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Few real life stories ... .... but there are many more... o HEP ATITIS P ATIENT,S FORUM
S Give Life A Chance

Supriya Kumari, a 7 year old girl and her two brothers,
Sachin Kumar and Sonu Kumar (8 years and 4 vyears
consecutively) are diagnosed as having Hepatitis B. They
were vertically transmitted from their mother. All of them
are junior school students. Their father is a jute mill worker
and his monthly income is Rs. 4000/- approximately. Among
the five members of the family four are having Hepatitis B
and are being treated for the same. The disease is a real
burden in the family. They have spent more than fifty
thousand rupees in treatment and tests.

Yar Ali, a 65 years old person, a Masson, was leading an active life before he was detected
as having Hepatitis B. The patient and the family had misbelieves regarding the illness
which were clarified by the LFWB activists. One of his daughter stays with him who
works as an attendant in a private hospital. The family income is near about 3000/- per
month and the total number of family members are four. The treatment expenditure
due to pathological testing is Rs. 20,000/- approximately till date. Most of the treatment
expanses were provided by the relatives as reported. According to the patient party, as
they were not having sufficient money in hand for the pathological testing, they were
compelled to postpone the treatment.
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Sajal Ganguli, aged 37 years was a student of Diploma in Electrical Engineering but was
forced to discontinue his studies after two years due to his renal failure. Later he was

infected with Hepatitis B during a dialysis in 2010. His proposed Kidney transplant is : ::f,!’:,':;::‘”:}li;‘:‘iﬂ', '
postponed due to this infection. He owns a personal shop of electrical and electronic
goods. According to the patient his monthly income is near about 3,000/- approximately
(on an average). As his treatment expanses are very high (near about 20,000/- per
month), he had to sell his house. Sajal is an active member of the ‘Self Help Group’ of
Hepatitis Patients’ Forum and received this year’s “Late Santosh Majumder Memorial
Grant” for his treatment needs.
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Hope alone is not a plan....
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Hepatitis B & C are emerging problems in present India. Advanced technology-dense medical care is
progressively going beyond the reach of average Indian. The cost of therapy and routine diagnostic
interventions of Hepatitis is very high. A lot of stigmas are also associated with this disease. But Hepatitis
is preventable and general awareness regarding misconceptions around it is necessary.

Moreover, dealing with this disease is often stressful and may change the way a person lives and how
he or she relates to others. So, beyond the routine medical checkups and medicines the patient needs
to maintain his or her confidence, positive self image and emotional balance to cope with the negative
feelings as well as with the long treatment procedures. These were the initial thoughts of Liver Foundation,
West Bengal behind the formation of a support group with the Hepatitis patients.

On July 28th 2012 Hepatitis Patients’ Forum was formed with Hepatitis patients by Liver Foundation,
West Bengal. This initiative is supported by Bristol-Myers Squibb Foundation, a leading philanthropic
organization.

Activities of Hepatitis Patients’ Forum:

As a patient support group the members of Hepatitis Patients’ Forum meet at the Liver Foundation, West
Bengal’s Kolkata office at a regular interval with the purpose of extending mutual emotional support to
each other. - ,
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A Self Help Group is formed*wnth the active and interested
members of Hepatitis Patlents Forum. The group is trained by
the experts in‘art apd craft works. They raise funds by selling
their creations (cards, masks, wall hangings ) in different
places. This fund is distributed among the me s of the ‘Self
Help Group’ who are in serious medical e
stressed with the burden of their

Lobbying with the Government to ensure the Iegltlgaa
of the Hepatitis patients. P

Hepatitis Patients’ Forum is also engaged in reducing stigma and
misbelieves with regard to this dlsease through various systematic
approaches oy -
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Networking with the patients in other districts of West Bengal

to ensure different supports for the prevention and management
e of Hepatitis. ’

o “"’ﬁatienlﬁl;:a,cy is another important activity of the Hepatitis
.. Patients’ Forum for their overall well being. “Late Santosh

Majumder Memorial Grant” is provided to (every year on ‘World

Health Day’) one Hepatitis patient for his/her treatment need.

As being a part of Hepatitis Patients’ Forum one can have:

Companionship supports are extended by the forum members
who meet at regular intervals to relate with each other and
extend their mutual relationships with compassion, concern and
sensitivity.

Informational supports are provided to the forum members
regarding their healthy living, daily exercises, nutrition and
psychological wellbeing in monthly workshops and seminars.

Emotional supports are provided through Psychological Counseling and advice by the experts, if needed,
for combating his/her emotional sufferings and for developing the coping strategies to deal with the stress
of the chronic illness and the long term treatment procedures.

Instrumental supports are provided to the members of patients’ forum through awareness instruments
or ‘tools’” regarding the mode of infection, preventions and cares for Hepatitis.

Appraisal supports are provided by mainstreaming of the patients in the society who are stigmatized by
the misconceptions about Hepatitis. For this purpose they are being engaged in different regular and
special activities.

Besides these, the members of the forum get the special cost effective diagnostic facilities at the BMSF-
LFWB Molecular Virology Research Laboratory to reduce his/her treatment burden.

— . |
SUNDAY HINDUSTAN TIMES, KOLKATA T o A
JULY 2012 4 i

=2 2 g TBIF<HIN A6 = |
City doctors set up |Se=ieERT e
hepatitis forum R I
" oot ot

C have to bea
throughoot th

SO SN 5 QU TASY

tcsﬂmzr%a @Tﬁmﬁmmﬂﬁﬁ

st

be]t—help eroup to bail out
hepatltls patlents in need

e =y e fFrers S re=icas Sowies afaata cewiGRil ceic=i%
CETHTCNA TR YrE carowa Fraraped e Fern gee Poees s
coriehige fBra e wferaet sitea wiiond | afis s s A

cvmﬁvnﬁwmwmmm%ﬁ:mem cBreyfa,
m“owﬂﬁﬁwmml —aifefas oo




