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Despite argu ments  p u t  forward in  L eprosy R eview ( 1 9 7 2 )  4 3 , 69- 1 0 5 ,  t here is a 
case for retaining the subsfa nce of current term inology related to leprosy , 
part i cularly because of it s va lue to fund-raising. I n  any  eve n t ,  t h e  p u b lic will  not 
co-ope ra te  in the adoption of new te rm inology ,  bu t  find a vital  role for t he 
l inguist ic associations of leprosy . Acknow ledging the nature of general  knowledge 
a bout  the "disease called leprosy", we have opport unit ies  of educat ing t he pub l ic in 
both ende m ic and non-en d e m ic countries a bout the  true nature of the disease. 
Iden tifying t he nature of sem ant ic co nfusion invo lved in t he Christian mot ivat ion  
towards leprosy su fferers, we may be a ble to  influe nce the  p ubl ic  react ion t o  
leprosy by correct ing the o l d  terminology in religious lex  t s ,  a n d  by referring to t he 
defined d isease as "act ual leprosy". 

In Leprosy Review ( 1 97 2 )  43, 69- 1 05 ,  various aspects of leprosy are exam ined i n  
a range o f  art icles from t he superficial to  the scient i fic .  Taken a s  a whole, these 
art icles reveal ex traordinary con fl icts within the world of leprosy workers and 
sugge st , be tween the li nes, that a con t inuous close prox im ity to the d isease may 
not be con ducive to a factual  assessment  of i t s  ro le  in  the publ ic  sphere . 

We are deal ing with a disease which occurs i n  a n u m ber of countries, of 
di fferen t  cu l tures,  tradi t ions an d languages. Moreover, we have to take in to  
accoun t t hat  the tradi t ions associated wi th leprosy carry t he local history in to  the 
presen t  in  each coun try.  In such circum stan ces,  genera l izations are foo lhardy , and 
subje ctive conclusions dangerous, particularly i f  they i nv i te  world-wide par t icipa­
t ion in cos t ly exercises  of verbal m anipulat ion which are not by any m eans 
guaranteed to  solve local  proble m s  and which would create problem s elsewhere. 

It i s  perhaps a lit t le to  one side of the purpose of Leprosy Review to suggest 
that those e ngage d on rais ing funds for ant i- leprosy work m ay have a case to 
presen t  in t hi s  area of controversy as to publ ic  react ion to the di sease, but s ince i t  
is acknowledged that  voluntary age ncies have a role i n  fie ld  work,  i t  seems  only 
fai r  to consider som e  aspects  of the me tho(;/s which enable them to fu l fi l  this  role, 
and i n deed,  some of the proble m s  which t hey  face,  in arousing publ i c  at tention 
for a forgot ten ,  u n fashionable and undramatic cause. 

Fund-rai sing for leprosy in t he U nited K ingdom is com pet i tive, with some 
77 ,000 char i t ies  vy ing for a share of publ ic  goodwil l  and generosi ty .  The vast 
maj ori ty of these are small, local efforts ,  to serve a local purpose. Appeals for 
world-scale humani tarian purposes i nv i te  an inst inctive resistance ,  just i fied by the 
authority  of the quotable,  i f  quest ionable,  aphorism "Char i ty  begins a t  home". 
To go beyond this  barrier, an "overseas" char i ty  m ust i nvolve the potent ia l  donor 
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in thought and  i n  fee l ings of obl iga tion whjch pre-su ppose some p h i losoph i ca l  
standpo in t ,  however un defi ned.  The clar i ty of appea ls i s  the i r  greatest chance o f  
success, and s ince the pub l ic  i s  i l l- i nformed abou t  leprosy, nonethe less a d h e r i ng to 
tradi t ional  be l iefs about  a "d i sease cal led leprosy" ,  deta i ls of which have n ever 
bee n  assi m i late d,  the evocat ion of a react ion to the word " le prosy" is an esse n t ia l  
fac tor i n  sta t ing the case . " Leprosy" i s  re lated t o  B ib l i ca l  a n d  med ia eva l  
tradi tions,  a n d  i s  thought b y  m a n y  to have "d ied out"  ce n t uries ago . Appea ls  
must ,  therefore, correct these m isunderstand ings before they can hope to prese n t  
true curren t  informat ion .  The process i s  one of re ly ing o n  t he ex i s tence of 
misu nderstand ing ,  and making the correct ion reveal the case for concern and 
ge neros i ty .  I t  i s  a process of associat i ng the trad i t iona l "d i sease ca l led lep rosy" 
wi th the actual curre n t ly defined disease to prov ide for the  d issociat ion  of fic t ion  
from fact .  To  at tem pt to  do  this withou t a tota l re l i ance on the abunda n t  m i suse 
of the word " leprosy" wou ld be a complex and vai n exercise a n d  wou ld , 
moreover, lose the interest and im agi nat ion of the pub l ic ,  who are sa t ura ted wi th  
i nformation ,  mos t  of  which is i rre levant  to any of  the i r  needs or  interests. Beca use 
of a l l  the factors whi ch frustra te the efforts of  fieid worke rs, t he word " leprosy" 
inv i tes  curios i ty  and at te n t ion ,  and provides for a stra tegy in  ga in ing  support . Th is  
seems a legi t imate and harm less process. I n  a sim i lar way,  p ictoria l represe n ta t ion  
of leprosy sufferers provides i m m ediate i nform at ion abou t t he natur e  of  the 
disease ,  but ,  stressing the unaesthe t i c  aspects of i t ,  seems  ca lcu lated to rel l1 force 
its stigma.  

Fund- raisers are ,  then,  faced with a considerable d i lem m a. Do their  efforts to 
prov ide funds for treatm ent and research perform a d isserv i ce t o  the ir  m ed ica l  
col league s, prolongi ng trad i t ions ,  t h e  redundancy o f  which i s  eagerly awaited i n  
the fie ld? I t  i s  a di lem ma whjch can not be resolved if the answer is  affi rmative,  for 
a loss of i n come m ust affect the  ant i- leprosy effort adverse ly .  A nd so it i s  
legit imate to refer the quandary back to those who use the funds an d ask if they 
would be prepared t o  do without such fi nancia l  assistance as can be offered in 
favour of obtaining a new ident i ty for the d isease? 

We take it for gra n ted that the more m oney we can provide, the greater will be 
the momentu m  of treatment  and research programmes, and from t hi s  increased 
momentum , eventua l  conquest will resul t .  Even against  the background of 
im plicit  di sapproval ,  we have to cont inue to rely on t he dynamic  of an  appeal for 
part icipat ion in a world-wide campaign to overcom e an ancient  enemy,  which,  
when un derstood, i s  far less  fearsome than i t s  legends suggest .  The pursu i t  of 
these en deavours is  con ducted on the basis of ev idence of pu bl ic  m isu nderstand­
ing ,  and of the need an d opportunity to correct  it, ari sing out of just the k ind  of 
hysterical clum si ness embodied i n  the Braz i l ian head l ines referred to ( Rotbe rg,  
1 972) .  "Hippies espalham a lepra "  has its United Kingdom equivalent  " I m m igrants 
bring in  leprosy",  bu t such exaggera tions i nvite correct ion from authoritat ive 
bodies ,  and serve to further the education of t he readi ng public .  Journal ist ic 
irresponsibil ity is  very much here to  stay a l l  over the world and m ay be relied 
upon to perpetuate the damaging m yt hs of leprosy, as wel l  as other d iseases and 
conditions.  Rather  than shrug our shoulders at the profund i ty  of m alevolence or 
ignorance of this kind ,  we take advan tage of t he occasion to put a factual  case to 
a publ ic  whose i nterest has ,  however sensational ly ,  been aroused. Such opport u n i­
tie s are infrequ e n t, and it is certa in ly  more di fficu l t  to get  correct inform at ion 
prin ted for its own sake , since t here exists  a paradox ica l  convict ion am ong 
newspaper editors which denies that there is any public i n terest in  the d isease . 
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Such a stance as that of journal ists assum es the ex i stence of some degree of 
public  stigm a  of leprosy ,  an d it is  in  this  con nection that the paper of Gussow and 
Tracy ( 1 97 2 )  is  of particu lar interest .  Gran ted that  a l l  c i rcu m stances i n  the U n i ted 
States do not apply elsewhere ,  t he fa ct that t he presumpt ion of st igma by 
ant i-leprosy workers is not borne out by scien t ifi c  investigat ions suggests the need 
for the prov i sion of as much evi dence about other countries before conclusions 
can be reached,  and certain ly  before educat ive program mes are drawn  up .  The 
paper is an inv i tat ion to us a l l  to reassess our assum ptions of pos i t ive pub lic 
att i tudes, and a w arni ng that we m ay be w ide of t he m ark in t he part icular area of 
assum ing universal host i l i ty  towards leprosy and the leprosy sufferer. The 
suspic ion arises that it may be our own fam i l iar ity with leprosy and  i ts tra d i t ional  
associat ions which m akes us ascribe trad i t ional  react ions to t he publ ic  which is ,  in  
fact ,  indifferen t ,  and which does not  rep lace out-da ted react ions w ith any  a t t i t ude 
towards actual leprosy, so much as maintains a fam i liarity w ith a "disease called 
leprosy ,"  which is  of curiosity and h istorical in terest. The strength of appeals based 
on th is  assu m pt ion m ay begi n to emerge, and equal ly the opport un i ty of 
supplant ing m yth with fact ,  em phasiz ing that the exaggeration in  the m yth has no 
applicat ion in  con sidera t ion of the actual d isease. So, we may be able to achieve a 
possible obj ect ive,  of defin ing actual  leprosy as a " m i ld ly  contagious condi t ion ,  
effect ively and cheaply checke d by prompt and regular t reatment" on ly because,  
in  doing so,  we can den y  its high contagiousness and incurabi l i ty ,  bot h  of which 
are assumed by the public. 

These considerat ions of the strategy appl ied to fund-raising in non-endem ic 
countries m ay seem irrelevant to the problem s faced by ant i-leprosy workers in  
endem ic countr ies . But  certain aspects of the s i tua t ion appear to be u n iversal ,  not  
least among these the lack of tangible evidence of the degree or nature of stigma. 
Even accepting that the st igma was intensely fel t  i n  al l  endem ic countries, should 
not the same strategy apply as that which seem s to work among indifferent and 
un threatened people elsewhere? 

The populations of endem ic countries divide them selves into t he su ffering and 
the non-suffering, and t he lat ter group has two defin i t ions. They are at once 
poten t ial  vict ims and potent ia l  repositories of at t i tudes towards actual  victims. 
Resistance to educative measures which a im at protecting them from a hazard has 
a number of coun terparts in  m an y  societies. The dangers of drug-taking, smoking,  
a lcohol ism and road accidents a l l  seem to fall  into a category of i tems about 
which the public would rat her  not think at  al l ,  but the s ign i ficant  d ifference 
between leprosy and these other hazards is that the resistance to knowledge is 
based in this case on fa lse assumptions rather than on facts chosen to be ignored . 
Programm es of propaganda based on the slogan " Leprosy is NOT . . .  " t herefore 
have an immediate a dvan tage over measures in other areas which have to create 
inform ation from the outset .  The same applies to dealing with non-suffering 
en de m ic populat ions in respect of their att i tude towards leprosy sufferers.  Aga in ,  
the essential i ngredient of such campaigns is  t he acknowledgment of exist ing 
public m isunderstanding and the concep t ion of this as an opportuni ty  for 
correction , and this necessitates an ident ificat ion of the disease which i s  
misunderstood,  by the  nam e by which i t  is m isunderstood.  

I nevitably, this leads us to further cons iderat ion of t he absorbing paper of 
Rotberg ( 1 972 ) and to the debate on nomenclature. One approaches such a paper 
with profound hum il i ty ,  and with acknow ledgment that t he deeply fel t  p lea is  for 
help with a local problem . This in turn invites a desire to agree with the 
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recom mendat ions ,  but ,  desp i t e  the wide catalogue of arguments  rebu tted,  the 
paper omits a v i ta l  considerat ion . What happens·  to the term ino logy of leprosy 
after the successfu l  adopt ion of a su bst i tu te  vocabu lary? 

We have to accep t that tradi t ional  m isunderstandi ngs about leprosy are 
em bodi ed  in the cu l tures of bot h  current ly endem ic and non-endem ic cou ntr ies. 
These m isu nderstandi ngs have given con notat ions t o  a range of terms whose 
medical u sage is  lost on the publ ic  at large , but  which form valuable instru m e n ts 
of com mun icat ion , part icu lar ly  i n  the descript ive area (Ski nsnes and Elvove , 
1 970) .  Such usages wi l l  not d ie  out ,  si nce they are based on �asua l ly  acqu ired 
misinformat ion and the correct ion of term inology i n  restricted c ircles will not  
cause so  much as a ripp le  on the m ainstream of pub lic usage . Th i s  is evidenced by 
the head l ine which inc ludes  the word "Ieprosos" desp i te  efforts,  which we real ize 
have been considera ble, for the exclu sion of the word, and  i n  t he U n i ted 
Kingdo m ,  eve n  among informed supporters of an t i-leprosy work ,  as well as  among 
pol i t ic ians and footbal lers, the word " leper" perhaps only used for its concisen ess, 
and dead though it may be in m edical  c irc les, will not conven ien t ly l ie  down i n  
pu bl ic .  I t  i s  perhaps wort h say i ng i n  parentheses t hat t h e  suggested port m an teau 
"H anseniasis- formerly leprosy" just  as any suggested alternat ive s ingle word , 
suffers in a com parison wi th  the m ethods used in currency changes because of the 
lack of opportun i ty  for the public at large t o  exercise with the new term ,  which is 
vital to any process of lingu ist ic change .  

Accept ing tha t  we are  few indeed  to  a t tempt  to  take on the  entire world 
popu lat ion in this question of linguistic m isuse , m ight we not do well to  consider 
som e of the factors in the crea t ion of the problem to see i f  there may be other 
i n fluence s  which m ight have a m ore profound effect i n  obviat ing the need for 
pu b lic re-educat ion as t o  t he true nature of leprosy? 

The paper from Braz i l  already cited listed a num ber of i n fluences which persist 
in propoun ding the legends  of leprosy as opposed to its actual  nature and referred 
am ong these to religious instruction . I t  is sure ly  here that all the problem s begin 
and to this sam e  poi n t  that they al l  return.  Certainly the Christian m otivation in 
anti-leprosy work has effect ively covered the endem ic world, so that even cultures 
where other traditions are in play have been m ade aware of the special 
significance given to succouring leprosy vict im s  by the Christian Church. 

I t  is agreed that leprosy as referred to in the Bible is nowhere n ecessari ly-and 
in some p laces certain ly not- leprosy as current ly c l in ical ly defined (Browne ,  
1 970) .  The attention that Christianity has  pa id  to B ibl ical ly defined " lepers" has 
reflected the vagueness of the original  term inology over the ages.  I t  is only after 
1 87 3 ,  at a tim e when it became p ossible to define leprosy by reference to its 
presumed causativ e agent ,  that it became "the disease caused by Mycobacterium 
leprae",  and Christian ,  or any other m ot ivation, could be related to this specific 
disease. That the disease did n ot change because of the definition is self-evident ,  
as it is  that  the disease was the subject of investigat ion and concern beforehand ,  
but  t h e  particul ar con cern for " lepers" reached a crossroads a t  a point i n  time 
when " lepers" became on ly those who suffered from the specific d e fined disease. 
That these people were at best a portion of those for whom the original  concern 
was urged is also agreed  ( Browne, 1 97 0 ). I t  is the m ost extraordinary and 
paradoxical coincidence that one modern manifestation of concern originates in 
1 8 74 with the foundation of The Leprosy Mission , whose contribut ion towards 
the anti-leprosy campaign has been properly acclaimed . 

Once leprosy sufferers could  be defined in the m odern sense, the nature of the 
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Christian m ot ivat ion towards them em bodied  all  the B ib l ica l  connotat ions of the 
di sease cal led leprosy in to the ir  iden t i ty ,  a t  a ·  t im e  when, if  ever, their  ident i ty  
m ight have changed .  Further,  the .  evange l izat ion of leprosy su ffe rers added 
anothe r  con tr ibu t ion to their l ist  of isolat ing qua l i ficat ions .  I t  has, through the 
desire to evange l ize and  through m iscon cep t ion , been  in  the  i nterest of  Christ ians 
to see modern leprosy su fferers as " B i bl ical  lepers", and we have only to consider 
the rol e  that m issionary doctors have played and con t i n u e  to p lay i n  effect ive 
fie ld wor k  to accep t t hat this in terest w i l l  cont inue ,  and w i l l  go on invi t ing the 
same confusion as to the sim ilar i ty  bet w een those who su ffered from the d isease 
ca I Jed leprosy and those w ho are today's  leprosy sufferers. 

It see m s  redunda n t  to observe that the term ino logy of  leprosy shou ld have 
be e n  varied at the t i m e  of Hansen's  d iscovery, but such a shi ft would have 
em phasized the m edical  factors in the leprosy sufferers' iden t i ty .  As it is, a 
hund red years of rein forcing the  sem ant ic confusion has take n  us beyond the 
poi n t  where verbal manipu lat ion stan d s  any chan ce of success, and where i t  wou ld 
not deny us the vest igia l  consciousness of the d i sease's ex iste nce in  non-endem ic, 
fun d-provid ing com m u n i t ies .  The cart is now tru ly  before the horse, and  we m ight 
do wel l  to  think of  ways of isolat ing  the assoc iat ions of t he "d isease ca l led 
leprosy" from t hose of  actual  leprosy, as a m eans of avoid ing re l iance on p ubl ic  
co-operat ion which wil l  certai n ly n o t  be forthcom ing. 

In the first place,  i t  shou ld be possible to impress appropriate rel igious 
authori t ies  with the desirab i l i ty  of eschewing re ference to leprosy i n  reproduc­
t ions of re l igious texts .  This would  ensure that  future gen erations wi l l  not  
associate out-worn con n otations wi th  the ac tua l  disease. Such  m easures as have 
already been taken in  this direction ( Browne,  1 9 70)  leave enough to be desired to 
deny  their va lue a l toge t her .  Secondly ,  re ference to "actual  leprosy" whe never 
appropriate i n  p ub licat ions of all kinds would e ffect ively d issociate "the disease 
called lep rosy"  from the disease as defined.  The epi thet  carries a strong sense of 
"current"  in  Romance and non-Romance languages .  

I f  there is  a further contribut ion t ha t  anti-leprosy workers i n  a l l  areas of the 
subject can accomplish "at  a stroke" i t  is through a determ inat ion not to 
perpetuate leprosy myths by exaggerating the significan ce of unin formed 
statements .  I nciden t s  of the kin d  quoted by Pedley ( 1 9 7 2 )  generalize by 
implication from insignificant episodes, and  create m yths of publ ic  reaction 
among leprosy workers that  ou tweigh the m yt hs of leprosy among the p ub lic .  
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