Summary

Leprosy is a disease that once struck fear in most societies as a mutilating,
contagious and incurable disease. In the early 1980s, the World Health
Organization recommended the use of multidrug therapy as an effective
cure for leprosy. At this time, India had nearly four million cases,
equivalent to one-third of the world’s leprosy cases. The new drugs
brought fresh impetus to the country’s efforts to address the problem of
leprosy. The leprosy programme was re-launched in 1982-83 as the
National Leprosy Eradication Programme (NLEP), with the objective
of eradicating leprosy by breaking the chain of transmission of the
disease.” The programme’s focus was on 201 of the 412 districts in the
country where the prevalence rate was 50 or more cases of leprosy per
10,000 population. The strategy was to detect cases early and treat them
with multidrug therapy, and educate patients, their families and the
community on the curability of leprosy in order to encourage voluntary
reporting.

Danida’s Involvement

Given the magnitude of the problem, the Government of India
requested the Danish International Development Assistance to support
the programme. Danish assistance to NLEP (DANLEP) spanned a
period of 18 years from 1986 to 2003 and was in three phases. Starting
in four districts in Madhya Pradesh, Orissa and Tamil Nadu where the
leprosy prevalence rates were high, in its second phase the project covered
four additional districts in these states as well as extended support to

*In 1992, India adopted the WHO goal of eliminating leprosy as a public health problem by 2000,
where elimination is defined as a prevalence rate of less than one case per 10,000 population.
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develop monitoring at the Central level. In Phase III the support was
state-wide, and when the state of Chhattisgarh was created in 2000 by
bifurcating Madhya Pradesh, it was natural to include this new state in
the project.

The overall objective of assistance was to help the NLEP reach its goal
of eliminating leprosy as a public health problem. The second major
objective was to plan for, and promote, the integration of leprosy into
the general health care services. In addition to these programme-related
objectives poverty reduction, which is the overall objective of Danish
development aid, was also kept in view. Though leprosy is not a disease
only of the poor, it affects the poor to a much greater extent because of
their social and economic vulnerability. The stigma attached to leprosy
could lead to loss of employment even before manual labour becomes
more difficult due to disability, which often results from late or no
treatment. It also leads to exclusion from society, causing physical and
emotional distress.

In all levels of society, women are socially more affected than men by
leprosy. A further objective of Danish assistance is to improve the status
of women and promote gender equity. The project emphasised the need
to consciously focus on women and ensure their access to, and active
involvement in, the leprosy programme.

Community Participation

The project quickly realised that to achieve these objectives it was first
necessary to reduce the fear and stigma that surrounded leprosy. This
could not be done just by informing and educating people about the
signs and symptoms of leprosy and its curability. It was also necessary to
break the barrier between persons affected by leprosy and the rest of
society, by appealing to peoples’ emotions and their ability to empathise
with those they feared and shunned. NLEP workers were also affected
by these barriers and felt the need for a new approach. The project
provided the opportunity for this and input came from both partners.
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The new approach involved building community participation and
spreading the awareness that fear of leprosy was ill-founded, as mere
contact with a leprosy affected person did not pass on the disease. This
was done through residential camps in which the community could see
patients and service providers living and eating together. They could
see patients’ wounds and ulcers being cleaned and treated, their disabled
hands and feet being massaged and exercised — so making physical contact
non-threatening. Patients were taught self-care practices and in the
course of the camp their ulcers healed and their limbs became more
supple. They shared their life’s experiences with others and the
commonality of their suffering helped to heal emotional wounds. Skin
care camps were run simultaneously, so that people could see and learn
the signs and symptoms of leprosy and also how to distinguish them
from other diseases. This holistic approach was central to all project
activities, combining education, training and treatment. It gave the
patients their dignity, changing people’s perception of them from objects
of revulsion and pity to individuals who participated in their own
treatment and rehabilitation. These camps helped to bring leprosy out
into the open and were deliberately turned into festive occasions,
celebrating its curability. Many leprosy affected persons who had been
rejected by their families were reunited with them and returned home.

Community members who attended these camps, many initially watching
from a distance, then approaching closer and finally joining in, realised
how they had unwittingly caused unnecessary pain to their less fortunate
fellow beings, and the bonding that resulted from these experiences
between patients, service providers and community members, led many
of them to pledge themselves to work towards eliminating leprosy. This
involvement of patients and communities also resulted in their
participation in case detection among themselves, so further
strengthening awareness and removing fear. Training therefore was not
confined to NLEP and general health care staff but was extended to a
wide variety of community partners — members of women and youth
groups, village leaders, anganwadi workers, schoolchildren, elected rural
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and urban representatives, non-governmental organisations and social
service organisations.

In the process of community mobilisation, NLEP and DANLEP staff
used a variety of communication methods imaginatively, such as street
theatre, folk music, dance theatre, rallies and house visits. The content
of the information was changed from frightening images of people
disabled by leprosy to positive images of healthy, cured persons sharing
their experiences about the curability of leprosy.

Ensuring Better Services

Preparing the community to deal with leprosy required uninterrupted
drug supplies and treatment services. The project facilitated efficient
services through the provision of colour-coded blister calendar packs
and patient cards, mobility for leprosy supervisors and other
infrastructure. Comprehensive methods of programme monitoring were
tried out over the years, finally resulting in the introduction of a simplified
management information system, developed in collaboration with the
World Health Organization (WHO) and the Central Leprosy Training
and Research Institute. The monitoring system included gender
disaggregated data and information on coverage of persons belonging
to the scheduled castes and scheduled tribes, thereby internalising
DANLEP’s focus on gender and poverty.

Ensuring uninterrupted services close to patients homes required the
regular availability of funds. To facilitate the smooth transfer of funds
from the Central government to the districts, the project initiated the
formation of district leprosy eradication societies, registered under the
Societies Act. Annual plans and budgets for leprosy activities in the
district were approved once a year and subsequent meetings reviewed
progress in implementation. Similar societies were set up over the years
for other health programmes and by the time the project was in its third
phase, these were all merged into district health societies. Health
societies were also formed at state level to oversee the planning and
implementation of programmes.
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Capacity Building

Developing the capacity of staff at all levels to carry out their tasks was a
major component of the project. The aim was to promote learning rather
than just teach, and in addition to providing technical training on all
aspects of leprosy, the project placed emphasis on programme
implementation aspects. It helped people to analyse their own work
situations, identify problems and find solutions for them. This was
initiated with the community participation approach and was particularly
effective in relation to leprosy workers and supervisors. A group of people
who were held in low esteem, both by the community and themselves,
grew in confidence, ability and stature. It also promoted team training,
thereby increasing understanding of each others’ roles within the
NLEP teams.

In Phase II, with the introduction of the zonal concept, district-level
officers from districts not yet covered under DANLEP support also
gained from the project’s training approach. Joint planning and peer
group reviews led to increased ownership of the programme as well as
the transfer of experiences across districts. Over the years, training
covered a wide variety of subjects for different groups including
information, education and communication, data management,
accounting, leprosy elimination monitoring, health systems research,
use of computers and the geographic information system. Through
experience, the project learnt that the formation of core training teams
who were first equipped with training skills (‘training of trainers’) was
more effective than cascade training, where training was provided down
the line with each level of personnel providing training to those
below them.

Training methodologies emphasised learning by doing and case studies
were extensively used. Wherever appropriate, patients were included to
share their histories and for live demonstration. An innovative method
was the use of trialogue, where patients, providers and people
participated on an equal footing, with communication between the three
stakeholders enabled by a trained facilitator. Developing the capacity
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of existing training institutes was emphasised along with the development
and use of appropriate health learning materials. With integration of
leprosy services into the general health care system, training requirements
increased a hundred-fold. In all four states, the project planned for and
facilitated the implementation of training programmes on a massive scale.

Integrating with the General Health System

Promoting integration was an objective towards which the project worked
steadily. DANLEP’s main role was one of advocacy and persuasion. It
promoted activities and studies to demonstrate to decision-makers and
field staff that integration need not be a threat to any group. It could be
handled with careful planning and implementation, along with a system
for early recognition of problems and corrective actions. It played a role
in persuading international agencies such as the World Bank about the
need to integrate in order to reach the goal of elimination. The
experience with integration from the DANLEP-supported states showed
that ideally, the functional and structural aspects of integration should
be planned with the involvement of all stakeholders and that consensus-
building was important in this process.® The process of integration is
still ongoing. However, DANLEP was not able to persuade the Central
or state governments to define at an early stage and inform NLEP staff
about their role in the integrated system, nor was it able to ensure

adequate training of NLEP staff in PHC tasks.

Phasing Out

The last 20 months of the project period were spent on implementing a
phasing-out plan which aimed at the consolidation of activities, limited
functional expansion to reach the unreached, documentation of
experiences and closing down of the project. As functional integration
had been achieved and structural integration was near, project activities
focused on further strengthening the primary health care system so that

§ Functional integration refers to the integration of the functions or tasks of the leprosy programme
with the general health care services. Structural integration refers to the organisational merger
of the NLEP staff into the general health care cadres.
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it would continue to find leprosy cases early and treat them adequately.
Common to all four states was the strengthening of their information,
education and communication cells and training institutes to ensure
that leprosy was included as an integral part of their activities. The Central
as well as state levels were actively interested in making use of the
geographic information system as a visual tool for their ongoing
monitoring and planning, and they identified persons within the health
departments who were trained to use the equipment.

In any large-scale disease control programme, areas and communities
that are isolated from the mainstream remain unreached unless special
efforts are made to reach them. While efforts to reach such pockets had
been initiated in Phase III through Special Action Projects for the
Elimination of Leprosy, the range of activities was expanded towards
the end of the project. Certain tribal and urban areas as well as border
areas between states were identified as being in need of special attention
and the project worked on developing strategies to address the needs of
each type of area. In doing so the emphasis was on the institutionalisation
and internalisation of all initiatives. DANLEP, in anticipation of its own
departure, built into these strategies the handing over of responsibilities
to other partners, both within and outside the government.

For the successful transfer of expertise and experiences from the project
into the broader programme, the presence of a project support unit
with committed, well qualified and open-minded personnel and financial
flexibility was essential. The fact that the project’s success was due to the
presence of such a team on the ground is nationally and internationally
acknowledged by all those involved in the leprosy programme in India.
The knowledge gained through working in the field was used throughout
the project period to raise issues in appropriate fora and work towards
solutions. The basic trust between DANLEP staff and government
allowed DANLEP to play an innovative, experimental and catalytic role,
always keeping in mind the replicability and sustainability of new
initiatives.
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Partnerships

While working closely with the government, DANLEP built up
partnerships with a wide variety of groups and individuals, from
international organisations to village committees. As a part of a bilateral
agency with a presence on the ground, DANLEP was able to respond
quickly to requests, as for instance from WHO, to assist in testing new
methodologies for increasing access to services or for improved
monitoring. This was made possible by the very flexible nature of Danish
assistance to NLEP.

DANLEP’s main objective was to support the NLEP in its efforts to
eliminate leprosy as a public health problem. Between 1986 and
September 2003, the prevalence rates had fallen from 95 to 4.9 per
10,000 in Orissa, 97 to 1.1 per 10,000 in Tamil Nadu and 50 to 1.2 in
Madhya Pradesh, while it was estimated to be 6.2 in Chhattisgarh in
September 2003.” Recognising that elimination was not yet close in
Orissa and Chhattisgarh, a short extension was under consideration to
specifically work in the high-endemic border areas between these states.

Beyond DANLEP

Though DANLEP primarily worked in close partnership with the NLED,
a number of the approaches developed by the project have been absorbed
into the working ways of several other partners. The most pronounced
transfer of experiences has been into the Revised National Tuberculosis
Control Programme in Orissa. These experiences are in the areas of
information, education and communication, community participation,
gender sensitivity, building trust between treatment providers and
patients and breaking down barriers between them. Other experiences
are part of the RNTCP wherever it is implemented, such as blister
calendar packs, colour-coded cards and patient treatment boxes, and
motorcycles to ensure the mobility of supervisory staff.

# The rates for September 2003 are estimates.

¢ A decision on this had not yet been taken at the time when this was written (August 2003).
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Several of the project’s initiatives in information, education and
communication have potential for application in a wider context, both
within and outside the health system. The methods developed to address
stigma and fear can be used in HIV/AIDS programmes. Trialogue is a
new and powerful tool to address social issues such as child marriage,
dowry, and exploitation of and violence against women, children and
other vulnerable groups. Street theatre and karagattam (dance theatre
from Tamil Nadu) are already being used to address some of these and
other issues in Orissa and Tamil Nadu.

As the project closes down, a sense of achievement comes from a number
of related areas, such as the promotion of community participation, the
development of large numbers of people from a variety of backgrounds
and institutions to work towards elimination of leprosy and the
strengthening of the government health system to deal with leprosy.
The most vivid of these achievements is the transformation in the
image of leprosy from one of frightening disfigurement to a simple,
curable disease.
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TS W T4 § GAST & T O T TSI B ard, S F e
A IY 3R AT WT & & F 97 AT Fl o1 I & TF B IROTF a0
¥ fava T Gie 3 S & IHEN ITAR & forg a5 - sl STeR gefy it
T . 39 99 fa99 & A FIS Giisdl A1 G feTE B seiid T
40 9/ F55 GRT 9RT 9 ¥ A 72 3wy 7 s A T & G & forg
forg o @ Une & yarEl o ALl sk T & 6 1982-83 W ‘Fs
FRAFET FH T TS IV FRAFA D §F | JHEENe fohar @1 T
IR AT - WM & GHAT Dl JEA Tl ASH TG 3. I§ HlIhH TG
& 412 f7ell F & 37 201 9l § Sfsd frar T T o156 # TT R
(Prevalence Rate) 9ftf 38 B9IR SHE@T § 50 AT 389 3iforh 9. FHRIHT HF
I 4 R -

o TS T IR HI @R I I5- S ITAR & W fRar A

o TN T BT § AN I 3 IRT F & foIg WM I, Iq IRAR arell
HI TN TR A FAfea forar S foF s v Ffdaa &9 & St 89 arer
AT B

sifersT & Hegar

T Fl [AFIedr & @d gY WRT WEHR EN SHY SevHd STade
JRECH & TA TSCHT FHRIHH Sl Gerdl o 1 e forar T e silaca
T TS I FEFHA HT 1986 § 2003 & T I 18 U I TS
&% foig @9 RN A Mo (Danish Assistance to the National Leprosy
Eradication Programme) & &7 & G19aT . T2 =0T & g JooT, IS 3K
RIS & I AR ol o 781 % Sl I X aiern o, FEwHT Fil Teard
T T R R/ A 3 A9 I & AR I 7 AT I, TR I I
TR T FRFA S STE 9&fd (Monirtoring) & faerme & forg < deanT faarn
TR =T § IRFT qH1 Todl & G fotell ol TR o i forar T
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T 2000 H DUGIE & AY. F W 5T & ol IId Fed | 39 o 39
FRIHA A A TSI & ®T F WA fomar T

T GBI T W@ IR A [ U S I FRET & T TS
T TNE R H GRT IR g8 39 TF GRS @R 9Hel dil SO A dF
I e T X o, S ol YaIAl ol AR Te i3l A Qehlepd el ol
T FIR AT TN TRIFROT T Aeied AT F8RIaT il T80 e Ieeed 2T
IRASTHT & FRIFH & T8 3 IR D G -ar T GEEar & R R
& g 3o H N F A @ 41 Ik TS e I4& H B arelr T A,
& Sfeah T8 WT T I TG R R FACY AT fRErs o & it o 09 & &
TR SR 3 &7 & SiHfadarst & feR & T8 9 | S8 Y- 9,
YTl SEHT ASHIR S H Hecaqul f¥erT Al 2 981 X & IT9R oF a1 JIER
T T & FHROT W TR i i srmarst &1 fRreR 2 ST 2. v fufa
¥ Ia forg ARE SRT e 3iR S fS & S 2 97 a) Rufoat aqeE g/
AN & «ifdR 3N HaF IfEShR & & & FROT 9eT B .

TN & & TR W AR, TeW Fl U S TN 399 IS aoersh
3iferer eI Bih 2. 3T FeTaaT ST Ueh Iqewd Aigensit i anmferen fRuf
GURAT TAT foRT GHFT T Freaifed e 8 31 39 gRareT o Afgensit o« fag
e faar man et Ruftall o1 AR stTeree 3R s e o 39 |fohd
GEART I GFfEea frar @

Er3aIferen g drar

AR ¥ ey & I8 3T T foran fof SWRITT IRw A I FA & forg
qIH UBe GIGT W S & U T W, YR, Il o €l Rl T T
T & AfF I8 T Pad T TREE T TS F - I T ITAR
FATER [ BT 9 eI o1 T folg ST&Q o o Fe & agrshi &l STa
forar ST 9 eFTATSH T START e, I YT T FH T G AR TEE
& S & SIS T AT S, TS S 390 IR & SRS T S
fororrer amemsil & ST §T ¥ 3R I < FuReE =R W 7E gfte | A ST
q. IRAHT 7 T T TR | FEAE & o 366w Iua=s F8. a1 &
T TR ¥ 7S D I TINST 3R G AT - W T T I
FEIRTGT G a7 o gieenioT faeféa fomar .

I8 w39 AT fBfe & " A frar mr e 9 WM ik a1
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FRET I U B9 & AN TR A9 W - 3R 3 A i aer
G 1. FE AR A S HTal St RaNIeT, FREH - 9edt Bl 3R 3% 3 B
G Gl o1, I M B- R & Aifersr IR AW @ gehdr o e
I € I8 G S A a9ivd erar of R S ¥ e A6l s 37 Il
F A TR ITAR G A fIfR & R 39 919 S B 3R S BT - W
T B 3. 2 AR F AT S AT B ST IR G - A O 3R W
F FHRIT IToT ST GHF eV 3R ST I o & 3¢ W HEH T T
Fd 3. FfR 37 e AR F = A7 Fem Swr e S s e
¥ TEfoIY e T8t TS & - A0 W 3T -G GRT o 3R S T
9 T W F T woT S RGO G99 ST & g8 Tffare
qRASTT & fareqor - gfareror SR SUUR E¥T Igewd il [ A fafR Gt
I I G 999 e 9, f9=Rl & geamal & SR AN ST FEER deerdn
T 3R GifEY T IRaR - T W geatE & S o 39 R 3 as @ enfie
Iogal A M B & HEER feeg 3R OF AR A R Ao A A aherar
g S 98 6 & FHRY K- IRAR- FE™ & dfesqd o 77 M 9.

R & 57 a3 3 fIfaR & s g, S v = Il A )
T T, R e 9 3 iR o F fafer & wfafafery & s e 3 3 Ser
FRA 7 o ST & T I AN S 9T T FROT 9 g9 I 5 9Bel 9 & 9T
3, farfor & N 3R Far sl & S Real AT IEH TE™ & 959 9R AT
oo IR TS IV & FE & I gANT 3R FHI-Fehfead g8 TRl 3R
TE™ & AN &1 RGN &l IR 377 Y 8¢ ARME & 9FA 31, §9er 9
SIREET e+ 3R 56 & I W &9 89 & &9 & aFF 3. =9 Rufaar o
giteror o1 FR R ds FRiEATS SR EFRT e Aarsll & wdadish ad
2 AT T2l T afod T WRIERN & S10RT- 3IeRT a1 deh 28T {8 T/
T SNEIERN  AfFer 3K gar e, IR Aged, A Fed, e,
I TT UMV TAT GASTES TS a1 MHer o

Jgae Jarsit o gfeRaaar

I N {S IV F PR 2] TI e IR AT S I FrEA
TN TEAT & I 7 JAR-JER T GeTl YEARY & folw JawE- e,
AT o, STFERIRAT o Gt aht faver - aeg o o ifed ol farega - feremr
&I TR I eola G & ARTSH § VU 6 - o Ao ol aeaR ead
F S Frs & Ffted S B I A 9T e 2
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TEE 6 756 ° Fues a7 s9m & forg iafer qur STeR &Y fAater aaer
A A, IRATT 7 fSeer ol Ioh, W W TS, TS FIAHA & TIFE0T
& foIT aTe T 379 TGRSl &l Sael hl. FEHH & STHE & faega
fafer =1 TRRET v A 9dfe e v e e T ded o gue Ra
THCICIE & GEANT ¥ Eeligd YaUEd g9 ggfd (SMIS) @Rl # 3|
ITHAT FFeN H IRASHT & AT SEfIT SIfd / Safd et & fom
MR 3Rl T TRV fRaT T 39 GURT 9&fd & o1 ol favie o s
I B IFET-TFRT & Iqew IRASHT @ dE W @

AT & =R T Siwrer it Farer w59 & fore focia seearsil &1 3o e oTedr
o T8 ol B a@R ¥ 7ol 9% foxiig &l & @Ra s & o
IRATT 7 A AR & Siad e S e afifaal & ToT dl
yfehar &l aerar faar. 3 afafoal i afafafermy &t aiffer R o sie &t
AT A T 9K § & Wigd IR S ST F SR I T 3 dSH A
FIHHA Tl W T Hediche fRaT 1. SHAT & R 3 8 Tell 8 3=
AT S ToT R 379 @l FEFA & folg afifodl &1 57 31 3R aRarsr
& AEY TROT Y GHATET A 3 G affo i forer @ |’ # gt
X foar T Ty TR W T @ |l @ e foRar @ S dreEr AT 6
@I 3R foRarag= &t @Il e 2.

g fdeprer

IRASTHT & Y TR R T 3F 8RT 39 SIideal & Harel (e & forg Ieait
ATl T fIeRTE 38 IRANTT ST U Hecaqul e ofl. e o o 3ol & &
e HY 9e™ b ToIT GG T AT ITARI FAT AT, TqH a1 & I8 /S
o ST & qEhAen! IR fear Se. aRasTr 7 e & Er R &
M R IRy e fen sad Fdedish o s i Rufadl & seRe,
TS T @I AR I G ge § Aee e, 78 gfohar SRR 99a
FA B GCHI § AR TE N 3R TS TGS TH TS TETh dl
T farmE & devf § 95T T @ 39 9iRAT B e SO A SIK e
gRT &9 §¢ Nl A 3 v SR g3, S &RTIg o 9t 3R weeT A
I T S G 9 Tiohar + €1 IR & affafer s Serar fear aer
IS T I W RER I A T T faRfeT g8

IRASTT & 2T =ROT § S IFURIT & 3ifeded | 314 9 349 ool & fS7em
T AR T JRTern=ar 3feahior & arvivad 8T, S ot SFeT &
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FET § I . Fffeeh fIaR - foerst & aier T qer efest 3 wer
3R FEaTsl & FERH & IR ST T HIT TA FRRATA TR FR
Al & e -YIH & IFeR deT foRe. 38 wwamaf ¥ wer & Al ot
& fore g, fErenm va 99K, 21eT YaUH, AT SR, S INIE SHaU,
T Y, AU, FeY H ITANT T Snfersh gomr @aeer (i
HETE.) e fawal o= gftrerr & sjaang smEfTd &l Sa | aRkarser =
e for sEehe gireror fafer (Cascade training method ) & srorerm gfdreror
HIIT F JFT U FR AT N A1 3T 19 gfireror (TOT) wareT gerar
3R ITERT 2.

qRATT § Ygad & T2 g fRRY F ‘ee de’ R 39 WS &
AT Y Hed a1 T STET el Suged e NT Iueier o gt giveror §
JAHT ST YS9 3K IR T & A TN G8N fordr T S IR
& T ¥ g Aifersn fafer Br-gare o1 want forar war foras 9T - goe Sk
IR T T RIS ¢ 3 Ol "eal & & dare A gfeifee
hielicer 7 WEwayel MRt o1 fAdea foran asft gfdreror SeFr 9 eFTET @
forerTer & |- AT I9gET TR - GRET & faehe T ST W) §F faRy e
i fordT T 5 HATSH & AT el Jasl A e A - e =R
TR GFREIOT Y STl 1 S AT el oA aRaeT 7 IR aed ¥ ged T |
gfErereT FEw & foharaae I et f3ar

TTATCY TITERT FATIHT & T FHATAoIeT/THIheor

S FATI T AW T FaT3 W THIhToT S FiohdT hl SgTal AT IRaret 1
F I A ¥ T U1 THCT S U MHHT T9G ol e & A1 qef T
(Tearaet) 3R 38 T forg Jar e T A e oy v aifafafear o
e RIS R T foreer iRl T FRieRaisl & el 98 TN g3
foF TR U SaEaeRT 8 Sa1d el 39 IiohaT hi YR Siaer § aeersit
& faeTend 3K aFifeesr yaral ot sraer & 4 FafeTa 3tk frnfeaa fermar T
=9 Yioha 7 faza S T SRS SET Y 3 56 I & Igemal 9 I
B TSN & VAT & folg TEe e, S |Eifde asal ® SOE T T8
ol 3 nfie R o el weeht @ awRTET o A et e
gfchaT ST HEwaqul 3T 2. I8 Ifehar 37 o ST 2. T ST aRaAeTT & IR
# & T 3R U5T TR I 39 99 & oY JaR T8l IR G o F I IS
I 3 T IS A B aTel U & AR H TN o & SIX SRS o
e Y o TehiaT & geard I oReIRar auT SfieT T B g ST
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AT T S I 3Fel Tl THIHWT & II (91 T arel gfaret
e AT & Al & Fae & forg it gifEea A8 awar @@

ShaTer: dTEE BloiT

forTa g €A A IRASTHT A BT ST AT & e B 9T A & forg
TffRRT T T, T59 § R T IQ AN 9 g5 & fog S e A
FTAR AR FT R, S E 6T EEe T K aRarsT Fi Ee
el iAfafeat GenferT Y € FricTeh Uil & 35299 ol U o forr T
2 AT AT & UhIhoT Faell i T I 81T foRd o1 @ € aRaier o
Tfafaferar grifier @ dar Faersil & GuEia | Bfsd § 6y T
& 7Y AR =l gl 3R I et ITAR o Tl R AN 2. IR T3 A G,
farer va GuR T <l G foRar @7 @ 1 I yireiT el & gfdrerr wEwar
T fAfRRl & ot & Fog awfed fhy WM giafee forar T 8 3w TWaER
3R T TERI = THT & FST3IRNTReR SHRATA f&eed o1 START e Jarsit
F A IR AT T @ TR A T F & e @ qur @ v
& VO feaal Fr foreifer fomar & S uf3reror o e & 91E Gefue ST
T ZEIAT X TR,

fordir < faega A1 Friaor s o 519 9 Ry v 9 fRe I 99 99
IS T T U & e AN dh heRd St 959 AT qf¥ehel 21 & TFEral
T AR TF TEE 3R S Ve B forg aRaeTT & day wor F R
R forart-ad &t 12, 39 TIfafafeRy &t awarare S aRaeTT & o awa
o faeaiRa foram . gfHer 519 fa & (reee oRar), o= aur & o= &
et el oy FwrErfsar & fog fafesa forar wrar oo aRaeT T 3 =7 &
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Spedalskhed spredte engang redsel i mange lande med uhelbredelig
og smittende lemlestelse. I de tidlige 1980’ere anbefalede
Verdenssundhedsorganisationen =~ WHO  anvendelse  af
kombinationsbehandling som effektiv helbredelse for spedalskhed. P4
det tidspunkt havde Indien nasten fire millioner aktive tilfelde af
spedalskhed, svarende til en tredjedel af alle tilfelde i verden. Den nye
behandling satte fart i landets bestrebelser pd at komme
spedalskhedsproblemet til livs. Det eksisterende spedalskhedsprogram i
Indien blev relanceret i 1982-83 som det Nationale
Spedalskhedsudryddelsesprogram (National Leprosy Eradication
Programme (NLEP)) med det formdl at udrydde spedalskhed ved at
bryde smittekaeden.! Programmet fokuserede pa de 201 af landets 412
distrikter, som havde en forekomst pa 50 eller flere tilfeelde per 10.000
indbyggere. Strategien var at identificere personer med spedalskhed
tidligt i forlebet og give dem den anbefalede kombinationsbehandling,
samt at oplyse patienter, deres familier og lokalsamfundet om, at
sygdommen kunne helbredes, for derigennem at opmuntre
befolkningen til at opsege behandling pa eget initiativ.

Danidas involvering
I erkendelse af problemets omfang anmodede den indiske regering
Danida om stotte til spedalskhedsprogrammet. Dansk assistance til NLEP

(DANLEDP) strakte sig over en periode pd 18 ar fra 1986 til 2003 og var

11 1992 tilsluttede Indien sig WHO’s mal for eliminering af spedalskhed som et
folklesundhedsproblem i ar 2000. Eliminering blev defineret som en forekomst p& mindre en ét
tilfeelde per 10.000 indbyggere pa et givet tidspunkt.
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opdelt i tre faser. Efter Fase I, som blev gennemfert i fire distrikter i hver
af delstaterne Madhya Pradesh, Orissa og Tamil Nadu med hej sarligt
forekomst af spedalskhed, blev projektet udvidet i Fase II til yderligere
fire distrikter i hver delstat, samt til ogsd at omfatte stotte til udvikling af
monitoreringsredskaber pé centralt niveau. I Fase III dakkede stotten
de tre delstater i deres helhed, og da Chhattisgarh blev skabt i 2000 ved
opsplitningen af Madhya Pradesh, var det naturligt ogsé at inkludere
den nye delstat i projektet.

Det overordnede formdl med Danidas stotte var at hjelpe NLEP
med at nd sit elimineringsmdl for spedalskhed som et
folkesundhedsproblem. Det andet hovedformal var at planlegge og
fremme integration af det vertikale spedalskhedsprogram i det almene
sundhedssystem. I tilleg til disse programrelaterede formal fokuserede
man pa fattigdomsbekempelse, der er det overordnede formal med
dansk udviklingsbistand. Selvom spedalskhed kan ramme alle, er
konsekvenserne for fattige langt alvorligere pd grund af deres sociale
og ekonomiske sirbarhed. Den stigmatisering, der er knyttet til
spedalskhed, kan fore til udstedelse fra arbejdsmarkedet, selv for
manuelt arbejde besverliggores af de misdannelser, der kan folge med
sygdommen, hvis den behandles for sent eller ikke behandles. Stigma
forer ogsa til marginalisering i samfundet med deraf folgende fysisk

og psykisk ned.

Et yderligere formél med dansk udviklingshjelp er at forbedre kvinders
status og fremme ligestilling mellem kennene. P3 alle niveauer rammes
kvinder hérdere socialt af spedalskhed end mand. Projektet
understregede nedvendigheden af specielt at fokusere pd kvinder for at
sikre deres adgang til og aktive involvering i spedalshedsprogrammet.

Lokalsamfundets deltagelse

Det blev hurtigt klart for DANLEP, at for at nd disse mal var det
nedvendigt forst at reducere den frygt og stigmatisering, der omgerede
spedalskhed. Dette kunne ikke gores blot ved at uddanne og oplyse folk
om sygdommens symptomer og muligheden for helbredelse. Det var
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ogsd nedvendigt at nedbryde barrierer mellem den smittede og resten
af samfundet ved at appellere til folks folelser og deres medfelelse med
dem, som de ellers frygtede og skyede. Ansatte i NLEP oplevede ogséd
disse barrierer og folte behovet for nye losningsmodeller. Projektet skabte
rammerne for disse, og input kom fra begge parter.

Den nye tilgang til programmet involverede udvikling af lokal deltagelse
og spredning af budskabet om, at frygten for spedalskhed var
ubegrundet, da almindelig omgang med en person med spedalskhed
ikke medforer smitteoverforsel. Dette skete gennem mobile lejre, hvor
deltagerne boede sammen, og hvor omgivelserne kunne se patienter og
behandlere leve og spise side om side. De si patienternes sir blive renset
og behandlet og deres misdannede hender og fedder blive masseret og
optrenet — fysisk kontakt blev ikke-truende. Patienter lerte
egenbehandling, og i lobet af lejropholdet helede deres sir, og deres
hander og fedder blev mere smidige. Patienterne delte deres livshistorier
med hinanden, og fellesskabet omkring deres lidelse hjalp til at hele de
folelsesmessige sar. Lejre for behandling af hudsygdomme blev atholdt
samtidigt, sd folk kunne lere at identificere tidlige symptomer pa
spedalskhed og at skelne dem fra andre hudsygdomme. Denne holistiske
tilgang var kendetegnende for alle programaktiviteter i en kombination
af oplysning, undervisning og behandling. Den gav patienterne deres
verdighed tilbage og @ndrede folks opfattelse af dem fra afsky og
medlidenhed til at vere individer, der deltog aktivt i egen behandling
og genoptrening. Disse lejre bragte spedalskhed frem i lyset og blev
festlige begivenheder, hvor man fejrede at sygdommen var helbredelig.
Spedalskhedspatienter, der havde varet udstedt af deres familier, blev
genforenet med dem og kunne atter vende hjem.

Lokalbefolkningen, der deltog i disse lejre, iagttog i begyndelsen
begivenhederne pi afstand men nzrmede sig gradvist og deltog til sidst
aktivt i forlobet. De inds3, at de uvidende havde medvirket til at pafore
syge menneskers unedig smerte. De band, der blev skabt melllem
patienter, behandlere og lokalsamfund ferte mange til at love at arbejde
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for eliminering af spedalskhed fremover. Involveringen af patienter og
lokalsamfund i projektet agede ogsd deres aktive deltagelse i pavisningen
af nye tilfelde, med yderligere bevidsthed om spedalskhed og reduktion
af frygt til folge. Undervisning var séledes ikke begranset til NLEP- og
sundhedspersonale men blev udvidet til at omfatte en vifte af partnere i
lokalsamfundet — kvinde- og ungdomsorganisationer, landsbyledere,
anganwadi-arbejdere, skolebern, folkevalgte i land- og byomrader,
NGO’er og andre organisationer, der udferte socialt arbejde.?

I mobiliseringen af lokalsamfundet har NLEP og DANLEP med fantasi
anvendt en rekke kommunikationsmetoder sdsom gadeteater,
folkemusik, danseteater, gadeoptog og hjemmebesog. Budskabernes
indhold blev @ndret fra skremmende billeder af mennesker med
deformiteter til positive billeder af sunde mennesker, der delte deres
erfaringer med at vere blevet helbredt for spedalskhed.

Sikring af et forbedret behandlingstilbud

Etableringen af palidelige medicinforsyninger og behandlingstilbud var
grundlaget for varetagelsen af behandlingen i lokalsamfundet. Projektets
indferelse af farvekodede patientkort og brug af blisterpakning med
patrykt behandlingskalender til medicin, mobilitet for
spedalskhedstilsynsforende samt anden infrastrukturel udvikling
medvirkede til at sikre et effektive behandlingstilbud. Forskellige metoder
til programmonitorering blev afprevet i arenes lob, hvilket forte til
introduktionen af et simpelt ledelses- og informationsstyringssystem,
udviklet i samarbejde med WHO og Central Leprosy Training and
Research Institute i Tamil Nadu. Systemet opgjorde data for
dekningsgrad fordelt pd ken og pi registrerede stammer og lavkaster,
hvorved DANLEP’s fokus pa ken og fattigdom blev internaliseret i

systemet.

2 Anganwadi-arbejdere er frivillige (kvindelige) arbejdere, der oprindeligt havde barnepasning i
fattige boligomrader som deres primzere arbejdsfelt. De er i stigende grad ogsa blevet involveret
i andre sundhedsprogrammer, herunder spedalskhedsprogrammet. De modtager en lille
godtgorelse for deres arbejde
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Det krevede ubrudt adgang til ekonomiske midler at sikre et
kontinuerligt behandlingstilbud tet ved patienternes hjem. For at lette
en jevn overforsel af midler fra centralregeringen til distrikterne foreslog
projektet dannelsen af selskaber for spedalskhedsudryddelse i alle
distrikter under selskabslovgivningen (Societies Act). Planer og budgetter
for spedalskhedsaktiviteter i distrikterne blev godkendt én gang &rligt,
og fremskridt i implementeringen blev lobende overvdget. Lignende
selskaber blev i arenes lgb etableret for andre sundhedsprogrammer, og
da projektet var i Fase III blev disse alle samlet i distrikt-
sundhedsselskaber. Sundhedsselskaber blev ogsd formet pd delstats-
niveau for at overvige planlegning og implementering af
sundhedsprogrammerne.

Undervisning og kapacitetsudvikling

Kapacitetsudvikling for personale pd alle niveauer var en central
komponent i projektet. Mélet var at fremme lering snarere end blot at
undervise, og udover at bibringe tekniske ferdigheder i alle aspekter af
spedalskhedshéndtering, lagde projektet vegt pd undervisning i
implementerings-aspekter. Det hjalp personalet til at analysere deres
egen situation, identificere problemer og finde lgsninger.
Undervisningskomponenten startede samtidig med fokuseringen pé
lokalsamfundets deltagelse og var serligt effektiv i relation til
spedalskhedsarbejdere og -tilsynstorende. En kategori af mennesker, der
bide havde varet ringeagtet i lokalsamfundet og havde en lav
selvopfattelse, fik storre selvtillid, nye ferdigheder og oget status.
Kapacitetsudviklingen fremmede ogsd gruppe-baseret lering og
udviklede storre forstdelse blandt NLEP medarbejderne for hverandres
andres roller.

Med introduktionen af en opdeling af delstaterne i zoner fik NLEP-
funktionarer i distrikter, der endnu ikke var omfattet af DANLEP-
stotte, ogsd gavn af projektets undervisningsaktiviteter. Felles
planlegning og gensidig evaluering forte til en oget folelse af ejerskab
og ansvarlighed for programmet, og til erfaringsdeling mellem
distrikterne. I drenes lob kom undervisningskomponenten til at omfatte
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en bred vifte af emner for forskellige grupper, inklusive
sundhedsoplysning, datahindtering, regnskabsforelse,
programmonitorering, sundhedstjenesteforskning, anvendelse af
computere og af det geografiske informationssystem (GIS) i
spedalskhedsarbejdet. DANLEP lerte af erfaring, at etablering af
kerne-teams, som fik kurser i undervisningsmetoder for de underviste
andre (undervisning af undervisere), var mere effektivet end den
sikaldte “kaskadeundervisning”, hvor hvert personaleniveau skulle
overfore nye ferdigheder til deres underordnede.

I undervisningen blev der lagt vagt pd praktisk lering, og case-studier
blev flittigt anvendt. Patienter blev involveret i at fortelle deres historier
og vise, hvordan sygdommen s& ud. En innovativ metode var anvendelse
af ‘trialog’, hvor patienter, behandlere og lokalbefolkning deltog pa lige
vilkdr, mens en gvet ordstyrer ledte samtalen mellem de tre parter. Der
blev lagt vagt pa opgradering af eksisterende undervisningsinstitutioner,
hvilket indbefattede udvikling og brug af nye og relevante
undervisningsmaterialer. Med den gradvise integration af
spedalskhedsprogrammet i det almindelige sundhedssystem ogedes
undervisningsbehovene mangefold. I alle fire stater planlagde projektet
undervisningsprogrammer i stor skala og assisterede i implementeringen

heraf.

Integration med det almene sundhedssystem

DANLEP arbejdede stot for at fremme integration, primert i en
holdningsbearbejdende rolle. Projektet stottede aktiviteter og
undersogelser for at vise beslutningstagere og personale i marken, at
integration ikke behgvede at vare en trussel mod nogen men kunne
gennemfores ved omhyggelig planlegning og brug af et
monitoreringssystem, der fokuserede pa identifikation og analyse af
problemer og deraf afledte lgsningsmodeller. DANLEP spillede med
sin pdvisning af integration som et ngdvendigt middel til at opnd
elimineringsmélet en rolle overfor andre internationale organisationer,
sdsom Verdensbanken. Erfaringerne med integration fra de DANLEP-
stottede delstater viste, at funktionelle og strukturelle aspekter ideelt set
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skulle planlegges med involvering af alle interessenter, og at etablering

af konsensus var vigtig for processen.’

Integrationsprocessen pagir stadig. DANLEP var imidlertid ikke i stand
til at overbevise alle central- og delstatsregeringer om pa et tidligt
tidspunkt at definere NLEP-personalets rolle i det integrerede system
og informere personalet herom, ligesom projektet heller ikke kunne
sikre forneden undervisning af NLEP-personale i primer
sundhedstjeneste.

Udfasning

De sidste tyve méneder af projektperioden blev anvendt pd
gennemferelse af en udfasningsplan, som sigtede mod at konsolidere
aktiviteter, pd at nd svert tilgengelige grupper, pid dokumentation af
erfaringer og pa endelig lukning af projektet. Da funktionel integration
var opndet og strukturel integration forestiende, fokuserede
projektaktiviteterne pd yderligere styrkelse af det primere
sundhedssystem, si det kunne vedblive at identificere nye
spedalskhedstilfzlde og give patienter den forngdne behandling. Falles
for indsatsen i alle fire delstater var en styrkelse af deres
sundhedsoplysnings- og undervisnings-kapacitet for at sikre, at
spedalskhed forblev en integreret del af deres aktiviteter. Bide pa
centralt- og delstatsniveau var der interesse for at anvende det geografiske
informationssystem som et visuelt redskab i den lgbende monitorering
og planlegning, og udvalgte personer fra sundhedsadministrationen
blev undervist i at anvende udstyret.

I ethvert stort sygdomskontrolprogram vil lokalsamfund, som er geografisk
og socialt isoleret fra det etablerede samfund, forblive udenfor reekkevidde,
medmindre der gores en serlig indsats for at nd dem. Mens bestrabelser
for at nd sddanne grupper blev pdbegyndt i Fase III gennem specielle
delprojekter, blev omfanget af aktiviteter udvidet hen imod projektets

3 Funktionel integration henviser til integration af spedalskhedsprogrammets funktioner og
opgaver i det almene sundhedssystem. Strukturel integration refererer til en organisatorisk
sammenfletning af de to systemers personale.
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afslutning. En rekke stamme- og bysamfund samt omrader pd graensen
mellem delstater med sezrlige behov blev identificeret, og projektet
arbejdede for at udvikle strategier til hindtering af hvert specielle omrade.
Fokus var i den forbindelse pa institutionalisering og internalisering af
alle initiativer i det almene sundhedssystem. I foregribelse af DANLEPs
afgang segte projektet med disse strategier at overdrage ansvaret for
aktiviteterne til sine partnere i og udenfor regeringssystemet med henlik

pa at sikre en udstrake grad af baredygtighed.

Tilstedevarelsen af en projektenhed med engageret, velkvalificeret og
dbensindet personale samt etableringen af finansiel fleksibilitet var
essentiel for den vellykkede overforsel af ekspertise og erfaringer fra
projektet til NLEP pa nationalt niveau. Den kendsgerning, at projektets
succes skyldtes tilstedeverelsen ‘i marken’ af et engageret team, er
nationalt og international anerkendt af alle, der har veret involveret i
spedalskhedsprogrammet i Indien. Den viden, der blev opndet ved at
arbejde i felten, blev anvendt gennem hele projektperioden til at tage
problemstillinger op i passende fora og til at arbejde for nye lgsninger.
Den fundamentale, gensidige tillid mellem DANLEP-personalet og
regeringen tillod projektet at spille en fornyende og eksperimenterende
rolle som katalysator, altid med tanke for nye initiativers baredygtighed
og mulige anvendelse andetsteds.

Partnerskab

Samtidigt med, at DANLEP arbejdede tet sammen med regeringen,
opbyggede projektet partnerskab med en bred vifte af grupper og
individer, fra internationale organisationer til landsbykomiteer. DANLEP
var, som del af en bilateral organisation, med sin tilstedevarelse i marken
i stand til hurtigt at reagere pé foresporgsler, for eksempel fra WHO,
vedrerende afprevning af nye metoder til at oge adgang til
behandlingstilbud og til at forbedre monitorering. Den fleksibilitet, som
kendetegnede den danske stotte til NLEP, gjorde dette muligt.

DANLEPs hovedformal var at stotte NLEP i bestrebelserne pa at
eliminere spedalskhed som et folkesundhedsproblem. Mellem 1986 og
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september 2003 faldt forekomsten af spedalskhed fra 95 til 4,9 per
10.000 indbyggere i Orissa, fra 97 til 1,1 i Tamil Nadu, og fra 50 il 1,2
i Madhya Pradesh, mens den vurderedes til at vare 6,2 i Chhattisgarh
(september 2003).4 1 erkendelse af, at eliminering endnu ikke var nert
forestiende i Orissa og Chhattisgarh, blev en kort forlengelse overvejet
for specielt at arbejde i hojendemiske grenseomrider mellem disse to
delstater.’

Efter DANLEP

Selvom DANLEP primert arbejdede i tet partnerskab med NLEP, har
adskillige andre partnere taget en rekke af de metoder til sig, som er
blev udviklet af projektet gennem &rene. Den mest udtalte
erfaringsoverforsel er sket til det danskstottede reviderede nationale
tuberkulosekontrolprogram i Orissa (RNTCP). Disse erfaringer vedrerer
iseer sundhedsoplysning, involvering af lokalsamfundet, opmarksomhed
omkring kensaspekter, vigtigheden af opbygning af tillid mellem
behandlere og patienter, og nedbrydning af barrierer og fordomme
mellem dem. Andre erfaringer er en integreret del af det indiske
tuberkuloseprogram overalt, hvor det implementeres, sisom medicin i
blisterpakninger, farvekodede patientkort og patient-behandlingsaesker
samt investering i motorcykler for at sikre supervisionspersonalets
mobilitet.

Adskillige af projektets initiativer indenfor sundhedsoplysning har
potentiale for anvendelse i en bredere kontekst, sével i som udenfor
sundhedssammenhznge. Metoderne til bearbejdelse af stigmatisering
og frygt kan eksemplevis anvendes i HIV/AIDS-programmer. Trialog
er et nyt og effektfulde middel til at behandle sociale problemer sdsom
bernezgteskab, medgift, og udbytning af og vold imod kvinder og bern
og andre sdrbare grupper. Ogsd gadeteater og karagattam (danseteater
fra Tamil Nadu) anvendes allerede i forbindelse med disse og andre
emner 1 Orissa og Tamil Nadu.

4 Raterne for 2003 er estimater.

5 En endelig beslutning herom var ikke truffet i skrivende stund (august 2003).
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Projektets afslutning ledsages af en folelse af veludfert arbejde indenfor
en rekke forbundne omrider: Styrkelse af lokalsamfundets deltagelse,
stotte til en lang rekke af mennesker fra en vifte af forskellige baggrunde
og institutioner i arbejdet for eliminering af spedalskhed samt styrkelse
af det offentlige sundhedssystem i héndteringen af sygdommen. Den
sterkeste folelse er knyttet til ndringen af billedet af spedalskhed fra at
have varet domineret af skremmende deformitet til at blive en simpel

sygdom, der kan behandles og helbredes.
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