed study and “weighing” of the influencing
social and economic factors in each specific case’.

Table 1. TB incidence rate dynamics by regions of the KR per 100,000 people. RMIC data

Region 2010 2011 2012 2013 2014 2015 2016 Dynamics
since 2009

until 2016

82,7 81,8 789 903 0 861 72,7 671
845 8,9 81,4 8.8 80,7 83 765 849 0,4
67,4 671 67,7 701 70 64 585 604 —7
98,6 1035 952 1051 90,5 982 848 773 -21,3
99,5 90,3 87 895 974 90,7 91,2 839 -15,6
98,8 1059 1079 969 1065 10,9 959 83,7 -15,1
144,1 142,8 1339 144 1323 1292 141,7 1352 -8,9
110,9 105 107,1 1189 1216 1189 1151 101 -9,9
98,2 83,5 86 957 83 103,1 89,7 925 5,7

2) The dynamics of mortality of TB patients is also uneven in the regions: the greatest decrease in
mortality in recent years could be achieved in large cities — Bishkek and Osh, while in Naryn, Jalal-
Abad and Talas oblasts, the rate of decline is relatively slow.

Table 2. TB mortality rate dynamics by regions of the KR per 100,000 people. RMIC data

2009 2010 2011 2012 2013 2014 2015 2016 Dynamics
since 2009

until 2016

"in the scientific literature there is even evidence of dependence of the frequency and forms of tuberculosis on the regions of the
republic. see A. Ibraeva, Reproductive function of women living with tuberculosis in Kyrgyzstan, 2012. Author’s abstract of the
dissertation for the Doctoral degree in Medicine. http://medical-diss.com/medicina/reproduktivnaya-funktsiya-zhitelnits-
kyrgyzstana-bolnyh-tuberkulezom#ixzz58nFbj6Ja
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Batken Oblast 4,2 4,8 4,7 6,4 8,4 3,2 3,7 2,8

Jalal-Abad Oblast -1,4
Issyk-Kul Oblast 5,2 5,1 6,5 5,4 3,5 5,6 5,5 4,5 -0,7
Naryn Oblast 8,4 7,2 8,7 6 5,5 8 4,1 4,6 -3,8
Osh Oblast 7,7 7,7 12,5 12 10,4 59 8,7 7,2 -0,5
Talas Oblast 7,2 5,2 4,8 4,7 4,7 4,9 4,7 5 -2,2
Chui Oblast 8,8 11,7 12 10,5 9,5 7,3 5,6 7,9 -0,9
Bishkek city 11,8 13,2 15,3 13,6 13,6 10,6 10,5 9 -2,8
Osh city 14,4 13,9 11 10,2 10,4 7,3 59 5,8 -8,6
10,4 11,7 7 10,1 8,8 8,6 6,2 4,3 -6,1

3) Kyrgyzstan is one of the countries with a high combined level of tuberculosis and HIV infection. The
statistics show that since 2000, there has been no steady decline in the prevalence of TB among HIV-
infected people, and there has been steady growth in the last three years. Experts from the
Association of the harm reduction program “Partner Network” believe that although “tuberculosis
remains the leading cause of death among HIV-infected people, half of cases of tuberculosis leading
to death remain unidentified.”

Figure 2. Prevalence of TB + HIV in Kyrgyzstan per 100,000 people. WHO data
Figure 3. Mortality from TB in Kyrgyzstan per 100,000 people. WHO data

2000 2001 2002 2003 2004 2005 2006 2007 2008 2009 2010 2011 2012 2013 2014 2015 2016 2000 2001 2002 2003 2004 2005 2006 2007 2008 2009 2010 2011 2012 2013 2014 2015 2016

4) A number of academic studies have focused on investigating the impact of socio-demographic
factors, individual lifestyle on the incidence and treatment of TB® in Kyrgyzstan, and provide
evidence of how poor nutrition and plight were significant factors in the spread of TB in sample
groups. They, in particular, provide data on the risks of childhood and adolescent tuberculosis
incidence and the instability of statistics on diseases in these categories of patients’. Due to a
number of factors, especially psychosocial studies in Kyrgyzstan, there was almost no research,
except for the study of the homeless population group, in which the issues of depression and social
exclusion did not act as a background factor in the history of the disease’.

The main objective of this study is to identify the impact of socioeconomic and cultural factors,
including gender relations, on the behavior of TB patients and MDR-TB patients and their decisions
regarding their health, which implies active seeking medical help, diagnosis, counseling, treatment and
compliance to treatment.

8 For example, E. Moldobekova. Epidemiological features of the incidence of tuberculosis in urban residents and the organization
of treatment and prevention activities at the level of primary health care. Thesis for the Doctoral degree in Medicine. Bishkek,
2014

® This is also evidenced by the speeches of responsible health workers in the media
https://24.kg/zdorove/6928_tuberkulez_borba_postfaktum/ ; https:/ru.sputnik.kg/video/20170605/1033692363/deti-v-bishkeke-
vse-chashche-boleyut-tuberkulezom-sanehpidnadzor.html . The authors of this report did not have access to statistics on the age
cohort of patients.

10 E Moldobekova. Epidemiological features of the incidence of tuberculosis in urban residents and the organization of treatment
and prevention activities at the level of primary health care. Thesis for the Doctoral degree in Medicine. Bishkek, 2014
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The logic of this report is based on a detailed study of the set of challenges, barriers, discrimination and
stigma that are encountered by a patient with TB during the “disease — tuberculosis treatment” life cycle
and in relation to which they develop “survival strategies” in the following key institutional
environments/zones:

A) family and family environment,

B) local community (neighborhood or any other type of social organization of everyday contacts
and relations in the area of residence),

C) work collective or sphere of employment,
D) the scope of obtaining medical services.

The authors of the report used the concept of risks and insecurity to analyze the set of challenges and
discrimination of a TB patient and tracked the risks associated with each of the above institutional
environments in a patient’s life.

One of the key aspects and innovative components of this study is the calculation of standardized
indicators of stigma on the scales “attitude of patients” and “attitude of the local community” to
tuberculosis patients'’. The definition of indices allowed a deeper exploration of the psychosocial factor
component, including stigma and (self)stigmatization in the TB patients’ environment.

STUDY METHODOLOGY

To achieve the research objective, the project used a combination of qualitative and quantitative
strategy and used the following methods of information collection:

1. Analysis of documents and statistics

In the framework of the study, an analysis of normative legal acts, research projects, statistics, relevant
to the goals and objectives of the study was carried out.

2. Analysis of the data of the TB Patients TB02 registration log

The analysis of the logs made it possible to study the sex—and—age and territorial differences in the time
between obtaining the analyses results and initiating the treatment of various groups. With official
access to the logs, the researchers moved the log data to the developed database in Excel format in
medical institutions. Within the framework of the research, the 2016 data from six TB02 logs were
analyzed:

— FMC #14, Bishkek

— FMC #1, Bishkek

— Log of registration of people belonging to the “of no fixed abode” category in the Bishkek City CTC
—JAOCTC named after Bauer

— Log of registration of Patients with TB in Bazar-Korgon rayon, Jalal-Abad Oblast

— Log of registration Patients with TB in Kemin rayon, Chui Oblast

3. Survey of the population having experience of treatment/prevention of tuberculosis

11 the methodology for calculating indices was borrowed from international practice. For more details on the methodology, see
the appendix.

11



The survey of the recipients of the services allowed collecting and analyzing information on the
respondents’ value judgments about the quality of the work of medical workers in the performance of
state functions, the level of stigmatization and empowerment™ among people with TB.

The study covered four regions of Kyrgyzstan — the cities of Bishkek and Jalal-Abad; Chui (Kemin rayon)
and Jalal-Abad Oblast (Bazar-Korgon rayon). Data collection took place from August to September 2017.

City/rayon Place of data collection

Bishkek city NCP, CCTC

Kemin rayon Republican hospital of palliative care for TB patients, FMC of Kemin rayon
Jalal-Abad city JAOCTC named after Bauer, City Tuberculosis Dispensary, FMC #1, 2,3,4,5
Bazar-Korgon rayon FDG #9, FMC of Bazar-Korgon rayon, Bazar-Korgon Tuberculosis hospital

A total of 320 respondents were interviewed among the population groups experienced in the
treatment of tuberculosis or members of their families: 80 respondents in each sample region with
equal distribution by sex. All respondents were selected by the convenience sampling method with the
help of medical personnel, VHC members and other community activists.

To measure the level of stigmatization in the survey, the “Tuberculosis-related stigma” scale, developed
by a group of scientists in 2008 and tested in a number of countries, was used. In addition to the
Stigma Scale, the Empowerment Scale™® was also calculated during the data analysis (for more details
and the procedure for calculating both scales, see Appendix 1). The questionnaire was designed in
Russian and translated into Kyrgyz. Both versions were used in the survey, depending on the
preferences of the respondent.

Figure 4. Socio-demographic characteristics of respondents who took part in the survey (%), N=320

12 In recent decades, the term empowerment, which is translated into Russian as “widening of rights and opportunities” is
increasingly being used in international development policies and in strategies to combat poverty. There are many definitions of
the term and different definitions have a common approach: empowerment refers to the process of people’s awareness of the
possibilities and responsibility for actions in the interests of their own health or other issues important to their lives and actually
participating in the planning process

13 van Rie, A., Sengupta, S., Pungrassami, P., Balthip, Q., Choonuan, S., Kasetjaroen, Y., Strauss, R. P. and Chongsuvivatwong,
V. (2008), Measuring stigma associated with tuberculosis and HIVV/AIDS in southern Thailand: exploratory and confirmatory
factor analyses of two new scales. Tropical Medicine & International Health, 13: 21-30. doi:10.1111/j.1365-3156.2007.01971.x
http://onlinelibrary.wiley.com/d0i/10.1111/j.1365-3156.2007.01971.x/full

4 Koren, P. E., DeChillo, N. & Friesen, B. J. (1992). Measuring empowerment in families whose children have emotional
disabilities: A brief questionnaire. Rehabilitation Psychology, 37(4), 305-321.
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4. Semi-structured interviews with service providers

In each village semi-structured interviews were conducted with representatives of medical institutions

working in the field of facilitating access to medical services for TB and MDR-TB patients, such as nurses
of DOT offices, family doctors, phthisiologists and feldshers in the RHP. Interviews with service providers

made it possible to assess the quality of the work of medical staff in the provision of services.

In general, 20 semi-structured interviews with service providers were conducted. The selection of
respondents was carried out by the method of judgments about the expert’s competence level.

For qualitative analysis of the data, a written decoding of all received records, notes of researchers and

audio recordings of the interview was done.

5. Focus-group discussions (FGD) with patients/persons cured of TB, or having experience in the
treatment of tuberculosis

FGD allowed to obtain in-depth information on the main tasks of the study. In total, 4 FGDs were
conducted: 2 FGDs were organized and conducted in the cities of Bishkek and Jalal-Abad (separately
with men and women). All respondents were selected by the convenience sampling method with the
help of medical personnel, VHC members and other community activists. All discussions were audio-
recorded for further analysis. Also, the decoding of audio recordings of all conversations was carried
out, which was used for qualitative data analysis.
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Figure 5. Socio-demographic characteristics of FGD participants (%), N=45
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6. Semi-structured interviews with patients who have interruptions in the treatment of tuberculosis
or who have interrupted treatment

The interviews provided in-depth information on the factors that affect the risk of late treatment,
interruptions and disruption of treatment, including groups of men and women. In total, 8 semi-
structured interviews were conducted: 2 in each region (1 with a man and 1 woman). For qualitative
data analysis, a written decoding of all received records, notes of researchers and audio recordings of
the interview was done.

7. Semi-structured interviews with family members of people with TB

The interview provided in-depth information on the facts of discrimination and stigmatization of people
with TB. In total, 8 semi-structured interviews were conducted: 2 in each region. All respondents were
selected by the convenience sampling method with the help of medical personnel, VHC members and
other community activists. For qualitative data analysis, a written decoding of all received records, notes
of researchers and audio recordings of the interview was done.

ETHICAL EXPERTISE

Two positive conclusions of ethical examination were received for the study due to the special
sensitivity of the research subjects. The first approval of the ethical committee after consideration of all
the necessary documents was received from the ethical committee at the research and production
association “Preventive Medicine” MH KR (extract from protocol No. 3 as of June 9, 2017). Further
documents for the study were submitted to the Abt Associates Institutional Review Board. Only after
receiving the final approval from the ethical committee in the United States (Abt IRB #: 0947) was the
full-scale study started. Also, it should be noted that the entire research team, during the course of the
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ethical examination at the IRB, received CITI (Collaborative Institutional Training Initiative) certificates,
indicating the successful completion of the course on ethical principles of the study.

LIFE ENVIRONMENT OF A TB PATIENT: (IN) SECURITY AND LIFE STRATEGIES

The study of barriers and delays in the provision/receipt of medical services for TB patients in
international practice presents the following conceptual framework:

Figure 6. Conceptual framework illustrating barriers and delays that limit access to diagnostic
assessment and treatment of TB*.

Financial
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The data of our study showed significant variability in barriers and delays, depending on such socio-
demographic characteristics as gender, region of residence, and sometimes family status. On the basis
of subjective assessments and the described personal life experience of the respondents of this study,
the risks and (in)security of men and women with TB in the institutionalized spheres allocated for
analysis and significant for a patient were schematically visualized as follows:

Figure 7. Risks and (in)security of male (on the left) and female (on the right) TB patients in different
institutional environments.

15 Wei-Teng Yang, Celine R. Gounder, Tokunbo Akande and others. Barriers and Delays in Tuberculosis Diagnosis and
Treatment Services: Does Gender Matter? Hindawi Publishing Corporation, Tuberculosis Research and Treatment. Volume
2014, http://dx.doi.org/10.1155/2014/461935
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Family

The family of a patient with tuberculosis is a key area on which the timeliness of the patient’s treatment,
and the continuity of the treatment, and the prognosis of recovery largely depend.

In international research practice, studying the behavior and attitudes of family members of a patient
with tuberculosis, their strategies for adapting to a family member’s illness, represents a whole layer of
knowledge, and becomes the basis for developing special measures to support the family environment
of a TB patient™. In the present study, the respondents, members of a TB patient’s family, were also
included in the sample, and the data obtained for the first time in the Kyrgyzstani context raise the most
problematic and risky areas for adaptation of a patient and his/her family environment to illness and
treatment.

Family members providing care for TB patients at home, carry a significant burden: clean and cleanse
the living quarters, prepare food, monitor the timeliness of food and medicine intake, support the
patient psychologically. This load, as a rule, is performed by women — wives, sisters, mothers and
daughters. Care for a seriously ill relative in a hospital is most often done by women. If a minor child is ill
in a family, the burden of care mainly falls on the mother, as well as measures to prevent the disease
among other family members. If an adult woman or an adult man falls ill in a family, then their children,
especially daughters and/or daughters-in-law, bear full responsibility for care and tendance.

One of the most critical is the awareness among family members of a patient with tuberculosis, because
a correct understanding helps them not only to reduce the risks of spreading the infection, but also
improves the psychological atmosphere and stimulates proper treatment. It is important to note that
almost all interviewed respondents — relatives of TB patients — noted how psychologically it was difficult
for them to understand and accept the diagnosis, how they suffered, seeing the sufferings of their close
one, wept, anticipating negative scenarios of the disease development. As one respondent from Kemin
noted: “It was very difficult for us, we were shocked. When a person first hears this, it’s very scary, it
turns out. Not only me, my husband himself hardly walked. We all cried for a whole month. About a
month we cried, thought that people with this diagnosis do not live, we thought that he would die. Then

18 Joyce T. Sukumani, Rachel T. Lebese, and others. Experiences of family members caring for Tuberculosis patients at home at
Vhembe district of the Limpopo Province. https://curationis.org.za/index.php/curationis/article/view/54/47 ; Samal J, Dehury RK.
Role of families in tuberculosis care: A case study. Muller J Med Sci Res 2016; 7: 150-2.; Samal J. Family perspectives in the
care and support of tuberculosis patients: An Indian context. J Assoc Chest Physicians 2017;5:67-9.
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we heard that even cancer can be cured, and that this disease is curable. Only after this we... Now we

are already used to it, but for 2-3 months we were suffering”"’.

After relatives find out about the diagnosis, many of them change their habitual way of life immediately:
they pay more attention to sanitation and hygiene of the home, are more tolerant and attentive to the
patient, more sensitive to the health of other members of the family, especially children. As one of the
respondents (Kemin), the wife of the ill man, described, for the first time she and her daughter did not
just “scrub” the house every day, but they also soaked the patient’s clothes in chlorine without end. The
woman noted that later many of her husband’s clothes were unsuitable for wearing. At the same time,
some respondents noted in their interviews that they did not allocate separate dishes, towels and a
room for a family member suffering from tuberculosis, because it felt awkward, although they
considered such measures mandatory. Thus, the respondent from Bazar-Korgon, the daughter of a man
with tuberculosis, admitted that despite the patient’s requests, she does not separate his dishes and
seats him to eat with all members of the family, so as not to offend his feelings: “He himself began to
separate from others. | tell him, father, do not do this. And he objects, tells us to separate his dishes. | do
not listen to him, if | put his dishes separately he can think to himself... So | mix his dishes with ours. | do

18
not separate”".

Almost all respondents — relatives of TB patients — are poorly informed about the details of the diagnosis
and treatment of their ill family member, do not fully understand the importance of timely intake of
medications, the inadmissibility of interruption, as well as the prognosis of the treatment duration. Only
one respondent — the wife of the TB patient, who turned out to be a certified nurse — knew all the
details and nuances of diagnosis and treatment of the disease. Despite her husband’s steady form of TB,
they managed to achieve recovery, and the woman is sure that this is due to strict treatment regimen.
She herself did injections and drips to her husband, gave pills according to the schedule, took him for
analyses/tests on time to track the dynamics, tracked the weight and other symptomatic characteristics
of the effectiveness of treatment. The woman remembers that more than once did the man want to
stop taking pills because of side effects (severe nausea), but she always persuaded him to continue
treatment.

The family role of a TB patient and his/her social status determine the attitude and involvement of the
family circle in diagnostics and treatment. If a husband falls ill in the family, the whole family “gets sick”
and empathizes, “endures” his mood worsening, and the work load of women and girls is increased to
provide sanitization for the home in order to prevent tuberculosis among other family members.

Interviews with TB patient’s family members showed that they may experience shame, resentment,
guilt for their relative’s illness, and sometimes anger. It is especially difficult for family members to
accept the situation when, despite their efforts to care for a sick relative, the condition of a close one
may worsen. For example, one of the respondents (Bishkek) is forced to take care of her seriously ill
sister in the hospital. She regretfully said that the sister has been treated for several years now and is
now in very serious condition. The respondent was concerned that there was a risk of getting sick
herself, noted that she had small children and a husband who constantly warned her about the rules of
hygiene and prevention of infection. She also admitted how psychologically difficult it is to take care of
seriously ill relatives: “My sister has become more nervous since she fell ill, she curses a lot. Capricious.
She gets worried and nervous because of little things. It’s hard for me, too. For example, my health is
normal, when | take care of her, she does not allow me to go outside. But | want to go outside, | am

17 AsiBait sxaman Gomnayk, Mok Gonmyk. Bupunum ykkamaa asBaif kaMaH GONOT 9KeH Kumm. MH MeH aMec KyleM o3y apaH
KYpAy, 0613 OaapbIObI3 BN 3Je KaraHObI3 Oup ainail. bup aiinait sritnam xypayk O6u3 oitnoron0Oys, ik MyHY MEHEH BOOOIIe
KamabalT ro, eyn KauaT ro Ael oiloroHOy3. AHaH KUMKH 371e yrymyOy3ua MbIHIAH Jarbl pak aibiraT skeH, Oys oopy zaene
aifpIraT SKeH JIereH/ie TaHa Ou3 e3y0y3 SMeTHIl KaiIblK. A3BIp KOHYII KaJIbIK, a Tak 2-3 aiiail BoOOIIe KBIHHAIIBI XKYPAYK.

18 93yHeH o3y Gemym 6amTabl. AHAH MEH aifTaM, aTa, KOMHy34y, aHTICHU3, YITHHTHII 3ME KbiTaMa. AHTCCH Jele, KOK IeHT,
cuiep ’KaH HepcecHHep, KO MeHNH UANIIIMAN o3YHIe Oelyn koe Oepruiie nen. Men ara sMe KeutdaiimMaa, 6eirym koiicom,
MHCaJIBl aTaM HYWHEH Jarbkl OMIIOHOT. AHAH MEH apajallTHIPBI 3Jie 9Me KbUTaM. MeH Mucaisl, 6e10eiM..
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healthy after all. | think to myself — you are sick and suffering, and so you do not go outside, but I’'m

healthy. How can | not go outside?! | don’t tell her, I’'m just thinking to myself”*.

The expectation of participation and the patients’ perception of the contribution of family members to
their recovery often differ from the perception of their family circle that cares for them. So, for example,
the perception of a patient’s relatives about the measures being taken is a picture of serving and self-
sacrifice, which does not include questions of care for their own health, nor questions about the labor
contribution of the patient.

To the question about measures taken by family members after they learned about the disease
respondents from the TB patient category presented the following range of responses (see Figure
below): a) strengthening measures on preventive healthcare and to prevent infection (a more thorough
approach to sanitation, hygienic measures — washing hands, ventilating the premises,
requiring/adherence to wearing a mask, as well as separating the dishes and the patient’s living space
from the rest of the family, more frequent medical monitoring of the health of family members); b)
provision of a “preferential” household work regime for a sick family member; c) demonstration of
caring for the patient and psychological support for him/her (offering help, caring for the patient’s
nutrition, etc.). It is interesting that the respondents gave a little more attention to such responses as:
they began to keep my things separate, gave me a separate room, began to wear a mask, began to force
me to wear a mask... Women emphasized measures such as: release from domestic affairs, washing
hands before meals, a more attentive attitude to the health of the patient and caring for her...

Figure 8. Responses to the question: “What measures did your family members take after they
learned about the iliness?” (N=313, except for 7 respondents who answered “I live alone” and “I left
home,” men N=155 and women N=158)

19 35kem oopyramsl kemn HepTeHeT, ypymiar. Kanpusnas. Kiaune Hepce GOICo Kailrbphin Kaamsr. Mara aarst Kblitbin. Mucaisl,
MEHHH JIeH COOTYTYM HOpPMaJIbHBIN aHaH MEH Kaparl >KaTKaH/a aJl MEHHM 3IIIKe YbIKIa AeiT. MEHHH JIeH COONyryM OOITOHAYKTaH
MEH 3IIUKE YbIKKBIM KeJIET aJ Kak OyIl skakTapra 0acKbIM KeJleT. AHaH MEH MYMMEH aliTaM CH3 IO YIIMHTHUI OOpPYM KbIHHAIr aH
YUYH aiiyla %)OK YbLJIall aTaM Jell. MeHUH JAeH COOIyTryM HOPMaJIbHBIH KaHTHII SIIHKE YbIKIaiM. AWTIIaM IPOCTO HINMEH
OLLCHTUII OMJIOHOM..
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A significant proportion of the information obtained in our study describes the perception and attitude
of a TB patient to their family environment. The overwhelming majority of respondents said that the
family®® was a “fortress” for them, hiding from stigma and discrimination of the outside world, the
family provided tendance and care for the patient.

First of all, the respondents noted the material and financial support of the family, without which the
patient with tuberculosis, being the breadwinner of the family, could not survive during the (partial) loss
of ability to work. Among all the subjects who provided material assistance, it is family members who

are the most significant support structure in all regions, on average for 96% of respondents.

20 Respondents sometimes included only the closest circle of blood relatives in the scale of the family, sometimes the family

acquired the character of an extended group of relatives, including cousins and second cousins.
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Figure 9. Who helped you financially when you found out about your diagnosis? (N=288, the number
of respondents who answered that they were helped financially) (%)

Family members [N o6
Medical workers [ 19

NGO (Red Crescent, Alternative in addiction medicine,
etc) B 19

Medical organization [N 17

People who receive treatment or have recovered from . 6
TB

Patient support groups I 2

Others || 2

The breakdown for patients who received only outpatient or only inpatient treatment, and those who
received both types of treatment, indicates that TB patients receive assistance both in inpatient
treatment and in outpatient or mixed care, primarily from family members. The family helps financially
in almost 100% of cases of inpatient treatment and at the level of 96-97% in the case of outpatient
treatment, that is, the illness of a family member becomes a financial burden for his family. In the
interview, respondents were informed that in cases when the main breadwinner in the family wasiill
(mostly the husband), the parents of the wife provided material support to the whole family of the sick.
Also, often the material support of the patient and his family is carried out by brothers and sisters on
both sides.

Table 3. Who supported you financially when you have learnt about your diagnosis? (%)

Only outpatient ~ Only Outpatient and Only outpatient ~ Only Outpatient and

treatment inpatient inpatient treatment inpatient inpatient

(N=26) treatment treatment (N=37) treatment treatment
(N=27) (N=86) (N=26) (N=86)

Medical workers 2 9 25 5 13 14

People who receive 1 1 9 2 1 3

treatment or have

recovered from TB

Patient support groups 0 1 2 2 0 1

NGO (Red Crescent, 3 6 19 4 2 22
Alternative in

addiction medicine,

etc.)
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The majority of respondents received psychological assistance from various sources, however, in this
case, as well as with material assistance, the main support was provided precisely by the members of
the family”* (96%).

Figure 10. Who helped you psychologically when you found out about your diagnosis? (N=301, the
number of respondents who answered that they were helped psychologically) (%)

Family members [ 96
Medical workers [ 44
Medical organization [ 42

People who receive treatment or have recovered from

|
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Religious activists/communities I 3
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The assessment of psychological support of the family given by TB patient respondents, taking into
account the type of treatment — inpatient, outpatient or mixed —is as follows:

Table 4. Who helped you psychologically when you have learnt about your diagnosis? (%)

Only outpatient ~ Only inpatient Outpatientand  Only Only inpatient Outpatient and

treatment treatment inpatient outpatient treatment inpatient

(N=29) (N=28) treatment treatment (N=24) treatment
(N=91) (N=39) (N=90)

Medical workers 12 16 47 19 21 51

People who receive 9 15 43 10 8 39
treatment or have

recovered from TB

Patient support 0 2 11 3 0 9
groups

NGO (Red Crescent, 3 4 16 3 1 15
Alternative in

addiction medicine,

etc.)

Thus, according to the respondents’ estimates, the family provides financial and psychological support
equally.

The respondents’ high assessment of the psychological help of the family paradoxically does not exclude
the problems of discrimination, psychological pressure on the patient within the family. So, for a young
man, tuberculosis is associated with the risk of losing/destabilizing the status of the breadwinner, the
head of the family and feeling guilty. In the focus group in Bishkek, a young man said that he feels very

2! In general, apart from the family, three other main sources of psychological assistance were noted: a medical worker in PHC
(44%), a medical organization (42%) and people who receive treatment or were cured from TB (41%). The highest proportion of
respondents who noted a medical worker and a medical organization as one of the main sources of psychological support is in
Kemin rayon and Jalal-Abad city, and the smallest in Bishkek.
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uncomfortable, because not bringing money home, he feels the need for at least a participation in the
household in terms of labor contribution. But the performance of heavy physical work around the
household (chopping wood, bringing water from a stand pipe, putting away hay, etc.) is also problematic
for him because of taking medication, or rather — it requires a special mode of work and rest. Because of
the complexity of explaining this situation to his relatives, the sick man feels guilt and rejection.
Respondents in the Bishkek’s male focus group confirmed that when they had to sleep during the day
after taking medication, often family members perceived it with a lack of understanding, negatively, as
confirmation of their laziness, idleness.

If a young woman — a daughter-in-law — gets ill, the family circle may not be loyal to her and even
exercise violence: daughters-in-law talked about their mother-in-law’s attempts to drive the sick women
out immediately after diagnosing the illness or increasing discrimination and violence during the
treatment, including prohibition of reproduction, economic violence (do not give money for
transportation costs or for radiographic examinations and other expenses for medical services), physical
violence (doctors talked about scandals and beatings of women by their husbands even in the hospital
under the pretext that they are hospitalized to take time off from homework), etc. In some cases, when
a young woman was very ill, she was sent to the home of her parents or siblings who were taking care of
them.

For a young woman, her family roles particularly affect the timeliness of access to medical services and
treatment. Among the respondents of our study, the presence of young children became a critical factor
for a young woman: some women could not go for examination and subsequent hospitalization or full-
time outpatient treatment because they had no one in their family to entrust the care for their young
children. At the same time, the presence of small children in some cases forced the woman to fight for
the right to go to a tuberculosis hospital due to fear of infecting children if she was treated at home.
Fear of infecting children reinforces (self)stigmatization and psychological suffering of women with
tuberculosis.

Thus, the family role and status of a patient with tuberculosis, their perception of role expectations are a
significant correlator of attitudes towards illness and behavior in obtaining medical services. For
example, for some men, the family was perceived as an incentive for healing and recovery, as men
emphasized their responsibility for fulfilling the traditional role of the family breadwinner. One of the
respondents during the FGD in Bishkek, in response to discussions about the multiple side effects of
medication, about the severe mental and physical state after taking medication, commented as follows:
“I think this is because they (other respondents) are still young and do not understand that it is necessary
to survive by all means, to continue to feed the family. | need to marry off my daughters, marry off my
son. When I’'m taking medicine, I’m thinking about it, and not that it makes me nauseated and that it’s
hard for me. Whatever they give me to take, whatever the treatment, | will still complete the treatment.”
At the same time, according to one of the respondents, the same dedication to family roles did not
allow her father to seek medical help on time: he could not go to the doctors, as he and his wife took
care of several of the grandchildren left in their care by children who left for labor migration.

Family circle can not only fail to provide psychological support to a sick family member, but also
stigmatize them. Therefore, respondents expressed the opinion that patients with tuberculosis are often
afraid to inform even their family members about their illness (more than 50% of such responses are for
both male and female respondents; see the table below). The patient’s fears are associated with the
expectation or real practices of isolating a patient in the family when the family does not want to eat
and drink with the sick family members (more than 60% of responses for both women and men). More
than 18% of respondents said they know someone who was forced to leave their family because he/she
was sick with TB. In the discussions, opinions were often voiced that in case of a woman’s illness
husbands abandon them. In the focus groups of women in Jalal-Abad and Bishkek, the overwhelming
majority of women said that after learning about the diagnosis, the husbands or grooms left them
forever, or talked about the experience of other women they knew. In men’s focus groups, the very idea
that a wife can abandon her husband on the basis of the “tuberculosis” diagnosis seemed unacceptable
and contrived even in a hypothetical situation.
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Table 5. The share of respondents, who agreed with the statements, by gender and residence region

| know someone Some people  Some TB Some TB people
who was cannot want people feel are afraid to tell
compelled to to eat or guilty because  to members of
leave the family  drink with their family is the families of
because he/she  members of compelled to their TB status

is a TB patient the family take care of
with TB them
status

Men (N)

Men (%) 25% 60% 80% 45%
Women (N) 10 24 26 15
Women (%) 25% 60% 65% 38%
Total (N) 20 48 58 33
Total (%) 25% 60% 73% 41%
Men (N) 4 28 32 32
Bishkek city Men (%) 10% 70% 80% 80%
N=80 Women (N) 7 22 28 24
Women (%)  15% 55% 70% 60%
Total (N) 11 50 60 56
Total (%) 13% 63% 75% 70%
Men (N) 13 34 32 23
Jalal-Abad city Men (%) 33% 85% 80% 58%
N=80 Women (N) 10 38 31 25
Women (%)  25% 95% 78% 63%
Total (N) 23 72 63 48
Total (%) 29% 90% 79% 60%
Men (N) 0 13 11 15
Bazar-Korgon Men (%) 0% 33% 28% 38%
N=80 Women (N) 2 16 16 19
Women (%) 5% 40% 40% 48%
Total (N) 2 29 27 34
Total (%) 3% 36% 34% 43%
Men (N) 27 99 107 88
Total for sample Men (%) 17% 62% 67% 55%
N=320 Women (N) 29 100 101 83
Women (%) 18% 63% 63% 52%
Total (N) 56 199 208 171
Total (%) 18% 62% 65% 53%

It is important to note that the indicators that testify to (self)stigmatization and discrimination in the
family vary by region: respondents in Bazar-Korgon spoke less about the facts when someone was
forced to leave the family because he/she was sick with TB, feelings of guilt towards members of the TB
patient family, about the fear of telling about their diagnosis, as well as about the experience of
separating the patient from a family meal. These figures among respondents from Jalal-Abad and
Bishkek indicate a more unfavorable family environment and psychological atmosphere. As a
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hypothesis, it is possible to propose a positive impact on the perception of TB patients and reduce
stigma as a result of activities that contribute to reducing stigma and discrimination against tuberculosis
patients through raising public awareness, which at the time of the study were conducted in the Bazar-
Korgon district?’. This hypothesis is also evidenced by a number of other indicators that significantly
differentiate the views of Bazar-Korgon respondents from respondents from other regions. In particular,
the answers to questions about the impact of the status of TB patient on the role possibilities of women
and men in the family have regional differences. Thus, 80% of male and female respondents in Jalal-
Abad believe that women’s TB is especially dangerous for others, while only 6% of Bazar-Korgon
respondents agree with them and about a third in Kemin and Bishkek. Thus, it was probably the
conducted awareness-raising campaign in Bazar-Korgon that helped to reduce stigma and discrimination
against women and men sick with TB>.

Table 6. The share of respondents, who agreed with the statements, by region of residence

S 5
) o0 ] =
About women 3 S S g 3 M About men
£ z < a < g = L
£ = K N £ G| = S
< o & @ < o = @
Women’s TB is especially ) 24 23 64 5 23 17 64 5 Men’s TB is especially
dangerous to family and S 5 P T = P i o = dangerous to family and
society “ “ % % % % = % % society
Some people consider Some people consider
that a woman who used that a man who used to
to have a TB status have a TB status cannot
cannot be good... be good ...
... mother N 26 7 33 9 25 5 33 9 ... father

% 33% 9% 41% | 11% | 31% 6% | 41% | 11%

N 25 7 33 5 21 7 33 4 ... husband
% 31% 9% 41% 6% 26% 9% | 41% | 5%

... homemaker N 24 9 27 5 22 8 28 5 ... master of the house

% 30% 11% 34% | 6% | 28% | 10% | 35% | 6%

... daughter-in-law N 25 11 29 17 23 8 29 18 son-in-law

% 31% 14% 36% | 21% | 29% | 10% | 36% | 23%

... earn well N 38 23 29 18 41 24 30 18 ... earn well
% 48% 29% 36% | 23% | 51% | 30% | 38% | 23%

Some people consider N 32 20 29 18 35 22 28 17 Some people consider
that one should not that one should not
marry a woman who had marry a man who had a
a TB status TB status
Some people consider N 35 16 29 5 31 14 31 4 Some people consider
that a woman who used that a man who used to
to have a TB status, have a TB status, cannot

cannot give birth to a have a healthy child
healthy child

% 40% 25% 36% | 23% | 44% | 28% | 35% | 21%

% 44% 20% 36% 6% 39% | 18% | 39% | 5%

Despite some of the abovementioned negative assessments of family influence on the diagnosis and
treatment of a TB patient, their assessments of their own power in the family as a whole were very
optimistic (see Table 7).

Table 7. The level of empowerment at the family level, by gender and region (possible values 0-3; the
higher indicator corresponds to a higher level of empowerment) (N=320, men N=160, women N=160)

22 For more details, see reports on the communication campaign carried out by Door Media.
28 The proposed hypothesis on the effectiveness, positive impact of the information campaign on the perception of TB patients
and the disease itself requires additional focused research and analysis.
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| can easily use the family budget | can openly discuss TB and other health
if | need to pay for medical issues with my family
services and/or buy drugs

Jalal Abad

EVE]S
Korgon

Total for
sample

As can be seen from the table, respondents expressed confidence that they can freely discuss their
health and diagnosis with their relatives, and also expect them to finance the costs of medical services
from the family budget, if necessary. In general, such confidence is found among respondents from all
regions of the study, but among the respondents from Bazar-Korgon the assessment of power in the
family is slightly higher than in other regions and the average for the regions.

Local community

Most of the respondents from Kemin, Bazar-Korgon and Jalal-Abad stressed the exceptional importance
of the local community in their lives and the fear of being excluded, discriminated by the local
community. The threat of being subjected to social exclusion, dropping out of networks of local
community interactions is perceived in the rural community or in the realities of small towns as the
worst punishment and test. As one of the respondents notes, the wife of a patient with TB: “Everyone is
hiding. Openly declaring (about the disease) does not even cross my mind. You do anything for people
not to find out about his illness, we are afraid that people will stop coming to us. That we cannot go to
anyone, that they will stop inviting us to visit — these are the apprehensions, we have such thoughts”**.

Measurements of the subjective perception of the local community’s attitude showed:

e The overwhelming majority of respondents with TB prefer to keep their disease secret from the
community.

e Almost half of those whose community is informed of their health status regret it and would
prefer that they did not know.

e In a larger proportion, information about the health status was disseminated not by the patient
himself but by others — his relatives, social or even medical workers or unidentified sources.

Respondents’ answers to questions about the perception of the attitude of the local community vary by
region. So, the largest number of respondents who answered “yes” to the question “Do villagers or your
neighbors know that you have TB?” are respondents from Kemin and Bazar-Korgon (moreover, while in
Kemin more men answered yes to this question, in Bazar-Korgon more women did so). The source of

24 ByT a1 KaIIBIPHIT SMETKEH KHIIIIED, AHAH SMHE GOy aYbIKKA UBITBIT MEHHH M33ME Jele KUPTeH XKOK a3bIpubl. JIITeN 371e
KHIM Onnbece S9KeH 0OpyTaHbIH, OM3 KOPKKOHYOY3 Yire Kumu Kupoeit kanarko. bus GupeeHykyHe xupe anbaii kanaObI3ro,
OM3M KOHOKO YaKbIpOail KaJIBIIIATKO JIETCH JJIe O KeTeT
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information about the patient’s diagnosis was most often the TB patient him/herself in Bishkek (women
100%) and in Bazar-Korgon (women 72% and men 68%), while in Kemin and Jalal-Abad the proportion of
respondents who informed the local community was less than a quarter and less than one seventh,
respectively. It is noteworthy that the proportion of those who regret that the local community was
informed of the patient’s illness was the lowest in the Bazar-Korgon district, which indirectly indicates a
low level of stigma and discrimination against a patient with TB.

More often than not, in Jalal-Abad and Kemin relatives acted as distributors of information about TB,
which probably was uncontrollable for the patient and was most likely undesirable for him/her. In Bazar-
Korgon rayon, the proportion of relatives as sources of information about the disease was the least in
comparison with other regions, and the respondents themselves were more often the source of
information about them having TB, which also indirectly indicates a relatively low level of stigma and
discrimination against TB patients.

Table 8. Subjective perception of the attitude of the local community

Do your If they do
fellow not know,
villagers would you
or If know, whence did they have learn about it? like them to

neighbors know about
know it?

about

your TB

status?

From relatives From a From a
me medical social

worker worker
Male (N) 30 10 6 16 0 0 8 12 18
Male (%) 75% 25%  20% 53% 0% 0% 27%  40%  60%
Female (N) 18 22 5 5 1 0 7 2 16
Female (%)  45% 55%  28% 28% 6% 0% 39% 11% 89%
Total (N) 48 32 11 21 1 0 15 14 34
Total (%) 60% 40%  23% 44% 2% 0% 31%  29% 71%
LGS Male (N) 7 33 3 3 1 0 1 2 5
N=80 Male (%) 18% 83%  43% 43% 0% 0% 14%  29% 71%
Female (N) 3 37 3 0 0 0 0 2 1
Female (%) 8% 93%  100% 0% 0% 0% 0%  67% 33%
Total (N) 10 70 6 3 1 0 1 4 6
Total (%) 13% 88%  60% 30% 0% 0% 10%  40% 60%
Male (N) 16 24 2 13 0 0 1 6 10
Male (%) 40% 60%  13% 81% 0% 0% 6%  38% 63%
Female (N) 19 21 3 14 0 1 1 4 15
Female (%) 48% 53%  16% 74% 0% 5% 5%  21% 79%
Total (N) 35 45 5 27 0 1 2 10 25
Total (%) 44% 56%  14% 77% 0% 3% 6%  29% 71%
Male (N) 22 18 15 4 0 0 3 16 6
Male (%) 55% 45%  68% 18% 0% 0% 14%  73% 27%
Female (N) 25 15 18 4 1 0 2 17 8
Female (%) 63% 38%  72% 16% 4% 0% 8%  68% 32%
Total (N) 47 33 33 8 1 0 5 33 14
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Total (%) 59% 41% 70% 17% 2% 0% 11%  70% 30%

e ke Male (N) 75 85 26 36 0 0 13 36 39
sample  WYNATA| 47% 53%  35% 48% 0% 0% 17%  48% 52%
A comale(N) 65 95 29 23 2 1 10 25 40
Female (%)  41% 59%  45% 35% 3% 2% 15% 38% 62%
Total (N) 140 180 55 59 2 1 23 61 79
Total (%) 44% 56%  39% 42% 1% 1% 16%  44% 56%

Thus, a reduction in the level of stigma and discrimination of TB patients, an increase in the
confidentiality of TB patient’s diagnosis for social workers and health workers in Bazar-Korgon rayon
testify to the possibility of changing attitudes and behaviors in relation to TB patients and their
treatment given an adequate information impact.

Due to the fact that stigmatization is assessed by respondents everywhere as the heaviest burden of a
patient with TB, a special scale “Stigma associated with tuberculosis” was used for measurement in the
study and the data were subjected to factor analysis in order to determine the key causes and
consequences of stigma in relation to a TB patient.

The calculation of indices on the scale of stigma included a number of statements for respondent’s
evaluation from the point of view of an individual and from the point of view of a community. The
figures below represent the comparative “indices” of consent levels on the stigma scale — from the
community’s position on TB and from the position of patients towards TB*.

Figure 11. Level of agreement with the statements on the scale Attitude of the community towards TB
patients (N=320)

W Agree M Disagree No answer
Some people are afraid of those with TB 15%
Some people try not to keep in touch with others with
18%
TB
Some people feel uncomfortable about being near e
those with TB
Some people do not want those with TB playing with
. . 19%
their children
Some people may not want to eat or drink with family
18%
members who have TB
Some people keep their distance from people with TB 18%
Some people do not want to talk to others with TB 18%
Some people may not want to eat or drink with friends
18%
who have TB
Some people don’t want people with TB living in their —
village, mahalya, community
If a person has TB, some community members will e
behave differently towards that person for the rest of...
Some people think that those with TB are disgusting 21%

Even a cursory look at the results of assessing the statements on “Community’s attitude towards TB
Patients” testifies that the main cause of stigma is related to respondents’ fears of accidental infection.

5 The statements in the diagram are presented according to agreement degree.
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It is no coincidence that one of the respondents in FGD in Jalal-Abad said that she envies people with
deadly cancerous diseases — no one is afraid to get infected from them, everyone feels love for them,
sorrow, at least pity. A woman from Bazar-Korgon recalled that when information about her
tuberculosis spread in the local community, most villagers stopped greeting her. “At first | was puzzled
that they did not even want to say hello. | cried a lot then, | thought, why did they do that. There were
even days when | wanted to kill myself. But then | imagined the fate of my children and decided that |

should live for their sake”*®.

Statements on the “Patients’ attitude towards tuberculosis patients” scale are projective questions and
allow to identify a set of attitudes and opinions of TB patients about other patients, an idea of their
perceptions in society. Respondents’ answers to the statements on the scale show that TB patients
suffer from loneliness and self-stigmatization, feel guilty, are afraid of infecting their loved ones and are
worried about the similarity of their disease stigma with other stigmatized diseases (such as AIDS, for
example).

Figure 12. Level of agreement with the statements on the scale Patients’ attitude towards TB patients
(N=320)

H Agree M Disagree M No answer
Some people who have TB will choose carefully who they tell
. 12%
about having TB
Some people who have TBfeel hurt because of how others
) 17%
react when they find out they have TB
Some people who have TB feel guilty because their family has
. 10%
the burden of caring for them
Some people who have TB keep their distance from others to
. . 16%
avoid spreading TB germs
Some people who have TB feel alone 9%
Some people who have TB are afraid of going to TB clinics e
because other people may see them there
Some people who have TB feel guilty for getting TB because of
. . . . 16%
their smoking, drinking, or other careless behaviors
Some people who have TB are afraid to tell their family that
11%
they have TB
Some people who have TB are afraid to tell their family e
members (relatives) that they have TB
Some people who have TB lose friends when they share with
25%
them they have TB
Some people who have TB are afraid to tell others that they
. 21%
have TB because others may think that they also have AIDS
Some people who have TB are worried about having AIDS 24%

The indices calculated on the basis of assessment of the statements on both scales, are standardized
indicators of stigma that range from 0 to 50. High rates correspond to a high level of stigma.

% Bupunuwn, Gynapra sMuae 6011y, MCH MEHEH CYHIIOLIKYCY KeJIOSHT, yuypalKbIChl KeIOSUT e, OLION Masijia bliial Kauat
00JIyMyH, SMHETe MBIHTHII aTHIIIAT JeI. O3YMIY 63YM OITYPTYM KelreH KYHIepre Oapsin aTThIM. Bupok GanmaphIMIbH KYHYH
JIECTETHII, OaIapbIM YUYH JKaIlallbIM KepeKMUH Al KaifTa...
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Table 9. The standardized indicators of stigma — “indices” by the Attitude of the community towards
TB patients and Attitude of patients towards TB patients scales

Attitude of the community
towards TB patients

Attitude of patients towards TB patients

Bishkek

Jalal-Abad

Calculations of standardized indicators of stigma — “indices” for tuberculosis patients show a
stigmatization level above average and make up 30.9 points on the “Community’s attitude towards
tuberculosis patients” scale, and on the “Patients’ attitude towards tuberculosis patients” scale — 29.9
points”’. The difference in answers by gender is not significant. Regional differences cannot be
considered significant, although the difference between the generalized index in Jalal-Abad and in
Kemin is almost 7 points on the “community’s attitude towards tuberculosis patients” scale. Data on
Bazar-Korgon are not presented due to the high proportion of respondents who found it difficult to
answer the question®.

A comparison of the standardized indicators of stigma obtained during this study demonstrates that
they are slightly higher than those calculated from the results of studies in South Thailand and Mexico®.
However, the difference as a whole is not significant, the level of stigmatization of TB patients seems to
be approximately the same in all three countries.

Table 10. Comparative table of standardized indicators of stigma by countries (vary from 0 to 50, high
values correspond to high level of stigma)

Scale: Attitude of
patients towards TB
patients

Scale: Attitude of
the community
towards TB patients

Period of data
collection

Country

South Thailand August 2004—

December2005

204 TB patients
registered in eight
hospitals

Mexico January— February 217 respondents in 28,9 28,3
2009 5 states of Mexico
Kyrgyzstan August— September 170% respondents in 30,9 29,9

2017

Bishkek and Jalal-
Abad cities, and

%7 standardized indicators of stigma range from 0 to 50. High rates correspond to a high level of stigma. Data on Bazar-Korgon

are not presented due to the high proportion of respondents who found it difficult to answer the question

28 although field workers did not note difficulties in understanding the statements, the majority of respondents chose the option "I
find it difficult to answer," at least for 1 statement.

2 The Stigma Index was developed in Thailand and adapted in Mexico and Kyrgyzstan. The validity of the index was confirmed
in studies in South America in 2016, in Brazil in 2016, in the United States in 2015 (only the HIVV/AIDS stigma index).

%0 120 respondents found it difficult to reply to at least 1 statement of the index and were disqualified for further analysis
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Bazar-Korgon and
Kemin rayons

The definition of indices of stigma demonstrates that stigma works both as an external and as an
internal mechanism. In other words, while suffering from stigmatization, opposing the stigma of TB
patients in relation to themselves, at the same time TB patients themselves share discriminatory and
stigmatizing attitudes towards other TB patients. This phenomenon is especially well reflected by a
diagram comparing the assessment of the causes of the illness that the respondent identifies for
him/herself and for other TB patients.

Figure 13. Causes of TB disease (N=320)

I USED A SPOON OR DRANK FROM A BOTTLE OR FROM A CUP
OF A PERSON WITHTB

I SLEPT IN A BED WHERE A PERSON WITH TB RECENTLY SLEPT

FROM RELATIVES WITH TB WHO LIVED WITH MEAND HAD
SEVERE COUGH

THESE ARE THE CONSEQUENCES OF THE FLU OR OTHER
DISEASES

BECAUSE OF BAD NUTRITION
THESE ARE THE CONSEQUENCES OF UNSANITARY CONDITIONS
(DIRTY AT HOME, THE USE OF UNWASHED PRODUCTS IN
FOOD, ETC.)

BAD HABITS (SMOKING, ALCOHOL, ETC.)

I GOT ITIN PRISON

B How in your opinion did get TB? B What other ways can people get TB?

One of the consequences of stigmatization is often forced withdrawal from the local community, as life
in isolation becomes morally unbearable®!. About 18% of respondents indicated that they knew
someone who had to leave the community because he/she was sick with TB. The share of such
respondents is higher in Jalal-Abad and lower in Bishkek and Bazar-Korgon, where the share of those
who found it difficult to answer the question is the highest (84%).

Table 11. The share of respondents who have agreed with the statement: | know someone who had to
leave the community because he/she turned out to have TB

Region %
Kemin (N=80) 25%
Bishkek (N=80) 14%
Jalal-Abad (N=80) 29%
Bazar-Korgon (N=80) 3%
Total for sample (N=320) 18%

31 The study to assess VHC activities in 2017 (Impact Assessment of the "Community actions on health issues” project, the Swiss
Red Cross) includes a case in Kemin when a young woman was forced to leave her parents’ home in Bishkek after a local health
worker released information about her TB affliction (no definition of "TB status," this can enhance stigma).
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Work colleagues

The sphere of labor and employment is one of the key problems for tuberculosis patients, on the one
hand, because for patients with tuberculosis having permanent employment, work symbolizes health
and social integration, on the other hand, because unemployment is axiomatically perceived as the most
important social factor in the spread of tuberculosis. In international practice, many studies are devoted
to the study of the relationship between the status of the unemployed and getting ill with
tuberculosis®®. Familiarity with the reports of a number of such studies shows that the unemployed
status, as well as the factors and conditions associated with this status (poverty, alcoholism, drug
addiction, excessive smoking, etc.) directly correlate with the level of tuberculosis spread.

In the present study, the share of the unemployed among the respondents was quite high (51% of the
survey respondents identified themselves as unemployed, except for such statuses as “housewife”,
“periodically working on short-term contracts”), including:

e 27 unemployed citizens, 4 pensioners and 4 students (out of 45 participants in four focus
groups). 10 respondents, who stated that they have a job, mainly belonged to the groups of
“precrariate (workers with a risky workplace)” — representatives of short-term working
professions (4 people), had the status of private entrepreneurs (2 respondents), or worked
being hired by private individuals on a “permanent” basis,

e Among 8 interviewed patients with tuberculosis, none of the respondents had a permanent job
at the time of being diagnosed with TB,

e Of the 320 survey respondents, 84% were not employed at the time of the survey.

International research also established a direct link between the status of the unemployed, delays in
accessing medical services and interruptions in treatment. In this study, some respondents who
discontinued treatment stated that the inability to provide for a family’s livelihoods forced them to take
a break as soon as they felt better; several respondents expressed regret that the disease progressed
after a heavy workload — most often participation in the construction of housing.

Discussions around the experience of labor migration of TB patients are interesting. The traditional point
of view is that migrant workers from the Kyrgyz Republic who live in Kazakhstan or the Russian
Federation live in crowded conditions, do not eat well and that is exactly why the risks of tuberculosis
are very high. Indeed, among FGD participants, a considerable number of respondents had experience
working in labor migration in Russia and it was there that they learned about their illness. As many
respondents said, they left for work, feeling that they are full of health and strength and are able to bear
the burdens of physical labor and the hardships of life in a foreign land. But in conditions of stress and
deprivation of labor migrant life, their immune status fails, and they become infected with tuberculosis.
As one of the respondents in Bishkek’s FGD noted, the biggest problem is that they are exporting not
just tuberculosis, but MDR-TB, which, as the male FGD assured, was never “natural” for Kyrgyzstan.

At the same time, one of the respondents from Bishkek and some doctors believe that there is likely
another pattern of incidence: people who have migrated to labor migration are already infected but do
not undergo medical examinations and are unaware of the disease. Work in Russia for migrants is
always associated with undergoing medical examinations and therefore our citizens immediately
determine their health status. This point of view is supported by arguments based on the data of the
Russian FMS, which among other facts asserts that labor migrants from Central Asia, while being poorly
informed about the disease itself, know very well and understand that the tuberculosis detected in
Russia means forcible deportation and prohibition of entry into the future®.

Prospects for employment and income-generating activities after recovery among respondents are
assessed highly pessimistically. Some respondents believe that tuberculosis inevitably leads to disability

%2 For example, Przybylski G., Dabrowska A., and others. Unemployment in TB Patients — Ten-Year Observation at Regional
Center of Pulmonology in Bydgoszcz, Poland https://www.nchi.nlm.nih.gov/pmc/articles/PMC4228860/; V. Zakharenkov, .
Viblaya. Negative links between the health indicators of the population and the unemployment rate in Novokuznetsk city.
https://cyberleninka.ru/article/v/negativnye-svyazi-pokazateley-zdorovya-naseleniya-s-urovnem-bezrabotitsy-v-g-novokuznetske
% http://www.fergananews.com/articles/9124
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and that tuberculosis patients can never become adequate subjects of the labor market. A 47-year-old
man, a respondent from Kemin, believes: “We cannot earn anything, we really cannot work. Even if
people do not know that you are a tuberculosis patient, but you do not have enough strength.” This
setup is also supported by the TB patients’ close circle. One of the respondents, the wife of a TB patient,
said: “The husband will not be able to work for another 18 months until the end of his treatment, and
even then he will not be able to work on a good (paid) job. It would be nice if they could allocate

something like a pension™*.

Young female respondents from the Bishkek focus group very much wanted to find a job, but on the
whole they did not believe that they would be able to find their professional niche, since they believe
that any employer, even with the slightest information about their disease, even after recovering, will
not hire them.

Negative attitudes of respondents are justified by their knowledge of cases, when specific people lost
their jobs due to stigma and discrimination of TB patients. Thus, about 41% of respondents said they
knew someone who lost their job, because he/she was sick with TB (also many talked about forced
change or full withdrawal from school — 17% of respondents knew someone who was forced to leave
school because he/she was sick with TB).

Figure 14. Level of respondents’ agreement with statements (N=320)

= | know someone who lost their job because s/he had tested positive for TB

I know someone who had to leave school because they had tested positive for TB

Kemin

48%

Total Bishkek

} 41%‘_ 23%

o,

63 /
Bazar-Korgon Jalal-Abad

Media reports, legal forum-portals also inform the public about such cases when a member of a certain
company, institution due to TB disease was forced to resign “by choice” and even the payment of the
sick leave according to labor legislation was not made in full®.

Sphere of medical services

The sphere of medical services in the life cycle of a TB patient respondent is central, and covers the
diverse aspects of life, not only of TB patients, but also medical professionals, since it is interaction with
them that provides patients with TB chances of a better recovery.

s XKonnmourym xaHarsl Japsicsl OyTKoHYO 18 aif )xymyInka xxapaGaiT fen aTnaifObl, aHOaH KUHKH Jelie XKaKIIbl )KyMyLITapra
xapabait. [Tourn sxymyIika xapabail kanat Jeau 1a ATBIPKYJIb 3XKe M. MHUCaJIbl IEHCHUSE CBIIKTYY KbUIBII YbIraphbln Oepce er
OIIOroHOY3.

% http://law.kg/question/nezakonnoe-uvolnenie/

32


http://law.kg/question/nezakonnoe-uvolnenie/

Life cycles of a TB patient — from disease and diagnosis to recovery — are determined by a combination
of factors, including:

e the quality of the provided medical services, including the material and physical conditions of
medical institutions, staffing, the motivation of medical workers to work effectively,

e TB patient’s understanding of peculiarities of the disease and treatment, compliance to
treatment and motivation for a full cure,

e establishing cooperation between the medical worker and the patient and patient compliance®
with medical prescriptions based on trust,

e social factors, including loyalty of the family environment and the environment of other TB
patients, the level of stigma and discrimination in different communities

Since the quality of medical services depends to a large extent on the social well-being, satisfaction with
the working conditions of the health workers themselves, in the framework of this study, in-depth
interviews with medical workers were conducted on the conditions of their work, the features of
interaction with patients and the local epidemiological situation related to tuberculosis. Conducted
interviews allowed to formulate a list of current problems in the work of medical professionals:

e Lack of modern diagnostic technological equipment in polyclinics and hospitals (for example, a
computerized tomograph that would accurately determine all foci and infiltrates or modern X-
ray equipment in each FMC, so that old and technologically obsolete devices do not work
beyond their technical capabilities and provide quality services, etc.)

e Lack of adequate safe sanitary conditions in the workplace of medical workers (medical worker
respondents said that there are no showers, no separate dressing rooms where one could store
their belongings, the crowdedness of doctors’ and nurses’ offices, etc.)

e The increased risk of contracting tuberculosis, the mortality of patients, the high frequency of
“severe” patients and frequent “breakdowns” in their treatment without special psychological
relief and rehabilitation of medical workers lead to their psychological burnout®’

e Subjective feeling of injustice of wages, taking into account risks to health of medical workers
themselves

e Lack of recognition of TB as an occupational disease and, accordingly, absence of compensation
mechanisms in cases of contracting the disease.

The problems expressed by medical workers indicate the insecurity of their workplace, low professional
motivation to work effectively and reduced social well-being of medical personnel in the system of
antituberculous medicine®. One of the medical workers from Jalal-Abad confessed: “We come to work
every day in the hope that we will escape this risk of contracting tuberculosis and we can safely retire.”
Another medical worker from Bishkek says: “Let’s be honest that the staff does not receive a large
salary. And some work in two places. And the staff... the low potential of tuberculosis service. And
people work for such a salary, and those who value their intellect finds another job. You know it’s

% This term, in the narrow sense, means compliance to medical recommendations by the patient, WHO provides a more
comprehensive formulation: "the degree of correspondence of the patient’s behavior with regard to the use of the medicine,
following the advice on dietary or lifestyle changes according to prescriptions and instructions of the doctor"

% In the study of Russian scientists N. A. Stogova, O. N. Kalinina, an assessment of professional burnout in phthisiatricians was
carried out, which refers to the process of development of chronic stress of moderate intensity, which causes personal
deformation of a professional. It is shown that modern work load lead to the formation of emotional burnout syndrome in 16% of
phthisiatricians, which can adversely affect the health of the doctors themselves, the quality and effectiveness of their work. The
authors note that one of the causes of EBS is communication with patients not adhering to treatment, abusing alcohol, drugs, as
well as working with chronic incurable and dying patients. See: https://cyberleninka.ru/.../meropriyatiya-po-povysheniyu-
priverzhennosti-lecheniyu-bolnyh-tuberkulezom-v-rossiyskoy-federatsii%20(1).pdf

%8 the review of measures to increase compliance to treatment of tuberculosis patients in the Russian Federation, conducted by T.
Pyanzova and I. Vejnina, notes the importance of motivating health workers to work effectively. The authors give an example of
Dagestan, where in order to improve the effectiveness of treatment for newly identified patients with pulmonary tuberculosis,
material incentives were provided to medical workers of anti-tuberculosis facilities for an effectively cured case of tuberculosis.
This allowed a 1.3-fold increase in the cessation of bacterial excretion, 1.4-fold in the closure of the decay cavities among newly
diagnosed tuberculosis patients and a 3.6-fold reduction in the frequency of premature discontinuation of treatment. See details
in: https://cyberleninka.ru/.../meropriyatiya-po-povysheniyu-priverzhennosti-lecheniyu-bolnyh-tuberkulezom-v-rossiyskoy-
federatsii%20(1).pdf
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disappointing. Here, the guy was sitting, he worked as a waiter in Moscow. He came, and expects that
we give everything to him, lay out everything for him. But he came, so grand. Later, after he stayed in
the hospital and left, | asked him: How much did you earn in Moscow? He says: A thousand dollars. You
see, he did not want to work and study here. Work, for example, as a nurse for 8 thousand soms. He
chose another profession, he chose another country, he chose a different salary.”

Despite these negative factors in the work of medical workers, in the survey respondents rather highly
assessed the professional behavior of contact staff as a component of assessing the quality of medical
services. In the regional division of the assessment, there are small differences: the highest scores were
given by patients to medical workers from the Bazar-Korgon district, the lowest ones by patients from
Jalal-Abad (see table 12).

It is important to note that the respondents’ positive assessments of the quality of services following the
results of the survey were discordant with the results of qualitative methods — interviews and focus of
group discussions®. Respondents in interviews, and especially in focus groups, often expressed very
critical assessments of health professionals and the healthcare system overall. Respondents in Jalal-
Abad perceived the possibility of a frank conversation in FGD as a kind of therapeutic procedure —
almost all women wept during the conversation, remembering especially traumatic events of their
treatment. In the course of the discussion, the respondents even shared their experience in very
sensitive areas, touching upon the topic of sexual harassment by a medical worker, insults to the
person, physical assaults of children sick with TB, extortions by in-patient medical staff and many other
flagrant violations of patients’ rights. TB patient respondents told about how “evil” medical workers in
the hospital are, how they do not hide their fear of getting infected and are disgusted with patients with
active forms, how they neglect to perform their duties. In one of the hospitals, according to the
respondents’ testimony, a phthisiologist could go weeks without inspecting his patients and/or not
paying attention to the results of their analysis results, etc.

In addition to assessing the behavior of the contact medical staff, an assessment of the material
environment for the provision/reception of services was included in the evaluation of the quality of
services. In this section, the patients also gave high scores, with a slight decrease in assessments in Jalal-
Abad (for inpatient and outpatient treatment) and Kemin (only for inpatients).

Table 12. Assessment of the quality of services (average values: 5 points as a maximum and the
percentage of respondents having marked the responses)

Inpatient treatment Outpatient treatment

Kemin  Bishkek Jalal- Bazar- Total for  Kemin  Bishkek Jalal- Bazar- Total for
N=61 N=38 Abad Korgon  sample N=77 N=79 Abad Korgon  sample
N=73 N=73 N=245 N=39 N=68 N=263

Material environment of providing and receiving medical services

Ward condition

Illumination in wards and
premises
Temperature in wards

and premises
Cleanliness in wards

Food
Shower/bath

Condition of toilets inside

buildings

Access to a drugstore

Quantity of chairs for

waiting persons

Assessment of the conduct of contact staff

% It is likely that this discrepancy in the estimates is due to the lack of privacy in conducting interviews
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Attitude of the attending 4,3 3,8 4,4 4,2
medical doctor
Attitude of staff nurses 4,3 3,8 4,4 4,2

Information on the 4,2 3,9 4,3 4,1
disease development
The medical worker did 100%  85% 92% 100% 100%

not provide training /

informing / psychological

consultation

The medical worker was 100%  99% 92% 93% 97%
polite

There were conflicts with 96% 95% 97% 100% 97%
a medical worker

In order to examine in more detail the realities of patients’ life in the field of medical services and
understand the contradictory assessments, an attempt is made to study step-by-step the interaction of
medical workers and patients throughout all service provision/reception cycles: a) the diagnosis; b) the
appointment of a therapeutic strategy and treatment; c) interruption of treatment; d) recovery (or
relapse and a new cycle of services, or fatal outcome).

At each of these stages, a patient faces a number of barriers, including corruption risks. Based on the
data, specific stories of TB patients, a generalized scheme of corruption risks, abuses and human rights
violations in the field of healthcare services was created, which accompanies TB patients from diagnosis
to recovery™.

Figure 15. Scheme of corruption risks and abuses in the sphere of medical services

“ The figure is discussed in more detail below, in the description of each of the cycles
35



. Corruption risks in the cycle )
"diagnosis-treatment-recovery" of TB patient
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Diagnostics

Early diagnostics of tuberculosis faces two main problems of the healthcare system: self-medication of
diseased patients and seeking medical advice not through official procedures, but through
“acquaintances” or informal payments and, accordingly, receiving services with a violation of the
diagnostic algorithm. Both problems, as the respondents testify, are associated with subjective attitudes
and perceptions, in particular, with the expectation of patients to provide poor quality of medical
services and waste of time and money. In one case, a woman in Bishkek noted that she does not have a
residence permit in the city and she has to apply informally, because otherwise she will be sent to apply
at the place of residence. But treatment even for informally paid services not attributed to FMC, as she
now believes, does not guarantee the quality of medical services. In any case, as the respondent says,
she could not get an official opinion on the X-ray image, having turned with fever and coughing to the
nearest polyclinic. The doctor who took payment for the consultation sent her for an X-ray and,
according to the results of the image, orally reported pneumonia, prescribed a 10-day course of
antibiotics injections. Two weeks later, when the woman was already in the tuberculosis hospital and
she was diagnosed with MDR-TB, she could not even show the image and prove the fact of the contact
with the primary care physicians.

The experience of those who turned to primary healthcare physicians by the rules, according to
testimonies, also did not always turn out to be smooth. Here, according to the testimonies of our
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respondents, there are high risks that medical specialists, due to lack of professionalism or negligence,
can make a mistake and diagnose another disease and prescribe antibiotic treatment. For example,
among the participants of the Bishkek FGD there were several women with this experience. All these
participants testified that they had been prescribed antibiotic ceftriaxone®, expectorating syrups;
bronchitis was most often diagnosed. One respondent was prescribed a so-called “hot” injection. Such
treatment usually took from a few days to a week or more. A pre-diagnosis was usually based on an X-
ray, in which physicians “saw” signs of bronchitis or pneumonia.

One of the male FGD respondents in Bishkek shared his experience being diagnosed: “At first, it was kind
of like my heart ached. Checked in a hospital, they said the heart is normal. The next day | went and
decided to get an X-ray image “for myself.” The doctor, for some reason, did not send me for an X-ray.
They said that | have pneumonia. He was sent to the attending doctor, and he sent me for tests. On
Monday | gave phlegm [for testing]. | came at noon the next day, the result was positive. Then they
were sent to the tuberculosis hospital on Bokonbaev street. Well, there, too, it was confirmed”*.

As soon as there was a suspicion of tuberculosis, the patients were immediately sent to specialized
medical institutions, where the final diagnostic was carried out.

However, here, in the opinion of the respondents, there were risks of incorrect diagnosis: sometimes
the stability of the tuberculosis form is determined only after 1-2 months after the beginning of therapy,
some respondents reported longer periods — up to 6 months of therapy, which was ineffective, because
they had a drug-resistant tuberculosis.

Analyzing the stories told by the respondents, it can be noted that patients in their turning for medical
services are mostly not informed about what they are entitled to and act under the influence of certain
stereotyped attitudes and ideas that provide their behavioral choice with rationality. For example, an
Uzbek woman from Jalal-Abad was absolutely sure that physicians are disloyal and practice
discrimination based on ethnicity. When she heard during the FGD in Jalal-Abad that other respondents,
Kyrgyz by ethnicity, also faced red tape, extortion from medical workers, she was sincerely amazed.

Thus, the majority of respondents share a stereotypical opinion about the corruption of physicians, the
need for informal payments and therefore, in case of some “inconsistency” with the requirements of the
medical system (for example, they are not assigned to a FMC) — they immediately rush to solve the
problem by informal payments or through social networks. If they do not have such resources, then
based on the logic of the inevitability of informal payments, those respondents who assess their
financial situation as poor, with a lack of finance for basic needs, are forced to remain without access to
medical care until the most critical state of health.

Another example of the impact of insufficient awareness of the rights and pressures of stereotypes and
myths on the patients’ behavior is the cases of respondents, who explain why they choose a strategy to
treat tuberculosis illegally, without registration, receiving medicines and services from phthisiologists
and nurses of specialized tuberculosis clinics at commercial prices. Such respondents saw on the
experience of their relatives that it is possible to lose work in case of official registration as TB patients,
to face discrimination and social exclusion, which will eventually lead to being forced from work or
become a barrier to employment. Given that in a significant proportion of cases, people in Kyrgyzstan
have risky employment®, the goal of keeping employment and income available is fully justified in
explaining the costs of “illegal” treatment.

1 Here there may be variations from the cephalosporin series
2 Men OMPHHYH JXKYperyM oopyraHgail oopydy. boibpHHIara Oapbll TEKIIEPTTHPCEM XKYpPOryM HOpMalbHBIN 3KkeH. Ha

CJIeYIOINHA JeHb Oapbiln It ceOs Jem peHTreHre TYIIceM OWMpHHYM ITHEBMOHUS Jel YBIKTHL. Bpad MeHnm sxubepren smec
aMHerenup. BpaurapeiM Gosco sedanuii Bpauka Oapblll TamIIBIPBINT Kell Aead. AHaimmzaepau Oepun koit nequ. Hy tam
MakpoTara Oepun Koy Ha MOHeeIbHUK ajbIll KeJlecHH jell. [IoHeIenbHUK TammbIpasIM. DpTeH TYIITO KeJeCHuH Jequ. TymTe
KeJICeM pe3yibTaT MOJ0KUTENbHBIN YbITbII Kanabl. IloToM otnpaBmnn TyOepkynesHslid 6onpHunara boxkon6ara. Hy, Tam Toxe
YBIKTBIL.

“3 Risky employment is a term that indicates the employment relationships that can be terminated by the employer at any time,
also deregulation of labor relations and an inadequate, restrained legal and social guarantee of employment.
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In the framework of this study, the task of comparing subjective evidence of respondents with more
objective and reliable data from medical records was also difficult.

The study of 6 registration logs (TB02) for 2016 showed the presence of problems related not only to the
low operational value of the log filling format, but also with the standardization and rigorous careful
registration of a patient and recording the beginning of the treatment time. In total, during the study
period, data on 742 patients was registered in 6 logs:

Table 13. Number of cases recorded in diaries

FMC #14, Bishkek 190

FMC #1, Bishkek 125
People belonging to the “Of no fixed abode” category, Bishkek 84
CCTC, Jalal-Abad city 85

Bazar-Korgon rayon, Jalal-Abad Oblast 123
Kemin rayon, Chui Oblast 135

The data in the logs for registration of history and treatment of patients are not complete: in 76 cases
(10%) there is no start of treatment date, in 4 cases there is no registration date, and in 2 cases there is
no registration date and the start of treatment date. More than half (58%) of patients started treatment
before registration, that is, they were given a registration number with a delay: it is possible that
patients applied to the primary level of health care or turned to specialized hospitals themselves. The
proportion of such patients is greater in the Jalal-Abad CCTC and in Bazar-Korgon rayon.

Table 14. Dates of registration and beginning of treatment

FMC FMC#1, People “Of no Kemin CCTC, Bazar-Korgon Total
#14, Bishkek fixed abode,” rayon Jalal- rayon
Bishkek Bishkek Abad
No date of registration
and beginning of
treatment

No date of registration

No beginning of
treatment date 10%
The patient began N 88 63 39 27 94 118 429
treatment prior to % 46% 50% 46% 32% 76% 87% 58%
registration

Date and registration N 48 36 4 22 17 0 127
and treatment coincide |4 25% 29% 5% 26% 14% 0% 17%
The patient was N 34 22 4 28 6 10 104
registered prior to the % 18% 18% 5% 33% 5% 7% 14%

beginning of treatment

Total N 190 125 84 85 123 135 742
% 100% 100% 100% 100% 100% 100% 100%

70% of patients were given registration numbers with a delay of more than 1 week, and almost every
fourth patient (24%) started treatment with a delay of more than 1 week after registration.

Table 15. Period of time between the beginning of treatment and registration

Period of time Period of time
between beginning between

of treatment and registration and
registration beginning of

treatment
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Total 429 100% 104 100%

Regionally, Bazar-Korgon rayon has the highest proportion of patients, who were registered with a delay
of more than 1 week (86%), and in Jalal-Abad, the proportion of such cases was 51%.

Table 16. Delay in assigning of a registration number

FMC #1, FMC #14, People “Of Kemin rayon  CCTC, Jalal- Bazar-Korgon Total
Bishkek Bishkek no fixed Abad rayon
abode,”

Bishkek

1-7 days
8-30 days

More than 30 days 40

% 31% 37% 18% 52% 20% 34% 30%

_ % 100% 100% 100% 100% 100% 100% 100%

The shares of patients who started treatment after 1 week are approximately equal, except Bazar-
Korgon rayon, where out of 10 patients who started treatment after registration, 8 started treatment
with a delay of more than 1 week. However, because of the small number of patients in this category, it
is difficult to draw conclusions from the data.

Table 17. Delay in the beginning of treatment

FMC #1, FMC #14, People “Of Kemin rayon CCTC, Bazar-Korgon Total
Bishkek Bishkek no fixed Jalal- rayon

abode,” Abad

Bishkek

1-7 days

8-30 days

More than 30
days

Total 34 22 28
% 100% 100% 100% 100% 100% 100%

According to specialist medical workers who helped researchers understand the registration logs, in
some cases, the logs recorded a violation of diagnostic algorithms. In particular, microscopy was
conducted in the overwhelming majority (94%) of cases, but in 6% of cases the microscopy was not
performed, mainly in Bishkek, among people of the “of no fixed abode” category. The diagnostic
algorithm was not observed in 37% of cases when microscopy was performed only in PHC, such cases
are most common in Bishkek’s FMC and in Kemin rayon.

Table 18. Microscopy in patients with pulmonary TB

FMC #1, FMC #14, People

Bishkek Bishkek “Of no
fixed

abode,”

Bishkek

Only PHC
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Only ATO 70 51 59 5 60 76 321
- 49% 53% 73% 7% 58% 82% 55%
PHC and ATO 4 5 0 2 2 0 13
- 3% 5% 0% 3% 2% 0% 2%
Neither PHC, nor 5 3 21 3 1 3 36
4% 3% 26% 4% 1% 3% 6%
Total 142 96 81 68 103 93 583
- 100% 100% 100% 100% 100% 100% 100%

At least in 223 cases out of 583, the results of Xpert and microscopy coincided. In 47 cases, the results of
Xpert were more accurate than the results of microscopy. In 22 cases, the results of the microscopic
examination were positive, and Xpert — negative, which, according to experts, who helped researchers
study the logs, may be the result of the incorrect work of medical workers.

Table 19. Results Microscopy and Xpert

No Incorrect No
result/invalid/error code data

Microscopy Positive 0
Negative 47 97 1 17 131 293
PHC neg, ATO pos 1 0 5
PHC pos, ATO neg 0 0
Incorrect code 0 8
Tests were not done 0 1 31 36
181 120 1 28 253 583

Treatment

During the interviews and FGD respondents admitted that the choice of treatment was difficult for
them. Some respondents said that they wanted to receive treatment on an outpatient basis, for
example, because they had no one to leave their young children with, or they wanted to keep their
diagnosis secret from colleagues and acquaintances, while others, on the contrary, insisted that it was
important for them to isolate themselves from relatives and friends, in fear of infecting them.
Sometimes, respondents said that they had to pay informal payments to get doctors’ permission for the
necessary treatment regimen (either outpatient or inpatient).

Assignment of a hospital for treatment for some respondents was also problematic. Sometimes, the
respondents were sent to the hospital far from their place of residence: Bishkek residents to Kara—Balta
or Kemin residents to Bishkek. This remoteness became a heavy burden for a patient’s family, and
relatives were forced not to visit the patient every day. For the very patient, who was worrying about
their diagnosis very much and experiencing a sharp reduction in the circle of communication, this
remoteness exacerbated the feeling of loneliness. Therefore, many patients and their relatives were
again forced to turn to friends or pay for the opportunity to be assigned to the most suitable hospital for
them.

Sometimes it is not the remoteness of the dispensary, but information about the treatment regime and
the reputation of the institution influenced the attempt to be treated in a specific dispensary. For
example, one respondent said: “They sent me in the direction of Dordoi. Well, not in the direction of
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Dordoi, but to the tuberculosis hospital. | refused, and went to the tuberculosis institution. | already read
all the information and did not want to go to that hospital, because, firstly, there, according to rumors,
the reviews are not so good. Secondly, all the city homeless people stay there. And that it stinks there,
unsanitary conditions. And | heard it all, that there is no necessary supervision of the doctors. People
take pills, it does not matter whether one took them or not, they go for a walk. But, | was not happy with
such a [medical] treatment. | came to the institution and began to cry: “Take me in.” Because, I’'m urban
and you can only do that. It’s not right that they put urban people so far away from the city. And on the
contrary, those who are not urban stay here. This is not right and | said, take me in. | found the best

doctor. She is in the department, the head, Russian”*.

All respondents noted the first days of taking prescribed medications as the most traumatic, mostly
because many medical workers did not explain possible side effects and consequences. The respondent
shared her experience of extreme stress from the fact that at the beginning of the treatment she did not
know about the effects of the medication: “/ was given these 4 pills. And | took these pills and, those who
took them probably know that when you go to the toilet everything is red. And | think that... Everything
is exactly like that in red, | tell the doctor. Nobody told me anything. He says it’s medicine and that’s how
it works. | experienced very strong stress and then this on top of it. | stayed for three days”.

One girl told that she “was almost unconscious, did not understand what was happening around her and
was surprised how in that condition she did not get hit by a car in those early days of outpatient
treatment.” But the biggest problem, which was voiced by almost all patients, regardless of gender, is
nausea and vomiting, headaches and dizziness, pain in the legs, liver problems, and sometimes hepatitis.
Appealing to medical workers about the side effects of the main treatment was not always effective:
medical staff prescribed cheap but free medicines, but they usually did not help. Several women and
girls said that they are trying to develop a strategy for taking medication, nutrition, to cope with nausea
and other side effects on the body, very few patients buy drugs on their own to reduce side effects.

Patients who are in contact with TB patients often do not become a source that inspires trust, in many
ways because of disinterested behavior towards patients, often patients noted discriminatory and
stigmatizing behavior of medical workers. For example, doctors, not having elementary skills of
psychological counseling, often say words that are offensive to patients, further worsening their
stressful state of health. For example, according to one of the respondents from Bishkek: “When | was
diagnosed, | thought: Lord, did I really live and work so long to die from tuberculosis. And | came to the
hospital. We also had a doctor. Accordingly, | gave the phlegm [for a test] on the same day. He takes the
results and says ... and | already lost all hope, all my life and such: “You have a magnificent form of
tuberculosis”. | felt even worse and did not know what to do. And he says, put on a mask, you’re, it turns
out, contagious.”

One of the key topics for discussion in all FGDs is the issue of stigma and discrimination. Respondents
told stories about how they lost friends, how they were forced to be alone. Many respondents talked
about their subdued, depressed psychological state, about suicidal moods, irritation and internal
aggression, anger at everyone. During the discussion of these problems in the Bishkek group, almost a
third of the participants heard for the first time about the psychological support provided, about the
meetings of the support groups. For young girls, the beginning of taking medication was associated with
worries about their appearance, about their psychological state. In one of the FGDs, a girl told that from
taking the pills her face turned red and this set her fiance’s relatives against her. Other girls said that
because of the treatment, their skin color significantly darkened, and they lost their external appeal.

Older women expressed more concern about the risks of their children and other family members
getting tuberculosis, how high the financial costs of the disease and treatment are: the need for periodic
testing, monitoring the health of children and the spouse, how much the support of relatives and family
means. So, one of the respondents emphasizes that, despite the free treatment, even periodic medical
control is too expensive or very burdensome: “I live in Kemin. And the first time | was sent — | spent

#4 Spelling and vocabulary of respondents are provided without changes
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1000 soms on fluorography and on the transportation. | still did not show [send for testing] my husband
and children. | just do not have enough money.”

Men’s groups and male respondents talked more about intolerance to certain medications, how difficult
it is to take dozens of pills daily without an exact end date.

The topic of corruption and corruption risks in the system of antituberculous care was popular.
Respondents talked about poor nutrition (comparatively in dispensaries in Vorontsovka, near the Dordoi
market and at the institute on Akhunbayev street). In Jalal-Abad, according to the testimonies of the
respondents, the patients prepare themselves a hot meal in the courtyard on open fire, male patients
do not cook because of cultural stereotypes, and it is because of the meager diet that they interrupt
their treatment. Respondents said that medical personnel constantly imposed on patients the purchase
of various unnecessary things, even local newspapers (in Jalal-Abad), that they had to solve the
problems of repair works, arrangement of their patient rooms on their own.

A separate topic was the topic of trust to medical workers, their competence and ethical principles in
working with patients. The majority of FGD respondents rated medical workers as unprofessional or
unmotivated, disinterested in the correct and effective treatment of TB patients. More than once,
patients told stories about personal experience when a doctor became a barrier for timely and correct
diagnosis, adequate treatment and prospects for recovery. A story of a young woman from the Jalal-
Abad FGD, who believes that she fell ill with tuberculosis in 2014, when she had all the main symptoms
of TB: a fever for two weeks, coughing, sweating, weakness and an abrupt decrease in weight. But then
the doctors of the tuberculosis hospital did not recognize the diagnosis of TB, they insisted on
pneumonia and the woman received a course of antibiotics, after which she became better.
Tuberculosis that was identified this year is virtually asymptomatic, but it is already a resistant form.

The Internet often becomes an alternative to medical opinion and recommendations: respondents told
dozens of stories when they did not trust the opinion of their doctor, began to look for ways to solve
health problems and found approaches and recipes that our doctors do not practice. That is why, in the
opinion of the respondents, trade in “folk remedies” for tuberculosis treatment is flourishing and very
often patients are resorting to these means.

In the respondents’ opinion, the residents of rich countries do not have any problems with tuberculosis:
they have an easy, fast cure for good, and the medications do not cause any side effects. That is why,
during the focus group discussion, the fact that the moderator did not put on a mask caused a storm of
unrest and interrogation by the respondents. One of the respondents bluntly explained: “So you are
working for an American company, apparently they provided you with a secret medicine that protects
against tuberculosis infection and therefore you do not need to follow security measures?”

One can consider symptomatic from the point of view of lack of trust in doctors the discussion in two
male focus groups about a global experiment that is being carried out on citizens of poor countries
(including the Kyrgyz Republic) to test new drugs and schemes for medical treatment against
tuberculosis. For some respondents, the essence of such an experiment is not for medical purposes, the
task may be to develop biomedical destruction weapons. Not always were the respondents ready to
identify the subjects interested in the “experiment”, they named the American, Israeli and Chinese
(intelligence) structures. It is noteworthy that the topic of the drug experiment was discussed in the
media of the KR around the same period, the reason for the critical articles were the deaths of two TB
patients in the NCP, presumably from using in the treatment a drug that is unlicensed in the Kyrgyz
Republic, manufactured in Kazakhstan. The fact that this topic was initiated by the respondents in the
FGD can testify to the influence of media sources on the credibility of medical workers, as well as the
negative consequences of a lack of information about diagnostics and medical treatment among
patients and the general population.

The sphere of medical services is a complex space in which TB patients interact not only with medical
workers, but also with other patients. Communities of patients in inpatient hospitals are becoming
“collectives,” in which a certain culture of relations is formed towards treatment, care of health and
healthy lifestyle, patterns of interaction with medical workers are established, etc.
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Respondents from all the surveyed inpatient TB services told dozens of stories about mutual support,
exchange of information or conflicts between patients in hospitals. For example, according to the stories
of women from the Bishkek FGD, in a hospital in Bishkek, patients form groups of “resistance” to
medical workers in response to stigma and discriminatory attitudes. The pattern of behavior of
“resistance” includes such samples as evening trips to Korean cafes for eating “dog soup” in accordance
with “national” recipes, drinking alcohol at night, sabotaging drug intake (which go down the toilet),
demonstrative “intimidation” with infecting nurses for the fun of the whole department, etc. In another
tuberculosis hospital, patients in the ward solidarize and collectively practice “alternative” methods, etc.
At the same time, there is no evidence of solidarization of TB patients in hospitals or of those receiving
ambulatory treatment.

Interruption of treatment (breaks)

The most problematic in the treatment of tuberculosis for many patients is the uncertainty of the
treatment cycle and the uncertainty of the probability of recovery. One of the young men in FGD in
Bishkek said that he was hospitalized three years ago. Then the doctors predicted that the treatment
would last 8-10 months and the recovery would be achieved. But after one year of treatment in the
hospital, the patient changed the hospital ward to a parental home, and the treatment did not stop for a
single day. Having not achieved progress, a few months later, the young man was forced to return to the
clinic again, to undergo a surgery, and by the time of our conversation he despaired that he would arrive
at any result at all. In the conversation, he noted that he had decided that if before the onset of winter
colds there was no progress, he would leave the hospital and stop treatment...

Discussions in FGDs with TB patients showed that they interpret the interruption of treatment as
evidence of poor contact and poor relations between patients and health workers. In particular,
according to the patients, very many of those who interrupted treatment did not really understand all
the possible consequences of this behavior because they did not have the full information that medical
workers were supposed to provide them.

Discussion with the doctors about the limited awareness of patients about the treatment regimen,
about the necessities and needs of a patient, the priorities of outpatient treatment for patients without
drug-resistant TB forms, and the reduction in hospitalization period for all patients showed very
important aspects of the attitudes and values of medical workers, their “confrontation” and a lack of
understanding of the essence of the healthcare reform and, in particular, the anti—tuberculosis service.

Firstly, many medical workers with whom in-depth interviews were conducted are supporters of
repressive methods of providing medical services and do not support the prioritization of outpatient
treatment. As one of the respondents stated, “You know, in Kazakhstan for instance, there is a law on
forced isolation. Isolation exists both in Europe and America, because the public health issue must stand
above individual people who do not want, those who do not want. If you do not want to be treated, if
you do not want to fulfill your duty, to be treated, to not infect. Why do people around you have to
suffer. Please, then, be in another place, as Kazakhstan reacted. They built more fences. Morbidity there
dropped immediately... Our police does not have laws that would lock up (those who interrupted the
treatment). But see, as long as there is no mechanism, a patient knows that they will not lock him up
anywhere. Moreover, when they commit a crime having tuberculosis, right away they go: they cannot
take me somewhere, | am sick. They know their rights here. I’'m here, they cannot lock me up there.
Forced isolation behind fences in Kazakhstan, up to a certain level, | think, would be effective. Because
practice shows, yes — democracy, human rights, but democracy for one and against the rest.” Another
respondent shared his assessments of treatment regimens and treatment standards introduced by the
clinical protocol “Classification of cases and treatment of tuberculosis”: “We mainly try to treat
outpatiently. Why do we have a lot of them now? Because three years ago a project appeared, which
said that outpatient treatment can be done, so we now have so many. Nobody at home takes medicine
on time, as they would have done in a hospital. Some forget, sometimes they do not eat on time,
sometimes they leave for a visit, to go to a toi [feast]. At first he would interrupt for one day, then on an
ongoing basis. They take one day, do not take another. If one takes for 10 days and then does not take
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for a day, a resistant form will develop. Therefore, we now have so many resistant forms of TB. Here the
main reason: well, you did it outpatiently. To come for a medicine you need to spend 20 som on
transportation. Here nobody will come every day spending 20 soms to take medicines. To spend 20 som
every day, you have to earn them first. No way is outpatient treatment suitable for us. We even cannot
find out what form they have — active, inactive. For example, today you give your phlegm, and you will
get out of a closed place, and after lunch you can already get phlegm from an open place. In general,

only god knows when it will be open”®.

Secondly, one of the interviewed doctors believes that talking to patients to tell them about the
treatment regimen, the importance of adherence to treatment is useless, because mostly patients are
young, uneducated and do not understand the information. The respondent notes: “We talked with
patients, there’s no use. Because classes, and so on, and when you show pictures, they are more fun,
pictures are for the level of children. Out population’s ability to perceive information now..., but it is
youth who get sick. Ability to perceive is low. Therefore, | do not know in what form we should
communicate, in the form of comics, yes, probably. By the way, have you seen the terrible pictures on
packs of cigarettes? Is there any effect?”

Thirdly, medical professionals suppose that the WHO—promoted standards correspond to the European
mentality and way of life. In our context, the principles included in the clinical protocols can be detached
from reality. More than once in an interview they voiced a proposal: if we work according to European
standards, why do not we get a European salary?

The limited communication and lack of understanding of the patient’s treatment can often lead to
depression and cause a patient to believe that medication is useless, that the illness is virtually incurable
and on this basis interrupt treatment. Some respondents, especially men, said that as soon as they felt
better, they decided to leave for labor migration, start working to fulfill their traditional role of
breadwinner. In such cases, poverty is combined with a lack of understanding of the prospects for health
and ability to work.

According to the respondents’ testimony, substitution and supportive therapy are also of great
importance, which medical workers do not carefully assign to patients. As one of the patients whose
mother is a medical worker noted, there are very effective drugs that reduce the side effect of anti—
tuberculosis treatment: antiemetics, hepatoprotectors or to support the gastrointestinal tract, kidneys.
She was supported by another participant, whom her friend — the pharmacist’s dispatcher — helped to
find effective medicines that doctors never advised... The desire to avoid community stigma sometimes
also causes a treatment interruption. An example of a week—long treatment interruption for a man who,
along with his wife, is terrified of publicizing the diagnosis in the local rural community, shows how even
understanding the negative consequences of discontinuing treatment did not become an effective
motivation due to the risk of dissemination of information about the man’s TB diagnosis among
neighbors and friends. In the life of this man, there was a time when his wife had to fulfill her “duty” of
the daughter-in-law in the environment of her husband’s relatives for a week, serving the wedding of
close relatives, and in order to keep the boundary of safety from discrimination and social isolation
could not admit that she needed to travel to the regional center for medicines for her husband. The man
himself preferred to interrupt the treatment, fearing that one of his acquaintances could see him when
receiving medicines (in the daily life his wife goes to get medicines).

% JKanmbIChH YillOH TeueHHe KbUITAHTa apaKkeT KbUTaObi3. BusIum TeppuTopisa6rsa keGeiyn KeTKeHHHIHE ceGeOl, aHTKeHN
MBIHJIaH Y4 JKbUI MypyH aMOYJIaTOpHO JIedeHHe KbUIca 00I0T AereH MpoeKT YbIkkaH. ONIoHyH alibiHaH Om3/e asbait keGoityn
KeTTH. .. JlapbIHBI 34 KMM 03 y0arsiHaa mde anbait. bonpHumana skatkanaail. bupu yiine yHyTaT, K91 TaMak H4Iei Kajar,
K3971e KOHOKO KETeT, K33]e TOHTo KeTeT. bup KyH nepepsiB 60Ty Typyn, KHHUH TYpyKTyy dopmara eTe Oamramar. bup xyxn
M4HUII, OUp KYH UUIIeH, OH KYH M4YHII, OUp KYH H4Ilel KOHCO TYpyKTyy dopmara ainanar. OLIIOHYYYYH Iyl ME3THILIE TYPYKTYY
¢dopma asnbait kebeityn kertu. Herusru cebebu, aMOynaTOpHBIil KbIIIbI, MECAIIBI OYIT jKep HIUH/E dJie KYHYHO 20 COMJIOH KO
KUpE KbUIBII, Aapbl HUKEHTe 34 KM OapOaiit. Kynyre 20 coM k011 KMpe KbUIBII Oaphii YuyH, 20 coM TaOBIII Kepek.
AMOyNaTOpHBII YCIOBHANA IEUEHUE 34 KauaH O0I00UT. AapbIH OTKPBITHIHN, 3aKPBITHIM OMIMIIN A2 KBIHBIH 0OJIOT. MUCAIEbL,
OMp KYH KaKBIPBIK TAIIBIPraHaa Oup KYH >kaObIK JKep/IeH YbIKKaH 00JICO, TYIITOH KUIMH aubIK SKEPACH YbITBIIT KaJIbIIIbI
MYMKYH. AJ KaifCbl Maia adbuIb KanbelubslH Kynaif rana Oumer.
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Stigma and discrimination in the family is one of the reasons for interruption: among the respondents
there were two young women who stopped taking medication as soon as they felt better, because their
mother-in-law tried to drive them away from the family, as it happens to sick, unsuitable daughters-in-
law. By stopping medication, women tried to demonstrate their recovery and restored working capacity
in the household.

In-patient facility

Out of 320 respondents, 245 (77%) underwent in-patient treatment. Out of those who received
inpatient treatment, 23 people (9%) answered that they had interrupted treatment while undergoing
treatment at the hospital. Below is the socio-demographic characteristics of respondents who
interrupted treatment compared to the general sample. In Kemin, the proportion of interrupted
treatment is relatively high compared to other selective settlements. In connection with the small
number of those who interrupted treatment, making conclusions on the sex, age difference and
educational level is difficult. The share of unemployed respondents among those who interrupted the
treatment is lower than in the general sample. Unmarried, divorced respondents and respondents with
low incomes were more likely to interrupt treatment.

Table 20. Socio-demographic characteristics of respondents who interrupted treatment in the
hospital, compared with the structure of the total sample

From the number of All sample
patients who (N=320)

interrupted treatment in
the hospital (N=23)

Valid Kemin
Bishkek 3 13% 25%
Jalal-Abad 2 9% 25%
Bazar-Korgon 7 30% 25%

Male 11 48% 50%
Female 12 52% 50%

Age 18-28 9 39% 34%
29-39 3 13% 21%
40-49 4 17% 16%
50-59 5 22% 14%
60+ 2 9% 15%
No formal education 1 4% 1%
Elementary education (4 grades or fewer) 0%
Incomplete secondary (5—9 grades) 4 17% 10%
General secondary (10-11 grades) 11 48% 44%
Secondary technical education (vocational school) 8%
Specialized technical (training college, technical 2 9% 15%
college)

Incomplete higher 3 13% 8%
Higher 2 9% 15%

10l E0e | | work for hire (contract) on a permanent, long-term 5%

basis (with the exception of maternity leave)

Periodically | work on short-term contracts 1 4% 4%

| am engaged in private business, entrepreneurship 3 13% 3%

| am engaged in agriculture and/or animal husbandry 1 4% 2%

| am self-employed 1 4% 2%
Non—working pensioner 2 9% 14%
Non—working student 2 9% 7%
Housewife, on maternity leave 4 18% 12%
Unemployed 9 39% 51%
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Subjective We do not have enough money even for food 6 26% 15%

(R RO We have enough food for food, but it is problematic 10 44% 39%
wellbeing to buy clothes
We have enough money for food and clothes, but 4 17% 38%
not enough to buy expensive things
We can afford to buy expensive things like a 2 9% 3%
refrigerator, a washing machine
We can afford to buy anything 1 4% 4%
\EMEISETES Not married 8 35% 28%
Married 10 44% 48%
Civic marriage = 3%
Divorced 4 17% 10%
Widow / widower 1 4% 10%
REFUSE TO ANSWER 0%

Figure 16. Duration of treatment interruption among patients from different regions (median and
maximal interruption)

TR SR8skciippiing taking mediication among respondents who

NUMBER OF DAYS PATIENTS MISSED THEIR MEDICATION . .
interrupted treatment varies from 1 to 90. Because

of the presence of “throwing away” that is an
uncharacteristically high value for the sample (1
@ 7DAYS KEMIN respondent indicated 90 days), the median is the
' more suitable statistical parameter for determining
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Table 21. Number of days when medication was skipped for inpatient treatment

Gender N Minimum Maximum Median Average
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12 1 90 10 18
Total 23 1 90 7 13

The three most common reasons that respondents give to explain breaks are: due to adverse reactions
of the body to taking prescribed medications, because they are tired of taking pills and because they
began to feel worse and due to family circumstances (of an undefined nature). Women mentioned more
causes of treatment interruption than men and more often stopped treatment, as they did not trust
medicine, because of side effects and because they began to feel worse.

Table 22. Reasons for interrupting inpatient treatment, by sex (Multiple responses)

Male Female Total

Got tired of drinking pills, | decided to take a break from the treatment 3 3 6
27% 25% 26%

0% 25% 13%
0% 8% 4%
36% 58% 48%
9% 25% 17%

I did not want relatives to find out about the disease 0 1 1
0% 8% 4%

9% 0% 4%
18% 17% 17%
9% 0% 4%
9% 0% 4%

Thus, the answers about the reasons for the interruption show that the issue of trust in the competence
and professionalism of the medical personnel causes a whole list of reasons (variations in the answers in
this category: mistrust in medicines, evaluation of medicines as ineffective, emergence of adverse
reactions and deterioration of well-being and mistrust in physicians), they are followed by the issue of
patients’ awareness of the consequences of interruption: patients complained in the interview about
the weakness of control by medical workers over taking medications and that, taking them for a long
time patients get “tired” and do not realize the harmful effects of such a repose for the body. And
finally, stigma is not unimportant: sometimes, a break occurs because the patient, trying to avoid
stigma, “demonstrates” the absence of disease to relatives and friends by stopping taking the
medications.

Women more often than men decided to resume treatment, or decided to do so under the influence of
their relatives. Men more often mentioned female medical workers, 1 male also mentioned his
employer.

Table 23. Who persuaded to resume inpatient treatment, by sex (Multiple responses)

| decided on my own

Medical workers

My relatives

Employer
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Outpatient treatment

Out of 320 respondents, 266 (83%) were treated as outpatients. Out of those who underwent
outpatient treatment, 28 people (11%) responded that they had discontinued treatment. Below is the
socio-demographic characteristics of respondents who interrupted treatment compared to the general
sample. In Kemin, the proportion of interrupted ambulatory treatment is also the highest among 4
regions. Men are more likely to discontinue treatment than women. The proportion of respondents with
higher and incomplete higher education is lower among those who interrupted treatment than in the
general sample. In general, working respondents and respondents with low incomes responded more
often that they interrupted treatment. It is interesting to note that the proportion of married
respondents among those who discontinued treatment is higher than in the general sample, which may
be yet another confirmation that the family does not always mean loyal attitude and support, and the
family role and social status of a TB patient can be a factor, which burdens, complicates the treatment of
the patient.

Table 24. Socio-demographic characteristics of respondents who interrupted outpatient treatment
and structure of the general sample

From the number of All sample
respondents, who (N=320)

interrupted outpatient
treatment (N=28)

Kemin

Bishkek 3 11% 25%
Jalal-Abad 5 18% 25%
Bazar-Korgon 4 14% 25%
Male 16 57% 50%
Female 12 43% 50%
18-28 7 36% 34%
29-39 5 18% 21%
40-49 6 21% 16%
50-59 2 7% 14%
60+ 5 18% 15%
Education No formal education 1 4% 1%
Elementary education (4 grades or fewer) 3 11% 0%
Incomplete secondary (5—9 grades) 10%
General secondary (10-11 grades) 15 54% 44%
Secondary technical education (vocational school) 8%
Specialized technical (training college, technical college) 6 21% 15%
Incomplete higher 1 4% 8%
Higher 2 7% 15%
3107 E0e s | work for hire (contract) on a permanent, long-term 4 14% 5%
basis (with the exception of maternity leave)
Periodically | work on short-term contracts 4%
I am engaged in private business, entrepreneurship 1 4% 3%
| am engaged in agriculture and/or animal husbandry 1 4% 2%
| am self-employed 2 7% 2%
Non—working pensioner 4 14% 14%
Non—working student 2 7% 7%
Housewife, on maternity leave 3 11% 12%
Unemployed 11 39% 51%
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Subjective We do not have enough money even for food 8 29% 15%

CECEHEIEG RS \We have enough food for food, but it is problematic to 12 43% 39%
wellbeing buy clothes
We have enough money for food and clothes, but not 6 21% 38%
enough to buy expensive things
We can afford to buy expensive things like a refrigerator, 1 4% 3%
a washing machine
We can afford to buy anything 1 1% 4%
\VEERSEEY Not married 7 25% 28%
Married 16 57% 48%
Civic marriage 1 4% 3%
Divorced 2 7% 10%
Widow / widower 2 7% 10%

Skipping medication among survey respondents interrupting treatment varies from 2 to 730 days.

Because of the presence of “throwing away” that is an uncharacteristically high value for the sample (1

respondent indicated 730 days), a more appropriate statistical parameter for determining the average

duration of the skipped medication is the median. Thus, on average, 28 respondents interrupted
treatment for 7 days, and men missed outpatient treatment for a longer period.

Table 25. Number of days when medication was skipped for outpatient treatment

Gender Minimum Maximum Median Average

Male
Female
Total

The three most common causes are: due to the occurrence of adverse reactions from taking
medications, because I'm sick of taking pills and for family reasons.

Women often stopped treatment, as they began to feel worse and due to the occurrence of adverse
reactions. Men more often than women named such reasons, as taking pills was a nuisance for them
and due to change of a residence.

Table 26. Reasons for interrupting outpatient treatment, by sex (Multiple responses)

Male Female Total

Got tired of drinking pills, | decided to take a break from the 5 1 6
treatment 31% 8% 21%
Due to occurrence of adverse reactions 6 5 11
38% 42% 40%

| began to feel worse, and | refused to take medications 1 3 4
6% 25% 14%

Due to change in the place of residence 2 1 3
13% 8% 11%

For family reasons 3 2 5
19% 17% 18%

Did not have money 1 0 1
6% 0% 1%

Went on a bender/binge drinking 1 0 1
6% 0% 1%

Went to Issyk-Kul to take rest 0 1 1
0% 8% 1%

Medical worker did not give me/allow me 0 1 1
0% 8% 1%

49



Women more often than men decided to resume treatment under the influence of medical workers,
relatives, or they took this decision on their own. Only men mentioned relatives of the wife and their
employer. 1 man still did not resume treatment — until the interview the interruption of treatment was
10 days.

Table 27. Who persuaded to resume outpatient treatment, by sex (Multiple responses)

Women  Total

| decided on my own

Medical workers

My relatives

Relatives of the spouse
Employer

Did not recommence the
treatment yet

Recovery/relapse/lethal outcome

Patients talk little about recovery, it seems that the very “picture” of the future recovery is not clear.
Pessimism is largely due to the fact that among patients there is little awareness, there are almost no
role models of patients who have successfully healed. Also a high share of uncertainty about how much
recovery is stable and irreversible, how possible are the relapse of the disease; these become both a
factor in the weakening of treatment goals, and the cause of treatment interruption.

Some patients said that they had been in the hospital for a long time and met many people who had
recovered several years ago and returned with a relapse, only now with a drug-resistant form, they were
convinced that this disease is incurable. That it eventually leads to death, only a little later, in the next
phase of exacerbation.

Data from the registration logs of 2016 also confirm that relapses or previous cycles of treatment of
associated diseases (in cases of pulmonary TB it is pleurisy, pneumonia, etc.) have a high frequency.

Table 28. Forms of TB and the determination of cases

Relapse After After loss Other History of
ineffective for previously previous
treatment observation treated treatment is

unknown

The pulmonary
form of TB

Extrapulmonary
TB

Incorrect code

No code

Total
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Some patients stressed that the proximity of the hospital (in the Dordoi area) with resuscitation and the
opportunity to observe almost daily how patients die from tuberculosis, led to the thought of
uselessness of treatment, caused depression and despair.

According to the respondents, the medical workers also do not contribute to strengthening hopes and
belief in the recovery of patients. One patient who had a long interruption in treatment explained her
decision with despair: “If you take such strong chemistry. Firstly, the nausea is constant. On top of that
sometimes eyesight worsens, hearing, liver, stomach. Sometimes there are even such deterioration in
speech development. And many people, how much time | was treated for XDR. Honestly, | went to the
doctor. And | ask: What is the percentage of recovery. | do not know, they get sick almost 150 times, get
sick and get to this stage (XDR). And she told me so, thanks to her for that: For those similar to you — 20
out of 100%. And then when she told me this, | said to myself that | took so much chemistry. | tried so
hard, so that something happened — a change. But, there was still no change. | left. | did not take
anything for 3—4 months. | said, if nothing helps, then there is no point. Yes, basically, that’s it. And only
after 4 months, when they put forward new drugs called “Dedafimin”*. And when the doctors said that
really, they said that if you take them there will be good results. And | thought only about this for 15
days. After that, | started to take medicine. | realized that this medicine is much more effective and does
not have side effects. And, ultimately, if you take these medicines, then there is an option of recovery.”

Evaluation of the possibility of patients to influence the morbidity/curing of TB

The abovementioned problems and risks associated with the diagnosis, treatment and recovery of TB
patients create a background for the perception of the opportunities and powers of patients to
influence the change in the existing situation, and improve the TB service. The study measured the
empowerment indices, which allowed to measure the patients’ possibilities in two directions: a) the
opportunitoes to gain access to quality services and understanding services for TB patients, and b)
opportunities for other TB patients to obtain the necessary services, influence on improving the quality
of services and on decision—making to improve healthcare services.

Table 29. Level of empowerment among TB patient in interaction with health workers and the system
of providing medical services, by sex and region (possible values are 0-3, high value corresponds to a
higher level of empowerment)

1 go to the doctor | am in constant | immediately tell | understand
on a regular basis contact with health workers if | well the system
to go through doctors by whom | do not like of services that is

medical am treated and/or  something in the offered to
examinations and consulted service people with TB
inspection

Male

Female 2,7 2,8 2,3 2,4
Total 2,7 2,8 2,4 2,3
Bishkek Male 2,7 2,8 2,4 1,7
Female 2,7 2,6 2,4 1,9
Total 2,7 2,7 2,4 1,8
Jalal-Abad Male 2,5 2,4 1,4 1,6
Female 2,3 2,3 1,3 1,5
Total 2,4 2,3 1,3 1,6
Bazar-Korgon Male 2,9 2,9 2,7 2,7
Female 2,6 2,7 2,6 2,4
Total 2,8 2,8 2,7 2,5
Total for sample BVYEIE 2,7 2,7 2,2 2,1

% the name of the medicine is written according to the respondent’s words.
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Female 2,5 2,6 2,2 2,1
Total 2,6 2,6 2,2 2,1

The obtained indicators demonstrate that the components of the index represent unequal opportunities
for patients: for example, constant contact with a medical staff member, getting consultations and
medical examinations/screening is part of the real practice of TB patients, and they assess their
possibilities in these aspects highly. But with regard to the feedback on the quality of the provided
health services and, in particular, the knowledge about the range of services provided by the system,
patients assess their possibilities lower. In some regions, especially in Jalal-Abad and Bishkek, these
components of the empowerment index are especially reduced. An interesting exception in the
obtained data is again Bazar-Korgon rayon, in which all components of the index are at the level of high
capability. Again, as a hypothesis, the authors of the report would like to link this exception to the
impact of the information campaign that recently passed in the area and allowed local residents,
especially TB patients, to be more knowledgeable and to know their rights and authorities. In this
regard, the relevance of assessing the impact of the Bazar-Korgon information campaign and drawing
lessons is an urgent need for strengthening the capacities of patients.

The empowerment index in interaction with the local community and local authorities received the
lowest assessments, the indicators for the regions and the country as a whole mainly correspond to the
low level of opportunities. It can be stated that at the political level, both men and women, regardless of
their regions of residence, feel less protected, less able to influence the situation. Patients consider their
chances to help other people with TB receive medical and other guaranteed services, use their own
experience of treatment to improve the quality of TB services being low; it is even less possible for them
to directly address local authorities in order to strengthen their activities to improve medical services in
the field of anti—tuberculosis activities. The answers of the respondents have regional specifics: Bazar-
Korgon and Kemin respondents showed a slightly higher level of confidence in their authority.

Table 30. Level of power at the level of interaction with the community and decision makers (political
level), by sex and region (possible values are 0-3, high score corresponds to a higher level of
empowerment)

Region | help other | speak with My knowledge and
people with TB representatives of experience of TB
status to receive local authorities how it treatment can be
services necessary is possible to improve used for
for them medical services improvement of

quality of services
for people with TB
status

Male

Female 1,9 0,8 2,1
Total 1,9 0,6 1,8
Male 1,2 0,7 1,0
Female 1,2 0,4 0,9
Total 1,2 0,6 0,9
Jalal Abad Male 1,5 0,5 0,7
Female 1,5 0,7 1,0
Total 1,5 0,6 0,8
Bazar-Korgon Male 1,8 1,4 1,6
Female 2,0 1,2 1,7
Total 1,9 1,3 1,6
Total on sample Male 1,6 0,8 1,3
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Female 1,6 0,8 1,4
Total 1,6 0,8 1,3

CONCLUSIONS

Assessment of socio-economic factors, including gender-specific factors affecting receiving medical
services by tuberculosis patients in the Kyrgyz Republic revealed the following challenges in the efforts
to improve the epidemiological situation related to tuberculosis in the country:

1. high level of stigma and discrimination to which TB patients are exposed in all key life spheres —
in the family, community, workforce and in the area of receiving medical services.

2. abundance of discriminatory practices, including the stigma against TB patients among
medical workers, which demotivates patients to continue treatment, reduces the credibility of
medical workers and the system as a whole.

In the course of the study, a number of complaints were received from patients about sexual
harassment, ignoring patients and failing to provide medical services, personal insults and
limiting patients’ choice of outpatient treatment or hospitalization, violation of patients’ right to
non-disclosure of the diagnosis. Verification of the reliability of such complaints is beyond the
scope of the study.

3. low level of awareness...

o among patients about the standard treatment regimen for TB, about the treatment
prognosis and the inadmissibility of interruption of treatment, about the mode of life
after recovery

o among patients and their families about the rights in the sphere of receiving medical
services

o among family members of TB patients about the most favorable mode of TB support for
a patient receiving inpatient and/or outpatient medical services

4. the negative impact of cultural stereotypes on the behavior of TB patients’ families and
communities (in particular, the respondents’ views on the possibility of continuing marital
relations, the reproductive rights of TB patients, the decline of the status of men in the family as
they are unable to perform the role of breadwinners, etc.).

5. lack of compliance (adherence to the medical prescriptions of the patient’s treatment),
conditioned not only by the socioeconomic factors in the life of patients themselves, but also for
reasons caused by the healthcare system itself.

6. problems of documenting and analyzing data to improve the effectiveness of management
decisions in the field of anti-TB service.

1.1. Stigma and discrimination remain one of the main problems that TB patients face in the life cycle
process associated with the disease of tuberculosis. Stigma determines the patient’s attitude to the
disease, to other TB patients, to the treatment regimen, to interaction with society.

o Despite the fact that TB patients assessed the family environment in terms of protection, care
and support, many of them are discriminated against and stigmatized in the family. Particularly
affected by discrimination and stigma in the family are young women — daughters-in-law, for
whom the diagnosis of tuberculosis means the risks of loss of family, spouse, prohibition of
reproductive ability, etc. It is also especially difficult for male TB patients to live with the
diagnosis because it destabilizes traditional family roles and the status of men as a breadwinner,
earner, head of household.

o Perception of changes in the behavior of family members after the TB diagnosis is significantly
different depending on gender: men mostly note aspects related to the safety measures among
family members: family members began to keep my things separate, put me in a separate room,
began to wear a mask, made me wear a mask. Female respondents tend to note more care for
them — | was released from domestic affairs, offered help, began to wash my hands before
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eating, they became more attentive to my health, began to look after me. The revealed gender
difference in perceptions is most likely due to the difficulty of the men’s psychological
adaptation to a decline in the status in the family.

o Conducted in Kyrgyzstan for the first time according to the international methodology,
measured according to the standardized “Patient’s attitude to tuberculosis patients” scale
allowed to calculate the stigma index. The value of the index on this scale was 29.9 points,
which corresponds to the level of stigma above average. Respondents’ answers to the
statements on the scale demonstrate paradoxical things: on the one hand, TB patients suffer
from loneliness, feel guilty, are afraid of infecting their loved ones and suffer from the attitude
towards TB patients the same as towards other stigmatized categories, e.g., people living with
HIV. At the same time, they themselves share and accept discriminatory and stigmatizing
assessments and attitudes towards other TB patients.

o The fact that the stigma index has an equal above the average value, without gender specificity,
reflects the existence of discriminatory practices and stigma against both women and men.

o Measurement and calculations on the standardized “Community Attitude toward TB Patients”
scale show an above-average stigma level of 30.9 points. This indicator, as well as the indicator
“Patient’s relationship to tuberculosis patients”, is similar to the stigma index in South Thailand
and Mexico, which may indicate a universal stigma for infectious diseases such as tuberculosis.

o There is a gap in expectations of care and involvement of a patient’s family circle and patient’s
perception of it, assessment of the assistance provided by the family circle. So, in the patient’s
expectations, family members should demonstrate images of service and self-sacrifice, in reality,
relatives put issues and measures on their own safety in the first place, and secondly worry
about the economic costs associated with treating a TB patient.

o Family role and social status of a TB patient determine the attitude and involvement of the
family circle in diagnostics and treatment, and also correlate with the behavior on receiving
medical services.

o Stigma and discriminatory practices in the labor market undermine the chances of recovered TB
patients to be integrated into employment and income-generating activities and reinforce the
orientation on disability as the most successful strategy for income access. Negative attitudes
toward employment prospects in the future are related to others’ experiences and media
discourse, which testify to the reproduction of stigma and discrimination throughout the life of a
TB patient, even after recovery.

2.1. The study revealed a low level of patient awareness of the standard treatment regimen for TB,
treatment prognosis and inadmissibility of treatment interruption, and the life regimen after recovery.
Medical workers pointed to constant information activities, an abundance of visual information
literature in medical institutions at the stands, information boards. But patients often had no idea when
they complete the intensive phase and go on to supporting one, nor about what their personal
prospects for recovery are, etc. Frequently patients who returned after treatment interruption regretted
their lack of knowledge in the past about the consequences interruption of treatment. The patients also
testified that the beginning of treatment could be less traumatic for them, if they were informed in
advance of the influence and possible side effects of the prescribed therapy.

2.2. The study revealed a low level of awareness among patients and their families of rights in the area
of receiving medical services. Due to lack of understanding and knowledge of rights, patients often
“solved” their need with informal payments. Thus, a low level of awareness is a factor that stimulates
corruption risks.

2.3. The study demonstrated that family members of TB patients are poorly informed about the most
favorable mode of TB support for a patient receiving inpatient and/or outpatient medical services.
Patients’ family members’ awareness is critically important for a proper understanding of the safety of
TB prevention measures, reducing the risks of spreading the infection and creating a favorable
psychological atmosphere, incentives for treatment compliance. In practice, they often involuntarily
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became catalysts for treatment interruption, instead of being a family support system it turned into a
disloyal environment for TB patients.

2.4. The weakness of targeted information channels from medical structures or other relevant
state/public structures is compensated by informal channels of information in hospitals and around
outpatient facilities in TB patient communities; moreover, the media and the Internet become leading
providers of information on the disease — healing and recovery. Within the framework of the study,
separate evidence was obtained of the effective impact of various media channels: 1) the media, which
covered the discussion of the death of two patients in the NCP, presumably from the side effects of an
experimental drug; 2) the targeted information campaign to reduce stigma and discrimination against
TB patients conducted during the period of data collection by media company Door Media,
commissioned by the USAID’s TB Defeat Project.

3.1. In some cases, when an influential/respected family member (father, mother) is ill with
tuberculosis, other family members ignore the requirements of strengthening preventive measures for
the safety of other family members, preferring, contrary to rational arguments, cultural traditions and
standards of respect for elders.

3.2. In cases when traditional activities are carried out in the community (ash or toi), the TB treatment
regimen of a patient receiving out-patient treatment is usually violated. Traditional values and rituals
are prioritized as more significant, and the interruption in treatment is underestimated.

4.1. The number of interruptions from treatment, cases of ineffective treatment and practices of
referring to “alternative” therapies, as well as independent substitutions/prescriptions of supporting
medications among survey respondents and according to agency statistics indicate problems of the
patient-doctor relationship, a weak adherence to treatment of a significant share of patients. Thus, we
can talk about the patient’s lack of compliance.

4.2. The lack of compliance is due to the problems of financial support for the livelihoods of the patient
and his/her family environment, the psychological atmosphere in the family and community, the levels
of stigma and discrimination in the family and community, possibly personal characteristics (including
the psychological type) of the patient.

4.3. At the same time, the lack of compliance is due to a lack of trust towards medical workers and the
system of health services provision in general, the stigmatizing and discriminatory attitude of medical
workers towards tuberculosis patients, disinterestedness/psychological burnout of specialists, and the
weakness of the communicative competence of the medical worker. Probably, in this connection, the
lack of methodological developments in communication between a doctor and a TB patient is of no little
importance.

4.4. The study of the opinions of medical workers revealed a reduced social well-being of medical
personnel in the TB service system, low professional motivation to work efficiently, largely due to unfair
remuneration and working conditions that correspond to all norms of infection control.

4.5. An important aspect that forms the patient’s compliance is the regime of latent rejection of new
policies in the treatment of tuberculosis by some medical workers who are obviously committed to the
old management approaches in the field of medical services. These respondents internally disagree with
the idea of prioritizing outpatient treatment, providing services in accordance with the needs and
necessities of the patient, introducing a patient—centered approach model.

5.1. Despite a large number of studies on the spread of tuberculosis in the Kyrgyz Republic, the study of
statistics and studies on various aspects of the TB epidemiological situation revealed a lack of
knowledge and understanding by the management structures of healthcare of causal mechanisms of
key processes and phenomena in the field of antituberculous medicine. Insufficient knowledge and
understanding is due to the lack of research on a number of issues and topics, as well as problems of
departmental documentation and data analysis. The existing deficit of analytical studies includes (but
does not exhaust) questions of compliance of TB patients, mortality from TB, peculiarities of treatment
and recovery of different categories of TB patients, etc.
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RECOMMENDATIONS

1. To eliminate the lack of knowledge and understanding of ongoing dynamic processes in the field
of antituberculous medicine, it is advisable to study the following topical issues and topics:

o Factors contributing to/preventing the reduction of gaps in the rate of decline in the
incidence and mortality from TB in different regions of the country,

o The impact of the labor migration factor on the tuberculosis epidemiological situation in
the country is an undeveloped subject, despite the availability of data indicating a
higher prevalence of TB among migrants, as well as a significantly higher incidence of
tuberculosis in this category of Kyrgyzstani citizens;

o Uneven rate of decline in the incidence rate among men and women, which leads to a
reduction in the gap in the incidence rate of men and women, but there are not enough
data to analyze the causes of trends, including disaggregated data on the types and
forms of tuberculosis that affect men and women.

o There is no research in the country into the impact of a patient’s psychological type on
compliance to TB treatment and strategies for working with different patient
psychological types.

o The country does not apply an analysis of the mortality of patients from TB (confidential
audit), which does not allow to understand a significant proportion of TB patients’
deaths.

o The need to assess the perception and acceptance of new rules of work according to
clinical protocols and ethics of addressing and interacting with patients.

2. Develop and adopt a set of measures to increase patient compliance, including:

o
o

Training, informing and counseling patients, especially non-compliant risk groups.

Monitor the impact on a patient’s behavior of a variety of ways that would help patients
take medication on time.

Develop and implement compliance monitoring — diaries of patients, regular monitoring of
key indicators of the state, etc.

Development and adoption of guidelines for communication with patients on the most
important issues of treatment regimens, followed by training of contact medical staff
Further work to educate clinicians on the clinical protocols for the classification and
treatment of TB so that regional health workers are aware of new policies, but also that
they accept policies, value-based consent.

Develop clear mechanisms for receiving and responding to patient complaints, especially in
cases of stigma and discrimination by medical workers, and eliminating systemic barriers to
the realization of the right to health.

To make additional measurements on the impact of the territorial accessibility of the DOT
rooms on patient compliance to the prescribed treatment.

3. Raising patients’ awareness, informing their family circle and community
o To promote stories of successful recovery and full integration of the cured women and men

O

into the community, the workforce and so on through various media channels.

It is advisable to study and disseminate the experience of the information campaign on
reducing the stigma and discrimination against TB patients by Door Media, commissioned by
USAID’s “Defeat Tuberculosis” Project, during our field study, as this study shows evidence of
a positive difference in stigma and discrimination in Bazar-Korgon.
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APPENDIX 1. DEFINITION AND CALCULATION ORDER OF STIGMA AND
EMPOWERMENT SCALES

Stigma scale

For the computing of the stigma scale there was used the Van Rie HIV/AIDS—Related Stigma Scale to
measure the social and psychological constructs of stigma associated with tuberculosis and HIV/AIDS at
both the community and patient/individual level in a developing county.

The items represent the key causes of stigma (fear of casual transmission, willingness to interact with
affected individuals, and moral values of blame, shame, responsibility, guilt, punishment and
judgement) and key consequences of stigma (negative feelings and emotional reactions towards
affected individuals, isolation, discrimination and disclosure). The scale consists of 43 indicators /
statements using 4-bit Likert scale to measure people's attitudes to these allegations. The scale consists
of two factors that were conceptually identified as «Community Perspectives toward Tuberculosis» (11
statements) and "Patient Perspectives toward Tuberculosis" (12 statements). The initial total score
(SSraw) was calculated for each of the scales as the sum of the answers for all statements for a specific
scale.

Computation of standardized summary stigma scores

Four-point Likert responses to individual items were scored with 0 representing the least (strongly
disagree) and 3 representing the most (strongly agree) stigma. A raw summary score (SS..) was
computed for each scale as the sum of scale item responses. Because the four scales had different
numbers of items, raw summary scores were mathematically transformed into a standardized summary
score (SSsp) such that the level of stigma on each of the four stigma scales would lie between 0 and 50,
with higher scores representing higher levels of stigma. This was achieved using the formula SSs, =
(SSraw X 50)/(n x 3)where n represents the number of items in the respective scale and 3 equals
the maximum score that can be achieved for each individual item. Summary scores were only calculated
for individuals that responded to all items of the respective scale. The mean and standard deviation of
the SSsq in the study population were calculated and the distribution of SSs, for each of the final scales
was assessed.

Statements for computing of scale index «Community Perspectives toward Tuberculosis»
Some people prefer not to have those with TB living in their community

Some people keep their distance from people with TB

Some people think that those with TB are disgusting

Some people feel uncomfortable about being near those with TB

Some people do not want those with TB playing with their children

Some people do not want to talk to others with TB

If a person has TB, some community members will behave differently towards that person for the rest
of his/her life

Some people may not want to eat or drink with friends who have TB
Some people try not to touch others with TB

Some people may not want to eat or drink with relatives who have TB
Some people are afraid of those with TB

Statements for computing of scale index «Patient Perspectives toward Tuberculosis»
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Some people who have TB feel hurt of how others react to knowing they have TB

Some people who have TB lose friends when they share with them they have TB

Some people who have TB feel alone

Some people who have TB keep their distance from others to avoid spreading TB germs

Some people who have TB are afraid to tell those outside their family that they have TB

Some people who have TB are afraid of going to TB clinics because other people may see them there

Some people who have TB are afraid to tell others that they have TB because others may think that
they also have AIDS

Some people who have TB feel guilty because their family has the burden of caring for them
Some people who have TB will choose carefully who they tell about having TB

Some people who have TB feel guilty for getting TB because of their smoking, drinking, or other careless
behaviors

Some people who have TB are worried about having AIDS

Some people who have TB are afraid to tell their family that they have TB

Empowerment scale

The scale of empowerment of the Family was originally designed to measure the level of empowerment
of parents of children with mental disorders. In this study, it was adapted to measure the empowerment
of patients with TB in three ways: (a) Attitude (what patients feel and believe in); (b) Knowledge (what
patients know and what they can potentially do); and (c) Practice (what patients actually do) on three
levels: (a) Family; (b) the Services System; and (b) Communities / Policies.

Computation of scale

For each individual statement, the values were from 0 to 3, where 0 means the lowest level of
empowerment, and the value 3 is the highest. A higher score corresponded to a higher level of
empowerment. In particular, the average for each type of manifestation of empowerment was
calculated.

Statements for computing of Empowerment scale index

| can easily use the family budget if | need to pay for medical services and / or buy drugs
| can openly discuss TB questions and other health related issues with my family

| visit the doctor on a regular basis, do medical examinations and check ups

| keep the constant contact with doctors who have been treated and / or consulted me
| immediately tell medical workers when | do not like something in their service

| have good understanding of the system of services that is offered to people with TB

| help other people with TB to get the services they need.

| speak with representatives of local authorities on how to improve medical services.

My knowledge and experience of TB treatment can be used to improve the quality of services for people
with TB.
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