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the practice of censorship even more.
––––––––––––––––––––––
MOVING SOON?
Please let us know six weeks before you
move what your new address will be. Include
your old as well as your new address.
–––––––––––––––––––––
$2.00 Per Year Domestic
$5.00 Per Year Foreign
––––––––––––––––––––––
National Hansen’s Disease Program
1770 Physician Park Dr.
Baton Rouge, LA 70816
Phone: (800) 642-2477
Fax (225) 756-3806
Website: www.hrsa.gov/hansensdiseaese

THE POPE IS COMING, THE POPE IS COMING!
So, Let Us Educate Him
by José Ramirez, Jr.

As news spread that Pope Francis was venturing on his first trip to the United States a burst of spiritual energy engulfed
the community of Catholics. Almost immediately hotel rooms in the Philadelphia area became prized commodities for
many of the faithful. Instantly hundreds of thousands were able to forget about the daily challenges of life and instead focused on the announcement that Pope Francis, a head of state and outspoken leader of the Catholic Church, would touch
many souls in the United States.
The love for Pope Francis commenced as soon as he chose the name of Saint Francis, an advocate for the poor, hopeless,
and the “lepers”. On the latter topic, there is a unique history on how this issue became such a special cause for Christians. The apostles were granted the power by Jesus to cure those with leprosy. Later, others canonized as saints routinely followed what is now known as non-discriminatory practices of those different than the majority, especially those
with leprosy.
Pope Francis regrettably has used the word leprosy to refer to all that is bad in the world and has jeopardized the contributions made by some saints. He also has managed to resurrect the stigma closely linked to leprosy that began centuries
ago. The Pope should be informed by his advisers in the U.S. that this stigma must stop, and one way to relay the message is via the written word. One of these messages should be on how many saints have positively reinforced the true
Christian belief that all of us are God’s children. These saints have included Lazarus, Aegidius (Giles), Sylvester, George,
Francis of Assisi, Vincent, Damien and Marianne Cope.
In 1987, Carville’s Hospital Chaplain, Rev. Raymond G. McPherson wrote an article for the December issue of The
STAR titled “Biblical Leprosy vs. Present Day HD.” In the article he describes those newly diagnosed with leprosy arriving at Carville were psychologically impaired as there was “conflict in the mind and spirit of the patient.” He attributed
this to the trust we generally have in physicians or authorities in medicine, and the strong religious faith common among
most persons. In essence, the diagnosis of leprosy as confirmed by a physician means that biblical references to “lepers”
or outcasts and sinners must mean verification of both, and God is now punishing them with leprosy.
Rev. McPhearson and many others have quoted Dr. Stanley G. Browne on his research titled “Leprosy in the Bible” to
dispel the myths surrounding the word leprosy. According to Dr. Browne, the words “leper” and “leprous” are Hebrew
translations of Tsara’ath, meaning any type of surface blemish caused by uncleanliness and thus stigmatized.
This scholarly explanation does not diminish the image that most people have of leprosy. The word “leper” is used
throughout the bible and has such prominence that no other disease is thought of by the general populace.
For Christians, there are two Lazarus. One was resurrected by Jesus and the other was a “poor leper” adored only by
dogs, licking his open wounds caused by leprosy. It is the latter who overcame his homelessness to build hospitals for
those affected by leprosy. These facilities became known as Lazarettos.
Aegidius, better known as St. Giles, was accidentally wounded by the King of France. Aegidius lived as a hermit and was
reportedly nourished back to health by milk from a mother’s breast. The king founded a monastery on his behalf as compensation for the accident, and Aegidius used the facility to house and care for those banished from their communities due
to leprosy. He also became known as the protector of mothers who breastfed their babies. One of the leprosaria in England was called simply St. Giles and I had the opportunity to visit there in 2001 before it closed.
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Emperor Constantine of Rome was persuaded by Bishop Sylvester to convert to Christianity. This reportedly occurred
after St. Sylvester cured him of leprosy.
St. George is deemed the patron of several European countries and of various diseases such as herpes, skin diseases,
syphilis, and leprosy. The patron of sexually transmitted diseases likely gave rise to the erroneous belief that leprosy is
sexually transmitted. St. George is linked to the “Golden Legend” whereby he allegedly kills a dragon that ate young
women.
Francis of Assisi was never ordained as a priest but he thoroughly followed the teachings of Christ. He was born into a
very wealthy family but he devoted his adult life to helping the poor, nursing those affected by leprosy and caring for orphaned animals. He became known as the patron of animals and the environment.
St. Vincent de Paul was a man with little patience for protocol. He was probably influenced by his eccentric life which
included living among the poor, and unaccepting of things deemed a luxury such as a comfortable bed. He also was a
slave to a group of Turks, freed after converting to Christianity, became a priest and arrived in a town abandoned by its
residents because they feared one of its citizens had leprosy, whom he cured and the townspeople returned. Additionally
he helped the King of France overcome an infection from a sword wound, becoming the Chaplain of the Royal Court. He
became the patron of the sick, prisoners, charitable workers, and “lepers”. He started the Order Daughters of Charity, focusing on nursing the sick. Ironically, the Daughters of Charity volunteered to work at the Louisiana Leper Colony in
1894 and the Order stayed until 2005 at the leprosarium known throughout the world simply as Carville.
St. Bernardino of Siena cured a person with leprosy by giving him his sandals and restoring the feeling lost by leprosy
from nerve damage. Carville was one of the first places in the world to creatively design footwear to displace pressure on
slowly healing ulcers common among many persons affected by leprosy.
St. Damien was the son of a farmer/carpenter from Belgium. He was attracted to the priesthood by his Catholic parents.
He started his studies at an early age, as did his brother. His brother was assigned to take over as priest at a church in Hawaii but became ill and was unable to accept the assignment. Damien persuaded his superiors to go in place of his brother
though he was not yet ordained. Once in Hawaii he completed his studies and was ordained a priest, becoming known as
the priest on horseback as he traveled the island. He overcame bureaucracy challenges and became the priest at Kalaupapa (leprosarium) on Molokai Island. He helped the patients with emotional and food nourishment (farming) and shelter
(homes and church). He became an international figure and used his written and verbal skills to change the culture of Hawaii whereby the state now is working on a memorial for the 8,000 who died at Kalaupapa. I have visited his church at
Kalaupapa, was present for his canonization on October 11, 2009 and visited his birthplace and tomb in Belgium in 2013.
When Damien was canonized I thought, “Who would have thought that one of us affected by leprosy would be welcomed
in such a royal manner at the Vatican!”
Sister Marianne Cope was born and raised in Syracuse, New York, becoming the 11th American canonized a saint on October 21, 2012. Saint Marianne of Molokai was a nurse by training and an excellent administrator by necessity. She was
able to decrease the number of infections associated with hospitals in the late 1800’s by demanding proper hygiene among
its staff; started training medical students, and her efforts became part of the College of Medicine at Syracuse University;
and accepted a challenge from Father Damien to use her skills at Kalaupapa. She arrived with six other sisters in Kalaupapa several months before Father Damien died and stayed for 35 years. I have been fortunate enough to have visited the
church in Syracuse where she received her training and took her vows.
With The STAR being circulated to over 165,000 readers throughout all 50 states and 154 foreign countries, surely one of
us can deliver our battle cry to Pope Francis. Dearest Pope, please stop comparing leprosy to all that is bad in the Vatican
Court, with those who care more about their careers than the faith, and with sexual abusers of children. Those of us affected by leprosy have been symbolically declared “the living dead”. We do not wish to metaphorically be the “sinful
dead”.
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Forty & Eight Activities
By Joseph Steil
The Promenade Nationale is the Forty & Eight's national convention. It is a
time of renewed fellowship and election of new national officers. The 95th
Promenade Nationale was held from 11–15 September 2014 in Virginia Beach,
Virginia. Some of the activities include a Children's Party for disadvantaged
children by our Boxcar Hobos, updates on our programs including Carville
Star, Americanism, Nurses Training, Child Welfare, POW/MIA, VAVS, and
Youth Sports, and presentation of Americanism Award, Hero of the Year
Award, and Law Officer of the Year Award.
The finale of Promenade Nationale is the election of officers for the upcoming
year. Our new Chef de Chemin de Fer (National Commander) is Mike Wood.
He should be familiar to long-time readers of The Star as he was the Carville Star National Directeur from 20062008. Mike was and is a real Hansen’s Disease advocate. He was instrumental in the procurement of the monument for the Carville Cemetery that lists the names of patients buried at Carville from 1895 to 1922. This monument was dedicated in February 2009 with over 100 people in attendance and 8 distinguished speakers. Mike
also arranged for individuals affected by Hansen’s Disease to visit and speak at local 40&8 chapter meetings in
California and Texas. He has also served as
National Directeur of Membership and of
Child Welfare. Mike should be a great Chef
de Chemin de Fer, and we look forward to
the upcoming year.
Besides our continued support of The Star,
the 40 & 8 will help fund the creation and installation of interpretive signs highlighting
significant landmarks in the Carville Historic
District. The 40 & 8 has pledged support for
the purchase of these interpretive signs, and
we will work diligently to make it happen
this year.
The Voyageurs of The Forty & Eight, along
with the outstanding support from the Dames
of La Societe de Femme, are proud to have
supported The Star from 1943 to the present.
From the original presses and type setters, to
the new modem full color format that is also
available electronically, the Forty & Eight is
ensuring that the research on Hansen's Disease is distributed around the world.
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WHO Goodwill Ambassador for Elimination of Leprosy
By Jose’ Ramirez, Jr.
It is often said that children never forget their parents,
and for boys it is their father. At age 75, Yohei Sasakawa is no longer a little boy, but a man who has grown
wiser with age. He has followed in his father’s footsteps, attacking stigma, challenging the United Nations
to end discrimination against persons affected by leprosy, building rapport with others to restore human dignity to all with disabilities.
Mr. Sasakawa’s father established the Nippon Foundation in 1962, a private non-profit foundation with a mission to carry out philanthropic activities. Mr. Sasakawa
had a great teacher, becoming a trustee of the foundation in 1981 and Chair in 2005. In his role as Chair he
travels the globe, monthly visiting former or current facilities used to treat persons with leprosy. He inspires
others with his charisma and energy, motivates many to
move forward with their lives by providing funding for
education, training, medicine, and forges ahead in the
on-going battle to end the struggle against stigma.
Mr. Sasakawa has numerous honors from many countries, but he reminds his loyal staff that the greatest
honor has been the opportunity to serve those affected
by leprosy. One of the many places he has visited was
the National Leprosarium at Carville, Louisiana.

" Mr. Yohei Sasakawa,
President of the Nippon Foundation
and WHO Goodwill Ambassador for the
Elimination of Leprosy at the Morocco Symposium."
Photo by José Ramirez, Jr

The Star wishes Mr. Sasakawa continued energy in our joint effort to restore the dignity and respect stolen from
persons affected by leprosy, a grossly misunderstood disease. In 2015, Mr. Sasakawa will commence the 10th
anniversary of the Global Appeal effort. This is comprised of a signed document committing to the Global Appeal to end stigma and discrimination against persons affected by leprosy. Some Signees have included President Jimmy Carter, Dali Lama, Desmond Tutu, Rabbi Yona Metzger (Chief Rabbi of Israel), Cardinal
Archbishop Rosales of the Philippines, Sir Richard Branson of Virgin Management, the International Bar Association, The World Medical Association, Chancellors of Universities throughout the world and persons affected
by leprosy.
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New Self-Guided Audio Tour for Carville’s Museum
By Elizabeth Schexnyder
To give the Carville Museum visitor the best possible overview of our site history
and Hansen’s disease, a new feature has been added to enhance their experience, the
audio tour.
The self-guided audio tour was launched the first week of November. All visitors,
from the young and tech-savvy to the seasoned seniors, have found the hand held
wands easy to use.
At the moment, there are 47 audio stations offering visitors information about the
artifacts on exhibit and background history of Carville’s leprosy hospital. The wands
have the capacity to record, store, and playback up to 200 different audio clips. The
tour can be played back in sequence or the numbers selected randomly, as the visitor
prefers.
To activate the tour, a visitor simply pulls a wand from the base unit, and presses the
audio station number on display into the wand keypad. This activates an audio recording. The audio descriptions are from 1 minute to 2 minutes in length. Some of
the topics covered are an overview of Hansen’s disease, Louisiana Laws relating to
Leprosy, Daughters of Charity, and Patients’ Stories. After completing the tour, the
wand is reinserted into a base
where it recharges before its next
use.
There are 10 wands in the set, which gives up to 10 individual visitors access to a self-guided tour simultaneously. The
audio is easy to hear with the wand held close to the ear, like
a telephone, but does not interrupt other visitors as they view
the exhibits.
The museum has recently hired a part-time assistant who is
bilingual. Juliana Benitez, who began working at the museum
in September, speaks Spanish as a second language. Julie also
currently aids the National Hansen’s Disease Programs Social
Services Department with Spanish translation.
The museum tour translation process will begin shortly. After
translation, Julie will record the Spanish language tour. Then
the Spanish tour will be loaded into the audio wands so that
each station offers Spanish, as well as English, audio interpretation.

Julie Benitez demonstrating the new audio tour wand.
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My Journey to the National Hansen’s Disease Program
by Hong-Sun Woo, Secretary General for The Korean Federation of Hansen Associations

I went to the Unites States on my third trip, and my first to the National Hansen’s' Disease Program (NHDP),
December 7-11, 2014. Accompanying me on the trip were Mr. Kim Jonggook, Deputy Director of AIDS, HIV,
and HD and Ms. Oh Eunjeong, Director of HD, Korea Center of Disease Control (CDC).
Since my discharge from the South Korean Navy as an officer, I have travelled around the world and had opportunities to meet many people of diverse backgrounds and learned very much from them. The journey to the
NHDP was of special significance as two of my fellow travelers represented a highly regarded government
agency in South Korea, and they were specialists in the field of Hansen’s disease.
My initial reluctance on making the trip to the MHDP was based on the length of the journey. The long flight of
14 hours to New York’s JFK airport, plus an additional 2 ½ hours to New Orleans and a one hour drive to Baton
Rouge, Louisiana reminded me of my previous promise to my body not to take another long trip again. However, I put my fatigue aside and instead focused on the journeys taken by those affected by HIV and HD. I realized that with the help of my Lord, and Savior Jesus Christ, this trip was possible.
We arrived in Baton Rouge on the day that the United States celebrates Veteran’s Day, and everything was
closed so we tried to recover from jet lag. On our first day of the tour we were introduced to Navy Captain John
Figarola who is always with a smile on his face. His rank and service was similar to mine so this was a pleasant
surprise. Captain Figarola escorted us to the laboratory research branch at Louisiana State University. With a
greeting to Dr. Richard W. Truman, chief of lab, we were introduced to the armadillo (not seen in Korea), the
only living mammal sharing the same genetic strain of HD as human beings and thus a good animal for experiments in preparing future mutation viruses that evolve from the bacteria of HD.
One of the sites we looked forward to touring was the national leprosarium which operated from 1894-1999 and
is now named Gillis W. Long HD Center located in Carville, Louisiana. José Ramirez, Jr., former patient and
now HD advocate arranged for the visit but was unable to travel from Houston, Texas. Today only 2 persons affected by HD live at the facility and are cared for by medical staff. Some in Korea view the care of so few by
the government as a waste of money, but the persons were admitted at a young age and now call the facility
“home”. The former leprosarium, a self-contained community, is now operated by the Louisiana National Guard
for training of adolescents experiencing challenges in school. The Guard takes care of the infrastructure, including the cemetery embraced by large pecan trees and a decorative wrought iron fence.
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We were very impressed with the HD Museum on the grounds of the former leprosarium. The museum was
filled with artifacts and stories of those who endured life-long separation from society. My desire is to build a
similar museum on the HD experience in Korea.
In 2005 the Korean Federation of Hansen’s Association, an organization of persons affected by HD, lobbied for
legislation to closely exam the truth of HD-related incidents. Since its proposal in September, 2005, the legislation was introduced to the Korean National Assembly Full session and passed on October 17, 2007. The reason
for this enactment is that in the past those affected by HD have been discriminated against due to extreme
stigma. Many were forcefully hospitalized at accommodations such as the National Sorok Island Hospital. Segregated and denied of their basic human rights, they were imprisoned, abused, forced to do harsh labor, and sterilized. In addition, severe stigma against HD patients gave rise to a horrible massacre on Sorok Island, followed
by incidents of bloodshed on Bitori Island. The slaughter of 84 patients in 1948 was carried out by staff and security officers over a management dispute.
Over 50 years have passed since these incidents took place but the Korean Government agreed to a very special
mandate in the legislation of 2007…the building of a memorial hall in tribute to the victims of HD. Now the
government claims a lack of funding for not following up on this mandate. This is an example of both discrimination and disregard for those affected by HD in Korea, and not respecting the rule of law.
After the tour of the museum we met with the NHDP management staff. The group realized that we have a common theme in advocating for a productive use of former facilities used as leprosariums, such as nursing homes.
I suggested that we start an international discussion on the issue. Dr. David Scollard, the director of NHDP recommended that Korea could be the country to host such an international workshop for attacking this problem in
2016 after the 16th International Leprosy Congress in China. Such a meeting would help in providing a meaningful start for discussing other options for the effective use of former leprosariums as they become empty. I
agreed to initiate an effort, in consultation with Korean government officials, to host, discuss and hopefully resolve these issues. I also learned that all the staff at NHDP are humble, devoted and integrated to work for those
affected by HD, and making a world without HD a manifest reality. The three of us from Korea learned very
much from this visit, felt pleasantly overwhelmed with the agenda organized by the NHDP staff, and greatly enjoyed their welcome meal called gumbo with white rice -- a mix of vegetables, sausage, sea food and plenty of
spices.
My journey in helping those affected by HD in Korea has not yet peaked. I have much more to learn from others around the world. This trip was one that will help to close my gap of knowledge about HD. This journey
and others to come will give me the insight to think creatively and propose new ideas to assist persons affected
by HD.
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An Inside View of Carville:
Oral Histories of Patients and Staff from the Last United States Leprosarium
Dr. Barbara Michiels Hernandez, a professor and graduate
coordinator at Lamar University in Beaumont, TX, visited
the Carville museum and The Gillis Long Medical Center in
Baton Rouge on a research grant from the university three
times in September and October, 2014. Dr. Hernandez is a
native of Alexandria, Louisiana and knew of Carville as a
child. Her interest was piqued when reading about the 1999
events and decided to pursue a grant to do historical research
on a famous worldwide facility in Louisiana that changed
the way that Hansen’s disease was treated and viewed. Previously, in 2009, Barbara and 3 graduate students received a
grant to access archival materials at the Carville museum
and published a journal article that was entitled: The Legacy
of Carville: A History of the Last Leprosarium in the U.S. in
November, 2009 in the Journal of Health Studies, edition 24
(2), pages 314-325. Dr. Hernandez also supervised a published Master’s degree thesis by Gincy Thomas in 2010 on:
The Rehabilitation of Hansen’s disease: historical review of
medical & psychosocial treatment interventions of adult patients at Carville, Louisiana from 1894-2009. This new research, currently in progress, will be 3rd project the by Dr.
Hernandez on Hansen’s disease at Carville.
The purpose of this recent research, entitled: An Inside View of Carville: Oral Histories of Patients and Staff from
the Last United States Leprosarium was to transcribe, verify, summarize, and publish a research article from patient/staff digital video/audio oral and transcribed histories. The subject of Hansen’s disease stigma, human rights
discriminations, experimental medical trials, and other classifications determined by the investigator occurring at
Carville, La., the last leprosarium in the U.S. will be the focus of this research. Dr. Hernandez is assisted by Ms.
Carrie Burns, a graduate student at Lamar University. Seventeen oral histories were reviewed from those archived and only available on site at the National Hansen’s Disease Museum at Carville and the National Library
of Medicine in Washington DC. The authors interviewed 7 additional patients and staff, creating oral histories for
future transcriptions and use in the published article. The transcripts and newly recorded oral histories will be donated to the Carville museum. In the study of historical research, when recorded oral histories are subject to historical scrutiny, a secondary source becomes a primary source. The oral histories and transcriptions will be validated using historical methods research analyses of the eye witness transcribed print and oral history interviews.
The story of the patient and staff views of medical treatments and societal issues within the national leprosarium
needs documenting for historic preservation. The investigators will now analyze the transcripts and determine the
selection of these for a research article that will be submitted for publication. The written summaries will chronicle eye-witness accounts transcribed into print medium. This will be a manuscript that documents and disseminates the unique personal histories of Hansen’s disease patients and staff at Carville.
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Middle Eastern Regional Symposium on Leprosy and Human Rights,
Empowerment of Women, and Visit to a Leprosarium in Morocco
By José Ramirez, Jr.

On October 20, 2014, individuals affected by leprosy from Middle Eastern countries, and others met in Rabat, Morocco. Over
100 persons came together to address issues related to the violation of human rights of persons affected by leprosy.
This event was jointly hosted by the Kingdom of Morocco, Ministry of Health, and Yohei Sasakawa, Chair of the Nippon Foundation and WHO Goodwill Ambassador for Leprosy Elimination. The symposium was one of four (Brazil, India, Ethiopia), held
in conjunction with meetings by the International Working Group (IWG) on Leprosy and Human Rights chaired by Dr. Yozo Yokota, President of the Center for Human Rights Education and Training based in Tokyo, Japan.
The symposium in Morocco included three major components. The first was on “Medical and Social Aspects of Leprosy”. One
of the presenters was Dr. Barbara Frey, describing the “Implementation of the Principles and Guidelines to Eliminate Discrimination against Persons Affected by Leprosy”. Dr. Frey is a member of the IWG and Director of the Human Rights Program at the
University of Minnesota.
The second was on “Leprosy and Women: The Need for Empowerment Through a Human Rights Approach”. The distinguished
panel of women was expertly moderated by Támara Biole Soares, Director of Human Rights and Justice in Brazil. The panel included Alem Galeta, President of the Ethiopian National Association of Persons Affected by Leprosy (ENAPAL); Shahira Amin,
correspondent from Cairo, Egypt; Azzouzi Naima, President of the Morocco Association of People Affected by Leprosy (APAL);
and Magdalena Santos Ramirez, clinical social worker from Houston, Texas. The presenters enlightened the audience with
unique perspectives and strategies on the empowerment of women.
It is commonly known in the world of leprosy that even though the disease affects twice as many men than women, it is the
women who experience the greater degree of stigma. A combination of myths have merged to create the impression that a
woman affected by leprosy is undesirable: alleged carrier of a sexually transmitted disease and thus promiscuous; and giving
birth to a child ill with leprosy. A way to overcome such prejudice is to teach women affected by leprosy about the techniques of
self-empowerment, and to educate businesses, organizations,
foundations and society in general to participate in empowerment opportunities for these beautiful and talented women who
have learned to overcome huge challenges.
The session was particularly moving as it was attended by up to
20 persons affected by leprosy, mostly women, who were citizens of Morocco. These individuals were interviewed by the
media and most acknowledged that they had never publicly
spoken about their diagnosis, much less attended a meeting
where other women were the speakers. King Mohammed VI of
Morocco is a strong advocate for services to persons with disabilities, but HD is one of those diseases still swelling with
stigma and discrimination.

" Widespread media coverage occurred at the
Middle Eastern Regional Symposium in Rabat, Morocco.
Sitting on the stage were the speakers on
'Leprosy and Women: Need for Empowerment.......' ."
Photo by José Ramirez, Jr

The third session was on “Preservation of History- Tangible
and Intangible”. Moderating the panel was José Ramirez, Jr.,
clinical social worker, managing editor of The Star and USA
Coordinator for IDEA (International Organization for Dignity
and Economic Development). Serving on the panel were Professor Abdalhak Sakkat of the Instruction Military Hospital
Mohammed V; Dr. P.K. Gopal of India; Artur Custudio
Moreira of MORHAN in Brazil and Fumihiko Takayama, non-
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fiction writer. The audience was reminded that the preservation of history has a two-fold effect. One, is to serve as a reminder that injustices, such as those experienced by persons
affected by leprosy, should not be duplicated in the future.
Two, is to preserve the culturally iconic places such as the
thousands of prison-like facilities throughout the world used to
isolate those deemed “outcasts”. Both can become a reality via
efforts to engage in the United Nations World Heritage Sites
Program. This program stops the threat of demolition and forgetting, and opens the door for funding to renovate and maintain these sites as museums.
It was the general consensus of the presenters that the history
of leprosy is a very important part of the world: negative consequences of stigma, the cruel separation of families geographically, and the forced loss of identity. These conclusions were
not unique to a gathering such as this one, but it represents one
more battalion fighting the war on stigma.
"Abandoned wheelchair at Ain‐Chok Hospital
for Persons Affected by Leprosy, Casablanca, Morocco."
Photo by José Ramirez, Jr.

Stigma, an act of labeling, rejection or unexplained fear of a
person, has not lessened in intensity throughout the centuries.
This is a phenomenon that is counter to the decrease in new HD
cases throughout the world. A minus (-/ of new cases) should not equal a plus (+/ of stigma). This is a profound example of an
oxymoron.
An example of preserving history occurred when speakers at the symposium and other guests traveled to Casablanca to meet
with staff operating the National Leprosy Programme, and visit one of the remaining leprosy hospitals in Morocco, Ain-Chock
Hospital.
Based on written manuscript, it is known that the word “leprosy” did not exist in Berber, the origins of Morocco. It was not until 722 when the Arabs founded the town of Sijilmassa is the word mentioned in manuscripts, describing persons affected by
leprosy working in emptying cesspits. Obviously, our brothers and sisters of ancient time were stereotyped and not deemed
worthy of a more distinguished form of work.
Manuscripts linked to El Ouazzani (Léon the African) refer to leprosariums in Marrakech (South) and Fez (middle of country),
in the sixteenth century. These leprosariums were considered some of the “best run” in the Middle Eastern countries. Treatment at the time consisted of proper hygiene, sulfur baths and the application of residue from the Smilax aspera plant.
Not until the 1920’s-1950’s were efforts undertaken to identify and isolate persons affected by leprosy, locating them in hospitals in Fez, Casablanca and Marrakech. Fez is like a unicorn of communities. It has the high walls of ancient cities, narrow and
meandering passages filled with people selling their crafts, and donkeys resting in a stall at the travel inn or hauling merchandise and wool to market. This old city is embraced by a 15 foot wall originally built for protection and now allows visitors to
envision a walk into ancient times. The other part of the unicorn is the modern city with high rise apartments, beautiful boulevards and multiple universities that render free education to Moroccans.
In the 1960’s there were 360 beds available at leprosy hospitals for persons diagnosed with the disease, with Ain-Chock having
216 beds. Currently, Morocco has less than 20 new cases diagnosed annually. However, the level of disability is considered
grade two, or with loss of sensation, disability of the hands and feet, and foot ulcers. This level of disability, according to the
Morocco National Leprosy Programme is due in large part to the stigma associated with the disease and thus avoidance of
health officials and treatment.
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The tour of Ain-Chock was jointly provided by staff from the National Leprosy Programme and members of the Morocco Association of People Affected by Leprosy (APAL).
Ain-Chock Hospital is located on a busy boulevard in Casablanca surrounded by small businesses and a residential area. The
facility is embraced by a ten foot fence with broken glass on the top, and has a heavy iron gate with a width sufficient to accommodate only one vehicle to enter at a time. The site is no longer used to forcefully isolate persons affected by leprosy, but instead used as a temporary home for persons free from the bacilli and in need of foot care and other rehabilitative services.
The facility is made of cinder block covered with stucco and painted white, as most buildings are in Casablanca (White House).
The windows have sky blue panels that are in disrepair and with peeling paint. Many of the buildings previously used for Xrays, surgery, and recovery are now non-functional due to a combination of decreasing number of new cases and lack of funds.
The narrow road meandering around the premises has pot holes with tall weeds on its borders. Abandoned among the uncut
grass and tall weeds was a wheelchair, symbolic of how society throughout the world, and leprosy, can physically, emotionally,
and spiritually disable a person affected by a tiny but cruel bacillus. Members of APAL shared a dream of turning this large facility into a combination museum and treatment center for both the community at large and persons affected by leprosy.
Hope was not lost among the ten patients at the facility with clean and comfortable beds recovering from open ulcers or awaiting a new prosthesis, receiving services from caring staff. Hope was also not lost among the four members of the APAL who
helped to conduct the tour of a facility once brimming with many fellow Moroccans. Hope was not lost among the guests who
were glad to have partially contributed to the lessening of stigma related to leprosy by speaking at the Symposium and engaging
the media in attacking myths associated with leprosy.
All who traveled to Morocco during October of 2014 were very grateful for the warm welcome and hospitality offered by the
Kingdom of Morocco, Ministry of Health, National Leprosy Programme and members of APAL.

WHO Issues Annual Leprosy Update
Fourteen countries accounted for 96% of new leprosy cases in 2013.
In its annual round up of the global leprosy situation, the WHO’s Weekly epidemiological record for September 5, 2014, revealed
that 215,656 new cases of leprosywere reported in 2013, down from 232,857 in 2012.
Of the total, India contributed 126,913 cases, Brazil 31,044 cases and Indonesia 16,856 cases. Between them, these three countries
made up 81% of all new cases of leprosy.
A further 11 countries reported a thousand or more new cases. They were: Ethiopia (4,347), DR Congo (3,744), Nigeria (3,385),
Nepal (3,225), Bangladesh (3,141), Myanmar (2,950), Tanzania (2,005), Sri Lanka (1,990), Philippines (1,729), Madagascar
(1,569) and Ivory Coast (1,169).
The top 14 reporting countries together accounted for 96% of total leprosy cases in 2013.
In an editorial note, the WER noted that new cases have plateaued in the range of 245,000 to 215,000 between 2009 and 2013, and
that “greater and more focused attention to the problem by all stakeholders is warranted.”
It also stated that of new cases, 13,289 had Grade 2 disabilities, “which reflects low awareness about leprosy in the community and
sub-optimal capacity of health systems to detect the disease early.” Furthermore, 9.2% of new cases were in children, indicating
continuing transmission of the disease. The target envisaged by the current global strategy for leprosy 2011-2015, that of reducing
the rate of Grade 2 disabilities in new cases to 35% of that in 2010, “does not yet seem to be within sight,” it said.
Reprinted from the WHO Goodwill Ambassador Newsletter.
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Forty and Eight Chef de Chemin de Fer and La Societe Leadership
By José Ramirez, Jr.

In 2005 my wife and I met Mike Wood for the first time.
He was accompanying the Carville Star National Directeur
and basically learning the unique duties of this position,
which he held from 2006-2008.
My wife, Magdalena, and I had gone to the Gillis W. Long
HD Center at Carville, La. to pay our respects to our
friends at the cemetery. So many souls close to our hearts
remained forever in the home chosen by the laws of
stigma.
During one beautiful spring day, we joined Mike and his
colleague from the Forty and Eight for lunch. The place
we chose was located on a narrow road parallel to the Mississippi River and several miles from the HD Center. This
place, nestled amongst giant pecan trees and known by
many for its Cajun cuisine, seemed like an ideal place to
introduce Mike to the wonders of South Louisiana.
As we settled into our uneven chair and a well-worn dining table, Magdalena encouraged the two from the Forty
and Eight to choose something they had never eaten before. As our wait person took the orders, Mike appeared
perplexed. The orders we placed included crawfish, seafood gumbo, red beans and rice, catfish, etc. Mike calmly
scanned the menu and ordered a hamburger with fries.
After a few moments of silence, we all started laughing at
the irony of eating a hamburger at a restaurant known for
Cajun food.
Mike has learned a great deal about regional food since
that day in 2005. As he travels throughout the United
States as Chef de Chemin de Fer we are confident that he
will not order hamburgers at every stop, but that he will
certainly talk about and spread the word about his theme
for 2015, “What can I do?” We at The Star salute this
wonderful man and wish him great success on his journey
as Chef de Chemin de Fer, and invite him to try the spicy
crawfish on his next visit to Louisiana.
Mike’s colleagues on La Societe Leadership will be Diane
Carignan, Grande de Michigan and La Presidente Nationale; Bernie Sampson as Correspondent Nationale; Rene
Vanmulem as L’Editeur Nationale; and Joe Steil, Carville
Star Nationale Directeur.

The Forty and Eight and its members have been financially and spiritually supporting The STAR since the
1940’s. Without their support and generosity, The Star
would not have BFF’S (Best Friends Forever) like Mike,
Diane, Bernie, Rene and Joe. From a one page mimeographed sheet called 66 STAR , to a monthly journal
called The STAR distributed throughout the world, to a
biannual publication still mailed globally, the Forty and
Eight has made a major contribution in the education of
the misinformed about Hansen’s Disease. A big MERCI
to all its members. Have a great new year in 2015.

*** ATTENTION ***
Don’t let your subscription expire!
For a new or renewal subscription to The Star
please fill out the subscription form below and
mail your payment to :
Voiture Nationale
Attn: The Star Membership
250 E 38th Street
Indianapolis, IN 46205-2644
Subscribe to The Star
Name: __________________________________
Address: ________________________________
Address2: _______________________________
City/State/ZIP: ____________________________
Country: _________________________________
$2.00 per year domestic $5.00 Per Year Foreign
Make checks payable to: Voiture Nationale
My enclosed check is for ___ years and for ___
subscriptions for a total amount of $_____
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HANSEN’S DISEASE CLINICS
ATLANTA HD CLINIC
Emory MidTown Hospital
550 Peachtree Street NE
7th Floor MOT
Atlanta, GA 30308
PH: (404) 686-5885 Fax: (404) 686-4508
Primary Physicians –Dr Jessica Fairley/ Dr. Phyllis Kozarsky
email: jessica.fairley@emory.edu, pkozars@emory.edu
PH: (404) 686-5885
Public Health Nurse: Roberta Dismukes, RN
email: roberta.dismukes@emoryhealthcare.org
PH: (404)-320-7668 PH: (404) 686-7668
BOSTON HD CLINIC
Lahey Medical Center
41 Mall Road
Burlington, MA 01805
PH: (781) 744-5670 Fax: (781) 744-5687
Primary Physician - Dr. Danielle Miller
email: daniellemiller@lahey.org Public Health Nurse Ms. Stephanie Burns, RN, D.N.C.email:
stephanie.a.burns@lahey.org
CHICAGO HD CLINIC
University of Illinois
College of Medicine at Chicago
Department of Dermatology, (MC 624)
808 S. Wood, RM 376 CME
Chicago, IL 60612
PH: (312) 996-0734 Fax: (312) 355-0870
Primary Physician - Dr. Carlotta Hill
email: chhill@uic.edu
Public Health Nurse – Gladys Lee, RN
email: FLLee@uic.edu
LOS ANGELES HD CLINIC
LAC+USC Medical Center
1200 N. State St.
Clinic Tower A5B123
Los Angeles, CA 90033
PH: (323) 409-5240 Fax: (323) 441-8152
Primary Physician - Dr. Maria T. Ochoa
email: mariatoc@usc.edu
PH: (323) 226-3373
Public Health Nurse - Helen Mora, RN
email: hmora@dhs.lacounty.gov
Occupational Therapist - Rob Jerskey
email: robjerskey@yahoo.com
MARTINEZ HD CLINIC
Contra Costa Regional Medical Center
Outpatient Specialty Clinic
2500 Alhambra Avenue
Martinez, CA 94553
PH: (925) 370-5868 Fax: (925) 370-5529
Primary Physician - Drs. Sutherland/Saffier
email: ssutherland@hsd.co.contra-costa.ca.us
PH: (925) 370-5867
email: ksaffier@yahoo.com
PH: (925) 370-5200 Ext.:4743
Public Health Nurse – Barbara Hobson, RN
PH: (925) 313-6757
email: Barbara.Hobson@hsd.cccounty.us
Community Health Worker - Sebastian Basalic
email: Sebastian.Basalic@hsd.cccounty.us
MIAMI HD CLINIC
Jackson Memorial Hospital
1611 N.W. 12th Avenue
ACC East – 2nd Floor
Department of Dermatology
Miami, FL 33136-1096
PH: (305) 585-7348 Fax: (305) 585-6397
Primary Physician - Dr. Anne Burdick
email: Aburdick@med.miami.edu
Public Health Nurse - Gail Chepenik, RN
email: gchepenik@jhsmiami.org
NEW YORK HD CLINIC
Bellevue Hospital Center

Department of Dermatology
462 First Avenue, Room 17-N-7
New York, NY 10016
PH: (212) 562-5670 Fax: (212) 263-6423
Primary Physician - Dr. William Levis
email: william_levis@yahoo.com
Public Health Nurse - Lydia Macwan, RN
PH: (212) 562-6096
email: Lydia.Macwan@bellevue.nychhc.org
Physical Therapist - Louis Iannuzzi, P.T., C.Ped.
email: Lni1@nyu.edu
PHOENIX HD CLINIC
Maricopa County Health Department
1645 East Roosevelt Street
Phoenix, Arizona 85006
PH: (602) 372-2039 Fax: (602) 372-3862
Primary Physician - Dr. Ronald Pust
Tucson Office: (520) 626-5650
Cell: (520) 668-6441
email: rpust@email.arizona.edu
Public Health Nurse - Brenda Cabrales, RN
PH: (602) 372-1407
email: brendacabrales@mail.maricopa.gov
Physical Therapist - Tracy Carroll, MPH
email: tcarroll@email.arizona.edu PH: (520) 312-5750
SAN DIEGO HD CLINIC
HHSA, North Central Regional Center
5055 Ruffin Road, Mail Stop: N-513
San Diego, CA 92123
PH: (858) 573-7338 Fax: (858) 573-7325
Primary Physician - Dr. Erik O. Gilbertson
email: erik.gilbertson@sdcounty.ca.gov
Public Health Nurse – Krisanto Equipado, RN
email: krisanto.equipado@sdcounty.ca.gov (858) 573-7230
SAN JUAN HD CLINIC
University of Puerto Rico
Medical Sciences Campus
School of Medicine - Dept. of Dermatology
P. O. Box 365067
San Juan, PR 00936-5067
PH: (787) 765-7950 Fax: (787) 767-0467
Primary Physician - Dr. Pablo Almodovar
email: dermatol.rcm@upr.edu
Public Health Nurse - Sonia Santos-Exposito, RN, BSN
PH: (787) 758-2525, Ext. 5503
email: sonia.santos@upr.edu
SEATTLE HD CLINIC
Harborview Medical Center
2 West Clinic – 359930, 325 Ninth Avenue
Seattle, WA 98104
PH: (206) 520-5000 or (206) 744-5113
Toll Free: (877) 520-5000
Fax: (206) 744-5109
Primary Physician - Dr. James Harnisch
email: jpharnisch@comcast.net
Public Health Nurse – Chinh Tran, RN
email: tranc@u.washington.edu
SPRINGDALE HD CLINIC
Joseph H. Bates Outreach Clinic of Washington County
614 E. Emma Avenue, Suite 247
Springdale, AR 72764
PH: (479)-751-3630 Fax: (479) 751-4838
Primary Physician: Linda McGhee, MD
PH: (479)-521-0263 PH: (479) 973-8450 (office)
email: lmcghee@uams.edu
Public Health Nurse - Sandy Hainline Williams, RN
PH: (479)-751-3630 Cell: (479)-422-0190
email: sandra.hainline@arkansas.gov
TEXAS HD CLINICS
Department of State Health Services
Hansen’s Disease Program
P. O. Box 149347, Mail Code 1939
Austin, TX 78714-9347
PH: (800) 252-8239
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Fax: (512) 365-7824 –primary fax
Fax: (512) 533-3167 –secondary fax
Nurse Consultant: Linda Brown, MS, RN
PH: (512) 533-3144
email: lindaj.brown@dshs.state.tx.us
Officer Administrator: Kirbi Woods
PH: (512) 739-1876
email: kirbi.woods@dshs.state.tx.us
Dallas County Health & Human Services
2377 N. Stemmons Freeway, Suite 522
Dallas, TX 75207-2710
PH: (214) 819-2010 Fax: (214) 819-6095
Physicians - Dr. Jack Cohen/Dr. Sharon Nations
email: jbcohendo@aol.com
PH: (817) 753-6633 (private practice)
email: sharon.nations@utsouthwestern.edu
PH: (214) 819-2010
Public Health Nurse - Claire Keels, RN
email: Claire.keels@dallascounty.org
Houston Hansen’s Disease Clinic
Northside Health Center
8504 Schuller Street
Houston, TX 77093
PH: (832) 393-4804 Fax: (832) 393-5247
Physician - Dr. Terry Williams/Dr. Steven Mays
email: Tmwill3502@aol.com
PH: (281) 332-8571
email: Steven.Mays@uth.tmc.edu
PH: (713) 500-8329
Public Health Nurse – Marion Matsu, RN, CCM
email: Marion.Matsu@houstontx.gov
Main: (832) 393-4798 Cell: (832) 248-7150
Texas Center for Infectious Disease
2303 S. E. Military Drive
San Antonio, TX 78223
PH: (210) 531-4526 Fax: (210) 531-4508
Physician - Dr. Adriana Vasquez
PH: (210) 531-4565
email: adriana.vasquez@dshs.state.tx.us
Physician - Dr. Lynn Horvath
PH: (210) 531-4524
email: lynn.horvath@dshs.state.tx.us
Public Health Nurse - Debbie Mata, RN
PH: (210) 531-4576 PH:(210) 531-4295 Cell: (210) 8349002
Appointment Secretary (210) 531-4526
email: debbie.mata@dshs.state.tx.us
Department of State Hlth Services Region (HSR) 11
601 W. Sesame Drive
Harlingen, TX 78550
PH: (956) 423-0130 Fax: (956) 444-3295
Physician - Dr. Richard Wing
email: richard.wing@dshs.state.tx.us
Public Health Nurse – Melissa Davis, RN
PH: (956) 423-0130, Ext. 5573
email: Melissa.davis@dshs.state.tx.us
Other Clinics
HAWAII HD PROGRAM
Hawaii State Department of Health
Hansen’s Disease Community Program
3650 Maunalei Avenue
Honolulu, HI 96816
PH: (808) 733-9831 Fax: (808) 733-9836
Program Manager: Lori Ching, RN
Direct Line/Voice Mail: (808) 733-4663
email: lori.ching@doh.hawaii.gov
Office Physical Address:
Diamond Head Health Center
3627 Kilauea Avenue Room 102
Honolulu, HI 96816
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The Star
RADIATING THE LIGHT OF TRUTH
ON HANSEN’S DISEASE

GET TO KNOW THE FORTY & EIGHT
The Forty & Eight, an honor society of veterans created
in 1920 and The STAR’s primary funding organization,
draws its origin from World War I. Millions of American
soldiers in France were transported to the front in narrow
French box-cars, called “Voitures,” which would only hold
40 men or 8 horses. Remembering the close brotherhood
of those box-car days, La Societe des Quarante Hommes
et
Huit Chevaux (The Society of 40 men and 8 Horses)
was formed and local Voitures began organizing as
outstanding Legionnaires were invited into membership.
Membership is still by invitation only.
Dedicated to the needs of their fellowman, the Forty &
Eight raises funds and support not only The STAR, but
funds a national nursing scholarship program, various
child welfare programs, provides aid to veterans and
continues to promote Americanism at both local and
national levels .

What is HD?

FACTS ABOUT HANSEN’S DISEASE

Hansen’s disease, is a complex infectious disease which, although recognized for more than
two thousand years and found to be caused by a bacterium over a century ago, is not completely understood. Dr. Gerhard Amauer Hansen, Norwegian scientist, first discovered the
HD bacillus in 1873. Considerable progress has been made during the last 40 years, so that
today we can treat the majority of cases without difficulty and counteract most of the fears
generated by the folklore surrounding this disease.

HD affects the skin, peripheral nerves, and sometimes other tissues, notably the eye, the
mucosa of the upper respiratory tract, and the testes.

There are both localized and disseminated forms of HD. If left untreated, HD causes nerve
damage, which can result in loss of muscle control and crippling of hands and feet. Eye
involvement can result in blindness.
Where is HD Found?

In 2008 the World Health Organization reported that there were 212,802 new cases of HD
worldwide. In 1993, there were 591,000 new cases reported, and in 1992, 690,000 new
cases. The largest numbers of Hansen’s disease patients continue to be in Southeast Asia
and Central Africa with smaller numbers in South and Central America. The largest number of patients in the Western Hemisphere are in Brazil.

In the United States there are approximately 6,500 cases on the registry which includes all
cases reported since the registry began who are still living. This includes approximately
3,300 cases currently receiving medical treatment for HD by the NHDP Ambulatory Care
Program Clinics or private physicians with assistance from the NHDP. There were 150 new
cases reported to the registry in 2008. California, Hawaii, Louisiana, Florida, Massachusetts, and New York contributed the largest number of cases in 2008.
How Does HD Spread?

While this aspect of the disease remains a medical mystery, the most commonly accepted
theory is that it is transmitted by way of the respiratory tract, and abraded skin. The degree
of susceptibility of the person, the extent of exposure, and environmental conditions are
among factors probably of great importance in transmission. Most specialists agree that 95
% or more of the world’s population have a natural immunity to the disease. Persons working with HD contract the disease only rarely. Cases of HD which respond satisfactorily to
treatment become noninfectious within a short time.
How is HD Treated?

Although the sulfone drugs, introduced at Carville in 1941, continue to be an important
weapon against the Hansen bacillus, Multidrug Therapy (MDT) , which includes dapsone,
rifampin, and clofazimine, is the recommended treatment for HD in the U.S. The rising incidence of sulfone resistant disease necessitates treating all patients with more than one drug.
Treatment rapidly renders the disease non-communicable by killing nearly all the bacilli
within a few days, although it takes a number of years for the bacilli to be cleared from the
body. This slow process is what can cause a condition known as “reaction,” which can
cause inflammation of the peripheral nerves, leading to nerve injury, pain, loss of sensation,
and muscle atrophy. If not treated promptly, this process can cause deformity and disability.
NHDP SERVICES Website: www.hrsa.gov/hansens

