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Forew ord
This book has taken several years to  move from the con

ceptual phase to publication, for a num ber of logistic and 
technical reasons. It started life as the report of a workshop 
organised jointly by ALERT, the ILO and the Ethiopian Reha
bilitation Agency, held in Addis A baba in 1994, on the 
reintegration of people affected by leprosy. The editors have 
attem pted to modify the report in such a  way that it becomes 
a practical handbook, encouraging people everywhere to ac
tually p u t into effect some of the ideas which were aired dur
ing the workshop.

The book is aimed at all levels of community workers 
involved in socio-economic reintegration. Although leprosy is 
the m ain topic, this book is not ju s t for leprosy health work
ers. One of the problems with leprosy care  is that it is often 
vertical and people affected by leprosy find themselves not 
ju s t isolated within their community, b u t  also isolated from 
the general rehabilitation services that could help with their 
reintegration. It is our hope, therefore, th a t  this book will be 
read by those people working in the field of socio-economic 
reintegration so that they can consider how  to involve people 
affected by leprosy into their programmes and end the isola
tion.

After setting the scene in the Introduction, the book is 
divided into two parts. Part one sets ou t a  management ap
proach to social reintegration and rehabilitation for people 
affected by leprosy. This will help you to analyse your situa
tion and plan a variety of strategies to achieve reintegration 
and rehabilitation.

Part two looks more specifically a t reintegration in an 
urban or rural setting and has some case studies of projects 
from various parts of the world. We do no t pretend to have 
answers to all the problems but we hope th a t as you read you 
may be stimulated to think about your own situations and 
use some of the ideas to improve your programmes.
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In troduction: Setting the scene

Definitions and ground rules

The th e m e  of th is  book is  “th e  socio-econom ic 
reintegration of people affected by  leprosy.” There are a 
number of technical terms used, b u t  we will not get too in
volved in th e  whole question of definitions. “Rehabilitation,” 
“Reintegration” and “Communily based  rehabilitation” - these 
three terms in themselves could provide material for several 
chapters. We will therefore take for granted certain broad 
definitions of these important them es, rather than become 
bogged down in narrow technical questions of definition.

For example, when we discuss Community Based Reha
bilitation (CBR), let us be aware of the  real world and of the 
needs of real people, rather than worry unduly about whether 
a given action was truly generated from within the commu
nity. CBR in its purest sense implies a well-structured, 
smoothly functioning community th a t  is capable of assess
ing its own needs, of determining its  own priorities, of identi
fying its own resources and of achieving its own goals by 
community management of personnel and resources. In the 
real world i t  may not always be possible to execute each of 
these steps by the community’s own unaided efforts.
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CBR includes rehabilitation activities carried out within 
a  community (as opposed to rehabilitation measures carried 
out within an  institution) even if outside expertise and sup
port provide the main stimulus for such activities. Similarly 
“rehabilitation” is often understood to include “reintegration” 
since rehabilitation involves both medical and physical is
sues, as well as the socio-economic issues which reintegration 
focuses on.

A practical approach

If this book is to be characterised by a focus on what is 
practicable and achievable in the circumstances that we each 
face, perhaps it may be useful to point out ways in which 
individuals affected by leprosy are not much different from 
other categories of people. Rather th an  focusing on the dis
abilities of people who have had leprosy, it would be more 
helpful to focus on those factors shared  by people who have 
had leprosy and other social groups.

As well as being “former patien ts” our partners are also 
members of families, members of a  community. They are in

dividual women and men with hopes and desires as well as 
fears, anxieties, problems and worries. In short, people af
fected by leprosy are human beings and we must concen
trate on those characteristics shared  by all of us, if we are to 
help reduce their isolation and th e ir ‘different-ness.’

It might therefore be more helpful to see the needs of 
people affected by leprosy for socio-economic reintegration 
as simply one strand in the overall need of society for effec
tive community development. Not j u s t  the provision of more 
and better infrastructure such as housing, schools, roads 
and so on (though these are an undeniable necessity), but 
also in term s of empowering people to  better direct their own 
lives and futures.

People who have previously h a d  leprosy are often unbe
lievably poor, bu t we should view th em  as an integral part of 
a  broader population of poor, disempowered individuals and
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communities who also have their civil rights and their social 
obligations. The socio-economic reintegration of people af
fected by leprosy and the socio-economic development of poor 
communities are thus two sides of th e  same coin and should 
be pursued as parallel and complementary strategies.

The end of isolation

Indeed ju s t as it is becoming increasingly clear that lep
rosy as an issue of disease control should  not necessarily be 
handled in an isolated manner b u t rather be pursued as a 
part of fully integrated health services, working for primary 
health care, it is also becoming clear th a t the socio-economic 
reintegration of people affected by leprosy should be seen in 
the broader context of integrated com m unity development. 
A holistic and integrated approach to  the resolution of all the 
myriad problems is thus an essential component of any real
istic strategy.

We are all aware that leprosy is  a  mildly infectious, bu t 
curable, disease that is caused by Mycobacterium leprae which 
can fortunately be easily controlled w ith multi-drug therapy 
(MDT). But we are also aware th a t many of the problems 
created by leprosy are not susceptible to simple medical treat
ment, precisely because they are n o t simple medical prob
lems.

Case detection often occurs late in  the course of the dis
ease thus causing often irreversible deformities. Deformities 
may occur even after the disease is arrested. Therefore, the 
strategy against leprosy must include a  broad range of activi
ties to promote communily education and community aware
ness. To do tha t we need to enlist the help of journalists, 
writers, health educators, sociologists, social workers, an
thropologists, religious leaders, teachers, psychologists and 
other members of the community.
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Attack on three fronts

Similarly, after the disease has been arrested and the 
person cured, there has to be provision for follow-up serv
ices: physical rehabilitation, occupational therapy, vocational 
training and socio-economic rehabilitation. We can there
fore look a t leprosy as needing to be attacked in three dis
tinct phases:

* firstly, by intensive appropriate community educa
tion for early case detection:

* secondly, by effective, professional medical treatment 
and clinical control:

* thirdly, by compassionate and  realistic strategies of 
support to a broad range of integrated activities that 
each contribute to the empowerment of people af
fected by leprosy in the determination of their con
tribution to society.

Offering a  job to a person who has had leprosy may pro
vide a salary for her and her family: it may help her to achieve 
some sense of dignity and worth. But whilst work mates, 
colleagues, family members and the wider society retain their 
prejudice an d  aversion to people affected by leprosy, the task 
of socio-economic rehabilitation is only half done. A holistic 
approach to the totality of leprosy related problems is the 
only realistic option.

Holistic approach

Such a  holistic approach has many practical implications. 
For example, surgeons may be required not ju s t to advocate 
p sy ch o so c ia l a sse ssm e n t of people  in  h o sp ita l for 
reconstructive surgery, but actually to take into consideration 
the actual needs and circumstances of the person. It is easy 
to prescribe “bed rest for 6 weeks” to a person whose limb 
needs to be p u t in plaster, but if she is a daily wage earner, 
how will her husband and children get by without her support? 
When you tell a  farmer not to pu t weight on his foot, how do
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you expect him to provide for his family? Only by a teamwork 
approach between the patient, social workers, physicians, 
surgeons, occupational therapists, physiotherapists, nurses 
and health  educators can we hope to tackle these vital 
problems successfully.

Socio-economic reintegration also poses new challenges. 
Unlike the treatment of leprosy as a disease which is a  medical 
issue, socio-economic reintegration of people affected by 
leprosy into their society is a non-m edical issue, which 
requires us to form coalitions of different specialists working 
together to help them to achieve their own goals. Since those 
goals will vary from individual to  individual and from 
com m unity  to com m unity no sin g le  s tra teg y  can  be 
determined to meet those myriad different needs. Rather, 
your focus may be most helpful if i t  concentrates on ways of 
empowering people to achieve their own goals.

In the field of socio-economic rehabilitation we need to 
be facilitators rather than doers and  we need to acquire skills 
in listening, in learning from others, in encouraging them 
and in counselling them rather th a n  in providing services to 
them and for them.

Not only is the issue of socio-economic reintegration not 
a medical issue but a social one, b u t it is also a highly political 
issue. In any country or society, w hen you wish to help a 
disempowered and dispossessed underclass to achieve its, 
liberation, its independence, its dignity, you may be perceived 
to be revolutionary and even subversive. You challenge the 
very assumptions of the entire society, with its intolerance of 
persons with disabilities and its comfortable amnesia about 
the unseen poverty that is consigned to hidden districts of 
its cities and rural areas.

If your work on behalf of people affected by leprosy is to 
be serious, it must be undertaken with a broad alliance of 
partners whose goal is to help them acquire real, meaningful 
power to change the socio-economic circumstances of their 
lives, the power to dream of a better future and to work towards 
the realisation of that dream.
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Gender

Another inescapably political dimension is that of gender, 
which is fast becoming an im portant theme world-wide in 
serious discussions on poverty and inequality. In the case of 
leprosy, it is a fact that pregnancy suppresses the natural 
immunity of women to leprosy as well as to other diseases 
and may also precipitate episodes of reaction. Whether we 
like it or not, women suffer even more than  men from the 
effects of their leprosy and their plight is compounded by 
th e ir w ider condition of general social inferiority and 
powerlessness.

In a similar way when we discuss the socio-economic 
reintegration of people affected by leprosy we have to bear in 
mind the realities faced by women. If we help them to set 
themselves up  as market women in the retail trade, are we 
sure tha t people will buy food and other goods from a visibly 
disabled and disfigured person? W hat measures can we take 
to empower women - as well as men - to overcome the many 
debilitating aspects of leprosy’s stigma in the eyes of the wider 
society?

Poverty

Ju s t as the World Bank and other major funding agencies 
are - a t long last - beginning to tackle the issue of the 
eradication of poverty, so we too m u st set ourselves a bold 
agenda and move beyond the timidity tha t has hitherto kept 
our focus rooted on sheltered workshops, on government- 
subsidised handicraft centres producing barely useful items 
for sale to tourists. Poverty alleviation is one step down the 
road, bu t surely it is the complete elimination of poverty that 
m ust be our goal.

There are too many examples of leprosy hospitals and 
control programmes that have set up cost-ineffective schemes 
to create artificial jobs for people affected by leprosy. Far too 
often and w ith the very best of intentions, we have ourselves 
become an integral part of the problem of leprosy by creating
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and encouraging the continuing dependence of people on our 
institutions - for subsidies, for guaranteed jobs, for guaranteed 
m arkets and for guaranteed protection from the real world. 
It is high, time that mere charity gives way to more realistic 
thinking, in order to devise more appropriate and sustainable 
strategies for long-term independence.

In conclusion, this book aims to be as practical as possible 
in helping you to design feasible strategies tha t can promote 
the socio-economic reintegration of people affected by leprosy 
into society. As the focus of the world moves away from leprosy 
as a  disease - no doubt encouraged by the World Health 
Organisation’s declared target of the  elimination of leprosy 
as a  public health problem by the year 2000 - it is our urgent 
task  to place the social, the economic, the psychological, 
and the political aspects of rehabilitation firmly back on the 
public agenda.

We have a long way to go before we can comfortably 
forget about the continuing needs an d  hopes of the millions 
of people affected by leprosy in the world today. It is our duty 
to tackle the political agenda and to encourage the creation 
of grassroots associations of people affected by leprosy in a 
world-wide movement. Only when we accept this broader 
focus, only when we take an integrated and holistic approach 
can we be sure of moving beyond soothing words into 
meaningful actions.
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Part 1

A m anagem ent approach to  th e  reintegration  
of people affected by lep ro sy

It is clear from the Introduction tha t there are many 
obstacles and difficulties in our p a th  towards ending the 
isolation of people affected by leprosy. We are convinced that 
using ideas from the field of managem ent is one of the most 
straightforward and practical ways o f trying to tackle these 
problems and achieving some real change.

Chapters 1 - 6  therefore re la te  basic principles of 
management to the theme of the book: ending the isolation of 
people affected by leprosy.
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C h a p te r 1 : Needs analysis

Finding out where we are now

Management is like going on a journey, first you have to 
find out where you are and then decide where you want to 
go. The planning for the journey will include ways to travel 
an d  roads to take, and all this is done before you actually 
s ta r t  your j oumey.

In management terms a needs analysis is finding out 
where we are now, objective setting is deciding where we want 
to  go, planning is looking at the ways and  means of getting 
there  and implementation is the actual going. The following 
diagram shows the management cycle.
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Diagram of the management cycle

Needs analysis

In a rational approach to social reintegration and reha
bilitation, a  needs analysis is a useful start. It will help you 
to look a t the problem and the needs in your situation. You 
should be able to identify the following:

* the size of the problem
* the  nature of the problem
* appropriate solutions

The size of the problem

Routine statistics and data can help you to see the size 
of the problem. They should be able to tell you the  number of 
people affected by leprosy who have disabilities. Leprosy data 
can tell you the levels of disability in your situation and those 
w ith  th e  p o ten tia l to get fu r th e r  p ro b lem s. Leprosy 
programmes that concentrate on treatment alone will need 
to m aintain a disability register for those people released from 
treatm ent. Many may continue to develop disability or a 
worsening of their wounds and ulcers even though they are 
no longer on treatment.

16



Surveys of leprosy villages can tell you how many people 
are under the poverty line, and begging. People affected by 
leprosy and in particular those who have loss of feeling in 
hands or feet, m ust be included in the house to house surveys 
for community based rehabilitation.

The nature of the problem

Whilst statistics and data can tell you the “how m uch”, 
a  more qualitative approach is needed to  find, out the nature 
of the problem - the real felt needs. Many programmes have 
failed because “experts” have looked a t the  situation and de
cided on the needs. Development programmes are littered 
with unused appropriate technology tha t addressed the “need” 
as prescribed by an expert.

The “expert’s" view

“People are not soaking their fe e t and. seem  unable to pre
vent wounds. The data show that 20% o f people affected by 
leprosy have anaesthetic fe e t and that 12% have ulcers or 
wounds on their feet. Despite the shoe programme, the number 
o f ulcers is not being reduced.

It is obvious to the expert that very little soaking o f fe e t is 
being done. Indeed when he asks them i f  they soak their fe e t 
his analysis o f the problem is only confirmed. The people are 
extremely poor and have no dishes, so he spends his rehabili
tation budget oh dishes for them. A year later there is no im
provement in the wound count ”

The view of the person affected by leprosy

“Health workers are obsessed by our fe e t and wounds 
and this soaking. How can I sit and soak my fe e t fo r hours 
when I cannot buy food for my family. Perhaps I can sell this 
dish to get more food and then rest for a  while. In the mean
time, I need to w alk to work so that my fam ily  will not starve. 
Yes, it is true I do not soak my fee t but really it is not a  priority, 
whereas my fam ily and poverty are. ”
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In the  above we can see th a t our priorities are often not 
those of the people we are trying to help. To find out exactly 
how they feel and what the real problem is may take much 
skill. We need to listen, observe and  encourage the people to 
analyse their own.situations. Semi-structured interviews of 
individuals can help but we m u st beware of bias in them. In 
our story above, the “expert” d idn’t  find the real problem be
cause he did not ask the right questions.

A needs analysis m ust contain qualitative as well as 
quantitative data. That is, as well as the numbers of people 
affected, we need interviews, case studies, and focus group 
discussions to gain information about what the problems are.

Appropriate solutions

Having determined the size and  nature of the problems, 
the next step is to find the right solutions. To avoid the mis
understanding which is often present in the “expert” approach, 
participatory methods m ust be used. By this we mean that 
people affected by leprosy m ust be encouraged to analyse 
their own problems and suggest solutions. These solutions 
m ust be practical and viable. They m ust be satisfactory to 
both the people themselves and those trying to help them.

A variety of participatory approaches to solutions can be 
used to encourage people affected by leprosy to describe their 
situations and the solutions th a t  might help. The following 
table may help you, bu t for fu rther information you should 
contact the Sustainable Agriculture Programme, mentioned 
under “Useful Addresses.”
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Different methods of needs analysis

Participatary mapping

D e s c rip tio n
P eo p le  are  as k e d  to  m a k e  a  m a p  o r m odel o f th e ir s itu ation on p a p e r  
o r on th e  floor

G e n e ra l use
S h o w s n u m b e r an d  locatio ns. A  g o o d  w a y  to  g e t p e o p le  th ln kg ln g . 
H elp s  to  identify risk facto rs  a n d  v u ln e ra b le  groups.

U se  in social 
re in tegration p ro je c ts

P e o p le  ca n  m ap  th e ir a re a s  s h o w in g  d ifferent c a teg ries  o f p eo p le  w ith  
disabilities by  location an d  s o c k a l  g roup. W o m e n  ca n  m a p  th e ir  
h o m es  to  identify p ro b lm e  a n d  d a n g e r  a re a s . C o m m u n ity  facilities , 
h azard s , prob lem  a re a s  can  b e  m ap ed . C a n  s h o w  w h o  u se s  
services, w ho receives a s s is ta n c e , an d  w h e re  p eo p le  w ith disabilities  
live .

Seasonal diagram and analysis

D es c rip tio n
A  ca le n d a r is m a d e  show ing ac tiv itie s , c lim a te  c h a n g e s , d is e a s e  
p reva len c e , seaso n a l d iffe rn c e s  in incom e, tim es o f stress a n d  
d iffic u lty .

G en e ra l use
U se fu l in ru ral co m m u n ities  to  s e e  p e a d k  ac tiv itey  tim es . S h o w s  h o w  
b u sy o r free  peo p le  a re . G ood f o r  m onitoring p ro g ra m m es .

U se  in social 
re integration p ro je c ts

F arm ers  ca n  outline th e  tim es in  th e  y e a r w h e n  th e y  h a v e  th e  m o s t  
w o rk  to  do an d  re la te  th is  to  w o u n d s , u lcers an d  p reve tio n . W e t a n d  
d ry se aso n  activities a n d  th e  v a r ia t io n  in u se  o f hea lth  facilities c a n  b e  
a n a ly s e d .

Matrix ranking and scoring

D es crip tio n P e o p le  a re  invited to  lo o k  a t is s u e s  an d  g ive  th en  a  sc o re  a n d  ra n k , 
e ith e r individually o r as  th ey  re la te  to  o n e a n o th er

G en e ra l use
T h is  helps to  se e  th e  v a lu e  p e o p le  put on th ings (o ften  ve ry  d ifferen t 
from  ours.) It is helpful fo r id e n tify in g  priorities and  optio ns fo r a c tio n , 
ta rge ting  an d  allocating re s o u rc e s .

U se in social 
reintegration p ro je c ts

P eo p le  a ffected  by lep ro sy  c a n  id e n tify  th e ir p ro b le m s  a n d  priorities  
an d  g ive scores to  a  va rie ty  of s o lu tio n s . (F o r ex a m p le , if low  in co m e  
is identified, peo p le cou ld rank s h e lte r e d  w o rkshops, se lf-em p lo ym en t, 
beg g in g , cred it sc h e m e s , etc .) P e o p le  c a n  c o m p a re  d isab ility  vs  
in co m e, o r solutions vs  incom e.

Time-lines and trend analysis

D es c rip tio n
P eo p le  affected  by leprosy a re  a s k e d  to p lot a  tim e  line o f m a jo r  
even ts , incidence o f d isea se , t im e  sp en t in va rious activ ities o r th e  
progress of th e  project.

G en e ra l use
H elp fu l on evalution a n d  m o n ito r in g . H elps p eo p le  to  m a k e  s e n s e  o f 
w h a t h as  h ap p en d ed  a n d  to b u ild  o n  previous su ccess o r lea rn  fro m  
th ie r m istakes.

U se  in social 
reintegration p ro je c ts

in  eva lu atio n  th e  s tra tegy , p a r tic ip a n ts  can m ap  it ou t looing a t  m a jo r  
ev en ts , su c ces ses  an d  fa ilures. In d iv id u a ls  ca n  b e  a s k e d  to  p lot th e  
tim e  sp e n t doing various a c tiv itie s  (such as  beg g in g , go ing  to  th e  
clinic): th ese  can  b e  co m p a red  a n d  learn t from .
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F o c u s  g r o u p s

Description

G a th e r a  group of abo ut 6  to 8  s im ila r p e o p le , (w om en, farm ers, leaders) ot 
discuss a  ce rta in  Issue. It c a n  be u s e d  Inconjuctlons w ith  the m ore v isua l 
m ethods such  as  m apping a n d  m a tric e s . Som etim es starting with a  picture  
Is a  usefu l w ay  of getting th e  d is c u s s io n  go ing.

G e n e ra l use
H elps  p eo p le  to  vocalise th e ir s itu a tio n  in “s a fe “ situation. G o o d  for help ing  
peo p le  to  s e e  th a t th eir kn o w led g e Is  u se fu l, helpful fo r expressing  n eed s, 
preferences', percep tions an d  p rio rities .

U se  In socia l 
re in tegration p ro je c ts

P eo p le  a ffe c te d  by  leprosy co u ld  b e  a s k e d  to discuss th eir situation in 
detail w h a t a re a s  do th ey find m o st d iffic u lt, w h ere  do th ey n e e d  help? C an  
also b e  u se d  for m onitoring -  is th e  in te rv e n tio n  w orking, if not w hy? W h a t 
else  sho uld  b e  done?

C a s e  s tu d ie s

Description
C o n d u c t a n  o p e n  Interview  e n c o u ra g in g  th e  person to tell you  his story, 
from b e g in n in g  to  end and  In his o w n  w ords

G e n e ra l use C a n  pro v id e  usefu l ideas  as  to  w h a t  it is like for the person , the history of 
his s itu ation. H e lp s  oursiders to  lea rn

U se  in social 
re in tegration p ro je c ts

G e t th e  perso n  affected  by lep ro sy  to  te ll you his story an d  d escrib e  the  
p rob lem s h e  m e e ts  d u e to  d isab ility  a n d  th e  problem s he  m eets  d u e  to  th e  
attitudes of th e  society

V e n n  D ia g r a m

Description Using circ les, p eo p le  a re  a s k e d  to  s h o w  by s ize  an d  proxim ity, the  
institutions an s  persons th a t a re  im p o r ta n t to  th em  and  their relationships

G e n e ra l use
S h o w s re so u rces  and  th e  su p p o rt s y s te m s  th at a re  se en  a s  im p o rtan t to  
individuals an d  groups

U se  in socia l 
re integration p ro je c ts

P eo p le  ca n  list th e ir sup port s y s te m s  s h o w in g  th e  links an d  th e  o n e s  that 
th ey  th in k  a re  Im p ortant. B a rr ie rs  to  netw ork ing  ans su p port can  be  
identified

Case studies

The following two case studies a re  from Ethiopia. They 
can help us to do a small needs analysis of their situations.

Story no. 1

T caught this disease when I w as eighteen. I was a grade 
12 student and my parents didn’t realise how serious it was. 
When I began to have difficulty controlling my hands and feet, 
my parents sent me to bathe in hot springs, in the hope that 
this would help. They also sent me to a wizard and I took 
traditional medicines, but nothing m ade any improvement.
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Eventually a fam ily friend, recommenjded I should go to the hot 
spring in Addis Ababa. Here my fe e t were completely sub
mersed in the hot water, with the result that they were badly 
scalded and swelled up.

“A t last, after 5 years, my parents took me to the leprosy 
hospital in 1958 and I was given a bed. After two months o f 
continuous treatment the wounds dried, up, but my fingers could 
not be flexed and I couldn’t do anything with them  as they 
became bent. My right leg was amputated.

“When I became better I left the hospital but didn’t return 
to the place where I had been with m y parents, because I fe lt 
they would feel ashamed o f my disease. So I found a  new life 

fo r  m yself in the outside world. In order to survive I  became a 
messenger for prostitutes who worked, in  small bars. I became 
a  drunkard and I took up smoking. D espite this, I w as honest.

"I got a job as a guard in a tea room where I  met a lot o f 
people. Then one day an old gentleman asked me to teach his 
children during my leisure time. And i t  w as through the help o f 
this man that my future life started to become alright - my fin 
gers began to work almost normally, a n d  people started to call 
me by my own name instead o f the nam e leper. ’

“Then I started to look fo r a jo b  in various government 
institutions, but because o f my physical condition I w asn’t ac
cepted. I cursed the time I was bom, but found comfort from  
reading Biblical stories which have som e relation to my own 
situation. I continued to pray, and look fo r a job.

“Then a man who had helped to open a local school hired 
a  6 roomed building with a large campus. I managed to get 
hold o f 6 old blackboards, various books, some school benches 
and started teaching, helped by two young people. A  lot o f 
students came to me through the help o f  the director o f another 
school.

"Gradually I was able to employ 6  teachers, paying them  
from  100 to 150 Ethiopian Birr per m onth  It was a  well-fur
nished school and it became famous fo r  its academic status. 
The number o f students soon exceeded those o f the govern
m ent schools in the district.
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“Its fam e soon spread and the Emperor came to visit it 
twice. He told me he had heard o f me - 1 was a small man with 
a  big reputation! The school was recognised by the Ministry o f 
Education and the students were able to sit fo r grade 6 Na
tional Examinations, It developed to grade 8 level, and I also 
started a typing school.

“I became very successful and made a lot o f money, but 
because I w as still very young I developed bad habits. I be
came a dancer and smoker. I also used  to spend my nights in 
hired hotel beds - and I stopped the treatment which I had 
been having. I became sick again and was admitted to the 
hospital. I had to give up responsibility for running the school 
to one o f my s ta ff but he couldn’t run it as I had done and it 
w ent bankrupt. After Igot better a n d  left the hospital I went to 
the railway stcdipri, where I had lived previously.

“I knew  many people there and if anyone asked me to 
kick somebody I would kick them and got a lot o f money. This 
didn’t last long because I started a sm all clothes-washing busi
ness. I also became a broker or agent, arranging fo r people to 
do business with each other. In this way I  managed to get 
some money together and. opened an  elementary school called 
Y, B. I opened a second school in L., gave responsibility for its 
management to other people, and came to the place where I am 
noil); I opened another school which had 1100 students and 
20 employees; but it was nationalised after the Emperor was 
deposed. Although I went away, the people in the area real
ised that it was only because I was there as Director that oth
ers would send  their children to the school, so I w as asked to 
come back, and I took up my previous position as Director. 
Today the school has about 3000 students, and over 59 em
ployees working in shifts.y

“I then opened another elementary school. It w as licensed 
by the Ministry o f Education and is still functioning. AU. this I 
w as able to do with the help o f God - and the assistance o f 
various other people and government institutions.

“I did all this work once I had completed my education as 
an extension student, with the help o f the German Cultural
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Institute. I joined the Addis Ababa University and took a 
course which qualified me as a children’s teacher. This was in 
1965. In 19671 completed the teachers training course.

T have been married twice, an d  have children by both 
marriages. My Jirst wife and I were divorced fo r purely per
sonal reasons which had nothing to do with leprosy. My sec
ond w ife is very supportive and so are my children. We do 
everything together and, in fact, my w ife will not attend social 
Junctions if  I don't go with her. My children are popular in our 
neighbourhood and are known to everyone by their pet names.

“Several o f my neighbours have a sked  me to be godfather 
to their children and I have found no prejudice against me at 
all. I  take a very active part in public and government affairs 
and also help organise sports activities fo r young people. To 
give you some idea of my life here are some of the things I do.

“I am  a District Chairman. I am  chairman o f a public or 
District shop. I’m a member o f the public court. I’m Chairman 
o f the District Development branch. I ’m cash collector o f fu 
neral associations as well as being a  committee member o f the 
church establishm ent I’m also co-ordinator o f a road building 
programme for my district which will cost 2,700,000 Ethiopian 
Birr. A nd  finally, I’m organising 205 people in an attempt to 
solve their housing problems.

“I know some people who have h a d  leprosy w ant to live in 
a community together because they fe e l they will not be dis
criminated against there, and they can support each other, but 
I think this is a short-sighted attitude. We should not be con
dem ned fo r the rest o f our lives to be ex-leprosy patients - 
nobody thinks o f an ex-cancer patient in  those terms. Once the 
disease is cured that’s that! And if w e  live in ex-leper commu
nities w hat will be the effect on our children? Are they to be 
condem ned to be leper’s children for the  rest o f their lives?

“I think the way we are treated is  to some extent a reflec
tion o f our own attitudes. I f we present ourselves well, if  we 
are sm artly turned out, lively and willing to take our place in 
the world at large, then we shall, I think, be treated accord
ingly.

23



“I am severely disabled, as you know from  what I have 
told you, and yet I have never fe lt m yself discriminated against 
It seem s to m e that whenever new projects are being discussed 
I am one o f those people always being called on for advice and 
help. I serve on aU. sorts o f committees in various areas o f my 
life and fin d  it a rich and rewarding experience.

“Finally, I promise to organise people who have had lep
rosy, so that they will be able to lead their lives by working 
according to their ability, rather than leading the dependent 
life o f a beggar."

(Mr AB, 1994)

Story no 2

“After completing secondary school w ith  vocational train
ing, I w as employed as a technician by w hat used to be called 
the Imperial Board o f Telecommunication (now the Telecom
munications Authority), on July 6, 1957. I w as assigned to 
work at the J. R. Radio Broadcasting Station. After serving at 
the stationfor two years, I joined the advanced technician train
ing course a t the Tele Institute. After completing the two years 
training course successfully in 1961, I w as assigned as an 
advanced technician at the Addis Ababa Radio Studio. In this 
capacity I w as responsible for the public address system  at 
the Imperial court. In addition I was also doing maintenance 
o f the provincial telecommunication system s.

“In 1963 I was transferred to the Radio Receiving Station 
and served in the same place until I w as pensioned in 1993. I 
enjoyed good health until 1965 when I started developing skin  
lesions on m y face. I was then referred to a  local hospital for 
investigation and treatm ent The disease w as not identified 
fo r two and ha lf years, until I was referred to a specialist 
centre where Dr. M. diagnosed my disease as leprosy. Dr. M. 
also told me that I could have been treated and the disease 
could have been controlled by now had I gone to the right place 
earlier.

“After receiving the report from  the specialist centre, the 
telecommunications clinic doctor referred m e to the leprosy
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hospital. He in fac t apologised to me th a t he had not been able 
to detect my disease in time. He said that his lack o f experi
ence was due to the fact that leprosy w as eradicated in the 
country where he had his medical education. He never saw  
people with leprosy, but knew about leprosy only from  the lit
erature.

“The diagnosis was confirmed at the leprosy hospital and 
I was put on anti-leprosy treatment A ll the lesions on my body 
disappeared after 9 months o f treatm ent and I stopped my 
medications without being instructed to do so. Later I started 
developing loss o f sensation in my extrem ities which was fo l
lowed by clawing o f my hands. I was thenforced to go back to 
the leprosy hospital. In 1967 Dr. F. d id  su ccessfu l 
reconstructive surgery on my hands a n d  I w as able to resume 
my job. However, because o f lack o f  sensation I could not 
avoid the periodic injuries that happen to my hands.

“The abnormality that I had developed in m y hands cre
ated suspicion amongst my colleagues, and those whom I su
pervised, that I  could be contagious. T he fea r developed from  
a rumour to direct objection by the sta ff, who refused to work 
with me. The s ta ff actually appealed to the Regional Telecom
munication Manager that I should be removed.

“In 1972,1 was instructed to produce a medical certificate 
to state that I  was not infectious, or e lse  lose my job. I was 
referred to the leprosy hospital and Dr. JR., after reviewing my 
condition, certified that I had not carried leprosy germs for the 
past 3 years and that I was not contagious. The Tele Clinic 
Doctor then wrote to the Management based on the medical 
certificate I brought, and so I was able to remain in my job.

“In 1989, when the previous m anager w as replaced by a 
new one, the unrest among the sta ff w a s aggravated and they 
appealed again for my removal I w en t back to the leprosy 
hospital and brought a certificate signed by the leprosy hospi
tal medical board which stated that m y disease was cured 
and that I w as not infectious. This helped me again to remain 
in my job. However, due to a feeling o f insecurity and the 
possibility o f violence by the staff, my immediate branch chief
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instructed, me in 1989 to confine m yse lf to one small room and 
avoid eating with other staff. I was also told that the manage
ment would not guarantee my safety. I was doing nothing but 
w as being paid my salary from  1989 to 1993.

“My illness has also contributed to deprivation o f my privi
lege fo r promotion during my 36 years o f service under the 
telecommunications. My colleagues w ith whom I was trained 
and employed have various promotions. Some have become 
regional mangers, others are branch and section chiefs. 1 re
mained as a  supervisor for 30 years.

“I have made appreciable social contributions in the com
munity where I live. I  have sew ed a s Chairman o f the School 
Committee fo r five  years and set up and organised schools for 
which I w as awarded a Certificate o f  Meritfrom the Ministry o f 
Education in 1983. I have also served in my District, gaining 
recognition and respect from the community.

“With regards to fam ily life, I am  married and have seven 
children all o f whom have completed secondary school educa
tion. My eldest daughter has studied computer science and is 
working in Greece. The second one has graduated with a di
ploma and has been working in the Sudan until her recent un
timely death. The third one is a teacher. The other four young 
ones have completed secondary school, but could notfindjobs. 
They still need my support and are living with me.

“I have some social problems w ithin my family. After com
pleting elementary school, my children did not want me to 
keep contact with the high schools they went to. Even though 
m y children did not tell me openly, I  could understand that 
they fe e l asham ed o f me and do no t want to be identified as 
my children. It was only their m other who contacted their 
schools. When I come across my children while they are with 
their friends, they avoid talking to me. I understand their prob
lem and so try to avoid confronting them  in such circumstances 
and hide myself. My wife also does not want to accompany 
me to funerals and other social events in my community. ”

(Mr A K, 1994)

26



What can be learnt from the case studies?

An analysis of these two stories will consider both the 
individual and the community situation:

What contributed to these situations? 
How much success or failure was due to:

* the individual personality
* the social circumstances 
v family support

What strategies could have helped 
the social rehabilitation?

In both these studies the people survived with the 
minimum of outside intervention. They were both able to find 
or hold on to jobs, although one was ra th e r more integrated 
into his society than the other. It is clear th a t personality 
and in particular determination and persistence are important 
assets. Where stigma and fear are strong, however, people 
may be impeded from doing their jobs o r living a  normal life.

A normal life is defined by the community in which people 
live. This includes the family, the society and culture in which 
they live, and the economic and political situation. For 
medically trained people, this approach can be particularly 
difficult. They are more used to look a t people from the point 
of view of signs, symptoms and biomedicine rather than  as 
members of a community and influenced by its culture and 
beliefs. One of the  problem s of e a r lie r  a tte m p ts  a t 
rehabilitation for leprosy affected people, is that they increased 
their isolation rather than helping with reintegration.

In the two case studies, appropriate solutions directed 
a t the community rather than the people affected by leprosy 
themselves, may have been needed. Early intervention in 
training and health education should have helped both young
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men receive treatment at an earlier stage of the disease. Fur
ther health education for staff, colleagues and family may 
have helped the second person towards integration. Lobby
ing of his employers at a high level would have considerably 
improved his situation. It is clear from these stories that 
the person’s feeling of self-worth and the community 
stigma directed against the disease, are probably the big
gest obstacles to social integration.

Conclusion

The role of the family, availability of employment, levels 
of stigma and disability are all im portant issues that need to 
be investigated in the needs analysis. If reintegration is to 
take place, the intervention m ust no t isolate the person, but 
rather help him or her to be accepted and feel a part of the 
community. Where persons are completely without either hope 
or employment this becomes a m uch more difficult task. In 
the next chapter we shall consider the possible objectives 
that a  rehabilitation programme might have, based on a  vari
ety of needs
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C h a p te r  2: S e ttin g  o b je c tiv e s : D e c id in g  
w here w e w a n t to  be

introduction

The setting of objectives is an essential step in the m an
agement cycle and often determines the success or failure of 
a  project. Clear objectives are like a  beacon or lighthouse - 
they help to show everyone the way forward.
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Goals are wider than objectives and may not be restricted 
by time or measurability. For example, a  reasonable goal might 
be “to minimise the physical and social constraints caused by 
leprosy” b u t to achieve it you may have to identify a number 
of smaller, contributory, objectives - such as:

1. th a t 50% of all people diagnosed as having leprosy 
should be able to take part in  all activities in the 
village they live in, without instances of ostracism, 
within a period of 5 years;

2. th a t 20% of people disabled by leprosy should be 
incorporated into non-leprosy rehabilitation projects 
by the end of 2 years.

Another example of a broad goal of rehabilitation pro
grammes might be that “persons affected by leprosy should 
be able to fulfil basic physical and psychological needs for 
themselves and  their families in the community”. What kinds 
of specific, measurable and time-related objectives would be 
helpful in working towards the realisation of th a t goal?

G o a ls  a n d  o b je c t iv e s

Goals and objectives

Goals are wide 
(the whole target)

Objectives are \  
specific; the real 
centre of the target
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Setting objectives

In order to be of maximum benefit, objectives need to 
have certain characteristics; the objectives of a rehabilitation 
programme should be:

1. Specific:
The objective must relate to a specific outcome that you 

want to achieve, rather than to vague and imprecise con
cepts. “The rehabilitation of people affected by leprosy” is 
unhelpfully vague; “income-generation”, “petty trade”, “pub
lic education”, and so on, are precise, specific and concrete 
outcomes.

2. Measurable:

In order to be measurable, the  objective should expect 
some kind of behaviour change by the- end of the project’s 
life, a change which can be seen and measured. For example, 
that people affected by leprosy should join groups of people 
with non-leprosy-related disabilities working for rehabilita
tion, is a m easurable objective. Similarly, th a t people should 
participate in  the planning of their own income generation 
projects, is a  fully observable and m easurable objective.

3. Agreed Upon:
People affected by leprosy themselves and the staff in

volved, should help to set the objectives and agree as to what 
is worth doing in the programme.

4. Realistic:
The objective should be feasible and should not be too 

ambitious a t  the beginning. For example, it is not realistic to 
set up handicraft shops where no m arket research has been 
done and where certain products are  not easily sold.
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5. Time-related:

It is good to set a  time-frame for objectives, and particu
larly useful to distinguish between long- and short-term ob
jectives. Long-term objectives may be related to your expected 
outcomes in 5 to 10 years time, whereas short-term objec
tives may be w hat you expect from th e  project each year (or 
even after shorter periods of time, depending on the outcome).

For example, it may be useful to  set up support groups 
for all people with severe disabilities d u e  to leprosy as a long
term goal, and, in the first year, to s e t  up a pilot study of 3 
such groups, with the setting up of a  further 7 groups being 
the objective in  year 2.

These five characteristics spell o u t the word,

S M A R T
which-is a  useful way of,remembering how to formulate good 
objectives.

The relationship between objectives and a needs 
analysis

When we do a needs analysis, w e identify the problems 
in the family and in the community. It is from this list of 
needs th a t we can easily derive our s e t  of objectives. We look 
at each problem identified and then decide how far we would 
like to go to resolve that problem; th is  desired outcome then 
becomes our objective for that particular problem.

For example, during a needs analysis for social rehabili
tation in leprosy, we may identify th e  following needs, for 
which we require written objectives:
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Problem 1:
The community members believe leprosy is spread by con
tact, so don’T want to relate in any social way to jieoplc who 
have had leprosy.

This could lead to the following objective being decided:

That people affected by leprosy should join in with the 
community a t weddings/funerals/savings groups (i.e. any
thing tha t is socially appropriate for th a t particular culture), 
within a period of two years.

Problem 2:

Many organisations are working in the same area, bui their 
work is not co-ordinated: so some projects help the same 
peo])U'. while other people do not benejii at all.

This could lead to the following objective being decided:

To create a network of NGOs (non-governmental organi
sations) and relevant Government agencies working in that 
area, so that tasks can be shared an d  co-ordinated - within a 
12 month period.

Problem 3:
People with disabilities cannot work a s  hard as able-bodied 
persons and therefore cannot find pa id  employment.

This could lead to the following objectives being decided:

In the short-term:

i) to place 20 people with disabilities in work each year;
ii) to create co-operatives of people affected by leprosy 

to provide worthwhile paid jobs for 30 people per 
year.
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In the long-term:

The Government should legislate that all organisations 
above a certain size should have - for example - 0.5% of their 
jobs filled by people with disabilities.

According to the overall aim or goal of the project, these 
objectives can  then be prioritised so as not to attempt too 
much at once, and to spread the work load realistically over 
time.
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C hapter 3: P lanning and s tra teg ies

How to get there

Having decided on the needs an d  where we w ant to go, 
the next step is the “how” of getting there. The art of plan
ning is in knowing who can do w hat and how m uch of vari
ous resources will be needed. Planning typically looks a t three 
types of resource: personnel, materials and money. These 
must each be planned in detail for a  specific project. In this 
chapter, we will focus on the different people and organisa
tions involved in rehabilitation, who should be included in 
your social reintegration plan for people affected by leprosy. 
Part 2 of this book contains more detailed and specific strat
egies.

We s ta rt with your role, the role of the professional, the 
leader, the community worker. For many, a change in your 
own perspective and priorities may be needed.
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The role of the professional

C h a n g e  fro m  iso la tio n  to in te g ra tio n

The role of the professional needs to change if 
reintegration is to replace isolation. People affected by lep
rosy have for too long been isolated from the community and 
culture on which they depend for existence and survival. In 
the past, many of our strategies for rehabilitation - special 
villages, leprosy farms and sheltered workshops - helped peo
ple affected by leprosy, but did little to reintegrate them into 
their own societies.

It may be that not all people can  be reintegrated; some 
may continue to need specialised help and care, bu t our aim 
m ust be to increase independence and  normality. The pro
fessionals’ actions m ust help people affected by leprosy to 
analyse their own situation and to prioritise and select solu
tions. To do this we will have to empower them, that is, use 
rehabilitation methods that give them  power over their situ
ation rather than  making them more dependent.

Change fro m  experts to  fa c ilita to rs

Previous models of assistance an d  intervention in reha
bilitation were often based' on experts coming in to analyse 
the situation and then prescribing a  solution. Often the solu
tions were related only to the individuals and not to the su r
rounding society. Professionals were seen as the experts or 
providers, and people affected by leprosy as the receivers.

For sustainable help that empowers people we m ust start 
considering the expertise that people affected by leprosy al
ready have. They know what they can  do, and what is feasi
ble in their own situations. When w e help them to change 
from receivers to active participants we also give them more 
self-worth and help them to change from victims to people 
with ability. Our approach must be a s  facilitators. We facili
tate their change, learning and growth.
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We can facilitate in 5 ways:

1. Listening to the people affected by leprosy and help
ing them  to vocalise their situation, ideas, hopes and 
expectations;

2. Showing them the sorts of solutions th a t are avail
able and letting them choose;

3. Guiding them away from things tha t are not possi
ble or sustainable;

4. A ssisting them to set up or change the situation so 
th a t the  solutions can be achieved;

5. Mediating between them, the  funding agencies and 
other authorities.

The following diagrams show the  process and some of 
the steps involved in going from expert to facilitator.
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Change from the viewpoint o f  both the person affected 
by leprosy and the professional.

The person affected 
by leprosy

Controls the project and 
'Situation (empowerment)

Plans and develops pi ejects 
with professionals

Decision maker prieritisc 
and develops solutions

Awareness o! situation 
and pioblems

Passive leteisei Becoming
empowered

The professional

Ads isoi (Lid supporter

Lspert cis 1112, preset ibeJ help 
(.nan's andw JIau appioaJii

Adsocatc with donors

f  at lhtatoi encom aces and « utd.s 

L tsteii to client and othis
w m il io n s

Bet oming a 
hn ilinnor
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Community based rehabilitation (CBR) is one of the most 
effective approaches for the rehabilitation of persons with 
disabilities.

“CBR is a strategy within community development for the 
rehabilitation, equalization o f opportunities and social integra
tion o f all people with disabilities. CBR is implemented through 
the combined efforts o f disabled people themselves, their fam i
lies and communities, and the appropriate health education, 
vocational and social services.” (CBR for and with people 
with disabilities. Joint Position Paper. ILO, UNESCO, WHO, 
1994)

In many countries, people with disabilities are generally 
given a low priority in the community. Therefore initiatives 
corning solely from the community a re  unlikely. They may 
however, react favourably to an initiative from outside, par
ticularly if this benefits the community as a  whole and not 
ju s t the disabled person.

Stigma is the major problem w hen  people affected by 
leprosy seek involvement in CBR programmes. Either the 
community does not want the person, or the person does not 
want the community, or both! Changing attitudes takes a 
long time, it involves re-education bo th  of the person affected 
by leprosy and the community. CBR is not possible if the 
community does not accept the person affected by leprosy. 
Community awareness and health prom otion campaigns •will 
often need to precede an integrated CBR programme.

Sometimes self-stigma by leprosy-affected individuals can 
also be a major problem. If their self-esteem is low and they 
have experienced rejection, it will be difficult to persuade them 
th a t community based rehabilitation is  appropriate. In this 
case, especially if they are living in leprosy communities, self 
care groups and leprosy community rehabilitation may be 
viable alternatives. If people affected b y  leprosy can be reha
bilitated alongside other people with disabilities in the com
munity, this will eventually improve community awareness 
about leprosy and restore social networks.

Integration with CBR
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How to go about it

# Promote collaboration at community level so that all 
partners e.g. workers in health, social services, edu
cation and labour, take CBR seriously and  co-ordi
nation is facilitated.

# Study the socio-economic situation of the whole com
munity. The following questions should be asked:

How many people with disabilities are there?
Are people with disability also disadvantaged in 
term s of getting jobs, education, etc?
Are they accepted in the normal social groupings 
of tha t area?
Are they poorer than other community members?

# Educate the public to ensure acceptance by the com
munity.
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* Network amongst all the groups of disabled persons 
to help them to understand each other and break 
the often self-imposed isolation. Eventually, the ideal 
situation would be to have a  network of people with 
disabilities of all types supporting each other rather 
than  individual groups of specific disabilities, such 
as a  group for people affected by leprosy, a group for 
the deaf, or a group for the blind. Networks are use
ful for communication and facilitation of projects both 
within and between communities.

* Make a list of possible work opportunities and skills 
accessible to persons with disabilities, which will help 
in the setting up of projects an d  the choice of train
ing provided.

$ Train the people and start income-generating activi
ties.

* Support the workers during implementation: this is 
important to iron out any problems encountered by 
the workers.

The role of the “leprosy village”

Leprosy care has changed from th e  leprosarium to being 
community based, but villages still rem ain  where a sizeable 
proportion of the population has had  leprosy in the past. 
These villages are often near large leprosy centres - often the 
only places where treatment could be obtained in the past - 
and may be something of a haven, because of reduced stigma 
and rejection. Before the current era of effective, short-course 
therapy, people often came to reside near a leprosy centre 
because treatm ent took many years, b u t  many then lost con
tact with their original home. Dispersal to “home” areas af
ter completing treatment therefore becam e difficult or even 
impossible in  some cases. Instead of considering such vil
lages as totally negative, it is im portant for us to look at both 
the negative and positive aspects to see how we can facilitate 
reintegration for individuals in this situation.
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Positive and negative attributes of leprosy villages

Positive attributes
# they provide a sense 

of belonging
# they  help residents 

avoid stigma
# th e y  fac ilita te  the 

provision of services
# being in a  group pro

v id es  cohesion  in  
voicing needs

# they can facilitate the 
exchange of ideas

# they provide a  feeling 
of both  emotional and 
social security

Negative attributes
# they encourage de

pendency
# they encourage isola

tion from the general 
population

# they undermine self- 
confidence by isolat
ing people from soci
ety

# they can become a ha
ven for older people 
who will resist new 
ideas

# they make residents 
hypersensitive to the 
attitude of society

# they enforce the feel
ing of being different 
(self-stigma)

# they expose people af
fected by leprosy to 
discrimination

Children

Children brought up in such villages may feel isolated 
from the outside world. They may have a negative attitude 
towards the society tha t has isolated them  and their parents. 
They suffer from loneliness and a lack of confidence. They 
may reject or deny their parents. All of this contributes to a 
sense of dislocation from both society and family. Their feel
ings of alienation and strangeness may result in antisocial 
behaviour and delinquency.
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In order to cope with the num bers of people affected by 
leprosy in such villages, who have very little possibility of full 
social reintegration, the following m u st be addressed:

1. How to reduce the dependency created by leprosy 
villages

Planners need to develop projects tha t encourage self 
reliance and empowerment. Service providers m ust plan for 
a  future withdrawal of some of the non-sustainable help given. 
This m ust be time-bound and done in  consultation with the 
residents themselves. Participatory groups need to be encour
aged, with people taking the lead in their own rehabilitation.

Children m ust be educated and trained in normal schools 
and thus integrated as early as possible. After making satis
factory arrangements, existing special schools may be closed, 
or opened to non-disabled children. In th is manner, the 
chance of stigma being attached to children of persons af
fected by leprosy can be reduced.

2. How to encourage the wider com m unity around a 
village to integrate with it

This can be done by educating th e  society about the dis
ease, providing common services to persons affected and those 
not affected by leprosy. This may m ean opening schools to 
everyone or inviting individuals unaffected by leprosy to join 
in certain projects. The end of isolation m ust be fostered by 
intercommunication between groups; for example the elderly 
can be linked with similar groups o f people not affected by 
leprosy and women can be encouraged to join local commu
nity women’s groups. People affected by  leprosy will also need 
to be educated about their rights to live in an integrated en
vironment. More than education, th e ir confidence has to be 
restored through empowerment. Groups can be started where 
the people are encouraged to make decisions for themselves 
and come up with solutions for their own economic and so
cial problems.

Reintegration
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Patients’ associations

People affected by leprosy need to be listened to. Asso
ciations can provide a means by which their voice is heard, 
especially a t the local level. Joining together people with simi
lar problems e.g. housing, credit and savings or agricultural 
associations, may also be helpful. When it comes to lobbying 
and action a t  the national level, larger groupings of people 
with a whole variety of disabilities may be more effective. In 
areas where stigma is a major problem, however, people af
fected by leprosy are normally not accepted by other disabled 
groups. Evidence will have to be shown of m utual benefit 
from co-operation.

The num bers of associations of people affected by lep
rosy is on the  increase. These associations should also be 
used as tools to educate people still undergoing treatment 
about the disease and its management. Leprosy associations 
may be considered as a step towards joining other general 
associations of persons with disabilities, although they may 
have to prove themselves before integration can take place. 
The particular problems associated with leprosy need to be 
specifically addressed by general disability associations for 
m utual benefit to take place.

Leprosy associations are not immune from political in
fighting and may be commandeered by the more vocal lead
ers for their own purposes. The primary purpose of associa
tions is to voice opinions and promote advocacy amongst all 
people affected by leprosy. They m ust therefore be democratic 
and run by staff elected from the membership.

The role of the family

The family plays a major role in the life of every hum an 
being and h a s  a powerful influence on each person’s image of 
self and the wider community. A person’s relationship with 
the family can  lead on the one hand to a  deep sense of secu
rity and self-worth or, on the other hand, to feelings of rejec
tion and worthlessness. The disabled child or adult, and
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especially one affected by leprosy, may be helped to over
come a whole range of difficulties a n d  encouraged to achieve 
as much as anyone else; or that person  may be rejected and 
prevented from developing as an individual in society and 
contributing to it. While the nuclear family has the most 
powerful influence, the extended family has a larger and more 
varied membership, bringing a variety of influences onto, the 
individual.

For the person affected by leprosy, a  number of ques
tions relating to the family can be raised.

1. In what specific and practical ways is the family treated 
differently by the community?
The most significant problem rela tes to marriage, which 

may be difficult both for the individual, and other family 
members. This can-lead to secrecy, ostracism  and even send
ing away the person who has had leprosy. The family as a 
whole may be disadvantaged and suffer financially. At school, 
the child affected by leprosy may be  avoided or bullied and 
siblings may be affected, often with the  effect tha t education 
is abandoned early. This commonly affects the children of 
people affected by leprosy also, so th a t  they grow up in an 
atmosphere of rejection and inferiority.

The family with a  member affected by leprosy may thus 
suffer from limited social acceptance and social interaction 
affecting every part of life and as a  whole, the family may be 
denied participation in community a n d  social events.

2. How may the person affected by leprosy be treated 
differently within the family itse lf?
The family plays an im portant role in providing emo

tional support and acceptance. It provides for the basic needs 
of its members, namely food, shelter, clothing, love and friend
ship and, as a consequence helps to nurtu re  self-respect. All 
of these activities of the family unit m ay be disrupted by lep
rosy. The reason seems to lie in the fear and ignorance that 
surround the disease, often entrenched by a long cultural 
tradition. These reactions lead to  shame, rejection and

49



secrecy which undermine the physical and emotional sup
port which the family should be providing to each individual 
member.

How to help families with a member affected by leprosy

Given the  tremendous potential in the family for helping 
people affected by leprosy overcome their difficulties, how can 
support be given to such families?
There are three basic approaches:

1. Individual practical support of the family (for exam
ple training in coping with disabilities), so tha t they 
can overcome the problems of a member with dis
abilities. While giving help for physical problems, .a 
caring and encouraging attitude will give emotional 
support to the family. (The “Therapeutic” approach).

2. Information and education for the leprosy-affected 
individuals themselves, their families and the com
munity. This m ust be done on the basis of readily 
available information and using imaginative meth
ods, with the aim of altering long-held beliefs and 
attitudes (The “Health Education” approach).

3. Assisting the economic development of both the fam
ily and the community in order to raise the stand
ard of living, but perhaps more importantly raise 
the self-esteem of those involved, leading to improved 
inter-personal relationships in the family and the 
community (The “CBR” approach).

A further question related to those already dislocated 
from their families is, can reintegration be achieved? The 
answer is undoubtedly yes, but a num ber of potential prob
lems m ust be resolved:

a) Resistance on the part of the person affected by lep
rosy may be high, if the previous hu rt and rejection 
have been severe.
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b) Because of a high level of suspicion on both sides, it 
will take time to build up tru s t  and communication.

c) Practical considerations of travel may need sorting 
out if families have split ap art geographically.

d) T he longer the  iso la tio n , th e  m ore d ifficu lt 
reintegration is likely to be.

While various development agencies may be able to help, 
it is clear th a t those in the best position to help are those in 
regular and close contact with the people who have had lep
rosy and their families. This includes all grades of medical 
staff and others in the community w ith an interest in family 
welfare, such  as social workers and teachers.

The role of the government

In general, the government’s role depends not so much 
on a needs analysis bu t on its own policies and approaches. 
There are however, five main areas in  which governments 
can help in the social reintegration of people affected by lep
rosy:

1. Changing public attitudes
2. Legislation to combat discrim ination and favour 

reintegration
3. Resource allocation
4. Facilitating networking between governmental and 

non-governmental organisations
5. Ensuring co-ordination of concerned departments 

and services

Changing public attitudes

Prominent government figures who act as advocates for 
persons w ith disabilities can help to change public attitudes. 
Funding and backing for major education campaigns can also 
be provided. An inter-sectoral approach can be promoted,
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such as the provision of school books for children which show 
people affected by leprosy in a positive light. Visits by Presi
dents and Ministers to institutions and  projects can also help 
to change attitudes or bring social rehabilitation to the pub
lic’s attention.

Public attitudes can also be changed through the follow
ing:

# Targeted public information to employers, commu
nity leaders, teachers, etc. with emphasis on the fact 
th a t leprosy can be easily and permanently rendered 
non-contagious.

# Highlighting success stories.
# Inviting people affected by leprosy to participate in 

community events and to be active members of the 
community.

« Promoting the changing of terminology.
# Changing isolation policies such  as settlements, spe

cialised hospitals and vertical programmes.
« Using the public media and preparing media cam

paigns.
Changing public attitudes is not solely the responsibil

ity of the government. Changes in law and policy m ust be 
supported by the action of health workers, the media, com
munity and religious leaders, prominent personalities, teach
ers and, most importantly, people affected by leprosy them
selves.

Legislation

The problems associated with legislation are that the 
bureaucratic machinery leads to a long decision making proc
ess. Often there are no disabled persons involved in policy 
making and there is a lack of resources such as finances, 
manpower, and equipment to put policy decisions into effect. 
Legislation can be produced to protect the rights of people 
with disabilities in employment, marriage, education, access
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to welfare and services, etc. Legislation alone, however, will 
not lead to results - the provisions of legislation have to be 
enforced or implemented to be effective.

Resource allocation

Matching funds can be set up between governments and 
NGOs or government and the community. Financial support 
for rehabilitation and reintegration programmes, public in
formation and education is essential.

Facilitating networking

Governments as co-ordinators and  convenors of bodies 
such as national disability councils or rehabilitation agen
cies can facilitate networking am ongst NGOs and their own 
institutions. They can organise committees and bodies in 
which organisations discuss the needs and problem-solving 
approaches tha t are appropriate in each situation. Govern
ment co-ordination may also prevent over-emphasis on cer
tain areas of rehabilitation and a more balanced approach by 
agencies.

Networking

Both people affected by leprosy, community workers and 
NGOs working in the disability field, need to be in contact 
with other organisations and people in  similar situations; this 
means disabled persons organisations (DPOs), development 
workers and those working with or suffering from similar 
chronic diseases. Networking is a w ay of pooling resources, 
ideas and power.

Problem identification as part o f the needs analysis is 
the first step in networking, followed by  research into sources 
of help such as development agencies, community self-help 
groups, old peoples’ organisations, disabled persons organi
sations and religious societies. New networks may need to be 
created or existing networks sustained. Mutual support can
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be achieved and leprosy organisations have much to gain 
from groups who are much more experienced in problem
solving in social and developmental areas. Ongoing evalua
tion is necessary as to the value of the particular network. 
Some may become a hindrance to reintegration and new 
groups may need to be pursued. In the process of network
ing, creating a new network system may be more difficult 
than supporting an existing one. Experience shows that rather 
them creating vertical programmes, integration into existing 
systems should be the aim.
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C hapter 4: Im plem entation and  obstacles

Getting there

One of the most difficult sections of the management 
cycle is the actual implementation of the programme. You 
may be able to analyse and plan bu t w hen you get to imple
mentation unforeseen obstacles m ean th a t the programme 
runs into difficulties. Obstacles usually  fall into two catego
ries

1. Personnel problems
2. Resource problems
In a programme for reintegration of people affected by 

leprosy we can anticipate that the following will be obstacles 
to implementation. They need to be taken  into account in 
your planning and dealt with.
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R esistance by those who have had leprosy them 
selves

Let us consider five reasons why integrated socio-eco
nomic rehabilitation may be resisted by the target individu
als themselves.

1. Perhaps they don’t understand what is being pro
posed, because they have not been involved in any 
discussions in the decision making process. When 
we try to make decisions for people but not with them 
th is will lead to problems.

2. Perhaps they feel they will lose something with 
reintegration such as the special funds that have 
been available for leprosy or the feeling of camara
derie that people affected by leprosy share, or sim
ply a fear of change and an  unknown future.

3. Many have, as a result of the present beliefs about 
leprosy, a negative self image - they stigmatise them
selves and are unwilling to integrate with others.

4. Most are aware of the negative socio-cultural beliefs 
regarding leprosy and are therefore frightened of not 
being accepted if reintegration occurs.

5. Many are satisfied with the  status quo and resist 
any change towards an unknown future.

Encouraging participation and spending time with those 
we seek to help will reduce their resistance. Once they see 
that the programme works and helps them they will gradu
ally join in. The keys are to involve them  from the beginning, 
not to be too ambitious in your help or start anything that is 
non-sustainable, and to be patient.

Stigma in society

Any disability can be stigmatising, but leprosy is par
ticularly so, with many societies seeing it as the worst dis
ease, a curse from God or the direct result of wrongdoing.
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Society’s attitude to leprosy may resu lt in people affected by 
leprosy being seen as outcasts rather than people with dis
abilities who can be helped. Many societies are quite content 
to have leprosy dealt with in a separate programme and would 
actively oppose any integration. The need for health promo
tion th a t includes lobbying, advocacy, social marketing and 
not ju s t traditional ‘health education’ cannot be over empha
sised.

Lack of money

The disease and the people affected by leprosy are gen
erally associated with poverty and unfortunately ‘socio-eco
nomic rehabilitation’ for these people is also associated with 
a lack of financial commitment. Therefore for such projects 
to work, the strong commitment of all interested parties (gov
ernment and donors), is essential.

Poverty of the people

The deformities associated with leprosy further increase 
the poverty of the people. People affected by leprosy are often 
the ‘poorest of the poor’ due to

# stigmatisation
# dislocation and displacement
* loss of home and land
* loss of income and employment

These factors are often in direct proportion to the level of 
deformity amongst people affected by leprosy and form a vi
cious cycle impossible for the individual to break without 
outside help. People affected by leprosy with anaesthetic limbs 
need to rest and take care of their wounds, bu t this is impos
sible where poverty means that they m u s t farm, work or beg. 
This leads to a  worsening of their disability, more wounds, 
more problems and perhaps ultimately amputation. The end 
of this downward spiral is almost certainly destitution and 
total dependency on external help or charity.
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Disability and poverty: a  downward spiral

Loss of feelings in hands ■ >1 I ■ i . d

Poverty prevents seeking early 
treatment, which could prevent ulcers

Ulcers and wounds

Poverty prevents rest and good ulcer 
care, which could allow healing

Worsening oi ulcers

Neglected ulcers lead to deep 
infection and

I) in.is .ma r amputali i

Amputation prevents work, 
or leads to loss of work and

Destitution and despair

Destitution often results in
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Poverty of financial assistance from donors/government

Whatever the situation of funding for leprosy in the wider 
world of fund-raising, it is certainly th e  case tha t funds for 
helping people affected by leprosy become active and useful 
members of their community is currently a  low priority. The 
emphasis by the WHO is on elimination of leprosy by the 
year 2,000, so clinical aspects of the disease are still holding 
sway among policy-makers and the influential organisations 
in the leprosy world. The dignity, usefulness and basic hu
man rights of people cured of leprosy - b u t who still face the 
harsh realities of daily life, with stigma, deformity and dis
ability - are not yet on the world’s agenda.

Reasons given for lack of assistance from donors are:
1. “socio-economic rehabilitation is a bottomless pit”

meaning that the needs of persons affected by lep
rosy are without limit. But th e  needs of a  develop
ing country are also "without limit (since societies 
continue to evolve whatever their current circum
stances) - that has not stopped donors investing in 
rural development.

2. “it would be unjust to positively discriminate in fa
vour of people affected by leprosy “.

In other words, in a poor country there is no justifica
tion in helping the victims of one disease when victims of 
other diseases - and victims of poverty itself - are not ex
tended such help. This is more an argum ent for developmen
tal approaches to leprosy rather than inactivity. The needs of 
poor, disabled and stigmatised people in  the world are many 
and pressing; so are their basic rights a s  hum an beings and 
citizens of their countries.

As previously mentioned in C hapter 3, the role of the 
professional and community workers h a s  to change in order 
to meet the need for social integration an d  rehabilitation. This 
is also true of donors: their perspective and  priorities need to 
change to encompass reintegration. Indeed, the utterly in
sufficient perspective of the clinical and public health
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approaches - which both concentrate on the disease rather 
than on th e  person - should be obvious to all. In a  poor 
country, w ith limited resources and  perhaps non-existent 
provisions for widespread social security, releasing a person 
‘cured’ of leprosy from treatment with no further support is a 
recipe for individual and social disaster. Begging and the 
informal economy may absorb some of these “medical out
casts” b u t in  the long-term, the dangers of an explosive so
cial situation arising from desperation and destitution are 
high.
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C hapter 5: M onitoring a n d  evaluation

These activities are an essential and yet often neglected 
part of management. They are really an  assessm ent of the 
project, seeking to find out if we have achieved the objective 
and if not, why not.
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Monitoring

Monitoring is the ongoing evaluation done whilst the 
project is happening. It seeks to answer the following ques
tions:

* Are we going in the right direction?
* Is the project working?
# W hat are the problems?
❖  W hat are the obstacles?
Based on the answers to these questions, changes may 

have to be made to your planning and implementation strat
egies.

In any evaluation and monitoring effort you need to look 
at process and outcome indicators.

Process = The process is the way in which the ac
tivities are being carried out. Are all the 
steps in the project being done correctly? 
If most of the activities are being done 
properly and on schedule, it is more likely 
that the overall objectives will be achieved.

Outcome = The outcome of a n  intervention is the 
change or impact produced by that ac
tion. Have we got the results we really 
want? This can often be quite difficult to 
measure.

For example: If the objective is to  place 100 people af
fected by leprosy in work by the end of the year, the evalua
tion of outcome will make a list of those working on Decem
ber 31st to see if the total reaches 100. If the objectives are 
SMART (Chapter 2) it should be straightforward to evaluate 
outcomes. The evaluation of process, however, looks at ac
tivities such as training, assessing th e  market for potential 
self-employment opportunities, etc. Throughout the year these 
activities can be monitored - if they are  being done success
fully, the desired outcome is more likely to be achieved.
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Monitoring has more to do w ith  process than outcome. 
You need to look at:

1. Participation
How many people affected by leprosy are joining in the 

programme? How many are voicing their opinions? Who is 
not participating and why? Are the people affected by leprosy 
satisfied with the programme? W hat do they think about the 
p rog ram m e? Is it m eeting th e i r  n eed s?  How m u ch  
reintegration has been achieved?

2. Strategies
Are the strategies working? I f  not, why not? Which one 

is achieving the most? Which is achieving the least? What 
factors make the difference? W hat changes do we need to 
make? Are we meeting our targets?

3. Finances
Do we have enough money to  complete the project? Is 

the cash flow able to cover what w e need. Are costs being 
recovered by participant fees pr o ther charges? What further 
budgeting do we need for the future? What is not covered?

4. Other Resources
Do we have adequate resources? What are we short of? 

W hat resources are not sustainable? How much of the re
sources are we getting from outside the country? W hat will 
we need for the future?

Timing of monitoring

Monitoring occurs during the life of the project and not 
a t the end. Some monitoring will occur naturally as you go 
along, bu t it is also good to schedule official times and set up 
a  monitoring check list. Monitoring should take place a t regu
lar intervals, perhaps every 6 m onths. Some projects also 
require a mid-term evaluation half way through the project. 
This will look at outcome as well a s  process.
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Evaluation
This is when you analyse whether you have achieved 

your objectives. It is concerned with the outcome primarily, 
bu t may also use some process indicators. All these are de
pendent on your objectives. Since m ost of the objectives for 
social reintegration are related to participation and develop
ment, the following may be helpful:

# the percentage reduction in the num ber of depend
ent people affected by leprosy;

A num ber of children belonging to people affected by 
leprosy who regularly attend school, (this could be 
examined by sex and age group to give more infor
mation);

# num ber of people who are working;
# income levels amongst people affected by leprosy.
All these evaluate the project from the professional’s point 

of view but the participant’s opinion should not be neglected. 
Qualitative analysis should also be done.

# Does the project meet participant needs?
# How many people have dropped out? W hat are their 

reasons?
# Which groups are successful? What are the reasons 

for this?
# How do the participants see the future of the project? 

Where do they want it to go?

Timing of the evaluation

An evaluation is usually done close to the end of the 
project, although for projects of longer duration, a mid-term 
evaluation m ay be beneficial. A mid-term evaluation may 
reveal targets which cannot be reached or which are not cost- 
effective. Such targets may be modified or abandoned, to 
concentrate on others. This will be used to make changes in 
the planning and implementation strategy.
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C hapter 6: Conclusion: T h e  plan of action

A plan of action is a  document w hich applies the princi
ples of the management cycle to the proposed project. It will 
often be the basis for an approach to a  donor for financial 
assistance or to  a  government departm ent for approval to 
proceed. This chapter makes suggestions and recommenda
tions as to w hat m ust be considered w hen  a plan of action is 
being drafted for social reintegration projects for people af
fected by leprosy.
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Building blocks for the future

The following building blocks are considered to be the 
foundation on which specific socio-economic development 
projects can be developed:

a. Psychosocial issues
b. Public information
c. Policy and Legislation
d. Structures, networking an d  participation
e. Enhancing work opportunities
f. Front-line staff training an d  motivation.
All of these building blocks are necessary for social 

reintegration projects to be successful. In the following 
section we will look at the blocks individually, with rec
om m endations for their im plem entation.

Psychosocial issues

People affected by leprosy m ay not only have disabil
ity b u t also a  very negative self-image. Their reintegration 
can be promoted by:

# training for health w orkers in the social skills of 
counselling and dealing with feelings;

# changing the attitudes o f the individual, the fam
ily and the community so tha t those affected by 
leprosy are seen not a s  useless beggars, b u t in
stead are accepted as com m unity members and 
given the right to participate and to make their 
own decisions;

# linking people affected by leprosy with commu
nity groups, including disabled persons organisa
tions, so th a t wider is su es  such as gender and 
poverty alleviation can b e  dealt with;
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# giving importance and prio rity  to activities th a t 
help people affected by leprosy to gain vocational 
and economic skills;

« encouraging the trea tm en t of people with active 
disease in their own com m unity, to help them  re
tain  their independence a n d  not become in stitu 
tionalised;

# giving people with leprosy respect right from the 
s ta rt and in so doing, teach ing  them  to have re
spect for themselves;

# identifying factors th a t c a n  fight against stigma, 
for example public inform ation cam paigns via the 
media;

# inviting other professionals to share their experi
ences so th a t we approach  the problem not ju s t 
from a medical angle, b u t  learn  from the social 
sciences and other disciplines;

# stressing the role played by  all sectors of the com
munity.

Public information and advocacy

Members of any community have concerns about the 
disease and avoid people affected by leprosy. These concerns 
and behaviours can be modified by:

# increasing coverage about leprosy, via the mass me
dia, using media experts;

# making sure the media do n o t use leprosy informa
tion in the wrong way, an d  actually increase the 
stigma;

# educating the media personnel themselves;
# setting a good example by educating medical per

sonnel to change their attitudes;
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* identifying and recruiting influential people in pub
lic life to become advocates for people affected by 
leprosy. Public relations specialists exist for this 
purpose, and their use should be assessed. Their 
advice concerning getting information into schools 
should also be considered.

Policy and legislation

Policies and legislation that specifically address the needs 
of people affected by leprosy are important. However, legis
lating for a  minority in a way that is not supported by the 
majority is unlikely to be successful. Im portant principles 
include:

* Equal rights for all people regardless of gender, reli
gion, race and disability should be part of the each 
country’s constitution an d /o r legislation;

* Legislation prohibiting discrimination against per
sons with disabilities, incuding persons affected by 
leprosy, in all realms of life (health care, education, 
training, employment, etc.) should be a part of every 
country’s legal code;

* Benefits available to persons with disabilities in gen
eral should be made available to those affected by 
leprosy (tax concessions, transport reductions, re
served jobs, etc.);

* Needed aids and appliances should be made avail
able free of cost.

Structures, networking and participation

In all structures and programmes the aim  should be to 
encourage self-help amongst people affected by leprosy. Such 
help can be made more comprehensive by:

* encouraging the inclusion of persons affected by lep
rosy in all community development programmes;
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# encouraging cross-disability organisations to include 
people affected by leprosy;

# encouraging persons affected by  leprosy to form their 
own self-help groups;

# helping community associations to encourage the ■ 
participation of persons affected by leprosy;

# promoting networking between development and dis
ability organisations within a  community.

Enhancing work opportunities

Although all countries promote the  creation of formal 
sector jobs and economic development, various schemes to 
support informal sector work opportunities also exist. Work 
opportunities for persons affected by leprosy can be enhanced 
by:

# giving NGOs the responsibility to organise appropri
ate income generating activities for individuals and 
groups of persons affected by leprosy;

# conducting a campaign directed at informal sector 
employers (to promote the training and employment 
of people affected by leprosy);

# helping persons affected by leprosy to develop voca
tional skills for work and self-employment;

# providing business skills training to individuals and 
groups;

# encouraging the establishment of micro-enterprise 
credit systems and lending to qualified individuals 
affected by leprosy;

Training and motivation

The ongoing training of both institution personnel and 
community development workers in psychosocial skills, such 
as counselling, m ust be a priority. This can be achieved by;
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# conducting regular in-service programmes;
* promoting the involvement of personnel from other 

sectors and disciplines;
# ensuring that workshops target ‘front line’ staff who 

m ay come into contact with people affected by lep
rosy;

* encouraging staff to specialise in counselling and 
other psychosocial skills;

* promoting networking in training programmes (get 
leprosy staff to attend appropriate socio-economic 
workshops, regardless of whether they deal with lep
rosy or not);

# ensuring  appropriate follow-up of training pro
grammes.
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Part 2

Social rehabilitation in p ractice
Part 1 has set out a theoretical framework to enable you 

to start thinking about and planning projects for the socio
economic rehabilitation of people affected by leprosy. In this 
second part, Chapters 7 - 9, a  num ber of different practical 
situations will be explored and examples of different ways of 
solving certain problems will be given. This is not a complete 
guide as to w hat is possible, but we hope it will give you some 
ideas as to w hat may work and what m ay not work in your 
own situation.
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C hapter 7: S ocio -econom ic  reintegration  
in urban and ru ra l settings

Persons affected by leprosy in developing countries live 
. in both rural communities and in major cities. Effective strat
egies for socio-economic reintegration m ust be designed ac
cording to the circumstances of where one lives. W hat may 
work in a rural village or town m ay not be appropriate or 
effective in a  city environment. Although the goal remains 
the same - economic self-reliance an d  participation in family 
and community life -• different apporoaches are required, 
which are described in the following pages.
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The urban setting

The problems

1. Urban drift
Rejection and segregation leads to urban drift. Individu

als are separated from their families without support or in
come. Reintegration needs to address the push-pull factors 
relating to leprosy.

Push-Pull factors in urban drift

Resources 
Leprosy facilities 
Rehabilitation centres 
Jobs 
Factories 
Money
Pull factors

Push factors
Stigma 
Rejection 
Loss of land 
Loss of income 
Deformity 
Poverty

Many people affected by leprosy cannot re tu rn  to their 
home areas if they moved away m any years ago. Some 
method of help  for them has to be offered w ithout encour
aging urban  drift for others.

2. Poverty
Poverty, loss of income, housing, health, education, 

and sanitation  are major social problem s affecting most 
u rban  families. Often people who have had leprosy become 
the poorest of the poor, rejected an d  stigm atised even by 
those who have similar social problems.
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General development m easures can only help people 
affected by leprosy when stigma is  dealt with and reduced. 
Specialised training, and creation of work opportunities 
may be regarded as possible solutions b u t only where other 
disadvantaged persons are involved in the schemes. Cre
a ting  specialist help only for those  who have had leprosy 
m ay  im pede th e ir  in te g ra tio n  a n d  lead  to  fu r th e r  
stigm atisation.

3. Lack of political will

Governments in developing co u n tries  often lack both 
the resources and the capacity to  deal with u rban  prob
lem s. Laws and policies may be form ulated b u t rem ain 
unenforced or unimplemented because of unpopularity and 
lack of voter appeal. Governments m ay resort to short term 
so lu tions such as slum clearance; and  resettlem ent.

Ignorance of the root causes of u rban  problems can 
lead to poor prioritisation and la c k  of clear policies. A 
lack of resources may lead governm ents to becoming do
nor dependent. This means that policies and solutions may 
becom e donor driven and u n re la ted  to government priori
ties.

4. Top down approach

Where countries have a strong top down development 
approach, cities and particularly capitals, will be provided 
with resources and become attractive to the poor. The urban 
clustering of resources and the educated elite will inevitably 
encourage begging and opportunistic moves of the poor to 
u rb an  areas.

Development programmes that s ta rt from the bottom and 
work up  will help people in rural a reas  and encourage equal 
countrywide distribution of resources.
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Approaches

1. Rem oving stigma
Health promotion is as important in th e  urban setting 

as the rural. Only a comprehensive cam paign will help to 
remove some of the prejudices that lead to urban drift. The 
educated elite of cities should be targeted using the mass 
media so th a t they can lobby the government for action. The 
use of mass media should be encouraged. Campaigns should 
address the urban problems experienced by many of the poor 
and disadvantaged, as well as the stigma a n d  status of peo
ple affected by leprosy. In the urban situation  lobbying pub
lic officials is one of the most important m eans of health pro
motion.

2. Developm ent
Development projects dealing w ith poverty and housing 

need to be opened to people affected by leprosy. The urge to 
treat leprosy as a “special case” needs to b e  replaced by a 
desire to look at the whole situation and associate leprosy 
programmes with existing developmental ones.

3. Work opportunities
Programmes for the creation of work opportunities for 

persons with disabilities should be open to persons affected 
by leprosy. A holistic approach m ust be used. Sustainable 
programmes require:

market research, to ensure that services provided and 
products produced are demand-driven and essential to the 
population, and not ju s t targeted for seasonal tourists;

assessment of the community an d  its needs, to deter
mine the best approaches (self-employment, group employ
ment, etc.);

realism; to ensure that projects are relevant to both the 
situation and the person affected by leprosy. Charity ap
proaches create dependency rather th an  self-reliance.
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The rural setting

The aim of socio-economic reintegration is to allow the 
individual to be an independent member of his or her com
munity. In most developing countries the whole population 
is poor, so it is best if help for people affected by leprosy is 
included as part Of a  package of assistance for the whole 
community.

It should, however, be remembered that people with dis
abilities find it difficult to find work and often cannot work 
productively enough on the land to compete with their neigh
bours. Therefore, criteria need to be established for aid that 
targets:

# heads of households, especially women, unable to 
feed their family members

* young people with no alternative but to become beg
gars

The problems

The obstacles to the socio-economic reintegration of per
sons affected by leprosy in the ru ral setting are similar to 
urban ones:

1. Planning is usually done in  a top-down fashion, so 
the  people do not feel involved, and there is no sense 
of co-ownership.

2. The rural people are often less well-informed about 
which services are available from the Government.

3. Similarly, less education is available and they are 
less aware of their rights or about the options open 
to them.

4. Disability is often a low priority, so there are rarely 
any  adequate services established to cope fully with 
the  needs of persons with disability.
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5. Rural communities depend mostly on agriculture, 
and this usually involves work and skills that are 
often difficult for a person w ith a disability. This is 
also true for people affected by leprosy, who may 
damage themselves by working in physically de
manding situations with insensitive limbs.

6. Rural communities are more tradition-bound in their 
beliefs, and do not change their attitudes easily. This 
is a  big obstacle to the reintegration of people af
fected by leprosy into the wider rural community.

7. It is difficult to remain anonymous in a rural com
munity because of the close social networks that ex
ist. Therefore it is difficult to hide a disease such as 
leprosy.

8. The prejudice against persons affected by leprosy is 
strong in rural communities and their segregation 
and non-participation in community life is often not 
perceived as unfair.

Approaches

1. Public education

To ensure acceptance of the people affected by leprosy - 
making use of existing structures e.g. village leaders, health 
workers, traditional healers and community groups.

2. Decentralised health services
Village health workers are usually in the best position to 

know who needs help and can monitor people with complica
tions more easily.

3. Extended fam ily system s

Most families, given the opportunity, are very happy to 
help their siblings or children who have a disability.
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4. Networks

Many organisations are working towards the same goal. 
If they work together and help one another, the results will 
be better and more people can be assisted.

5. Dem onstration of abilities
Show the community what a person  affected by leprosy 

is capable of and ask them to uphold his or her rights of 
participation in community activities. When they see some 
people who have had leprosy able to  live independently, they 
will become more accepting of others.

6. Community development

As any com m unity develops - socially, as well as 
economically - it will be better placed to help the persons 
with disabilities within it.

7. Economic assistance for self-reliance
Any assistance given should benefit the community at 

large. This is where it is veiy im portant to have strict criteria 
as to who gets what.

8. Support system s for carers o f people affected by lep
rosy

Self-help groups are an effective and inexpensive method 
of allowing carers to share their problems and solutions. 
Methods for providing expert help to  assist carers need to be 
pu t into practice.

9. Participation
Involve the people affected by leprosy, both men and 

women, in changing public attitudes. Use them to teach the 
community about attitudes of tolerance, in creating aware
ness of their own circumstances, an d  in promoting inclusive 
policies and practices.
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10. Land
Land is a  valuable capital resource. Many people who 

have had leprosy, own land and their property rights m ust 
be protected. Assisting people to make a  living from then- 
own land can be one of the most straight-forward and worth
while methods of socio-economic rehabilitation.

Summary

With all these approaches, it is important to look a t the 
long-term results: activities may appear to be uncaring and 
rather harsh, but the overall, long-term objective m ust be to 
avoid creating dependence and to promote the development 
of autonomy. The objective m ust always be to help the per
son affected by leprosy, the family and, ultimately, the wider 
community to  become responsible for meeting their own ba
sic needs and  for fulfilling their own aims and aspirations.
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C h a p te r 8: S tra teg ies  fo r s o c io -e c o n o m ic  
reintegration

In the following sections, specific strategies for economic 
reintegration are outlined in some detail. The strategies de
scribed are:

1. Self-employment
2. Group income generation
3. Co-operatives
4. Savings and credit schemes
5. Sheltered workshops
6. The holistic approach
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Section 8.1: Self-employment

Self-employment is only one of a num ber of work op
tions for persons with disabilities but i t  is the one th a t may 
suit the largest num ber of this group of people, especially 
persons affected by leprosy. In developing countries, for every 
disabled person employed in the formal sector, there are at 
least 4 - 5  self-employed persons.

Advantages of self-employment

* Self-employment depends on the individuaTs own 
decision making rather than someone else’s.

* Jobs on the open labour m arket are becoming more 
and more scarce as population growth outstrips job 
creation.

* In economic terms, self-employment is perhaps the 
most cost effective method of creating new jobs, be
cause ‘start-up’ costs are lower.

* The smaller the operation, the less it is dependent 
upon infrastructure (such as buildings or transport) 
which m ay not be available or effective.

* Self-employed persons tend to sell their products or 
services within a  small area or community, thus pro
viding a  direct and needed service to people.

* Individuals can often operate from home and set their 
own working hours.

* When a  person -with a  disability is involved in an 
enterprise, he or she tends to involve the whole fam
ily and this m utual support an d  security is espe
cially suitable to such disadvantaged persons.

Self-employment is not for everyone. Not all persons 
affected by leprosy or affected by another disability have the 
ability to manage a  small business activity. Those choosing 
this option may have to be trained in how to start and m an
age their own income-generating venture.
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It Is necessary to consider the  following three things for 
successful self-employment:

1. Does the individual have the necessary combination 
of characteristics?

2. Does the individual have the physical requirements 
for the work?

3. What is the source of raw  materials or products to 
be sold, and the dem and for the product or service 
in the marketplace?

Assessment of participants

Assessment of candidates for self-employment is often 
overdone with physical, m ental, educational, intellectual 
analysis more detailed and comprehensive than for able-bod
ied persons. The important thing is to know the individual 
well and then make a judgement a s  to whether he or she has 
the basic aptitude, confidence, judgement, skills and enthu
siasm necessary for self-employment. In this assessment the 
family can be a great help.

Choice of business

An economic survey of the community should be carried 
out by the community worker. This should find out:

# What are the main products and/or services which 
are regularly in short supply?

# Is the population growing to increase demand for 
certain products or services?

# What raw materials are available locally?
# What is regularly coming into the community from 

outside?
When choosing a business, always work backwards from 

the market. The second biggest problem amongst self-em
ployed persons after lack of finance is lack of customers!
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Avoid influencing the individual into undertaking an 
activity ju s t because it is what other disabled people have 
done before. There is far too much needlework and basket- 
work done, leading to vast stocks of unsold products piled up 
in store rooms.

When the individual chooses a form of self-employment, 
he or she should draw up a rough business plan with the 
help of the family. This will help to m easure the level of en
thusiasm  and general business knowledge. Whatever activ
ity is chosen, they should be encouraged to “start small,” and 
do all the  preparatory work themselves.

Training

The individual may already have the  necessary skills and 
need no  training. He or she may need only some locally ar
ranged business advice. If more training is necessary, there 
are a num ber of options.

The preferred option is a community apprenticeship in 
which the individual undergoes a short term (3-9 months) 
skills training programme with a local trades person. This 
will help h im /her to learn both the technical skills and the 
business side of the trade. A small am ount of money may be 
paid to the trades person to compensate for the training pro
vided. A small training allowance may need  to be paid to th e , 
trainee. This option gives a wide range o f trade options to the 
individual, and will still be cheaper th an  most other alterna
tives.

The least preferred option is a skills training course for 
disabled persons that further isolates them  from the com
munity. This rarely gives the essential business knowledge 
necessary to market their skills effectively.

Capital

In many studies in the developing world, lack of capital 
is the m ost commonly identified factor affecting self-employ
ment projects for both disabled and non-disabled persons.
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More money may not necessarily be the answer, if there is 
poor financial management. The importance of starting small 
cannot be over-emphasised.

Credit schemes, such as revolving loan schemes, are 
essential for the development of self-employment. They must 
always be accompanied by basic training in money manage
ment. G rants of money should be avoided or given sparingly, 
since they do not encourage self-sufficiency or a serious busi
ness attitude. Provision of credit through commercial chan
nels is preferable to lending by charitable or business advi
sory services. When volunteers or advisers provide credit, 
loanees may avoid them and thus not benefit from their ad
vice.

Community support

Whilst we should aim for a situation in which self-em
ployed people with disabilities succeed or fail on their own 
merits, some will need considerable assistance, especially in 
the start-up  phase.

We should remember two factors th a t are nearly always 
present in  successful examples of self-employed persons:

1. The individual is a self-confident person
2. The community is interested and  involved in help

ing the individual to succeed.

It will be obvious that these two things present par
ticular difficulties for people affected by leprosy. They are of
ten ostracised by the community and suffer from a poor self- 
image. It may be that more time has to be spent in building 
up their self-confidence and educating the  community, be
fore self-employment projects can be commenced. The ad
vantages of small projects such as petty trading, which give 
the person confidence as well as practice in business man
agement are obvious.
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Section 8.2: Group income generation

The example o f the Women Fuelwood 
Carriers Project, Addis Ababa, Ethiopia

Learning from previous failures

Income generating projects for women’s groups have often 
developed a  bad reputation. They have been started in their 
thousands in every developing country bu t success stories 
have been few and far between. An income generating project 
has often come to imply a women’s income generating project, 
and this h as  also contributed to the failure rates. There has 
been m uch research on the reasons for the failures.

The m ain  characteristics of u nsuccessfu l wom en’s 
projects can be summed up as:

* they are under-funded, and often an appendix to a 
larger “mainstream” programme

* they promote “suitably feminine” skills, services and 
products, with no regard for their market demand

* they are guided and designed by community and so
cial workers who have no business skills.

Six considerations for success

When we search for the possibilities of helping people to 
earn an income on which they and  their dependants can 
survive, the consideration of the following six conditions is 
crucial for a  successful project.

1. Individuals or groups?

Many projects have concentrated on group efforts: the 
collective group production of items su ch  as soap, or poultry 
have been encouraged. But the rationale for group income 
generating projects has not been based on what is best for
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the business which the group operates. Group enterprises 
are difficult to operate for the following reasons:

* Group enterprises need more organisation. More ef
fort may be spent on the “group dynamics” than on 
the business.

* Developing an enterprise which supports a large 
number of people is more difficult and ambitious than 
developing one that supports only one or two people 
and their families.

* Co-operation among the m em bers is difficult to es
tablish and maintain.

Basically a  large group requires more capital and needs 
to generate more income. Large groups may have little chance 
of earning a  meaningful income for their members, indeed 
the group may serve primarily a social purpose rather than a 
business one. The most promising option would seem to be 
small group enterprises operated by an  individual or two or 
three people.

2. Choosing the type of enterprise

The business idea should alw ays originate with the 
operator, tha t is, the group or individual proposing the project 
The operators can be guided and helped, and should be 
encouraged to ask themselves the following questions:

* Do I have the necessary skills or can I acquire them?
* Can the service or the p roduct I plan be sold?
* Can I sell it a t a profit?
* Can I earn an adequate income?
Only if the answer is yes to all four questions should 

that type of business activity be chosen. The operator should 
be encouraged to do his or her own research. This can be 
done by seeing how others are faring with the same activity; 
and by being helped to make the  simple calculations of 
investment and working capital needs, costs, projected sales, 
income, etc.
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3. Training
New business operators do need  some basic training in 

business and financial management, bu t it should not be 
forgotten tha t marketing, promotion, and quality control are 
at least as  important as orderly financial records.

Training can provide usefu l tools for the would-be 
operator, bu t it cannot replace entrepreneurial spirit. Two 
im portan t aspects of initial b u s in ess  train ing are: the 
development of the trainees’ own problem solving capacities: 
and as m any look-and-leam visits as possible.

4. B usiness support services
The m ost successful sm all enterprise development 

programmes have built into them  a regular support and 
advisory service. The Port Sudan Programme is an excellent 
■example: extension agents trained in business management 
provide regular advisory services, for a  small fee, to the 
operators. Regular visits ensure th a t financial records are 
kept an d  analysed. In this way any costing, pricing, or 
marketing problems can be detected as they appear, and 
prompt advice can be given to correct them. Social problems 
that affect the business can also b e  found and tackled.

M utual support can also provide a beneficial service. Ip 
a  Nigerian programme, for exam ple, extension workers 
encouraged individual entrepreneurs to form small groups 
which m et frequently. The members discussed any business 
problems they faced, and often o ther members of the group 
could give useful suggestions for solutions.

5. The capital base
G roups may be given sew ing m achines or o ther 

equipment as a grant, bu t little attention is given to where 
the initial working capital will come from. Working capital 
needs are seldom met by donors - and  women have struggled 
to make do with inadequate “seed money” for years. Similarly 
school leavers are given training in a craft, tools to set
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themselves up, but cannot operate w ithout working capital. 
Credit schemes for individuals initiating business activities 
can help provide necessary working capital.

6. The four Ps of marketing
These are: Product

Place 
Price
Promotion

Marketing does not only mean identifying sales outlets. 
It means that the Product has to be right; the Place has to 
be accessible; the Price has to be attractive (but also provide 
a  reasonable income) and the product m ust be Promoted. 
This last point has often been a difficulty in women’s income 
generating projects.

In many societies women are n o t encouraged to be 
aggressive saleswomen. Their role is more passive and “gentle", 
b u t to sell you have to promote; to promote, you have to be 
active, you have to push your product and be visible. This is 
difficult for women and those stigmatised because of leprosy.

Conclusion

Ultimately a combination of fac to rs  will determine 
whether a small business is successful or not. A good product 
or service, good training and support services, an adequate 
capital base (with access to credit, if possible) and good 
business management are all important. Subjective factors 
such as motivation, talent, and luck also play a part. To this 
mix m ust be added the time factor. It is unrealistic to expect 
small enterprises to break even immediately. In short, 
developing a successful small enterprise income generating 
programme takes time and much effort, and considerable 
financial and hum an resources input.
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Section 8.3: Co-operatives

A case study from Tibe, Ethiopia

Tibe is a  remote resettlement project to the west of Ad
dis Ababa. It is set in fertile countryside and gives the im
pression of a  well-established community. This is the result 
of almost 25 years of hard work by a group of people affected 
by leprosy.

The Tibe project began in 1971 with the help of some 
concerned individuals in Addis Ababa. The beneficiaries were 
all volunteers, who until then were living by begging on the 
streets of the  capital, although m any came from a farming 
background, before developing leprosy.

26 heads of households with their dependants were 
resettled a t Tibe. Houses were constructed, they were given 
farm implements, some cattle and oxen for ploughing and 
cash for subsistence until the first harvest. They are now 
producing abundant crops including maize, beans and oil 
seeds.

The land is fertile and they have worked hard. As peo
ple affected by leprosy, they still need to  look after their hands 
and feet. There is a partnership am ongst them in their activi
ties. If a  m an can do all farming activities except cutting grain 
with a scythe, he will be helped in th is  work by others.

One of the biggest problems h a s  been acceptance by 
the wider community. Initially, the arrival of this group of 
people affected by leprosywas resented and local people would 
not mix socially with them. This was partly because the land 
given to them  by the local government was taken away from 
others. The community also segregated them because of what 
they looked like; their deformities, and  the way they dressed. 
This made selling their produce difficult because the com
munity steered clear of them.

The resettled group worked h a rd  to cultivate the land 
and provide for their needs and those of the community. Per
sistence on their behalf paid off and the group managed to
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cope well and assimilate with the local people and a gradual 
increase of acceptance was obtained.

Some of the community’s beliefs were changed as the 
local people observed this previously despised group. For ex
ample, in Ethiopia leprosy is believed to be hereditary, but 
the people realised that family members of these people did 
not have the same problem. Several relatives of group mem
bers came to  visit and live with them . Data in 1994 showed 
that out of a total number of 175 settlers, only 28 were disa
bled by leprosy. Those affected by leprosy are still poor and 
their disabilities have worsened because of this, but they have 
learned to become productive and independent members of 
the community.

Three years after the start of the  project, outside sup
port ceased because of the change of government in Ethio
pia. However, the group was well-motivated and hard work
ing so tha t by the time of the severe drought and famine in 
Ethiopia in 1984, they were generally m uch more productive 
farmers th a n  their neighbours. This led to recognition by the 
surrounding community, the allocation of more land and a 
fruitful link with the nearby rural technology centre.

The la s t ten years have been increasingly productive 
and new projects such as a maize m ill are being considered. 
The mill is a  joint project with a  num ber of neighbouring 
villages b u t led by the Tibe group. These people who had 
leprosy a long time ago feel confident of their ability to live 
independently but also feel they are no longer ostracised by 
society because of their leprosy.

One additional sign of the socio-economic rehabilita
tion of this group is that they have been  able to buy a house 
in Addis Ababa, so that their school age children can live 
together and attend the more prestigious schools in the capi
tal. Their isolation has more or le ss  ended, 25 years after 
leaving the streets of Addis Ababa.
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Section 8.4: Savings and Credit Schemes (SACS)

The example o f Redd Bam a - Ethiopia 
(Norwegian Save the Children)

This project aims to improve the quality of life of chil
dren from low income families through financial support for 
income-generating activities. The objective is to enable fami
lies to secure sufficient income to cater for the basic needs of 
their children, throughout their up-bringing.

In urban  projects, this is done through the establish
ment of Savings and Credit Co-operatives (SACC’s), in which 
a revolving credit fund is created in combination with mem
bers savings and a grant from Redd Bam a.

The following working principles a re  used:
# child, women and poverty oriented
# encouraging community participation
# cultural and ecological sensitivity
# maintaining low. cost per u n it  of output
The ultimate goal is the economic empowerment of the 

target group to give back the social s ta tu s  and self-worth 
they have lost because of poverty.

The operation of a Savings and Credit Co-operative

Credit facilities for the disadvantaged and poor need to 
be accessible with a minimum of formalities and red tape. 
They should be administered at grass roots level by the poor 
themselves. Credit alone, without prom oting saving and 
money management, actually tightens the poverty trap as 
people find themselves unable to repay the loan.

It m ust be understood that the loan is not a grant and 
repayment, including a service charge, is part of the scheme. 
Credit schemes th a t fail to perpetuate themselves do not con
tribute to the alleviation of poverty. Financial viability of the 
scheme is one of the main guarantees for sustainability.
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Main features o f Redd Bam a’s credit schemes:
1. Women orientation: The credit schemes have a 

strong positive bias for poor women. The main essence of 
this orientation is that giving economic empowerment to 
women m eans feeding the whole family. Experience has also 
shown th a t women are more trustw orthy than men, with 
higher repayment rates.

2. Productive venture: All schemes give credit for
productive purposes that generate enough return to cover 
the loan repayment (including interest), plus an extra income 
to cover a t least the basic life requirements of the borrowers. 
Credit is given for small scale trading services, production 
activities and  for investments that increase agricultural pro
ductivity of a  poor household. The types of undertakings for 
which credit is extended have to be individual/household level 
enterprises with a high profit prospect. The type of enterprise 
has to be decided by the individual borrower with advice given 
by the professional.

3. Ownership and management: The members are the 
owners of the scheme and it is managed by a democratically 
elected Executive Committee. Major decisions are made by 
the general assembly. In rural credit schemes, loans are de
cided during weekly or monthly meetings. All transactions 
such as loan approval, disbursement and repayments are 
conducted a t group level.

4. Collateral and loan repaym ent sanctions: The re
lationship between members is characterised by trust and 
m utual understanding. As a result, there is no requirement 
for collateral (especially in our rural credit schemes). Seeking 
and gaining social acceptance has more weight than the writ
ten terms and conditions of an agreement. Peer group pres
sure is the main means of ensuring loan repayment and group 
discipline.

5. Transparency of credit administration: The scheme 
is operated in complete openness. All transactions are per
formed during weekly, biweekly, or monthly meetings. All 
recording and counting is done in front of members during
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the regular meetings. During every meeting, each member-is 
told the am ount of outstanding loan and savings she has.

6. Regular savings: One of th e  disciplines required of 
a  member is to save regularly. Failure to do so without ac
ceptable reasons may entail penalties, and may ultimately 
result in dismissal from membership.

7. Nucleus for extension work: In most cases, credit 
and income generation alone may no t make a  significmit im
pact on poverty alleviation. To add to  its impact, the scheme 
is used as a  contact point and a m eans to undertake basic 
extension work, such as, primary health  education, protec
tion and preservation of the enviromrièrit, reforestation, in
troduction of unproved seeds, agricultural tools arid tech
niques.

8. Participatory approach: T he funds for the credit 
scheme are generated from the participants. Participants are 
encouraged to save so that their funds facilitate a t least the 
first one or two founds of loans. This exercise (if possible) 
should be done without creating expectation for financial 
grants from the  sp.orisoring agency. A top-up grant is given 
where the mèmbèrs savings fall sh o rt of the dem ands for 
loans to erigage in productive income generation activities. 
Under no circumstances are participants given all the funds 
required for a  collective income generating activity. Grants 
are released in proportion to the funds mobilised by the par
ticipants of the scheme. Thus thé participants are the ones 
who play the léading role and the external body is merely a 
supplementary resource;

9. Social welfare activities: Participation in a  commu
nity m utual support network is as im portant as most hum an 
needs. For credit schemes, mutual support systems are an 
idéal means to further cement the sense of solidarity among 
members. As a result, such m utual support practices are 
encouraged as part of the savings an d  credit schemes. The 
m utual support networks have become a safeguard against 
borrowed money being spent to meet unexpected disasters in 
a family Such as death, or loss of property by theft or fire.
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Supplementary policies for income generation

Successful income generation activities depend on the 
choice of the individual and a clear view of the basis of the 
proposal. The issue of profit and management must be ad
dressed if people are to repay the loans without eating into 
their original capital and running a t  a  loss.

1. Co-operating partners: These may be individuals or 
families. Community based interest groups such as service co
operatives, women’s self-help groups and savings and credit 
co-operatives may also be targeted.

2. Commercial vs. social objective: There has to be 
some stress on the profit motive. If a  heavy subsidy is given 
and operational costs are assumed by NGOs, the project will 
not be sustainable.

3 . Independent management: Projects need to be inde
pendently managed. The sponsoring agency’s role needs to be 
limited to technical assistance, and training.

4. External security vs; own risk: People must under
stand that the scheme is for income generating and not a char
ity. The person’s knowledge and skills should be built upon 
and the risk that he/she takes made clear from the beginning. 
The NGO should not provide security for business failure.

5. Training principle: In order for the scheme to be 
successful, training must be built into it as part of an income 
generating promotion package. The training m ust be linked to 
employment opportunities, and focus on management skills.

6. General economic developm ent vs. immediate fam
ily incom e increase : The aim is to help the family survive 
and overcome its poverty; therefore in  the short run, schemes 
should increase family income. Individuals should be encour
aged to focus on areas that give quick returns and look at 
small scale projects.

7. Phasing in and phasing out: Ultimately there must 
be a phasing out of the donor agency’s contribution. This will 
avoid the dependency syndrome an d  create self-reliance. The 
ground work for phasing out m u st be laid a t the planning 
stage for future sustainability.
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Section 8.5: Sheltered workshops

When considering any form of paid employment for 
disabled persons, it is necessary th a t their potential for re
habilitation is assessed by considering the following factors:

* Motivation to earn a living wage
# Desire to learn a skill
# Stability of mind
* The need for steady work
Any employment will depend on  the physical capacity of 

the individual. The employer, in choosing a job for the indi
vidual, should not allocate work th a t he or she cannot do.

Sheltered employment is protected employment, provided 
for those w ith  severe disabilities. It should not be regarded 
as perm anent employment bu t as a n  intermediate employ
ment with preparation for open employment. Sheltered em
ployment could be in co-operative societies, dairy and arable 
farms, and in  industry.

Two examples from India

Lingaraj left home early in life, when he was sixteen, as 
soon as it w as discovered that he h ad  leprosy. He stayed in 
the New Life Centre for leprosy patients, attached to a hospi-. 
tal. Reconstructive surgery improved his hand function and 
being with o thers facing similar problems of stigma and iso
lation, gave him  a feeling of belonging. There were some craft 
activities an d  involvement in these gave him some self-confi
dence. On th e  recommendation of h is  doctor, he was admit
ted to WORTH, a production workshop for persons with dis
abilities. Here he learnt to operate a  lathe and use m easur
ing instrum ents. Being able to earn  a  higher income and 
working amongst those who accepted and respected him, 
made him feel much happier.

When a n  open industry nearby offered to employ people 
affected by leprosy, he was one of th e  four who opted to go.
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The workshop was nearby, so he could stay in the same rented 
place, keep his friends and earn a  higher salary. He was 
interviewed and accepted. However, when he started work, 
he faced severe problems.

The workers in the factory did n o t accept him. They put 
notices on the  machines he operated, saying that these ma
chines were handled by a “leper” an d  were therefore danger
ous. The management sought the advice of WORTH. The 
manager and a leprosy specialist m e t the workers a number 
of times and explained to them abou t leprosy - how those 
who are cured may still have deformities but there was no 
danger to others. The management took the view that those 
workers who refused to work with o thers  affected by leprosy 
could leave and seek employment elsewhere. Many were con
vinced by the medical advice and o thers worked reluctantly, 
bu t none left.

Lingaraj was slowly accepted b y  the other workers and 
through his perseverance he was promoted and given more 
responsibility. The good income gave him a strong economic 
advantage. He could rent a house from people who earlier 
refused to accept him and he m arried a  girl who had no dis
ability - indicating social acceptance.

Today Lingaraj is awaiting retirement. He has built him
self a house and has a relatively h igh  income. His daughter 
completed secretarial training and i s  in full-time work. She 
is happily married. His son completed a tool-maker’s course 
and earns more than his father.

Lingaraj takes part in all the social activities of the com
munity. He frequently talks of his experiences and his happy 
life as a  fully accepted member of th e  community. He says 
th a t his employment and good income made it all possible 
and that his disease and deformities are no longer of much 
significance.

Velayudam comes from a well-to-do family and has fin
ished high school. On contracting leprosy at the age of six
teen, he left home without telling h is  family where he was 
going. Some said that he left because he did not want his
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family to be ostracised and also to enable his sister to get 
married. That was thirty years ago.

A hospital where he was taking treatm ent referred him 
to WORTH, a sheltered workshop, and he was employed. He 
completed his training and worked as a  tool grinder. Being 
sm art and doing a skilled job, m eant he was always among 
the higher paid workers.

When openings in other general industries came up, he 
refused to apply and thus lost th e  opportunity to be more 
closely integrated into the local community. He has no close 
friends to this day and has rem ained unmarried. He never 
speaks of his family to anyone and  no member of his family 
seems to visit him.

Sheltered workshops and profitability

A sheltered workshop is set u p  firstly to employ people 
with disabilities, while profit comes second. It may be estab
lished in a  geographical area, supplementary to a  larger main
stream industry. The area of specialisation should be such 
tha t operators can find employment in the surrounding in
dustries. Because of the supportive nature of a sheltered 
workshop and its sub-contract work, the profit margin is 
usually low, offering very little opportunity for growth.

Meeting the needs of the few

A sheltered workshop can offer employment to only a 
few people affected by leprosy. For effective supervision and 
control, it is vital that the workshop be kept small. If there is 
some preferential purchasing policy by government depart
ments and other organisations, there  may be some room for 
growth and the development of larger projects. In general, 
when allowing for the amount of investment required and 
the nature of the skills necessary, the potential for employ
m ent in a sheltered workshop is  ra ther low, as is their 
sustainability.
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Section 8.6: The holistic approach

Learning from past mistakes

Previous social reintegration approaches have often 
failed for the  following reasons:

# The target groups (both people affected by leprosy 
and  the community) did n o t  participate in the de
cision making, planning an d  implementation

# No awareness creation w as attem pted to motivate 
or interest them  in the project, (i.e. a  top down 
approach was taken)

# The initial survey did not involve the target groups: 
they were the object and n o t the subject.

# The target group did n o t feel th a t they were the 
owners and therefore m ade no attem pt to actively 
participate or keep the id e a  going.

# The different situations a n d  needs of women and 
m en affected by leprosy w ere no t taken into ac
count.

An integrated, holistic approach may go some way to 
removing some of these barriers to success. The holistic ap
proach begins where it should begin, with the beneficiaries 
or target groups. They are asked, first of all, whether they 
want to be reintegrated or rehabilitated. If not, why not? If 
yes, why and how?

Even w ith this correct chronological order, benefici
aries may no t rush  to request a schem e th a t could change 
the quality of their life. The reaso n s for th is are:

# The lack of tru s t in development workers, who may 
have preconceived ideas

# Habits th a t have been adopted  for survival. The 
loss of dignity and self-worth may make change 
very difficult to accept. Beggars may not w ant to 
“rock the boat.”
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* Fatalistic outlook because of the repeated expe
rience of failure.
To quote Paulo Freire in “Pedagogy of the Op
p ressed” -

“Fatalism in 0 le guise of docility, is the fruit o f tin 
historical and sociological situation, not an essen
tial characteristic o f a people’s  behaviour. It us al
most always ielated to the power of destiny or fa te  
or fortune - inevitable forces - or to a distorted view

* Their abject poverty, neglect and un just treatm ent 
may m ake the poor see them selves as deserving 
poverty. Or, in the case of people affected by lep
rosy, they may see their m isfortune as the inevi
table result of a curse, sin, or the “will of God.”

# They really may not know w h a t options are avail
able.

All this m eans tha t identifying needs and participat
ing in decisions and im plem entation may be difficult for 
the benefactors of the project. A programme creating so
cial aw areness needs to be the first s tep  in the project and 
this may take considerable time.

Steps in developing a holistic programme

1 Creating social awareness
2 Socio-economic and physical survey, done by both 

professionals and delegated members of the  com
m unity, after training

3 Priority setting by the community using the re
su lts  of the survey

4 P lans made
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Sustainable development and time

The holistic, participatory approach  is the foundation 
for lasting development. With a group of people like those 
affected by leprosy, the change of a ttitude  is not only one 
way. Community workers and the  general public need a 
change in a ttitu d e  and cultural values. People affected by 
leprosy can n o t change from welfare seeking to dignified 
self-sufficiency over night. It can b e  attained, b u t it takes 
time.

More than just income generation

The general view is that socio-economic reintegration 
equals incom e generation program m es. B ut in  the in te
grated holistic approach, all program m es, including in 
come generating are based on the priorities of the commu
nity. These priorities may be re la ted  to health , or educa
tion, or facilities, or physical s tru c tu res  as well as income. 
Having w om en and men identify th e ir  felt needs, and  then 
planning the programmes and th e ir  im plem entation, is as 
im portant a s  the projected outcome. Problems should be 
seen as a  whole; each component program m e is integrated 
with all the o th e r programmes.

Conclusion

The holistic approach tackles problem s through a com
munity based  approach, integrating all program m es to a t
tack the root problems and addressing the needs of the 
whole person, the whole family and  the  whole community.
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C hapter 9: C ountry projects

It will be obvious from the preceding chapters tha t a 
mixed app roach  is the  b e st way to  deal w ith  social 
reintegration. Income generation, health  promotion, disabil
ity prevention, health care, welfare and psycho-social care go 
hand in hand. This being the case, we have chosen to share 
with you reports of three social rehabilitation programmes in 
Africa that have taken this approach. We are not advocating 
them as perfect, bu t rather a source of useful ideas for your 
own situation.
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1. T a n z a n ia

The Maisha Mazuri Programme

This project was started in 1991. It started in a leprosy- 
hospital, b u t has extended to the leprosy camp and villages.

The staff of the project work together to provide educa
tion to the  people affected by leprosy on the quality of life 
they can achieve. The programme encourages people who 
have completed their anti-leprosy treatment to return to their 
home communities and begin income generating activities.

There are six main duties of Maisha Mazuri:
1. Leprosy education, including disability prevention, 

is taught by medical staff.
2. Education is provided on skill development and how 

to  utilise local resources.
3. Individuals are prepared for reintegration into their 

home communities. Bridges are developed between 
the person and the family members. This process 
also involves educating family members and villag
ers on the causes and treatm ent of leprosy.

4. Financial assistance is also provided to enable the 
initiation of income generating activities. Some peo
ple are given revolving loans and others are given 
grants.

5. Orthopaedic assistance, in  the form of crutches, pros- 
theses and braces, is provided for people w ith dis
abilities.

6. Spiritual education is also given to encourage spir
itual growth.

Maisha Mazuri today (October 1994) involves 185 peo
ple disabled by leprosy. They work on group and individual 
projects th a t require little skill, yet produce marketable items 
and a  sense of self-worth.
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Ward activ ities
Quilting; Table napkins; Table, floor and door mats; 

Gardening; Religious study.

Leprosy camp activ ities
Tie-dye an d  batik; Floor mats and baskets making; Gar

dening; Religious study.

Village activ ities

* Group projects: Gardening, flour and small fish sell
ing, basket making, tree nursery and hammer mill;

* Individual projects: Shoe mending, bicycle repair, 
handicrafts such as baskets, plant-hangers, rope, pot
tery an d  crochet.

Orthopaedic assistan ce  

Informal group education

Prepares children with disabilities for governm ent 
schools; Educates mentally disabled adults to read and oper
ate small businesses; Religious studies.

Discharged person’s activities

Individual gardening projects, small scale farming.

Leprosy education
At the ward, the camp and all the surrounding villages.
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2. Senega!

Association Senegalaise D'Action Sociale 
et DAssistance awe Leprewc (ASAL)

This project is countrywide, an d  seeks to create a part
nership between itself, the public services, the NGOs and the 
people affected by leprosy (both those living inside and out
side of the  social rehabilitation villages.)

The programme for young people

* Social and education activities, such as holidays and 
youth working camps, for the children in the social 
rehabilitation villages;

* Registration of the children of people affected by lep
rosy for school attendance;

* Granting scholarships for vocational training;
* Creating scholastic libraries in the villages and an 

itinerant book lending system;
Equipping schools with books, benches and teach
ing material.

Aid to th e  people affected by leprosy in Dakar

* Creation of a community infrastructure to promote 
the economic activities o f the  people affected by lep
rosy. Trying to reduce th e  number of beggars and 
prevent urban drift;

* Setting up training and rehabilitation projects;
* Taking care of medical fees and the cost of other 

aids for people affected b y  leprosy.

Adult literacy programme

This village based project h a s  been regularly attended 
by people affected by leprosy a n d  their families. Training 
courses to  adults have been given on:
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# Market gardening;
# Sanitation;
# Family Planning;
# Management;
# Reforestation.

The courses have been given in the  four main languages 
of the country and their aim is to help  people affected by 
leprosy to be more independent and change their environment.

Credit schem es
The main projects for which credit has been given are:
# Buying of seeds for rainy season cultivation;
# Market gardening projects;
# Fish transformation projects;
# Cattle breeding micro projects;
# Training carpentry;
# Horse carts (for public transport).

The social programme

Two groups of staff are involved in th is  programme which 
caters for the social rehabilitation villages. They are

# Social animators;
# Health workers collaborating w ith the nurses from 

the major diseases sector who come to the village 
two or three times a week.

The achievements of this programme are:
# Improving the sanitary conditions of the villages by 

building latrines and rooms for foot bathing
# Building of dispensaries
# Giving of medicine
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# Building and repairing of houses
* Building and equipping classrooms
* Creating community infrastructures to promote the 

economic activities of the people affected by leprosy
# A food assistance programme for 700 people severely 

disabled by leprosy.

3. Zimbabwe

The Zimbabwe Self-Reliance Leprosy Trust (ZSRLT)

This group was started in response to the needs of peo
ple m ade destitute by leprosy. It initially aimed to rehabili
tate people from a leprosy settlement, but has since expanded 
and been registered as a welfare organisation. Initially land 
was obtained and agricultural training and support given to 
help the group become self-supporting and  hence self-reli
ant. This improved both their economic situation and their 
participation in village production activities.

The tru s t has since expanded into other areas in response 
to other needs of the group. These are:

# Vocational training in a variety of skills
# Income generating projects on an  individual basis 

for people affected by leprosy and their dependants.

Community based care

The ZSRLT uses a community based care programme, 
making u se  of community members and mobilising commu
nity resources. Agricultural co-operatives for people affected 
by leprosy have been established and supported. People are 
encouraged to assist their community and to strive for the 
development of their village by providing services such as 
dress making, and shoe repairs.

Community awareness programmes about leprosy are 
conducted to try and lessen the fear and stigma. Family
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systems are strengthened and mutual assistance encouraged. 
Spiritual assistance and support is also offered by the ZSRLT, 
and through referral to other networks and agencies. This 
improves social integration. The ZSRLT also intervenes and 
mediates for equal and fair employment opportunities for 
people affected by leprosy. Employers a re  educated to try and 
remove fear and discrimination.

Self-reliance and integration
Self-reliance is increased by ZSRLTs requirement that 

individuals should repay a percentage of the assistance they 
have received. This increases their sense of responsibility and 
helps to provide for future assistance to  others. Surveys, look
ing at the results of the trust, have show n high levels of so
cial integration and acceptance within the  communities, and 
average levels of economic self-sufficiency and independence. 
Problems faced by people affected by leprosy tended to be 
those also faced by other community m em bers, such as food 
shortages and drought. The assistance given by the ZSRLT 
had, in the majority of cases, improved their economic posi
tion and enhanced their integration in  their community.
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C onclus ion

Two major themes run throughout this book and seem 
to underpin any successful attempts a t ending the isolation- 
of persons affected by leprosy and enabling them to fully par
ticipate in their communities:

Firstly, people affected by leprosy m ust be at the cen
tre of our activ ities, with full involvem ent at every stage 
of the m anagem ent cycle. This is easy to say, b u t difficult 
to achieve in  practice, partly because many people affected 
by leprosy have been excluded from educational and employ
ment opportunities and therefore often lack th e  self-confi
dence to participate in the management process, However, 
we m ust persevere in our attempts to  be inclusive, if we are 
to achieve anything in the long term.

The second them e is that there is no single, correct 
approach to  th e re-integration of people affected by lep
rosy. Different approaches must be used, with different 
groups of people; involve as many different players as possi
ble, from a  whole variety of organisations (NGO’s, govern
ment offices, community groups, etc) and from a whole range 
of specialist fields (community workers, social workers, jour
nalists, therapists, nurses, anthropologists, doctors, etc). 
Everyone h as  a  part to play and can m ake a unique contribu
tion.
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Useful A ddresses

A ction Aid
Hamlyn House, Archway, London N19 5PG, UK 

AHRTAG
Farringdon Point, 29-35 Farringdon Road, London EC1M 3JB 

Fax: +44.171 242 0041
Email: ahrtag@gn.apc.org or ahrtag@geo2.geonet.de

Produces several newsletters on health matters, including CBR 
News and is the home of the Disability Information Service (DIS).

All Africa Leprosy, T uberculosis and R ehabilitation  
Training Centre (ALERT)
P.O.Box 165, Addis Ababa, Ethiopia.

Fax:+251 171 1199 
Email: Alert@telecom.net.et

Christoffel Blinden Mission
Nibelungenstrasse 124, D-64625 Bensheim, Germany

Handicap International
14 Ave Berthelot, 69361 Lyon Cedex 07, France

International Association for Integration Dignity and 
Econom ic Advancement (IDEA)
200 Abney Circle Oak Hill, W. Virginia 25901, USA.

A  newly organised international association of people affected 
by leprosy.
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International Federation for Leprosy Funding A gencies 
(ELEP)
234, Blythe Road, London W14 OHJ, UK 

Fax: +44 171 371 1621 
Email: ilep@ilep.org.uk

ILEP co-ordinates grant giving, provides an information network 
and various advisory working groups including one on the so
cial aspects of leprosy.

International Health Exchange
8-10 Dryden Street, London WC2E 9NA, UK 

Fax: +44 171 379 1239 
Email: info@ihe.org.uk

Produces a useful magazine (subscription only) called THE 
HEALTH EXCHANGE.

International Labour Organisation (ELO)
4 Route des Morillons, CH-1211 Geneva 22, Switzerland.

Interm ediate Technology Publications Ltd.
103-105 Southampton Row, LONDON W C1B 4HH, UK.

Produces books on appropriate technology for developing coun
tries.

Oxfam
274 Banbury Road, Oxford 0X2 7DZ, UK

Produces an academic journal (subscription only) called 
DEVELOPMENT IN PRACTICE.

The Leprosy Mission International (TLMI)
80 Windmill Road, BRENTFORD, Middlesex TW8 OQH, UK 

Fax: +44 181 569 7808 
Email: friends@tlmint.org

Produces a free magazine for paramedical workers, called PART
NERS, dealing with all aspects of leprosy, both medical and so
ciological.
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Rehabilitation International
25 East 21st Street, New York, NY 10010, USA

Save the Children (UK)
17 Grove Lane, London SE5 8RD, UK

Sustainable Agriculture Programme
IffiD, 3 Endsleigh Street, LONDON W C1H ODD, UK 

Fax:+ 44 171 388 2826

Produces Participatory Learning and Action (PLA) Notes. A  
useful resource for Participatory Rural Appraisal information.

TALMILEP
234 Blythe Road, London W14 OHJ, UK 

Fax: +44 171 371 1621 
Email: ilep@ilep.org.uk

Supplies a range of teaching and learning materials related to 
leprosy. A  list of publications will be sent free of charge.

Teaching Aids at Low Cost (TALC)
P. O. Box 49, St Albans, Herts AL1 5TX, UK 

Fax: + 44 1727 846852
A  useful source of books on development and health issues. 

Tear Fund
100 Church Road, Teddington, Middlesex TW11 8QE, UK 

Email: imc@tearfund.dircon.co.uk

Produces a free magazine called FOOTSTEPS, on development 
issues.

World Health Organisation (WHO)
20 Avenue Appia, CH-1211 Geneva, Switzerland.
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