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Editorial

Working on innovative breakthroughs

Our worldwide work

2018: a year of joining hands

An old African proverb says: “If you want to go fast, go alone. If you want to go far, go
together.” It is this proverb that summarises our 2018. We choose to go together. Because
the fight against leprosy is tough and tedious. To reach zero leprosy, we must go far!

In 2018, a big chunk of our efforts went into partnering and
collaboration. The absolute highlight in collaboration for zero leprosy
was the launch of the Global Partnership for Zero Leprosy at World
Leprosy Day 2018. All stakeholders in leprosy joined hands: national
leprosy programmes, researchers, the World Health Organization,
persons affected by leprosy, donors, and last but not least the
concerned NGOs, represented by the International Federation

of Anti-Leprosy Associations (ILEP). Key to this partnership is the
understanding that reaching Zero Leprosy is too big a challenge for any
of the individual leprosy stakeholders to realise. A serious attempt at
this ambition, begs collaboration.

NLR is, and was in 2018, an active partner in and initiator of
collaborations and partnerships. NLR’s CEO Jan van Berkel was re-
elected by ILEP’s members as their President; technical NLR staff
contributed to ILEP’s Technical Commission. Conjointly with all

of its thirteen members, ILEP launched another successful World
Leprosy Day campaign aiming at triple zero: Zero Transmission, Zero
Disabilities, and Zero Discrimination.

Moreover, 2018 saw an external review of the Leprosy Research
Initiative (LRI) take place, another important collaborative venture
that was co-initiated by NLR and celebrated its fifth anniversary in

the same year. The LRI, now counting eight actively participating (co-)
funding members, is managed and supervised by NLR. The external
auditors commended the LRI for its impact on leprosy-related research
and for the objective, fair, and clearly structured selection process.

The two important and frequently used online portals Infolep and
InfoNTD, give access to over 30,000 scientific articles and provide
support to researchers and fieldworkers. The portals are supported by
a total of fifteen NGOs and coordinated from our office in Amsterdam,
the Netherlands.

The Dutch Coalition for Disability and Development (DCDD) is a joint
effort at prioritising disability inclusion on the Dutch Government’s
agenda for international development cooperation. Starting from
2018, NLRs Director of Programmes chairs the DCDD.

In 2018, the NLR logo rightly illustrated our conviction that joining
hands makes all the difference.

Bram van Ojik
Chair, Supervisory
Board

Jan van Berkel
CEO

Fundraising & communications
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In 2018, NLR worked in Mozambique, India, Indonesia, Nepal,
and Brazil. We continued phasing out our former programmes

in Nigeria and the Mekong Region.

® et All of our programmes are aimed at promoting and supporting health, ability, and full inclusion in
I n l I e society for persons affected by leprosy or living with disabilities. To achieve this, we focus on four
priority programmes:

Stop transmission Combined approaches to

of leprosy prevention and management
of disability

Disability inclusive Reduction of stigma and

development discrimination

These priorities are in line with:

The Global Leprosy The Triple Zero The Global Partnership
Strategy campaign for Zero Leprosy
“Accelerating towards a “Zero Transmission, Zero “To facilitate alignment of the
leprosy-free world” of the Disabilities, Zero Discrimination” leprosy community and to
World Health Organization of the International Federation accelerate effective collaborative
(WHO) of Anti-Leprosy Associations action toward the goal”

(ILEP)

Annual Report 2018 | 5
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Our results

Our vision, mission & stragegy

Our worldwide
achievements in 2018

48,176 new leprosy cases were
found, diagnosed, and treated across
our programme areas

18,463 community members were
informed and educated about general
disabilities to raise awareness

831 people were provided with
leadership training to guide and
support others and groups

(%)
%0
e X

54,699 direct contacts of new
leprosy patients were given a single
dose of rifampicin to reduce their risk
of developing leprosy by 50-60%

664 existing self-care groups
(formed before 2018) and 30

newly formed self-care groups were
supported

[

v

784 people received vocational
training to learn a trade

Working on innovative breakthroughs

Our worldwide work

7,165 health workers, government
health staff, community volunteers
and accredited social health activists
(ASHAs) were trained on leprosy

=
<

=

2,818 persons disabled by leprosy
and other diseases were trained

in self-care to help prevent (the
worsening of) disabilities

v

=

1,675 children of leprosy-affected
persons received financial support for
their education

Fundraising & communications

AN

2,041,055 people were informed
and educated on leprosy to raise
awareness

s

461 lives were improved with
reconstructive surgery

393 people received a microcredit
to help them become self-employed

Our organisation

Finances & annual accounts

8,810 people were provided with
assistive devices such as wheelchairs,
crutches, sunglasses, orthopaedic
footwear, and prostheses

36 Disabled People’s Organisations
received assistance to promote
participation of people with leprosy-
related disabilities

\\I//

1,053 persons with disabilities were
helped to stand up for their rights

Annual Report 2018 | 6



2018 in brief Our vision, mission & stragegy Working on innovative breakthroughs Our worldwide work Fundraising & communications Our organisation Finances & annual accounts

Ourincome and expenses This is what we spent in 2018 This was our income in 2018

How did we

Spend our €10';o7tglooo €1l ;ZZIOOO
money in 20187

Over the past year, we received a total of €11,2

million euros of income. This continued support ® Mission et Individuals 60%
.. . ] . Fundraising 11% @® Companies 0%
is vital as it enables us to continue our fight PSR e M e G Lotteries 12%
against leprosy and change the lives of those Non-profit organisations 27%
@ Miscellaneous 1%

affected. Throughout the Netherlands, we
received support from 44,862 donors, around
350 volunteers, and many dedicated supporters This is what we spent on our
taking part in different fundraising activities. mission in 2018
Furthermore, we received additional funding 2018
from 16 institutional partners, which include

In support of our mission, these
were our reserves and funds in

governments and foundations. A massive part
of this funding we received from the Dutch

Postcode Lottery and its participants. Total Total
€8,710,000 €20,096

Continuity reserve 19%
Required to cover risks and meet

future obligations

Earmarked reserves 42%
Earmarked by our CEO

Earmarked funds 39%
Annual accounts Earmarked by NPL Lottery Il

® (Direct) services and aid 94%
Other details concerning our income and Sensitisation and awareness-raising 6%
expenses are shown in the Annual Accounts.
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Highlights in
2018

—

T,

The third version of the SkinApp #,.r"lfNLR hosted ddenhor event for The World Health Organization

was developed as wellas a /f private donors who donated published its first official guidelines
validation process kick off.

towards a project in Mozambique. on leprosy.

The process is the first step in bringing country-specific -t With seventy donors attending, the event provided More importantly, the guidelines formally recommend
versions to Indonesia, Brazil, Mozambique, and Nepal, a fruitful social setting to meet donors face-to-face single dose rifampicin as a preventive treatment for
among other countries. and inform them about the project — which thanks its direct contacts of leprosy patients. NLR played an active
encouragingpregress to their contributions. role in performing the research and pilot project LPEP
4] (Leprosy Post-Exposure Prophylaxis) that led to the
o . guidelines. The publication heralds a new era: leprosy
as a preventable disease.

We revamped and completely NLR is one of the pioneers introducing
redesigned both our Dutch and the preventive treatment single dose
international websites. rifampicin to Africa. Our research

The new websites feature a captivating layout, are project, PEP4LEP, is funded by the
user-friendly on desktop, tablet, and smartphone, European and Developing Countries

easy to navigate and read, and contain tale-telling
photographic and video graphic imagery.

Clinical Trials Partnership (EDCTP).

The project compares the effectiveness and feasibility
of a skin camp intervention to a health centre-

based intervention and is implemented as a trial in
Mozambique, Ethiopia, and Tanzania.
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Our vision, mission & stragegy

Working on innovative breakthroughs

Fundraising & communications

Our vision

We envision a world free
of leprosy and exclusion
due to disabilities.

Our strategy

NLR works towards its goals by:

»  Working with governments, non-governmental
organisations (NGOs), research institutions, and
Disabled People’s Organisations to promote
access and quality of services by means of
training, expert advice, research, and innovation.

» Strengthening capacity through training, expert
advice, research, and innovation.

» Developing policies and programmes in line
with the United Nations Convention on the
Rights of Persons with Disabilities, aiming to
combat neglected tropical diseases and their
consequences and contribute to poverty

Our organisation Finances & annual accounts

Our mission

NLR promotes and supports
health, ability, and full
inclusion in society for
persons affected by leprosy
or living with disabilities.

reduction, the promotion of human rights,
and social inclusion of persons affected by
leprosy and persons with disabilities.

Integrating leprosy work with other
neglected tropical diseases and disability
work.

Lobbying to keep leprosy and disability
inclusion on policy agendas at all levels.

Facilitating rehabilitation services,
reduction of stigma, and the promotion of
self-care and empowerment.

Annual Report 2018 | 9
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Our priority
programmes

To give greater direction to our work, we focus our attention on
the four most pressingissues in the fight against leprosy. We
call these our priority programmes. They are implemented in
multiple countries simultaneously, making our Country Offices
work closely together.

Our priority programmes are in line with the Global Leprosy Strategy (“Accelerating towards

a leprosy-free world”) of the World Health Organization and the Triple Zero campaign (“Zero

Transmission, Zero Disabilities, Zero Discrimination”) of the International Federation of Anti-Leprosy
Associations (ILEP).

Stop transmission
of leprosy

Combined approaches to prevention
and management of disability

3 Disability inclusive
development

Reduction of stigma and
discrimination

Our worldwide work

Fundraising & communications

Our organisation

Finances & annual accounts
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Priority programme

Combined approaches
to prevention and
management of disability

Because leprosy shares many symptoms with other
neglected tropical diseases and diseases that cause
nerve damage (such as diabetes), the physical needs of
those affected are similar. By implementing combined
approaches, we can tackle disabilities more effectively
and efficiently.

What we accomplished in 2018

We use our experience in leprosy to integrate with other disease programmes. We do this

in India and Mozambique. In Zambezia province, Mozambique, we finalised the project
“Improving disability prevention and contributing to disability reduction in communities
affected by lymphatic filariasis and leprosy.” We provided patients with treatment and
disability services through combined self-care groups, assistive devices, and reconstructive
surgery. Working in groups that combine patients of different diseases has led to a reduction
of the discomfort and mental burden caused by stigma.

Our worldwide work

Fundraising & communications Our organisation Finances & annual accounts

Priority programme

Disability-inclusive
development

Our disability-inclusive development initiatives aim to
ensure that people with disabilities caused by leprosy and
other diseases can fully and actively participate in society
on an equal basis.

What we accomplished in 2018

To stimulate inclusion and raise awareness, we worked with disabled people and their
communities. This reinforced the active participation of disabled people in their societies.
Persons affected by leprosy organised themselves and became members of Disabled
People’s Organisations. As a result, they communicated their needs more successfully and
benefited from the work done by Disabled People’s Organisations. By working with Disabled
People’s Organisations, leprosy-related stigma decreased. Furthermore, Disabled People’s
Organisations effectively lobbied their local and national governments for more accessible
services for people with disabilities, including those affected by leprosy.

NLR also supported self-help groups. We launched for example an inclusive agricultural and
healthcare programme for disabled people in rural Mozambique. In Nepal, we work with
Disability-Friendly Communities. In these communities, all relevant stakeholders become
responsible and accountable towards fulfilling the rights of persons with disabilities (including
those disabled by leprosy) as provisioned in laws, policies, and programmes.

The country pages in this annual report tell more about these various projects.

Annual Report 2018 |
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Priority programme

Reduction of stigma
and discrimination

Itis not just the physical effects of leprosy that devastate
lives. Victims experience ruthless prejudice, cutting them off
from their communities, hindering their full participation in
society, and causing many to feel ashamed and worthless.
The terrible stigma attached to leprosy also forms a barrier
to treatment. Many that contract the disease hide away,
avoiding diagnosis for fear of its social and economic
consequences. The counterproductive effects of belated
diagnosis can only underpin how important the fight against
stigma and discrimination continues to be.

What we accomplished in 2018

2018 kick-started the development of this priority programme. NLR’s International Office
organised an international working meeting. By means of exchanging experiences, tools, and
ideas between our Country Offices and external partners, we have defined common interests
and opportunities.

** The reduction of

stigma will become an
integrated part of all
priority programmes. ”’
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2018 evaluated

Working on innovative breakthroughs

Our worldwide work

The year in review

2018’s most promising event was the launch of the Global Partnership for Zero
Leprosy. This uniquely collaborative commitment to ending leprosy acknowledges
that the challenge is too big for any of the individual stakeholders to reach in their

own strength.

NLR has been actively involved in the process by investing
staff capacity and resources at different levels: the Leadership
Team, the development of a Research Agenda for Zero
Leprosy, and the development of a Toolkit for Operational
Excellence. This toolkit will, among others, include best
practices and innovations developed by NLR.

2018'’s most promising event was the launch of the Global
Partnership for Zero Leprosy. This uniquely collaborative
commitment to ending leprosy acknowledges that the
challenge is too big for any of the individual stakeholders to
reach in their own strength. NLR has been actively involved in
the process by investing staff capacity and resources at different
levels: the Leadership Team, the development of a Research
Agenda for Zero Leprosy, and the development of a Toolkit for
Operational Excellence. This toolkit will, among others, include
best practices and innovations developed by NLR.

In 2018, our programme strategy continued to focus on two
major innovation processes: decentralising the organisation
in accordance with NLR’s 2020 process, and developing
priority programmes to give more focus to our work.

Again, investments in fundraising paid off. Results were better
than expected, both in private and in institutional fundraising.

The income made available again tops our targets in all
categories: private donations, legacies, and institutional
fundraising.

While the implementation of the “Stop the transmission of
leprosy!” project, sponsored by the Dutch Postcode Lottery
through its “Dream Fund,” continued to progress, we also faced
delays. Lengthy procedures for ethical clearance upset our
plans. In all three countries, significant efforts have been made
to prepare for the distribution of the new regimen in 2019. Also
in 2019 we will decide on the use of a screening test. To assess
reliability, various test options were piloted in 2018.

In June 2018, we celebrated the decision of the World
Health Organization to strongly recommend the provision of
chemoprophylaxis (single dose rifampicin) to direct contacts
of leprosy patients. The organisation did so in its new
guidelines for leprosy programmes. The development means
that an important innovation, introduced in 2013 by NLR
and the Indonesian Ministry of Health in a first pilot district,
six years later resulted into World Health Organization
adaptation of a new standard for all endemic countries. If
applied worldwide, this intervention has the potential to
dramatically impact the incidence of leprosy and prevent
many at risk of contracting the disease.

Fundraising & communications

Our organisation

Finances & annual accounts
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2018 evaluated

Furthermore, in 2018 we almost completely phased out
funding for our programmes in Nigeria and the Mekong
Region. Transition funding will come to a full stop in 2019.
NLR'’s offices in both countries have started procedures to
be registered as local NGOs in 2018 (Nigeria and Mekong).
We are looking forward to continued collaboration inside
NLR’s Alliance, enabling the local NGOs to tap into insights
acquired and methods developed by NLR.

NLR2020 is the process of transforming our Country Offices
into local NGOs. To learn from the progress made thus far,
NLR2020 was evaluated halfway through 2018. The mid-
term review concluded that though the transformation is
well underway, the process of preparing the NLR Alliance
as meeting ground for NLR and the locally registered NGOs,
must be accelerated. A key priority in acceleration is the
engagement of the chairs of local boards in the overall
governance of the NLR Alliance.

Our decision to reinforce the capacity of programme
management and Institutional Fundraising staff materialised
when the European and Developing Countries Clinical Trials
Partnership (EDCTP) approved of the PEP4LEP project, from
a joint call by EDCTP with the Leprosy Research Initiative
(LRI). PEPALEP aims to introduce chemoprophylaxis in three
African countries while testing the effectiveness of two
different introduction methodologies.

Working on innovative breakthroughs

Our worldwide work

The quality of our operational processes and standards
were reaffirmed by the renewal of the ISO certification of
the International Office. We also adapted privacy protection
policies and procedures, which regulate the use of personal
data as stipulated by the European General Data Protection
Regulation (Dutch: AVG). By the end of 2018, NLR was fully
compliant with the regulation’s relevant parts.

In 2018 we were, like many others in and around the
international NGO sector, deeply shocked by news reports
revealing an integrity crisis in humanitarian work. The

news triggered extensive reviews of our principles, codes,
procedures, and behaviours designed to maintain our
integrity. We shared and discussed these with all staff across
all NLR Offices and departments. In 2018, all NLR staff signed
and recommitted to our Code of Conduct. We considered
this necessary, because we are convinced that we — NLR
employees and volunteers — can only fulfil our mission

and vision if we do justice to the fundamental principles

of humanity, expressed in respect for human integrity and
dignity, and can be held accountable for our policies and
practices.

Fundraising & communications

Our organisation

Finances & annual accounts
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2018 evaluated

SWOT analysis

Our organisation

Strenghts

A track record of over fifty years in
evidence-based programmes.

Strong research capacity and

close cooperation with research
institutions in the Netherlands and
our programme countries.

Experience in the development
and implementation of innovative
approaches (e.g. Leprosy Post-
Exposure Prophylaxis; SkinApp).

aknesses

Limited number of staff relative to
the scope of work.

Growing dependency on external
funding.

Substantial part of senior technical
capacity will soon retire.

Our environment

Opportunities

Fundraising potential for innovative
approaches.

Organisations in related fields show
interest in NLR knowledge and best
practices, e.g. the prevention of
disabilities and stigma related to
neglected tropical diseases.

Cooperation and partnerships

with the Global Partnership for

Zero Leprosy and the International
Federation of Anti-Leprosy
Associations (ILEP) open up
opportunities for global and national
roadmaps to zero leprosy, requiring
strong NGO involvement and
initiatives.

eats

Highly competitive fundraising
market, both locally and
institutionally.

Low political commitments in many
leprosy-endemic countries.

Sharp decline in technical leprosy
capacity worldwide.

Annual Report 2018 |15
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Plans for 2019

Eooking ahead

Starting from 2016, NLR engages in a number of impactful processes of change.
Examples are decentralisation under NLR2020, working with priority programmes,
and the implementation of innovative projects to stop the transmission of leprosy.

In 2019, we will be looking for opportunities to see our innovations adopted by more
national leprosy programmes, as detailed in the Toolkit for Operational Excellence of
the Global Partnership for Zero Leprosy.

« Under NLR2020, we are transforming our Country Offices
and International Office in the Netherlands into an Alliance
of five plus one local NGOs that are well-connected with
governments, networks, and organisations of persons
affected by leprosy and persons with disabilities.

« Furthermore, we will continue to strengthen programme
planning, monitoring, and fundraising skills to increase the
overall quality of the work done and improve access to
national and international funds.

« In 2019, we will start the actual transfer of assets,
responsibilities, staff and contracts to locally registered
NLR NGOs. In 2019, besides the Round Table — the proven
platform for interaction between the directors of NLR
Country Offices and our International Office — we will
convene the first meetings of the Council of Chairs. This

council is meant to facilitate interaction between the boards
of NLR NGOs, represented by their chairpersons. The aim of
the council is to promote the joint development of strategies,
priorities, and governance within the newly formed NLR
Alliance. During its first year of operation in 2019, the council
will focus on governance issues and the terms for gradually
handing over responsibilities of NLR’s Country Offices to
locally registered NGOs.

In the international arena, as an active member of the
International Federation of Anti-Leprosy Associations (ILEP)
we will continue to participate and invest in the framework

of the Triple Zero Campaign and the Global Partnership for
Zero Leprosy. In 2019, the Global Partnership will present
its research agenda for Zero Leprosy. We aim to align this
agenda with the conclusions of the external review of the
Leprosy Research Initiative (LRI), which was performed in
2018 after LRI’s first five years of operations. Discussions will
take place and conclusions will be drawn in 2019.

With many leprosy experts approaching retirement, we will
seek to sustain technical leprosy capacity in all parts of NLR.
We will also continue promoting the publication of evidence
that has already been obtained through our programmes but
was not yet published.

In our private fundraising in the Netherlands, we will

continue investing in future-proofing our fundraising strategy.

We will deepen long-lasting partnerships with private donors
and experiment with new methods of fundraising. Upgrading
our Donor Relations Database will be a major challenge.

It is meant to support our ambition to further personalise
long-term relationships with private donors and meet their
specific requirements and expectations.

In 2019, we will further invest in and update our ICT and
communications infrastructure. We will focus on external
communications with donors, other stakeholders, and the
public at large, as well as create an effective platform for
web-based collaboration, communication, and accountability
within the NLR alliance.

Fundraising & communications Our organisation
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Our innovations

In 2018, we celebrated several very important milestones in

our pursuit of innovation. A major breakthrough was the official
recoghnition of single dose rifampicin as chemoprophylaxis for leprosy
in the leprosy guidelines of the World Health Organization. NLR was
actively involved in the research and pilot projects which led to this
result. Furthermore, new and promising multi-country projects, such
as the PEP4LEP project introducing chemoprophylaxis to Africa,

saw the light. The successes obtained in 2018 drive us to continue
developing and expanding our innovative work during the years

ahead of us.

WHO guidelines for leprosy
diagnosis, treatment,
and prevention

In 2018, the World Health Organization published its
first guidelines on leprosy as part of renewed efforts
to eliminate the disease. Previous leprosy guidance
documents came in the form of meeting reports and
other technical documents, but official guidelines

had never been issued. Official guidelines are
developed using a thorough evidence-based guideline
development method.

The guidelines recommend the use of single dose
rifampicin as a preventive treatment for adult and
child (two years of age and up) contacts of leprosy
patients. The chemoprophylaxis of leprosy (COLEP
study, co-funded by NLR, found in 2008), randomised

controlled trial found a single dose of rifampicin in
leprosy contacts associated with a 57% reduction
in the risk of developing leprosy. Furthermore,
single dose rifampicin appears highly cost-effective,
and the Leprosy Post-Exposure Prophylaxis (LPEP)
programme (2015 - 2018) proved the feasibility of
integrating single dose rifampicin distribution into
routine leprosy control.

The inclusion of the use of single dose rifampicin in
the World Health Organization leprosy guidelines
can be seen as a huge success of NLR’s single dose
rifampicin research and implementation efforts,
among which is the LPEP programme.

Annual Report 2018 |17
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Our worldwide work

Stop the transmission
of leprosy!

Our “Stop the transmission of Leprosy!” project, funded by the
Dutch Postcode Lottery through its “Dream Fund,” saw increasing
momentum throughout the year across its three countries of
operation: India, Indonesia, and Brazil. By the end of 2018, the
national teams had gained more autonomy to push their operational

plans and achieved the following outcomes:

» All new leprosy cases identified during the period 2014-2018
were mapped in India and Indonesia, with initial maps being
produced in Brazil — a key step in the identification of the highest
at-risk areas (clusters) for leprosy transmission. These areas will
be targeted in wide-coverage (blanket) campaigns.

» InIndia and Indonesia, research teams completed the perception
studies to understand how local communities perceive leprosy
and its stigma. The Indian team then used the results to develop
a range of community education/behavioural change materials
and methods; Indonesia will begin this step early in the coming
year. Brazil has nearly reached completion of the perception
study in one municipality. These are all essential steps towards
achieving stigma reduction in the various communities.

» The programme is nearing a decision on the reliability of a field-
ready screening test that should detect subclinical leprosy infection
in contacts. At the end of the year, Brazil’s pilot study was ready to
begin collecting the data needed to arrive at a final decision.

In 2019, the first doses of PEP++, a combination of preventive drugs
that should lead to an 80-90% reduction of leprosy transmission, will
be handed out in all three countries.

Leprosy Post-Exposure
Prophylaxis (LPEP) Programme

Since its launch in 2015, the Leprosy Post-Exposure Prophylaxis
(LPEP) research programme has been implemented in eight
countries. The project demonstrates the feasibility of distributing
a single dose of the antibiotic rifampicin among contacts of
people with leprosy, reducing contacts’ risk of developing the

disease. We have been involved in the implementation of the
programme in India, Nepal, Indonesia, and Cambodia in close
collaboration with these countries’ Ministries of Health. Novartis
Foundation coordinates and funds the programme.

In 2018, the data collection phase of the programme was
completed in India, Indonesia, and Nepal. In Cambodia, data
collection will come to a closure in 2019. The approach has
proven to be feasible and well-received by persons affected

by leprosy, their contacts, and local health workers. As such,
the approach will not only be continued as part of routine
leprosy control programmes in the LPEP project areas, but also
expand to other endemic areas. In 2018, India fully adopted
contact screening and single dose rifampicin distribution as its
nationwide approach.

In September 2019, the LPEP programme’s overall results will be
presented during the International Leprosy Congress in Manilla,
the Philippines.

Fundraising & communications

Our organisation Finances & annual accounts

SkinApp

In under-resourced settings, NLR observed a scarcity of health
workers with sufficient knowledge of skin diseases. The
observation led us to develop the SkinApp: a tool for timely

diagnosis and treatment. This smartphone application helps
health workers recognise early signs and symptoms of skin
diseases — such as leprosy — and provide prompt treatment to
prevent disabilities as well as psychological and socio-economic
consequences.

In 2018, the third version of the SkinApp was released and a
validation process kicked off at Erasmus MC (Rotterdam, the
Netherlands) and Bugando MC (Tanzania). The process aims
to evaluate the diagnostic accuracy of the SkinApp when used
by health workers attending to persons with skin diseases. The
validation of the app’s third version is the first step towards
rolling out country-specific versions in Indonesia, Brazil,
Mozambique, Ethiopia, Tanzania and Nepal, among other
countries.

Annual Report 2018 |18
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Our worldwide work

PEP4LEP

\

PEPALEP is a research project that compares the effectiveness and
feasibility of a skin camp intervention to a health centre-based
intervention in Mozambique, Ethiopia, and Tanzania. Participants
in the PEPALEP study are screened for leprosy and other skin
diseases. The dermatological screening process is an evidence-
based and World Health Organization-supported method to

detect leprosy. NLR’s SkinApp will be used as a tool supporting
community health workers to diagnose and treat skin diseases. The
comparison of the two interventions is made by studying patient
detection rates, delays in case detection, cost-effectiveness, the
capacity of health workers, and the degree to which stakeholders
accept both interventions. The European and Developing Countries
Clinical Trials Partnership (EDCTP), the European Union, and the
Leprosy Research Initiative (LRI) financially support the project.
Consortium partners in this project are: Erasmus MC in the
Netherlands, GLRA, German Leprosy and TB Relief Association in
Germany, Universidade Lurio in Mozambique, Armauer Hansen
Research Institute (AHRI) in Ethiopia, Bugando Catholic University
of Health and Allied Sciences (CUHAS) in Tanzania, and the
Ministries of Health in Mozambique, Ethiopia, and Tanzania.

PEPALEP started in October 2018. The research protocol was
finalised and sent to Mozambique, Ethiopia, and Tanzania for
translation and submission for ethical approval. The International
Scientific Steering Committee and the consortium members’ start-
up meetings took place in Dar Es Salaam, Tanzania. During these
meetings, the full extent of the project was discussed, and changes
to the protocol were made based on input from the organisations,
knowledge institutes, and governments involved.

LepVax

LepVax, a project initiated by the American Leprosy Missions
(ALM), is a leprosy-specific vaccine designed to not only prevent
transmission of the bacteria, but also limit nerve damage in those
already affected by leprosy. NLR co-funded the phase 1 trials

of LepVax. Phase 1 was designed to demonstrate the vaccine’s
safety and evaluate the immune response to the vaccine: a
critical first step in testing LepVax for clinical use.

The outcomes of the study showed that the vaccine was
extremely safe and produced no serious adverse events. The
United States Food and Drug Administration (FDA) recommended
that the LepVax candidate proceeds to the next phase of

clinical trials. Furthermore, the vaccine elicited strong immune
responses, peaking after the third injection. This is a positive
indication that LepVax will function as designed — boosting the
body’s natural immune response to the leprosy bacteria.

The next step in the development of the LepVax vaccine is to
determine its safety and preliminary effectiveness in people living
in a leprosy-endemic area. To this end, a trial is expected to start
in July 2019 and will be conducted for two years.

Fundraising & communications

Our organisation

Finances & annual accounts
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Sharing our knowledge

i
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The Infolep portal
attracted more than
20,000 unique visitors

. Ll
& experience aeross 185 countries
Infolep & INnfoNTD
Infolep is the international knowledge centre for information on leprosy
and leprosy-related subjects. In 2018, Infolep attracted more than 20,000 The Infolep portal
unique visitors across 185 countries. The portal offers access to over gives access to
28,500 publications, with more than 1,000 publications added in 2018. 28,500 publications
InfoNTD, the portal that was set up based on the success  Both portals offer support, such as library services, upon
of Infolep, provides information on cross-cutting issues request: full texts of published articles, grey literature,
in neglected tropical diseases. During 2018, its second and assistance with literature searches. The portals also
full year, InfoNTD attracted an impressive 15,000 unique feature tools for fieldwork, such as questionnaires.
visitors, compounding a 50% increase compared to 2017.
In 2018, two additional topics were added: Snakebite Both Infolep and InfoNTD are supported by partner
envenoming and Mycetoma. User survey respondents organisations. In 2019, user surveys will be carried out to 4% %& The InfoNTD
indicate they benefit significantly from InfoNTD and are further improve the services offered. |
keen to recommend it among colleagues. % porta attracted

15,000 unique
{Q} visitors
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Working together

Priority Programme on Stigma
and Mental Well-being

In 2018, we kick-started the development of our priority
programme on stigma, discrimination, and mental well-
being together with NLR and external partners, such

as KNCV Tuberculosefonds, Lepra UK, TLM EW (The
Leprosy Mission England and Wales), and The Carter
Center Liberia. Together, these partners host a wealth
of knowledge and expertise. By means of exchanging
experiences, tools, and ideas, we defined common
interests and opportunities.

To move forward as NLR, a follow-up workshop is planned
for March 2019 to analyse the ways that stigma and
mental well-being have already been integrated in our
projects.

Temporary Expert Group on
Stigma, Discrimination, and
Mental Well-being

In 2011, the International Federation of Anti-Leprosy
Associations (ILEP) published its guidelines on the
reduction of stigma: a series of booklets with tools for
assessment of and interventions against stigma. NLR took
the lead in the process of writing and producing these
guidelines, leading a Temporary Expert Group of ILEP’s
Technical Commission, with contributions from many ILEP
members, scientists, and persons affected by leprosy.

By 2018, substantial additional knowledge and experience
had been gained regarding stigma measurement

and interventions, including the need to address the
mental health consequences of stigma. A revision of

the guidelines was started in November 2018 at a first
meeting. Given the growing interest in mental well-being
and stigma in the field of neglected tropical diseases, the
new booklets will focus on Stigma, Discrimination, and
Mental Well-being to revise existing guidelines. Again, NLR
leads the Temporary Expert Group, closely collaborating
with the ILEP Panel of Persons Affected. Four Module
teams will revise the guidelines and add new content,
especially on mental well-being. The next face-to-face
meeting will be held in April 2019.

Writeshop

In December 2018, our International Office’s Technical
Department organised a five-day “writeshop” in New
Delhi, India, together with participants from NLR Country
Offices and partner organisations. The writeshop helped
participants write up project results, innovations, and
research findings in publishable manuscripts — so that
our work can be shared and others can benefit from our
experiences and findings.

Topics varied widely and included immunology, health
systems strengthening, leprosy control, prevention of
disabilities, and disease management and inclusion. The
first publications are expected in 2019.
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Our
® 852
worldwide =

Number of employees: 18

I Read more
In 2018, NLR was active in Mozambique, '
India, Indonesia, Nepal, and Brazil. We
almost completely phased out funding
of our programmes in Nigeria and the
X Phasing out
Mekong Reglon. our work in 32,024
new leprosy cases*
Realisation: €445,148
Each country is unique, and each o Number of employees: 80
Realisation: €155,446
individual issue requires special Number of employees: 14 o
ead more
attention. Our approach, therefore, Read more
is always tailored to the specific
circumstances and needs of the national
context. In one country we may focus
. orm o Phasing out

on the identification and treatment of N, 13,135

new leprosy cases*
leprosy, whereas another country may 1679 486 Realisation: €931,260

. . ops new leprosy cases™ Number of employees: 50
require support around disability and new leprosy cases® Realisation: €498,353 o
inclusion. The largest numbers of new Realisation: €265,345 Numberof employees: 12 Read more
Number of employees: 7 Realisation: €723,856

leprosy cases were identified in our Read more Number of employees: 5
rogramme areas in India, Brazil, Read more
p 3 Read more *New leprosy cases were found,
qnd Indonesiq, diagnosed, and treated in our

programme areas
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In 2018, NLR Mozambique worked

in sixteen endemic districts in three
provinces. Through active case finding
activities and improved data collection
in collaboration with governmental and
other leprosy organisations, we observed
an alarming increase in the number of
new cases. Thankfully we were able to
obtain additional funds from external
donors, which paved the way for three
new projects starting in our programme
area in 2018.
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What did we achieve

in Mozambique?

486

new leprosy cases were
found, diagnosed, and
treated in our programme
areas

415
people were provided
with assistive devices such
as wheelchairs, crutches,
sunglasses, orthopaedic
footwear, and prostheses

69
existing self-care groups
(formed before 2018) and
24

newly formed self-care
groups were supported

8,011
community members were
informed and educated on
general disabilities to raise

awareness

335
health workers, community
volunteers and government
health staff were trained on
leprosy

3
Disabled People’s

Organisations received
assistance to promote
participation of people with
leprosy-related disabilities

2=
&

=

2,179
persons disabled by leprosy
and other diseases were
trained in self-care to help
prevent (the worsening of)
disabilities

107

people received a microcredit

to help them become self-
employed

Fundraising & communications

Our organisation

Finances & annual accounts

Readlisation: €498,353
Number of employees: 12

e

94

lives improved with
reconstructive surgery

189
persons with disabilities were
helped to stand up for their
rights

AN

3,417
people were informed
and educated about leprosy
to raise awareness

622

people were provided with
leadership training to guide
and support others and
groups
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Story from the field
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“l am so relieved that | was
diagnosed at an early stage”

Munatiquina is married and has a son with an intellectual disability. “Two years
ago, suddenly my body got covered in white patches. | was at my wit's end.
What to do? The community volunteer suspected leprosy and had me examined.
Fortunately, we discovered it in time.”

The volunteer’s suspicions were correct: Munatiquina was
infected with leprosy. “I have been very lucky, the doctor said. |
could have developed deformities, but thankfully | was spared.
| am so relieved that | was diagnosed at an early stage. When

| heard the news, | immediately thought: ‘Oh, | hope | did not
infect my husband.’ By a miracle, | had not. | was not worried
about my son. He does not live with us, so he did not run any
risk.”

Learning to take care

Munatiquina started treatment right away. Today, one year
later, she has almost completed her treatment. “| just started
my last medication strip. Recently, | also started attending
the monthly self-care group meetings. Here, | learn how to

take care of myself. | wash my hands and feet regularly and
thoroughly.

| feel so much better now. However, | am old and have
rheumatic knees. My troubled knees make walking difficult.
Fortunately, | get pain relief medication and | recently received
a pair of crutches, which aids walking. Sometimes | go to

the market again and | can visit my son, who lives nearby.

The crutches are a big help for my husband as well. He has
problems with his spine and has a stoop.

My husband and | grow cassava on our lot and run the home
together. My diagnosis with leprosy did not change our
relationship. In fact, my husband supports and helps me. He
gets water from the river and wood for the fire, for instance.”
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Priority programme

gtop transmission

of leprosy

Results in 2018

NLR Mozambique’s interventions were carried out in sixteen
districts (six in Zambezia, four in Niassa, and six in Nampula
province).

» NLR provided technical support to more than 100 health
professionals on active case finding, which included capacity
building in early diagnosis of leprosy and the use of the
SkinApp as an auxiliary resource.

« NLR trained 134 community leaders, traditional healers,
health volunteers, and staff of Disabled People’s
Organisations on sensitisation methods and the identification
and reference of leprosy. Externally funded projects under
priority programmes “Combined approaches to prevention
and management of disability” and “Disability-inclusive
development” also took up a training component in their
activities, at times in combination with a focus on lymphatic
filariasis and konzo.

* NLR launched PEP4LEP in three districts of Nampula province.
The project is funded by the European and Developing
Countries Clinical Trials Partnership (EDCTP) and the Leprosy
Research Initiative (LRI). It introduces chemoprophylaxis for
leprosy treatment while comparing two different intervention
strategies. NLR Mozambique executes PEPALEP in
collaboration with the Ministry of Health and Lurio University.

@ Mozambique

Lessons learned in 2018

Pl

The availability of medication is limited and insufficient to
cover all newly detected cases. To resolve this issue and make
more resources available for leprosy, together with other
members of the International Federation of Anti-Leprosy
Associations (ILEP), NLR began lobbying the government.

NLR’s training of health district officers prompted their
follow-up with capacity building among community health
workers and community authorities (leaders, volunteers, and
traditional healers) on basic case detection. This successfully
increased detection rates.

ans for 2019

We will work with the provincial health directorates of
Nampula, Zambezia, and Niassa to strengthen active case
finding and better drugs supply. This includes contact listing,
documentation of leprosy, konzo, and lymphatic filariasis,
and trials to identify more effective preventive and curative
approaches.

We will organise training workshops for nurses and district
health practitioners teaching them how to diagnose and treat
leprosy and konzo.

We will promote the use of the SkinApp at healthcare units.
We will collaborate with the media to disseminate messages
that sensitise and mobilise the public and help prevent both

leprosy and konzo.

We will implement the PEPALEP project.

Fundraising & communications Our organisation Finances & annual accounts

Antonio’'s community appointed him as a community
volunteer. The community considers him a trustworthy man
who demonstrated his willingness to help the villagers.

66 | work with the local health team, referring people to the
hospital when they show signs of leprosy. NLR trained me
on leprosy both in 2015 and 2017, and in 2018 | participated
in arefresher course. The courses taught me how to
recognise the symptoms of leprosy beyond doubt. | am very
happy with the techniques | learned: today | feel prepared
to help. The training experiences were very important to
me. | can make my community healthier and we cultivate
the spirit of mutual support. ??
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Highlighted project

PEP4LEP

From the total number of new cases in 2018, 39 were
children and 84 had deformities at the moment of
examination. The incidence increase is attributed to a
higher-quality online governmental patient registration
system, which was improved by ILEP member The
Leprosy Mission Mozambique. Another potential reason
is a small increase in active case finding activities.

The recently started PEP4LEP project aims to contribute
to a reduction in the transmission of leprosy in
Mozambique. A new leprosy screening approach will be
tested and contacts of leprosy patients will receive the
preventive antibiotic rifampicin. PEP4LEP will take place
in three districts (Murrupula, Mekonta and Mogovolas)
in Nampula province, as this is the province with the
highest number of leprosy patients in Mozambique.

Working on innovative breakthroughs Our worldwide work

Lessons learned in 2018

A 2018 field visit found that multiple districts in
Mozambique have shortages of the multi-drug therapy.
Consequently, the treatment of many patients started
with delays.

Plans for 2019

Collaboration with other ILEP partners and the Ministry
of Health seeks to solve the multi-drug therapy
shortages. Ethical approval for PEPALEP is expected

to come through in the first semester of 2019, while
validation of the SkinApp and the case detection delay
protocol will be performed during the first half of
2019. Subsequently, local health staff will be trained
and in the second half of 2019, the inclusion of index
cases and contacts will commence. NLR is aiming

to collaborate with the Ministry of Health and The
Leprosy Mission Mozambique to further improve the
functionality of the DHIS2 patient registration system.

Finances & annual accounts
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PEP4LEP
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Priority programme

Combined approaches
to prevention and
management

of disability

In 2018, NLR's planning did not include this priority programme in
Mozambique. However, two specific projects, funded by the government
of Australia through its Direct Aid Programme (DAP) and by Lepra

UK, contributed to results obtained in this field. Moreover, the project
“Disability Inclusive Agriculture and Health Development” contains a
component of support to combined self-care and self-help groups.

In 2018, we learned that the lack of reliable data at districts in Nampula province. This project introduces
the Ministry of Health hampers effective planning a combined mapping on the delivery of/access to
and budgeting. NLR successfully obtained funds from Morbidity Management and Disability Prevention for
the Coalition for Operational Research on Neglected persons affected by leprosy, lymphatic filariasis, and
Tropical Diseases (COR-NTD) to start a project in two konzo, and will start early 2019.
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Highlighted project

Improving disability prevention and contributing

to disability reduction

In 2018, we ended a three-year project on combined approaches with funds from Lepra
UK. This project addressed the needs of persons affected by and at risk of lymphatic
filariasis and leprosy in Zambezia province. An evaluation study was carried out to

document the project’s learnings.

Results in 2018

The project made a significant difference for 2,025 persons
affected by lymphatic filariasis and leprosy as well as their
8,090 family members. The project enabled affected persons
to lead healthier and less dependent lives through an
integrated approach tackling health issues, obstacles to income
generation, and stigma associated with leprosy, lymphatic
filariasis, and other disabilities.

« Significant changes occurred in four domains: access to
disability services; skills and capacity of the public health
services and Community-Based Organisations to appropriately
address health issues; social and economic needs of affected
people; socio-economic status of people affected by disability
and the number of lymphatic filariasis- and leprosy-affected
people seeking treatment and claiming their rights.

» During the project period, we supported 63 self-care groups
that together hosted 1,296 members (815 men and 481
women). We trained 180 community health volunteers, 660
teachers in 68 schools, and 111 community leaders. In the four
districts, we trained and coached community health workers.

Working on innovative breakthroughs

Our worldwide work Fundraising & communications

'T'\.l

Lessons learned in 2018

» A combined approach is very appropriate in poor rural areas
with limited access to healthcare services. Not limited to a
single disease, a combined approach creates opportunities to
provide several services at the same time.

» The decision to combine those affected by lymphatic filariasis
and leprosy in the same self-care groups was received very
positively, especially by members themselves.

However,

» Consolidation requires continuation and/or follow-up.

« Although the project put specific emphasis on female
participation, a more thorough gender analysis is required.

The main lessons and recommendations were shared during a
workshop attended by all NLR Country Offices and other members
of the International Federation of Anti-Leprosy Associations (ILEP).
The project is considered a success and the approach serves as a
model for replication, in Mozambique and in other countries.

Our organisation

Finances & annual accounts
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Highlighted project

« Increase early detection rates for konzo and
leprosy through active searches performed by
inclusive self-care groups and teachers.

« Meet the rehabilitation needs of people with
disabilities in the target area.

« Sensitise communities and government
agencies on the prevention of konzo.

» Improve diets by introducing healthier
methods of processing cassava and other
locally grown crops.

Results in 2018

» Government staff (20 health workers),
members of self-care groups, and community
leaders trained on the diagnosis of leprosy
and konzo, cassava processing practices, and
Community-Based Rehabilitation. Training
sessions also targeted Disabled People’s
Organisations and teachers.

» Atotal of 169 people affected by konzo
(plus 289 in 2017), 131 by leprosy, 95 by
lymphatic filariasis, 47 by other disabilities, 23
schools, 2 Disabled People’s Organisations, 20

Fundraising & communications

Our organisation

integrated self-care groups, and 20 healthcare -

staff directly benefited from this project.

» Sensitisation campaigns on bitter cassava
processing methods reached 7,907 people.
For this purpose, specific Information,
Education, and Communication materials
were produced.

»  Community Rehabilitation Centres were set
up and are used by the integrated self-care
groups. Here, 415 assistive devices were
produced and distributed.

» Improved capacity of health services to
monitor, prevent, and treat konzo and
leprosy.

»  With the help of video materials, the Health
Department in Zambezia and Nampula
provinces have been sensitised to konzo.

Lessons learned in 2018

» 458 people in the project suffered from a
disability caused by leprosy or konzo. This
indicates the majority of cases is detected
too late.

Pl

Finances & annual accounts

Strengthening prevention and community-based
rehabilitation for people affected by konzo and leprosy
disabilities in Zambezia province

In 2018, funds from Direct Aid Pretoria (DAP) enabled us to implement a combined approach to
leprosy, konzo, and other disabling diseases in four districts in Zambezia province. By means of
sensitisation, detection, and support for self-care groups, the project aimed to:

A need for the provincial government to
include konzo in their planning as a priority
disease.

The ministry of health lacks credible data,
which hampers effective planning for
prevention.

ans for 2019

With DAP funds, a new project will
implement the lessons learned in 2018. The
project will consolidate the capacity building
of district health personnel, teachers, and
community health workers.

A new focus in 2019 will be the lobby for
the inclusion of leprosy, konzo, and other
disabling neglected tropical diseases in

the annual plans of the Ministry of Health.
Equal efforts will be invested in lobbying
for a consolidated approach to address all
neglected tropical diseases in the country,
and an updated, accurate database at the
ministerial level.
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Story from the field

“Now we know how to remove
the toxins from cassava”

Fundraising & communications Our organisation

From one day to the next, both Andolinho and his younger sister Esmeralda became
paralysed. Their parents were desperate. How could this have happened? That
cassava was to blame, would never have occurred to them.

“My wife Lucia and | took our children to the local health centre,” says
father Janvahio. “We wanted to find out what had caused the paralysis
in the lower part of their bodies. Unfortunately, the doctor could not
help us and referred us to the district hospital. In the end, we never
went. Not because we did not want to, but because it is too far to walk
and we did not have enough money to pay the bus fare. We were on
our own, and did not get any help.”

Poisonous cassava

“Eventually, we discovered our children became permanently
paralysed from eating insufficiently detoxified, bitter cassava. The
crop released too much hydrocyanic acid into their system. Our simple
diet is made up of cassava most of the times. We ate both the roots
and the leaves. If only we would have known the importance of
detoxifying cassava. Because we did not properly prepare our food,

our children now suffer from the crippling disease konzo. Sadly, konzo
cannot be treated. Prevention is the only option. A special course
taught us various methods of removing the toxin from the crop’s roots
and leaves. We now follow these methods. Unfortunately, however,
Andolinho and Esmeralda will never regain their health. Their paralysis
cannot be undone.”

Rehabilitation

“I realise only too well that our son will never walk again. | am very
grateful that he received a wheelchair. It makes us much more mobile.
| still have hopes for my daughter though: | think that with an intensive
rehabilitation programme she will learn how to walk again. In fact, it is
my biggest wish. If she can walk, she can go to school.”
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Disability-inclusive

development

Results IN 2018

In Nampula, NLR worked with the Associacdo dos
Deficientes Mocambicanos (ADEMO), a local Disabled
People’s Organisation that is active in three districts.

ADEMO was trained to implement a participatory
baseline study as an initial step towards a disability-
inclusive community. The study’s results indicate a
lack of government services and awareness on the
needs and rights of affected persons among public
servants.

Activities were set up to help self-help group
members generate income. A total of 107 people (76
women and 31 men) are now participating in saving
schemes. 30 people (19 men and 11 women) received
cattle, while 23 women were trained and received
support to set up a small business.

ADEMO members and district government staff in
the health, women, and social action departments
were trained in data collection, analysis, and results-
based management. ADEMO aims to participate in
and influence the Community-Based Rehabilitation
Committee, a decision-making institution at the
district level.

Lessons learned in 2018

Involving the local Disabled People’s Organisation is
key. ADEMO proved to be an important actor and NLR
will continue to use ADEMOQ'’s specific knowledge and
experience in Nampula to increase the effectiveness
of its work among self-help groups in Zambezia.
Existing self-care groups were used as entry point for
ADEMO’s work on inclusiveness in communities. At
times, self-care groups need to be reactivated with
the support of district health staff.

It is not a given that Disabled People’s Organisations
like ADEMO possess the knowledge and skills required
to work with leprosy-affected persons. Therefore,
specific training on leprosy and working with self-care
groups was organised for all ADEMO members.

No disaggregated data is available on disability, which
hampers government planning.

Plans for 2019

We will establish a disability-inclusive community

in Nampula as a model to be replicated in other
provinces in 2020.

We will promote socio-economic rehabilitation by
helping self-care groups establish income generation
activities.

We will continue executing an externally funded
project on Inclusive Agriculture and Health in two
districts in Zambezia.

Our worldwide work

Fundraising & communications

Our organisation

Finances & annual accounts
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Story from the field

“My small business improves
my living standards”

1o
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During treatment, Atia became a member of a self-care group in her village. She was not
only trained in self-care, but also financially supported to set up a small business in pea
beans. With the money she earns, Atia can now buy school materials and uniforms for her
three children. She is even planning to participate in adult literacy classes in the near future.

“For a long time, | had a patch on my arm without knowing what it
was. Then | started feeling pain and a burning sensation. | tried to
treat traditionally for a year and eight months, but unsuccessfully. In
2017, ADEMO activists visited my village. They invited the community
to a meeting about skin diseases and | decided to participate. A nurse
from the local hospital spoke about leprosy. After her talk, she invited
us for a screening.”

Small business owner

“That day | was diagnosed with leprosy and started treatment. The
president of the self-care group, Mr Paulo, invited me to become

a member. | was explained how the group functions and | decided
to join. | was trained in self-care, and for eighteen months and |
practised at the group. Today | feel better, but sometimes | have eye
problems.

In 2018, we were explained how we could work together and
help each other. ADEMO introduced loans and trained us on small
business management. | received 1,000 Mozambican meticals
(approx euro 14) and invested in a pea beans business. During the
season, | earn 500 meticals (approx euro 7) per month.”

School fees

“With the income | earn, | joined the saving group and our group was
upgraded from self-care to inclusive self-help group. | can now buy
school materials and uniforms for my children.

| am very happy: my life is improving. In the near future, | even plan
to participate in adult literacy classes. With the income from my
business, | consider expanding my farming plot so | can produce
more, sell part of the harvest, and buy plastic chairs, mattresses, and
zinc sheets to cover my house.”
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Highlighted project

Disability-inclusive agricultural and health development
in Zambezia province

This two-year project aims to improve the food security and nutritional status of 1,000 smallholder
farmers and their families living across two districts, as well as achieve social inclusion for
community members living with leprosy, lymphatic filariasis, konzo, and other disabilities.

Results in 2018

A comprehensive baseline study was
performed to facilitate future project
implementation and monitoring.

«  We rolled out training sessions on agricultural
conservation techniques attended by 1,180
participants. 711 attendees are persons

affected by leprosy, lymphatic filariasis, konzo,

and other neglected tropical diseases. These
techniques do not only sustain and boost
production, but also take a significant part
of the effort out of farming, which makes a
tangible difference to people living with a
disability.

« Inorder to transition self-help groups into
fifty small farmers’ organisations, their
members received training on business
management, organisational governance,
leadership, and conflict management.

« Sixteen task forces, composed of community
members, were created and trained to
advocate for the rights of persons affected
by leprosy and other disabling diseases. We
sensitised government staff to the rights of
affected persons, and helped them better

execute their duties and obligations in service

delivery to affected persons.

o Community health workers, local leaders, and
volunteers were trained on early detection.

»  Community rehabilitation hubs were built to
provide community-based rehabilitation and
take health services much closer to remote
communities.

Lessons learned in 2018

» Every partner brings their own, unique
expertise to the table. It is crucial that project
partners understand each other’s work
and roles. A specific training session was
organised to harmonise and clarify the cross-
component indicators (health and agriculture)
for the field officers involved.

« Often leaders of local organisations (including
self-care groups) are not selected on the
basis of their leadership skills, but on their
influence and power in communities. To avoid
conflicts in a transition from self-care groups
to farmer’s organisations, current leadership
will be maintained. However, leaders will be
trained to ensure democratically led groups.

» Discussing human rights, gender issues, and
the disability dimension touches directly on

traditional norms and cultural values. Change
begs long-term and strenuous effort.

» Toincrease the commitment of local
authorities — needed to successfully
implement local projects — their continued
involvement is vital.

Plans for 2019

We are planning a field staff exchange visit to
a similar project in Bangladesh.

+  We will continue and consolidate agricultural
and nutritional training.

«  We will continue to invest in the relationship
with governmental agricultural services and
strengthen farmers’ organisations so they can
deliver quality services to their members.

» We pursue increased disability prevention
and reduction through early case detection
and group physical rehabilitation.
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India

Leprosy enjoys high political commitment
in India, at least at the national level.

NLR has been working closely with
government staff to strengthen their
capacity through monitoring and
supervision. This ultimately improves
the quality of services in the leprosy and
disability sector.




2018 in brief

Our results

What did we achieve in India?

32,024 new leprosy cases were
found, diagnosed, and treated across
our programme areas

22 community members were
informed and educated about general
disabilities to raise awareness

44 people were provided with
leadership training to guide and
support others and groups

Our vision, mission & stragegy
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7,882 direct contacts of new
leprosy patients were given a single
dose of rifampicin to reduce their risk
of developing leprosy by 50-60%

571 existing self-care groups (formed

before 2018) and 6 newly formed
self-care groups were supported

v

185 people received vocational
training to learn a trade

Working on innovative breakthroughs

Our worldwide work

2,317 health workers, government
health staff, community volunteers
and accredited social health activists
(ASHAs) were trained on leprosy

=
&
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242 persons disabled by leprosy and
other diseases were trained in self-
care to help prevent (the worsening
of) disabilities

v

=

967 children of leprosy-affected
persons received financial support for
their education

Fundraising & communications

AN

2,000,000 people were

informed and educated on leprosy to
raise awareness

s

7 lives were improved with
reconstructive surgery

8 people received a microcredit to
help them become self-employed

Our organisation

Finances & annual accounts

Readlisation: €445,148
Number of employees: 80

178 people were provided with
assistive devices such as wheelchairs,
crutches, sunglasses, orthopaedic
footwear, and prostheses

16 Disabled People’s Organisations
received assistance to promote
participation of people with leprosy-
related disabilities

\\l//

45 persons with disabilities were
were helped to stand up for their
rights
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Story from the field

“This is my new family”

Fundraising & communications

Our organisation Finances & annual accounts

Laxmi was only a young girl when she got leprosy. No one looked after her. She got
scoffed, spit at, and sent away. Even by her own family. She found her way to a
leprosy colony in Agra where she did find love and acceptance. Together with the other
residents, she is working towards a hopeful future at the colony.

“I got leprosy when | was twelve years old. My entire body

was covered in white spots, and my fingers became disfigured.
Despite the symptoms, | did not seek treatment. | got married
when | was eighteen. When my husband discovered | had leprosy,
he abandoned me. | went back to my parents, but they too
discriminated against me. | had nowhere to go. No one wanted me.
It was excruciating.”

Encouragement

“One day | met a lady | will never forget. She too had leprosy and said:

‘I'm just like you. Keep your hopes up. Your hands might never recover,
but your pain will be alleviated.” Her soothing words encouraged me to
visit the hospital for treatment.

After a few months, the doctor said | was healed, and wanted to
dismiss me from the hospital. But | was not ready at all! | did not want
to go back home. | would have endured the same countless insults. |

lost my spirit and considered to end my life. My body was deformed,
but so was my soul of sadness.”

Love and acceptance

“Thankfully, the lady who helped me earlier told me about a leprosy
colony in Agra, where | decided to go. | was 26 at that point. Society
loathed me, but at the colony | found love and acceptance. | felt
welcomed right from the start. We take care of each other in good and
in bad times. We see each other as a new family. | got remarried, and |
now live here with my son, my daughter-in-law, and my grandson.

| want to forget my past. And work towards a hopeful future here at
the leprosy colony. It is my fate, and this has become my new family.
Every day | visit the temple to pray. | pray that my biggest wish, to
receive new hands and feet, may come true. Because | am so eager to
help others.”
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Priority programme

Stop transmission

of leprosy

Results in 2018

NLR supported the National Leprosy Eradication
Programme of India at the national level, in 120 districts,
and across seven states, in Northern India. Through
technical support, lobbying, and advocacy, new initiatives
have been taken up by the Central Leprosy Division. The
Leprosy Case Detection Campaign led to early detection
of 16,125 cases in five NLR-supported states and a
reduction in cases with grade 2 disability down from 4.6%
in 2017 to 3.8% in 2018. Various innovative concepts,
introduced by NLR, were well received by the National
Leprosy Eradication Programme. Chemoprophylaxis

using a single dose of rifampicin is now national policy,
mathematical modelling is likely to be introduced under
the National Leprosy Eradication Programme, and the use
of Geographic Information Systems has kicked off case

mapping.

Lessons learned in 2018

To influence government adaptation of innovative
approaches, evidence generation is key. Involvement of
community representatives and female health volunteers
improves early case detection and decreases the number
of disabilities.

Plans for 2019

In 2019, NLR India would like to see the healthcare system
providing quality services in NLR-supported states. This
should lead to a further reduction of the New Case
Detection Rate (NCDR), including a reduction in child
proportion and grade 2 disabilities among new cases. NLR
India would like to see the introduction of PEP throughout
the country, with a good quality and coverage of SDR-PEP
in at least 55 NLR supported districts. NLR will promote
early case detection in hard-to-reach areas and a correct
implementation of chemoprophylaxis.
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Highlighted project

gtop the transmission

of leprosy!

Results in 2018

India completed the full cycle of a perception study and the
development of community education/behavioural change
materials and methods. These are essential steps in preparing
communities for the full implementation of the interventions
and stigma reduction measures.

« India’s research team successfully mapped the GPS coordinates
of all index patients detected between 2014 and 2018, leading
to the definition of the highest at-risk clusters for leprosy
transmission.

Lessons learned in 2018

« Since India completed parts of the project ahead of other
countries, the team began approaching index patients for a
full listing of their closest contacts (their household, family
members, neighbours, and their social network). From this
research, we identified several difficulties and limitations.
Understanding these will aid the full implementation of the
intervention. Moreover, we now have a better idea of the
average number of contacts.

Plans for 2019

In the first quarter of 2019, we will finalise the best-updated
maps and carry out the block randomisation of control/
intervention areas. Next, the local team will carry out a trial
ahead of the full intervention (time/motion study).

During the first semester of 2019, India will be the first country
to conduct the blanket campaign and distribute the new
chemoprophylactic regimen.

Fundraising & communications

[

Our organisation

Finances & annual accounts



2018 in brief Our vision, mission & stragegy

Highlighted project

LPEP

Results in 2018

India was the first country to round up data collection for the LPEP
project. In total, more than 30,000 contacts received single-dose
rifampicin, of which more than 13,000 were children between the
ages of two and fifteen. Main stakeholders were very receptive to
contact screening and single-dose rifampicin administration, as was
shown by a sub-study into acceptability.

Lessons learned in 2018

Data collection was labour-intensive. Health workers nevertheless
reported being motivated by the fact that they could offer
communities a preventive measure. A decrease in the annual
number of new cases diagnosed, from 425 in 2015 down to 273 in
2018, is very encouraging.

Working on innovative breakthroughs

Our worldwide work

Plans for 2019

The LPEP project activities were embedded in the routine

leprosy control programme and will continue as such now that

the project has officially ended. The national leprosy control
programme incorporated the LPEP approach into its national
guidelines, together with a simplified data collection component. A
dissemination meeting is planned with state leprosy officers from
other endemic areas to share the project’s results and experiences.

Fundraising & communications Finances & annual accounts

Our organisation
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Combined approaches
to prevention and
management of disability

Results in 2018

Six combined self-care projects were started in 2018.
242 persons joined: 160 with leprosy, 80 with lymphatic
filariasis, and two suffering from diabetes. Out of 67
patients with leprosy-caused planter ulcers, 47 were
healed (70.1%) and 72 out of 80 (90%) lymphatic filariasis
cases have shown reduced swelling. NLR India also
involved General Health Care (GHC) staff, training them
to perform self-care practices and follow-up. In total,
220 GHC staff were trained to make the intervention
sustainable. 1,200 volunteers (ASHAs) were trained to
follow up self-care practice at home.

Lessons learned in 2018

Combined training in self-care of people affected by
leprosy and lymphatic filariasis is possible, useful, and
resource-effective. Nothing stood in the way of the two
groups learning and practising self-care together.

Plans for 2019

In 2019, we will continue to train persons with disabilities
caused by leprosy and lymphatic filariasis. Our activities
should lead to reduced swelling among 90% of lymphatic
filariasis cases with grade 1 and grade 2 disabilities, and
healing of 80% of leprosy ulcers. In 2019, we expect to
train 180 disabled people on self-care.

Fundraising & communications Finances & annual accounts

Our organisation

Because Iswari got leprosy, deformities appeared on this
right foot.

66 The ulcer on the sole of my foot started to worry me.
Shortly after, NLR started a self-care camp at the Barhi
Community Health Centre. | joined the camp and started
practising self-care under the guidance of the instructors.
They taught me how to take care of my ulcers on a daily
basis. As aresult, my ulcer got healed and new ulcers
are prevented. | am now completely free of ulcers. | have
witnessed the same positive results among peer groups. ??
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Priority programme

Disability-inclusive
development

Results in 2018

NLR empowered persons with disabilities — including
those affected by leprosy — to stand up for their rights. In
total, 204 self-help groups, including 435 persons affected
by leprosy, 11 Block Development Committees, and 11
Disabled People’s Organisations have been established

in Aurangabad district of Bihar. Members come from

a total of 3,780 families. 768 people (52 youths from
leprosy-affected families and 716 with general disabilities)
received vocational training. 967 children of persons
affected by leprosy received educational support.

Lessons learned in 2018

The self-help groups, Block Development Committees,
and Disabled People’s Organisations played an important
role in advancing disability-inclusive advocacy. 575
families established their own livelihood with the support
of the self-help groups, which hold a collective savings
fund of INR (India Rupee) 3,271,749. To prop up self-help
group efforts, financial institutions now come forward
with loans for self-employment and micro-enterprises.

Plans for 2019

In 2019, we will strengthen existing groups and establish
one hundred new groups to cater to the needs of disabled
people. We will also enhance the socio-economic status
of affected persons by focusing on skill development,
livelihood promotion, inclusion, and accessibility.




2018 in brief

Our vision, mission & stragegy

Working on innovative breakthroughs

Our worldwide work

Story from the field

“Running my own shop set me
back on my feet agaln

Fundraising & communications

Our organisation Finances & annual accounts

With a loan he obtained through one of our self-help groups, Sujit started a small shop.
The income he generates today does not only benefit him, but his entire family. With
community members gladly stopping by for tea and snacks, social interaction at the
store greatly reduced stigmatisation and discrimination of community members living

with leprosy.

“I live together with my wife and our three children. Two of them
study, one is not yet old enough to attend school. Because | was
diagnosed with leprosy too late and did not start treatment in time, |
developed deformities in both of my hands. Yet, despite my illness, |
have a strong desire to earn my own money and support my family. |
do not want to depend on the mercies of others.”

Self-supporting

“NLR encouraged my community to form a self-help group for persons
with disabilities, including persons affected by leprosy. | cannot thank
NLR enough for what they have done. The group considered my need
and provided me with a loan. This enabled me to set up a small shop
with cosmetics and children’s items. | make a small daily income and
am now fully self-supporting.”

Transformed community

“Over time, my wife started a snack shop adjacent to mine. We are
committed to working hard for our money, which sends a strong
message to our community. Villagers gladly stop by for tea and snacks
served by my wife and me. The social interaction we have with our
customers greatly reduced stigmatisation and discrimination of
community members living with leprosy.

Running my own shop set me back on my feet again. It gives me back
my dignity. | also would not know where to begin thanking NLR for its
support of my two children. They both participate in NLR’s education
programme. With NLR’s help, my family and | can now build a brighter,
better future.”
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Reduction of stigma and
discrimination

Results in 2018

NLR played a major role in the government-run stigma
reduction “SPARSH” campaign. The campaign was
organised in six NLR-supported states; it featured

rallies, meetings at different levels, and oaths taken

by communities and their leaders not to discriminate
against persons affected by leprosy, among others.

NLR India developed and disseminated video clips on
leprosy detection and treatment (called LepClips) and
designed and distributed posters to states and districts
for production in local languages. District magistrates and
Disability Commissioners were sensitised to the needs of
disabled people.

During 2018, NLR India supported a total of 768 persons
by means of vocational training. NLR supported 52
youths from leprosy-affected families by offering
vocational courses ranging from medical laboratory
assistant to cargo management and from electrician to
motor mechanic. From the group affected by general
disability, a total of 716 persons received vocational
training. 967 children of persons affected by leprosy
received support in their education, which includes
participation in professional courses. Educational
support plays a crucial role: it shapes the future of the
second generation of leprosy-affected families.

@ India

Lessons learned in 2018

Stigma reduction messages were spread by campaigns
and integrated in other projects. For more conscious
integration across all projects, in 2019 we will promote
the available tools for stigma reduction and supervise
their introduction.

Plans for 2019

For stigma removal, technical support to the National
Leprosy Eradication Programme in Information,
Education, and Communication activities and the
“SPARSH” campaign, will be further strengthened.
Counselling meetings will be organised among
communities. In cooperation with the International
Federation of Anti-Leprosy Associations (ILEP) and other
partners, lobby work will be done to amend one more
discriminatory law, preferably related to segregation/
separation, employment, or voting.

Fundraising & communications

Our organisation

Finances & annual accounts

T

Annual Report 2018 | 44



2018 in brief

Our vision, mission & stragegy Working on innovative breakthroughs Our worldwide work Fundraising & communications Our organisation Finances & annual accounts

b
1
o L7

Indonesia

In Indonesia, the start of 2018 was
marked by the lengthy process to extend
the Memorandum of Understanding
between Indonesia’s NLR and the Ministry
of Health. While waiting, we were not
allowed to carry out part of our activities.
A new Memorandum of Understanding
was signed in July 2018, which enabled
us to continue our activities in fifteen
provinces.
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Our results

What did we achieve In

Indonesia?

13,135
new leprosy cases were
found, diagnosed, and
treated in our programme
areas

5

99
people were provided
with assistive devices such
as wheelchairs, crutches,
sunglasses, orthopaedic
footwear, and prostheses

20,563
direct contacts of new
leprosy patients received a
single dose of rifampicin to
reduce the risk of developing
leprosy by 50-60%

19,850
community members were
informed and educated on
general disabilities to raise

awareness

Working on innovative breakthroughs

Our worldwide work

2,203
health workers, community
volunteers, accredited social
health activists (ASHAs), and
government health staff were
trained on leprosy

5
Disabled People’s

Organisations received
assistance to promote
participation of people with
leprosy-related disabilities

v

294

people received vocational
training to learn a trade

18
people received a microcredit
to help them become self-
employed

Fundraising & communications

Our organisation

Finances & annual accounts

Realisation: €931,260
Number of employees: 50

o

41

lives were improved with
reconstructive surgery

\\I//

116
persons with disabilities were
helped to stand up for their
rights

v

=

604

children of leprosy-affected
persons received financial
support for their education
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Story from the field

Motivated to fight leprosy

Fundraising & communications Our organisation

Mohammed's family was afraid of his leprosy. He was hidden indoors and could not go
outside. Now he goes around the villages to tell people that leprosy is curable and that

patients should not be locked away.

“When the first signs of leprosy emerged, | thought | was
superman. My one arm h