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Abstract:
Will be written later after incorporating all the suggested changes
Introduction: 
With the health research trends shifting to conception, development, delivery, and implementation of more evidence-based interventions, patient, public, and community engagement emerged as key foundational moral components to tailor best practices to conduct health research with them and not solely on them to ensure high-quality research(1) (2) (3) Centre for Disease Control defined community engagement as  “the process of working collaboratively with and through groups of people affiliated by geographic proximity, special interest, or similar situations to address issues affecting the well-being of those people” (4, 5)
Community engagement in evidence-based and implementation health research focuses on empowering the communities to identify and tackle their prevailing health problems while establishing linkages with the research team to help find solutions for the community’s challenges. In the context of lower and middle-income countries, the concept of such engagement in health research is relatively new and under-explored, however globally, patient, public, and community involvement and engagement is at the heart of research and its importance has led to the development of guiding principals and standards (6-8) and engagement strategies based on participatory action research. The participatory action research approach involves active participation and collaboration between researchers, community members, patients, and other stakeholders(9). This collaborative approach allows for a more comprehensive understanding of the issues being studied and promotes the development of solutions that are more relevant and applicable to the community. For this reason, the involvement of public members and incorporation of a community engagement plan is an essential component of the grant application for internationally funded research. 
This paper will reflect on the patient, public, and community engagement initiative of NIHR RIGHT CALL 3 funded CONTROL ((COgNitive Therapy for depRessiOn in tuberculosis treatment) Research Study which aims to improve tuberculosis (TB) and depression outcomes among local Pakistani and Afghan refugee TB patients. (see box 1 for information regarding CONTROL study concept).
BOX 1: The CONTROL Research Study 
	Funding from the NIHR Research and Innovation for Global Health Transformation Grant has been secured by Prof. Saeed Farooq and Dr. Zohaib Khan on a 48-month project regarding Tuberculosis (TB) and mental health in low- and middle-income countries (LMICs). Worldwide, TB is the 10th leading cause of death. Depression is a major multimorbidity with TB in most LMICs. Pakistan is ranked fifth among TB high-burden countries and has the fourth highest prevalence of MDR-TB globally. The CONTROL program aims to develop and test psychological intervention for treating depression in Pakistani and Afghan refugee TB (and multi-drug-resistant TB) patients and to improve their adherence to anti-TB treatment. The program also aims to test the intervention’s effectiveness and cost-effectiveness and examine how the intervention can be implemented in real-world settings



Patient and Public Involvement and Community Engagement Initiative of CONTROL Research Study:
CONTROL’s VoICE (Value of Integrated Community Engagement) is a series of interactive patient, public, and community engagement activities to establish strong linkages with community and patient groups in Khyber Pakhtunkhwa, Pakistan. 
At the very outset of the CONTROL research program, CEI was envisioned to establish a mutual understanding between patients, communities, community gatekeepers and influencers, civil society representatives, and researchers regarding TB and mental health outcomes. CONTROL’s VoICE is guided by the aim to improve mental health and TB outcomes among TB patients of both Pakistani and Afghan origin in KPK and to ensure CONTROL’s decision-making at every step of the research process is driven by insights from the patients, public, and community. 
Two parallel programs were initiated under the VoICE: conducting community engagement and awareness activities and establishing a PPIE advisory group. In addition to these, the CONTROL study also involved lay member to its Technical Steering Committee to reflects community values, safeguards participant rights, contributing to ethical and culturally sensitive research outcomes.
Methods__________________________________________________________________
Pre-funding: (Prof. Saeed mentioned that he will add required details)
Public member was actively involved in the drafting of the CONTROL application 
Post Funding: 
Considering the lack of community engagement guidelines or established principals in Pakistan, the CONTROL PIs decided to contextualize the community engagement building blocks to lay the foundation of community engagement. 

Community Mapping: 
To understand the local and Afghan refugee community ecosystem in District Peshawar and Haripur (study districts in CONTROL study) as foundational to effective community engagement and PPIE, consultations with the Provincial TB CONTROL Program and Commissionerate for Afghan Refugees, Khyber Pakhtunkhwa were initiated on 11th Nov 2021 to identify the communities in the vicinity of high-burden tuberculosis sites and Afghan refugee camps aligning the initiative to CONTROL study’s aim. 

Designing CE Field Activities; Involving the Community in Involving the Community
Establishing strong relationships with community representatives and key stakeholders is vital for the success of community engagement. Our initial consultations and community mapping further led to the identification of community focal persons and social mobilizers which facilitated a deeper understanding of the inter-relationships of various sections of local and refugee communities with one another. After community mapping, the CEI team and community focal persons developed a plan to conduct 8 community engagement and awareness sessions in both Peshawar and Haripur to spread awareness regarding TB and Depression and to identify members for the PPIE advisory group. Details of the activities conducted so far are mentioned in Table 1.
Table 1: Timeline of CONTROL CEI Activities (Dec2022-2023)
	S.No
	Location 
	Number of Activities Conducted

	1. 
	Pawaka, Rural Peshawar
	2 (one in male hujra and one in female hujra)

	2. 
	Kalabat, Haripur
	2 (one in male hujra and one in female hujra)

	3. 
	Khazana Afghan Refugee Camp, Peshawar
	2 (one in male hujra and one in female hujra)

	4. 
	Paniaan Afghan Refugee Camp, Haripur 
	2 (one in male hujra and one in female hujra)

	5. 
	University of Peshawar 
	1 Awareness Session with approx. 160 students 



The community engagement activity at all the locations was planned as a parallel activity in both male and female hujras considering the socio-cultural demographics of the Khyber Pakhtunkhwa and ensuring active inclusion of both male and female residents. Prior to the activity on the due date, the CEI team visited the area to meet the hujra and area elders, male and female community leaders to extend invites and to make necessary arrangements. A separate meeting was conducted with the male and female local religious scholars to take them on board for the activity. Religious scholars, or Ulema, hold considerable sway over public opinion in Pakistan. Their endorsements can add credibility to health-related awareness messages, making them more acceptable to the public, especially in conservative and rural areas where religious guidance is highly valued. TB and Depression are mostly stigmatized in Pakistan and involving religious scholars in community engagement and awareness activities can help reach large audiences through mosques, religious gatherings, and media channels and clarify these misconceptions by interpreting health practices through the lens of Islamic teachings, thus removing barriers to treatment or intervention acceptance. 
A guiding document was also developed for all the CEI team members to ensure standardization of information shared and language used at both the male and female hujras focusing on: 
1) Overview of CONTROL study and all about Tuberculosis – signs, symptoms, diagnosis, treatment, and myth-busting
2) Mental health, depression, and stigma related to TB and depression 
3) Lived experiences of community members regarding TB and depression, barriers in health care seeking, and the community’s attitude towards TB and mental health patients. 
4) Coping strategies for depression and relaxation exercises 
In the CEI team, male and female Afghan refugees working as research assistants in the CONTROL study were added to avoid language or dialect barriers during sessions. To ensure ethical practices, the written consent forms and information sheets were shared with the community members before the start of the CE activity. Considering the cultural norms, consent was taken from the female community members for their pictures to be clicked from the back end of the hujra, ensuring their faces were not revealed. All the sessions were audio-recorded to transcribe the lived experiences of the community members. 
Results___________________________________________________________________
Amplifying Every Echo 
The community engagement activities aimed to help study team to understand the community’s perspectives regarding TB and Depression, health seeking and myths prevailing. It also aimed to identify the PPIE advisory group members. After each community engagement sessions, separate detailed reports were generated for proceedings at male and female hujra at all the sites. The lived experiences of the community members, patients recovered from TB, carers, and religious scholars were transcribed verbatim. 
[bookmark: _Hlk175083935]Lived Experiences of Community Members Regarding Tuberculosis: 
There was diversity in experiences regarding tuberculosis among males and females and local and Afghan refugee communities. 
“Nearly five years ago, due to my persistent cough and other symptoms, I was given a Tuberculosis diagnosis.”. When I was first diagnosed, I was hoping that people would understand my condition and will behave in a good manner but unfortunately, people were very unsupportive because they thought that it was not safe to talk to me or sit next to me”. 
Pawaka, Peshawar Male CE Activity 
“Now we don’t get afraid of telling people about someone who is dealing with TB. In earlier times people were not aware of TB that much and used to be afraid of it because it didn’t have any proper treatment. But now we see TB has become a treatable disease in Pakistan. In the whole world, there are 2-3 countries including Pakistan and Afghanistan where TB is still present but its ratio is decreasing with time.”
Kalabat, Haripur Male CE Activity 
Afghan refugees expressed their concerns in terms of treatment seeking. Many Afghan refugees lack official documentation or legal status, which limits their access to public healthcare services. Without proper identification, refugees often face difficulties in registering at hospitals or receiving treatment, especially for long-term care like TB treatment
“In our community language, we call TB "Nary-Ranz" or “cell-maraz” or Sal-maraz”. My father had TB a long time ago and since we are refugees, initially it took us time to understand that he is having a serious issue because many times we take cough as being nothing serious. Wethan faced many difficulties in getting his treatment and it took a while for him to recover and during all this, his hearing was badly affected”. 
Panian Afghan Refugee Camp Male CE Activity 
Female refugees shared their perspectives of having TB patients in the camp and they support system they have developed for each other.
“There are two families here who have TB patients but they are not here today. In one family, the husband has TB so his wife goes to houses nearby to wash utensils and to earn money for her family that’s why she is not here today. In another family, their two kids have TB and so the mother looks after them and the father works at a shop here in the village. We all are refugees here. We left our land but here we don’t leave our countrymen. We are like a family on another land so we help each other. We send food to their houses. When the mother is down or depressed, we all get together to at least talk to each other. Initially, many people were scared to meet them but any of us can get any disease and die so now we don’t leave anyone alone”
Panian Afghan Refugee Female CEI Activity 

Lived Experiences of Community Members Regarding Mental Health Issues: 
Almost all the participants of the community engagement session conducted at the Afghan refugee camps mentioned that life being a refugee is tough and lack of education, unemployment, and fear of being sent back to our country create an even more depressing environment for all of them. They mentioned that every other community member is taking antidepressants, and they approach faith and spiritual healers whenever they feel down or in distress. One Afghan community member mentioned experiencing severe depressive symptoms due to a few unavoidable circumstances, and the behavior of people around him contributed to his feelings of depression and sorrowful thoughts. He expressed that people stopped visiting him and ceased communication, which further saddened him. During the discussion, participants emphasized the importance of providing motivation and support to those battling mental health issues.
“It is important to speak to the patient in a gentle and comforting manner, avoiding any indication that people around them hate them because of their illness. Our goal should be to make the patient feel loved and supported, preventing negative thoughts associated with their condition. Despite the severity of the disease and the lack of a cure in the past, we should convey to the patient that it is just like any other manageable illness. It is distressing when people develop hatred towards individuals with TB, and we should consider the impact this behavior has on the patient's self-esteem. Therefore, such patients require compassionate care and understanding. We also acknowledge that illnesses are from Allah, and He holds the cure, as mentioned in the Quran. Our role is limited, and showing hatred towards the patient will not contribute to their recovery.”
Panian Refugee Male CE Activity 
“I am always angry. I beat my kids a lot. They are so small but even their noise makes me angry. My husband is not doing any work and I face hunger. But I can’t beat him so I take out my anger on my kids. Even today before coming here, I was beating them and then I cried a lot that why I beat such small kids. So I ran to my neighbor's house. I don’t know if I am sick or what, but I want to feel good. All the time I am worried, I avoid people, I keep thinking the whole day why I can’t have a good life. I know I need help but who will help me”.
Panian Refugee Female CE Activity 
Almost all the participants of CE activities agreed that TB and mental health both being stigmatized pose a threat to the overall well-being of the patient and their carers. They suggested conducting regular awareness activities to break the chain of stigma and to spread the facts to the underprivileged and marginalized communities as well. Regarding the CONTROL study, the members endorsed the need to have integrated care under one roof and having a detailed counselling facility for both patient and their carers. From the Afghan refugees, the suggestion to dedicate on TB facility at both the district for refuges during the pilot and definitive trial was put forwarded. 
Impact of CEI Activity: 
From Misbelief to Awareness
To the utmost surprise of the CEI team, a female at Pawakha village, after listening to mental health and common mental disorders went to her home nearby and came back with another female. She mentioned to the team, that this lady was her sister-in-law and that for past many years she does strange things. They were taking her to spiritual healers as they thought she had some black magic on her. That lady mentioned and we quote, “Today while listening to details shared by you all, I realized that she is dealing with depression and not black magic, and she needs treatment that’s why I went home to bring her along to you all”.
Identification of PPIE Advisory Group Members: 
After the initial 3 CEI field activities, the team was able to identify six PPIE advisory group members comprising 2 female and 4 male members from both the local community and Afghan refugees. Regular monthly meetings were scheduled with the group, and they were updated regarding the three parallel work streams of the CONTROL study i.e., CONTROL intervention development and pilot trial, capacity development, and community engagement initiative as mentioned in Table 2.
Table 2: PPIE Members' Involvement in CONTROL Study 
	PPIE Advisory Group Members: 
Of the six members, 2 females are from the local population, one having lived experience of both TB and depression and the other intensely involved with Afghan refugees. Among the males, 2 are from the local community, and two are Afghan refugees. 

	Engagement Frequency with Research and CEI Team
Group members meet the CEI team every month, however depending upon the need of intervention development and trial team, in-person and virtual meetings are arranged. 

	Remunerations: 
All the PPIE members are regularly remunerated for their travel and time for every single meeting and activity as per the current guidance (10)

	



Apart from monthly update meetings, the members were actively involved with the intervention development team and shared feedback regarding intervention components and content, consent forms, intervention sheets, topic guides, duration of therapy sessions, and language of intervention. After the intervention development, the members were involved with the pilot trial process evaluation team and shared their written feedback on process evaluation topic guides which were duly incorporated. 
 Capacity Development of PPIE Advisory Group Members: 
Capacity development of PPIE group members is essential for enhancing the quality of decision-making processes. By equipping members with technical skills and knowledge, they can critically assess research activities and contribute evidence-based insights. This ensures that community perspectives are not only heard but are scientifically grounded, leading to more sustainable and resilient outcomes. The PPIE advisory group members attended two online training sessions arranged by the Impact Accelerator Unit Team at Keele University UK and later attended a refresher training module developed by Abbie Milner at the Keele CONTROL Team. After the training, the members extended their interest in joining the CEI team in engagement and awareness activities in both districts and later joining the team in various field activities. Group was also involved in developing scripts and content for the community awareness flyers and role plays. 
Discussion__________________________________________________________________

The CONTROL’s VoICE was meticulously designed to consult, involve, collaborate, and empower patients, the public, and community members. The objective was to develop robust linkages that would enhance the quality of research by ensuring it is more relevant to the local context. This approach is supported by systematic reviews that emphasizes the importance of patient and public involvement (PPI) in research, highlighting its role in making research more applicable and beneficial to the community it serves(11, 12). The integration of community voices is not merely a token gesture but a fundamental aspect of research that aligns with the principles of co-production, where knowledge and insights from lived experiences contribute to the design and execution of research studies(13)
In an effort to avoid barriers to effective engagement and to maintain a power balance within the PPIE advisory group, members were identified directly from the community during engagement sessions. This strategy was specifically designed to include a diverse range of voices, rather than relying solely on established community leaders, a common practice that often perpetuates existing power dynamics(14). However, despite its potential benefits, this approach remains underexplored in the literature, indicating a need for further research to evaluate its effectiveness in creating truly inclusive and representative advisory groups(15). 
Community Engagement and Involvement (CEI) activities that are aligned with evidence based intervention or implementation research studies not only enable community members to take ownership of their health-related issues but also guide research teams in refining both intervention strategies and content(16). This participatory approach develops a deeper connection between researchers and the community, ensuring that the interventions developed are culturally sensitive, relevant, and more likely to be successful. For this reason, the community mapping and consultation with stakeholders in the CONTROL study began in 2021 emphasizing the importance of involving communities from the earliest stages of research.
Ripple Effects: Unveiling the Implications of CEI Activities
As the CONTROL study progresses, so do the associated CEI and PPIE activities. The journey thus far has underscored the importance of patient, public, and community involvement in shaping various aspects of the study. The establishment of strong linkages with community stakeholders has not only benefited the current research but also laid the groundwork for future collaborations. Notably, the CONTROL’s VoICE initiative marked the first comprehensive community engagement effort at Khyber Medical University, setting a precedent that led to the conceptualization of the University’s first dedicated community engagement unit. This ripple effect demonstrates the far-reaching implications of effective CEI activities, as they have the potential to transform institutional structures and priorities, ensuring that community engagement becomes an integral part of the research ecosystem.
Conclusion: 
This paper explores the journey of Community Engagement and Involvement (CEI) and Public and Patient Involvement and Engagement (PPIE) within the ongoing CONTROL study, particularly in the context of Pakistan as a Low- and Middle-Income Country (LMIC), where these concepts are still developing. Our reflections align with the existing literature(17); however, this initiative stands out as the first of its kind in Khyber Pakhtunkhwa, uniquely engaging both local and refugee communities. This dual involvement provides fresh insights into the shared physical and mental health challenges and the stigma experienced across both populations. 
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