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Leprosy and lymphatic filariasis (LF)
remain two of the least understood and most
widely ignored diseases in the world. Millions
of people are affected, with numbers continuing
to rise. If left undiscovered or untreated, leprosy
and LF cause life changing disabilities.
Working in India, Bangladesh and Mozambique, we
find, diagnose, treat and rehabilitate people
affected by these cruel diseases. We also work
tirelessly to fight the prejudice and
discrimination they face in their daily lives.
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Governing Document
Lepra is a charitable company limited by guarantee, founded in 1924, incorporated on 26 February 1937 and
registered as a charity on 4 February 1963. It was established under the Memorandum of Association which
established its objects and powers and is governed under its Articles of Association. The Memorandum and
Articles of Association were amended by Special Resolutions of the Trustees on 4 June 1957, 7 June 1967, 24
September 1970, 1 July 2008, 15 May 2013 and 27 September 2016.
The name of the company was changed from Lepra Health in Action to Lepra on 15 May 2013.

.................................................................................................................................................................
Our Patron
Her Majesty Queen Elizabeth II has been our patron since 1952,
becoming patron shortly after the death of her father King
George VI, who had been patron since 1924 and our
inception as the British Empire Leprosy Relief Association
(BELRA).
The young Princess Elizabeth had taken an interest in
leprosy as early as 1947 when she was one of the first
Royal sponsors of BELRA’s Child Adoption Scheme.
She sponsored two girls at the Itu Leprosy Colony in
Nigeria. Following her wedding in November 1947,
Princess Elizabeth sent a portion of her wedding cake to
the Girl Guides at Itu.
When the two children were cured, Her Majesty The Queen
supported the building of new children’s homes in Tanganyika
(now Tanzania) where the adoption scheme was being
introduced. She continued to sponsor children in Africa and India
until the scheme ended in 1974.
Her Majesty has also attended a number of events including our Diamond Jubilee thanksgiving service in 1984,
and our ‘Quest for Dignity’ prize presentation in 1999.
We are extremely grateful to Her Majesty for her tireless support.

Our Vice President
We are equally proud to have His Royal Highness,
The Duke of Gloucester KG GCVO as our Vice President.
HRH The Duke of Gloucester is The Queen’s cousin. He
attends national and international events in support of
The Queen and her duties as Head of State as well as
undertaking extensive public duties and engagements
every year reflecting his own interests and charities.
We are extremely grateful to HRH the Duke of Gloucester
for his continued involvement and assistance with
our activities.
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A Message From Our Chairman And CEO
Ninety-five years ago Lepra was founded
on two major principles to which we
remain as committed as ever.

those affected from public transport, forbidding
school education and preventing them from
claiming disability benefits.
In September 2018 this work also significantly
contributed to a major success when the Indian
Supreme Court recommended the striking down of
all Indian anti-leprosy laws en masse. Lepra is proud
to have been one of the key organisations bringing
this about. From now we will remain vigilant in
trying to ensure the court’s decision is translated
into law rather than just becoming a token gesture.

Firstly, we are secular, open to all, irrespective of
ethnicity, gender, religion, or sexual orientation.
Secondly our work has always been evidence-led.
We understood then, as we do today, that leprosy is
not highly contagious and those affected should
remain with their families and communities. Since
the 1940s, we also know that leprosy is completely
curable by treatment with the appropriate
antibiotics.

Whether it is confronting prejudice, supporting
self-help groups, or growing our active case-finding,
we are immensely proud of our staff in India,
Bangladesh and other endemic countries. They
often work in very difficult circumstances providing
a continuum of support to those with leprosy
ranging from prevention to treatment, and offering
disability and mental health support. Beyond this,
we research into prevention, control and treatment
for those affected by leprosy.

Drawing upon all the available evidence we have
pioneered multi-drug therapy and sought to sustain
people affected by leprosy at home, not isolated
and shunned in “colonies.”
In the past year we have followed our evidence-led
practice by redoubling our efforts to find and treat
people affected by leprosy rather than hoping they
find us, by which time it is often too late and
disability has set-in. This approach is known as
active case finding (ACF). It has proved successful
at identifying many more cases than national health
systems do with a policy of waiting for people
affected to self-report. Our redoubling of ACF is at
a time when there is a lot of discussion of simple,
“magic bullet” solutions through new immuno- and
chemo-prophylaxis tactics. Currently however, the
existing research shows that these only have a very
limited impact and so are no substitute for the more
labour-intensive but more effective ACF. Thus Lepra
has been prioritising going into communities,
especially those of the marginalised and
hard-to-reach and identifying people affected by
leprosy.

In the UK, we continue to engage with political
figures, government bodies, funders, media and the
public to highlight the importance of leprosy, and
the need for more investment to ensure that those
affected are not left behind as so often has been the
case in the past.
Driving through all our work is our central message:
leprosy does not need to destroy lives: it is an easily
treated disease for which multi-drug therapy is
freely available, but it must be treated early before
disability sets-in.
We wouldn’t be able to do any of our work without
your continuing support. We thank you and we
remain committed to reaching the day when we
will beat leprosy together!

Our current goal is to encourage others to adopt
this method of actively looking for cases, thus
making leprosy control a realistic option for the
future.
Prejudice against those affected is one of the main
barriers to leprosy control. We need to challenge
negative stereotypes of leprosy wherever they
occur. We seek to confront this prejudice and the
discrimination that comes with it wherever we find
it. One example of this is the work we have done
creating and supporting hundreds of self-help
groups of people affected by leprosy who have
been challenging discriminatory local and national
laws. Some of those laws legalise prejudice, such as
by making leprosy grounds for divorce, barring
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85 pence in every pound goes towards funding our
projects in India, Bangladesh and Mozambique,
changing lives and helping us to beat leprosy. The
remaining 15 pence allows us to bring in the next
pound.

Trustees
Our Trustee board is responsible and accountable for the charity in total. They do this, by setting the strategy
and ensuring good governance, legal and ethical compliance. This year the Trustees have especially focused on
governance, fundraising, reorganisation and safeguarding. Each Trustee has been carefully selected and offers
valuable experience, knowledge and insight from their field, as well as being passionate about reaching our goal
of making leprosy a disease of little or no consequence. Our Trustees volunteer their time and energy towards
helping us beat leprosy together. More information about our governance structures and processes can be
found on page 2.

Memberships
We are members of the International Federation of Anti-Leprosy Associations (ILEP), The Neglected Tropical
Diseases (NGO) Network, The LF_NGO Network, COR NTD and the international development network BOND.
Our membership of these organisations ensures that we are part of developing emerging policies and that the
needs of people affected by leprosy and LF are placed at the forefront of the discussion.
Through ILEP we work with the Global Partnership for Zero Leprosy so do not hold separate membership.
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Our Ambassadors
Lepra Ambassadors are inspirational people who raise awareness of leprosy and LF. They are all passionate
about beating leprosy by supporting Lepra and people affected by leprosy. The Ambassadors play a crucial
role in our work, helping us to raise awareness with the general public, the media and within business and health
communities. Our ambassadors reflect our vision and values and have knowledge or experience of working
with leprosy as well as being experts in their own field.

FIONA DUBY OBE
Fiona has a wealth of experience having worked for over 40 years in the design, strategic
planning, management and evaluation of public and private sector health and development
programmes in 29 countries.
Fiona joined Lepra in 2000 as a Trustee and served on the Board of Trustees for 15 years.
During this time, she visited projects in Brazil and more recently India and Bangladesh.
Fiona has worked in Africa and Asia, and offers valuable insight into how leprosy affects
people living on these two continents.
Fiona’s knowledge and experience remains an important asset to Lepra in our efforts to raise awareness of our
work and the need to improve understanding and investment in leprosy.

VICTORIA HISLOP
Inspired by a visit to Spinalonga, the abandoned Greek leprosy colony, Victoria Hislop wrote
The Island in 2005. It became an international bestseller selling over 1.2 million copies in the
UK and more than 5 million worldwide.
Since May 2013 Victoria has been a wonderful ambassador for Lepra and visited projects
in India. She regularly appears in the media and at events to talk about leprosy and share
our work, and remains an important supporter on social media during appeals and
special events such as World Leprosy Day.

STUART MILES
Stuart Miles is a broadcaster best known for presenting the iconic children’s television show
Blue Peter. Stuart has a long affiliation with Lepra, helping to front the 1996 Blue Peter
“Bring and Buy” Appeal which raised £2.8m for Lepra and allowed us to build the Blue
Peter Public Health and Research Centre (BPHRC) in Hyderabad, India. BPHRC has
become one of the leading centres for research and treatment of leprosy in the world.
Stuart opened BPHRC in India in 1999.
Stuart returned to BPHRC in 2018 and as a result of his trip became a Lepra
Ambassador. Stuart helped launch our successful ‘£1 from you, we get two’ appeal last
autumn and has made media appearances to raise awareness of our work.

STUART PAVER
Stuart is the Managing Director of Pavers, a family company founded in 1971 that has become
one of the leading UK shoe retailers.
In 2015, Pavers funded our first mobile shoe van which travels across the Indian state of
Bihar delivering custom made shoes to help those affected by Leprosy and lymphatic
filariasis (LF). A second van has begun operation in this financial year and a third is
scheduled to start operating in June 2019, expanding the reach of this project to the
states of Telangana and Andhra Pradesh. With the help of Pavers, we distributed
34,479 pairs of shoes in India.
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5 Year Strategy & Strategic Goals 2016-2020
Our Vision
Is to be a leader in reducing the incidence and impact of leprosy and other neglected diseases.

Our Mission
Driven by our focus on leprosy, our purpose is to enable people affected by neglected diseases to transform
their lives and overcome poverty and prejudice.

Our Goals

Meeting the need through supporting children,
women and men to transform their lives.
We will put the individual and their needs at the heart of all we do.
We will enable children, women and men affected by leprosy and
LF to overcome disease, poverty and prejudice.
We will advocate on behalf of children, women and men,
influencing new practices and policies, challenging bad laws and
changing perceptions.
We will maximise programme impact by developing combined
approaches and addressing key cross-cutting themes including
WASH, disability and gender.

We will measure, analyse and document the impact
of all our activities and the lessons learned.

We will raise our profile to become the partner of
choice for donors, peers, governments and the
people we work with.

We will use this evidence to guide our own actions
and share it widely to help build the capacity of
governments, partners and other strategic agencies
and forums.

We will have a secure, diverse and ethical funding
base, valuing our donors and demonstrating
transparent practices.

We will translate our learning into other areas of
our work to accelerate the development of
powerful interventions.

We will attract and retain engaged, motivated,
skilled staff.
We will uphold sector best practice and have
appropriate systems, ICT and robust procedures in
place to support our work.

We will identify, undertake and facilitate quality
research relevant to our purpose.
We will facilitate the continuous learning of our
people to develop as professionals, able to enhance
the delivery of our vision and purpose.
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Indicators - our measures of success
Our major programmatic directions are informed by the
people we work with and we will report our impact back to
them.
Lepra works with 1069 self-care and self-help groups of people affected by
leprosy and LF across India, Bangladesh and Mozambique, which serve as
both the means to understand their holistic needs and aspirations and also
the mechanism to address them. Other project interventions seek to
engage beneficiaries in project formulation through surveys and focus
group discussions and in impact assessment through social audits and final
project evaluation studies. While some initiatives, notably in Bangladesh,
have provided the opportunity for beneficiary input during project
implementation, there is scope to further enhance the engagement of
those with whom and for whom we work throughout the entire project
cycle.

We will significantly increase the number of people with
undiagnosed leprosy that we enable to access appropriate
treatment and support.
In 2018-19 Lepra screened, diagnosed and triaged for treatment 40,546
people with leprosy symptoms; an increase of 372 people compared with
the previous year, 2017-18.

Personal incomes of the people we work with will
substantially improve.
In 2018-19 Lepra’s combined approach to leprosy and LF significantly
increased the personal incomes of the people with whom we work. Final
evaluation data from the Reaching the Unreached Project in Bangladesh
showed that over the three years of the combined approach intervention
the health expenditure for people affected by leprosy reduced to 4% of
monthly household income and to 11% for those affected by LF. Over the
same period the project brought about a 5 fold (500%) reduction of the
overall proportion of working days lost by people affected by leprosy and
LF. Simple hydrocele surgical interventions for men affected by LF had an
even greater impact, increasing their monthly income by 32%, thanks to
enhanced productivity and reduced health expenditure post-surgery.

We will be working where we can have greatest impact on
the need.
Out of all the reported new leprosy cases, almost 60% (124,000+) continue
to be recorded in India; at the same time India hosts almost half of all the
people (419 million, 47%) globally at risk of contracting LF. The scale of the
need in India and neighbouring Bangladesh drive the primary geographic
focus of Lepra’s work on these two diseases, however the reported
re-emergence of leprosy in countries where it has been declared
‘eliminated’ is leading the organisation to explore how its Asian leprosy
expertise might be used to rebuild leprosy capacity in countries where this
has been lost, notably in southern Africa.
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75% of our direct programme expenditure will be spent on the two core diseases of
leprosy and LF.
In 2018-19 a little over 62% of direct programme expenditure in Bangladesh was spent on people affected by
leprosy and LF; among the more diverse programme implemented by LEPRA Society in India the figure was
37%.
While we have striven to move our work away from various legacy additional health care programmes toward
only leprosy and LF, funding challenges (and opportunities) have countered this, notably in India, though some
of these other interventions have helped operational research or pioneered concepts for use with leprosy and
LF. While we stopped our TB work in Bangladesh because the donor would no longer allow us to integrate
leprosy interventions within the programme, our work in Madhya Pradesh linking the private sector to the
Government programme for TB continued; an approach seeking a model that may be replicated in leprosy
work, to bridge the public-private divide.

25% of our direct programme expenditure will be spent on combined approaches and
cross cutting themes.
In 2018-19 overall 25% of direct programme expenditure was spent on combined approaches to leprosy and LF
(24% India; 29% Bangladesh). This figure is based upon projects applying a combined approach to addressing
the needs of the people affected by these two diseases (RLFP & Sankalp Projects in India; Restoring Lives of
Forgotten People Project in Bangladesh), together with integrated service provision for these two diseases,
specifically Neglected Tropical Disease Referral Units (NTDRU) in India.

There will be no specific leprosy discriminatory laws in India
or Bangladesh.
Working closely with other India ILEP members in 2016, Lepra was involved
in behind the scenes advocacy that led to the repeal of the 1898 ‘Lepers
Act’ and other discriminatory laws in the country; however, many
discriminatory State and National laws remain. While advocating for
legislative changes, Lepra has also been working with state level forums to
address the barriers and prejudice still faced by people affected by leprosy
and to ensure their access to government benefits to which they are
entitled. While similar levels of prejudice towards people affected by
leprosy still remain in Bangladesh there are no discriminatory laws; the 1898
‘Lepers Act’ was repealed in 2011.
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We will understand and have impact data for all new people
coming to Lepra since 2016 (a minimum of 50,000).
Up to March 2019 13,000 new people affected by leprosy and LF had
undertaken surveys in India, Bangladesh and Mozambique, using
Smartphones and KoBo software to gather and upload core personal data.
In addition, key project data for a further 7,000 non-affected community
members has been gathered across the three countries using the same
technology. Since the start of this monitoring and evaluation (M&E)
initiative, equipment and training has been provided to staff in 11 of the 25
Referral Centres in India, but as of March 2019 only 4 continue to provide
data on a regular basis. Nevertheless, the key questionnaire addressed to
beneficiaries before, during and at the end of specific project interventions
has yielded important information relating to disease, poverty and
prejudice impacts – the livelihoods impact of our Reaching the Unreached
Project in Bangladesh, for example. In 2019-20, the core data questionnaire
will be reviewed to standardise and reduce the number of questions, with a
view to extending its application.

Fundraising costs will be no more than 13% of turnover.
Costs were 13.3% of turnover, reflecting the transitional nature of the year
for the UK fundraising teams.

We will be seen as an expert voice, the ‘go to’ people.
Building upon the March 2018 event at its offices in Colchester, where
Lepra hosted the first ever meeting of the Global Partnership for Zero
Leprosy (GPZL), and meetings of the International Federation of
Anti-leprosy Associations (ILEP) and the Disease Management, Disability
and Inclusion Sub-Group of the Neglected Tropical Disease NGO Network
(NNN), the organisation has continued to actively engage with the
governance and technical forums of all these networks in 2018-19. In
addition, Lepra is a member of Bond Disability and Mental Health Working
Groups and participated in the July 2018 Global Disability Summit, also
facilitating one of our project beneficiaries affected by LF to address
attendees of this meeting. Lepra staff and certain trustees also attended
the October 2018 Coalition for Operational research on Neglected Tropical
Diseases (COR-NTD) Meeting in New Orleans, USA.

We will grow turnover by 30%.
This is no longer seen as relevant, as we are increasing our concentration
on only two core diseases, hitherto three, and emphasising the depth of
those services. Growth for growth sake is no longer a strategic priority. We
expect we will grow and contract according to the needs of our beneficiary
groups and available resources. We will not be growth-led just because
some perceive size as quality. It isn’t. Furthermore, the growth and
contraction of the organisation is now dynamically managed with reserves
and overheads both planned to grow and reduce according to the need to
pre-finance and support varying levels of programmes.

We will achieve an overall voluntary fundraising ratio of at
least 4:1.
Excluding the exceptional costs of redundancies during the year, the overall
voluntary fundraising ratio was 4.1:1.
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Summary of Progress Towards our Strategic Goals 2018/19
During the third year of our strategy, we remained successful in helping people overcome leprosy and LF,
directly helping over 283,000 individuals through diagnosis, treatment and care. We reached 1.46 million people
through health education and events to raise awareness of leprosy and other neglected diseases. We issued
36,785 pairs of protective sandals to people affected by disabilities, an increase of 25% this year.
We were able to reach 60% more people affected by LF this year and together with the Vodafone Foundation
successfully completed a pilot programme to perform hydrocelectomy on 4,666 men affected by hydrocele.
We have raised awareness of leprosy in the media, through our ‘£1 from you, we get two’ appeal which saw us
raise over £130,000 and was supported by public figures including Stephen Fry, Sir Tony Robinson, Valerie
Singleton, Tim Vincent and Lepra Ambassador Stuart Miles. We launched a successful petition linked to World
Leprosy Day 2019, which called for an end to use of the word ‘leper’ and leprosy itself as a negative metaphor.
This year, we undertook a review of our organisational strapline with a view to making our goal to beat leprosy
clearer. In October 2018 the strapline became “We will beat leprosy together”. This reflects our commitment to
inclusivity by working with people-affected, governments, NGOs and funders towards our goal of beating
leprosy.

11

Programme Achievements 2018/19
Impact & Coverage
Enhanced profile of Lepra and our work through
active engagement with the NNN, DMDI Working
Groups and Bond Disability and Mental Health
Groups; this as a base for advocacy and fundraising.
Narrowed disease focus on leprosy and LF in
Bangladesh and in project funding in India.
The Health System Strengthening Programme in
Bangladesh is being taken forward into a new phase,
Phase 3, with a joint framework close to agreement
with TLM – at least 50%+ supported by effect:hope.
Memorandum of Understanding on LF work in
Bangladesh drafted and close to signature with the
government, in recognition of Lepra’s
expertise / lead role in the morbidity management
of this disease, nationally and internationally.
Social Return On Investment (SROI) analysis almost
completed of Lepra’s Active Case Finding in Munger
District, Bihar, India – as a potential tool to
demonstrate expected impact in funding
applications.

1) Funding
LF value proposition developed for Lepra to support our institutional fundraising for LF and leprosy,
highlighting our expertise in the Combined Approach.
After almost 12 months of profile raising, correspondence and meetings, a Teaming Agreement was signed on
the 4/11/18 with Sightsavers (Prime), LSTM, Mott MacDonald and SCI for the £200m DFID ASCEND Call – the
first time Lepra has joined a consortium for such a bid.
A DFID Health Research Consortium bid, together with Brighton and Sussex Medical School and BRAC
University, was coordinated by Lepra and submitted on the 29/11/18 - the first time that Lepra has brought
together a consortium.
Secured funding for Referral Centres in India:
> West Delhi Referral Centre funded by SAGA Foundation
> Krishna Referral Centre in Andhra Pradesh funder by St Lazarus for 3 years
> St Joseph Leprosy Centre in Madhya Pradesh for Mental Health add-on funded by Forrester Trust
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2) Project Cycle Managment, Indicators and M&E
The process of mainstreaming routine data collection in India has led to developing an action plan to roll out
digital data collection and homogenise practice.
Working towards an enhanced Management Information Systems with India:
> New template for budgets and financial reports introduced to India and now being used for the 2019/2020
budget
> New template for projects - Action Plans, bi-annual and annual reports
> Reviewing the indicators used to monitor change across our projects in India
We have implemented a rigorous internal evaluation of The National Lottery Community Fund project-Bihar.
The evaluation has highlighted important learning points, such as sustainability and efficiency.
Bangladesh and India have been trained in qualitative studies. Bangladesh is now implementing and reporting
qualitative studies on their own.
Bangladesh has adopted the Theory of Change perspective throughout their operations, holistically.

3) Advocacy
We continue to have a strong presence internationally. We have influenced international stakeholders to include
a health system strengthening approach in tackling leprosy. The NNN DMDI and subsequently the NNN-UTC
Action Framework that is now being used by the GPZL was heavily influenced by Lepra.
Lepra assumed role of Co-Chair of the LF NGO Network, presenting on our LF/leprosy work at the NNN
Lepra has established itself as a leader in the integration of Mental Health care into NTD programmes by:
> Becoming co-convenor of the NNN DMDI Stigma and Mental Well-Being group
> Becoming part of the steering group of the Bond MH Group
> Becoming part of the ILEP Temporary Expert Group to revise the ILEP anti-stigma guidelines
> Developing scientific evidence to build the case for the integration of MH into NTD programmes: position
paper published on InfoNTD, piloting a study with BPHRC on the links between depression/anxiety and
treatment non-compliance (MDT/leprosy), currently writing a paper on the risk factors for mental distress in
people with LF/leprosy (N=4,000, India)
> Piloting projects such as St Joseph Leprosy Centre in Madhya Pradesh, adding family therapy to foster
inclusion for people who undergo reconstructive surgery and training by psychologists for all counsellors in
India
Although it is still continuing, we are developing the first rigorous scientific paper on Mental Health and leprosy
to be published in February-March. Given that there is little evidence internationally, this will be an important
step forward.
Being invited to the Global Disability Summit and Civil Society Forum, July 2018.
Facilitated and supported a LEPRA Society beneficiary affected by lymphatic filariasis (LF) to travel from India
to London to represent people affected by this disease at the Global Disability Summit in July 2018.
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We diagnosed and helped to treat
41,869 new cases of LF this year, which
is more than double the previous year.
We screened,
diagnosed and
provided triage for
40,546 people with
new cases of leprosy.

We trained 69,184 people to
self-care for their condition at
home this year. That is a 97%
increase on last year.

We trained an additional 13,514
government health staff and 16,465
health care workers, volunteers,
doctors, accredited social health
activists and teachers.

We helped 6,164 people
with leprosy and LF
access government
grants and support

1,460,000
We reached 1.46 million people through
health education and events to raise
awareness of leprosy and other neglected
diseases. Through LF programmes we reached
almost 24 times more people when compared
to last year.

We reached 283,000
people through diagnosis,
treatment and care. We
worked with over 60%
more people affected by
LF and leprosy combined.

We facilitated 4,666 hydrocele
operations this year, giving almost
twice as many men the chance to
relieve their pain and discomfort than
last year and return to work.
We issued 25% more
pairs of protective
footwear this year

Of the 1.46 million people
we reached, 130,085 were
reached through health
education within schools.
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438 people affected by leprosy received
reconstructive surgery to restore the
movement and appearance of their hands
and feet, reducing prejudice and
rebuilding their self-esteem.

India

usually takes 30-40 minutes. A hydrocelectomy
drains the fluid and prevents it returning, not only
reducing pain and discomfort but also empowering
the individual to return to work.

This year, our work in Bihar, Jharkhand, Odisha,
Telangana, Andhra Pradesh, Madhya Pradesh and
West Delhi has changed the lives of 258,518
people by providing diagnosis, treatment and care.
We have introduced a Mobilising Men’s Health
project, and expanded our shoe van project into
two new states (Telengana and Andhra Pradesh)
with the help of corporate sponsorship from
Pavers Foundation.

The project trains ‘Community Champions’ who
actively seek men affected by hydrocele and speak
to them about the benefits of undergoing surgery.
These champions offer support during the process
and discuss any concerns the men or their families
may have about how it will affect them.

India continues to carry the largest share of the
world’s leprosy burden. We have continued our
work to build up knowledge and awareness to fight
the prejudice and discrimination people affected
and their families face.
We reached 519,000 people in India through
community campaigns, helping to ensure that
symptoms of leprosy and LF can be
recognised and that people can access the
treatment they need without fear of
discrimination.

WEST
DELHI
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We continue to provide self-care training and have
given out over 36,785 pairs of protective footwear,
this is a 25% increase on last year.

We offer a fully funded
hydrocelectomy surgery to
eligible men, along with the
equivalent of two weeks wages.
This enables them to undergo the
surgery without cost to themselves
and enables them to take the full two
week recommended recovery time
without the worry of supporting their
family whilst they are convalescing.

TELANGANA

Project Focus
Mobilising Men’s Health Project, Bihar Phase One
Mobilising Men is a hydrocele project supported by
the Vodafone Foundation. Beginning in April 2018,
this year saw us successfully complete Phase One,
which was focused on the Munger District of Bihar,
working to improve the lives of men
affected by hydrocele.

We evaluated a group of 100 men three months
after surgery and found that their personal monthly
income had increased by an average of 1,327
rupees (£14) due to reduced absence from work
and increased productivity. In addition, previous
“I wonder how I believed
expenditures on their condition, which worked
out at 8% of their income prior to the surgery
that superficial treatment
were no longer required meaning a real term
would offer me a cure… I
increase of 32% in income.

Hydrocele is a symptom of
lymphatic filariasis (LF)
that affects the scrotal
area. This leads to
increased fluid causing
have decided to support the
painful swelling,
project and share my story
discomfort, difficulty in
movement and is often
with other men so they are
accompanied by mental
less wary to undergo
health and self-image
surgery.”
problems, due to the
highly visible nature of the
S, Munger.
swelling and the perceived
effects on masculinity. These
issues can lead to vital working days
being lost, which drastically affects the living
standards and income of individuals and their
families.
Many men suffering are unaware that this problem
can be corrected by a very simple operation, which
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Due to the success of Phase One, it was
agreed that Phase Two will begin in
April 2019 and will look to perform
up to 3,500 surgeries during this
phase, helping more men to receive
this important operation.

Reuniting Families, Madhya Pradesh
Leprosy can cause real difficulties within families
due to the prejudice and discrimination often
ingrained throughout generations. Women or
children who develop symptoms, may often
suffer some form of discrimination within the
family, for example being prevented from eating
with their children or siblings, or made to feel
inferior by in-laws. This can be exacerbated by
the need for reconstructive surgery or
complications with their treatment which affect
their ability to help with chores etc. These effects
can then be amplified to the community with
friends and neighbours excluding the family as a
whole because of leprosy.
Our Reuniting Families Project works to help people affected by leprosy to be included in their family and local
communities and to improve their mental health via the following strategies:
Individual counselling – Counsellors provide client centred sessions to assess mental, family and social needs
and help to overcome barriers in the way of communication, personal development after treatment, treatment
adherence and reinclusion in society. Counsellors also link with other specialist organisations and government
schemes open to people affected by leprosy.
Spouse and Family Counselling – The project works to assess the family understanding of the disease and
issues related to prejudice and discrimination and strives to resolve these issues while increasing understanding.
We also promote behaviour change among family members towards the person affected by leprosy, along with
home based self-care practice to prevent disability.
Group Counselling in rural settings – We work to promote inclusion and overcome discrimination within the
community and the families of persons affected by leprosy, by providing health education and information.
Follow up counselling – We provide monthly follow up visits to address any issues which have arisen and to
assess the progress of reintegration and of mental wellbeing of beneficiaries. This ensures long term and lasting
improvement in the lives of people affected by leprosy.
92% of people affected by leprosy reported some level of anxiety at the beginning. This figure dropped by
approximately 40% after the counselling intervention of this project.
Those reporting severe anxiety dropped 10 fold whilst those reporting moderate-to-severe anxiety reduced 18
times, only 6 months after counselling activities took place.
Women reporting anxiety dropped by 15% while the numbers
of women reporting depression reduced by 50%. The
numbers of women reporting severe social fears dropped
threefold after intervention.
The numbers of people with Grade-2 disabilities who
reported anxiety prior to the project dropped by 31%
after intervention. Similarly, people with grade two
disabilities reporting severe social fears dropped
by 65% after intervention. Grade-2 disabilities are
visual deformities to the eyes, hands or feet of
people affected by leprosy, caused by nerve
damage and usually resulting from a delay in proper
diagnosis and treatment.
Similarly, unemployed people reporting anxiety
dropped by 10% while those reporting depression
dropped by 11%.
Severe social fears were reported by 17% of people affected
by leprosy. After 6 months of counselling activities, severe fears
have reduced by 62% overall.
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Bangladesh

KURIGRAM

This year in Bangladesh, we have reached 20,711
beneficiaries through diagnosis, treatment and
care and 939,419 people through community
campaigns.

DINAJPUR

SUNAMGANJ

SYLHET

BOGURA

We have also trained 9,960 health workers,
volunteers, school teachers and government health
staff to recognise symptoms of leprosy and LF, thus
helping to improve the health infrastructure and
leading to more cases being found early.

NATORE

SIRAGONJ

PABNA

MAULVIBAZAR
HABIGANJ

Project Focus
The Reaching the Unreached,
project funded by the Department
for International Development
(DFID) worked over 3 years to find,
diagnose and treat people affected
by leprosy and LF in rural areas of
Bangladesh, specifically focusing
in districts in Rangpur and Rajshahi
Divisions.
Traditionally, these areas do not
have the medical infrastructure
and community awareness of
diseases such as leprosy or LF to
ensure that cases can be detected
early. There are also likely to be
social barriers and prejudice
around a leprosy or LF diagnosis
that cause people to hide
symptoms. This can mean their
diagnosis and treatment is limited
or delayed until disabilities have
already begun to appear.
Reaching the Unreached has
focused on improving the numbers
of cases of both leprosy and LF
being detected early, reducing the
numbers of disabilities caused
among those already affected and

teaching self-care, encouraging
people affected to manage their
symptoms and improving these
through changing behaviours and
personalised care plans. Self-care
helps to reduce the number of
acute attacks related to LF. Acute
attacks occur when an infection
caused by LF reaches a certain
infectious point, causing fever and
acute pain; however these acute
attacks can be reduced or
prevented with the correct
self-care.
Our Year 3 follow-up survey in
November 2018 found that when
compared to data gathered at the
project start in 2015 there was:

Mozambique

ZAMBEZIA
PROVINCE

• A 51% reduction in the average
number of acute attacks related to
LF.
• A 61% increase in the number of
people reporting that they have no
difficulties with their daily chores
and tasks.
• 62% of people affected by LF
(three quarters of these women)
reported no acute attacks while
97% of people reported that their
symptoms had improved by
practicing self-care as taught to
them during the project. This led
to five times fewer lost working
days by people affected by LF,
improving not only their physical
symptoms but also their families’
financial situation and thus
wellbeing.
• By following the self-care regime
taught in our sessions 84% of
people affected by leprosy
reported no occurrence of ulcers
at Year 3 compared to only 48%
prior to the project.
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We continue to work alongside our
partners NLR and the Adventist
Development and Relief Agency
supporting agricultural training to
improve nutrition and helping
people to earn a livelihood. This
year we reached 3,544 people
with information about leprosy and
LF, and helped 594 people to
receive diagnosis and treatment of
these diseases.

Financial Review
Finance:
Year to March 2019 (£)

Year to March 2018 (£)

% Change

Income

4,662,259

5,272,189

(11.6%)

Expenditure

4,890,474

5,516,553

(11.3%)

The overall financial position of Lepra remains stable despite a deficit for the year of 232,184 before exchange
rate adjustments.

Fundraising:
Year to March 2019 (£)

Year to March 2018 (£)

% Change

Total income

4,662,259

5,272,189

(11.6%)

Restricted income

1,642,511

2,146,253

(23.5%)

Community income

603,541

637,050

(5.3%)

Individual giving

1,332,433

1,271,481

4.8%

Legacy income

866,449

1,097,456

(21.0%)

Event income

37,163

33,660

10.4%

Trusts & Corporate Giving

153,100

127,849

19.8%

Total income for Lepra in the year ended 31 March 2019 was £4,662,259 which was a decrease of £609,930
compared to the previous year. This was largely a result of reduced restricted income and reduced legacy
income. Legacy income is generally volatile and this variation is within expected bounds. The fundraising team
underwent a significant reorganisation which has impacted community fundraising Overall however,
unrestricted income excluding legacies increased by £124,818 compared to the previous year.
Restricted income decreased by £577,522 compared to the previous year. This was a result of a difficult funding
environment in which we were unable to replace several large expiring grants in India and the UK with new
sources of income.
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Public Benefit Statement
Lepra's objects are contained in the company's Articles of Association, they are:

"To carry out the investigation of
and promote research into the
causes, treatment, cure and
prevention of the disease of leprosy
and any allied disease, and give and
grant relief and assistance to any
persons suffering or believed to be
suffering from such diseases, or
them family or dependants of such
persons of any description,
including financial assistance."

"The charity has power to
do anything which is
calculated to further its
Object(s) or is conducive
or incidental to doing so."

In 2018/19, our activities therefore involved us working with some of the poorest communities in the world with
those mainly affected by leprosy and LF. To further broaden and strengthen our effectiveness we were always
beneficiary needs-led and worked with local partners such as Ministries of Health.

We review our strategy each year, including
our vision, mission and objectives. We do this
by assessing the outcomes we achieved and
the success of each activity.
Board and SMT meetings, this annual review, quarterly
reports and monthly monitoring keeps Lepra focused
on our charitable objects. The Trustees are therefore
confidently able to state that Lepra has complied with
Section 17 of the Charities Act 2011, having due regard
to the public benefit guidance issued by the
Commission. The Trustees have consulted and adhered
to the charity commission's advice, specifically PB1,
PB2 and PB3 for the year 2018/19.
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Future Plans
During 2019-2020 we will continue to build on the momentum gained this year and through new relationships
with corporate partners.

95 Voices

Pavers Vans

We are marking our 95th anniversary with a series
of online films called “95 Voices”. In these films,
people with a connection to Lepra will speak
about their experiences with leprosy and Lepra.
These include fundraisers, volunteers, Trustees
and our beneficiaries.

Our second shoe van, courtesy of Pavers became
operational this year covering the state of
Telangana. A third shoe van will be operational in
June 2019 in Andhra Pradesh, meaning even more
people will be able to receive our shoes and walk
safely.

Mental Motivators

Fighting for Futures

In June 2019, we launched our Mental Motivators
programme in the Bogura, Natore and Pabna
districts of Bangladesh with the help of Baillie
Gifford who are funding the pilot project. This
programme will add mental health support and
counselling training to our existing self-care
groups. Volunteers will be supported to recognise
signs of mental health problems and talk through
these, as well as referring to medical professionals
where needed.

In June 2019, we held a special event called
“Fighting for Futures” at the Imperial War
Museum Duxford, in the presence of our Vice
President, HRH The Duke of Gloucester KG GCVO
and attended by Lepra supporters. The event is
linked to our £1 from you we get two” appeal and
raised over £30,000 in pledge donations.

World Leprosy Day

Active Case Finding

World Leprosy Day is on Sunday 26th January
2020 and once again we will be marking the day
with a series of events to raise awareness of
leprosy and the prejudice and discrimination that
often results. We will be drawing attention to the
need for continued investment to ensure every
person affected by leprosy receives treatment as
early as possible through our innovative active
case finding programme.

We are working on the epidemiological data to
show that through Active Case Finding (ACF)
leprosy numbers can be greatly reduced by
finding cases early and in particular finding the
highly infectious Lepromatous Leprosy cases
before they are able to transmit leprosy to others.
This is coupled with work establishing standard
protocols and evidence-gathering in the Indian
states of Bihar and Odisha.

We will be holding two awareness raising events,
the first at Ripon Cathedral on 26th January, and
the second at The House of Lords on 28th
January 2020 . Guests will include key
representatives and members of faith groups,
MPs, Lords and those who share our desire and
drive to beat leprosy and improve the lives of
those affected by the disease.
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We would like to thank everyone who has
contributed to our work this year whether
you have given your time, money or support
to Lepra. We will beat leprosy together
Our Patron:
HRH Her Majesty The Queen
Vice President:
HRH The Duke of Gloucester KG GCVO
Trustees:
Prof. Michael Adler CBE
Nina Amin MBE
Anna Anderson
Katie Bigmore
Charles Bland
Julian Briant
Natalia Bucci
Dinesh Dhamija
Prof. Rod Hay
Mehmood Khan
Prof. Diana Lockwood
Michael McGrath
Nayan Patel
Dr V Rukmini Rao
Sampa Bhasin
Sri Sharma
Neil Thapar
Our Ambassadors:
Fiona Duby OBE
Victoria Hislop
Stuart Miles
Stuart Paver
Our Strategic Partners:
Adventist Development and Relief
Agency
Association Italy Raoul Follereau
Dhanjuri Leprosy Centre
effect:hope
Global Partnership for Zero Leprosy
International Federation of Anti-Leprosy
Associations
National Leprosy Programme Bangladesh
National Leprosy Elimination Programme
India
Neglected Tropical Disease NGO Network
Netherlands Leprosy Relief
RDRS Bangladesh
Sightsavers
The Leprosy Mission Ireland
WaterAid
Corporate Partners:
Barclays
Baillie Gifford
Haddenham Healthcare Ltd.
Ipswich Hospital NHS Trust
JM Finn
Pavers Shoes and The Pavers Foundation
The Ethical Giftbox
Vodafone Foundation
Voyages to Antiquity
West Suffolk NHS Trust Foundation

We would like to thank all the donors,
volunteers, organisations, trusts and
foundations who have assisted us to
transform lives and raise awareness,
including:
Aura Films
Ann Jane Green Trust
Anson Charitable Trust
Arimathea Charitable Trust
The Alchemy Foundation
The Arthur and Audrey Silkin Charitable
Trust
The Bartlett Taylor Charitable Trust
Belpech Trust
The Big Sing, Chelmsford
Brunch, Colchester
The Bryan Guinness Charitable Trust
Cantata Dramatica
Carmela and Ronnie Pignatelli
Foundation
Caroline Agnes Joan Hervey Trust
Chalcroft Charitable Trust
The Cauda Trust
Charities Trust
Colchester and Ipswich Museums
Colchester Rotary
The D M Charitable Trust
Damien Foundation Belgium
The Dandy Charitable Trust
The De Crespigny Charitable Trust
E Dennis Armstrong Charitable Trust
The Fulmer Charitable Trust
Gengulphus Fund
The Grace Trust
Miss Hanson’s Charitable Trust
The Ingram Trust
The Janelaw Trust
The Josephine Veronica Nunn
Discretionary Fund
The Kirby Laing Foundation
Lorimer Trust
Mary McAdam Trust
Musgrave Charitable Trust Ltd
The Mageni Trust
The N Smith Charitable Settlement
The Nancy Catherine Ware Trust
Nini Isabel Stewart Trust
The Nordev Trust
Military and Hospitaller Order of Saint
Lazarus of Jerusalem
The Pennycress Trust
The Privy Purse Charitable Trust
The PF Charitable Trust
The Rest-Harrow Trust
The Rhododendron Trust
The Ronald Tait Trust
The Royal Over-Seas League
SAGA Charitable Trust
The Saint Lazarus Charitable Trust
Simon’s Charity
Souter Charitable Trust
The Swire Charitable Trust
Tanner Trust
Thomas Lilley Memorial Trust
The Tory Family Foundation
The Traynor Foundation
The Tregelles Trust
Vodafone Foundation
The Westwood Charitable Trust
The Wyndham Charitable Trust
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Additional Thanks:
Idris Ahmed
Rosa Argent
Sophie Bailey-Smith
Jo Brand
Jamie Chadwick
Molly Cliff
Alice Cruz, UN Special
Rapporteur for Leprosy
Lord Michael Dobbs
Matthias Duck
Yvonne Emmanuels
Maria Friedman
Stephen Fry
Jane Hadcock
Robert Hugill
Chris Hunt
Joanna Lumley
R. Madhavan
Mann Matharu
Mr. Nagambusham
Polygeia
Will Quince MP
Don Quinn
Freddie Roberts
Sir Tony Robinson
The Science Museum
Vaishali Shah
Valerie Singleton
Snape Maltings
St Stephen Walbrook
Siddarth Subramanian
Susan Vascetta
Tim Vincent
Phillip Wise
Roger Wright CBE
















































Together,
we will beat
leprosy
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