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Special Report on WHD Celebrations
DELHI MARCHED FOR HEMOPHILIA: To commemorate the
World Hemophilia Day, HFI organized a Walkathon on 21st
April & spread awareness about hemophilia. More than 2000
participants including P/CWH and their families, school
students, corporates, volunteers and NGOs walked through
the Parliament Street to Jantar Mantar, New Delhi.
Shri Keshav Desiraju, Secretary, Ministry for Health & Family
Welfare, Govt. of India (MOHFW) flagged off the Walkathon at
7.30am. Appreciating HFI’s initiatives, Shri Desiraju said that
the Ministry is trying to do as much as possible for the PWH
and soon some proposed changes in the 12th Five Year Plan
will most likely bring improvement in the life of the sufferers.
“It is unfortunate that despite our untiring advocacy drive &
filing number of PILs hemophilia has not been included in the
National Health Scheme. However, we are hopeful that the
inclusion of comprehensive hemophilia care services in the
draft 12th Five Year Plan shows silver lining in the hitherto
dark scenario,” said Dr. K. Ghosh.
Supporting HFI’s initiative, Baxter India distributed
educational scholarships to 2 CWH who were the winner of
the contest "I Believe I can Fly, with My wings of Belief." In
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addition, BHEL also distributed 2000 ius of AHF each to nine
patients of Delhi under the Project “HEAL A SOUL”.
The participants walked with the spirit and all enthusiasm
propagating the following slogan:
Walk for haemophilia to show that you care,
Help the cause so that they can dare.
Your help will go a long way,
to keep a haemophiliac happy and gay…
During last 30 years, HFI has made significant progress in
bringing about sustainable treatment throughout India, by
training experts in the field for proper diagnosis and
management of the disease; lobbying and advocating for
adequate supply of safe treatment products; educating and
empowering people with bleeding disorders in order to live
healthier, longer, and more purposeful lives. However, there is
much left to be done. In coming years, HFI will focus on
training of more & more medical professionals, maximum
advocacy & lobbying, capacity building of the youth & women
sufferers, and advance treatment for the PWH.
On the day, the entire hemophilia community called upon all
the concerned authorities, individuals & health care
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Agartala Chapter

Ahmedabad Chapter
professionals including media to join
and kick start the drive “Close the gap,
Advance Treatment for All” campaign.
The event was sponsored by GAIL and
Baxter India & was supported by
Hemophilia Society Delhi Chapter,
Deepalya, Rasta, Yuva & Nipun.
AGARTALA Chapter carried out various
activities like Drawing Competition
participated by 104 CWH, publication of
articles on hemophilia in the local news
papers, releasing of Souvenir “Mrituyonjoy”,
organizing Seminar & Cultural
Programme. Around 200 participants
including patients & family members,
doctors including Dr. S. R. Debbarma,
Director of Health Services & Dr. R. K.
Dhar, Director Family Welfare, govt. of
Tripura participated in it.
Mr. Siddhartha Saha gave a
presentation on why & how Hemophilia
leads to disability and precautions to be
taken. Dr. S. R. Debbarma emphasized
on govt's responsibility in addressing
this issue; Dr. R. K. Dhar suggested
about preparation of proposals; Dr.
Bikash Roy described about the awful
condition of the patients without factors.
AHMEDABAD Chapter got disability
certificates for its 36 members,
inaugurated Haemophilia Care Centre at
Civil Hospital in the presence of Dr.
Prabhakar, HOD of Orthopaedic Dept.,
Hospital Staffs & 96 chapter members.
The programme was covered by the local
media. Dr Ashwini Patel, VP medical
talked about hemophilia on Shadesh
News channel. A walk was also organized
by the youth group. Around 8-10 youths
went around Vastrapur Lake &
distributed hemophilia leaflets.

Bhadrak Chapter

Brahmapur Chapter

Inauguration of Hemophilia Day Care
Center at SCB Medical College

State level Hemophilia Meet

EXPANDING HEMOPHILIA CARE IN ORISSA
HEMOPHILIA DAY CARE CENTER
opened at Cuttack Medical College:
With the initiative of youth group of
Bhadrak & Bhubaneswar, on the
occasion of WHD, first Hemophilia Day
Care Unit was inaugurated at the Dept.
of Clinical Hematology, SCB Medical
College & Hospital-Cuttack. Meanwhile,
the State Govt. also decided to provide free
AHF & start a fully automated coagulation
units at Medical College and Hospital
Sambalpur, Bhrahmapur & Cuttack.

hemophilia awareness, management,
prevention & conducted a physiotherapy
session with demonstration. Asutosh
Sahu, CWH was awarded for securing 70%
mark in class IV. The event was covered by
the local media.
BRAHMAPUR Chapter organized CME &
Debate Session at MKCG Medical College,
Pathology Hall; 180 participants including
PWH & their families, medical students &
doctors participated in it.

For creating mass awareness, members of
Bhadrak, Brahmapur, Bhubaneswar &
Rourkela chapters together organized a
State Level Meet on 5th May at Hotel Arya
Palace, Bhubaneswar. Discussion on
various topics took place and they also
organized an Open Clinic, Inhibitor
Screening & Physiotheraphy Session.

In his address Dr. Sameer Kumar Behera,
Vice President of the society spoke about
hemophilia & identification of more PWH in
the area. Dr. Ashok Kumar Behera,
Superintendent of Medical College
explained about the risk of hemophilia &
informed that lobbying with the govt. was
in progress to set up a Day Care Centre
with Factor Check-up facilities.

Attending the meet, Mr. Vikash Goel
(VPD-HFI) thanked the Government for
considering appeal of the hemophilia
sufferers & called upon the patients to
take advantage of various schemes
provided by HFI. Dr. A. K. Chand, Prof. &
HOD Neuro Surgery Dept., St. John's
Medical College & Hospital, Bangalore,
Dr. R. K. Jena, Prof. & HOD Haematology
Dept., SCBMCH-Cuttack, Dr. S.
Dalbehera, Physiotherapist of SUM
Hospital were also present at the meet.

Dr. Manoj Kumar Patro spoke about
Hemophilia & its management. Dr. Debi
Prasad Mishra, President of the society
interacted with PWH's & informed that he
will discuss with Dr. Auro Viswabandya,
Haematologist, CMC Vellore about
possible support & cooperation for patients
during their treatment at Vellore. PWH
shared problems they face regarding
treatment & were given individual
counseling by the experts.

BHADRAK Chapter celebrated WHD at
Suvam Hospital Conference Hall. (Prof.)
Dr. Subhra Ghosh, Gynecologist of
SCBMCH-Cuttack was the Chief Guest.
Dr Gaur Chandra Jena, Chief Speaker
spoke about significance of WHD,

New Administrative Body of
Bhubaneswar Chapter:
President - Dr G. P. Chhotray
Vice President - Mr Bansidhar Rout
Secretary - Mr Chittaranjan Das
Asst Secretary -Mr S.C. Sahoo
Treasurer - Mr Debendra Behera
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Bangalore Chapter

Dehradun Chapter

Bhagalpur Chapter

Durgapur Chapter

Chandigarh with the participation of 120
delegates from departments of Pediatrics,
Clinical Haematology, Pathology,
Physiotherapy, orthopedics, Blood &
transfusion medicine & Bureaucrats
from DHS & NRHM Punjab, Media, PWH
& their families. Talk on burden of
Hemophilia in India was delivered by Dr.
V.P. Chaudhary, Inhibitors & treatment
by Dr. Nishant, Diagnosis of hemophilia
Angamaly Cahpter
by Dr. Jasmina Ahluwalia, Factor VIII:
Replacement & prophylaxis by Dr. Aruna
ANGAMALY: Foundation stone was laid Rajendran followed by other speakers.
for development of hemophilia care Medical sessions were followed by panel
center by Adv. Eldhose, President of discussion on FAQ in hemophilia.
Kunnapilly Jilla Panchayat & sanctioned
Rs 1 Cr. In addition Govt. of Kerala has The medical fraternities & PWH
allotted Rs. 25 lacs for development of discussed the urgent need of working
laboratory & physiotherapy unit. A well together to make factor concentrates
wisher distributed food grain packets to available in the state & PGIMER. Dr.
10 BPL patients. A training proramme Maghar Singh briefed about inclusion of
for doctors & nurses, Inhibitor, Hepatitis hemophilia care in the draft 12th Five
& antibody screening were also held.
Year Plan where PGI would be part of
BANGALORE Chapter celebrated WHD
at Terrace Garden Restaurant with
discussion on challenges faced by the
chapter such as shortage of factor
supply in the govt. hospitals & lobbying.
Youth group coordinated in conducting
physiotherapy, dental open clinic and
inhibitor test done by team of Novo
Nordisk India. They also briefed about
future activities planned for the year.
BHAGALPUR Chapter organized a PWH
Meet with the leadership of Mr. Akhilesh
Rai, PWH & chapter key persons. 15
PWH & their family members including
media persons, doctors & social workers
were present in the meeting.

this plan. Dr. Pankaj Malhotra informed
about his plan to move proposal to the
director & ensure an operational COE &
dedicated day care center for
hemophilia by year end in PGIMER.
DEHRADUN chapter organized an Open
Clinic at Doon Hospital in the presence
of dignitaries Shri Peeyush Singh - Addl
Sec., Dept. of Health & Family Welfare,
Director NRHM & Shri B. R.Tamta- Addl
Secy., Dept. of Social Justice/ Disability
Commissioner, Dr RS Aswal & Dr. D.S.
Rawat of CMS Doon Hospital. Shri
Peeyush Singh said that the Govt. had
already begun the process of treatment at
every level by including in Birth Defect
Program where all the Hemophiliacs shall
be given disability benefits.

Chandigarh Chapter

Guwahati Chapter
through health check up and were advised
for required treatment & physical exercises.
Medicines like Calcium tabs,
Paracetamol, tranexamic tabs, Crape
Bandage & AHF infusion were distributed
to more than 20 pwh. More than 100 pwh
along with their family members were
present at the program. Event was covered
widely by the media.
DURGAPUR Chapter conducted an
awareness programme, health checkup, distributed leaflets & displayed flex
at various hospitals.
Shri Apurba Mukherjee, Mayor of
Durgapur Municipal Corporation, Shri
Prabhat Kumar Chatterjee, Mayor-In
Council (PWD), DMC, & Mrs. Anindita
Mukherjee, Councilor were present on
the occasion. They distributed
educational grants to 2 poor CWH,
financial support to a poor father for
factor Assay test of his 2 sons & free AHF
to 6 poor PWH. The Mayor appreciated
Society's initiatives. Mrs. Mukherjee
expressed her willingness to participate
in all activities of women's group. The
programme was attended by 32
members & was covered by local media.
GUWAHATI Chapter celebrated WHD
combined with AGM at Guwahati
Medical College & Hospital (GMCH)
premises. The programme was chaired
by Dr. Dhruba Hojai, Director,
Directorate of Health Services, Govt. of
Assam, co-chaired by Dr. Romen
Talukdar, Superintendent of GMCH,
Prof. Kabul Saikia, Principal and Prof. P.
K. Gogoi, HOD Haematology, GMCH.

CHANDIGARH Chapter observed WHD at
Dr. Hojai informed about the support
Advance Pediatrics Center, PGIMER In an open clinic approx. 50 pwh went given by the MHFW & in future there will
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be no scarcity of AHF in the Medical
College. He also informed that a
Comprehensive Care Centre will be
developed with latest physiotherapy
equipments and laboratory facilities to
support the hemophiliacs of Assam. Dr.
Alankrita Das conducted session on
Physical Training & Rehabilitation . The
AGM was attended by 110 members.

Jabalapur Chapter

Kanur Chapter

HUBLI Chapter celebrated WHD at
District Hospital-Dharwad & Rashi Farm
with 80 participants including patients &
their parents, doctors & paramedical staff.
Dr. Shashidhar Kadkol, district surgeon
inaugurated the function & assured to
open a Day Care Center & separate ward
at Govt. Hospital. Dr. V. D. Karpurmat,
President spoke about Hemophilia &
progress in lobbying with govt to include
hemophilia in NRHM. Dr. S P Shettar
stressed on identifying new pwh & the
need of psycho-social support. Blood test
& free medical check-up were also held.

Kolhapur Chapter

Mysore Chapter

JABALPUR: Free Blood Test, Factor
Assay, Inhibitor Test were held with the
support of Bansal Pathology & Blood
Bank & Novo Nordisk. Around 150
patients from Jabalpur & nearby city
benefitted from it. A drawing completion
was also organized for the CWH. Dr
Sujay Mishra, Dr. Harjit Bansal, Dr.
Kapoor, Mrs Kiran Gangrade, Secretary
& other members were present.
KANNUR Chapter celebrated WHD along
with AGM at Pariyaram Medical College
Hospital. A prgoramme on hemophilia
was broadcasted at the Aakashavani
Radio where the doctors & hemophilia
patients shared their experience. In a
seminar presentations were made by
various doctors on the topic “implications
of Allopathy, Ayurveda, Homeo and
Naturopathy for hemophilic treatment.”
On 26th May, counseling & motivational
classes were arranged for the mothers of
PWH led by Mrs. Rema Ragunandan & Mr
Sreenivas & formed women group.
KOLHAPUR chapter organized an open
clinic camp with the help of Pediatric
Association, Kolhapur inaugurated by
Shri V.S.Sabnis, founding member &
former President of the Society &
Dr.Uday Patil, President of the Pediatric
Association. Doctors addressed the
gathering on early diagnosis, proper &
timely treatment & importance of
Physiotherapy. Shri Nikhil C.Kulkarni,
PWH was felicitated for qualifying CA.

Nasik Chapter

Pondicherry Chapter
High” at End Point Grounds, Manipal.
The event was sponsored by Novo
Nordisk Hemophilia Foundation &
supported by Manipal University (MU)
which witnessed the presence of
P/CHW, Indian cricket legend Mr Syed
Kirmani, Para-olympic medalist &
Arjuna award winner Dr Malathi Holla,
former Chairman of Prasar Bharati Mr M.
V. Kamath, officials of Manipal
University, faculties, student volunteers
of various institutions of MU & the public.

The event began with special kites flown
MADURAI Chapter organized an by 'Team Mangalore', an international
awareness walk with the participants of kite fliers followed by mass musical
250 members including 35 PWH.
theraband exercise with more than 300
students which highlighted the need for
MANIPAL Chapter
organized an regular exercise by PWH to keep them fit
programme called “Stretch…Play….Fly in order to prevent episodes of bleeding.
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Manipal Chapter

Patna Chapter
The invited dignitaries discussed about
the need to create more awareness & how
public partnerships can be forged to
address the need of PwH. A musical CD
“Sa Re Ga Ma 1...2...3...4” was released
by the legendary wicket keeper, made for
the purpose of Thera Band exercises. A
hemophilia song composed by Dr Kurien
was sung by the students. A cricket
match was held between Manipal XI
(PWH team) led by Dr H S Ballal and
Hemophilia XI (team including official
guests) led by Mr Kirmani. A team from
Sowparnika Creative Art Center, Manipal
undertook live painting which was
appreciated by all. Awareness about
hemophilia was also held through poster
display. Both the Print & electronic
media covered the event extensively.
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Pune Chapter

government & thanked the managing
committee, youth group, for their unity &
continuous support. Dr. Supriya Phadnis
& Dr. Anita Kar explained about a
documentary on Hemophilia, Causes & its
Management. Awards were given to 8 PWHs
who passed in the Board Exams. Dr.
Nishant from Baxter briefed about the
scholarship 'Wings to Fly'. He also
conducted a quiz completion and
distributed prizes to the winner. The event
ended with entertainment programmes.

Rajkot Chapter

NASIK: Youth Group organized
awareness programme compact with fun
& fare activities.

Siliguri Chapter

PATNA Chapter: About 200 students of
St. Thomas High School formed a long
human chain at Income Tax Crossing
with banners & placards to generate
mass awareness & sensitize the Govt.
Youth Group sent 1000 SMS across the
country about WHD. State Health Society
Bihar widely publicized Hemophilia &
significance of WHD in all the newspapers.

Thane Chapter

Mumbai Chapter

PONDICHERRY Chapter conducted
Orthopedic and Rehabilitation Camp at
Subbiah Kalyana Mandapam with the
support of Dept. of Orthopedics, JIPMER
headed by Prof. Dr.D.K. Patro & his
team. About 200 patients were examined
in detail & around 400 people attended
the camp. The programme was widely
covered by media.

MYSORE Chapter organized Camp for
patients identification and assistance.
Dr. SK Mittal inaugurated the Camp in
the presence of Vikash Goyal-VPD HFI,
Dr. Vijay Bhaskar, Dr. Anjali Sriniwas,
Dr. Nivedita & Dr. Arun.
MUMBAI Chapter celebrated WHD at
JMLT auditorium in the presence of Dr.
Girish Chaudhary, Asst. Director Health
Services, Govt. of Maharashtra as the
Chief Guest & 400 participant. The event
started at 10am with a Theraband
exercises demonstrated by Dr. Jayashri
Kale, Dr. Kirti Patil & Dr. Sapana Mishra
followed by factor assay and inhibitor
screening at ICMR.
Bharatnattyam-Shiv Stuti was performed
by Omkar Ravindran, 10-year-old boy,
while lighting of the lamp was done by Dr.
Girish Chaudhary & other dignitaries.

PUNE Chapter celebrated WHD at
Padmashree Dr. D. Y. Patil Medical
College, Pimpri with 175 patients and
parents. Mr Anil Lalwani gave an update
on effects of PIL & availability of CFC's at
Govt hospitals in Thane, Satara, Nashik
and Amravati. Mr Rashid Lilani
emphasized on the need of mass
awareness on hemophilia. Dr Snehal
Ghodey explained the importance of
Mrs. Indira Nair briefed about signifi- Physiotherapy & Dr Kanan spoke on
cance of WHD and thanked Dr. Girish & controlling joint & muscle bleed. Baxter
Dr. Archana Patil, Director of Health India distributed Scholarships to CWH.
Services for their sincere efforts in making
proposals for hemophilia care which has RAJKOT chapter organized CME on
already started at Thane, Satara, Physiotherapy in Hemophilia with the
participants of 55 Physiotherapist at
Amaravati & Nashik through NRHM.
Ashok Gondhia Memorial Trust
Mr. Balshiram Gadhave informed about Hemophilia Care & Research Center in
govt. lobbying process which had collaboration with Indian Association Of
started over 15 years back & their Physiotherapist, Rajkot-Saurashtra
relentless fights with the Govt. for chapter & was sponsored by Baxter India.
procurement of free factor. Briefing Various sessions were addressed by Dr.
about the PIL he advised all the PWH to Devangi Vaishnav, Dr. Dinish Parsania
avail benefit of Rajeev Gandhi Jeevan & Dr. Usha Khanna.
dayee Arogya Yojana.Dr. Girish
elaborately spoke about facilities An Inhibitor Screening Camp was also
provided at hemophilia care centres & organized where 35 samples were collected
said that he will try to start centers in & sent to KEM Hospital for diagnosis.
Mumbai & Pune also.
SILIGURI: A tableau was made on pick
M r . P a r e s h P a r m a r , S e c r e t a r y up van & moved around the city &
appreciated the work done by the distributed 2000 leaflets on hemophilia.
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SURAT chapter conducted CME at Civil
Hospital with the participation of around
90 students, doctors and 61 patients.
This was followed by a Walkathon.
THANE Chapter celebrated WHD at
Nursing Hostel. Dr. R. B. Kulkarni, Civil
Surgeon of Civil Hospital was the chief
guest. The other dignitaries present were
Dr. Nandapurkar (Asst. Civil Surgeon),
Dr. Devila Sahu, Mrs. Indira Nair, Mr.
Balshiram Gadhave, Mr. Naresh Gupta
(Managing Trustee of Mangalam
Charitable Foundation). Around 125
people including 85 family members,
doctors & supporters attended the event.

Vadodara Chapter

Varanasi Chapter

Yamuna Nagar Chapter

TINSUKIA Chapter celebrated WHD at
Assam Medical College & Hospital
(AMCH), Dibrugarh & distributed
15,000 ius free factor IX to P/CWH.
Massive awareness programs were
carried out in various schools of
Tinsukia, Dibrugarh, Sivsagar & Jorhat
district. In a meeting, the Principal of
AMCH said that plan was in progress for
free distribution of AHF (carry home),
supply of blood product, test &
treatment for P/CWH.
VADODARA Chapter carried out various
activities such as media mobilization,
hemophilia walkathon, child care
session, discussion on women's issues,
awareness, Physiotherapy session etc.
FM Radio interview was delivered by Dr.
Seema Bhatwadekar, Haematologist &
Mr. Dineshbhai Waghadia, Secretary.

Kovai Kodai Camp 2013

VARANASI Chapter organized Summer
Hemophilia Camp where approx. 85
PWH & 50 parents from 26 districts of
U.P, M. P. and Bihar participated. They
learnt about how to live with hemophilia
without being disabled.

COIMBATORE Chapter organized “Kovai Kodai Summer Camp” from 1-4 May,
2013. The group started their journey early in the morning by bus. After a
delightful journey through pictureouse landscape they reached the Hotel Tamil
Nadu where they spent next 3 days. In the evening they had self-introduction
session followed by sharing of tasks and responsibilities.
On 2nd day, they visited various places such as Indian Institute of Astrophysics
formally known as Kodaikanal observatory, Guna Cave, Pillar Rocks, Mathikettan
Shola/Shola forest, Lutheran Church, Kurunji Aandavar Temple, Chettiyar Park
etc. A series of games, quiz competition and fun activities were carried out.
Third day was marked by visit to Croakers Walk, Bryant Park & hemophilia
awareness talk on FM Radio. Evening activities included chart presentation,
paintings, poem writing, and various games. Prize distribution was followed by
music, dance and camp fire.
On 4th day, feedback session & general meeting about society's recent
development were held. On return they visited Silver Cascade Falls and came
back home with the memories of Kovai Kodai and sense of brotherhood.
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The camp was inaugurated by Mr.
R.K.Arya, GM-BHEL accompanied by
Mr. Sanjay Sinha DGM-HR-BHEL. Mrs.
Anita Day, The Principal & Mr. Pradeep
Day, Manager of W.H.Smith Memorial
School were the special guests. Various
activities such as discussion on
hemophilia management-Dental Care,
Physiotherapy, recent development in
hemophilia care, balance diet, personality
development, excursion, indoor games,
competitions etc were held.
VISAKHAPATNAM Chapter organized a
press meet emphasizing the bleeding
disorder and need of govt. support in
hemophilia care which was covered by
various newspapers.
YAMUNA NAGAR Celebrated WHD at
Red Cross Bhawan with an open clinic,
physiotherapy camp and an awareness
rally attended by 28 PWH.
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Prenatal Diagnosis for Severe
Hemophilia A & Hemophilia B
Dr. Kanjaksha Ghosh, MD; MRCP; MRCPI, FRCPath, FRCP
(Glasg), FACP (USA), FICP, FAMS, FNASc
President, Hemophilia Federation (India) &
Director, National Institute of Immunohaematology, 13th Floor,
NMS Bldg, KEM Hospital Campus, Parel, Mumbai – 12
Tel : 241385 18/19 Fax : 24138521
Email: kanjakshaghosh@hotmail.com

Florence Nightingale
Award For Hemophilia
Care from the
President of India
Mrs Kannammal Balaji, Staff
Nurse & member of
Pondicherry Chapter was
awarded with Prestigious
Florence Nightingale Award2013. She was awarded with
Gold Medal by the President of
India for her exemplary
services to Hemophilia
community from last two
decades.
Mrs Kannammal, aged 46 is
married to Mr. Balaji, PWH.
She has been member of the
society since its inception.
She has been EC member and
actively involved in
organizing chapter activities,
counseling for the parents of
PWH, lobbying with Medical
superintendent of Govt.
Hospitals to keep stock of
AHF while she was in service.

DONATION BOX INCREASES
VISIBILITY & RESOURCES OF HFI
Highest Collections received from the
following top 5 Delhi/NCR outlets:
1. Sagar Ratna : Rs 26,950/2. Le Marche Sugar& Spice : Rs 20,290/3. Pentamed Hospital : Rs 17, 980/4. Karnataka Restaurant: Rs 11,160/5. Aggarwal Sweets: Rs 10, 200/HFI is grateful to the management of
above partners.

N

ational Institute of Immunohaematology at Mumbai is offering prenatal diagnosis
for severe hemophilia A & severe hemophilia B for the last 15 years. In India few
other centers (i) AIIMS, New Delhi (ii) Sir Ganga Ram Hospital, New Delhi, (iii) PGIMER,
Chandigarh, (iv) CMC, Vellore (v) SGPGI, Lucknow (vi) CCMB, Hyderabad also have
offered in the past or are currently offering prenatal diagnosis for these two disorders.
Several other Centres/Institutes like Rajiv Gandhi Institute of Biotechnology,
Thiruvanthapuram; Medical College, Kolkata; BHU, Varanasi; St John's Medical
College, Bengaluru; KMC, Manipal has the technological capability to develop this
service in collaboration with local Hemophilia Societies & Hematology Departments
of the respective Institutes. In addition, all over the country there are many
Biology/Medicine research centers funded by ICMR/CSIR/DBT or by State Centres
of Science and Technology, 5 star universities like University of Pune, University of
Jadhavpur; JNU, New Delhi; MKR University; Indian Institute of Science,
Bengaluru; Institute of Science, Bhubhaneshwar; Science College and Bose
Institute, Kolkata have the molecular biology Centres which can be developed with
the help of local chapters and medical colleges for prenatal diagnostic facilities for
severe hemophilia & other severe bleeding disorders, though this is going to take a
while. Hence, I will request the biggest Chapters in each state to take the
responsibility of developing at least one prenatal diagnostic centre in the state. This
should be one of the long term goals of various Hemophilia Chapters in the country.
This will also involve training Obstetricians to do Chrorionic Villus Sampling at
several Centres in a state. This chorionic villus sample from pregnancy at risk then
can be tested at the various designated Molecular Biology Laboratories in the
country to diagnose whether the fetus at risk is affected or not. Nowadays, there are
quite a few laboratories in the country like Religare, Thyrocare, Metropolis etc.
These laboratories are undertaking various molecular biology tests. With time
such laboratory can be harnessed to provide prenatal diagnosis in hemophilia.
However, prenatal diagnosis is simultaneously an art and science. The hard
science part can be tackled as described above with proper quality control and
management. Genetic diagnosis needs pretest genetic counseling and post test
genetic counseling for maximum efficiency and sense of well being. Medical
Genetics Department of SGPGI, Lucknow runs a genetic counseling course for
medical and non medical personnel every year. This course lasts for 12 weeks and
has been funded by ICMR (Indian Council of Medical Research). Each of our
Hemophilia Chapters should make an attempt to train their doctors in the art and
science of genetic counseling, taking advantage of the ongoing ICMR programme at
SGPGI Lucknow. In addition, such programme focusing only on haemophilia can
be organized as a week long programme in each state.
On my persistence, ICMR is also funding a regular training programme for
Obstetricians in the country (Programme for 5 days or less) for chorionic villus
sampling procedure at the Department of Obstetrics and Gynecology at AIIMS, New
Delhi. I request all the Chapters in the country to select 2-3 Obstetricians for such
training. In addition to AIIMS programme several centres in the country who are
routinely doing chorionic villus sampling can organize workshops for their own
Obstetricians and Obstetricians from neigbouring states. This progamme can be
written up for funding to ICMR.
One question might be asked i.e. how many families are taking help of prenatal
diagnosis for hemophilia in India at present. At my centre each year 60-100 families
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takes advantage of this procedure. On a conservative estimate I
believe 110-150 families each year are getting this diagnosis
done from various Centres in India. This is not a small number
and constitute almost 1% of the total hemophilics diagnosed in
the country. Now I would like to give few important information
to my doctor and PWH friends who requests or want the test to
be done. There are at present three techniques by which
prenatal diagnosis in hemophilia is done in this country.

failed to give us results due to different reasons or the patient
has come to us late. In this technique we take a small sample
of cord blood and test it for factor VIII or IX deficiency. The
test is robust and we have more than 1200 such patients
investigated using the same technique with no serious
complications. This technique has a narrow window for
performance i.e 18 weeks to 19.5 weeks after which if required
abortion becomes legally difficult to sustain. Report for
cordocentesis based test is available within 48 hours.

(i) Gene Tracking or RFLP based technique:
This technique requires at least the blood sample from one of
the affected family members (this is to understand detailed
charecteristics in and around the affected gene which is to be
tracked in the foetus). Choronic Villus (CVS) itself from
pregnant mother, husband and wife's (pregnant )blood
samples. In addition if blood samples of wife's parents are
available they could be of additional help. Tracking is helped if
the diagnostic RFLP in the family is already known. This
technique has an accuracy rate of 99 % i.e. wrong diagnosis
may be made just about 1%.

For all prenatal diagnostic procedures, several points are
extremely important to remember.
(a) The index patient must have a correct diagnosis of factor
VIII or IX deficiency. In the absence of correct diagnosis
genes cannot be tested.
(b) Hemophilia A must be clearly differentiated from severe
Von willebrand disease (VwD). As evaluation of VWD in
India is not widely available it is not uncommon to find
severe VWD being diagnosed as severe Hemophilia A. This
can be avoided by good clinical history & VWF assay.
(c) Only severe hemophilia A or hemophilia B may be encouraged
for prenatal diagnosis. Moderate & mild disease is compatible
with near normal life without factor support
(d) Pre and post test counseling should be done to the family.
(e) Only pregnancies at risk should be tested for prenatal
diagnosis i.e. if husband is hemophilic and the marriage is
not consanguinous then prenatal diagnosis is not required.

Unless CVS sample is of good quality and quantity, no
molecular biology laboratory would be able to provide a good
diagnosis. Good CVS is a must whether we do RFLP based study
or mutation studies. Hence good training of Obstetricians to get
good CVS or cordocentesis sample is a must for avoiding failure
to provide prenatal diagnosis. Once CVS sample is received in
the testing laboratory, the sample needs to be dissected under a
microscope to get rid of maternal tissue from the sample. This
needs some amount of training as contamination with mothers
tissue after dissection can produce false positive results.
Whether such a contamination has taken place is tested by
another technique called VNTR test. This test is a smaller
version of DNA fingerprinting about which many of our readers
have some understanding.

If the pregnant lady is not carrier for hemophilia (carrier
testing is available in all the laboratories who do prenatal
diagnosis in hemophilia) then even if the lady has a family
history of hemophilia, prenatal diagnosis is not indicated. As
carrier daughter (female foetus) normally has no symptoms
and female foeticide is legally forbidden, presently the reports
are given as “Foetus affected” and “Foetus unaffected”.

(ii) Detection of the causative mutation:
If the mutation causing hemophilia in affected family is
known, then by investigating the same mutation in the
chorionic villus sample, the disease can be diagnosed in the
foetus. Here we do not need multiple family members for
testing. For severe hemophilia A 40-50% cases are caused by
inversion of intron 22 (35-45%) or inversion of intron 1 (1-5%)
of the F8 gene. Even if some laboratory is doing prenatal
diagnosis by gene tracking, they often supplement their
investigation with inversion detection.

HFI gives financial help to poor families of PWH who needs
prenatal diagnosis. The request for this should be routed
through local chapter. There are increasing efforts to see
whether prenatal diagnosis can be achieved by using
pregnant mothers blood sample (non invasive test). This test
is in it’s infancy, but in future a large number of pregnant
mothers need not be afraid of invasive diagnostic procedure.
In many religious & other sections abortion is not an option.
Hence these families often request Preconception Genetic
Diagnosis (PGD). This test is not available as yet in our country.
Some laboratories do prenatal diagnosis using amniotic fluid
(14-18 weeks). We do not do this test as yield of DNA using
amniotic fluid is insufficiency and is not of good quality.

Chorionic villus sampling is done between 11-13 weeks at my
laboratory. The procedure is simple but prior appointment is
required. It is best to do USG (ultra sonography) as soon as
pregnancy is suspected, ring up NIIH (022-4138518/19),
room no 1309, Dr. Shrimati Shetty, in-charge of the
Hemostasis laboratory, email shrimatishetty@yahoo.com
excepting Saturdays, Sundays & Govt. Holidays.

To conclude I may say that prenatal diagnosis in severe
hemophilia is an important primary prevention strategy. This
test is done at present between 10-14 weeks of pregnancy
using molecular diagnostic procedures. Hence prior
appointment with prenatal diagnosis centre is needed and
this should be done well in advance.

Then from the Department you will be given a date to come to
Mumbai for the CVS procedure. Both the procedure and the
testing cost is about Rs.10,000/-. After the procedure the
patient can go back (6-10 hours of rest is recommended). Our
laboratory has now done more than 1800 first trimester
prenatal diagnosis. This record is extremely good. The female
offspring of every family with severe hemophilia should try to
get her carrier status tested (daughters of severe haemophilia
patients are obligatory carriers but still testing may provide
the crucial mutation or RFLP data which can be used during
prenatal diagnosis with ease ). Generally 1-2 weeks time is
required to provide the final report for molecular testing.

When a patient comes to us late we can do a cordocentesis
based prenatal diagnosis at 18-19 weeks of gestation as shown
in sonography. However it is always advisable to do CVS based
test early in pregnancy. We have already done more than 1500
cordocentesis with no fetal loss. Newer advances in non invasive
prenatal diagnosis using mother's blood is an evolving
technology. In near future a proportion of at risk pregnancies
can be given prenatal diagnosis, using this technology & also
preconception genetic diagnosis where combining molecular
biology and in vitro fertilization techniques, it will be possible in
future to have a test tube baby without hemophilia, though the
cost of the procedure is going to be substantial.

The Third technique is used when above two techniques have
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NNHF Project to Empower
Women Group of HFI (WGHFI)

DEVELOPMENT HISTORY OF
MUMBAI CHAPTER (HSMC)

“Leadership, Education, Information
& Transmission (LEAD IT)
Caring for a person with hemophilia (PWH) includes
many challenges, beginning from identifying a bleed to
knowing when and how to administer treatment to
managing daily. Women plays very important role at
every stage of life of a PWH as a partner, wife, mother,
sister, carrier and friend. With commitment they try to
make their life normal and comfortable through
ceaseless fights against all odds.

W

hen Dr. Sahu first met Mr. Ashok Verma and Mr.
Jitendra Kapoor at a social gathering in Delhi in
1982-83, as a Doctor she did not know what Hemophilia
was. Mr. Ashok Verma then invited her for the next Open
Clinic at Lions Hospital where she was astonished to see
about 15 Hemophiliacs in various stages of Hemothroses,
contractures etc. Seeing all this and the courage of Mr. Verma
on his crutches, gave her the strength to work for Hemophilia.
She then regularly treated Hemophilia in Delhi till 1991.

With no faults of them, they also become indirect
victims. Women as a carrier of this bleeding disorder,
they have suffered a lot and still continue in terms of
treatment and management, economic burden, social
stigma, marriage, marital life, emotional, mental and
physical torture by in-laws and even sometimes by
their partners.

The history of hemophilia treatment in Bombay stared with
“Hemophilia Association” formed by Dr.Sunil J Parekh along
with parent of hemophilic Mr.Ramesh Panchal around 1972
which was affiliated to WFH, This centre provided FFP at cost
from voluntary Donor along with free consultation and
outpatient treatment at Dr. Sunil Parekh's private clinic. The
Association operated its own blood bank from voluntary
donors having its own separator and freezers. To its credit it
should be acknowledged that this helped maximum patient
to remain free from AIDS during 1980-90 before forming the
HSMC. Also the first Life saving drug and duty exemption was
sought from GOI successfully by the effort of Hemophilia
Association. Later on the factor stocks were kept at Dr. Sahu's
residence and then moved to her brother-in-law Mr.
Bhupendra Patels's office at Peddar Road and office being at
Rupal's residence with the voluntary help from Mr.
Girishbhai & Mr. Hameedbhai.

There is a genuine need to work towards upliftment of
such young girls and women who are confined within
four walls of their house. We need to empower them by
providing adequate knowledge about their disorder,
help them accept it, provide effective treatment,
inspire them to make a difference in the community by
contributing and getting involved.
Understanding the importance and need, Novo Nordisk
Hemophilia Foundation (NNHF), Switzerland has come
forward to support developmental activities of Women
Group of HFI by sponsoring the Project “LEAD IT”. The
project implementation will begin with Master Training
Programme scheduled from 9th -12th August 2013,
followed by 4 Regional Training Camps & a National Level
Women's Meet. Through this Project, HFI aims to train
approx. 100 women leaders from all over India, to
develop sisterhood amongst women community, and
compilation of Leadership Manual for WGHFI.

HFI had arranged for Psychosocial Trainings, which were
attended by some of our EC members which in turn helped
while they used to visit the ward and the residence to meet
Hemophiliacs. HFI has been time and again supporting for
major surgeries, through various projects, including Danida
which really gave a big relief to the PWH.

THE OBJECTIVES OF THE PROJECT:
i) To Provide Training on Leadership & Capacity Building
ii) To Create Leadership Manual For WGHFI
iii) To provide them a platform for exchange of
knowledge and women empowerment
iv) To Create National Level Women's Support Group & to
foster global “Sisterhood” amongst the women care givers

With the then Director, Dr. Deepika Mohanty, ICMR,
Assistant Director Dr. Ghosh ICMR who had exposure in
treatment of Hemophilia, Dr. Devila Sahu, Mr Rupal Panchal
formed a team and officially launched the comprehensive
Hemophilia Care Centre in KEM Hospital in 1993.
Later on with the great support from Dr. K. Ghosh (present
President of HFI & Director of ICMR), Dr Pathare, Dr.
Jayashree Kale, Dr. Kirti Patil, Dr S.S. Mohanty, Dr. Farah
Jijina (now moved to Hinduja), Dr. Manisha, Dr. Shrimati
Shetty, Dr. Chandrakala, Dr. Akash Shukla, PWH were treated
in KEM hospital on a regular basis. Mumbai Chapter has been
very lucky to have such dedicated doctors. After registering &
forming the Society on 10th August 1994, later on we got the

The training programme contains multi disciplinary
subjects like Communication, Programme Management,
Resource Mobilization, Medical Education, Psychosocial Support, Economic Rehabilitation, Awareness on
Legal Rights & other identified needs.
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Society registered with the Charity Commissioner on 24th Jan Nashik, Amravati, Satara & Thane and are hopeful of getting it
free in Pune and Mumbai too very soon. We appreciate the
1995.
efforts of Human Right Activist particularly the lawyers
Mumbai hosted the AGM of HFI and an International Workshop Kranti, Mr.Abhishek and Mrs.Gayatri, our EC members &
on Hemophilia for 3 days in 1996, which had a major impact on members from other chapters for proper guidance.
Hemophilia treatment in Mumbai. Dr. Manuchhi and his Team
Members were the invitees of this workshop. Various fund The Society arranges 3-day camps on regional level, national
raising events were held and this ultimately helped the Society level and also locally, wherein the PWH take part whole
to have its own premises near KEM hospital. Some cultural heartedly. The World Hemophilia Day and Annual General
programs were also organized & for the first time we were able to Meetings are arranged where the Hemophiliacs get a chance to
meet and share their concerns with the EC Members, Doctors
raise around Rs.3 lacs in donation.
and other PWH and their family members. Our donors from
HSMC's strength of the PWH then increased to around 500 UK Dr. Alison, Ms Lakhbir too join us in attending our camps
and currently we have reached around 1500 PWH. We took a and participate in all the activities whole heartedly. 40 PWH
rental place at Parel behind KEM around 1996-97 and finally from Mumbai are included in SOL, 10 PWH in SAC & 6 in Hans
Foundation. We have been successful in getting SOL benefits at
shifted to our own place at Sai Apartment, Parel.
one go last year for 21 PWH by Mr. Mathew, Denise and Gary.
Dr. Shrimati Shetty from KEM was sent from HFI for training
to Italy for pre-natal diagnosis of Hemophilia. PWH all around Some of the family members including mothers have
Maharashtra and various parts of India are coming regularly approached us expressing their willingness to do some work
to Mumbai for their pre-natal, carrier detection, factor assay for the Hemophiliacs and are actively helping in our camps,
Hemophilia Day, AGM. We have motivated our members by
tests and inhibitor screening tests to NIIH in KEM.
informing about their contribution towards the Society in our
The torch of this moment continued with the dedicated big gatherings and other platforms attended by all PWH.
committee member's support from the earlier group and the
groups that joined later on together made remarkable progress We have been raising awareness on Hemophilia through the
to run the Society with their able staff. From one staff taking print and electronic media from time to time. Several notable
care of the Society's work, we have 4 staff including a PWH & Fund Raising Events were arranged for the Society for e.g.
through well known personalities like Shaan, Usha Uthup
another a brother of PWH managing the society.
and awareness through Shahrukh Khan speaking on
After hearing the stories of the mothers as to what they are Hemophilia in KBC, attending Carnival for the Differently
undergoing while taking care of their PWH child, we felt a need Abled by Rotary District 3140, etc.
to form the Wormen's Group, which helped them to share
their feelings, where they got motivated and where they got
answers to their queries. The first ever Women's Group was
formed on 18th May 2003 at HSMC office. The latest Women's
Group was formed on 15th August 2012.
The youth group picnic was arranged on 3rd June 2001 at
National Park. The new Youth Group was formed on 15th
August 2011 & the bonding between the youth group is
commendable as also their work. In order to ensure good
participation, we have formed an idea of formation of subgroups, region-wise groups etc for the welfare of the society.
Some of the Committee Members have been regularly visiting
the KEM ward, meeting PWH at their residence. After seeing
the plight of the PWH, Girishbhai initiated collecting donation
& distributing medicines, fruits, food to the PWH regularly.
This initiative has been undertaken the present Youth Group.
The advocacy and representation made by the doctors and
key members to various government bodies like Ministry of
Health, NRHM and BMC created the right platform to file a PIL
in July 2012. As a result we have started getting free AHF from
March second/third week in 4 centres in Maharshtra i.e.

Youth Group has made a commendable job by making the first
ever short film on Hemophilia which will motivate
Hemophiliacs to lead a normal life, provided they get timely
support from family, friends, trusts and Hemophilia Society.
Over the years, we have lost some of our dedicated members due
to the delay in seeking medical help, medical complications,
factor unavailability, HIV, etc etc. At a Chapter level, we are
having high hopes from HFI to get various projects from abroad
and from corporates for education and economic rehabilitation,
which will in turn boost our PWH to fight against all odds.
Once we get factor support from the government, our focus
would be identifying new PWH and providing them with
comprehensive care, motivating them to complete their
education thru financial and psychosocial support and make
them self-reliant, which in turn will inspire them to continue
with the trend. With the overall support of all the members
and EC members (past and present), our Donors and our
dedicated doctors (the list is endless), we have reached so far
but we have to go a long way to identify all the PWH and see
them successful and motivated in their lives.

Send your feedbacks, queries, news,
articles to: alma@hemophilia.in or write to:
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Managing Inhibitors to FVIII in Haemophilia A
Inhibitor development, because of its impact on patients' morbidity and
quality of life, is presently the most serious complication of haemophilia
treatment. When we talk about inhibitors in haemophilia, we mean the
neutralising alloantibodies that bind replacement of FVIII or IX and stop it
from working. Antibody binding can inhibit factors activity directly by
binding to an active site, or indirectly by causing factors to be cleared from
the circulation. Inhibitors develop as a result of a reaction by the immune
system against factor therapy.
FVIII is a very large molecule. Inhibitors usually bind to the C2 domain and
occasionally the A2 domain, causing neutralisation of the FVIII activity by
the two mechanisms mentioned previously; namely inhibition of binding or
clearance from circulation. The mechanism of inhibitor formation involves
three key cell types: antigen presenting cells (APCs), T-lymphocytes and Blymphocytes. T-lymphocytes are activated when they are presented with the
FVIII antigen by APCs. Next, there is cross-talk between T-lymphocytes and
B-lymphocytes which determines whether or not antibodies will be
produced against the replacement factor by plasma B-lymphocytes.
After the initial antibody-mediated immune response, some memory Blymphocytes remain in the lymph nodes even if the patient stops
replacement therapy, so another immune response is mounted if the patient
starts factor therapy again. It is not yet understood why inhibitors develop in
some haemophilia patients & not in others, & this is an active area of research.
The identification of several genetic and non-genetic risk factors may be
used for the stratification of inhibitor risk and the definition of prevention
strategies, particularly for patients with a high-risk genetic profile. The
most extensively studied genetic factor is the type of FVIII mutation, i.e.
large deletions, nonsense mutations and inversions, which are associated
with a higher risk of inhibitor development. This is the basis for the
increased risk in patients with inhibitor family history.
Over the past several years, increasing interest has developed in identifying
non-genetic (potentially modifiable) factors that predispose the patient to
inhibitor development. The role of these non-genetic factors has been
increasingly supported by evolving concepts of the immune response based on
the 'danger model': the immune system is activated by alarm signals arising
from the injured tissues to a greater extent than by the recognition of non-self.
The appearance of inhibitors occurs by the age of ten in approximately 70%
of patients who develop them. Most patients who develop inhibitors to
coagulation factor concentrates do so at an early age, usually before they
reach adulthood and within the first 10–20 days of exposure to treatment.
In patients who are low-responders, haemostasis can be achieved with
appropriate factor replacement products, although higher doses of the
factor and/or more frequent (or continuous) factor infusions may be
required to overcome the antibody. Various treatment options include
factor replacement, FVIII bypassing agents, desmopressin and
antifibrinolytic agents. Extracorporeal immunoadsorption is yet another
option, though not widely available.
Eradicating inhibitor via immune tolerance induction (ITI) is the first line
therapy however not widespread due to its technique and cost constraints.
None of these therapeutic options is optimal, and there is no universally
agreed protocol for the management of inhibitors.
For high responders treatment with FVIII or FIX concentrate is usually not
effective because the inhibitor neutralizes even large factor doses. For those
patients the use of bypassing agents is the mainstay of treating bleeding episodes.
For patients who cannot be cured with ITI, the use of bypassing agents can help
them sustain the best possible quality of life with their condition.
There is a trend for using rFVIIa (NovoSeven® ) as a first line bypassing
agent due to its recombinant safety, no risk of anamnestic response and

cost-effectiveness. rFVIIa is indicated for the treatment of bleeding
episodes and for the prevention of bleeding in those undergoing surgery
or invasive procedures in patients groups of haemophilia with inhibitors,
acquired haemophilia, FVII deficiency and Glanzmann's thrombastenia.
The recommended dose of rFVIIa for haemophilia with inhibitors is 90µg/kg
every 2–3 hours, as required to control bleeding. Usually 3 doses are required
during mild to moderate bleeding. Alternatively single-dose of 270µg/kg has
been approved for mild to moderate bleeds in this group of patients. Clinical
research has proven this regimen to be effective and well tolerated. This new
dosage regimen delivers similar efficacy and safety compared to the existing
regimen of 90μg/kg every 2–3 hours, as required to controlling bleeding.
Treatment with a single 270 μg/kg dose is effective in over 90% of patients.
Therefore, a single 270 μg/kg dose would be the most convenient option for
the majority of patients. rFVIIa should be given as early as possible after the
start of a bleeding episode (on demand)- not later than 2 hours after the
onset of bleeding. For severe bleeding episodes and for surgery 90μg/kg
every 2-3 hours is recommended. Dose interval can be increased &
maintained as long as treatment is still indicated. For invasive procedures
and surgery 90 - 120μg/kg every 2–3 hours is recommended. Dose interval
can be increased and maintained as long as treatment is still indicated.
With regard to preventative treatment for inhibitors there are still some
areas of concern due to:
1- Effectiveness of bypassing agents for this indication: inter and intrapatient response
2- Anamnestic risk: trace amounts of FVIII in plasma-derived APCC can
increase inhibitor titre. Not desired specially during or before ITI
3- Concerns for thrombosis: however reports have not been able to prove
this association with any of the bypassing agents available as of now
4- Cost of therapy: data available shows that rFVIIa is cost-neutral or
cost-saving compared to APCC in this setting
rFVIIa has been used successfully for prophylaxis during surgical
procedures and small studies are starting to establish the benefits of
prophylaxis in patients with severe haemophilia. Clinically significant
improvements in quality of life were also observed. These results are
supported by similar positive reports of individuals being managed
effectively with rFVIIa prophylaxis. In summary the areas of concern on
haemophilia & inhibitor management are:
• Accesstoearlydiagnosis
• Access to treatment
• Inhibitor assessment
• Management of inhibitor patients
• Implementing awareness campaigns
• Patient advocacy
• Public policies
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