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This year on 24

th

November 2015, HFI
along with Delhi Chapter patients and its
staﬀ members celebrated its Founder’s Day
to commemorate the birthday of its founder
Late. Sh. Ashok B. Verma. The programme
was held at HFI head-oﬃce, New Delhi.
Nearly 30 participants attended the event
in which Dr. Kanjaksha Ghosh (President),
Wg. Cdr. (Retd.) SS Roychoudhury (CEO)
and Women Group Chair Person Mrs.
Gurmeet Khanna were present on the Dais.
The occasion was speciﬁcally organized to
assist few members of the WGHFI in terms
of their economic wellbeing. All the
participants gave their self-introduction.
Thereafter, dignitaries on the Dais
summarized the hard work and past
achievements of Late. Sh. Ashok Verma.
Discussions on medical aspects of
Hemophilia were also held and attendees
interacted with Dr. Ghosh about their
medical problems.
At the end three BPL beneﬁciaries from
the Women’s Group of HFI were
supported by way of giving a Sewing
Machine to one and ﬁnancial
assistance of Rs.10,000/- each to two
others for continuation of their studies.
The function was ﬁlled with fun and
ended with a high-tea.

“Hemophilia without Disability,
Children Free of Pain”
www.hemophilia.in
support@hemophilia.in

CALL US
+91-11-26174020
+91-11-26175791
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REGIONAL WOMEN'S GROUP WORKSHOPS OF HEMOPHILIA FEDERATION (INDIA)

T

rd

he Women’s Group of Hemophilia Federation (India) organized their 3 regional workshop for North, East,
West and South region throughout the country for the year 2015-16. All the four workshops had mostly
similar sessions to educate, train and rehabilitate women carriers and caregivers of haemophilia
community.
By and large the sessions included topics such as Meeting Etiquettes, Importance of Women Group, Bleeding in
Women and Hemophilia Carrier, Genetic Counselling, Economic Rehabilitation, Gynaecological Issues,
Psychosocial Issues, Dental Care, Physical Therapy and Legal Rights of Women.
In addition to medical awareness the participants were also briefed on Sewing Machine Project which was
started by Mrs. Cheryl D Ambrosio (Founder, MyGirlsBlood.org). Under this project free machines were given to
few needy women so that they can contribute in their family's income and become ﬁnancially strong.
On conclusion of the workshops the participants were requested to give their feedbacks and express views so
that these issues can be discussed in subsequent workshops.
Northern Region Workshop
The two day workshop was
held on 28th & 29th November
2015 at S R Hotel, Agra. 25
women participants were
educated on Hemophilia
Management and Financial
Empowerment.

Minister) was the Chief Guest.
Few social workers and
activists were also invited to
motivate the participants.

She briefed the participants
on certain restraints like being
punctual, muting mobile
phones while paying attention
to speakers.

They were Mrs. Neelam
Gupta, Mrs. Gunjan Goel and
Mrs. Kalpana Goel. Mrs.
Gurmeet Khanna (WG
Mrs. Maridula Katheria, W/O Chairperson) inaugurated the
Dr. Ram Shanker Katheria sessions by giving a talk on
(MP Agra and Central Cabinet Meeting Etiquettes.

She also explained the need
of Women's Group in HFI to
new participants. Thereafter,
Mrs. Asha Gauba talked on
importance of Women
Empowerment in all sectors

Northern Region Workshop
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like education, ﬁnancial and
even political.
A brief session on Hemophilia
Management was conducted
by Dr. Sudha Bansal and she
also addressed various
queries. Prof. Neeta Chopra
(Member, Art of Living Group)
talked on spirituality and
meditation.
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Eastern Region Workshop
This two day workshop was
held on 12th & 13th Dec. 2015
at Patna, Bihar.
37 participants attended the
meeting. Ms. Sushma Sahu
(Member, National Women
Commission, New Delhi,
Govt. of India) was the Chief
Guest of the workshop jointly

supervised by Mrs. Gurmeet
Khanna (Chair-person,
Women's Group, HFI) and
Mrs. Trupti Mohanty
( R e g i o n a l C o o r d i n a t o r,
East).
Speaking on the occasion
Ms. Sushma Sahu said that
women must empower
themselves and every

organization must form legal
advice department to
educate women. She assured to try and provide all
assistance/funding for
seminars or surveys on
haemophilia through
National Women Commission. Thereafter medical
sessions on CD/PND,

Gynaecology were conducted by Dr. Shobha Rani and
Dental Care session by Dr.
Prachi Pragya. On the
second day Psychological
session was done by Mrs.
Kumari Radha and session
on Legal Rights of Women
was conducted by Advocate
Gunjeeta Gupta.

sessions of Women’s Group,
sessions by guest speakers
were on CD/PND by Dr.
Shrimati Shetty, Bleeding in
Women and Hemophilia
Carrier by Dr. Anju Mehra,
Caregiver Awareness by Dr.

Kadam Mangesh, Yoga &
Meditaiton by Dr. Pooja
Daga, Legal Rights of
Women by Adv-ocate
Makrand Kulkarni and
Gynaecological Session by
Dr. Abhishek Rathi.

Eastern Region Workshop

Western Region Workshop
The two day workshop was
held on 21st and 22nd
November 2015 at Tourist
Home, Aurangabad,
Maharashtra.
37 participants included

doctors, women carriers and
c a r e g i v e r s . M r. S a n j a y
Shirsat (MLA, Aurangabad)
was the Chief Guest and he
assured the Women’s Group
all possible help.
Other than the usual

Western Region Workshop
4

VOLUME: 1, ISSUE: 03 | OCTOBER - DECEMBER 2015

HEMOPHILIA CHRONICLE

Southern Region Workshop
The workshop was held for
two days from 31st October
to 1st November 2015 at
Belson Taj Mahal Hotel,
Hyderabad. 36 women
participants from 16
chapters took part in the
w o r k s h o p . D r. R a m a n i
(Dean Medical Education,
Telangana State) was the
Chief Guest. He gave an
insight into the slew of
facilities already being
oﬀered and also the
schemes to be announced
by Telangana State for the
beneﬁt of PwHs.
Dr. Purnima Nagaraj gave
motivational talk and

counselled the women to
stay positive in-spite of the
odds. Mrs. Munira Jagannath held a session on
ways to improve economic
situation and stated that
empowerment of women is
not complete without
ﬁnancial empowerment.
She also informed various
government projects
supporting women and
urged them to sharpen their
skills before venturing into
any project. Sewing
Machine project was also
briefed by Mrs. Jayashree.
She also informed about the
beneﬁciaries since project
inception and discussed
their progress.

One beneﬁciary was present on the occasion and
she shared her personal
account of how this project
has helped her.
Dr. Prajnya Ranganath
extensively spoke on
Genetic Counselling and
beneﬁts of CD/PNDtests.
Dr. Kameshwari Surampodi
covered Gynecological
Issues and Mrs. Kauser held
an interactive session on
Psycho-social issues.
Dr. Pamela Narayan emphasized on importance of
physiotherapy and clariﬁed
doubts of women and urged
them to motivate C/PwH for
physical exercises.
She advised that mothers

Southern Region Workshop

5

should not be overprotective
of children always, though
certain amount of alertness
is essential. She emphatically stated that
exercises only strengthen
muscles and prevents
frequent bleeds and does
not cause bleeds. Last
medical session was done
by Dr. Srinivas Namineni on
Dental Care in PwH.
He advised mothers to have
a proper look into a child's
mouth at least once in a
week to detect problems at
an early stage thus saving
undue pain and Factor
Infusion.
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HFI's GNMO & Youth Fellowship trainees for WFH World Congress 2016

al r

O

World Federation of Hemophilia (WFH) has sponsored HFI to send two participants to the Global NMO
Training. The participants does not have to be PwH. They can be anyone who is actively involved with
HFI (parent or other family member, carrier, etc.) and who would beneﬁt from the training. HFI has
selected Mr. Benno Rayan from Pondicherry Chapter and Mr. Chetan Motiwaras from Mumbai
Chapter.
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In addition to the 2 participants, WFH has also sponsored 1 candidate for the Youth Fellowship
Programme. The Youth Fellowship Program is a competition and only 20 youths from around the world
will be selected to participate. HFI has selected Mr. Vishal Venkatesh from Bangalore Chapter for this
programme.
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Living Life with Hemophilia - By Mihir Joshi

I was born in a little town
named Jam Khambhaliya in
the Jamnagar district of
Gujrat. Although I may look
like a very active 20 year old
boy but in reality it is not so. I
am not like a normal 20 year
old boy. I go to work, movies
and hang out with friends
even though I have
Hemophilia A. I cannot play
rough games like other boys
but I try not to let my
Hemophilia dictate me and
one can only see the
diﬀerence when I get hurt.
When other children would
need to put ice or Band-Aid
on an injury, I have to go to
the emergency room. When
I was 5 years old I moved to
Rajkot in order to get better
treatment for my disorder.
There I met Mr. Kiranbhai
Avasia and several other
members of the Rajkot
Hemophilia Society. They
welcomed me with open
arms as one of them. I have
been fortunate to have
found the society which is
supported by Ashok
Gondhia Memorial Trust for
infrastructure and purchase
of costly and imported AntiHemophilic Factor and
giving it at very subsidized
rate to needy and poor

patients.
The ﬁrst reaction most
people have when they ﬁnd
out that I have Hemophilia is
to think of how it limits me
from being a normal person.
My parents have raised me
keeping in mind my
limitations. I have learnt to
weigh the risks involved with
every activity I do. I learnt
that sometimes fun
outweighs the risks but I
paid for the consequences
for that in the past. However,
I do not let Hemophilia stop
me from making the same
choices again. I feel like, I
can do anything that any
other boy can do because I
consider myself normal with
just one small diﬀerence. I
feel that most fun activities
are worth the risk participating. I have attended several
haemophilia camps with my
blood brothers and sisters.
Most hemophilics are
diagnosed shortly after their
birth but despite many
injuries I sustained in my
childhood, I was diagnosed
only when I was 8 months
old. Before I was diagnosed,
I experienced injuries
ranging from mysteriously
appearing bumps to waking
up with mouth bleeds and
blood soaked crib-sheets.
Since birth I consistently
had bruises and bleeding
episodes. My mother felt
that there was something
wrong and I was told that
she was overreacting to all
of my injuries. But her fears
were right. I was diagnosed
with Hemophilia A.
Hemophilia Federation
(India) has been an integral

part of my life ever since I
was diagnosed. From
helping me with small things
like recommending a
paediatrician near my
residence to attend me in
the middle of the night
whenever I showed up at
their doorsteps. I was
provided with the help and
the guidance which I
needed to keep going ahead
in life. The society has been
generous and supported all
the patients suﬃciently.
Since then, I have been
following a Pediatric
Hematologist. I have had
too many emergency visits
to my count. I have received
so many IV's that I now
consider myself an expert
on this. I now like to rate my
doctors on how well they
can start my IV. I have
become very comfortable
inspite I being a hemophilic
but I know my limits and I
have learnt to stand up by
myself. I have developed a
very strong cognitive
thinking skill. Now, I am
impatiently waiting for the
day I could learn to start my
own IV.
Due to its rarity, most
hospitals do not carry the
factor replacement drugs. It
is not unusual for hospital
staﬀ to not even know how
to treat me. But in the last 5
years I have seen a tremendous change in the
hospitals the way haemophilia is being treated by
doctors. In the past 3
decades, haemophilia has
moved from the status of a
neglected and often fatal
hereditary haemorrhagic
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disorder to that of a deﬁned
group of well-characterized
molecular entities. All the
credit goes to HFI and its
members in accomplishing
it.
Now, I want to help other
boys with haemophilia and
learn how to live life in their
condition.
Over the years my parents
especially my mother has
been asked many questions
about my haemophilia.
Questions like, “How can
you handle it?” and her
personal favourite question
is, “Don't you want to just
wrap him up in bubble
wrap”. These questions
always make her smile. Her
answer is always the same
which is “I want him to live
life, not just survive it”. A
poet and hemophilic Tom
Andrews illustrates this idea
perfectly in his memoir. He
stated “Hemophilia is only
one of the stories my life
tells”. This is a truth all
hemophilics need to understand. They need to understand to not let the fact of
haemophilia become the
entire story of their life.
Today, I have completed my
graduation in engineering
from a prestigious institute
of Gujrat and have been
working as part of Infosys
since 1.5 years. All the credit
goes to my parents, the
members of the Rajkot
Chapter, HFI and Ashok
Gondhia Memorial Trust for
supporting me in everything
and accomplishing what I
am today.
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WFH DONATES FACTOR VIII WORTH RS.17 CRORE

WFH DONATES 30 Million
IUs of Eloctate from Biogen
This donation of 30 million units
of Eloctate (recombinant factor
VIII with prolonged half-life) has
come in vials of 3,430 IU each,
which means it is best to use for
emergencies and surgeries.
Based on this, the donation need
to go to the two IHTC in India
(Mumbai and Vellore) who will
perform surgeries on patients as
and when needed.
The Humanitarian Aid Department of World Federation of
Hemophilia (WFH) has initiated
a 10 year project under which the
organization will donate a new
product for the treatment of
Hemophilia in 50 countries
including India.
The new product is relatively
more expensive than the other
products and it is already in

circulation in North America and
some countries of Western
Europe. The market value of 1
pallet is approximately 2.5
million US $ (approx... Rs.17 Cr.)
and WFH intends to donate at
least two shipments of 5 to 6
pallets annually to HFI, New
Delhi.
th

On 10 December 2015 in view
o f t h e a b o v e M r. G e o r g e
Ampartzidis (Logistics Specialist,
WFH) visited HFI to inspect HFI's
cold storage facility as well as
DHL's lead station and warehouse, since DHL will be
handling the transportation for
the whole project. Along with him
an auditor Mr. Mostafa Seddighi
(Lead Assessor, BSI Middle East)
from British Standards Institution
(BSI) also visited to observe the
proceedings.
They were happy with the
facilities and had only one
suggestion of putting an additional temperature control inside
the cold storage. They also said
that HFI is one of the most
organized federation in the world.

Mr. Lee Spach, Director Global
Supply Chain of Biogen also
visited HFI to oversee the
distribution and utilization
methodology of their donated
product.
When they were asked for the
modalities of factor distribution,
they informed that it is basically
for two IHTCs i.e. KEM, Mumbai
and CMC, Vellore.
Mr. Vikash Goyal (VP Development, HFI) explained to them
that India is a large country and it
will be difcult for PwHs to
approach only these two centres.
Therefore, he requested to
distribute to few more HTCs
which they agreed and asked HFI
to identify and give them a list but
cautioned that they need utilization certicates in a proper way.
They also informed that UC
reporting format is available on
WFH website. It is also to be
noted by the recipients that if
reporting is done awlessly then
it will be easier for WFH to
consider the next batch of
donations to India.

Overcoming Hemophilia with Will Power
In 1971, my family came to
know about my Hemophilia
& factor deﬁciency for the
ﬁrst time. My schooling was
very tough. I used to crawl
because of the problem in
my joints. I did my day to day
activities by crawling.

Myself Brijesh K. Modi,
Factor VIII deﬁcient, from
Ahmedabad chapter. I am
45 years old and have faced
many problems in my life
due to Hemophilia.

society Ahmadabad chapter
and the activities related to
hemophilia care and
awareness. I came to know
about my inner abilities and
now I am an independent
person on my own. Today,
without any support and
wheel chair I am able to walk
because of my strong will
power. Today, I am on
Prophylaxis, thanks to the
support given by the society
and free factors provided by
the government.

In 1985, I got brain tumor
and doctors advised me to
get operated. Only relying
on plasma they decided to
get me operated. But life is
all about miracles. So
miracle happened and I was
safe from surgery.

100 units of AHF twice a
week and regular exercise
made my joints stronger and

Slowly and gradually I got
connected with Hemophilia
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ﬁrm enough to the extent
that now I am able to stand
on my own. I have become
capable and now the owner
of my forefather ’s ﬂour
factory. Thereafter many
positive changes have
come in my life.
After the sad demise of Mr.
R H Parmar and since 30th
December 2012, I am
serving as a secretary of
Hemophilia Society
Ahmadabad Chapter.
Now, I am handling all core
responsibilities and
activities of Ahmedabad
Chapter.
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Mandi Chapter: On 4th October 2015, the Chapter

C

organized a Hemophilia Awareness Camp at Mandav
Hospital in which patients from Mandi, Kullu, Hamirpur and
Solan District participated.

Dehradun Chapter: On 25th December 2015, the
Chapter held its Annual General Meeting at ONGC Oﬃcer’s
Club in which 150 C/PwH with their family members from
Kumaon and Garhwal region participated.

Mr. Vishnu Goel (RCC North, HFI), Mr. Kuldeep Thakur
(President, HSMC) and Mr. Samar Singh Parashar
(Secretary, HSMC) were present on the Dais. They informed
the patients on Hemophilia Disorder and also infromed that
there are no hemophilia treatment facilities available either in
government or private hospitals of Himachal Pradesh, as a
result, patients have to travel to Delhi or Chandigarh for
getting the treatment. The patients were also informed that the
Chapter will write a letter to Central Health Minister, Sh. JP
Nadda requesting him to make the treatment available in state
hospitals.
During the programme free Hemophilia medicines were also
distributed and the programme received good coverage in
local print media.

Doon Hospital physician Dr. K C Pant and Physiotherapist Dr.
Prabhat Balodia did individual check-ups of PwHs and
advised them that family members could play a big role in
treating Hemophilia. They also assured round the clock
service and continued help.

Bareilly Chapter: On 27th December 2015, the chapter

Blood screening/testing was also done by collecting samples organized a Hemophilia awareness programme at Sehgal
of more than 80 PwHs and sent to higher centre for assay test Hotel, Bareilly, in which nearly 100 Hemophilia patients
and inhibitor test. Financial assistance cheques from Save participated. The attendees of the conference were assured
One Life (SOL) of Rs.13,000/- and Rs.9,000/- were given to
two patients – Monish Khan and Bharti Pandey. Further,
educational scholarships were distributed to patients under
The Hans Foundation project.
Mr. Deepak Singhal (Secretary, HSDC and EC Member, HFI)
informed the house about various activities of the chapter and
management of hemophilia.
The programme received excellent media coverage in both
regional Hindi and English Newspapers.
that all the 250 hemophilia patients of the district will be given

Physiotherapy Camp organized in Sirsa, Haryana
On 13th December 2015, a general meeting cum physiotherapy camp was
successfully organized for the PwH of Haryana. Ex. BJP MLA and Ex.
Minister Prof. Ganeshilal Ji was the Chief Guest on the occasion whereas
Mr. Vishnu Goel (RCC North, HFI) was the Special Guest. They
motivated the patients and assured help in their hemophilia
management. Two doctors were also present and described physical
exercises to over 50 patients.
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factor support with ease. Patients from around areas of the
district such as Nainital, Badaun, Shahjahanpur, Pilibhit,
Kaasganj were also present in the programme.
The programme was chaired by Mrs. Farzana Ikbaal Shamsi
and supervised by former councillor Mr. Mahesh Pandit. Mrs.

and spoke on their active involvement in the function of
Chapter. Dr. Ranju Poddar (Women's Group Convener)
Khanjna Shukla was the Chief Guest and Mrs. Jharna Mishra informed the women about hemophilia treatment and
was the Special Guest of honor. The focus of the programme motivated them to attend women group workshops.
was to educate the participants on hemophilia disorder and
th
inform them about the availability of factors in district hospital. Durgapur Chapter: On 13 December 2015, the Chapter
Chapter president Mrs. Rekha Rani informed that soon after organized a free screening & awareness camp on Hepatitis B
the birth of the child the symptoms of hemophilia such as boils & C for hemophilia patients in which 90 PwHs came for the
or blue rashes may appear on the head or other body parts of
the child.
Speaking on the occasion as a keynote speaker Dr. D P
Sharma said that Hemophilia is a life threatening disorder and
could be deadly at times. Therefore, the patients and their
families must ﬁght it with strength. He said that patients can
avail factor VIII and IX which are available at Bareilly district
hospital.
Mrs. Suniti Sharma (Principal, Maulana Azad Medical Intercollege said that Hemophilia is a lifelong disorder due to which
the morale of patients seems to fall and in such situations the screening tests.
aware citizens must come forward to support.
The doctors present were Dr. A.K Singh (Director In-charge,
Patna Chapter: Free AHF available in AN Magadh Medical & Health Services, Durgapur Steel Plant Hospital),
Medical College & Hospital, Gaya
Dr. Dibyendu Nandi (Consultant Hematologist, The Mission
The chapter reports that Mr. Dhananjay Kumar representing Hospital, Durgapur) and Dr. Dipanjan Das (General
PwH of Bodh Gaya region was advised and given a Govt. Physician, ESI Hospital Durgapur).
Order copy of Free AHF by Mr. Kumar Shailendra (EC Jamshedpur Chapter: On 22nd November 2015, the
Member, HFI) to meet the Hon'ble Chief Minister of Bihar, Shri chapter organized a meeting in which 10 women participated
Jitan Ram Manjhi. On 25th Dec. 2014 he met the CM at his along with their P/CwHs. On 3rd December 2015, the chapter
native village Mahkar Khijar Sarai, Gaya and submitted an also participated in World Disability Day event hosted by TATA
application for making AHF available in the region. The CM
forwarded his application to Superintendent of Gaya Medical
College and as a result Free AHF is now available in AN
Magadh Medical College Hospital, Gaya.

Rourkela Chapter: On 29th November 2015, the Chapter
conducted its Annual General Meeting at Hotel Mantra
Palace, Panposh Road, Rourkela-4. Nearly 85 participants
including PwHs, their parents and doctors were present.
Dr. P.K Patra (HOD, Paediatrics, Rourkela Govt. Hospital)
spoke on hemophilia and informed the procedure of availing
free factors at RGH Rourkela whereas Mr. Deepak Kumar
Rath (Pharmacist, RGH) motivated the patients and assured
them to provide better service at RGH, Rourkela.
Steel at Dorabji Ground, Sakchi, Jamshedpur and raised
Later on Dr. Krishna Sumati Manas conducted a awareness on Hemophilia.
physiotherapy workshop and explained the basic requirement Apart from work related activities the Chapter also organized a
of physiotherapy. He assured to provide free physiotherapy picnic trip at Pallishri Kutir Resort, Putru, NH-33 for its
service to the patients.
members on the last day of year. Nearly 39 P/CwHs enjoyed
Youth convener Mr. Siddarth Dash encouraged the youths the day playing games and sports.
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Ahmedabad Chapter: “Garba (Navratri) with
Awareness Campaign”
On 17th October 2015, the Chapter did a Hemophilia
awareness campaign at 'Vibrant Navratri' at GMDC Ground

Hemophilic Factor) 3000 IUs/Pateint to 19 Factor VIII PwHs
and 3 Factor IX PwH along with Mr. Sarin Sondawale (Sr.
Executive-HR), Mr. Amit Mahajani (Sr. Manager, Finance) and
Mr. Ravindra Gawade (Executive, HR).
organized by Govt. of Gujarat. It was a combined activity of Speaking on the occasion Mr. Ajit Sinha motivated the patients
Youth and Women's Group.
and raised their conﬁdence by interacting with them about
their
problems.
Ms. Nita Prajapati, Ms. Kamini Dholakiya, Ms. Nabila Husseni
and Ms. Meena Modi participated from Women's Group Pune Chapter: On 24th October 2015 a Special Meeting
whereas Mr. Saurabh Patel and Mr. Nayan Prajapati was held and chaired by Mrs. Devila Sahu (RCC West) and
coordinated from Youth's Group. Mr. Salil Modi (EC Member) Mr. Anil Lalwani. Other participating members were Mr. Ramu
also assisted in the campaign.
Gadkar (Secretary, RCC WEST), Mr. Ajay Palande from
Mumbai, Mrs. Bhagyashree Palekar from Thane, Mr. Vijay
“Pinktober”, Breast Cancer Awareness Month
Kumar Nirwane from Kolhapur, Mr. Mohan Jadhav from

On 17th October 2015, the Chapter celebrated "Pinktober" to
spread awareness among the women belonging to
hemophilia community at its premises. Being a mother, sister,
daughter and wife, a woman plays a pivotal role in the
upbringing and care of PwH. Hence it is all the more
necessary that women remain ﬁt and healthy to provide this
utmost care. Nearly 20 participants attended the programme
in which Dr. Shifali (Surgeon cum Specialist, Samved
Hospital, Ahmedabad) conducted a very eﬀective and
informative pictorial session on breast related problems.
Ms. Krutika Katrat from OoWomaniya.com conducted another
health session and oﬀered free registration to the site and
answered health related issues.

Mumbai Chapter: Free Factor Distribution.

Kolhapur, Mr. Ashok Mankar from Aurangabad, Mr.
Dadasaheb Bhalerao from Ahmad Nagar, Pune and Mr.
Sangram Bansode from Pune.
The discussion was mainly on non-availability of factors in
Maharashtra and to document various discussions held with
government by the chapters. It was also decided to prepare
list of deaths happened in the region due to non-availability of
factors and the follow-up by RCC West, Chapter key persons
of Mumbai and Thane with govt. authorities. The delegates
thanked Dr. Sunil Lohade for taking time out of his busy
schedule and providing space for holding the meeting with
dodging disturbance to the hospital. The meeting also
received coverage from IBN Lokmat media.

On 30th October 2015, the Chapter organized a Free Factor
Distribution programme under BHEL's supported “Heal-ASoul” project at CVTC Hall, KEM Hospital, Mumbai. 22 PwHs Rajkot Chapter: Annual General Meeting
with their parents, chapter members and BHEL dignitaries
The Chapter conducted its AGM 2015 from 3rd – 4th October
attended.
2015 with various sessions covering topics on chapter
Mrs. Indira Nair, Mr. Balshiram Gadhave, Mr. Ajay Palande, administration, medical aspects of hemophilia, motivational
Mr. Girish Joshi, Mr. Zulkef Colombowala and Mr. Nilesh t a l k s , w o m e n e m p o w e r m e n t a n d t h e i r e c o n o m i c
Solanki were present to welcome the guests and to attend the rehabilitation. Dr. Ghosh (President, HFI) along with Mrs.
participants. Mr. Ajit Sinha (Additional General Manager, Gurmeet Khanna (WGHFI, Chairperson), Dr. Devila Sahu, Dr.
Regional Oﬃce Division, BHEL Mumbai) distributed AHF (Anti
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Hemophilia Day Care Centre and Govt. Medical College
Surat. The Group met the patients and doctors and discussed
issues related to Hemophilia management.

Kanyakumari Chapter: On 29th Nov. 2015 chapter held a
meeting for its members and formed its women group. The

Sudhir Kulkarni and Mrs. Ranjana Kulkarni were present as
honorary guest speakers.
The AGM had a gathering of 275 participants including PwHs,
their parents, volunteers and doctors. A total no. of 80
members of IMA were present including Dr. Sapovadia (IMA,
President), Dr. Shah (IMA Secretary) and Superintendent of
Civil Hospital Rajkot. Dr. Kanjaksha Ghosh increased the
knowledge of the medical fraternity on Congenital Bleeding
Disorders and Diagnosis. He also guided the PwH to move
ahead through his motivational speech.
An open session and CME was also conducted to discuss newly formed group is planning to start Self-Help Group for the
various issues of PwH and educate them on medical aspects ﬁnancial empowerment of women.
of haemophilia.
Kunnamkulam Chapter: On 14th Nov. 2015, the
The next day of the AGM began with inaugural ceremony in Chapter held its EC Meeting in which 29 members including
presence of Special Invitee Sh. Babubhai Jebalia (Chairman, the youths participated and on 10th Oct. 2015 the chapter held
Gujrat Agro Board and President State Kishan Morcha) who
was felicitated by Sh. Pravinsinh Mori and Mr. Kiranbhai
Avashia. He gave assurance of support and representation to
Minister. Sh. Balwantbhai Desai (Executive Trustee, Ashok
Gondhia Memorial Trust) was also present among the
dignitaries.
A two minute silence was observed for the departed PwHs.
The digniﬁed guests also delivered their motivational talks to
instil conﬁdence in the patients. Mrs. Gurmeet Khanna spoke
on the importance of Women’s Group whereas Dr. Devila
Sahu and Dr. Sudhir Kulkarni informed the gathering
Society’s functioning and administration. Scholarly students
were also rewarded with memento and cash prizes.

Surat Chapter: On 19th November and 1st & 15th December
2015 the Women's Group of the Chapter paid visit to their women’s meeting in which 12 women members took part
to plan and discuss their activities.

Pondicherry Chapter: On 6th October 2015, the
Chapter’s Hemophilia Nalinam Self Help Women’s Group met
the Chief Minister of Puducherry, Thiru. N. Rangasamy, and
gave him a petition for stocking Factors in Indira Gandhi Govt.
General Hospital, Puducherry which he immediately
forwarded to Director Medical Services. Later the Women’s
Group and Youth group along with some PwHs met Director
Medical Service, Mr. Raman and gave the petition to him as
well. As a result quotation for Factor purchase from Govt.
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Pharmacy was requested and Rs. 5 lacs were sanctioned for EC Meeting
purchase of Factor for PwHs.
On 29th December 2015, the Chapter held its Executive
Homeopathy camp
Committee meeting in which 11 members participated. In
On 29th November 2015, a Homeopathy Camp was conducted addition to general administrative and activity discussions it
by Dr. Prakash Rao (Homeopathy Physician) and their was informed that Mr. Benno Ryan is selected for GNMO
Volunteers at Chapter ’s premises. Discussions on training in Orlandao (USA) of WFH by HFI.
management of Pain and Homeopathy Treatment were also
held.

Carrier Detection / Pre-Natal Diagnosis Support

Under the BHEL project “Prevention is Better than Cure” the
Nalinam Self Help Women Group and Youth members Chapter supported Mrs. Aaisha Parveen. She got the testing
supports ﬂood victims
done on 31st December 2015 at CMC Vellore. The expense of
the test is covered under the project and she was reimbursed
through cheque handed to her by Dr. P. Nalini.

On 15th December 2015, Nalinam Self Help Women Group
and Youth members went to Cuddalore to help the P/CwHs
badly aﬀected by intense rain and storm. The aﬀected
hemophilic families were given relief materials.
Another hemophilic family of Gingee, Thirvannamalai District
aﬀected by ﬂoods was also supported with MEG cheque and
relief material.
SOL Beneﬁciaries Annual Review Meet
On 27 t h December 2015, An Annual Update of SOL
Beneﬁciaries was done by Dr. P. Nalini (President, HSPC) Bharat Heavy Electricals Ltd. partnered with HFI for project
“Prevention is Better than Cure”. The project includes
support of 120 women for Carrier Detection and Pre-natal
Diagnosis (CD/PND).

Visakhapatnam Chapter: On 8th November 2015, the
Chapter conducted an Inhibitor Screening camp for its PwHs
under the ICMR Project with support of Novo Nordisk at Red
Cross Blood Bank. Over 180 PwHs with Parents and Doctors
were present on the occasion. 82 PwHs out of 84 gave their
Blood Samples for Inhibitor Screening which were sent for
study to KEM Hospital, Mumbai.

along with Mrs. Chithra (Manager), Mr. Muthuswamy
(Physiotherapist) and Mr. Benno Rayan (Vice President).
Later, the Calendar 2016 was released and all the attendees
bought it from chapter.

While Mr. K Saibaba (Secretary, Chapter) briefed the
attendees on ICMR Project, Dr. V. Chandra Sekharam
advised the PwHs to do Meditation and Pranayama to control
the bleeds by maintaining Good Health. He along with Dr.
Karthik (Orthopaedic) did medical check-up as well.
An IT Firm Imaginnovate Tech Solutions (India) also came
forward in support of PwH and assured to create awareness
on social media by making Videos of hemophilia suﬀerers.
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YOULEAD

University of Texas, Health Science Dept., Houston, Texas,
USA) and Mrs. Richa Mohan (President & Director,
Empowering Minds Society) were invited to guide the youth on
leadership qualities through various interactive sessions held
by both.

Creating Hemophilia Youth Leaders

First day began with Youth Chairman explaining workshop’s
objective and the basis behind selecting certain youth
representatives from country-wide chapters for participation.
Mrs. Richa Mohan conducted the session “How Good are
Your Leadership Skills”. It helped in the assessment of
strength and weaknesses of the participants with an objective
to ﬁnd their leadership attributes. Thereafter, the participants
were divided into 4 groups. Group 1 and 2 were tasked to
deﬁne leadership whereas Group 3 and 4 were tasked to
deﬁne attributes of a good leader.

From 28th – 30th November 2015, the Youth Group of
Hemophilia Federation (India), YGHFI organized a 3 day long
leadership workshop themed “YouLead” at Lemon Tree
Premier Hotel, New Delhi. It was aimed to develop youth
leaders within the Hemophilia community and boost their
conﬁdence to take the Hemophilia movement forward in the
country.

Next day the groups made their presentations on the given
topics which Mr. Edward summarized and added his valuable
insights. He then held a session on “Ethics, Values and
Integrity”. In this session he emphasized that attributes may
vary for diﬀerent people of diﬀerent belief system and
therefore conﬂicts must be resolved with suitable discussions.
He then conducted another session on “Leadership Styles”'.
The high point of this session was his statement that “Eﬀective
Leadership is a combination of all the diﬀerent styles and the
great leader is one who knows how to adapt between the
various styles”.

The workshop was co-ordinated by Mr. Harshal Kale
(Chairman, YGHFI) and nearly 20 youth representatives of
various HFI Chapters were invited from throughout the Post lunch session was on Conﬂict Resolution, narrating the
famous quote in detail that “When there are Six Economists,
there are Seven Opinions” by Mrs. Barbara Wootton (a
famous economist). Mr. Edward advised the youth that in such
situations it is very important for a leader to resolve conﬂicts
and come to a diplomatic solution.
Next session was on project planning. The participants were
divided into groups and were given 10 minutes to plan it. Each
group presented their own project and they were asked to
discover the pros and cons so those can be addressed
correctly.
country. The workshop was a scaled-down version of Step Up
Last day began with motivating each participant to speak on
and Reach out (SURO) programme of Youth Group.
their weaknesses. Mr. Edward said that one should not feel
Mr. Edward Kuebler (Director, SURO and Social Worker, discouraged about their weakness instead try overcoming it.
He deﬁned that a leader should be aware of his limits and
weakness to become successful. The subsequent session
was done by Mrs. Richa Mohan on Power of Unconscious
Mind and she demonstrated some exercises to enhance the
power of unconscious mind. She also covered topics related
to “Rapport Building”, “Goal Setting” and “Hierarchy of Idea”.
The workshop concluded after taking feedbacks on how the
workshop has helped the participants.
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society, and thinking out of the box etc. He really is an example
of professionalism and the person full of every quality.

Step up Reach Out
SURO is an international youth
leadership program designed to
develop and train young adults in the
bleeding disorders community who
have the drive and ability to become leaders.

On the last day of the meeting we went to the U.S Innovation
centre to visit the laboratory of Bayer Company. We met the
scientist, observed how the research work is carried out and
how the Anti-Hemophilic Factors (AHF) are made. It was really
an astounding moment for me to see the Bayer laboratory. On
the same evening we had the wrap up of the program with a
SURO was started in 2007 by the University of Texas Health Science promise to meet again in the second session of Vienna
Center, Gulf States Hemophilia and Thrombophilia Center (UTHS). meeting in March 2016.
Today, it is administered by Global Blood Disorders, Inc.

In the meantime we have to make the project report that would
be on the missing link in the local Hemophilia community,
which I am looking forward to do in the next few months.
Apart from sessions we made very good friendships with each
other. Together we went to visit many places like the famous
Golden Gate Bridge, Cable car, and some market places. We
also enjoyed the dinner outside the Hotel.
At the end, I can say that my purpose of attending the ﬁrst
session of SURO meeting was very successful because it has
given me lots of things which I had not expected. I am not
hesitant to mention that it was my ﬁrst alone ﬂight journey to an
International event and it happened only because of my
Hemophilia Disorder. Now, I am eagerly waiting to attend the
second session of the program in Vienna, Austria.

Once again I would like to thanks HFI, Youth Group of HFI,
especially all my senior youth leaders and my blood brothers,
For the year 2015-16, Mr. Subhash Kumar Jha of Guwahati
who all helped me throughout my SURO journey.”
Chapter was given the opportunity to represent the youths of
hemophilia community of India from HFI. He narrates his
NOTICE: HFI provides Free Treatment (Anti Hemophilic
views and experiences through the following report.
Factor) to the Children / Persons suﬀering with Hemophilia
“It was a very nice experience for me to participate in my ﬁrst during emergencies, surgeries and in cases of severe and
meeting of SURO program, held in the beautiful city of San fatal in nature to the patients from Below Poverty Line and
Francisco, California, USA. I made many new friends from
very poor family. This facility is being provided with the
around the world. All of them were very friendly, co-operative
support from National Committee for promotion of Social
and polite.
and Economic Welfare, Department of Revenue, Ministry
The ﬁrst day had an Introductory session “My Story'' and of Finance, Govt. of India, New Delhi, Under Section
everyone was given 15 minutes to talk about himself and the 35AC/80GGA of Income Tax Act 1961.
treatment scenario in their countries. It helped us to closely
Tel No.: 011-23092958
understand each other and treatment conditions of their
countries. I was surprised to know about the treatment given
Editorial Board
to Hemophilics in developed countries. During the next couple
Dr. Kanjaksha Ghosh
of days, sessions on many signiﬁcant topics such as
leadership skills, Job interview and resumes, Hemophilia
Wg. Cdr. (Rtd.) SS Roychoudhury
History and research, video training, success tools, missing
Mr. Mukesh Garodia
link, thinking out of the box etc. were held.
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Initially, there were many questions in my mind regarding the
program, my travel arrangements and various other things but
Mr. Edward Kuebler (Director SURO) was very helpful and cooperative with us throughout the program. He also presented
many sessions such as leadership skills, missing link in

Mr. Pawan Madhukar
Hemophilia Chronicle is available at our website
www.hemophilia.in in PDF file format.

N

Every session was presented by an Expert Speaker and was
very productive. I was very much impressed by the lecture of
Mr. Adam Wilmers (H.R business partner at Apple Inc.) on
jobs and interviews. We were also given a small task on team
work and job interviews. I think the experience I gained in
these sessions will really help in building my own professional
career. In the video session we learnt about the advantages of
presenting the story through videos and were provided with a
“Go Pro” digital camera for shooting. A hypothetical situation
was given to us and on the basis of that we had to shoot the
videos in the Hotel premises.

Hemophilia without Disability,
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Content & Design Development
Pawan Madhukar
(Manager, Communication & IT)
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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.
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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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