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ABSTRACT

The national leprosarium of the United States, located in Carville, Louisiana,
started as the Louisiana Leper Home in 1894. Since Louisiana contained the largest
endemic population in the contiguous United States of people suffering from leprosy, or
Hansen’s disease as it would later be known, and maintained a successful institution
dedicated to the care of such patients, the federal government purchased the leprosarium
for national use in 1921. Although the national leprosarium was closed as a hospital in
1999, a small analog museum located on site preserves the history of the facility, the lives
of the former patients, and tireless work of the medical staff. This thesis summarizes the
history of the national leprosarium and describes museum exhibition and interpretation
theory utilized during the creation of a digital exhibit for the National Hansen’s Disease
Museum that focuses on patient and staff life at the facility as well as the milestones in

medical history that occurred at Carville.
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INTRODUCTION

Leprosy is an ancient disease. It was known to Europeans as early as the tenth
century and became commonplace in Louisiana decades before the territory became a
part of the United States.* Despite the centuries of study of this dreaded disease, the care
and treatment of leprosy remained largely the same until well into the twentieth century.
When the Louisiana Leper Home opened in 1894 and then became the national
leprosarium in 1921, the official policy in the United States for treatment included
isolation from society. Even for decades after the causative bacillus discovery in 1873,
two schools of thought persisted among the global medical community about the
communicability of leprosy. Some doctors believed that the condition was highly
contagious; therefore, many in the medical community recommended segregation from
the public. Others asserted that leprosy was hereditary, rendering isolation of those
infected unnecessary. Since no doctor or researcher could say with certainty how
transmission of the disease occurred, isolation for patients in the United States continued

well into the twentieth century.

! Luke E. Demaitre, Leprosy in Premodern Medicine: A Malady of the Whole Body (Baltimore: The Johns
Hopkins University Press, 2007), ix; Marcia Gaudet, Carville: Remembering Leprosy in America (Jackson:
University Press of Mississippi, 2004), 7. Leprosy was reportedly present in New Orleans during both
French and Spanish rule.
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Initially, segregation stemmed largely from compassion.? Since the Middle Ages,
the idea of Christian welfare had already been well established. This concept focused on
“the performance of good works in the city as a proper model for the fulfillment of
Christian obligation.” The power and wealth of the Roman Catholic Church gave it the
ability and political authority to organize shelters for the sick and needy. According to
medical historian Dr. Guenter Risse “during the Middle Ages, the Church essentially
owned leprosy.” There was no consistent medical explanation as to its transmission or
cure so society turned to the biblical understanding of the disease and how the afflicted
should be managed. In addition to accomplishing their Christian duty, members of the
Church were able to use the nursing of the sick as an opportunity for conversion. By
medieval times, “women were already assigned to bear the major burdens of physical
care” within their marriages and families and became instrumental in “the recovery of
countless victims of disease.” The continuation of this practice led to the creation of
Christian organizations like the Daughters of Charity, who worked with the patients at the
national leprosarium until their mission ended in 2005.

Isolation policies later were discovered to be essentially ineffective. Segregation

served mainly to “foster distrust, fear, and panic, and thus encouraged flight,

2 Guenter B. Risse, Driven by Fear: Epidemics and Isolation in San Francisco’s House of Pestilence
(Springfield, IL: University of Illinois Press, 2016), 29.

3 Risse, Mending Bodies, Saving Souls: A History of Hospitals (New York: Oxford University Press, 1999),
79.

4 Risse, Mending Bodies, Saving Souls, 175.

® Risse, Mending Bodies, Saving Souls, 83, 80.
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concealment, and social chaos.”® Additionally, the moral connotations of the disease
heightened the stigma surrounding it even further. The many misconceptions about
leprosy fed into the fear surrounding the disease. Leprosy is more than just a disease
affecting the skin. The condition attacks the peripheral nervous system, causing extreme
nerve pain, loss of muscle control, and, if left untreated, total loss of feeling in the
extremities. Many patients’ first indication of the disease was the appearance of pale,
numb patches on their skin. The most common symptom, desensitized feeling, is
responsible for the familiar myth that leprosy causes the loss of body parts. In actuality,
individuals with no feeling in their arms and legs are unknowingly injured, which can
lead to infection. Patients’ pain sensors no longer function properly so infections can
become so severe that the only course of action is amputation. Bone and cartilage
absorption is another common side effect of the disease, causing fingers, toes, and noses
to become shorter as the body reabsorbs the bone, seemingly lending more credence to
the fallacy of missing limbs. The disease also impacts the eyes and nasal cavities which
can lead to nose deformities and often blindness. The most well known effect of leprosy,
thickened skin with protruding nodules, usually occurs once the disease is fairly
progressed. Although a devastating diagnosis for much of the history of the disease, the
prognosis of leprosy was not a death sentence. Patients could live decades after a

diagnosis of leprosy, and rarely was the disease fatal for those infected.”

6 Risse, Driven by Fear, 22.
7 “What is Hansen’s Disease?,” Center for Disease Control and Prevention, last modified February 10,
2017, accessed October 30, 2020, https://www.cdc.gov/leprosy/about/about.html. Claire Manes, Out of the
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The history of the national leprosarium spans from its time as a state-run facility
from 1894 to 1920 and then a federal-owned institution from 1921 to 1999. Beginning in
the 1930s and 1940s there was a large patient-led movement to combat the stigma and
misinformation surrounding leprosy. Patients began to fight for the rights afforded them
as American citizens and used their voice to reach out to local politicians, veterans’
organizations, and through their patient produced newspaper The Star. From this crusade
came the now widely accepted name for the illness, Hansen’s disease, named after
Gerhard Armauer Hansen who discovered the causative bacillus. To respect the wishes of
the former patients and those suffering from the disease worldwide, the name of the
iliness used for the remainder of this project, besides its use in direct quotes, will be
Hansen’s disease.

The hard work of the patients in “radiating the light of truth on Hansen’s disease”
and the many accomplishments of the medical staff at the national leprosarium is
commemorated at the National Hansen’s Disease Museum located on the site of the
former institution in Carville, Louisiana. The museum, like the leprosarium it
memorializes, is isolated. Many of the people who visit have a familial tie to the
institution or are researchers. This thesis project, to satisfy the capstone requirement of
the Master of Arts in History with a concentration in Public History degree, will focus on

the creation of a digital exhibit for use by the museum that will provide additional

Shadow of Leprosy: The Carville Letters and Stories of the Landry Family (Jackson: University Press of
Mississippi, 2013), 6, 8, 33-34, 38, 97; Gaudet, Carville, 11-15.
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research opportunities, greater context and interactive experiences for patrons, as well as
providing more public access to the museum’s archival collection holdings. The museum
has expressed interest in providing audio files, oral history transcripts, and photographs
that are typically only available to researchers who have scheduled an appointment to
visit the museum’s archive.

This digital exhibit project benefits the National Hansen’s Disease Museum in
multiple ways. The museum’s existing exhibit space is at capacity and since the entire
facility is now owned by the state of Louisiana and operated by the Louisiana National
Guard, they are unlikely to receive additional space to expand their exhibits. A digital
exhibit will take up little additional space within the museum and can regularly, more
easily, and less expensively be modified and enhanced than a physical exhibit. The
addition of a digital exhibit will also better utilize the museum’s limited resources. The
current staff at the museum consists of one full-time curator and a part-time assistant.
This interactive, heavily collections driven exhibit will allow for patrons and researchers
to find in depth information while staff assist other visitors elsewhere. Additionally, the
cost associated with maintaining a digital exhibit, especially with many of the free or low
cost options available, make it much cheaper to add and change exhibit information
digitally than physically. The National Hansen’s Disease Museum is also in a unique
situation. The museum falls under the purview of the Department of Health and Human
Services and therefore any information on its website or linked to it must be reviewed at

the federal level before it can be posted. This digital exhibit will first be made available
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to visitors within the physical museum location on a touchscreen television in the existing
museum space with plans to add it to the website for those interested in the museum to
view, pending governmental approval.

This capstone thesis project contains three chapters related to the history of the
national leprosarium and the creation of the digital exhibit. Chapter One is an overview
of the facility’s history from its inception through 1921, when the institution was
purchased by the federal government. This chapter also discusses the United States’
history on public health and isolation policies for quarantinable diseases. Chapter Two
focuses on institutional history while the hospital was known as the national leprosarium.
Both of these chapters also discuss the broader national historical narratives that impacted
the creation and management of the leprosarium. Chapter Three considers theories on
online and digital exhibits and delineates the process utilized in creating the exhibit.
Lastly, the Appendix provides drawings, photographs, and documents used to further
contextualize the institution’s history, many of which are also in the final exhibit.

The importance of this thesis project cannot be understated. The National
Hansen’s Disease Museum is like so many small, underfunded and understaffed
museums with incredible stories and history to tell. The digital era has allowed
information to become so much more widely and cost effectively disseminated around
the globe in a way never previously possible. Accounts of the patients and staff at the
national leprosarium no longer need to be hidden away like they were for the century that

the institution was in operation. The messages that the hospital holds carry even more
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weight today as not only our nation but the world is gripped by the fear of another
disease, COVID-19. As historians begin to focus more and more on “history from
below,” “it seems worthwhile to lift the anonymity that has hung over people with

leprosy as a result not only of stigma but also of history’s ‘blind spot.””®

8 Demaitre, Leprosy in Premodern Medicine, X.
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CHAPTER 1

The Louisiana Leper Home: 1894-1921

“Welcome to a community unlike any other in the world.”® This is the opening
statement on the plaque at the entrance to the National Hansen’s Disease Museum in
Carville, Louisiana. The national leprosarium, called simply Carville by many, was a
unique institution. The patients housed within its walls were often held there against their
will; victims of a society that did not understand the disease which afflicted them, known
then as leprosy. The constant fear of discovery led many “lepers” to admit themselves
voluntarily into the leprosarium, however, in doing so these patients gave up many of the
freedoms they had enjoyed outside the walls of the institution. Some patients never again
experienced the independence they once knew when they were unencumbered with this
dreaded ailment. Despite their circumstances, patients at Carville created a community
with its own culture and traditions. They strove to maintain a sense of normalcy and
fought against policies instituted by those who saw them as inferior. The following
chapters focus on the history and evolution of the national leprosarium and the people
who lived and worked there, as well as how the facility fits into the larger national

historical narrative.

® Marcia Gaudet, Carville: Remembering Leprosy in America (Jackson: University Press of Mississippi,
2004), 189.
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The history of Hansen’s disease (HD) in Louisiana is lengthy. Historians credit
European settlers with the disease’s first occurrence in North America.® Reports of the
disease in Louisiana began as early as the 1700s and by the late nineteenth century,
southern Louisiana was home to the highest rates of reported cases of what was then
known as leprosy.™ In the 1890s New Orleans Daily Picayune journalist John Smith
Kendall began to write articles about the local New Orleans “pest-house,” a run-down
home where people diagnosed with HD were confined by doctor’s orders. The patients
had little medical attention, as there was no effective treatment for the disease at that
time. Kendall’s articles prompted a movement to remove the “lepers” from the city.
Some citizens, such as local dermatologist Dr. Isadore Dyer, were concerned for the well-
being of these patients, as the home was in a great state of disrepair. Others feared the
spread of the disease.'? In September 1894 the Louisiana State Legislature passed “An
Act to Provide for the Appointment of a Board of Control for the Leper Home, and to
provide for the care and treatment of persons so afflicted with leprosy.”** The Board of
Control for the Louisiana Leper Home oversaw the removal of these patients from New

Orleans. The state awarded the Board a budget of $5,000 for building improvements

107, R. Trautman, “A Brief History of Hansen’s Disease,” Bulletin of the New York Academy of Medicine
60, no 7 (September 1984): 693, accessed June 15, 2019, https://www-ncbi-nlm-nih-
gov.steenproxy.sfasu.edu/pmc/articles/PMC1911721/?page=1.

11 Gaudet, Carville, 2, 7. The disease is believed to have been brought to Louisiana from Acadian French
immigrants.

12 Isadore Dyer, “The History of the Louisiana Leper Home,” 717-719, Carville Rules and Regulation file,
Legislative History of Leprosy, The National Hansen’s Disease Museum and Archives (hereafter Hansen’s
Museum), Carville, LA.

13«An Act, No 80,” Carville Rules and Regulations file, Legislative History of Leprosy Collection,
Hansen’s Museum.
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when a facility was acquired as well as an annual budget of $10,000. The Board also
handled arrangements to employ a physician with adequate knowledge of the disease to
care for these patients.

Thus, the search for an official residence for HD patients in Louisiana began.
Dr. Dyer, then the first president of the Board of Control, found the solution in an over
three-hundred acre abandoned sugar plantation formerly known by locals as Indian Camp
(Figure 1). The property is remote, even today, and is located on the Mississippi River
outside of a small community, later named Carville, in Iberville Parish, about twenty
miles south of Baton Rouge.* Finding an isolated location was the goal. When the Board
leased the property, it claimed the land would be used as an ostrich farm to avoid any
resistance from locals. On November 30, 1894, seven patients, five men and two women,
travelled from New Orleans by way of coal barge up the Mississippi River to the
plantation under cover of night.*® An article published in The Daily Picayune detailed the
arrival of the patients to their new home. Despite the home’s state of disrepair, the author

describes the main house as “a grand sight.”*” Even in its current state, the white Greek

14 Dyer, “The History of the Louisiana Leper Home,” 716.

15 U.S. Department of Health and Human Services: Health Resources and Service Administration, “History
of the Hansen’s Disease (Leprosy) Program,” accessed April 7, 2016,
http://www.hrsa.gov/hansensdisease/pdfs/fag.pdf. The town was originally named Island, Louisiana
however there were constant mail mix-ups due to the fact that there are multiple Louisiana towns with
Island in the name. The town was renamed Carville in 1909 after the local postmaster, Louis Carville,
grandfather to well-known political analyst James Carville.

16 John Parascandola, “PHS Chronicles: The Gillis W. Long Hansen’s Disease Center at Carville,” Public
Health Reports 109 (1994): 728, accessed October 1, 2016,
https://www.ncbi.nlm.nih.gov/pmc/articlessPMC1403572/?page=3.

17 “The Leper Board Begins Its Work,” in Known simply to the rest of the world as Carville...100 Years,
ed. Julia Rivera Elwood (N.p.: Department of Health and Human Services, 1994), 27.

10
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Revival plantation house complete with “decorative cornice moldings, a sweeping cross
hall, and Palladian-style hyphenated wings” bespoke its previous grandeur (Figure 2).18
As was the case of many antebellum homes, the site was abandoned around 1890 and the
Board of Control determined the main house to be uninhabitable. The patients were
forced to take up residence in the former slave quarters (Figure 3).

The Board of Control assigned local doctor L. A. Wailes to visit the plantation
weekly. However, the property was less than ideal as a care facility according to
correspondence between Dr. Wailes and the Board of Control. There was no running
water so patients were unable to bathe regularly and the proximity to the Mississippi
River meant the area was prone to flooding, which could bring further disease to the
patients.® It became apparent that relying solely on weekly visits from a physician would
not be sufficient, so in 1896 Dr. Dyer reached an agreement with the Daughters of
Charity of St. Vincent de Paul to assist in caring for the HD patients, whose numbers had
grown to more than thirty. Initially, four Daughters of Charity arrived at the leper home
from New Orleans in April 1896, joined by many more from their home base in
Emmitsburg, Maryland in the following years. The Daughters of Charity were already

well-known in the New Orleans medical community, working in the local Charity

18 Sally K. and William D. Reeves, “Carville-One Hundred Years of Public Health,” in Known simply to
the rest of the world as Carville... 100 Years, ed. Julia Rivera Elwood, 30-31.

19 Michelle T. Moran, Colonizing Leprosy: Imperialism and the Politics of Public Health in the United
States (Chapel Hill: University of North Carolina Press, 2007), 77, accessed February 1, 2016,
http://web.b.ebscohost.com/ehost/ebookviewer/ebook?sid=604b933d-2f2e-487h-8848-
36e3d962147d%40sessionmgrll4&vid=0&hid=118&format=EB.

11
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Hospital and the Poydras Asylum.? The Sisters agreed to handle nursing, administrative,
and domestic duties for the patients and would receive no salary for doing so0.2

Upon their arrival, the Sisters found that the plantation home “walls oozed
moisture; the roof admitted torrents of rain, broken floors furnished shelter to rats, while
long unused attics and rooms were veritable havens for bats and snakes.”? They
converted the only two useable rooms in the old plantation home into a dormitory,
refectory, and community room for their use. The patients inhabited four slave cabins,
two for men and two for women, and one cabin was used as a kitchen. Although the
grounds were expansive, the patients were only allowed a twenty-two acre living area
that was enclosed by an eight-foot high fence.? Sister Beatrice Hart, one of the original
four Sisters to work at the Leper Home, stated “it was touching to see the happiness of
these poor people when they caught sight of the Sisters. They almost wept for joy.”?* A
year after the Sisters began their work at Carville, the patient census had risen to thirty-

five. (Figures 4 & 5)

20 Reagan Laiche, “The Daughters of Charity: From New Orleans to Carville,” New Orleans Historical,
accessed September 17, 2019, https://neworleanshistorical.org/items/show/1280. The Order of the Sisters
of Charity in the United States was founded after the French order of Vincent DePaul who organized young
peasant women to care for the sick and poor during the seventeenth century. The Sisters served as nurses
during the U.S. Civil War and the Spanish-American War as well as during times of peace. In 1850 the
Sisters of Charity merged with the Daughters of Charity. Joy J. Jackson, New Orleans in the Gilded Age:
Politics and Urban Progress, 1880-1896 (Baton Rouge: Louisiana State University Press, 1969), 187.

2 Dyer, “The History of the Louisiana Leper Home,” 719-720.

22 “Excerpts of letters written by the first four Sisters to their Superiors in Emmetsburg, Maryland,” 35, Sr.
Hilary Ross Carville History file, Daughters of Charity of St. Vincent de Paul Collection, Hansen’s
Museum.

23 “How They Came to Carville,” With Love in their Hearts: The Daughters of St. Vincent de Paul, 1896-
1996, 20, Daughters of Charity of St. Vincent de Paul Collection, Hansen’s Museum.

24 «Sister Beatrice Hart: The Saintly Pioneer,” With Love in their Hearts, 37, Daughters of Charity of St.
Vincent de Paul Collection, Hansen’s Museum.
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Although Hansen’s disease had been prevalent in Louisiana for decades at this
point, it was just beginning to gain national attention. In 1899, Congress tasked the
Surgeon General of the Marine Hospital Service to appoint a commission to survey the
extent of the disease in the United States and report on what would be necessary to
prevent its spread.? The National Quarantine Act of 1878 and the renewal of the act in
1883 gave the Marine Hospital Service authority over quarantine for communicable
diseases.? The investigation was extensive, lasting from 1899 to 1902, and resulted in
over 10,000 letters issued to public health officials in every state to determine the known
diagnoses across the nation. The commission submitted its report to the Secretary of the
Treasury in 1902, since the Marine Hospital Service fell underneath the direction of the
Department of the Treasury at that time.?” The recommendations included “the
establishment of at least one, preferably two, national leprosaria for the care and
treatment of these unfortunate people, to be maintained by and under the supervision of
the General Government” and that the leprosaria be on “sites covering broad areas in
healthful localities...in order to make their retreat a comfortable home rather than a

miserable place of confinement.” The committee suggested ideal locations for the

% An Act for the Investigation of Leprosy, Chap. 349, 55" Cong., 3 sess. (March 2, 1899),
http://www.loc.gov/law/help/statutes-at-large/55th-congress/session-3/c55s3ch349.pdf.

%6 W. G. Smillie, “The National Board of Health, 1879-1883,” American Journal of Public Health and the
Nation’s Health 33, no 8 (August 1943): 925, 930. The creation of marine hospitals follows the medieval
tradition of lazarettos. Venice established the first public lazaretto in 1423, where foreign traders and their
goods were quarantined to lessen disease spreading through the city. Guenter B. Risse, Mending Bodies,
Saving Souls: A History of Hospitals (New York: Oxford University Press, 1999), 202.

27 “Department of the Treasury,” U.S. Department of the Treasury, accessed September 21, 2019,
https://www.treasury.gov/about/education/Documents/brochure%20(1).pdf.
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leprosaria as being “(1) the arid Southwest; (2) similar regions farther north; (3) an island
in the Gulf of Mexico, or an island near the Pacific coast of the United States.”’?

As the federal government discussed how best to handle the problem of HD, the
Board of Control was attempting to improve the situation of the patients at the Louisiana
Leper Home. M.D. Lagan, President of the Board of Control for the Leper Home in 1900,
petitioned the state of Louisiana to purchase property where a permanent state-run facility
could be operated. There was no long term plan when the five-year lease of the Indian
Camp plantation ended and the Board of Control did not have the money to do what it
felt was in the best interest of the patients. No research of the disease was being
conducted, there was not enough infrastructure at the facility, and the patients often felt
lonely and did not have enough to occupy them, causing some to flee the home and risk
spreading the disease to others.?® In addition, newly diagnosed patients were not always
encouraged to move to the Louisiana Leper Home despite the fact that the national report
showed that the vast majority of disclosed cases of HD resided in Louisiana. Louisiana
passed Act 85 in 1892 which required that any person with a known HD diagnosis in the
state be quarantined, however, the Board of Control lacked the resources to police this

policy.®®

28 | etter from the Secretary of the Treasury, transmitting Letter from the Surgeon-General of the Marine-
Hospital Service presenting a Report relating to the Origin and Prevalence of Leprosy in the United States,
57" Cong., 1% sess., 1902, S. Doc. 269, 10, accessed June 22, 2019,
https://babel.hathitrust.org/cgi/pt?id=loc.ark:/13960/t2r50sm6c&view=1up&seq=7.

2 Dyer, “The History of the Louisiana Leper Home,” 728-731.

%0 sally K. Reeves and William D. Reeves, National Register Evaluation: Gillis W. Long Hansen’s Disease
Center (Carville, LA: Gillis W. Long Hansen’s Disease Center, 1991), 28.
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There was also difficulty getting the patients to the facility due to its isolation.
Once the Board of Control and Sister Superior were notified that a patient was to be
admitted to the Leper Home, the patients had three options. They could travel by train to
Burns Station, a simple platform with no walls or roof, inconspicuously placed between
two sugarcane fields. There the facility’s horse-drawn carriage would meet the patient to
take them to the Louisiana Leper Home.®! As one patient described the facility, “the only
access to the hospital was by a precarious pair of rutty cart tracks that could be called a
dirt road only by courtesy. And even that was impassable in wet weather.”3 Patients
could also travel to the facility by boat down the Mississippi River which could take
anywhere from thirty-six to forty-eight hours depending on the weather. Patients could
also be delivered to the Leper Home by their family, but if public health officials had
been notified of their diagnosis patients only had a limited window of time to report to
the facility.®* For many this would be the one of the last times they saw their families.
Patients could have visitors, but since the Leper Home was isolated, trips were difficult
and only patients from Louisiana, Texas, and Mississippi were permitted to leave the

facility for visits.>

31 Sister Catherine Sullivan, “Sixty-Forty,” The Star 14, no 3 (November-December 1954): 1, accessed
September 5, 2020, https://louisianadigitallibrary.org/islandora/object/Isuhsc-
p15140coll52%3A3403#page/3/mode/2up.

32 Stanley Stein and Lawrence G. Blochman, Alone No Longer: The Story of a Man who Refused to be One
of the Living Dead (New York: Funk & Wagnalls Company, Inc, 1963), 50.

33 Sullivan, “Sixty-Forty,” 2.

3 Stein and Blochman, Alone No Longer, 52.
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Since the disease’s mode of transmission had not been determined, ensuring that
those diagnosed with HD were admitted to the facility, and stayed there, was paramount.
However, the only treatment available at that time was varied and inconsistent in its
effectiveness. Although Gerhard Armauer Hansen, for whom the disease’s name would
ultimately be changed, discovered the causative bacillus in 1873, a successful cure was
still alImost a century away.** Medicine of this time was still largely following a
specificity model of treatment rather than universalism. This means that remedies were
often based on the individual and their “natural balance” which was impacted by their
environment, ethnicity, and behaviors among other things.* Dr. Wailes, the first
physician to work with the Louisiana Leper Home, found it difficult to treat some of the
patients because “each individual has a preconceived idea as to what medicine has come
to be the most beneficial in his particular case.”” Prior to an understanding of germ

theory, it was also believed that fresh air and light activity would help patients improve

3 Venita Jay, “The Legacy of Armauer Hansen,” Archives of Pathology and Laboratory Medicine 124, no
4 (April 2000), accessed January 27, 2020, https://www.archivesofpathology.org/doi/full/10.1043/0003-
9985%282000%29124%3C0496%3ATLOAH%3E2.0.CO%3B2

3 John Parascondola, “From Germs to Genes: Trends in Drug Therapy, 1852-2002,” sesquicentennial
meeting of the American Pharmaceutical Association, Philadelphia, March 17, 2002, 4, accessed January
26, 2020, https://www.lhncbe.nlm.nih.gov/system/files/pub2002042.pdf. Universalism dictates the same
treatment for everyone based on their diagnosis.

37 Moran, Colonizing Leprosy, 78, accessed February 1, 2016,
http://web.b.ebscohost.com/ehost/ebookviewer/ebook?sid=604b933d-2f2e-487h-8848-
36e3d962147d%40sessionmgrll4&vid=0&hid=118&format=EB.
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their conditions. One newspaper argued that “it is thought that leprosy is a food disease,
almost entirely, and that proper diet will go a long way in affecting a cure.”3®

Dr. Isadore Dyer began using chaulmoogra oil as a treatment option in 1901 on
patients in the Leper Home, a remedy that had been used for hundreds of years in India.*
The oil could either be ingested or given in shot form. Taking the medicine orally caused
intense nausea and injections regularly abscessed or became infected.* In a 1916 report
to Congress, Dr. Dyer stated that most of the patients at Carville took the oil orally.* The
treatment worked well for some, ameliorating some of the symptoms of HD even though
it did not cure the disease, however for others the effects were negligible. In addition to
chaulmoogra oil, patients were given supplementary treatments such as hot baths, an
attempted vaccine made from lepra bacilli, horse serum, and strychnine sulfate, among
others. No combination of treatments was deemed consistently effective.* Since there

was no cure and the treatment available was limited, many physicians continued to work

38 Edward W. Coffin, “Bringing Hope into Lepers’ Lives: U.S. Public Health Service Tests New Cure,”
Washington Herald (Washington, D.C.), September 11, 1921, accessed January 25, 2020,
https://chroniclingamerica.loc.gov/Iccn/sn83045433/1921-09-11/ed-1/seq-45/.

39 John Parascondola, “Chaulmoogra Oil and the Treatment of Leprosy,” Pharmacy in History 45, no 2
(February 2003), 51, accessed June 23, 2019, 8,

https://www.researchgate.net/publication/277597573 Chaulmoogra Oil_and the Treatment of Leprosy.
The oil is collected from the seeds of several species of trees in genus Hydnocarpus.

40 Parascondola, “Chaulmoogra Oil and the Treatment of Leprosy,” 9,
https://www.researchgate.net/publication/277597573 Chaulmoogra Qil_and the Treatment of Leprosy.
41 Report of the Committee on Public Health and National Quarantine United States Senate on S. 4086, 64
Cong., 1% sess, 1916, Report No. 306, 34, accessed January 27, 2020,
https://curiosity.lib.harvard.edu/contagion/catalog/36-990039103920203941.

42 Julia Rivera Elwood, ed., Known simply to the rest of the world as Carville...100 Years (n.p.:Department
of Health and Human Services, 1994), 49.
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with their patients and did not report them to local public health authorities.** One doctor
even discouraged his patients from going to Carville stating “Don’t. They’ll just shut you
up, keep you out of sight, and forget about you.”*

The Board of Control eventually purchased land closer to New Orleans, another
old plantation named Elkhorn Place in Kenner, Louisiana, but when the plan for the
property leaked to the newspapers, locals burned the property to protest its use by the
patients.*> The stigma associated with HD created immense difficulty in finding a more
suitable location for the leper home. The isolation of the facility, while necessary to calm
the fears of the spread of the disease, made it challenging to provide adequate medical
care for the patients. Ultimately, the Board was unable to find a suitable location and in
1905, the state of Louisiana purchased the Louisiana Leper Home at Indian Camp
plantation. With an influx of money from the state, a new building project commenced.
Three female and four male patient cottages were built, adding over seventy new rooms
to meet the needs of the facility’s growing population.® (Figure 6) The building project
also included the construction of a clinic, a small cottage to house both the physician and
the priest, a laboratory/operating room, a Catholic chapel, and a steam plant that provided

heat to the institution. In addition to the new structures, covered walkways were

43 Claire Manes, Out of the Shadow of Leprosy: The Carville Letters and Stories of the Landry Family
(Jackson: University Press of Mississippi, 2013), 32; Stein and Blochman, Alone No Longer, 22, 24.

44 Stein and Blochman, Along No Longer, 28.

4 Dyer, “The History of the Louisiana Leper Home,” 732; Sister Catherine Sullivan, “In the Old, Old,
Days,” The Star, Nov.-Dec. 1944, accessed August 22, 2020,
https://louisianadigitallibrary.org/islandora/object/Isuhsc-p15140coll52%3A1183#page/3/mode/2up.

46 U.S. Department of Health and Human Services, “History of the Hansen’s Disease (Leprosy) Program.”
http://www.hrsa.gov/hansensdisease/pdfs/faqg.pdf.
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constructed between the buildings to help patients, many wheelchair bound, navigate the
often marshy terrain.*

Patients at the Louisiana Leper Home from 1894 through the early twentieth
century lived very monotonous lives. Day-to-day operations changed little after the state
purchased the institution in 1905. The Daughters of Charity still maintained the
administration of the facility and intake of new patients. The Sisters made the institution
as pleasant as they could, but nothing could change the fact that the patients were
confined to the facility like prisoners, many for the remainder of their lives. Residents
passed their days writing letters, attending religious services delivered by the Sisters, and
playing games. The Sisters encouraged “those that are able to share with the domestic
duties of the household in order to divert their minds from melancholy brooding over
their unhappy condition.”* Patients would perform sundry maintenance tasks as needed
around the facility, partially because maintenance workers were too scared of disease
transmission to perform work at the facility. In 1913, the Board of Control provided the
patients of the Louisiana Leper Home with a restrictive list of rules and regulations
(Figure 7).# These guidelines included the strict separation of men and women at all

times, which included building a fence between the men’s and women’s dormitories.

47 Reeves and Reeves, National Register Evaluation, 64-65.

48 “Excerpts of letters written by the first four Sisters to their Superiors in Emmetsburg, Maryland,” 38, Sr.
Hilary Ross Carville History file, Daughters of Charity of St. Vincent de Paul Collection, Hansen’s
Museum.

49 “Rules for the Inmates of the Louisiana Leper Home, 1913” Carville Rules and Regulations file,
Legislative History of Leprosy Collection, Hansen’s Museum.
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Relatives could only visit at certain times and then only in specially designated places
within the property. The institution also employed around-the-clock guards to keep an
eye on the patients.

By 1914, Hansen’s disease was in the national spotlight again. John Early, a
“diagnosed leper,” was discovered to be staying at the “exceedingly fashionable” Willard
Hotel in Washington, D.C. Early contacted the Chief Medical Inspector and several
newspapers to tell them that he had “mingled among the well-to-do and the rich and
exposed them to contagion.” He had travelled by Pullman car, “slept at the best hotels,
and ate in the best restaurants,” and was currently staying at the same hotel as the Vice
President, his wife, and several representatives and senators.® Early had been diagnosed
with HD years before, most likely having contracted the disease in the Philippines during
his time serving in the Spanish-American War. He and his family had traveled all over
the country trying to escape the stigma of his condition. For years, he had been in and out
of quarantine in different states, at one time living in a home with his wife in North
Carolina with a makeshift wall constructed down the middle of the home in order to keep
them apart. The state also commissioned a twenty-four hour guard to ensure that there
was no contact between Early and his wife. Once locals in a town discovered that Early

was a “leper,” he and his family were forced to move on to another city.5* The stress of

%0 Philip A Kalisch, “The Strange Case of John Early: A Study of the Stigma of Leprosy,” International
Journal of Leprosy 40, no 3 (1972): 298, accessed June 22, 2019,
https://pdfs.semanticscholar.org/4ale/8bleb7dadd94c88bf93299db220cdbObf71d.pdf.

51 Kalisch, “The Strange Case of John Early,” 293-295.
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the situation eventually led to his divorce and “a paranoia not unlike the psychotic
reactions of prisoners.”®? His reason for contacting newspaper reporters was to call
attention to the fact that people afflicted with HD had nowhere to go for treatment and
were not able to maintain employment or a home once their condition was revealed.

The panic that ensued after the John Early incident sped up the process of
establishing a national leprosarium. On February 15 and 16, 1916, the Committee on
Public Health and National Quarantine held a hearing to discuss bill S. 4086 to “provide
for the care and treatment of people afflicted with leprosy.” The topic of John Early was
brought up many times by the committee members since he had recently been arrested in
Washington D.C. for “coming into said District while suffering from leprosy and without
a permit to do so0.”** Among those who testified were Dr. Isadore Dyer, the first president
of the Board of Control for the Louisiana Leper Home, as well as the Superintendent of
the Massachusetts Leper Colony, and numerous other medical professionals familiar with
cases of HD in their states. All of the experts spoke of the benefits a national leprosarium

would provide to lessen the spread of the disease and hopefully bring about a cure.

52 Kalisch, “The Strange Case of John Early,” 300.

53 Report of the Committee on Public Health and National Quarantine United States Senate on S. 4086, 64"
Cong., 1% sess, 1916, Report No. 306, 7, accessed January 27, 2020,
https://curiosity.lib.harvard.edu/contagion/catalog/36-990039103920203941.

% Report of the Committee on Public Health and National Quarantine United States Senate on S. 4086,
146.
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The bill passed in the Senate on January 25, 1917 and was signed into law by
President Wilson on February 3, 1917.% Despite the momentum gained during the
hearing and the public outcry following the John Early incident, it would be four more
years before the national leprosarium was established. Part of the reason for the delay
was the United States’s entrance into World War 1.5 After the war, the federal
government found the task of obtaining a suitable location for the national leprosarium as
difficult a task as the Board of Control had. After the recommendation for a national
leprosarium had been made to the Treasury Department in 1902, the territory of New
Mexico issued a joint resolution in 1905 that stated that they believed it “an insult that
our fair and healthy commonwealth should be chosen by congress as the abiding place for
such unfortunates, with all its attendant evils and miserable repute that such an
establishment would entail upon our prosperous and growing territory.” New Mexico
asked that Congress “keep from us this bitter cup.”’ Locals all over the country rejected
the idea of having a leper colony in their communities. When the Texas legislature
approved funding to build a colony in Galveston, local community leaders later decided
that it would be difficult to attract tourists, whose numbers had fallen drastically

following the hurricane of 1900, with a leprosarium on the island. Bostonians arranged

%5 Kalisch, “The Strange Case of John Early,” 300.

% “History of the National Leprosarium,” U.S Department of Health and Human Services, Health
Resources and Services Administration, accessed September 10,2020,
https://www.hrsa.gov/sites/default/files/hansensdisease/pdfs/hansenshandout3.pdf.

57 “Joint Resolution 8,” Document number NHDM-17651, New Mexico file, Legislative History of
Leprosy Collection, Hansen’s Museum.
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the “largest public hearing ever held in Massachusetts” to protest the purchase of Cape
Cod for a state leprosarium.

During the 1916 committee hearing, committee member John D. Works, a
Senator from California, asked Dr. Dyer if he thought it would be satisfactory for the
federal government to take over the operation of the Louisiana Leper Home.* Despite Dr.
Dyer’s answer that “that was not the best solution” and that “it would be very much better
to have lepers in the colder climate,” the federal government purchased the Leper Home
from the state of Louisiana for $25,000 on January 3, 1921.%° On February 1, 1921 the
United States flag was raised at the leprosarium signaling the official transfer of control
from the state to the federal government.s* Now under the direction of the United States
Public Health Service, the facility was renamed U.S. Marine Hospital No. 66.%2 The
facility from this point forward took on a more institutional feel with stricter policies and
guidelines for its patients. With additional resources and funding from the federal

government, the patient numbers in the following decades ballooned into the hundreds.

%8 Jose P. Ramirez Jr., Squint: My Journey with Leprosy (Jackson: University Press of Mississippi, 2009),
50-51. The leprosarium in Massachusetts was ultimately put on Penikese Island. Once Carville was named
the national leprosarium and the Massachusetts HD patients were transferred to Carville, local officials
burned the old colony buildings in Massachusetts.

59 Report of the Committee on Public Health and National Quarantine United States Senate on S. 4086, 37.
80 Report of the Committee on Public Health and National Quarantine United States Senate on S. 4086, 27,
37; “An Act #77,” Document number NHDM-DOC-STL-2914, Louisiana file, Legislative History of
Leprosy Collection, Hansen’s Museum.

61 “History of the National Leprosarium,” U.S Department of Health and Human Services, Health
Resources and Services Administration, accessed September 10, 2020,
https://www.hrsa.gov/sites/default/files/hansensdisease/pdfs/hansenshandout3.pdf.

62 Gaudet, Carville, 8-9.
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CHAPTER 2

The National Leprosarium: 1921-1999

The United States Public Health Service finally provided the support necessary to
turn the Louisiana Leper Home into a properly run medical institution. No longer focused
on just treatment, the medical staff under the Public Health Service worked aggressively
to find a cure for HD, provided a wider range of medical assistance, and created
rehabilitative programs so that people suffering with this disease could live a more
normal, full life. As a Commissioned Corps, the doctors working for the Public Health
Service were militarily uniformed, which gave the hospital a more official and
institutional feel.®® Although no longer the sole source of authority at the institution, the
Daughters of Charity remained an integral part of the national leprosarium for the
remainder of its operation. There was already a well-established relationship between
Marine hospitals and the Catholic Church. Specifically, in the Midwest “Catholic
hospitals were a vital part of the American marine hospital system” so it only made sense

for the national leprosarium to maintain this relationship.® The Daughters of Charity

8 Russell O. Wright, Chronology of Public Health in the United States (Jefferson, NC: McFarland &
Company, Inc., 2005), 45.

64 John Jensen, “Before the Surgeon General: Marine Hospitals in the Mid-19"-Century America,” Public
Health Reports 112, no. 6 (November-December 1997), 527, accessed September 18, 2020,

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC1381932/?page=1.
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continued to prove invaluable in the research and discoveries that were to come. This
chapter will focus on the federal history of the institution as well as the evolution of
patient autonomy during this time.

The origin of the U.S. Public Health Service began in 1798 when President John
Adams signed the Act for the Relief of Sick and Disabled Seamen, which established the
Marine Hospital Service. Initially, this act ensured that any sick or injured merchant
seamen could receive treatment in any port hospital in the United States, however, shortly
after the law was enacted these benefits were extended to men serving in the United
States Navy as well.®* The name of the division changed a few times, once in 1902 to the
Public Health and Marine Hospital Service and then shortened in 1912 to the Public
Health Service (PHS). The title shifts coincided with additional divisional
responsibilities, such as quarantine, medical inspections of immigrants, and directing
public health activities.®® A Medical Officer in Charge (MOC) oversaw the operations of
each of the government-owned facilities. The Treasury Department housed the Public
Health Service until 1939, when it as well as other health and welfare-related divisions,
such as the Food and Drug Administration and Social Security, moved under the newly
created Federal Security Agency. In 1980, the Department of Health and Human Services

was created to replace the Federal Security Agency.®” Although the national leprosarium

8 Ralph Chester Williams, The United States Public Health Service, 1798-1950 (Washington, D.C.:
Commissioned Officers Association of the United States Public Health Service, 1951), 29-32.

8 Wright, Chronology of Public Health in the United States, 45.

57 Wright, Chronology of Public Health in the United States, 45.
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has been dissolved, the National Hansen’s Disease Museum, which is located in the old
staff cafeteria on the grounds, reports to the Health Resources and Services
Administration (HRSA) which is part of the Department of Health and Human Services.®
The creation of a government-run healthcare institution had become a relatively
common occurrence at the beginning of the twentieth century. State run hospitals for the
equally feared tuberculosis appeared all throughout the United States. Although “leper
houses” date back to the middle ages in Europe, the Progressive Era in the United States
brought a desire for the government to become more involved in solving healthcare
issues.®® The medical historian John Duffy states that “a major objective of the
Progressives in this era was the conservation of national resources, and, among these,
health ranked high on the agenda.”” This included not only communicable diseases such
as Hansen’s disease and tuberculosis, but other illnesses such as epilepsy and mental
health conditions. There was a growing trend to provide treatment and “regulated health
facilities” to patients rather than just guardianship.”™ A greater understanding of how
diseases spread combined with the increasing professionalism of the medical field led

many major cities to establish self-contained communities dedicated to treating patients.”

8 Elizabeth Schexnyder, “The National Hansen’s Disease Museum,” Health Resources and Services
Administration, last modified September 2020, accessed September 20, 2020,
https://www.hrsa.gov/hansens-disease/museum.

8 Guenter B. Risse, Mending Bodies, Saving Souls, 167.

70 John Duffy, The Sanitarians: A History of American Public Health (Urbana, IL: University of Illinois
Press, 1990), 241.

1 National Register of Historic Places Registration Form, “State Epileptic Colony Historic District,”
Abilene, Taylor County, Texas, National Register #91001539, Section 8, 4.

72 National Register of Historic Places Registration Form, “Chicago Municipal Tuberculosis Sanitarium,”
Chicago, Cook County, Illinois, Section 8, 26.

26

www.manaraa.com


https://www.hrsa.gov/hansens-disease/museum

Like in Carville, many people afflicted with these illnesses could not afford the level of
care that they needed or wanted to avoid the humiliation of living in a “poor house.”” In
keeping with the regulatory nature of the Progressive Era, many of these institutions even
looked similar. They often contained their own water and power plants, laundry facilities,
dormitories, and recreation centers.” There was a “proliferation of federal programs
dealing with the nation’s health” during this time period, which were concerned not only
with the medical needs of American citizens, but sanitation and food regulation as well.”™
The national leprosarium’s first Medical Officer in Charge (MOC) was
Dr. Oswald E. Denney, who already had extensive knowledge of the disease from his
previous experience as the director of Culion, the leper colony in the Philippines.”™ By
1921, patient numbers had risen to ninety and were expected to increase as other states
closed their facilities and sent their wards to Carville.”” Dr. Denney was in charge of a
larger and more professionally diverse staff than the institution had ever seen which
included “three full time medical men, three attending specialists, two chaplains, eleven

nurses and numerous clerical help.”’® Patients now had access to physicians in multiple

73 “Chicago Municipal Tuberculosis Sanitarium,” 29.

74 National Register of Historic Places Registration Form, “Arkansas Tuberculosis Sanatorium Historic
District,” Booneville, Logan County, Arkansas, Section 7, 1-2; “Chicago Municipal Tuberculosis
Sanitarium,” 5-17; “State Epileptic Colony Historic District,” Section 7, 2-3.

S Ronald Hamowy, Government and Public Health in America (Northampton, MA: Edward Elgar
Publishing Limited, 2007), 12, 25.

76 Sally K. and William D. Reeves, “Carville-One Hundred Years of Public Health,” in Known simply to
the rest of the world as Carville... 100 Years, ed. Julia Rivera Elwood, 33.

7 Stein and Blochman, Alone No Longer, 101.

78 Sister Martha and Sister Catherine, “The National Leper Home (U. S. Marine Hospital, No. 66),” The
American Journal of Nursing 24, no 10 (July 1924), 795, accessed September 26, 2020,
https://www.jstor.org/stable/34065417seq=1#metadata_info_tab_contents.
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fields: dentistry, ophthalmology, neurology, pharmacy, and dermatology.”™ As
understanding of Hansen’s disease increased, medical professionals began to recognize
how the disease effected all parts of the human body. For the first time, patients received
specialized treatment in all of the fields that are impacted by HD. In 1931, a
bacteriologist was added to the staff to research the bacillus itself in the hopes of finding
a cure.®

Although a long way from the sprawling complex it would become, the 1920s
brought many new additions to the institution. The first building constructed by the
federal government was a wooden, one-story home for the Medical Officer in Charge in
1921. This was followed by two more wooden homes for other resident medical staff as
well as a power plant in 1924.8* During the early 1920s, the federal government
constructed seven more patient cottages and erected over 500 feet of additional covered
walkways between the new buildings. The facility could now house up to 425 patients.
Also in 1924, Union Chapel, the Gothic Revival Protestant chapel was completed. This
project was funded by private donations given to the leprosarium from the American
Leprosy Missions organization.s? In 1923, a water treatment plant was added to the

facility. During the days of the Louisiana Leper Home, cisterns were the only available

79 Sister Martha and Sister Catherine, “The National Leper Home,” 798.

80 Reeves, “Carville-One Hundred Years of Public Health,” 34.

8 Sally K. Reeves and William D. Reeves, National Register Evaluation: Gillis W. Long Hansen's Disease
Center (Carville, LA: Gillis W. Long Hansen’s Disease Center, 1991), 91, 85.

82 Elizabeth Schexnyder, The Evolution of Carville’s Building & Grounds (Carville, LA: National Hansen’s
Disease Museum), 11.
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source of clean water. Now patients and staff had access to filtered water pumped directly
from the Mississippi River.® As a self-sufficient facility, livestock had been a part of the
leprosarium since its state-owned days. An “animal care” building was added in 1925
near the existing dairy barn and silos for storing grain for the animals were built in
19283

As stated in the original 1902 report to the Secretary of the Treasury, it was the
recommendation of the committee that “patients must not be made to feel that they are
under any restraint.”® Their desire was that a national leprosarium would be an appealing
place for people suffering from HD to seek treatment so that they would not risk infecting
others by remaining in the general population. However, once patients were admitted to
the institution, the federal government wanted to ensure they stayed. A gate house to
guard the entrance to the institution was built in 1929 and was the only official entrance
into and out of the facility.® The grounds were surrounded by an eight-foot fence topped
with hurricane wire.®” Patients were not able to leave the facility of their own free will.s
They had to obtain a medical release to travel away from the institution to visit family or

friends. Patients from Louisiana received ten days of leave a year and patients from

8 Elizabeth Schexnyder, “Federal Staff Housing, Site Utilities, The National Leprosarium,” New Orleans
Historical, accessed September 20, 2020,
https://neworleanshistorical.org/items/show/808?tour=55&index=1.

8 Reeves and Reeves, National Register Evaluation: Gillis W. Long Hansen’s Disease Center, 93.

8 |etter from the Secretary of the Treasury, transmitting Letter from the Surgeon-General of the Marine-
Hospital Service presenting a Report relating to the Origin and Prevalence of Leprosy in the United States,
57" Cong., 1% sess., 1902, S. Doc. 269, 16.

8 Reeves and Reeves, National Register Evaluation: Gillis W. Long Hansen’s Disease Center, 91.
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8 Parascandola, “The Gillis W. Long Hansen’s Disease Center at Carville,” 728.
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Texas received fifteen days of leave.®® The only other way to leave the facility was to be
discharged if the disease was found to be “arrested.” Patients were subjected to monthly
skin scrapings which were then tested for active bacillus. If twelve consecutive tests came
back bacteriologically negative for active infection a patient could be discharged.®
Patients who left the facility without permission, called going “through the hole in the
fence,” risked up to thirty days in the on-site jail for “absconding” or “leaving against
medical advice.”®* Additionally, a hedge was planted to further segregate patients from
the healthy, separating the staff and patient sides of the hospital. Patients were not
allowed to cross over to the staff side of the grounds, which housed many of the same
amenities as the patient side: laundry, residential area, cafeteria, and even a golf course.®
Other official rules and regulations dictated patient behavior inside the walls of
the leprosarium. Men and women were relegated to separate dorms and were not allowed
in the rooms of patients of the opposite sex. A “Carville date” would often consist of
sharing a meal on a card table set up across the threshold of a female patient’s room

while the man sat in the hallway.® Patients were prohibited from marrying at either the

8 Gaudet, Carville, 72.

% G. H. Faget, “What the Patient Should Know About Hansen’s Disease,” The STAR 2, no 8 (April 1943),
2-3, accessed October 1, 2020, https://louisianadigitallibrary.org/islandora/object/Isuhsc-
p15140coll52%3A958#page/5/mode/2up.

91 Gaudet, Carville, 74. The jail was eventually closed in 1954.

92 Elizabeth Schexnyder, “Federal Staff Housing, Site Utilities, The National Leprosarium,”
https://neworleanshistorical.org/items/show/808?tour=55&index=1.

9 Elizabeth Schexnyder, “Carville, The National Leprosarium: Patient Life,” New Orleans Historical,
accessed September 20, 2020, https://neworleanshistorical.org/items/show/636?tour=55&index=4.
According to Stanley Stein, one of the patients living in the facility at this time, the dormitories were
largely segregated by race as well, but not necessarily because of any official policy. Patients admitted to
the leprosarium were assigned a room but were able to move to another dormitory should they chose to if a
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Protestant or Catholic chapels on the grounds and if any patients escaped to marry outside
of the facility, their marriage was largely unrecognized upon their return. These married
patients were not allowed to live together in the dormitories.* There was a small
community of homes at the back of the facility, known as “White City” or “Cottage
Grove,” whose homes were built by patients from their own personal funds. In these
homes, married couples could cohabitate as they were not part of the federal housing
complex.® Additionally, there was no telephone available to the patients, visitors were
only allowed between the hours of 7:00 am to 7:00 pm unless attending a weekend social
function, any outgoing mail or money had to be sterilized before it was allowed to leave
the facility, and patients, like felons, were not allowed to vote in either state or national
elections.®

One of the most significant changes to the facility was the creation of the federal
cemetery. Prior to 1921, patients were buried in what is now a courtyard in one of the
facility’s quadrangles created by the patient dormitories. Although patients were not
required to be buried on site, they were not permitted to be buried in the town of Carville

or at a local church cemetery.®” Patients’ bodies could be released to family members for

room became available. The dormitories were mostly segregated by patient choice. Stein and Blochman,
Alone No Longer, 57-58.

% Stein and Blochman, Alone No Longer, 51.

% Julia Rivera Elwood, ed., Known simply to the rest of the world as Carville....100 years,” 61. This area
of the leprosarium was referred as White City because all of the houses were painted with standard
government-issued white paint.

% Stein and Blochman, Alone No Longer, 61. Patients likely were not denied the right to vote because they
had leprosy but rather were not permitted to leave the facility in order to vote.

9 Gaudet, Carville, 148.
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burials, however the sanitary codes of 1911 required that bodies infected with leprosy
“had to be thoroughly disinfected before being accepted for transfer.”*® Some states
required that bodies that left Carville be in a metal coffin that was soldered shut. If a
patient’s body had to travel through multiple states to be buried, every state along the
route had to be notified.* This tedious process meant that ultimately many patients
remained at Carville as their final resting place. A memorial plaque was placed on the site
of the old cemetery to commemorate those buried from 1894 to 1920. (Figure 8) The
plaque lists patients by their patient number and name, however, many patients chose to
be buried with just their initials or under their “Carville name.” Picking a “Carville
name” was a common practice, one even encouraged by the Daughters of Charity, for the
first half of the facility’s existence. These aliases were adopted to shield families’
identities from any stigma from being related to a “leper.” Once the hospital became
federal property, any patients buried on the grounds were laid to rest in a new cemetery at
the back of the property amongst a grove of pecan trees. This being a national cemetery,
the federal government provided standard, identical gravestones for all of the patients
buried there. (Figure 9) Some families later added more personalized markers, but the
cemetery overall maintained a uniform look.

With the influx of federal funding came not only better facilities and medical care,

but also more recreation for the patients. One patient, who saw the facility change from

% Gaudet, Carville, 165.
9 Elizabeth Schexnyder, “Infirmary, National Leprosarium, Carville, Louisiana,” New Orleans Historical,
accessed September 20, 2020, https://neworleanshistorical.org/items/show/770?tour=55&index=3.
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state to federal authority, wrote to his family in 1921 that “Dr. Denny [sic] is back from
Washington since last night, with lots of good news to our interest...He says that the Red
Cross is going to send us fourteen Phonographs, one Player Piano and two Standard size
Motion Picture Machines. | tell you that this little Dr. is putting this place up to date, and
this is a great thing for us.”'® Sometime in the early to mid-1920s a patient named Gabe
Michael, real name Edmond Landry, created the patients’ canteen which provided a place
for patients to purchase “minor luxuries such as chewing gum, candy bars, silk stockings,
and pipe tobacco.”°* Gabe kept none of the profits for his own salary, but instead created
the What Cheer Club whose members would decide how to dispense the funds. The
proceeds paid for many of the social events at Carville but also provided monies for some
of the more needy patients.?

During the federal era of the institution, patients began to feel more empowered to
exercise their autonomy. There was a proliferation of new social clubs: The Mexican
Club, Glee Club, Bridge Club, 41 Supper Club, the Carville Little Theatre group, among
others.’* Patients began to truly build lives here and a community not unlike any other
small town developed. The What Cheer Club petitioned the MOC for items that would

make the patients’ lives more enjoyable: park benches for the facility grounds, sand for a

100 Manes, Out of the Shadow of Leprosy, 167.

101 Stein and Blochman, Alone No Longer, 61.

102 Stein and Blochman, Alone No Longer, 61-62.

103 The STAR 1, no 1 (September 1941), 1, 4, 11, accessed October 1, 2020,
https://louisianadigitallibrary.org/islandora/object/Isuhsc-p15140col152%3A709#page/12/mode/2up; Stein
and Blochman, Alone No Longer, 60, 111.
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baseball diamond, and to fix the “moving picture machine.”'* One of the patient
dormitories was even designated as the “Carville Mall” where patients could operate their
own businesses. These enterprises ran the gambit from beauty salons and laundry
services to various repair shops for radios and bicycles (Figure 10).1% Although children
were not allowed at the leprosarium unless they had received a diagnosis of HD, there
was even a sizeable enough population of young children to warrant a school .

A few patients also got together to produce an institutional newspaper, The Sixty-
Six Star. The first issue was published May 16, 1931 and provided patients with a voice.
The newspaper covered the events and gossip of the leprosarium and “since eating was an
obsession with Carville patients,” the Sunday and holiday menus were printed as well.*”
The circular was widely read throughout the facility, but an editorial response to the
Carville priest’s article on Leper’s Mass caused the death of the newspaper. The
overwhelmingly Catholic patient population sided with Father Abbot Paul and as the
newspaper’s typist and reporters sited other obligations, the paper folded.'®® Years later,
another patient produced newspaper would be more successful in challenging commonly

held views about “leprosy.”

104 Manes, Out of the Shadow of Leprosy, 127; Stein and Blochman, Alone No Longer, 119.
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106 Amy L. Fairchild, “Leprosy, Domesticity, and Patient Protest: The Social Context of a Patients’ Rights
Movement in Mid-Century America,” Journal of Social History 39 (Summer 2006): 1024. Patients who
had children while living at the leprosarium could not keep their children. They had to be cared for by
family members on the outside.
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Many of the patients living at the leprosarium were veterans and became
increasingly frustrated with the situation they found themselves in. They had served their
country, were willing to sacrifice their lives for its cause, and returned only to be denied
some of their most basic rights. Some patients even contacted the Veteran’s Bureau to
appeal what they felt was insufficient compensation due to the fact that they could not
prove when they had contracted the disease.'® In June 1931, a group of twenty-three
veterans, led by a patient who was a veteran of the Spanish-American war, met with Sam
Jones, an American Legion representative and future Governor of Louisiana, to air some
of their grievances. The patients relayed their desire to have “a decent infirmary building,
a recreation hall to replace the filthy canteen, more contact with the world outside, if only
with outside baseball teams to play on the Carville diamond.”**® Jones promised to speak
on behalf of the patients but encouraged the group to form their own American Legion
post at Carville because “in union there is strength.”*%

The patients did just that. On October 26, 1932 U. S. Marine Hospital Post No.
188 was granted its charter. The American Legion’s interest in Carville led other
veterans’ organizations, such as The Disabled American Veterans, the Veterans of
Foreign Wars, the United Spanish War Veterans, and the Forty and Eight, to lend their

support to Carville as well.12 The assistance of the American Legion was instrumental in

109 Manes, Out of the Shadow of Leprosy, 131.
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creating the institution as it stands today. With the help of the Legionnaires, baseball
teams from nearby Baton Rouge began playing at Carville and outside bands played at
some of the social events. The American Legion also made sure that the patients had
access to a telephone. It was installed in the Patients’ Canteen in 1936.1 This was the
start of patients having regular contact with the outside world. In 1932, the What Cheer
Club changed its name to the Patient’s Federation. Its mission had grown from simply an
organization that planned social events to a platform where patients could make their
voices heard by the hospital administration.*# Patients were beginning to see the
leprosarium as a home and, since many would spend the majority of their lives there,
expected that the government allow them the liberties they enjoyed before their
confinement. There was a still a long road ahead.

In 1934, the patients received one of their requests, a new infirmary. This remains
the most prominent building on the grounds. The massive, white, two-story building
mirrors the original plantation home in its Greek Revival style and tall front columns
(Figure 11).*s Now all of the hospital departments would be housed in the same building
which made things much more convenient for patients, many of whom had issues with

mobility. The infirmary included the bandaging clinic, eye clinic, surgery, laboratory,

113 Stein and Blochman, Alone No Longer, 178.

114 Sister Hilary Ross, “Various Clubs,” Daughters of Charity of St. Vincent de Paul Collection, Sister
Hilary Ross Carville History folder, 191.
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pharmacy, physical therapy, x-ray clinic, dental clinic, and the morgue.**¢ The roof of the
infirmary provided a covered pavilion where patients could rest and relax and glimpse an
aerial view of the entire facility. 1934 was a busy year for construction at the
leprosarium. A new red-brick Mission-style Catholic chapel was built, Sacred Heart
Chapel, with funds from the Catholic Church Extension Society of America.tt’
Additionally, a new home for the MOC was constructed along with six more staff
houses.!#

The 1940s proved to be the most significant decade for not only the patients at
Carville, but for any person afflicted with Hansen’s disease. The American Legion began
campaigning for the replacement of the wooden patient dormitories and campus wide
walkways which were fire hazards and put the patients at great risk. The Supervising
Architect of the Treasury Department presented preliminary plans which included a
change to the existing cottage plan design of the dormitories. The Patients’ Federation
met to discuss the plans and presented a resolution to the MOC, Dr. Hasseltine. With his
support, the Federation sent a letter to the Legionnaires stating their wishes that the

current model of the leprosarium remain. The Surgeon General responded that he
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approved with constructing new fireproof buildings using the existing plan. With that, the
Patients’ Federation secured their first major victory.®

Seventeen white, two-story, stucco dormitories were completed in 1941 (Figure
12). Each dorm had thirty rooms with a shared bathroom and living space on each floor.
The covered walkways were also rebuilt, in white stucco as well, and also two stories tall.
They connected both levels of the dormitories to almost all of the buildings across the
facility. Combined, there are over two miles of corridors winding throughout the
institution.’? The Daughters of Charity also received new living quarters. They had
outgrown the plantation house, which was also being utilized as the Administration
building. A new staff dining hall was built as well.*# Patients also received a Recreation
Hall in 1941, the look of which was similar to the infirmary.'? The patients had
successfully secured all of the wishes they had expressed to the American Legion just ten
years before. The leprosarium was growing in leaps and bounds, not only in structural
size but in patient size as well. By 1941, the patient population was at 372.1 The facility
today, with the exception of a few additional staff houses that were built in 1959, looks

much as it did in 1941. (Figure 13)
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took over in 1935 and stayed until 1940.

120 Blizabeth Schexnyder, “Carville, The National Leprosarium: Patient Life,” New Orleans Historical,
accessed September 20, 2020, https://neworleanshistorical.org/items/show/636?tour=55&index=4.

121 Reeves and Reeves, National Register Evaluation: Gillis W. Long Hansen’s Disease Center, 86.

122 Reeves and Reeves, National Register Evaluation: Gillis W. Long Hansen'’s Disease Center, 85.

123 Elizabeth Schexnyder, “Carville: Annual Patient Census,” 2, Hansen’s Museum.

38

www.manaraa.com


https://neworleanshistorical.org/items/show/636?tour=55&index=4

Reveling in their recent patient victory, former staff members of The Sixty-Six
Star began discussing the idea of starting the patient-run periodical again. In September
1941, The Star, the new and improved iteration of the institutional newspaper, made its
debut.* While still filled with hospital news and gossip, the facility movie schedule,
sports news, and editorials, the mission of the newspaper had shifted. No longer content
with simply circulating amongst hospital patients and staff, The Star staff wanted to share
their news with a larger community. Three hundred copies of the first issue were sent to
friends and family outside of the institution. The objective of the paper was now “1. To
promote an educated public opinion on Hansen’s disease. 2. To furnish vocational
training for interested patients. 3. To provide community service.”'? The newspaper’s
new motto was “Radiating the Light of Truth on Hansen’s Disease” and regularly printed
articles from experts on HD about updates on the disease around the world.'? In 1943,
days before Christmas, the staff of The Star received a gift from their friends in the
veterans’ organization The Forty and Eight, “a press, type, and all the necessities” for the
periodical to become a professionally printed magazine (Figure 14).%

1941 also provided hope for sufferers of Hansen’s disease worldwide. In 1940,
Dr. Guy Faget was appointed as the Medical Officer in Charge at Carville. Though he

had no experience with Hansen’s disease, his previous work on tuberculosis proved to be
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invaluable. He recognized that there were several similarities between tuberculosis and
Hansen’s disease and decided to try an experimental treatment with sulfone drugs which
had proven successful in patients with tuberculosis. Although Carville had an extensive
animal menagerie, no animal had yet been found that was a suitable host for Hansen’s
disease. Because of this, the medical staff at Carville had to rely on human volunteers to
test out new medical treatments.'?¢ Dr. Faget and his staff hoped that the sulfanilamide the
nine volunteers were prescribed would clear up secondary infections that HD caused in
many of the more advanced cases. Progress was slow at first and many of the patients
became discouraged, however, after six months they began to see remarkable
improvements in their ulcers and pus infections they had been experiencing. In 1941, Dr.
Faget started experimenting with Promin, another sulfone drug, which provided even
better results.*?

Patients were thrilled with the results of the sulfone trials. One patient, Betty
Martin, wrote a book about her experiences in Carville and titled it Miracle at Carville
because of