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Picturing health: a new face for leprosy

It is true that leprosy impairs and
society disables. Leprosy is a neglected
tropical disease and one of the most
stigmatising of diseases. Images of
severely disabled patients with leprosy
have helped to raise awareness, attract
attention, and drive donations. But
these pictures are not representative
of the disease. Leprosy patients deserve
a better image—leprosy needs a new
face. Many people with leprosy will not
develop severe disease if they access
treatment early. Leprosy infection is
curable with 6 or 12 month courses of
two or three antibiotics depending on
the type of leprosy that they develop,
provided free to national leprosy
programmes by WHO through the
Novartis Foundation.

For the New Face of Leprosy Project,
we are developing a more positive
image of leprosy as a treatable
infection, with patients enjoying life
and functioning in society. In Ethiopia,
we photographed and interviewed
patients in Addis Ababa who live
around the main leprosy referral
hospital, All Africa Leprosy Tuberculosis,
Rehabilitation and Training (ALERT)

Centre. The moving stories shown here
are from patients talking openly, in their
own words. Themes that emerged from
these interviews included the strength
of religious and traditional beliefs
when medical problems develop, and
the challenge of leaving their rural
homes to come to Addis Ababa. Most
of the patients we talked to initially
had misconceptions, succumbed to
rumours, and some even attempted
suicide. Many patients had been
abandoned by their families and friends.
Feelings of isolation, despondency,
rejection, as well as stigma and
discrimination, contribute to the largely
unexplored mental health burden
of leprosy. The patients we spoke to
emphasised the importance of taking
the anti-leprosy drugs correctly, and if
necessary steroids for years to treat the
immune-mediated reactions. These

patients persevered, they re-engaged,
and they followed medical advice to not
only survive but also thrive. Their shared
message to new patients was that of
hope. Working, being independent
financially, and having a family made
many of the interviewees feel accepted,

Tulu, merchant of spiritual objects, photograph by Alexander Kumar

integrated, and able to live on, with
happy lives. As the Ethiopian proverb
goes, "he who conceals his disease
cannot be cured”. These photographs
are a unique, patient-centred, and
positive way to document leprosy. We
are expanding this project to other
countries and more stories and images
from the project will be available online
in the future allowing new patients to
access these stories.
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AKis adoctor and photographer. SL s a leprosy
clinician based in Ethiopia. DNJL is a leprologist. The
project was conceived by AK and DNJL. We thank Eden
Abate (EA) and YilmaTesfaye (YT) for assistance in
interviews and translation. Interviews by AK, EA, and
YT. Words by AK, DNJL, and SL. All photography was
performed and self-funded by AK. Other administrative
costs (translation and patient transport) were funded
by the small grants scheme in public engagement from
the London School of Hygiene & Tropical Medicine.

“lamTulu and | am 38 years old. When | first got ill, it was so difficult. | was the only one in my family and community affected by this disease. My face, ears, and arms
had many small lumps. I tried various traditional medicines. Then | came to Addis; when | was told it was leprosy | felt so much anger, and so tried to kill myself twice.
With medication, | saw great improvement. | and my family feel so much happier, but we went through a lot of stress. | have remarried; my second wife, Messay, had
leprosy. We are both treated. I am proud of my successful business. | feel proud to take part in community life at church and at home. I earn enough to also help my

family in the rural area.”
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