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Voluntary action and the 
continuing task in leprosy 
Paul Sommerfeld 

Even when patients no longer suffer from active leprosy, they remain affected both physically 
and socially. 

The story ofMokseda (see box) 
demonstrates the tragedy of 
leprosy. It is a disabling disease 

with- all too often- a long-term 
social impact on the life of the indi
viduals affected and on the lives of 
their family and community. 
Mokseda is a woman who has been 
successfully treated for leprosy and 
no longer suffers from the active 
disease. But she remains affected 
both physically and socially. 

The 20 voluntary organizations 
that come together in ILEP, the 
International Federation of Anti
Leprosy Associations, try to respond 
to the total impact of leprosy on the 
lives of the people it affects and of 
those who are close to them. 

Well into the next century 
there will still be new patients 
to treat, old patients with 
disability to support, and a 
search for the tools that might 
one day permit complete 
eradication of this disease. 

They share with WHO and gov
ernments a determination that the 
first priority is to give everybody 
with the active disease the most 
effective available drugs. Thus 20 
years ago, ILEP member associations 
were active in pioneering the use of 
multidrug therapy (MDT); and in 
1990 they pledged themselves to a 
target of MDT for All by the Year 
2000. This is similar in purpose to 
the target adopted in 1991 by the 
World Health Assembly of ending 
leprosy as a public health problem, 
and keeps it clear that what is being 
achieved is control of leprosy, not yet 
its eradication . 

About one-third of all the people 
in the world being treated for leprosy 
are receiving their care from projects 
supported by members of ILEP- an 
exceptional achievement for volun
tary associations . Last December the 
ILEP Medical Commission was able 
to say that, from the data so far 
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available, ILEP Members have
except in a small number of areas
achieved their interim target of 
getting MDT to all the patients in the 
projects they were already support
ing. It still remains for them to work 
with governments and other agencies 
to get MDT to the last 20% of known 
patients worldwide. They also still 
have to reach the estimated half a 
million or more people who have the 
disease but have not yet been de
tected by health services. 

A trickster 

ILEP associations are very conscious 
that leprosy is a trickster. It is a 
slow-growing bacterium, which 
means a person commonly has the 
disease for a long time before clinical 
symptoms appear. So although over 
the last few years it has been a mas
sive achievement to bring down 
drastically the number of people who 
have the disease, it remains to be 
seen if that success translates into a 
similar drop in the number of cases , 
currently about 600 000, detected 
each year. We are doing very well at 
treating and clearing the backlog of 
cases; but have we significantly 
reduced transmission of the bac
terium to new people? 

It is also evident that new cases 
will still be appearing even after 
achievement of the WHO target of 
not more than one case of leprosy per 
10 000 population. There will be a 
need in many places for leprosy 
backup teams, and for training to 

assist the general health services to 
diagnose and treat what may still be a 
problem of 200 000 to 300 000 cases 
a year worldwide after the year 2000. 
In September this year the ILEP 
Medical Commission is arranging a 
workshop of specialists to formulate 
advice on sustaining leprosy services 
after the number of cases has been 
brought down. 

The next great priority is to re
member the many people like 
Mokseda who, even after treatment 
with MDT, are left disabled or at risk 
of developing disabilities due to the 
nerve damage caused by the disease. 
Leprosy affects certain nerves , caus
ing Joss of feeling. Not sensing the 
warning signals of pain, the patient 
allows small cuts, bums and sores to 
develop into chronic ulcers that lead 
eventually to deformities . That 
process is not inexorable. Patients 
can be taught to overcome the loss of 
sensation and take appropriate care: 
to wear sandals or shoes that protect 
their feet, and to notice and respond 
to the early signs of damage. 
Programmes need to build disability 
prevention into their leprosy control 
activities: training staff in how to 
help patients learn to care for them
selves, advising on or providing 
footwear, and monitoring changes in 
each patient's ability to feel. ILEP 
associations see an immediate need 
to help programmes to build into 
their work simple but effective pro
cedures for the prevention of disabil
ities . New advice has been prepared 
and ILEP-supported projects are 
being encouraged to follow it. 

Mokseda 

IS 

A young leprosy patient in Mozambique 
holding the pack of pills that will save him from 
disability. 

Even with improved preventive 
activity, members are also aware that 
there is a generation of several mil
lion people, already damaged , who 
will live the rest of their lives with 
disability caused by leprosy. Once 
feeling has been lost, small wounds 
cause damage that can get worse as 
time goes on. Thus even after being 
"cured" there are many people af
fected by leprosy who will continue 
to need specialized medical and 
social services for support in self
care procedures, for reconstructive 
surgery, and for provision of special 
footwear or artificial limbs. 

Mokseda lives in Bangladesh and contracted leprosy several years ago. Her husband left her for fear of the 
disease, and she had to labour even harder in the fields to make a living. Then she was successfully treated 
with multidrug therapy. Life began to get better and her daughter was accepted into the local school. But the 
disease left her with loss of feeling in her feet. N ow, the pressures of field work have caused ulcers. So other 
people think she still has leprosy and shun her. 

Thus she has long since been "cured " but is still affected by the pain of social ostracism and remains in 
danger of serious disability. Crippling damage to her feet would severely limit her ability to provide for herself 
and her children. 

COIIIIIJuled by Or. li. Croft, Leprosy Mission, Thokurgoon, Bangladesh 
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Social integration 
Then there are the social difficulties. 
Individuals like Mokseda need more 
than physical care; they also need 
assistance to achieve reintegration 
into society. That means both ac
tions aimed at the community in 
general and actions for the individ
ual. Public health education can put 
across the message that leprosy is an 
"ordinary" disease like any other, 
not a curse from God or punishment 
for sins. 
It is an illness that is curable. That 
message is important both to encour
age people to come forward when 
they have the disease and to ensure 
that families and communities ac
cept and support individuals who 
have or have had leprosy. Besides 
emotional support, real economic 
assistance can also be crucial: a 

small sum of money to travel back to 
their own community, or a loan to 
start a little business can make all the 
difference. 

This total vision of the person 
affected by leprosy - from diagnosis 
to social reintegration - underpins 
the contribution of voluntary associ
ations to anti-leprosy work. 
Collecting funds from the general 
public in their own countries and 
using them to support all kinds of 
anti-leprosy work throughout the 
world, ILEP members distribute 
around US$ 70 million every year to 
hundreds of field projects and over 
50 research projects. Research is 
necessary to find tools for improved 
treatment (six months or two years is 
an awfully long time to be taking 
capsules daily) and for prevention of 
disability, for prevention of the 
disease, and -let us hope- one day 
for its eradication. 
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To ensure that all the voluntary 
funds for this wide range of activi
ties are used effectively and without 
unnecessary duplication of effort, 
ILEP provides an interesting exam
ple of coordination among non
governmental organizations. For 
each project and most countries, one 
member association is appointed to 
act as ILEP Coordinator. That 
coordinator is then the one point of 
contact between the project and all 
ILEP members, simplifying life for 
both the project and the donor asso
ciations. Through an information 
service , members know in detail 
which projects each member is 
funding, and through standardized 
reporting systems a range of patient 
data is available for each project. 

This structure has served volun
tary donor agencies in the field of 
leprosy well since the late 1960s. 
Now, as ILEP celebrates its thirtieth 
anniversary, it is giving increased 
emphasis to disability prevention 
and to the social aspects of anti
leprosy work. Voluntary associa
tions are very conscious that, while 
the introduction of MDT has made 
possible a massive achievement in 
recent years , the story of leprosy is 
not yet finished. Well into the next 
century there will still be new pa
tients to treat, old patients with 
disability to support, and a search for 
the tools that might one day permit 
complete eradication of this disease. 
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