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------------------------------------------The purpose of The Star is to: 1) Promote an
educated public opinion of Hansen's disease,
2.) Furnish vocational rehabilitation for
interested patients.
------------------------------------------After you have read The Star, please pass it
on to a friend and if The Star reaches you at
a library, please place it conveniently for
readers.
------------------------------------------Editorial Policy On Terminology
The Star stands firm in its opposition to the
use of the term "leprosy." We shall never
abandon our campaign to secure general
acceptance of "Hansen's disease."
Nevertheless, the word "Leprosy" does
appear in The Star under circumstances
which we feel are unavoidable, namely: when
signed articles are authored by someone who
does not agree with us or when material
discusses the disease prior to the introduction
of the term "Hansen's disease." We dislike
the word "leprosy" intensely, but we dislike
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

Pope Francis Shared New View On Leprosy
By José Ramirez, Jr.
June 12, 2016 was a day long sought by Stanley Stein and the editors of The STAR who followed him. For the
first time in 2,000 years, a Pope had not referred to us as "lepers" or "L" word, nor a leprosy. Pope Francis referred to 40 of us from all over the world as "persons affected by Hansen's disease," and acknowledged our attendance at a first-of-its kind symposium in Vatican City. This unique event occurred during Sunday mass at St. Peter's Square as we sat next to the altar following communion. I was proud to be the only person affected by Hansen's disease, accompanied by my wife, from the USA.
The day was shrouded in rain until the moment that
Pope Francis emerged from the basilica, with sun shining on his white robe. The day brought an end to Pope
Francis' description of Vatican bureaucracy, the abuse
of children by priests, and sin as "a leprosy." He had
also previously used the "L" word as an analogy to "all
things bad." Leprosy is the only disease mentioned in
the Bible and the only illness identifying us by the disease. Those of us affected refuse to be identified by
such.

(AFP Photo/Andreas Solaro)

The journey to St. Peter's Square started over 4,000
years ago when persons affected by Hansen's disease
were often buried in segregated graves. These 40 centuries also represent over 100 generations of my brothers
and sisters buried separately from the rest of the community. This practice did not start to diminish until the
mid-1950’s. They were labeled "the living dead" and
then disrobed of their dignity after death.

By scrutinizing the Bible on references related to leprosy one can easily find rules that are counter to The Ten Commandments. For example, persons with leprosy are
forbidden to travel on a public road, forbidden to enter a church, forbidden to drink from a common fountain, forbidden to be intimate with anyone other than another with the disease, and so forth. The 40 of us who traveled to
Vatican City felt no shame in having had violated the commandments related to Hansen's disease.
The symposium was attended by 300 individuals from 45 different countries. It was co-hosted by The Pontifical
Council for Health Care Workers and The Nippon Foundation from Japan. Mr. Sasakawa, UN Goodwill Ambassador for the Elimination of Leprosy and Chair of The Nippon Foundation, met separately with Pope Francis prior
to the start of the symposium and advocated for the elimination of the "L" word. After listening to so many stories
about the denial of human rights, outrageous labeling and ostracism, Monsignor Jean-Marie Mupendawata from
the D.R. Congo and co-chair of the symposium made the following observation, "It is unfortunate that the many
rules set forth by many religions have been created into laws by governments and personally apologize for these
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rules against humanity." I shared with the symposium
attendees that knowledge about Hansen's disease is
powerful; however, ignorance about this disease is even
more powerful.
Being in Vatican City during the Jubilee Year of Mercy
meant for me coming full circle on the journey with
Hansen's disease. Forty-eight years ago I was diagnosed
with this misunderstood disease at Mercy Hospital in
Laredo, Texas. Even though my family, girlfriend and
friends thought that the diagnosis meant upcoming
death, the Sisters of Mercy nervously tried to reassure
all that this was not so.

(CNS photo/Paul Haring)

Nervously because my mother immediately recognized the usual connection to leprosy.........sin. She believed, and
shared with me in inconsolable tears, that God was punishing her, through me, for her sins. I could not understand
why God was being so cruel to my saintly mother. This cruelty included her witnessing a priest administer the last
rites to me prior to being placed inside a hearse en route to seven years at the national leprosarium in Carville,
Louisiana. My mother, Rosa, felt great sadness for decades asking the question WHY? like a female Barabbas.
She asked God for "mercy" in allowing me to me be cured. Fortunately I was treated with an experimental medical regimen at the time, which has now become the standard care, and loved unconditionally by my mother. Pope
Francis said during mass that the "best medicine for any illness is love."
My journey to Vatican City to present on "Stigma and Toxic Imagery" started on June 4, 2016. On this date Cardinal DiNardo of the Galveston-Houston Diocese offered his blessing to me and my wife for safe travel to Rome,
and a successful first-of-its kind symposium.
The excitement of attending such a special event in Vatican City concluded with renewed energy with recommendations. Some of these included: endorsement of the United Nations approved guidelines to eliminate discrimination against persons affected by Hansen's disease; increase in expertise in the treatment of this disease and corresponding research; increased empowerment of persons affected; elimination of discriminatory laws throughout the
world; on-going efforts to eliminate stigma; and adoption of the motto "One new case of Hansen's disease is one
too many."

(Reuters/Tony Gentile)

The day after the symposium the 40 persons affected
met with members of the United Nations Advisory
Committee on Human Rights to respond to questions
being posed to all nations on issues related to Hansen's
disease and basic human rights. The meeting was led by
the committee's chair, Dr. Okafor, and he reassured all
that the focus of the symposium would not be lost as a
report is prepared for the United Nations. The group of
40 departed Italy with a commitment to continue the
fight against labeling, discrimination and stigma typically aimed at persons affected by Hansen's disease, and
with a dream to have the symposium become an annual
event.
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My Friend Johnny Harmon
By James Krahenbuhl, Ph.D., Director NHDP (retired)
I first met my friend Johnny P. Harmon at the Carville
Centennial Celebration held at the G W Long Hansen’s
Disease Center in 1994. Johnny made a short presentation during which he presented to the center’s director
Dr. Jacobson, his oil painting representing the arrival of
the first 7 patients in 1894 on a barge from New Orleans. Johnny had no formal education beyond high
school but was a skilled artist and had a love of anything aeronautical, especially WWII aircraft and a gift
for mathematics. As a young man he had worked for
the Texas Highway Department for several years as a
surveyor and draftsman before Hansen’s disease (HD) forced his confinement to Carville in 1936 where he
joined his brother Elmo. I am certain that if HD had not interfered Johnny would have graduated from Texas A
and M and had a fulfilling career with NASA.
At Carville he married Louise Anne, the love of his life and focused his talents on photography with a little shop
that served the needs of the patients. His talents were recognized by Stanley Stein and he became the Star’s official photographer and resident cartoonist. He worked only in black and white using his favorite Rolliflex or a
large format Speed Graphic camera. Dozens of his photos grace the NHDP Museum and there are hundreds in
the files. Few are mere snapshots. Shots of visitors and patient activities are carefully composed to exploit existing lighting conditions. His shots of the grounds and unique architecture of Carville are spectacular. Johnny always shot for sharpness and maximum depth of field claiming, “you could see the stitches on their britches.” He
often used a red filter to enhance the subtle tones of gray comprised in the huge cumulus clouds that boil up
from the Gulf in late afternoon. Johnny’s cartoons could be found in the Star from 1945 until ~1954 and each
was a work of art. Most of his cartoons incorporated the unique architecture of Carville. He had the gift of mechanical perspective and the depth of field and detail in the cartoons is amazing.
My friendship with Johnny dates to 1995 when I was Chief of the Laboratory Research Branch. He inserted a
math quiz in the weekly patient newsletter. It was a typical high school algebraic word problem, the kind that
vexed me when I was 17. I sent him my solution and introduced myself. He responded with the correct answer,
an application of the Pythagorean Theorem, and added bluntly, “You may be a hot shot researcher but you don’t
know a damn thing about math!” I had to meet this guy.
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I invited him and any patients who wanted to accompany him to take a field trip to the lab at LSU for
lunch, a tour of the labs and a presentation of the
goals and research approach of our LRB investigators.
Johnny showed up with about twenty patients and sat
in the front row during my presentation. At one point I
showed a cartoon extracted from a 1946 Star that humorously depicted a leopard losing its spots as the
“Miracle at Carville,” the discovery of Promin as the
first effective drug against the leprosy bacillus. The
artist had signed the cartoon, “J. P. Harris.” Johnny
piped up, “That’s my cartoon. That’s the pseudonym I
chose when I entered Carville.” Johnny understood
the concepts of the leprosy clinical spectrum and that we were doing basic biomedical research on the disease;
virtually nothing we were studying would affect the course of his disease or, likely, that of anyone at Carville.
After taking his photograph peering through our electron microscope at his nemesis, the leprosy bacillus magnified 100,000x, We parted friends for life.
Besides acquiring a treasured personal friend the LRB could not have recruited a more loyal, vocal and proactive
supporter. He never hesitated to write senators, congressmen, the Governor, New Orleans and Baton Rouge
newspapers, The Washington Post, etc., to support us in a number of federal budgetary and downsizing crises. In
1999 he strongly resisted the stipend plan and the relocation of the program and chronically ill patients to Baton
Rouge but deep down Johnny realized it was a necessary move for the program, his elderly fellow patients and,
ultimately, himself.
When he was finally admitted to the chronic care facility leased at Summit Hospital in Baton Rouge Johnny’s
first act of patient advocacy was to convincingly point out to the CEO that the food delivered daily was cold. He
sent him compelling evidence, a digital photograph of that morning’s breakfast, two fried eggs with runny yolks
plopped on top of a local lumber yard thermometer that read 55F. Heated food carts showed up soon thereafter.
My friend and I had coffee, breakfast or lunch weekly. I pumped him relentlessly for his experiences as a patient
at historical Carville and a member of the “Greatest Generation.” We took a number of field trips to the D-Day
Museum, the Stennis Space Center, the USS Kidd Museum. We even visited with the pilots of the Confederate
Air Force at the Baton Rouge airport where he got to kick the tires of a B-17 and a B-24 bomber.
Johnny P. Harmon died in 2002, aged 90. I miss him.
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The First Mayor Of Culion
By Loida B. Villanueva and Ernesto Q. Alinsog, Jr.
On March 18, 2016, 74 year old Hilarion "Laloy" Guia relocated to Heaven to join his parents, Gil Guia and Maria Magbuhos, and grandmother Francisca Gonzales. His grandmother became his life after his parents died soon after he was diagnosed with
Hansen's disease at age three.
"Laloy" was sent to Culion, "The Isle of the Living Dead" and was able to impact its change to "Paradise Regained." He was
able to do this with his eloquence, intelligence, compassion, persuasive skills and diplomacy.
This beautiful man became the most powerful figure at Culion, the island reserved for persons affected by leprosy in the Philippines. He succeeded because of the mentorship he received at home; his education in segregated schools; at the Holy Rosary College where he received a Bachlor of Science degree in Education; teacher and later President of the Faculty at his alma mater the
Loyola College of Culion; the introduction of MDT (Multiple Drug Therapy) in 1985 to the residents of Culion; leader of civic and
governmental organizations; and campaign manager for a national Senator. During this journey he married Rosalinda and served as
foster parents to seven children, four who were orphans of persons who died from untreated and advanced stages of Hansen's disease.
As a result of his active participation in the world of politics, he received the support of many elected officials to change the
status of Culion. In 1992, the Philippine Congress enacted the Republic Act 7193, transforming Culion from a sanatarium to a regular
municipality. This long sought action, led by "Laloy," resulted in an election of the first mayor of Culion in 1995. As Mayor of Culion, "Laloy" positively changed the general health of its citizens and greatly improved the infrastructure of the community.
After leaving office he continued his advocacy on behalf of persons affected by Hansen's disease. He was interviewed by the
international media, coordinated the Centennial Celebration of Culion and in 2005 became the first Philippine President of Integration, Dignity and Economic Advancement (IDEA), an international organization of persons affected by Hansen's disease.
"Laloy" was and continues to be an inspiration to the millions throughout the world affected by Hansen's disease.

The ILEP Advisory Panel of Persons Affected by Hansen´s Disease
By Mathias Duck
ILEP is an international federation of 14 anti-leprosy NGOs, working in 63 countries worldwide, supporting a technical commission of world experts on Hansen´s disease. ILEP was born out of a need to co-ordinate the work of anti-leprosy organizations
supporting activities in leprosy endemic countries, to prevent overlap and avoid duplication in funding.
The ILEP’s strategic plan 2015-18 acknowledges the need for ILEP to work closer with people affected by leprosy to guide
its policies, governance and strategy. This would be in order to strengthen our advocacy work; acknowledge the demand of many
persons with disabilities and improve decision-making in ILEP .
To this end ILEP has decided to work with a Panel of Women and Men Affected by Leprosy to provide recommendations for
closer collaboration going forward. The panel, which is advising ILEP in regards to strategies and policies, was established in the
fall of 2015. The members of the panel are Rachna Kumari from India, Kofi Nyarko from Ghana, José Ramirez from the USA and
Mathias Duck from Paraguay. The panel met in Paris in October of 2015 when the panel was officially established. In 2016 the panel
has met in Geneva in March and is scheduled to meet in Bern in October.
The purpose of the Panel had been established by ILEP as to:
a) Work with ILEP staff and governance to understand ILEPs work better.
b) Consult with others affected by leprosy to gather their views on how ILEP can improve its collaboration with people affected in
order to improve the impact of its policy and programmatic work.
c) Make a series of practical recommendations to ILEPs Members Assembly in 2016 for charting a more permanent way forward of
impactful collaboration.
The panel was set to convene in October 2015, work with ILEP staff and governance during 2015 and 2016 and reconvene at
the end of 2016 to present a series of recommendations to enhance the collaboration going forward.
Additionally, the panel has proposed the implementation of a policy, which guides ILEP and ILEP members with regards to images
and language. This new policy will provide guidelines for a way of communication that is respectful of the dignity of persons affected by Hansen´s disease.
The panel is also supporting a research project about the experience of stigma among persons affected by Hansen´s disease.
This investigation aims at collecting data from 10-15 affected persons from at least 25 of the most endemic countries. The findings of
this research project will be presented at the International Leprosy Congress in September 2016 in Beijing.
At this point, the panel is working on the recommendations regarding the future of the panel. These recommendations are going to be presented to the members assembly of ILEP at the meeting in October 2016 in Bern, Switzerland.
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Obituary: Robert Jacobson, M.D., Ph.D.
By James L. Krahenbuhl, Ph.D.
Dr. Robert R. Jacobson age 83, died in Woodstock, GA on December 1, 2015.
Dr. Jacobson, known to his friends and colleagues as “Jake,” was a physician and international authority on clinical leprosy. Dr. Jacobson received his undergraduate degree in
chemistry from the University of Minnesota, his PH.D. in organic chemistry from the
University of Wisconsin and his M.D. from the University of Minnesota.
As a commissioned officer in the U.S. Public Health Service’s (U.S.P.H.S.) comissioned corps, he practiced at the Gillis W. Long Hansen’s Disease Center in Carville, LA
for 34 years where he served as a staff physician, becoming Chief of the Clinical Branch
and rising to Director of the Center. He was an outstanding physician beloved by the hundreds of patients at Carville for his caring expertise and quiet gentle manner. During his
career he carried out long term toxicity studies on clofazamine and pioneered work on
Rifampin resistance in leprosy, fostering the introduction of this potent bactericidal component into the multi-drug therapy regimen for the disease. He was a member of the
World Health Organization THELEP scientific working group and traveled extensively
to leprosy endemic areas of the world as a researcher and consultant for WHO, foreign governments and nongovernment organizations to train and help treat the disease worldwide. Dr. Jacobson loved his work and received numerous commendations from the U.S.P.H.S., including the Meritorious Service, and Distinguished Service Medals.
Jake possessed a quiet humility that spoke volumes. He was the Director, the Boss. His desk in the mansion
would have accommodated a helicopter landing. Others in aposition like his would have used that massive desk to intimidate subordinates. Yet on every visit I made to him as Chief of the Laboratory Research Branch he stood, greeted
me and ushered me to a small round oak table in the corner where we could discuss the business at hand.
Jake was a cautious and evidence-based researcher. When the 1991 WHO Assembly targeted elimination of leprosy by the year 2000 he was a strong but unsuccessful advocate for reduction in incidence of new cases as a marker of
success rather than
reduced prevalence of existing cases. As Director of the Center in the 1990s he oversaw the relocation of the Laboratory Research Branch (LRB) from its outmoded labs at Carville to modern facilities in the nearby Louisiana State University School of Veterinary Medicine. When a budget slashing Congress targeted basic biomedical research as nonessential to patient care at Carville Jake vigorously supported efforts to maintain the LRB, its multidisciplinary group of
investigators and its unique research
resources as vital to the Center’s mission.
Jake didn’t seek the office of Director. It was thrust on him. He was an obvious choice when the previous Director was essentially dismissed. Jake’s life was in clinical disease and the Clinical Branch. Each day he made the quarter
mile walk from the Director’s Obituary: Robert Jacobson, M.D., Ph.D. office to the Clinical Branch at least twice. It
was good exercise of course but, more importantly, it allowed him to distance himself from intramural administrative
problems and bureaucratic hassles with HQ. When he took the job as head man he knew what was inevitable; the closure of Carville and relocation of the program. Before retiring in 1999, he oversaw the relocation of the clinical, rehabilitation and training programs from the 105 year old historic site at Carville to a medical center campus in Baton
Rouge, where it became the National Hansen’s Disease Programs (NHDP). The remaining 120 elderly residents received either a stipend, were moved to the chronic care facility at NHDP or were permitted to remain under assisted living conditions at Carville, now operated by the state of Louisiana. The change was dictated by severe budget constraints
and assured the continuance of the program at a new site but it had to be a bittersweet necessity to a man who had spent
his entire medical career at Carville. In his retirement years Dr. Jacobson continued to travel, lecture and share his vast
knowledge of clinical leprosy.
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INTERNATIONAL SYMPOSIUM:
TOWARDS HOLISTIC CARE FOR PEOPLE WITH HANSEN’S DISEASE
Vatican City, 9-10 June 2016

Conclusions and Recommendations
The International Symposium on the topic, “Towards Holistic Care for People with Hansen’s Disease, Respectful of Their
Dignity,” was jointly organized for June 9 to 10, 2016, at Vatican City by the Pontifical Council for Health Care Workers, the
Good Samaritan Foundation and the Nippon Foundation in cooperation with the Fondation Raoul Follereau, the Sovereign
Order of Malta and the Sasakawa Memorial Health Foundation. These Conclusions and Recommendations were presented at
the end of the two-day symposium and were approved in principle by the organizers and the participants who were present.
Note: While the terms “Hansen’s disease” and “leprosy” are used interchangeably in this document, in some countries the preferred term is Hansen’s disease.
Conclusions:
1. Every new case of Hansen’s disease is one case too many. It has been observed that new cases of Hansen’s disease
are on the decrease and we should be very happy about this. But this decrease, which is in itself positive, could have resulted
from a decline in case-finding activities and reduced community awareness. The increase in the rate of disabilities in new
cases detected seems to support this explanation. Therefore, it is essential to aim at early detection. This applies to all new
cases, but particularly to child cases. The WHO’s Global Leprosy Strategy 2016-2020 is moving in this direction. A second
cause for concern comes from the substantial risk of partly losing the expertise that has been accumulated over recent decades
by leprosy experts, medical doctors and health workers in relation to Hansen’s disease. Grants for study and training may be
needed for service providers and caretakers including persons affected by the disease. Here, the principle, “Nothing about us
without us” should be respected, and this is an important way of fighting against the stigma that is associated with Hansen’s
disease. A number of valuable recommendations in the presentations concerned methods to improve early diagnosis and promote the social integration of persons affected by leprosy. Public and private institutions should work in close cooperation
with health authorities in each country to provide medical and health personnel with basic education about leprosy in order to
strengthen leprosy programs within the framework of general health services. Efforts should be made to reintegrate communities of persons affected by leprosy into society. The message that leprosy is curable and can be treated while the patient continues to live at home should be emphasized.
2. Every case of stigma and social exclusion is one case too many. Stigma is often associated with a religious vision
of life and it would be advisable to revise this belief. In reality, stigma has been linked from the earliest times with fear of a
disease that cannot be defeated. Biblical texts of the Old Testament themselves record a practice of exclusion that was present
in Egyptian, Assyrian-Babylonian and Canaanite cultures during the second millennium before Christ. The same fear is to be
found in non-Christian and non-religious contexts. The teaching of Christ in the New Testament, first of all, breaks, with
great clarity, the connection between illness and sin (John 9:2-3). Secondly, Jesus Christ touches people with leprosy, enters
into contact with a sick person without any fear of contagion or impurity, and heals and reintegrates people into the community. Even more, he himself accepts being treated as if he had leprosy. The example of Christ has often not been followed—
this neglect enables us to understand that it is easier to eliminate the disease at a medical level than the social prejudice that
surrounds it. In this sense, it is absolutely necessary that we place the human being at the centre of all medical activity, rather
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than, as is often the case, placing the disease at the centre of attention.
It is the teaching of Christ which has led Christians, especially over the last two centuries, to develop a high level of
care and treatment for people with Hansen’s disease. This took place even before pharmacological therapies were available,
when care involved accepting and rescuing people and ending their state of abandonment. There is no need to recall here the
giants of charity who were dedicated to this service. Today, as well, the Catholic Church remains strongly committed in almost all countries where the disease is found, to providing medical and humanistic care. Here a pathway opens up of cooperation with religious communities of other faiths and with all men and women of good will.
It is the shared opinion of experts who work in the field of Hansen’s disease that the elimination of the stigma attached
to leprosy requires an important work of education that must involve all social groups and in particular religious communities
because they promote respect for human dignity throughout the world.
3. Every law that discriminates against people affected by Hansen’s disease is one law too many. Following intensive work, the General Assembly of the United Nations in December 2010 adopted a resolution on elimination of discrimination against persons affected by leprosy and their family members, accompanied by ‘Principles and Guidelines’. The resolution and ‘Principles and Guidelines’ constitute a milestone in the upholding of the human rights of persons affected by Hansen’s disease. One must take into account that for every person with the disease, his or her family members and even relatives
may also be ostracized due to the stigma attached to leprosy, resulting in a serious violation of fundamental human rights. An
enormous amount of work still has to be done by governments and social and religious institutions to ensure that these
‘Principles and Guidelines’ are fully implemented.
Unfortunately, various forms of discrimination continue to exist in many parts of the world which bear upon all
spheres of life: schools, workplaces, social groups, public places, religious centres, restaurants, hotels, trains and other means
of transport. Especially grave are the violations of the rights of persons affected by leprosy in the field of education, work, and
marriage. The necessity to repeal discriminatory laws that impede fundamental human rights is very urgent and can no longer
be postponed.
Implementation of the ‘Principles and Guidelines’ requires constant work involving the sensitisation of governments
and societies. To this end, in 2012 the Nippon Foundation created a working group (the International Working Group, hereafter IWG), which had the aim of assisting the process of implementation of the ‘Principles and Guidelines’. The IWG prepared a “Suggested Framework for National Plans of Action” for States to use in their own domestic contexts.
The IWG came to the conclusion that the ‘Principles and Guidelines’ were more likely to be effective if States were
called upon to undertake specific ways of implementing them, which could then be brought to the attention of various governmental offices and communicated to relevant UN bodies, specialized agencies, funds and programmes, other intergovernmental organizations and national human rights institutions. To this end, the IWG recommended the institution of a follow-up
mechanism at an international level which would have the mandate to follow up the actions of States and other stakeholders,
drawing upon the experience of Special Rapporteurs on various topics of human rights appointed by the United Nations Human Rights Council, or committees of experts which monitor the implementation of international human rights treaties and
conventions. This follow-up work must not be neglected, otherwise there will be no perception of progress or steps back.
Accordingly, in the Resolution adopted by the UN Human Rights Council on 2 July 2015, the UN Human Rights
Council Advisory Committee is requested to submit a report containing practical suggestions for the wider dissemination and
more effective implementation of the ‘Principles and Guidelines’ at the 35th session of the United Nations Human Rights
Council in June 2017.
The IWG has observed, in particular, the need for civil society and religious communities to use dignified terminology
when speaking about Hansen’s disease. It has been observed that the old perceptions of leprosy continue to be reinforced by
inappropriate language. The offensive term ‘leper’ as a description of someone with leprosy evokes a marginalised person, a
sinner, or a person who is rejected by other people for moral or social reasons. This terminology contributes to discrimination
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against persons affected by leprosy and even discourages those who need treatment from seeking help. The IWG has thus invited religious leaders and their communities to reflect upon the best ways of expressing themselves in language that is able to
transmit respect for persons affected by leprosy. Awareness-raising activities at the global level should make full use of new
media to inform people about advances in treatment of leprosy and the fact that people who are under treatment or have completed treatment are not infectious. It is important that this information is available even in countries where leprosy is not an
issue, in order to eliminate the myths surrounding this disease.
Final Recommendations
Two Introductory Points
1. Persons affected by Hansen’s disease must be seen as the main actors in the fight against this disease and the discrimination it causes. This involvement is a powerful instrument for the recognition of their equal dignity and rights for social
inclusion, and for the breaking of the stigma attached to them. This point applies to all of the recommendations listed below.
2. The use of discriminatory language that reinforces stigma must cease, in particular, use of the term ‘leper’ and its
equivalent in other languages. This term is offensive for the reasons stated above and also because it defines a person by his or
her illness. Use of the term “leprosy” in a metaphorical sense should be avoided.
Five Recommendations
1. Given their important role in their respective communities of believers, the leaders of all religions—and this is an
important and urgent matter—should, in their teachings, writings and speeches, contribute to the elimination of discrimination
against persons affected by leprosy by spreading awareness that leprosy is curable and stressing that there is no reason to discriminate against anyone affected by leprosy or members of their families.
2. States and governments should be encouraged to make great efforts to implement the ‘Principles and Guidelines’
accompanying the resolution adopted by the General Assembly of the United Nations in 2010 on Elimination of discrimination against persons affected by leprosy and their family members. These ‘Principles and Guidelines’ must be fully implemented, otherwise they will remain just empty proclamations.
3. There should be a modification or abolition of all laws and regulations that discriminate against persons affected by
leprosy. Policies relating to family, work, schools, or any other area which directly or indirectly discriminate against persons
affected by leprosy must also be changed, recognising that no one must be discriminated against because of the fact that he or
she has, or once had, leprosy.
4. There is a need for further scientific research to develop new medical tools to prevent and treat leprosy and its complications, and to achieve better diagnostic methods.
5. In order to achieve a world free of leprosy and the discrimination it causes, the efforts of all the Churches, religious
communities, international organizations, governments, major foundations, NGOs, and associations of persons affected by
leprosy which have hitherto contributed to the fight against this disease should be unified and joint plans of cooperation
should be developed.
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BEND IN THE RIVER: Louisiana’s Secret People.
By Tonya Hays
Where could we find a southern story that would engage us and intrigue us?
Something we could work on for months as we created a piece of theatre
that would travel to the Edinburgh Fringe Festival in August of 2016? A
story that would challenge all involved to transform and transcend conventional mores and inspire and empower change?
The answer to these questions came in the form of an article on Trip Advisor
about the National Hansen’s Disease Museum in Carville, Louisiana. I immediately sent the link to my writing partner and he was as excited as I
was. Seven months ago we drove down to Carville and embraced the stories
of the patients living with a disease long associated with stigma and
sin. These patients, in spite of everything, and because of the dedication of
the Daughters of Charity and medical pioneers gave a miracle to the world,
the cure for leprosy.
After further research and several drafts, the play, Bend in the River: Louisiana’s Secret People, has been accepted by the prestigious Edinburgh Fringe
Festival. In addition, the script was selected by the Orphange, a new play
development lab through CoLAB Arts and has had readings in New Brunswick, New Jersey and at Theatre 167 in New York City. The response has
been overwhelming. People want to know more about the isolated, microcosm of the world in a bend of the Mississippi River that was US Marine
Hospital 66.
The creation of this piece is a labor of love. The challenge from the beginning has been, which stories to tell? We read
several books, articles, Star excerpts and transcribed letters from the Daughters of Charity. And the many phone calls and
emails exchanged with Elizabeth Schexnyder have helped provide answers to all of the questions we discovered during
the writing process. The result is a script interwoven with American roots music featuring composite characters based on
various patients and Daughters of Charity, as well as real people, Dr. Guy Henry Faget and Stanley Stein.
More than anything the play is a story of hope, sacrifice and devotion as the residents of Carville fought for and believed
in a cure and educated the world on this misunderstood disease. What we can learn from Carville is that fear and ignorance give birth to cruelty, prejudice and intolerance. Carville can teach us not to make the same mistakes again but to
strive to understand and empathize with others.
The dedicated cast and crew of Bend in the River will travel to Edinburgh this August. We are all honored and excited to
bring this story to the largest Fringe Festival in the world.
The play will have preview performances, July 1 -3 in Gulfport, MS before it travels to Edinburgh in August. In November it will be restaged at the Lynn Meadows Discovery Center November 11- 13.
For more details please contact Tonya Hays at tshays777@gmail.com and or Dustin Ballard at dballard17@gmail.com.
And if you would like to help support the production, you can find our fundraising page here. https://
www.facebook.com/bendintheriverplay/
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“ON SHIPMENT DAY”
By Lorenzo DeStefano
Imagine that you have stumbled upon a family secret, a relative in exile that no one has ever spoken of. Intrigued, you
meet that relative, a Portuguese cousin, and spend the next seventeen years, until her death, getting to know the circumstances
of her life, her struggles, and her quiet achievements. Such was the case when I met Olivia Robello Breitha in December,
1989, on Moloka’i’s remote Kalaupapa peninsula. Some thirty-six years my senior, Olivia had been diagnosed with leprosy at
Honolulu’s Kalihi Hospital in 1934, when she was 18. From that moment on she became parolee #3306 of the Hawaii State
Department of Health.
As someone born and raised in Hawaii, I was thirty-seven when I first learned about Olivia from my mother. Like her
first cousin, Lydia Marie Silva was born on the Hawaiian island of Kauai to Portuguese immigrant parents. They both grew up
in a tight-knit, hardworking community where family pride and the magnetic pull of assimilation often clashed. People kept
anything potentially embarrassing locked tightly in the closet. If word ever got out that someone in the family had contracted
such a dreaded disease as leprosy it would have a serious effect on their social standing, the way they were treated at work, at
school, even in church.
By the time I met Olivia the antiquated rules surrounding “the separation sickness” had largely vanished. In the 17
years that we were able to share, this tough, razor-witted lady
taught me much about humanity in all its forms. She was a
living witness to wrenching public policy decisions going
back more than one hundred and fifty years, decisions that
forever altered people’s lives and sent them to a place where
few expected to emerge.
The inspiration to write “Shipment Day”, set in Honolulu between 1934 and 1937, came from a story Olivia told
me a number of times. Sitting in her living room, the moonlit
cliffs of Kalaupapa beside us, Olivia recounted what her last
few days at Kalihi Hospital were really like, before being
shipped to Kalaupapa. It was a tale that never left me. She told
it to me several times, months and years apart, not because
she’d forgotten having shared it. Maybe it was because she
needed to keep getting it out in the open after more than forty
years inside.
So, eight years after her death in 2006, I sat down to write of this startling episode in a young girl’s life. I knew I was
taking on something bigger than myself, and something that brought Olivia much pain in remembering. But the incidents she
shared with me were too powerful, too resonant to ignore. The play begins with lights coming up on a young woman of twenty
-one. She's strong-looking, pretty even without makeup, a good Portuguese-American girl of modest means and high ideals.
There is a bandage on her right forearm.
OLIVIA
In June of 1937 I received bad news. I mean really bad. I was handed a letter that killed any hope I had of ever getting well.
HOSPITAL OFFICIAL
Treatment is no longer of any benefit to you. This is to notify you that on Wednesday, June 30, 1937 you are being sent to live
on Moloka'i, in Kalaupapa.
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OLIVIA
Kalaupapa seemed to me like it was the end of the world, the
very end. I was so scared. I tried to be cheerful in public, especially in front of my family. In the privacy of my hospital
room my pillow was soaked with tears. My parents were
heartbroken. They wondered if they would see me ever
again. My mother tried hard not to cry but I could see the
helplessness in her eyes.

and directing “Shipment Day”, which received the Festival’s Best Play, Best Actress and Best Actor awards, has
allowed me to explore the compelling threads of my own
family’s history. As I expand the play to full length, I look
forward to sharing the secrets that lay hidden there, waiting
to be uncovered.
(To learn more about “Shipment Day” and about Lorenzo
DeStefano’s memoir, “Visitations – Finding a Secret Relative in Modern-Day Hawai’i”, please visit
www.shipmentdayplay.com
www.visitationsmemoir.com

*** 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 :
“Shipment Day” goes on to show Olivia's experiences from the day of her diagnosis to her confinement in
Kalihi Hospital to the day before her shipment to Kalaupapa,
where she would spend the next seventy years of her life,
until her death at the age of ninety.
After first developing the play at the Road Theatre in
Los Angeles in late 2015, it was exciting to bring Olivia’s
story back home, where
it was selected by Playbuilders of Hawaii for
their 2016 New Play
Festival. After four rehearsals the cast of local actors, headed by
Kuulei Shafee as
Olivia, did a staged
reading on April 4,
2016 at the renowned
Kumu Kahua Theatre
in downtown Honolulu.
They captivated the audience by bringing my
cousin’s harrowing
story to life. Writing
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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 Physicians - Drs. Samuel Moschella/Julia Anderson
email: Samuel.moschella@lahey.org
PH: (781) 744-8444
email: Julia.Anderson@lahey.org
PH: (781) 744-3313
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: (501) 590-2536
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 - Tina Rendini, RN
PH: (212) 562-6096
email: tinarendini43@gmail.com
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) 573-7320
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
Medical Director: Naveen Patil, MD, MHSA, MA
PH: (501) 661-2415 (Office) (501) 772-4809 (Office Cell)
Fax: (501) 661-2226
email: naveen.patil@arkansas.gov
Primary Physician: Linda McGhee, MD
PH: (479)-521-0263 PH: (479) 973-8450 (office)
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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
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 Department of Health and Human Services
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 – Barbara Matinez
email: Barbarah.Martinez@houstontx.gov
Main: (832) 393-4771 Cell: (713) 582-2517
Fax: (832) 393-5245
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
Physician - Quatulain F. “Annie” Kizilbash, MD, MPH
PH: (210) 531-4959
email: quratulain.kizilbash@dshs.state.tx.us
Public Health Nurse - Debbie Mata, RN
PH: (210) 531-4576 PH:(210) 531-4295
Cell: (210) 834-9002
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. 5574
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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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

