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Editorial 

V O L U N TA R Y  A G E N C I E S A N D  L E PRO S Y  
CO N T R O L  I N  I N D I A  

H ealth i s  essent ia l ly a matter for the individual .  N o  heal th service, however wide 
and efficient ,  can keep a country healthy unless i ts  people are conscious about 
their heal th needs .  This underlines the basis for community participat ion in 
health programmes, particularly in  the eradicat ion of leprosy. 

The past decade has witnessed a great expansion in  the faci l i t ies for leprosy 
control in I ndia ,  but in spite of a more than 1 4--fold increase in  expendi ture on 
leprosy eradicat ion,  s ince the inception of the National Leprosy Control 
Programme ( N LCP), i t  has not been possible to  make an impact on d isease 
i ncidence. I The rapid increase in infrast ructural  faci l i t ies has not been commen­
surate with the ut i l izat ion of services by the large masses of suffering people. 
Lately, the importance of in i t iat ing a qual i tat ive change in  the N LCP, by 
generat ing mass participation of  the professional people as wel l  as the' rural 
populat ion, through involvement of voluntary organizat ions (VOs), has been 
recognized as  a nat ional  policy. 2 The present  paper briefly t races the growth of 
voluntary leprosy control agencies in I ndia ,  del ineates their contribution to i t s  
control and out l i nes the ir  expected ro le  in  i ts  eradicat ion .  

Development of voluntary organizations in leprosy 

Voluntary organizat ions have been playing a pioneering role throughout  the 
history of leprosy control in  the country.  The first known leper asylum was 
establ ished in  Calcutta early i n  the n ineteenth century fol lowed by another in 
Varanasi . M ission to Lepers, started i n  1 875  at  Chamba, had been by far the 
biggest single agency engaged in  any leprosy work. The establishment of I ndian 
Counci l of  the Bri t ish Empire Leprosy Rel ief Associat ion i n  1 925 ,  renamed as 
' Hind Kust N ivaran Sangh' in  1 947, la id down the foundations of organized 
leprosy work in I ndia .  
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The  first organized efforts for leprosy control in  the  non-governmental sector 
were ini t iated in 1 95 1  in  the form of services through outpatient c l inics in  v i l lages 
by the Gandhi Memorial Leprosy Foundation, Sevagram, funded by the Gandhi 
Memorial Trust .  This was also the period when dapsone was introd uced , for the 
first t ime, in  the control of leprosy . Thus, the strategies of leprosy control in  the 
country were laid down, wi th the focus changing from the patient in the control 
area to the ent ire populat ion . I n tensive health educat ion campaigns and house 
vis i ts ,  to  firstly ident ify leprosy patients and secondly bring them under 
treatment, characterized the strategy of the Gandhi Memorial Leprosy Founda-
t ion .  

After 1 95 1 ,  there occurred an extensive expansion i n  voluntary services for 
leprosy patients a l l  over the country.  Presently about 1 00 VOs are actively 
engaged in  leprosy relief. 

I n ternational agencies have also contributed s ignificantly to strengthen 
vol untary efforts for leprosy control in  I nd ia .  From a smal l  beginning in  1 894 in 
Ambala, the Leprosy M ission has developed into a widespread organizat ion .  I t  
operates 3 2  centres o f  i t s  own besides providing aid t o  4 2  hospitals devoted to 
leprosy care programmes . 3 

The German Leprosy Relief Associat ion joined I ndia 's  fight against leprosy in  
1 957 by starting Chettipatty Leprosy Relief Rural  Centre i n  Tami l  Nadu .  The 
Damien Foundation,  Brussels ,  was the first purely voluntary agency to enter into 
an agreement with the Government of I ndia to function in  co-ordination with the 
national control  programme. The I n ternational Federat ion of Anti -Leprosy 
Associat ions (lLEP), undertakes to support field as well as research projects of a 
wide international network of member associat ions .  I n  I ndia alone, i t  was 
financing 1 72 projects ,  i n  1 984, through the agency of 1 4  member associat ions .  

With a view to providing a common platform for voluntary inst i tut ions to 
discuss their problems, share experience and mobi lize publ ic participation for 
promoting voluntary effort, a federating body, i n  the form of the National 
Leprosy Organizat ion (NLO) I ndia ,  formed in  1965 .  

Role 

Significant as the services of VOs are in  leprosy rel ief, their capacity to organize 
social measures to a lleviate h uman suffering, and their sensit ivity and responsive­
ness to the needs of the people, render them j ust as su i table for supplementing 
governmental effort towards leprosy control i n  the fields of rehabi l i tat ion,  health 
education  and enl ist ing communi ty support .  

Rehabi l i tat ion i n  leprosy must be tota l .  In addit ion to measures designed for 
restoring the physical ly handicapped, it should a im at rel ieving financial d istress 
caused by the i ncapacitat ing effects  of the d i sease and establ ishing programmes 
for economic sel f-re l iance . M any social workers have experienced that the 
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formation of a nucleus for cooperat ive development with active invo lvement of 
pat ients as beneficiaries, can ensure a higher degree of economic success than 
bureaucratic governmental schemes . In the l ight of this, a cooperative sector with 
community resources can be visual ized as a self-sustaining leprosy care system . 

An inescapable necessity for promoting economic wel l -being wi l l  be to restore 
disrupted social  relat ionships of leprosy patients .  The social distance expressed as 
exclus ion from community gatherings, both rel igious and ceremonial ,  can be 
effectively eradicated only through the creat ion of a sui table environment 
divested of ignorance, supersti t ion and prej udice against the d isease. Experience 
in  providing services under the NLEP has revea led that baseless fear  acts as  a 
great deterrent  i n  o�ganizing rehabi l i tat ive services . The s i tuat ion is further 
aggravated by a close relat ionship of the d isease to poverty, overcrowding and 
insanitary Gondit ions .  

Whi le recent ly new drugs have radical ly a ltered att i tudes of  many people 
towards leprosy, these must be reinforced through persistent and sustained health 
educat ion campaigns.  Since the government have the exclusive use of mass 
publ icity and educat ional agencies such as the radio and the TV, the non­
governmental  organizat ions can supplement this effort by j udicious use of  press, 
group and individual educat ion .  The u l t imate aim would be to explain to  the 
people the true nature of leprosy i n  order to  create confidence and bui ld a rational 
at t i tude towards i t s  sufferers . 

Contributions 

The VOs engaged in  leprosy have their own specific objectives funct ioning mainly 
a t  the communi ty leve l .  In recognit ion of the great potent ia l  of  these i nst i tut ions ,  
the Directorate General of Health Services, Government of I ndia ,  has evolved a 
mechanism for annua l  meetings with them with a view to establ ishing communi- "  
cat ion and an exchanging of information,  and also to understand the nature of 
their work . 

I n formation suppl ied by 88  VOs operat ing i n  leprosy control in  I ndia revealed 
that they provided services to a populat ion of 590 ·00 lakhs spread over a reas with 
great variat ion i n  the leprosy prevalence rate ( 1 ' 1 -32·0 per 1 000) .  They were al l  
geared to control activities through survey, educat ion and treatment .  Up  to 
March 1 986 a total  of  8 -40 lakh patients  had been detected; of which 6·88 lakh 
were under t reatment by 82  participat ing VOs i n  SET activit ies .4  

M ost  of the VOs are mul t i functional i n  nature, rendering curative as  well as  
rehabi l i tat ive services, besides organizing the tra in ing of medical and hea l th  
aux i l l ia ries . With a bed strength of 1 9,000 in  1 98 5  in  70 VOs, these inst i tut ions 
had rehabi l i ta ted about 36,000 physical ly handicapped patients  in  addit ion to 
providing vocat ional  t ra in ing to another 2 1 ,782 .5 

An idea of the contribut ion made by voluntary organizat ions can be obtained 
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Table I.  Leprosy services being provided by government and 

volun tary sectors as on 1 .9 . 1 986 .  

Volun tary Government 
Activi ty sector sector Tota l  

Populat ion covered 59 ·00 400 ·00 459·00 

( in  mi l l ions)  (II) ( 89) ( 1 00) 

2 Leprosy cases on record 
( in  m i l l ions)  0 ·84 2 · 50 3 · 34 

3 Leprosy cases under t reatment 
( i n  mi l l ions)  0·68 2 · 3 8  3 ·06 

4 Leprosy cases discharged 0· 1 8  2 ·22 2-40 
after cure (4) (96) ( 1 00) 

5 Rehabi l i tat ion of leprosy cases 
Medical 3 6,000 8,000 44,000 

Vocat ional  2 1 ,782 7,000 28,782 
6 Train ing 

(a )  No .  of tra in ing centres 1 2  32 44 

(b) A n n ual  tra in ing capaci ty 
Medical Officers 1 2 1  1 1 9 240 

( 50) (50) ( 1 00) 

Paramedica l staff 575 1 765 2340 
(25) (75) ( 1 00) 

(c) N o. t ra ined so far 
M edical officers 1 978 2529 4507 

( 50) (50) ( 1 00) 

Paramedica l staff 7225 22,326 29,55 1 
(20) ( 80) ( 1 00) 

7 A n n ua l  budget ( Rs .  i n  1 80 ·00 420·00 600 ·00 
mi l l ions)  (26) (74) ( 1 00) 

Figures in parenthesis represen t  percentages. 

from Table I which compares their services with those provided by the National  
Leprosy Eradication Programme.  

Recognizing the  wealth of expertise in  the  voluntary organizat ions and their 
contri but ions towards leprosy control,  the Government of I ndia introd uced a 
scheme of financial assistance to these agencies i n  the form of grants-in-aid . The 
scheme envisages that the in terested voluntary organizations would approach the 
M inistry of Health for grants as governed by condit ions laid down . The number 
of voluntary organizations avail ing the grants-in-aid during the past 5 years is 
shown in  Table 2 .6 

Start ing as a scheme of financial assistance, the government's partnership 
with VOs has steadi ly grown over the years .  Voluntary activit ies now converge, 
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Table 2. 

Amount  
Year No . of VOs ( Rs .  in  mi l l ions) 

1 980-8 1  32  3 · 1 
1 98 1 -82 39 3·5 

1 982-83 44 3· 1 

1 983-84 44 3 · 5  

1 984-85 49 5 · 1 
1 985-86 56 5·5 

by and large, on N LEP goals .  As requested by them, thei r performance was 
subjected to an independent evaluat ion along with that of the N ational Leprosy 
Eradication Programme in 1986 and thei r expertise was also made use of during 
this evaluation . The qual i ty of work carried out  at  these inst i tutions was found to 
be very satisfactory, as assessed by the members of the Evaluat ion Team visit ing 
eleven of the VOs in  randomly selected districts . 7 

Some of the voluntary organizat ions have developed material to aid in  
training medical and paramedical s taff working for leprosy eradicat ion,  while 
others have developed prototypes of educational material for public and leprosy 
patients .  

Of the  44  leprosy training centres undertaking training of medical and 
paramedical staff in  the programme, twelve function under the VOs; their output 
thus far being 1978 medical workers and 7225 trained paramedical workers. 
Acting as referral centres some of these inst i tut ions provide services in :  
confirmation of diagnosis ;  guiding the  t reatment i n  such cases tha t  fai l  to respond 
to prescribed t reatment; managing complications and reactions ;  undertaking 
surgical correction of deformed patients; and providing vocational train ing to the 
disabled . 

Fifteen highly endemic districts with a population of 44 mil l ion and an 
estimated caseload of 0 ·6 mill ion are under varied phases of  m ult idrug therapy 
(M DT) . The activities in one of the above districts are under a voluntary 
organizat ion .  M DT guidelines developed by the government i n  consul tat ion with 
the voluntary organizat ions i s  fol lowed by voluntary organizat ions as wel l .  

The voluntary organizat ions have been advised by  the  Leprosy Eradicat ion 
Programme Headquarters to in i tia te m ult idrug therapy to the hospitalized cases 
who could be given regular t reatment for the prescribed duration . The voluntary 
organizat ions are also identifying together with the programme personnel to 
detect dapsone refractory cases and putt ing them under m ult idrug t reatment .  

NLEP has an extensive network of services provided by the government .  
These inputs need to be converted into desired outputs in terms of quantitat ive 
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targets by involvement of VOs and through people' s  participat ion .  While most 
VOs do work within the overal l  objectives of the N LEP, creat ion of specific roles 
with a view to supplementing each other's efforts wi l l  make the programme much 
more purposefu l .  The professional associat ions can mobil ize a vast medical and 
auxi l iary manpower to provide the necessary technical support .  U nfortunately at  
the present moment,  there i s  no standing mechanism for interaction between the 
government and non-governmental agencies .  The two meetings of VOs organized 
by the Ministry of Health in October 1985  and October 1986 were steps in the 
right d irection . But this partnership needs strengthening and put on a far more 
permanent basis .  

Following the announcement of the Government of I ndia to eradicate leprosy 
by the turn of the century, there has been widespread international in terest in the 
N ational Leprosy Eradicat ion Programme. Bi lateral agencies l ike S I DA,  
DAN I DA have come forward w i th  financial support and  cooperat ion .  I n  
addit ion,  the a lready exist ing international organizat ions provide substant ia l  
financia l ,  material and technical support . Thus,  the resources of severa l agencies 
converge on the single focus of leprosy eradication .  It must be ensured that these 
efforts become m utual ly supportive with a clear understanding and appreciat ion 
of each other's role . I t  can be faci l i tated by establ ishing a consort ium or other 
similar mechanisms to develop l inkages between various agencies at  the nat ional 
and state levels .  Such a mechanism wi l l  ensure imaginative ut i l ization of al l  
exist ing faci l i t ies,  exploitat ion of total professional and para-professional 
manpower both under the heal th services and the non-governmental  bodies 
towards the goal of leprosy control . 

I n  conclusion,  i t  may be stated that the voluntary organizations and the 
N LEP are working in  close cooperat ion with mutual trust and understanding.  
The government i s  keen in  strengthening this  relat ionship further to achieve the 
desired long-term goal of arresting leprosy in al l  cases in the country.  

Leprosy Division 
Directorate General of Health Services 
Nirman Bhavan 
New Delhi, India 
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