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Abstract

CONTEXT: Patient-centric care recognizes the psycho-social needs of Tuberculosis (TB) patients. Integrating psycho-social
interventions to improve the resilience of persons with TB and their caregivers during the TB care cascade is a need.
AIMS : We share the field experiences and outcomes of implementing a participatory patient-centric psycho-social
intervention for persons with TB in a selected tertiary TB care facility in Tamil Nadu.

SETTINGS AND DESIGN : We used co-creation methods to develop a psycho-social intervention module based on the
self-efficacy constructs used in chronic disease management. Participants consisted of persons with TB admitted to the
Government Hospital of Thoracic Medicine, Tambaram, and their family caregivers.

METHODS AND MATERIAL: Participatory and game-based intervention (designated as Wings of Support sessions) was
conducted in group mode (n =10-12) (both patients and caregivers) for 45-60 minutes once weekly. Each session focused
on TB stigma, medication adherence, nutritional issues, unhealthy behaviors like alcoholism, stress, anxiety, and other
related issues. Each session employed specific concepts and techniques involving motivation, goal setting, psycho-
education, problem-solving, mindfulness, normalization, behavioral activation, and cognitive coping.

RESULTS : Between March 2023 to January 2024, 44 sessions were conducted by healthcare providers and social workers
on different themes related to TB disease, medication, and its management. A total of 450 persons with TB and their
caregivers attended. Group Sessions related to TB stigma, nutrition, medication adherence, and family caregiving were
co-created and implemented in an iterative and tailored manner by the study team, making it more adaptable and flexible.
The intervention was found more receptive, and was perceived as highly relevant and useful by the participants, and in
terms of techniques employed in the sessions, game-based activities, artistic recreation, and mindfulness techniques had
the most acceptance and participation.

CONCLUSIONS : Post-intervention feedback highlighted the usefulness of Wings of Support sessions in improving their
treatment resilience and helped identify potential TB champions. The intervention led to demand generation among other
TB persons, caregivers, and healthcare workers in the same facility. Group-based participatory psycho-social interventions
hold the potential to address a range of psycho-social and treatment needs of the person with TB and their caregiversin an
efficient and program-friendly manner. The intervention is being proposed for evaluation in NTEP program settings using
an experimental study design to test its efficacy
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INTRODUCTION and early treatment phase.’ Further, at the time of treatment,

TB patients experience a range of physical and the patient’s negative psycho-social (including depression,
psycho-social challenges which are complex. While the anxiety, stress, and low self-esteem) and life experiences get
disease's status deteriorates the patients physical and mental compounded by treatment burden, medication intolerance,

health status, on the other hand, TB treatment-related

difficulties themselves amplify their existing challenges and Please Scan this QR Code to
View this Article Online
Article ID: 2024:04:01:03
Corresponding Author: Priscilla B

adherence to TB medications."” Patients and caregivers suffer

fear, emotional distress, and anxiety, due to disease denial,

perceived fear of death, and infection risk.” Patients suffer

stigma, hopelessness, and suicidal thoughts at diagnosis e-mail : pricillarebeca.b@icmr.gov.in
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physical deterioration, and other concerns.” The perceived
burden of treatment and infection risk-related concerns
affect the mental health of patients and intolerance towards
caregivers.®

Significant psycho-social and economic burden of
the disease and treatment of the patient is shared by family
caregivers who also face the risk of infection during the caring
process.” Such a wide spectrum of issues that prospectively
arise for TB patients and caregivers, which in turn affects their
treatment adherence and outcomes remains unaddressed to
date. TB elimination goals to achieve a 92% treatment success
rate by 2025 require an effective patient-centric intervention
that could improve the treatment uptake self-efficacy and
motivation of patients and caregivers to a substantial level.
At present there is a lack of psycho-social interventions that
would be effective, acceptable, and scalable in improving the
treatment self-efficacy and thereby addressing the multi-
dimensional challenges and needs faced by TB patients and
their caregivers in an integrated and patient-centric way

under the TB program conditions.

SUBJECTS AND METHODS
CONCEPTUALIZATION OF INTERVENTION IN THE
FORMATIVE PHASE

developed based on the past research findings which were

The proposed intervention is

conducted among DS-TB patients and DR-TB patients by
ICMR-NIRT in the past in different states of India including
Tamil Nadu, Karnataka, and Telangana in past years. The
intervention was developed based on the insights and
feedback from TB patients, caregivers, and healthcare care
providers’ views on the barriers to TB treatment completion
and also the positive enabling factors (positive deviance) that
enabled them to complete the TB medication and related
life barriers. We found the following thematic factors at the
individual patient level and caregiver level which defined
the resilience of the patients which are, self-efficacy, “self-
adaptation,” and “learning and motivation , and "Care &
support”. It was found that of all the driving factors behind
the patient's completion of treatment was the construct of
“Self -Efficacy” in which the patients attained a belief state or
attitude to overcome the barriers he/she experienced which
was followed by behaviour change (as defined by Albert
Bandura's theory 1977). Thus, intervention to inculcate self-
efficacy is required in addition to the routine counselling
or Information, Education, and Communication (IEC)
interventions which is routinely provided for the patients.
Self-efficacy as a trait in this study would be inculcated by

exposing the patients to peer experiences, participatory

activities, resilience building, and motivational exercises. In
addition, the family caregivers of patients would be involved
in the intervention with equal importance to the patients
thus making them an active agent of the intervention. The
intervention manual was formatively developed and piloted
in a TB care hospital in the Kancheepuram district of Tamil
Nadu.

We used an implementation research approach
to develop a psycho-social intervention module based on
the self-efficacy constructs. We have used the PRODUCES
framework (Problem, Objective, and Design, (end-) Users,

Co-creators) for developing this intervention.’

Table 1 : We have used the PRODUCES framework (Problem,
Objective, and Design, (end-) Users, Co-creators) for developing

this intervention.

Problem Addressing the poor self-efficacy, psycho-social issues, health-
seeking gaps, and treatment challenges of patients and caregivers

Objective, Developing a comprehensive intervention to improve self-efficacy
toward treatment uptake and infection prevention among patients
and family caregivers

Design, Co-creation, TB patients, caregivers, program stakeholders’
end-Users, workers, community stakeholders. researchers
Co-creators TB persons, caregivers, program stakeholders, student’s community

stakeholders, researchers

Evaluation Hybrid implementation study to assess efficacy and implementation
1ssues mn different socio-cultural settings where 1t was co-created
Scale up Will be sustained in the implementation districts based on the study

outcomes

Of the six stages of the production framework, the
stage till co-creation has been completed and the evaluation
stage is being taken up through the present study. We propose
to conduct a two-arm non-randomized cluster intervention
study for this objective of evaluation.

We utilized a co-creation exercise among TB
patients, caregivers, and healthcare workers based on which
a self-efficacy drive intervention manual and operating

procedures have been developed.

RESULTS

Participants consisted of persons with TB admitted
to the Government Hospital of Thoracic Medicine,
Tambaram, and their family caregivers. Participatory and
game-based interventions (designated as Wings of Support
sessions) were conducted in group mode (n=10-12) for
45-60 minutes weekly. Each session focused on TB stigma,
resilience building, mindfulness, medication adherence,
nutritional issues, unhealthy behaviour stress, anxiety, and
other related issues. Each session employed specific concepts
and techniques involving motivations, goal setting, psycho-

education, problem-solving, mindfulness, normalization,




behavioral activation, and cognitive coping based on the
theory of self-efficacy (Figure 1). The sessions were conducted
interactively over 10 months with inputs and participation
from TB persons, caregivers, and all stakeholders, and sessions
were enriched and tailored to the needs and preferences of

the affected population.

Table 1 : Co-created intervention manual content and schedule
for improving self-efficacy and treatment outcomes of persons

with tuberculosis and their caregivers

Visit Time Point & Type of :
Number Duration session Topics to be covered Methods
Intensive Individual + Introduction and purposes of thel
1 Phase Session session.
* Understanding about TB ; .
0-15 Days e Medication  adherence, Individual counseling
Max -45 infection control, nutrition
Minutes.
* Risky behavior related to
TB
16-30 Days Individual e Stigma & Discrimination Individual
2 Session * Mental wellbeing & Life purposel counseling
clarification exercise
Max -50 e Caregiver roles and
Minutes responsibilities
o Recap and follow up on medication|
adherence
1 16-45 days Group session . Activity -
45- 60 ¢ Practicing healthy diet and Co-creation activity
minutes infection control, limiting using pictures on diet
risky behavior. and
o information on routine infection control
medication adherence and
continuation
45-60 Days Group session| e Peers role model Activity —
2 Max -30 identification for Expressions using Emoji
Minutes. normalization, positive to trigger positive
attitude, and building self- attitude and role model
efficacy generation
o Identifying patient attributes,
needs, and preferences
3 Continuation [Group o lifestyle modification for Activity - Usin;
Phase 3¢ session better TB management o nititye anchor?n
. - Vi
Month ¢ Routine medication meglho ds & numbei
45- 60 adherence & continuation

games
Minutes
4| 3" Month Group session] « Appraising the value of life, | Activity -- Storytelling
45. 60 family, and life purpose | and relationship valuing
minutes clarification overcoming stigma, | activity

and building self-efficacy
¢ Routine medication adherence &

continuation

5 4 Month Group *Building problem-solving R
45- 60 N ) 5 N Activity
; session skills, coping behavior, Collaboration
minutes and self-efficacy .
) . conquest to achieve
¢ Routine Medication .
N N goals by solving
adherence & continuation
hurdies as teams
6 5% Month Group ¢ Medication adherence &| Activity-
45- 60 session continuation. Mindfulness
minutes ¢ Stress relaxation activity and art
(painting)
7 6th Month Group ¢ Building communication ..
45- 60 session bet tient d Activity — Converse
: ctween  patients  an and connect activity
minutes caregivers
¢ Routine medication
adherence & continuation
8 6™ Month Group e Building resilience among| Activily-Rgsilience
45- 60 session patients wheel activity
minutes « Lifestyle modification

¢ Routine medication adherence
& continuation

INTERVENTION IMPLEMENTATION & ACCEPTANCE:
Between March 2023 to January 2024, 44 sessions
were conducted by healthcare providers and social workers
on different themes related to TB diseases, medications, and
its management. A total of 450 persons with TB and their
caregivers attended. Sessions related to TB stigma, nutrition,
medication adherence, and family caregiving were found
more receptive and perceived as highly relevant and useful
by the participants, and in terms of techniques employed

in the sessions, game-based activities, artistic recreation,
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and mindfulness techniques had the most acceptance and
participation. Post-intervention feedback highlighted the
usefulness of Wings of Support sessions in improving
their treatment resilience and helped identify potential TB
champions. The intervention leads to demand generation
among other TB persons, caregivers, and healthcare workers
in the same facility. Group-based participatory psycho-social
interventions were able to address a range of psycho-social
and treatment needs of the person with TB and their caregivers
in a program-friendly manner. The evolved intervention
has been termed a Self-Efficacy Driven Intervention for TB

patients and is given below

DISCUSSION

The self-efficacy-driven intervention is further
proposed for evaluating its eflicacy in program conditions
using an experimental study in program settings. The
proposed intervention will be the first integrated, theory-
driven, and evidence-based psycho-social intervention for
persons with TB patients and is aimed at positively impacting
their treatment acceptance and uptake, self-care, and
underlying psycho-social issues in a holistic way. Evidence
of efficacy from this study may lead to the scaling up of
self-efficacy interventions pragmatically under the NTEP
program in India. The co-created intervention would generate
substantial benefits to the participants as it will provide
urgently needed answers to what may be feasible and holistic
psycho-social intervention for addressing poor treatment
self-efficacy, treatment adherence, and poor mental health
status at the level of TB patients. This could lead to advances
in care that could eventually improve treatment outcomes
for TB patients in India and other low- and middle-income
countries. The study will also provide evidence that a targeted
intervention at the level of patients and caregivers could help
improve infection control self -management which is crucial

for cutting the transmission of diseases.

ACKNOWLEDGMENT

We acknowledge Dr. Radhika, Resident Medical
Officer (RMO), and other staff at the Government Hospital
for their support and contribution in conducting the wings
of support group sessions. We also acknowledge the student
interns from the School of Public Health of SRM College
of Science and Technology, Master of Social Work (MSW)
student interns from Madras School of Social Work, Madras
Christian College, Loyola College and Anna Adarsh College

for Women.

SPECIAL EDITION ON TUBERCULOSIS




Tamil Nadu Journal of Public Health and Medical Research

SPECIAL EDITION ON TUBERCULOSIS

REFERENCES

1. Thomas BE, Shanmugam P, Malaisamy M, et al. Psycho-
Socio-Economic Issues Challenging Multidrug-Resistant
Tuberculosis Patients: A Systematic Review. PLoS One.
2016;11(1): e0147397. Published 2016 Jan 25. doi: 10.1371/
journal.pone.0147397

2. Nagarajan, Karikalan, et al. “A Dual Perspective of
Psycho-Social Barriers and Challenges Experienced by
Drug-Resistant TB Patients and Their Caregivers through
the Course of Diagnosis and Treatment: Findings from a
Qualitative Study in Bengaluru and Hyderabad Districts of
South India.” Antibiotics (Basel, Switzerland) vol. 11,11 1586.
10 Nov. 2022, doi:10.3390/antibiotics11111586

3. Karikalan Nagarajan*a, Karthikeyan Kumaraswamy
b, Rehana Begum b, Vikas Panibatla et al Self-driven
solutions and resilience adapted by people with drug-
resistant tuberculosis and their caregivers in Bengaluru and
Hyderabad, India: a qualitative study. Lancet Regional Health
South East Asia- Accepted, February 2024

4. Karthikeyan K, Nagarajan N, et al. Understanding self-
adaptive behaviours and practices of people with DR-TB
to cope with drug side effects: findings from qualitative
positive deviance study in South India. November 17, 2023,

UNIONCONF 2023 Abstract Book Volume 27 Supplement
1, Oral Presentation.URL https://theunion.org/our-work/
conferences/history-of-the-union-world-conference-on-
lung-health/conference-abstract-books

5. Karikalan et al. Wings of Support -A field report on
psycho-social support for TB persons and caregivers to build
resilience- NACPCON, Nov-Dec 2023, Hyderabad. Poster
presentation

6. Daftary, Amrita, et al. “Dynamic needs and challenges of
people with drug-resistant tuberculosis and HIV in South
Africa: a qualitative study” The Lancet. Global health vol. 9,4
(2021): €479-€488. doi:10.1016/S2214-109X(20)30548-9

7. Choudhary G. Caring of Tuberculosis Patients: A Study
of Psychosocial Factors. Int. J. Innov. Knowl. Concept. 2019;
7(2):98-104.

8. Agbeko CK, Mallah MA, He B, Liu Q, Song H, and Wang |
(2022) Mental Health Status and Its Impact on TB Treatment
and Its Outcomes: A Scoping Literature Review. Front. Public
Health 10: 855515. doi: 10.3389/fpubh.2022.855515

9. Leask, C.E, Sandlund, M., Skelton, D.A. et al. Framework,
principles, and recommendations for utilizing participatory
methodologies in the co-creation and evaluation of public
health interventions. Res Involv Engagem 5, 2 (2019). https://
doi.org/10.1186/s40900-018-0136-9




