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his project is ﬁrst of its kind in the
country and aims to train Graduate
Physiotherapists with a minimum of
2 years Clinical experience. It will be
conducted in all the four regions (North,
East, South & West) of the country. In
addition, it will improve the Physiotherapy
and MSK Resources for Children/Person
with Hemophilia (C/PwH) and train a
particular section of physio-therapists
who are interested in treating C/PwH of
their local community, chapter and
hospitals.
They will also receive training on using
an online MSK Registry which will
help gather more information about
the MSK problems among C/PwH of
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our country.
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MUSCULOSKELETAL (MSK) WORKSHOP HYDERABAD | MSK PROJECT
Twenty Eight Delegates from all over Southern India during the Workshop

MSK Workshop in Hyderabad On 6th & 7th February
2016, the Hemophilia
Federation (India) organized the ﬁrst “two day
Southern Region Musculoskeletal workshop” with
sponsorship from Novo
Nordisk Haemophilia
Foundation (NNHF) at
Hotel Golkonda, Masab
Ta n k , H y d e r a b a d ,
Telangana.
28 physiotherapists from the
Southern part of India took
part in this workshop which
was 1st of the 4 Regional
Wo r k s h o p s t o b e h e l d
country-wide this year under
the Joint MSK Project of HFI

& NNHF.
Director Medical Education
of Telangana, Dr. Ramani
inaugurated the workshop.
She said that she would
push the proposal for setting
up 3 to 5 additional
H e m o p h i l i a Tr e a t m e n t
Centres in the State. She
said that physiotherapy has
an important role in treating
Hemophilia and the
workshop would focus its
attention towards it.
“The physiotherapists
trained in skills to treat
Hemophilia, can be of use to
the society at large. They
can use these skills to treat

general population for
arthritis and pain management,” she said.
M S K P r o j e c t l e a d D r.
Pamela Narayan, Physiotherapist for Hemophilia and
EC Member, HFI, being the
Project Responsible person
supervised the workshop
alongwith Mr. Vikash Goyal,
VP Development, HFI.
He requested the Telangana
Government to allot Rs.11
Crore in its budget
exclusively for the treatment
of Hemophilia Patients in
the State. Dr. Ramana and
Dr. Siju Paul were also
present to share their

expertise and experience
with the participants.
Speaking on the occasion
Dr. Pamela Said. “We have
requested the Telangana
government to establish 3 to
5 holistic Hemophilia
treatment centres in districts
in addition to the existing
three centres in the city at
Osmania, Gandhi and
Niloufer hospitals. These
centres should have all the
necessary facilities
including medicines and
physiotherapy treatment;
they would be within 100 to
150 kilometres radius for
patients to seek treatment
on time.”

Dr. Pamela Narayan Distributing Participation Certiﬁcates to Physiotherapists
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GOVERNMENT RESTORES CUSTOMS DUTY EXEMPTION
HFI'S EFFECTIVE LOBBYING PERSUADES GOVT. TO RESTORE CUSTOM DUTY EXEMPTIONS ON AHF

Lobbying in Progress | From left to right: Hon'ble Union Minister of Health & Family Welfare Sh. JP Nadda Ji and
HFI delegates Mrs. Rema, Mr. Vikash Goyal and Mr. E. Raghunandanan
On 17th February 2016, the Central Meanwhile Hemophilia Federation made in a meeting with Hon'ble Union
Board of Excise and Customs (CBEC) (India) kept up its lobbying momentum Minister for Health & Family Welfare,
in a notiﬁcation restored import duty through various television debates on Shri J P Nadda Ji on 14th February 2016
exemption on three life saving drugs national news channels such as NDTV at Aluva, Cochin by HFI delegation
including Anti- Haemophilic Factor and Times Now. Mr. Rupal Panchal, headed by Mr. Vikash Goyal, Vice
Concentrate (VIII and IX). Strenuous I n t e r i m V P F i n a n c e , H F I a n d a President (Development), HFI and Mr.
lobbying, particularly by Hemophilia Hemophilia patient himself represented E. Raghunandanan, RCC South, HFI
Federation (India) has forced the govt. and voiced the concerns of the along with Mrs. Rema Raghunandanan,
to revoke the raised customs duty. Hemophilia community in several Mr. Vinod Kr. (Representative Cochin
Earlier in a notiﬁcation dated 2 n d debates consisting eminent anchors, C h a p t e r ) , M r . J i m m y M a n u e l
February 2016, the Centre had govt. spokesperson and representa- (Representative, Trivendrum Chapter)
and Dr. Ajith Kumar (Calicut Chapter).
announced withdrawal of the exemption tives of pharmaceutical lobby.
on customs duty on certain imported On 9 t h February 2016, Mr. Kumar They met the minister and gave him a
drugs, including Anti Hemophilia Factor Shailendra (Secretary, Patna Chapter) petition requesting restoring of customs
VIII & IX.
informed that Mr. Shatrughan Sinha has duty exemption on Anti Hemophilic
This decision caused a lot of furore
among the Hemophilia Community and
patients of other life-threatening
diseases. Most importantly, the
Hemophilia Community demonstrated
their protest against the move most
eﬀectively through electronic, print and
social media. Hence, eﬀectively
bringing the focus and intervention of
Prime Minister's Oﬃce on the matter.

also lobbied for PwH and he met Union
Ministers for rolling back of customs
d u t y. T h o u s a n d s b e l o n g i n g t o
Hemophilia community also turned up in
full strength on social media against the
government order. Together they
launched an online campaign, signed
and shared an online petition under the
hash tag #righttolive to withdraw
import duty on Anti Hemophilic Factors.

On 9th February 2016, the PMO held a
meeting and discussed the possibilities
o
f
revoking the duties and
instr
ucted both the health
mini
stry and the DoP to engage
in
impact assessment.

Many members of HFI, its patients,
volunteers and doctors each in their
individual capacity kept the constant
discussions and engagement going on
with government oﬃcials and political
leaders. Another useful progress was

Factors. The union minister gave them a
positive assurance and said that AHF is
one of the 6-7 drugs the govt. is
considering to include in exempted list.
He was also requested to include
Hemophilia under NHM.
Finally, the various interactions at top
level, advocacy initiatives and engaging
the policy makers early by Hemophilia
volunteers succeeded in persuading the
government to revoke its decision. This
achievement once again substantiated
the fact that whenever HFI has
campaigned as a cohesive unit, it has
yielded the results in favour of its
community.

I, Jitendra Prajapat Tangriya, a native of Jodhpur, Rajasthan was born on 10th January 1989 and I am a Factor VIII deﬁcient Hemophilia
patient. I was 9 years old and was sleeping with my mother when suddenly blood started coming out from my mouth and it was ﬁlled
with blood. Seeing me like this my parents got very worried and whole night they kept trying to stop the
bleeding but their attempts failed. In the morning they took me to hospital where I received treatment
and ﬁnally the mouth bleed was ceased. One of the doctor advised my family members to take me to Ahmedabad Civil Hospital for my blood
examination. We followed the advice and reached the hospital. At the Civil Hospital I was diagnosed with Factor VIII deﬁciency and a Person
with Hemophilia (PwH).
My childhood was very tough and full of challenges. I was neither allowed to go anywhere nor was allowed to play games with anybody. The
entire facilities were presented to me in the house by my family members.
When I was 12 years old, I got a sudden swelling in my knee and at that time I had to be hospitalized at Mahatma Gandhi Hospital. There I was
administered with Plasma product which I found comforting.
My schooling was done under proper care of my parents, teachers and Principal Mr. Sultan Singh. Principal was already informed about my
Hemophilia disorder. The name of my school was Aadarsh Public School and all the teachers used to take care of me. My father, Sh. Jairam Ji
Prajapat very carefully taught me to ride cycle in my childhood days. One day my brother was playing with his friends at home and I was watching
everyone play. At that time I made a pamphlet asking Hemophilia patients to contact me on my phone no. 9799673593. I was 17 years old at that
time. With help of my brothers, friends and family members I pasted the pamphlets at several places like hospitals, taxies and city buses.
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ANNUAL WOMEN'S MEET OF WGHFI

th

23 & 24 January 2016

n January 23rd & 24th 2016, the
Women's Group of Hemophilia
Federation India (WGHFI) held
a very successful 2nd Annual Women's
Meeting with an attendance of 100
participants.

O

The event was organized with support
of Novo Nordisk Hemophilia Foundation
(NNHF) at Hotel RK Regency, Bhopal,
Madhya Pradesh.
Delegates from Dept. of Health and
Family Welfare, Mission Director
(NHM), and health oﬃcials of Govt. of
M P w e r e a l s o p r e s e n t . Wo m e n
participants from all the regions of the
country attended the conclave.

Almost every problem of Women
Carriers and Hemophilia Caregivers
were discussed after the inaugural
session. Various sessions were
conducted to educate and train women
carriers on multidisciplinary subjects
like Women and Bleeding, Medical
Education, Behavioural issues of CwH,
Psycho-Social Issues, Economic
Rehabilitation, Awareness on Legal
Rights & other identiﬁed needs.
An exhibition of handmade crochet and
knitted items were also put-up by
women participants of western region to
encourage other participants to earn a
living through self-employment. The

products displayed were appreciated by
the dignitaries and some of them also
purchased.
The 2nd day began with Yoga Session
and meditation in which participants
actively took part with enthusiasm and
great interest with guidance of a Yoga
Teacher from Gandhidham.
At the end of the meeting, the
participants were asked to give their
feedback about the meeting from the
podium. All of them appreciated for
making the meeting productive and one
of the best that has ever been held.

Continued from page 3
Not long after that many patients contacted me and we all began to meet in hospitals. I had then decided to help and serve Hemophilia patients. I was
motivated and inspired to do this work by Sh. Devilal Ji, secretary of Bikaner Society. At that time I was registered at Bikaner Society and had participated in
many activities and programmes. Many times I also travelled to Jaipur and Delhi to attend HFI programmes. I met many participants and felt happy and
encouraged. I was told that I can work for Hemophilia and that day I swore that I will work vehemently for the cause of Hemophilia. My entire family supported
me in this work. In the year 2012, I organized my ﬁrst Hemophilia Awareness programme in which 100 patients had participated. As a result patients started
to connect with me and came together for the cause. Gradually I began to serve the patients and many others also joined in the work of care. On 19th April
2016 we formed our society in the name of Hemophilia Society Jodhpur Chapter, Rajasthan and got it registered. I was elected as secretary in the chapter as
I have been providing my services to the Hemophilia community since 2006. From time to time and on behalf of my society I keep organizing awareness
programmes for the patients. Today I feel good about where I am. I feel proud of my mother, father and family that I am their son. I have three brothers and
one sister. It's because of my whole family that I am being able to do the work I am doing. I never considered that my Hemophilia is a disease rather I believe
it's a blessing from my elderly and my parents.
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Success comes from Struggle
I am Muhammed Thayyib,
27 years old from Kannur
Kerala. I am a Person with
Hemophilia (PwH) A with
factor VIII deﬁciency of
less than 1%. I work as an
Assistant Professor at Sir Syed Institute
for Technical Studies, Kannur Kerala.
I faced lot of health problems during my
childhood. I was unable to go to school
regularly because of joint bleeding and
other Hemophilia related problems.
During those days suﬃcient Anti
Hemophilic Factor (AHF) was not
available like it is now. In those days the
main treatment for any problem was
somehow managing the pain and taking
rest. In such situation going to school
regularly was completely out of
question.
Nevertheless, I managed all the
problems and completed my 10th
standard with 79% and12th standard
with 77%. Thereafter I joined Bachelor
of Business Management (BBM) at Sir
Syed Institute for Technical Studies at
Taliparamba. In 2010 I completed my
BBM successfully with 73.55% marks.
I had a wish to do MBA from a reputed
institute and for that I took admission in

Chapter News
th

Jammu Chapter: On 5 March 2016,
the chapter organized a CME on

“Comprehen-sive Hemophilia care and
Allied Bleeding Disorders"at Govt.
Medical College, Jammu. 350 HODs,
A s s o c i a te Pr o fe s s o r s , As s i s ta n t
Professors, Lecturers, PG doctors and
Para medical staﬀ attended the CME.
On this occasion Dr. M.K Bhandari
(Commissioner / Secretary to Govt.,
Health & Medical Education
Department) was the Chief Guest and

a well-known MBA college in
Mangalore, Karnataka. Unfortunately, a
month after my admission I suﬀered
Psoas Bleed on right hip. The pain was
unbearable compared to other
bleedings in past. I could not stand,
could not walk a single step and had to
be admitted at Pariyaram Medical
College for 15 days. For almost 3
months I was completely bed-ridden. I
was no more in a position to continue my
studies at distant places. Alas! I had to
discontinue my MBA from there and lost
that year for any re- admission.

part of that. After doing MBA, I wanted to
go in teaching ﬁeld as I feel, it is the most
suitable career for Hemophilics. I
applied for a lecturer's post in some selfﬁnancing colleges. Several colleges
selected me for lecturer post but I joined
Sir Syed Institute for Technical Studies
as Assistant Professor. It was a proud
moment for me because I became an
Assistant Professor in a college where I
studied my BBM Degree. Now, I am
working with some of the professors
under whom I studied.

Another achievement during my MBA
period was attending a foreign
programme for which only 7 students of
my University were selected. The
selection was for participation in a
Faculty-Student Exchange Programme
of Kannur University and Calw
University of Germany. I spend one
month in Germany attending diﬀerent
programmes of my university during
2012 and I am extremely proud to be a

NET (National Eligibility Test) of
December 2015. It was one of my
dreams. I am very happy now because I
have qualiﬁed NET.

I joined my job on 2nd June 2014 and also
Next year, I applied for MBA admission got myself registered for M Com at
at a centre of nearby university and got Madurai Kamraj University, Madurai.
it. Then in 2013 I completed my MBA From the last 1.5 years, I am working as
with 77% marks and secured 2nd rank in Asst. Prof. in the same college, my M
my college. I completed my MBA with Com is also complete and now I am
the assistance of SOL scholarship of holding two PG Degrees.
Manipal Chapter for which I am always Besides that another important thing is
thankful to them.
that I have qualiﬁed the CBSE-UGC

Dr. Zahid H Gilani (Principal, GMC,
Jammu) was the Guest of Honour.
Mr. Jagdish Sharma (Secretary, HSJC)
in his welcome address advocated the
challenges faced by P/CwH such as
hassle free treatment, Rs. 5 Crore as
budget allocation for AHF, diagnostic
facilities in GMC as well as in districts
like Doda, Kishtwar, Poonch and
Rajouri. He also highlighted the need of
proper functioning and round the clock
treatment at Hemophilia Treatment
C e n t r e , G M C . M r. S h a r m a a l s o
highlighted HFI schemes of Education
Support, Treatment Support, CD/PND
tests, Youth and Women Group
workshops etc.
Principal, GMC and Commissioner
/Secretary both acknowledged the
demands of P/CwH and assured to work
on them on priority basis. Dr. M.K
Bhandari appreciated the Chapter for
organizing the event in Jammu and
emphasized that there is dire need of
special attention toward patients of
Hemophilia. After the CME Dr. Jayashri
Kale (Prof. and Head, Occupational
Therapy, KEM, Mumbai) along with Dr.

My next dream is to do research on
some topic and get PHD or Doctorate. I
have started my work and waiting for the
PHD notiﬁcation of diﬀerent universities.
I hope, I will get the admission for it very
soon and achieve my next aim.
Shrimati D Shetty (Scientist, National
Institute of Immunohematology, KEM
Hospital, Mumbai) conducted an OPD
for the C/PwH and demonstrated
various physiotherapy exercises. The
CME received wide coverage in local
print and electronic media.
Dental Check-up Camp
On the Occasion of World Oral Health
Day i.e. 20th March 2016, the Chapter

and Govt. Dental College Jammu jointly
organized a one day Dental Check-up
camp for C/PwH of the region. Dr.
Sunita Puri Medical Superintendent
was the Chief Guest. 57 C/PwHs with
their parents were examined by the
team of doctors under the supervision of
5
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Patient Awareness Camp at Karnal, Haryana

Dr. Lone demonstrated proper methods
of brushing to prevent cavities and other
diseases. Dr. Sunita Puri assured the
patients of cooperation and priority
treatment by the hospital authorities. Mr.
Jagdish Sharma (Secretary, HSJC)
requested the hospital authorities for
such future cooperation and sought
involvement of doctors in advanced
Hemophilia Training with chapter
support.
Mr. Rohit Jandal (President, HSJC)
gave the vote of thanks to the doctors
and other faculty members for their
support and participation despite the
day being Sunday. A kit containing Tooth
Brush, Tooth Paste and a pack of Uniﬂox
was given to P/CwHs and their parents.
The camp ended with High tea.

Bareilly Chapter: On 14th March
2016, the Chapter staged a protest at

On 28th February 2016, an awareness camp for 80 PwHs and their parents of
almost all the districts was organized at Karnal, Haryana. Other than patients,
Govt. oﬃcials, district hospital's physicians, orthopaedics and pathologist also
participated in the programme reassuring alliance to World Hemophilia Day. The
Chief Guest was the OSD to Chief Minister Sh. Amrender Singh Ji whereas Smt.
Kalpana Chawla (Superintendent, Medical College Karnal) and Chief Medical
Oﬃcer, Karnal were the Guests of Honor. The guests assured of all possible help
and better treatment facilities for the patients. Patients also received knowledge
on Hemophilia Management, treatment and role of physiotherapy.

Awareness Camp at Sonipat, Haryana

Gandhi Park, Chowki Chauraha. It was
organized to highlight the plight of
Hemophilia patients and callous
behaviour of authorities at District
Hospital Bareilly.
A signed protest letter addressed to
Chief Minister was also handed to
District Magistrate informing him about
how the relentless eﬀorts of the
Hemophilia community has made
Factor VIII & IX available in the hospital
and despite that patients are not getting
timely treatment. Patients are also
being forced to pay bribes to get factor
treatment.
A matter was also reported that due to
negligence and delay in giving Factor
VIII treatment, one patient named Mr.
Ved Prakash lost his eyesight.
The protest also received coverage in
local newspaper.
The chapter also distributed THE HANS
6

Another Hemophilia Awareness camp with collaboration of Baxalta was
organized at Sanaya Hotel Sonipat under the arrangement of Mr. Vishnu Goel
(RCC North, HFI) with an aim to establish Chapter in each district of Haryana.
Nearly 40 participants including local PwHs took part in the camp. Dr. Shyam Lal,
Nodal Oﬃcer, Sonipat District Hospital was special guest and he promised all
possible help and support for Children/Persons with Hemophilia.

FOUNDATION Scholarship cheques to
Poor P/CwH under the project “Educate
a Child with Hemophilia”

meeting at Nehru Park, Jodhpur with its
15 members including some CwHs.
The Hans Foundation’s education

Jodhpur Chapter: On 14th Feb. 2016, checks were given to the children.

the Chapter organized its monthly
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Guwahati Chapter: Annual General Patna Chapter: On 31st January 2016, Ahmedabad Chapter: The Hans
Meeting

the Chapter held its Women's Group

Foundation Scholarship

st

On 31 January 2016, the Chapter held
its Annual General Meeting at Pan

meeting at Hemophilia Hospital Patna.
Socio-Psycho counselling as well as
survey and general awareness meeting
for parents of PwH were also done.

Ranchi Chapter: Free Factor On 24th January 2016, the Chapter

Distribution
Bazaar Guwahati. 80 members
including PwHs and their family
members participated in the meeting.
Apart from administrative discussions
felicitation of three outstanding
m e m b e r s M r. S a i f u d u l l a h K h a n
(Magistrate, Berpeta District, Assam),
Mr. Mukesh Kumar (Meteorological
Department, Guwahati Airport) and Mr.
Neeraj Kashyap (Income Tax Oﬃcer,
Aaykar Bhawan, Guwahati) for their
achievements were done. They also
shared their talks of wonderful journey
to become successful despite being a
PwH to motivate fellow PwH. Talk on
importance of Physiotherapy and Selfinfusion were delivered by Sr. Members
with training.

The Chapter reports that Free Factor 7
is available at RIMS Hospital, Ranchi,
Jharkhand. Dr. Pankaj (Director, RIMS)
informed that the government has
passed the order to purchase AHF. This
news was also published in Prabhat
Khaber newspaper on 13th Feb. 2016.

organized a Scholarship programme at
its premises and 6 PwHs beneﬁciaries
received scholarship cheques under the
project “Educate a Child with
Hemophilia” of The Hans Foundation.
Free Factor Distribution | Heal-ASoul

Durgapur Chapter: On 21st February
2016, the Chapter organized Hepatitis B

On 25th January 2016, the Chapter with
support of HFI distributed Free AHF
under Bharat Heavy Electricals Limited
(BHEL)'s project Heal-A-Soul. Two
BHEL representatives distributed the
Free AHF to 12 P/CwH beneﬁciaries.

Later on Save One Life (SOL)

Hemophilia Awareness Programme
at School
On the occasion of Republic Day, 26th
January 2016, the Chapter organized

Scholarships were given to 24
beneﬁciaries and The Hans
Foundation Scholarships were given to

15 beneﬁciaries enrolled in both the
projects.
The Chapter also organized a SelfInfusion and Physiotherapy Camp to
train members

& C Screening Test camp at Hemophilia
Care Center, Durgapur. 80 Hemophilia
patients were vaccinated with 1st Dose
of Hepatitis B Vaccine. Dr. Surya Sen,
Consultant Physician, Eastern Coalﬁeld
Limited was the Chief Guest in the
programme. He also did check-up of the
patientbs and distributed cheques to
poor Hemophilics as Educational Grant.

Bhubaneswar Chapter: The
Chapter reports that 150 vials (Strength
> 3000 IU) of Long acting Factor VIII are
available in Haematology Department
SCB Medical College & Hospital,
Cuttack for surgeries and emergency
treatment. Hemophilia patients can
contact Dr. R K Jena (Prof. & HOD
Clinical Haematology Department) or
Mr. Chittaranjan Das, Secretary, HSBC
for free factor support.

an awareness programme at a school
along with its Youth and Women Group
members.
Dean of Saiﬁ Hospital Mumbai was also
present along with other delegates. The
event served as a good platform to
educate students and teachers on
Hemophilia disorder..
7
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Goa Chapter: Heal-A-Soul On 30th

School Awareness

January 2016, the Chapter, HFI and

On 12th February 2016, a Hemophilia
Awareness Programme was organized
by the students of a prestigious school

BHEL jointly organized a Free Factor
Distribution programme under BHEL's
Heal-A-Soul project at Goa Medical
College & Hospital, Bambolim, Goa in
which 15 P/CwHs received Free AHF
Medicines.
Mr. Sanjiv Kumar Gupta (AGM,
Finance, BHEL) was the Chief Guest.
Mr. Sarin Sondawale (Sr. Exec. HR,
BHEL) was the guest present. Among
the dignitaries Dr. M.P. Silveira (Head of
Paediatrics Department, G.M.C) and
Dr. Ramnath Nevrekar (Professor,
G.M.C) were present on the occasion.

Mumbai Chapter: Standard

Arya Vidya Mandir, Bandra Kurla
Complex in which 12 children from
chapter participated.In addition to
Hemophilia Awareness it was a fun ﬁlled
programme for children as they played
many games including musical chair
with the students. Children were also
gifted with Puma Bags, Blanket and
Color Box etc.

Chartered Marathon 2016

Hemophilia Awareness Drive at Nirmala
Niketan (The College of Social Work)

On 17th January 2016, the Chapter took
part in the Standard Chartered
Marathon 6 Km Dream Run.

On 25th March 2016, the Chapter was
invited by the College of Social Work
Nirmala Niketan Extension Centre,
Goregaon to educate the Senior
Citizens doing short term course in
social work on Hemophilia Disorder as
they are interested to work on social
issues and are associated with some
NGOs as well. Mrs. Indira Nair
(President, Women Group, HSMC)
informed about Hemophilia, Its
treatment and various comprehensive
care activities being undertaken by the
Chapter to support hemophilia patients.

It was a Grand Event and had a huge
following with people from all walks of
life, including celebrities, corporates,
students and other NGOs. 25 participants including doctors, committee
members, PwHs, volunteers and
Chapter's well-wishers came together
with the intention of spreading
Awareness on Hemophilia among the
people.

Jayshree Kale examined 87 P/CwH
during the 3 days. On 21st February, the
chapter also conducted its regular
Homeopathy Camp in which 128
P/CwHs with their parents from regions
such as Ahmedabad, Vadodra, Surat
and Rajkot participated. Parallel to
camp a Baxalta supported lecture and
quiz programme on basics of
Hemophilia was also organized.
Feedback and experience sharing was
done with all the participants and each
one of them was given a Memento. The
workshop received very wide coverage
in local newspapers.
Dental, Homeopathy & Physiotherapy Camp. 147 PwHs participated
in the camp and Dr. Mehul Lalseta gave
them guidance on Dental and Oral
Care.

Save One Life (SOL) cheques were
also distributed among the
beneﬁciaries.
Women's Day Celebration: On 10th
March 2016, the Chapter celebrated

Staﬀ from the Chapter Mrs. Megha and
Mr. Revindra helped in registration and
bibs for participants. This year the
chapter participated in the disabled
c a t e g o r y a n d i t s m e m b e r s M r.
Balshiram Gadhave, Mr. Nisar Khan,
Mr. Shailesh Suryavanshi walked the
distance of 1.75 km with Chapter's
Banner & Placards whereas Mr. Ashwin
Jain (Non – Hemophilic) ran for Half
Marathon Distance 21.097 km wearing
Hemophilia T – Shirt.

Rajkot Chapter: From 19th to 21st motivational speech and Dr. Tarlika

The event received very wide media
coverage bringing the focus on
Hemophilia Disorder and Chapter's
activities.

February 2016, the Chapter and Ashok
Gondhia Memorial Trust co-organized
Occupational Therapy and MSK
Workshop for patients of Gujrat. Dr.

8

She also informed about the formation
as well as purpose of Youth and Women
Group. She gave some examples of the
members who have been successful in
their lives in spite of many challenges
with Hemophilia and the members who
died due to serious bleeds. Queries of
the participants were addressed
satisfactorily and a short movie “Wings
to Fly” was also shown.

International Women's Day.
Mrs. Kiranben Makadia, Mrs. Alka
Kamdar (Rajkot municipal corporation
co-operator)
and Dr.Tarlika Patel
(Professor of Psychology) were the
guests.
Mrs. Sonal Sakaria gave the
spoke on female Psychology and status
of women in India. Both the Municipal
co-operator appreciated chapter's
activities and assured all support from

HEMOPHILIA CHRONICLE

VOLUME: 1, ISSUE: 04 | JANUARY - MARCH 2016

their end.

Coimbatore Chapter: On 31 s t Kannur Chapter: PwH bags award in

Mrs. Lakhuben Gabu was felicitated
with memento and cash. She is an
uneducated brave village woman and
mother of three PwHs. She shared her
ﬁght and struggle in upbringing her sons
and was a real example of women
empowerment and strength.

January 2016, the Chapter conducted

Vadodara Chapter: On 2nd January

its monthly meeting. Nearly 110 PwH
and their family members took part. Dr.
Lenin Babu (MS Ortho, FRCS, KMCH)
and a team of physiotherapists attended
and examined the patients individually.
Dr. Lenin Babu informed the gathering
on history of Hemophilia, the present
scenario and its medical advancements
whereas the physiotherapists assessed
the joint deformities of PwH, future
physiotherapy treatment and patients
also learnt proper ways of doing
exercises. It was also decided in the
meeting to hold regular physiotherapy
classes at Chapter premises every
weekend.

2016, the Chapter arranged its
Women's Group meeting with support of
Novo Nordisk. Approx. 65 women
participants took part in the meeting. Dr.
Seema Bhatwadekar (Hematologist)
was the Chief Guest whereas Dr. Shaila
Aiyer (HOD Paediatric) and Dr. Shruti
Gandhi (SSG Civil Hospital) were
special guests.
All the attending doctors guided the
women on care of Hemophilics,
treatment and CD/PND tests.

Short Film Contest
Mr. Vyshkak T.B. and his team has
bagged the Special Jury, Best Direction,
Best Actor and Best Cinematography
Award through his short ﬁlm named
"Thirutthu" on message against
Tobacco. He is a Severe Hemophiliac
yet a very active chapter member and
Youth Group Secretary. He and his
family faced lots of problems but he
didn't lose hope and struggled many
times to achieve this award. He
completed his Graphic Designing
Course with support of Save One Life
(SOL) scholarship received from
Manipal Chapter. He had no money to
pursue his dreams but nevertheless his
ﬁnancial condition didn't deter his desire
to do something. He borrowed a Laptop
from his friend to meet multimedia
requirements of the ﬁlm which ﬁnally got
him his rewards.
Ÿ

On 9th January 2016, the Youth Group of
Chapter participated in Kite Festival
2016 organized by Gujarat Govt. and
VMSS to raise Hemophilia awareness.
Heal-A-Soul | Free Factor Distribution
On 23rd January 2016, the Chapter
organized a Free Factor Distribution
programme with Support of BHEL.
BHEL distributed free medical kits
containing AHF worth Rs. 4 Lakhs to 10
poor CwH. Mr. Gautam Chaklader
(General Manager, BHEL) was the
Chief Guest on the occasion and he
announced that BHEL is committed to
spend Rs.3.2 Crore between 2014 to
2017 towards prevention of Hemophilia
under its "Heal-A-Soul 2" initiative

On 14th February 2016, a Physiotherapy
session was arranged at Chapter's
premises as per the decision of above
meeting. Two physiotherapists who
were participants in the meeting came
forward to conduct this session which
are conducted every weekend from
4:30 PM to 6:30 PM. Recently both the
physiotherapist were trained in MSK
project held at Hyderabad and they
assessed the Musculo Skeletal
deformity in patients and advised
exercises based on the assessments.

Kanyakumari Chapter: Success
is nothing more than a few simple
disciplines, practiced every day.
Following a regular healthy diet and
ﬁtness workout Dr. Allwin Christuraj,
PwH (A Severe) has once again
completed 21.5 Kms marathon held
on 3rd January 2016 at Salem without
factor support. His previous
achievements are:Ÿ

June 1st 2014, 21.5 Kms
Marathon, Chennai.

Ÿ

July 20th 2014, 10 Kms
Vodafone Marathon,
Tirunelveli, Tamil Nadu.

Ÿ

October 19th 2014,
42.195 Kms Marathon,
Bangalore.

Ÿ

March 1st 2015, 10 Kms
Marathon, Calicut.

July 12th 2015, 10 Kms
Tougher Challenge, Bangalore.
Ÿ

Ÿ

August 22nd 2015, 27 Kms ,Siva's
Marathon, Kanyakumari

Ÿ

September 5th 2015, 10 Kms Salem
Galaxy Marathon, Salem.

Davangere Chapter: The Chapter Kottayam Chapter: The Chapter

distributed The Hans Foundation
scholarship cheques to 5 beneﬁciaries
of Rs. 1800/- each.

organized a Self-Infusion training and
The Hans Foundation Cheque
Distribution programme at Hemophilia
Clinic, Govt. Medical College.
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Kunnamkulam Chapter: T h e
Chapter reports that the national service

scheme volunteers of TMHSS,
Perumpilavu, Kerala has raised fund to
the tune of Rs.50,000/- in two weeks for
the Chapter. They sensitized over 1000
people on Hemophilia disorder,
challenges of PwHs and their families.
Save One Life (SOL) & The Hans
Foundation Cheque Distribution

On 27th January 2016, the Chapter
organized a family get-together
programme in which Ms. Martha
Hopewell and Mrs. Usha Parthasarathy
from SOL and Mrs. Vasanthy Gopalan
from Kanika Thrissur were guests of
honor and they distributed Save One
Life and The Hans Foundation’s
cheques among the beneﬁciaries.

Manipal Chapter: Hands-on
Workshop on Coagulation for Post
Graduates: On 17th January 2016, a

one day hands-on workshop was
organized by Department of Pathology,
Melaka Manipal Medical College
(MMMC) in collaboration with Chapter
and Novo Nordisk Haemophilia
Foundation (NNHF).
Under the able leadership of Dr.
Annamma Kurien (Professor and HOD
Pathology), the Pathology Department
10
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of MMMC is involved not only in
teaching undergraduates but also
actively involved in patient care,
especially for Hemophilia and various
other bleeding disorders.
49 Post Graduates of Pathology from
Kasturba Medical College (KMC),
Manipal & Mangalore, Post Graduates
of Department of Immunohematology &
Blood Transfusion, KMC, Manipal and
School of Allied Health Sciences,
Manipal were the participants of the
workshop.
Scientiﬁc Sessions included lectures by
Dr. Anamma Kurien on “Normal
physiology of coagulation and approach
to bleeding disorders including basic
screening tests and speciﬁc tests” and
Dr. Brij Mohan Kumar Singh (Asst. Prof.,
Deptt. of Immunohematology and Blood
Transfusion, KMC, Manipal) on “Blood
collection- preanalytical variables and
equipments in coagulation” followed by
a talk on “Quality Control in
Coagulation” by Dr. Sushma Belurkar
(Professor, Department of Pathology,
KMC, Manipal).
After lunch students were divided into
two batches, A and B, for the wet
workshop. One batch attended the
hands on training on basic tests like
bleeding time, PT, APTT, mixing studies
and factor assay plotting, at the
Multidisciplinary laboratory, MMMC.
The other batch attended the
demonstration of special tests in
coagulation and brieﬁng on automated
c o a g u l a t i o n a n a l y z e r, t h r o m b o elastogram and platelet aggregometry
in the Hematology & Clinical pathology
lab, Kasturba Hospital, Manipal. Then
the batches interchanged between the
two labs.

College and Research Center (BMCRI).
The two days training consisted of
various sessions. 1st day began with a
session by Dr.Annamma Kurien. She
gave Introduction of Hemophilia and its
inheritance. She also discussed the
clinical features of bleeding disorders
and gave an overview of the centre's
activities, followed by a visit to Blood
Bank.
Dr. Shamee (Prof. & Head, Department
of Immunohematology and Transfusion
Medicine) educated them on Blood
C o m p o n e n t s a n d Tr a n s f u s i o n
Tr a n s m i t t e d d i s e a s e s . H e a l s o
explained Blood Bank processes. Later
the nurses visited two patients admitted
in the hospital to witness the care
provided. They then discussed
psychosocial aspects of the patients.
Dr. Dinesh M Nayak(Professor of
Paediatrics, Dr. T M A Pai Hospital
Udupi) explained Hemophilia
Management and other Bleeding
Disorders.
2nd day began with session on Role of
Nurses in Managing Patients with
Bleeding Disorders by Mrs. Sulochana
(Nurse Coordinator, Manipal Chapter).
She demonstrated and gave them
hands-on training on factor
replacement. The trainees then visited
Physiotherapy Department to observe
the diﬀerent types of exercises, splints
and prosthetic devices. Mr. Ganesh
(Physiotherapist) increased their
knowledge on importance of
physiotherapy in Hemophilia. The
Nurses also observed and learned from
physiotherapy session of two CwHs.

Later in the evening valedictory function
was held with Chief Guest Dr. Manna
Valiathan (Prof. and HOD Pathology,
KMC). He encouraged the students to
excel in the ﬁeld of coagulation and
hemostasis. Certiﬁcates were given to
the participants and resource persons
and feedback forms were collected from
the Post Graduates in which they
advocated to organize similar
workshops and seminars in future.

IDEEA – Culmination & Continuation
of Hemophilia Care

Training of Nurses: On 5th and 6th
January 2016, 3 Nurses from Bangalore
Medical College were trained on
preliminary Hemophilia Care at Manipal
so that they can practice
Comprehensive Hemophilia Care &
Management at the Nodal Center for
Hemophilia at Bangalore Medical

On 30th January 2016, the culmination
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event of the IDEEA Project was held.
120 participants took part in the
programme including guests such as
Dr. Alexendre Alencar (Sr. Project
Manager, Novo Nordisk Haemophilia
Foundation, Zurich), Mr. Ruben Garcia
(from NNHF), Ms. Martha Hope Well
(Executive Director, SOL, USA), Mr.
Vikash Goyal (VP Development, HFI)
and Mrs. Usha Parthasarathy (India
Coordinator, SOL).
The programme began with Dr. Dinesh.
M. Nayak's welcome. Dr. Alexandre
Alencar gave a brief introduction on
NNHF whereas Dr. Annamma Kurien
gave a crisp yet interesting presentation
on the activities covered under IDEEA
Project. Ms. Martha Hopewell handed
over the scholarships for higher
education to selected students. Dr. H. S.

B a l l a l ( P r o - c h a n c e l l o r, M a n i p a l
University) felicitated 20 of the Manipal
University faculty for contributing to the
IDEEA Project directly/indirectly. Mr.
Vikash Goyal felicitated the government
health oﬃcials who had immensely
contributed to IDEEA project. Mrs. Rita
(Asha Coordinator) shared her
experiences of training with ASHA and
the community through the surveys.

and Dr. Anamma Kurien.
NNHF – Save One Life – Manipal
Scholarship: During the above
programme the scholarships were
distributed among 7 beneﬁciaries.
Those students who were absent due to
health reasons, the parents collected on
their behalf.

Another important programme was the
launch of 'Women Bleeders'
programme which was initiated with the
support of Ms. Cheryl D Ambrosio
(Founder, MyGirlsBlood, USA) and
NNHF. This programme helps the girls
and women with excessive menstrual
bleeding by testing them free of cost for
inherited bleeding disorders. It was
taken forward by Dr. Alexander Alencar

Visakhapatnam Chapter: On 24th January 2016, the

OBITUARIES
Late Mr. Pankaj Sharma
(Youth Group Secretary,
Visakhapatnam Chapter)

Chapter organized Women & Youth Group meetings at Press
Club, Visakhapatnam. Dr. Chandra Sekharam demonstrated

&

Late Master Shivraj
(CwH, Davangere Chapter)

Knee Bleed through a presentation and guided steps to prevent
Joint Damages He also advised the PwH to do meditation to
help control bleeds. Mrs. Leela (Secretary, Women Group)
explained the concept of Women Group and also shared
details of South Zone Women Group meet held at Hyderabad.
She also motivated the women to become ﬁnancially stronger
through their skills to assist their PwH. Later Youth and Women
Group Committee was formed with Mr. Chandra Sekhar and
Mrs. Ramani as respective presidents.

We express our deep sorrow
on the sad demise of our
beloved friends. May their
soul rest in Peace and may
God give strength to their
family members for this
unbearable loss.

NOTICE: HFI provides Free Treatment (Anti Hemophilic
Factor) to the Children / Persons suﬀering with Hemophilia
during emergencies, surgeries and in cases of severe and
fatal in nature to the patients from Below Poverty Line and
very poor family. This facility is being provided with the
support from National Committee for promotion of Social
and Economic Welfare, Department of Revenue, Ministry
of Finance, Govt. of India, New Delhi, Under Section
35AC/80GGA of Income Tax Act 1961.
Tel No.: 011-23092958

Editorial Board
Dr. Kanjaksha Ghosh
Wg. Cdr. (Rtd.) SS Roychoudhury
Mr. Mukesh Garodia

Warangal Chapter: The Hans Foundation Cheque
Distribution
On 31st January 2016, the Chapter organized The Hans
Foundation Scholarship (Education) Beneﬁciary programme at
its premises. Cheques of Rs.1800/- each were disbursed
among 8 CwH from Below Poverty Line (BPL).

Mr. Pawan Madhukar
Hemophilia Chronicle is available at our website
www.hemophilia.in in PDF file format.
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In the face of limited access to care and treatment in the developing world, brave people are dedicated to enacting change.
The Novo Nordisk Haemophilia Foundation (NNHF) partners with these people to provide the funding and support they
need to succeed in improving access to better care. Together, the foundation and its partners have overcome tremendous
obstacles for the beneﬁt of people with haemophilia and allied bleeding disorders. Country by country, patient by patient,the
foundation is taking an innovative approach to helping make sustainable change.
The foundation’s initiatives have resulted in training for 9370 healthcare professionals, diagnoses for 13,140 people with
haemophilia, and educational activities reaching 15,100 people worldwide. In China, venezuela, Pakistan,
and dozens more countries, the foundation is proud to be a part of the ground-breaking work that is delivering life-changing
impact.
Find out more about the Novo Nordisk Haemophilia Foundation at nnhf.org and
how Novo Nordisk is changing possibilities in haemophilia at changingpossibilities.com
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