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AGM 2011

Hemophilia without Disability
Children Free of Pain

Ensuring progress towards
Hemophilia Care in India

More than hundred representatives from across the country participated in the AGM
The 28th Annual General Body Meeting of
Hemophilia Federation (India) was held on
17th & 18th Sept. 2011 at Hotel Tri Sea,
Kanyakumari, Tamil Nadu. The AGM was
hosted by Hemophilia Society Tirunelveli
Chapter under the guidance of Dr Anburajan,
Regional Council Chairman-South.
Dr K. Ghosh, the honorable President of
HFI presented an overview on the growth
and setbacks of the organization. He
asserted saying that during last year, HFI
has put in sincere efforts delivering
qualitative care to the hemophilia
fraternity, especially in stimulating and
sensitizing both the State and the Central
Governments in making AHF free of cost to
the PWHs in many states of the country.
After almost 5-6 years, this year three new
chapters at Goa (West Region), HubliDharward (South Region) & Yamuna Nagar
(North Region) were started & affiliated.
He also informed about starting of three
National Level Hemophilia Training
Centers at (i) AIIMS-New Delhi (ii) St.
John's Medical College-Bangalore (iii)

EMPOWERING YOUTH
MOVEMENT IN INDIA
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Institute of Haematology and Transfusion
Medicine-Kolkata. This initiative will
contribute to the welfare of PWH and
activities of HFI by way of improved
management, training laboratory
technicians, pathologists, physicians,
paediatricians, dentists, Orthopaedic
surgeons and physiotherapists for optimum
haemophilia care suitable for the country.
He also informed that this year
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approximately 60 million units of factor
concentrates have been used by our 14,000
PWHs. HFI is grateful to Kedrion, Laureen
Kelly, Ms.Usha Parthasarathy and WFH for
this support.
Various concerns were discussed such as
strengthening external and internal
communication system of HFI, increase in
usage of factor concentrates, homeopathy

Mr Shatrughan Sinha, former
Union Health Minister and
noted film actor had given a
detailed information about
Hemophilia & Hemophilia
Hospital, Patna in Kaun
Banega Krorpati (KBC)
programme at Mahua TV
Channel on 2nd Aug 2011. The
Mahua TV Channel is a
Bhojpuri regional Channel and
covers Bihar, UP, Jharkhand
and Madhya Pradesh.
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Release of Annual Report

management of PWHs, WFH delegation's
visit to India in connection with hosting of
WFH World Congress 2016/18, National
Hemophilia Registry, implementation and
performance of various projects like
ONGC, SOL, SAC, SAIL, HEAT etc.
Dr. Cecil Ross, VP-Medical, discussed on
regional level training centers, development
of NHR, Special Cells, Emergency Needs,
Inhibitor Screening, Women's Issue etc. He
informed that there is a budget allocation for
Carrier detection & prenatal diagnosis.
These facilities are available at CMCH
Vellore, NIIH & AIIMS. Initiative has been
taken to avail the same facilities at Bangalore
also. It has been planned to integrate this in
the Thalassaemia National Program on
community control & prenatal diagnosis. Ms
Ranjana Ramachandran has coordinated
with Dr Kamini Rao who is an expert in IVF
technologies at Bangalore for any Womens'
issues including workup, genetic counseling.
He also informed about the Clinical Trials
in Hemophilia in India that is going on in 5
major clinics of India. This year many
major surgeries on Hemophiliacs were
done successfully; viz. a bilateral hip
replacement at Tiruchi, Aortic valve
replacement & Amputation of hip at
Bangalore. Discussion is in progress with
scientists from Emory University, Atlanta,
regarding a new technology that has the
potential to make low cost AHF in India.
Mr. Vikash Goel, VP-Development,
discussed about communication gap
between HFI and Chapters, National
Hemophilia Registry, Government
Lobbying, Public Interest Litigations,
Youth Group, Affiliation & Registration of
Chapters & support to the weak chapters.
Mr H. M. Sreedhar Rao, VP Finance, said

Distribution
of Awards

that during last two years the organization
has witnessed remarkable improvement in
financial growth and all round
achievements. The organization has
increased its net saving from Rs 9 Lacs in
2008-09 to Rs 30 lacs in 2009-10 and Rs 50
lacs in 2010-11.
Rtn Wg. Cdr. (Rtd.) SS Roychoudhury, CEO
emphasized upon strengthening
communication strategy of HFI, lobbying
and advocacy, implementation strategy of
various projects, especially ONGC supported
HEAT Project, Resource Mobilization,
proper Donor Servicing, pending payment of
Medicines, Chapter Affiliation Process &
Fees and upcoming visit of WFH delegation
and Round Tables at Chennai and Delhi.
A brief on the activities of National
Hemophilia Youth Federation was presented
by Mt Premroop Alva, highlighting different
camps and activities held throughout the year.
Updates on NHR were presented by Mr
Somu Shekhar. He explained how to proceed
in filling pending data by chapter
themselves. A long debate & discussion was
held on Medical ethics of PWHs. Meanwhile,
the Annual Report 2010-11 was released.
Dr. Rajendaran Rathinam and Mr K. T.
Pachamal, Hon’ble Minister for Forests,
Govt. of Tamil Nadu were the Chief Guests.
Ashok B. Verma and Nikhil Goel National
Memorial Awards were distributed to the
Children with Hemophilia (CWH) for their
outstanding performance in 10th and 12th
Board Exams despite their disorder.
On 18th Sept, all the four RCCs highlighted
regional progress of different activities and
observations. The AGM was successfully
concluded with many important resolutions,
cultural evening and a sightseeing trip
around the city.

Dear Friends,
Our AGM in KanyaKumari
was attended by more than
75% of affiliated chapters
and it was a big success. I,
on behalf of hemophilia
f r a t e r n i t y t h a n k D r.
Anburajan and his team
for excellent work in
hosting the AGM. Our CEO & his team from
HFI also seamlessly worked towards the
success of the meeting & needs to be
commended.
Kanykumari is at the southern tip of our vast
motherland. Once you stand there and look
north you feel the gigantic work on
Haemophilia that still needs to be
accomplished for our country. It is possible,
if we all remain united against all odds.
People like us will come and go but it is the
organization which are to be strengthened to
accomplish this task.
Many of our friends may feel once we
achieve free factor from the Government
what is our need for remaining with HFI?
My friends, before any of us have such a
feeling please look at the western countries.
Haemophilia societies of western countries
are not involved in medical management of
haemophilia care, which is solely tackled by
the Government and the existing health care
systems of individual countries but
haemophilia societies in those countries
have not become redundant. In fact they are
getting stronger. They are getting into health
care policy of the Govt. for PWHs, they are
encouraging research in this field and are
trying to set free the innumerable social
obstacles of PWH. Hence there is all the
more need to remain united under the
banner of HFI for a long time to come.
I was discouraged to see only three chapters
of Northern India participated in the AGM.
Trivandrum society which is only 95 Km
away from HFI Venue did not consider it
necessary to attend this meeting. A big
chapter like Delhi also did not feel that some
of the representative from that chapter
should attend the meeting. I am given to
understand that Delhi chapter has already
fixed up some programme before hand and
the dates clashed with AGM dates of HFI.
Many members in AGM felt that we should
re v i v e s c i e n t i f i c p ro g r a m m e s a n d
workshops during the AGM. I am seriously
considering this idea positively.
Once again thanking you all for your active
participation and cooperation in the AGM.
I wish you all good health, happiness and
success.
Your Sincerely,
Dr. K. Ghosh
President, HFI
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Empowering Youth Movement in India
As part of the Project 'Young Voices on Hemophilia in India', Regional Youth Camps are conducted
by HFI with the support from Danish Haemophilia Society & Disabled Peoples Organization
Denmark to empower the young PWHs. These camps aim at providing a platform for the youth
where they can bond, express, share their experiences, hone their personality and learn
Leadership skills with their fellow PWHs of the region.
South Zone Camp at Bangalore
The South Zone Youth Camp was held from 810 July at 'Shakti Hills Resorts, Bangalore, a
picturesque hill resort in the southern part of
the city. Participants in the age group of 15 to
30 from 12 chapters of South Region attended
the camp.
The camp had a unique range of activities
making the participants learn the art of team
building, communication, critical & creative
thinking and perform in any given situation. The
camp was a bilingual approach of both English &
Tamil. Activities like cricket, swimming,
tambola, antakshari, team formation,
marketing slogan, creative thinking etc were
conducted. One event which stood out from the
rest is the Fashion Show showcasing the PWHs

fight out any kind of hostile situation by being
positive, focused & dedicated to the goals that
would lead success in life.
The participants took part in the event whole
heartedly and made it a big success. With the
meticulous planning and execution by Mr.
Premroop Alva & team, the event was a huge
success in empowering the young PWHs.
East Zone Camp At Aritar, Sikkim
Eastern Region Camp was held at Hotel Aditya,
Aritar, Sikkim from 23- 26 July 2011. On 23rd in a
formal introduction session, all the
participants introduced themselves followed
by registration. On 24th morning, soon after
the breakfast they went for site seeing to
tourist places like Thambi view point, Nathula
Pass, Baba Mandir, Nathang
Valley and finally the Tukla &
Kupup Lake.
Bursting out in a gorgeous
play of colors, the snaps taken
during the twilight show a
stunning sunlight revealing a
splendid play of goldenreddish shades.
After returning back to hotel,
many of the participants had

bleedings as it was a hectic day for them. Self
infusion was trained to the participants who
attended the camp for the first time or who did
not know it before. Every night when the AHF
was required to be infused to the participants
who bled, it was infused by the other
participants who have never done it earlier.
On 25th morning, the group held an open
discussion session and share their
experiences, importance of the project,
activities of HFI etc. After the Lunch the
group left for the sightseeing towards
Lampokhari and Dak Bungalow, the
Government guest house, the venue where
the closing ceremony took place with Cultural
event. The cultural event was a mix of Nepali
& Bhutia traditional dances performed by the
school children of Aritar Secondary School,
East Sikkim.
After the cultural event, all returned back to
the hotel and had a session for Certification of
the participants. All the participants were
given the Certificate of participation by Mr.
Premroop Alva, Youth Group Representative to EC-HFI, Mr. Mukesh GarodiaCoordinator, NHYFI and Mr.Siddhartha
Shankar Ojha, Steering Committee Head,
NHYFI-Eastern Region.

South Zone Camp
ramp walk and showing off of their fashion
acumen. The young men performed like
professional models and it was a big hit among
the participants.
In an interactive session on burning issues for
PWHs like health, education, career,
marriage, family etc., were discussed.
Vocational training as part of the career
option was also introduced. Motivational talk
was given by Mr. Ashish Ballal, the former
Indian National Hockey team Goal Keeper to

East Zone Camp
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which they faced such as traveling,
physical disability, time constraint,
professional and marriage life etc.
During the discussion, youths
themselves camp up to the solution
towards the problems by
brainstorming as to how we can
overcome the problems faced.

North Zone Camp

The youths enjoyed various fun
games on swimming pool and in the
green gardens and on the resort.
The resort arranged rain dance for
the crowd where all enjoyed in the
fullest. On 22nd evening, a D.J night

West Zone at Mumbai
Mr Krunal Kotecha gave a
warm welcome to the
participants from different
chapters of western region as
well as the senior members
from HFI who attended the
camp to direct the youths and
to infuse motivation for their
active participation & future
role towards the growth &
development of the parent
organization.
Mrs. Indira Nair, President of
West Zone Camp
HSMC gave an inspirational
speech to motivate the youth
and educated them about
was arranged specially for the youths where
various schemes the youths can indulge they enjoyed dance, music and had fun.
themselves in to it. The same was shared
through the web-forum, the topics like career On the 3rd day of the camps youths made a
detection, Inhibitor Essay reports, latest visit to Our Lady of Vialankanni, Bhatebander
developments, Ongoing projects, etc She Mata Valankani Shrine, Pali Chowk Beach &
emphasized on communicating with each other then they had lunch together at Mc Donald's.
regularly & share new updates. The media can be Mr Rashid Lilani, E.C Member of HFI shared
forums, emails, networking sites, etc.
his life experiences. He himself being a
hemophilic and successful person, guided the
An open forum was held, where the youths youths as to how to live a successful life being a
came up with their problems & hindrances hemophilic and how to overcome the

constraints and difficulties in life. He kept the
session very interactive where the youths
came out to speak openly and expressed their
desire to lead a life rather than to live a life.
A Physiotherapy session was conducted by Dr.
Kirti Kene. She emphasized on basic
physiotherapy exercises which can be done
daily to avoid friction in the joints using the
crepe bandages. She showed some of the
precautionary measures to be taken in order to
avoid joint bleeds, and the mild exercises
which can be followed after the bleed. She also
showed some of the exercises to strengthen
the muscles, usage of splints, how to put
traction, etc which a hemophilic can
implement during daily routine.
The youths came up with some important
resolutions that would help develop the youth
activities in their chapter and enhance their
roles towards the core objective of national
youths such as:- Youth Meet twice a week,
English Speaking Course, Developing a youth
community on social networking sites like
Facebook, Orkut, Twitter, etc. and write a mail
to each other, Mr Paresh will work on the Web
Forum which will be a tool for sharing know
ledge, best practices and communicating with
the youths nationally, to register themselves
o n t h e global networking sites like
www.losbleedos.net, www.mybloodbrother.com
where they can interact with PWH nationally
as well as globally.
All the participants were presented Certificate
of participation in the Leadership training
program in order to keep them motivated. Vote
of Thanks was performed by Mr. Krunal
Kotecha.
The workshop was very successful with flair
of motivation running within the young
bloods & a ray of light which was seen among
the youths to grow as mature persons & stand
as a strong pillar for our organization.

Learning by exchanging Ideas
Thomos Aderian’s Visit to India
Mr.Thomos Aderian, Founder of Nigerian Hemophilia Federation
visited Bangalore on 20th, September 2011. Visit of Mr.Thomos
expanded relationship in Hemophilia between Republic of India
and Federal Republic of Nigeria. Mr.Premroop Alva (Youth
representative to EC (HFI) and Mukesh Goradia (GS of Guwahati
chapter) had detail discussion on challenges of Person with
Hemophilia. Some of the topics discussed were:
8Building young hemophilia leaders
8Ways of addressing youth challenges on both countries
8Importance of Education and the challenges faced by
CWH/PWH while studying
8 Career and suitable job opportunities for PWH
8Care for special hemophilia groups
On 21st, September 2011, Mr.Thomos visited St. Johns Medical
College and Hospital which has advanced care center for PWH and
met Dr. Cecil Ross, Vice President-Medical, HFI. Dr. Ross spoke
about treatment in India and movement of government lobbying for
free medicine. He also recommended Mr.Thomos to adopt similar
strategy in Africa to provide free medicine to our blood brothers.
Dr. Cecil Ross volunteered to train Nigerian medical team for
diagnosing and investigation of bleeding disorders. Mr. Thomos
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Dr Cecil Ross, Mr Thomos Anderian,
Mr Premroop Alva and Mr Mukesh Garodia

(From left to right)

visited Bangalore Chapter and interacted with all the staff. Mr.Siju
Paul (Physo therapist) took through the physo-therapy program
conducted by Bangalore chapter. Also shared information about
rehabilitation and the documents/formats maintained by Mr. Siju &
team. Mr. Premrooop Alva & Mr. Balasubramania (Administrative
Officer, Bangalore chapter) presented memento to Mr. Thomos.
Thanks to Mr. Mukesh Garodia (GS Guwahati Chapter & Coordinator, Young voice of hemophilia in India) who was
instrumental in getting Mr. Thomos to India.

CHAPTER UPDATES
NORTH REGION
Lucknow Chapter: On 4th September,
the Hemophilia Society, Lucknow organized
Health Screening Camp for the pwhs. Ms
Geeta Suri, Physiotherapist, demonstrated
various physiotherapy exercises. Dr A. K.
Tripathi of CSM Medical Univ., Lucknow
gave some inputs about the Hemophilia
disorder to the PWhs & their family
members. About 107 participants benefitted
from it; blood samples of 53 pwhs were
taken for screening of HIV, Hepatitis B,
Hepatitis C. The
chapter distributed
shoulder slings, crape bandages, Ice Caps to
all the pwhs which was followed by lunch.
The chapter has been doing Inhibitor
Screening for last three years and holds
monthly awareness camp for the
hemophiliacs and their family members on
every first Sunday of the month for last 15
years without any interruption. Ms Geeta
Suri, Physiotherapist gives physiotherapy to
all the pwhs at her center situated opposite to
C.S M.Medical University Lucknow on daily
basis which helps the pwh to maintain
healthy joints. The chapter is thankful to Dr
K. Ghosh for training Ms Geeta and giving
exposure at the KEM Hospital, Mumbai.
SOUTH REGION
In the month of July, the Second Regional
Meet of the year was held at Jain Hospital,
Bangalore. Members from across the South
were present for the meeting. The RCM was
unique in itself with the solicited presence of 3
VPs of the HFI. Hubli- Dharwad Chapter,
which was recently affiliated to HFI also made
its entry to the RC Meet.
The Meet gained momentum with the
Distribution of Civic Leader Award to great
personalities from the Chapters of Salem,
Hyderabad, Manipal who had worked for the
cause of PWH together with the Team Work
Award having been presented to the Chapter
of Trichy. The request for the affiliation of the
Cochin Chapter was turned down in the wake
of lack of representation on the part of
Cochin Chapter.
The Youth Camp which was kick started in
the Silicon Valley of India soon after the RCM
lasted for around 2 days. Cricket Match,
Party Show and many other fun activities
were part of that Camp.

Health Camp at Lucknow
While Ms Usha Parthasarathy addressed the
participants on the second day of The Camp,
former Hockey Player Ashish Ballal did evoke
their spirits on the last day of the Regional
Youth Camp.
The month of August turned out to be the
preparatory phase for the AGM-2011. Annual
General Body Meet for the year 2011 was
hosted at Cape Comorin. Delegates from
across the far and wide of the country
thronged the Conference Hall of Hotel Tri
Sea, Kanyakumari. The Annual General Body
Meet-2011 was hosted by Tirunelveli Chapter
much to the applause of all.
CMEs in Coimbatore: In the month of
July, 3 CMEs were organized at Coimbatore
with the gentle support of Baxter India Pvt.
Ltd. The first CME was held at ESI Hospital
Varadharajapuram, Coimbatore. About 40
doctors & 10 nursing superintendents
attended the meeting.
Dr Raghvendra Mayya, Medical adviser of
Baxter India spoke about Hemophilia
Management in India. One of the parents
shared their pain and agony in bringing up
a hemophilia child. Mrs Shanty Srinivasan,
mother of a PWH explained her sufferings
and pain and explained to the group about
the major role played by hemophilia
Society Coimbatore chapter in bringing up
their son who is now 25-years-old.
Mrs Shanthimala, Secretary of the Society
informed about the activities chapter has
initiated like organizing monthly meetings,
picnics, camps & fund raising programmes.

RCC South Meet at Bangalore

The second CME was organized on 2nd July,
in a conference hall at Coimbatore medical
College Hospital. Dr. V.P Choudhury, Ex.
HOD of AIIMS-New Delhi was the speaker.
About 150 doctors and P.G Students
participated in the meeting.
The third CME Programme was conducted at
KG hospital Coimbatore, which is also one of
the leading multispeciality hospitals in
Coimbatore. The Chairman of K.G. Hospital
& 30 doctors attended the meeting. The
speaker was Dr. V.P Choudhury.
The monthly meeting was held at
Kasthuribai Ghandhi Centanary Hall on 24th
July. The special guest was Dr. Rajshekehar,
of the Dept. of Haematology CMC, Vellore,
presently working in KMC hospital
Coimbatore. About 150 members
participated in this meeting. An open clinic
session was conducted.
Cuddpah Chapter organized its AGM
recently attended by 30 hemophiliacs and
chapter members. Dr P. Chandra Shekhar,
MD, RIMS Hospital was the Chief Guest. He
was kind enough to support and guide in
spreading public awareness on Hemophilia in
the region.
During the AGM new Executive Committees
were selected. The EC Body comprises of Dr.
Obulesu MD, Director & Superintendent of
Rajiv Gandhi Institute of Medical Science,
Kadapa, as the President, Mr. Krishna Reddy,
as the Vice President, Mr. K.V.S. Prasad as
Secretary and Mr. Laksmi Reddy as the
Treasurer.

CMEs at Coimbatore
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the treatment of hemophilia patients at free
of cost.
Dr. M.K. Bagchi distributed dental kit to all
hemophilia patients free of cost and
assured all possible medical assistance for
the hemophiliacs. He also explained the
basic care and home treatment during
dental bleeding and prevention to reduce
the dental and gum bleeding.
On the same day educational grants to four
poor CWHs were distributed to support
their studies. A free health check-up of the
patients was also conducted by Dr. P.
Bhattacharya, other trained doctors and
Mr. Amrit Biswas, Physiotherapist.

Kunnamkulam AGM
Pondicherry Chapter: Kovai Puduvai
Sangamam organized by Coimbatore and
Pondicherry was appreciated at Regional
Council Meet held at Bangalore. Mr. M. S.
Muthuswami, Physiotherapist of the society
presented a Scientific Paper on Hemophilia
and shared the story of a bleeding boy in the
World Congress on Holistic Medicine held
on 9-11 Sep. 2011, at Sivaraj Institute of
Medical Sciences, Salem.
Kunnamkulam Chapter: On the
occasion of Gandhi Jayanti on 2nd October,
2011, PWHs and their families had
assembled near a village Restaurant at
Kambipalam, Kunnamkulam for the
Annual General Body Meeting. The
proceedings were preceded with a silent
prayer. The meeting was inaugurated by
the Chairman of Guruvayur Devashram,
Mr. T. V. Chandramohanan. He said that he
had come to interact with the PWHs so that
he can have first hand information of the
problems faced by them.
The meeting discussed at length the
problems faced by PWHs in the state
including non-availability of AHF and other
necessary medications in government and
private hospitals. Importance of regular
exercise, physiotherapy, dental hygiene,
balanced diet, timely management of
medical problems, family counseling, poor
level of awareness in the society, threat
posed by quacks and psycho-social issues
were discussed in detail.
Dental Surgeon, Dr. Susanth, Physician
and Dr. (Sr) Merly conducted health camp.
Physiotherapists Mr. Babu and Ms. Dhanya
enlightened the gathering about the
importance of care of joints and muscles.
Ms. Rema Raghunandan stressed on the
importance of counseling, prenatal
diagnosis and carrier testing. Mr. Renju
spoke in detail about Reiki in management
of pain. The participants decided
unanimously to screen all PWHs for
transfusion transmitted infections & to
provide preventive vaccine against
Hepastitis B free of cost.
The Secretary, Mr. E. Raghunandanan,
presented the Annual Report and
Treasurer, Dr.P.M Ferose, presented the
Accounts which were passed by the General
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Body. President Prof. N. N. Gokul Das
presided over the meeting. Ms Subha
Bhaskaran thanked all guests and
participants for their active participation in
discussions.
EAST REGION
Durgapur Chapter: Women's Group of
Durgapur Chapter successfully organized an
awareness programme on “PREVENTION
OF DENTAL BLEED AND FREE DENTAL
CHECK UP” on 4th Sept. at Hemophilia Care
Centre at City Centre of Durgapur. Twenty
Two P/CWs along with their parents attended
the Programme. Dr. M.K. Bagchi, former
Head, Dental Dept., Sammilani Medical
College & Hospital, Bankura, Dr. Depali Nath
Chowdhury, Sr. Deputy Director and Head,
Dental Dept., Durgapur Steel Plant Hospital
& Dr. Sarmistha Bagchi conducted the dental
Check-up.
Dr. Omesh Khurana, Director, Medical &
Health Service & Dr. S. N. Nath Chowdhury,
Head Pathology & Blood Bank of Durgapur
Steel Plant Hospital were the chief guests.
Dr. Omesh Khurana assured all possible
support & treatment facilities for the
hemophilia patients at Durgapur Steel Plant
Hospital. He also told that very shortly
Durgapur Steel Plant Hospital will start to
prepare cryoprecipitate & it will be used for

Tinsukia Chapter: On 6th Aug. Inhibitor
Screening was conducted at Aditya
Diagnostics, Tinsukia, with the gentle
support of Novo Nordisk; blood samples of 28
P/CwH were collected by the lab staff of
Aditya Diagnostics with the help of Mr Sanjoy
Saha, executive of Novo Nordisk from
Kolkata. The Chapter is doing massive
public awareness & resource mobilization
programs in various schools of Tinsukia,
Dibrugarh, Sivsagar & Jorhat. On 25th Sept.
the chapter key persons visited Namsai &
Chownkham PHE of Arunachal Pradesh
and met the medical authorities for
awareness on haemophilia. They also met
the Principal and other HODs of Assam
Medical College, Dibrugarh and discussed
on availability of free factor in the hospital
and handed over a memorandum. Now
they have started providing free factor at
govt. hospitals.
WEST REGION
Rajkot Chapter: On 15th August, Rajkot
Chapter celebrated Independence Day. Rakhi
& Jamnastami were also celebrated. Love of
Brother and sister was celebrated at the
centre; all the sisters blessed their hemophilic
brethren for better Health.
Yoga session for PWHs is regularly held with
an average of 30-40 participants under the
guidance of yoga teacher Dr. Asha Satasiya
and Physiotherapy session with average of
5-6 general patients. Homeopathy
Treatment Camp was held on 18th Sept. with
the participation of 45 PWH under the

Health Camp at Durgapur

Inhibitor screening test at Tinsukia
guidance of Dr. Chintan Shah. Navaratri
celebration was organized on 28th & 29th
Sept. for the hemophilia community where
around 80 members participated and
enjoyed the celebration.
Youth Group Meet: The Youth group of
Rajkot chapter organized one day youth group
meet on 14th Aug & 20 young PWH participated
in it. The event was guided and supervised by
Kiranbhai Avashia (Advisor) Smt. Sonal
Sakaria (Secretary) & Mr. Paresh Sakaria.
The young voices discussed about
hemophilia and its available treatment at
chapter. They also discussed about the
importance of physiotherapy & other issues
faced by the youngsters. The young PWH
discussed about development of the society,
their involvement, fundraising etc. Key note
addressed by Mr. Kiranbhai Avashia
stressed on the importance of youth in the
society and also how they can help the
society. Mr. Paresh Sakaria (Young PWH)
shared his life experience with the
participants. Mr. Taksh Mishra delivered a
lecture on motivation. Youth group members
decided to meet on quarterly basis & the
Executive Committee decided to provide
funds for youth group meet. In the concluding
session, Mr. Balwantbhai Desai (Ex.
Secretary of Ashok Gondhia Memorial Trust.)
met personally young PWHs and assured all
required support.
Society's yoga center's representative
shared the experience about yoga as well as
functioning of the chapter. Mrs. Sonal
sakaria discussed with young PWH and
advised them to come forward for the
cause. Mrs. Deepa Chavda gave vote of
thanks. The concept and organization of
this meeting was executed by Pradeep Patel
and Yogi Parmar.
Mumbai Chapter: MARICO Ltd. have an
annual Feature of holding an Organization
Communication exercise at the end of each
Financial Year wherein the company's
CMD shares the company's highlights
during the course of the year, as well as
other features for the forthcoming financial
year. This year, the CMD made a
presentation highlighting the social
activities undertaken by 3 employees
among others, including Indira Nair's
efforts at Hemophilia Society Mumbai .
Hence, the reach of this message was far
and wide and to all other MARICO
Members to be part of such social
responsibilities. The Presentation also
advises us to inculcate such efforts in all of
us so that we can make the Society a better
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Youth Camp at Rajkot
place to live in.
Kolhapur Chapter: Hemophilia Society
Kolhapur Chapter organized C.M.E. for local
medical practitioners on 10th July. 40 doctors
attended the CME. Dr Devila Sahu, Dr. Alok
Patil & Dr. Mohan Patil enlightened the
gathering. On 24th Jul, under the guidance of
Dr. A. D. Manjrekar, President, Hemophilia
Society Kolhapur Chapter a diagnostic camp
& women meeting camp was held and 76
PWH attended the camp.
Pune Chapter: Pune Chapter organized
AGM on 25th Sept. at New Lohade Hospital.
Mr Anil Lalawani, Vice President of the
chapter welcomed all the participants and
informed about the progress of the society
during last 18 yrs. Then he read out the
budget and Annual Report for the year 2010 11. After the meet he distributed awards to
the students who scored first class in the last
academic year.
The chapter is preparing “Maharashtra State
Blood Council Identity Card” for accessing
free Blood Plasma & Factor from the Govt.
Hospitals. Treatment & Educational support
were distributed to selected poor P/CWHs.
Goa Chapter:Hemophilia Society Goa
Chapter organized National Youth Camp at
Goa from 29th Sept. to 2nd Oct. 2011. Around
50 PWH from all over the country were
present. Both Print & Electronic Media
covered the event.
All the national and international faculties
and PWHs started arriving from 24th Sept.
onwards. On 29th Sept. the camp was
inaugurated by Mr. Vishwajeet Rane,
Hon'ble Health Minister of Goa. On the dais
were Mr. Vikash Goel (VP Development,
HFI), Kingsley Lawarence (from Cambridge
Haemophilia Society,UK), Dr. Elison,

National Youth Camp at Goa

CME at Kolhapur to improve
hemophilia care in the region
Haemotologist, Pool Dorset (UK), Lakhbir
(Bradford, UK), Dr. M.P. Silveira (Goa
Medical College), Mrs. Manjit Chohan
(President Goa Chapter) and Mr. Prasad
Arolkar (Secretary, Goa chapter) hosted by
Dr. Dhanesh Volvoikar.
In the afternoon session several activities
were organized with ice breaker followed by
games, hydrotherapy in pool and
physiotherapy. After dinner there was fun
around the pool till 12 midnight. On 30th
Sept., hydrotherapy session was conducted
in the pool demonstrated by Dr. Kingsley
Lawrence, Homeopathy Session by Dr.
Chitan Shah followed by a talk on Dental
Care by Dr. Preeti Volvoikar. In the
afternoon site seeing trip to Goa beaches
was arranged. All the participants went to
Baga and Calangute beach and enjoyed to
the fullest. On 1st Oct., Physiotherapy
session conducted by Dr. Kale, Workshop
by Dr. Chintan Shah and Hydrotherapy
session by Mukesh Garodia. After lunch all
went to Miramar beach and to a lovely
cruise in river of Mandovi where all enjoyed
Portuguese and Goan folk dances.
On 2nd Oct. farewell programme was
followed by concluding address by Mr.
Vikas Goel, Dr. Devila Sahu, Dr. Jayshree
Kale, Dr. M.P.Silveira, Dr.Elison,
Mr.Lukhbir, Dr. Dhanesh Volvoikar, Mr.
Mukesh Goarodia, Mr. Kingsley, Mr.
Sandeep and many PWHs. Mrs. Manjit
Chohan thanked all the resource persons
and the participants for making this camp a
success. A minute of silence was observed
for the PWH of the chapter who passed
away recently. The Camp was concluded
with the National Anthem. As a new
chapter Goa has taken several initiatives
and this camp was unique one and
organized successfully.

Dr Alison been felicitated
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ULNA FRACTURE SURGERY OF A PWH

S

urgery of Mr. Radhakrishnan, PWH with
Factor-VIII (<1% Inhibitor Positive) for a
compound fracture left ulna was successfully
done recently.
Fourty five year old Radhakrishnan, a
PWH from a small village of Perumbavoor
district of Ernakulum, Kerala. Followed by an
accident, on 1997, (tempo traveler hit the cycle he
was traveling on) Radhakrishnan developed an
acute urinary retention for which he was
hospitalized & catheterized. A few weeks later the
patient developed high fever & severe pain over
left thigh region; there was an ulcer on the
posterior aspect of his thigh & same got infected.
At the same time he was also suspected of having
deep seated abscess & osteomyelities . He was
referred to CMC, Vellore.
In order to save the limb, he underwent a
gamma nailing for the subtrochanteric fracture
of his left femur. The infection in the region of
fracture persisted & the wound failed to heal,
therefore, his condition deteriorated and he
developed an abscess around the femer. Till
then he had received 28230 units of factor VIII
& six units of blood. At this point, a left hip
disarticulation was decided at CMC Vellore &
this was done on 14.3.1997. Post operatively he
had recurrent episodes of severe hemorrhages
from the wound & required prolonged factor
support. However, the wound gradually healed
& skin graft was applied to the wound. A total of
73770 units of Factor VIII was given.
He had an urethra cutaneous fistula &

Radhakrishnan before Surgery

managed by suprapubic cystostomy on 25th
Aug. 1997. He underwent a urethra cutaneous
fistula closure. A total of 16020 units of Factor
VIII was used at that time. Meanwhile he was
found to have developed Factor VIII inhibitors.
Later, he met with an another accident due to
trauma he had monteggia fracture at left (left
olecranon fracture). There was bleeding from the
wound. He was Diabetic & Hypertensive. He was
needed FEIBA before surgical intervention. He
could not afford to buy and we could not
arranged FEIBA to be given during surgery. He
was referred to CMC-Vellore on 20th June 2011.
Due to non availability of FEIBA he was sent to
St. John's Hospital Bangalore. As per estimate
atleast 26000 units of FEIBA was required. At St.
John's Hospital also FEIBA could not be
arranged. So he was sent back to M.A.G.J
Hospital Mookkannoor, where the Hemophilia
Society of Angamaly is functioning. By the

support of HFI, and very sincere efforts of
Mrs.Usha Parthasarathy Co-coordinator of SOL
(Save One Life-India), Mr. Ragunandan, EC
member HFI, Angamaly Hemophilia Society &
Senior Physician Dr. P. C. David (Medical Incharge), Orthopedic Surgeon-Dr. Rajesh.S,
Cardiologist Dr.Jaideep C.Menon we could
arrange the estimated amount of FEIBA
(26000units). FEIBA was supplied by Kelly
Foundation. We could also mobilize some
amounts from NOVO-7 by the help of Mr.
Rajesh, Novonordisk-Southern Zonal Manager,
Bangalore.
Surgery was successfully done on 21st Sept.
2011, by Dr. Rajesh S. He was given a total of
26380 units of FEIBA during surgery and post
operative period.

Paul Nettikkadan,
President, Hemophilia Society Angamaly

Survival of an 'Unfittest’
I am Dr Ferose. I am proud to
say that I am the first PWH,
awarded Doctoral Degree
from an Indian University.
Born and brought up in
Kudallur, a very beautiful
village in Palakkad district of
Kerala. My father was a farmer
& mother was a house wife. I
have two brothers, one sister
& blessed with wife and a son.
I was born with severe haemophilia with Factor
IX deficiency in 1969 and was diagnosed at the
age of two years old. My case may be a mutation
because I don't have past haemophilia history
in my family. Those days Plasma and Factor IX
were not available. Infusion of blood was the
only (temporary) treatment in case of
bleedings.
I had no regular schoolings in my life due to
frequent bleedings on different parts of my
body. But I learned to read and write with the
help of kith and kin and from nearby lower
primary school through seldom visit when I felt
better health. Frequent knee joint bleedings
caused knee damage and I was on wheel chair
in my teen age. Only possible things to do in my
life were reading, listen different radio
programmes and daydreaming. Gradually,
passion for reading books developed in me. I
cultivated interest in reading fictions, short
stories and books on science and social science.
In 1987, I appeared for 10th Std Examination as
a private candidate and passed the
examination. At the same time there was slight
improvement in my health condition; I could
walk with the support of walking sticks.
For higher studies I got admission at Farook
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College, Calicut, a prestigious residential college
in Northern Kerala. It was a turning point of my
life. College Hostel life trained me to live
independently in all circumstances. As an
individual, my personality transformed to a full
man with the days of Farook College & I completed
12th standard & Graduation in Commerce.
In 1994, I went to pursue MBA study at SIBER
Institute of Management Studies, which was
1000 km away from my native village. It was a
great experience, where I got chance to interact
with the students from almost all parts the
country. I was very active in the college campus
and changed the stereotype perceptions of
haemophilia as deadly decease among the
colleagues and teachers.
I contacted Mr. Ashok Verma, founder of HFI
through a letter. His life story was a greater source
of inspiration to me. I was in regular contact with
Mr Tharakan from Trivandrum, Mr Paul
Nettikkadan from Angamaly & Dr. Sabnis from
Kolhapur who were great support and guide to me.
In 1995, another chapter of the history of
hemophilia movement in Kerala unfolded as Mr
E. Raghunandan started haemophilia Society
Kunnamkulam (Chapter), 25 km distance from
my native village. It was an avenue for me to learn
more and participate in rehabilitation initiatives
for PWHs. At present we have more than 300
PWHs with Kunnamkulum Chapter and
Prof:Gogul Das, a well known social worker in
Kerala, is leading our team as the president of
the chapter.
In 1997, I participated in HFI AGM at
Coimbatore with Reguvttan [Mr E.
Raghunandan] and interacted with many
successful PWHs including Dr.Suresh
Hanagavadi and many well wishers of the

haemophilics including Dr. Mammen Chandy. I
also got an opportunity to come close to Ashok
Verma.
After completion of my MBA studies and one
and half years of service in U.A.E as a finance
manager, I joined Govt. WPT College,
Kottakkal, Kerala as a lecturer in Business
Management.
In 2006, I was promoted as Head-Dept. of
Computer Application and Business
Management. I held full additional charge of the
principal during 2006 to 2010 and relieved
from the additional charges for completing my
Ph. D. thesis in Human Resource Management.
Finally, the Doctoral Degree was awarded in
July 2011. I am the first PWH, who was awarded
a doctoral degree from an Indian University.
Now, I am writing a book to share my survival
experience with the rest of the world to motivate
the entire haemophilic community.
I had never been tensed during complicated
problems encountered in my profession. One of
my colleagues once asked, “Why you're not
having any tension and always keep smile on
your face?” My answer was a smile with a
reflection… “I am always at war with my
disease, rest of the matters are not
serious concerns for me. As a die-hard
haemophilic, I have enough energy and
inner strength to conquer the world.
I conclude here with the lines of a legendary
Malayalum Poet Shri. Kadamminitta
Ramakrishnan as a message to the entire
haemophilic community:
“Kuzhivetti mūduka vedanakal, Uyirkolka
Shakthiyayi nammal” [Awaken as a powerful
source, burying all of your pains].

By Mrs. Sonal Sakaria

In 1992, a group of like minded people, Mr.
Indubhai Vora and Mr. C. V. Domadia &
few PWH patients ploughed & planted the
seeds of Hemophilia Society Rajkot chapter
for the welfare of hemophilia fraternity. At
that time Rajkot city was just developing
and no treatment or diagnostic facilities
were available in the city as hemophilia had
been unknown to the people.
During that period only 10 members were
registered. Only fresh blood and dried
plasma were used for temporary
management in course of bleeding. Initially,
the Society was facing lot of problem like lack
of funds, awareness, social stigma etc.
In the later year, Late Mr Ashok B. Verma,
visited Rajkot Chapter and guided us to
develop the society and also helped us to get
Affiliation from the HFI. With the noble
support of Dr. Yagnesh Popat, Indubhai
Vora, Mr. Domadia, Kiranbhai Avasia, Dr .
Hiren Kothari, Pareshbhai Sakaria, and
Ashvinbhai Barai hemophilia society has
become a small plant.
In 2001, Rajkot chapter got support from
DANIDA project which strengthened
capacity building of the chapter. The
economic rehabilitation project was inspired
& supported by Ms. Dorothy Lyzgard, (the
then President of Danish Hemophilia
Society) during her visit in 2001 .
The Rajkot city & surrounding villages are
famous for traditional art material &
embroidery work. My self and women group
of the chapter started meeting & preparing
traditional craft materials. With each order
& supply, the confidence of the women group
was mounting high & planning for new
design or easily salable items. The chapter
presents this material to national &
international market. The chapter supplies
the raw material to the women's group &
finished product is marketed by the chapter.
Our Strength and Achievements
Year 1992 No of PWH: 10
Year 2011 No of PWH: 316
We are providing them all support, care &
psycho-social support to all members.

Chapter Team Members
“Rajkot is fairly new chapter but has already come far. I had the
opportunity to go to the morsel village to visit the Gabbu family who had
experienced the earthquake in January 2011. I was received with great
warmth and feeling. The mother in the family is part of the Rajkot women's
group who are doing handicrafts. I find this initiative of economic
rehabilitation in Rajkot chapter highly commendable. My stay there was in
all aspects a very good experience and I am convinced that there is a lot of
potential in the chapter in the leadership of Mr. Avashia (Secretary). I look
forward to come back one day to see their achievements.” - Dorothy Lyzgard
In April 2009, Hemophilia Society Rajkot
Chapter coordinated with Ashok Gondhia
Memorial Trust, a charitable trust for
medical help and regular support to Rajkot
hemophilia community. Hemophilia society
Rajkot chapter and Ashok Gondhia
memorial trust works jointly for hemophilia
care and research. Ashok Gondhia memorial
trust supported us by providing separate
building (with accommodation and kitchen
for patients as well as activities hall),
physiotherapy instruments, financial
support for AHF, carrier detection, research,
homeopathy treatment camps as well as
day to day expenses.
With the wholehearted support of Ashok
Gondhia Memorial Trust and Shree
Indubhai Vora in all aspects, we are able to
provide the comprehensive care as well as
Anti hemophilic Factor to all PWH who are

registered in Rajkot chapter @ Rs.5.00 per
Unit and free of cost.” our chapter is first
center in India to provide anti
hemophilic factor at consessional
rate or free.
During these years Rajkot chapter's member
are awarded late Ashok Verma memorial
Award. Six Patients were supported by chapter
for orthopedic & corrective surgery at higher
centre like Mumbai, Pune and Vellore.
In 2010 under the umbrella of Ashok Gondhia
memorial trust our center was established. For
reaching out the mission of providing the basic
care and all assistance to PWH.
Facilities available at chapter
1. Medical check up and treatment
2. Laboratory
3. Physiotherapy (Daily free)
4. Availability of Free AHF/ consessional
5. Psychosocial support
6. Economic rehabilitation
7. Assistance in Education
8. Homeopathy treatment and Research
9. Carrier study and antenatal diagnosis.
10 Regular physiotherapy camps
11 Awareness programs
Advocacy and other activities
Mr. Kiran Avashia played the instrumental role
with support of other chapters of the state to get
factor support for PWH from government of
Gujarat. We organized the national youth camp
“BYE BYE 2010” in Dec 2010. In 2004, Rajkot
chapter organized State level Camp at KulluManali, Himachal Pradesh.
Annual general body meetings and children
camps are conducted every year. Regular
visit of Dr. Hardik Patel (Physiotherapist) &
his coordination with patient on physiotherapy has brought improvement in the
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lives of many PWH. Daily physiotherapy
session held for hemophilic patient at free
of cost.

AHF support by ONGC to Karaikal Chapter

Every month we conduct homeopathy
treatment camp with help of Dr. Chintan. It
has been observed that alternative
homeopathy treatment will soon become a
strong support. Our chapter is able to
receive the scholarship from ONGC for 15
CWH & in SOL (Save One Life) for 13 PWH.

ONGC Cauvery Asset, Karaikal donated Rs 3,
00, 000/- to the Hemophilia Society Karaikal
Chapter to purchase AHF.

Our valuable assets is youth fraternity. They
are coming up in various fileds like
Teaching, IT Profession, Professional
dancer, Advertising And Mass Media,
Accountant, Educational Profession,
medical & entrepreneurs of business. Some
of the youth PWH is studying in various filed
like Homeopathy, Ayurveda, Music, IT,
Company Secretaryship, Chartered
Accountant and Management. HFI has
always supported and guided all the
activities at the chapter level with kind
support of AHF.
Hemophilia Society Rajkot Chapter is
thankful to all well wishers, tremendous
support from HFI, Ashok Gondhia
memorial trust, SOL, project share,
ONGC. Other organization and member
patients for the development and expect
same like healing and helping hand in
future. To reach out Goal “Hemophilia
Without Disability, Children Free
Of Pain”.

Thank
You!
INDIVIDUALS
Ms. Vidya Basutkar,Mumbai
Ms. Vasudha V Kailaje ,Mumbai
Ms. Thelma Serrao,Navi Mumbai
Ms. Sheetal Bapat,Mumbai
Ms. Seema Goyal,Mumbai
Ms. Rachna K. Ramchandani,Delhi
Ms. Parvati Gopal,Bangalore
Ms. Nidhi Sunit Suri,New Delhi
Ms. Madhuri M. Pandit,Mumbai
Ms. Josline Pinto,Mumbai
Ms. Jane D souza,Mumbai
Ms. Gita Subodh Ranade,Mumbai
Ms. Diana Homi Kavarana,Mumbai
Ms. Ashikeen Dharamsey,Thane (W)
Ms. Annie Gupta,Mumbai
Ms. Amita Bharat Bhate,Thane (E)
Mr. Yatin V. Rane,Mumbai
Mr. Vivek Deo,Mumbai
Mr. Vijay M. Zagde,Mumbai
Mr. Vijay J. Gohel,Ahmedabad
Mr. Vijay B. Shelar,Mumbai
Mr. Venkatesh Nathan,Mumbai
Mr. Vaidyanathan R.,Chennai

Mr. Akbar Vasirulla, Asset Manager, ONGC
Cauvery Asset, Sri Vasudevan, General Manager
(Human Resource), Mr Ajit Kumar Pillai, Dy.
Manager (Public Relations) Corporate
Communication and other Competent
Authorities sanctioned the amount. The cheque
was given in the function held at M.M.H.
Marriage Hall in Karaikal on 5th Aug. 2011.
Mr V.M.C. Sivakumar and Chairman, Karaikal
District Development Council, Mr A.M.H.
Zazeem, MLA, Mr P.R.N. Thirumurgan, MLA, Dr Franklin Laltinkhuma, IAS, District
Collector, Karaikal, Mr Akbar Vasirulla, Asset Manager, ONGC Cauvery Asset, Karaikal and
other dignitaries of ONGC & other beneficiaries participated in the function.
On behalf of the Karaikal Chpater, S. Amirthalingam, Genera Secretary, received the cheque
from Mr V.M.C. Sivakumar, MLA & Chairman, Karaikal District Development Council.
Mr. Suhas S. Sabnis,Mumbai
Mr. Sudhakar Dwarkanath Soman,Mumbai
Mr. Shrikant S. Chavan,Ahmedabad
Mr. Shanmugananthan Natarajan,Navi Mumbai
Mr. Shaikh Shakeel Ahmed,Thane
Mr. Sethanar Ji,Mumbai
Mr. Saravana Kumar D,Chennai
Mr. Santosh Kumar Samala,Belapur
Mr. Sandeep Baburao Mohite,Navi Mumbai
Mr. S. V. Sista,Mumbai
Mr. Raymond Milton,Mumbai
Mr. Ravindra J. Patil,Ahmedabad
Mr. Ranjit Tripathi,Mumbai
Mr. Rakesh Yadav,Mumbai
Mr. Rajiv Negandhi,Mumbai
Mr. Raghunathan D.,Mumbai
Mr. Pundlik C. Borse,Mumbai
Mr. Prashant M. Gujar,Mumbai
Mr. Prashant Gupta,Bangalore
Mr. Pranav Tandon,Mumbai
Mr. Prakash G. More,Mumbai
Mr. Pradyut Datta,Mumbai
Mr. Neelotpal Kumar,Mumbai
Mr. N. R. Agrawal,Mumbai
Mr. N. Muralidharan,New Delhi
Mr. Manoj Gharat,Thane Dist.
Mr. Manish D. Kadam,Mumbai
Mr. M. R. Bane,Mumbai
Mr. Lawrence Samson,Mumbai
Mr. Kundan Tendolkar,Thane
Mr. Kamlesh Kudav,Mumbai
Mr. K. S. Turme,Mumbai
Mr. Janak Mathurdas Bhayani,Mumbai
Mr. Hrishikesh D. Mantry,Mumbai
Mr. Gopi Kadam,Mumbai
Mr. Gnanasekar R.,Mumbai
Mr. G.G Shirwaikar,Mumbai
Mr. Famid Farid Qureshi,Mumbai
Mr. Demitrias Pais,Navi Mumbai
Mr. Deepak R. Popat,Thane (W)
Mr. C. L. Padhye,Navi Mumbai
Mr. Bhushan Narade,Mumbai
Mr. B. N. Ganguli,Thane
Mr. B. K. Tandon,Gurgaon
Mr. B. Jeyaraman,Trichy

Obituaries
Lt. Angshuman Borgohain
(Tinsukia Chapter)
Birth: 18.05. 1990
Death: 05. 07. 2011
Lt. M. Satish (Madras Chapter)
Birth: 07.04.1997
Death: 26.09.2011

We express our deep sorrow on the sad demise of our beloved friends. May their souls rest in Peace.
May God give strength to their family members for this unbearable loss.
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INSTITUTIONS & CORPORATES
M/S Yashorekha Enterprises,Nashik
M/S Vedant International School,Ahmedabad
M/S Suyog Diagnostics Pvt. Ltd.,Mumbai
M/S Sterling Book House,Thane
M/S Ravis & Company,Mumbai
M/S Rani Joshi,Mumbai
M/S Parentech Healthcare Ltd.,New Delhi
M/S Mangal Medical,Mumbai
M/S Kemicura Dispensing Chemist ,New Delhi
M/S Genex Life Sciences Pvt. Ltd.,Mumbai
M/S Friends "N" Friends,Delhi
M/S Burner Morison & Co.,Mumbai
M/S Bhagwan Associates,Mumbai
M/S Ali Yavar Jung National Institute For The
Hearing Handicapped,Mumbai
Vasant Valley Public School,Sangrur
Patel Public School,Rajpura
Kendriya Vidyalaya,Tinsukia
Kendriya Vidyalaya,Tinsukia
Guru Teg Bahadur Academy,Tinsukia
Gulmohur High School,Jamshedpur
Don Bosco High School,Dibrugarh
Don Bosco English Primary School,Ahmedabad
Delhi Public School,Nazira
A.V. International Public School,Sirsa

Send your feedbacks, queries, news and articles to:

Dr T. K. Chandrashekhar
(President, Kannur Chapter )
Death: 16.09.2011
Dr Baboos Peter MD, Physician
& Haematologist (organizer &
great supporter of Angamaly
Chapter)
Death: 17.09.2011

Mr. Arvind Singh Raghuwanshi,Thane (W)
Mr. Anshul Kaushal,Mumbai
Mr. Anil Pereira,Mumbai
Mr. Anand Lunia,Mumbai
Mr. Anand Laxman Ghonasgi,Thane (W)
Mr. Amit S Deokar,Mumbai
Mr. Ambalal D Patel,Mumbai
Mr. Ajit Tendulkar,Mumbai
Mr. Ajay Goenka,Mumbai
Mr. Adil J Bharucha ,Mumbai
Mr. Abhishek Gupta,Mumbai
Dr. Seema Bhaduri,Nashik
Dr. Prashant S. Davane,Mumbai
Dr. Mohan G. Kulkarni,Mumbai
Dr. Milind Patil,Thane (W)
Dr. Dattatrey A. Kochrekar,Thene (W)
Capt. Kamal Bhatnagar,Noida
Brig. J. N. Kohli (Retd.),Mumbai

Hemophilia without Disability
Children Free of Pain

Hemophilia Federation (India),
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Pseudotumors in Haemophilia and its Potential
For Complications
Dr Naresh Gupta
Professor of Medicine,
Maulana Azad Medical College
& Associated Hospitals,
New Delhi

A

lthough rare, pseudotumors can be challenging to treat
and imposes a considerable rate of potential
complications and life threatening risks. It is estimated to
occur in 1 or 2 percent of hemophilia cases worldwide.
Pseudotumors occur in PWH with low access to treatment.
Therefore, it can be found more frequently in places where
there is lack of factor replacement.
With the increase in life expectancy for PWH in developing
countries one can expect to experience the development of
pseudotumors, particularly where there is scarce access to
replacement factors.
Usually pseudotumours are seen in adults and occur in the
long bones, where repeated and unresolved haematomas
behave like tumours, with progressive enlargement and
subsequent destruction of the bone. It is sometimes mistaken
as cancerous tumours. They are not usually painful, & the
muscles most frequently affected are in the pelvic region and
lower limbs.
People with mild & moderate hemophilia, who are not
on regular factor replacement, are one group at risk.
Individuals with inhibitors are also at risk if they injure
themselves and can't get a bleed under control. A systematic
screening program for inhibitors should be available for all
patients on regular factor replacement, in case there is no
response to factor replacement, and before any surgical
procedure.
Severe injuries are associated with the risk for a pseudotumor
to develop. Possible causes include road accidents, sports
injuries, falls, or anything that contributes for a large

collection of blood under the skin. In some cases, that injury
results in a hematoma that due to the lack of treatment does
not go away. PWH sometimes do not realize that even a
minor bleeding may require factor replacement and do not
seek for treatment.
Diagnosis and Treatment
In the presence of a tumour PWH should seek care at
hemophilia treatment centers, where haemophilia
treaters are aware of pseudotumors, thus avoiding
misdiagnosis and wrong treatment.
Diagnosing a pseudotumor usually involves taking a detailed
history, conducting a physical exam and performing an
imaging study, such as a CT scan or magnetic resonance
imaging (MRI), and sometimes an arteriogram to establish
whether there is any major vessel involved.
What happens next depends on where the pseudotumor is,
how fast it is growing and what effect it is having. If action is
required there are options such as embolization, irradiation,
percutaneous management, and surgical removal and
exeresis.
When there's significant pain, damage to bones or other body
parts, or persistent anemia because of bleeding into the
pseudotumorsurgery becomes necessary.
Surgery is quite complex therefore, an experienced and well
trained surgical team is required. Apart from surgical control
of the bleeding, factor VIII or IX levels must be carefully
monitored in patients undergoing surgery. Inhibitor
screening prior to surgery is mandatory as inhibitor patients
poses another set of problems, demand extra care, and a
correct use of bypassing agents.
In conclusion the management of pseudotumors should only
be carried out in major haemophilia centres by a
multidisciplinary team.
References:
1) Rodriguez-Merchan E.C. The haemophilic
pseudotumour. Haemophilia 2002; 8:12-16.
Martinowitz U., Heim M. Pseudotumors in patients with
haemophilia. Page 174-176. In: Christine A. Lee, Berntorp E.,
Hoots K. Textbook of hemophilia 2005 400p.
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