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Abstract

Background

People with disabilities due to neglected tropical diseases (NTDs), such as leprosy and lym-
phatic filariasis (LF), often encounter situations of stigma and discrimination that significantly
impact their mental wellbeing. Mental wellbeing services are often not available at the
peripheral level in NTD-endemic countries, and there is a need for such services. Basic psy-
chological support for persons with NTDs (BPS-N) from peers is an important potential solu-
tion for addressing mental wellbeing problems. As there was no written document advising
delivery of such support, NLR India brought experts together to develop a new guide. This
paper describes the process used in developing the guide and provides information about
its content.

Methods

As a qualitative and participatory methodology, more than 10 meetings and workshops were
held to consider the suitability of existing guides for chronic stress in NTDs and develop a
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new guide through consensus and adaptations; attendees included both technical experts
and affected persons. The first meeting was a 3-day virtual workshop held on 9—11 June
2020, followed by other online meetings. The BPS-N guide development happened during
the COVID-19 lockdowns. The Psychological First Aid (PFA) package of WHO was selected
as a suitable basic model for adaptation. Aspects of the Rights-Based Counselling interven-
tion were also integrated into the new guide. Two teams were formed for drafting and
reviewing the guide.

Results

All suggested changes were discussed, and a consensus reached for developing the docu-
ment. The affected persons contextualized the content for ensuring its relevance and practi-
cality. The new BPS-N guide was simple, professionally sound, ethical, adequate, and
appropriate. The guide promotes knowledge, skills, compassion, and action among peer
supporters.

Conclusion

The new guide, through regular trainings, behavior change, and action principles will likely
provide much-needed services. It is important that the new guide be now tested, and modifi-
cations made if needed.

Author summary

Mental health services are often not available at the community levels in NTD-endemic
countries; this is a vital felt need. While basic psychological support from peers could be
an important solution, NLR India took efforts and developed a new guide that has shown
effectiveness. We aimed to describe the process of development of the guide.

A qualitative approach was taken in weighing the values of various guides and arriving
at a consensus, during meetings sponsored by NLR India, for developing the new guide
through adaptations. The Psychological First Aid guide of WHO was selected as a suitable
basic model. Aspects of the Rights-Based Counselling intervention procedures were also
used for adaptation.

A review team verified the final document—Basic Psychological Support for Neglected
Tropical Diseases (BPS-N)—to ensure it was simple, adequate, and appropriate; affected
persons contributed to its practicality.

The guide promotes awareness, empathy, ethics, willingness and abilities among the
peer supporters, community and health staff. Its use would reduce stigma, improve confi-
dence, compassion, communication, participation and mental wellbeing of those with
NTDs. Regular training, and actions advised by this new guide may change the lives of the
affected millions.

Introduction

Neglected tropical diseases (NTDs) are a group of twenty, predominantly communicable,
chronic, and disabling conditions [1]. Certain NTDs such as leprosy and lymphatic filariasis
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(LF) may cause, in addition to extensive physical disabilities, both psychosocial, and mental
health impairment if not treated in time [2]. Persons affected by NTDs are prone to social stig-
matization and discrimination, due to the physical impairments and disfigurements that
accompany some NTDs [3]. The stigma associated with NTDs causes an enormous social and
psychological burden in terms of social exclusion, reduced quality of life, and poor mental
health—particularly where skin is affected [4]. A study in India found that around 50% of peo-
ple affected with leprosy or LF reported experiences of depression and anxiety, with disability
found to be the main contributing factor for mental wellbeing issues, with exclusion, income,
gender and age having a lower effect [5]. These observations were supported by a second study
in India that found a high prevalence of depression and anxiety among the persons affected by
leprosy [6]. The prevalence of mental health issues amongst people affected by NTDs is far
higher than that of the general population, and stigma and social exclusion seem to be the
major mechanisms through which this manifests [7].

The Psychological First Aid (PFA) intervention, developed by the World Health Organisa-
tion [8,9] has been promoted as a suitable tool for enhancing mental wellbeing of persons fac-
ing acute trauma or humanitarian crises, but there is insufficient evidence for its effectiveness
in providing basic psychological support in broader contexts such as in NTDs, though there is
reason to believe such skills among frontline workers or peers would be valuable [10]. On the
other hand, engaging in peer support interventions has been found to produce modest, though
consistent, results suggesting that these activities may also be effective for mental health [11].
Indeed, a trial in Indonesia assessing the impact of a peer counselling intervention to reduce
leprosy-related stigma showed this to be effective [12], and the authors recommended for fur-
ther validation of this approach through application on a larger scale, and modifications to
make it more sustainable.

An exploratory study was carried out between January 2020 and May 2022 by NLR India
that involved adaptation of the PFA for use with persons with disabilities due to NTDs, espe-
cially leprosy and LF. This study underscored the importance of mental health issues, stigma,
disability, discrimination, and exclusion in NTDs, and of the need to develop a psychological
support approach suitable for use by peers of the persons affected by leprosy and LF. A before-
and-after intervention study was conducted to provide proof-of-concept that basic psychologi-
cal support tool for people affected by neglected tropical diseases (BPS-N) can be used by peer
supporters (PSs) to reduce stigma, improve mental wellbeing and participation among their
clients. The study showed that the BPS-N intervention had a positive impact in the short-term.
There were 75 persons with disabilities (32 due to leprosy and 43 due to LF) enrolled in the
intervention and supported by 13 peer supporters (6 leprosy affected and 7 LF affected). Each
peer supporter was responsible for 5-6 clients providing BPS-N. After a period of three
months, there were significant improvements in mental wellbeing, and significant reductions
in mean stigma and depression levels [13]. As a follow-up to the above proof-of-concept study,
another study explored the impact of the new peer support-based BPS-N intervention in India,
with the striking finding that there was an increased positive effect on stigma in a five-month
follow-up compared with the immediate post-intervention scores. With this follow-up study,
further evidence of the BPS-N based peer support intervention has been added [14]. These
early studies indicate that this peer driven protocol, the BPS-N guide, is a useful addition to
the care for those affected by stigmatizing conditions, and specifically leprosy and lymphatic
filariasis.

The pre-intervention activity of the proof-of-concept study consisted of the development of
the BPS-N guide [13]. The need for development of this guide was felt because there was no
written protocol on this. This paper intends to report the steps taken to create a consensus-
based appropriate tool for peer-delivered psychological support, the BPS-N guide, and its
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content, that can be used to make positive changes in the minds and lives of millions of people
affected by NTDs.

Methods
Ethics statement

Ethical approval was obtained from the Ethical Committee, Institute of Medical Sciences,
Banaras Hindu University (Dean/2020/EC/882 dated 21.01.2020). The formal written consents
were obtained from the participants of the BPS-N intervention study. However, for develop-
ment of the BPS-N guide, which this paper is all about; the experts had expressed their verbal
consent, during the interactions, workshop and meetings, to support the effort, and contribute
their experience, insights and inputs.

Goal

While NLR India had designed a mental wellbeing intervention to provide a community-
based basic psychological support to the NTD affected persons through their peers, there was
no written document on how to deliver this service. NLR India intended to develop a guide
that advises on how to provide care, support treatment, reduce stigma, and improve mental
wellbeing, social as well as work participation of persons affected by NTDs, and can prevent
future mental health issues. It should address psycho-social problems and encourage a person-
centred peer support system as community-based solution. This guide should encourage deliv-
ery of basic psychological support through quality, compassion, consistency, and timeliness,
and build the capabilities of the peer supporters to serve their peer clients. NLR India was con-
vinced that a new guide could be better developed and adapted through engagement of the rel-
evant experts and affected persons for a consensus and contributions, and the PFA can be a
suitable basic model.

Strategies

NLR India adopted a qualitative and participatory methodology, using the steps—of consulta-
tion, consensus, collaboration, collection of qualitative information, compilation and adapta-
tion, designing and printing—for developing the new guide on BPS-N. The main strategy was
to engage experts in the areas of NTDs and mental health, and affected persons, through meet-
ings and workshops, to discuss the reasons for developing the new guide, and obtain opinions
and group consensus on its content. This also involved discussing the suitability of existing
guides for chronic stress and mental health in persons affected by NTDs. The discussions were
informed by the literature including the recent studies (as described in the introduction
above), and by relevant documents such as those related to the WHO PFA [8,9,10]. An impor-
tant sub-objective was to adapt the PFA for use for the persons affected by NTDs suffering
from stigma and mental wellbeing issues. It was discussed that PFA was the only standard
guide available for providing basic psychological support to persons in distress; however, the
PFA was applicable for acute situations like war or earthquake and later adapted for Ebola, an
acute infectious condition. Central to the discussions were also the key elements from the
Rights-Based Counselling Module (RBCM), used in the peer counselling intervention in Indo-
nesia [12], which could be included in the BPS-N document. Milestones were set for the delib-
erations by the meeting leaders that included discussion for the drafting, designing, testing
and dissemination of the final product.
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Participants

The processes for development of the BPS-N guide happened during the COVID times. The
lockdowns limited full engagement and left NLR India with the only option of online events.
Apart from a three-day workshop, more than 10 virtual meetings were conducted for develop-
ment of the guide, discussions and review; these meetings were of durations of 1-2 hours. The
three-day virtual workshop was conducted to kick start the development of the BPS-N tool on
9-11 June 2020. The participants were identified and invited based on pre-selected criteria: (a)
known experts on mental well-being; (b) previously engaged in development of the WHO
PFA; (c) knowledge and working experience of leprosy and LF; (d) experts from India and out-
side; and (e) medical, psychological and programmatic experts. Each participant fulfilled at
least two of the criteria. There were 27 international and national experts on NTDs together
with mental wellbeing specialists who participated in the workshop. The group comprised of
people representing international NGOs, hospitals, academia, government, and persons
affected by NTDs. All the participants had agreed to contribute to the development of the
guide by sharing their opinions, experience and expertise.

The participants identified the reasons affecting mental well-being of the persons affected
by NTDs, primarily leprosy and LF in the context of India. The reasons were classified in differ-
ent categories namely health conditions including disability, stigma, discrimination, deprivation
and poverty, isolation, access inequality, social exclusion, and other socio-cultural and eco-
nomic issues. It was followed by identifying interventions to address the problems. Undergoing
the process, the group realized the need to develop new guidelines which address the identified
needs through an easy-to-do method similar to the Look, Listen and Link approach of PFA.
There was a consensus on the kind of information that needed to be collected and complied.
The study investigators in discussion with the lead authors of PFA decided to adapt it for pro-
viding basic psychological support for leprosy and LF and the associated chronic situations. The
investigators also decided to add important aspects from the Rights-Based Counselling Module
(RBCM) used for persons affected by leprosy in Indonesia [12]; this led to condition-specific
knowledge and information on human rights to be included in the guide. It was agreed that the
resulting guide—Dby following training, appropriate behaviour change, and any actions based on
the “Look-Listen-Link” principles—will likely provide much-needed mental wellbeing support.

The workshop participants were divided into two teams: a guidelines development team
with 22 members and a review team of five members. The members of these teams of experts
came from a variety of geographical regions and professional disciplines like public health
(including NTDs), academia, global mental health, psychology, and psychiatry. The inclusion
of the latter group was important to ensure appropriate contextualization of the content of the
guide as was the inclusion of people affected by NTDs. Online participation, and face to face
meetings (of NLR India staff) discussed the planned topics, using the documents and docu-
ment links provided to all participants. The experts discussed, advised and agreed to include
the topics like specific physical conditions; how to help the self and others; respecting rights,
dignity, security; stress, readiness, rest and reflection. They recommended to use simple
words, small sentences, define the difficult terms, and put the guidelines in a sequence, trying
to put the first support first, and the next steps in a logical order. While it was discussed and
decided to interweave the content thematically, milestones were set for the drafting, design,
testing and dissemination of the final product.

Document management. Following the recommendations of the consensus meeting, the
development team obtained permission from the Translation & Licensing Department of the
World Health Organization to adapt and translate the PFA and publish it under a new name,
with credit independent of WHO. Adaptations were made to change the focus from helping
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people in acute, sometimes life-threatening situations, to an instrument more appropriate for
supporting people suffering from the chronic stresses typically associated with disability, stigma
and poverty experienced by those affected by NTDs. The WHO PFA guide was helpful in laying
out the chapters particularly with the users in mind i.e. the peer supporters, and other lay persons
and frontline workers. Before being arranged in the guide, the contents were interwoven themat-
ically—based on the issues, solutions, suggestions and interventions identified—with care taken
to order the tips stepwise. As per the recommendation of the consensus meeting, disease-specific
information on leprosy and LF were included in the tool, as was information on human rights
particularly relevant to the situation of persons affected by NTDs. The guide development team
members were central to the writing of the consensus guide using the previous iterations of the
BSP-N document drafts, which were circulated regularly to the review team. The review team
verified that the content was simple, correct, complete and fit for purpose and use by peer sup-
porters. The feedback from the review team and the persons affected by NTDs was incorporated
into the draft document after reaching consensus in the team. Consensus was achieved by
mutual discussion and areas of concern settled through meaningful dialogue and deliberation.
While the first complete draft was done by 18 June 2021, the second draft was shared by 12 July
2021. The content was finalized by 17 Aug 2021. The final consensus document was given to a
graphic design firm to create culturally relevant and disability-inclusive artwork. The designing
of the guide was finalised by NLR India in consultation with NLR International. The entire adap-
tation process and guide development work was coordinated by Dr. Ashok Agarwal, NLR India
with support from Dr. Wim H. van Brakel of NLR International.

Results

The workshop resulted in development of the BPS-N framework and contents of the new
guide by obtaining group consensus. The BPS-N framework laid down the different chapters
and their order. The consensus discussions, and subsequent reviews of the overall opinions,
resulted in a final guide that fulfilled the defined goals. As proposed earlier, it was named the
Basic Psychological Support for Neglected Tropical Diseases (BPS-N). In addition to the guide,
a summary pocket guide and video were developed for training of the peer supporters. The
English language guidebook and pocket guide were both translated into Hindi.

The guide and pocket guide are available at: https://www.infontd.org/practical-material/
guide-basic-psychological-support-persons-affected-neglected-tropical-diseases

The InfoNTD video, Basic Psychological Support for Persons Affected by Neglected Tropi-
cal Diseases (BPS -N), is available on YouTube.com.

BPS-N structure and content

The final BPS-N guide consists of an introductory chapter and four content chapters (Table 1).
The introductory chapter defines mental health and gives basic information about NTDs in
general, with more specific details about leprosy and LF. The chapter mentions how the two
NTDs spread, their diagnosis, treatment and complications; it also mentions self-care, its

Table 1. Chapters of the BPS-N Guide.

INTRODUCTION UNDERSTANDING NEGLECTED TROPICAL DISEASES
CHAPTER 1 UNDERSTANDING BASIC PSYCHOLOGICAL SUPPORT
CHAPTER 2 HOW TO HELP RESPONSIBLY

CHAPTER 3 PROVIDING BASIC PSYCHOLOGICAL SUPPORT FOR NTDs
CHAPTER 4 CARING FOR YOURSELF AND YOUR COLLEAGUES
APPENDIX POCKET GUIDE

https://doi.org/10.1371/journal.pntd.0011945.t001
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importance and how to do self-care. It also provides guidance on COVID-19 and on how to
take precautions and care of persons with NTDs when affected by COVID-19.

Chapter 1 describes how NTDs and their consequences affect people. The chapter also pro-
vides guidance on helping vulnerable people and defines what basic psychological support is.
It explains when and where it is appropriate to provide BPS-N. As peer supporters are expected
and urged to provide BPS-N, the chapter defines who a peer supporter is for the persons
affected by NTDs. As safety, dignity and rights of the affected persons are extremely important,
Chapter 2 explains these desired values, and provides tips to the peer supporters on how to
ensure these with “do’s and don’ts”. This chapter also emphasizes the need to be aware of
other mental health services available, and highlights on the need for the peer supporters to
look after themselves. Chapter 3 speaks about providing basic psychological support for NTDs.
This chapter promotes the value and practices of good communication and advises on how to
maintain this with affected people to achieve the needed behavioral change and their accep-
tance to receive care. This chapter briefs the peer supporters on how to prepare, especially by
improving their knowledge base, for helping the affected people. The important issue that
there may be particular forms of attention needed for specific groups is also addressed; the
component of this chapter guides how to support the specific groups like children, adolescents,
elderly persons, persons with disabilities or at the risk of discrimination or violence. The chap-
ter not only explains how to help, but also how the peer supporters should end support. This
chapter provides details about three important action principles of BPS-N (identical to
PFA)-“Look, Listen and Link” (Table 2).

Chapter 4 gives guidance for the providers of help, e.g., steps that one can take as a part of
getting ready to help. This includes advice for the peer supporters on how to manage their
own stress through healthy work and life habits, as well as guidance on the value of rest and
reflection. A pocket guide follows the last chapter (Supplement S3).

The chapters in BPS-N are similar to those in the two PFAs. The first chapter of Ebola PFA
has been replaced with chapter on NTDs. Considering the importance of COVID, a chapter
on COVID was also included. The second chapter of Ebola PFA “Understanding PFA” has
been replaced by “Understanding BPS”. The group felt the peer supporters and the frontline
workers should be expected to only provide basic psychological support as they are not trained
counsellors. And this will also be easier to explain to the authorities in the Indian and other
contexts. The content of the different chapters was re-written keeping the NTDs in mind.
However, it followed the Look, Listen and Link principle of the PFA.

Discussion

It has been globally recognized that mental health is a key issue in NTD work, and several core
agreements and frameworks have been adopted, with clear goals to reduce the burden of
NTDs and mental health conditions [15]. The global mental health initiatives have been

Table 2. Core concepts and practices of the BPS-N Guide.

LOOK v Check for safety.
v’ Check for people with obvious urgent basic needs.
v Check for people with serious distress reactions

LISTEN v’ Approach people who may need support
v' Ask about people’s needs and concerns
v Listen to people and help them to feel calm

LINK v/ Help people address basic needs and access services
v Help people cope with problems
v’ Give information
v' Connect people with loved ones and social support

https://doi.org/10.1371/journal.pntd.0011945.t002
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emphasizing the promotion of human rights in mental health care [16]. However, mental
health and human rights services have not been systematically integrated into the public health
system and they have rarely been assessed for effectiveness [17]; one of the contributing factors
here is the limited research capacity for such intervention research [18].The development of
the new BPS-N tool, based on the WHO PFA, reflects an important step in bringing mental
health support—as a right like any other social welfare service of the governments—closer to
those in need of this form of care at the community level. It potentially can help to reduce the
significant gaps between demand and supply for mental health care by guiding appropriate
community-based responses to the mental health challenges, needs and entitlements of per-
sons affected by NTDs.

The decision to use the PFA as the base document of the BPS-N was an important step.
Although evidence of the effectiveness of PFA in different situations needs adequate documen-
tation [19], it has been used widely and its merits have been described by multiple authors, and
in more visible recent medical crises than in NTDs [19-24]. However, persons affected by
NTDs do not normally face the humanitarian crises or life-threatening situations that usually
cause severe, acute mental distress. Rather they must cope with the chronic stresses typically
associated with disability, stigma, social exclusion and poverty. The consensus team therefore
was careful to make adaptations that change the focus from acute help to the psychosocial sup-
port of people affected by chronic stresses.

Despite its name, PFA covers both psychological and social support, and how to provide it
[8]. It is essentially a tool that anyone can learn and implement regardless of their training,
making it especially appropriate for those settings and communities challenged by limited
access to mental health care [24]. Individuals affected by NTDs are commonly very neglected,
isolated and lonely as it is usual to find only few who are similarly affected in their communi-
ties. Preliminary evidence already suggests that the use of PFA training can significantly
enhance the providers’ knowledge of the appropriate skills, and thus is likely to lead to
increased ability of supporters to assist those affected by NTDs and reduce the current gap in
mental health care [21]. Similarly, the new guide on BPS-N, more specifically designed for the
affected persons (peers), aims to build relevant knowledge, capacities, compassion and confi-
dence among these groups to help those with NTDs, often rejected, and in community settings
with limited mental health services [13]. When it comes to mental health care for people
affected by NTDs, there are many constraints in terms of infrastructure, services, staff, and
capacity, especially in rural areas. In any given scenario of limitations, lay persons and volun-
teers from within the community, such as peers who have similar experiences as those needing
help, could provide much-needed initial support on the basis of BPS-N tool. They cannot only
fill the deficiencies, but also complement available professional services. BPS-N, therefore, may
be a cost-effective and suitable solution to challenging conditions that force deprivation,
inequality and social exclusion.

It is important to emphasize that the higher-level professional health assistance may need to
be provided where it is available, and that the BPS-N only provides basic support. BPS-N is not
intended to be a substitute for professional advice required to provide treatment for specific,
often serious, medical or psychological conditions. The advice of a physician, psychologist or
psychiatrist will be needed when the advice offered in this guide is not sufficient or does not
lead to improvement. It is necessary for peer supporters to know their limits in providing men-
tal health advice and care, and to refer to specialists wherever possible. They need to remember
and be reminded that they should provide basic psychological support only, and not attempt
any counselling or such other professional services like psychotherapy; such attempts could
lead to challenging situations. They should be under careful supervision themselves and know
when to refer.
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The guide is based on the principle that peer supporters are drivers of change, and by using
the BPS-N, they can reduce the impact of NTDs. The local peer supporters have a unique
advantage as they share a common understanding and experience of the issues and needs of
their peers besides a sense of oneness, common culture and community. This helps to improve
connections, conversations and in finding solutions.

While the BPS-N guide aims at the peer supporters as actors, it can also be used by others
involved in supporting persons living with physical and/or psychosocial consequences of
NTDs. The guide can be a resource to build the knowledge and skills of general health care
staff to give basic psychological support to persons affected by NTDs, and others with mental
health issues. In turn, these staff can train lay persons and peer volunteers who will be able to
help the affected persons. in the communities where mental health services are not available
[13]. Peers, other community volunteers and grassroots health workers are better placed to
provide BPS-N by linking their clients with both government services and community
support.

The three action principles—Look, Listen, & Link—constitute the core of the BPS-N. The
“Look’ principle urges the supporters to look for the safety, urgent basic needs and distress
reactions of the affected persons. The ‘Listen’ principle highlights the need for looking into the
issues of the affected by listening to them, and empathetically understanding them from their
perspectives, and listening to the affected and excluded with the purpose to provide a solution.
Demonstration of active, appreciative and respectful listening by looking into the eyes of the
clients can build hopes and restore trust. This is a critical need as the persons affected by
NTDs and mental health issues often feel that no one listens to them, and that they are left
behind by society including their own community and kith and kin. The principle of ‘Link’
emphasizes the need to help a person make different levels of connections to claim or fulfil
their rights and access entitlements. The BPS-N guide not only promotes “Look, Listen, and
Link”, but also principles such as safety, dignity, rights, empathy, compassion and equity. Con-
tinuous training, awareness, behaviour change, and practical action based on these principles
can provide much needed services and help in building trust, and a sense of security.

Persons physically affected by NTDs are not the only group who experience mental health
problems (e.g., depression and anxiety), their children and other family members can also suf-
fer similar issues [15,25,26]. This can arise from the stresses of caring for their NTD affected
family members and from the general disruption to building a positive family environment. It
may also include the effects arising from the inability of an NTD affected person to work and
support their family. BPS-N provides tips on how to support persons who may need special
care; this includes children and other family members, women, older people, adolescents, peo-
ple with severe mental issues, and those who have been discriminated, or victims of violence.
The BPS-N guide development faced two limitations. While the English guide was translated
into the mainstream language of Hindi, it could not be translated into the local dialect (Khota)
which some peer supporters and clients in the intervention area were more comfortable with.
Translation could not be done because of lack of written script of the dialect. However, the lan-
guage issue was tackled by the peer supporters who knew both Hindi and Khota. Another limi-
tation was the lack of adequate involvement of the affected persons for their inputs as there
were no community consultations in the field. They could not be engaged, to the extent
planned, because of the pandemic. Challenged by the COVID 19; physical meetings and field
visits were limited by the lockdowns. As most of the meetings were conducted virtually, the
affected persons, without internet connectivity and equipment, could not have the chance to
contribute to the process; only a few people in Delhi could join. However, whatever inputs
were made by a small number of affected people, made the guide suitable for the study partici-
pants as we tested it during implementation of the intervention. The BPS-N protocol has
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currently been developed for use with persons affected by leprosy or LF. However, it is funda-
mentally a generic procedure, albeit with specific disease information in the introductory
chapter which can, for use with other NTDs or other conditions, can simply be replaced by the
relevant wording as appropriate for any public health issues.

However, it must also be said that the implementation of new protocols to the NTD care
efforts such as those for leprosy and LF, no matter how important and obvious they may
appear, can be difficult as has been seen with basic lymphedema care in LF where there are still
many patients not aware or continuing to use, the basic hygiene protocol recommended by
WHO [25]. There can be other challenges like poverty, and lack of education, willingness and
skills on the part of the peers and volunteers. Implementation of a protocol like this requires
constant attention, and concerted effort, training, and commitment by programs and commu-
nities for raising awareness, improving communication, building capacities, compassion,
empathy and ownership. While this new, consensus and inclusive protocol can be used in the
field, the resulting experiences will likely lead to various nuances of its implementation and
adjustments to the new guide.

The future consequences of applying the guide will likely improve mental wellbeing and
participation and reduce stigma for the persons with NTDs. In NLR operational states, at least
one million people affected by NTDs can benefit from the application of the BPS-N guide.
With its relevance for larger public health issues, and increasing realisation of mental wellbe-
ing, the BPS-N tool offers promising consequences as it can build a better society, equity and
inclusion, and promote community volunteering and giving which is beneficial for both the
support recipients and providers.

While the guide has shown promising results [13]; as a next step, NLR India has been work-
ing on the integration of the tool in its programs through the trainings of the field staff, peer
supporters, other community volunteers and leaders. Field visits, follow-up and supportive
supervision are the approaches in order to ensure that the BPS-N providers are well capaci-
tated. NLR India has also trained the general health care staff of the government, and shared
the protocol with several interested people, national and international civil society organisa-
tions who sought advice and support on applying the guide. They have appreciated the rele-
vance of the guide after several dissemination meetings and presentations by NLR India. NLR
India’s positive response has been contributing to the promotion of the protocol, and pro-
grams though evaluations need to be planned. It is important that NTD program managers in
endemic countries are made aware of the existence of this important protocol, and that those
running training programs for care in these countries, e.g., staff of leprosy hospitals, those
instructing filarial lymphedema patients in the WHO essential lymphedema package of care
[25], are also aware and begin to learn, be trained on, and use the BPS-N. As there is a relatively
poor attention currently given to providing mental health care to those suffering from NTDs,
in the present focus to those with leprosy and filarial lymphedema, the BPS-N provides an
important opportunity to reverse this situation.

On the basis of the experience and lessons from the application of the guide; the following
training, capacity and motivation building approaches are reccommended which can signifi-
cantly enhance the providers’ knowledge, communication and other BPS-N skills: a.) regular
trainings of the BPS-N providers, b.) peer learning and sharing of good practices and successes
of peer support, c.) on-the-job trainings, and supportive supervision, d.) incentivising the
BPS-N service providers who create and capacitate other service providers, e.) supporting
trained BPS-N providers to deliver trainings to new recruits, and f.) awarding the learners and
leaders of the Look, Listen, Link practices. The trainees should be able to use BPS-N, reduce
stigma, and improve mental well-being.
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It is recommended to use participatory training methodologies that emphasize on interac-
tion, and practical applications through group discussions, role play and problem-solving exer-
cises. This inclusive learning environment empowers the participants, and the learners can
contribute their knowledge, experience and perspectives, and learn actively.

There is a need for further studies including on a methodological evaluation of the new
BPS-N guide for understanding the feasibility and applicability of field implementation by the
peer support groups with minimal training inputs. It is important that this new BPS-N guide
now be tested in the field both by individual NTD care-giving groups, such as LF programs
implementing as part of a LF essential package of care, and through structured randomized
controlled trials (RCT). An RCT has already been planned by NLR India for establishing the
effectiveness of the peer support approach-based BPS-N to address mental wellbeing, stigma
and social participation of persons affected by leprosy and lymphatic filariasis in Jharkhand,
India. Experiences of using this new tool should be regularly reviewed to validate and further
advance the use of this protocol.

Conclusion

The new BPS-N guide is a useful protocol, and easy to apply. While it has shown promising
results, its application both in programs and through research is necessary. Drawing lessons
from testing is important for a.) improving the protocol, and b.) encouraging more mental
health care activities in the field. Any appropriate adjustments should be made through a simi-
lar consensus procedure described in this paper. The guide has been developed with a method
that is replicable. It involved a stepwise process of actively engaging the experts and affected
persons, who had knowledge, skills, lived experience and insights, and were willing to contrib-
ute to this guide resulting in the protocol as was planned. The collaborative adaptation and
development of the BPS-N guide may be followed as a process model by the people and organi-
sation interested in similar consensus and inclusive protocols.

Acknowledgments

We gratefully acknowledge and express our profound gratitude to the following experts who
devoted their time and knowledge for guiding the adaptation process as described in this
paper. They include (in alphabetical order, based on first name) Anup Kumar Singh, former
NLR India; Arun Kumar, former NLR India; Chandni Srinivasan, former NLR India; Heleen
Broekkamp, NLR International; Mimi Lusli, Mimi Institute, Indonesia; Pravin Kumar, NLR
India; and Tulsi Das, Deva International Society for Child Care.

Author Contributions

Conceptualization: Pradeepta K. Nayak, Ashok Agarwal, Wim H. van Brakel.
Formal analysis: Pradeepta K. Nayak.

Methodology: Ashok Agarwal.

Supervision: Wim H. van Brakel.

Writing - original draft: Pradeepta K. Nayak.

Writing - review & editing: Charles D. Mackenzie, Ashok Agarwal, Robin van Wijk, Marente
M. Mol, Julian Eaton, Maya Semrau, Carmen Valle-Trabadelo, Gauri S. Kaloiya, Alok Pra-
tap, Jayashree P. Kunju, Suma Krishnasastry, Astri Ferdiana, Ariana Marastuti, Rohit K.
Tiwari, Wim H. van Brakel.

PLOS Neglected Tropical Diseases | https://doi.org/10.1371/journal.pntd.0011945  January 9, 2025 11/13


https://doi.org/10.1371/journal.pntd.0011945

PLOS NEGLECTED TROPICAL DISEASES Basic psychological support for persons with neglected tropical diseases (BPS-N)

References

1.

10.

1.

12

13.

14.

15.

16.

17.

World Health Organization. WHO officially recognizes noma as a neglected tropical disease. WHO.
2023.Available from: https://www.who.int/news/item/15-12-2023-who-officially-recognizes-noma-as-a-
neglected-tropical-disease

Ali O, Mengiste A, Semrau M, Tesfaye A, Fekadu A, Davey G. The impact of podoconiosis, lymphatic fil-
ariasis, and leprosy on disability and mental well-being: A systematic review. PLoS Negl Trop Dis.

2021; 15(7): e0009492. https://doi.org/10.1371/journal.pntd.0009492 PMID: 34237079; PMCID:
PMC8266075

Hotez PJ. Stigma: The stealth weapon of the NTD. PLoS Negl Trop Dis. 2008; 2(4): €230. https://doi.
org/10.1371/journal.pntd.0000230 Google Scholar Crossref PubMed PMID: 18446206

Hofstraat K, Van Brakel W. Social stigma towards neglected tropical diseases: A systematic review.
International Health. 2016; 8:i53—i70. https://doi.org/10.1093/inthealth/ihv071 Abstract | CrossRef Full
Text | Google Scholar PMID: 26940310

Mangeard-Lourme J, Arquer G, Jayaram P, Singh R, Satle N, Radhika M. Depression and anxiety in
people affected by leprosy and lymphatic filariasis: a cross-sectional study in four States in India. Lep-
rosy Review. 2020; 91: 367-382. https://doi.org/10.47276/Ir.91.4.367

Govindasamy K, Jacob |, Solomon RM, Darlong J. Burden of depression and anxiety among leprosy
affected and associated factors-A cross sectional study from India. PLoS Negl Trop Dis. 2021 Jan 22;
15(1): e0009030. https://doi.org/10.1371/journal.pntd.0009030 PMID: 33481790; PMCID:
PMC7857628

Koschorke M, Al-Haboubi YH, Tseng P-C, Semrau M and Eaton J. Mental health, stigma, and
neglected tropical diseases: A review and systematic mapping of the evidence. Front Trop Dis. 2022;
3:808955. https://doi.org/10.3389/fitd.2022.808955 Available from: https://www.frontiersin.org/articles/
10.3389/fitd.2022.808955/full

World Health Organization, War Trauma Foundation and World Vision International. Psychological first
aid: Guide for field workers. Geneva: WHO; 2011. Available from: https://apps.who.int/iris/handle/
10665/44615

World Health Organization, CBM, World Vision International & UNICEF. Psychological first aid during
Ebola virus disease outbreaks (provisional version). WHO; September 2014. https://www.afro.who.int/
sites/default/files/2017-06/9789241548847_eng.pdf

Peng M, Xiao T, Carter B, Chen P, Shearer J. Evaluation of the effectiveness and cost-effectiveness of
psychological first aid (PFA) system based training for frontline health workers in emergency health ser-
vices in China a study protocol of a cluster randomized controlled trial. Frontiers in Psychiatry. 2022;
13:1044594. https://doi.org/10.3389/fpsyt.2022.1044594 PMID: 36590637

Smit D, Miguel C, Vrijsen J, Groeneweg B, Spijker J, Cuijpers P. The effectiveness of peer support for
individuals with mental illness: Systematic review and meta-analysis. Psychological Medicine.2022;1—
10. https://doi.org/10.1017/S0033291722002422 PMID: 36066104

Lusli M, Peters R, van Brakel W, Zweekhorst M, lancu S, Bunders J, et al. The Impact of a rights-based
counselling intervention to reduce stigma in people affected by leprosy in Indonesia. PLoS Negl Trop
Dis.2016; 10(12): e0005088. https://doi.org/10.1371/journal.pntd.0005088 PMID: 27959932

Agarwal A, Nayak PK, van Brakel WH, van Wijk R, Jain A, Broekkamp H, et al. Impact of basic psycho-
logical support on stigma and mental well-being of people with disabilities due to leprosy and lymphatic
filariasis: a proof-of-concept study. International Health. 2023; 15 (3): iii59-iii69. https://doi.org/10.
1093/inthealth/ihad096 PMID: 38118159

Mol MM, Miedema JM, van Wijk R, Agarwal A, Nayak PK, Tiwari RK, et al. Impact of basic psychological
support on stigma and the mental well-being of people with disabilities due to leprosy and lymphatic fila-
riasis: a postintervention evaluation study. International Health. 2023; 15 (3): iii70—iii78. https://doi.org/
10.1093/inthealth/ihad100 PMID: 38118150

World Health Organization. Mental health of people with neglected tropical diseases: towards a person-
centred approach. Geneva: World Health Organization; 2020. License: (CC BY-NC-SA 3.0 IGO;
https://creativecommons.org/licenses/by-nc-sa/3.0/igo

Mahdanian AA, Laporta M, Drew-Bold N, Funk M, Puras D. Human rights in mental healthcare: A review
of current global situation. International Review of Psychiatry. 2023; 35(2):150-62. https://www.
tandfonline.com/doi/full/ https://doi.org/10.1080/09540261.2022.2027348 PMID: 37105153

Carbonell A, Navarro-Pérez J-J, Mestre M-V Challenges and barriers in mental healthcare systems and
theirimpact on the family: A systematic integrative review. Health Soc Care Community.2020;
28:1366—1379. https://doi.org/10.1111/hsc.12968 PMID: 32115797

PLOS Neglected Tropical Diseases | https://doi.org/10.1371/journal.pntd.0011945  January 9, 2025 12/13


https://www.who.int/news/item/15-12-2023-who-officially-recognizes-noma-as-a-neglected-tropical-disease
https://www.who.int/news/item/15-12-2023-who-officially-recognizes-noma-as-a-neglected-tropical-disease
https://doi.org/10.1371/journal.pntd.0009492
http://www.ncbi.nlm.nih.gov/pubmed/34237079
https://doi.org/10.1371/journal.pntd.0000230
https://doi.org/10.1371/journal.pntd.0000230
http://www.ncbi.nlm.nih.gov/pubmed/18446206
https://doi.org/10.1093/inthealth/ihv071
http://www.ncbi.nlm.nih.gov/pubmed/26940310
https://doi.org/10.47276/lr.91.4.367
https://doi.org/10.1371/journal.pntd.0009030
http://www.ncbi.nlm.nih.gov/pubmed/33481790
https://doi.org/10.3389/fitd.2022.808955
https://www.frontiersin.org/articles/10.3389/fitd.2022.808955/full
https://www.frontiersin.org/articles/10.3389/fitd.2022.808955/full
https://apps.who.int/iris/handle/10665/44615
https://apps.who.int/iris/handle/10665/44615
https://www.afro.who.int/sites/default/files/2017-06/9789241548847_eng.pdf
https://www.afro.who.int/sites/default/files/2017-06/9789241548847_eng.pdf
https://doi.org/10.3389/fpsyt.2022.1044594
http://www.ncbi.nlm.nih.gov/pubmed/36590637
https://doi.org/10.1017/S0033291722002422
http://www.ncbi.nlm.nih.gov/pubmed/36066104
https://doi.org/10.1371/journal.pntd.0005088
http://www.ncbi.nlm.nih.gov/pubmed/27959932
https://doi.org/10.1093/inthealth/ihad096
https://doi.org/10.1093/inthealth/ihad096
http://www.ncbi.nlm.nih.gov/pubmed/38118159
https://doi.org/10.1093/inthealth/ihad100
https://doi.org/10.1093/inthealth/ihad100
http://www.ncbi.nlm.nih.gov/pubmed/38118150
https://creativecommons.org/licenses/by-nc-sa/3.0/igo
https://www.tandfonline.com/doi/full/
https://www.tandfonline.com/doi/full/
https://doi.org/10.1080/09540261.2022.2027348
http://www.ncbi.nlm.nih.gov/pubmed/37105153
https://doi.org/10.1111/hsc.12968
http://www.ncbi.nlm.nih.gov/pubmed/32115797
https://doi.org/10.1371/journal.pntd.0011945

PLOS NEGLECTED TROPICAL DISEASES Basic psychological support for persons with neglected tropical diseases (BPS-N)

18.

19.

20.

21.

22,

23.

24,

25.

26.

Wainberg ML, Scorza P, Shultz JM, Helpman L, Mootz JJ, Johnson KA, et al. Challenges and opportu-
nities in global mental health: A research-to-practice perspective. Curr Psychiatry Rep.2017; 19(5):28.
https://doi.org/10.1007/s11920-017-0780-z PMID: 28425023; PMCID: PMC5553319

Dieltjens T, Moonens |, Van PK, De BE, Vandekerckhove P. A systematic literature search on psycho-
logical first aid: lack of evidence to develop guidelines. PloS One. 2014 Dec 12; 9(12): e114714. https:/
doi.org/10.1371/journal.pone.0114714 PMID: 25503520

Inter-Agency Standing Committee. Guidelines on Mental Health and Psychosocial support in Emer-
gency settings. 1ASC, 2007. Available from: http://www.humanitarianinfo.org/iasc/content/products

Wang L, Norman |, Xiao T, Li Y, Leamy M. Psychological first aid training: A scoping review of its appli-
cation, outcomes and implementation. International Journal of Environmental Research and Public
Health.2021; 18:4594. https://doi.org/10.3390/ijerph18094594 h18094594. PMID: 33926108

Shah K, Kamrai D, Mekala H, Mann B, Desai K, Patel RS. Focus on mental health during the coronavi-
rus (COVID-19) pandemic: Applying learnings from the past outbreaks. Cureus. 2020; 12(3): €7405.
https://doi.org/10.7759/cureus.7405 PMID: 32337131

Birkhead GS, Vermeulen K. Sustainability of psychological first aid training for the disaster response
workforce. Ameri J of Pub Health. 2018; 108(S5): S381-S382. https://doi.org/10.2105/AJPH.2018.
304643 PMID: 30260696

Grubin F, Maudrie TL, Neuner S, Conrad M, Waugh E, Barlow A, et al. Development and cultural adap-
tation of psychological first aid for COVID-19 frontline workers in American Indian/Alaska native com-
munities. J. Prevention. 2022; 43:697-717. https://doi.org/10.1007/s10935-022-00695-y PMID:
35841432

Mackenzie CD, Mante S. Caring for patients in the global programme to eliminate lymphatic filariasis.
Int Health. 2020; 13(Suppl 1): S48-S54. https://doi.org/10.1093/inthealth/ihaa080 PMID: 33349884;
PMCID: PMC7753172.

Theobald S, MacPherson EE, Dean L, Jacobson J, Ducker C, Gyapong M, et al. 20 years of gender
mainstreaming in health: lessons and reflections for the neglected tropical diseases community. BMJ
Glob Health. 2017; 2(4): €000512. https://doi.org/10.1136/bmjgh-2017-000512 PMID: 29177100;
PMCID: PMC5687534.

PLOS Neglected Tropical Diseases | https://doi.org/10.1371/journal.pntd.0011945  January 9, 2025 13/13


https://doi.org/10.1007/s11920-017-0780-z
http://www.ncbi.nlm.nih.gov/pubmed/28425023
https://doi.org/10.1371/journal.pone.0114714
https://doi.org/10.1371/journal.pone.0114714
http://www.ncbi.nlm.nih.gov/pubmed/25503520
http://www.humanitarianinfo.org/iasc/content/products
https://doi.org/10.3390/ijerph18094594
http://www.ncbi.nlm.nih.gov/pubmed/33926108
https://doi.org/10.7759/cureus.7405
http://www.ncbi.nlm.nih.gov/pubmed/32337131
https://doi.org/10.2105/AJPH.2018.304643
https://doi.org/10.2105/AJPH.2018.304643
http://www.ncbi.nlm.nih.gov/pubmed/30260696
https://doi.org/10.1007/s10935-022-00695-y
http://www.ncbi.nlm.nih.gov/pubmed/35841432
https://doi.org/10.1093/inthealth/ihaa080
http://www.ncbi.nlm.nih.gov/pubmed/33349884
https://doi.org/10.1136/bmjgh-2017-000512
http://www.ncbi.nlm.nih.gov/pubmed/29177100
https://doi.org/10.1371/journal.pntd.0011945

