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- SUMMARY

Leprosy is a disease whicl has long been stigmatized, and persons afflict-
edd with it lave frequently been segregated from the rest of society. Thiis pa-
per focuses on the evolution of policies canceniing the confinement of pa-
tieiits at the national leprasarium operated by the United States Public
Health Service (PHS) a Carville, Louisiana. After a brief review of the ori-
gins of the Louisiana Leper Home, which eventually became the national
leprosaritn, the paper traces changing attitudes and policies at Carville
fromt 1921, when the PHS took coniral of the facility, 1o the 1950s.

Then I noticed the high metal cvelone fence with the three strands of
Barbed wire running along the top. I first saw the uniformed guords at
the gate - and I realized the dreadful moment I had been fighting against
for nearly ten years had come at last.

I had arrived at U.S. Marine Hospital No. 66, Carville, Louisiana, then,
as nov, He only institntion in te continental United States devoted ex-
clusivelv o the treatment of leprosy. At ren o'clock on thar Sunday morn-
ing, March 1, 1931, I became an exile in my own cotntry

In these words, Stanley Stein, in an autobiography first pub-

lished in 1963, recalled his arrival at the national leprosarium
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operated by the United States Public Health Service, Stein had
been born Sidney Maurice Levyson in Gonzales, Texas on June
10, 1899, but followed the typical practice of adopting an aljas
upon entering the leprosy hospital in order to protect his family
from the disgrace that was unfortunately associated with the
disease. He was 21 years old and working as a pharmacist when
he was diagnosed with leprosy (today known as Hansen’s dis-
ease), a verdict that he viewed as a pronouncement of doom.
Leprosy was not Just a disease, Stein asserted, it was a stigma, a

Stein’s reaction to the disease and to his admission into the
hospital at Carville was not atypical. Nineteen-vear old Betty
Carter (another Carville alias) of New Orleans was horrified on
learning thar she had the disease, which called to her mind vi-
stons of draped forms and wariting bells and perpetial barish-
meint. When she left home to enter the national leprosarium in
January of 1928, she thought of it as /e place of isolation

Given the stigma of the disease and the ineffectiveness of
treatment for it before the 1940s, many patients who entered the
leprosy hospital in this era did indeed find themselves confined
to the institution for a long stay. Betty Carter Martin and her
husband Harry Martin (who had arrived at Carville at about the
same time as his future wife) were not discharged from the hos-
pital until 1947 {though they escaped for a few years in the
19305 before voluntarily relurning). Stanley Stein never did
leave the Carville facility, but died there in 1967. This paper will
examine, within the limits of available space, the evolution of
Public Health Service policies for leprosy patients at Carville,

particularly those involving the segregation of patients from the
society outside the hospital.*

Origins of the Leprosy Hospital ar Carville

On November 30, 1894, five men and two women suffering
from leprosy arrived by barge at Indian Camp, Iberville Parish
in Louisiana as the first Patients of the Louisiang Leper Home.
Indian Camp was an abandoned sugar plantation situated on
the banks of the Mississippi River between Baton Rogue and
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Confinernent of Leprosy Victims

The 1917 legislation that authorized the establishment of
national leprosarium stipulated that the facility should admit
any person afflicted with the disease who presented himself or
hevself for care, detention, and treatment. It also stated that the
leprosarium should receive those who may be apprehiended 1ider
authority of the United States quarantinte acts, or any person af-
flicted with leprosy duly consigned to said home by the proper
health authorities of any State, Territory, or the District of Colin-
bia. Further, it authorized the PHS Surgeon General, at the re-

quest of any health authority, to send for iy person within the

jurisdiction of such authority who is afflicted witi leprosy and to
convey that person to the appropriate hospital for detention and
freatment. The act also gave the Surgeon General the authority
to make regulations for the apprehension, detention, treatment,
and release of leprosy patients.’

The forced confinement of persons with leprosy was nothing
new. From at least the time of the Od Testament, leprosy was
branded as an abomination {although questions have been
raised by some as to whether the skin disease described in the
Bible was really leprosy). In the early Middle Ages, measures
were taken in Europe to restrict the freedom of movement of
lepers. They were expelled from the community and compelled
to live in a hut or a leprosarium outside the confines of the com-
munity. It has been estimated that there were some 19,000 leper
houses throughout Europe at the beginning of the 13th century.
Fear of all other disease taken together, wrote historian George
Rosen, can hardlv be compared to the terror created by leprosy |

After the Middle Ages, however, the incidence of leprosy de-
clined dramatically in Europe. In the United States, the disease
was never common, and does not appear to have been a matter
of widespread public concern unti late in the nineteenth centu-
1v. In the 1880s, apprehension about the disease apparently be-
gan to increase in both Europe and North America. The discov-
ery of the bacillus that causes leprosy by Gerhardt Hansen in
Norway in the 1870s, which made the infectious nature of the
disease all the more clear, probably contributed to rising fear of
the disease. The outbreak of leprosy in Hawaii in the 1860s, and
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To help overcome the tendency to abscond from II('JS((I[ i or
wirder extenuating circumstances, the PHS began a olgla O’f
I(J:assc_a!s] for home visits not long after taking over the opel;atli((?; gf'
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were allowed 10 go could not always afford the cost for 1l N
tient was responsible for covering his or her own U‘E;V&] e\:e .
es and those of the accompanying medical officer or otilclf):niw
tendant. These expenses could be considerable as the pati nt
generally had to travel in a Pullman compartment o ai o
hire a private automobile.'* 7@t or

The Sulfones Provide Hope
- Unftll.t-he 1940s, patients suffering from leprosy had little
opde‘ or significant and sustained improvement in their medical
Jccm 1?1011'.[ The _standa}”d treatment for the disease was clhaui-
noogra oczi z!md I‘L}':‘l:i derivatives. Although many physicians were
convinced that this drug was effecti in 3
vinc drug was elfective against leprosy, others
were extremely skeptical about the claims that were made for it
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George McCoy, who had served for many years as director of the
National Institute {later Institutes) of Health, published an at-
tack on chalpmoogra oil in 1942. McCoy noted that many expe-
rienced students of the disease expressed serious doubts about
the value of the oil in treating leprosy, especially when dis-
cussing the subject in private.””

Whether or not one believed that chaulnoogra oil was of any
value in treating leprosy, it would have been difficuit to argue
that it was an ideal therapeutic agent. Stanley Stein took the oil
for many vears without significant improvement, although he
believed that it had once cleared up a cluster of nodules on his
temple. Stein wrote of his experiences with the drug at Carville:

Whether [ was to take the oil extermally, internally, or - as someone once
said - eternally, was up to wie. The oral doses were nauseously given out
it the cafeteria al wmealtime. The injections were admiistered in what fo
e was a distressingly public marner..the after effects were sonetinies
frightful - pabifud suppurating abscesses which the chaulmoogra oil
would generate in the patient’s backside I was hospitalized several tinmes
with chaulmoogra-indiuced, rear-end wleeration. ‘

Then in the 1940s there came a dramatic breakthrough that
offered patients new hope that they might overcome the disease
and be free to leave Carville. Guy Faget, the Medical Officer in
Charge, began clinical trials at the hospital in 1941 with a com-
pound called promin, which belonged to a class of drugs known
as sulfores. By late 1943, Faget and his colleagues published the
first results of their promin studies, which were very promising.
Further research confirmed the effectiveness of promin and cer-
tain other sulfones in the treatment of leprosy. The drugs could
control the infection and render a patient bacteriologically neg-
ative. Betty Martin called the story of her struggle with leprosy
Miracle at Carville in reference to the seemingly miraculous suc-
cess of the sulfones in treating the disease."”

Reform Efforts at Carville
The promise of the sulfones served to intensify a movement

among the patients at Carville for reform of PHS policies re-
lating to the segregation of leprosy patients. In the early 1940s,
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they won a small victory by persuading the administration tq

permit visitors at Carvifle. Then in 1 943-44, Stanley Stein ran .
a series of articles in the patient newspaper that he edited, /e
Star; criticizing many of the rules and regulations governing -
the leprosy hespital. The series was Provocatively titled

Carville’s Bill of Wiongs 1

Late in 1945, Stein organized the United Patients’ Committee

for Social Improvement and Rehabilitation to serve as a lobbying
group for reform. An American Legion post had been established
at Carville vears earlier by a group of veterang at the hospital, and
the Legion had also become a supporter of the efforts o reform
policies concerning leprosy. At the 1945 national convention of
the Legion, a recommendation was made to the PHS Surgeon
General that he appoint a national advisory committee on lep-
rosy. In March, 1946, PHS officer R, C. Wilfjams wrote to Dr, &,
K. Kellersberger of the American Mission to Lepers: There has
beent a good deal of agitation among certain of the patients ar
Camville against the general policy of segrepation of lepers. We are
planning to organize an advisory conunittee to study the problem \?
A National Advisory Committee on Leprosy was appointed to
conduct a comprehensive review of leprosy policies. The group,
which held its First nieeting in May of 1946, consisted of PHS
stalf, state health officers, leprosy specialists, and representa-
tives from the American Legion and leprosy organizations. In
December, 1946, the Advisory Committee issued a series of rec-
ommendations, many of which addressed concerns expressed
by the patients. Among the recommendations were a more Jib.
eral policy of leave for patients, a more effective program of lep-
rosy eradication and contro] based on a public health rather
than an institutional approach, establishment of diagnostic and
later treatment centers in the four states where leprosy was en-
demic (California, Florida, Louisiana, and Texas), provision of
financial assistance (o families where the breadwinner was un-
dergoing treatment for leprosy, and improvement of recreation.-
al facilities and vocational training programs at Carville *?
At least one of the recommendations, giving patients leave
for periods of Up to a month twice a year, was implemented,
but proponents of reform grew impatient at the slow progress
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tient to be released while stil] in the so-called conununicable
stage of the disease. Such a discharge would be granted only
when the following conditions were met: the patients family
could pay for outpatient treatment by a physician who would
provide monthly reports to Carville, the local health authorities
gave their approval, and the household where the patient would
live contained no children and few adults.?

In other areas, reformers continued to run into difficulties.
Efforts by the PHS in the late 1940s to convince the railroads to

allow leprosy patients to travel on trains without requiring a pri- |
vale compartment were not successyl. The PHS was informed

that regardless of the medical situation, it was believed that the
public generallv would not appreciate that situation and so lep-
rosy patients nuist avail theinselves of room accommiodations. >
An attempt by the Medical Officer in Charge of the hospital to
discontinue the sterilization of mail from Carville in 1958 also
failed when the Post Office resisted.?’

Patient activists such as Stanley Stein were also unhappy
about the hazardous duty pay status of staff at Carville because
they felt this helped 1o perpetuate the myth that being in con-
tact with leprosy patients was especially dangerous. Stein also
believed that the incentive of this extra payv caused some hos.-
pital emplovees to resist changes in certain procedures, such
as sterilization of mail, which helped to convey the Impression
that leprosy was more contagious than it actually is. Even the
Medical Officer in Charge recognized that the attempt to end
mail sterilization might be perceived as a threat to hazard pavy
(which he preferred to think of as incentive rav) by certain
members of the staff 2

Policies were compticated by the fact that there was not com-
plete agreement among PHS staff as to the dangers of contagion
and the need to isolate leprosy patients. In a 1940 report, PHS
leprosy expert George McCoy stated: While there may be great dif-
ferences of opinion about the value of segregation it seenns reason-
ably clear that, as practiced in the United States as el as in the
remainder of the world, it has had no appreciable influence in re-

stricting the spread of leprosy. As McCoy's words suggest, not
everyone shared this view, ?’

Ant exile in 1y own country
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ease. When Johnwick became Medical Officer in Charge, he as-
sured the patients that no one would be discharged from the
hospital against his will and no one would be kept there against
his will.**

Conelusion

Since the 1950s, Carville has focused on patient rehabilita-
tion, research on leprosy, and education about the disease pri-
marily aimed at health professionals.

In 1980, the hospital officially became the Gillis W Long
Hansen’s Disease Center, named after the Congressiman who
plaved a major role in keeping it operating when the other PHS
hospitals were closed in 1981, Today there are about 140 perma-
nent resident patients at Carville, most of whom have lived there
for many vears. Although the hospital stopped accepting new long-
term residential patients in 1986, patients do come to Lhe hospital
for short periads for treatment or rehabilitation purposes.

The estimated 6,000 leprosy sufferers in the United States are
no longer forced to be confined in Carville or other instilutions,
but are generally treated on an oulpatient basis. The Hansen's
Disease Center, for example, operates 10 regional ambulatory
care facilities. Although the stigma of the disease may not have
been completely removed in the public’s mind, it has been sig-
nificantly lessened. Individuals afflicted with leprosy no longer
need to be exiles in their own country.

President Cliviton recently signed a law tha transferred the hospital con-
plex at Carville bacl: 10 the state of Louisiana, It is schedided 1o become
a school and fraining comer for ar-risk youuh,

The 133 remaining resident patients will either be relocated 1o a new
residenitial facility or will receive an amal stipend for life if they elect 1o
live on their oun. The other programs of the Gillis W Loug Hansens Dis-
ease Center will also be relocaied.
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A exile in nry own couniry

An acria! view of the U.S. national leprosy hospital at Carville, Louisiana, {Courtesy ol
LS. Department of Health and Human Services).
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