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Negotiating Reproductive Health Needsin a Conflict Situation:
A Caseof Kashmir Valley

The state of Jammu and Kashmir covers an area of
84,571 square miles. Within thisisthe Kashmir Valley
covering an areaof 8,639 squaremiles. Thevalley has
a distinct culture, language and custom that have
remained distinct on account of the high mountains
that cocoon it.

Thetotal population of Jammu & Kashmir as per the
provisiona results Censusof India2001is10,069,917
persons. Thetotal male populationis 738,839 and the
femalepopulationis 692,343, andthe sex ratio is937.

As per conservative estimates, about 60,000 people
have been killed and more than these numbers have
beeninjuredinthebloody conflictinthevalley. Women
and children form the most affected groups. Though
thereare no accuraterecords, reliable estimatesreveal
their number between 16, 000 to 20,000.!

Thefourteen long yearsof political turmoil, upheaval
and strife has left an indelible mark on the health
conditions of thevalley. The conflict hasresultedina
complete collapse of the rural health infrastructure,
resulting in an increased pressure on the city-based
secondary and tertiary health care facilities.?

The insurgency has resulted in the exodus of alarge
number of medical and paramedical professionals, thus
creating a vacuum in the provision of basic health
facilities. Theexisting health facilitieswereinadequate
and their further denudation has resulted in making

! See Bashir Dabla, ‘Impact of Conflict Stuation on Children
and Women in Kashmir’, Srinagar, 1998. Save the Children
Fund (UK).

2 dddiqui Nushina. The Satus of Health in Kashmir. Voluntary
Health Association of India, Development Communications
Unit, New Delhi, 1999.

3 9ddiqui Nushina, op.cit.
4 Records of Lal Ded Hospital and personal observations.

- Zamrooda Khandey

people more vulnerable to various diseases. Further
worsening the situation are the incessant curfews and
bandhs, which have becomeapart of lifefor the people
inthevalley.

Theworst-hit victims of thisexodus are the peoplein
therural areaswherethereisavirtua collapse of the
health infrastructure. Two decades ago, Jammu and
Kashmir was the only state with the provision of 50
percent reservation for training women as doctors.
But today it is virtually impossible to find a female
doctor in remote areas like Kalakor, Banihal and
Ramban.

La Ded Hospital, Srinagar the only maternity referral
hospital for the entire valley is overloaded and
understaffed. The hospital has a sanctioned bed
capacity of 450, but at no time is the occupancy less
than three times the sanctioned number. There are
times when the hospitals’ labour room has 60
admissions against 30 beds. Due to the breakdown of
the peripheral maternity health services, the hospital
often receives patients from far-flung areas. The
attendants of these patients also reside in the hospital
premises, adding to the already unhygienic conditions
of the hospitals*

Ban on Family Planning

Until 1989-90 the Hospital had a full-fledged family
planning unit, but the family planning related activities
had to be curtailed because of the violent threats
received from some fundamentalist militant groups.®

This ban on family planning has led to a number of
illegal septic abortions being carried out by quacks
that often damage the uteruses of the women. Along
with thisare seen surgical complicationslike gut and
bladder injuries. Increases in early pregnancies are
also reported as the lack of family planning services
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has affected the morbidity and mortality patterns
among women.®

The ban on sterilisation has resulted in an increase in
the use of intra-uterine devices (IUD) for family
planning; the reason being that once the device is
installed the user does not have to visit the doctor
regularly. The safety aspects of this device are not
hidden from anyone.

But, do these women have a choice, with the
fundamentalistsdictating the lives of oneand al? The
government is but a silent spectator of this desperate
situation faced by the women of the valley.

News of my cousin’s pregnancy brought delight to
oneand al inthefamily. My cousin residesin asmall
village in Anantnag district, about 45 kilometresfrom
the state capital Srinagar. As the day approached, we
rejoiced but the ease of the doctors vanished rapidly
as a complication had developed. However, this was
not something new or even something to be perturbed
about; after all the doctors were thereto take care of it
all...werethey not?

Sowhy worry, all would bewell!

Ontheday of thedelivery, inthe dead of the night, my
cousin had to berushed to Lal Ded Hospital, Srinagar
for an emergency surgery. The private nursing home
where she was to deliver her child did not have the
requisiteinfrastructureto handle her complication. Had
it not been for aguest’s car in the neighbouring house
my cousin would havelost her lifeand the child, all for
the need of avehicle and afully equipped hospital.

The above story is of a woman from a middle class
family, who could afford a private nursing home and
yet, at the end of the day was no better than any woman
in the far-flung remote areas of the valley. Thisis not
anisolatedincident. Day in and out womeninthevalley
arefighting similar battles.

Caught Between the Crossfire

The Welfare State exists but only minimally and
peripherally, the security apparatus fails to elicit the
trust of the people. Thisisin addition to the violence
that accompanies ‘normal’ search operations and the
numerous curtailments on people's movements in the
name of the security.”

5Various articles at web-site of BBC South Asia.

5 Personal conversations held with medical practitionersin
the hospitals esp. Dr. S. Draboo. See also Women'’s
Testimoniesfrom Kashmir * The Green of the Valley isKhaki’
Women'’s Initiative, 1994, Delhi, 1994. Things have not
changed over thelast 10 years—in fact it has become wor se.

" Various articles from India Today, Kashmir Times, The
Telegraph and The Deccan Herald.

8 op.cit. footnote 7.
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Theterror of the Stateis paralleled by the deeds of the
militants. Barely does one get accustomed to one
tyrannical whim when another is showered. From the
diktat relating to donning of the burkha, to the
monitoring of the curriculum of schools and
universities, thelist is never ending.®

Caught between the crossfire of the militants and the
government, the peoplelivealife of constant fear. Lack
of public transport; ban on private vehicles, curfew
after dark, unsafe conditions for women to move out
and the fear of uncertainties have made an already
difficult life, unbearable.

What choices are left with the people, especially
women?

Shabnam (name changed) could not be taken to the
hospital for her delivery dueto thelack of transport. It
was her misfortune that her pains started at night and
there was no doctor in her far-flung village. The
traditional birth attendant (TBA) after all her efforts,
pleaded for a doctor or for Shabnam to be taken to a
hospital. When it became clear that at that hour of the
night nothing could be done the best option available
was allowed - a veterinary doctor. Both mother and
child were saved that night. Asthe child slowly gained
health, the mother weakened day by day. Innumerable
doctors were consulted but none could detect her
problem. It was only much later that it was diagnosed
that maybe during the delivery the doctor had injured
the vagina that turned septic, and late diagnosis
resulted ininfection that killed her.

Similar isthe case of Hanoor (name changed), who |
do not know whether to regard as fortunate or
unfortunate, who had her delivery painsin themiddle
of the night whilst her village wasin knee-deep snow.
Thebirth attendant managed anormal delivery but was
not ableto removethe placentacompletely. The search
for adoctor or for meansof transport to carry her to the
doctor proved futile. Hanoor was not as lucky as
Shabnam to be able to be ‘rescued’ by the veterinary
doctor. Her only chance was a bicycle on which she
would have to travel to the nearest town 15 km away
and hope that in the district hospital, there will be an
ambulance to transport her to the main maternity
hospital 40 km away. All thiswasto be done with her
placenta hanging outside her body. | am not sure
whether it wasthe thought of thisarduous exercisefor
survival that killed her or the uncontrollable bleeding
but Hanoor never made it to the doctor.

It isthen not athing to wonder why the women of the
villagespray that thedelivery painsof eventheir enemy
should be during the day rather than the night. No one
wantsto risk the perils of the night. Thisis also one of
the reasons that one finds long queues outside Lal
Ded hospital in Srinagar. For wasthis not the case why
would people weeks before the delivery camp up with
relatives close to the hospital or for those unfortunate
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ones who do not have this privilege; camp during the
day in the grounds and at night in the corridors of the
hospital. Why would then people be willing to give
deliveries in the bathrooms and corridors of the
hospital? They are assured that if there is a compli-
cation they will not haveto facethe plight of aShabnam
or aHanoor.

Training of TBAS

In the past few years, the government and some non-
government organisations have undertaken the job of
training thetraditional birth attendants. Thisto an extent
has made a big difference in the villages. But even
these attendants have not been spared the wrath of
thearmy and the militants. Both sidesareinterrogating
thewomen constantly. One woman narrates how every
time they set out at night for a case; they bid farewell
to their families not sure if they will be ableto return.
They are forbidden to carry torches. The only source
of light for them isalantern, whichif thearmy fancies
may not be allowed. The birth attendants confidently
state that they are completely geared up for normal
deliveries, but even they will not risk the case at the
slightest hint of complications. And complications
seem to be norm of the day. The birth attendants, along
with many women feel that one of the reasons for
complications may be the ban on contraceptions and
birth control by the fundamentalists.

Parents are forced to marry their daughters young as
no one wants to take chances with fate. Abductions,
molestations and the biggest nightmare of all, rape,
both by the militants and the security forces are
rampant. Girls’'women are earmarked during the day
and abducted by night. Militants are in hospitals, in
markets and they have their nexus in the villages to
keep an eye on what is happening. Girls conceive at
theyoung age of 14-15years. People are scared to even
talk of thetraditional birth control methodsand thisis
one of the reasons that one finds mothers (those who
find it successful) feeding children of threeto four years
till they areready for the next child.

To make matters worse there is a ban on abortions as
well as sterilisation. Doctors all over Kashmir evenin
the government hospitals are scared for their lives. So
what happensin asituation like this? Well women are
left no choice but to fall prey to the nexus of illegal
abortions or to adopt dangerous methods of prevention
of pregnancy. People are often forced to go to the
neighbouring province of Jammu for abortions,
sterilisation operation or eventoinstall an Intrauterine
Device(1UD).

Shameem (name changed) narrates her experience:
“ After my third child | did not want any more. | spoke
to a doctor friend at Lal Ded hospital. Initially she
refused stating that it was too risky with militants
walking in and out of the hospital and the operation
wards. She was scared that if they got caught they
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would all be gunned down. After much persuasion she
agreed at the cost of Rs 5000, and on the condition that
the operation will be performed outside the hospital. A
small room wasrented near the hospital. The operation
was performed in the presence of my husband, the
doctor, one attendant and me. As soon asthe operation
got over the doctor left without a second look asking
meto cometo the hospital for further check-up. When
| reached the hospital | was treated as a fresh patient
who had comefor aregular check up. | was prescribed
medicines and asked to leave. When | inquired about
thedischarge slip | wastold that there was no need for
one and that the doctor will handle her case if some
complications arose.” This is the scenario when one
has friends and relatives in the hospitals. From this
caseitisnoguesswhat it would beif onewasastranger
in the hospital.

Situationsliketheseresulted ininfectionsand the cause
of uterus removal later. Though there is no concrete
dataavailableyet, but from my personal experiencesin
thefield have revealed that out of every 10 women of
the ages above 25 years, 4 would either be suffering
from auterusinfection or would have had an operation
for the same. Ninety percent of these women would
have had an abortion in the last 14years (the period of
troubleinthevalley.)

Hamida after four children wanted to adopt a
contraceptive method. Thefear of the fundamentalists
brought her to the doorstep of a quack in the village.
She narrates that the doctor (quack) gave her eight
injectionsover two weeksand told her that shewill not
have kids for the next five years. She was pregnant
within 2 months. In her fourth month of pregnancy she
started bleeding uncontrollably. Theloss of blood was
so immense that she was not able to move from her
bed. Thelast thing that she remembersisthat she was
put on a charpoy to be carried to the bus-stand. It was
after two daysthat she opened her eyesin the hospital.
By then she had lost her child, and had been injected
six bottles of blood.

Return of Peace

Thisisthe way of life for women in Kashmir. These
experiences make me question as to where did life
vanish after the 1980s. Each time | travel back to this
beautiful valley | feel | have yet again gone back in
time. Nothing ever seemsto move. When | waswriting
this paper | could not pen down an ending to it and in
my brief conversation to a friend, | narrated an
experience, whichiswithwhat | would liketo end this
paper. The government and the international political
bodies are talking of the return of peace in the valley
with the return of tourists, yet as each day passes and
| talk to women behind closed doors, voices drop at
the mere mention of the letter ‘M’ what to talk of
militants. In hushed tonesthey whisper, they are here,
one amongst us, only now we cannot recognise them,
earlier we could for they would roam around freely.
They are more dangerous now. Let us not speak of
them. Negotiation for life continues.
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Involving Men as Alliesin Violence Against Women: Are We Pursuing a
Mirage?

The issue of Violence against Women has invited
international concern as the single most factor
obstructing and affecting women’s sense of physical
and emotional well-being. It isauniversal issue that
affectswomen across caste, classand racein traditional
and modern societies. Thisviolence, which occursin
many contexts, including the home, takes various
forms: physical battery, sexual and psychological
abuse, harassment at the workplace and elsewhere,
femalefeticide, infanticide and infant neglect, dowry-
related violence, femal e genital mutilation and forced
prostitution...

Most action and research on violence against women
tends to focus on women as victims and their fore on
correctiveinterventionsthat include capacity building
and creating an enabling environment for women to
combat violence. The other correctional work has
focused on recourseto law. A limitation with both of
these is that they tend to place the onus of the crime
and remedial action on the victim and not on the
perpetrators, who are mostly men. We do not in this
paper explore the effects of economic and political
systems on the brutalisation of gender relations. That
needs a separate, lengthier discussion.

Since male violence accounts for 90 % of violence
against women, there is need to explore the role men
can play in ending violence against women.
Awareness of this factor has grown and we have
started talking of the need for ' Engaging Men as Social
Justice Allies? in Combatting Violence against
Women'.

Whileit is possible to view men as potential alliesin
ending violence against women, by changing their
personal behavior and or intervening to confront the
problematic behavior of other men, weneed to examine
such an approach in terms of its potentials and limits.

! Society For Women's Action And Training Initiative
(SWATI), Dt Surendrangar, Gujarat. Email:
pswati @satyam.net.in

2 An ally can be defined as a member of a dominant group
or majority group who works to end oppression in his or
her personal and professional life through support of and
as an advocate with and for the oppressed population.

3 Kutch Mahila Vikas Sangathan, Samaj Kalyan ane
Shikshan Kendra, Utthan- Amreli, Utthan —Bhavnagar,
Society For WWomen's Action And Training I nitiative, Navjyot
Mahila Vikas Sangathan, Mahila Samakhya Society. Support
of Oxfamin the action researchisgratefully acknowl edged.

- Poonam Kathuriat

Thus there is a need to understand the mindset and
influences that inform, shape and perpetuate the
patriarchal ideol ogy that |egitimizesthe mal e authority
to commit violence against women by not challenging
but tolerating it. This means that there is need for
qualitative and quantitative research, from a male
perspective, to recogni ze the convergence of the broad
socid and cultural context in which women experience
violence.

The present study is an attempt in that direction.
Context

A group of six NGOs®, located in four backward and
feudal districtsin Kutch-Saurashtraregion of Gujarat,
India, have initiated a concerted campaign for
Combatting Interpersonal Violence against Women.
The districts are Amreli, Bhavnagar, Kachchh, and
Surendranagar. The initiative includes a) Awareness
drive among both men and women b) Setting up of
redressal mechanismsat grassrootslevel by extending
counseling and legal aid support. ¢) Elicit male
involvement in preventing violence against women.
d) Conduct a study to understand the extent,
prevalence forms, of violence, the reasons behind
abuse and options for support. Society for Women's
Action And Training Initiative (SWATI) is the
coordination and support agency for the initiative.
The author of this paper is part of SWATI.

The cultural and social norms that support and
perpetuate violence against women differ across
regions and communities. Thus any effort at
combatting has to inform itself of these factors and
mindsets and address these. With this objective, a
community-based study on violence against women
was conducted in 35 villages spread over four districts.
In a random sample, 506 married women were
interviewed to understand their individual perspective
on the issue of violence. The data gathered from
women was supplemented with Focus Group
Discussions (FGD) with men from the same
communities. Theaim was to elicit information on
factors that determine male behavior in committing
violence against women and can become the basisfor
devising along-term campaign strategy for involving
men in combatting violence against women.

Twenty-two FGDswere carried out in November 2003
with 410 men (about el ghteen men per FGD) from seven
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social groups of Rabris, Bharwads, Darbars, Dalits,
Kolipatels, Patels, and Muslims. Thecommunitieswere
selected based on their level of representation in the
population. An exception was made for the particular
community of Darbars, though their share in the
population is not significant enough to merit an FGD.
The Darbars have been included in the study because
of their influencein theregion and because of culturally
exploitative practicesfollowed against women.

Development workers often known to the participants
conducted the FGDs. Since the agency and theworkers
had an image of people who are opposed to Violence
against Women, itinitially led to answerswhich ought
to be given rather than what they really thought. This
we hope would have reduced as the FGD progressed
and the people became comfortable. It is aso likely
that thisfamiliarity may have put them at easewith the
research team and therefore the participants may have
been more frank in sharing their reasons for violence
against women and their perceptions regarding the
same. A perusal of the FGDs suggests that both have
happened.

While it was decided to conduct FGDs with specific
community groups, it was not always possibleto create
acontrol group situation (and homogeneous at that), a
number of FGDs have had amixed representation.

Violence differs in form and intensity across castes
and communities. In FGDswhere men from morethan
one community were present it may have affected
responses, as higher castes tend to impress that it
happens more in lower castes/other castes and not in
theirs. Maintaining the dignity of one’sown caste may
have become a concern for the different groups thus
preventing an honest response. We hope to have
countered thiseffect by the large number of FGDsthat
we have undertaken. We present our findings as of
date below.

What Constitutes Violence?

Thiswasthebasicfirst question raised and we asked
the group as to what according to them is violence.
This was supplemented with asking them, what
according to them is violence against women?

Men could describe violencein its various forms and
dimensions. That they could do so isalsoindicative of
their awarenessof theissue. Killing, beating, suspicion,
superstitious behavior towards women, to hurt
emotionally, to see women as sex objects (to look at
women with bad intentions, buri nazar), to harass an
innocent, abet some one to commit suicide, mental and
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physical torture, to abuse, to say nasty things and to
harass some one without their fault — are what
according to men constitute violence against women.

Only one group of men mentioned that: ‘to abort a
fetus because it isafemaleisaso violence'. (In spite
of the fact that Gujarat has the dubious distinction of
ranking thirdin Indiain termsof falling sex ratio, which
isaslow as914:1000.) (Source: NFHS 2)

Thus according to the respondents violence is said to
be committed when it is extreme in nature—killing or
abetment to suicide, and culturally unacceptable
behavior such as sexual violence. And when, it is
carried out for no reason. Asagroup said: “ To commit
violence (mar jhod) without reason is violence.”
(implying that it is al right to abuse if awoman is at
fault)

Reasonsfor Violence Against Women

We then asked the group as to why did men commit
violence against women. What are the circumstances
that lead to violence being carried out against women?
Thiswefelt should bring out the mindset and influences
that lead men to commit violence against women.

Most men started with saying that in ‘our’ (their)
community violence does not happen. As the
discussion proceeded and they got moreinvolved, they
began to admit that it does happen.

Women are taunted (maina-tona), harassed but they
would not let it out. They havetowork more. Whatever
happens they cannot complain. Men are suspicious,
they suspect them wrongly. There are restrictions on
women. They are harassed because of dowry: thisin
particular happens because of comparisons.

A scheduled caste group -Thakors- had an interesting
combination of reasons. According to them, women
haveto suffer because of superstition, lack of education
and because women have greater endurance: “ Their
(women’s) capacity to suffer isgreater, in comparison
with men. A woman is the incarnation of Goddess of
Strength (Shakti), that is why they can endure.”
(Acceptance of women'’s suffering)

It is perhaps because women continue to bear, that
women are battered for trivial and all sorts of reasons:
“|f heasksfor water and isnot given then he beats her
up.”

“|f she does not allow him to sleep with her (sexual
relations) then violence happens.”

“1f a woman cannot bear a son, then the mother- in-
law taunts (maina-tona). Sometimes a woman is sent
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away to her natal home.”

Some of the other reasonsthat were givenfor violence
being committed on women are mentioned bel ow.

Women areto Blame...

Violenceisjustified if awomanisat fault isthe theme
cutting across all groups:

“ Some women behave as though they have bought
theman.” (dominate over him).

“If women talk to other men than violence is
justified.”

“Woman isthe one’swho start the fight.” (but not the
battering)

According to the respondents, normally violence
happens because of fights between the mother-in-law,
sister-in-law or between daughters-in-law: “ A daughter
of our village was harassed by her mother-in-law and
sister-in-law. They took her to the field and gave her
poison. ”

Customs that Lead to Violence...

The phenomenon of lower statusand awoman being a
man’s property is supported by various beliefs and
customs. The main among these are dowry and bride
price. Thetwo arediametrically opposite of each other
but become a cause for violence being committed. In
one, thegirl’sfamily givesdowry to the marital family
and in the other the natal family takes money from the
marita family.

In the group in Amreli, Bharat was pointed out as
someonewho gave hiswife ataste of the beating every
day. To this Bharat responded: “ If a women is ‘like
that’, thenit hasto bedone.” (Sense of dissatisfaction).
Bharat went on to add: “ If she gets good thingsin her
dowry then it is good, but if she gets only a trunk full
of clothes it is better that she gets nothing.” (Bharat
was obviously dissatisfied with hiswife over thedowry
that she had brought.)

In the lower weaver caste of Vankars, there is no
marriage; there is the custom of bride price. So if a
family ispoor, they haveto borrow on interest and pay
ittothegirl’sfamily. “ So obviously sheishbeaten. One
has to recover the expense.” Men cited this as a
justification for violence. The fact that either way the
woman suffersis reflected in this statement: “On the
other hand if we haveto get a son married, we haveto
pay 40 to 50 thousand to her parents- because of this
girl suffers. We have paid your father extra for you,
and not that he has given dowry.”
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Should a Woman be Beaten?

Are their times when a husband has genuine reasons
for battering his wife? We deliberately asked this
guestionin acryptic manner. Theintention wasto find
out men’s perception of their own and peer behavior.

Almost al men believethat awoman needsto be beaten,
ought to be beaten and that a husband has a right to
beat her. Themeninthisgroup said that: “ Like buffalos
have to be kicked in the butt, so do women. If we do
not do this, they won't walk straight (behave
themselves) and won’t obey. So they have to be
beaten.”

When is Violence Unjustified?

Extremeformsof violence such asto driveawoman to
suicide or kill, and illegitimate sexual demands, were
considered wrong. A group from Amreli district cited
an example of amarried woman, whose husband abetted
in her suicide.

“ The husband said to the wife that if you are so fed up
with me, then why don’t you immolate yourself and
becomefreeof me.” (Implying that awoman can berid
of her husband only in (her) death. There is no other
way out open to her. She cannot take adivorceor leave
him.)

“When they took her to the hospital, where she later
died, she said to the police that it was an accident.”

(The men seemed to think that it was the woman's
fault. She should not have protected her husband.
However while the men suggested punishment for the
husband, no one suggested that she should have left
him. This attitude clearly shows up alsoin what the
man saysto thewife: “If you are so fed up, why don't
you die?” Thisisrepresentative of the societal norms
governing women'slives.

The men categorized sexual assault and illegitimate
sexual demands as violence. The group cited an
instance in which: “ Her father-in-law use to make
sexual demands on her. She put up with that for a
long time. The girl was ‘cultured’. And so she never
told her parents. Shetold her husband when he came
homeand hereplied ‘itisfor thisthat | keep you here.
Then the girl told her parents and since then she has
been staying here (parental home).” (The group of
men did not express anger at thisinjustice or condemn
thefather-in-law’sbehavior.)

While sympathetic to the woman, they tended to
appreciate women who suffered as compared to those
who protest. Thisisexemplified inthe statement: “ If a
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girl iscultured and if sheis, suffering, shewould rather
drink poison than go back to her fathers' home.”

Momentsof Truth...

Men admitted that:

“ A woman suffers more in her marital home.”
(acknowledgement)

“ A mother gives birth, a sister is after all a sister, a
wifeislike an ironing pressone caniron (flatten) her
any way.”

According to alow caste group of Dalit men:

“As such oursis a lower caste. So we are forced to
listen and do what others (higher castes) tell us. So if
we need to establish our power, we can do so only on
women.” (moment of self-redlization)

Men acknowledged their frustrations as a cause for
violence against women:

“1f he has gambled and | ost, than he beats up women.”
“ Among Vankar slack of employment isa major issue.
As there is no income, the fights continue. Lack of
income leads to fights and violence.”

Thereisalso an awareness that women can protest but
they do not:

“Woman, as long as they are good, they are good,
otherwise they can even show us the prison bars.”

What can be doneto End Violence?

Some practical solutionsthat camefrom several menin
many of the FGDswere:

“Aqgirl should be married at 18 or 19 and not early.”
“Women should be educated, like men.”

“ There should be freedomto choose, whom one wants
tomarry.”

“Try to explain to the husband if the fault is his.”
“Menaresimple. Butif hedrinksand commitsviolence
than he should be counseled.”

The solutions that the men came up with once again
tell their mindset. While awoman can be battered for
the most trivial of reasons, al that men suggested as
solution was counseling for them. None of the
solutions offered by men talk of changing the cultural
norms that perpetuate the violence.

ItisNot an I ssue...

A group from Bhavnagar felt that it is not such a big
issue:

“Thereisstrife for a short period. \WWomen do not eat
for two meals, but then eventually mollify.”
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“Society is not going to change by what we are
thinking today. We should counsel a woman so that
she understands her mistake. If she does not
understand than beat her a little, so that she goes off
to her natal home for four days (some time) and the
conflict ends.”

Anelderly man said:

“ Al thisdiscussion is happening because now women
have time on their hands. Earlier women pounded
grain, drew water. Today there are flourmills and taps
ineach houseso.... Earlier women just tied some bread
into their saree and ate it while grazing the cattle.
Now the times have changed so all these issues are
being raised.”

“ Now a daysthereis no difference between a boy and
agirl. For if after six sonsif a daughter isborn, arewe
not happy.” (indicative of the son preferenceand male

supremacy)
We cannot do much...

Men felt that society does not easily allow for changes
in norms of conduct expected from men and women.
Thisisexemplifiedin:

Women do the work. If a man/husband helps her they
call him*‘bayla’ (wife's slave).

If a man does as his wife says, they say the ‘rand’
(bitch) rules.

If a woman tries to elicit help by give examples of
other men who help, they respond, we have brought
you to carry out work; we have not brought you to
place you on a pedestal.

Drinking, gambling — snatches away even the
woman’'s income. The customs and rituals (riti rivaj)
have become a problem. You have not cooked well,
S0 saying they harass. In our families there are
incidents of women immol ating themsel ves. Many men
do not like this, they understand, but cannot do
anything.

Men tended to movefrom denid of theissueof violence
against women; to saying it is a non-issue, to being
helpless as it is society that does not alow them to
change.

Can Women’sand Men’s Role I ntermix?

The question was raised in order to understand men’'s
perception of women’s role and conduct. Questions
tended to focus on roles and responsibilities between
genders, whichin Indian cultureisvery rigid. We asked
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guestionsrelated to why are men’s and women’sroles
different? Why cannot women do all that that men do?

Men seem to have a definite role for women in mind.
They arethreatened if thisroledivides, particularly in
the economic sphere, is challenged:

“Women are born to do house work and cook. God
has decided this. So why should men do housework.”

“Todoa'job’ (nokari) isaman’spersonality. If he has
to work at home that will be shameful in society.”

(Men obviously do not want to give up their power of
being the ‘provider’ of having control over resources
and the external world.)

They justify this by:

“ A woman cannot manage a business. She has just
about enough under standing to mange the house hold
and the vegetable expense.”

A related question was raised about giving women a
share of the property. To this the men said:

“ S0 that she does not ask for her share in land, we
have to give (dowry).”

“A brother never says no to a sister’s right over
property. They (women) themselves do not take. They
fear that if they take than he will never come to any of
her festive occasions (like marriages).”

Thisisan open threat. The other aspect isthat women
fear that the she will not have a place to go back toin
case of problemsinthe marital home:

“ As such awoman'sright isin her marital home.”
“Only if a woman is helpless (without support), or
widowed can she ask for a share in her father’s
property.” (Here the assumption is that if she has a
‘provider’ in her husband, she should not ask for her
share of the father’s property.)

In aresearch carried out to find women's ownership
over land, only 11% of the women surveyed owned
land. And this too was fundamentally for reasons of
tax benefits, etc., than out of any real desire to give
women their right.

Towhat extent menwill goingiving up their power is
best summed by what aman from Surendranagar district
had to say:

“Now thereisalaw that allows that a child will have
a mother’s name. Yet how much more do you want to
advance women? Just see that the men are not | eft too
far behind. And that their honor/respect is protected.”

(Indicates the extent to which men will give up their
power position in society.)
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Often in thinking of development and socia change
strategies, we tend to accept an approach for what we
think it can do without also analyzing it for the other
question of what it cannot. Inthisliesadanger that we
may pin too many expectations on that one approach.
Itisthereforeimportant also to examinethelimitsthat
an approach may have so that it can be supported with
other complementary strategies and approaches. Male
involvement in violence against womenisan example
of such an approach. Since the time of the ICPD and
the Cairo Declaration, male involvement in women's
concernsand issues asamajor objective and approach
is being pursued. Such an approach may yield results
wherethe stakesarerelatively low, say in reproductive
health, where it involves a man to be concerned and
informed about awoman’s reproductive health needs,
or to undergo a vasectomy as against a woman
undergoing sterilization. But the application of this
approach to issues that involve giving up a share of
the power and control that men wield over women,
needsto be examined critically.

Male violence against women is as old as patriarchy
itself. The roots of this exploitative ideology are so
deep that it seemsin the natural scheme of things, that
men have power over women, to exploit them and their
potential inamanner that addsto their materia, physical
and socia well being and worth. Maleviolence against
women differs in precisely these respects as here
engaging men as allies challenges men to give up not
just their beliefs and attitudes, but doing so involves
giving up substantive power over several comfortsand
benefits that they have taken for granted. It asks men
to grow up, in morewaysthen one. Anditisfor these
reasons that we need to critically examine the
possibilities of such an approach.

Itisvery clear from the discussionswith men that they
oscillate between an awareness of the injustice being
doneto women and amindset that isshaped by aculture
that legitimizes this power astheir ‘natural right’ and
privilege. The second placeslimitsto the extent to which
the strategy of involving men as allies in combatting
violence against women will yield results. It may also
be said that the limitsare to do with male conditioning
and not with the condition of being a man and there
fore not with the approach per se.

The men-as-allies approach has its limits as men
condone and condemn violence, within a cultural
framework defined by the patriarchal socia order. Thus
“to abuse without fault is wrong”, implies that it is
justified if awomanisat fault. Almost all men engaged
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in the FGDs believed that, a woman needs to be
beaten...ought to be beaten.... and that a husband
has a right to beat her (if sheis at fault). That these
faults can be as trivia as not giving him a glass of
water or whether that whatever be the fault, does a
man have the right to beat at all, is another issue all
together.

Thisthinking isso much apart of themale socialization
and mindset that it isdifficult for them to perceiveit as
injustice. Like during the third day of aworkshop on
involving menin Combating Violence against Women,
the men were asked to identify the violence/ injustice
that they as men may be committing on womenintheir
household. An elderly patriarch sat in deep thought
for long and finally said, “1 have been thinking for
long and do not know what to say, for if there is
violence/injustice being committed against them, then
at least somebody should have complained.”

Research in the West has tended to focus on exploring
possibilities of men as allies particularly in Sexual
Violence against Women. Involving men as allies, to
help prevent sexual abuse, is based on the findings
that men condemn it, and do not approve of those who
do it. This needs to be examined deeper. Men in this
study condemn sexual violence but within apatriarchal
correctional framework of ‘punishment for the man’
who does it, but do not suggest radical steps such as
thewoman should leave him or that she should remarry.
They continue to appreciate women who suffer and
endure. Aswasalsorevealedinthediscussion where
thefather-in-law sexually abused the daughter-in-law,
themenfelt it waswrong, but also appreciated thegirl
because “ she was cultured, she did not tell her
parents.”

This attitude again clearly shows up in what the man
saystothewife: “If you are so fed up of me, why don’t
you die?” implying that a woman can be rid of her
husband only in (her) death. That awoman can leave
aman, takeadivorce, remarry, are avenues|egitimized
by the law but not culturally acceptable.

The eguation between men and woman is one of power
inwhich maleviolence against women perpetuatesand
is tolerated by women because of the unequal power
relation between thetwo. Calling upon mento beallies
in combatting violence against women is essentially
an appeal to men’s sense of justice and egalitarianism.
It does not really challenge and change the power
equation. On the contrary by inviting the patriarch to
become a patron, it actually further strengthens the
unegual power relation.

Challengesto men’'s masculinity, asin an advertisement
campaign, which said, “real men do not commit
violence” , are double-edged swords. It does not
question the cultural paradigm of men’s right to beat
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but on the contrary ends up reinforcing the image of
‘maleness’ that in thefirst placeisresponsiblefor the
violence being committed.

The inherent contradictions in the ‘men-as-allies
approach aptly shows up in the statement by amanin
Surendranagar region, when he said that, “now there
isalaw that allows a child to have a mother’s name,
yet how much more do you want to advance women.
Just see that men are not left too far behind and that
their honor isprotected.” Thisstatement alsoindicates
the limits to the results that such an approach of
Combeatting Violence against Women may yield.

The question then is, why do we, men and women,
want to pursue such an approach? One doesit for two
reasons: a) The hoped for success of the male
involvement approachislinked to our belief in changing
theworld, of the human ability to transform one’sreality
and the world around us. b) It is important to us as
human beings, and aswomen to think of (most) men as
alliesso asto keep our faith and hopeinthissynergistic
relationship aive.

The faith is not misplaced. But can work only under
conditionswhen it is matched with other contributory
factors of equality and mutuality between men and
women. In the context of the men in this study, men
feel unsupportedintheir role asproviders, of their roles
outside the home and a woman feels unsupported in
her rolewithin. Both feel isolated and alone. Whileone
(women) feelsdependent and hel plessthe other (men)
feels the pressure to perform to live up to the
expectations of masculinity/maleness?

Both men and women have to understand the working
of this phenomenaand itsimpact on the self and their
relationship. Thus value education with youth,
developing an understanding of the socialization
process and through dialogue challenging and
widening the boundaries of socio-cultural frames,
would be the approach to involve men in Combatting
Violence against Women.

Ontheother hand women, haveto also to be equipped
to challenge and act on their mindset defined by the
same socio-cultural norms as for men. Empowering
women through education, exposure and an ability to
deal with the external worldistheway to equip women.

But last but not the least changing the power equation
between men and woman is the deciding factor in
Combatting Violence against Women. In avast mgjority
of the Indian social context, this means working on
two core issues of son preference and women'’s right
to inheritancein the natal aswell asthe marital home.
Unlessthisisdone, women will continueto betreated
as the other, the outsider, the inferior, and a man’s
property, and therefore, vulnerable to abuse.



10

mfcbulletin/October-November 2004

Development of Patients Charter of Rights and Responsibility for
the Public Health Department: An Experience from Mumbai

Background

In the first four years of its six years duration, the
Women Centred Health Project? focussed on abottom
up approach for improving quality of care provided
through the municipal health care facilities and
establishing quality assurance mechanisms. The
activitiesfor mainstreaming quality assurance (QA) in
the Public Health Department (PHD) of the Municipal
Corporation of Greater Mumbai (MCGM) were
developed around sensitising health care providers
from the primary health care level to initiate changes
leading to improvement in quality of care.

Review of progress of the pilot activities indicated
inadequate support from senior and middle level
administrators. The inadequate support affected the
success of introduction of QA into the PHD. In a
brainstorming meeting with resource persons with
experienceinworking on quality of carewithin public
health systems, development of ‘ Patients' Charter of
Rights and Responsibilities’ was suggested as a
strategy to create ownership among the senior
administrators and policy makers. Representatives of
the PHD participated in the discussions. It was decided
that a group of committed health care providers and
administrators be formed to spearhead the process.
The participants of the brainstorming meeting believed
that activeinvolvement of such groupswould increase
ownership of the MCGM towards QA activities.

Considering the multi-tiered hierarchical structure of
the PHD, It was decided to form two groups of
representatives of health care providers and
administrators to spearhead QA activitiesin MCGM.
The groups were called the Working Group and the
Support Group. The Support Group consisted of

! Former member of WCHP, Mumbai. Email:
anp1002004@yahoo.com. The author thanks Renu Khanna
for help and feedback in writing thisarticle.

2 Wbmen Centred Health Project was a collaboration of
Public Health Department of Municipal Corporation of
Greater Mumbai (MCGM) and SAHAJ, Baroda, a non-
governmental organisation. The project received technical
guidance from the Royal Tropical Institute, Amsterdam. It
was an action resear ch project that wasimplemented in two
of the 24 war ds (admini strative units) of the MCGM between
1996 to 2003.

3 CDOsaretrained social workersplaced at theward level
and are entrusted with responsibility of community

-Anagha Pradhant

representatives of the primary level health care
providers and the ward-level health administrators
called Medical Officers of Health (MOH). Working
Group consisted of one Deputy Executive Health
Officer (DEHO), and four Assistant Health Officers
(AHO) who are senior health administrators. (See Box
D

(" Box 1: Composition and Role of Working Group A
and Support Group
Working Group

Members: 1 DEHO, 4 AHOs, 1 WCHP representative
Role

[ Toreview strategies, facilitate decisionsand guide
activities for mainstreaming quality assurance,
gender and management perspectiveinthe MCGM.

Support Group

Members: 4 MOsH, 2 Community Development
Officers® (CDO), 1 Medical Officer in charge of
dispensary, 1 Full Time Medical Officer (FTMO), 1
PHN, 1 ANM, 1CHV and one WCHP representative

Role

I To identify methodologies, to develop and pilot
interventions for mainstreaming QA, gender and
rights perspective in MCGM.

J

The role of the Support Group was to identify issues
affecting quality of health care at the primary level and
suggest strategies for tackling these issues. The role
of Working Group wasto review and ratify suggestions
made by the Support Group, to present these issuesto
senior officers and facilitate / influence policy level
decisions regarding Quality Assurance Systems in
MCGM. WCHPtook on therole of providing support
for the activitiesinitiated by the WG and SG. Besides
documentation of the processin theform of minutes of
routine and special meetings, it was decided that the
project would offer assistance in terms of provision of
reference material, monitoring of activities following
the decisions made by the WG and timely feedback to
the WG. SG wasformed in December 2000 and WG met
for the first time in January 2001. The groups met
regularly for oneyear.

Development of the Patients' Charter of Rights and
Responsibilities was the first task undertaken by the
Working Group.
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Processof Development of Patients' Charter

Compilation of a Patients’ Charter Suitable for
MCGM

The Support Group (SG) and Working Group (WG) were
briefed about the suggestions of the external experts.
With the Citizens' Charter adopted by the MCGM
proclaiming ‘ Quality Health Care by 2001’ asapart of
itsmission statement and theimminent introduction of
the National Reproductive and Child Health
Programme, the WG agreed that the issue of
institutionalisation of Quality Assuranceinthe MCGM
seemed urgent. The WG believed that acceptance of
the Patients' Charter by the Public Health Department
of the MCGM would be a progressive step towards
acknowledging the rights of the patients and
commitment of the MCGM towards ensuring quality
of health care provided through the municipal health
carefacilities. Also acceptance of Patients’ Charter of
Rights and Responsibilities would prove to be a
valuable stepin preparation for the RCH programme.

Thefollowing samples of patients’ rights charter were
reviewed: Manual of Patient’s Rights by Association
for Consumer Action on Safety and Health (ACASH),
Pondicherry Declaration on Health Rights and
Responsibilitiesdevel oped at EQUIP-IOCU Workshop
on Medicine, Mediaand Consumer Education, Charter
of Health of the People of Gujarat and People’s Charter
for Health developed for the Jan Swasthya Abhiyan.
A draft Patients' Charter of Rightsand Responsibilities
suitablefor MCGM was developed. (SeeBox 2)

Each point was thoroughly discussed in the meetings
of WG and SG. The points were modified to ensure
that they were suitable for the Mumbai context. For
example ‘Right to basic health care services
irrespective of ability to pay’ was modified to read as
‘Right to basic health care, expensive treatment and
emergency services at hospitalsirrespective of ability
to pay’. The WG decided that the fee of Rs.10 would
be charged to al individuals seeking care but also
discussed a number of ways of assisting those unable
to pay these charges. The WG discussed possibility
of granting the medical officer authority for waiving
the fees for a pre-determined number of individuals,
collecting and using the money collected through case
paper fees at the facility level and making community
responsible for supporting any members that might
not afford the municipal services.

Another point that was discussed in detail was *Right
to effective outreach services- to the most needy’. Term
‘most needy’ was discussed. WG agreed that the
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outreach services provided by the Brihanmumbai
Municipal Corporation are for al the residents of the
metropolis and hence term for the needy seems
inappropriate. The statement was modified to read
‘Right to need-based, situation specific outreach
services as per the demand of the community’. It was
also decided that terms ‘need-based’, ‘situation
specific’ and *as per demand’ would be defined for the
Mumbai context. While discussing the same point, SG
members stated that ‘ most needy’ isacontext specific
and subjectiveterm andin situationslike epidemicsall,
rich and poor become needy.
4 N
Box 2: Patients Charter of Rights and
Responsibilities
Patientshavearight to
I access. to—information about services, health care
system accountable to people, easy access to
adequate and appropriate health services, health
services sensitive to community’s needs and needs
of vulnerable groups such as women, children,
elderly, sexual minorities etc., and redressal
mechanism.
information: on causes, diagnosis, treatment, drugs
and preventive measures, expected outcomes, side
effects, after effects, chance of success, about
professionals involved in patient care, on bills /
receipts for payments.
referral, and to betransferred to another health care
facility after an explanation, second opinion.
polite and considerate care, refuse participation in
human experimentation, research projects affecting
his/her treatment, refuse treatment (within limit
permitted by law)
confidentiality: Right to expect that all identifying
information, communication and records betreated
with confidentiality, consideration of privacy
regarding one’'s medical programme.

I informed consent building
I quality drugsand medical treatment

Itispatient’sresponsibility to

provide accurate and complete information about
one'sown health

I bepunctua for treatment

I undergo mutually decided therapy and to follow
doctors' instructions

I preserveal recordsfor one'sillness

[ take necessary preventive measures

[ respect and accept decisions of doctor

[ know and exercise patients' rights

I treat doctors and nurses with respect

I be aware that medical and paramedical staff are

human beings and need respite

- J
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A number of primary level health care providers the
project interacted with during various training
workshops and interventions were vehement that if
patients have rights they must have responsibilities
too. However most members of the WG and SG did not
sharetheview. WG membersin aninformal discussion
said that it isimportant that patientstake responsibility
for their well-being but emphasising on patients’
responsibilities as a part of the Charter is ‘a defense
mechanism’.

Points in the Patients’ Responsibility were not
discussed much and only two of the 15 points were
modified. WG found the statement ‘To respect
autonomy of doctorsand nurses’ too authoritative and
felt that the language needed to be toned down. The
statement was modified to ‘To respect and accept
decisions of doctors . The SG, largely comprising of
para-medical personnel, seemed to accept the hierarchy
and did not find the statement to be inappropriate.
Another statement in the Patients' Responsibilities* To
be aware that doctors and nurses (and paramedical
staff) are also human beings and amenabl e to mistakes
and lapses was discussed at length. WG felt that this
point seemed defensive and should be kept at the end
of thelist. WG members emphasised that thispoint | be
explained in detail — for example, patientsare expected
to be considerate towards health care providers if the
provider has been on duty for 24 hours and his/her
response time is high in 20th hour but otherwise
providers must strive to provide best possible care to
the patients. This statement was modified to read as
‘To be aware that doctors, nurses and paramedical
staff are also human beings and need respite’.

The proposed PC was first discussed in the WG and
later with the SG. Themembersof the SG wereinformed
of thediscussionsin the WG. It was observed that the
SG members' opinions on anumber of issues differed
from those of the WG members. Independent thinking
of membersof SG despite hierarchy iscommendable.

A review of discussion on rights shows that the WG
accepted points related to wider conceptual issues
such as ‘good health’, ‘ outreach services to the most
needy’, ‘humane terminal care and death in dignity’
without modifications. The SG members consisting of
the primary health carelevel providersasked for more
clarifications. They found termsas‘ good health’ vague
and declared that thisterm be removed from the point.

It was also observed that the SG members were
sensitive to patients’ perspective and could ‘put
themselvesin the patients' shoes' before accepting or
modifying a point. For example, the issue of whether
patient should be given achoice of referral centre was
discussed at length in the WG meetings. The WG felt
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that the patient should not be given freedom to choose
thereferral centre ashis/ her conveniencein terms of
distance from residence, timings etc. would be
considered inthereferral protocol. The WG seemed to
perceiveright to choosereferral centre asathreatening
issue and decided to get legal opinion on it. The SG
was informed of WG's opinion. The support group
members felt that it may not be possible to make it
mandatory for the patientsto go to hospitals specified
inthe protocolsas* Patient may have a genuinereason
for preference of one referral centre over another.”

The WG was divided over whether patients should
have right to second opinion and whether they should
be given achoiceto seek second opinion from municipal
tertiary care hospitals. It was argued that if a patient
under treatment with onefacility wanted to seek second
opinion he/she could do so ‘against medical advice'.
The WG could not come to consensus on this point.
The SG members felt that the patient has the right to
take second opinion. They thought thiswas important
because“if we put ourselvesin the patient’s shoes, we
would like to have this choice”.

Even while discussing the Patients' Responsibilities,
the SG memberswere sensitiveto patients’ perspective.
WG believed that the patients should maintain all
records for their illness. SG was more sympathetic
towards patients. They felt that whether or not the
records are important should be clearly mentioned by
the doctor as it would be condition specific.

The modifications suggested by the SG and WG
memberswereincorporated in the draft which wasthen
presented to all the MOsH, AHOs and DEHOs in a
workshop. The administrators were asked to give
feedback onthedraft PC. (See Box 3)

Ve

Box 3: Feedback on PC )

Pointsfrom PC to which were not agreeableto one
or morehealth administrators

Right to health services free of corruption and
political interference.

Right to basic hedlth care, expensive life saving
treatment and emergency services at hospitals
irrespective of ability to pay.

Right to need-based, situation specific outreach
services as per the demand of the community.

Right to expect prompt treatment within the
availableresourcesin an emergency irrespective of
ability to pay, in the working hours of the primary
and secondary health carefacilitiesand at all times
in Casualty departments of secondary and tertiary
hospitals.

I Rightto humaneterminal careandtodieindignity

(Feedback was received from seven of 52 administrators
\who participated in the workshop) )
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It was decided that the draft would be presented to the
Legal Department of the MCGM after obtaining
feedback of al the MOsH, AHOs and DEHOs on it.
Implicationsfor the PHD of MCGM were specified for
each of the points which were reviewed and agreed
upon by the members of the WG.

Box 4: Patients' Charter of Rights and
Responsibilities: Some Implications for MCGM

I Developing a system for upgrading technical
knowledge and CME for primary level health care
providers
Review andif required, revision of structure of user
fees
Reviewing health carefacilitiesfor accessibility and
reallocation of resourcesif required
Developing and implementing clinical as well as
administrative protocols for prompt treatment in
emergency situation
Developing and implementing QA mechanismsfor
each level of health care delivery system
Sensitising health care providers to patients’
perspective of polite communication

L I Establishing redress mechanisms for patients
Thedraft of Patients' Charter and itsimplications could
not befinalised sincethe WG, SG weredissolved. (See
Box 4)

LessonsLearnt

The fact that the health care providers and
administrators believed that PHD of MCGM should
have a Patients Charter and took the initiative to
develop it was encouraging. This countered the more
common belief that the providers and administrators
from the public health system are unaware of patients
rightsand act defensively. Formation of SG and WG as
two separate groups was beneficial as they both
differed dlightly intheir perspective of patients' rights.
The administrators could add the administrators’
perspective and look at variousissuesfrom feasibility
point of view. The SG members however were more
empathetic towards patients and could provide
examplesfrom day-to-day interactionswith peoplefrom
community.

Conclusion

The health care providers from the primary level as
well asthe administrators believed that it wasimportant
to develop a Patients’ Charter of Rights and
Responsibilities for MCGM and did not need
convincing. Discussions at the WG and SG meetings
provided insights into the health care providers' and
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administrators’ understanding of the users of the
municipal health care services and their perspective
towards patients' rights. Both the groups agreed that
the health system should be accountabl e to the people
and suggested that community representatives be
involved in process of monitoring of the facilities.
Putting up a suggestion box was one of the feasible
solutions suggested by the WG and SG. Other
measures suggested by WG for making health services
accountableto peopleincluded displaying information
about the services available in the facility on a board
outside each of the facility and educating people
regarding their right.

Key steps for implementation of the Patients' Charter
would include besides legal approval: (1) approval by
competent authorities; (2) orientation to al staff of
Public Health Department regarding the Patients’
Charter of Rights and Responsibilities; and (3)
developing a mechanism for supportive supervision
and grievance redressal at all levels of health care
facilities.
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(" Invitation

31st Annual Meet of Medico Friend Circle (MFC) on
Right to Health Care, January 21-22, 2005, at Mumbai

TheMedico Friend Circle(MFC) isandl-Indiagroup
of socially conscious individuals from diverse
backgrounds, who have come together with a
common concern for health. Members of the MFC
areprimarily medical, public health and social science
professionals, researchers as well as community
health and gender activists. For more than 30 years,
MFC hascritically analysed the existing health care
system and has tried to evolve an appropriate
approach towards health care that is humane and
which can meet the needs of the vast mgjority of
people in the country.

TheMFC Annual Meet—2005will beheldat Mumbai
between 21st and 22nd January 2005. The Annual
General Body meet ison Sunday, i.e. Jan 23, 2005 at
the same venue.

Thethemefor theannual meetisRight to Healthcare.
Among health activists, there is a broad consensus
about the need for strengthening public health, and
for greater accountability of the public health system.
Thequestionishow towork towardsthisend. Lately,
an approach of viewing health and health care as a
right hasbeen gaining considerable momentum. Such
an approach has the potential to put pressure on the
public health system to improve its functioning and
makeit more accountable. However, whilethereisa
need to acknowledge the strengths of the rights
approach, we believe that it is also necessary to
critically examine its limitations in an inherently
unegual society likeours, inorder to comeupwitha
balanced, yet effective strategy to confront the
problems facing the health scenario in our country
today.

The meet will address some of the following issues:

eI Conceptual issues regarding the Rights
approach: Limitationsand contradictions of
the Rights approach; alternative
perspectivesregarding the Rights approach

e Conceptual issues regarding the Right to
Health Care; the relation between Right to
Health and Right to Health Care

| Political economy of Right to Health Care
in Indiatoday

e Historical experiences of Right to Health
Care in other countries; examples of

™~

universal access systems in South Africa,
Canada, CostaRica, Austraia, Cuba, China,
etc.

*I Administrative issues - how to address
corruption within the public health system,
callousness, negligence and attitudinal
problemsin the public sector, how to ensure
public health care providersareresponsive
to patients etc.; patients’ concerns and
redressal mechanisms

Roleof private sector and NGOsin delivery
of health care

Protection of specific health rights of
various vulnerable sections such aswomen,
children, HIV-AIDS affected, disabled,
mentally ill, etc.

Content and operationalisation of the Right
to Health Care in the Indian context

Legal issues: National Public Health Act,
making Right to Health Care afundamental
Constitutional right

Financia provisionsin achieving universal
access to Health Care

Integration and inclusion of other systems

We invite background papers based on the above
themes. Thelast date of submissionisNovember 10,
2004. A concept note on the theme by Dr. Abhay
Shukla has aready been circulated and is available
in the Aug-Sep 2004 issue of mfc bulletin.

We invite you to attend the meeting and contribute
to the discussions with your valuable experience.
The venue and other details will be circulated soon.
Please note, MFC is not a funded network. Hence,
participants are requested to bear their travel,
boarding and lodging. However, we will organize
accommodation for participants at reasonablerates.

For details about submission of papers and
participation in the meet, please contact:

N. B. Sargjini, Convener, Medico Friend Circle, G-19,
2nd Floor, Marg No. 24, Saket, New Delhi 110017
E-mail: saromfc@vsnl.net, Ph: +91 11 26562401,
55637632. MFC website: http://www.mfcindia.org
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Death To Life: Post-Death Counsdling the Key

Annually, about 80,000 critically ill patientsin Indiaare
potential recipients of donated kidneys. About half
the kidney donors will have to be unrelated citizens
(either living or brain-dead) as re kidneys of relatives
areunsuitable or unavailable. Liver and heart recipients
will however haveto rely completely on unrelated brain-
dead organ donors. Each year about 5,500 potential
brain-dead organ donors exist in hospitals of our four
metros and nineteen major cities.

Bodies like the National Human Rights Commission
are concerned about the health of donors succumbing
to theillegal kidney trade but do not focuson therights
of legitimate donors and organ recipients.
They speculatethat there are very few doctors offering
transplants of organs like livers, lungs or hearts,
forgetting that transplant services can only grow when
there are signs of an assured source of legitimately
donated organs. Some donated organs and
tissue are cheap to retrieve and transplant, like eyes
and skin and heart valves. The expensive organs are
the internal ones like kidneys, liver, etc., which
also need costly backup by immunosuppressives for
thelifetime of therecipient. But attention of themedia,
publicand medical professionalsaremostly focused
inequitably and disproportionately on kidneysalone
and the newsworthy scandals associated with its
retrieval.

The human rights of both organ recipients and organ
donors are being denied on a large scale because
hospitals do not provide post-death support services
for ethical organretrieval from brain-dead donors. The
resultant increased shortage of transplantable organs
also threaten the human rights of poor donors who
succumb to collaboration between affluent kidney
patients, unprincipled doctors and organ traffickers.

Without a clinical declaration of brain death, no
counseling of potential organ donors next-of-kin or
surgical retrieval of internal organsispossible.

The Eye Bank Association of Indiafirst tried to target
live citizens with the hope of boosting voluntary eye
donations after death by using nation-wide TV ad
campaigns. These did not work. Success came
only when they used post-death counseling to
aim at the deceased potential donorsin hospitals. Eye

1 Jagran India, 16 Shivaji Park, Mumbai 400 028, Tel: 022-
24465772, Email: suresh@jagranindia.org

Suresh Guptan*

donations accelerated and in the process the myth of
poor uneducated peopl e resisting organ donation were
shattered. Counselors found that relatives of
donors often found solace in consenting to
eye donation. And surprisingly, even though prior
awareness helps, many say YES even with no prior
knowledge of eye donation.

But this success by counselors cannot be extended to
retrieveinternal organs because of abottleneck created
solely by doctors, hospital administrators and law
makersthat drafted the Human Organ Transplantation
Act 1994. Counselors can work to motivate eyes, skin
and heart valves by targeting relatives of patientswho
dieof causes other than contagious deceases. But they
cannot begintofunctionfor internal organsuntil doctors
officially declare ‘brain-death’ through
tests recommended in the Act. Only brain dead patients
hooked on to ventilators can opt for donating internal
body organs. So hospitals need to introduce protocols
for declaring brain death, introducing post-death
counseling, and providing for organ retrieval. We
believethat only ethical organ donationsfrom cadavers
can reduce incentivesfor illegal donationsin thelong
term.

Organ Economics: Purchaseof 1legal Kidney versus
Cost of Counseling Programmes

Threeto four lakhs of rupeesreportedly change hands
for asingleillegal kidney. A fraction of thisamount can
pay the salary of atrained counselor for an entire year.
A good post-death counseling program in a 1000-bed
hospital with a busy trauma ward has the potential to
motivate the annual donation of at least 150 eyes, a
dozen livers, kidney pairs, and heart valve sets.

Social equity demandsthat affluent organ usersshould
pay for organretrieval services. The costsof post death
counseling and organ retrieval should be recovered
and utilized through trust funds at authorized organ
retrieval centers. Cash donations can also flow into
these trust funds.

Such facilitative measures are included in legislation
like the Uniform Anatomical Gift Act of the USA but
are omitted from our 1994 Act. We are seeking redressal
through the NHRC after being ignored by the Ministry
of Health, New Delhi for three years. Our pleato the
NHRC has been:

(contd. on next page)
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(contd from p.15)
1. Order areview of the 1994 Act by anational panel of
experts.

11  Review of the Human Organs Transplantation
Act 1994 by arepresentative national panel of
experts.

12  Insertionof aClauseinthe 1994 Act making it
mandatory for all hospitals that provide
intensive care services to declare brain deaths
and create protocols for sensitive post-death
counseling and organ retrieval.

2 Instruct governments to direct all Medical
College Hospitals, District Hospitalsand Super
Speciaty Hospitals to introduce protocols for
post death organ retrieval.

3. POLICY CHANGESNEEDED

31 All District hospitals and Medical College
Hospitals to mandatorily create protocols for
declaring brain deaths and maintain records
about brain deaths and periodically release
statistics on brain deaths to the appropriate
State/ Central authorities.

32  All District Hospitals and Medical College
Hospitals to create, within an approved time
frame, the infrastructure and protocols needed
both for counseling next-of-kin of brain dead
patients and to retrieve donated organs.
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