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CATARACT SURGERY
WITH POSTERIORINTRAOCULAR LENSIMPLANTATION
IN HANSEN'SDISEASE PATIENTS

Van C Joffrion, MD*, William R Williamson,MD**, Kirk H Webster, MD*, and Gail Miller, RN.

Multibacillary Hansen’s Disease can result in serious ocu-
lar pathology with resultant chronic inflammatory eyedis-
ease and loss of visua acuity. Patients with Hansen's
Disease are also victims of the usual degenerative
processes that affect the eye the most common of which
are cataracts. Cataract extraction, which today is com-
monplace and effective, might be denied Hansen's Dis-
ease patients because of the underlying ocular pathology
and potential for adverse events. Many fellow ophthal-
mologists have requested that our results of cataract sur-
gery with intraocular lensimplantation be reported.

I ntroduction:

Cataract surgery on Hansen's Disease patients requires
more variable techniques than routine cataract surgery
due to dry eyes, frequent chronic iridocyclitis and occa
sional corneal opacities. Retrobulbar injection was supe-
rior to topical anesthesia because the procedure was of -
ten longer and more complicated than routine cataract
surgery. Phacoemulsion has proven to be the best tech-
nigue, although the patient with acloudy corneamay have
to undergo extracapsular cataract extraction.

Materials and M ethods:

From January 1994 through January 2001 all patients un-
dergoing cataract surgery at the National Hansen’s Dis-
ease Programs, Baton Rouge, Louisiana were selected
for chart review. Forty-six patients, 24 females and 22
males, age 33 years to 88 years were the subjects of the
review. All patients were selected for cataract surgery
on the basis of sufficient decreasein visual acuity to alter
activities of daily living. Surgery was delayed severa
monthsin patientswith iridocyclitiswhiletheintraocular
inflammation was brought under control and the eye re-
mained inflammatory free. Informed consent was obtained
from all the patients. The surgery was performed by
William R Williamson, MD. at the Outpatient Surgery

Center of the Williamson Eye Center in Baton Rouge,
Louisiana. Phacoemulsionwas performed through aclear
cornea temporally and was begun with a 3 mm double-
stepped incision followed by asmall stab incision 90 de-
grees from the temporal wound. A viscoelastic material
was injected at this point asit is frequently necessary to
mechanically dilate the pupil and any posterior synechiae
can be manually broken at this stage. A 5 mm continu-
oustear capsulotomy and hydrodissection with balanced
salt solution was performed. If the pupil could not be
adequately dilated, a sector iridectomy was preferableto
mechanical stretching devices. Later the sector iridec-
tomy can be repaired with a 10-0 Prolene suture.
Phacoemulsion was then performed in the “divide and
conquer” technique followed by careful irrigation and
aspiration. A posterior foldable silicon plate intraocular
lens was then placed into the capsular bag. If the ante-
rior capsulotomy hasradial tearsor wastoo large, athree-
piece foldable silicon lens was used instead of a plate
lens. Following the lens implantation the viscoelastic
material was removed. The wound generally self-seals
without a suture but if there was leakage, a 10-0 nylon
suture was placed temporally and the knot rotated into
the cornea. The suture was removed 1 week post
surgery.

Results:

Patients were judged to have a good operative result if
the postoperative visual acuity wasimproved to 20/50in
the operated eye. Table 1 showsthirty-five patientswith
good operative results. Any complications in these pa-
tients are noted with the appropriate medical or surgical
intervention. Table 2 showseleven patientswith subopti-
mal results. In each instance the failure to achieve an
improved visual acuity was determined not to be the re-
sult of the cataract surgery but due to a pre-existing eye
problem such as chronic uveitis, exposure keratitis with
progression or a degenerative process such as macular
degeneration or diabetic retinopathy. It should be noted

*National Hansen's Disease Programs, Baton Rouge, Louisiana. **Williamson Eye Center Baton Rouge, Louisiana
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that of the thirteen eyes operated on in this group, post-
operatively thevision hadimprovedin nineeyes, remained
the same in one eye and became worse in three eyes.
Thefinal achieved visual acuity in patient #44 isunknown
because he was lost to medical follow-up. In the thirty-
five patients with good overall results, it was noted that
many of the patients devel oped opagque posterior capsule
and it was our observation that this process seemed to
develop more rapidly following surgery than the general
population. The eyes responded well to YAG laser
capsulotomy. It was our experience that patients with a
history of iridocyclitis had three problemswith increased
frequency compared to those without.

* 1) opacification of the posterior capsule

*  2) post-operative inflammation required more
intensive steroid therapy for alonger period of
time but in all instance the pre-operative visua
acuity was achieved.

* 3) Pupillary entrapment of the intraocular lens due
to scarring and shrinkage of the inflammation.

Discussion:

Cataract surgery with posterior chamber intraocular lens
implantation is a safe and beneficial procedure for the
vast majority of Hansen's Disease patients. The surgery
is often more complicated than in the general population
and awell trained and experienced surgeon is necessary
to achieve good results. Iridocyclitis needs to be well
controlled for several months prior to cataract surgery,
the surgery is more complicated, and post-operatively
moreintensive and prolonged steroid therapy isrequired.
It has been found that silicon seems to be dightly less
reactive than PMMA lenses in Hansen's Disease pa-
tients. The authors encourage all Hansen’s Disease Pro-
grams to provide cataract surgery with posterior cham-
bersintraocul ar lensimplantation to the patientswith con-
fidence that good results are the rule and that patients
benefit greatly from the procedure.

Table 2. Suboptimal Results Following Cataract Surgery

Patient | Age | Sex | Pre-op Acuity Post-op Acuity Remarks

1 73 F 20/200 0S 20/100 0OS Severe Interstitial keratitis OU

10/200 OD 20/70 OD -
5 68 M 20/70 0S 20/70 0S Langophthalmos, Severe Exposure Keratitis
7 65 M 7/200 OD 20/200 OD Degenerative Cornea Transplant 1996
15 79 F 3/200 OD 5/200 OD Macular Scar Macular Degeneration
17 52 F 5/200 20/100 OS Drusen, Macular Degeneration
24 63 M 4/200 0S 20/200 0S Chronic Iridocyclitis OU Post Synechiae 0S
30 88 F | <20/200 0S 20/60 0S Macular Degeneration
34 80 F | Hand Motion 0OS | 20/70 OS Langophthalmos, Severe Exposure Keratitis
35 67 M 20/100 OD 20/70 OD Central Corneal Scar

20/70 OD 20/200 OD . . . .
37 61 M 2/200 0S 20/70 0S Diabetic Retinopathy Macular Degeneration OD

Patient lost to follow-up Uveitis, Vitritis

44 33 M 20/70 0D 20/400 0D Slow Resolution with Topical Steroids
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THE COLORFUL CHARACTERS OF CARVILLE

by Julia Rivera Elwood

Part 5

HISTORICAL FIGURES

HANSEN

Gerhard Henrik Armauer Hansen, of Bergen, Norway, discov-
ered and identified Mycobacteriumlepraein 1873. Thisevent
was not only important to those in leprosy work, but to all
mankind since, accordingto Dr TM Vogelsang, “it wasthefirst
time in history that a bacillus was demonstrated as the caus-
ative agent of a chronic disease.”

Dr Hansen, sometimes called a “lifetime student of leprosy,”
devoted hislifeto severa of its aspects which included epide-
miology, etiology, prevention and institutional management.
Hansen wasabirilliant and industrious student. When hejoined
the staff of the hospital for leprosy, he met Dr Danielssen, the
physicianin charge, who later became hisfriend, science asso-
ciate and father-in-law.

Leprosy wasfound in Norway in the middle of the 19th century
and Hansen was already experimenting with it. He tried to
transmit it to animals and to himself without success. Hewas
ahead of histimein thinking that leprosy was not only specific
and infectious, but caused by a bacterium.

Thefight to eradicate leprosy from Norway wasled by Hansen.
He promoted the idea of isolation of patients in hospitals be-
cause it wasthe major way to keep the disease from spreading.
He fought for stricter laws concerning patients with leprosy
and the cases started declining in number. Although the de-
cline happened partly because of improved living and economic
conditionsin Norway, some of the credit must go to Hansen for
his efforts to control leprosy in that country.

ADJUTANT GENERAL ALLEN JUMEL

Adjutant General Allen Jumel’s connection to the Carville
Center was through his being appointed to the Board of
Control for the Louisiana Leper Home. When the patients
arrived, he wasthere to meet them as amember of the board
and also as the sheriff of Iberville Parish.

He was born at West Point, NY in 1835 and shortly after
that, hisfamily moved to Louisiana. Jumel attended Cente-
nary College and later entered the Confederate service as
captain. He was engaged in steamboating until 1876 when
he elected auditor of the state. After serving in the Louisi-
ana Legislature as Senator and Representative, Jumel was
appointed Adjutant General of Louisiana.

It was during histenure as alegislature that he played a part
in establishing the hospital at Carville. 1n 1894, thelegisla-
ture voted to buy a site designed solely for the care of
leprosy patients. According to JA Jumel, Allen Jumel’s
grandson, his grandfather’s life was threatened as a result
of hiseffortsto help establish the hospital. The Daily Pica-
yune reported in an article in 1894 about the arrival of the
first patientsat Carville that Capt Allen Jumel, then sheriff
of Iberville Parish and a member of the Board of Control,
welcomed the patients and after a comment was made that
the surrounding community might object to the patients
being at the home, stated that he would “stand by the al-
most friendless patientsif it cost him hislife.”

It goes on to say: Jumel rode up on his horse to welcome
the patients and Dr Isadore Dyer. Captain Jumel made an
impressive picture as he sat on his pretty mare. He has gray
hair and asilver-gray beard, and looked atypical Louisiana
lord of the land.

DRISADOREDYER

Dr Isadore Dyer, a dermatology professor and dean of the
medical department at Tulane University, New Orleans,
was selected to be president of the Board of Control of
the Louisiana L eper Homein 1894.

Chiefly through Dr Dyer’s efforts, abill was introduced in
the Louisianalegislature providing for an annual appropria-
tion of $10,000 for the funding and maintenance of ahospi-
tal for leprosy. Overcoming several hurdles having to do
with fear and rejection from the citizens of two New Orleans
suburbs, Dr Dyer went forward with his plan of finding a
distant place for the patients who where housed at different
sites in New Orleans. He was successful in leasing the
Indian Camp, and old sugar plantation which had been aban-
doned and wasinruinsin Iberville Parish. Dr Dyer accom-
panied thefirst seven patients, two women and five men, to
Carville, their new home, on November 30, 1894. Because
Dr Dyer was the recognized authority on leprosy at thetime
and thefirst physician to introduce chaulmoograoil inaUS
hospital, he was the star witness before the Senate for the
establishment of anational leprosariuminthe United States.
His 21-page testimony was astrong pleafor federal interest
in the problem and carried weight with the committee. The
hospital converted to federal auspicesin 1921.

TheStar % January - December 2002 -- 4



The Daily Picayune stated, “Only in our own era has the
word ‘leper’ begun to lose its ancient connotation. The
emphasis is now on the unfortunate human being victim-
ized by one of the most insidious of maladies, not on the
pariah or outcast. This enlightened change of attitude on
the part of the public was not an accident. It was fostered
by the unselfish and unremitting labors of noble-hearted
men and women who wished not so much to save the world
from contamination of the leper as the leper from the cal-
lousness of the world. Of such a stamp ... was Dr Isadore
Dyer..."

It has been said (and it isfitting) that this good-hearted physi-
cian in every sense epitomizes the high purpose to which the
leprosarium at Carville is dedicated and that Carville is his
monument

DR GUY H FAGET

The sulfones, the first fully successful treatment for Hansen's
Disease, wereintroduced at Carvilleby Dr Guy H Faget, medi-
cal officer in charge of the then US Marine Hospital #66, in
1941. They changed the treatment and management of HD
forever. Sulfonesarestill used astreatment for HD in conjunc-
tion with other drugs in today’s multi-drug therapy.

Thefirst sulfone tried at Carville was Promin by injection.
L ater, since the patients could not tolerate so many intrave-
nousinjections, it was distributed in tablet form by the name
of Diasone (a sugar coated tablet) and Dapsone, a small
whitepill.

After graduating from Tulane University, New Orleans, in
1914, Dr Faget made the United States Public Health Service
hislife's career. Heinterned at the US Marine Hospital in
New Orleans, and served at Marine Hospitals in San Fran-
cisco, Seattle, Ft Stanton, NM, and New Orleans before com-
ingto Carville.

Bornin New Orleansin 1891, Dr Faget was married and had
three children. He spoke French fluently and some Spanish.
For afew years, he served in British Honduras under the Col o-
nial Serviceof the British government where hetreated tropical
diseases, leprosy included.

Throughout his professional life, he was a prolific writer
authoring many publications with subjects ranging from tuber-
culosis, malaria, pneumonia, and Hansen’'s disease.

THE DAUGHTERSOF CHARITY
OF
ST VINCENT DE PAUL

The Sisters of Charity, asthey are commonly known, came
to Carvilleto take care of theleprosy patientsin 1896. When
the Home first started, Dr LA Wailes was a physician who
was alonetaking care of the patientsat Carville. After one
year, there were 27 patients at the hospital and Dr Isadore
Dyer, president of the Board of Control, decided to request
the services of the Daughters of Charity to nurse the pa-
tients and manage the home. Before the Sisters decided,
they sent Sr Agnes Slavin from Charity Hospital, New Or-
leans, to assess the situation.

She wrote avery discouraging report about the deplorable
conditions of the buildings to the superior recommending
that the Sisters not be sent to Carville until some arrange-
ments could be made for proper housing for them. Father
Lennon, Director of the Sisters of Charity in
Emmitsburg,MD, came to visit the Home as aresult of the
letter and decided that thiswas a mission which the Sisters
should take on.

Negotiations began and a contract was signed on March
25, 1896. It stated that the Sisterswould receive asalary for
their services. Also stated in the agreement was that they
would be responsible for the domestic management, the
supervision of the household, culinary, laundry and nurs-
ing for the home.

Inareport to the Board of Control in 1898, MD Lagan wrote:
“It is with greatest pleasure we refer to the fact that our
duties are lightened and our anxieties diminished by the
knowledge that our plans and regulations are always faith-
fully executed by the Sister Superior in charge, and three
others of that noble order, the Sisters of Charity. . . . . We
cannot say enough in praise of our four devoted and he-
roic Sisters of Charity, who are giving their lives to this
cause without other recompense than a modest allowance
for clothing and incidentals. The world outside knows but
little of the difficulties of their undertaking. Without osten-
tation, they have the courage to conquer the dreariness of
the situation and find contentment in catering to the wants,
alleviating the sufferings and devising ways of making the
|epers committed to their care as happy asit is given such
unfortunates to be.”

The Sisterswerethefirst social workers. They encouraged
the patients to find ways to pass the time so they would
not dwell on their condition. Some of them planted flowers,
vegetables and fruits; others tobacco. Their aim was to
keep them busy.
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Another concern of the Sisters was the way they buried the
dead patients. One of them, Sister Beatrice, wrote, “Before
wetook charge of them they were thrown like dogsinto the
grave the same day they died. | haveinsisted on aChristian
burial as we understand it.”

Through the years, atotal of 112 Sisters have served in the
capacity of nurses, dietitians, pharmacists, x-ray technicians
photographers, and historians. 1n 1957, the highest award
given by the Department of Health, Education and Welfare
was presented to the Sisters for outstanding contribution
to the work of the Department.

SISTER BEATRICE HART

Reprinted in part from a booklet found in the Sisters’ Ar-
chives about Sister Beatrice Hart’slife (no author, no date).

As soon as it was known throughout the Community that
this new field was open to their devotedness, scores of
Sisters eagerly solicited the favor of being chosen for the
work. From the number presenting themselves, four were
selected. Sister Beatrice Hart being recalled from the hospi-
tal at Lowell. MA, of which she had been in charge for 22
years, to head the little band. Born of a splendid Catholic
family, in Boston, in 1841, Sr Beatrice entered the Commu-
nity at the age of 23. The Sisters who went so quietly and
so efficiently about her daily round of duties, ambitioned to
do still greater thingsfor the Master. Sr Beatrice herself felt
that this “second vocation” was sent by God, and when
asked what were her sentiments when she received word
that she had been selected for the Leper Home, said, “When
| offered myself to serve the lepers, | was sure that my Su-
periors would understand that | responded to the call of
God and that they would accept me, | am not surprised and
| experience a joy and a happiness beyond the power of
words to express.”

With her three companions, Sisters Mary Thomas Stokum,
Annie Costello, and Cyril Coupe, Sr Beatrice sailed from
New Orleans, April 26, 1896, on ariver packet. A large
delegation had gathered to see them depart for a destina-
tion mentioned only in whispers-- “The Leper Land.” As
soon as it becomes known that the Sisters of Charity are
there, the lepers, now roaming at large, will take courage
and come into our retreat. The very name of Sisters of
Charity inspires confidence and that iswhat we need in our
work. The Board alone could not command that -- the Sis-
ters of Charity can.”

In her first letter, Sister Beatrice tells of the welcome they
received. “Aswe could see that all those who were able to
be out were on the porches, we went first to these, and told
them that we had come to stay, wishing to do all that we
could to comfort their lonely, suffering condition. It was

touching to see the happiness of these poor people when
they caught sight of the Sisters. They almost wept for joy.
“Yes, yes,” | answered to their inquiries, “we have come to
stay with you always, you need not be afraid, we shall not
go back.”

Our first day we spent in preparation for Mass on the fol-
lowing day. A large basement room was selected, our first
care being to remove dust and spider webs. The Sisters of
New Orleans had vied with one another to furnish orna-
mentsfor thealtar. Inthe evening wefelt quite proud of our
work, bur greater far was our joy the next morning to see our
little congregation fill the Chapel. Sixteen of them ap-
proached the Holy Table. The Chaplain addressed them in
simple, touching words, telling them we had come to labor
among them, to bring back some of the early happiness of
home and mother into their sad, deprived lives, to make
them happier and better, and when he bade them lift up your
hearts, sobs could be heard throughout the Chapel and we
could not refrain from mingling our tears with theirs.

Anything lessthan Sr Beatrice'sall-embracing charity would
scarcely have sufficed to make of “Indian Camp” ahomefor
either Sisters or patients. Both suffered the extremes of
discomfort. For the patients’ use, a few old slave cabins,
deserted since slavery days, had been patched up. These
were located a considerable distance apart, on low, marshy
ground covered during eight months of the year with a
dank, rank growth of weeds. A part of each Sister’s equip-
ment was a little hand lantern kept ever ready by her bed to
guide her to such sufferers as needed her attention at night.
The only heat in the cabins was furnished by small fire-
places around which the patients sometimes burned their
insensitive extremitiesin the effortsto keep warm; over these
same fireplaces must be heated the water to bathe ul cerated
feet and hands and faces. Cisterns furnished the only
water supply and, in times of drought, water was brought
from the Mississippi in a barrel and used with no other
purification than such as was furnished by a few hours
settling.

Much can be gleaned of thework from Sr Beatrice’sletters.
In May, 1896, she writes: “How vividly they recall to my
mind the words of St Vincent when he said: * Amongst the
poor you will sometimes find those who have scarcely the
semblance of a human being.” However, afflicted as they
are, they are quite cheerful and enter into the simple amuse-
ments we try to provide for them.” The victims are scarce
able to do more than help themselves a little, and as it is
impossible to secure hired help, the work devolves upon
the Sisters. Often we are glad by the best management, to
find timefor our spiritual exercises.

Hardships and sufferings that could not weaken her indomi-
table spirit could yet take bodily toll. Towards the fall of
1901, her companions noticed with much apprehension, that
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Sr Beatrice showed signs of suffering and fatigue. Fre-
guent attacks of malarial fever, dread visitant of the swamps,
left her completely debilitated.

During the few days that intervened before her death, Sr
Beatrice suffered intensely. Beyond their love and devo-
tion, her companions could offer littlein the way of allevia-
tion. They were obliged to move her bed from one side of
the room to the other astherain, driven by thewind camein
first from one direction and then from another. A doctor
summoned from New Orleans confirmed their fearsthat death
wasfast approaching. Onthe morning of September 6, 1901,
death terminated her voluntary exile. That she died among
the lepers, a victim of overwork and malarial fever, rather
than of leprosy, detracts nothing from her sacrifice.

Itisgood to know that the seed of thisheroic life has brought
forth much fruit. Public and private charity soon made more
liberal provision for the patients, and gradually the Sisters
saw real transformations. For the nursing and dietetic ser-
vice of thisnumber of patientsthere are 14 Sisters of Char-
ity; Sisters who go about their duties with the same joy-
ousness that marked their predecessors; Sisters who say
simply, assaid Sr Beatrice: “We think the patients are hap-
pier because we are here.”

SISTER BENEDICTA ROACHE

Sister Benedicta Roache, Sister Beatrice's successor, was a
staunch supporter of the patients. She would stop at noth-
ing to bring comfort to them. The following story isrepre-
sentative of how energetic and forceful shewas. After the
water supply failed, sisters and patients had to haul water a
hundred or more yards with no purification of it except set-
tling. They were exasperated by the fact that they hauled
the water in barrels on wheelbarrows and by the time they
climbed up and down the levee, there was little water left
inside. Because several letters of complaints went unan-
swered, Sister Benedicta went to New Orleans to speak to
the Board of Control. The men told her that nothing could
be done and the government disapproved of borrowing
money. Realizing that she was getting nowhere, Sister
Benedicta proceeded to tell the Board that she would be at
St Vincent’s Infant Asylum until 4:00 pm -- if she did not
hear from them by that time, she would make a public appeal
through the newspapers. The fundswereimmediately bor-
rowed! Such encounterswere not common, Sister Benedicta
usually was given her way.

When Sister Benedicta, who worked at Carvillefor 18 years,
arrived here, the patients lived in run-down slave cabinsto
which the Sisters would wade through the mud to get to
them when patients needed them at night. After they hauled

thewater in barrelsfrom theriver, they would have to heat
it up over afireplace to give patients their hot foot baths.
It was an uncivilized wilderness.

Her humor would surface once in a while and when she
spoke of insects which bothered the Sisters and patients,
she said, “The bug of every nationality is after this
Roache.” (Her last name was Roache!)

About the forth of July Celebration, Sister Benedictawrote
inoneof her letters: “The chief feature of the Forth of July
treat was half barrel of beer for which the men had made
request two months before. 1t had been so long since they
had any that they forgot how it tasted. It is better to give
them atreat once in awhile openly as otherwise they man-
ageto get it on the sly. An open treat keeps a good spirit
among them. Pretzel, Lager beer, music and fireworks made
up their day.”

Sister Benedicta had a soft spot for children and when
boys of ages six to seven years old came to Carville, she
begged for “separate quarters for them to insure good
morale, aswell as physical care, and to prevent them from
seeing the horrible ravages of leprosy in some of the cases.”

She demanded proper care and treatment for the patients
writing numerous lettersto the L egislature on their behalf.
Sister requested arefrigeration plant, more money for im-
provement, separate quarters for young patients, and at
timeswrote directly to the Governor himself!

Loved by all, Sister Benedicta died at Hotel Dieu in New
Orleansin 1931.

Continued in next issue

*
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Women Affected By L eprosy Seek Freedom From Stigma

By José Ramirez, Jr.

On June 14, 2002, an extraordinary event occurred in
Auburn, New York, at the home of Harriet Tubman.
MsTubmanwasaleader of the Underground Railroad,
risking her lifeto guide 300 davestofreedomandinthe
process, making the spiritsof her ancestorsfrom Ghana
proud.

On June 14th, Ms Tubman’s own spirits were resur-
rected. Thishappened when her great grand niece, who
servesasaguideto the museum-like home of the great
liberator, met twowomenfrom Ghana. Ironicaly, these
two ladies, embraced in traditional dress, cametothe
United Statesto talk about their davery to stigma. The
women werevisiting SenecaFalls, minutesaway from
Auburn, to participateinthe”First Internationa Confer-
ence on Women Affected by Leprosy.”

Harriet Tubman used to tell the personsentombed in
davery to“keegpgoing” whenever they felt hungry, tired
and scared; otherwisethey would never experiencethe
joysof freedom. Thewomen from Ghana, along with
otherswho arrived from India, Nepal, Korea, Brazil,
Japan, Suriname, Ching, NigeriaandtheU.S.,, haveaso
experienced thehumiliationandlossof identity thet their
ancestorsfelt asdaves.

L eprosy, a so known asHansen’s Disease, isconsid-
ered to beonly “mildly communicable,” although the
exact mode of transmittal remainsamystery. Some-
thing that however doesnot remainamystery isthefear
that most people have of thisgrosdy misunderstood dis-
ease. Theend result of thispowerful ignoranceisthat
women diagnosed with leprosy have been sterilized
against their wishes, their husbands granted adivorce
without cause, forced to changetheir names, ostracized
by their families, isol ated from society and forced to abort
when found to be pregnant. All of these painful experi-
enceshaveoccurred globaly, including the United States.
In 2002, the U.S. has approximately 6000 persons af-
fected by leprosy, 500 of thesein Texas.

Unfortunately, many other women were unable to
attend the conference. Thisoccurred, in part, to the
more stringent requirementsfor issuance of visassince

September 11th. Nevertheless, those who attended
gathered at the Weslayan Chapel, site of the first
Women'sRights Convention in 1848 where Elizabeth
Stanton and 300 othersincluding Fredrick Douglass
conceived women'srights. Later, Susan B. Anthony
joined forceswith Stanton and Douglassto advocate
for women'srights.

MagdaenaRamirez, Social Worker at the Houston VA
Hospital and 2002 Texas Social Worker of the Year,
presented the Keynote address at the conferencetitled
“The Spirit of Women.” Ramirez focused her presenta-
tion on the kal el doscope of emotions she experienced
when diagnosed with breast cancer. She equated her
emotionswith the challenges shefaced when someone
closeto her wasdiagnosed with leprosy who has served
asher “rolemodel.”

Many of the conference attendees spoke about their gut-
wrenching experiencesat the First Presbyterian Church
whereanother socia worker, Alice Paul, proposed the
First Equal Rights Amendment. Theladiescelebrated
their newfound courageto speak againgt theinjustices
they wereforced to endure by embracing seven women
fromtheU.S. honored at the National Women'sHall of
Fame, where the first inductee was another social
worker, Jane Adams. Findly, thewomendeptinhomes
around SenecaFallsthat Harriet Tubman used in her
network to freedom.

Leprosy isadiseasethat can cause severedisabilitiesif
left untreated. Regrettably, the disease can go untreated
for decadesbecause only asmall fraction of physicians
ever suspect leprosy asthe culprit to this psychol ogi-
caly crippling disease. Once properly diagnosed, lep-
rosy can be cured withinamatter of months. However,
theroad to emotional recovery cantakedecades. The
conference did open up the opportunity for theladies
affected by leprosy to pavetheroad to freedom.

Women at thisfirgt of itskind conference made history
by finaly voicing their pain, and by passingaresolution
declaring their empowerment. Some of their declara-
tionsincluded:
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m  Different organizationswith afocusonleprosy
should differentiate between the needs of those
diagnosed inthe 21t century and those prior to

the year 2000.

= TheWorld Hedlth Organization should recog-
nizethe harm resulting from past practiceswhich
condoned the separation of women diagnosed
withleprosy fromtheir children, and sponsor:
- workshopsto address healing and concili-
ation between mothersand their children.
- workshopsto address healing for parents
bereaved by their right to have children.

= All rdigiousfaithsshould work collaboratively
tochange grossmisconceptionsthat leprosy is
synonymouswith“sn.”

®  Medical schoolsshouldinitiate curriculi which
address psychosocia aspectsof being diag-
nosed with leprasy or other misunderstood
diseases.

= Governmentsshould makefunding availablefor
women affected by leprosy to record their
experiencesinord historiessothat this
documentary of injusticesisnot repeated by
other generations.

SenecaFalls, N.Y., thetown used asthe model by
Frank Caprafor Bedford Fallsinthemovie
“It'saWonderful Life” again has been touched by
many angels - ladies affected by leprosy. These
courageous angels, many from Texas, are ready to
fight with words and education to cease the painful
volleysof stigma.

A Personal Account ....... (contd from page 10)

Nicole Holmeswasjust one of countless participants
atthe® I Wil Go With You” Conference, on June 11-
16, 2002 in Seneca Falls, New York. The experience
so moved her she was prompted to write this ac-
count. MsHolmes, age 23, iscurrently working with
I DEA to devel op an e-mail support group amongin-
dividuals being treated as outpatients in the United
Sates. Originally from Trinidad, Nicole was diag-
nosed with leprosy in 1996 at the age of 17 and be-
gantreatmentin 1997. Despitetheadditional stresses
brought on by the diagnosis, she graduated from
college Magna Cum Laude and has married. She
comments. “ The key to getting well isin our hands.
You may not be able to control what is going on in-
side your body, but the more knowledge you have
about |leprosy, the more empowered you beginto fedl .
If for some reason your doctor does not have an an-
swer, then get it yourself. | have found that some-
times the best prevention is self-education.”

Thisarticlewas published in the ILEP “ Connect”
Newsletter No. 7, August 2002.

Thiswas submitted to The STAR for publication by
IrmaE. Guerra, BSN, MPH

Director, ACP

with permission from the author, Nicole Holmes,and from

Anwel Skinsnes-Law.
*

Corrections. Vol.60,No.4-p2

A CONTEMPORY VISIT TO THE LAND OF MYTH
by José Ramirez, Jr.

José and his wife Magdalena went on a two-week tour of
Turkey and Greeceto gather informationon HD. Their visit
brought honors and suprises and new information on how

leprosy has been and continues to be perceived.
*
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|DEA First International Conference
on | ssuesfacing Women affected by leprosy:

A personal account

by Nicole Holmes

The conferencewasauniqueexperiencefor me. | have
never before been inthe presence of such talented and
intelligent women, who at the sametime managed to be
so humbleand kind. | felt that | was part of alarger
family encompassing the globe, because everyone em-
braced mewith openarms. 1t wasespecialy fitting to
have | DEA sFirgt International WWomen'sConferencein
thesametown asthe First Women's Rights Convention
of 1848. A visit to the convention site made mefeel
nostalgic because | know, that aswomen with leprosy,
wearedtill struggling for certain rightsdenied us- just
like Elizabeth Cady Stanton and her supporters. Over-
all, the conference was awonderful, but three events
especidly had animpact onme. First, | enjoyed learn-
ing about thelivesof al thewomen through the speeches
they gave. It wasvery emotional at times, because of
the heartbreak and strugglethat thesewomen have been
through. Althoughtheir culturesaredistinct and their
storiestook place in different parts of the world, the
isolation, discrimination, and painthey haveendured are
similar. Many of thewomen wereforced to make un-
just sacrificeslargely dueto society’signorance. Itwas
reassuring to hear that many took it upon themselvesto
change society’sview despite the consequences, since
they felt obligated to makeadifferencefor generations
to come. Secondly, the opening ceremony of the con-
ferencewasremarkable. Theparticipantsfromthevari-
ouscountrieseach worethelr national costume and we
formed aprocession leading into the ceremony. The
person representing each country was announced be-
forebeing seated. Thefeatured speakersspokesoelo-
guently and some chose to share with us the women
who had touched their livesin someway. A candlewas
litin remembrance of the First Women’s Rights Con-
ventioninthe colorsof women’ssuffrage- purple, gold
and white; as were the flowers that we placed at the
wall of the Declaration of Sentiments. Atthewall, being

together asagroup inspired usto sing andto keep sing-
ing, whichwasalot of fun. Attheceremony toofficialy
open the IDEA Center for the VVoices of Humanity, |
enjoyed reading the different bannerswith storiesand
picturesof thelivesof various peoplewith leprosy. |
truly felt that we had avoice and that the Center wasa
safe haven where our voices could be heard. Viewing
the hugh quilt consisting of fabric sent by IDEA mem-
bersfrom around the world further gave methe assur-
ancethat | am part of alarger collection of people. One
of thehighlightsof the ceremony washaving certain par-
ticipantslight candlesin honor of thosewho had passed
away and had touched our livesin someway. Atthe
end of the ceremony | read my poem Journey, which
wasfitting sincel believethat aswomenwith Hansen's
Diseasewe haveal gone down the same path, but that
path has had different outcomes. | was touched that
that we had the support of thesmall community of Sen-
eca Falls. They came out to participate in the
conference svariousevents. | know | felt welcomed by
themandI’m sureeveryoneelsedid aswell. Some of
the churchesin the areahosted our meetingsand pro-
vided most of our lunchesand dinners. The parishio-
nersthemselves made the meal sand served them. The
variety indisheswasdelicious.

In conclusion, the conference was ahugh success. It
brought together agroup of women that would not ordi-
narily have been ableto do so. Wewereableto share
our lives, our strugglesand our hopesfor thefuture, with
IDEA at theforefront. | wasreally impressed by all the
work that thevarious| DEA chaptersaround the globe
had done. 1t made me proud to be an IDEA member
and gave metheimpetusto want to do more.

(contd on page9)
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(ANTIOXIDANT EFFECT OF VITAMIN E) — Continued from last issue (Vol 60, No 4)

Table 7 _
Duncan’ Multiple Range Test:
Mean |Group|Ill| V i jvivinli vl
Comparison of mean valuesof catalase 639.8 m _ _ | ]
7215 Vo - - - -]
Source | D.F| Sum of Mean F-value | p-value 850.9 T ok | xx _ _ _ _ _
squares | Squares i

Between | 6 | 62274066 | 10379011 | 7584 | <0.00001 | [894-6 Vo - -1 -1-1-
Groups 11420 | VI [x [ ox foex ex ] o] o]

Within 144 | 19706440 | 13685.0
Groups 1156.3 | ** ** *%x | *x* _ _
Total 150| 8198050.6 1166.4 VI k% | kx| kx| kx| L N

Table 8
Duncan’ Multiple Range Test:
Comparison of mean values of GST Mean |Group |ttt v | im frv] 1 | v v
1.7184 11 - -l - -l - - -
Source | D.F| Sum of Mean F-value | p-value

squares | Squares 18775 v |- -|-|-]-]-
Between | 6 | 17.0039 2.8490 75.049 | <0.00001 | |1.9868 Il bkl R IR IR (T I
OIS 21960 | Iv | e [e|we [ -] - | -

Within 144 | 5.4664 0.038
Groups 2.4196 | R ol IR I - -
Total 150 22.5603 2.6056 VI %k | xx | % | x% | x% _ _
26630 VII * % *% * % *% *% - -

Table 9

Duncan’ Multiple Range Test:

Comparison of mean values of glutathione

Mean Group | T {IV] I |V |VII] VI I
4.24 I - -l - - - - -
Source | D.F| Sum of Mean F-value | p-value
Squares | Squares 4.54 v ** 1 | - - - - -
Between | 6 | 1261401 | 21.0233 | 5589258 | <0.00001 [ |4-95 ==t -1-1-1-1-
Groups 4.97 v R j . . .
Within 144 5.4164 0.0376
Groups 6.17 VII | % %% [ ** | ** | - - -
Total 150 131.5565 6.31 VI *% | xx | *x | xx | ** _ _
672 I *% *% * % *% * % * % -
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Table 10
Duncan’ Multiple Range Test:

Comparison of mean values of vitamin E Mean | Group | 11 |V IV |0 [ vi]vii] |
Source | D.F | Sumsof Mean F-value | P-value 13.93 I - - - - - - -
squares | Squares 14.41 \V; - _ - - - - -
Between 6 484.52 80.75 29.75 <0.00001
Groups 14.97 v ** | - | -] - - -
15.43 I > | - | -] - - .
Within 144 | 390.84 271
Groups 16.95 VI *k | xk | *x | xx _ _ _
Total 150 875.36 17.63 VIl *%x | xx | *%x | x* _ _ _
1903 I ** ** *%* *%* *%* - -
Table 11
Comparison of mean values of GPX
activity in the seven groups Duncan’ Multiple Range Test:
Source | D.F | Sumsof Mean F-value | P-value
squares | Squares Mean Group [ IV | 11 [IV]VI | VI
Between | 6 | 129501 | 21598 | 118.6610 | <0.00001 0.6176 1l S I I R I
Groups
0.8275 \Y -l -] - - - -
Within 144 2.6211 0.0182 0.8508 I * % _ _ _ _ - -
Groups .
Total 150 | 155801 0.9505 v LR IS L I - -
1.1825 VII | ** | x> | ** [ **| - - -
1.3420 I * % * % * % * % * % - -

1.5388 VI *x | kx| xx [ xx [ kx| xk _

Statistical | nference

Thereis high statistical significance in the mean values of LPO among the seven group(F=122.9841,P<0.00001), indicating that
the mean LPO values are statistically significant across the subjects of the seven groups. Group | (healthy volunteers) had
significaly lower LPO than the groups patients. By Dunkan's multiple range test for multiple comparison we have observed
that the mean LPO value of the patients from Group 111 and Group Il are significantly higher than that of patients from other
groups.

There is high statistical significance in the mean value of SOD among the seven groups (F = 127.739, P<0.00001) indicating
that the mean SOD value to be statistically significant across the subjects of the seven groups and among the seven groups.
Group |11 patients had statitically significant lower mean SOD than the other group patients, and Group Il patients had
statistically significant higher mean SOD than the other group patients, from the multiple comparison of patient groups. We
can infer that Group |, Group V11, and Group VI are significantly different from the other groups.

There is high statistical difference in the mean values of GPX among the seven groups (F = 242.602, P<0.00001); that means
GPX values of the seven groups are statistically significantly different among these groups. Group |11 patients had lower mean
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GPX value and Group | subjects had higher mean GPX values. By multiple comparison test it is evident that Group | and Group VI are
statistically significantly different from the other groups.

There is high statistically significant difference in the mean values of catalase among the seven groups (F = 75.84, P<0.00001) indicating
that the mean catalase values of seven groups are statistically significantly different among these groups. Group 111 and Group VI
patients had lower and higher mean catalase values respectively, and Group VI and Group | and Group Il are having statistically higher
mean catalase values in comparison with the mean values of other groups.

There is high statistically significant difference in the mean values of GST of the seven groups (F = 75.049, P<0.00001); the Group II1
patients had lower mean GST value and group VIl had higher mean GST value. By multiple comparison of these groups, we are able to
infer that the mean values of GST of Group VIl and Group V1 are significantly different from those of the other groups.

There is high statistically significant difference in the mean values of glutathione in the seven groups (F = 558.9258, P<0.00001). Group
111 patients had lower mean glutathione values, significantly different from those of the patients of the other remaining four groups.

Thereis statistically significant difference in the mean value of vitamin E among the seven groups (F = 29.75, P<0.00001). Group Il and
Group | had significantly lower and higher mean values respectively than the other five groups. The mean values of vitamin E of Group
I, Group VII and Group VI are significantly higher than the mean values of vitamin E of the other four groups.

There is high statistically significant difference in the mean values of the activity of GPX among the seven groups (F = 118.661,
P<0.00001. Patients of Group Il and Group V1 are having statistically lower and higher mean values respectively of GPX, in comparison
with the mean values of GPX of the other five groups.

Discussion

Free radicals attack biomolecules in leprosy-affected persons. Free radical attack on polyunsaturated fatty acids (PUFA) resulting in the
formation of a substance called malondialdehyde. In this study plasma malondialdehyde level was used as a marker for free radica
production (17). We found increased plasma malondialdehyde levels in leprosy patients, especially in MB type of leprosy patients,
confirming the involvement of excess free radical and oxidative stress. Those who were supplemented with antioxidant vitamin E
showed a time-and dose- dependent attenuation in the level of lipid peroxidation (LPO). Our results are comparable with the genera
decrease in the antioxidant statusin patients and confirm the need of exogenous supplementation of antioxidants, in coadministration with
MDT. On exogenous supplementation with vitamin E we noticed a significant rise in vitamin E status and reactivation of the enzymatic
antioxidant system.

The development of any bacterial disease involves a complex interaction between the pathogen and the host. Thisiis particularly true of
an obligate intracellular parasite like M. leprae, which seemsto be a highly conservative type of pathogen in itsintracellular attack to free
radicals. Reports on the role of reactive oxygen intermediates in relation to M. leprae infections are sparse, and the topic needs to be
studied further (18). One of the most important environmental factors that influence etiology of leprosy is nutrition (19); it is aso
recognized that nutrition in turn interacts strongly with a number of other environmental factors. Malnutrition increases the susceptibility
to infection while infection adversly affects the nutritional status. Malnutrition coexists with a number of other factors which are likely to
aggravate infection. One such factor is dietary antioxidant status. It is important to determine the extent to which the antioxidant status
contributes to high rates of infection in poor communities. Among the malnourished, the incidence of infection exacerbations is high
(20). The role of vitamin C, a water soluble antioxidant, in inhibiting the proliferation of M. leprae in the foot pads of mice has aready
been reported (21). Vitamin E a nonenzymatic, lipid soluble, immuno-enhancing antioxidant and an important free radical scavenger (22)
isused in this study. Experimenta studies on murine leprosy reveal the possible relationship between the cell wall integrity, components
release and role of vitamin E in maintaining the lysosome architecture (23). There are reports supporting the possible effect of dapsone
in inhibiting the oxygen intermediates, but dapsone-induced methemoglobinemia and metheamoglobin can also produce free radicals
(24). Some of the antioxidant enzymes like SOD possess Zn(zinc) in their active sites and zinc deficiency is aready established in
leprosy (25). Measurement of antioxidants provides evidence of susceptibility to free radica reactions, molecular damage (25),
biochemical changes and involvement of internal organs. Such assays are likely to be of great value in assessing the free radical-
mediated damage in leprosy patients under anti-leprosy treatment (26). Nutritiona rehabilitation by way of exogenous supplementation
of antioxidants will will be an added advantage in the management in leprosy (27). Antileprosy chemotherapy should include not only
the relatively rapid eradication of the vast mgjority of the viable bacilli but also retain the antioxidant status in affected individuals (28).
From the public hedth point of view, antioxidant supplementation coupled with MDT (29) programs will give better results and
maximum benefit to the patients, and it is an extremely important exercise to be undertaken in the chemotherapy of leprosy (30).

The Star % January - December 2002 — 13



10.

11.

12.

13.

14.

15.

16.

17.

18.

References

Haillivel B, Gutteride J, (1985). Oxygen Radicals and the
nervous system. Treands Neuroscience: 8: 22-26.

Rao KN, SahaK, (1988). Undernutrition and L epromatous
Leprosy. Serum Vitamin A and Vitamin E levelsin leprosy
spectrum. Indian J Lep: 60: 66.

Vaishnavi C, (1944). Sar: 53: 11.

Bergel M, (1979). Superoxide dismutase, lipid peroxidation
and M. leprae. Int J Lep: 47: 200.

ChandraRK, (1992). Nutrition and Immunoregulation:
Significance of host resistance to tumours and infectious
diseasein humans and rodents. J Nutr: 122: 754-757.

Jacobson RR, Krahenbuhl JL, (1999) Leprosy: Lancet: 353:
655-660.

Lowry OH, Rosenbrough NJ, Farr AL, Randall RJ, (1951).

Protein M easurement with Follins Phenol regent. J Biol Chem:

193:265-275.

Ledwozyw A, Michalak J, Stepien A, Kadziolka A, (1986).
The relationship between plasma triglycerides, cholesteral, otal
lipids and lipid peroxidation products during human
arthrosclerosis.

Clin Chim Acta: 155: 275-284.

Baker H, Frank O, (1968). Assay of Vitamin E in Plasma.
Clin Vitaminology, Wiley, NY. 172.

Drabkin DL, Austin JH, (1932). Spectrophotometric

studies.  Spectrophotometric constansts for haemoglobin
derivatives in human, dog and rabbit blood. J Biol Chem: 78:
719-733.

MisraHP, and Fridovich IP, (1972). Therole of Superoxide
dismutase (SOD) in the auto oxidation of epinephrineand a
simple assay for SOD. J Biol Chem: 243: 3170-3175.

Sinha AK, (1972). Calorimetric Assay of Catalase.
Anal Biochemistry: 47: 389-394.

Rotruck JT, Pope AL, Ganther HE, Swanson AB, Hafeman
DG and Hoekstra WG, (1973). Selenium: Biochemical roleas
acomponent of Glutathione Peroxidase: Purification and
Assay. Science: 179: 558-590.

Beutler E, Duran O, and Belly BM, (1963). Improved method
for the determination of blood Glutathione. J Lab Clin Med:
822-888.

Hastings RC and Franzblau SG, (1998). Chemotherapy of
Leprosy. Ann Rev Pharmacol Toxicol: 28: 231-245.

Girotti AW, (1985). Mechanism of Lipid Peroxidation.
Free Radical Biol Med: 1: 87-95.

MoroaliaJ, Robunson P, Mahadevan PR, (1988). A complex
component modulating immune-deficient cellsin leprosy
patients leading to loss of viability of Mycobacterium Leprae -
apossible vaccine. Bio Chem. Pharmacol: 37: 4635-4641.

StellaM Van Beers, Madeleine Y L de Wit, Paul R Klaster,
(1996).The Epidemiology of Mycobacterium leprae: Recent
Insight: Mini Review: FEMSMicrobiology Letters:

136: 221-230.

18.

20.

21.

22.

23.

24.

25.

26.

27.

28.

29.

30.

ChandraRK, (1992). Effect of Vitamin and trace element
supplementation on immune responses and infection in elderly
subjects. Lancet: 7: 38-40.

Van Acker SABE, Koymans LMH and Bast A, (1993).
Molecular Pharmacology of Vitamin E: Structural Aspects of
antioxidant activity. Free Radical Biol Med: 15: 311-328.

Hastings RC, (1989). Nutritionin Leprosy: A Review: Int J Lep.

Hastings RC, (1979). Activity of Ascorbic Acid in inhibiting the
proliferation of M. leprae. Int J Lep.

Sheriff DS, (1989). Erythrocyte Glutathione Concentration as a
Measure of Oxidant stress in patients undergoing Dapsone
therapy. Ann Clin Biochem: March 26: (Pt 2): 199-200.

Jollow DJ, Bradshaw TP, McMillan DC, (1995). Dapsone-induced
hemolytic anaemia. Drug Metab Rew: 27(1-2): 107-124.

Joseph George, Bhatia VN, Balakrishnan S, and Ramu G,
International J Lep: 59: 20-23.

Mason KE, Bergel M, (1955). Maintainance of Mycobacterium
lepraein rats and hamsters fed with diets low in vitamin E and high
unsaturated fats. Federation Proceedings (USA), March: 14: 442.

Wilkinson FF, (1962). Innoculation of M. leprae to rats fed with
pro-oxidant diet. IntJLep: 30 (4): 457-464.

Marta M Lardo, Norman B Diaz, Jorge Romero Artaza, Claudio D
Carbia, Raguel Nazer and Raul Vadez, (1997). Vitamin E como
agents protector de hemolysis en pacientes de lepra tratados con
dapsone (Vitamin E as protective agent against  hemolysis in
leprosy patients under Dapsone Treatment) Medicina

(Buenos Aires): 57: 150-154.

Manoharan PT, (1999). Radical formation in human Hemoglobin
and its mechanism: Satellite Symphosium on "Free Radicalsin
Health and Diseases’, (Dec 20-22nd). Abstracts. University of
Madras, Pg #7.

Bergel M, (1967). Lysosomes: Their relationship with Vitamin E
and Leprosy: Leprosy Review: 38: 189.

*

The Star % January- December 2002 — 14



W.H. Miller

Voyageur MilitaireWillieHermanMiller, S., was
initiated into LaSociete des Quarante Hommes et Huit
Chevaux on February 23, 1991.

Voyageur MilitaireMiller hasserved AcadiaVoiture
Locale 1351 asChef de Train, Chef de Garefor eight
years, and as Chairman of the Cgjun Wreck for nine
years. Hehasalso served Grande Voituredela

L ouisianne as Grand CommisVoyageur, Grand Chef
deTrain, and Grand Chef de Gare.

Miller has served Voiture NationdeasAlternate
Cheminot National, Cheminot Nationa, Disaster
Relief Committeeman, and for two and one-haf years
as Specid Awards Committeeman.

Miller hasbeen Chef de Gareof hisVoitureLocale 10
yearsand has served 9 years as coordinator of the
Cajun Wreck.

Heclimbed theranksinthe American Legion, serving
asPost Commander 4 years, 2 yearsasDidtrict Vice
Commander, 1 year asDistrict Commander, and 1
year as Department Executive Committeeman. Heis
currently serving asPost Membership Chairman. Has
been on the St Martin Honor Guard 10 yearsandisin
histhird year asCaptain.

Miller servedintheNavy duringthe Vietnam era.

Heismarriedto theformer Dorothy Anderson, whois
aPast Department President of the American Legion
Auxiliary, Department of Louisana. Both Miller, who
isknownas“Red”, and hiswife, whoisknown as
“Dot”, havebelonged totheLegionfamily for 21
years.

International Recognition

On September 16, 2002, Mary Ruth Daigle, was
presented an award by José Ramirez, IDEA Coordi-
nator for theU.S., on behalf of IDEA. MrsDaigle
wasrecognized by IDEA withthe*Fighting Spirit”
award for peoplewho haveworked to eliminatethe
stigmaassociated with Hansen’sdisease. Mr. Ramirez
also presented her with aplaquefor “Women of
achievement” fromtheNationa Women'sHall of
Fameat SenecaFalls, New York.

Mrs. Daiglewasrecognized with theseawardsat the
first International Conference on Women Affected by
Hansen'sDiseasg, titled “1 Will Walk With You”, held
at theWomen'sRightsNational Historical Park at
SenecaFallson June 11-16, 2002.

During her Keynote Addressat the conference,
MagdaenaRamirez, Social Worker at the Houston
VA Hospital and 2002 Texas Socia Worker of the
Year, acknowledged Mrs. Daigle asone of two
Higpanic women from Texasdiagnosed with Hansen's
disease who served asher rolemodels. Weall
congratulateMary Ruth!

Mary Ruth Daigle accepting the Award from José Ramirez,Jr.

*

TheStar % January - December 2002 -- 15



LA SOCIETE DES PHONE (317) 634-1804 FAX (317) 632-9365
0 HOMMES ET 8 CHEVAUX 777 N. MERIDIAN STREET, SUITE 204, INDIANAPOLIS, INDIANA 46204-1170

a0 /7
8

OITURE
/\/ ATIONALE

December 11, 20002
To: Carville Star Subscription Holders

| am glad to announce that after a short absence The Star is up and running again. For those of you
that did not know about the changes at The Star let me bring you up to date.

The Star Office has moved to asmaller office and will now moveinto the electronic age. It will be
online at fortyandeight.org and will still be printed and sent to all subscription holders. The Star will
be printed in Baton Rouge, Louisiana by Franklin Press and they will be distributed the same asthe
Forty and Eighter Magazine.

You arereceiving thisletter because you are a current subscription holder. You can download or
read The Star online, however, you will need the user name and password for thisyear. The user-
nameiscarville and the password is star. Thiswill change each year and you will need to keep your
subscription updated. Thelink can be found on the home page, that address is www.fortyandeight.org.

This meansthat Emanuel Faria, the Editor, and Bill Kikuchi, the Assistant Editor, will still be doing
their jobs, however, they will not be printing the magazine. Voiture Nationale will maintain the
subscription list in Indianapolis.

The biggest benefit from the down sizing the office spaceis, asyou can see, the savings. The equipment
has been disposed of already and the “ Equipment and Maintenance Fund” will be changed to the
“Maintenance Fund”.

Basically The Star continuesto be the voice of Carville and still needs your support. | ask that you
continue to support the program by keeping your subscription and buying the countries, keep sending
donationsto the “Maintenance Fund”.

Sincerely,

‘CULIR Ll

David R. Rabius
Correspondant National

DRR/ep
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SOURCES OF HD TREATMENT

IN THE UNITED STATES

THE NATIONAL HANSEN’S DISEASE PROGRAMS (NHDP) provides HD care to persons in the United
States at 1770 Physicians Park Drive, Baton Rouge, LA 70816 and through the Ambulatory Care Program, which

includes the following Outpatient HD Clinics:

NATIONAL AMBULATORY HANSEN’S DISEASE PROGRAM

Health Care Center
OPCL

1301 Rangerville Road
Harlingen, TX 78550

Richard Wing, MD
San Juana Thompson, RN

AREA FACILITY ADDRESS PHYS/NURSE APPOINTMENT
BOSTON Lahey Medical Center 41 Mall Rd. Samuel Moschella, MD 781-744-5670
Burlington, MA 01805 Stephanie Burns, RN
CALIFORNIA LAC, USC Medical Center 1200 North State St. Thomas Rea, MD
LOS ANGELES Attn: Section of Dermatology Los Angeles, CA 90033 Helen Mora, RN 323-226-5240
Room 8440 Robert Jerskey, OT
MARTINEZ Contra Costa Regional 925-370-5270
Medical Center 2500 Athambra Drive Sutherland/Saffier, MDs 1-800-495-8885
Outpatient Clinic Martinez, CA 94553 Carol James, RN (In state only)
SAN DIEGO North Central 2440 Grand Avenue D. A. Lopez, MD '
Public Health Center San Diego, CA 92109 . Carmen Rodriguez, RN 858-490-4400
CHICAGO University of Illinois Department of Dermatology, (MC 624)
College of Medicine 808 S. Wood Street, RM 376 CME Carlotta Hill, MD 312-996-0734
Chicago, IL 60612 Norma Chelseth, RN
MIAMI Jackson Memorial Ambulatory Care Center
Hospital 1611 N.W. 12" Avenue Anne Burdick, MD 305-585-2600
Miami, FIL 33136 . Gloria Ingle, RN
NEW YORK Bellevue Hospital Center William Levis, MD
Department of Dermatology 462 First Avenue Aloys Cabrera, RN 212-562-6096
Room 17-N-7 New York, NY 10016 Louis Iannuzzi, PT, C.Ped
PHOENIX Maricopa County Health Dept. 1825 East Roosevelt Street Ronald Pust, MD
Phoenix, AZ 85006 Bill Cooper, RN 602-372-6661
PUERTO University of Puerto Rico Department of Dermatology Pablo Almodovar, MD
RICO Medical School P. O. Box 365067 Sonia Santos-Exposito, RN =~ 787-765-7950
San Juan, PR 00936-5067
SEATTLE Harborview 2 West Clinic - 359930 James P. Harnisch, MD
Medical Center 325 9" Avenue Rebecca Finch, RN 206-731-5100
Seattle, WA 98104 Tom McClure, PT, CH
TEXAS Dallas County 2377 N. Stemmons Freeway, Ste. 522 Jack Cohen, DO
DALLAS Health Department Dallas, TX 75207-2710 Nancy Bernstein, RN 214-819-2010
HOUSTON Houston Health & 1809 North Main Terry Williams, MD
Human Services Dept. Houston, TX 77009 Eileen Walton, RN 713-504-0256
SAN Texas Center for 2303 S. E. Military Drive Robert N. Longfield, MD
ANTONIO Infectious Disease San Antonio, TX 78223 Debbie Mata, RN 210-534-8857
HARLINGEN South Texas i
956-423-3420 ext. 351

Other Sources:

Honolulu, HI 96816
Phone: 808-733-9831

State of Hawaii Department of Health
3650 Maunalei Ave., Suite 205

Mike Maruyama, MPH, Branch Chief
Barbara Yoshicka, R.N.

Program Manager
Fax: 808-733-9836

FOR MORE INFORMATION: Call the NHDP at 1-800-642-2477 or fax: (225) 756-3760
Email: MTemplet@hrsa.gov
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FACTS ABOUT HANSEN'S DISEASE

What is (HD)?

Hansen's disease,' erroneously associated with biblical leprosy, is
a complex infectious disease which, although recognized for more than
two thousand years and found to be caused by a bacterium over a cen-
tury ago, is not completely understood. Dr Gerhard Armauer Hansen,
Norwegian scientist, first discovered the HD bacillus in 1873. Consid-
erable progress has been made during the last 40 years, so that today
we can treat the majarity of cases without undue difficulty and counter-
act most of the fears generated by the folklore surrounding this dis-
case. Y

HD is essentially a disease of the peripheral nerves, but it also affects
the skin and sometimes other tissues, notably the eye, the mucosa of
the upper respiratory tract, muscles, bones and testes.

There are both localized and disseminated forms of HD. If left un-
treated, 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 1994 the World Health Organization estimated that there were 2.4
million cases of HD worldwide with 1.7 million cases registered on
treatment. The estimates for 1985 were 10 - 12 million and 5.4 million
respectively. According to these estimates, in 1994, 70% of those who
shouid be on treatment are now being treated. In 1992 there were 690,000
new cases reported and in 1993, 591,000 cases. There are also an esti-
mated 2 — 3 miliion cases who have completed treatment but who still
have residual disabilities who are not included in the above 1994 to-
tals. 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 Hemi-
sphere are in Brazil.

In the United States there are approximately 6,500 cases on the reg-
istry which includes all cases reported since the registry began and still
living. The number of cases with active disease and requiring drug treat-
ment is approximately 600. There are 200 — 250.new cases reported to
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the registry annually with about 175 of these being new cases diag-
nosed for the first time. The largest number of cases in the US are in
California, Texas, Hawaii, Louisiana, Florida, New York, and Puerto
Rico. There are still approximately 150 cases at the Gillis W Long
Hansen's Disease Center at Carville, LAy the only institution in the US
exclusively devoted to Hansen's disease. The center functions as a re-
ferral and consulting center with related research and training activi-
ties. Most patients in the US are treated under US Public Health Ser-
vice grants at clinics in major cities or by private physicians. (See
inside back page for listing of clinics.) .-

How Does HD Spread?
. t

While this aspect of the disease remains a medical mystery, the most
commonly accepted theory is that it is transmitted by way of the respi-
ratory tract, and abraded skin. The degree of susceptibility of the per-
son, the extent of exposure, and environmental conditions are among
factors probably of great importance in transmission. Most specialists
agree that 90% or more of the world's population have a natural im-
munity 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 the rising inci-
dence of sulfone resistant disease necessitates treating all patients with
more than one drug. Usually rifampin and sometimes clofazimine or
ethionamide are given in addition to dapsgne. Treatment rapidly ren-
ders the disease noncommunicable by killing nearly all the bacilli and
these dead bacilli are then cleared from the body within a variable
number of years. '

oe

o l(:z'iliis W Long Center

GET TO KNOW THE FORTY & EIGHT

The Forty & Eight, an honor society of le-
gionnaires - created in 1920 and The Star's
primary funding organization, draws its ori-
gin from World War I. Millions of Ameri-
can 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 broth-
erhood 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 mem-
bership. 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 schol-
arship program, various child welfare programs, provides aid to veter-
ans and continues to promote Americanism at both local and national
levels. .




