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Le p rosy Villages-Are Th ey Al i 
Outd a ted ? A Survey of two Leprosy 

Co m m uni t i e s  
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A medicai and social survey is reported on 2 vi l lages in India  com posed 
originally of rejected leprosy pat ients and developed over the past 3 0  years, near to 
a large leprosy hospita l .  The results  are surprising. These communi t ies 
pose no leprosy prob lem. to the adj ace nt populat ion,  thanks to the concern of the 
hospital authorit ies .  The ge neral economic standard i s  low, wi th begging an 
i mportant factor,  but the  leve i  of  chi ld hell!th  and nutr i t ion in  t hese communi t ies 
was found to be superior to that a mong the local populat ion,  while the residents  
have developed a sense of communi ty responsibi l i ty which re places that lost from 
the ir homes and has created a reasonable degree of stab i l i ty .  

I n troduction 

One or the major  problems of l eprosy hosp ita Is  has been that  o f  pat ients who no 
l onger need in-pat ient  care but appear to have nowhere to go.  Over the years,  
a lmost  on the doorstep of  the Victoria Hospi ta l ,  Dichpal l i ,  Cen t ral I nd ia ,  2 
vi l lages h ave sprung up where a n u m ber of leprosy pat ients d ischarged from the 
hosp i tal  I ive .  Most of  them sett led there because re lat ionships wi th their fami l ies 
had broken down ,  some because o f  permanent d e formi ties and d isabi l i ty which 
made the m afraid to move away from a sympathetic com m uni ty and medicaI  
fac i l i t ies .  The record s  show that the first house in  Devanagar was bui l t i n  1 948 by 
a pat ient  discharged from the hospital .  By 1 954,  with the populat ion stead i ly  
increasing, the inhabi tants decided to sp l i t  the  community ,  and some residents  
moved about ha lf  a mile away where they bui l t  the vi l lage o f  Devapal l i .  

Over the  years both  t hese v i l lages cont inued to grow and many hea l thy  chi ldren 
were bom there .  Various  at te mpts  were made to p u t  these ch il d ren on 
prophylact ic d apsone and their  parents on regular leprosy treatment ,  but i t  
appeared that the weekly cl inics i n  Devanagar and Devapal l i  were total ly inad eq uate .  
I n  the first p lace relat ionships be tween these people and the hosp i ta l  were not 
ideal .  Pat ients fro m  these com m u n i t ies were constant1y coming to the h ospital  for 
treatment  of complaints  often of a trivial nature .  Having been rejected by their 
own famil ies ,  what they sought more than any th ing else was at tent ion and 
affection.  That  the busy hospital outpat ient  department was not always i n  a 

Received for publication May 1 97 6 .  



308 E. M .  IV R I G I IT 

pos i t i on to meet  t h is need res u l t ed in  m is u n d e rs t a n d i ngs and poo r co-opera t ion .  
Second l y , i t  a p peared t h a t  m a n y  pa t ie ll ts were not  pe rm anen t ly res i el e n t  i n  t hese 

vi l lages, an el t h i s  causeel prob lems wi th  regi s t ra t i o n  a n el reg u la r trea tment .  F ina l ly ,  
the re a p pcared to be cons iderab le  ge ne ra l heal th prob lems wh ich  could no t be  
dea l t  w i t h  el u r i ng week l y visi t s .  I t  was there rore dec ieleel i n  1 9 74 to h o l el el a i l y 
c1 i n ics,  to a t te n el to ge nera l co m pla in ts as wel l  as le p rosy ,  anel to estab l i sh  an 

Unel e r- Fives Cl i n i c  i n  each v i l l age . 
Ten months  la ter  when re lat ionsh ips  be tween the hosp i ta l  and the  leprosy 

v i l l ages had much i mproved ,  a surve y was undertaken to assess t h e  med ica i  
s i tuat ion  and the  social  prob lems which these pa t i ents  are  racing , u s i n g  for 
co m parison wh e re n u t ri t i o n  was concerneel ,  an Under- Fives Cl i n i c  at a 
neigh bo ur i ng v i l l age or l ocal peop le . 

Ma teriais :md Methods 

The registe reel popula t ion  or Devapa l l i an el Devan agar cons isteel of 43 2 anel 494 
respect ive ly .  On l y a fe w 0 1' these were permanent ly  residen t ,  the m ajori ty l ead i ng 
an i t i nera n t  ex istence . A team or 2 eloctors , 2 n u rses and a para meel i ca l worker 
vis i ted eve ry h ouse and each member  of  the fam ily  was examineel by a el octor. Al i  
pat ients  we re c 1assi fied accorel i ng to the Riel l ey  and J op l ing sca le ,  d e rorm i t ies 
were noted ,  anel recorel s were made of other  chronic el iseases, especia l ly 
tuberculosis. At the  same t ime the n u rs ing staff did a soc ia l  survey amongs t the  
ael u l ts to determine  the  s ize  of each fami ly , length of reside nce in  the com m u ni ty ,  
occupat ion and rece n t con tacts wi th  the  home vi l lage . 

On the  side of the  commun i ty the re was much i n terest  a n d  co-operat ion i n  th is  
survey .  Three hundred and s ix  ad u l ts  and 1 1 2 ch i l d re n  were examined o u t  of  a 
regis tereel populat ion or 926.  The re mainder were abse n t  (see Discuss ion) .  

Resul ts 

LEPROSY SURVEY 

or the  adults examined ,  a lmost hal f had lepro matous ( L L) leprosy but  most or  
i t  not  very active . When skin smears were done only 6 patien ts ( 2%) had a posi t ive 
Morpho logical  I nelex .  Abo u t  30% were with in  the B L, B B ,  BT range . Less than 
1 0% had tuberculoid l eprosy and the remai neler, main ly  heal thy adu l ts bom i n  
Devanagar o r  Devapa l l i ,  showed no signs or l eprosy.  A mong t h e  children only one 
case of leprosy (TI) was d iscovere d ,  a boy who hael never had any prophylact ic 

TABLE I 

Classification of leprosy amongst lhe surveyed population 

Type of leprosy Adults  

Lepromatous leprosy LL 1 5 0 
Borderline lepromatous B L  3 1  
Borderline B B  3 7  
Borderline tuberculoid BT 3 2 
Tuberculoid TT 28  
Observation 
No signs of leprosy 28 

% 

49 
1 0  
1 1  
1 0  
1 0  

1 0  

Children % 

I I 
5 4 

1 06 9 5  
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dapsone . Five c h i l d re n  were p laced on observa t ion .  The re ma i n i ng 1 06 had no 
signs  of the d isease, t hough many were ch i ldre n  both of whose pare n ts had 
le p roma to us l eprosy. Twe n ty-e igh t pat ie n ts ( 9%) were cu rrent ly rece iv i ng 
tre a t m e n  t for t u bercu los is. 

D I S A B I L lTY S U RVEY 
Of t he 306 ad u l ts exa mined 1 7 2 ( 5 6%) h ad not iceab le  th inn ing  or com ple te 

loss of eyebro ws and I 1 4  ( 3 7%) hacl appreciable c1 e fo rm i ty of the  nose.  Those 
wi th con t racted h a n els  n u mbered 1 0 1 (3 3%), b u t  many of th ese were very s l igh t .  
Seven ty-e ight ( 2 5%)  showed b o n e  absorpt ion  of t h e  h a n d  and  7 1  ( 23%) bone 
absorp t ion of the  feet .  Only 2 7  ( 9%) had tro ph i c  u lcers .  The re were 4 cases ( I  %) 
of Lagopha tha lmos and 4 ( I  %) of foot  d rop . 

TABLE 2 

Frequency of deformities amongst the adult populatioll 

Face 

Hands 

Feet 

Deformity 

Eyebrows a lmost or completely lost 
Lagophthalmos 
Nose col lapsed 
Mobile contractures 
Absorption 
St iff j oints 
Trophic ulcers 
Footdrop 
Absorption 

NUTRITI ON S U R V E Y  

Number 

1 7 2 
4 

1 1 4 
69 
78 
3 3  
2 7  

4 
7 1  

Percen tage 
% 

5 6 
I 

3 7  
2 2  
2 5  
I i  
9 
I 

23  

I n  Table 3 the leveI of  prote in/calorie malnutri tion among the 1 1 2 chi ldren in 
these leprosy vi I I  ages i s  compared with that obta in ing among a s imilar group 
among the l ocal populat ion attend ing an Under-Fives Cl in ic at the vi l lage of 
Mentraj pal l i .  

TABLE 3 

Freq uency of protein calorie malnu trition in Devanagar, Devapalli and in a nearby vil/age, 
Men trajpalli, estimated according to Morley 's f?oad to Health Chart 

Degree of nutrit ion Devapall i  and Devanagar Me ntraj pal l i  

Normal " Road to Heal th" 29% } 1 6% } 
65 % 36% 

1 st degree protein calorie malnutrit ion 36% 20% 

2nd degree protein calorie malnutrit ion 29% } 39% } 
3 5 %  64% 

3rd degree protein calorie malnutrit ion 6% 2 5 % 

The general condi tion of the children in Devanagar and Devapal J j  compared 
"favourably with that of the chi ldren i n  the neighbouring v i l lage who attend a 
similar Under- Five Cl in ic o  
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SOCI A L  S U RVEY 
AJ most ha lf  of  the  (es id e n ts a re t o t a l l y  O I' part i a l l y  depende n t  on begg i ng .  The 

re ma inder  work as cool ies ,  fa rm the i r  own land,  fo l low v i l lage occupat ions  or  are 
involved in  i rregular  prac t ices ,  e .g .  s m uggl i ng. O n l y  4 fa m i l ies  c1a im to be receiving 
support fro m re la t ives. 

A m o ng the 1 66 wo men in t e rv iewed 7 I (43%) h ave no ch i ld re n ,  52 (3 I %) have 
one c h i l cl ,  22 ( 1 3%) have 2 c h i l cl re n ,  wh i l s t  o n l y  1 0  ( 6%) h ave more t h an 3 
ch i ld re n .  

Discussion 

Experience over the  past  I Q months suggests  that  the  45% o f  the  total  
popu lat ion who we re i n te rv iewed are re presen ta t ive o f  the number of  people 
actual ly res ide n t  i n  Devanagar an el Deva pal l i  at  any one t ime.  We have descr ibed 
as "tem pora ry resiel en ts" al l  those who were away at the t ime o f  the  s u rvey ,  plus 
1 2 5 wh o statcel that  they spe n t  more than 3 months of  the year e lsewhere .  Th is 
leaves us  wi th  a permanent  ael u l t  res i el e n t  popula t ion  of 1 8 1  ( Iess than 20% of the 
total  reg iste reel  populat ion ) .  

Many of  the  temporary res i el e n ts ,  wh o move betwee n the  c i t ies of the  north 
and Devan agar or Devapal l i  are i n vo lvecl in beggi ng anel appear to be q u i te content  
wi th the i r  l i fe .  AJ I they neecl fro m us i s  encourage m e n t  to cont inue regu larly wi th 
their trea t men t .  We make p rovision for them to take up to 6 mon t hs supply of  
DDS wi th them whe n  they leave uso  However, some e xpresseel concem about  the  
lack of regular  eelucat i o n  for the i r  ch i l d re n .  

The large n umber o f  pat ie n ts with lepromatous leprosy ( L L) anel fac ia l  
eleformi t ies ,  and the  re lat ively sma1 1  n u m ber of  elefo rmeel hands  i ncapable o f  
work , suggest  t h a t  social  i n acceptab i l i ty rather  than  economic  elepenelence i s  t h e  
reason for se t t l i ng i n  a leprosy v i l lage.  I n  t h i s  part o f  I n el i a  t h e  st igma a t tacheel to 
leprosy is very great  anel th is  has l eft many pat ients eleeply resentfu l  and  
susp ic ious.  Fear  o f  further  rejec tion o ften suppresses a 1 1  i n i t iat ive to seek 
employ ment .  This a t t i tu ele  even applies to projects for rehabi l i ta t ion  and the  
general  a t t i tude o f  the  permanent  resiel e n ts i s  that  of preferring to be left a lone .  
Up to a poin t ,  they may be righ t :  the m ajori ty have come to  a compromise wi th  
the ir  e nviro n m e n t  anel h ave more or  l ess rehab i l i tatecl themselves wi th in  t he 
comm u n i ty o f  fe 1 10w pat ien ts. The number of rejected anel d isabled pati e n ts who 
real ly neecl what we usua11y ca1 1  "rehabi l i tat ion" m ay we11  be much smal ler than 
we are inc l ined to th ink .  Among themselves the permanent  resi d e n ts fo rm a 
happy communi ty and appear to act as one family ,  forge t t ing or ignoring the 
barriers norma11y createcl by caste and rel igious d i fferences .  This  is  one o f  the 
most s trik ing features o f  l i fe in  these leprosy v i l lages. 

The fac t  that o f  the I 1 2  chi l cl ren examined ,  on ly one was d iagnosed as h aving 
leprosy is most grat ifying, as is  the general  leveI  of  nutrit ion among them .  Nearly 
al i  ch i ldre n  have hael some prophylac t i c  DDS i n  the past but  th i s  has certa in ly 
been very i rregular .  At the Under- Fives Cl inic ,  started i n  1 974,  there i s  1 00% 
registrat ion of the under-five populat ion . These chi l cl re n  are regul arly examined 
and supplied with  prophylact ic  d apsone .  I n  add it ion,  the fol Jowing services are 
provicled : i mmunizat ion ( BCG, Sma11pox ,  DPT and pol io) , n utr it ional advice and 
the t reatme n t  o f  i 1 Inesses. Thi s  c1in i c  has formecl a valuable I ink wi th the ad uI t 
populat ion who are enthusiast ic  i n  b ringing the chi ldre n  for examination and 
treatment .  
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TIle th ree main  reasons for th is rather  surpris ing p ic ture a re :  

TI le  smal ler  fam i l ies  cl ue t o  the high proport ions o f  paren ts wi t h  lepromatous 
leprosy,  which often causes steri l i ty .  

The  fac t  tha t  so many fa mi l ies are cl epencl en t  on begg ing for the i r  l ive l i h ooel .  
M uch o f  the " earn ings " o f  a beggar are i n  the form o f  cookeel fooel which i s  not  
resaleable but  which  wi l l  be eaten  by the fami lY . 

The absence of the extenel eel fami ly  where one or two wage earners may be 
requ i reel to feeel anel e el ucate nephews anel nieces. In Devapa l l i  anel Devanagar 
the normal fami ly  u n i t  consists of  the pare n ts anel the ir  o wn ch i l el ren .  However, 
the benefi ts of  the extenele el fami ly  syste m (an abundance o f  a ffect ionate anel 
atten t ive re lat ives which gives such secur i ty to I nd ian  ch i l d ren)  a re here 
provided by the  whole v i l l age com m u n i ty .  

Fo l Jowi ng the  estab l i shment  of  t h e  Unel er- Five Cl in ic  t h e  m ost press ing need 
for the ch i l el re n  is e el ucat ion .  There is a wel l-establ ished nursery school in 
Devapa l l i  run by two devoteel Ch rist ian pat ients .  From there the c h i l el ren  are able  
to a t tenel the Govern ment  Pri mary School i n  a nearby v i l l age . I n  Deva nagar a 
q ll al i fied teacher has been appoin teel by the Gove rn me n t .  Fo l lowing the i r  
ed  ucat ion to j u n ior leve I  most  of  the ch i ldren  move a way and go to  l i ve elsewhere 
with re I at ives who arrange for the i r  marriage, wh i l e  some rema in  beh inel  to marry 
other ch i ldren who we re bom in the  com m u n i t y .  These form the larges t 
proport ion o f  the adu l ts examined who h ave no signs of the el i sease . 

Conclusions 

Living cond i t ions i n  two com m u n i t ies of rejecteel or el isableel leprosy pat ien ts 
appear to be much better than is usual ly presumeel .  V i l lage hygiene  anel the  heal  th  
of the ch i l d ren  compare favourably wi th those of the neighbourhooel .  Obviously 
there is no neeel to segrega te the  ch i l el ren from their pare n ts .  Another str ik ing 
featllre is the reI at ive happiness o f  the  communi ty ,  possib ly  el u e  to a " fel l owship  
or sll ffe ri ng"-an experience shareel b y  a l i  o f  the res ielen ts.  

Among the eleformit ies  caused by leprosy col lapse of the n ose appears to be 
one main reason for reject ion .  Regular  n ose care is  therefore an essent ial part in 
the treatment  o f  a l l lepromatous pat ie n ts to prevent th is  d i saster occurri ng.  

The greatest  neeels o f  the t wo communit ies seem to be : 

Regular leprosy treatment  anel general  heaIth care. 
Eel ucat ional  fac i l i t ies for the ch i lelre n .  

Rehab i l i tat ion of  the  adul t  populat ion is o n  t h e  whole not  a fel t  need,  though 
there may be ind iv idual  cases where th is  form of help is req u i red .  The com m u n i ty 
itsel f is the main factor i n  psychological rehabi l i ta t ion and therefore such pat ient  
v i i i  ages shou ld  not  be regarded as undes irable .  
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