Swiss TPH g

Swiss Tropical and Public Health Institute
Schweizerisches Tropen- und Public Health-Institut
Institut Tropical et de Santé Publique Suisse

Associated Institute of the University of Basel SW | S S Cen t r e fo r I n te r n at | O n al H eal t h

Client Reference: The Global Fund - 1QC Contract No.:20164355

Global Fund Special Study:

Factors that contribute to favourable MDR-TB treatment
outcomes in Eastern Europe/Central Asia (EECA)

@ The Global Fund

To Fight AIDS, Tuberculosis and Malaria

Christian Auer, Rais Mazitov, Alisher Makhmudov, Cristina Popa, Shahin Khasijev,
Florence Sécula, Helen Prytherch, Odile Pham-Tan, Xavier Bosch-Capblanch

Final report

13 February 2018



Contacts

Swiss TPH g

Swiss Tropical and Public Health Institute
Schweizerisches Tropen- und Public Health-Institut
Institut Tropical et de Santé Publique Suisse

Christian Auer, PhD

Public Health Specialist, Epidemiologist
Swiss Centre for International Health
Tel: +41 61 284 8358

Fax: +41 61 284 8103
christian.auer@swisstph.ch

Skype: chauer63

Swiss Centre for International Health
Swiss Tropical and Public Health Institute
Socinstrasse 57

P.0O.Box 4002, Basel

Switzerland

Website : http://www.swisstph.ch/

Q) The Global Fund

To Fight AIDS, Tuberculosis and Malaria

Dr. Mohammed Yassin, MD, PhD
Senior Disease Advisor TB
Technical Advice and Partnerships Department

The Global Fund to Fight AIDS, Tuberculosis and Malaria
Chemin de Blandonnet 8 | 1214 Vernier - Geneva, Switzerland
T:+4158 791 1572

F: +4158 791 17 01

M: +41 79 588 79 53 Nino.Mdivani@theglobalfund.org

Dr. Nino Mdivani

Specialist, Public Health and M&E

Eastern Europe and Central Asia

Grant Management

The Global Fund to Fight AIDS, Tuberculosis and Malaria
Chemin de Blandonnet 8 | 1214 Vernier - Geneva, Switzerland
T:+4158 791 1572

F:+4158 791 17 01

M: +41 79 588 79 53 Nino.Mdivani@theglobalfund.org



Table of Contents

Executive Summary Vi - viii
1 Overview, Objectives and Background 1
1.1 Overview regarding this study 1
1.2 Objectives 1
1.3 Drug-resistant Tuberculosis in the EECA region 1
2 Methodology 5
2.1 Desk Review of DR-TB care in the EECA Region 5
2.1.1 Documents reviewed 5
2.1.2  Data extraction 5
2.1.3 Data analysis 7
2.2 Delphi survey 7
2.3 Field visits to five countries 8
2.3.1  Overview of methodological approaches used 8
2.3.2  Study areas and sites 9
2.3.3  Study population I: key informants at national and oblast level 9
2.3.4  Study population Il: care providers at health facility level 10
2.3.5  Study population Ill: people affected by the disease 10
2.3.6  Quantitative approaches 10
3 Findings 11
3.1 Findings from the desk review of reports on TB and DR-TB control 11
3.1.1  Overview and vulnerable populations 11
3.1.2  The various overarching topics 13
3.1.3  Main challenges of the DR-TB programme hindering treatment

completion 13
3.1.4  Patient enhancers for supporting treatment 15
3.1.5 Provider enhancers for supporting treatment 19
3.1.6 Recommendations related to treatment completion 20
3.2 Findings from the Delphi survey 22
3.2.1  Sub-populations, marginalised groups 22

3.2.2  Factors at the level of the MDR-TB patient and at the level of the
patient’s family and community promoting successful treatment 23

3.2.3  Factors at the level of the national TB programme in general and
at the level of the TB health worker promoting successful treatment 23

3.2.4  Other factors that promote successful treatment 23

3.2.5 New diagnostic tools 25



3.2.6  New TB drugs 25

3.2.7  “Philosophy” and field experience shaping the opinions of the

Delphi experts 26
3.3 Qualitative findings from the field visits to the five countries 27
3.3.1 Anoverview of the people interviewed in the five countries 27
3.3.2 A description of the DR-TB programme in the five countries 27
3.3.3 Elements that hamper and elements that promote completion of
treatment 32
3.3.4  Conclusions 34
3.4 Quantitative findings I: an analysis of charts of DR-TB patients 35
3.4.1 Introduction and demographic findings 35
3.4.2  Description of the sample: baseline medical and social data 35
3.4.3  Previous treatment experiences 36
3.4.4  Diagnostic results at baseline 37
3.4.5 Diagnostic results at two months of treatment 38
3.4.6  Hospitalisation and ambulatory care 39
3.4.7  Treatment outcome 40
3.5 Quantitative findings II: reported treatment outcomes 41
3.6 Quantitative findings Ill: data verification 42
4 Discussion 43
5 Conclusion and recommendations 46
6 Annexes -1-

List of Tables
Table 1. DR-TB cases in the 20 EECA countries: confirmed cases, estimated incidence and

(0F= RS0 (=1 1= 1 [0 o = (= 4
Table 2. The number of regions that were visited in the five countries...........ccccovveviiieii i, 9
Table 3. People eligible to be interviewed at national and oblast level............cccccccccceeeiiiiiiniinnnn. 9
Table 4. Number of FGDs and patient interviews, respectively, performed in each country........... 10
Table 5. Number of reports that mention the various sub-populations, by country......................... 12
Table 6. Common identified challenges to DR-TB CAre ..........coooviiiiiiieieeeeeeeeeeeeeeeeeeeee e 14
Table 7. Examples of the various categories of challenges. ..., 14

Table 8. Encountered patient enhancers per country during 2010 to 2013 and 2014 to 2016........ 17
Table 9. Encountered provider enhancers per country during 2010 to 2013 and 2014 to 2016 .....20
Table 10. Foci of the most common recommendations related to treatment completion................. 21
Table 11. Topics of recommendations per country during 2010 to 2013 and 2014 to 2016 ........... 21
Table 12. Factors seen as being of top importance to promote successful treatment outcome...... 24
Table 13. Number of various kinds of key informants interviewed in the five countries. ................. 27

Table 14. Diagnostic tools in 17 health facilities of the five visited countries...........ccccoocevviieneenennnn. 31



Table 15. Factors perceived to hinder or hamper successful treatment outcome...............cccovveeen.. 32
Table 16. Factors perceived to promote successful treatment OUtCOME ...........coevvviiiiieeeerrieeiiennnnn. 33
Table 17. Medical features at baseline of the 212 patients whose charts were reviewed............... 35
Table 18. Behavioural and social features of the 212 patients whose charts were reviewed ......... 36
Table 19. Previous treatment experiences of the 212 patients whose charts were reviewed ......... 37
Table 20. Diagnostic findings at baseline (212 CASES) .......cuuuiiiiieeeiiiiiiiiie e 37
Table 21. Drug resistance at baseling (212 CASES) ......cccvveuuiiiiiii i 38
Table 22. Diagnostic findings at baseling (212 CASES) ........ccovveeeeeeeeeeeeeeeeee e 38
Table 23. Hospitalisation and its 1ength iN daysS ..........cooiiiiiiiiiiii e 39
Table 24. Place of DOT during ambulatory Care..........cccoeeuuiiiiiiiie et 39
Table 25. Provider of DOT during ambulatory Care............oooovveeeieeeeeeeeeeeeeeee e 39
Table 26. Treatment outcome of the 191 cases with definite treatment outcome........................... 40
Table 27: Determinants of poor treatment OULCOMIE...........cuuuuiiiiieeei e 40
Table 28: Determinants of poor treatment outcome, multivariate analysis ..............ccccoeeeeeeeeeeeeeen. 41
Table 29. Treatment outcome according to the health facility reports seen in the regions, by

o 0 U] 11 Y PP 41
Table 30. Data verification in 12 health facilities: re-counted versus reported treatment success
=1 PRSP PPPTPPR 42
List of Figures

Figure 1. The treatment success rate of the various tuberculosis patient groups in the

European Region, 2000-2015. ... . ... uuuuueutieeeetieteeeeeaeeeeeeeeaeeaeeeeeee s s e ae bbb e s e e e nnnnnnneees 2
Figure 2. Budget situation of the European Region in terms of TB care, 2013 to 2017 ................. 3
Figure 3. Categorisation of statements: the six overarching topiCS ..........cccccceeeiiiiiiiiiiiieen e, 13
Figure 4. Common identified categories of patient ENNaNCErS ...............euvvviiiiiiiiiiiiiiiiiiiiiiiiiinnnn. 15
Figure 5. Common identified categories of provider enhancers ............ccccvviieeieceecciiccee e, 19

ACKNOWLEDGEMENT

We are very grateful for the support received from the “National TB Programmes” (NTPs) of
the five visited countries and for the NTPs that sent us documents for the desk review. Our

thanks also go to Nino Mdivani and Mohammed Yassin at the Global Fund for their support
and fruitful discussions.

The efforts of WHO Euro, especially as it refers to designing the methodology of this special
study, are further acknowledged. We are very grateful for the five experts who participated in
the Delphi survey.

Our sincere thanks go to the many healthcare providers, including NGO members and to the
patients we talked to. Many thanks also go to the various drivers who brought us safely to
many places in the five visited countries.

The statistical support of Jan Hattendorf and the logistical support of Susanne Schranz and
of Christelle Hostettler, all of Swiss TPH, are gratefully acknowledged.



List of abbreviations

AIDS
AZE
BLR
CBO
CSO
DQA
DR-TB
EECA
ECDC
FGD
FLD
FIFO / FEFO
GLC
HF

HIV
IDU
MDR-TB
MDT
NTP
NGO
PHC
PLWH
PR
RFP
rGLC
ROM
RR-TB
SCIH
SLD
Swiss TPH
TJIK

B
UKR
VOT
WHO
XDR-TB

Acquired Immunodeficiency Syndrome
Azerbaijan

Belarus

Community-Based Organizations

Civil Society Organisation

Data Quality Assessment
Drug-resistant tuberculosis (i.e. all kinds of resistance patterns)
Eastern Europe and Central Asia ECDC
European Centre for Disease Prevention and Control
Focus Group Discussion

First-line drug

“First in first out / first expired first out”
Green Light Committee

Health Facility

Human Immunodeficiency Virus
Injecting Drug User

Multidrug-resistant tuberculosis
Multi-Disciplinary Team

National TB Control Program
Non-Governmental Organization
Primary Health Care

People Living With HIV

Principal Recipient

Request For Proposal

regional Green Light Committee
Romania

Rifampicin-resistant tuberculosis

Swiss Centre for International Health
Second-line drug

Swiss Tropical and Public Health Institute
Tajikistan

Tuberculosis

Ukraine

Video-Observed Therapy

World Health Organization

Extensively resistant tuberculosis



Executive Summary

Background and objective

The Global Fund commissioned the Swiss Tropical and Public Health Institute (Swiss TPH)
to perform a Special Study that has the title: “Factors that contribute to favourable MDR-TB
treatment outcomes in Eastern Europe/Central Asia (EECA)”

In the WHO European Region (a proxy for the EECA region), a total of 40,698 MDR/RR-TB
cases were started on second-line treatment in 2014 (49% of them were from Russia and
18% of them from Ukraine); 54% of them had successful treatment outcome (among the
2013 cohort, it was 52%). Also, there were 4,404 XDR-TB cases (50% of them were from
Russia and 25% of them from Ukraine); they had a treatment success rate of only 29%.
Equipping TB programmes and patients who have drug-resistant TB (DR-TB) in such a way
that good treatment outcome is possible is costly. However, the available TB budget, as
reported to WHO, was approximately 2500 million USD in 2015, decreasing to approximately
1800 million USD in 2016 and 1600 million USD in 2017 for the European Region.

The objectives of this special study were:
(1) To determine factors across the DR-TB continuum of care that contribute to
successful treatment outcome, including among special patient groups

(2) To assess effectiveness of different community engagement models into the success
of program; and make recommendations for a sustainable community engagement
model(s) in the region.

Methods

This study used four approaches: (i) a desk review of existing documents on DR-TB care
from the 20 countries of the EECA region; (ii) a Delphi survey among experts of DR-TB care;
(i) qualitative data gathering, i.e. interviews and focus group discussions (FGDs) with DR-
TB programme providers and patients in five countries of the EECA (Ukraine, Romania,
Belarus, Tajikistan, Azerbaijan); and (iv) quantitative data gathering (review of DR-TB patient
charts regarding determinants of treatment outcome and data verification on recording and
reporting) in these five countries. During the five country visits, TB programme staff, including
staff working on TB-HIV and methadone programmes, at national, regional and health facility
level were interviewed. Staff of non-governmental organisations (NGOs) were also
interviewed. Interviews and FGDs with DR-TB patients were conducted.

Key findings

Findings from the desk review

In the desk review, 81 reports were reviewed (reports compiled from 2010 to 2016 plus one
from 2017). Most reports were rGLC reports (n = 42), followed by reports from partner
organisations (n = 13), National Programme Review reports (n = 9), and WHO country
reports (n = 7).

Commonly mentioned marginalised patient sub-populations were: (i) prisoners in 66 reports;
(i) people living with HIV/AIDS in 63 reports; (iii) migrants in 35 reports; (iv) users of illicit
drugs in 33 reports; and (v) homeless people, mentioned in 25 reports.

The frequency distribution of six constructed categories were established. The common
categories were:

e Recommendations [almost one third of the statements (243/785; 31%) were
recommendations]. One fourth (23.5%) dealt with issues that can be categorised as
‘programme management’ (e.g. “support the update and endorse the updated National
Guidelines on DR-TB care”). Also common were recommendations related to the design
or composition of the regimenand issues relaefted to clinical management
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e Main challenges (18%). The main topics were management issues in general and
programme management as well as financial/management challenges. Also common
were social support for patients and the problem of side effects.

o Patient enhancers/enablers (16%). The three main kinds of patient enablers were
‘general social support’ (e.g. financial allowance, payment of gas and electricity bills,
disability pension, “psycho-social” support), ‘food support’ and ‘money for transportation’.

o Provider enhancers/enablers (4%) are uncommon (mostly they referred to training and
money for transportation). Healthcare workers play a crucial role in the treatment of DR-
TB; thus, provider enhancers may be an important link that is often missing.

Findings from the Delphi survey

At the level of individual DR-TB patients, the five experts agreed that the two most important
factors influencing favourable treatment outcomes are: (i) patients receiving rapid diagnosis
allowing early beginning of adequate treatment; and (ii) patients receiving adequate social,
financial and nutritional support. Furthermore provision of all medications, including
medications for treatment of side effects, free of charge to DR-TB patients was perceived to
be critical.

At the level of the TB health worker the experts’ consensus highlighted the importance of
health workers “understanding individual patients’ needs, including work or education needs,
and to consider those when providing care” and that the patient is treated with respect and
empathy.

Regarding new diagnostic tools currently being assessed, there was an experts’ consensus on
the following points: There is a need for more investment in building lab networks and ensuring
they are staffed and maintained; and (ii) not many NTPs have the vision on how to extend the lab
network, how to promote access and progressively to whom, taking into account national budget
constraints. In addition, it was emphasised that in many settings, there can be considerable
delays from the time the sample is collected until result is reported and received by the treating
clinicians.

Regarding new TB drugs and regimens currently being assessed, there was an experts’
consensus on the following points: (i) adequate training of staff at all levels and provision of
monitoring equipment is important; and (ii) there is a need to contextualize the possible risks
of the new drugs with the current risks of the existing regimens.

Findings from the qualitative data gathering in the five visited countries

In the five visited countries, there were at the national level, overall 40 people interviewed, at
the regional level, they were 76 and at the health facility level, they were 44.

In the five countries, the TB programme is vertical, though some integration into the PHC
system is policy, with various degree of implementation. In all five countries, further
involvement of PHC facilities is possible. In general, the TB and DR-TB patients are
hospitalised, at least during the initial phase of treatment. In all five countries, the number of
“TB hospital beds” has recently been reduced or is still being reduced to free some financial
resources for other aspects of TB care.

The principle of directly observed therapy (DOT) is largely adhered to in the five countries,
though less so in Romania. In all five countries, NGO workers provide home-DOT in some
places. In all five countries, it was perceived that the stigma attached to tuberculosis is
considerable.

In all five countries, the following were factors perceived to hinder successful treatment
outcome: (i) side effects; (i) the long duration of treatment; (iii) strained patient-provider
relationship; (iv) patients’ lack of comprehensive information about TB and its treatment at
treatment start; and (v) stigma attached to TB. Factors that promote good treatment outcome
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were less easily identified: in four or five countries, the following were such factors: (i) good
patient-provider relationship; (ii) food as incentive; and (iii) home-DOT (treatment at home of
patient).

Findings from the quantitative data gathering in the five visited countries

Data extraction on patient characteristics performed in the five visited countries yielded data
from 212 patients (all of the 2013 cohort). 9.4% of them were HIV-positive, 65% had had
previous TB treatment and one fifth had had at least one previous DR-TB treatment episode.
One fourth (24.1%) had undergone MTB/RIf Xpert examination. Among the 212 cases, 22%
had pre-XDR and 9% XDR at baseline.

Among the 191 patients with a definite treatment outcome, 58.6% had successful treatment
outcome. Multivariate logistic regression analysis found three clear risk factors for poor
treatment outcome: (i) homelessness; (ii) culture-positivity at two months of treatment; and
(i) having previously had treatment with second-line drugs.

Reported treatment outcome was gathered from 77 health facilities in the five countries,
totalling 2079 cases of the 2913 cohort. The overall treatment success rate was 45.2%.

Data verification exercises revealed an almost perfect concordance: comparing records with
reports of 12 health facilities, only one health facility had a discordance (of just one case).

Conclusion and recommendations

1. Uptake and scaling up of new diagnostic tools and approaches and of new regimens
is crucial. The NTPs need to emphasise the importance of making these new tools
available and push for comprehensive coverage.

2. Inview of the seriousness of the challenge of side effects, it is important that ancillary
drugs are reliably available and provided free of charge.

3. Most DR-TB patients of the EECA region are not eligible for the short MDR regimen
based on the current WHO recommendation. There is a need to carefully balance the
advantages and disadvantages of having a potentially less powerful but much more
tolerable regimen. A short regimen reinforced with one or two new drugs (e.g.
Bedaquiline) may be the way forward.

4. In the process of full involvement of the PHC level facilities and contributions from the
community, each country accumulates experiences and lessons learnt. Therefore, the
countries may benefit from an exchange of experiences on these efforts to involve
PHC facilities and communities in TB and DR-TB care.

5. In view of the common catastrophic costs and impoverishing effect of having TB and
especially DR-TB, improving the DR-TB treatment outcome in EECA countries may
well mean more comprehensive support for a large proportion of the patients
(including cash incentives) and his or her families.

6. Marginalised sub-groups such as alcoholics and the homeless need comprehensive
assistance. It seems warranted to seriously consider having a formal alcohol
dependency treatment programme for TB and DR-TB patients.

7. There is a trend of more home-DOT. The shift to this mode of treatment delivery
should be closely monitored and the results evaluated, with scope for accompanying
cost-effectiveness studies. Other approaches to facilitate better treatment outcome
should also be explored, such as involving cured patients in supporting DR-TB
patients on treatment, involving psychologists and having patient group discussions.
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GF Special Study on MDR in EECA — final report

1  Overview, Objectives and Background

1.1  Overview regarding this study

The Global Fund commissioned the Swiss Tropical and Public Health Institute (Swiss TPH) to
perform a Special Study that has the title: “Factors that contribute to favourable MDR-TB treatment
outcomes in Eastern Europe/Central Asia (EECA)”

This Special Study used four approaches: (i) a desk review of existing documents on DR-TB care
from the 20 countries of the EECA region; (ii) a Delphi survey among experts of DR-TB care; (iii)
qualitative data gathering, i.e. interviews and focus group discussions (FGDs) with DR-TB
programme providers and patients in five countries of the EECA (Ukraine, Romania, Belarus,
Tajikistan, Azerbaijan); and (iv) quantitative data gathering regarding determinants of treatment
outcome and data verification on recording and reporting in these five countries.

The main purpose of this study was to understand how to improve treatment success in EECA
countries, considering the context of these countries. The findings of this study should assist the
EECA countries in further shaping their TB programmes and the Global Fund and other partners on
what kind of support is appropriate.

This report presents the overall findings and has annexed (Annex 5) the five individual country
reports (as embedded files).

1.2  Objectives

The overall objective of this Special Study is the expansion of our knowledge regarding the factors
that influence MDR-TB treatment outcomes in general, and amongst special groups, in order to
enable the national TB programmes, in collaboration with the Global Fund and other partners to
prioritise interventions for better treatment outcome among drug-resistant TB cases.

Objectives are two-fold:

(1) To determine factors across the DR-TB continuum of care that contribute to successful
treatment outcome, including among special patient groups

(2) To assess effectiveness of different community engagement models into the success of
program; and make recommendations for a sustainable community engagement model(s) in
the region.

1.3  Drug-resistant Tuberculosis in the EECA region

The Global Fund mandated the Swiss Tropical and Public Health Institute (Swiss TPH) to conduct a
study on factors that contribute to favourable MDR-TB treatment outcomes in Eastern
Europe/Central Asia (EECA).

WHO does not have regional data for exactly these 20 countries. However, WHO has data on the
so-called “WHO European Region” where nine of the world’s thirty high MDR-TB burden countries
are situated. The following data refer to the WHO European Region [1,2].

In 2016, the incidence rate of TB cases in the European Region was estimated at 32 per 100,000
(down from 36 per 100,000 in 2015), ranging from 2.1 per 100,000 in Iceland to 145 per 100,000 in
Kyrgyzstan. In the same year, a total of 260,434 cases were notified (down from 297,448 TB cases
in 2015); for 84% of them the HIV status was known (up from only 72% in 2015). Among those
tested, 15% (24,871) were HIV co-infected. There was a strong preponderance of male cases in
both years.
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In 2016, an estimated 71,000 cases had RR/MDR-TB! among the notified pulmonary TB cases
(down from 74,000 in 2015). It was further estimated that 19% of the new TB cases and 55% of the
previously treated cases had MDR/RR-TB in 2016. In terms of diagnostic capacity, a total of
145,183 notified cases were tested for rifampicin resistance in 2016 (up from 138,048 in 2015); 50%
of the new cases and 65% of the previously treated cases. Among these tested cases, 49,442
(34%) were found to have MDR/RR-TB. Only 13,994 of them (28.3%) were tested for resistance to
second-line drugs; 3,114 of them had XDR-TB. A large proportion of these 3,114 detected XDR-TB
cases, namely 38% (n = 1,195), were from Ukraine.

In 2014, a total of 40,698 MDR/RR-TB cases were started on second-line treatment; 54% of them
had successful treatment outcome (among the 2013 cohort, it was 52%). Among the 40,698 cases
were 4,404 XDR-TB cases; they had a treatment success rate of only 29%.

Figure 1 presents the treatment success rate of the various groups of tuberculosis patients in the
European region; note that even among the new and relapse TB cases, the treatment success rate
was consistently below 80%.

Figure 1. The treatment success rate of the various tuberculosis patient groups in the European Region,
2000-2015.
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! MDR/RR-TB: multidrug-resistant TB and rifampicin-resistant TB. In general, this report uses the term DR-TB (drug-
resistant TB). DR-TB includes all kinds of resistance patterns (e.g. rifampicin-resistant TB cases, poly-drug resistant cases
and extensively drug-resistant TB cases).
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Figure 2 presents the budget situation of the European region over the past five years. Note that the
high-income countries of the European region are included in Figure 2; in some countries of the
EECA, the unfunded proportion is much larger (for instance, in both Belarus and Romania,
approximately 30% of the 2017 budget was unfunded?). Noteworthy is that approximately 85% of the
domestically funded budget of 2017 is due to the budget of Russia (where there is only domestic
funding). In other words, when one excludes Russia, the proportion of domestic funding in the
European region would be substantially lower.

Figure 2. Budget situation of the European Region in terms of TB care, 2013 to 2017
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Source: WHO 2017. Global Tuberculosis Report 2017, Annex 3

Russia is a key country within EECA: Looking at the years 2013 to 2015 and taking the mean shows
that per year, there were approximately 41,600 DR-TB cases in the 20 countries of the EECA; 37%
of these DR-TB cases were from Russia. Furthermore, by applying a carefully designed model,
Sharma and colleagues (2017) forecasted that in Russia, the percentage of MDR-TB among
incident TB cases will increase, reaching 32.5% by the year 2040. It is noteworthy that the model
estimates that the proportion of MDR-TB case among all TB cases will be much lower in the other
three examined countries (5.7% in South Africa, 8.9% in the Philippines and 12.4% in India) [3].

Table 1 presents the number of confirmed DR-TB cases, the estimated incidence of RR-TB cases
and the case detection rate in the 20 EECA countries (data are from the WHO TB database).

2 Information retrieved from http://www.who.int/tb/country/data/profiles/en/, countries Tajikistan and Belarus, accessed 5 November 2017.
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Table 1. DR-TB cases in the 20 EECA countries: confirmed cases, estimated incidence and case detection rate

GF Special Study on MDR in EECA — final report

Number of confirmed DR-TB cases Estimated incidence of Case detection

2013 2014 2015 2016 [rifampicin resistant TB, 2016 rate, 2016 *
DR-TB high-burden countries
Russian Fed. | 13521] 15'585! 17'132| 27'363 63'000 43.4%
Ukraine | 10585] 7'735] 9397 8651 21'000 41.2%
Kazakhstan | 6411 5877 6497| 5817 7000 83.1%
Uzbekistan | 5751 3'844] 2'149]  1'956 10'000 19.6%
Belarus . 1'386] 1251] 1340 1543 3'400 45.4%
Kyrgyzstan | 1191{ 1267, 1116] 1236 4'800 25.8%
Azerbailan | 1'039)  1'007; 1171 925 2'400 38.5%
Moldova | 1042 925!  1042| 1031 2'300 44.8%
Tajikistan | 872 902! 675| 748 2'600 28.8%
Other countries
Romania | 627! 577 576| 536 890 60.2%
Georgia | 406! 441 418| 401 780 51.4%
Turkmenistan | 81l 210  270| 557 830 67.1%
Armenia | 119! 111} 101 128 280 45.7%
Bulgaria | 37! 44; 26/ 22 61 36.1%
Serbia | 12| 14; 5| 8 27 29.6%
Macedonia | 2! 3] 5| 2 6 33.3%
Albania | 2! 3| 4 4 12 33.3%
Bosnia & H. | 1 4 3| 0 0 NA
Montenegro 3 0 2 13 0 0 NA
KOSOVO g Oorunknowng Oorunknowné Oorunknown;' 0 orunknown 0 orunknown NA

* Number of confirmed cases divided by the estimated incidence of RR cases

It is noteworthy that only in Kazakhstan, Romania, Georgia and Turkmenistan was the case
detection rate above 50% in 2016. The case detection rate was below 30% in Uzbekistan,
Kyrgyzstan, Tajikistan and Serbia.

One common feature in many of the countries of the EECA Region is the reliance on hospitalised
care for patients with drug-susceptible and drug-resistant TB. The systems of institutional staffing,
payment and reimbursement created perverse incentives in many settings to hospitalize patients
unnecessarily or for longer periods than required. The National TB Control Programmes (NTP) are
increasingly aware of the need to reduce hospitalisation, and various projects support the NTPs. For
instance, in September 2015 a US$ 6 million grant agreement was signed between the Global Fund
and the Centre for Health Policies and Studies as the Principal Recipient of a regional grant. This
grant - supported by the WHO Regional Office for Europe and partners (e.g. the European
Respiratory Society and the London School of Hygiene and Tropical Medicine) - covers eleven
EECA countries (Armenia, Azerbaijan, Belarus, Georgia, Kazakhstan, Kyrgyzstan, Republic of
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Moldova, Tajikistan, Turkmenistan, Ukraine and Uzbekistan)®. The aim of the grant is to use a
systems-based approach to improve TB treatment outcomes by removing health system barriers
and scaling up health system reforms. The project complements country TB-specific and broader
health reform efforts supported by USAID, the World Bank and others. Among the aims are
minimizing TB patient hospitalization rates and average lengths of hospital stay.

2 Methodology

The study, designed by the Global Fund with inputs from WHO EURO, contained three approaches:
() a desk review of TB and DR-TB documents from the 20 countries of the EECA region®; (i) a
Delphi survey among recognised TB experts in order to increase the evidence-base for the
identification of factors contributing to successful MDR-TB treatment outcomes: and (iii) an in-depth
review of activities in five countries that were visited, focussing on the care for DR-TB cases,
especially to determine factors that contributed to successful treatment outcome. The study team
visited the following five countries (between March and July 2017): Belarus, Ukraine, Romania,
Tajikistan, Azerbaijan. For the five visited countries, ethical clearance was sought and obtained,
facilitated through the national TB programmes.

2.1 Desk Review of DR-TB care in the EECA Region

2.1.1 Documents reviewed

Retrieval of documents to be reviewed was done in collaboration with the Global Fund and
WHO/EURO. All the documents that were made available to the study team were reviewed. The
countries were requested to make TB and DR-TB documents available. With the exception of three
countries (Turkmenistan, Russian Federation and Montenegro), there was at least one document
made available. A large proportion of the reviewed documents were rGLC Europe reports. Other
documents were programme reviews and partners’ reports.

A preliminary search on PubMed for publications since 2008 on MDR-TB treatment outcomes for
sub-regions (“eastern Europe”, “central Asia”) as well as for the five target countries of the study
showed a result of 51 peer-reviewed articles. These documents were not systematically analysed
but information drawn from them for better understanding the DR-TB situation in EECA countries

and for enriching the conclusion/recommendations section.

2.1.2 Data extraction

Apart from country and year of writing the document, the documents were reviewed to extract
information into a prepared Excel data gathering tool regarding the following topics:

1. Sub-populations mentioned.

2. Enablers to help patient (not counted when mentioned only in the recommendations)

3. Enablers to encourage providers (not counted when mentioned only in the
recommendations)

4. Main challenges that hinder treatment completion

® Information retrieved from http://www.pas.md/en/TBRep (accessed 5 September 2017) and page 99 of WHO’s Global
Tuberculosis Report 2016.

* As indicated by the Global Fund (Solicitation TGF-16-085), the following twenty countries are considered to comprise the
EECA region: Albania, Armenia, Azerbaijan, Belarus, Bosnia and Herzegovina, Bulgaria, Georgia, Kazakhstan, Kosovo,
Kyrgyzstan, Macedonia, Moldova, Montenegro, Romania, the Russian Federation, Serbia, Tajikistan, Turkmenistan,
Ukraine, Uzbekistan
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5. Recommendations related to treatment outcome

»

Remarks on treatment outcome

7. Other information that is meaningful regarding the topic of treatment and treatment outcome,
including factors that further treatment completion.

For each of these overarching topics, the extracted information was categorized, using the following

categories:

1. For sub-populations: migrants, prisoners, people living with HIV/AIDS, drug users, other sub-
populations (e.g. homeless, alcohaolics)

2. For enablers to help patients:

VVVYYVYVVVYVYY

A\

Food

Hygiene set or similar

Money for transportation

Money for other things

Help in housing

Formal meetings with peers

Regular coaching by social worker or similar staff
Regular coaching by psychologist
Ancillary drugs

Social support for patient (in general)
Community-based DOT / care

Other patient enabler

3. For enablers to encourage providers:

VVVYYYVYVYVYVY

Offers for further training

Money for each cured TB patient

Money for transportation for visiting patients

Formal meetings with peers

Regular coaching by head of facility or social worker or similar staff
Training

Other provider enabler

4. For main challenges that hinder treatment completion:

A\

VVVVYYYVYYVY

>

Side effects of medicines

Poverty of patients

Daily travel to treatment

Strained patient-provider relationship
Programme management

Clinical management

Management, other

Financial challenge / issue

Financial and/or management challenge
Other challenges

5. For recommendations related to treatment outcome: the categories mentioned above plus:

>
>

Training
Design/composition of regimen

6. For remarks on treatment outcome: the categories mentioned above

7. For other information: the categories mentioned above

6
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Furthermore, for each extracted item, the relevant passage from the source document (e.g. rGLC
report) was moved (sometimes copy-pasted, sometimes in a slightly summarised form) into a
column in the Excel file called “narrative”.

It is important to note that it was not always straightforward which category to assign to a statement.
For instance, there was the following statement in a report: “Not all DR-TB patients receive
treatment, there are short waiting lists in the regions”. It was decided to put this statement into the
category “programme management”; it needs to be acknowledged that this statement can also be
put into the category: “Financial challenge / issue”.

2.1.3 Data analysis

Data were analysed to present what kind of topics and what kind of categories were prominent
(mainly in terms of frequencies). Regarding patient enablers and provider enablers, a time-related
analysis was performed, comparing two time frames: 2010 to 2013 and 2014 to 2016 to clarify if
enablers were more common during the more recent years. Descriptive statistics were carried out in
Excel and in R. Desk review data was also imported into R and counts and percentages were
established. Graphics were produced in R and in Excel.

2.2  Delphi survey

In order to increase the evidence-base for the identification of factors contributing to successful
MDR-TB treatment outcomes, the study team conducted a Delphi survey among recognised TB
experts (a Delphi survey consists of repeated rounds of key informants’ consultations among a
group of stakeholders). Two rounds were made, performed between April and July 2017. After round
two, there was some persisting disagreement between experts’ opinions, and this was considered
as valid findings in the sense that they indicate areas with open questions (some of them might need
further research).

Identification of experts

Based on relationships that one of the research team had established over his twenty years of
experience in the field of TB/DR-TB and TB control, a list of possible experts was drafted; efforts
were made to recruit a group of experts with divergent background/views. The list was reviewed to
have a group of experts with some heterogeneity in terms of field of expertise, geographical
background and affiliation with an organisation. It was then decided to have a list of eight experts for
the Delphi survey.

Round one

Based on the vast knowledge, including field knowledge on DR-TB care, of one among the research
team and also based on the findings of the desk review, a questionnaire was compiled. The
guestionnaire focussed on the twin questions of what can promote and what can hinder good
treatment outcomes for DR-TB patients. Focus was also given to special sub-population groups/
marginalised population groups. In addition, a few specific questions were posed regarding new
diagnostic tools (LPA second-line, Xpert Ultra, Xpert Omni) and regarding newly emerging
regimens, including the new medicines Bedaquiline and Delamanid (the short MDR regimen was not
mentioned specifically in round one).

This questionnaire was sent to the eight identified experts. Several reminders were sent, resulting in
receiving filled-in questionnaires from five experts.

Round two
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Based on an analysis of the replies of the experts to round one, a questionnaire was built for round
two. The experts were asked to score statements regarding their relevance. To each of the following
topics, various statements were presented, and these statements had to be scored for level of
relevance:

1. Factors at the level of the MDR-TB Patient which are important to promote successful
treatment outcomes

2. Factors at the level of MDR-TB patient’s family and community (society) which are
important to promote successful treatment outcomes

3. Factors at the level of the national TB programme in general which are important to
promote successful treatment outcomes

4. Factors at the level of the TB health worker (doctor or nurse) which are important to
promote successful treatment outcomes

5. Various possible actions to improve treatment outcomes

In addition, the experts were asked to indicate their level of agreement regarding various statements
referring to the new TB drugs (Bedaquiline, Delamanid), the short regimen and regarding various
statements referring to new diagnostic tools (e.g. LPA second-line, Xpert Ultra, Xpert Omni).

Findings from both rounds are presented in the Results section.

2.3 Field visits to five countries

2.3.1 Overview of methodological approaches used

Both qualitative and quantitative methodologies were used to collect data for the study, as detailed
below.

Qualitative approaches were:

- Key informant interviews at national and oblast level

- Provider interviews at health facility level

- Interviews with NGO workers

- Focus Group Discussions (FGDs) with DR-TB patients
- Interviews with DR-TB patients.

Quantitative approaches were:

- Treatment outcome of oblasts as collected at the oblasts

- Data verification: reported figures compared with a re-count done in the DR-TB registers of
the visited health facilities

- An analysis of charts of DR-TB patients, cohort 2013 to describe the DR-TB patients and
establish determinants of treatment outcome.
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2.3.2 Study areas and sites
Table 2 presents the number of and names of the regions that were visited per country.

Table 2. The number of regions that were visited in the five countries

Country Number and names of visited regions

. Kiev City, Kievskaya, Chernihivskaya, Chernivitskaya, Rivenenskaya, Dniprovskaya, Zaporijskaya
Ukraine 8 .
and Kharkivskaya
Romania 6 Bucharest, Arges County, Dolj county, Olt County, Ilfov County, lasi County
Belarus 3 Minsk City, Minsk Oblast, Grodno Oblast
Tajikistan 2 Hatlon Oblast, Sughd Oblast
Azerbaijan 2 City of Baku, Absheron Region

In each country, half of the visited regions were regions with the highest treatment success rate of
the 2013 cohort and the other half were the regions with the lowest treatment success rate of the
2013 cohort. In Ukraine and Azerbaijan, this selection principle could not be fully adhered to due to
security concerns (and in Azerbaijan also due to very small volume of DR-TB patients in some
regions).

In each selected region, one peripheral (i.e. not at the level of the region) health facility was selected
for observation and interviews with the health facility staff and community members (mostly NGO
workers) if available. The main criterion for selecting these health facilities was the existence of
community involvement. Apart from this, the volume of DR-TB patients was also considered where
feasible.

From each country, ethical clearance was requested and a letter confirming the ethical clearance
was received.

2.3.3 Study population I: key informants at national and oblast level

The study team carried out Key Informant Interviews with the main stakeholders at national and
oblast level. Table 3 presents the type of key informants eligible for being interviewed; in each
country, approximately 7 of these potential interviewees were interviewed.

Table 3. People eligible to be interviewed at national and oblast level

National level TB in prison manager

National level WHO Country TB officer if applicable

National level Global Fund PR TB officer

National level Chief National TB reference laboratory

National and oblast level TB programme manager, including person in charge of pharmacovigilance
National and oblast level Person in charge of TB of a major partner
National and oblast level Medical supply manager

National and oblast level Director health services

National and oblast level HIV/AIDS programme manager

National and oblast level Opioid substitution therapy programme manager
National and oblast level Community care officer

National and oblast level NGO representative

Oblast level Physician treating DR-TB patients

Oblast level Other healthcare staff treating DR-TB patients

9
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2.3.4 Study population Il: care providers at health facility level

Healthcare providers in charge of DR-TB patients and in some places the head of the health facility
were interviewed, using semi-structured interviews that had undergone a peer review. NGO
workers, when present, were also interviewed.

In addition, a tool guiding observations at the health facility was filled in; this tool also included a few
guestions to be posed to the relevant health facility staff.

2.3.5 Study population Ill: people affected by the disease

With the exception of Azerbaijan, at least one FGD with DR-TB patients currently still on treatment
was performed. In Romania, the patient FGD was with DR-TB patients who had already completed
treatment. While the FGD was on-going, notes were taken to capture the statements of the
participant. It was decided not to voice-record the conversations because note taking was found to
be sufficient. For the note taking the FGD question guide was used.

In all five countries, at least one DR-TB patient, some of them still on treatment, some already with
successful treatment outcome, was interviewed. The responses of the patient were written down
during the interview. In Belarus, this DR-TB patient who was interviewed was HIV-positive. In
Romania, two were HIV-positive and in Azerbaijan one patient. Furthermore, in Romania, one of the
interviewed patients was a migrant. Interviewing a prisoner was not feasible nor was identifying and
interviewing DR-TB patients who had the treatment outcome “lost to follow-up”. Similarly, interviews
with family members of DR-TB patients were not done. Table 4 presents the number of FGDs and
patient interviews conducted per country.

Table 4. Number of FGDs and patient interviews, respectively, performed in each country

Activity Ukraine Romania Belarus Tajikistan Azerbaijan
FGD 4 1 2 1 0
Patient interview 4 7 1 3 5

Note: The patient in Belarus was HIV-positive. Among the 7 patients in Romania, one was a migrant from Moldova
and two were HIV+. In Azerbaijan, one of the five was HIV-positive (not disclosed, however, i.e. the research team
was not informed which of the 5 was HIV-positive as the patient did not opt to reveal it).

2.3.6 Quantitative approaches

Treatment outcome of various health facilities

At each visited oblast, three health facility reports were reviewed to establish the treatment outcome
of the 2013 cohort [treatment success, died, treatment failure, loss to follow-up, other treatment
outcome (mostly transfer out)].

Data verification

In some of the visited health facilities (i.e. in two or three per visited country), the DR-TB register
was examined to re-count the number of DR-TB cases of the cohort of 2013 and assess the
treatment success rate. This was then compared with the treatment outcome (treatment success
rate) of the 2013 cohort as reported. Mostly, these reports were seen at the oblast level. The
purpose of this activity was to establish the accuracy of the reported treatment success rates.

Analysis of charts of DR-TB patients

At all the visited health facilities, a review of the DR-TB patient charts to describe the DR-TB
patients and to have a database for establishing potential determinants of treatment outcome was

10
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done. The DR-TB patients of the 2013 cohort were analysed. Healthcare workers were asked to
allow the research team access to the patient charts or, if preferred by them, to bring us the patient
charts of the 2013 cohort. In the latter case, the research team emphasised the need to not select
certain patient charts but to bring either all patient charts (and the research team then randomly
selected charts for data entering) or to randomly select between ten and fifteen patient charts. In two
health facilities, there was some evidence that the patient chart selection was not done randomly:
the patient charts reviewed from these two facilities all had “cure” as treatment outcome (seven from
one health facility in Ukraine and eleven from one health facility in Tajikistan). Consequently, the
treatment success rate as presented in chapter 3.4.7 is relatively high.

Efforts were exerted to extract data from at least ten patient charts.

Data extracted were various patient-related items (e.g. age, sex, body mass index), diagnostic
results, disease-related items (e.g. disease location, co-morbidities), treatment related items (e.g.
number of previous TB treatment episodes, mode of directly observed therapy), and treatment
outcome. In Romania, an additional variable was extracted: whether or not the patient was under
Global Fund-treatment (versus treatment under the NTP without support from the Global Fund)

Descriptive analysis was done using frequency distributions. Furthermore, a bi-variate analysis and
a multivariate logistic regression analysis to determine if there were risk factors for unfavourable
treatment outcome (or inversely expressed determinants of successful treatment outcome) were
applied.

3 Findings

3.1 Findings from the desk review of reports on TB and DR-TB control

3.1.1 Overview and vulnerable populations

In the desk review, 81 reports from 17 countries (including some reports from multi-country studies)
were reviewed. These reports were written in the time span 2010 to 2017 (from 2017, there was only
one report, an rGLC report). Most reports were rGLC reports (n = 42), followed by reports from
partner organisations (n = 13), National Programme Review reports (n = 9), WHO country reports (n
= 7) and one report from ECDC (European Centre for Disease Prevention and Control).
Furthermore, there were another 9 reports of various origins. Approximately one fourth of the reports
were from the time span 2010 to 2013; the remaining reports were from the years 2014 to 2017 (and
a few reports had no date). Annex 1 provides an overview of the reviewed reports in terms of kind
of report and year per country.

The following marginalised patient sub-populations were mentioned:

e Prisoners in 66 reports

e People living with HIV/AIDS in 63 reports

e Migrants in 35 reports

e Users of illicit drugs in 33 reports

e Homeless people, mentioned in 25 reports

e Other sub-populations that were mentioned more often than three times were: alcoholics,
nine times; Roma, seven times; mentally ill people, four times; and refugees, also four times.

11
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This indicates that while a focus on prisoners and people living with HIV/AIDS is common, other
sub-populations are less strongly (migrants, users of illicit drugs and homeless people) or barely in
focus. Table 5 presents the number of reports that mention the various sub-populations (by country).
Annex 2 presents the various sub-populations per country per year, differentiating rGLC reports from
other reports. The findings presented in Annex 2 indicate that in the years 2010 to 2011, mention of
sub-populations was rare. No clear differences between rGLC and non-rGLC reports can be seen.

Table 5. Number of reports that mention the various sub-populations, by country

Number

of reports Number of reports in which each sub-group is mentioned

reviewed
Country Migrant Prisoner Pevrvsit?]nl_llll\cng Drug user Others
Albania | ! 5 2 2 3 2 T 3
Armenia 4 3 3 3 3 0
Azerbaijan 4 1 4 3 0 0
Belarus 13 3 7 6 3 5
Bosnia & H. 1 1 1 1 0 0
Bulgaria 3 3 3 2 1 3
Georgia 8 2 8 8 6 7
Kazakhstan 2 2 2 2 0 1
Kosowo 3 0 3 3 0 0
Kyrgyzstan 4 3 4 3 3 2
Macedonia 1 0 1 1 1 1
Moldova 3 1 3 3 1 1
Romania 6 2 4 5 1 4
Serbia 3 3 3 3 2 3
Tajikistan 4 0 3 2 0 1
Ukraine 11 6 11 11 9 6
Uzbekistan 4 2 1 2
Seweral 1 0 0 0 1

Notes: 1) In addition, in two reports (one from Bulgaria and one from Romania), there was a vague mention of
“Person living with HIV” and in one report (from Uzbekistan), a vague mention of “Drug user”.

2) When this study was started, there was no indication from a preliminary document review that the group
‘homeless’ could be very prominent; therefore, the group ‘homeless’ was part of the sub-population “Others”.
However, the field visits to the five countries and the desk review made clear that ‘the homeless’ are an important
sub-population (mentioned in 25 reports). Interestingly, the field visits also pointed at the importance of the group
‘alcoholics’. Alcoholics, were, however, mentioned in only 9 of the 81 reports that were reviewed.

12
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3.1.2 The various overarching topics
We identified 6 overarching topics (listed in descending order):

Recommendations related to treatment outcome

Main challenges that hinder treatment completion

Enablers to help patient

Other information meaningful regarding the topic of treatment and treatment outcome
(including factors that further treatment completion)

Enablers to encourage providers

6. Remarks on treatment outcome

hPowbdpE

o

Figure 3 presents the frequency distribution of these main categories. Almost one third of the
statements (243/785; 31%) were recommendations. Also common were statements identifying main
challenges (18%) and statements referring to patient enhancers (16%). The figure indicates that
large numbers of recommendations are commonly issued and that identification of challenges is
also common. The findings indicate that patient enhancers are used and/or discussed though to a
lesser degree. Provider enhancers are uncommon. Healthcare workers play a crucial role in the
treatment of DR-TB, a treatment that is very challenging for the patients and, therefore, also poses
as a challenge for the provider. Provider enhancers may be an important link that is often missing.

Figure 3. Categorisation of statements: the six overarching topics

10

B Recommendations related to
treatment outcome

W Main challenges that hinder
treatment completion

M Enablers to help patient

m Other information meaningful
regarding treatment

M Enablers to encourage
providers

M Remarks on treatment
outcome

3.1.3 Main challenges of the DR-TB programme hindering treatment completion

All in all, 139 challenges were mentioned in the analysed reports. Many of these challenges are
contained in the recommendations written by the consultants. The recommendations were
categorised into various topics. Table 6 presents the categories of challenges identified more than
three times in the 81 reviewed reports. The main topics were management issues in general and
programme management as well as financial/management challenges. Social support for patients
was also very prominent. This indicates that technical and financial assistance to address
management questions, including programme management issues, and to enhance patient support
is warranted. The problem of side effects is also quite prominent. The challenge of side effects was
13
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commonly mentioned during the field visits, e.g. during interactions with patients; see chapter 3.3.3

(e.g. Table 15 and Annex 3).

Table 6. Common identified challenges to DR-TB care

Category of challenges (identified in at least 4 reports)

Management, other 19
Social support for patient in general 18
Programme management 17
Financial and/or management challenge 15
Other challenges 13
Side effects of medicines 11
Financial challenge/issue 8
Ancillary drugs (e.g. limited access) 7
Community-based DOT/care 6
Training 5
Strained patient-provider relationship 4
Money for transportation 4

Note: “Financial and/or management challenge” refers to challenges where money and management issues are

the challenge while in “financial challenge/issue”

, the focus is primarily on lack of money.

Examples of type of challenges (mentioned at least 7 times) are listed in Table 7. One of the
presented examples regarding ‘Other challenges’ is stigma; however, in the desk review, only two
references related directly to stigma were identified.

Table 7. Examples of the various categories of challenges.

Main topic of identified challenge

Examples

Management issues, other than typical
programme management (n = 19)

Social support for patient (in general) (n = 18)

Programme management (n = 17)

Financial and/or management challenge (n = 15)

Side effects of the medicines (n = 11)

Treatment interruption is often a result of adverse drug reactions

and lack of communication between patients and carers.

Equity is aimed to be for all patients. However, in practice, there is
inequity in access to health care, with differences among various
socioeconomic groups and between urban and rural areas

There is no social support for the most vulnerable and poor TB
patients to endure the long DR-TB treatment

Limited prevention of loss of income and unexpected household
expenditure that can plunge patients into poverty, especially socially
vulnerable patients at higher risk of DR-TB

Not all DR-TB patients receive treatment, there are short waiting
lists in the regions

Calculation and ordering of drugs should be changed according
international recommendations.

Consider prevention and control of TB and M/XDR-TB as a public
health priority

Ensure adequate financing and uninterrupted supply of drug
procurement for FLD and SLD at all treatment sites

The main reason for treatment lost to follow up is related to
medication side effects and the treatment regimen

Limited access to diagnostics (including audiometry) for the side
effects

14
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Main topic of identified challenge Examples

It is minus 27 degrees Celsius outside, a lot of snow, and it is not
Other challenges (n = 9) possible for every patient to go out of the house to go and take the
pills from the dispensary

Migrant MDR-TB patients, e.g. students and workers from EU or
non-EU countries, frequently return to their home country during the
lengthy MDR-TB treatment.

Patients go to several TB units for diagnosis and give a different
name in each one —partly due to stigma surrounding TB and partly
because they do not trust the result of the first lab they attended

There are several other funding gaps, which need to be addressed,
such as social support to the TB and M/XDR-TB patients. The
current support is for Global Fund supported programmes and not
for other DR-TB patients

The inability of patients on treatment to look for a job can result in
loss to follow-up.

Financial challenge / issue (n = 8)

Side-effects of SLD drugs are rarely and episodically recorded with
no notes on management strategy. This may cause inappropriate
management of side-effects as well as difficulties in forecasting
budget for ancillary drugs

Ancillary drugs (n = 7)

Access to auxiliary drugs is very limited in all treatment facilities

FLD: First-line drugs; SLD: second-line drugs

3.1.4 Patient enhancers for supporting treatment

In total, there were 142 statements related to patient enhancers. Some of them were from
description of the DR-TB care programme, others were part of an identified challenge or of
recommendations. There were nine categories of patient enablers identified more than three times
in the documents, presented in Figure 4.

Figure 4. Common identified categories of patient enhancers

B General social support
B Food
B Money for transportation
B Money for other things
B Community-based DOT *
® Ancillary drugs **

Other patient enablers

Coaching by psychologist ***

Hygiene set ****

* In seven countries (Armenia, Belarus, Bosnia & H, Georgia, Kazakhstan, Tajikistan, Ukraine)
** In nine countries (Belarus, Bosnia & H, Bulgaria, Kazakhstan, Kyrgyzstan, Macedonia, Serbia, Tajikistan, Uzbekistan)
*** |n four countries (Armenia, Azerbaijan, Georgia, Ukraine)

**** In four countries (Armenia, Belarus, Kyrgyzstan, Serbia)
15
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Social support included a wide range of material support (e.g. financial allowance, payment of gas
and electricity bills, disability pension) and “psycho-social” support such as home visits for education
and moral support and Video-Observed Therapy (we categorised this as “social support”).

As illustration, five examples of social support are presented here:

o From Uzbekistan (report of 2014): “The treatment adherence support (food parcels) are
provided under Global Fund support. The patients whose body mass index (BMI) is under 19
receive additional food tailored to the needs of the patient”

o From Azerbaijan (report of 2014) “The involvement of CSOs in treatment follow-up project for
ex-prisoners by providing social and psycho-social support has allowed the country to
achieve very good management and cure rates”

e From Ukraine (report of 2016): “NTP civilian centre to develop ambulatory treatment plans to
offer treatment close to the patient’s living place, using patient-centred care to improve
adherence to treatment”

¢ From Armenia (report of 2011): “There is a polyvalent counselling team — psychologist, social
worker, nurse”.

e From Armenia (report of 2011): “MSF-France is implementing the “Sputnik Initiative” as an
option to increase adherence to treatment for those DR-TB patients abandoning treatment
due to behavioural and social challenges. The Sputnik (“Fellow Traveller”) Initiative, first
developed and implemented in Tomsk, Russian Federation, was very effective for a limited
number of patients suffering from severe alcoholism who had socio-behavioural constraints
affecting their treatment. A team of two nurses, a social worker and a driver deliver intensive
home-based care to patients close to abandoning their treatment. At the time of the mission,
there were seven patients on the Sputnik Initiative in Armenia (none of them suffering from
alcoholism or drug addiction).”

These examples indicate that some patient enhancers are not costly but others are, for instance the
“Sputnik approach” and involving an NGO for recently released prisoners for continuation of DR-TB
treatment in the civilian health sector (see chapter 3.3.2, Azerbaijan).

A comparative analysis was done, comparing the years 2010 to 2013 with the years 2014 to 2016.
In general, occurrence of patient enhancers in the documents was more common in the years 2014
to 2017. For instance, during the years 2010 to 2013, the documents about Kazakhstan, about
Macedonia and about Uzbekistan did not refer to patient enablers but during the years 2014 to
2016, five different patient enablers could be identified for each of these three countries. Similarly,
the documents about Kyrgyzstan did not mention patient enablers during the years 2010 to 2013 but
mentioned six different patient enablers during the years 2014 to 2016. Table 8 provides the
findings. The overall picture of the table clearly indicates that over the past years, more countries
have implemented patient enablers.

16



Table 8. Encountered patient enhancers per country during 2010 to 2013 and 2014 to 2016

Country

2010 to 2013
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2014 to 2016 *

Albania Social support for patient (in general)
Money for things other than transportation
Armenia Money for transportation Food
Eood Hygiene package
Regu|ar Coaching by psychologist Covering the eleCtriCity and gas bill
Social support for patient (in ;
general) (twice) Community-based DOT / care
Community-based DOT / care
Azerbaijan Social support for patient (in general) (in two reports)
Regular coaching by psychologist
Social support for patient (in ) } ) )
Belarus general) (twice) Social support for patient (in general) (5 times)
Money for transportation Money fOI’ transportation (5 timeS)
Money for things other than _ _ _
transportation Formal meetings with peers (twice)
Food Food (3 times)
Community-based DOT / care
Ancillary drugs (for free in hospitals only)
Bosnia & H.  community-based DOT / care
Ancillary drugs
Bulgaria Ancillary drugs (twice)
Food (twice)
Georgia Eood Money for things other than transportation (4 times)
Money for things other than . )
transportation Money for transportation (3 times)
Community-based DOT / care
Regular coaching by psychologist
Regular coaching by social worker or similar staff
Kazakhstan Money for transportation (twice)
Food (twice)
Ancillary drugs
Social support for patient (in general)
Community-based DOT / care
Kosovo
Kyrgyzstan Food (twice)

Ancillary drugs (twice)

Money for transportation

Social support for patient (in general)
Hygiene set or similar

Money for other things
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Country 2010 to 2013 2014 to 2016 *
Macedonia Food
Ancillary drugs
Money for transportation
Social support for patient (in general)
Hygiene set or similar
Moldova Food (twice)
Money for transportation
Money for things other than transportation (twice)
Social support for patient (in general)
Romania Formal meetings with peers
Social support for patient (in
Serbia general) (twice) Money for transportation
Food Food
Hygiene set or similar Hygiene set or similar
Money for transportation
Ancillary drugs
Tajikistan Food (4 times) Social support for patient (in general) (twice)
Community-based DOT / care Food
Ancillary drugs Money for things other than transportation (twice)
Social support for patient (in
general)
Social support for patient (in
Ukraine general) Food (twice)
Community-based DOT / care Money for transportation
Regular coaching by social
worker or similar staff Regular coaching by psychologist
Other patient enabler
Uzbekistan Food (3 times)
Money for things other than transportation (twice)
Social support for patient (in general) (3 times)
Money for transportation (twice)
Ancillary drugs
Severs

Other patient enabler
Money for things other than transportation (twice)

Money for transportation (twice)

* From one country (Belarus), we have a report from a mission that took place in 2017.

Note: empty means there was nothing mentioned in the report(s) about patient enhancers for the given time span.

18




GF Special Study on MDR in EECA — final report

3.1.5 Provider enhancers for supporting treatment

In total, there were 42 identified statements related to provider enhancers (provider enablers). Some
of them were from description of the DR-TB care programme, others were part of an identified
challenge or of recommendations. There were six categories of provided enhancers identified more
than once in the documents, presented in Figure 5. Common provider enhancers were training and
a variety of different enhancers that are hard to be categorised (“Other provider enhancers”). An
example of the latter is: “Consider motivation for PHC and other personnel involved in TB related
activities during health insurance policy/state budget planning in the future” (Kosovo, 2015).

An example of a general financial incentive (“Money for other things”) is: “Oblast TB coordinators
started to be paid based on the performance of programme indicators for management of DR-TB
(performance-based model of incentive payments)” (Kyrgyzstan, 2014)

A typical example for training is: “A two-day training course was carried out on the use of new drugs,
further training on the use of new drugs is needed for TB doctors countrywide” (Moldova, 2016).

Figure 5. Common identified categories of provider enhancers
Community-based DOT /

Money for each cured TB
patient ( =2)

Training (N=11)

Money for transportation
(N=5

Other provider enabler (N
=13

A comparative analysis was done, comparing the years 2010 to 2013 with the years 2014 to 2016.
In Ukraine, Azerbaijan, Albania and Tajikistan, there was no mention of provider enhancers in the
reviewed documents. In general, occurrence of provider enhancers in the documents was more
common in the years 2014 to 2016, similar to what was found regarding patient enablers (see Table
8). Table 9 provides the findings.

19



GF Special Study on MDR in EECA — final report

Table 9. Encountered provider enhancers per country during 2010 to 2013 and 2014 to 2016

Country 2010 to 2013 2014 to 2016 *
Albania
Armenia Other provider enabler
Training
Azerbaijan
Money for other things Training (in 2 reports; twice in one of them)
Belarus Financial incentive Financial incentive (in 2 reports)
Other provider enabler Other provider enabler
Vehicle for community-based DOT / care
Bosnia & H. Mo.nt?y for transportation
Training
Bulgaria Tfa'”'”g i o o
Financial incentive (in 2 reports; twice in both reports)
Training
Georgia Money for transportation
Money for other things
Kazakhstan
Kosowo Non-specific incentive (in 2 reports)
Training
Kyrgyzstan Hygiene set or similar
Performance-based incentive
Macedonia Money for transportation
Moldova Tfai”i”‘? i i
Financial incentive
Romania Money for each cured TB patient
Money for transportation Money for transportation
Serbia Training Training
Formal meetings with peers
Tajikistan
Ukraine None None
Uzbekistan Money for each cured TB patient
Vehicles for community-based DOT / care

* From one country (Belarus), we have a report from a mission that took place in 2017.

Note: empty means there was nothing mentioned in the report(s) about provider enhancers for the given time span.

3.1.6 Recommendations related to treatment completion

Of the 243 recommendations, 57 (23.5%) dealt with issues that can be categorised as ‘programme
management’. Examples are: (i) “support the update and endorse the updated National Guidelines
on DR-TB care”; (ii) “implement palliative TB care, including in the penitentiary system”; and (iii) “to
support establishment stepwise infection control measures in Kiev City MDR-TB treatment facilities
starting with administrative measures (patient separation, isolation)”. Also common were
recommendations related to the design or composition of the regimen (e.g. “using bedaquiliine and
delamanid at the same time should be considered for XDR” and “urgently place an accelerated
procurement order for Capreomycin”) and issues related to clinical management (e.g. “Consider
establishing a DR TB hotline for doctors at the TB centres for support” and “Ensure provision of co-
trimoxazole to HIV-infected TB and DR-TB patients”). Table 10 shows the frequency distribution of
the various categories (foci) of recommendations.
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Table 10. Foci of the most common recommendations related to treatment completion

Focus of recommendation Number of recommendations with this focus
Programme management 57
Design/composition of regimen 30
Clinical management 26
Social support for patient (in general) 20
Various other, spgcific support for patients, e.g. 18
food or psychological support

Management other than typical programme issues 18
Training 17
Ancillary drugs 14
Financial and/or management challenge 13
Community-based DOT / care 12

Foci of other recommendations identified less often were e.g. side effects and provider enablers. As
can be seen in the table, apart from the question of the composition of the regimen, most
recommendations refer to management issues, indicating a need for capacity building in terms of
management, be it management of a programme or clinical management. Recommendations on
training and ancillary drugs were also quite common.

A comparative analysis was done regarding the topics of the recommendations, comparing the
years 2010 to 2013 with the years 2014 to 2016. For Albania and Kazakhstan, there were no
documents with any mention of a recommendation related to treatment completion. While for the
period 2010 to 2013, there were only three countries for which there were recommendations related
to treatment completion, this number increased to twelve countries for the years 2014 to 2016. Table
11 provides the findings.

Table 11. Topics of recommendations per country during 2010 to 2013 and 2014 to 2016
Country 2010 to 2013 2014 to 2016 *

Albania
Armenia Other provider enabler
Training
Azerbaijan
Belarus Other provider enabler (twice) Training (3 times)
Money for other things Other provider enabler (twice)

Community-based DOT / care

Money for other things

Bosnia & H. . Money for transportation

Training
Bulgaria Money for other things (twice)
Other provider enabler (twice)
Training
Georgia Money for transportation

Money for other things

Training

Financial challenge / issue
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Country 2010 to 2013 2014 to 2016 *
Kazakhstan
Kosovo Other provider enabler (3 times)
Kyrgyzstan Training
Hygiene set or similar
Money for other things
Macedonia Money for transportation
Moldova Other provider enabler
Training
Romania Money for each cured TB patient
Serbia Money for transportation Money for transportation
Formal meetings with peers Training
Training
Ukraine Other provider enabler
Uzbekistan Money for each cured TB patient
Community-based DOT / care
Severgl Other provider enabler
countries

* From one country (Belarus), we have a report from a mission that took place in 2017.

3.2 Findings from the Delphi survey

3.2.1 Sub-populations, marginalised groups

The experts were asked in round one to mention sub-populations/marginalised groups that receive
sufficient attention and those that receive insufficient attention in the general discourse on DR-TB
(such as at conferences, expert meetings). There were various views about this, though most
indicated that most sub-populations do not receive sufficient attention. One expert stated that
migrant have recently received a lot of attention, and prisoners some attention. Another expert
stated that apart from the average MDR-TB patient, aged approximately 15 to 44 years old who
faces no other issues, none receive sufficient attention. Another expert said that only smear-positive
pulmonary TB patients receive sufficient attention. Another expert stated the patients with an interest
in their disease and a willingness to undergo treatment receive attention.

Consequently, the following groups were seen as receiving insufficient attention:
Expert A: Children, migrants, prisoners

Expert B: All groups except migrants and prisoners. He mentioned as neglected the “normal
urban poor”, the homeless.

Expert C: Patients without an interest in their disease and willing to undergo treatment
Expert D: All patients that are not smear-positive pulmonary TB cases, especially children.

(Expert E had no replies to these questions).
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3.2.2 Factors at the level of the MDR-TB patient and at the level of the patient’s
family and community promoting successful treatment

At the level of individual DR-TB patients, experts agreed that the two most important factors
influencing favourable treatment outcomes are:

e Patients receiving rapid diagnosis allowing early beginning of adequate treatment
¢ Patients receiving adequate social, financial and nutritional support.

Experts also agreed that it is crucial that patients receive comprehensive information and education
about disease, drugs, and treatment regimens and that they are being properly monitored by the
health staff.

At the level of DR-TB patient’s family and community, there was a consensus among experts that
the most significant factor influencing treatment outcomes is that the economic situation of their
family is not worsened by patient’s iliness or treatment.

Other important factors that ranked high included:

¢ Family and community providing welcoming, stable and strong support and care to patient

e Family and community treating the patient with respect and being empathetic

e Family and community receiving comprehensive information about the disease and the
treatment.

3.2.3 Factors at the level of the national TB programme in general and at the level
of the TB health worker promoting successful treatment

There was a consensus among the experts that it is critical that the national TB programme
“provides all medications, including medications for treatment of side effects, free of charge to DR-
TB patients."

The experts’ assessment also highly valued that the national TB programme “manages well its data
flow, including data collection and evaluation system, and is able to quickly change its intervention
package based on the analysis of epidemiological indicators” and that the national TB programme
“is able to ensure continuous and sufficient supply of drugs and other consumables”. Slightly less
highly valued were that the national TB programme is “flexible enough to allow individualised model
of care and support, listening to the concerns of the patients, and allowing physicians to listen to and
respond to the concerns of patients” and that the national TB programme manages well the
decentralization of detection and treatment.

At the level of the TB health worker (doctor or nurse), the experts’ consensus highlighted the
importance of health workers “understanding individual patients’ needs, including work or education
needs, and to consider those when providing care”.

Other factors of note were that the health worker treats patients with respect and empathy, and that
the health worker has “received proper training and possesses adequate knowledge about the
medications and side effects (including therapeutic options).”

3.2.4 Other factors that promote successful treatment

Experts were asked to give their opinion on what would be additional relevant actions to improve
treatment outcomes, and there was a general agreement that the most needed interventions are the
provision of a potent regimen that can quickly render persons less infectious and lead to cure as well
as the availability of dedicated and competent personnel in the TB health system.

23



GF Special Study on MDR in EECA — final report

The following was also seen as important, though to a lesser degree:

e When the short regimen is implemented and if there is a high proportion of MDR-TB with
fluoroquinolone and/or 2™-line injectable resistance, then assure effective rapid DST for
these drugs and propose alternative standard regimens.

e Further implementation of active case finding and early detection, including comprehensive
household assessments.

e Increase technical capacity of NTP managers and health workers on MDR-TB.

Table 12 summarises first and second-level ranking factors in the experts’ consensus.

Table 12. Factors seen as being of top importance to promote successful treatment outcome

Level of influential
factors

First ranking factors

Second ranking factors

Individual DR-TB patient

¢ Patients receive rapid diagnosis allowing
early beginning of adequate treatment

¢ Patients receive adequate social,
financial and nutritional support

e Patients receive comprehensive
information and education about
disease, drugs, and treatment
regimens

¢ Patients are properly monitored by
the health staff

DR-TB patient’s family and
community

e The economic situation of their family is
not worsened by patient’s illness or
treatment.

e Family and community providing
welcoming, stable and strong support
and care to patient

e Family and community treating the
patient with respect and being
empathetic

¢ Family and community receiving
comprehensive information about the
disease and the treatment.

National TB programme

e The national TB programme provides all
medications, including medications for
treatment of side effects, free of charge
to DR-TB patients

e The national TB programme is able to
ensure continuous and sufficient
supply of drugs and other
consumables

e The national TB programme is
flexible enough to allow individualised
model of care and support, listening
to the concerns of the patients, and
allowing physicians to listen to and
respond to the concerns of patients

TB health worker (doctor
or nurse)

e The health worker understands individual
patients’ needs, including work or
education needs, and to factors this in
the provision of care

¢ The health worker treats patients with
respect and empathy

¢ The health worker has received
proper training and possesses
adequate knowledge about the
medications and side effects
(including therapeutic options).

Additional relevant actions
to improve treatment
outcomes

¢ Provision of a potent regimen that can
quickly render persons less infectious
and lead to cure, as well as the
availability of dedicated and competent
personnel in the TB health system

¢ Availability of dedicated and
competent personnel in the TB health
system
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3.2.5 New diagnostic tools

Regarding the new diagnostic tools (e.g. LPA second-line, Xpert Ultra, Xpert Omni) currently being
assessed, there was an experts’ consensus on the following points:

¢ In many settings, there can be considerable delays from the time the sample is collected until
result is reported and received by the treating clinicians (score of 9).

e There is a need for more investment in building lab networks and ensuring they are staffed
and maintained (score of 8).

¢ Not many NTPs have the vision on how to extend the lab network, how to promote access
and progressively to whom, taking into account national budget constraints (score of 8)

e In general, there is an underestimation of the following challenges: in many countries, a minor
problem (e.g. fuel, electricity, technical problem, supply) can block the system (score of 7)

e There are financial constraints regarding the acquisition of these tools (score of 6).
There was however no expert consensus on the following points (i.e. for each of the following points,
one expert did not agree: he or she was neutral):
e Is it problematic that people try to treat DR-TB without DST, i.e. the need for DST is
underestimated? (score of 7 but one expert was neutral)

e |s there a burdensome challenge of having innumerable and partly conflicting or
contradicting recommendations and suggestions of various consultants and funding
agencies?

e |Is there a need to digest and convert into constructive “pacification” the innumerable
suggestions and recommendations of consultants and funding agencies?

e Do 2"-line molecular DST need a platform that is easier to handle than LPA?

3.2.6 New TB drugs
Regarding the new TB drugs (Bedaquiline, Delamanid) and regimens currently being assessed,
there was an experts’ consensus on the following points:
o Adequate training of staff at all levels and provision of monitoring equipment is important
(score of 9)

e There is a need to contextualize the possible risks of the new drugs with the current risks of
the existing regimens (score of 9)

e Providers, program managers and policy makers need to stop restricting the use of new
drugs/regimens (score of 8)

e The conservative TB community needs to learn how to embrace innovation and not just stick
to tradition (score of 8)

e Providers and policy makers need to understand the evidence and recommendations so they
stop thinking these drugs are “just for XDR” or that they are “dangerous” (score of 7)

e There is a need to digest and convert into constructive “pacification” the innumerable
suggestions and recommendations of consultants and funding agencies (score of 7)

e There are in general real financial constraints in terms of acquisition of these drugs (score of 6).
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There was however no expert consensus on the following points (i.e. for each of the following points,
one expert either somewhat or strongly disagreed):

e Should older drugs should be used first before using the new ones, risking creating
resistance to the new ones?

e Is there too much emphasis on “protecting drugs”™?

¢ Is there justified fear about the consequences of expanding rapidly the use of these drugs in
countries unable to manage them?

¢ Do patients need to be aware that these drugs exist and that there are options for their
treatment and should they demand access to them?

e Are innumerable and partly contradicting recommendations and suggestions of various
consultants and funding agencies a challenge?

e |Is the fact that Bedaquiline is given to individuals not needing it necessarily, with incomplete
resistant pattern evaluation, a challenge?

3.2.7 “Philosophy” and field experience shaping the opinions of the Delphi experts

While regarding many aspects of DR-TB care, the experts had similar views, it became clear that
one expert (regarding some questions two experts) had opinions very much based on the notion that
the patient and her or his situation is paramount. Thus, the statements “Patient is a member of the
therapeutic team and participates in the choice of a model of care adapted to his/her needs” and
“There is a need for more advocacy for MDR-TB and to increase the voice of TB patients and
providers in public debate.” were seen as very relevant for this expert only. Similarly, this expert felt
that concerns about the need to “protect” the new drugs from developing resistance were not
warranted. This expert fully agreed with the statement “There is in general too much emphasis on
‘protecting drugs™ while the others only agreed partly and one expert strongly disagreed.

Regarding the introduction of the short regimen, there was only one expert who felt the following
statement was highly relevant regarding improving the treatment outcome: “Seriously consider the
adoption of the short regimen.” This was an expert with ample experience of use about the short
regimen in Africa.
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3.3 Qualitative findings from the field visits to the five countries

3.3.1

An overview of the people interviewed in the five countries

Table 13 presents the activities performed in the five visited countries in terms of interviews.

Table 13. Number of various kinds of key informants interviewed in the five countries.

National level Community coordinator 1 2

National level NPT manager or NTP deputy manager 1 2 1

National level Global Fund PR TB officer 1 1 2

National level TB laboratory officer 1 1

National level TB/HIV officer 1

National level TB drugs manager 1 1 1

National level NGO officer 2 3

National level Methadone programme officer 1

National level Other 1 2 2 5*

Regional level Various TB programme staff (e.g. pharmacist) 14 4 3 6

Regional level Clinical staff 12 2 5

Regional level NGO representative 15 3

Regional level Representative of HIV or TB/HIV programme 3

Regional level Representative of the methadone 5 1

programme

Dispensary / HF | Various dispensary staff 9 2 5 6 7

Dispensary / HF | Other 3 3 4 NGO = 2NGO 3
workers : workers

Community 1 1 2 2 1

* WHO TB officer, TB in prison manager, healthcare worker coordinator, Roma mediator, social worker.

3.3.2 A description of the DR-TB programme in the five countries

The TB/DR-TB programmes in the four ex-USSR countries (Ukraine, Belarus, Tajikistan and
Azerbaijan) are similar. Romania’s DR-TB programme is different in some aspects.

In all five countries, the TB programme is vertical, though some integration into the PHC system is
policy, with various degree of implementation. In all five countries, further involvement of PHC
facilities is possible.

Also similar is that in general, the TB and DR-TB patients are hospitalised, at least during the initial
phase of treatment when the patients are still smear- and/or culture-positive. In all five countries, the
number of “TB hospital beds” has recently been reduced or is still being reduced to free some
financial resources for other aspects of TB care. Still, financing per TB hospital bed prevails.
Concurrently, ambulatory treatment is being promoted, in some of the five countries more than in
others.

In Belarus and Romania, it was stated that there is a lack of clear legislation regarding TB care. Key
informants in Romania indicated that at national, regional (county) and city level, laws and
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regulations are not aligned, making coherent TB response challenging. Four challenges were
mentioned in Romania: (i) TB patients without identification card cannot receive Health Card and,
thus, not treatment; (ii) a law restricts applying DOT to family doctors and nurses, making alternative
DOT impossible; (iii)) laws on procurement and budgeting are counterproductive; (iv) in Romania,
social benefits are provided in exchange for community work which is not feasible for TB patients.
The research team was informed that a new law on TB care is currently being drafted.

In Belarus, Tajikistan and Azerbaijan, key informants stated that the budget has to be applied rigidly,
thereby severely limiting flexible use of the available financial resources, i.e. use in response to
occurring needs.

The principle of directly observed therapy (DOT), i.e. every drug intake is observed by a person
while the patient swallows his or her medicines, is reportedly adhered to in the five countries, at
least in general. In Romania, the “DOT principle” is not strictly adhered to: especially in TB
dispensaries, DR-TB patients, at least some of them, are allowed to come to the TB dispensary only
once or twice or three times a week, with intake of drugs being “self-administered” during the days of
staying at home. Like in Romania, there is a law in Belarus that does not allow providing DOT
through non-medical staff. In all five countries, NGO workers provide home-DOT (i.e. DOT at the
home of the patient or in a few cases at the home of the NGO worker) in some places. This is seen
as very helpful (in all five countries, a desire for “flexible DOT” was expressed) and the challenge is
how to scale up this home-DOT.

In all countries, it was perceived that the stigma attached to tuberculosis is considerable. Thus, for
some patients, it is problematic to every day go to their DOT site because it makes concealing their
disease difficult. There were also reports of patients changing their DOT sites due to stigma. In
Romania, the ethnic minority Roma is in general marginalised, and, therefore, Roma TB patients
suffer from a “double stigma”.

In 16 health facilities (from the five countries), contact tracing was discussed; in 13 of them it was
stated that this was always done (for TB and for DR-TB cases), either by the facility itself or by a
staff from another facility, e.g. PHC centre. One health facility stated that this was commonly done
but not always. In the two health facilities visited in Tajikistan, no contact tracing was done (doing
the contact tracing would be the responsibility of the general PHC health service, not the TB
system).

NGO involvement: the example of Ukraine

In Ukraine there are a few NGOs that provide services to TB patients. The two biggest organizations
that are active in all of the country are the Red Cross of Ukraine and the All-Ukrainian Network of
People living with HIV. This TB/HIV NGO provides support for both TB/HIV patients and TB patients
without HIV. In some of the eight oblasts visited by the research team, other local NGOs are
involved, mostly HIV NGOs that were also doing activities for TB patients (“100% of Life” in Kharkiv,
“Doroga jizni” in Dnipro). The patient organization “Ukraine against TB” has started active work in
Kiev, participating in the development of TB control activities. “Ukraine against TB” works closely
with the national TB programme, with a focus to promote ambulatory treatment

The Red Cross in Ukraine supports, using the Global Fund grant, DR-TB patients during treatment.
The support includes enabling support, like payments for transportation, monetary payments that
patients can use to cover some of their expenses. Food and hygiene sets and sometimes clothing
are also given as incentive to come to treatment.

Another important help that NGOs provide is psycho-social consultation of the TB patients. Together
with medical personnel it is determined that certain help is needed by the patient, a psychologist can
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meet and conduct a consultation session or mediate a conflict with medical stuff, or family or other
patients. Social support by NGOs includes getting help with missing documents, or getting
registration or application to state benefits (this is often facilitated by social workers). The mentioned
kinds of support are financed mostly by the Global Fund, partially by local (oblast) funds and by
other Red Cross funds.

Red Cross as well as other NGOs hire nurses as patient supporters. There is a law in Ukraine (as
well as in most other countries in the region) that treatment of any kind can only be administered by
a medical personnel (volunteers cannot provide DOT unless they are medical professionals).
Therefore, Red Cross has to hire nurses to do the home-based DOT and patient support.

NGO involvement in the other four countries
Belarus

Red Cross Belarus provides psychosocial support to (DR-)TB patients; it organizes the consultation
with the organization’s psychologist if needed, and offers social adaptation assistance: help with
getting documents and other necessary paperwork. Red Cross also helps with transportation to
ensure the accessibility of treatment, especially for patients who reside far from the DOT site. Red
Cross also provides small monetary incentives to patients as a reward to stay in treatment. All this
work is done countrywide. Funds are provided by the Global Fund as well as Red Cross Societies
from other countries. Their work touches much more facets of the treatment: e.g. it includes working
with children with TB, psychological rehabilitation, social support packages, remote DOT through the
use of video (Video Observed Treatment), even TB prophylaxis. Interviewed healthcare workers
said that the involvement of the Red Cross has led to improved treatment outcomes. It was even
said that among patients that are currently under the Red Cross care, no one has stopped treatment
so far.

Another NGO, the Belarus NGO “Defeat TB together”, is involved in the TB response in Belarus —
but not directly in supporting treatment of TB patients. Its members are TB patients, doctors and
nurses. The main focus for its work is advocacy towards the Ministry of Health to defend TB
patients’ interests. In the frame of the project TB-REP, a Global Fund grant that is a regional grant
for the EECA region, “Defeat TB together” has recently become even more involved in TB care.

In addition, there are several NGOs involved in Belarus for the control of HIV/AIDS.

Romania

The main role of NGOs in Romania in terms of TB care is to be a partner in an approach called TB-
specific Multi-Disciplinary Teams (MDTs). Chapter 3.3.3 describes this. The NGO involvement in TB
treatment and care has led to a form of integrated support services for TB patients which is widely
appreciated by patients and providers. NGO interventions are making up for the State inactivity in
this field, and provide a much needed support to patients. However, the readability of Romanian
NGO intervention in the TB field is difficult due to its multiple layers of interventions, multiple actors
involved, and the partial geographical coverage of their actions which raises the question of equal
access to care.

To a certain extent, NGO-led TB services developed parallel systems to public institutions: the
NGO-supported social workers do not belong to the Ministry of Labour and Social Affair and have no
institutional linkage to the cadre of public social workers accountable to city halls. Collaboration
between the two cadres of social workers takes place but seems to depend on personal initiatives.

Community-based support functions (social workers/psychologists; community health workers; peer

supporters) each provide valuable services in their own areas but being funded and coordinated by
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different NGOs as part of distinct projects, the collaboration and exchange of information between
them is not automatic and seems to depend on personal relationships. They function as parallel
systems.

Tajikistan

There are several NGOs involved in TB and DR-TB care, ranging from screening contacts, TB
infection control to monitoring of treatment. The research team was informed that there are 13
organizations, mostly in the field of HIV/AIDS. Two of these organisations (“EFEW” and “Red Tulip”)
are active in the prison sector. Some of them provide psychosocial support to TB patients, provide
payments to patients as an incentive to stay in treatment, help with transportation, help with getting
documents and other necessary paperwork. However, this work is not yet countrywide. Financing for
their operations is provided by the Global Fund as well as by local administrations.

Azerbaijan

In Azerbaijan, there are several NGOs involved in health care, but just two are active in TB care.
The first is an NGO called “Association of professional unit of Phtisiatrists and Pulmonologists”
(APP). They offer support to the TB patients (mainly food support and psychosocial support). The
second is called ‘Saglamliga Khidmat'. In order to solve the problem of TB treatment after discharge
from prison, a grant was sought from the Global Fund. Thus, in March 2011, an NGO called
‘Saglamliga Khidmat’ (translated as Support to Health) launched the project for ex-prisoner TB
patients. As a result of active involvement of ‘Saglamliga Khidmat’, the rate of lost to follow-up after
release has been reduced to almost zero and the treatment success rate for new sputum smear-
positive drug-susceptible TB patients has increased to 88%.

To summarise, NGOs are well represented and engaged in the TB response in Ukraine, Romania
and Tajikistan; their role is more limited in Azerbaijan and especially in Belarus. Based on the
findings gathered during the field visits and also based on document reviews, an assessment of the
role of the NGOs in (DR-)TB care in the five visited country was made, see Annex 4.

Financing of the DR-TB care activities

All five countries benefit from Global Fund support and support from other donors. The current
Global Fund grants are soon coming to an end (e.g. UKR-C-AUA in the end of 2017, BLR-T-
RSPCMT one year later and TIK-T-HOPE in March 2018). There are transition plans, and there is
indication that further support from the Global Fund and (at least for Tajikistan, Ukraine and
Romania) other donors is needed. From 2016 to 2017, the domestically funded proportion of the TB
budget declined in Belarus and Tajikistan, increased slightly in Romania and increased markedly in
Ukraine (no figures available for Azerbaijan).

Findings from the observations

Observations were performed in 17 health facilities. Some of these health facilities were very small
(one health facility, it was in Romania, had only 3 staff: one doctors and two nurses); others were
very large (the largest three, two of them in Belarus and one in Ukraine, had more than 200 staff).

In 12 of the 17 health facilities, information was provided about the staff occupation rate, i.e. if all
positions available are currently staffed. In three health facilities, all positions were occupied. In five
health facilities, some positions were unoccupied (e.g. on one health facility, all 88 nurse positions
were occupied but only 24 of 37 doctor positions; in a very small facility, the two doctor positions
were occupied but only 3 of the 4 nurse positions). In two facilities (one in Ukraine and one in
Tajikistan), there was a rather severe lack of staff: the facility in Kiev had staffed one of two doctor
positions, four of eight nurse positions and three of six other staff positions. And the facility in
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Tajikistan had staffed four of eight doctor positions, eleven of seventeen nurse positions; all seven
positions for other staff were occupied. The research team was told that in most settings the
challenge to fill these positions is mainly to find personnel willing to work in TB care. In some
instances, limited resources of the health system are the prime challenge.

In all but five, smear microscopy was done. Table 14 presents the findings on available diagnostic
tools.

Table 14. Diagnostic tools in 17 health facilities of the five visited countries

Diagnostic tool Number of observed HFs that had this tool
Smear microscopy 12
X-ray machine 11
Xpert 6
LPA 3

All of the twelve facilities that had a laboratory (at least smear microscopy) stated that in terms of
laboratory, there is no staffing problem. It was observed that in all twelve, the status of the
equipment and the availability of the reagents were adequate.

In terms of infection control, the overall finding is that there were hardly any challenges: 16 of the 17
health facilities had standard precautions available in written form. The one dispensary without the
standard precaution document stated that at the level of the hospital, this document would be
available. And all facilities had water, soap, alcohol and gloves. Also, all the facilities had sharp
boxes and removal was organised (e.g. regularly taken away to one central location for disposal).

In Romania, infection control can still be improved: TB departments do not always have the
adequate measures of infection control implemented (isolation rooms, adequate circuits, separation
of patients, ventilation, masks and respirators).

In one facility in Ukraine, it was noted that the UV light is switched on only after work because the
type of UV lamp does not allow having it on while people are present. The research team did not
systematically ask this question regarding presence of UV light and the quality of the UV lamp and
can, therefore, not make a statement if this challenge of using potentially harmful UV lamps is
common in Ukraine.

The drug management system was based on the pull-system (order-based) in all health facilities.
The FIFO/FEFO rule (first in first out / first expired first out) was applied in eight health facilities (and
in an additional three, this did not become clear).
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3.3.3 Elements that hamper and elements that promote completion of treatment

Patients and providers were asked what hinders and what promotes successful completion of
treatment. Table 15 presents factors believed to hamper successful treatment outcome.

Table 15. Factors perceived to hinder or hamper successful treatment outcome

Mentioned Mentioned Mentioned

Factor  inall5 in 4 . inlto3 Remarks
. _countries  countries = countries |
Side effects X
The long duration of treatment X
Strained patient-provider relationship * X
Patients’ lack of comprehensive information X In TJK, providers suggested
about TB and its treatment at treatment start a “TB info booklet”
Stigma attached to TB X
Patients’ need to work (they are the X
breadwinners) clashes with treatment
Patients requested WiFi and
Boredom while hospitalised X equipment allowing light
physical activities, e.g. table
tennis.
Low staff motivation (especially at PHC level) X
Co-morbidities X
Daily travel during ambulatory treatment / X
long distance to DOT site
Poor attitude of patient X Mentioned by providers

* In all five countries, there were statements that majority of the healthcare providers have good relational
skills; what was often said is that good relationships are a big help on the road to cure. In other words, poor
relational skills of the healthcare workers was not a commonly identified challenge.

In addition, a few other factors were mentioned. For instance, in Ukraine, patients stated that it was
hard to be together with “heavy” patients, i.e. with patients who are very sick and die. And in
Azerbaijan, providers mentioned that some patients feel cured and stop treatment. In general,
across the five countries, the providers indicated that they understood the often very difficult
situations of the patients and they were in favour of comprehensive patient support. Still, to a limited
degree there were some statements indicating blaming the patients. However, this is
understandable as some of the DR-TB patients are highly marginalised patients — some due to
mental health issues. The behaviour of some of these patients is challenging, requiring a high
degree of professionalism and positive attitude from the healthcare providers.

Many of the factors that promote successful treatment outcome were related to the factors hindering
successful treatment outcome (i.e. they were addressing the obstacles). Table 16 presents factors
seen to promote successful completion of treatment.
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Table 16. Factors perceived to promote successful treatment outcome

Mentioned% Mentioned% Mentioned%

Factor ~ inall5 in4 | inlto3 Remarks
. countries  countries  countries

There was some perception
that side effects could be
Less side effects/more info on side effects/ managed better. And in
good management of side effects many places of the five
countries, the ancillary drugs
are not for free.

Shorter treatment X

Good patient-provider relationship X
In two countries, it was

Food as incentive X suggested that food should
also be offered to the
patient’ family.

Home-DOT (treatment at home of patient) X

Training of family members on how to X Mentioned in Azerbaijan and

support patient well Romania
Seen as useful by the
patients (useful for at least a

. . few patients) in three

Psychological support through psychologist X countries (in an additional
country, seen as useful by
the providers).

Guided patient group discussions X

Only Belarus already has
experience with VOT;
Video-observed therapy (VOT) X Ukraine would welcome it. It
was not specifically
discussed in all countries.

Among the positive comments of patients regarding group discussions were: (i) “Yes, mutual peer
support is very important through personal relationships” and (ii) “Moral support from other patients
means a lot and would be helpful”.

Suggestions were made on how to facilitate successful treatment outcome, e.g. giving monthly a
small amount of money to the patient and at the end of treatment a larger amount. Similarly, the
DOT provider can also receive a financial incentive. It was also stated that more ambulatory
treatment would help (though some providers expressed doubt if all patients would be able to
manage ambulatory treatment).

Annex 3 provides an overview of the findings from the FGDs and interviews with patients in the five
countries.

In Romania, there are in 6 counties (of a total of 42 counties, including Bucharest in the country) so-
called Multi-Disciplinary Teams (MDTs); MDTs consist of a social worker, a psychologist and a
doctor-pneumologist. With funding received from foreign aid, the NGO “Association for Supporting
MDR-TB patients” hires social workers and psychologists dedicated to TB patients. These
specialists are based in the TB department of county hospital and collaborate with TB health
providers on case evaluation and risk assessment. Case evaluation assesses social status, co-
morbidities, treatment and risk for non-adherence. Risk assessment classifies (DR-)TB patients into
two groups: (i) Patients at average risk of defaulting — they receive DOT, counselling, social
assistance (referral to other services), and invitation to participate to group support meetings led by

33



GF Special Study on MDR in EECA — final report

a psychologist. (i) Patients at higher risk of defaulting — they receive DOT, social support, peer
support (phone calls from cured patients), and so-called social tickets (worth approximately 20 US
dollars) if adherent at the end of each month. Key informants commented that these social tickets,
although of modest value, have proven to support treatment adherence among vulnerable groups.

Social workers and psychologists from the MDTs provide face-to-face and phone-based support in
the hospital where they are based, in the other TB dispensaries of the county where they are based
and occasionally do outreach support at patients’ place of residence. Other forms of social support
include food or transport vouchers, support for the establishment of missing documents, or for state
benefit application, especially for medical pensions of TB patients. MDTs also refer patients to have
DOT in dispensaries close to their place of residence.

The MDT can refer DR-TB patients to other NGO or NGO-led projects:

e the Centre for Health Politics and Services which trains Community Health Workers
(community nurses) to be DOT supporters and provides social tickets to (DR-)TB patients
living far from the dispensaries (in 5 counties);

e PARADA Foundation in collaboration with NGO ARAS (Romanian Association Against
AIDS). ARAS provide harm reduction services for IDU (Injecting Drug User), rapid test for HIV
and hepatitis, supports active identification of TB cases among IDUs, and introduce
methadone substitution programme (in Bucharest and Ilfov);

¢ the national federation of associations of PLWHIV (UNOPA)

e Save the Children and ARAS collaborate to provide support to homeless TB patients. These
two NGOs provide a full package of services to TB patients in Bucharest: IEC, training of
peer supporters; calendar of screening, transport of suspect cases to dispensary for testing;
counselling, juridical, DOT by peer supporters.

o Peer support is provided by the MDR-TB patient association (“Association for Supporting
MDR-TB patients”) since 2013. After discharge, MDR-TB patients in selected counties can
receive phone-based support by former MDR-TB cases to facilitate successful treatment
outcome.

3.3.4 Conclusions

All five countries are putting more emphasis on ambulatory care and provision of DOT that is
patient-friendly. The involved NGOs provide important support. There is a need to assess in each
country the cost-effectiveness of the various kinds of offered patient support schemes to provide
evidence on how to make best use of the available resources.

During the field visits in the five countries, a complaint that in some or many instances/places the
ancillary drugs are not for free was heard. This should be addressed.

In view of the partly high proportions of high-level drug resistance and in view of the unsatisfactory
treatment outcome, there is an urgent need to make use of the new (and developing) drug regimens
and to seriously consider making use of the so-called short MDR regimen (even though a large
proportion of the DR-TB patients might not be eligible for the short MDR regimen).
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3.4 Quantitative findings I: an analysis of charts of DR-TB patients

3.4.1 Introduction and demographic findings

Data extraction on patient characteristics performed in the five visited countries yielded data from
212 patients of the 2013 cohort. Most patients came from Romania and Ukraine (77 and 65 patients,
respectively), followed by Azerbaijan (30), Tajikistan (23) and Belarus (17).

Most of the 212 patients were male (150; 71%). The median age was 41 years (range: 11 to 79
years). Almost half of the patients were married/living with a partner (for 39 patients, this information
was not available). Most patients were unemployed when their TB illness began; only 52 (25%) were
employed at that time.

3.4.2 Description of the sample: baseline medical and social data

The median bodyweight at baseline (i.e. the time when the DR-TB treatment recorded in the patient
chart began) was 62 kilogrammes (kg). Thirty-seven cases (17.5%) had a bodyweight of less than
50 kg.

Almost all cases (209) had pulmonary TB (three had extra-pulmonary TB). Apart from 11 cases
(5.2%), there was a clear record regarding HIV sero-status of HIV: twenty (9.4%) were HIV-positive
and 181 (85.4%) HIV-negative. The proportion of HIV-positive cases was highest among the 65
cases from Ukraine (16 of 65; 24.6%), followed by Belarus (1 of 17) and Romania (2 of 77). In
Azerbaijan, only one case was HIV-positive (1 of 30), and in Tajikistan none was HIV-positive.

Among 105 of the 212 cases, there was information (height and weight) to calculate the body mass
index (BMI): nineteen (18.1% of the 105) had a low BMI, i.e. below 18.5 kg/m? and 81.9% a BMI of
at least 18.5 kg/m?. Table 17 presents this information and also the chest X-ray findings and co-
morbidity with diabetes mellitus (7.5% had diabetes mellitus).

Table 17. Medical features at baseline of the 212 patients whose charts were reviewed

Medical feature ECategories Number Percentage *

HIV status HIV-positive 20 9.4%
HIV-negative 181 85.4%
Unclear 11 5.2%

At least 1 cavity in chest X-ray! present 147 69.3%
absent 61 28.8%

Bilateral disease with at least 1 cavity ! = present 76 36.5%

Co-morbidity diabetes mellitusi? present 16 7.8%

BMI® Below 18.5 kg/m’ 19 18.1% of 105
At least 18.5 kg/m? 86 81.9% of 105

* of 212 if not indicated differently

U For 3: not applicable (extra-pulmonary cases) and for one no result available
00 For 4, this was not clear.

00Eor 6, this was not clear.

® BMI not available for 107 cases.
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The following “behavioural and social data” were extracted: smoking status, alcohol consumption
and use of illicit drugs at baseline. Furthermore, history of detention and homelessness were
extracted. Table 18 presents these findings.

Table 18. Behavioural and social features of the 212 patients whose charts were reviewed

Behavioural and social feature Categories Number Percentage
Smoking at baseline Yes 96 45.3%
No 80 37.7%
Unclear 36 17.0%
Alcohol consumption at baseline Yes 64 30.2%
No 128 60.4%
Unclear 20 9.4%
lllicit drug use at baseline Yes 11 5.2%
No 178 84.0%
Unclear 23 10.8%
History of detention (imprisonment) Yes 23 10.8%
No 187 88.2%
Unclear 2 0.9%
Homeless in the past or at baseline Yes 15 7.1%
No 157 74.1%
Unclear 40 18.9%

3.4.3 Previous treatment experiences

Information was available and extracted about the number of previous treatment episodes lasting for
at least one month, the number of previous DR-TB treatment episodes lasting for at least one month
and if patients had previously had a TB treatment whose outcome was “lost to follow-up”. Almost
two thirds (34.6%) had had any previou TB treatment (lasting for at least one month). Among the
137 patients with previous TB treatment, 24.0% (33/137) had had a treatment outcome of “lost to
follow-up”. Table 19 presents details.
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Table 19. Previous treatment experiences of the 212 patients whose charts were reviewed

Previous treatment experience Categories Number Percentage

Number of previous TB treatment episodes 0 75 35.4%
lasting for at least one month

at least 1 137 64.6%

3t09 30 14.2%
Nur_nber of previous DR-TB trﬁatment episodes 0 169 79.7%
lasting for at least one month

at least 1 42 19.8%

3to7 10 4.7%
Had form’ferly had a TB treatment outcome “lost to Yes 33 15.6%
follow-up

No 169 79.7%

Unclear 10 4.7%

UFor 1, this was not clear

3.4.4 Diagnostic results at baseline

At baseline, approximately two-thirds of the cases were smear-positive (64.6%) and 83% were
culture-positive. Xpert MTB/RIF was applied to only 24.1% of the cases (one has to consider that
the patient chart review was of the cohort of the year 2013). No sample underwent Xpert in Romania
and in Azerbaijan. In Ukraine, 16.9% (11/65) underwent Xpert. In Tajikistan and Belarus, 100% of
the cases underwent Xpert. Table 20 presents the diagnostic baseline findings in detail.

Table 20. Diagnostic findings at baseline (212 cases)

Bacteriology (at baseline) ECategories Number Percentage

Smear status at baseline ! negative 69 32.5%
scanty 4 1.9%
positive 137 64.6%
Culture status at baseline * negative 20 9.4%
a few colonies 7 3.3%
positive 176 83.0%

smear-positive and

Bacteriology at baseline culture-positive £ 120 56.6%
Result of Xpert MTB/RIF € TB, RR 45 21.2%
TB, no RR 2 0.9%
not TB 1 0.5%
Undetermined 1 0.5%
Not done 161 75.9%

U Smear status unclear for 2 cases.

¥ Culture status unclear for 9 cases

£ » « . . ..
scanty” and “a few colonies, respectively, were counted as positive.

€For 2 cases, the result was not clear.
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The most common drug resistance patterns at baseline were resistance to RH (n = 34) and
resistance to RH plus some other first-line drugs (n = 100). Forty-six cases had pre-XDR (21 had
MDR-TB with resistance to a fluoroquinolone and 25 had MDR-TB with resistance to an injectable).
And 19 cases (9%) had XDR-TB: 14 were from Romania, 3 were from Ukraine and two were from
Azerbaijan®. Table 21 presents the findings in detail.

Table 21. Drug resistance at baseline (212 cases)

Bacteriology (at baseline) Number Percentage
Poly-drug resistance ! 3 1.4%
Resistance to rifampicin only 5 2.4%
Resistance to rifampicin and isoniazid (RH) 34 16.0%
Resistance to RH plus at least one other first-line drug 100 47.2%
Resistance to RH plus at least one fluoroquionolone 21 9.9%
Resistance to RH plus at least one injectable 25 11.8%
XDR-TB 19 9.0%
Other drug resistance or not clear 5 2.4%

I Resistance to more than one first-line drug other than both isoniazid and rifampicin.

3.4.5 Diagnostic results at two months of treatment

After two months of treatment, one fifth (21.2%) was still smear-positive and one third (34.4% was
still culture-positive. Smear- and culture-positive were 15.1%. Table 22 presents these findings.

Table 22. Diagnostic findings at baseline (212 cases)

Bacteriology at two months of treatment Categories Number Percentage
Smear status at baseline ! negative 157 74.1%
positive 45 21.2%
Culture status at two months * negative 118 55.7%
positive € 73 34.4%
Bacteriology at two months zmiﬁgizsgﬂxzagn—d 32 15.1%

U Smear status unclear for 10 cases.
¥ Culture status unclear for 21 cases.
€ Including 4 who had “a few colonies”.

scanty” and “a few colonies, respectively, were counted as positive.

® Belarus has a high proportion of XDR-TB patients; the reason that none of the patients whose charts were reviewed had
XDR-TB is probably that the two facilities visited by the research team did not have XDR-TB patients. There are special
facilities in Belarus for XDR-TB patients.
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3.4.6 Hospitalisation and ambulatory care

Four fifth (81.1%) of the patients were hospitalised. The most common length of hospitalisation was
2 to 12 months. Table 23 presents the findings in detalil.

Table 23. Hospitalisation and its length in days

Hospitalisation * Number Percentage
No hospitalisation | 40 | 18.9%
Hospitalisation for up to two months 33 15.6%
Hospitalisation for two to twelve months 122 57.5%
Hospitalisation for more than one year 14 6.6%

* For three cases, the number of days in hospital was not clear.

For most patients (78.5% of the 195 cases for whom this was applicable), the place of DOT (directly
observed treatment) during ambulatory care was at a health facility; the second-most-common place
was at the residence of the patient (10.3%). Table 24 presents the findings.

Table 24. Place of DOT during ambulatory care

Percentage

Place of DOT * Number of 195
At a health facility 153 78.5%
At the place of a DOT provider 7 3.6%
At home 20 10.3%
A mix or other places 14 7.2%

* For 17 cases, this was not applicable and for 1 case, no clear information was available.

Also examined was the question of who provided DOT. Because the place of DOT was mastly the
health facility, the most common DOT provider was consequently a healthcare worker (76.9%).
Table 25 presents the findings.

Table 25. Provider of DOT during ambulatory care

. Percentage
Provider of DOT * Number of 194
Health facility staff 150 76.9%
NGO worker 9 4.6%
Family member 18 9.3%
Other type of person 13 6.7%

* For 18 cases, this was not applicable and for 4 cases it was not clear.
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3.4.7 Treatment outcome

Among the 212 cases, there were 21 who were still on treatment when the patient chart review was
done. These 21 were excluded from the treatment outcome analysis. Among the 191 patients with a
definite treatment outcome, 58.6% had successful treatment outcome®. Table 26 presents the
details of the treatment outcome.

Table 26. Treatment outcome of the 191 cases with definite treatment outcome

Treatment outcome Number Percentage of 191
Cured 107 56.0%
Completed treatment 5 2.6%
Died 24 12.6%
Lost to follow-up 14 7.3%
Failed treatment 37 19.4%
Other treatment outcome (e.g. transfer-out) 4 2.1%

In Romania, some of the extracted data were from patients under a Global Fund grant and others
were under the care of the NTP without Global Fund support: there were twenty “Global Fund
patients”; they had a treatment success rate of 75% (15/20) while the “NTP patients” had a
treatment success rate of only 26.3% (15/57) (p = 0.0001).

In Azerbaijan, all 30 patients whose patient charts were analysed were under treatment supported
by the Global Fund; their treatment success rate was 76.7% (23/30).

An analysis regarding eight potential determinants of poor treatment outcome (i.e. treatment
outcome other than “cure” and “completed treatment”) revealed five risk factors: see Table 27.

Table 27: Determinants of poor treatment outcome

Odds Ratio .
Riskfactor (95% confidence interval) Sample size
BMI below 18.5 kg/m? : | 4.7 (1.5t0 15.2) . 0005 188
Bilateral disease with at least one cavity: 2.4 (1.3t04.5) 0.003 191
Culture-positive at 2 months: 3.1(1.7t05.7) 0.0003 191
Had previous SLD treatment: 3.8(1.8t0 8) 0.0003 190
Homeless in the past or at baseline’: 10.7 (2.310 49.1) 0.0002 190°
History of detention: 0.9 (0.3t02.4) 0.8 189
HIV-positive: 1.4 (0.510 3.5) 0.5 180
Hospitalisation for > 120 days: 1.02 (0.6 t0 1.9) >0.9 184

® As mentioned in chapter 2.3.6, in two health facilities, there was some evidence that the patient chart selection was not done
randomly; consequently, the found treatment success rate of 58.6% is most probably higher than the real treatment success rate.

! Only 2 of the 13 homeless patients had successful treatment outcome.

8 In the sample of 190, 40 cases with status of “unclear’ regarding homelessness were assumed not to be homeless. This
probably resulted in a bias towards the null (i.e. the true odds ratio is likely higher than 10.7; the same remark is true for the odds
ratio regarding homelessness in the multivariate analysis for which again “unclear” was assumed to be “no”).
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In a multivariate model, four of the five significant risk factors plus sex and HIV status were included
(BMI could not be included because of many missing values). Table 28 presents the results (the
sample size was 170 as some variables had no or unclear information). Retained as clear risk
factors for poor treatment outcome were culture-positivity at two months of treatment, having
previously had treatment with second-line drugs, and homelessness.

Table 28: Determinants of poor treatment outcome, multivariate analysis

Adjusted Odds Ratio

Risk factor (95% confidence interval) p-value
Male sex: 0.9 (0.4t02.1) 0.9
HIV-positive: 1.2 (0.3t0 3.9) 0.8
Bilateral disease with at least one cavity: 1.7 (0.81t0 3.4) 0.17
Culture-positive at 2 months: 25(1.2t05.1) 0.01
Had previous SLD treatment: 2.9(1.3t106.9) 0.014
Homeless in the past or at baseline: 9.6 (2.3 to 66) 0.006

3.5 Quantitative findings II: reported treatment outcomes

This chapter presents an analysis of the treatment outcome of various health facilities as reported,
collected at the regions

All in all, the treatment outcome of 77 health facilities as seen at the reports in the regions was
reviewed (cohort of 2013). The range of cases per health facility ranged from zero (in four health
facilities) to 207 (a health facility in Dniprovska Oblast of Ukraine, closely followed by a health facility
in the same oblast with 202 cases). There were only four health facilities with cohort sizes of above
100, all of them in Ukraine. The overall total of the cohort was 2079. The overall treatment success
rate was only 45.2%. The failure rate was 19.2%, the death rate 17.5% and 16.6% were lost to
follow-up. Another 1.2% had another treatment outcome (transferred out, not evaluated) (Table 29).

Table 29. Treatment outcome according to the health facility reports seen in the regions, by country

_ Treatment . . Loss t
Country Numes: @ Cohort size reafmen Died Failure 0SS 0 Other
HFs success follow-up
Ukraine 24 1355 32.3%, 19.9%, 182% = 17.9% = 1.3%
gﬁm ania, 18 32 84.4%,  9.4%,  31% = 31%  0.0%
Romania, | ;5 <ame)| 102 275%  34.3%  16.7% = 18.6%  3.9%
non-GF
Belarus 6 312 46.8% ~ 87%  26.0%  17.6%  1.0%
Tajikistan 6 130 57.7%,  6.9%, 215% = 13.8%  0.0%
Azerbaijan 5 148 62.2%  13.5% 17.6% = 6.8%  0.0%
All5
: 59 2079 452%| 17.5%  19.2% = 16.6%  1.2%
countries

HFs: Health facilities; Note regarding Romania: the difference in the treatment success rate between the Global Fund and the

non-Global Fund cohort is statistically significant (p < 0.001)
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The comparison of the treatment success rate of the GF-supported patients versus the treatment
success rate of the patients without GF support was marked: 84.4% versus 27.5% (very similar
findings to what was found in the patient charts review (chapter 3.4.7).

In three of the 77 reports, there was a small quality issue regarding the figures: when adding
together the figures of the five treatment outcome categories, the sum should be equal to the cohort
size; in two health facilities, there was a difference of 1 and in one, there was a difference of 6 (in
the latter, a health facility in Ukraine, the cohort size in the report was 169, but the five treatment
outcome categories added together resulted in only 163).

3.6  Quantitative findings Ill: data verification

In the five visited countries, data verification regarding treatment outcome was done in twelve health
facilities. These exercises revealed a very good standard of reporting: In eleven of the twelve health
facility, there was full concordance between reporting and re-counted figures. In one health facility
there was slight over-reporting (13 instead of 12). Table 30 presents the findings.

Table 30. Data verification in 12 health facilities: re-counted versus reported treatment success rate

Treatment success rate as found throu
. the re-count in the DR-TB register

Dnipro City TB Dispensary 52% (105/202) Yes

As reported?

Country Name of HF

Ukraine Zaporijjie City TB Dispensary 38.2% (66/173) Yes
Kharkiv Rayon TB Department 55.7% (107/192 Yes
Craiova Dispensary in Dolj 41.7% (5/12) A Co?gr;én report
Romania Pitesti Dispensary in Arges 38.5% (5/13) Yes
Sﬁgtlo;rgs[t)spensary 1 25% (4/16) Yes
Bel Minsk Oblast TB Dispensary 54.1% (205/379) Yes
elarus
Grodno Oblast TB Dispensary 48.3% (193/400) Yes
Khudjand TB Dispensary, o
Tajikistan Sughd (Kanibadam) 73.1% (19/26) Yes
Hatlon TB Dispensary (Yavan) 44.4% (12/27) Yes
) Sumagait TB Dispensary, 87.5% (28/32) Yes
Azerbaijan Absheron
City TB Dispansay #4, Baku 66.7% (28/42) Yes
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Discussion

Several factors believed to be impacting the treatment outcome were found:

1.

In the Delphi survey, the experts stressed the importance of patients receiving rapid
diagnosis allowing early beginning of adequate treatment. In the light of the high levels of
drug resistance among large proportions of the DR-TB patients, access to rapid diagnostic
tests that identify also resistance to second-line drugs is crucial.

Currently, DR-TB patients have to withstand the hardship of a barely tolerable treatment
regimen for up to two years. The challenge of side effects was commonly identified, both in
the desk review and during the country visits. During the field visits in the five countries, a
complaint in some or many instances/places was that the ancillary drugs are not for free. In
the Delphi survey, the experts perceived as important the availability of free ancillary drugs.

There are shorter regimens (lasting for only 9 to 12 months) which should be seriously
considered. The desk review found recommendations regarding the introduction of the short
regimen, and patients interviews in the five countries revealed a desire for shorter regimens.
Also, an African-based expert in the Delphi survey recommended the short MDR regimen.
However, not all DR-TB patients are eligible for the shorter regimen; WHO recommends that
“patients are tested for susceptibility or resistance to fluoroquinolones and to the second-line
injectable agent used in the regimen before being started on a shorter MDR-TB regimen: patients
with strains resistant to any of the two groups of medicines are to be transferred to treatment with
a conventional MDR-TB regimen” [4]. Balabanova and colleagues [5], Sotgiu and colleagues
[6] and Lange and colleagues [7] have recently shown that a very high proportion of TB
patients are non-eligible particularly in Eastern Europe (largely due to previous exposure to
second-line TB drugs). Similarly, van der Werf and colleagues made the case that only 11%
of DR-TB cases in the European Union are eligible for the shorter regimen [8]. However, in a
reply to this, Heldal and colleagues counter-argued that more than 11% would in fact be
eligible [9]. Work from Chee and colleagues in South East Asia indicated it is potentially a
wider phenomenon that a large proportion of DR-TB patients do not meet current WHO
eligibility criteria for the shorter regimen [10].

Health care organisation: In the five visited countries (and the desk review indicated that
also in many of the other EECA countries), there are on-going efforts to shift care from more
hospital-centred to ambulatory care. No solid evidence was found that ambulatory care
results in better treatment outcome, but there is a common view that ambulatory care is
preferable. It is important to carefully consider findings of recently conducted health system
studies, such as the study by Vries and colleagues (2017) [11] where health system factors
of Bulgaria, Austria, Spain and the United Kingdom were analysed. Using key informant
interviews, the study found that the following healthcare system factors were perceived as
key to achieving good treatment results for DR-TB patients:

o Timely diagnosis of drug-resistant tuberculosis

o Financial systems that ensure access to a full course of treatment and support for
multidrug-resistant tuberculosis patients

o Patient-centred approaches with strong intersectoral collaboration that address
patients’ emotional and social needs

o Motivated and dedicated healthcare workers with sufficient mandate and means to
support patients

o Cross-border management of DR-TB
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5. PHC/community level activities on health care provision are quite remarkable in the
Central Asian countries (less so in Romania/Eastern Europe) where hierarchies are strictly
withheld and civil society relatively underdeveloped. In Tajikistan, for example, the Ministry of
Health has recently issued a Guideline formalising how interactions between PHC staff and
communities should take place due to low levels of community empowerment, and
uncertainties of roles, responsibilities and rights. Through its modality of support, that always
strives to ensure the involvement of non-governmental and civil society organisations — the
Global Fund is contributing to a wider, societal transformation that is underway in Central
Asia.

6. The desk review, the country visits and the Delphi survey all pointed to the challenge of
material poverty affecting substantial proportions of TB and DR-TB patients and to the need
to provide patient support. The Delphi experts agreed that at the level of DR-TB patient’s
family and community, that the most significant factor influencing treatment outcomes is that
the economic situation of their family is not worsened by patient’s iliness or treatment. And
interactions with patients in the five visited countries indicated that an important reason for
loss to follow-up is the precarious financial situation of the patient's family. Catastrophic
costs due to the TB and DR-TB iliness (costs are defined as catastrophic when they exceed
20% of an affected households’ annual income) are common, as shown in a recent
systematic review [12]. For instance, in a study in China, it was found that 70% of the TB
patients and 80% of the DR-TB patients had catastrophic medical spending [13]. A study in
Kazakhstan among 94 MDR-TB patients and 54 other TB patients found that the median
estimated total costs for diagnosis and treatment during the current TB treatment episode
was USD 3125 for the MDR-TB patients and USD 929 for the other TB patients [14]. During
the field visits, the idea of providing cash incentives for patients for staying on treatment was
expressed, and in two of the visited countries (in Belarus and Tajikistan), some NGOs offer
cash incentives to patients (chapter 3.3.2).

7. Home-DOT (the treatment is brought to the patient’s house every day) is increasingly being
implemented, mostly through NGOs. A challenge is that in many of the EECA countries there
is a low that restricts the administration of treatment to medical personnel. There is solid
evidence (Cochrane review) from various countries that having DOT at home (instead of in a
health facility) does not lead to a lower treatment success rate [15]. A systematic review
found that community-based DOT resulted in a higher treatment success rate than facility-
based DOT [16].

8. The findings of the Delphi survey, the five country visits strongly and indirectly also the desk
review indicated that comprehensive support is needed for TB/DR-TB patients. In the five
visited countries, the idea of making a psychologist available for the patients and of patients
regularly having group discussions for mutual support were discussed with patients.
However, findings from the patient interactions do not consistently confirm the importance of
using psychologists to provide this support — albeit for a sub-section of patients, such support
is likely crucial. The suggestion to have regular patient group discussion was largely
perceived to be a good idea by respondents.

9. In the general “global TB community”, there is good awareness of the need for additional
medical support (and partly also social support) for some sub-groups, e.g. HIV-positive
TB patients and TB patients that are struggling with illicit drug use. However, other sub-
groups, e.g. alcoholics and homeless people receive less attention (as became clear
through the desk review) and do not feature prominently in the general discourse of the
decision makers of TB care (e.g. among the five experts of the Delphi survey, only one
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mentioned the homeless and none the alcoholics regarding two questions on marginalised
sub-populations). A systematic review provided evidence that alcohol consumption during
multidrug-resistant tuberculosis treatment is a predictor for a higher rate of unsuccessful
outcome [17]. Alcoholism is a major health threat in many of the EECA countries: in three of
the five visited countries, the so-called pattern of drinking score was 3, in one it was 4 and in
Ukraine it was 5 (the highest possible score) [18]. The country visits found NGOs offering
special support for homeless people, and the analysis of the patient charts revealed a very
low treatment success rate among the homeless.

The field visits in the five countries indicated that the disease remains widely stigmatised.
In the desk review, the topic of stigma was barely mentioned (chapter 3.1.3), and in the
Delphi survey, stigma was not specifically discussed. However, indirectly, stigma was
referred to in the sense that the experts gave high priority to the following for furthering good
treatment outcome: the patient’s family and his or her community as well as the healthcare
workers need to treat the patient with respect and show empathy.

WHO encourages programmes to involve patients in tuberculosis care [19,20]. In Romania,
cured patients are involved in supporting DR-TB patients on treatment. A systematic review
found that the following resulted in lower rates of “loss to follow-up” among DR-TB patients:
(i) engagement of community health workers as DOT providers; (ii) the provision of DOT
throughout treatment; (iii) smaller cohort sizes; and (iv) the provision of patient education
[21]. The review did not identify the role of cured patients in supporting DR-TB patients on
treatment. However, cured patients may be especially apt at providing patient education.
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Conclusion and recommendations

Uptake and scaling up of new diagnostic tools and approaches and of new regimens is
crucial. The NTPs need to emphasise the importance of making these new tools available
and push for comprehensive coverage of the population regarding the new rapid diagnostic
tests and of the patients regarding new regimens.

In view of the seriousness of the challenge of side effects, it is important that ancillary drugs
are reliably available and provided free of charge.

Most DR-TB patients of the EECA region are not eligible for the short MDR regimen based
on the current WHO recommendation. There is a need to carefully balance the advantages
and disadvantages of having a potentially less powerful but much more tolerable regimen. A
way forward may be a reinforced shorter regimen, rather than the conventional MDR-TB
regimen. It is urgent that more patient-friendly DR-TB treatment regimens are made
available.

A deep understanding of health system issues and power structures in the country is
needed to optimally facilitate this on-going transition and to ensure that expectations are met
in terms of the release of funds for support of TB patients and other patients at PHC level.

In the process of full involvement of the PHC level facilities and contributions from the
community, each country accumulates experiences and lessons learnt. Therefore, the
countries may benefit from an exchange of experiences on these efforts to involve PHC
facilities and communities in TB and DR-TB care, thereby learning from each other.

In view of the common catastrophic costs and impoverishing effect of having TB and
especially DR-TB, improving the DR-TB treatment outcome in EECA countries may well
mean more comprehensive support for a large proportion of the patients and his or her
families. The NTPs should lobby for greater intersectoral involvement and a comprehensive
approach to TB care, including that care is covered by any health insurance systems and
provided free of charge at the point of delivery. It may be worth implementing and assessing
the provision of cash incentives to patients at several landmark points in time of their
treatment as incentive to stay on treatment. In Belarus and Tajikistan, cash incentives are
already in use; therefore, their effects should be assessed.

Regarding alcoholism, it seems warranted to seriously consider having a formal alcohol
dependency treatment programme for DR-TB patients (and TB patients), especially during
the first six months of DR-TB treatment (when most patients are hospitalised). It is important
to be well informed about recent developments of TB and alcohol dependency treatment.
Two resources are: (i) A trial in Tomsk: Effectiveness of alcohol treatment interventions
integrated into routine tuberculosis care in Tomsk, Russia [22] (i) a trial was started in
Tomsk, Russia some years ago (results not yet published): Training and Fidelity Monitoring
of Alcohol Treatment Interventions Integrated Into Routine Tuberculosis Care in Tomsk,
Russia: the IMPACT Effectiveness Trial [23]. We did not find resources regarding the
homeless and TB; there is a need to carefully document the effectiveness of the efforts of the
various NGOs (e.g. in Ukraine) for the homeless DR-TB patients.

Marginalised sub-groups such as alcoholics and the homeless need comprehensive
assistance. The work of Gelmanova and colleagues [24] in Tomsk City, Russian Federation
on a patient-centred (DR-)TB treatment delivery program (called 'Sputnik’) for 38 MDR-TB
patients and 15 TB patients at high risk of abandoning treatment could be informative in this
regard. The fact that the Sputnik project was very resource intensive should not lead to
dismissing such special efforts for needy patients. In parallel, less costly approaches should
also be explored.
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9. There is a trend of more home-DOT. The shift to this mode of treatment delivery should be
closely monitored and the results evaluated, with scope for accompanying cost-effectiveness
studies.

10. Approaches to facilitate better treatment outcome should be explored, carefully considering
the available evidence (e.g. the systematic review by Tozcek and colleagues [14]). The
review did not identify the role of cured patients in supporting DR-TB patients on
treatment. However, cured patients may be especially apt at providing patient education and
moral support as well as at countering stigma. The experiences in Romania in involving
cured patients should be carefully assessed and initiatives that engage cured DR-TB
patients promoted. In some settings, it may be beneficial to also involve the religious sector.

11. The field visits indicated that involving psychologists and having patient group
discussions could be helpful, though there was no consensus. The already existing
experiences regarding these two potentially adherence-enhancing measures should be
assessed and based on the results, these two interventions should or shouldn’t be scaled up.

12. Some of the countries of the EECA are relatively well resourced and the Global Fund is
increasingly nudging for greater domestic funding. Even in case the domestic funding
would fully compensate for the diminished Global Fund funding, there are concerns
expressed by MSF®: increased domestic funding may lead to parallel procurement streams
which is inefficient and problematic as the quantities of DR-TB medicines required by an
individual country often do not meet manufacturers’ minimum order requirements. In view of
the extensive needs for comprehensive support for substantial proportions of DR-TB
patients, reduction of foreign funding may well be problematic, in particular in view of the
vulnerability and relative voicelessness of the various sub-groups. All five visited countries
benefit from Global Fund support and support from other donors. The Global Fund grants are
soon coming to an end, while there are convincing indications that further support (at least
for Tajikistan, Ukraine and even for Romania) would be needed. The way forward should be
discussed and outlined between the Ministries of Finance and Health in the respective
countries, the Global Fund and other donors - with the potential, long term costs of any
deterioration in already highly unsatisfactory DR-TB treatment outcomes carefully
considered. Whatever the funding considerations, one should not forget that there was a
consensus among the “Delphi survey experts” that all medications, including medications
for treatment of side effects, should be provided free of charge.

13. Lastly, to emphasise with regards to the 2" recommendation on this list: all these mentioned
interventions do not tackle a (or even the) main problem of DR-TB treatment — and that is the
length and the toxicity of the treatment. The development of better TB drugs and new
regimens and its subsequent uptake and scaling up is crucial. The NTPs need to
emphasise the importance of making these new tools rapidly available.

° Presented as a poster during the 2017 UNION conference in Mexico: Akerfeldt et al, Threats to affordable quality second-
line TB drugs in Eastern Europe and Central Asia as the Global Fund shifts to national procurement. Int J Tuberc Lung Dis
21(11), Suppl. 2, November 2017, S393.
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Annex 1. Number of reports reviewed per country and in which years

Country N”r”g;bLeCr of OL\:]ZT:’;O?:S Toc::llr;;or?tks)er 2010 | 2011 | 2012 | 2013 | 2014 | 2015 | 2016 | 2017 yr;‘;r
Albania 2 3 5 v v v

Armenia 1 3 4 v v v v
Azerbaijan 2 2 4 v v v v
Belarus 3 10 13 v v v v v v
Bosnia & H. 1 0 1 v

Bulgaria 2 1 3 v v

Georgia 3 5 8 v v v v v
Kazakhstan 2 0 2 v v

Kosovo 3 0 3 v v v

Kyrgyzstan 3 1 4 v v

Macedonia 1 0 1 v

Moldova 3 0 3 v v v

Romania 3 3 6 v v v

Serbia 3 0 3 v v v

Tajikistan 3 1 4 v v v v
Ukraine 5 6 11 v v v v v v v
Uzbekistan 2 2 4 v v v

Several 0 3 v v v




Annex 2. Mention of the various sub-populations in the rGLC reports and other reports per country
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rGLC reports Other reports
Country 2010 2011 2012 2013 2014 2015 2016 2017 || 2010 2011 2012 2013 2014 2015 2016 2017 | noyear
Albania H,O M,P,H,D,0O M, P, H, D, O | none, none
Armenia M, P,H,D M, P,H, D M, P,H, D none
Azerbaijan P,H P,H M, P,H, O P
M, P,H, D, O;
P; none; M.P.H, D o
Belarus P,H,O P,H,O P,H M.P.H.D,O none :2:2; none
none
Bosnia & H. M,P,H, O
Bulgaria poss’\iﬂt’JIF;/YH, o M, P,H, O M,P,H,D, O
Georgia P,H,O M,P,H,D,O M, P, H P,H,D,O0 { P,H,D,0O P,H,D, O P,H,D,0O P,H,D,0O
Kazakhstan M,P,H, O M, P, H
Kosowvo P,H P,H P,H
Kyrgyzstan M, P,H,D P M,P,H, D, O
Macedonia P,H,D,0
Moldova M, P,H,D P,H,O P,H
Romania P,H,O P,H,O H,O possibly H M, P,H, O
Serbia M, P,H,D, O M,P,H,O M, P,H,D,O
Tajikistan P,H P,O P,H none
Ukraine M, P, H M,P,H,D P,H,D,O P,H,D M,P,H,D ':; :’%’ M,P,H, D, O P,H,D, O
Uzbekistan P, H P, H M, P,H,D, 0O
Several M, O none

M: migrant; P: prisoner; H: person living with HIV; D: user of illicit drugs; O: other sub-population (including ‘homeless’; the field visits to the five countries and the desk review
made clear that ‘the homeless’ are an important sub-population, mentioned in 25 reports).
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Annex 3. Findings from patient interviews and FGDs in the five visited countries.

Tajikistan

Would or is a
psychologist

Ideas of patients /
other remarks

Thoughts and
facts that

Would patient
group discussions

Factors, thoughts
convincing the

Thoughts and facts
that discourage

Thoughts when not
feeling like going for

Respon-
dent(s)

Country

treatment

encourage
patients to go for
treatment

patients to go for
treatment

patients to take
treatment

helpful?

be helpful?

FGD (i) Feel really (i) Believe that (i) every day is the We want to Maybe, but ~ Opinions divided — (i) Need more good food; (ii) all are very
participants  exhausted to go they will come same — feel fed up; survive, that’s we do not some say it would poor —if only GF or gov’t gave them
every day; back to normal; (i) side effects why we go for have a be good, while something to make chance of survival

(ii) Understand that

(ii) Not long until

make it even

treatment

psychologist

others say they do

higher; (iii) give patients tranquilizers and

TIK we need to go till the  fully cured; worse; (iii) not want to spend  vitamins; (iv) divide the drug intake into
end; (iii) Have fear of  (iii) Good indifference - time with other several doses over the day; (v) individual
dying. relation-ships nobody cares if you patients and listen support, e.g. someone comes and at least

with nurses die or live to their problems talks to them.
(“we have our own
difficulties”)
(i) One has to have a (i) He received (i) Some do not Relationships Not really, it No; we are all TB nurse is the most important person to
lot of patience;(ii) He  food package trust to doctors and  with personnel — is astranger different and have  help adhere to treatment.
did not have enough from GF; (ii) think they will not if the nurse is to me, why  different problems,
of patience, broke knowledge that get cured;(ii) not kind, | don’t mind  should | not needed
DR-TB the treatment several this disease will having family or to come every listen to her
TJK patient 1 times be cured; close ones day or tell her
(male) (iii) family my life? (ii)
support is very maybe for
important some it
would make
sense
Not answered (she o (i) Side effects; | N/A Was not N/A She recommends to other patients: “Trust
(i) it is temporary, ”
got treated at home . could not walk offered. | your doctors, they know best!
DR-TB . long, but it will .
. with the use of (i) The thought: would talk
patient 2 . end some day; “ .
community L maybe itisall a toa
(female; (ii) 1 got all the . .
TJK volunteer; but when mistake and | take psychologist
well off; support. (iii) . .
she needed to go to S takes this strong if she was
home- Medicine is L ., .
see TB doctor, her . medicine in vain female like
based DOT) potent and will
husband took her myself

there)

kill the “germ”



Respon-
dent(s)

Country

DR-TB
TIK patient 3
(male)

AZERBAIJAN

DR-TB
AZE patient 1
(male)

DR-TB
AZE patient 2
(male)

Thoughts when not
feeling like going for

treatment

(i) | force myself;

(ii) 1 tell myself that it

is second time

already to have TB so

| need to get cured
this time

Strong desire to get
cured

Will do anything to
get back to normal

Thoughts and
facts that
encourage
patients to go for
treatment
(i) Treatment is
available; (ii)
relationships with
personnel is
good; (iii) father
will support;

(i) Felt much
better after 5
months of
treatments;

(ii) Good
relationship with
nurses and
doctors

(i) Trust (believe)
in doctor;

(ii) Has seen
positive dynamics
in treatment that
reassured him

Thoughts and facts

that discourage
patients to go for

treatment

(i) Side effects
(vomiting); (ii)
afraid that this will
not work; (iii)
treatment is too
long Too long

(i) Side effects;
(i) Anxiety

(i) Very long
treatment process;
(ii) Strong
medication made
him suffer more leg
pain

Factors, thoughts
convincing the
patients to take
treatment

Desire to turn
healthy and stop
being “incapable”

Will to live

Want to survive
this ordeal, for his
family and
children.

Would or is a
psychologist

helpful?

(no clear
reply). | was
not offered,
maybe
because |
did not
have
problems.

Did not talk
to
psychologist
, but would
have liked
that

No
information
onit.

Would patient

group discussions

be helpful?

Yes, helpful. While
| was hospitalised |
talked to other
patients, they
explained a lot

Is not sure about it.

Does not have an
opinion about it.
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Ideas of patients /
other remarks

My father gave great support, without him
| would not have survived.

(i) Find a good doctor, as apparently not all
TB doctors are nice (he was lucky with his);
(i) Eat good food, especially meat, as more
energy is needed to digest TB drugs.

Do not be afraid, it is difficult but can be
done



Respon-
dent(s)

Country

DR-TB
patient 3
(male)

AZE

DR-TB
patient 4
(male)

AZE

DR-TB
patient 5
(male)

AZE

BELARUS

Thoughts when not
feeling like going for
treatment

It takes discipline and
good faith

Feel repulsion, but
make yourself go to
DOT point

(i) Severe side effect
and deafness, which
is what patient
experienced;

(ii) Repulsion to going

Thoughts and
facts that
encourage

patients to go for
treatment

(i) Felt that there

is change for

better;

(i) No side

effects;

(iii) Got social

assistance,

money from GF;

(iv) Pension from

Government;

(v) Good

relationships with

personnel

(i) DOT site was

good, with

separate entrance;

(ii) Good

relationships with

nurses;

(iii) Received family

support (brothers)

(i) Good attitude

towards me;

(ii) Considered and

treated me as a

person;

(iii) Good food;

(iv) Changed

lifestyle

Thoughts and facts
that discourage
patients to go for
treatment

(i) Distance to the
DOT place;
(i) Side effects

(i) Experienced side
effects in the
beginning of the
course;

(ii) Had many bad
thoughts

(i) Laziness;

(i) Feeling fed up;
(iii) No trust that will
recover, thinking this
is the end;

(iv) Side effects

Factors, thoughts
convincing the
patients to take
treatment

N/A

Did not have to
work during the
treatment

Desire to live

Would or is a
psychologist
helpful?

Did not have
consultation
with

psychologist

Need to regain
self-assurance,
for that it is
important to
talk to
professional
psychologist

Never talked
to a
psychologist
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Ideas of patients /
other remarks

Would patient
group discussions
be helpful?

Need to persist; no matter how hard this
may be — never stop the treatment.

It could be good to
talk to other
patients, but many
are shy, many get
treatment in
secret.

Did not know
about it, and did
not meet/ see
other TB patients
in ambulatory

Patient needs to eat good food — it is also
like medicine.

Maybe, never Remove side effects!

participated
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Respon- Thoughts when not Thoughts and Thoughts and facts  Factors, thoughts Would or is a Would patient Ideas of patients /
dent(s) feeling like going for facts that that discourage convincing the psychologist  group discussions other remarks
Country treatment encourage patients to go for patients to take helpful? be helpful?
patients to go for treatment treatment
treatment
N/A (i) Desire to be cured (i) Far away from home; (i) The Yes. We have  No clear answers. (i) Many side effects; get treatment with
helps to endure (ii) Long stay at hospital, medical one but not “good” drugs;
difficulties of treatment; long treatment (2 years); information many of us (i) It is difficult to not doing anything,
(ii) Positive and (iif) Morally difficult we have; requested the would be good to have some sort of
comforting atmosphere  cause their children are  (ii) Hope for  psychologist’s distraction/entertainment during the
in surrounding condition, at home (distance to cure and support. treatment.
a friendly attitude from  family). the normal (iii) In rural areas, transportation is not
BLR FGD 1 (in personnel; (iv) Treatment lasting 2 life available, need to find support
Minsk) (iii) Experienced doctors  years; mechanisms.
(iv) Food is offered; (v) Side effects (iv) Financially difficult to stay out of work,
(v) Support from family no time for treatment.
and friends
(vi) moral support from
co-patients
(vii) support from the
psychologist
N/A (i) We are convinced (i) Length of the (i) Family; N/A N/A Friendly and polite attitude of staff is
that we will be cured; treatment (ii) Hope to be helpful
(ii) Doctors emphasize (ii) side effects cured and return
that we will be cured; home;
(iii) Thorough (iii) Hope to go
information and back to work
FGD 2 (in explanation by the head
BLR Grodno) of department,
supportive medical staff
who gives explanation
and hope (patient refers
to this as an individual
treatment approach);
(iv) need to overcome
stigma
DR-TB This patient was HIV-positive but the conversation with this patient did not yield meaningful information.
patient
BLR



Country

Respon-
dent(s)

ROMANIA
ROM FGD 1
ROM DR-TB
patient 1
(male)

Thoughts when not
feeling like going for
treatment

Quitting is not an
option, important to
avoid infecting other
people, cannot
imagine life secluded;
fear of putting people
in danger.

A strong will is needed
but after a while it
becomes part of the
routine

Thoughts and
facts that
encourage
patients to go for
treatment

(i) Good relations
with doctors;

(i) Health staff very
convincing that
treatment should
be taken as
prescribed;

(iii) Good hospital
conditions;

(iv) Supportive
work environment
(medical leave);

(v) Supporting
family;

(vi) Psychological
support;

(vii) Support from
health staff to
mitigate side
effects

(i) Concerns about
family and children;
(ii) Family support;
(iii) Understanding
that TB, even MDR
can be cured;

(iv) Friends support

Thoughts and facts
that discourage
patients to go for
treatment

N/A

(i) Duration of
treatment (hearing
it's 2 years was
shocking);

(i) Side effects —
panic and vomiting;
(iii) Hospital
condition;

(iv) Family not
receiving any
support (feeling
helpless)

Would or is a
psychologist
helpful?

Would patient
group discussions
be helpful?

Factors, thoughts
convincing the
patients to take
treatment

N/A N/A Yes, peer support is

helpful.

N/A Yes, receives N/A
help from

psychologist, it

helps to keep

focus and not

to get

distracted by

other things.
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Ideas of patients /
other remarks

Would be a good idea that each TB hospital
has sport facilities but it depends on
physical abilities of patients; and/or other
activities to keep busy.

N/A



Country

ROM

ROM

ROM

ROM

Respon-
dent(s)

DR-TB
patient 2
(male)

DR-TB
patient 3
(male)

DR-TB
patient 4
(male)

DR-TB
patient 5
(male)

Thoughts when not
feeling like going for
treatment

N/A

N/A

N/A

N/A

Thoughts and

facts that
encourage

patients to go for
treatment

(i) Good

relationships with

medical staff;

(ii) Social workers

and psychologist

help very much

(i) Strong will;

(i) Saw other TB
patients dying;
(iii) Close contacts
die;

(iv) Feel better at
home

(i) Personal nature,
strong person;

(ii) Family support;
(iii) Being in a
group vs. being
alone;

(iv) fear of relapse;
(v) psychological
support

N/A

Factors, thoughts
convincing the
patients to take

Thoughts and facts

that discourage
patients to go for

treatment treatment
(i) hospital conditions Family —the
are not good; strongest factor for
(i) Bad side effects me!

(i) Too many pills; (i) Other patients

(i) Injections too experience;
painful; (ii) Coma to

(iii) bad hospital agreement with
conditions; himself

(iv) Not receiving any

kind of support;

No support received N/A

by family

Not clear N/A

Would patient
group discussions
be helpful?

Would or is a
psychologist
helpful?

Yes, N/A
psychologist
help very

much

Does not find it
useful

N/A

Yes, N/A
particularly

when

patient

found out

that he is

HIV positive

Yes, received Yes, received peer
support from support and is now
a a peer supporter.
psychologist

(by phone),

helpful to

discuss

feelings and

emotions
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Ideas of patients /
other remarks

(i) Difficult to stay with drug addicts and
alcoholics;

(i) Financial situation pushes people to
stop treatment;

(i) Some patients were not aware of the
dangers;

(ii) Side effects — he had suffered hearing
loss, but it is better to be deaf then dead!
(iii) There are irresponsible patients: no
matter what you give them, they will not
come for treatment.

DOT should be DOT. | know many patients
who throw their treatment away, these
people should be locked.

(i) Individual decision to take treatment or
not.

(i) Financial incentives (for example in
forms of “food tickets”) during duration of
the treatment are important.



Respon-
dent(s)

Country

ROM DR-TB
patient 6
(female)

ROM DR-TB
patient 7
(female)

UKRAINE
UKR FGD 1

Thoughts when not
feeling like going for
treatment

N/A

N/A

N/A

Thoughts and
facts that
encourage
patients to go for
treatment
(i) wanting to live;
(ii) to have a baby;
(iii) support from
parents and
husband, then
doctors;
(iv) Nice medical
staff, nice hospital
living conditions;

(v) Legal protection

to keep her job.

(i) communication

with other patients;

(ii) taking care of
each other;

(iii) very strong
family support; (iv)
knowing that TB
can be cured

(i) wanting to live;
(i) family;

(iii) going back to
work;

(iv) becoming
normal again;

Thoughts and facts

that discourage
patients to go for

treatment

Was obliged by local

commission to retire

early (medical
pension).

N/A

(i) pain;

(ii) duration of the
treatment;

(iii) personal
freedom;

(iv) side effects

Factors, thoughts Would oris a
convincing the

patients to take helpful?
treatment
(i) Waiting time to N/A N/A
take DOT in

dispensary;

(i) Other patients
in hospitals;

(iii) feeling better
after treatment;
(iv) Well informed
by provider at start
of treatment.

N/A Yes, received N/A

psychological
support (very
severe
depressions)

When you consider Some receive Yes, mutual peer
your or their lives, psychological supportis very
important through

including support,
your/their inner good to talk  personal
selves and their to

families and friends professionals

Would patient
psychologist  group discussions
be helpful?

relationships.
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Ideas of patients /
other remarks

(i) At beginning of hospitalization, the
patient was not happy with the doctor but
then requested another doctor;

(ii) Had however a good collaboration with
the nurse;

(iii) Would have liked not be forced to retire
early (medical pension), which made her
inactive;

(iv) Would like to provide advice to patients
(as a volunteer), listen to them, share her
own experience;

(v) Willingness and awareness of patients is
crucial.

(i) Medical retirement pension is very low;
(i) Patients drop out of treatment because
they do not have any purpose/objective,
anything important to fight for and no
resources or support;

(iii) Important to eat well when on a
treatment like this, otherwise it affects
immune system.

“Please invent something so that the
treatment is not so long!”



Respon-
dent(s)

Country

UKR

FGD 2

UKR

FGD 3

Thoughts when not
feeling like going for
treatment

Difficulty to start new
treatment

Tired, want to have
like a “vacation”

Thoughts and
facts that
encourage

patients to go for
treatment
(i) “There is No
choice”;
(i) Think about
children, close
ones;
(iii) Care about
other people too,
don’t want to infect
others;
(iv) Hope that
treatment will help
to feel better;
(v) help to stop
take drugs,
drinking, smoking
(not allowed in TB
hospital)
(i) Human factor -
some want to get
out of hospital but
some want to stay
as long as possible;
(ii) Wanted to start
treatment faster;
(iii) Want to get
cured;
(iv) Want to be safe
to others

Thoughts and facts
that discourage
patients to go for
treatment

(i) Afraid that other
will know about the
disease;

(i) Side effects —
deafness, heart and
liver failure

(i) Shock and
disbelief;

(ii) Poor food in
hospital;

(iii) Conditions of
patients;

(iv) limited access to
showers

Factors, thoughts
convincing the
patients to take
treatment

Hope to get
disabled benefits
Hopes to get good
TB medicine
Rehabilitation after
the treatment
Hopes that after
the treatment is
finished will find a
job, return to
“normal” life

Ambulatory
treatment is better
and easier
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Would or is a
psychologist
helpful?

Psychological
help is very
important
during all
phases, but
especially:

- beginning of
treatment
when side
effects surface
-at time of
discharge
where
psychologic
consolation is
important.

There is a
psychologist,
but no help.
Relatives and
friends are
more
important.
Suggest self-
support
group with
former
patients.
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Would patient
group discussions
be helpful?

Moral support from
other patients
means a lot and
would be helpful
(similar thing already
available from
church visitors)

May help just to
have somebody for a
conversation, but
everybody has
his/her own
situation. Suggest
self-support group
with former
patients.

Ideas of patients /
other remarks

-Allow to work via internet (to work in
distance)

-More rooms for personnel

-More supplies for Medical personnel
-Other drugs for side effects

-Light sport activities, like table tennis or
fitness exercises

-Massage

-Aquariums with fishes

-Put in the hospital wending machine
-Pharmacy

-Washing machine

-Better drugs for TB — with no side effects
and stronger efficacy

-Not to feel pain

-Shorter treatment and more supportive
treatment, physiotherapy.

- Cannot be in the same place with drug
addicts and alcoholics, please separate the
patients!;

- No options — for improved stay (even by
paying);

- Finances — family should get financial
support while patient is on treatment;

- More money to get more food, because in
hospital it is not enough;

- No standard way/instructions for taking
drugs;

- The dose could be broken up to several
doses;

- Relationship with doctor — just one doctor,
too many patients;

- No “school for patients” — do not get
information!



Country

UKR

UKR

UKR

UKR

Respon-
dent(s)

FGD 4

DR-TB
patient 1
(male)

DR-TB
patient 2
(male)

DR-TB
patient 3
(female)

Thoughts when not

feeling like going for

treatment

We do not have such
days; it is
automatically in our
minds. We are also
concerned about our
relatives. If we
interrupt, there is no
effect of treatment.

N/A

N/A

N/A

Thoughts and
facts that
encourage
patients to go for
treatment
(i) Having kids,
family;
(i) Thinking of
parents, and

that discourage
patients to go for

treatment

Side effects
(nausea)

children —

avoiding their

infection

N/A Side effects
Life and the Stressed to be

desire to live hospitalised, but no
challenges with
regards to the

treatment

(i) Live and Side effects
getting cured;

(ii) Religion

Thoughts and facts

Factors, thoughts
convincing the
patients to take
treatment

N/A

N/A

N/A

N/A
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Would or is a
psychologist
helpful?

Yes, patients
are seeing a
psychologist
and it helps
(depression,
advice on
continuation
of treatment,
prescription
of medicine
to calm
down)

N/A

Met a
psychologist
once, no
opinion
about it
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Ideas of patients /
other remarks

Would patient
group discussions
be helpful?

Do not have such
group discussions
but agree that it

would be helpful.

Ambulatory treatment at home would be
better to get cured (nicer atmosphere)

N/A (i) Improving hospital infrastructures
(sanitary facilities, elevator);
(ii) People should stop smoking in the
toilet.

N/A

(i) Less patients in the ward;
(ii) More comfortable and better hospital
equipment ( X-ray machine was old)

No need forit N/A

(i) Better conditions in the TB hospital;
(ii) Bigger food parcels
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Respon- Thoughts when not Thoughts and Thoughts and facts  Factors, thoughts Would or is a Would patient Ideas of patients /
dent(s) feeling like going for facts that that discourage convincing the psychologist  group discussions other remarks
Country treatment encourage patients to go for patients to take helpful? be helpful?
patients to go for treatment treatment
treatment
UKR DR-TB Does not want other (i) Great that (i) Side effects — She made a (i) Psych. help (i) Even if there was
patient 4 people to know Sunday is day off;  stomach ache after  contract with was very much such a thing she
(female) about her disease (ii) It is already taking treatment; herself — she welcome, would not go there;
end of the (ii) Feeling very promised notto  needed and (ii) She does not
process, little tired of doing same  drop the appreciated; need to know other (i)Cannot work, even though feels strong,
time left; thing every day treatment and (i) needed people’s problems; not infectious anymore (according to test
(iii) After | finish will come till the  more (iii) Feels shy to go results);
this, | will live like very end attention, but  and discuss her (i) Treatment cannot get more attractive,
normal again! only one issues with others, just need to make it more flexible — now TB

psychologist have to be expert, or
and standard  psychologist
approach was

used

patient needs to adapt his life for
treatment, perhaps we could meet half
way;

(iii) If possible — not stay in hospital at all;
(iv) Maybe more drugs given intravenously
— as stomach gets destroyed.

N/A: no clear answer received or topic not discussed.
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Annex 4. Overview of an assessment of the NGO activities in reference to TB care in the five countries

Criteria

Ukraine

Belarus

Romania

Tajikistan

Azerbaijan

Main NGOs/CSOs
active in (DR)-TB
identified during

e Red Cross of
Ukraine
e All-Ukrainian

¢ Republican public
association “Defeat
Tuberculosis Together”

e Romanian Angel Appeal
Foundation
e Centre for Health Policies and

¢ Coalition "Stop TB
partnership, Tajikistan”,
Youth Led-NGO "Young

e TB Azerbaijan Coalition,
composed of several
NGOs; “Saglamliga

field work Network of People  |e Red Cross Belarus Services generation of Tajikistan" Khidmat”, “Hayat”,
living with HIV « Association of TB patients « 13 organizations, mostly in | “Azerbaijan Red Crescent
¢ Patient organization « The Association for Supporting | the field of HIV/AIDS. Society”, “Unit of
“Ukraine against TB” MDR-TB Patients « Two organisations Professional TB doctors
« Other local CSOs « ARAS (working with IDUs) (‘EFEW” and “Red Tulip”) | and Pulmonologists” and
« Salvati Copiii are active in the prison “Veremsiz Dunya” NGO
« Romanian Red Cross sector.
Levels of ¢ Some have national |eRed Cross Belarus has e Some work done centrally « No national coverage, ¢ Mostly local work by CSOs
intervention of coverage national coverage e Coverage of several regions Mostly local work by CSOs
NGOs/CSOs e Local CSOs work at

oblast level or below

¢ Mostly local work by CSOs

e Overall very active NGO work

Type of support

¢ Participation in the
development of TB
control activities

e Promotion of
ambulatory
treatment

e Provision of
psychological or
social supportto TB
patients

e working with children with
TB,

¢ psychological rehabilitation

e social support packages

¢ Political advocacy

¢ TB and DR-TB care in an
integrated response with the
national TB programme

e Community-based support
through peer supporters, social
workers and psychologists,
multi-disciplinary team

¢ TB and DR-TB care
including screening
contacts, TB infection
control and treatment
monitoring.

¢ Psychosocial support to TB
patients

e Incentive payment to
patients

e Support with transportation

o Administrative support

e Research

e Food support and
psychosocial support

e Advocacy with public
authorities

e Public awareness raising
onTB

Provision of DOT

Yes, home-based
DOT through hired
nurses

No

Home-based for children,
otherwise in ambulatory

Yes, different models: (a)
home-based DOT through
trained volunteers, (b)
health facility-based DOT
through trained health
workers

Not confirmed by data
collection evidence
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Criteria

Ukraine

Belarus

Romania

Tajikistan

Azerbaijan

Target population/
beneficiaries

« DR/TB/HIV patients
and DR/TB patients
without HIV

« DR/TB patients including
children

* DR/TB patients
¢|DU
¢ DR/TB patients with HIV

* TB patients

* DR/TB patients
» TDR/B-affected former
prisoners

Participation in
national
coordination body
on TB

eYes, NGO
participation in
national coordination
body, including
representatives of
key population (e.g.
MSM)

¢ No evidence found during
country visit

¢ All main NGOs represented in
the National Country
Coordination mechanism

e Yes, NGO representation
in the National
Coordination Committee
on TB, AIDS and Malaria

¢ NGO “Saglamliga
Khidmat”, civil society
partner for the TB Europe
Coalition, is a member of
the Country Coordinating
Mechanism

¢ Meetings are held between
national TB-REP project
coordinator, NTP,
Parliamentarians and
NGOs

Recipient of GF
Grant funding
(directly or
indirectly)

eYes

e Yes, indirectly

e Romanian Angel Appeal is
Principal Recipient; many other
NGOs receive funding from GF
grant

Unclear, but other donors
funding TB interventions

e Yes

Overall Assessment

NGOs are well
represented and
engaged in the TB
response in
Ukraine, and
provide
complementary
services to the NTP
in close
cooperation with
health providers

A small number of NGOs
and CSOs provide limited
social and psychological
support. NGO
involvement remains
rather marginal in a
centrally-controlled,
national TB response.

NGOs are a major driving
force in the national DR/TB
response in Romania, filling
many gaps of the public
response. They have fostered
the development of an
advanced model of integrated
care for DR/TB patients. The
numerous NGO actors and
NGO-funded services can
lead to parallel systems and
multiple layers of
interventions. Of all case
studies, it is the most
effective involvement of
NGOs in the TB response.

NGOs are well
represented, active and
frequent fund recipients
or implementing partners
of foreign aid donors in
the field of TB or HIV. The
integration of NGO TB
work within the national
response remains rather
limited.

A small number of NGOs
provide limited social and
psychological support
but they have formed a
coalition which is a
positive development
towards greater
coordinated action from
civil society in the field of
TB. Contacts are
established with the
national response system
but no systematic or
integrated collaboration
was visible.
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Annex 5. Country reports

1. Belarus

X

2. Ukraine
X

3. Romania;
4. Tajikistan ¥

5. Azerbaijan

X
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1 Background

1.1 Drug-resistant Tuberculosis (DR-TB) in Belarus

The Global Fund mandated the Swiss TPH to conduct a study on factors that contribute to
favourable MDR-TB treatment outcomes in Eastern Europe/Central Asia (EECA) region. Field work
for the study was conducted in five countries in the EECA region: Belarus, Ukraine, Azerbaijan,
Romania and Tajikistan.

In 2015, the incidence rate of MDR/RR-TB in Belarus was estimated at 37 per 100'000. There were
an estimated 1,800 MDR/RR-TB cases among notified pulmonary TB cases. 37% of new TB cases
and 69% of previously treated cases were estimated to have MDR/RR-TB in 2015. Among the
notified cases, 69% of the new and 65% of the previously treated cases were tested for rifampicin
resistance. And 1,281 MDR/RR-TB cases were tested for resistance to second-line drugs. There
were 1,340 laboratory-confirmed MDR/RR-TB cases and 460 laboratory-confirmed extensively drug-
resistant TB cases (XDR-TB) in 2015.

The 2,136 MDR/RR-TB cases who began second-line treatment in 2013 had a treatment success
rate of 54%:; the treatment success rate of the 60 XDR-TB cases of 2013 was 38%.

In 2016, the national TB budget amounted to a bit less than 15 million USD; Approximately 8 million
USD was funded domestically and another 2 million USD internationally (mostly Global Fund). Thus,
there was a funding gap of around 5 million USD (WHO data).

2 Objectives

The overall objective of the study in Belarus is the expansion of our knowledge regarding the factors
that influence MDR-TB treatment outcomes in general, and among special groups, in order to
enable the national TB programme of Belarus (NTP), in collaboration with the Global Fund and other
partners, to prioritise interventions for better treatment outcome among drug-resistant TB cases

Objectives are two-fold:

(1) To understand the factors that influence DR-TB treatment outcomes in general and among
special groups:
e at oblast, health facility, community and individual levels,
e in migrants, People Living with HIV (PLWH), drug users.
(2) To establish and assess the role of NGOs (Non-Governmental Organizations) and their
efforts regarding community-based treatment in the care of DR-TB patients.

3 Methodology

The study was carried out in close collaboration with the NTP in Belarus. The study in Belarus
consisted of a high level assessment of the NTP with a focus on drug-resistant TB (DR-TB)".
Both quantitative and qualitative methodologies were used to collect data for the study, as detailed
below.

Apart from the assessment done through a field visit in Belarus (from March 6 to 11, 2017), a desk
review of documents relating to DR-TB care was performed.

! To make clear that patients with resistance patterns other than resistance to rifampicin and isoniazid are included (e.g.
rifampicin-resistant TB cases and extensively drug-resistant TB cases) we use the term DR-TB cases.

1





Global Fund Special Study on MDR in EECA — Belarus — final version to the NTP

3.1 Study areas and site selection

Selection of the study areas in Belarus was done in two stages: oblasts and health facilities (HFs);
selection of oblasts depending on the treatment success rate of each oblast and then within both
selected oblast, the health facility with the highest volume of drug-resistant TB (DR-TB) patients in
the 2013 cohort was selected for visiting. In both oblasts, another two health facilities were selected
for being reviewed regarding their treatment outcome as seen in the Oblast Health Office.

The two visited regions were Minsk City and Grodno Oblast. Minsk City was the region with the
highest treatment success rate (66.5% of the 179 cases of the 2013 cohort had treatment success)
and Grodno was the oblast with the lowest treatment success rate (48.0% of the 400 cases of the
2013 cohort ad treatment success)z. In addition, a HF of Minsk Oblast were visited.

Three HFs were visited: In Minsk City, the Republican Scientific and Practical Centre of
Pulmonology and Tuberculosis (RSPC PT) (where an FGD was performed); in Grodno oblast, the
clinical TB centre “Phtisiatry”; and in Minsk oblast, the TB hospital at Molodechno.

3.2 Data collection overview

Prior to the field visit, a desk review of documents relating to DR-TB care was performed; relevant
information was extracted into prepared Excel worksheets and Excel-based analysis was done.

Qualitative studies were performed: semi-structured interviews, short interviews/observations at
different levels (national, regional health facility as well as community level), focus group discussions
(FGD) and individual interviews with DR-TB patients.

There were three quantitative approaches: (i) collecting patient information from archived DR-TB
patient charts of two HFs; (ii) documentation of the treatment outcome of the 2013 cohort of six HFs;
and (iii) data quality assessment: a comparison of the reported versus the recorded treatment
outcome in two health facilities. (See chapter 3.3.3 for details).

3.3  Study populations and study approach

3.3.1 Keyinformant interviews at national and oblast level

The study team carried out Key Informant Interviews with the main stakeholders at national and
oblast level. At the national level, interviews were conducted with:

- Director of Health Services

- Global Fund PR TB officer

- Opioid substitution therapy program manager

- Head of the National TB reference laboratory

- WHO TB HIV Coordinator

- M&E officer

- Person in charge of TB of a major partner (MSF)

These respondents were selected on the basis of working at the whole country level, relevance to
the topic of the study, and also availability during the time of the visit.

% For this selection, the treatment success rate of the 2013 DR-TB patient cohort was used. We define treatment success rate as
the proportion of DR-TB patients put on MDR treatment who completed the whole duration of treatment and at the end of
treatment there was no evidence of treatment failure.
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In Minsk Oblast, interviews were conducted with the TB programme manager of the Minsk Oblast,
the Director of Oblast Health services and the chief TB doctor of the oblast. At health facility level,
interviews were conducted with the chief physician, a deputy chief physician, and the head of the
MDR department. At the community level, interviews were conducted with a healthcare officer of
Red Cross and a representative of the TB NGO “Defeat TB Together”.

In Grodno Oblast, interviews were conducted with the oblast head of TB Department and the
director of Oblast TB Dispensary. At health facility level, interviews were conducted with a TB Doctor
of the TB Dispensary. At the community, level, a project coordinator of Red Cross was interviewed.

3.3.2 Interactions with people affected by the disease

The research team interviewed DR-TB patients who were at the end of their intensive phase of
treatment or about to be discharged from hospital. For organisational reasons, it was not possible to
interview patients at ambulatory care.

FGDs with DR-TB patients

A FGD with hospitalised DR-TB patients was held at the MDR-TB ward of Minsk city based
Republican Scientific and Practical Centre of Pulmonology and Tuberculosis (RSPC PT). These
patients originated from various regions in the country and were enrolled in a national program to
receive a new drug-regimen (including Bedaquiline). A National MDR-TB Commission is in charge of
the selection process for enrollment in the program. The researcher’s observation was that
participants of this FGD were predominantly young, educated and seemingly not from the most
marginalised or vulnerable groups. There were approximately 25 patients eligible for the FGD, and
the clinician the researchers talked to mentioned that in his view, only around ten patients would be
willing to participate in the FGD. Thus, our sample of FGD participants is not representative of all 25
confined patients.

A second FGD with DR-TB patients was held at the MDR-TB ward of the TB hospital of Grodno.

During both discussions, a special semi-structured questionnaire was used in order to collect
patients’ thoughts and opinions on their experiences as DR-TB patients. FGD allowed the research
team to identify the key issues of interest to DR-TB patients in relation to their experience of
treatment.

Interview with an MDR-TB patient

At the MDR-TB ward of Molodechno TB hospital, an individual and confidential interview was
conducted with a DR-TB patient with HIV co-infection who was at the end of the intensive phase of
treatment. The patient had accepted to disclose and discuss his HIV status prior to the interview.
The same semi-structured questionnaire as for FGD was administered during the interview.

3.3.3 Quantitative approaches
There were three quantitative approaches:

1. Collecting patient information from archived DR-TB patient charts in the two visited HFs.
From these charts, information was extracted into a pre-designed Excel worksheet on the
following: demographics, employment, body weight and body height, history of treatment,
time spent in hospital, mode of treatment supervision, chest X-ray result at baseline, sputum
examination results at baseline and at two months of treatment, co-morbidities, adverse

3
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drug reactions and treatment outcome. However, in Belarus, the patients charts that were
reviewed were of patients that were still on treatment.

2. Documentation of the treatment outcome of the 2013 cohort [treatment success, died,
treatment failure, loss to follow-up, other treatment outcome (mostly transfer out)] of three
HFs belonging to the oblast Minsk and of three HFs belonging the oblast Grodno, as found
in the reports at the oblast.

3. Data quality assessment was done in one HF of Minsk and in one HF of Grodno: a
comparison of the treatment outcome as documented in the HF report and the treatment
outcome as re-counted by the study team in the source recording tool (TB register) of the
HF (i.e. the study team checked the treatment outcome of the patients belonging to the 2013
cohort as seen in the DR-TB patient register).

4 Findings

4.1  Findings from the desk review of reports on TB and DR-TB control
in Belarus

4.1.1 Overview and vulnerable populations

In the desk review, 13 reports (three rGLC reports and ten others) were reviewed. These reports
were written in the time span 2011 to 2017. The following marginalised patient sub-population were
mentioned:

e Prisonersin 7 reports

e People living with HIV/AIDS in 6 reports

¢ Homeless patients in 4 reports

e Migrants, users of illicit drugs and alcoholics in 3 reports each
e Mentally ill patients in one report.

4.1.2 Main challenges of the DR-TB programme hindering treatment completion

All in all, various main challenges were mentioned ten times in the analysed reports. Three
challenges related to management issues (e.g. that treatment interruption are often a result of
adverse drug reactions and lack of communication between patients and carers), three related to
socio-economic support for patients (e.g. unexpected household expenditure can plunge patients
into poverty and TB patients receive a disability benefit which is withdrawn shortly after their hospital
discharge), one related to community-based DOT/care (the loss to follow up rate among 67 patients
released from prison during 2010 was 70%, the main problems being limited communication and
coordination between the penitentiary and civilian systems). Other challenges were of general
nature (e.g. TB regimens are long and prone to discontinuation by patients).

4.1.3 Remarks on treatment outcome and other relevant information

There were two remarks on treatment outcome and seven remarks with other relevant information
found in the 13 reports. One of the two remarks on treatment outcome was very general (that in
2012, Belarus achieved universal MDR treatment coverage, but that only about 50% of the MDR-TB
cases are successfully treated). The other remark on treatment outcome was that some patients do
not receive treatment due to expanded drug resistance or presence of co-morbidities (report of
2015).
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Four examples of other remarks were: (i) collaboration between the Ministry of Health and the
Ministry of Internal Affairs should be formalized as soon as possible to ensure a continuum of care
for those TB patients moving from the penitentiary to the civilian system (from a report of 2011). (ii)
Social protection for TB patients should be synergized with the national schemes of the Ministry of
Labour and Social Protection (from a report of 2015); (iii) Out-patient treatment has been scaled up
and includes the involvement of primary health care services (from a report of 2015). And (iv) The
DR-TB management guidelines should be revised in accordance with recent WHO-
recommendations (from a report of 2016).

4.1.4 Patient and provider enhancers for supporting treatment
Patient enhancers were mentioned in 24 instances and provider enhancers in ten instances.

Commonly mentioned patient enhancers were of the following nature: social support in general,
mentioned seven times; money for transportation, mentioned six times; food, mentioned three times,
formal meetings with peers, also mentioned three times, community-based DOT, mentioned twice,
and auxiliary drugs, mentioned once.

Examples of patient enhancers were (i) virtual (video) observed therapy” (VOT), whereby the health
worker is provided with video proof that the medication has been taken by the patient (from a report
of 2015) and (ii) presence of patient groups that help convince patients that new treatments are
valuable and help co-patients to manage the adverse reactions and stay positive from a report of
2015). Among other mentioned support was nutrition and clothes as well as advocacy for re-
integration in work and obtaining a disability benefit during the treatment period. In a report of 2011,
various patient support approaches were mentioned, though only as a plan: the Belarusian Red
Cross Society has plans to provide daily hot meals for low-income and homeless TB patients, as
well as psychological support and legal counseling. In the reports after 2011, the Red Cross is
mentioned once only: in a report of 2014 in which it is stated that the Red Cross provides
psychosocial support to homeless TB patients and detainees.

The mentioned provider enhancers were of the following nature: training (mentioned in three reports;
one report mentioned that 250 volunteers were trained); provision of a vehicle to enable nurses to
daily visit patients who cannot come to the health facilities daily; and financial incentives (to counter
the lack of interest in TB as specialty, TB physician salaries have been increased up to 50% of the
regular salary).

4.1.5 Recommendations related to treatment outcome
In the 13 reports, we found 24 recommendations related to treatment outcome. Some examples are:

e Six recommendations referred to social support to patients. Examples were: (i) ensuring the
continuum of TB care for patients released from prison and (from a report of 2015) (ii)
support for all TB patients with or without employment to be expanded by covering their
direct and indirect medical costs (from a report of 2015).

o Five referred to programme management, such as introduction of a strong ambulatory
treatment component for DR-TB patient management and the need to prioritise ensuring
access to effective treatment regimens for all sub-groups of DR-TB patients (from a report of
2015).

e There were two recommendations related to design of regimen, such as finding ways to
implement Linezolid, Bedaquiline, Clofazimin, Imipenem or other drugs for DR-TB patients
(from a report of 2014).

e Training was also mentioned several times.
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o Another recommendation referred to psychological support, i.e. improving adherence to
treatment by using patient-centred approach with psychosocial support.

4.1.6 Concluding remarks

Enablers for patients and for providers were mentioned rather frequently; however, the review of the
reports does not indicate to which degree these two kinds of support are offered in a
comprehensive, satisfying fashion.

The recommendations of the rGLC mission of January 2017 indicate that the following mentioned
challenges and recommendations are still relevant as of early 2017:

1. Fully updated (in line WHO) treatment for highly drug-resistant TB cases, with corresponding
full provision of the various needed second-line medicines (e.g. linezolid).

2. Reduction of hospitalisation to facilitate a larger budget for patient support.

4.2  Findings from the interviews and other qualitative approaches

4.2.1 A short description of the DR-TB programme in Belarus
TB Health system organisation

The TB system organization is Belarus is vertical, from National, to Oblast and to Rayon level as
repeatedly emphasized by respondents who were of the opinion that this organisation is rather
appropriate for the country. The existing system provides means of TB control in the country with
good results in general. Another opinion voiced was that a vertical system works well, but it is rigid,
which means you have to play by certain rules and that the structure itself dictates how the system
is functioning. But the fact that “prikazs” (government ordinances) are quickly translated into action
is also an indication of a well-functioning mechanism. The State organization “Republican Scientific
Center of Pulmonology and Phtisiatry” is the main organ within the Ministry of Health (MOH) of
Belarus responsible for all anti-TB measures taken in the country. The TB Center coordinates the
following areas of TB control:

- Current state of provision of diagnostics and treatment for persons with TB;
- Medical supply (including drugs) for persons with TB;

- Personnel and hospital capacity of TB services;

- Collection and analysis of epidemiologic data about TB;

- Conduct of scientific and Clinical studies and personnel training;

For perspective planning of the activities that are under the responsibility of the TB Center, there is a
need to prepare and implement new norms and documents (prikazs, regulations, joint normative
acts) and making changes to already existing documents. Together with MOH, the TB Center
specialists work out various projects, including normative and legal acts for TB services which are
then approved by the Ministry and become compulsory for execution throughout of the TB Services.

The integration of TB in primary health care (PHC) remains an issue, though the situation is not the
same in all places. It seems that at rayon level, there is more integration due to the very nature of
health care setting. Where there are no specific TB services, then PHC takes charge of TB. There
are “TB cabinets” in PHC and ambulatory treatment is also happening in PHC. Thereby, it may be
said that “de facto” integration exists, at least to a certain degree and in some places, despite
lacking clarification in legislation.
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Organisation of DR-TB diagnosis and treatment in Belarus

Access to TB services seems to be good, with wide network of medical facilities throughout the
country, free diagnostics at all levels, even persons without documents and registration have full
access.

Both visited health facilities had everything needed to effectively organise treatment, had
transportation available, laboratory services on the ground, efficient drug management practices as
well as sound infection control practices.

Belarus has started to make use of the drug Bedaquiline (in Minsk with Global Fund support and in
the penitentiary system through MSF (Médecins Sans Frontiéres).

Finance mechanisms for TB

With regards to financing, the respondents’ opinions differed quite significantly: some believed that
the funding level is not sufficient to run such a complicated system; others were of the opinion that
although the funding level is adequate, the use of the available financial resources is not rational
(hospital bed financing prevails, which is more expensive in comparison to outpatient treatment).
Further dialogue with respondents brought more thoughts on changes needed to be applied to
existing financing of the TB response. As the financing scheme is not flexible (budget does not allow
shifting funds, sometimes the budget does not have lines for non-medical activities, like psycho-
social support), the normative base of budget does not allow using funds freely. When asked if more
financial resources would mean better results, the answer was yes; treatment outcome should be
better with adequate financing. Most interviewees expressed a desire to strengthen patient support
— social support, better food for patients, availability of psychologist consultation, widening of VOT
use in country, transportation cost coverage, providing pensions or other benefits for patients. While
other part of the respondents advocated for spending additional funds on improving the situation
with the TB system itself — better pay for personnel, social support for TB nurses and more benefits
for medical workers, renovating of the facilities, and covering the expenses related to work with
patients like mobile phone airtime and transportation costs, which is now paid out of their pocket.

The most substantial part of the financial resources is directed at hospital rather than at ambulatory
level. Therefore, PHC is not being given a strong role in TB management, sometimes creating a
feeling among PHC staff their involvement in TB - although limited - is not sufficiently rewarded.

TB-HIV

There is good collaboration, facilitating care for TB patients with HIV infection. All TB patients are
tested for HIV. Approximately 6% of the TB cases are HIV-positive (WHO data). The team talked to
an HIV-positive DR-TB patient; this patient stated that he did not have any difficulties while staying
in the TB hospital as antiretroviral treatment was provided to him.

There is some indication that not all HIV-positive TB patients receive free co-trimoxazole treatment.

There are efforts to test all HIV-positive patients for TB. However, there is some indication that not
all get actually tested.

For the control of HIV/AIDS, there are several NGOs involved in Belarus.
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Community involvement in DR-TB care

The concepts of patient-centred care and individual approach to care are known in Belarus. One
fruit of this are efforts to make treatment community based. The involvement of community-based
actors in TB care such as community-based treatment is still limited in Belarus. Interview
respondents were aware of only one non-profit organisation providing community-based services to
TB and DR-TB patients: the National Red Cross organization. Red Cross provides psychosocial
support to TB patients - organizes the consultation with organization’s psychologist if needed, as
well as social adaptation assistance - helps with getting documents and other necessary paperwork.
Red Cross also helps with transportation to ensure the accessibility of treatment, the patients who
reside far from the place of DOT are provided with public transportation passes. Red Cross also
provides small payments to patients (as a reward to stay in treatment) when there is a risk of default,
the amount may differ depending on the situation.

All this work is done countrywide. Funds are provided by the Global Fund as well as Red Cross
Societies from other countries. Their work touches much more facets of the treatment: e.g. it
includes working with children with TB, psychological rehabilitation, social support packages, remote
DOT through the use of video (Video Observed Treatment), even TB prophylaxis. Many interviewed
healthcare workers said that the involvement of the Red Cross has its effect in improving treatment
outcomes, especially over the past few years. It was even said that among patients that are
currently under the Red Cross care, no one has defaulted to date.

Another NGO, the Belarus NGO “Defeat TB together”, is involved in the TB response in Belarus —
but not directly in supporting treatment of TB patients. Its members are TB patients, doctors and
nurses. The main focus for its work is advocacy towards the Ministry of Health to defend TB
patients’ interests.

As mentioned, there are several NGOs involved in Belarus for the control of HIV/AIDS.

The reporting system in Belarus

The health facilities send monthly TB reports to the rayons which in turn send rayon reports to the
oblast. At the oblast level, all data are entered into an electronic database. The various oblast
databases are the source for the database at the national level.

Future prospects for the National TB Programme

Respondents mentioned that some “game changing” modifications to the TB programme should
appear. Some of them are rather radical: stop financing beds, but start financing cases of TB,
eliminating use of compulsory treatment as is advised by international experts, treating a TB patient
(with other co-morbidities) not the TB disease. Others are less sweeping, e.g. hoping that if the
number of beds would be cut, the thereby saved money would support TB control in general.

4.2.2 Current challenges in the care of patients with DR-TB

PHC facilities plays an important role in TB diagnostics but plans are to involve PHC facilities more
in DOT, increasing the number of DOT places that the TB patient could choose from, which currently
seems to be an exception to the rule, with most TB patients getting DOT at TB facilities (even as
outpatient), including “TB cabinets” rather than purely PHC personnel. All TB treatment is supposed
to be administered by medical professionals only. Therefore, treatment options (whether getting
treatment in TB facility or PHC, getting treatment support by Red Cross or via VOT), currently
offered in Belarus are mostly in the healthcare system with only limited involvement of the
community.
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Interviewed health providers and managers frequently mentioned the need to improve the working
conditions for TB or PHC personnel who care for the TB treatment. The salary of these personnel is
very low, and their motivation is weak.

Another challenge mentioned at all levels is that TB becomes more difficult to treat, with increased
numbers of DR-TB as well as XDR-TB. Treating XDR-TB cases requires more funds, more
expertise, and more comprehensive patient support, including psycho-social support to
accommodate the difficulties of tolerating a toxic regimen and the needs of socially marginalised
patients.

Another challenge is the stigma attached to tuberculosis. The community is only very marginally
involved with PHC in all the places visited. There is no re-integration programme for (DR-) TB
patients in their communities despite the high level of social stigma.

From the perspective of several respondents from both the health sector and the NGO sector,
neglected obstacles in the way care is organised for socially vulnerable DR-TB patients remain
alcohol abuse and homelessness. It was reported that the majority of patients who stop their
treatment or are lost to follow-up suffer from alcohol dependency® and/or are homeless. There is
evidence that alcohol consumption during multidrug-resistant tuberculosis treatment is a predictor
for a higher rate of unsuccessful outcome.* While the global discourse on tuberculosis frames social
vulnerability in terms of HIV co-infection and illicit drug use, it is critical that more attention is paid on
providing adequate support to alcohol dependent DR-TB patients and that care is organised for
them in a way that also addresses their specific challenges.

4.2.3 Elements that promote completion of treatment
VOT (Video Observed Therapy)

One innovation we came to see in action is remote DOT through the use of video, i.e. VOT: the
patient is taking TB drugs at home, taking them at an assigned time under control of a nurse via
video camera on mobile phone. The TB patients enrolled into this kind of treatment option are
provided with a simple smartphone and communication costs are paid. It was found out that the
phones already in possession of patients were often not compatible with the software needed for
VOT. Dedicated personnel are trained in video observation of treatment. According to a schedule
agreed with TB patient, the observer connects with the patient online, observes drug intake at the
patient’'s home and registers the intake of the medicines. Though VOT, the TB patient is enabled to
take treatment at home and is rewarded with a smartphone that is for everyday use. We were told
that so far there are no defaults among these VOT patients. While VOT might not work for all DR TB
patients (there are criteria like age, no addictions problem), it seems a powerful support for many.
For instance, the patients on VOT do not have to go to a facility to get their treatment which saves
them time and also money — it was said that cost of internet is less than the cost of travel.

We were informed that the number of patients on VOT is increasing; it started with just 10 and grew
to currently 150.

A focus on ambulatory care with incentives for the providers

Interviewees saw as one way to promote completion of treatment offering more treatment options
(TB, PHC or community) to TB patients, including wider use of outpatient treatment. Specifically

% Alcoholism is a risk factor for poor treatment outcome, as shown in a study in India: Duraisamy et al. Ann Am Thorac Soc. 2014
Jun;11(5):712-8. doi: 10.1513/AnnalsATS.201312-4470C.

4 Rehm J, Samokhvalov AV, Neuman MG, Room R, Parry CD, Lonnroth K, et al. The association between alcohol use, alcohol
use disorders and tuberculosis (TB). A systematic review BMC Public Health. 2009;9:450.
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mentioned was a pilot project that focused on introduction of ambulatory care for DR-TB patients in
Mogilev Oblast. This project provided additional incentives to PHC staff for doing directly observed
therapy. The project was described as follows:

“In the initial phase of the pilot project, the reduction of five TB hospital beds at Mogilev regional TB
dispensary freed funds used as financial incentives for PHC staff, who earned US$ 1-4 per patient
visit. Three people with drug-susceptible TB and ten with MDR-TB from distant rural areas received
care under this scheme. According to data provided by the regional TB dispensary, all of the
enrolled TB patients have been kept for treatment follow-up since the start of the pilot project in early
2014. Net savings for the Mogilev regional TB dispensary during this period have been US$
10'270.”

This means, that if done properly, the TB system can effectively redirect finances by lessening
hospitalisation, thereby facilitating giving of rewards to personnel that would be interested in doing
“extra work”.

Information on side effects and psycho-social support

Respondents mentioned that better informing patients about side effects would be useful, as well as
offering extensive psycho-social support during all phases of treatment.

4.2.4 Elements that hinder completion of DR-TB treatment

From the providers’ perspective, a main obstacle to treatment completion is related to patients.
Medical personnel mentioned that the TB patient is to blame. Personal patient’ traits, lack of
motivation for treatment, existing conditions, like psychological problems, illicit drug and alcohol use
or just being too poor prevent the TB patient from staying on course for completion of treatment.

At the same time, low motivation of personnel, strained relationships with TB patients, a rigid
structure of the TB system present organizational as well as functional barriers for completion of
treatment.

4.2.5 Additional findings from interactions with patients

It was mentioned that TB patients want to work, but cannot due to labour laws. The existing
regulation does not let people to return to work, unless they have completed the treatment, even if
they are no longer contagious.

When talking to TB patients, one point came up frequently - that they want TB drugs with fewer side
effects. Shorter regimens were also mentioned as factors that would promote completion of DR-TB
treatment. Interestingly, relatives were not mentioned as a support during the treatment. Not all TB
patients disclose their TB status to the relatives, even closest family members. In fact, many families
break up (e.g. divorce) after TB diagnosis is confirmed, as often TB patients are blamed for their
disease. According to some patient statements, only one kind of relatives was mentioned by the
patients as providing help: parents.

The desire to get cured was mentioned as an important motivating factor to pursue treatment,
including tolerating side effects and hardship. Furthermore, patients mentioned that healthy
relationships with the medical personnel and good hospital conditions facilitate good treatment
outcome. Both in Minsk and Grodno, an important supportive factor during the hospitalisation was
the positive and respectful attitude of hospital staff including auxiliary personnel towards patients

° http://www.euro.who.int/en/countries/belarus/news/news/2014/12/belarus-pilots-new-financial-model-to-strengthen-ambulatory-
tuberculosis-care
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(“Even cantina staff is very friendly”; FGD in Grodno). Satisfaction with the hospital conditions was
generally high, especially for the Minsk-based patients who rated this programme as “better than the
other hospitals closer to home”. Patients were appreciative of good living conditions (room
conditions), the quality of the food, and peer support provided by other patients living in the ward.

Also, among Minsk-based patients, there was a strong belief that their doctors were “more
knowledgeable and have more experience” than those in the rest of the country. Being treated at the
RSPC PT meant for patients that they were getting the best care in Belarus which in turn contributed
to their motivation. Patients also believed that “the drug is of better quality at the Institute”, producing
less side effects or with side effects that were better mitigated.

Psychological support from a psychologist was a service provided by the hospitals upon patients’
request both in Minsk and Grodno. Although the possibility of this support was appreciated by
patients, few among the respondents had actually used this service. It seems that moral support
provided on a daily basis by other patients living in the ward was a stronger support factor.

Providers’ attitude and their approach to patients seemed to play a strong role in increasing patients’
motivation. Minsk-based patients were well aware of what an “individualised approach to care” is
and satisfaction was high with the patient-provider interactions and the level of information received
about the disease and the treatment:

“The first time you hear you have TB, it is a shock, you are lost. Only through individual
approach, we can properly understand the disease and the treatment.” (Minsk FGD)

“lwhat is the individual approach?] The Head of Department talks to me, the medical staff does
not frighten us, gives explanation and hope.” (Minsk FGD)

Provider’s approach to care also helped patients setting goals on getting cured:

“Doctors emphasize that we will be cured.” (Minsk FGD)
“We are convinced that we will be cured.” (Minsk FGD)

However, as mentioned earlier, the selection process applied to enter the Minsk-based programme,
may have resulted in a selection of patients with untypically high levels of intention to stay in the
programme until completion and strong believes in their successful treatment outcome.

Both in Minsk and Grodno, when asked about possible reasons for patients to leave treatment,
respondents highlighted the importance of personal motivation, willingness to be cured, and
individual understanding of the disease and the information provided by health professional.

“Patients have different hopes.” (Minsk FGD)
“Not everyone has a positive attitude.” (Minsk FGD)

A major motivation for patient to complete treatment was the prospect of their life after cure, and
particularly being re-united with their family. Close family members were mentioned as the most
supportive persons during the time of hospitalisation. Support from family or friends would
materialize by food parcels, daily calls, or weekly visits. The fear of infecting family members also
played a strong role in patients’ adherence to treatment.

“We want to be cured, to go back home and not infect our family.” (Minsk FGD)
“We want to keep our family and children safe.” (Minsk FGD)

Patients mentioned that after being cured, they would go back to their previous lives. For those who
were employed before hospitalisation, it was a supportive factor that the legal system allowed TB
patients to be on sick leave for 180 days with the guarantee of receiving a full salary. The system

11





Global Fund Special Study on MDR in EECA — Belarus — final version to the NTP

allowed a renewal of sick leave for another year but without salary. Official employment positions of
TB patients were also protected by law, unless it was a position in specific sectors such as
education or health. Self-employed patients however would not benefit from any particular social
protection system.

Demotivating factors, obstacles and constraints

The main factors that would undermine patient’s motivation while on treatment were the length of
treatment and the side effects. Boredom during hospitalization, the lack of occupation for patients,
the absence of TV, books or internet, were frequently mentioned challenges.

While all the FGD respondents were hospitalized, discussions about possible ambulatory treatment
revealed that patients anticipated the difficulty of daily travel, often covering long distances, from
home to the TB treatment place, and expected high costs of travel and low availability of transport.

Discussions also brought up the need for social support for outpatients, both from the perspective of
material support to face life challenges but also the need for social re-integration into their
communities and to overcome social stigma:

“The society frightens us with TB by presenting it as a socially dangerous disease”. (Minsk FGD)
“TB patients are outcasts”. (Minsk FGD)

4.3  Findings from the quantitative studies

4.3.1 An analysis of charts of DR-TB patients, cohort 2013

In the frame of this study, data from charts of DR-TB patients will be gathered from five countries.
The results will be presented from all five countries together in the overall study report to be sent to
the Global Fund. (Findings from a single country are not very useful due to the small sample size.)

4.3.2 Treatment outcome as collected at the oblasts

In the two visited oblasts (Minsk and Grodno), the treatment outcome cohort 2013 from three health
facilities each was collected as seen in the reports sent by the health facilities to the oblasts. In
Minsk, the data from the following three facilities were collected: Borisovo TB Centre, Molodechno
TB Centre and Soligorsk TB Centre. And in Grodno, the data were from: Grodno Oblast Clinical
Centre, Lida TB Centre and Slonim Central Rayon Hospital. The size of the cohort from these six
health facilities was 312. The treatment success rate was only 46.8% (39.7% were cured and 7.1%
had treatment completed). The treatment success rate ranged from 33.3% (13/39) in Slonim Central
Rayon Hospital to 57.1% (28/49) in Borisovo TB Centre. Noteworthy is the very high failure rate of
26.0% (81/312). The lost to follow-up rate was also high: 17.6%. And 8.7% died. For 1% the
treatment outcome was transferred out or not evaluated.

4.3.3 Data verification: treatment outcome of health facilities of Minsk

We did two kinds of comparisons regarding the treatment outcome of the 2013 cohort:

One, we looked at treatment outcome at the HF level. For the Molodechno TB Dispensary, we
compared the treatment outcome of this HF as found in the national database with our re-count of
the treatment outcome as seen in the register of the Molodechno HF. There was perfect
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concordance (the size of the cohort was 45 and all treatment outcome categories were identical, e.g.
a treatment success rate of 42.2%). For the two other health facilities, the comparison was between
the national database and the database as found at the oblast level. Again, there was perfect
concordance. For the Borisovo TB Center, the size of the cohort was 49 and the treatment success
rate was 57.1% and for the Soligorsk TB Center, the size of the cohort was 41 and the treatment
outcome was 53.7%.

Two, for two oblasts (Minsk oblast and Grodno oblast), we compared the treatment outcome as
seen in the national database with the treatment outcome as seen in the database of the two
oblasts. Again, there was perfect concordance. For the Minsk oblast, the size of the cohort was 379
and for the Grodno oblast, the size of the cohort was 400.

5 Summary and Recommendations

At the end of the field work in Belarus, a debriefing session was conducted. Present were
representatives of the NTP of the Ministry of Health and of the Global Fund Principal Recipient. A
representative of WHO was also present.

Based on this meeting and on our reflections, these are our summarising points and
recommendations:

1. Belarus is very grateful for the Global Fund support.

2. The findings of our data verification exercises indicate that the reporting system is functioning
well.

3. The patient-centred approach has been one of the main healthcare strategies in Belarus and
there is intention to move forward on this and make changes to how the treatment and care
is organized. There is a need to assess the effectiveness of the psychosocial support offered
to the patients and, if results are promising, to expand this kind of support.

4. Video observed treatment should be considered as an alternative for patients who were
adherent in the initial phase of treatment and have the skills to use mobile technology (in line
with WHQ’s conditional recommendation in the 2017 guidelines on TB treatment and patient
care).

5. The effectiveness of provider incentives should also be assessed and if shown to be
effective, provider incentives should consistently become part of DR-TB care. Additional
incentives to support adherence could play an important role in an optimized TB response.
Incentives to support providers of outpatient care in facilities and at patients’ homes should
be implemented in line with the approach and lessons from the Mogilev pilot.

6. Technical assistance and financial support is still very much needed. Continued support for
laboratory is necessary, especially in regards to keeping the supplies and consumables at
needed level.

7. The use of drugs such as bedaquiline, delamanid, clofazimine and linezolid for treatment of
pre-XDR and XDR-TB patients will most likely increase treatment success. The scale-up and
sustained provision of effective treatment regimens will require further financial support from
the Global Fund. Especially for issues like XDR-TB, extended support is needed from the
Global Fund. The recommendations of the rGLC mission of January 2017 also indicate this
need.

8. In general, the current approach to TB financing needs to be augmented. There is hope that
the Global Fund would provide their expertise to provide suggestions on how to improve
financial mechanisms. Available evidence suggests that hospital-based treatment does not
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have clinical benefits over ambulatory treatment. The duration of hospitalization could be
reduced substantially. This should not be implemented as a stand-alone measure, but in
connection with enhanced support to ambulatory care. It is noteworthy, that one of the
recommendations of the rGLC mission of January 2017 was: “Continue changing the model
of TB financing that will allow decreasing the hospitalization and sustaining respective
budget for TB ambulatory care and patient support”.

Collaboration with the Global Fund needs to be strengthened, also in order to be able to
purchase TB drugs at international market (the prices in the local pharmaceutical market are
significantly higher). The recommendations of the rGLC mission of January 2017 also
indicate this need, mentioning the Global Drug Facility (GDF).

While in hospital, it is partially possible to treat other co-existing diseases. However, in the
ambulatory setting it is quite difficult. Global Fund grants could provide additional treatment
for other existing co-morbidities as government financing cannot support this at this time.

Thanks to Global Fund financing, it is possible to offer additional support to DR-TB patients,
namely through involvement of community volunteers of the Red Cross. Without this support
community organizations would have difficulty in sustaining their activities, as government
does not finance them.

The involvement of the Red Cross indicates a desire to support the patient holistically. Care
for DR-TB patients needs to be comprehensive.

More specifically, it is critical to provide appropriate care and support for DR-TB patients who
are alcohol-dependent and/or homeless. Social vulnerabilities in the global discourse of TB
have so far brought attention to HIV co-infection and drug use, but in Belarus and mostly
likely in the EECA region as a whole, alcohol-dependency and homelessness, in a context
where social re-integration programmes are absent, are likely major contributors to non-
completion of treatment.

Alcoholism is a major health threat in Belarus. According to the WHO Global Alcohol report,
the prevalence of heavy episodic drinking was 47.8% among men and 7.5% among women
above 14 years of age (data from 2010) and the so-called pattern of drinking score was 4
(the second-highest possible score)®. The problem of alcohol dependency was not discussed
in detail during the mission. It seems warranted to seriously consider having a formal alcohol
dependency treatment programme for DR-TB patients (and TB patients), especially during
the first six months of DR-TB treatment (when most patients are hospitalised). It is important
to be well informed about recent developments of TB and alcohol dependency treatment.
Some examples: (i) A trial in Tomsk: Shin et al., Effectiveness of alcohol treatment
interventions integrated into routine tuberculosis care in Tomsk, Russia. Addiction 108 (8),
August 2013, 1387-1396; (ii) a trial was started in Tomsk, Russia some years ago (results
not yet published): Connery et al., Training and Fidelity Monitoring of Alcohol Treatment
Interventions Integrated Into Routine Tuberculosis Care in Tomsk, Russia: the IMPACT
Effectiveness Trial. Substance Use & Misuse 48 (9), 784-792
(http://dx.doi.org/10.3109/10826084.2013.793715, accessed 13 August 2017).

® http://www.who.int/substance abuse/publications/global_alcohol_report/msb_gsr 2014 2.pdf?ua=1, page 200, accessed 22 August

2017.
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1 Background

1.1 Drug-resistant Tuberculosis (DR-TB) in Ukraine

The Global Fund mandated the Swiss TPH to conduct a study on factors that contribute to
favourable MDR-TB treatment outcomes in Eastern Europe/Central Asia (EECA) with field work in
five countries of the EECA region: Ukraine, Azerbaijan, Belarus, Tajikistan and Romania.

For 2016, the incidence rate of MDR/RR-TB in Ukraine, a lower-middle-income country, was
estimated at 47 per 100°000". There were an estimated 10,000 MDR/RR-TB cases among notified
pulmonary TB cases. 27% of new TB cases and 47% of previously treated cases were estimated to
have MDR/RR-TB in 2016. Furthermore, 59% of the new and 72% of the previously treated notified
cases were tested for rifampicin resistance (the corresponding proportions for 2015 were 62% and
77%, respectively, indicating a slight decrease in testing). In both 2015 and 2016, all identified
MDR/RR cases were tested for resistance to second-line drugs (8,651 in 2016 and 9,397 in 2015).
There were 1195 laboratory-confirmed XDR-TB cases in 2016 (up from 1178 in 2015). The 7,174
MDR/RR-TB cases who began second-line treatment in 2014 had a treatment success rate of 46%.
This treatment success rate compared favourably with the treatment success rate of 39% of the
7,633 MDR/RR-TB cases who began second-line treatment in 2013.

According to WHO data, the national TB budget amounted to approximately 30 million USD in 2016;
approximately 5 million USD of it was unfunded. For 2017, the corresponding figures were
approximately 53 million USD (approximately 5 million unfunded). The increase was due to a
massive increase in domestic funding (from approximately 10 to 35 million USD).

In Ukraine, the TB program is under the control of the Ministry of Health division “Ukrainian Centre
for Socially Dangerous Disease Control of the Ministry of Healthcare of Ukraine” (UCDC). UCDC
has the function of a national TB control programme. UCDC performs all NTP (National TB
Programme) functions such as management, planning, collecting regular information, organizing
monitoring & evaluation and supervision. UCDC is now under reform to become the Institute of
Public Health (including other departments related to public health).

Another institution in this country that works in parallel with UCDC is the “National institute of
phthisiology and pulmonology F.G. Yankovsky”. It is also called National TB Institute or “Yankovsky
Institute”. This institution is not under the Ministry of Health auspices. It is under the Academy of
Medical Sciences of Ukraine. The peculiar situation of this Institute is that is does not have a clear
role in national TB Control. It seems that the main role of the Institute is to conduct fundamental and
practical scientific studies as well as coordination of the studies by other institutions in the field of
pulmonology. Even though it is the highest institution in the vertical system of TB control (there is a
common prikaz of Academy and MOH), the main work of the Institute is to be an “Expert
Commission”. The Commission coordinates all scientific research in TB field, provides annual
analyses of the TB situation in the country, and makes prognosis for epidemiology of TB. It also
participates in all kinds of programmes in the field of TB and prepares recommendations for the NTP
and MOH. Another important function of the Yankovsky Institute is treatment of TB. It provides TB
diagnostics, all kinds of TB treatment including TB surgery. The patients for the institution are
referred by oblast TB organizations. The Institute also organizes the National TB Conferences and
forums.

! The source of the figures of this chapter (1.1.) is WHO country data, found on http://www.who.int/tb/country/data/profiles/en/.
Data for the years 2015 and 2016 were used.
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2 Objectives

The overall objective of the study in Ukraine is the expansion of our knowledge regarding the factors
that influence MDR-TB treatment outcomes in general, and among special groups, in order to
enable the national TB program of Ukraine, in collaboration with the Global Fund and other partners,
to prioritize interventions for better treatment outcome among drug-resistant TB cases.

Objectives are two-fold:

(1) To understand the factors that influence DR-TB treatment outcomes in general and among
special groups:
e at oblast, health facility, community and individual levels,
e in migrants, People Living with HIV (PLWH), drug users.

(2) To establish and assess the role of NGOs (Non-Governmental Organizations) and their
efforts regarding community-based treatment in the care of DR-TB patients.

3 Methodology

The study in Ukraine consisted of a high level assessment of the NTP with a focus on drug-
resistant TB (DR-TB)?. Both quantitative and qualitative methodologies were used to collect data
for the study, as detailed below.

The study was carried out in close collaboration with the National TB programme (NTP) in Ukraine®.
For this study a permission letter was received from the UCDC that would cover all study related
activities such as visiting the country, visiting the regions of the country, meeting with health care
officials, as well as community representatives, conducting interviews, visiting the health care
facilities (in TB system only), conducting observations, and extracting data from patient charts of the
2013 cohort. An ethical committee permission letter was received as well, permitting to work with
patients.

The Study Team consisted of two Swiss TPH specialists. Two sub-teams were formed to facilitate
performing within twelve days the many planned activities: visit 8 healthcare facilities, conduct 32
oblast level interviews, 24 HF level interviews, 24 community level interviews, conduct 8
observations, 8 FGDs and a number of patient interviews. Each sub-team had one Swiss TPH
specialist, accompanied by an NTP representative — Dr. Timur Aptekar in one team and the local
consultant Dr. Natalia Hrankina in the other team. After the whole study team had done the work
together at the national level and partly in one oblast (City of Kiev), each sub-team visited four oblasts.

3.1 Study areas and site selection

Selection of the study areas in Ukraine was done in two stages: regions (oblasts) and health
facilities; selection of oblasts depending on the treatment success rate of each oblast and the size of
the 2013 cohort and then within selected oblast, it was aspired to visit the health facility with the
highest volume of drug-resistant TB (DR-TB) patients in the 2013 cohort. For reasons of feasibility,
not all of the visited health facilities were those with the higher volume of DR-TB patients. In each
oblast, three health facilities (or locations) were selected for being reviewed regarding their
treatment outcome as seen at the Oblast level TB organization. Then they were stratified by volume
of DR-TB patients in the 2013 cohort and one of the three selected health care facilities was then
visited.

2 To make clear that patients with resistance patterns other than resistance to rifampicin and isoniazid are included (e.g.
rifampicin-resistant TB cases and extensively drug-resistant TB cases) we use the term DR-TB cases.

® When this report states “the NTP”, it refers to the UCDC. As stated, the UCDC functions as the national TB programme.
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Eight oblasts were visited: Kiev City (as a separate region), Kievskaya, Chernihivskaya,
Chernivitskaya, Rivenenskaya, Dniprovskaya, Zaporijskaya and Kharkivskaya oblasts. The four
oblasts with relatively high treatment success rates (cohort of 2013) were Kievskaya, Rivenenskaya,
Dniprovskaya and Zaporijskaya (treatment success rate between 36.6% and 43.5%). The other four
oblasts had treatment success rates of between 27.2% and 34.1%.

Within each oblast, the study team was making decisions about the health facilities to select and to
visit, based on the information provided at National level. Here is the list of the visited healthcare
facilities:

- In Kiev City: City TB Dispensary, Kiev;

- In Kievskaya oblast: Rayon TB Department, Brovari;

- In Chernihivskaya oblast: Oblast TB Dispensary, Chernihiv;

- In Chernivitskaya oblast: City TB Dispensary, Chernivtsy;

- In Rivenskaya oblast: Rayon TB Cabinet, Dubno;

- In Dniprovskaya oblast: City TB Dispensary, Dnipro;

- In Zaporijskaya oblast: City TB Dispensary, Zaporijjie;

- In Kharkivskaya oblast: Rayon TB Department, Kharkiv;

As can be seen, the visited HF often was either the City TB Dispensary or the Rayon TB
Department. The difference between the two is that if there is a hospital within the TB healthcare
facility, then it is called TB Dispensary, if not, then it is called TB Department.

3.2  Study populations and study approach

3.2.1 Keyinformant interviews at national, oblast and HF level

The study team carried out Key Informant Interviews with the main stakeholders at national, oblast
and HF level.

At the national level, the following experts were interviewed:

- Public Health Center Coordinator;

- TB Drugs Manager;

- TB/HIV Responsible Specialist;

- TB Laboratory Specialist;

- Substitution Therapy Specialist;

- Red Cross Ukraine Managetr;

- TB Expert of All Ukrainian Network of PLWHA,

The selection of the experts to be interviewed was based on suggestions by the NTP, but also
based on the availability of persons at the time of the visit.

It was anticipated that in each oblast, four different persons would be interviewed at oblast level,
covering an array of specialists that work at the oblast level, their work being relevant to the topic of
the study and given their availability during the time of the visit. The function of the interviewed
people in the eight oblasts were:

- In Kiev City (oblast and City TB Dispensary, Kiev):

o Director of Kiev City TB Center

Chief Physician of Kiev City TB Dispensary
Senior Nurse, Pharmacological manager
Deputy Director TB Hospital #2

The Curator of the methadone program

TB Dispensary Chief Physician

o 0O O O O
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TB Dispensary DOT nurse
District TB Doctor
Red Cross community treatment volunteer

- In Kievskaya oblast (oblast and Rayon TB Department, Brovari): :

0 O O 0 O O

Deputy Chief Physician

An MDR clinician

The Chair of Oblast Red Cross

TB-HIV Specialist

Head Rayon TB Department

Red Cross community treatment volunteer.

- In Chernihivskaya oblast (oblast and polyclinic, Chernihiv):

O O 0O O O O O

Head of Chernihiv Oblast TB dispensary
Physician in charge of the substitution therapy
Chief clinician

Head of MDR section

Red Cross manager

Manager of another NGO (“LGV”)

Chief doctor of a polyclinic.

- In Chernivitskaya oblast (oblast and City TB Dispensary, Chernivtsy):

O O 0O O O O O

Deputy Director

Two MDR clinicians

A Pharmacist

Deputy Director on treatment issues
Chief doctor City TB Dispensary
Red Cross project manager

Red Cross nurse manager.

- In Rivenskaya oblast (oblast and Rayon TB Cabinet, Dubno):

0 0O O 0 O O O O

Head of Oblast TB Dispensary

Pharmacist / supply manager

MDR clinician

AIDS Centre Clinician

Red Cross coordinator

Red Cross nurse manager

Red Cross nurse

Head of TB Cabinet, in the presence of two other doctors

- In Dniprovskaya oblast (oblast and City TB Dispensary, Dnipro):

O O 0O 0O O O O

Deputy Head of Oblast Health Department - Responsible for TB,

M&E Specialist,

Head of Oblast TB Dispensary

Deputy Director of TB dispensary, TB-HIV

Head MDR ward, TB dispensary

Facility-based treatment observer of DR-TB patients
Community-based treatment observer of TB-HIV patients;

4
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- In Zaporijskaya oblast (City TB Dispensary, Zaporijjie and TB Dispensary N3):

Deputy Director of TB Center

Chief TB Specialist

TB Program Director

Deputy Chief Physician, City TB Dispensary
TB physician, City TB Dispensary

TB nurse, TB Dispensary N3

Regional Patronage Manager of Red Cross
Red Cross DOT nurse.

0O O O O O O O O

- In Kharkivskaya oblast (Rayon TB Department, Kharkiv):
o Head of TB Dispensary

NGO “100% of life” Network representative

Nurse, Central Rayon Hospital

MDR physician, Central Rayon hospital

Head of Rayon TB Department

Red Cross Patronage Manager

Red Cross social worker.

O O 0 O O O

3.2.2 Other interactions with providers
Interviews with NGOs working on TB care

In Ukraine there are a few NGOs that provide services to TB patients. The teams met with
representatives of the two biggest organizations that are active in all of the country. They are the
Red Cross of Ukraine and the All-Ukrainian Network of People living with HIV. Both NGOs
accompany tuberculosis patients, be they HV-positive or not, during their TB treatment. In some of
the visited oblasts, the teams came in contact with other local NGOs; in most cases these were HIV
NGOs that were also doing activities for TB patients (e.g. “100% of Life” in Kharkiv, “Doroga jizni” in
Dnipro). The patient organization “Ukraine against TB” has started active work in Kiev, participating
in the development of TB control activities, for instance in promoting ambulatory treatment.

3.2.3 Interactions with people affected by the disease
FGDs with DR-TB patients

Even though the plan was to have focus group discussion in each oblast, it turned out that it was not
always feasible to gather TB patients. The Team had four FGDs altogether — in Kievskaya,
Chernihivska, Dniprovska and Zaporijska oblasts. About 10 to 15 TB patients participated each time
at the group discussion. Not all available patients wanted to share their opinion, some stayed away.
Some TB patients were shy and kept silent, some were very vocal and demanded attention, while
others gave clear and concise answers. In some of the FGDs, the points that were made were
finalized and rephrased until all participants would agree with what was said. In some FGDs, it was
obvious that the FGD participants, or at least some of them, thought that after having talked to the
researchers there would be changes they hoped for.

Interviews with patients

When it was not possible to conduct a focus group discussion, it was replaced with a DR-TB patient
interview. Interviews with patients took place in Chernihivska, Zaporijska and Rivenenska oblasts.

No family members of DR-TB patients were interviewed during this mission.
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3.2.4 Quantitative approaches

An analysis of charts of DR-TB patients

At the eight visited health facilities, a review of the DR-TB patient charts was done to establish
determinants of treatment outcome of the DR-TB patients of the 2013 cohort (i.e. these DR-TB
cases were enrolled in MDR treatment during 2013). Extracted were various patient-related items
(e.g. age, sex, body mass index), disease-related items (e.g. disease location, sputum status) and
treatment related items (e.g. number of previous TB treatment episodes, mode of directly observed
therapy).

A review of treatment outcomes

In each of the visited oblasts, documentation of the treatment outcome of the 2013 cohort [treatment
success, died, treatment failure, loss to follow-up, other treatment outcome (mostly transfer out)] as
found in the reports at the oblast was done for three health facilities (total of 24 health facilities).

Data quality assessment

Data quality assessments were done in four oblasts. In three oblasts, a comparison of the reported
treatment outcome was done with the treatment outcome as verified by the research team in the
recording tool. In one oblast, the number of cases detected as reported was compared with the
number of cases as verified by the research team in the recording tool.

4 Findings

4.1  Findings from the desk review of reports on TB and DR-TB control
in Ukraine

4.1.1 Overview and vulnerable populations

In the desk review, 10 reports (five of them rGLC reports) were reviewed. These reports were written
in the time span 2011 to 2016. The following marginalised patient sub-populations were mentioned:

e Prisonersin all 10 reports

e Peaople living with HIV/AIDS also in all 10 reports

e Users of illicit drugs in 8 reports

e Migrants in 6 reports

e Homeless patients in 4 reports

e Alcoholics in 1 report

e Mentally ill patients in 1 report

e Refugees and people in conflict areas in 1 report each

4.1.2 Main challenges of the DR-TB programme hindering treatment completion

All in all, various challenges were mentioned thirty-one times in the analysed reports. Among these
were eleven challenges related to programme management, all of them from reports of 2011 to
2015. Many of these challenges are contained in the recommendations written by the consultants.
Table 1 presents these programme management challenges. Furthermore, there were nine
challenges with a dimension of finances and/or management, presented in Table 2.
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Table 1. Identified programme management challenges, years 2011 to 2015 (desk review).

Source (kind of VG TITE |

¢ seuTaET) mission Programme management challenges
. took place |

rGLC 2011 To change the legal, regulatory policy to ensure that drug quantification for
procurement is based on numbers of registered MDR-TB patients

pEEEEEmENily | 22 Insufficient involvement of DR consilium in DR-TB control in oblasts

WHO team

rGLC 2013 Develop ambulatory treatment plans to offer treatment close to the patient’s
living place, using patient-centred care to improve adherence to treatment.

rGLC 2014 Calculation and ordering of drugs should be changed according to international
recommendations.

rGLC 2014 Treatment of XDR-TB and pre-XDR-TB patients not adequate.

WHO country 2015 Support TB/HIV coordination bodies at oblast level with allocated funds from

report local budgets to implement TB control activities among affected populations by
social contracting.

Partner report 2014 or Poor pharmaceutical management, resulting in the lack of sufficient TB drugs

2015 supply and interruptions in treatment of up to several days.

WHO Country 2015 Enforce countrywide implementation of the approved guidelines for TB/HIV

report collaboration

Nat. Programme | 2015 Side effects are not registered except when the patient is treated with drugs

review procured through the Global Fund

Nat. Programme = 2015 Not all DR-TB patients receive treatment, short waiting lists are kept in the

review oblasts

Table 2. Identified financial and/or management challenges, years 2011 to 2016 (desk review).

Source (kind of | Year when |

mission Financial and/or management challenges
. took place

document)

To solve urgently drug shortages problem in oblast getting waiver of
importing quality assured injectable drugs using the same system, due to
catastrophic situation in which MDR-TB patients left without treatment

rGLC 2011 To change the legal, regulatory, policy to ensure that drug quantification for
procurement based on numbers of registered MDR-TB patients

Assessment by

WHO team 2012 Shortage of second-line drugs

Assessment b . . . .

WHO team ¥ 2012 Most ancillary drugs required to treat side effects are procured by patients.

rGLC 2013 Develop ambulatory treatment plans to offer treatment close to the patient’s
living place, using patient-centred care to improve adherence to treatment.

Partner report 2014 Patient were often told to buy their own TB medicines to complete therapy in

(Measure Evaluation) 2011

rGLC 2014 All diagnosed MDR-TB patients were enrolled for treatment irrespectively of

availability of drugs. Management of procurement and distribution is not
appropriate.

WHO Country 2015 Support TB/HIV coordination bodies at regional (oblast) level with allocated

report funds from local budgets to implement TB control activities among affected
populations by social contracting

rGLC 2016 Procure sufficient numbers of quality-assured second-line drugs, and manage

the drugs to ensure uninterrupted treatment of all diagnosed DR-TB patients

Side effects of the medicines were mentioned four times and auxiliary drugs three times (e.g. most
ancillary medicines are procured by patients individually — from a report of 2012) as challenges.

Two challenges were related to the designing or composition of the drug regimen: (i) inappropriate
and unnecessary administering of drugs like the inhalation of an aerosol of drugs, or painful infusion
with PAS, gatifloxacin (which may cause phlebitis) (from a report of 2012); and (ii) lack of
standardization of case management resulting in chaotic administration of TB drugs in suboptimal
treatment regimens (from a report of 2012). That challenges regarding the composition of the

7
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regimens were still common in 2016 is clear from the fact that the rGLC mission of 2016 contains
several recommendations regarding the treatment/the regimen (see 4.1.5; heading 4.1.3 also
indicates challenges regarding the regimen).

One challenge related to social support for patients, namely that there was limited social protection
of patients diagnosed with DR-TB (from a report with no indication of the year).

4.1.3 Remarks on treatment outcome and other relevant information

There were four remarks on treatment outcome (found in four different reports). Three examples
are: (i) A low number of second-line drugs assumed to be effective in DR-TB cases is used: half of
the DR-TB cases were on only two second-line drugs (report of 2012). (ii) As adequate treatment
regimens for pre-XDR-TB are not indicated in the protocol, these patients are treated in the same
way as MDR-TB patients (report of 2015); (iii) There is selection of patients and treatment outcomes
can’t be reliable: patients who started treatment in Global Fund project can be withdrawn from the
cohort (due different reasons, such as side effects, transferred to palliative care, XDR-TB patients,
transferred out). In the Global Fund project included in treatment on 1 Sept 2014, there were 369
patients that were withdrawn, out of 2151 patients (report of 2014).

There were other remarks not falling into the above-mentioned categories. One remark in a report of
2012 was that DR-TB treatment in prisons is hardly possible due to lack of second-line drugs. It was
also mentioned that financial motivation to staff (e.g. increased salaries) may be useful. A look at the
rGLC report of 2016 indicates that DR-TB treatment in prison still needs to be improved drastically;
the rGLC report of 2016 states that the treatment success rate in the prison sector was only 19%
(100/516). Consequently, one recommendation of the rGLC report of 2016 is “to improve
coordination of TB control activities for TB and M/XDR-TB in prisons by integration with civil sector
at all levels, introduce all TB care standards in prisons to ensure equitable health care provision.”

4.1.4 Patient and provider enhancers for supporting treatment

Patient enhancers were mentioned in 13 instances. Two enhancers related to food (e.g. a social
support programme which includes food packages, given at least twice a month by the Ukraine Red
Cross Society) and another two enhancers had a dimension of psychological support: (i) during
ambulatory treatment, Red Cross nurses provide social support during a visit to patient's homes;
and (ii) Periodically provided counselling. Other modes of support are DOT at the patient’s home,
vouchers for transportation expenses and allowing patients to receive proper treatment in areas
other than where they are registered.

There was no item clearly related to provider enhancer. Provider enhancers were hinted at in a few
other instances, but only within a recommendation, e.g. “Define mechanisms for collaboration
between prison medical and non-medical services (e.g. security staff) to ensure optimal
implementation of TB control in the penitentiary sector.”. Another statement was that financial
motivation to staff (e.g. increased salaries) may be useful.

415 Recommendations related to treatment outcome

In the ten reports, we found 51 recommendations related to treatment outcome. Some examples
are:

o 21 referred to programme management (e.g. the development of National Guidelines on
management of TB and MDR-TB by the NTP/MoH from 2016 and — even less directly linked
to treatment outcome — ensure International expert consultation and revision for clinical
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protocol). Four recommendations referred to other management issues (e.g. to facilitate
registration of second-line TB medicines according to national/international standards).

6 referred to issues of clinical management (e.g. strengthen responsibilities of regional
consiliums, follow-up on treatment effectiveness, case management to improve adherence
and ensure HIV-positive DR-TB patients receive antiretroviral therapy).

5 referred to “design/composition of regimens”. Three examples are (i) introduce new,
shorter treatment regimens and new anti-TB drugs under operational research conditions (in
report of 2015; (ii) introduce adequate treatment regimens for XDR-TB, including a clear
description of regimens for pre-XDR and XDR-TB in a protocol (report of 2015); and (iii) find
resources for procurement of new and repurposed drugs for treatment of XDR-TB (report of
2016).

3 referred to management issues that have a financial dimension (e.g. from a report of 2014:
WHO regional office, GDF to assist the Principal Recipient and State Service/MOH solve
drug procurement, including funding sources).

Another 3 referred to side effects (e.g. from a report of 2014: Oblast dispensaries to
implement adequate side effects management at all levels and reporting of serious ADR and
reporting. Side effects registration in treatment cards).

One recommendation focused on social support: “Prepare a national or oblast specific model
for ambulatory case management including social support among DR TB patients” (from a
report of 2015).

Concluding remarks

There is an urgent need to strengthen DR-TB control in Ukraine, especially in the
penitentiary sector. It is noteworthy that during the first quarter of 2017, an rGLC mission
specifically addressing DR-TB care in the penitentiary sector was performed.

Among the sub-populations mentioned in the ten reviewed reports, only one report made
reference to alcoholics. This is surprising, given the fact that alcoholism is a major problem in
Ukraine. According to the WHO Global Alcohol report, the prevalence of heavy episodic
drinking was 35.2% among men and 12.1% among women above 14 years of age (data from
2010). The so-called pattern of drinking score was 5 (the highest possible score)*.

The desk review did not identify an item clearly related to provider enhancer. Given the fact
that in Ukraine, a large proportion of DR-TB patients are from marginalised populations (e.g.
alcoholics, homeless), and that taking care of marginalised patients is often challenging, the
lack of provider enhancers is unfortunate.

* http://mww.who.int/substance _abuse/publications/global_alcohol_report/msb_gsr 2014 2.pdf?ua=1, page 245, accessed 21 August

2017.
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4.2  Findings from the interviews and other qualitative approaches

4.2.1 A short description of the DR-TB program in Ukraine

There is a TB law in the country that describes what kind of activities and by whom they should be
done, who is responsible for various aspects of TB control and that describes the right of TB
patients. This law is referred to when there is a new edition of the national prikaz’s, regulations and
guidelines. A National TB strategy exists in the country; it describes what the goals are and what
should be done to achieve these goals in Ukraine.

There also was a National TB program (2012-2016) that now has run out, and the new version is still
in the making. The most important sections of this program are on drug resistance surveillance,
collaboration with and implementation of WHO recommendations and strategies. Very important to
the program is its close work with heads of oblast TB dispensaries and the implementation and
planned expansion of pilots of ambulatory models of care.

Health system services for TB care are hospital based. There was a reduction of TB beds which
lead to ambulatory treatment getting more accepted throughout Ukraine. But the situation differs
considerably around the country, in many regions there is oblast TB program and own TB protocols,
especially the regions where USAID programs were active. In those regions more emphasis is given
on ambulatory treatment of TB patients, and not only in supportive phase — in intensive phase too. In
some regions (Kharkiv) TB patients can choose where to get their treatment.

PHC and TB system integration is on-going. In principle, PHC system has a role in TB detection and
treatment process — starting with first patient’s visit with suspicion of TB, then diagnostic activities in
PHC (although in some places — PHC personnel simply refer TB suspects to the TB system for
diagnostics). When TB is confirmed, an official referral to Phtisiatrist is done. The TB patient returns
to the PHC system after some time spent in the TB hospital, in most places after finishing intensive
phase. In some places TB doctors do not wait until the end of the intensive phase and release a TB
patient to PHC or ambulatory facility within the TB system. Then, treatment is continued in outpatient
setting. In some places, normally in the remote places, the feldshers are providing DOT, often in
coordination with the Red Cross.

It was noted by the TB specialists in visited regions, even though everything is formalized — there
are Prikazs delineating functions with TB and PHC services, that there is still lack of understanding
of this function by PHC personnel. ‘They're afraid of TB”, “perceive TB patients as extra work”, “feel
it is not their responsibility” — these are accounts of interview responders across of the visited
oblasts. This means that PHC is not yet fully integrated with the TB system. Many of the responders
perceive the level of knowledge about TB in PHC to be quite low, even though trainings are
happening every year.

Since January 2015, Ukraine has been implementing the GF Grant (NFM) on TB and HIV “Investing
for impact against Tuberculosis and HIV”. There are several PRs — MOH and UCDC and another
one — “International HIV/AIDS Alliance in Ukraine”. PEPFAR also support Ukraine for HIV/AIDS
care. The findings of our field visits suggest that there is good collaboration between the TB and the
HIV/AIDS programmes. Xpert is used for HIV-positive presumptive TB cases. Xpert machines are
available at the oblast level and in some places also at the rayon TB dispensary level. Often,
dispensing of antiretroviral drugs is not happening at the TB dispensaries, but some TB dispensaries
do dispense antiretroviral drugs (One Stop service). The NGO All Ukrainian Network of PLWHA
advocates for this One Stop service.

In general, DR-TB patients with an injecting drug use addiction problem are offered the methadone
substitution therapy. However, not all sites offer substitution therapy. For instance, in one visited
site, the supply of methadone was insufficient.
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Regarding care of patients with drug-resistant TB in the penitentiary sector, there is in general good
collaboration between the Ministry of Health, the Ministry of Justice, and the Ministry of Interior
Affairs and still existing challenges of coordination are being addressed. MSF supports treatment of
DR-TB cases in the penitentiary sector. In the whole of Ukraine, there are special medical TB units
in the penitentiary system in four places (three for men, one for women).

The All Ukrainian Network of PLWHA works with released prisoners who have TB/DR-TB, mostly
alongside the NGO International HIV/AIDS Alliance in Ukraine, an NGO with strong involvement of
TB care in the penitentiary sector. When a DR-TB case is released, the flow of information to the
civilian sector is in general poor and coordinating efforts for the released patients need to be
improved. The International HIV/AIDS Alliance in Ukraine is addressing this bottleneck.

Financing and medicines

Financing of TB control program is insufficient: there is a funding gap of approximately 5 million
USD. However, the budget increased significantly from 2016 to 2017 due to a strong increase in
domestic funding. The funding for TB drugs is by the government. Second-line drugs are also
funded by the government: the Global Fund grant expired at the end of 2016 but the Ministry of
Health requested that the Global Fund allocate treatment good for 2700 patients, equivalent for ten
months of treatment for 2017, and the Global Fund approved this. For 2017, the government
allocated approximately 18.2 million USD for TB and MDR-TB drugs. During the time of the mission,
it was expected that the medicines to be bought with this money would be delivered by the end of
2017 (i.e. after the ten months of Global Fund drugs, the government-funded drugs would be
available).

For the distribution of the (DR-)TB medicines, the push approach is applied: the oblasts send the
needed quantities, i.e. the number of expected cases and the proportion of various side effects, to
the national level which then distributes the needed quantities to the oblasts.

Clofazimine was bought in 2012 (from India), but is currently not available. The NTP and some
international partners are in negotiations with Novartis, and progress is happening. For instance,
Novartis has agreed to have Clofazimine registered in Ukraine though as a leprosy drug only, and
such regulatory approval has recently been received. Novartis is currently preparing a second,
standard regulatory submission to cover the DR-TB indication of Clofazimine®. Clofazimine is
needed for the short MDR regimen.

Linezolid is available but delamanid not, and bedaquiline was not available in early 2017 but it is
expected that during 2017 it will be available for up to 200 cases (with support from PATH). In the
Global Fund proposal, more bedaquiline will be included.

There was support for ancillary drugs through the Global Fund until recently, when the oblasts had
to take on the responsibility for financing these drugs. In the Global Fund proposal that was being
prepared during the mission, a budget for ancillary drugs will be included.

Observations in health facilities

During visits to the health facilities, an activity was conducted — observation of the facility, that
showed that almost all of the facilities visited are fully equipped, with exception of X-ray, have
access to uninterrupted supply of water and electricity, most have laboratories attached, most of
which are fully equipped also. A point that raises concern is that staff of the facilities is not complete,
almost all of the visited organization have shortages of staff. The facilities have all means of
communication including internet. There is waste disposal, infection control and supplies
procedures. TB drug supplies are calculated in advance mostly by hand (not by electronic tool), and
have at least one month reserve. There are cars available (from GF) in some places, with fuel.

® Personal communication of Novartis Basel of early February 2018.

11





Swiss TPH | GF Special Study on MDR in EECA — Ukraine (report sent to NTP)

4.2.2 Current challenges in the care of patients with DR-TB and possible solutions

The findings that became apparent after brief analysis of the responses direct attention to several
things that matter to either to medical professionals, or community workers as well as TB patients.
Standard TB treatment is too long, within this period a lot of things happen to the TB patient as well
as life in general. Even the most adherent patients start having difficulty continuing the treatment the
same way. They wish they have more options to choose from, like treatment at home, in neutral
place, with help from community workers, even self-administration, if trusted, like video observed
treatment. It is difficult to limit their normal life due to the treatment, they had to stop working, family
ties are often broken. TB patients want to work, but cannot due to labour laws in Ukraine.

Another point made is that the side effects from TB treatment make them feel worse than TB itself.
There is a perception among some patients that medical staff do not give due emphasis to the
management of side effects. Medical personnel think that even though patients want to be treated
outside of a TB facility, they are not strong enough to do it on their own.

The following perception was also encountered: the reason of poor adherence is wrong
understanding and misperception of the treatment process among patients and a lack of
appreciation of the seriousness of interrupting treatment.

As solution proposed to change this and to prevent the situation to go worse, the following was
proposed. An option that was mentioned more than once is “forced treatment” for a limited number
of “bad” patients.

Many medical specialists were open to provision of other options of treatment and to allowing
change of treatment points if needed. With regards to additional support, food packages were
named as a good idea, but it is needed to have different contents, as people’s needs are different.
The food packages should be given more often — every week for instance. Add to food packages
fruit and vitamins. It was also expressed that food and other incentives should also be given to the
families of the patients (this was believed to help in improving adherence).

Psychological support should be offered to TB patients, especially during the ambulatory phase
when patients start to feel better so that motivation to continue treatment stays high. Psychological
support can also lead to a better self-esteem: many TB patients feel worthless (and DR-TB patients
probably even more so). In fact, some TB nurses act as “psychologists in practice” through the years
of interaction with (DR-)TB patients.

Community workers advocated that social worker should get some kind of “bonus” for successful
treatment, as they do much more than they have in their contracts. But they talked not only about
increasing the salary for social worker, but to cover transportation costs for patient as well. In
general they wished that a new system of motivation (differentiated by needs of patient) would be
introduced.

Medical personnel and community workers gave the following idea: instead of spending funds as it
is done now money should be given to patients as “bonus” for staying on treatment, every month
have a small, but significant amount, and then a big amount after finishing treatment (cure). This
mode of financial incentive was seen as a strong motivation for those who do not work/cannot work,
and have no means for living.

After interviewing the community representatives, including NGOs workers, several points regarding
their work were made:

- Almost all of the community responders made it clear that moral support means more than
material support. Very few patients do not require motivation, there are very self-disciplined
TB patients but they are rare. Any help would do, even just a simple conversation, if not
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authentic psychological assistance. Psychosocial support, if provided — is very much
appreciated by TB patients, they feel cared for and appreciate help.

- Food parcels, hot lunches or sandwiches should be offered to improve adherence — for some
TB patients this is significant attraction, they would come to treatment place to eat. But then
again this would work not for all TB patients, some only, which means there has to be some
kind of differentiation happening.

- Care from all angles - from family, relatives, friends, others significant persons is very much
needed by most TB patients. In general, only parents or close family members offer such
support, other relatives not so much. Husbands/wives seldom support each other, on the
contrary family ties are often broken and TB patients get divorced. Also there should be a
special training for such helpers in family, if trained they can be a strong factor for adherence
to treatment.

Some of the points relate to the health care system itself:

Personnel of the TB or PHC facilities being kind - some are too strict which is a major
obstacle and needs to change. Personnel do not “talk their language” and do not have time
to spend with TB patients, just “get your treatment and be on your way” attitude. Getting
reassurance from TB Doctors is also a factor for good adherence (but it only happens if the
relationship is good). Distance to place of treatment could be decisive, the transportation
cost has to be covered.

In various interviews, the stigma attached to TB was mentioned. Stigma is partly based on the
perception that TB is not curable or not fully curable.

The role of the NGOs

The Red Cross in Ukraine is doing a lot of activities to support TB patients during treatment. Support
includes enabling support, like payments for transportation, monetary payments that patients can
use to cover some of their expenses. Also, Red Cross provides other types of support such as
incentive to come to treatment with food packages, hygienic sets, sometimes clothing and other
small but useful things that very poor patients cannot afford (a kettle, reading glasses, stationary,
etc.). The Global Fund supplies funds for TB drugs and social support while Red Cross distributes
them to patients. Patients who come to the doctor for treatment receive travel reimbursement. It is
not fully clear if it is done for all TB patients or only for DR-TB patients. In some instances it is both.

Financial struggles are a reality for a large proportion of the DR-TB patients, even though many
have a monthly disability pension of around 45 USD.

Another important help that NGOs provide is psycho-social consultation of the TB patients. Together
with medical personnel it is determined that certain help is needed by the patient, a psychologist can
meet and conduct a consultation session or mediate a conflict with medical staff, or family or other
patients. Social support by NGOs includes getting help with missing documents, or getting
registration or application to state benefits. Most of the mentioned modes of help are financed by the
Global Fund, partially by local (oblast) funds and by other Red Cross funds.

Red Cross as well as other NGOs hire nurses as patient supporters. There is a law in Ukraine (as
well as in many other countries in the region) that treatment of any kind can only be administered by
medical personnel. That of course is somewhat limiting the possibilities for TB patients on treatment
(volunteers cannot provide DOT, unless they are medics), but in the light of wide involvement of Red
Cross, the problem is mitigated by asking medical workers to act on Red Cross’ behalf.
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Non-governmental organizations provide help that no other organizations provide. NGO involvement
relieves TB patient of many cares — which frees up time and saves on effort for them. But what is
evident from conversations with NGO representatives is that the government tends to overlook this
sector — “they are not aware at all of who we are and what we do, there are agreements and some
protocols signed with local administration, but it is all temporary, there is no provision for our
services on regular basis (due to financial limitation). What is done now is rather exclusion of the
rule, not part of the system, even though there is an agreement with TB system. For example we are
not part of the Oblast Health program, though we want to be part of it. Administration does not
accept us as equal partner, include to state and oblast programs.”

This is what one social worker from Red Cross said:

“There has to be motivation of social workers, my expenses are big, but they are not covered. My
finances are limited (fuel for scooter), if somebody would give me fuel or money for fuel, I'd take
more patients. Each time | visit a TB patient | get a small amount, but if patient misses the treatment
which means that | have to visit the patients, | receive no payment; this cannot be considered fair.”

Thus, even though NGOs have played considerable role in the process of the adherence
strengthening, and received good results (almost no defaults, some treatment failures), it seems
their work is not taken as a serious asset and viewed as temporary fix, not permanent. As solution
they have offered following measures:
- Prepare some program that would have more financing to continue our work. That would
allow to hire more personnel (if salaries are higher);
- Possibly could take responsibility directly from GF, not as sub-recipient;
- Change some policies regarding the payments, provide compensation of their expenses
such as transportation costs and mobile minutes;
- Review activities they offer and include them in oblast and city TB plans, to be financed from
existing budgets. If such budget does not exist — advocate for having one;
- Motivate medical personnel (regardless NGO or Government sector), if patient completes
treatment, there should be a reward for the one who supervised the treatment;
- Food packages for DOT nurses (some are just as poor as the patients);

When asked what would be the future of their work responders replied that they would continue to
provide same interventions, but would like to cover more TB patients, as currently not all TB patients
are covered. Additional funds would mean more of the same activities that already going on, and
introduce more new activities, like courses for unemployed.
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The view of the patients

Findings from talking to patients during focus group discussions shed more light on their concerns.
When asked about why regular treatment (daily treatment) is important many patients answered that
“It is important, because we want to be cured of TB”, “Don’t want to die”, “| have side effects but |
have to continue because | want to come back to the family”, “TB does not have any kind of
holidays”. Generally there is understanding of the TB as a disease and treatment process. Even
though some of the participating patients complained that they did not have all needed information in
the beginning of treatment, only later they got the information from other patents. When asked would
then “patient support group” be helpful, patients replied that for some it may be helpful, but
“‘everyone has his or her own story” and some prefer not to mix with others, they are happy to “just
have somebody for a conversation”. In one FGD, it was stated that it would be useful to engage
cured patients as “encouragers”. In another FGD, it was speculated that a self-help group with cured
patients might help.

“We support each other. It does not matter if psychologist is here or not. But no formal group
discussions. Just personal relationships”,

“Group discussion would be helpful.” | “Group discussion may help some, but everybody has his/her
own situation”.

“Maybe not only discuss about TB, but other topics too”,

Patients noted that psychological help is important, especially in the beginning of treatment when
side effects surface.

- Actually, it is needed during the whole period of treatment
- Maybe at the time of discharge, this is the second period that psychological consultation is
important

However, in one FGD, the agreement was that psychologists are not needed. This was commented
with the following statement: “The Americans like talking to a psychologist”.

Thoughts and facts that encourage TB patients to go to treatment:

- Positive dynamics of treatment (meaning that they have conversion, better X-rays,
“clean” lab results);

- Ambulatory is better and easier;

- Hope that doctors will help;

- Think about their children, close ones;

- Care about other people too — don’t want to infect others;

Thoughts and facts that discourage patients from treatment:

- We stay in the same ward with “heavy patients”. So some of them die and this is hard,
stressful;

- No flexibility — some days prefer not to come but take treatment at home, like a normal
person;

When you think of the DR-TB program, which elements do you like:

- TB doctors are professionals;
- Can get free treatment;
- Isolated from other people, will not infect others;

And which elements do you dislike (the question refers to TB hospital wards):

- No washing machine for washing clothes;

- No pharmacy available to buy small things and simple medicines;
- Wards are crowded, too many people;

- Several people in same room,;

- Nothing to do, boredom;

- No small store or vending machine;
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So why do some patients not come to treatment?

- Psychologically difficult to go for treatment for a long time;

- There are people who don't really care if they live or die;

- Fear that others will know about the disease;

- Side effects — deafness®, heart and liver failure;

- Other issues become more important than treatment (e.g. the family doesn’t have money);

- Tired from treatment.
(One patient commented: “Think of it; it is quite dumb to endure all this hardship of treatment
for a year and then you default!”)

These were the ideas from patients:

- Allow to work via internet (to work in distance);

- More rooms for personnel,

- More supplies for Medical personnel,

- Other drugs for side effects;

- Wi Fi at the hospital

- Light sport activities, like table tennis or fitness exercises;

- Aquariums with fishes;

- Put in the hospital vending machines;

- Pharmacy;

- Washing machine;

- Better drugs for TB — with no side effects and stronger efficacy;
- No side effects;

- Not to feel pain;

- Shorter treatment;

- Supportive treatment — physiotherapy;

- A TB patient should not be in the same place with drug addicts and alcoholics; they should

be separated;
- More money to get more food, because in hospital it is not enough;

Personal interviews with DR-TB patients shed more light; all of the interviewed patients made it clear
that one of the basic things is relationships with medical personnel. They come with the hope that
the TB doctor will help them and they will receive adequate help, they have trust in doctor's
professionalism. Also, good conditions of the hospital wards was named as an important factor for
staying for treatment. Having side effects was seen as a challenge. When asked about mode of
treatment — unanimously the patients advocated for wider use of ambulatory treatment. They said
“Treatment cannot get more attractive, it just needs to be made more flexible” (a TB patient needs to
adapt his/her life for treatment but if possible not stay in hospital at all; “TB hospital is a difficult and
uncomfortable place to be. Would never want to go there again, although TB doctors are
knowledgeable”).

4.2.3 Experiences and views on factors that hinder completion of DR-TB treatment

TB patients have to work, otherwise they do not have any means to survive. That is why many TB
patients have to make tough decisions and sometimes not in favour of treatment.

Alcohol addiction distracts patients from focusing on treatment.

Also, there are (often socially disadvantaged) patients who don’t really care for treatment, and
efforts by healthcare providers can prove futile. Sometimes mixed with this is inappropriate
understanding of the treatment process among patients though with time they learn and change
their behaviour, and that shows the need to educate new patients.

® In one FGD, all participants stated that they have hearing problems. Interestingly, the participants all stated that they would prefer a
lower number of pills to swallow rather than getting rid of the injection.
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There are also mentioned cases when patients feel that medical personnel are too harsh towards
them. There could be mistrust of TB patients towards TB doctors that fuels the wrong belief that they
don’t really care about what happens to patients. And also the other way around - mistrust of TB
doctors towards patients, the may feel that patients are irresponsible.

There are other health issues, many TB patients also have co-morbidities that makes TB treatment
even worse. Often, there is no funding available to treat for free the co-morbidities.

As mentioned above, treatment difficulties like having severe side effects or staying in poorly
equipped hospitals makes it even more challenging to complete treatment.

4.2.4 Elements that promote completion of treatment

Drawing a conclusion after reviewing the materials several core elements come to mind. It is
confirmed that treatment point close to home is definitely a factor, especially in the light of not
covering the transportation costs. It has been said that if given a transportation card (monthly), then
patients would come, otherwise they endure additional hardship due to distance. Another opinion
was voiced that if somebody could meet the TB patient in other place (like metro station or a shop)
that would also improve the situation, additionally it also adds value in terms of privacy, as most of
the (DR-)TB patients do not want others to know about their disease.

Other aspects of DR-TB treatment also could make it easier for patients to get treatment until cure:
social support, money, motivation of all kinds would be also helpful. Video observed treatment and
other unorthodox methods of treatment (ambulatory versus home treatment, treatment by a relative
or family member, are also thought of as a possible solution, but it is not for all kinds of patients;
some TB patients cannot be trusted to do it regularly).

The issue of improving side effects management came up frequently; it was perceived that if dealt
with properly, one more barrier to successful treatment would be resolved. It was mentioned that
combined drugs are easier to take psychologically, but it is not feasible for DR-TB unfortunately.

4.3 Findings from the quantitative studies

4.3.1 An analysis of charts of DR-TB patients, cohort 2013

In the frame of this study, data from charts of DR-TB patients were gathered from five countries. The
results will be presented from all five countries together in the overall study report to be sent to the
Global Fund.

Findings from a single country are not very useful due to the relatively small sample size (65 in
Ukraine). However, a few comments are warranted for the patient data of Ukraine:

e The treatment success rate of the 65 analysed patients was relatively high, namely 67.5%. A
high 13.8% had treatment failure and 10.8% died. The high failure rate is probably a
reflection that 32.3% were pre-XDR (n = 18) or XDR cases (n = 3). .

¢ The body mass index was available for only 33 of the 65 patients (50.8%). Only three of the
33 had a body mass index of below 18.5 kg/mz, indicating that a poor nutritional status is not
common among the DR-TB patients in Ukraine. However, a more comprehensive database

would be needed to allow a clear statement about the nutritional situation of the DR-TB
patients of Ukraine.
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e Sixteen of the 65 patients (24.6%) had bilateral lung involvement and at least one cavity. And
27 (41.5%) had at least one cavity. This indicates that the proportion of patients with a far
advanced stage of TB illness was rather high. Among the sixteen patients with cavities and
bilateral lung involvement, only 44% (7 of 16) had a successful treatment outcome.

e In Rivnenska, eight patient charts were reviewed; regarding the culture results, four had
“positive but only a few colonies were seen”. This is unusual (though the small sample size
has to be considered).

4.3.2 Treatment outcome as collected at the oblasts

The treatment success rate in the 24 reports ranged from 15% (3/30) to 68.5% (11/16). The
treatment success rate was below 40% in 17 of the 24 health facilities (71%) (2013 cohort).

In two of the 24 reports, there was an inconsistency in the analysed reports: (i) in one facility of
Zaporijska, the cohort size was 169, but when the various categories of treatment outcomes were
added together, a total of only 163 was reached. Similarly, in another facility of Zaporijska, the
cohort size was 35, but adding together the various treatment outcome categories resulted in only 34.

4.3.3 Data verification: treatment outcome in three visited health facilities

In three oblasts (Dniprovskaya, Zaporijskaya and Kharkivskaya), we asked to see the reported
treatment outcome to then compare this with a re-count done by us of the figures seen in the HF.
However, it seemed that no such reports existed and that the figures we received as “reported
figures” were put together just for us. In Kharkiv, the data given to us as “reported figures” were from
the electronic database’. For all three health facilities where we made this comparison, there was
perfect concordance (treatment success rate of 105/202 in the City TB Dispensary of Dnipro, of
66/173 in the Zaporijjie City TB Dispensary and of 107/192 in the Kharkiv Rayon TB Department).

In Rivnenska oblast, a different kind of assessment was performed: case detection was verified.
Three cases were found in the report and also three in the case detection recording tool.

5 Summary and Recommendations

At the end of the field work in Ukraine, a debriefing session was conducted. Based on this meeting
and on our reflections, these are our summarising points and recommendations:

1. The findings of our data verification exercises indicate that the reporting system is functioning
well (note that our sample size was small, so this is only a weak indication).

2. The latest available national treatment outcome results are from the 2014 cohort, and the
treatment success rate is alarmingly low (46% for the MDR/RR-TB cases started on second-
line treatment in 2014 and 25% for the corresponding XDR-TB cases). Even though there is
some evidence based on preliminary data analyses of more recent cohorts that the treatment
success rate is improving, a sense of alarm and urgency about a treatment success rate far
below 70% is appropriate. It is important that the full range of enablers is available so that
the treatment success rates can be pushed up further.

3. The patient-centred approach has become more prominent in Ukraine and there is intention
to further move forward on this and make corresponding changes to how the treatment and
care is organized. Using cured DR-TB patients as “buddies” for the DR-TB patients under
treatment is an approach that should be tested. In the box “Psychological Support to MDR-
TB Patients Through Peer-to-Peer and Group Support.”, WHO (in its DR-TB companion

" Reports are received from the rayons as Excel files. At the oblast, these data are then entered into the electronic database.

18





Swiss TPH | GF Special Study on MDR in EECA — Ukraine (report sent to NTP)

handbook) mentions cured patients as agents providing hope to the patients on treatment?®.
Using cured patients as treatment supporters seems to be a good approach to addressing
the still existing stigma attached to TB: the existence of cured patients is tangible and visible
proof that TB is curable.

4. Efforts to decrease the rate and length of hospitalisation of TB and DR-TB patients should
continue. Available evidence suggests that hospital-based treatment does not have clinical
benefits over ambulatory treatment. The duration of hospitalisation could be reduced
substantially (as also recommended by the GLC mission of early 2017). This should not be
implemented as a stand-alone measure, but in connection with enhanced support to
ambulatory care. Connected to this, the shift from financing TB beds to TB patients should be
made complete

5. This study found partly contradicting opinions and statements about the value of offering
professional psychological support to DR-TB patients. This suggests that a study assessing
the effects of professional psychological support is warranted. It should be considered that
professional psychological support can be provided by psychologists but also by “TB nurses”
who were specifically trained to provide psychological support. If results of the suggested
assessment study are promising, this kind of support should be expanded.

6. Video observed treatment should be considered as an alternative for patients who were
adherent in the initial phase of treatment and have the skills to use mobile technology (in line
with WHO’s conditional recommendation in the 2017 guidelines on TB treatment and patient
care). It has been used successfully in other countries, e.g. in Belarus® and in the United
States™.

7. Provider incentives or enablers are not yet part of the DR-TB programme in Ukraine. It
seems worthwhile to pilot such provider enablers and to assess the effectiveness of provider
enablers.

8. Also piloted could be financial patient incentives, i.e. cash incentives for reaching important
milestones in treatment and for reaching the treatment outcome cured.

9. The involvement of the Red Cross and other NGOs indicates a desire to support the patient
holistically. Care for DR-TB patients needs to be comprehensive, and close collaboration
between the involved NGOs and the governmental TB provision actors is important.

10. There is some indication that evidence is emerging that the treatment outcome of DR-TB
patients under NGO care is good; it is important that treatment outcome is continually
tracked and if confirmed that treatment outcome of patients under NGO care is good, then
this should encourage the country to intensify the collaboration with NGOs.

11. In view of the large number of pre-XDR and XDR cases in Ukraine every year (in the year
2014, 1097 XDR cases began treatment), the use of drugs such as bedaquiline, delamanid,
and linezolid is absolutely necessary and the current efforts to make these medicines
available are crucial. The low treatment success rate for XDR cases (25% for the 2014
cohort) is an indication of the complete absence of delamanid and the nearly complete
absence of bedaquiline in Ukraine. Scale-up and sustained provision of effective treatment
regimens will require a continuation of increasing funds from the government and of Global
Fund support.

8 WHO, 2014. Companion handbook to the WHO guidelines for the programmatic management of drug-resistant tuberculosis (p.
177). WHO/HTM/TB/2014.11

% See the report "Findings from Belarus” from this Special Study.

19 Garfein RS, Collins K, Mufioz F, et al. Feasibility of tuberculosis treatment monitoring by video directly observed therapy: a
binational pilot study. Int J Tuberc Lung Dis 2015;19:1057-64.
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12. Due to the high levels or resistance in most DR-TB patients of Ukraine, the short MDR
regimen will be applicable to a rather small proportion of DR-TB patients only™. Still, it is
important that the short MDR regimen is made available. Therefore, efforts to have
clofazimine available in the country need to be continued, in close collaboration with Novartis
and international partners.

13. Good collaboration between the TB programme and the HIV/AIDS programme is crucial
(which is illustrated by a recent research finding from Kievskaya Oblast: the strongest
baseline predictor of poor treatment outcome was HIV infection without anti-retroviral
therapy'?). Efforts to expand the One Stop service are important.

14. Whereas DR-TB patients in need in general are offered the methadone substitution therapy,
not all sites offer substitution therapy. While acknowledging cost-effectiveness
considerations, the NTP should still consider offering substitution therapy more widely.

15. Treatment of co-morbidities (e.g. alcoholism, diabetes) should be consistently offered, not
only during the hospital phase of treatment but also during ambulatory treatment (which is
probably more challenging). Global Fund grants could facilitate treatment for co-morbidities
with free medicines.

16. It is critical to provide appropriate care and support for DR-TB patients who are alcohol-
dependent and/or homeless. Social vulnerabilities in the global discourse of TB have so far
brought attention to HIV co-infection and drug use, but in Ukraine, alcohol-dependency and
homelessness, in a context where social re-integration programmes are absent or scarce,
are likely major contributors to non-completion of treatment.

17. Alcoholism is a major health threat in Ukraine. According to the WHO Global Alcohol report,
the prevalence of heavy episodic drinking was 35.2% among men and 12.1% among women
above 14 years of age (data from 2010) (see also chapter 4.1.6). The problem of alcohol
dependency was not discussed in detail during the mission. It seems warranted to seriously
consider having a formal alcohol dependency treatment programme for DR-TB patients (and
TB patients), especially during the first six months of DR-TB treatment (when most patients
are hospitalised). It is important to be well informed about recent developments of TB and
alcohol dependency treatment. Some examples: (i) A trial in Tomsk: Shin et al.,
Effectiveness of alcohol treatment interventions integrated into routine tuberculosis care in
Tomsk, Russia. Addiction 108 (8), August 2013, 1387-1396; (ii) a trial was started in Tomsk,
Russia some years ago (results not yet published): Connery et al., Training and Fidelity
Monitoring of Alcohol Treatment Interventions Integrated Into Routine Tuberculosis Care in
Tomsk, Russia: the IMPACT Effectiveness Trial. Substance Use & Misuse 48 (9), 784-792
(http://dx.doi.org/10.3109/10826084.2013.793715, accessed 13 August 2017).

1 Balabanova Y et al, 2017. Multidrug-resistant TB in Eastern region of the EU: is the shorter regimen an exception or a
rule? Thorax. September 2017, 72(9): 850-852.

2 ajbana O, Bachmaha M, Krasiuk V, Rybak N, Flanigan TP, Petrenko V, Murray MB. Risk factors for poor multidrug-
resistant tuberculosis treatment outcomes in Kyiv Oblast, Ukraine. BMC Infect Dis. 2017 Feb 7;17(1):129.

20





File Attachment
GF EECA Swiss TPH_UKR revised report 4Febr2018.pdf


Swiss TPH g

Swiss Tropical and Public Health Institute
Schweizerisches Tropen- und Public Health-Institut
Institut Tropical et de Santé Publique Suisse

Associated Institute of the University of Basel SW | S S Cen t r e fo r I n te r n at | O n al H eal t h

Client Reference: The Global Fund - 1QC Contract No.:20164355

Global Fund Special Study:

What are Factors that contribute to favourable MDR-TB
treatment outcomes in Eastern Europe/Central Asia (EECA)

Findings from Romania

@ The Global Fund

To Fight AIDS, Tuberculosis and Malaria

Rais Mazitov, Florence Sécula, Cristina Popa, Christian Auer, Helen Prytherch

==

&’@ World Health
WE®¥ Organization

REGIONAL OFFICE FOR Europe

Collaborating partner: WHO EURO

August 2017 and January 2018





Contacts

Swiss TPH g

Swiss Tropical and Public Health Institute
Schweizerisches Tropen- und Public Health-Institut
Institut Tropical et de Santé Publique Suisse

Contact

Christian Auer, PhD

Public Health Specialist, Epidemiologist
Swiss Centre for International Health
Tel: +41 61 284 8358

Fax: +41 61 284 8103
christian.auer@unibas.ch

Skype: chauer63

Swiss Centre for International Health
Swiss Tropical and Public Health Institute
Socinstrasse 57

P.O.Box 4002, Basel

Switzerland

Website : http://www.swisstph.ch/

Q) The Global Fund

To Fight AIDS, Tuberculosis and Malaria

Contact

Nino Mdivani

Specialist, Public Health and M&E

Eastern Europe and Central Asia

Grant Management

The Global Fund to Fight AIDS, Tuberculosis and Malaria
Chemin de Blandonnet 8 | 1214 Vernier - Geneva, Switzerland
T:+4158 7911572

F:+4158 791 17 01

M: +41 79 588 79 53

Nino.Mdivani@theglobalfund.org





Table of Contents

1

5

Background

1.1 Drug-resistant Tuberculosis (DR-TB) in Romania
Objectives

Methodology

3.1 Study areas and site selection

3.2 Data collection overview

3.3 Study populations and study approach

3.3.1 Key informant interviews at national and county level, health facility
and community level

3.3.2 Interactions with people affected by the disease
3.3.3 Quantitative approaches
Findings

4.1 Findings from the desk review of reports on TB and DR-TB control in
Romania

4.1.1  Overview and vulnerable populations

4.1.2  Main challenges of the DR-TB programme hindering treatment
completion

4.1.3 Patient enhancers for supporting treatment
4.1.4  Provider enhancers for supporting treatment
4.1.5 Recommendations related to treatment outcome
4.2 Findings from the interviews and other qualitative approaches
4.2.1 A short description of the DR-TB programme

4.2.2  Enablers and other NTP factors promoting completion of DR-TB
treatment

4.2.3 NTP challenges and other factors hindering treatment completion
4.2.4  Patients’ perspectives
4.3 Findings from the quantitative studies
4.3.1 An analysis of charts of DR-TB patients, cohort 2013
4.3.2 Treatment outcome as collected at the counties

433 Data verification: treatment outcome in visited health facilities

Recommendations

W NN R PR R

A A W W

IN

o o o1 o1 o1 b~

11
14
14
14
14

15





List of abbreviations

AIDS
CBO
CHW
CSO
DQA
DR-TB
EECA
FD
FGD
HF
HIV
IDU
MDR-TB
MDT
MOH
NTP
NGO
PHC
PLWH
PR
RFP
RR-TB
SCIH
Swiss TPH
B
WHO

Acquired Immunodeficiency Syndrome
Community-Based Organizations
Community Health Workers (nurses in Romania)
Civil Society Organization

Data Quality Assessment

Drug-resistant tuberculosis (i.e. all kinds of resistance patterns)
Eastern Europe and Central Asia
Family Doctor

Focus Group Discussion

Health Facility

Human Immunodeficiency Virus

Injecting Drug User

Multidrug-resistant tuberculosis
Multi-Disciplinary Teams

Ministry of Health

National TB Control Program
Non-Governmental Organization
Primary Health Care

People Living With HIV

Principal Recipient

Request For Proposal
Rifampicin-resistant tuberculosis

Swiss Centre for International Health
Swiss Tropical and Public Health Institute
Tuberculosis

World Health Organization





Swiss TPH | GF Special Study on MDR in EECA — Romania

1 Background

1.1 Drug-resistant Tuberculosis (DR-TB) in Romania

The Global Fund mandated the Swiss TPH to conduct a study on factors that contribute to favorable
MDR-TB treatment outcomes in Eastern Europe/Central Asia (EECA). Field work for the study was
conducted in five countries in the EECA region: Romania, Ukraine, Belarus, Tajikistan and
Azerbaijan.

Romania has the highest TB incidence in entire European Union. There are specific challenges for
MDR/RR - even when the rate of MDR-TB is 2% for new cases and 17% for previously TB cases,
the absolute number of MDR/RR TB cases is the highest in WHO Europe region (more than 500
cases detected each year).

In 2015, the incidence rate of MDR/RR-TB in Romania, a country of 20 million inhabitants, was
estimated at 4.8 per 100'000. There were an estimated 670 MDR/RR-TB cases among notified
pulmonary TB cases. 3% of new TB cases and 12% of previously treated cases were estimated to
have MDR/RR-TB. Among the notified cases, 48% of the new cases and 64% of the previously
treated cases were tested for rifampicin resistance. 330 MDR/RR-TB cases were tested for
resistance to second-line drugs. There were 576 laboratory-confirmed MDR/RR-TB cases and 53
laboratory-confirmed XDR-TB cases in 2015. The 601 MDR/RR-TB patients who began second-line
treatment in 2013 had a treatment success rate of 41%; among the 56 XDR-TB cases of 2013, the
treatment success rate was only 16%. For 2016, the national TB budget amounted to slightly more
than 17 million USD; only approximately 6 million was from domestic funding. Approximately 3
million remained unfunded.

2 Objectives

The overall objective of the study in Romania is to better understand the factors that influence MDR-
TB treatment outcomes in general, and amongst special groups, in order to enable the national TB
program of Romania, in collaboration with the Global Fund and other partners, to prioritize
interventions for better treatment outcome among drug-resistant TB cases.

Specific objectives are two-fold:

(1) To understand the factors that influence DR-TB treatment outcomes in general and amongst
special groups:
e at county, health facility (HF), community and individual levels,
e in migrants, People Living with HIV (PLWH), drug users.
(2) To establish and assess the role of NGOs (Non-Governmental Organizations) and their
efforts regarding community-based treatment in the care of DR-TB patients.

3 Methodology

The study was carried out in close collaboration with the National TB program (NTP) in Romania.
The study in Romania consisted of a high level assessment of the NTP with a focus on drug-
resistant TB (DR-TB)'. Both quantitative and qualitative methodologies were used to collect data
for the study, as detailed below.

! To make clear that patients with resistance patterns other than resistance to rifampicin and isoniazid are included (e.g.
rifampicin-resistant TB cases and extensively drug-resistant TB cases) we use the term DR-TB cases.
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The Marius Nasta Institute of Pulmonology is currently playing the role of NTP, and has assumed
the responsibility for planning, implementing, monitoring and evaluation of all TB-related activities in
the country. The Marius Nasta Institute granted permission to the research team to conduct all
study-related activities such as field visits to counties, interviews with health care officials, as well as
community representatives, visiting the health care facilities, conducting observations, and reviewing
patients’ charts from the 2013 cohort. An Ethical Committee permission letter was received as well,
allowing the research team to interview TB patients.

The research team included two Swiss TPH consultants who, over 11 days of field work, visited 6
healthcare facilities, conducted 24 oblast-level interviews, 18 health facility-level interviews, 18
community-level interviews, 6 observations, as well as 8 patient interviews and FGDs with patients
who completed treatment. The researchers were supported by Marius Nasta Institute
representatives, Dr. Misu Stefan, Dr. Cristina Popa and Mr. Andrei Dobre from the Romanian Angel
Appeal (Principal Recipient of the Global Fund Grant).

3.1 Study areas and site selection

The selection of the study areas in Romania was done in two stages: first, counties were selected
depending on their treatment success rate, and second, within selected counties, the health facility
with the highest volume of drug-resistant TB (DR-TB) patients in the 2013 cohort was selected. In all
selected counties, the research team reviewed the treatment outcome of three additional health
facilities based on the data provided by NTP, but only one was visited, as envisioned in study
protocol. Decision was made based on practicality and distance.

The counties identified were Arges, Dalj, llfov, Olt and lasi counties. Bucharest was also selected as
a separate entity at county level. Six territories were thus identified and visited between 17" and 26"
May 2017. The final list of healthcare facilities visited by the research team is as follows:

County Type of facility Name of facility/city
Bucharest City TB Dispensary Sector 6

Arges County TB Dispensary Pitesti

Dolj county TB Dispensary Craiova

Olt County TB Dispensary Scornicesti

lIfov County City TB Dispensary Sector 2

lasi County TB Dispensary lasi

3.2 Data collection overview
As per the study protocol, quantitative and qualitative data collections were performed.
There were three quantitative approaches:

(i) collecting patient information from archived DR-TB patient charts in one HF of each
selected county;

(ii) review of the 2013 cohort treatment outcomes in 3 HFs in each selected county; and

(i) Data Quality Assessment by comparing reported versus recorded treatment outcomes (see
chapter O for details).
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Qualitative approaches included semi-structured interviews with providers and DR-TB patients, short
interviews/observations at different levels (national, regional health facility as well as community
level), and Focus Group Discussions (FGD).

3.3  Study populations and study approach

3.3.1 Keyinformant interviews at national and county level, health facility and
community level

The study team carried out Key Informant Interviews with the main stakeholders at national and
county level. At the national level, interviews were conducted with representatives of:

e Ministry of Health

¢ the Marius Nasta Institute of Pulmonology

e the World Health Organization

e the Global Fund Principal Recipient: Romanian Angel Appeal Foundation
e the Center for Health Policies and Services

e the Association for Supporting MDR-TB patients

¢ ARAS: Romanian Association Against AIDS

These respondents were selected on the basis of working at the whole country level, relevance to
the topic of the study, and also availability during the time of the visit.

At the county level and community level, the team had met with various specialists from the TB
health facilities, including administration, TB coordinators, TB and MDR-TB doctors and nurses, as
well as representatives of community (NGOs staff and supporters, Roma community mediators).
When opportunity allowed, other specialists were also interviewed, such as representatives from
Matei Bals Institute (HIV System), Save the Children Romania - that works with homeless people,
and Dr. Jonathan Stillo, a medical anthropologist studying tuberculosis in Romania. All these
accounts helped to contextualise the state of TB response in Romania, TB system organization and
community involvement.

3.3.2 Interactions with people affected by the disease

FGDs with DR-TB patients

A FGD with ten DR-TB patients who completed their treatment was held at the Marius Nasta
Institute.

Interviews with DR-TB patients

A total of seven individual interviews with former patients were held in Bucharest and in the
counties. One interview was with an HIV positive former IDU and one interview was with an HIV
positive patient. Oral informed consent was obtained prior to each interview. HIV positive patients
were informed about the study protocol and willingly disclosed their HIV status. All interviews were
confidential.

Interviews with family members

No family members of DR-TB patients were interviewed during this mission.
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Quantitative approaches

There were three quantitative approaches:

1.

4

4.1

41.1

Collecting patient information from archived DR-TB patient charts in the each visited HFs.
From these charts, information was extracted into a pre-designed Excel worksheet on the
following: demographics, employment, body weight and body height, history of treatment,
time spent in hospital, mode of treatment supervision, chest X-ray result at baseline, sputum
examination results at baseline and at two months of treatment, co-morbidities, adverse
drug reactions and treatment outcome.

Documentation of the treatment outcome of the 2013 cohort [treatment success, died,
treatment failure, loss to follow-up, other treatment outcome (mostly transfer out)] of three
HFs belonging to each county visited, as found in the reports at the county.

Data quality assessment was done in one HF of each of the three following counties:
Bucharest, Arges, Dolj. The assessment consisted of a comparison of the treatment
outcome as documented in the HF report with the treatment outcome as re-counted by the
study team in the source recording tool (TB register) of the HF (i.e. the study team checked
the treatment outcome of the patients belonging to the 2013 cohort as seen in the DR-TB
patient register).

Findings

Findings from the desk review of reports on TB and DR-TB control
in Romania

Overview and vulnerable populations

In the desk review, six reports (three of them rGLC reports) were reviewed. These reports were
written in the time span 2014 to 2016 (we did not receive reports from the years 2010 to 2013). The
following marginalised patient sub-populations were mentioned:

4.1.2

People living with HIV/AIDS in 5 reports
Prisoners in 4 reports

Homeless patients in 4 reports
Unemployed patients in 2 reports
Migrants in 2 reports

Users of illicit drugs in 1 report

Main challenges of the DR-TB programme hindering treatment completion

All'in all, various main challenges were mentioned 12 times in the analysed reports:

Five challenges related to financial and/or management issues. Two examples: (i) from a
report of 2014: “ensure sufficient and sustainable funding and the required changes in the
health system” and (ii) from a report of 2016: “Ensure adequate financing and uninterrupted
supply of drug procurement for first- and second-line drugs at all treatment sites”.

Two challenges related to programme management in general (e.g. from a report of 2014:
“Centralize the drug procurement system for first and second-line anti-TB medications as an
urgent measure”)
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o Also two challenges related to economic hardship of patients (e.g. from a report of 2016: “in
2013, 10.4% of Romanians reported unmet health care needs because care was too
expensive, it was too far to travel or there was a waiting list”).

e There were three further challenges related to various issues, e.g. to ancillary drugs:
“Consider developing mechanisms for covering the ancillary medicines for side effect
management through the new mechanism of financing through the MOH, especially for the
ambulatory sector”

4.1.3 Patient enhancers for supporting treatment

Patient enhancers were mentioned only once, hamely that former DR-TB patients who are cured
have been connecting in an informal manner with current XDR patients to encourage them and help
them through the process. The report added the following remarks: “It has been invaluable for the
Romanian patients to see the former patients, now healthy and happy.” Also, a recommendation to
give antiretroviral therapy to all patients with HIV and drug-resistant TB can also be considered a
patient enhancer.

4.1.4 Provider enhancers for supporting treatment

Provider enhancers were mentioned once only: it was recommended (in a report of 2014) to provide
TB outcome-based incentives to family doctors under the package of minimum services currently
under discussion.

415 Recommendations related to treatment outcome

In the 6 reports, we found 37 recommendations related to treatment outcome. There were various
categories of recommendations:

e 14 referred to programme management. Some examples:

o Develop strategies aimed on improving patients’ adherence to treatment using the
principles of patient-centered approach to address the problem of high rate of default
from treatment (report of 2014).

o Address the issue of excessive hospitalization at TB inpatient facilities by creating
criteria for admission to the hospital and strengthening the ambulatory care program,
including aspects of adherence to treatment (report of 2014).

o DOT should be mandatory for all drug-resistant TB patients and implemented through
patient-centred packages of services as an alternative to hospitalization (report of
2014)

o Support the update and endorse the updated National Guidelines on PMDT and
make it mandatory for implementation at all inpatient and outpatient institutions
nationwide involved in the management of TB and DR-TB, including penitentiary
sector (report of 2015).

e 7 recommendations referred to the design/composition of the regimen. Some examples:

o Regimens for patients diagnosed with DR-TB should be designed in accordance with
updated version of the National Guidelines (in report of 2014 and of 2015).

o Strictly prohibit the use of Streptomycin in the regimens for patients with DR-TB,
unless there is documented resistance to Cm, Km, AM but sensitivity to Streptomycin.

o Consider introducing an update of the National Guidelines for Programme
Management of Drug-resistant Tuberculosis (PMDT) in line with recently released
recommendations by the WHO on PMDT, especially on new groups of TB drugs and
regimen design for M/XDR-TB (in report of 2016).

5
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Related to this, there was another recommendation (of 2015), namely to create a Technical
Working Group as an advisory board to the National TB Coordination Committee to oversee
technical aspects related to access to new TB and Group 5 drugs.

e 4 referred to management issues that have a financial dimension. Some examples:
o Consider developing mechanisms for covering the ancillary medicines for side effect
management through the new mechanism of financing through the MOH, especially
for the ambulatory sector (in report of 2015)
o Develop strategy to ensure allocation of adequate financing of drug procurement past
2018 for the management of M/XDR-TB (in report of 2015 and of 2016)

o 3referred to side effects/ancillary drugs. Some examples:

o Develop a list of possible ancillary medicines used in the management of DR-TB, to
be updated on a regular basis.

o Perform recording of the frequency of adverse reactions to at least SLD and the use
of ancillary medicines

¢ Finally, there were two recommendations related to training:

o Consider clinical rotation rounds for county TB coordinators at two MDR-TB Centers
to improve their capacity to manage MDR-TB.

o Ensure distribution of the updated version of the National Guidelines on PMDT and
training of all healthcare providers involved in management of patients with DR-TB.

4.2  Findings from the interviews and other qualitative approaches

4.2.1 A short description of the DR-TB programme

TB system organization: In Romania, the DR-TB program is a part of the national TB Program.
Romania has a strong TB network built as a pyramid. At the base of the system, there are family
doctors which refer the patient to the TB system, or if necessary directly to TB hospitals.

At county level, TB departments in hospitals and TB dispensaries are coordinated by one TB county
coordinator. County-level TB specialists meet monthly to share and analyze news cases, relapses
and surveillance statistics for the county.

At the top of the pyramid is the technical assistance and management unit of of the National TB
Program located at the Marius Nasta Institute of Pulmonology in Bucharest which coordinates the
national TB Program. The NTP has managerial oversight of all issues related to TB but the MoH is
responsible for policy and strategic decision-making. The NTP is an intermediary between the MoH
and health facilities. The MoH itself is under structural changes and the MoH was changed several
times over the past years.

Diagnosis and treatment: TB patients are diagnosed at county-level TB ambulatory facilities
(bacteriological exam for Mycobacterium tuberculosis microscopy, tested for drug resistance, DST
for isoniazid and rifampin is performed as well as; chest X-ray and other tests) and treated. Drug
resistant TB is diagnosed by rapid molecular tests (GeneXpert, or Hain) or classical method —
standardized DST on liquid/solid media. Regional laboratories are performing rapid tests for
neighbouring counties. Contagious TB patients are hospitalized in specific TB departments. The TB
network has 190 TB ambulatories and 60 hospitals with TB departments. The TB system however
focuses more on hospitals, rather than on ambulatory service.
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Individualized treatment is initiated after the DR-TB patient’s case is discussed at one of the 2 MDR-
TB Commissions (Bucharest and Bisericani). The two commissions also perform intermediate
evaluation of MDR-TB patients. DR-TB patient can start the treatment in his own county, but often is
hospitalized in one of the 2 specialized centers for MDR-TB (one in Bucharest and one in the
northeastern part of Romania in Bisericani, Neamt county).

The treatment regimen is established by MDR-TB Commission according to DST to second line
drugs, whenever possible (only 60% of MDR/RR TB patients have this result). Hospitalization period
is depending on the patient infectiousness, in average 3 months, or longer for XDR-TB patients.
After discharge and for up to 24 months, the patient continues treatment in TB ambulatory or
through family doctor in a rural area. On a case-by-case basis, support options at community-level
may exist and can be sought for.

Romania has a National Electronic Register for the TB patients since 2006. A subset of this
database is specifically for drug-resistant tuberculosis cases. Numerous variables are recorded such
as demographic information, clinical and radiological forms, HIV testing, types of regimens, adverse
events, weight, sources of treatment, etc. The Register is still being developed to further improve its
functionality.

Funding and drug availability: In the last 13 years Romania received several GFATM grants and
more than 2000 MDR-TB cases were treated. The second line drugs were provided by the Global
Drug Facility. In the last 2 years, 150 pre-XDR/XDR-TB patients were treated with tailored regimens
including Linezolid, Imipenem, Clofazimine, Bedaquiline. The rest of MDR/RR TB patients received
treatment through national TB program, but with a limited list of TB drugs. As a result this created
two distinct TB patients’ cohorts — one receiving Government drugs, another one receiving GF
drugs.

In recent years funding from the Government, from the GF, the Norwegian Government and from
European structural funds have increased but remain low. City or County administrations sometimes
cover the costs of specific items. Many respondents agreed that with the exception of infrastructure,
the funding level for TB is enough. Romania has one of the lowest rates of healthcare funding (as a
percentage of Gross Domestic Product) in the entire European region. From a financing perspective,
TB does not seem to be a health priority.

Legal environment: In Romania there is no TB law yet, but there is reportedly a law in preparation
and currently under discussion. There are mixed opinions about the relevance of this law and
whether or not it can be a plausible solution to persisting deficiencies. Several documents give
strategic orientations and delineate the responsibilities in the TB field: the National Health Strategy
for 2020, the National TB program, the Strategy for TB and the TB Action plan in accordance with
general health policy. Various guidelines are also being developed, some of which are pending
approval by the MoH. The existing legislation is reportedly rather inadequate and lacking internal
alignment.

Intersectoral collaboration: The TB system has established collaboration with other entities such
as penitentiary, Ministry of Justice, or Ministry of Social Affairs among others. Collaboration is
reportedly satisfactory but seems to be more based on personal relationships rather than on
sustainable institutionalization of collaborative processes.

4.2.2 Enablers and other NTP factors promoting completion of DR-TB treatment

Group 5 medicines are on the so-called C2 list (list of the MOH for essential TB drugs), but they
are not procured through national tender (unlike the other TB drugs). Most of the Group 5 medicines
are available on the local market but they are not covered by the NTP budget. There is evidence





Swiss TPH | GF Special Study on MDR in EECA — Romania

that only patients treated in the two DR-TB hospitals in Bucharest and Bisericani are receiving these
group 5 medicines.

TB-specific Multi-Disciplinary Teams (MDTs) were set up through a collaboration between the
NTP (TB facilities) and NGOs, The first 4 MDTs started with EU structural funds and expanded with
GF grants to 6 counties in total. MDTs include at minimum a social worker, a psychologist, and a
doctor-pneumologist.

With funding received from foreign aid, the NGO “Association for Supporting MDR-TB patients” hires
social workers and psychologists dedicated to TB patients. These specialists are based in the TB
department of county hospital and collaborate with TB health providers on case evaluation and risk
assessment. Case evaluation assesses social status, comorbidities, treatment and risk for non-
adherence.

Risk assessment classifies (DR) TB patients in two groups:

o Patient at average risk of defaulting receive DOT, counselling, social assistance (referral to
other services), participation to group support meetings led by a psychologist and so-called
social tickets (50 lei; this corresponds to 11 EURO) if adherent at the end of each month.

e Patient at higher risk of defaulting: receive DOT, counseling, social assistance and support,
peer support (phone-based from cured patients), and social tickets (80 lei) if adherent at the
end of each month.

Social tickets, although of very modest value, have reportedly proven to support treatment
adherence among vulnerable groups.

Social workers and psychologists from the MDTs provide face-to-face and phone-based support in
the hospital where they are based, in the other TB dispensaries of the county where they are based
and occasionally do outreach support at patients’ place of residence. Other forms of support include
the social tickets, support for the establishment of missing documents, or for state benefit
application, especially for medical pensions of TB patients. MDTs also refer patient to have DOT in
dispensaries/communities, close to their place of residence.

The MDT can refer DR-TB patients to other NGO or NGO-led projects:

e The Centre for Health Politics and Services (CPSS) which trains Community Health Workers
(community nurses) and some other volunteers (e.g. family doctors) to be DOT supporters
and who provide social tickets to (DR) TB patients living far from the dispensaries (in 5
counties);

e ARAS in collaboration with PARADA Foundation provide harm reduction services for IDU,
rapid test for HIV and hepatitis, supports active identification of TB cases among IDUs, and
introduce methadone substitution programme, IEC, peer support, active identification,
transport of suspect cases to dispensary for testing, referral to other medical and social
services, counselling, DOT by peer supporters, and social tickets. (in Bucharest and lifov);

e UNOPA - The National Federation of Associations of PLWHIV in collaboration with MDR-TB
Patient Association provides DOT and social tickets at the level of dispensaries (in 6
counties), working with volunteers.

e Peer support is provided by the MDR-TB patient association since 2013. After discharge,
MDR-TB patients in selected counties can receive phone-based support by former MDR-TB
to prevent default.

e Save the Children (Salvati Copiii) provides to homeless TB patients (only in Bucharest) a full
package of services: IEC, peer support, TB active identification, calendar of screening,
transport of suspect cases to dispensary for testing, referral to other services, counselling,
juridical assistance, DOT by peer supporters, and social tickets (if adherent).

8
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The NGO involvement in TB treatment and care has led to a form of integrated support services for
TB patients which is widely appreciated by patients and providers. NGO interventions are making up
for the State inactivity in this field, and provide a much needed support to patients. However, the
readability of Romanian NGO intervention in the TB field is difficult due to its multiple layers of
interventions, multiple actors involved, and the partial geographical coverage of their actions which
raises the question of equal access to care.

To a certain extent, NGO-led TB services developed parallel systems to public institutions: the
NGO-supported social workers do not belong to the Ministry of Labour and Social Affair and have
not institutional linkage to the cadre of public social workers accountable to city halls. Collaboration
between the two cadres of social workers takes place but seems to depend on personal initiatives.
In general, the NGOs involved in TB care focus on specific topics, such HIV/AIDS, homelessness,
IDUs, for instance the “Association for Supporting MDR-TB patients”.

These community-based support functions by social workers/psychologists, community health
workers (CHW), and peer supporters each provide valuable services in their own areas but being
funded and coordinated by different NGOs as part of distinct projects, the collaboration and
exchange of information between them are not automatic and seem to depend on personal
relationships. They function as parallel systems.

In addition, the role of CHW (nurses) in Romania is still under development after evolving from
office-based medical nurses to field workers. There is still a low understanding of their role and their
outreach possibilities are limited.

TB patients can be entitled to short-term medical pension and receive salary for up to one year.
However, they are no longer covered after one year, which makes the situation of DR-TB patients
particularly difficult. Medical pensions are granted by a county-level Medical Committee. For TB
patients, application for this state benefit is often facilitated by social workers.

4.2.3 NTP challenges and other factors hindering treatment completion

Funding mechanisms and drug public procurement procedures are not adapted for MDR-TB:
the flexibility needed to react to new emerging cases of DR-TB is limited by the decentralization of
drugs procurement at level of each institution, by budget planning done on the basis of historical
budgets, and by limiting thresholds for procurement procedures. NGOs are subject to specific
procurement procedures.

DR-drug availability in the future: the Norwegian Funds stopped in 2017 but DR-drugs were
procured to complete the treatment of the current cohort. The GF will be providing treatment for 400
MDR and 80 XDR prospective patients.

Family doctors (FD) are marginally involved in the TB response. There is no official coordination
of TB services with family doctors and no systematic collaboration between dispensaries and FD.
When it takes place, it mostly depend largely on personal relationships. FD supports is often limited
to contact referral of suspect cases (passive identification) and contact tracing. FD being private
providers in Romania, the overall coordination with this cadre of workers is an issue. FD used to be
involved in the TB response when this service was incentivized but this stopped in recent years.
With GF funding, NGOs incentivize FD and nurses working in primary care practices to perform
DOT. Overall the network of FD and CHW (nurses) is not dense enough and many villages do not
have nurses.
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DOT is not strictly performed at PHC level or in TB dispensaries in Romania. Most patients
often come weekly to dispensaries where doctors give them doses for several days. When FD are
involved in DOT, they give weekly treatment to patients for self-administration.

Financing: Financing system seems to be having difficulties in terms of using historic estimates for
next year budget, not real calculating based on needs. The MOH takes only historical data, budget
is coming with delays, and finance allocation may not be related to the real needs of the NTP.
Issues come from a beyond the funding issue, which became less acute in recent years. The lack of
alignment of the legal and regulatory framework keeps preventing patients from getting the needed
treatment. The health insurance covers several costs related to TB except the TB drugs. In addition,
as DR-TB drugs were procured only through foreign aid contribution, a major issue for the future will
be the continuous procurement of DR-TB drugs when funding from development partners stop. By
the time of the research, the Norwegian funding had stopped but had ensured the procurement of
the entire treatment for the current cohort. The main challenge seems to be the following: over the
the last years, the budget gap was covered by grants (Global Fund and Norwegian), but for next
year the costs for drugs, rapid diagnosis (GeneXpert and LPA) and liquid media will not be covered
by the MOH (even though the NTP asks for this).

Lack of alignment of the legal and regulatory framework: at national and decentralised level
(county and city hall), laws and regulations are not aligned and prevent a coherent TB response. As
an example, TB patients without Identification Documents (ID) cannot receive the Health Card.
These patients still get TB treatment; the challenge is that for patients without identification security
number or valid Health Card, their hospital is not reimbursed from National Insurance House for
hospitalization days. It also needs to be noted that late registration procedure to obtain ID papers
exists; however, this takes on average two years to complete. Another example is that there is a
perception that only family doctors and nurses should administer DOT (some even have the believe
that a law limits DOT to family doctors and nurses). This makes facilitation of alternative modes of
DOT difficult. Laws around drug procurement and budgeting are also counterproductive for
continuous procurement of TB drugs. Regulations governing the Medical Pension Commission do
not permit enough flexibility for TB patients; there also was a perception that in Romania, social
benefits are provided in exchange for community work which is not feasible for TB patients.
However, social benefits are provided to all patients eligible to receive them, depending on the risk
evaluation. Also, the research team was informed that a new law on TB care is currently being
drafted.

Quality of care: During field work, the research team performed a number of observations of
facilities infrastructures and equipment. The conclusion was that almost all of the facilities visited are
fully equipped, with exception of X-ray, and have access to uninterrupted supply of water and
electricity. Most of them have laboratories which are well equipped. The facilities have all means of
communication including internet, waste disposal, infection control and supplies procedures are in
place. There are cars available (from GF) in some places, with fuel. TB drugs supplies were
calculated in advance, and have at least one month of stock. However, a number of infrastructure
and equipment issues were reported during the research. For example, TB departments do not
always have the adequate measures of infection control implemented (isolation rooms, adequate
circuits, separation of patients, ventilation, masks and respirators). Some TB facilities have poor
infrastructure conditions and issues around building property rights forces TB dispensaries to
identify new premises. When TB dispensaries are hosted in hospitals or public health facilities, the
NTP provides consumables, salaries, and treatment but administrative costs are covered the county
council. There is a shortage of TB health providers.
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Access issues: Due to decentralisation issues, there are disparities in the coverage and quality of
TB services between counties, especially in rural areas. A reduction of the number of beds is
happening, risking that some facilities may have to close. Local versus central administration does
not seem to be more effective. There are access issues for patients (not only TB patients) without
medical insurance or living in remote rural areas. Roma communities are particularly marginalised
from the health system in general and the TB care system in particular. The lack of proper
identification documents, a frequent issue among Roma communities, is often an obstacle for
hospitalisation (while such patients are still hospitalised, the costs are not reimbursed by the county
insurance house). The mandatory administrative registration of citizens by place of residence often
creates challenge for hospitalisation of patients in other counties. Very few hospitals accept TB
patients without document or insurance.

Mental health, addictions, economic and social factors among patients from vulnerable or
marginalized groups were reported as the main reasons for not completing treatment. Patients
with addictions are facing specific challenges. Addictions can be a major obstacle to treatment
adherence, especially during hospitalization phase which limits possibilities to procure narcotics or
alcohol. Providers noted that TB patients on methadone substitution therapy have better chance to
complete treatment. Overall, health providers from TB facilities are not adequately trained to deal
with at-risk groups.

Patients refusing hospitalisation: providers report that some MDR-TB patients refuse
hospitalization for various reasons (distance from families, fear of isolation, duration of treatment,
work opportunity abroad, etc.).

Lack of solutions for the reintegration of cured patients with socio-economic vulnerabilities:
the links between reintegration, chronic re-infection and re-treatment are not sufficiently explored
and taken into consideration. Solutions are missing for the reintegration of homeless former TB
patients or cured patients from a family with repeated re-infection cases.

4.2.4 Patients’ perspectives
Challenges

From the patients’ perspectives, but also reported from health providers or NGO, a major factor that
negatively impact of a DR patient treatment outcome is the length of treatment. The DR-TB
treatment is deemed too long and has a considerably disruptive impact on their life (interruption of
work, family ties are strained, etc.). Patients wish they had more options to choose from such as
home-based treatment, from community workers, or self-administration through video-observed
treatment.

“TB is not only a disease: it’s 2 years of your life, you need help to cope, it’s not like you are
pausing your life.” (Bucharest FGD with former DR-TB patients)

Treatment side effects and their management came up frequently. During hospitalisation, patients
often experiment with drug timing or drug and food combination for an easier uptake of all drugs and
easier management of their side effects under health providers’ supervision. At ambulatory stage,
drugs for treating side effects, when available, have to be purchased by patients and are not
covered by medical insurance. Another options for side effect management is re-hospitalisation of
patients.

“When in treatment it is very hard to do certain things, because side effects can last 10 hours.”
(Bucharest FGD with former DR-TB patients)

‘It would take me 40 min to take all the pills.” (Bucharest FGD with former DR-TB patients)
11
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“It’s important that doctors let patient experiment with their treatment administration, such as
mixing pills with foods. Patients should not to be forced to take drugs with water”. (Bucharest
FGD with former DR-TB patients)

DR-Drug availability: prior to GF and Norwegian funding, there was second-line drug commonly
used for XDR patients available in Romania. Patients would need to procure it from abroad and pay
for it themselves.

Back then | bought some of the drugs from Canada, a 5 month dose. After that | received the
treatment free of charge from the Nasta Institute. The doctors did a lot for me to have the
necessary drugs. (Bucharest FGD with former DR-TB patients)

Co-morbidities are often inadequately addressed. As the treatment duration for MDR/RR TB can
take up to 24 months, patients with comorbidities (HIV, viral or toxic hepatitis, diabetes, psychiatric
disorders, etc.) need special arrangements that allow them to complete treatment. HIV-positive
patients with pulmonary TB are treated in the TB system (they are hospitalised in TB facilities and
receive their HIV treatment there). If an HIV-positive patient has extra-pulmonary TB, the patient can
be treated in the HIV system.

There is also an issue in the way patients (and more widely the population) are educated and
informed about TB and its treatment. Written information material and posters exist in hospitals
but there is a general lack of accurate information about TB in Romania, contributing to myths and
stereotypes. Providers are not adequately trained to adapt health education and promotion to
groups with special needs.

Stigmatization of TB patient is high in Romania in all sectors of society. Roma TB patients bear a
double burden of stigmatization with the marginalization of their communities. Roma mediators often
play the role of social workers and treatment observers.

Poor provider-patient interactions can sometimes hinder treatment completion. Reasons can be
providers’ demotivation due to high workload and low salaries, lack of time to dedicated sufficient
attention to patients, or individuals’ attitudes.

The economic situation of (DR) TB patient has a major influence on treatment completion. Given
the length of the treatment, especially at hospitalization stage, patients must interrupt their work
which can place the entire households in a critical situation when the patients are the main
economic pillar of the family. Medical pension is very low. It is important for DR-TB patients to be
relieved from additional burdens in order to focus on the recovery:

“During treatment the only preoccupation of TB patients should be the treatment. All the other
problems should be taken care of by someone else... When you are on a treatment like this, you
have to eat very well. If you do not have what to eat, you cannot continue treatment.” (Former
XDR-TB Patient, Pitesti)

“You need to take out financial issue out of the equation to help you focus on health” (FGD
Bucharest) (Bucharest FGD with former DR-TB patients)

Economic migrants often interrupt their treatment, especially at ambulatory stage, to seize a work
opportunity abroad.

While most respondents were satisfied with the level of information they received at the start of their
treatment, they all agreed on the poor health information, education and prevention system in
Romania:
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“There is a large gap in prevention activities in Romania, we lack information in schools, we
know that the flu can be cured, but it is not known that TB can be cured. With this lack of
information, patients assume they will die, and therefore won't bother taking treatment.” (FGD
Bucharest) (Bucharest FGD with former DR-TB patients)

“People do not know that people can be treated. Previous experience with TB in their family may
lead them to think that TB is a chronic disease, a disease that cannot be cured.” (FGD
Bucharest) (Bucharest FGD with former DR TB patients)

According to respondents, the government does not communicate enough on the TB situation in
Romania and there is also insufficient or misleading media coverage of this issue, contributing to
stigma and wrong perceptions of the disease.

‘It makes no sense to spend so much money on MDR-TB treatment. They should invest in
prevention!” (Bucharest FGD with former DR-TB patients)

Enablers

Family members play in major role in supporting patients to adhere to treatment. Supportive family
members bring moral as well as material support (food, taking on economic support for other family
members, etc.) and increase the chance of treatment completion. The role of family members as
carers of (DR) TB patients at ambulatory stage is critical and more attention should be placed on
supporting carers, for example through training, to increase treatment adherence. On the contrary, it
was reported that the most marginalized DR-TB patients whose adherence to treatment is the most
difficult, are often those with limited family ties (IDUs, homeless people, etc.).

A holistic approach to patients and their treatment is critical. It is important at the start of
hospitalization to assess the patient not only a medical point of view but understand their
circumstances (family, social environment, education or work commitments, economic situation,
etc.). The post-treatment period should be given more attention as long-term consequences of
treatment can still affect former-patients. Depression, even after treatment completion or cure, was
often mentioned as a long term consequence of patients’ lives:

“After 3 months of hospitalization, | developed a severe depression and since then | am on anti-
depressive drugs. The depression was so severe that | could not speak to the psychologist of
the Institute. (...) [After discharge] | went to see a private psychologist. (...) Because of the
depression, | could not take any pills and | became again positive.” (Former XDR-TB patient,
Pitesti)

According to respondents, psychological support is as much important as material support.
Professional psychosocial support provided by hospitals and NGOs is very much appreciated by TB
patients. Material support (food parcels, travel vouchers, clothes) provide a significant relief to the
poorest households with TB patients.

“The psychologist was very important. | discussed a lot with her; these discussions continued
during ambulatory phase, she gave me a lot of information, not only about the TB treatment but
also for my personal development, on how to cope with the treatment; it helped me be a better
person.” (Bucharest FGD with former DR-TB patients)

Keeping busy and avoiding boredom during treatment: former patients reported that having an
activity during treatment is critical to focus the mind on something else than the disease and the
treatment. Former patients explained how they started to practice physical activity at ambulatory
stage of treatment and how it was helpful with recovery.

13
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Post TB life: NGO support and former-patient involvement as volunteers in NGO was frequently
mentioned as a positive factor for reintegration after cure.

“There should be more NGO initiative like this one [raising money and visiting TB patient for
Christmas]. To show that somebody cares.” (Bucharest FGD with former DR-TB patients)

“l am now a volunteer of the MDR patient association, the one in Bucharest.” (Former XDR-TB
patient, Pitesti)

“After TB you are never the same as you were before.” (Former XDR-TB patient, Pitesti)

Former DR-TB female patients mentioned the need for more information about the impact of the
treatment on their fertility and their possibility to be pregnant in the years following cure.

4.3 Findings from the quantitative studies

4.3.1 An analysis of charts of DR-TB patients, cohort 2013

In the frame of this study, data from charts of DR-TB patients were gathered from five countries. The
results will be presented from all five countries together in the overall study report to be sent to the
Global Fund.

Findings from a single country are not very useful, though for Romania, the sample size is relatively
large (77). A few comments are warranted for the patient data of Romania:

¢ High-level resistance was quite common: thirty (39%) had either XDR (n = 14) or pre-XDR (n
= 16; three of them with resistance to a fluoroquinolone and the remaining 13 with resistance
to an injectable).

o Only two of the 77 patients were HIV-positive (and for eight patients, the record regarding
HIV was not clear).

e Only one patient had diabetes mellitus. And for five patients, this record was not clear.

¢ The body mass index could be calculated for only 16 cases (weight and height was indicated
for only 16 patients). Six of them (37.5%) had a body mass index of below 18.5 kg/m2
(indicating a poor nutritional status).

e Eighty percent of the 75 pulmonary cases had at least one cavity and 59% of the 75
pulmonary cases had not only at least one cavity but also bilateral lung involvement (i.e. X-
ray findings indicating TB in both lungs).

o Twenty-four of the 77 (31.2%) regularly drank alcoholic drinks during the time when DR-TB
was diagnosed. Homelessness and illicit drug use was very rare (in 4 and 2 cases,
respectively).

4.3.2 Treatment outcome as collected at the counties

In the six visited counties, the treatment outcome of a total of 134 cases was collected from 36
health facilities. Only 41% of them had successful treatment outcome (41 were cured and 14 had
“treatment completed”). Death was common (28.4% died; 38/134). Loss to follow-up was the
outcome of 15% (20/134) and failure the treatment outcome of 13.4% (18/134).

4.3.3 Data verification: treatment outcome in visited health facilities

The comparison of the treatment outcome according to two sources revealed full concordance in
two health facilities. In the third health facility where this data assessment was performed, there was
a small discrepancy: the size of the analysed DR-TB cohort was reported as 13 but in the re-count,
only 12 DR-TB cases could be counted. Accordingly, there was a discrepancy of one regarding the
number of DR-TB cases that did not have successful treatment outcome (8 versus 7).
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5 Recommendations

At the end of field work, a debriefing session was conducted at the Marius Nasta with several
representatives of the NTP, WHO and the Global Fund PR (RAA). An overview of field work was
presented as well as preliminary findings.

The following recommendations are made by the research team:;

e A systematic analysis of the legal and regulatory environment is needed to identify and
address the difficulties created by unaligned regulations, especially around drug
procurement.

e Solutions engaging the Government of Romania must be found to ensure long-term,
adequate, sustainable procurement of rapid diagnostic tools as well as the medicines
needed for the treatment of DR-TB (i.e. second-line drugs, ancillary drugs and drugs
addressing co-morbidities).

e Further support should be provided to the MDT mechanisms but a reflection should take
place on further integration of the specialists in the system to avoid parallel structures.

e The NGO interventions in the TB field, especially social supports through social tickets,
should be continued and supported, with a focus on increased coordination and integration
on interventions into the public system. It is important that Government increases its
involvement in and ownership of community-based integrated TB services.

e Itis critical that the support provided by NGOs in selected counties be scaled up nationally to
ensure equal access to quality TB service across the country.

e It is necessary to have a coherent strategy for the involvement of the PHC in the TB
response, for FDs and CHWSs (nurses). The National Health Insurance Company should
propose mechanisms to increase participation of FD in active TB detection and DOT.

e Take co-morbidities into consideration when deciding on treatment.

e Although already being implemented, methadone therapy has to be offered for all patients
with drugs addiction problems.

¢ In the light of the fact that there is a methadone substitution programme and the mental
health challenges that some TB and DR-TB patients have, a special program for mental
health seems warranted.

o Keep on improving approaches for ensuring treatment completion, such as offering treatment
at the place of where patients live (although it is difficult). Advocate for the introduction of
video-observed (virtually observed) therapy.

e The post-treatment period should be part of a larger re-integration plan for cured DR-TB
patients, with more attention placed to the long-term consequences of the disease and the
treatment. This is especially important for patients with addictions (alcohol, narcotics) and
homeless patients.

The NTP formulated two recommendations:
¢ Continuous financial and advocacy support from the GF is needed.

e Continuous technical support and follow-up of the situation with DR-TB, especially through
sharing of information and recommendations from other countries.
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1 Background

1.1 Drug-resistant Tuberculosis (DR-TB) in Tajikistan

The Global Fund mandated the Swiss TPH to conduct a study on factors that contribute to favorable
MDR-TB treatment outcomes in Eastern Europe/Central Asia (EECA). Field work for the study
was/will be conducted in five countries in the EECA region: Tajikistan, Ukraine, Azerbaijan, Romania
and Belarus.

In 2015, the incidence rate of MDR/RR-TB in Tajikistan was estimated at 22 per 100'000. There
were an estimated 1,300 MDR/RR-TB cases among notified pulmonary TB cases. 14% of new TB
cases and 77% of previously treated cases were estimated to have MDR/RR-TB in 2015. Among
the notified cases, 50% of the new and 60% of the previously treated cases were tested for
rifampicin resistance. And 418 MDR/RR-TB cases were tested for resistance to second-line drugs.
There were 675 laboratory-confirmed MDR/RR-TB cases and 54 laboratory-confirmed XDR-TB
cases in 2015.

The 625 MDR/RR-TB cases who began second-line treatment in 2013 had a treatment success rate
of 60%:; 3 of the 4 XDR-TB cases of 2013 had successful treatment outcome.

For 2016, the national TB budget amounted to a bit less than 30 million USD; however, almost 40%
of this was unfunded®.

2 Objectives

The overall objective of the study in Tajikistan is the expansion of our knowledge regarding the
factors that influence MDR-TB treatment outcomes in general, and amongst special groups, in order
to enable the national TB program of Tajikistan, in collaboration with the Global Fund and other
partners, to prioritize interventions for better treatment outcome among drug-resistant TB cases

Objectives are two-fold:

(1) To understand the factors that influence DR-TB treatment outcomes in general and amongst
special groups:
e at oblast, health facility, community and individual levels,
e in migrants, People Living with HIV (PLWH), drug users.
(2) To establish and assess the role of NGOs (Non-Governmental Organizations) and their
efforts regarding community-based treatment in the care of DR-TB patients.

3 Methodology

The study was carried out in close collaboration with the National TB program (NTP) in Tajikistan.
The study in Tajikistan consisted of a high level assessment of the NTP with a focus on drug-
resistant TB (DR-TB)?. Both quantitative and qualitative methodologies were used to collect data
for the study, as detailed below. Apart from the assessment done through a field visit in Tajikistan
(from June 12 to 18, 2017), a desk review of documents relating to DR-TB care was performed.

! The source of the figures of chapter 11 are WHO data:
https://extranet.who.int/sree/Reports?op=Replet&name=%2FWHO HQ Reports%2FG2%2FPROD%2FEXT%2FTBCountryProfile&ISO2=
TJ&LAN=EN&outtype=pdf, accessed 16 June 2017.

2 To make clear that patients with resistance patterns other than resistance to rifampicin and isoniazid are included (e.g.
rifampicin-resistant TB cases and extensively drug-resistant TB cases) we use the term DR-TB cases.
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An Institution called “Republican Center for TB Control” (RCTC) is currently playing the role of NTP,
and has assumed the responsibility of planning, implementing, monitoring and evaluation of all TB
related activities in the country. For this study a permission letter was received from the RCTC that
would cover all study related activities such as visiting the country, visiting the regions of the
country, meeting with health care officials, as well as community representatives, conducting
interviews, visiting the health care facilities (in TB system only), conducting observations, and
extracting data from patients charts of the 2013 cohort.

Apart from a planning meeting at interviews with key officers of the NTP in Dushanbe at the NTP
office, the field visit in Tajikistan included visiting two oblasts, to visit healthcare facilities, conduct
oblast level, HF level and community level interviews, to conduct health facilities observations, to
conduct focus group discussion (FGD) with former or current DR-TB patients and to have a number
of patient interviews. The consultant was accompanied by an NTP representative — Dr. Bobojon
Sharipov and the local consultant Dr. Alisher Makhmudov. At the end of the study mission there was
a debriefing session at the NTP.

3.1 Study areas and site selection

Selection of the study areas in Tajikistan was done in two stages: regions (oblasts) and health
facilities; the selection of oblasts depended on the treatment success rate® of each oblast and the
size of the 2013 cohort and then within the two selected oblast, one health facility each was visited;
efforts were made to visit the health facility with the highest volume of drug-resistant TB (DR-TB)
patients in the 2013 cohort. Also, in each oblast, three health facilities (or locations) were selected
for being reviewed regarding their treatment outcome as seen at the Oblast level TB organization.

The two visited oblasts were Sughd Oblast and Hatlon Oblast. Sughd was the oblast with the
highest treatment success rate (66.9% of the 160 cases of the 2013 cohort had treatment success)
and Hatlon was the oblast with the lowest treatment success rate (51.1% of the 92 cases of the
2013 cohort ad treatment success).

Within each oblast, decisions were made about the health facilities to select and to visit, based on
the information provided at national level. In Hatlon Oblast, the Hatlon Oblast TB Dispensary (in
Kugan Tube) was visited and the following health facility: the Rayon TB Cabinet in Bokhtar. In
Sughd Oblast, the Sughd Oblast TB Dispensary (in Digmay) was visited and the following health
facility: the Rayon TB Cabinet in Bobojon Gafurov. ;

Prior to the field visit, a desk review of documents relating to DR-TB care was performed; relevant
information was extracted into prepared Excel worksheets and Excel-based analysis was done.

Qualitative studies were performed: semi-structured interviews, short interviews/observations at
different levels (national, regional, health facility as well as community level), focus group
discussions (FGD) and individual interviews with DR-TB patients.

There were three quantitative approaches:
(i) collecting patient information from archived DR-TB patient charts of two HFs;

(i) documentation of the treatment outcome of the 2013 cohort of six HFs; and

(i) data quality assessment: a comparison of the reported versus the recorded treatment
outcome in two health facilities (see chapter 3.2.4 for details).

% We define treatment success rate as the proportion of DR-TB patients put on MDR treatment who completed the whole duration
of treatment and at the end of treatment there was no evidence of treatment failure.

2





Swiss TPH | GF Special Study on MDR in EECA — Tajikistan

3.2  Study populations and study approach

3.2.1 Keyinformant interviews at national, oblast and health facility level

The study team carried out Key Informant Interviews with the main stakeholders at national and
oblast level.

At the National level, the following experts were interviewed:

- Deputy Director of NTP;

- TB Drugs Manager of NTP;

- Senior TB Specialist of MOH,;

- M&E Specialist of NTP;

- Country Director, Community programs Coordinator of International organization;
- Director of Project Implementation Unit of PR GF;

The selection of the experts to be interviewed was based on suggestions by the NTP, but also
based on the availability of persons at the time of the visit.

It was anticipated that in each oblast, four different persons will be interviewed at oblast level,
covering an array of specialists that work at the oblast level, their work being relevant to the topic of
the study and their availability during the time of the visit. However, due to holiday time, some of
these specialists were on vacation, and the team interviewed those available.

In following oblasts, the study teams met with:
In Hatlon Oblast, the following people were met at the oblast level in Kugan Tube:

e Director of Hatlon Oblast TB Center
e MDR TB Coordinator of Hatlon Oblast TB Center.

At the health facility level, the following people were met in Bokhtar:
¢ DR TB Doctor, Rayon TB Cabinet

e Senior DR TB Nurse, Rayon TB Cabinet
e Two Social workers from NGO “Farodis”.

In Sughd Oblast, the following people were met at the oblast level in Digmay:

e Director of Sughd Oblast TB Center
¢ MDR Coordinator of Sughd Oblast TB Center.

At the health facility level, the following people were met in Bobojon Gafurov:

o Director of Rayon TB Dispensary

e DR TB Doctor, Rayon TB Dispensary

e DR TB Nurse, Rayon TB Dispensary

e Two Social workers from NGO “Ekbolinek’.

The long travel to the oblast (six hours) and long travel distances within the oblast limited the
number of interviews to be performed. Apart from feasibility and patient volume, an important
criterion for selecting these HFs was activity of the community and/or an NGO in TB control there.
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3.2.2 Interviews and other interactions at health facility and community level

Interviews — health facilities and community

In Hatlon, the following facilities were visited: (i) the Oblast TB Center in Kurgan Tube and the
Rayon TB Cabinet in Bokhtar. In Sughd, the following HFs were visited: (i) the Oblast TB Center in
Digmay and the Rayon TB Dispensary in Bobojon Gafurov.

In both oblasts, interviews were with the head of the facility, other essential personnel and
community representatives. While visiting the facilities, observations were also conducted. The
observations also included several short interview sections.

During the interviews at the health facilities, information was gathered that would describe the
current situation with TB in their territory, issues that play an important role in TB patient adherence,
including opinions about factors that contribute to successful treatment results. The collected
information was processed and summarized.

3.2.3 Interactions with people affected by the disease

FGDs with DR-TB patients

There was only one FGD performed in Tajikistan, in the Hatlon oblast. Even though it was tried to
organize another one in Sughd, it was not possible to gather former patients in sufficient number for
an FGD. It was decided that some interviews with DR-TB patients who had successfully completed
treatment would be conducted instead. At the FGD in Hatlon, about sixteen TB patients gathered, all
of them on ambulatory treatment, and some of them were about to have their treatment completed.

During the discussion, a special semi-structured questions list was used in order to collect opinions
of the patients and discuss things that mattered to the patients. The purpose was to summarize it all
in several statements that majority of the assembled participants would agree with. As a result,
whatever was mentioned as important by the participants was summed up as factors that contribute
to the outcome of the DR-TB treatment. Some of them were factors that relate to the treatment itself
(length of treatment, TB drugs adverse reactions), some that relate to the TB patient (psychosocial
condition of the patient, educational level, desire to get cured) and some other factors (conditions of
the hospitals, relationship with medical personnel, etc.). Some TB patients were shy and kept silent,
some were very vocal and expressed their views openly. While discussing, points that were made
were finalized and rephrased until all participants would agree with what was said.

Interviews with DR-TB patients

Interviews with DR-TB patients took place in Sughd oblast. There were three interviews with DR-TB
patients; all three of them had already successfully completed treatment. One patient had been
treated fully in ambulatory setting, while two others in TB hospitals and then in PHC. Before the
interviews, an informed consent was given by the patients, and it was explained that their responses
will be depersonalized at analysis so that any particular information they give cannot be traced back
to the personality.

3.2.4 Quantitative approaches

There were three quantitative approaches:

1. Collecting patient information from archived DR-TB patient charts in the two visited HFs.
From these charts, information was extracted into a pre-designed Excel worksheet on the
following: demographics, employment, body weight and body height, history of treatment,

time spent in hospital, mode of treatment supervision, chest X-ray result at baseline, sputum
4
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examination results at baseline and at two months of treatment, co-morbidities, adverse
drug reactions and treatment outcome.

Documentation of the treatment outcome of the 2013 cohort [treatment success, died,
treatment failure, loss to follow-up, other treatment outcome (mostly transfer out)] of three
HFs belonging to the Hatlon oblast and of three HFs belonging the Sughd oblast as found in
the reports at the oblast.

Data quality assessment was done in one HF of Hatlon (in the Rayon TB Cabinet in
Bokhtar) and in one HF of Sughd (in the Rayon TB Cabinet in Bobojon Gafurov): a
comparison of the treatment outcome as documented in the HF report seen in an electronic
Excel table in Dushanbe and the treatment outcome as re-counted by the study team in the
source recording tool (TB register) of the HF. The treatment outcome of the 2013 cohort was
verified.

Findings

Findings from the desk review of reports on TB and DR-TB control
in Tajikistan

Overview and vulnerable populations

In the desk review, four reports (three of them rGLC reports) were reviewed. These reports were
written in the time span 2012 to 2016 (also, one brief report was undated). The following
marginalised patient sub-populations were mentioned:

People living with HIV/AIDS in 2 reports
Prisoners in 3 reports
Homeless patients in 1 report

Migrants, alcoholics, users of illicit drugs and other sub-populations were not mentioned.

4.1.2

Main challenges of the DR-TB programme hindering treatment completion

All'in all, various main challenges were mentioned 15 times in the analysed reports:

Three challenges related to clinical management issues (all from the rGLC report of 2016):
o HIV-related services are not providing IPT.

o The proportion of MDR-TB patients getting DST to second-line drugs has been rather
low.

o Case management in the rayons has become weaker and the proportion of loss-to-
follow-up and deaths has increased (the total of loss-to-follow-up and deaths was
23.6%)

Two challenges related to programme management in general (from the rGLC report of 2016):

o There was a stock out of lab reagents

o DST results take up to 6 months to arrive, and culture and DST is not always done
(clinician and transportation issues).

Other identified challenges were (all from the rGLC report of 2016):

o An estimated 200 diagnosed cases are not treated due to: (i) incorrect notification.
Patients go to several TB units for diagnosis and give a different name in each one —
5
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partly due to stigma surrounding TB and partly because they do not trust the result of
the first lab they attended; (ii) A patient can be registered in several regions —first
where s/he was diagnosed and then where s/he was treated, causing delay; (iii) delay
caused by poor communication.

o Clinicians in the rayons do not fully understand the meaning and importance of
laboratory tests.

o High proportion of preXDR and XDR cases: based on the 2015 NRL database, there
were a total of 563 RR/MDR-TB patients; of these, 65.4% (354/563) had pre-XDR-TB
or XDR-TB. This is very high, even though there seems to be some selection bias (of
grave cases) with the NRL database.

o Almost no new and reprogrammed drugs as linezolid and clofazimine were procured
for only 30 patients in 2015 and for the same patients in 2016 (to continue their
treatment). No bedaquiline or delamanid available from the NTP; shipment for only 50
patients (Global Fund support) is expected to arrive in December 2016.

o There is an intermediate NTP manager (perceived by the rGLC consultant to do a
very good job) whose influence in the MOH is not strong.

o The Project Implementing Unit was rather dysfunctional in 2016

o There is some community-based DOT. However, the main problem is low
sustainability NGOs and CBOs due to high dependency on donor’s funding. Thus,
many successful initiatives described in earlier GLC reports have been discontinued
due to the stop of funding (from a report of 2013). Note that in the rGLC report of
2016, no clear reference is made to community-based treatment.

4.1.3 Patient and provider enhancers for supporting treatment

Patient enhancers were mentioned twelve times; these were commonly regarding food support for
the patients (though it was also stated that the food support is insufficient). Psychological support
was mentioned once, but not elaborated. Patient support in general, e.g. from the government and
local businesses, was also mentioned with the statement that it helped treatment adherence. In the
2013 rGLC report, it was stated that the NTP has strengthened the out-patient services using both
existing TB services and other governmental and non-governmental organizations and community-
based organizations. The review of more recent rGLC reports did not reveal how these positive
initiatives have developed further over recent years.

A cash benefit for 30 patients, supported by USAID, was also identified.

No instances of clear provider enhancers were identified.

414 Recommendations related to treatment outcome

In the four reports, we found 21 recommendations related to treatment outcome. There were various
categories of recommendations:

o 6 referred to design/composition of the regimen. Some examples (all taken from the rGLC
report of 2016)
o Consider (i) applying for more Bedaquiline* than currently planned and (ii) increasing
the procurement of new and re-programmed drugs.
o Urgently place an accelerated procurement order for Capreomycin

“ In the rGLC report of 2016, it was mentioned that a total of around 75 patients were receiving or were expected to soon be receiving
Bedaquiline and a few patients Delamanid. Note that in the rGLC report of 2013, a recommendation was to apply Johnson & Johnson for
the compassionate use of Bedaquiline. Furthermore, the rGLC report of 2016 stated that the number of pre-XDR and XDR-TB patients
diagnosed in 2015 and requiring Bedaquiline was 354 (256 pre-XDR-TB and 98 XDR-TB patients) (based on the NRL database).
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o NTP to ensure that all components of the plan for introduction of new drugs are
followed, such as training and monitoring plan
o Use of Bedaquiline and Delamanid at the same time should be considered for XDR

e 3 recommendations referred to financial challenges. Some examples:
o Find possibility to ensure sufficient amount of second-line drugs for all diagnosed
patients (in reports of 2012 and of 2013).
o Make an effort to institutionalize the funding for the provision of the out-patient DOT
(regular sustainable funding from the MoH) (report of 2013)

e There were various other recommendations relating to different topics. Some examples:

o Implement palliative TB care, including in the penitentiary system (in the rGLC report
of 2016)

o More training is necessary for thoracic surgeons operating in newly opened hospital
(report of 2012)

o Strengthen the on-job training and supervision of the PHC providers in the rural areas
involved in management of DR-TB (report of 2013)

4.1.5 Concluding remarks

The findings of the desk review strongly suggest that as of late 2016, the country did not manage to
address the high burden or pre-XDR and XDR cases appropriately. There are some hopeful signs
that the short MDR regimen will soon be used in Tajikistan and that larger quantities of Bedaquiline
will soon arrive in Tajikistan (however, availability of Bedaquiline is clearly not guaranteed; we
merely have a recommendation of the October 2016 mission stating that the country should
consider applying for more Bedaquiline than planned).
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4.2  Findings from the interviews and other qualitative approaches

4.2.1 Description of the DR-TB program in Tajikistan

The TB system organization is Tajikistan is clearly vertical (from National, to Oblast and to Rayon
level), and in general, this was not seen as inappropriate. Opinions were voiced that this may well
be what is needed for the country situation in Tajikistan. The existing system provides means of TB
control in the country and delineates responsibilities clearly. Another opinion voiced was that the
vertical system in fact works well, but it is rigid, which means you have to play by certain rules, the
structure itself dictates system functioning. But the fact that “prikazs” go straight to action is also an
indication of a well-functioning mechanism.

Regarding TB control, the main organization in the country is the Ministry of Health and Social
Protection of Population Republic of Tajikistan (MOH). The Ministry is on the top of the pyramid, and
it has necessary power to make things happen. The Ministry of Health of Tajikistan has overall
responsibility for TB control in the country and has delegated this role to the RCTC. The
organizational structure looks like this — RCTC and at the same level there are other TB institutions
— the National Center for TB, Pulmonary Diseases and Thoracic Surgery in Macheton and the
Dushanbe Children TB Hospital. The next level is regional — there are four regions in Tajikistan.
Three of them have Oblast TB Centers. The fourth region is RRS (Region of Republican
Subordination) where all the rayon TB centers are under the Republican TB Center of Dushanbe.
Furthermore, there are five large TB hospitals in Tajkistan.

The MOH seeks a reduction of the number of beds in TB hospitals to improve the efficiency of the
TB healthcare delivery system. Overall, there is a trend towards decreasing the number of hospital
beds while organizing regional/cross-district TB hospitals. There is a strategy to make such an
important transition. In 2014, the MOH developed and approved the new National Strategic Plan on
TB for the years 2015-2020. The M/XDR-TB Response Plan (2015-2020) was updated in July 2014.
The M/XDR-TB Plan as well as the National Strategic Plan are aligned with the WHO/EURO
Roadmap for the European Region 2011-2015 and the 67th World Health Assembly adopted Global
strategy and targets for tuberculosis prevention, care and control after 2015 (Post-2015 TB
Strategy).” The national guidelines on DR-TB have been updated in 2015. There is also a National
Plan on “Introduction of New Drugs and Shorter regimens for Drug Resistance TB Treatment in
Tajikistan” that has been developed and approved by the NTP. In addition, there is a “Practical
guide for the implementation of shorter regimens and new drugs for treatment of M/XDR-TB
patients”. Whether this guide has been approved by mid-2017 has not become clear to the research
team.

The TB control activities are supported by the Global Fund with two on-going grants, both lasting
until March 2018. One grant has as Principal Recipient the RCTC [the Project Implementation Unit
(PIU) is at RCTC]. Project Hope is the Principal Recipient of the second grant. The grants cover
several topics, such as laboratory component, monitoring and evaluation, working with NGOs,
ambulatory treatment, vulnerable groups of patients as well as some other technical areas. The
procurement of the second-line drugs and part of the monitoring activities are implemented by
Project HOPE.

® rGLC/Europe Mission report, Tajikistan, 17-21 October 2016
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Sources of financing include Government funds as well as international sources like USAID, Global
Fund, KNCV, Aga Khan, Swiss government and European Union. Local budgets also participate,
local administrations (Hugumat) assign funds according to their plans and budgets for healthcare on
oblast and in some places rayon level. In other words, in some oblasts there are oblast funds for the
TB programme and in some oblasts, such as Sughd, there are oblast and rayon funds for the TB
programme.

Various partners also provide significant assistance in TB control in Tajikistan. There are grants from
USAID though Project HOPE and the KNCV. The KfW is strongly supporting the infrastructure
development, including the building and rehabilitation of the TB hospitals, culture laboratories and
Macheton hospital. Digmay TB hospital has been renovated with assistance from KfW. MSF is
supporting the management of paediatric TB, MDR-TB and XDR-TB cases in Dushanbe and in
some rayons. Caritas Luxemburg is supporting TB control work in the penitentiary sector.

Regarding financing, the picture is not clear. During our interviews at RCTC we were informed that
the financing has grown four times over the past years. However, according to WHO data, the
overall budget has rather decreased overall over the past five years, though the domestically funded
part has slightly increased (Annex 1). In any case, findings from the interviews strongly suggest that
the current funding is not sufficient to fully address the TB/DR-TB challenge of Tajikistan.

Further dialogue with respondents brought more thoughts on changes needed to be applied to
existing financing of the TB response: (i) it may be that the use of existing funds is not that rational;
(i) as the financing scheme is not flexible, normative base of budget does not allow using funds
freely. When asked if more finance would mean better result, it was said that more finance would
have effect, treatment outcome should be better with adequate financing.

The NTP initiated implementation of the TB/MDR-TB outpatient treatment model in 2009 (per MOH
Order #524, 2009). USAID stated regarding a pilot effort in an oblast: “Due to the comprehensive
improvements of TB control at the facility and community levels, the outpatient treatment model has
expanded the coverage of TB patients in the Program areas. In Year 1, 40.1% of MDR-TB cases
(October 2014 — June 2015 cohort) were managed in outpatient settings in the programme sites,
while for the cohort of patients reported in Year 2 (July 2015 — June 2016), this proportion increased
to 61.9%. For drug-sensitive TB, the increase was from 39.7% to 47.1% for the same periods.
These results demonstrate a strong positive trend in expansion of outpatient models of care™. In
fact, integration with primary health care system seems to be changing the TB situation for the
better. At rayon level, there is more integration due to the very nature of health care setting. Where
there are no specific TB services, then PHC takes charge of TB patients. There are “TB cabinets” in
PHC, ambulatory treatment is also happening in PHC, especially if there is a shortage of personnel
in TB system (an interviewed healthcare worker in a rayon HF stated: “No other choice, we have to
cooperate with PHC”).

Involvement of NGOs

There are several NGOs involved in TB DOT, screening, contacts, TB infection control, and
monitoring of treatment. The research team was informed that there are 13 organizations but mostly
in the field of HIV/AIDS. There are also “EFEW” and “Red Tulip” which are active in prison sector.
Some of them provide psychosocial support to TB patients, provide payments to patients (as a
reward to stay in treatment) when there is a risk of default, help with transportation, help with getting
documents and other necessary paperwork. However this work is not yet countrywide. Financing for
their operations is provided by Global Fund as well as by local administrations.

® USAID TB Control Program, Year 2 Annual Report, October 2015 — September 2016
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In terms of the community engagement, Tajikistan is moving towards wider inclusion to TB care.
Community engagement has been growing over the past few years. Among community level
stakeholders are: Community health committees, Women’s Committees, religious leaders, Elders,
community leaders, social workers, and women’s groups. Most of them direct their work towards
working with healthy population and promote TB detection. As a result of engagement of these
community organizations, there are improved referrals for TB diagnosis and treatment, improved
quality of TB diagnostic and treatment services, and expanded geographical reach, especially for
vulnerable groups of the population.

NGOs are getting more and more involved in TB control activities. It was witnessed that visited
rayons (Sughd Oblast) have a rayon TB plan, the national plan is taken as a basis and it is approved
by Hukumats. NGOs are mentioned in the rayon TB plan; they are made responsible for supporting
the TB programme, especially regarding patient support. This means they are taken as a partner
and recognized as a side in all agreements in terms of TB.

NGOs have an important link function; they establish additional connection to TB patients. They
lobby for TB patients and some additional benefits from local administration were a result - tax break
from jamoat. Apart from NGOs facilitating good working relationships with authorities, they also
promote better family support, provide psychosocial support through psychologists and support to
change place of treatment if necessary. Altogether NGOs stand up for patient interests and also
emphasise to the patients responsibilities TB patients have. NGOs representatives request
increased funding from the oblast administration and increase the number of social workers (i.e.
NGO workers) in the rayons to lessen the workload of existing personnel.

Another support mechanism that community organizations provide is psychosocial consultation of
the TB patients. Several NGOs are active in that: “Farodis” in Hatlon oblast, “Ekbolinek” in Sughd
oblast. Together with medical personnel it is determined what help is needed, then a psychologist
can meet and conduct a consultation session or get help with missing documents, or get help with
application to state benefits.

In our interaction with NGO workers, they expressed a range of issues and indicated a need or
desire of the following:

e Provision of free medical care for volunteers (as a reward, salaries are very low)

¢ Provision of transportation like bicycles and motorcycles

e Equipment like tablet PC

¢ Give volunteers a document or something similar to an ID card, which would help them to
gain more recognition

o Facilitation of exchange of experiences among the various NGOs, at national as well as
international level, to know better how to participate in the development of TB plans or get
more information on government benefits for the patients.

TB-HIV

According to WHO (data for 2015), only 3% of the TB patients are HIV-positive. However, the
services are quite good: 70% of HIV-positive people (newly enrolled in care) are on TB preventive
treatment. Still, there are a few challenges, as indicated by some of the recommendation of the
rGLC report of 2016: (i) Ensure provision of co-trimoxazole to HIV-infected TB and M/XDR-TB
patients; (ii) Ensure that information is available for the NTP on isoniazid preventive therapy among
HIV-infected individuals. Also, it is noteworthy that (according to the rGLC report of 2016) the the TB
programme has no information on HIV notification.

10
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The reporting system in Tajikistan

The health facilities send quarterly TB reports to the rayons which in turn send rayon reports
quarterly to the oblast. At the oblast level, all data are entered into Excel tables. The oblasts report
quarterly to the national level.

4.2.2 Current features and challenges in the care of patients with DR-TB

Based on the analysis of the various conducted interviews, several key findings became apparent,
findings that related to things important to either to medical professionals, or community workers as
well as TB patients. Patients expressed that standard DR-TB treatment is too long, explaining that
within such a long period of time, a lot of things happen to the TB patient as well as life in general.
The patients expressed the desire that they would have more options to choose from, like treatment
at home, with help from community workers, even self-administered treatment, if trusted. They
elaborated that it is difficult to limit their normal life due to the treatment with having to stop working.
Also, family ties are often lost or broken.

There was openness among the healthcare providers to have alternative ways of providing
treatment such as treatment at home and to allow change of treatment sites if desired. On the other
hand, the providers expressed that even though patients want to be treated on an ambulatory basis,
they or at least some are not strong enough for this.

Other points made by the patients were: (i) the side effects from TB treatment make them feel worse
than the disease TB itself; (ii) they did not have adequate knowledge about side effects; and (iii) that
proper management of side effects is very important.

The five interviewed healthcare providers all expressed that side effects are a substantial challenge
for DR-TB patients in general, that the programme is doing quite well in mitigating the side effects
and that availability of medicines to counter the side effects (ancillary drugs) is mostly available (all
five respondents gave the answer “mostly” regarding availability; they did not select the answer box
“yes always”).

Community involvement with PHC is still challenging. PHC plays a big role in TB diagnostics, but
plans are to involve more in DOT, which currently is seen as an exception to the rule, with most TB
patients getting DOT at TB facilities (even as outpatient), including “TB cabinets” rather than purely
PHC personnel.

Another challenge mentioned at all levels is that TB becomes more challenging. With XDR-TB and
other highly resistant TB cases as well as other complicated forms of TB, more funds are required,
patients became more difficult to deal with, need for palliative care increases (but no extra finance is
provided for that), medicines beyond TB medicines and medicines that counter side effects are
needed and special arrangements to accommodate the needs of those “difficult” patients would be
required. The current shortage of qualified health personnel dealing with these patients makes the
challenge even bigger.

One other thing that was mentioned by HF staff several times is that it is needed to look not only at
the TB patient (it seems, all programs are directed at patient support) but also at the TB or PHC
personnel who takes care of the TB treatment. Usually, the salary of these personnel is very low,
and their level of motivation is low.

When talking about future prospects, it was mentioned that there is concern about financing of TB
activities after international assistance will come to an end. In perspective — the current Global Fund
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grant is coming to an end in March 2018, USAID programmes are ending too. There are also new
financial regulations expected for 2018 which might lead to problems with international donors. New
financial regulations might affect how the international funds are received and utilized. While
government financing is growing (in percent), inflation and exchange rates bring it down (lower by
25%), international funds have recently been and still are being reduced considerably. For example,
it has been decided that Tajikistan government will start purchasing first-line drugs on its own from
2015 onwards (2015 — government procures first line drugs). From 2017/18 year the budget line of
the government should fully cover the needs for first-line drugs. But less TB drugs were purchased
because the worth of the allocated funds got smaller due to changes in the foreign exchange rates.
Beside, government was not very effective in drug purchase, as there was no experience.
Considering the need for first-line and second-line TB drugs and ancillary drugs and extensive
needs for the various diagnostic approaches in TB care, plus the various facets of patient support, it
was expressed that Tajikistan will still need foreign assistance.

Observations

During visits to the two health facilities, observation of the facility was performed. This showed that
facilities visited are in good shape. One of the facilities even had a laboratory with availability of X-
ray. The facilities have access to uninterrupted supply of water even though electricity could be cut
sometimes (in one of the two visited health facilities, power cuts were reportedly frequent). A point
that raises concern is that staff of the facilities is not complete, all of the visited organization have
some degree of shortage of staff. The facilities have all means of communication, most including
internet. Waste disposal, infection control and supplies procedures are in place. There are issues
with transport and with fuel, but both facilities have access to cars of oblast healthcare
organizations, be it TB Center or Central Rayon Hospital. Also, one of the two visited HF had an
own car, thanks to international support. TB drugs supplies were calculated in advance mostly by
hand (not by electronic tool), and have at least one month reserve.

4.2.3 Elements that promote completion of treatment

Through hard work, the TB programme has improved over the last years. Personnel in TB system
are high grade professionals, which is noted by TB patients as well as community representatives.
TB system itself is showing signs of significant changes — outpatient treatment is widely accepted
now and is being promoted throughout the country. Community involvement is quite good: NGOs
support TB and DR-TB patients, though not yet in all oblasts. Even though there are not many
organizations that are active in the field of TB, it is perceived that their involvement is making a
difference for TB patients. It is evident that there is an honest intention from NGOs to make positive
changes to the existing system, so that TB patients would have a higher chance of successful
treatment. Integrative approach, social support (including psychological support) was perceived to
be helpful. Communities are involved in rayon committees — once a quarter there is a coordination
council, so-called Shuro; Shuro is like a coordination council at rayon level: communities are
involved, NGOs, women’s committees, religious leaders and others.

Although cadres are still not enough, new TB doctors are added to the workforce. Financing is
increasing gradually, and there is some evidence that more funds are allocated for TB drugs and
food. In one site the research team was told that local industrial business people (tycoons) sponsor
food for TB hospitals.

When TB patients were asked what program elements promote good treatment outcomes, several
important points were made. Good relationships with nurses and other medical personnel, makes it
easier to comply with TB treatment requirements. Knowledge that this disease will be cured gives
hope to TB patients — “Medicine is potent and will kill the “germ”. Better communication ensures
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educating patients, like explanation of what will happen if treatment is stopped. Good treatment
options, including treatment in ambulatory setting (at PHC) and in homes of patients (only possible
where NGOs offer this service) certainly makes a difference for patients. The healthcare providers
stated that patients would prefer a wider use of ambulatory treatment. However, in our various
interactions with patients, such a desire was not expressed clearly.

Social support like receiving food package from GF is vital for many TB patients, as they are very
poor. Government support also is there. From 2015 onwards, unemployed TB patients are eligible
for disability support (like employed TB patients). Since 2016, TB patients in general are receiving
monetary support, about 50 US$ per month (Global Fund support) during outpatient treatment.
Other types of help are there, too. Jamoats budget some funds for these patients, funds that can be
spent for very poor patient families, e.g. to pay electricity and water bills. There are also tax breaks
for TB patients (Ministry of Finance supported at local level), and school fees of children of patients
can be waved (Ministry of Education supported at local level).

Furthermore, in some places, the oblast or rayon budget covers the cost for ancillary drugs (as the
Global Fund budget does not fully support the costs of ancillary drugs). Where there is no oblast or
rayon support, the patients have to buy the ancillary drugs themselves.

With regards to additional support, food packages were named as a good idea, but it is needed to
have different contents, as people’s needs are different. “We need food — better and more balanced
and more of it”. They advocated that vitamins, fruits and vegetables should be added to the ration of
rice. Some patients said it was better to provide food package than money. “Give some money, and
some food, not just money and not just food!”

Furthermore, the patients expressed that it would be good if food and other incentives were given
not just to patients but also to the patients’ families. This was mentioned as a strong factor in
improving adherence.

Patient statements

Statements from participants of the FGD and from patient interviews shed more light on their
concerns. These patients were generally satisfied with the quality of care they received despite the
hardship of treatment. When asked about why regular treatment (daily treatment) is important many
patients answered that “It is important as the drug has to work inside your body, if you do not take

drugs, it will give chance for “germs” to survive”, “Know that drug has to be in blood”, “Doctors told
me, it is needed”, “My understanding is this is the only way to get cured”.

In general there is a good understanding of TB as a disease and of the treatment process. Even
though some of the participating patients complained that they did not have all needed information in
the beginning of treatment, stating that only later did they get the information from other TB patents
(“I did not receive information; everything | learnt came from an old guy in hospital”) or from the
internet. When patients were asked if patient group discussions would be helpful, the overall answer
was rather a No. Some participants of the FGD were supportive, while others stated that they would
not want to spend time with other patients and listen to their problems (“We have our own
difficulties”). On the other hand, an interviewed patient stated it would be helpful, recollecting his
time of hospitalisation when he talked to other patients who were able to explain him a lot. The other
two interviewed patients doubted that patient group discussions would help.

Thoughts and facts that encourage TB patients to go to treatment:

- Believe that they will come back to normal;
- Their TB and treatment is temporary, long, but it will end some day;
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- Knowledge that this disease will be cured;

- Not long until fully cured;

- Good relationships with nurses / Relationships with personnel is good,
- Hope that doctors will help;

- Family support is very important;

- Medicine is potent and will kill the “germ”;

The patient statements made it clear that of fundamental importance is a good relationship with
medical personnel, as illustrated by the following two quotes: (i) “If the nurse is kind | don’t mind
coming here every day.” And (ii) “We have good doctors and nurses, they makes us feel not so
worthless”. The patients further explained that patients come with the hope that the TB doctor will
help them and that they will receive adequate assistance; they have trust in the doctor’s
professionalism. Good conditions of the hospital wards (e.g. clean environment, a sufficient number
of toilets, good heating in winter and not hot in summer, good ventilation) were also mentioned as an
important factor for staying on treatment.

Statements from NGO workers

In the interviews with the community representatives, i.e. NGOs workers (a psychologist and social
workers from “Farodis” and ‘Ekbolinek”), the following views and insights were shared:

e Moral support is as important as material support. Most patients require motivation.
Furthermore, it was stated that there are very few truly self-disciplined TB patients. Any
support would help, even just a simple conversation, if no psychological assistance was
available.

o Psychosocial support — if provided — is appreciated by TB patients, they appreciate care and
help. It is important how to give information to patients; negative messages (e.g. death)
should be avoided.

e Food parcels should be offered to improve adherence — for many TB patients this is a
significant attraction as they are poor and cannot afford even simple food. It was mentioned
that more food is needed.

e Care from all angles - from family, relatives, friends, others significant persons is very much
needed by most TB patients. In Tajikistan where family ties are very strong, support from
extended family is decisive. Also, it was mentioned that there should be a special training for
family members supporting the patient so that they can optimally facilitate adherence to
treatment.

e Good relationships with healthcare providers is also important. Getting reassurance from TB
doctors is also facilitating good adherence.

4.2.4 Elements that hinder completion of DR-TB treatment

In many instances, among factors that hinder the treatment completion, medical personnel mention
that the TB patient is to blame. Personal patient’ traits, lack of motivation for treatment, existing
conditions like psychological problems, illicit drug and alcohol use or just being too poor, prevent the
TB patient from staying on course for completing treatment. According to healthcare workers, the
main factors that would undermine patient’s motivation while on treatment are the length of
treatment and the side effects. The interviewed healthcare providers added that patients have an
incorrect understanding and misperception of the treatment process and think it is not that serious to
have treatment interruptions. They emphasized the importance of informing newly enrolled patients
about TB and treatment effects and would welcome a “TB information booklet” for their patients.
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Stigmatization exists in Tajik society and affects how the TB patient is perceived. At many places —
in personal relationships, in family matters, at work or with colleagues, even at medical facilities —
TB patients feel rejected and outcast. Families try to conceal the fact that there is a TB patient, and
there are cases where the patient and/or the family go at great length to try to solve the problem of
not disclosing true situation. They even go as far as sending the TB patient to another region to get
treatment, and tell other that the family member went to work in another country.

A mentioned motivation for wanting to change the treatment site was the stigma-driven desire of the
patients to hide their sickness from people around them. In the FGD, there was a statement
indicating that home-based DOT may be a problem for some patients due to stigma: “Most patients
live in tight communities (‘kishlak’); it will be suspicious if someone will come to them from outside”.

The economic situation of the patient hinders the treatment success as well. The long treatment
process, especially in hospital, means that they are out of work, and there is nobody to care for their
families and children. If there are no relatives or extended family to take care of that while the TB
patients is on treatment, there is a choice for them to stay in treatment or to default and go make
money somewhere.

TB patients named the following things as challenges or thoughts that discourage them from
treatment:

- Every day is the same — feel fed up (“I feel really exhausted to go every day”)

- Treatment is too long

- Indifference - nobody cares if you will die or live

- Not having family or close ones

- Some do not trust to doctors and think they will not get cured

- Afraid that the treatment will not work

- Maybe it is all a mistake and this strong medicine is taken in vain

- Not enough funds for drugs to counter side effects

- Transportation still costs

- Lack of coordination/integration with PHC

- Side effects (vomiting).

The patients mentioned the following reasons for not coming to treatment:

- Psychologically difficult to do it for a long time

- Tired from treatment

- Treatment is very difficult and also harmful to the rest of the body

- There are people who don’t really care if they live or die

- Afraid that others will know about the disease

- Side effects — deafness, heart and liver problems

- Other issues become more important than treatment, like family doesn’t have money.

In the light of these challenges, one would expect that patients would welcome support through a
psychologist. In the FGD and during the three patient interviews, this was discussed; the question
was “Do you think the presence of a psychologist that talks to the DR-TB patients is important in
reducing the number of treatment interruptions? ” However, the answers indicated that there was no
real perceived need for a psychologist. For instance, one patient stated: “Not really, it is a stranger
to me, why should | listen to her or tell her my life?” Still, this patient added that for some patients it
might be useful. Another patient (a lady) stated that she would talk to a psychologist if this
psychologist was female.
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The healthcare workers mentioned that some TB patients also have other diseases that make TB
treatment even worse, making it even more difficult to complete the long DR-TB treatment.

It is noteworthy that KNCV conducted a study among TB patients registered in 2011 and 2012
regarding loss to follow-up cases, using a case-control approach. The study found that factors
associated with loss to follow-up were (i) moving within Tajikistan as well as to another country; (ii)
having side effects: and (jii) patient categories re-treatment cases and “others”’

A strong indirect indication that further improving the programme is indicated is the fact that after the
end of the formal FGD, several participants expressed to the research team that they hope there
would be changes as a result of what they had expressed.

" Risk factors associated with loss to follow-up from tuberculosis treatment in Tajikistan. KNCV and USAID, December
2014. Final report.
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4.3 Findings from the quantitative studies

4.3.1 An analysis of charts of DR-TB patients, cohort 2013

In the frame of this study, data from charts of DR-TB patients were gathered from five countries. The
results will be presented from all five countries together in the overall study report to be sent to the
Global Fund.

Findings from a single country are not very useful due to the small sample size (23 in Tajikistan).
However, a few comments are warranted for the patient data of Tajikistan:

e For seven of the 11 analysed patients of the health facility in Sughd oblast, there were no
culture results available at baseline. The reason for this is that in 2013, there was a major
renovation of the facilities, including the TB laboratory.

e All the eleven patients analysed in the health facility in Sughd oblast had as treatment
outcome ‘cure’. The objective was to have random selection of patient charts but it seems
that this did not happen in the health facility in Sughd.

e The body mass index was available for ten of the 23 patients (all ten were from Hatlon
oblast). Five of the ten (50%) had a body mass index of below 18.5 kg/m2 (the range was
between 13.0 and 17.6), indicating a poor nutritional status.

e Only 4 of the 23 patients (17.4%) had bilateral lung involvement and at least one cavity. And
8 (34.8%) had at least one cavity. This indicates that the proportion of patients with a far
advanced stage of TB illness was rather low.

4.3.2 Treatment outcome as collected at the oblasts

In the two visited oblasts, the treatment outcome cohort 2013 from three health facilities each was
collected as seen in the reports sent by the health facilities to the oblasts. In Hatlon, the data from
the following three facilities were collected: Yavan rayon TB Dispensary, Vakhsh TB Dispensary and
Kurgan Tube TB Dispensary. And in Sughd, the data were from Kanibadam TB Dispensary,
Spitamen TB Dispensary and Rasulov TB Dispensary. The size of the cohort from these six health
facilities was 130. The treatment success rate was only 57.7% (48.5% were cured and 9.2% had
treatment completed). The treatment success rate ranged from 35.7% (5/14) in the Kurgan Tube TB
Dispensary to 73.1% (19/26) in the Kanibadam TB Dispensary. Noteworthy is the high failure rate of
overall 21.5% (28/130). The lost to follow-up rate was also high: 13.8%. And 6.9% died.

4.3.3 Data verification: treatment outcome in two visited health facilities

At the two visited facilities (Yavan rayon TB Dispensary and Kanibadam TB Dispensary) there was a
register with all the information available for the years 2013 and 2014. Cases from 2013 were re-
counted, including their treatment outcome and these figures were compared with the figures found
in the reports given in Dushanbe. The numbers and the results were matching and full accordance
was observed.
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5 Recommendations

At the end of the field visit, a debriefing session was conducted. During the discussion, there was a
description of work done, issues managed, places visited and a discussion of possible factors that
could play a role for successful DR-TB treatment discovered during the time spent in Tajikistan.

Several things surfaced that connect to the general recommendations on country level. Systematic
analysis is needed to have a basis for policy change, so that the still existing bottlenecks and
challenges can be addressed efficiently, challenges such as the funding situation, working
effectively with the community and TB preventative treatment. Collaboration with other NGOs needs
to be continued, not only support activities that already have started, but also scale up to other areas
of the country. Differentiation of patients has to be done in some way, as some of patients do not
need support or need different kind of support.

The following are the team’s recommendations:

1. Involvement of the NGOs needs to be extended qualitatively (covering more types of
support) and quantitatively (covering more geographical areas). This requires funding.
Increased NGO involvement should go hand in hand with community mobilisation.

2. In view of the large proportion of patients struggling with hopelessness, specific “moral
support” measures should be implemented for the (DR-)TB patients (on topics such as life
beyond TB, the purpose and value of each life). Patients struggling with drug abuse and
alcohol abuse need specific support.

3. Treatment of other chronic diseases, be they co-morbidities of (DR-)TB or not, should be
strengthened.

4. There is a need of further efforts to provide meaningful patient education regarding DR-TB.
In these educational efforts, the patient’s family should commonly be included.

5. Further measures that enhance adherence and treatment completion are warranted, e.g.
adequate food, transportation and other social support measures. Specific training of family
members of the patient should be offered in cases that call for this.

These recommendations are consistent with the Tajikistan National Strategic Plan for TB and with
other recommendations made by international experts.
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Annex

Annex 1: Financing of the TB control efforts in Tajikistan, according to WHO

Total budget (US$ millions)
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Source: http://www.who.int/tb/country/data/profiles/en/

Source for Tajikistan:
https://extranet.who.int/sree/Reports?op=Replet&name=%2FWHO_HQ_Reports%2FG2%2FPROD
%2FEXT%2FTBCountryProfile&lSO2=TJ&LAN=EN&outtype=pdf
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1 Background

1.1 Drug-resistant Tuberculosis (DR-TB) in Azerbaijan

The Global Fund mandated the Swiss TPH to conduct a study on factors that contribute to favorable
MDR-TB treatment outcomes in Eastern Europe/Central Asia (EECA). Field work for the study was
conducted in five countries in the EECA region: Azerbaijan, Ukraine, Tajikistan, Romania and
Belarus.

In 2015, the incidence rate of MDR/RR-TB in Azerbaijan, a country of 9.8 million inhabitants, was
estimated at 26 per 100'000". There were an estimated 1,400 MDR/RR-TB cases among notified
pulmonary TB cases. 13% of new TB cases and 29% of previously treated cases were estimated to
have MDR/RR-TB in 2015. Among the notified cases, 32% of the new and 68% of the previously
treated cases were tested for rifampicin resistance. And 676 MDR/RR-TB cases were tested for
resistance to second-line drugs. There were 1171 laboratory-confirmed MDR/RR-TB cases and 109
laboratory-confirmed XDR-TB cases in 2015.

The 647 MDR/RR-TB cases who began second-line treatment in 2013 had a treatment success rate
of 59%; among the 95 XDR-TB cases of 2013, the treatment success rate was only 26%.

For 2015, the national TB budget amounted to a bit more than 6 million USD; only approximately 1
million was from domestic funding (no figures available for years other than 2015).

The 647 MDR/RR-TB cases who began second-line treatment in 2013 reportedly? had a treatment
success rate of 59%, while 22% failed and 14.6% died. The proportion of those who were lost to
follow up (LTFU) was 6.1%.

The first national drug resistance survey in Azerbaijan was conducted in 2012 and 2013. A total of
789 patients (549 new and 240 previously treated) met the enrolment criteria. Among the survey
subjects, 13% of the new and 28% of the previously treated patients had MDR-TB. Among those
who failed treatment, the proportion of MDR-TB was 51%. Among MDR-TB cases, 38% (27/72) of
the new and 46% (30/66) of the previously treated cases had pre-XDR-TB or XDR-TB?.

Based on 2013 WHO estimates, 480 (380-590) new MDR-TB cases and 1100 (890-1400)
retreatment MDR-TB cases emerge yearly. In 2014 as much as 63.2% (2,112/3,344) of pulmonary
new cases, 52.0% (648/1,247) of relapse, 80.0% (537/671) of failures, 53.6% (380/660) of LTFU
and 69.7% (910/1,306) of others got DST test done, which is a good achievement even if in 2013
the proportion of new cases tested was somewhat higher (76%). In 2013, 55% of retreatment cases
got DST to at least first-line anti-TB drugs (FLDs) (figures received from the NTP). The main
challenge in case finding and diagnosis seems to be delayed reporting of the culture and DST
results by the NRL.

2 Objectives

The overall objective of the study in Azerbaijan is the expansion of our knowledge regarding the
factors that influence MDR-TB treatment outcomes in general, and amongst special groups, in order

Y If not indicated differently, the source of the figures in this heading 1.1 is WHO country data, found on

http://www.who.int/tb/country/data/profiles/en/. All data refer to the year 2015 if not indicated differently.

% Figures received during the mission. These figures are not fully accurate: the total is 101.7%.

? Alikhanova N, Akhundova I, Seyfaddinova M, et al. First national survey of anti-tuberculosis drug resistance in Azerbaijan
and risk factors analysis. Public Health Action. 2014;4(3):S17-S23.
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to enable the national TB program of Azerbaijan, in collaboration with the Global Fund and other
partners, to prioritize interventions for better treatment outcome among drug-resistant TB cases

Objectives are two-fold:

(1) To understand the factors that influence DR-TB treatment outcomes in general and amongst
special groups:
e atregion, health facility, community and individual levels,
e in migrants, People Living with HIV (PLWH), drug users.
(2) To establish and assess the role of NGOs (Non-Governmental Organizations) and their
efforts regarding community-based treatment in the care of DR-TB patients.

3 Methodology

The study was carried out in close collaboration with the National TB Program (NTP) in Azerbaijan.
The study in Azerbaijan consisted of a high level assessment of the NTP with a focus on drug-
resistant TB (DR-TB)*. Both quantitative and qualitative methodologies were used to collect data
for the study, as detailed below.

An Institution called “Scientific Research Institute of Lung Diseases of Azerbaijan Republic (SRILD)”
is currently playing the function of an NTP, and has assumed the responsibility of planning,
implementing, monitoring and evaluation of all TB-related activities in the country. For this study, a
permission letter was received from the MOH and SRILD that would cover all study related activities
such as visiting the country, visiting the regions of the country, meeting with health care officials, as
well as community representatives, conducting interviews, visiting the health care facilities,
conducting observations, and working with patients charts from the 2013 cohort.

The Swiss TPH specialist visited two regions in Azerbaijan to conduct region level, health facility
(HF) level and community level interviews and to conduct HF observations and to interview DR-TB
patients®. The consultant was accompanied by NTP representative — Dr. Sevinj Tagizade and the
local consultant Dr. Shahin Khasiyev. At the end of the study mission there was a debriefing session
at the NTP, which drew conclusions to the visit.

3.1 Study areas and site selection

Selection of the study areas in Azerbaijan was done in two stages: regions and health facilities;
selection of regions depending on the treatment success rate of each region and then within both
selected region, the health facility with the highest volume of drug-resistant TB (DR-TB) patients in
the 2013 cohort was selected for being visited. However, regarding the selection of these two health
facilities to be visited, another criterion was even more important, namely that there was activity of
the community and the non-governmental sector (NGO). In both regions, another two health
facilities were selected for being reviewed regarding their treatment outcome as seen in the main TB
organization of the region.

The two visited regions were Absheron and the City of Baku. Absheron was the region (consisting of
three sub regions) with the second-highest treatment success rate (68.1% of the 47 cases of the
2013 cohort had treatment success) and Baku was the region with the third-lowest treatment
success rate (54.9% of the 162 cases of the 2013 cohort had treatment success)®. The 2013 cohort

4 To make clear that patients with resistance patterns other than resistance to rifampicin and isoniazid are included (e.g. rifampicin-
resistant TB cases and extensively drug-resistant TB cases) we use the term DR-TB cases.

® Although planned, it was not possible to conduct a focus group discussion, because it was very difficult to find and assemble former TB
patients. Instead, a number of interviews with DR-TB patients was done.
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of the region with the highest treatment success rate contained only 13 cases (with a treatment
success rate of 69.2%), and, therefore, Absheron was selected. Similarly, the two regions with the
lowest treatment success rate had a 2013 cohort of only 6 and 18 cases, respectively (Annex 1
provides the treatment outcome figures of the ten available regions).

Within each region, decisions were made about the health facilities to select and to visit, based on
the information provided at National level. Here is the list of visited healthcare facilities; in the
Absheron Region, the TB Dispensary in Sumgait was visited and in Baku Region, the Baku District
TB Dispensary #4 in Baku City was visited. Some of the facilities were also selected on basis of
practicality, because some of the selected facilities were in quite long distance and in order to
complete task at hand, it was decided to select the one out of three facilities that was closest.

3.2 Data collection overview

Qualitative studies were performed: semi-structured interviews, short interviews/observations at
different levels (national, regional health facility as well as community level), and individual
interviews with DR-TB patients. There were three quantitative approaches: (i) collecting patient
information from archived DR-TB patient charts of two HFs; (ii) documentation of the treatment
outcome of the 2013 cohort of six HFs; and (iii) data quality assessment. a comparison of the
reported versus the recorded treatment outcome in two health facilities (see chapter 3.3.4 for
details).

3.3  Study populations and study approach

3.3.1 Key informant interviews at national and region level

The study team carried out Key Informant Interviews with the main stakeholders at national and
region level. At the national level, interviews were conducted with:

- Director of Scientific-Research Institute of Lung Diseases of Azerbaijan Republic;
- Global Fund PR TB Manager,

- MDR TB Coordinator of the TB Institute;

- Chief TB National Reference Laboratory;

- Deputy Director of TB Institute;

- M&E officer of TB Institute.

These respondents were selected on the basis of working at the whole country level, relevance to
the topic of the study, and also availability during the time of the visit.

The selection of the experts to be interviewed at the regional level was based on suggestions by the
NTP, but also based on the availability of persons at the time of the visit. It was anticipated that in
each region, up to four different persons would be interviewed, their work being relevant to the topic
of the study and their availability during the time of the visit. However, due to holiday time, many
responsible persons were on vacations, and the team interviewed those available.

In the Absheron Region, the study team met with:

o Deputy Head of City Department of Health, Sumgait;

o Director of Absheron Regional TB Dispensary, Sumgait;

o Head of TB Laboratory of Absheron Regional TB Dispensary, Sumgait;
¢ DR-TB Doctor, Regional TB Dispensary, Sumgait;

® We define treatment success rate as the proportion of DR-TB patients put on MDR treatment who completed the whole duration
of treatment and at the end of treatment there was no evidence of treatment failure.
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e Senior DR-TB Nurse, Regional TB Dispensary, Sumgait;
e Psychologist from NGO “APP” (Association of Phtisiatrists and Pulmonologists), Sumgait;
e Social worker from NGO “APP” Sumgait;

And in the Baku Region, the study team met with:

¢ MDR-TB Coordinator of Baku city, Baku District TB Dispensary #1, Baku;
Head of TB Dispensary of Baku Regional TB Dispensary#4, Baku;
Deputy Director of Baku District TB Dispensary #4, Baku;

Head of TB Department of Baku District TB Dispensary#4, Baku;
DR-TB Doctor, Baku District TB Dispensary #4, Baku;

DR-TB Nurse, Baku District TB Dispensary #4, Baku;

Social worker from NGO “APP” Baku;

Psychologist from NGO “APP’, Baku.

There were some challenges with performing these interviews, mostly because of the very limited
availability of some of the respondents, i.e. key informants from different levels had to be
interviewed whenever there was a chance. However, most of planned work was accomplished,
thanks to effective planning with the local consultant.

3.3.2 Interviews and other interactions at health facility and community level

The health facilities visited in the two regions were the Regional TB Dispensary in Sumgait in
Absheron region and the District TB Dispensary #4 in Baku City. In both regions, interviews were
with the head of the facility, other essential personnel like TB doctors and TB nurses, and
community representatives. While visiting the facilities observations were also conducted. The
observations also included several short interview sections.

During the interviews at the health facilities information was gathered that would describe the current
situation with TB in their territory, issues that play an important role in TB patient adherence,
including opinions about factors that contribute to successful treatment results. The collected
information was then processed and summarized. In terms of community engagement, in Azerbaijan
several non-governmental organizations emerged, but just one is active in TB care — an NGO called
“Association of professional unit of Phtisiatrists and Pulmonologists” (APP). In both visits to the two
regions, a meeting was organized with its representatives, such as psychologists and social
workers, and interviews were conducted.

3.3.3 Interactions with people affected by the disease

Interviews with DR-TB patients

Interviews with patients took place in Baku and in Absheron regions. There were five interviews with
DR-TB patients, and all had already finished treatment. Two of the interviewed TB patients were
treated fully in ambulatory setting, without spending time in TB hospital. Before interviews, an
informed consent was given by the patients, and it was explained that their responses will be
depersonalized at analysis so that any particular information they give cannot be traced back to
them personally.
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3.3.4 Quantitative approaches
There were three quantitative approaches:

1. Collecting patient information from archived DR-TB patient charts in the two visited HFs.
From these charts, information was extracted into a pre-designed Excel worksheet on the
following: demographics, employment, body weight and body height, history of treatment,
time spent in hospital, mode of treatment supervision, chest X-ray result at baseline, sputum
examination results at baseline and at two months of treatment, co-morbidities, adverse
drug reactions and treatment outcome.

2. Documentation of the treatment outcome of the 2013 cohort [treatment success, died,
treatment failure, loss to follow-up, other treatment outcome (mostly transfer out)] of three
HFs belonging to the Absheron region and of three HFs belonging the region of Baku City,
as found in the reports at the regions.

3. Data quality assessment was done in one HF of Sumgait and in one HF of Baku City: a
comparison of the treatment outcome of the 2013 cohort as documented in the HF register
and the treatment outcome as re-counted by the study team in the source recording tool (TB
register) of the HF (i.e. the study team re-counted the treatment outcome of the patients as
seen in the DR-TB patient register).

4 Findings

4.1  Findings from the desk review of reports on TB and DR-TB control
in Azerbaijan

4.1.1 Overview and vulnerable populations

In the desk review, six reports (two of them rGLC reports from the years 2013 and 2016) were
reviewed. These reports were written in the time span 2013 to 2016 (also, one report was undated).
The following marginalised patient sub-populations were mentioned:

e Prisoners in 5 reports

o People living with HIV/AIDS in 3 reports

e Homeless patients in 1 report. Noteworthy is that the rGLC report of 2016 states that there
is 25-bed hospice for those who have converted by smear/culture but have no other place
to go.

e Migrants in 1 report. Also, internally displaced people and refugees were mentioned in 1
report.

Users of illicit drugs and alcoholic drinks and homeless people were not mentioned.

4.1.2 Main challenges of the DR-TB programme hindering treatment completion

All'in all, various main challenges were mentioned 5 times in the analysed reports. A basic challenge
is to bring treatment closer to the patient, using patient-oriented approaches (report of 2013). A
financial challenge is to provide adequate comprehensive support to the TB and DR-TB patients.
Furthermore, management of side effects is challenging: some clinicians did not act in case the test
results were abnormal and the side-effects were not systematically analysed (report of 2013). Also,
in the rGLC report of 2016, there is a statement indicating that some clinicians do not adhere to the
treatment regimens prescribed by the MDR-TB consilium and that due to lack of funding, additional
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on-the-job training of clinicians to ensure their adherence to the treatment regimens prescribed by
the MDR-TB Consilium has not taken place.

The rGLC report also stated that Azerbaijan is currently not ready to implement the shorter (9-12
months) MDR-TB regimens due to:

o A high level of resistance to the anti-TB drugs used in the regimen (only an estimated
12.5% of new cases would be eligible for the shorter regimen’);

o Unavailability of clofazimine;

o Limitations of the laboratory services (lack of consumables for rapid tests, sputum
transportation problems, long turnover time for culture and DST);

o Unpreparedness of the staff of the TB services

4.1.3 Patient and provider enhancers for supporting treatment

Patient enhancers were mentioned three times; in all three instances it referred to the following: the
involvement of civil society organization (especially the NGO “Saglamliga Khidmat”) in treatment
follow-up for ex-prisoners by providing social and psycho-social support has allowed the country to
achieve the best management and cure rates for MDR-TB in prisons in the former Soviet Union and
one of the best worldwide.

No instances of clear provider enhancers were identified.

There is evidence that in Azerbaijan, patient support for marginalized patients is quite
comprehensive. According to the rGLC report of 2016, the NTP and the Global Fund grant target at-
risk groups for TB and socially disadvantaged population groups. The report then states that there is
good coverage among socially disadvantaged groups, that the NTP is cooperating with non-
governmental organizations (particularly in follow-up of released prisoners on TB treatment:
“Saglamliga Khidmat”) to improve access to these groups and that there is good cooperation with
the prison services.

414 Recommendations related to treatment outcome

In the six reports, we found ten recommendations related to treatment outcome. There were various
categories of recommendations:

e Three recommendations referred to clinical management:

o Establish weekly “grand rounds” for revision of treatment of the patients hospitalized
in the TB department for drug-sensitive TB patients as well as for DR-TB patients
(report of 2013)

o Consider providing copy of the M/XDR-TB Consilium enrollment to the treating doctor
at the site as well as to the doctors in the DR-TB wards (report of 2013).

o Ensure that the pre-XDR and XDR treatment unit has the capability for routine
monitoring of ECG, electrolytes and other tests (report of 2016).

e Two referred to programme management:

o Develop and implement a plan for decentralization of the M/XDR-TB committees. The
Central M/XDR-TB committee should review mainly the most difficult cases. The
regional M/XDR-TB committee should enroll the patients and review for the follow-up
in case there are no major problems (report of 2013).

” Note that recent research in the penitentiary sector found a slightly higher proportion (approximately 19%) to be eligible for the short
regimen: Gurbanova et al, Int J Tuberc Lung Dis 2016, 20(11), Supplement 1, page S413.
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o The follow up of released prisoners still on TB treatment ended in 2015 due to the
discontinuation of funding from the Global Fund; this should be re-installed as it was
functioning well (report of 2016).

o There were a few other recommendations within the Red Crescent project (report not
dated):

= to deliver once a month food and hygiene parcels to 30 patients and their
family members (total of 120 people)

= to organize meetings between the patients twice a year

= to provide regular psychological support to the patients and their family
members

o Also, there was a very general recommendation (in a report of 2013), namely, “to find
possibility to provide social support to all TB as well as M/XDR-TB patients to ensure
adherence to treatment”.

4.1.5 Concluding remarks

The writer of the 2016 rGLC report estimated that bedaquiline and delamanid would arrive in the
country by mid-2017. According to WHO, there were 109 laboratory-confirmed XDR-TB cases in
20158, and for such patients, access to Bedaquiline and/or delamanid is crucial.

With a treatment success rate of 59% among RR/MDR-TB patients (cohort of 2013), Azerbaijan
belongs to one of the few countries of the EECA region with an above-the-global average treatment
success rate. Still, having 41% of patients with unsuccessful treatment outcome calls for action, and
the very successful MDR-TB treatment programme in the penitentiary sector’ may support the
country as a whole in the efforts to successfully treat DR-TB patients.

It is rather unexpected that alcoholism was mentioned in only one report. While not massive, the
problem of alcoholism in Azerbaijan should be considered. According to the WHO Global Alcohol
report, the prevalence of heavy episodic drinking was 20.2% among men and 1.3% among women
above 14 years of age (data from 2010) and the so-called pattern of drinking score was 3 (the third-
highest score of 5 possible scores)™

4.2  Findings from the interviews and other qualitative approaches

Several key findings became apparent, findings coming from medical staf or community workers or
TB patients. Standard TB treatment is too long, within this period a lot of things happen to the TB
patient as well as life in general. They wish that they would have more options to choose from, like
treatment at home, with help from community worker. It is difficult for the patients to manage the
current treatment with its many life-changing ramifications (such as loss of work, separation from
families which has the risk of breaking families for good.

TB patients emphasised the importance of good management of side effects. They said the side
effects from TB treatment make them feel worse than TB itself. However, the statements of the
interviewed healthcare providers were rather different: the providers expressed that only for a few
patients are side effects a major issue. Medical personnel also think that even though patients want

8 WHO country data, found on http://www.who.int/tb/country/data/profiles/en/

° Treatment success rate of almost 80% (78.4% of 444 cases were cured). Gurbanova et al, Int J Tuberc Lung Dis. 2016 May; 20(5): 645-
51. doi: 10.5588/ijtld.15.0545.

% http://www.who.int/substance _abuse/publications/global_alcohol report/msb_gsr 2014 2.pdf?ua=1, page 245, accessed 22 August
2017.
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to be treated outside of a TB facility (i.e. in a PHC facility), they are not strong enough to do it on
their own, especially when side effects surface when it is important that experienced medical
professionals are around to recognize the side effects and manage them.

Interviewed personnel think that often the reason of poor adherence is wrong understanding and
misperception of the treatment process, and that TB patients think it is not that serious to interrupt
the treatment. Many respondents mentioned that informing patients about TB and effects that TB
drugs will produce is very important for newly enrolled patients. TB patients too said that they did not
know about drug effects and that they were afraid that drugs will make them feel worse. To address
the insufficient knowledge of the patients on their disease, it is necessary to produce special
educational materials, as was advised by healthcare personnel.

To address these challenges, a few things were proposed: many medical specialists were open to
provision of other treatment options, such as treatment at home (with treatment supervision being
done by NGO workers) and to allow change of treatment sites if needed (other TB cabinets, in other
locations than where patients are registered). With regards to additional support, food packages
were named as a good idea, but it is needed to have different contents (e.g. flour instead of rice) as
people’s needs are different. “TB patient needs to eat more of good food — it is medicine too”
(patient interview). They reckoned that vitamins, fruits and vegetables should be included into ration.
One more thing is that food and other incentives should be not just for TB patients but also to the
family of the patient!

Community engagement in Azerbaijan regarding TB care has been growing over the last several
years. Most of the NGOs direct their work towards education and TB detection. There is only one
NGO (the NGO “APP”) involved in DR-TB DOT, screening, contacts, monitoring of treatment too.
This NGO also provides psychosocial support to TB patients and payments to patients (from Global
Fund), help with transportation costs, help with getting documents and other necessary paperwork.
However, this work is not yet countrywide. Financing of the NGO’s operations is provided by Global
Fund mainly.

After interviewing the community representatives (that included the NGO'’s social workers) several
points regarding their work were made:

- Almost all of the community responders made it clear that moral support is as important as
material support. Most patients require motivation (as fully self-disciplined TB patients are the
exception). In general, moral support as provided in a sincere conversation is sufficient (and
occasionally, full psychological assistance is needed).

- Psychosocial support, if provided — is in general highly valued by TB patients. It is important
how to give the info to the patients — defend them from negative messages, like death.
Patients noted that psychological help is very important, especially in the beginning of
treatment when side effects are experienced.

- Food parcels should be offered to improve adherence, this is especially important for very
poor TB patients. It was mentioned that more food is needed.

- Comprehensive care - from family, relatives, friends, other significant persons - is needed by
most TB patients. In Azerbaijan where family ties are very strong, support from extended
family is decisive. It is, therefore, appropriate to offer special training for such “patient
supporters” in a family, if trained they can be a strong factor facilitator for good treatment
adherence.
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- Good relationships with health care personnel also was named as one of important factors.
Getting reassurance from TB Doctors is also a factor for good adherence.

Findings from interviewing patients shed more light on their concerns. Former patients generally
were satisfied with the quality of care they received despite the hardship of treatment. When asked
about why regular treatment (daily treatment) is important, many patients answered that they have
been told to do so by their doctors and they trusted them in that.

“I've been explained that it is necessary to take pills ever day” by Patient 1 in Sumgait
“It was explained that this is the only way to get cured” by Patient 2 in Baku
“Main thing is to make treatment effective, cannot miss doses” by Patient 3 in Baku

Generally there is understanding of TB as a disease and of the treatment process. Even though
some of the participating patients complained that they did not have all the needed information in the
beginning of treatment, later on they got information from other patents or from the internet. There
was a question that asks about patient group discussions. The idea is that during such group
discussions the patients can express their experiences and questions and hear from each other.
Interestingly, many interviewed TB patients expressed doubts whether it would be helpful. They
stated their opinion that many would like to conceal their TB treatment, so why would they decide to
come forward to discuss their issues. Also, when asked if they went to such a meeting themselves if
there was one, some said that they themselves would be shy to come to such a meeting.

Thoughts and facts that encourage TB patients to go to treatment, as indicated by patients:

- Feeling much better after several months on treatment;

- Was on good terms with nurses and doctors;

- Treated mostly in outpatient setting;

- Believe in doctor;

- Have seen positive dynamics in treatment — that reassured him;
- Felt that there is change for better;

- Got social assistance — money from GF;

- Pension from Government;

- Good relationships with personnel;

- DOT point was good, with separate entrance (issue of stigma);
- Received support from family;

- Good attitude towards patient (from providers, family members and others);
- Take me as a person;

- Changed lifestyle (had to stop drinking);

Thoughts and facts that discourage patients from treatment, as indicated by patients:

- Laziness;

- Feeling fed up;

- No trust that he will recover, maybe this is the end;
- Side effects;

- Had many bad thoughts;

- Distance to the DOT place;

- Very long treatment process;

- Anxiety;
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Patients also made some statements about the reasons for not coming to treatment (these
statements were very similar to what was found in Tajikistan):

- Psychologically difficult to undergo treatment for a long time (practically and psychologically);
- Some patients don’t really care if they live or die;

- Afraid that others will know about the disease;

- Side effects — deafness, liver failure and other unwanted consequences. Treatment is very

difficult and also harmful to the rest of the body;
- Other issues become more important than treatment, e.g. having to provide for the family;

Observations

During visits to the health facilities, observation of the facility was done, that showed that visited TB
organizations are in good shape. One of the facilities is fresh from renovation, had fully equipped
laboratory with availability of X-ray. Facilities have access to uninterrupted supply of water and
electricity; staff could not remember when the power or water was cut last time. A point that raises
concern is that staff of the facilities is not complete, two visited organization have shortages of staff
(only roughly 60% of the positions are staffed) The facilities have all means of communication
including telephone, internet, waste disposal, infection control and supply procedures are in place.
There are some issues with transport and with fuel, but both facilities have cars available. TB drug
supplies were calculated in advance using electronic tools and drug calculations are made with
having at least one month reserve.

4.2.1 A description of the DR-TB program in Azerbaijan

The National TB Program in Azerbaijan has taken a peculiar form. Even though there is a Head of
NTP in the Ministry of Health (Dr. Gasimov is also one of senior officers in the Ministry of Health and
is heading Surveillance Department), who is responsible for planning, funding and policy decisions
for all things related to TB, actual function is performed by the Scientific Research Institute of Lung
Diseases of the Republic of Azerbaijan (SRILD). Furthermore, its responsibility is also to initiate the
policy changes and to coordinate all TB related activities in the country.

The technical implementer of all TB control activities at the central level is the SRILD and 3
specialised MDR-TB hospitals. The next level in this vertical system are five specialized Regional
TB dispensaries and 14 Regional TB hospitals, 11 TB departments, 1 TB children’s hospital and 3
TB sanatoriums in the country. At the rayon level, there are 36 TB cabinets at Central Rayon
Hospitals and 218 DOT points, that are mostly located in the PHC system.

The existing system does provide the means of TB control in the country and delineates
responsibilities clearly. Another opinion voiced is that the vertical system in fact works well, but it is
rigid, which means you have to play by certain rules, structure itself dictates system functioning. But
the fact that “prikazs” go straight to action is also an indication of a well-functioning mechanism.

The MOH seeks optimization of the number of beds to improve the efficiency of the TB system.
Overall, there is a trend towards decreasing the number of hospital beds while widening use of
outpatient mode of treatment. There is a strategy to make such an important transition. There is a
National Strategic Plan for the years 2016—2020 (NSP) in Azerbaijan that envisions those changes
and makes path for further optimization of the TB system structure.

The NTP initiated implementation of outpatient TB treatment in the primary healthcare system in
2011. The TB services are closely working with the PHC whose task is also to find the TB cases and
later, after initial hospitalization (or no hospitalization at all) to follow up their treatment in
cooperation with the TB services. At rayon level there is more integration due to the very nature of
health care setting. There are “TB cabinets” in TB and PHC system, ambulatory treatment is also
happening in PHC at DOT points.
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With regards to financing, financing has grown over the last years. However, the funding is still
insufficient to address the TB epidemic comprehensively. Further dialog with respondents brought
more thoughts on changes needed to be applied to existing financing of the TB response. It also
may be that the use of existing funds is not that rational. As the financing scheme is not flexible,
normative base of budget does not allow using funds freely. When asked if more finance would
mean better result, it was said that more finance would have effect, treatment outcome should be
better with adequate financing. Sources of financing include Government funds as well as from
international sources like the Global Fund. Local budgets also patrticipate, local administrations
assign funds according to their plans and budgets for healthcare in their region and in some places
at rayon level. Azerbaijan had additional financing from GF for several years. Since 2015, there is
another grant for 2016 — 2017.

Involvement of NGOs in TB system in Azerbaijan is increasing but still very limited. NGOs are
getting more and more involved in TB control activities. NGOs are becoming an important link,
bridging the often existing gap between the medical establishment and the TB patients. They lobby
for TB patients’ interests and some additional benefits from local administration. Along with that,
NGOs provide a better connection to authorities, they promote better family support, provide
psychosocial support on a professional level and facilitate when desired a change of the place of
treatment.

An example of successful NGO involvement is an NGO called ‘Saglamliga Khidmat’ (translated as
Support to Health) which in March 2011 launched a project for ex-prisoner (DR)-TB patients to
support them in the transition phase from prison sector to civilian sector and throughout treatment in
the civilian sector. As a result of active involvement of ‘Saglamliga Khidmat’, the rate of loss to
follow-up after release has been reduced to almost zero and the treatment success rate for new
sputum smear-positive drug-susceptible TB patients has increased to 88%.

4.2.2 Current challenges in the care of patients with DR-TB

Community involvement with PHC is still challenging. PHC plays a big role in TB diagnostics, but
plans are to involve more in DOT, which currently is seemed as an exception to the rule, with most
TB patients getting DOT at TB facilities (even as outpatient), including “TB cabinets” rather than
purely PHC personnel.

The patient centered approach has not been fully implemented in Azerbaijan; especially patients in
rural areas do not receive support and assistance. The incentives and enablers schemes are only
limited to M/XDR TB patients under the Global Fund support. Moreover, the patients with drug
sensitive TB do not receive any support to facilitate successful completion of treatment.

Another thing that was mentioned several times is that it is needed to look not only at the TB patient
but also at the TB care provider or PHC personnel caring for the TB treatment (thus, not only patient
support but also provider support). Usually, the salary of these personnel is very low, and their level
of motivation is low. As part of the NTP activities, further advocacy for adequate funding and human
resources is essential to ensure sustainability of the TB related activities.

When talking about future prospects, it was mentioned that there is concern about financing of TB
activities after international assistance will come to an end. GF funding is ending this year. While
government financing is growing (in percent), inflation and exchange rates bring it down. Azerbaijan
government had made a pledge to partially cover expenses for first-line drugs from 2015 onwards.
From 2018 onwards it is expected that government financing would cover the full cost of first-line
drugs. However, this may be difficult given the recent economic slowdown due to falling oil prices.

Beside, government was not very effective in drug purchase, as there was no experience. TB drugs
11
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must be prequalified, but not all purchased drugs had it. It was stated that the country cannot afford
to buy everything, first- and second-line TB drugs, laboratory supplies etc. , that without international
assistance, it would be very difficult..

4.2.3 Description of the DR-TB program elements that promote completion of
treatment

The quality of the TB services has improved in Azerbaijan over the past years. Personnel in the TB
system are high-grade professionals, which is noted by TB patients as well as community
representatives. The TB system itself is showing signs of significant changes — outpatient treatment
is widely accepted now and is being promoted throughout the country. Community involvement is
liked by the medical personnel and patients. Even though there is only one organization that is
active in the field of TB, their involvement is making difference to TB patients. Their advocacy efforts
with local authorities have led to an increase of local financing (like hot food at TB hospital).

When TB patients are asked what programme elements promote good treatment outcomes, several
important points were made. Good relationships with nurses and other medical personnel makes it
easier to comply with TB treatment requirements. Better communication ensures educating patients,
like explanation of what will happen if treatment is stopped. Good treatment options, including
treatment in ambulatory setting is helpful for patients. DOT cabinets in some areas which are
different from existing medical facilities, offers more options. Social support like receiving food
packages through the Global Fund and a monthly financial stipend of 70 Manat for the whole
duration of treatment are vital for many TB patients, as they are very poor. Government support is
also there in terms of providing disability pensions (between 45 to 130 Manat a month) as well as
other benefits.

4.2.4 Experiences and views on factors that hinder completion of DR-TB treatment

In many instances, among factors that hinder the treatment completion, medical personnel
mentioned that the TB patient is to blame. Personal patient’ traits, lack of motivation for treatment,
existing conditions, like psychological problems, drugs and alcohol use or just being too poor,
prevent the TB patient from staying on course for completed treatment. The main factors that would
undermine patient’s motivation while on treatment were the length of treatment and the side effects.

Stigmatization exists in Azerbaijan society and affects how the TB patient is perceived. At many
levels — in personal relationships, in family matters, at work or with colleagues, even at medical
facilities — TB patients feel rejected and outcast. Families try to conceal the fact that there is a TB
patient, and sometimes go at great length to try to solve the problem of not disclosing true situation.
They even go as far as sending the TB patient to another region (or even to Iran) for TB treatment,
and then tell everybody that the family member went to work in another country.

The economic situation of the patient hinders the treatment success as well. The long treatment
process, especially in hospital, means that they are out of work, and there is nobody to care for their
families and children. If there are no relatives or extended family to take care of that while the TB
patients is on treatment, there is a choice for them to stay in treatment or to default and go make
money somewhere.

Among the most prominent factors that negatively affect treatment are migration, which includes
moving within country as well as in another country. Also, having severe side effects sometimes
results in patient refusing further treatment. Another factor mentioned is that some patients perceive
themselves as cured and stop treatment.

TB Patients named these factors as challenges — mundane and boring life, mistrust in good result of
treatment, strong medicine that bring side effects, transportation remains to be an issue. There are
other health issues, many of TB patients also have other diseases that make TB treatment even
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worse, especially in the light of the very long time span of TB treatment. This makes it very difficult
to complete treatment.

4.3  Findings from the quantitative studies

4.3.1 An analysis of charts of DR-TB patients, cohort 2013

In the frame of this study, data from charts of DR-TB patients were gathered from five countries. The
results will be presented from all five countries together in the overall study report to be sent to the
Global Fund.

Findings from a single country are not very useful due to the small sample size (30 in Azerbaijan).
However, a few comments are warranted for the patient data of Azerbaijan:

e Two of the 30 patients had XDR-TB and three had pre-XDR-TB.

¢ Only one of the 30 patients was HIV-positive (and for one patient, the record regarding HIV
was not clear).

e Five patients (17%) had diabetes mellitus.

e The body mass index was indicated in 13 of the 15 the patient charts of the HF in Absheron.
But for all except one of the 30 patients, the body mass index could be calculated (weight
and height was indicated). Only two of the 29 (7%) had a body mass index of below 18.5
kg/m2 (indicating a poor nutritional status).

¢ All thirty included patients had at least one cavity but only eight of the 30 patients (27%) had
bilateral lung involvement (i.e. X-ray findings indicating TB in both lungs).

4.3.2 Treatment outcome as collected at the regions

In Baku city, the treatment outcome of cohort 2013 was collected from three health facilities
(Dispensaries #1, #2, #4), and from the Absheron region from two health facilities (Sumgait TB
Dispensary and Absheron TB Dispensary). The size of the cohort from these six health facilities was
148. The treatment success rate was 62.2% (all cured). In four facilities, the treatment success rate
was between 65 and 70%, and in one it was only 32% (8/25; 9 died).

Treatment failure was the most common unsuccessful treatment outcome (26; 17.6%), followed by
death (20; 13.5%) and loss to follow-up (10; 6.8%).

4.3.3 Data verification: treatment outcome in two visited health facilities

In Baku at national level, information on treatment results was requested for the regions planned to
visit (Baku City and Absheron). Data in electronic format was provided and it was later compared to
site documentation at the facilities visited. In Absheron Regional TB Dispensary 3 locations were
selected for comparison after stratification of location with the higher number of DR-TB patients from
2013. Same activity was done in Baku Region. At the visited facilities there was a local register with
all the information available for year 2013. The cases of DR-TB were reviewed regarding treatment
outcomes for selected localities and were compared with the data in electronic form. The numbers
and the results were matching, i.e. full concordance was observed for the two visited facilities.
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5 Recommendations

At the end of the field visit in Azerbaijan, a debriefing session with the Head of the NTP at the MOH
was conducted. During the discussion, there was a description of work done, issues managed,
places visited and a discussion of possible factors that could play a role for successful DR-TB
treatment.

Several things surfaced that connect to the general recommendations on country level. The address
bottlenecks and still existing challenges, systematic analysis of available data (e.g. results of
operational research) is needed to have a sound basis for policy changes. For instance, outpatient
treatment is being applied now, and it would be good to do operational research to establish what
the benefits of outpatient treatment are.

There is a need to clarify the NTP’s position on preventive TB and DR-TB treatment (e.g. clarity on
what regimens are to be used and political will to implement preventive treatment).

Collaboration with communities NGOs needs to be continued, not only support activities that already
have started, but also scale up to other areas of the country. Consideration of the needs of the
different patients (e.g. injective drug users), the capacities of the involved NGOs and the available
resources needs to be given due weight to find efficient approached. Differentiation of patients has
to be done in some way, as some of patients do not need support or need different kind of support.
Noteworthy is that the desk review did not find any mention of users of illicit drugs or alcoholics or
homeless people, and during the field visit, these sub-populations were not mentioned.

The health education and “moral support” activities can be fine-tuned, considering the psychological
aspects of suffering from DR-TB. So far, there is very limited experience of the effects of
psychologists working with DR-TB patients in Azerbaijan, and the patient interviews only gave some
tentative indication that psychologists could be valuable. This should be examined further in a
collaboration between the NTP and the involved NGOs.

The success of the NGO ‘Saglamliga Khidmat’ in improving treatment outcome strongly suggests
that investing additional resources to support DR-TB patients on their road to cure is appropriate.
Comprehensive patient support (food, other expenses, transportation and other social support)
needs to be covered even after the Global Fund funds will finish.
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Annex

Annex 1:

The treatment outcome of the 10 accessible regions of Azerbaijan

(Kalbajar-Lachin is not accessible and data were not available)

. . Rl g Transfer-
2013 Total |Success| TSR Fail Died follow- out
up

Quba-Khachmaz 13 9| 69.2% 0 2 2
Absheron 47 32| 68.1% 11 3 1
Daglig-Shirvan 12 8| 66.7% 3 1 0
Ganja-Qazakh 38 23| 60.5% 8 5 1 1
Yukhari-Karabakh 12 7| 58.3% 2 2 1
Lankaran 48 27| 56.3% 12 8 1
Aran 122 68| b55.7% 31 18 5
Baku 162 89| 54.9% 31 29 13
Nakhchivan 6 3| 50.0% 1 1 1
Shaki-Zagatala 18 7 38.9% 6 1 4

TSR: Treatment Success Rate
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