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RADIATING THE LIGHT OF TRUTH
ON HANSEN'S DISEASE

Emanuel Faria, Editor of The STAR and Captain Judith A Bell Krotoski, OTR, CHT, FAOTA

reminisce about significant events that have changed the lives of people living and working in
Hansen'sDisease. It hasbeen through communication, education and research, with a desireto make

life healthier for all, that nourished their integrity of purpose. Another significant event. .. ..
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“ 2 NOMORE (read NO, MORE)
NERVE DECOMPRESSION SURGERY IN LEPROSY

INTRODUCTION

eprosy is known as primarily the disease of skin

and nerves. Neural damage, whether of cutaneous
nervesor of peripheral nervetrunks, isthe main cause
of disabilities, deformities, social ostracism and related
problems. Cutaneous nerve endings may or may not
regenerate but nerve trunk damage can have
devastating problems, being more or less permanent, if
not treated properly.

Nerve damage in leprosy can be presenting in one or
more different ways in the same patient: chronic, acute
and catastrophic. The recovery of sensory-motor
functions can occur, depending upon the severity of
damage, age of patient, type of disease and, of course,
adequate treatment. The adequate treatment of neuritis
isthe disputed and least defined factor. It iswell known
that treatment and response vary from patient to patient
and treatment has to be tailored, depending upon the
needsof individual patients.

The capacity of axons to regenerate has been
demonstrated even in patients with long-standing disease
and in older age groups. Axons sprouting has been
conclusively demonstrated even in severely damaged
nerves. Thismeansthat young patients, including children
with clinical nerve damage, have better chances of
recovery.

PRESENT SCENEARIO

The prevalent concept among field workers is to use
steroids whenever and wherever one can, in hope that
things will settle in due course of time and recovery will
occur. Steroids are considered as solutions for all
maladies. Drawbacks of such indiscriminate steroid
therapy are- steroid side effects and unpredictabl e results.
In some cases the drug may not actually reach proper
concentrations at sites of inflammation because of nerve
ischemia.

Extent of paralysisisalso afactor which determinesthe
outcome of nerve damage. Various series have reported

by Dr Govind N Maaviya*
Central Jalma Institute for Leprosy
Tajganj, Agra (India)

that if paralysisis partial (clinically muscle grade 3 or
morein MRC scale), recovery usually occursif patient is
given adequate treatment with corticosteroids. The
recovery seems to speed-up if nerve decompression is
added to therapy. This probably occurs dueto release of
compressiveforces, thereby improving blood circulation.
The anti-inflammatory drugs are able to reach the site of
damage in appropriate quantities. Pain relief is an
additional benefit. The steroid requirements also come
down even though appropriate steroid dosesremain to be
defined.

When to decompress a diseased nerve trunk?

Itisadifficult question to answer. Field workers define
the cut-off point as“failure of adequate medical treatment
toimprove sensory-motor functions.” Thisperiod usually
variesfrom 16 weeksto 24 weeks. By thistime, at least
in certain percentage of cases, damage becomesextensive
and unlikely to recover even if nervesurgery isattempted.
One can always argue that these cases can undergo
corrective surgery - tendon transfers, as a palliative
measure. Intheir enthusiasm to treat cases, they tend to
forget that palliation is a palliation and cannot match
natural recovery. Corrective surgery can bring in gross
functions for survival but cannot restore the delicate
balance which nature has created in the species.

Can this waiting period for nerve decompression be
reduced to 8 weeks or less? By 8 weeks it becomes
apparent in most of the cases whether recovery is going
to occur or not. If the patient has not stabilized in this
time on full adequate doses of steroids, heisunlikely to
recover and therefore should be given the benefit of
nerve decompression which is a relatively minor
procedure in comparison to corrective surgery. Simple
external neurolysisalong with epineurotomy with one or
twoincisions, if carefully done, will doimmense benefits
to the patients who are already suffering. These case do
not need hospitalization and can have exercises in the
comfort of their homes, thereby reducing the costs of
rehabilitation.

*POST BOX 25, GPO, Mall Road, Agra (India) Pin 282 001
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I's steroid versus surgery comparison a must?

People comment on results of decompression, saying that
itissuccessful only half thetime (50 percent or less cases
have full recovery). This concept of recovery may be
academically appealing but tends to ignore those cases
where the process of damage has been arrested.
Arresting the process of nerve damage is also a benefit
of surgery because these were “failed cases” who faced
the knife. If the two groups are added up, the results
reach 75 to 85 percent. Another aspect of recovery is
sensory recovery. If protective sensibility isrestored, it
isgoing to be very helpful inthe long run because it will
help in preventing secondary deformitiesand mutil ations.
It has been observed that requirements for steroids are
reduced if nerve decompression is added to therapy and
steroids can be continued for much longer time as
immunomodulators.

A needfor controlled clinical trial istalked about inforums
comparing steroids alone, surgery alone and steroidsand
surgery together. Where are the patients to form
comparable groups? Even when patients were there in
larger numbersit wasdifficult to have properly matched
clinical and immunological parameters because nerve
damage is such avariable entity in leprosy. Proponents
of surgery have said time and again to act together for
the benefit of the patient. One is unable to trace the
origin of phrase “medicine versus surgery” which has
preoccupied the minds of people involved in the care of
leprosy patients. It is the combined approach which
appears more rewarding than either alone because nerve
damagein leprosy ismultifactorial and thereforerequires
a multipronged attack, depending upon the factors
participating in nerve damage in a particular case.
Published data al so support this approach.

What to compress ?

The tunnels, viz cubital, tarsal, carpal and peroneal, are
anatomical entitieswell documented and described. Their
boundaries are well-defined - roof, floor and the entry
and exit openings. Duetoinflammatory swelling of nerves,
the pressure in these tunnels is very likely to increase
whichinturniscompensated by squeezing of the areolar
tissue located in between the nerve bundles. After a
certain stage, this compensatory mechanism cannot take
up the brunt any more and as a consequence capillaries
and venules start getting squeezed. In due course of
time, edema, both inflammatory and reactionary, leadsto
further risein pressure, thereby arresting the blood flow
insmaller arterioles.

Studies of Lundborg have demonstrated increased
pressures in cubital tunnel during elbow flexion and in
carpal tunnel syndromes. These studies have generated
at least some proof to show, for the proponents of external
compressive forces.

The conventional descriptions about the sites of nerve
damage in peripheral nerve trunks affected with leprosy
have brought out some interesting facts. Certain sites
have been demonstrated where the nerve trunk is
specialy affected even though leprous neuritisis patchy
and histologically lesions can be seen practically in the
wholenervetrunk. Theulnar nerve, for example, can be
affected in Guyon’s canal near wrist or in cubital tunnel
near elbow. Likewise, sitesfor median, radial, common
peroneal and posterior tibial nerves have been
demonstrated. Studies, even though limited, using nerve
root stimulation have shown that most proximal site of
nerve trunk compression is much beyond cubital tunnel
for ulnar nerve. Surgical release at this site has been
shown to improve nerve function. However nerve root
stimulation study requires exposure of nervetrunk along
itsentirelength, which may not beapractical thing. Even
though the conduction block exists at a higher level, the
guestion remains as to how far to expose.

DISCUSSION

The objectives of early nerve surgery are two-fold - to
help in recovery of damaged nerve by relieving
compression and improving circulation and arrest the
neural damage. Whenever we discusstheresults of nerve
trunk decompression surgery in leprosy, we: (a) compare
the results of operative intervention with that of
pharmacological intervention as if two modalities are
comparable and competing with each other to gain
superiority or professional acceptance over each other,
(b) use too ambitious criteriafor assessment of outcome
of surgery at times, for example, resultsof posterior tibial
nerve decompression have been evaluated in terms of
plantar ulcer recurrences even though we know that the
ulcer isamultifactorial event, and (c) tend to forget that
even if decompression failsto help in completerecovery
of nerve function, many a times damage is arrested as
evident by muscle VMT graderecordswhichinfactisa
big gain. The surgery also brings down the requirements
of drugs, preventing side effects.
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Let us be sure in our minds that if progress of nerve
damageisarrested, protective sensationswill beretained.
We as normals may not be able to perceive the value by
learning it from a person with insensate palm who has
regained the ability to feel as to how confident he has
become. One has to take off the spectacles which have
blinded onefor almost past two decades and explore deep
in one's heart without bias or prejudice. Benefit of the
patient shall be thefirst and the top-most criterion.

Thequestion remainsabout availability of surgicd facilities
and its costs. The cost of surgery is minimal or rather it
paysinthelong run by saving expenseson drugs, dressings
of wounds, cost of reconstructive surgery and the
economic costs of social rehabilitation. The
decompression procedures can be performed in ageneral
hospital setup and training for the surgeons can be
arranged. If thereisawill, one can find many interested
people who are willing to acquire the skills of nerve
decompression. What they need istheright training and
right concepts and a desire in field managers to refer
patientsin timefor such surgical intervention.

One can conclude without any bias that nerve
decompression is helpful in a number of ways and is a
rewarding surgery in achronic diseaselike leprosy. One
does agree that al cases do not require surgery on the
nerves but fails to understand why referral is denied to
the deserving cases at the appropriate time. Whether it
is due to ignorance or willful ignorance, due to lack of
facilities or a consideration deeply rooted in mind that
drugsand surgical intervention aretwo different modalities
and cannot be tried together for their idiosyncrasies.

The practice of herding the patients on the pretext of
community program and loading them with steroids is
unjustified specialy whenthe“workload” hascome down
due to better leprosy control. If cardiologists are
implanting el ectrodes deep under the skin, dermatol ogist
are performing cutaneous surgery, interventional
radiol ogists areintervening wherever they can, then why
not leprologists shed off their cocoon and see the dawn.
After all, they are working for the interests of patients
and thereforeit becomestheir moral responsibility to keep
their patients informed about the available treatment
options.

Book Review

Yawalker SJ. Leprosy for Medical Practitioner and
Paramedica Workers. Basdl: NorvartisFoundation for
Sustainable Devel opment. Seventh Edition, 2002. Soft
bound, 134 pages.

ishandbook onleprasy isnow initsseventh edition,

being first published in 1986. | havereviewed
multiple previous editions of this book inthepast. |
believe this edition again lives up to its previously
respected reputation. It ispublished by the Novartis
foundation (formerly Ciba-Geigy). Novartis in
collaboration with WHO presently providesmost of the
drugsfor MDT trestment of |eprasy throughout theworld.

Thisbook dealswith the practical issuesof diagnosis,
treatment, and the management of complications of
leprosy on a level that make it useful for medical
practitionersaswell asparamedica workers. Thisbook
hasaremarkableamount of information for asmall book.
Therearechapterson history and epidemiol ogy though
diagnogsand treatment, including reactions, followed by
discussionsof deformitiesand their management and
rehabilitation. Finally there are brief discussions of
prevention and control and hopefully the eventual
elimination of leprosy. Thereisaninteresting chapter on
the history and development of MDT. Asinprevious
editionsit has numerous good col or photographs and
good summary chartsof many topics. | would notethat
the statistics for the US are outdated and should be
revisedinthefuture

| would recommend thisbook to anyoneinvolvedinthe
clinica careof leprosy patients. Itwill beespecialy useful
asareferencefor thenonspeciaist whoisdealing with
leprosy along with a wide range of other medical
problems.

LeoJYoder, MD
*
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Critical Issuesin Leprosy Elimination

N. P. Shanker Narayan* and G. Ramu**

Introduction

he decade from 1984 to 1994 was a golden period in the

long history of prejudice against leprosy and its sufferers.
The WHO Study Group on Leprosy (1982) recommended two
MDT regiments for the treatment of Paucibacillary (PB) and
Multibacillary (MB) leprosy respectively. The main objective
was to offset the increasing incidence of dapsone resistance.
Dapsone mono therapy was the mainstay of leprosy control
till then.

The implementation of MDT in India saw hectic activity on
the part of the NLEP; patients were sought after and put on
treatment. A well organized network of rural (781) urban
(906) leprosy control units and Survey, Education and
Treatment centers (573) provided a geographical coverage of
54% and catered to a population of 650 Million. There were
at least seven centers, which were engaged in leprosy research;
anumber of centers provided reconstructive surgery to those
who sought treatment. 46 Training centers supplied the
manpower requirements. Those of us who had thrown in our
lot with that of the leprosy patients experienced an uplifment
of our spirits at the favorable turn of eventsin the fortunes of
leprosy control and its sufferers.

Theimpact of the program on the leprosy
situation in the country

The impact of the program according to official sources on
theleprosy problem existing at the commencement of program
in 1984 and after 10 years of the functioning of the program
were as follows; the Prevalence Rate (PR) came down from
5.72/1000 to 1.23/1000. Thiswas mainly due to cleansing of
registers and shortened duration of treatment of Paucibacillary
leprosy. The duration of treatment for the Multibacillary
leprosy was for 24 months or till skin smears became negative
whichever waslater. Sinceonly caseswhose skin smearswere
positivewereincluded, the number of MB cases Released From
Treatment (RFT) formed a lesser proportion than that of the
PB patients. In the absence of Incidence Rate (IR), Annual
Case Detection Rate (ANCDR), the Child Rate and the
Disability Rate may be used as indicators of transmission of
the disease in the community. ANCDR fell from 5.83to 5.48/
1000. The Child Rate increased from 10.16 to 17.15 %. The
proportion of MB cases detected fell from

18 % to 13 %.

However independent sample surveysin North Arcot District
(Arokiasamy, et a 1995) and in Chithoor District (Vallishayee,
et a 1995) showed 4 to 6 times higher than the PR and
significant increases in Child Rate and MB proportion.

The changein the objective of the MDT program

Encouraged by the fall in PR, the World Health Assembly in
1991 resolved (Resolution 44.9) that leprosy should be
eliminated as a Public Health Problem by the year 2000 AD.
Elimination is defined as a Prevalence Rate of below 1/10000
of the population. It has been assumed that once the PR fell
below a certain level, incidence would be reduced; in the long
term the chain of transmission would be broken and leprosy
would disappear naturally (WHO, 2002).

Changein theregimen

In 1994, the WHO modified the MDT regimen into Fixed
Drug Regimen. The duration for PB MDT was fixed as 6
months and that for MB MDT as 24 months.

Fixed Drug Treatment for Paucibacillary leprosy

In a study Katoch, et a (1985) observed that with the PB -
WHO MDT in 22 out of 54 patients lesions were active at 9
months. It is supposed that, Rifampicin would kill al the 10°
M. leprae that PB leprosy might contain. The activity still
present at RFT would subside in course of time. Very few
studies of the follow up of such active cases have been
undertaken to verify the assumption. Inthefollow up of such
cases Katoch, et a (1989) observed that the activity subsided
in85 % of the casesintwo years. In 15 % the disease worsened.
Two patientshad latereactions. 13 % Of patients experimented
relapse of the disease. Therefore, the assumption about
spontaneous subsidence is not entirely correct

Duration of MB-MDT, therelation to persistence
of bacilli and relapses

In 1994 the duration of treatment for MB leprosy wasfixed as
24 monthsand in 1998 it was reduced to 12 months. Obvioudly,
this has been done to hasten the process of elimination, by
forcing down the PR. In BL/LL leprosy patients with even a
moderate Bl with a decline of 0.6 log per year the residual
bacillary population at RFT at 12 months would be
considerable. In the THELEP study Levy (1988) observed
that at the end of 12 months the average patients might be
shown to have harbored 2.4 x 10° viable organisms. These
persisters have been reported in 9 % of casesin the THELEP
study and in 16 % by Katoch et al (1989).

These persisters have been correlated with a high relapse rate
(Blanc et al, 1993; Jamet et al, 1995; Girdhar et al, 2000).
Shetty et a (1997) found 6 out of 26 RFT casesto have viable
bacilli in the skin and another 6 patients in the nerve only.

* Consultant, Leprosy Project, Sakthinagar - 638 315, India ** GKNH Hospital Quarters, Coimbatore - 641 037, India
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Katoch et al (1991) found that BL/LL patients, who had
discontinued treatment after one and a half years of MDT,
had a worsening of the disease both clinically and
bacteriologically. Therefore if MDT for BL/LL leprosy is
stopped after 12 months, a considerable number of patients
would have worsening of the disease and would continue to
be reservoirs of infection.

Drug Resistance (DR)

With the introduction of MDT it appeared that DR was no
longer a problem. In arecent study (Ebenezer et al, 2002) 23
out of 265 biopsies were observed to have drug resistant M.
leprae. Primary Rifampicin resistance was seen in 17.4 %
and secondary Rifampicin resistance in 4.35 %. Interestingly
primary Clofazimine resistance was seen in 30 % and
secondary Clofazimine resistance in 13 %. One biopsy had
resistant organisms to al three drugs. The warning has been
sounded against complacency. The treatment with MDT
should be adequate so, as not to jeopardize the efficacy of the
MDT regimen.

A single dose treatment for singlelesion PB leprosy

I'n 1998 the WHO recommended a single dose of Rifampicin,
Ofloxacin and Minocycline (ROM) for single lesion PB cases.
According to the NLEP (1994) single lesion cases constituted
63.5 % of cases. A single dose of ROM will thus eliminate a
major portion of leprosy on the spot. A multi centric trial
(1977) included 1483 patients. At 6 months the cure rate for
ROM patients was 49.6 % and for PB - MDT patients 54.7
%. Thus PB - MDT was significantly more efficient than
ROM. The patients were followed up for 18 months, whichis
too short for the study of relapses.

ROM could be indicated in 1: Single hypopigmented lesions
of doubtful diagnosis. 2. Single TT lesions with a maximum
measurement of 5cm. 3. Single indeterminate lesion less than
5cm. These lesions would have healed in 75 % of cases
spontaneously and perhaps ROM would have been helpful.
Contra-indicated are lesions in the region of peripheral nerve
trucks. Single MB lesions suspected as PB occur in 2 % of
Cases.

However, in the recent LECs there was only an average of 13
% of patients with single lesions (Rao, 2001). After aninitial
implementation in India, Brazil and Bangladesh, ROM has
been suspended.

To enlarge the scope of on the spot elimination of a large
number of patients, another multicentric trial of ROM in
patientswith 2-3 skin lesion was carried out under WHO aegis
(2001). In those patients who had 3 lesions significant
difference in favour of PB - MDT was seen. The follow up
was only for 18 months. Two patients: one in each of ROM
and PB - MDT groups, were positive for AFB in skin smears

at RFT. Desikan (2001) commented that the patients who
developed type | reaction in the ROM group were obviously
cases of reactivation of thedisease. If thesetrialsintheanxiety
of quick elimination of the disease are put into practice in
mass therapy without safety riders and regular follow up, the
results could be disastrous. ROM in multiplelesionsand large
lesionsis aviolation of the human rights of the patients.

The 12 months MB-MDT might perhaps be indicated in
bacteriologically negative BT/BB cases.

Reactionsin leprosy

Of considerable physical and mental agony to the patients are
episodesin 39 % of MB patients Type | or reversal Reactions
(RR) observed during the first 8 months of MDT and after 2
months of RFT.

The so-called delayed RR may be seen up to 2 years after
RFT. But most often, histologicaly in lesions of delayed RR
there is an overlap of relapse and acute signs (Ramu and
Desikan; 2002). ENL or type Il reactions occur in 2% of BL
and 12-14 % of LL patient. The patientswith type Il reaction
is often very ill and besides the inflammatory skin lesions
systemic manifestation of neuritis, arthritis, anterior uveitis,
myasitis, orchitis, lymphadenitis, osteoperiostitisoccur calling
for expert treatment and compassion. Such patients require
hospitalization. In our experience patients who develop
reactionswith painful symptoms seek the help of other medical
centers where they hope to get relief from the excruciating
pain particularly of neuritis. Poor patients in the rural areas
suffer the pain with silent tears since many of the rural units
and PHCs are ill equipped to manage those conditions.

Nerve damage in leprosy

Leprosy would have been a much easier disease to treat but
for the nerve involvement and consequent sensory and motor
paralysis. Schwann cells of the nerves are a good repository
for M. leprae during and after MDT (Shetty et al, 1997). This
is reflected in the “acquired nerve impairment in 159/396
patients of whom 78 (20 %) developed severe nerve
impairments during or after MDT (Brakel and Khwas, 1994).
Cases with either primary or secondary neuritic leprosy may
relapse with skin lesions, a fourth of them presenting as
lepromatous leprosy (Ramu, 1992).

Acute painful neuritisisan important component of reactions,
98/119 reactional patients had neuritis; 68 patients suffered
from multiple neuritis (Ramu and Desikan, 2002). Acute
painful neuritis, if not properly treated with adequate steroids,
has a propensity to develop paraysis.

Contrary to the view that acute neuritis in RR is a DTH
reaction, in an immunohistological study of 30 nerve biopsies,
number of cells bearing IgG and IgM antibodies were seen in
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6 BT caseswith neuritis (Ramanathan et al, 1987). Thisbrings
out the discrepancy observed by Srinivasn et al (1982) between
the lesions in the skin and nerve on histological examination
and the high bacillary population in the nerve as compared to
theskin. Therefore, steroid alone as advocated is not adequate
but should be supplemented with chemotherapy in cases who
have completed the MDT schedule.

Disabilities

Solomon et a (1998) have reported incidence rates at RFT of
sensory impairment of 45.17/1000 in PB and 128.89/1000 in
MB patients and motor impairment in 10,84 of PB and 28.81
in MB patients who had no nerve impairment at registration.
Brakel and Khwas (1994) reported severe nerve impairment
in 20 % of patients during or after MDT. The prevalencerate
of disabilities in Gudiyatham was 92.37/10000 of which only
7,11 % were under treatment. In Sakthi Nagar the PR was
45.31 of whom 1.75 % were under treatment. Only grade Il
disabilities are recorded because they are obvious. Grade |
disabilitiesand eyeinvolvement go unnaticed. 30% Of leprosy
patients have leprosy related eye problems at one time or the
other (Ragjan,1990).

MLEC campaigns

Crash programs for detection of cases have been carried out
employing a large force of health staff and community
volunteers between 1998 and 2000. Fifty thousand new cases
were detected in the first campaign. 13 % Had single lesions.
One third were MB cases. Deformities were below 5 %. In
the second MLEC in the northern states 180000 cases were
detected. 38 % had MB leprosy. Partialy treated figured

from 8 % to 82 % (Rao, 2001).

Missing detections vs detected cases were 38 years vs 3 in
Bombay; 60 vs 21 in Wardha (Revankar et a 1997) and 84.3
vs16.4 in another area(Ramanathan et al, 1988). Theobjective
of the MDT program is to interrupt transmissions. Incidence
of leprosy among contacts of leprosy patients is a good
indicator. Vijayakumaran et a (1995) observed an incidence
of 11/1000 among contacts in the first year of MDT, which
declined to 2.5/1000in thefifth year. Theannual case detection
rate in the project areawas 1.2/1000. Therefore the incidence
among contacts could be due to non-household sources.
Despite a declining PR, transmission continues to occur as
shown by the case detection rate, the child rate, the disability
rate and the figures in the various sample surveys.

Compliance

While the monthly doses of rifampicin and clofazimine are
administered under direct supervision, 20-30 % of the patients
do not take the daily self-administered doses of clofazimine
and dapsone (Balakrishnan et al, 1986). In the specia action
project, the entire quantity of drugs for the PB and MB

regimens are supplied in blister packs (WHO, 1998). In the
absence of repeated health instructions by health workers the
defaulting rate is likely to be considerable. Patients who
experience reactions and other complications would lose their
confidence in the treatment. The lack of confidence spreads
to other patients.

Thewoes of integration

In1997, NLEP wasintegrated with the general health services
in Tamilnadu. The time given for integration was one month.
Theleprosy control unitswere hastily disbanded. The records
of patients were not given to PHCs. The genera health staff
were not properly trained. With the other medical and health
tasks taking most of the time, leprosy is a low priority task.
The medical officers who are not trained and the discipline of
leprosy being given very little importance in the medical
colleges, they are averse to examine patients. They are at a
losswhen it comesto treating reactionsand neuritis. Voluntary
agencies were asked to wind up their work in the rural areas
thus closing an avenue where the patients coul d receive succor.

The results of this ill-conceived and ill-planned policy are
seen intheform of highly bacillated patients seeking treatment
in centers where they are not neglected e.g.. in SHLC
Kumbakonam 128 caseswith Bl of over 3including 11 patients
with histoid nodules were treated (Rgjan,2002).

Compromises on certain basic aspects of leprosy by the
WHO in its bid to eliminate leprosy in black and white

A “case of leprosy” was defined as a person showing clinical
signs of leprosy with or without bacteriological confirmation
and requiring chemotherapy. For operational purposes those
who have or had leprosy will fall into one of the following
three categories. 1. Those requiring or receiving therapy 2.
Those who have completed chemotherapy and are under
surveillance and 3. Those released from surveillance but in
need of care or assistance because of disabilities (WHO, 1980).
Bacteriological examination is very important and highly
relevant to leprosy control (WHO,1988).

1. The duration of therapy is being shortened without any
information on the 12 months MDT being available. Itis
arbitrary to assume that patients who have completed a
period of treatment but who are still clinically and bacte-
riologically activearenolonger cases. Due attention needs

to be given to the studies by Katoch et al (1989, 1991).

2. No other laboratory examination is as specific asthe skin
smear bacterioscopy for AFB when positive. Skin smear
positive patients are highly infectious and therefore skin
smears should be taken wherever a clinical diagnosis of
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MB leprosy is made. Skin smears are highly important
inrelapsed lesions. Instead of improving the standard of
this simple procedure, to discontinue it is less than
scientific.

3. Reactions, neuritis and disabilities occur during MDT
or on the heels of RFT should be deemed as problems of
the activity of the disease and theleprosy control agencies
should not wash off their hands and remove the patients
from the register. The staff should be trained to detect
eye involvement. The elimination program should not
neglect human suffering.

4. The Who (1994) has ruled out the necessity for annual
surveillance and patients have to be taught to recognize
the signs of relapse. It isonly when the disease hasfairly
advanced that the patients seek help but to do so in some
other center where medical attention would be available
because the health workers in the leprosy centers have
lost contact with the RFT patients.

The partially treated and relapsed patients are potent
reservoirs of infection. With proper treatment and care
of thefeet and eyes alarge number of individual sdisabled
due to leprosy could be minimized. The WHO should
revise its strategy in favor of the patients.

U-MDT regimen for all leprosy patients

The MB-MDT regimen is to be administered to both PB and
MB patients. The duration of treatment is 6 months.
According to the new classification for operational purposes
cases with less than skin patches are classified as PB and
patients with more than five patches are classified as MB
(WHO,2000). The WHO, TAG in its fourth meeting has
proposed a study of three drugs namely Rifampicin,
Clofazimine and Dapsone in the treatment schedule given in
blister packs|asting for four weeksto be administered six times
in nine months both for PB and MB patients. Initial trial
would include 2500 PB and 2500 MB patients. An expected
level of minimum 95 % efficacy over aperiod of 5 yearsisthe
objective.

Thelacunae (purposely incorporated) are: 1. Theinvestigation
will not include skin smears for AFB. 2. Ridley-Jobling
classification will be kept out. 3. No mention of charting of
skin lesion is made. 4. Assessment of sensory and motor
function is not mentioned. 5. Method of clinical assessment
of the progress under MDT is not mentioned.

U-MDT for PB cases
However, a trial by Katoch et al (1999) has shown that this

regimen brings about a subsidence of lesionsin all but 7.5 %
of cases, which also regresses in two years. As such another

study involving 2500 cases is superfluous and unwarranted.
U-MDT for MB

Cases according to the new categorization will include alarge

spectrum from BT-LL. New cases which are to be included
according to the protocol will include lessthan 5 % of BL-LL
cases. Even in sulfone erathere were very few amongst new
cases. The prevalence data used to include a cumulative
number of these cases over several years. Nevertheless, they
are very important from their ripple like infectivity. It has
been referred to before in detail how short duration treatment
amounts to: 1. Partial treatment. 2. Large population of
persisting organism. 3. Consequently a high relapse rate. 4.
Bacillary population in the nerves leads to nerve impairment.
5. One of the factors in the causation of Reversal Reaction is
AFB positivity (Ramu and Desikan, 2002). 6. Inthe reporting
form eyeinvolvement isnot mentioned; 30 % of casesdevelop
eye ocular problems. 7.5 Yearsistoo short for the study of
relapses. 8. Reactions occurring after 6 months of MDT put
on steroids for certain duration or time would require
chemotherapy due to immunosuppressive effects of steroids.
It will vitiate the experiments. 9. Grade Il deformity occurs
due to the worsening of grade | disability. Therefore the
reporting form should contain information on grade | disability.
10. The entire exerciseisto interrupt transmission. Therefore
the most infectious class of patientsi.e BL-LL patients should
be assessed separately; Bl should be given great importance.
If the Bl remainsthe sameit is beyond scientific temperament
to stop treatment. The patients would be still infective and
there will be bacterial proliferation without treatment.

Ethical considerations

Ethical clearance is to protect the investigator. The most
important consideration should be the rights of the patients to
receive adequate treatment including the management of
complications.

Informed consent of the patients

The leprosy patient is a most receptive individual and is
grateful for any treatment offered to him, eg. below knee
amputations and prosthesis was suggested and accepted asthe
best method of management of any foot ulcers by several
patients in a home for destitutes, liver biopsies of a large
number of contacts were performed to prove a hypothesis that
the liver was the site of primary infection.

The Ethical Committee must have a member from “IDEA”
who would ensure that the proposed procedure is in no way
detrimental to the patient.

Since the number of BL/LL cases would be very small, the
statistical outcomeispredetermined. But thenew BL/LL cases
who would accumulate over the years and 9 to 10 years later
will account for the emergence of the pushed out leprosy with
large numbers of leprosy disabled in the community.

TheSTAR X

January -- March 2003 -- 7



Adverse Drug Reactions (ADR)

Inthe protocol on U-MDT ADR isdealt with from atheoretical
background. Enough experience has been gathered over the
years on Adverse Reactions met with in the treatment of
patients with MDT and their management. These are given
below.

Dapsone

Itisinteresting toread (p 26) that complete blood counts should
be carried out frequently in patients receiving dapsone.
Enormous numbers of patients have been treated throughout
the world with dapsone; with normal doses ADR are rarely
encountered. Thisis mentioned because, the most important
investigation, namely, skin smearsfor AFB has been omitted.
Itisvery doubtful if the general health services would be able
to undertake complete blood counts and liver function tests
for all cases.

It needs to be emphasized that haemolysis and
methhamoglobinaemia are dose related. It is suggested that
the dose of dapsone not exceed 1.5mg/body weight
(Balakrishnan et al 1989). In adults of small build weighing
bel ow 50kg, commonly observed among femalesin Tamil Nadu
and Orissa, the dose of dapsone should be the same as for
children 10-14 years of age. (i.e. 50mg).

Attention is drawn to a serious hypersensitivity reaction
designated as “Dapsone Syndrome” which was rare with
dapsone monotherapy but has been reported a little more
frequently with MDT. The condition resembles infectious
mononucleosis and eosinophilia. Treatment with dapsone
should be stopped immediately and the patient put on steroid

therapy.

Clofazimine

I n addition to thered and black pigmentation, ichthyosiswhich
occursin 66 % of patients under Clofazimineis considered as
adding to the stigma by patients. (Ramu and lyer, 1976).
Reduced levels of vitamin-A have been observed in ichthyotic
areas compared to non-ichthyotic area (Bharadwaj et al, 1982);
reduced levels of vitamin-A have been also observed in the
plasma of some cases under Clofazimine therapy for a long
time with associated xerosis of the corneaand night blindness.
For ichthyosis a moisturizing ointment with 10 % urea was
given for local use and for the ocular involvement vitamin-A
50000 units once amonth was administered. For synptoms of
acute abdomen caused by accumulation of crystals in the sub-
mucous of the intestines and mesenteric glands INH 200 mg a
day has been found to relieve the symptoms (Ramu and lyer,
1976) due to mobilisation of Clofazimine from the tissue by
INH (Venkatesan, 1989). However, inparalyticileus, aserious
side effect of Clofazimine therapy INH, does not help.

Rifampicin

Anaphylactic shock is occasionally met with. This occurs
within 20 minutes after the oral dose, usually the second dose.
This calls for immediate treatment by lying the patient flat on
the ground and injecting 0.5 to 1 ml of 1:1000 of adrenaline.
Very often the patient recovers. If no improvement is seen
and deterioration continues I.V. fluids, antihistamine,
aminophylline, O,inhalation and assisted respiration are called
for after hospitalization (Ramu. 1990).

Rifampicin may induce a cutaneous syndrome with flushing
(Redman Syndrome) and/or pruritiswith or without rash which
includes most of the face and scalp with watering of the eyes.
The cutaneous syndrome starts 2-3 hours after the dose. Itis
self limiting and does not call for stopping the treatment.
Antihistaminics relieve the condition. However, pemphigoid
lesions induced by Rifampicin call for stopping Rifampicin
treatment, hospitalization and steroids as much as 80 mg of
prednisolone per day tapered off very slowly.

Flu syndrome occurs an hour after the dose, characterized by
fever with chill, body pains and upper respiratory catarrh.
Paracetamol 0.5 gm gives relief and may be repeated after 6
hours. Only if flu syndrome is repeated every time for three
doses should Rifampicin be stopped.

Abdominal syndrome is characterized by severe abdominal
pain, vomiting sometimes hemetamesis, shock and collapse.
This is a serious condition necessitating hospitalization, 1.V.
fluids, antacids, and antispasmodics. Haematemesis requires
blood transfusion. In abdomina syndrome erosions in the
mucous membrane of the stomach occurs.

Renal Toxicity is potentially fatal. Renal involvement
commences with oliguria; when a patient who had a dose of
Refampicin complains of oliguria, it is mandatory to examine
his urine for albumin, RBCs and casts. On finding these the
patient should be kept under observation. The blood ureaand
creatinine should be estimated. If they arerai sed above normal
range frusemide 40-80 mg may be given with I.V. fluids and
enuresisforced. Thisisfollowed by recovery acuterenal failure
portendsafatal outcome. If the abovetreatment doesnot result
in enuresis haemodialysis would have to be performed (Rajan
et al, 1987). Renal toxicity may be associated with hepatic
toxicity. While Rifampicin therapy may be associated with a
dlight rise in the transaminase enzymes, clinical evidence of
hepatotoxicity with increase in serum bilirubin calls for
stopping Rifampicin atogether. Out of 800 cases on MDT
Pemphigns was observed in 1; Abdominal syndromein 1 and
hepatoxicity in 2; oliguriain 2, Acute Renal failure in 3,
thrombocytopenic purpurain 1, shock in 1 and Flu syndrome
in 6 patients. (Ramu, 1994). This may have been selective
because they were observed in patients attending a hospital.
Nevertheless, chemotherapy of leprosy needs caution and
administration of drugsin blister packsfor self-administration
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may miss cases who develop toxicity which may prove fatal.
In the matter of toxicity statistics has no place. Human lifeis
much more valuable than what numbers indicate.

An example of sustained leprosy control activity

An urban center was handed over to the Voluntary Health
Service Leprosy Project, Sakthi Nagar, Erode district in Tamil
Nadu bu the government in 1992. The population was 35,198.
The PR was 3.49/1000 and ANCDR 2.61/1000. In first year
after taking over i.e. 1993 the PR was 3.55/1000 and ANCDR
3.29/1000; over the years there has been a decline in both; in
2002 the PR was 0.10/2000 and ANCDR 0.64/1000. AnMLEC
conducted on 1, 2/12/2002 by well-trained workers only 4 PB
cases out of 264 suspected cases were detected. The treatment
schedule and the categorization of patients are according to
the recommendations of the WHO 1988. There was only one
new MB casein 2002. Thereisreason to hypothesize that the
new cases are those who wereincubating the disease. By 2005
it ishoped that not only the PR but also the ANCDR would be
under the permissible PR of less than 1/10000.

Conclusion

1. Inan attempt at a statistical elimination of leprosy the
WHO has progressively reduced the duration of treatment
including a one-day schedule. Even in countries which
are not considered as endemic anymore eg. Bangladesh
and Benin the case detection rate is above 1/10000
(Declercge, 2001). The disability rate and proportion of
MB cases appear to show that the cases are old newly
detected cases. The child rate shows that the disease is
active in the community.

2. 12 Months or 6 months treatment would leave behind a
large number of partially treated cases.

3. Stopping surveillance and suggesting that the patients
should be taught to recognize early signsis unredistic.
Relapseisfirst by bacterial increaseand it isdifficult for
the patients to recognize skin changes (Desikan,1997).

4. It isnot difficult to train volunteers from inaccessible
areas in the fundamentals of leprosy, its complications
and make them responsible for delivering the treatment
and arrange for the patients to report to the main center
when complications arise rather than handing over the
blister oacks for the whole duration.

5. Wheninanother diseasei.e. tuberculosis, bacteriological
examinations is insisted upon. There is no reason why
the bacteriological examinations should be given-up in

leprosy.

6. Itishightimethat the WHO gives up its obsession with
quick elimination of leprosy and its statistical obfusca-
tion of the leprosy problem.

7. Theduration of treatment for MB patients has to be re-
stored to 24 months; the system of surveillance of two
years for PB and five years for MB cases must be fol-
lowed.
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*

KUSHTAROG NIWARAN SAMITI

Shantivan, Post Nere, Tal. Panvel, Dist. 410206

nti-leprosy week was observed (January 30th -
February 3,2002) in collaborationwith IDBI Bank,
Panvel Branch and Hind Kusht Nivaran Sangh,
Maharashtra Branch, Mumbai & A.L.H.R.R.E. Society.

1. Awareness march was organized in Panvel
and New Panvel. 1000 school studentsfrom
BantiaHigh Schooal, K.V. Kanya Vidyalaya,
V.K. Vidyaayaand al Municipa Schools
participated in the march. 5000 pamphlets
were distributed among the public and visitors.

2. Special slide show and exhibition was
organized at Panvel and New Panvel.

3. Survey of Panvel slump was conducted during
the anti leprosy week. Enumerated
population - 14685, examinations - 11875.
No. of cases detected, MB 3and PB 5= 8.

4, Pre-reconstructive Surgery Examination Camp
was organized at Panvel. Dr. Satish Arolkar
examined 72 patients and suggested that
38 patients selected for surgery.

5. Financial Assistancewas provided to 12 needy
leprosy affected personsto start their small
business/profession. Shri Vivek Patil, MLA,
Shri JM. Mhatre, President, Panvel Council,
Dr. Satish Arolkar, Surgeon, Shri M.K.Bantia,
Shri Nare, Nayab-Tahasildar, Shri Uday Thakar
& Mrs. Pratibha Kathe were present. Efforts
taken by Shri Dhyaneshwar Kholgade and his
team were highly appreciated.

Submitted by Uday Thakar, Treasurer
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Leprosy in Ancient Tamil Literature and Tamil Medicine

I ntroduction

hile dealing with the antiquity of leprosy in

India, references are made mostly to the
descriptions of the disease and its treatment in the
anthologies of Aurvedic Medicine compiled by
Susruta and Charaka written in Sanskrit
(Dharmendra, 1940). The Tamil language is the
oldest spoken language in India and has a rich
literature, dating from the early centuries of the
Christian era(Sastri, 1975). Tamil Nadu, stateliesin
the south-east of India. It hasan areaof 130,068 .
km and had a population of 55.6 million according
to the 1991 census. At the beginning of the MDT
campaignin 1983, the prevalence of leprosy was 11.8
per 1000 in the state. The New Case Detection Rate
asrecently as 1992-1993 was 3.2 per 1000. (Ahmed,
1993). With such a state of the disease, it can be
visualized that leprosy would have been widespread
enough to be mirrored in literature.

Leprosy in Tamil Literature

The earliest epoch in Tamil literature belongsto the
Sangam period of the first three or four centuries,
A.D. Sangam was a college of poetsin the city of
Mandurai, the capital of the Pandyan kings. The
Sangam literature is grouped in eight anthologies
(Sastri, 1975). Of interest to usistheforth anthology
called‘ Pathupattu’ or ‘ Ten Idylls'. Kapilar, apoet of
the early Sangam period, in one of his works,
‘Kurunjikalai’ describes one of his characters, as
voiced by the heroine as “an old Brahmin covered
over with blemishes and limbs shortened by black
leprosy”. The adjective black isused to distinguish
it from ‘whiteleprosy’ i.e. vitilgo (Ramu, 1973).

Another poet of the early Sangam period whose
works are included in the ‘Ten Idylls' is Nakkirar.
Heiscelebrated bothin literature and myth. Hewas
a poet laure in the court of the Pandian king

K.Kalaisdvi* and G. Ramu**

Nedunjelian (about 210 A.D., Sastri,1975). He had
thetemerity to find fault with apoem penned by Lord
Sivahimself. Incensed by thismisdirected intellectual
arrogance, Sivacursed himwith leprosy (Jaganathan,
1947). Thismyth has permeated the population and
one of the causes for the superstition that leprosy is
caused by God's curse.

The earliest of the sixty-three Saivite saints was
Karakka Ammai or The Mother of Karaikal wholived
in550 A,D. (Sastri, 1975). Inone of her verses, she
invokes the mercy of Lord Siva to cure one of her
hosts of leprosy, which she calls ‘the malignant
disease. Auvaiyar, a poetess, a contemporary of
Kapilar, assigns grades of severity to certain poignant
states that afflict human beings. Commencing with
dire poverty she ends with the statement that the
severest of al is ‘the incurable malignant disease’
which is understood to be leprosy (Ramu, 1973).

Leprosy in Tamil or Siddha M aedicine

TheAgeof the Sddhars: SddhaMedicineisso called,
because it has its origin from the Siddhars. The
Siddhars are well known for their mystic poetry,
literature, and alchemy besidesmedicine. Theoldest
of them was Agathiyar whose work, * Agathiyam’ is
the oldest treaties on Tamil grammar belonging to
the early Sangam period (Sastri,1975). Hiswork on
Siddha Medicine is known as ‘Agathiyar Guna
Vadagam’ dealing with the propertiesof drugs. Most
of the eighteen Siddhars lived between the second
and fifth centuries, A.D.

Terminology
The terms used for leprosy by the Siddhars are 1.

Karum Kuttam or Kiratina Kuttam (Black-leprosy).
2. PeruNoi (Bigdisease). 3. Kurai Noi (Dystrophic

*Dept of Environmental Science PSG Collegeof Artsand Science Coimbatore-641014 ** GKNM Hospital Quarters Coimbatore-641-037
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disease). The term ‘Thozhu Noi’ which is under
current usewas coined by Appar aSaiviate saint who
was a contemporary of Mahendra Pallavan | (590-
630A.D)., (Sastri, 1975). Inhisdevotional ardor in
one of his Thevaram songs (psalms), the saint says,
“though he may be suffering from festering ulcer with
shortening of limb dueto Thozhu Noi, | will worship
him if he be a devotee of my Lord Siva’. Thozhu
Noi meansworshipful disease.

Causesof leprosy

Y ugi Muni, one of the Siddhars assigns the cause of
what he callsthe incurable form of leprosy to eating
rotten fish and eating crabsand snailsin excess; close
contact with patients, sharing their bed, retribution
for sins of a previous life and heredity (Sowrirgan,
1982).

Symptoms and signs

Y ugi Muni, classifies Peru Noi or Big disease into
18 types according to the predominant skin lesion
encountered. Only some of the eighteen might
pertain to leprosy; The others might perhaps be
of psoriasis, tertiary stage of syphilis, Norwegian
Scabies etc. The skinlesionsindicating leprosy are;
1. Nodules 2. Plagues, 3. Thickening of ear lobes 4.
Karum Kuttam with thickening of skin 5. Annular
lesions 6. Erythematous skin lesions.

I n Sarabandrar’s Siddha Marthuva Chudar (light of
SiddhaMedicine) (Sowrirgjan, 1982) are mentioned
shininess of skin, plagues, nodul es, festering sores of
fingers and toes leading to their shortening,
deformities of hand and feet and sensory loss of skin
lesions.

Treatment of leprosy

In Padartha Guna Chinthamani (Materia Medica)
the Siddhar Teraiyar mentionsthat herbal medicines
to be effective should be supplemented with salts of
heavy metals or sulfur. The drugs mentioned are

copper salts, mercurial, gold salts, zinc oxide, lead
oxide, arsenic and sulfur.

The herbs used are white Hibiscus and Plumbago
zeylancia, Azardica Indica, Centella Asiatica,
Ocimum, Calotropis, Oleander and Chaulmoogra
(Natarajan, 1944; Anada Kumar, 1944;
Narayanasamy, 1999). Theroot, |eaves, stem or bark
or seedswere used in the form of thir ash, or powder
after drying in the shade or oil from the seeds were
used along with one of the heavy metal salts, very
commonly of mercury.

Relevance of Siddha Medicine to Leprosy
Elimination

SiddhaMedicineiswidely practiced in Tamil Nadu.
In Coimbatore district alone there are about 300
practitioners. Thereare several medical collegesfor
Siddhamedicine. Thetextbooksof Siddhamedicine
carry the outmoded concepts laced with superstition
about the cause of leprosy. Thesignsand symptoms
relate to advanced stages of the disease and include
those of other diseases also. Because of lack of
documentation and follow-up, the progress of the
disease under treatment and the toxic effects of drugs
have been missed.

In the interest of the patients and the program of
elimination, it isimperative that the services of the
practitioners and the staffs of the Siddha medical
colleges are taken into the fold of the campaign.
[llustrated guidelines setting in clear terms established
scientific facts should be presented to them. These
should include 1. The cause of leprosy is a
microorganism called M. leprae. Therefore, thereis
no place for the misconceptions about the causation
of the diseasetraditionally handed down through the
ages. 2. The disease can be diagnosed accurately in
its early stages and deformities can be prevented. 3.
Powerful drugsincluded in MDT given for afixed
duration can curethediseaseinany of itsforms. This
interrupts transmission. 4. There is no reason,
whatsoever, for treating aleprosy patient asdifferent
from others e.g. tuberculosis patient. Some of the
herbal medicines used in Siddha medicine might be
of benefit dlongwith MDT. Chaulmoograoil which
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had beenin usefor the treatment of |eprosy has been
found to suppressthe multiplication givenintheform
of its fatty acid Chaulamoogric acid (Levy, 1973).
However itisnolonger inuseaspowerful bactericida
drugshavereplaced it, included in multidrug therapy
(MDT). Ulcerating skinlesionsduring reactionshave
been treated with sterile gauze soaked in hydnocarpus
oil (Ramanujam and Dharmendra, 1978); it hasbeen
observed to promote colagenation in wounds
(Oommen et a, 1999) and henceits healing property
inulceration.

Vallaral leavesand stem (Centellaasiatica) madeinto
powder after drying in the shade had been usedinthe
treatment of leprosy in Siddha Medicine
(Narayanasamy, 1999). It has been found to be
promising in clinical studies by Bolteau (1945) in
Madagascar; Chaudhary and Ghosh in Kolkatta
(1975); and Ali et a in Bangladesh (1986). A study
in Kumbakonam (Ramu, 1993) found that patients
treated with Centella powder along with MDT
showed aregression of clinical signsand Bl; in the
mouse foot pad inoculation studies, while there was
growth of M. leprae before treatment in all except
one of the 7 patients after three monthsthere was no
growth of bacilli obtained from any of the patients.
It hasalso aroleinthetreatment of neuritis, asitisa
known nervinetonic. Thiscallsfor studiesin other
centersfor collaboration.

Oil of the seeds of Azadarichtaindica (Neem) isan
effective agent in clearing the nose and trophic ulcers
of maggot infestation instead of chloroform and
turpintine mixture, whichisanirritant for thetissues.

It needs to be emphasized that most heavy metals
and arsenic aretoxic to several organsand therefore
have no place in therapy of leprosy in which their
effect is dubious. However, Zinc sulphate in doses
of 200 mg daily is a useful supplement in treating
recurrent reactions in lepromatous leprosy. Zinc
levelshave been found to be significantly low in the
serum of these patientsand oral zinc helpsinrestoring
thelevelsand symptomatically improvesthereacting
condition probably by its role in correcting the
immunological perturbation (George et al, 1993).

These observations will tend to show that modern
scientific inputs will remove the cobwebs from
traditional systems of medicine and bring them in
linewith modern medicine.
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Captain Judith A Bell Krotoski

nFebruary of 2003 another significant event wasadded

toour history. A longtimefriend and contributor to
The STAR magazineisrecognized. Captain Judith A
Bdl Krotoski, OTR, CHT, FAOTA, better knownsmply
as, ‘Judy Bell’, retired from the United States Public
Hedlth Service asan exemplary Commissioned Officer.
Judy Bell’s commitment will continue in Hansen’s
Disease, rehabilitation research, teaching and consulting
worldwide after retirement. Her dedication and
commitment to the health and welfare of othersis
consistent with her caring and sharing abilities both
professionally and personally. Thishighly respected
therapist acquired many titles: researcher, author, orator,
teacher and mentor; whileothersaffectionately referred
to her asdaughter, mother, wifeand friend. Judy Bell
Krotoski has one son, John and her husband is WA
Krotoski, MD, Ph.D., physician/researcher. Judy Bell
hel ped changeageneration of ideas, practices and most
importantly, the hands of patients.

Judy Bdll began her career asan Occupationd Thergpist
in the Merchant Marine Hospital in New Orleans,
Louisiana. Shetook aspecial interest in treatment of
the hand and regul arly attended the orthopedic clinic of
Danid Riordan, MD, noted hand surgeon and teacher.
Thisled Judy to the Philadel phiaHand Center where
shebeganto study sensihility. 1n 1978 shebeganawork
study program with aworld renowned hand surgeon,
Paul Brand, aphysicianfrom Great Britainworkingin
Hansen'sDiseaseinIndiaand Carville, Louisana. Judy
Bdl immediatey began making plansto get an assgnment
at the Carvillefacility. Judy wasassigned aclinical and
research positiontowork with Hansen’s Disease patients
who had 50-75% periphera nerveinvolvement of their
hands and feet. Her research was focused on
rehabilitative improvements for the hand, primarily
focusing on obj ective measures, and themonitoring and
prevention of peripheral nerve involvement and
associated deformities. Thismixture of research and
clinica treatment in rehabilitation wasestablished by Dr
Paul Brand, Chief of Rehabilitation at the USPHS
Hospital in Carville, Louisana. Thiswasthebeginning
of arevolution of changefor patientswith insengtivity.
At that time, much of hand therapy, hand trestment, and

all of rehabilitation needed further documentation,
research, and substantiation —. thus, research, writing
andteaching werenatura outcomesof thehand specidty
requiring acombination of clinica practicewithclinica
researchwhich Judy Bell enthusiastically embraced and
was apioneer |eader.

Judy Bell was one of six organizing members that
founded agroup of speciaistswhich becameknown as
‘The American Society of Hand Therapists. Judy
completed extensive research on sensory testing
instrumentsand the validation of objectivetesting. She
played amajor rolein devel oping ascreening tool to
identify patientsin need of treatment, that isnow used
nationdly and internationdly, and hasbecomeasandard
testing procedurefor clinica and rehabilitation workers
to accessnerveinvolvement. Judy Bell obtained study
grants as principal investigator to establish baseline
measurements on patients and provide input into
internationa Hansen’sdisease rehabilitation/prevention
efforts. Oneof the outcomes of these studieswasthe
transfer of knowledgeregarding monofilament and other
monitoring devicesof periphera nervesinthe United
States, Brazil, India, Ethiopia, Nepal, Chinaand other
countries, and also other related diseases such as
diabetes.

Judy Bell’s research and clinical practices have
contributed to the knowledge base of therapy ingenerd,
and to the prevention of disability in Hansen’sDisease
patientsworldwide. Her work has hel ped to underscore
the significance of, and need for therapy research and
teaching. Her writing and teaching hasled to objective
measurements, substantiation of therapy treatment, and
meaningful outcomesof therapy which directly affects
thedaily livesof patients. Judy designed teaching and
training materials and contributed to a collaborated
National Hansen's Disease Programs (NHDP) website
project, (www.bphc.hrsa.gov/nhdp). Sheindependently
designed and launched awebsite to highlight the need
for evidence-based practicein therapy, (Www.ahtf.org).
Thiswebsteisdesigned to hep makegrant information
andresearch skillsavailabletodl thergpigts, toencourage
collaboration on research projects, and facilitate

(Contd on 16)
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(Judy Bell)

internationd networking. Thissitehasalist of upcoming
meeting and training opportunitiesworldwide, makes
intercommuni cation of therapistspossible, and provides
linksto fellowship programsand conferences.

Judy Béll has served as Principal Investigator, and
published several research projects, some of which
includes: “Assessment of Levels of Cutaneous
Senghility” 1978; “Monitoring of Patients, Neurd Status
During Drug Therapy” pilot study 1984 and approved
Hansen’s Disease Research 1985; “ Internationa Project
to Measure Periphera Nervelnvolvement Underlying
Disability of theHand in Hansen's Disease” 1990-1995.
Her international contributions hel ped to launch the
development of thelnternational Federation of Societies
of Hand Therapists (IFSHT). She attended and
presented in four International Hansen's Disease
Congresses, including |stanbul, Turkey, whereshe served
asorganizer and chair of Plenary Session on peripheral
nerves, and gave apost Congresstwo day Workshop
covering objective measures and sensory testing to
surgeons and therapists at the Hand Microsurgery and
Orthopedic TraumaHospital, Ismir, Turkey in 2002.
Judy Bell was coauthor of thefirst United States book
on hand therapy as correlated with hand surgery.
“Rehabilitation of theHand” (Hunter, Schneider, Mackin,
and Bell, CV Mosby) —now inits5th edition. Over
100 papers, chaptersand publicationshave been written
by Judy Bell, and numerous presentations have been
made regarding hand therapy, research and patient
treatment and education. Research information and
materials have been widely disseminated to hand
therapistsand educational travel have been extended to
Japan, India, Brazil, Nepal, Ethiopia, San Salvador,
Turkey, Holland, The United Kingdom and Canada;
many of these trips at her own expense, in order to
exchangeinformation, educate, andtrainthergpists. She
has researched monofilament materialsfor calibration,
size, design, and bulk distribution overseastofacilities
that cannot afford to have access totest equipment. As
part of her research grants obtained through the Hand
Foundation and American Leprosy Missionswasto
investigate'in country’ waysof producing monofilament
test kits. This project produced simple inexpensive
meansfor fiddtesting nerveinvolvementin patients which

hel ped toidentify early nerve damage. Judy hasserved
asaninternationa consultant and hascommunicated with
internationd trestment programs, therapists, and health
careworkersfor over 20 years. Shehasevaluated and
edited numerousinternational paperswhileencouraging
therapiststo do clinical research and report theresults
of their effortsto support the team approach, improve
the health and preventive goals, and to reach for a
hedlthier society.

Shehasstated that shefindsit hard to leavethedaily
interaction with patientsand staff, but plansto stay in
touchwiththeinternational community inher continued
effortsto encourage moreresearchinthe prevention of
periphera nerveinvolvement that leadsto sensory and
muscledysfunctionin Hansen'sDisease. Shebelieves
intherolethat the Rehabilitation and Education Branch
and rehabilitation research plays in educating
professionalsand patientsabout the disease. She sees
aneed for therapists and rehabilitation researchersto
play activerolesinaddressngthediseaseuntil dimination
of deformity isnot just adream, but aredlity. Sheplans
to continueto work with the Rehabilitation Research
Labasavolunteer, andwill continueto support theefforts
of The STAR magazine and believes The STAR has
chronicled the advancementsin Hansen'sDiseasesince
it's inception. The STAR remains an invaluable
internationa network toinformdl affected by Hansen's
Disease of progress and significant events.
(www.fortyandeight.org)

Itiswithout doubt that Judy Bell’saccomplishmentswill
forever beremembered assgnificant eventsinthehistory
of the entire Hansen’s Disease community worldwide,
andfor her contributionsto better healthfor al, through
her belief and diligenceintheteam gpproachtomedicine.
Soitiswith continued respect and affection, wethank
you, Judith A Bell Krotoski, for your selflessness, your
compassion and your contributions to the science,
communication, education and research worldwidein
Hansen'sDisease. Your dedication and commitment to
the health and welfare of othersisconsistent with the
purpose of The STAR, to radiate the light of truthin

Hansen’sDisease.
*
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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 Uni?ed
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

APPOINTMENT

Burlington, MA 01‘805

AREA FACILITY ADDRESS PHYS/NURSE
BOSTON Lahey Medical Center 41 Mall Rd. Samuel Moschella, MD 781-744-5670
Stephanie Burns, RN

CALIFORNIA

LOS ANGELES
Room 8440

LAC, USCMe.dical Center
Atm: Section of Dermatology

1200 North State St.
Los Angeles, CA 90033

Thomas Rea, MD
Helen Mora, RN

323-226-5240

Contra Costa Regional

2500 Alhambra Drive
Martinez, CA 94553

Sutherland/Saffier, MDs
Carol James, RN

925-370-5270
1-800-495-8885
(In state only)

2440 Grand Avenue
San Diego, CA 92109

D. A. Lopez, MD
Carmen Rodriguez, RN

858-581-4300

Department of Dermatology, (MC 624)

808 S. Wood Street, RM 376 CME
Chicago, IL 60612

Carlotta Hill, MD
Norma Chelseth, RN

312-996-0734

MARTINEZ
Medical Center
~ Outpatient Clinic
SAN DIEGO North SanDiego
Health Center
CHICAGO University of [ilinois
College of Medicine
MIAMI Jackson Memorial

Hospital

Ambulatory Care Center
1611 N.W. 12" Avenue
Miami; FL 33136

Anne Burdick, MD
.'Gloria Ingle, RN

305-585-2600

NEW YORK Bellevue Hospital Center
Department of Dermatology
Room 17-N-7

462 First Avenue
New York; NY 10016

William Levis, MD
Aloys Cabrera, RN
Louis lannuzzi, PT, C.Ped

212-562-6096

PHOENIX Maricopa County Hgalth Dept.

1825 East Roosevelt Street
Phoenix, AZ 85006

Ronald Pust, MD
Bill Cooper, RN

602-372-6661

PUERTO  University of Puerto Rico

Department of Dermatology
P. O. Box 365067
San Juan, PR 00936-5067

Pablo Almodovar, MD
Sonia Santos-Exposito, RN

787-765-7950

2 West Clinic - 359930
325 9" Avenue
Seattle, WA 98104

James P. Harnisch, MD
Rebecca Finch, RN
Tom McClure, PT, CH

206-731-5100

RICO Medical School
SEATTLE Harborview
Medical Center
TEXAS Texas

DALLAS  Dept. of Health

2377 N. Stemmons Freeway, Ste. §
Dallas, TX 75207-2710

Carolyn Lyde, MD
Nancy Bernstein, RN

214-819-2010

HOUSTON Houston Health &
Human Services Dept.

3901 Westheimer, Suite 200
Houston, TX 77027

. Terry Wiiliams, MD

Doris Gay, RN

713-284-9609

SAN Texas Center for
ANTONIO Infectious Disease

2303 S. E. Military Drive
San Antonio, TX 78223

Robert N. Longfield, MD
Therese M. Shoffner, RN

210-531-4554

HARLINGEN South Texas
Health Care Center
OPCL

1301 Rangerville Road
Harlingen, TX 78550

Richard Wing, MD
San Juana Thompson, RN

956-423-3420 ext. 351

Mona Bomgaars, MD
Mike Maruyama, Adm.
Lenette Tam, RN

Fax: 808-733-9836

State of Hawaii Department of Health
3650 Maunalei Ave., Suite 205
Honolulu, HI 96816

Phone: 808-733-9831

Other Sources:

Email: Mickey. Templet@access.gov

FOR MORE INFORMATION: Call the NHDP at 1-800-642-2477 or fax: (225) 756-3760
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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. '
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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. .




