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Shri Sadanada Gowda, Hon’ble CM of Karnataka, celebrities & hundreds of
supporters walked for Hemophilia
From last few years HFI has been striving hard in
the matter of advocacy & lobbying with central &
various state governments for availability of FREE
AHF in all govt. hospitals and establishment of
Comprehensive Treatment Centers. Recently we
have been successful in some more states like
Rajasthan, Uttarakhand, Goa, Assam, Tamil Nadu
etc. and the process in other states are on.
In Karnataka state we have 1,573 patients & 7
chapters located in Bangalore, Davangere, Mysore,
Manipal, Dharwad, Hassan & Gangavathi. The
major challenge for these chapters is treating poor
PwH as most of the patients are economically poor.
Identification of 80% undiagnosed PwH is other
challenge. Karnataka was the first states in India to
provide medicines for PwH with a BPL card but
unfortunately since it is not included in the state
budget the supply of these medicines is irregular.

ASHA KIRAN 2012 ... Pg. 9
COMPREHENSIVE
HEMOPHILIA CARE
By Dr. Pankaj Abrol ... Pg 10

To make the cause of hemophilia well known to
the public, HFI made a giant effort with the help of
Bangalore Chapter & the youth group organized
Hemophilia Walkathon at Bangalore on 29th April
& Mysore city on 6th May 2012, with the sole
purpose of highlighting the issue, spreading mass
awareness and draw attention of the government
towards the plights of the community and gained
remarkable achievements and attention.
In solidarity, the Hon'ble CM of Karnataka

Shri D.V. Sadananda Gowda and Shri Ramachandra
Gowda, Member of Legislative Council and Deputy
Chairman Planning Commission govt. of Karnataka
came forward to understand severity of the disease
and the suffering community and walked with the
public to spread hemophilia awareness. The 4-km
walkathon held at Shri Kanteerava Stadium.
Addressing the gathering the CM promised to keep
stock of medicines in the govt. hospitals across the
state. Although, HFI has submitted a memorandum
to the CM for treatment support of Approx. Rs 20 Cr
(per annum), which he said he will look into but
promised continuous and sufficient supply of AHF.
He also said Rs 2 Cr has been sanctioned towards
Hemophilia care in the state. This was achieved
mainly due to the lobbying by Dr. Suresh
Hanagawadi of Davangere Chapter and his team.
More than 1,500 people including various celebrities,
media (TV, Newspaper & FM), sport persons, various
corporates, doctors, paramedcos, college students &
volunteers participated in the event and showed their
support and solidarity towards the cause. The
prominent sport personalities present were Indian
International Hockey players Mr Lenaiyappa, Mr A.
B. Subbaiya (Arjuna Awardee), Mr Sandeep Somesh,
Former Indian Table Tennis players Mr Vasanth
Bharadwaj, Mr Uday Prabhu (Dronacharya Awardee
for Athlete), India Athletes Mrs Pramila Ayappa and
Reeth Abraham, India International Athletic Coach

For an Advocacy Campaign, HFI has launched a HOTLINE No. (IVR). You can dial 011-43852786 and know more about Hemophilia and HFI.

HFI President Dr K. Ghosh addressing the gathering
Mysore Walkathon

Summer Camp Children
participating in Walkathon
Mr Beedu and Mr Ajay joined the walk and promised to continue their
support for the cause.
Members of Karnataka chapters, EC members of HFI & staff were
also present at the event. It was great success which was widely
highlighted and covered by the press, TV & FM Radio.
Similarly, another walkathon was organized at Mysore on 6th May,
where over 450 people including PwH and their families, medical
college students, doctors and paramedicos participated in the walk .
Mr S. A. Ramdas, the Hon'ble Health Education Minister of Karnataka
flagged off the walkathon and himself took part in it. After welcoming
the minister VPD Vikash Goyal requested him to provide treatment to
all pwh of the state regardless of the financial back ground and to
provide a special hemophilia ward in government hospitals.
The minister shared an experience he had with a 4 year old CWH
admitted in the government hospital whom he met during his visit.
He was touched by the story of the child and realized the sufferings
of the community.
In his address, the minister announced that:
w A new health policy will soon come into existence to provide
treatment for PwH in all government hospitals.
w He promised to establish hemophilia wards in govt. hospitals.
w He also emphasized on the need of better diagnostic facility for
hemophilia in Govt. Hospitals and assured the same.
w He launched a project called “Raktha Sanjivini” for hemophilia
in Karnataka.
Mr Vikash Goyal-VPD & Premroop Alva-EC Youth of HFI, Dr. Bhaskar,
President, Dr. S.K Mittal-VP, Dr. Anjali Arun-Gen. Sec, KB LingappaTreasurer, DK Shivaram-Jt. Sec. of Mysore chapter were present at
Mysore walkathon.
We thank all the participants and our supporters including various
persons, funding corporates and the media. Very specially we thank
the Karnataka State Hockey Association for their valuable
contributions and continuously supporting the cause of
hemophilia.
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Goa also Walked for Hemophilia
Hemophilia Society Goa also took up the hemophilia
awareness drive seriously and arranged a Walkathon on 29th
April 2012 to celebrate Hemophilia Day. This was the firstever
hemophilia event held in Goa. In order to make the Walk more
effective and inclusive, hundreds and hundreds of Red-White
balloons were released all over the place.
Mr. Laxmikant Parsekar, the Hon'ble Health Minister of Goa
was the chief guest. The attendance for the Walkathon was
remarkable. The dress code of the event was White and Red Tshirts. The Walk started from Azad Maiden Panjim. Nearly all
the recognized patients attended the walk as it was the first
attempt by the chapter which was successful.
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Kunnamkulam

Delhi Chapter & HO: HFI and Hemophilia
Society Delhi Chapter (HSD) along with
Army Hospital (Research & Referral), Delhi
celebrated WHD on 17th April 2012. More
than 120 participants including PWH & their
parents, Army Hospital Staff, Doctors and
Paramedicos, Baxter India, Novonordisk &
members from Delhi chapter participated in
the programme.
A session “Patient Education Programme”
was addressed by Dr Naresh Gupa (LNJP
Hospital, Delhi), Dr V. P. Choudhury (Ex
HOD Dept. of Hematology AIIMS-Delhi) &
Dr. (Brig) Ajay Sharma, HOD Dept. of
Hematology (AHRR). They spoke in detail
on prevention of bleeding, proper diagnosis,
CD-PND Test, importance of physical
exercise, dental care, clinical research
programmes & social counseling,
encouraging the PWH to adopt a healthy &
positive life style.

Closing the Gap
WHD Celebrations Around the Country

On behalf of HFI, CEO, Rtn. Wg. Cdr. (Rtd)
SS Roychoudhury briefed the audience on
HFI, its vision, mission and significant role in
leading Hemophilia Movement in India.
On 22nd April, again HFI along with Delhi
chapter celebrated WHD at Tilyar Lake
Rohtak, Haryana. Approx. 200 members
including P/CWH & their parents, HO staff,
representatives of Baxter India and
Novonordisk participated in the programme.
Dehradun: A wide coverage on Hemophilia
was carried in national dailies like Dainik
Jagran, Amar Ujala, Rashtriya Sahara, Tribune
and i-next and wide media coverage like Etv,
tv100 and other channels were aired.
On 17th April, a large awareness prgagmme
was organized by the chapter. Hon'ble
Health Minister Mr S. S. Negi was the Chief
Guest. PwH and their families along with
general public and health Dept. authorities
of Dehradun city attended the program.
Society's patron Dr S. Farooq, CMD
Himalaya Drugs, Mr R. K. Sinha, CMD-SIS
Securities made their presence at the
successful program with Health Dept.
authorities like Dr Meenakshi Uniyal- Jt. Dir.
NACO, Dr. CP Arya-DG, Dr Geeta Joshi
Addl. Dir. Med. and few American Medico
Scholar doing research work with the Society
in Hemophilia. During the program it was
assured that timely help for the treatment of
pwh shall be provided. Also govt shall give
free AHF in three hospitals of the state at an
earliest possible time.
A meeting was also held with Health Dept.
authorities where govt. has planned the
steps to proceed further in the process of free
treatment to pwh. D.G. Health Mr. J. P. Bhatt
specially thanked chapter’s efforts for this
noble cause.
Yamuna Nagar: 26 pwh and their parents
participated in the programme. A general
medical checkup camp was organized with
the help from Chief Medical Officer Mr V.K.
Sharma and his team consisting Dentists,

Pondicherry
Ortho and physiotherapist. All the patients
were vaccinated against Hept. B, and were
given free crape bandage.

Mr. Musthafa.M, Mr. Shanavas Vattathoor,
Mr. Shoukkath Ali Master, Rev. Fr. Mathai,
CMI offered felicitations.

Mrs. Geeta Bharti, A.D.C. of Yamuna Nagar
was the chief guest. The function was
covered by local tv channel, both local &
national dailies for public awareness. Some
new PWH were registered their increasing
the membership to 34.

The Youth Wing of the chapter organized an
exhibition on hemophilia which was
appreciated by the all guests.

Kunnamkulam: Around 200 participants
including pwh and their families, friends,
relatives, well wishers, politicians, social
workers & activists had gathered at Amana
Hall Edapal to observe WHD-2012.
Well-known Malayalam poet Akkitham
Achuthan Namboothiri inaugurated the
meeting by lighting the traditional lamp. He
said, “Govt. of Kerala should understand
the problems faced by hemophilics that it
would be the most virtuous action to extend
free treatment to all PWHs. Ensuring
human rights of every pwh is the duty of
the society and we shall not lag behind in
fulfilling our commitment.”
Mr. Sreeramakrishnan, MLA was the Chief
Guest. He assured that he will within his
financial power ensure that comprehensive
treatment is available to all pwh in the state
at least in Govt. Medical College Hospitals.
Prof. N. N. Gokuldas presided over the meeting,
Mr. Asharaf Kokkur, E. Raghunandanan and
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Blood samples were collected for testing
Hepatitis B. Dr (Sr) Merly M.D, the Medical
Director of the Society conducted clinic in
the afternoon. President Prof. N N Gokul
Das conducted a class on Hemophilia and
other factor deficiencies in Kerala.
Pondicherry: WHD celebration and RC
meet was held on 15th April at Pondicherry
attended by 40 members from 23 chapters of
South Region. The deliberations were about
the NHR, transfer of SOL money to chapters
& Factor Assay. The chairman announced
that Key persons training would be held with
the next RC Meet. He also announced
Navarathna Award in next RC Meet.
Dr. Raman, the Director of Medical Services,
Puducherry was the chief guest. Mr.
Krishnamurthy, MD of Hotel Surguru (the
sponsor for the function) presided over the
function. Dr. Anburajan gave the keynote
address. Master Anto Remo Rayan
welcomed everybody by playing Key Board.
Dr. Nalini, President welcomed the gathering
for the 17th WHD & thanked Dr. Raman for
stocking factor in Govt. Hospital of
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Pondicherry. She was happy to share that 3
major hospitals, namely JIPMER, Indira
Gandhi Govt. Hospital, Pondicherry & Govt.
Villupuram Medical College were treating
Hemophilia patients.
The Patients were free of pain but not free of
deformity because of the lackadaisical
attitude of pwh who do not exercise
adequately. But she also mentioned Karaikal
Chapter was not having the factor inspite of
repeated requests.
On the occasion, doctors from 3 major hospitals
who had treated PwH, the doyens of
hemophilia Mrs. Usha Parthasarathy, Dr.
Maganti Prasad & the persons who had helped
the society both financially & in kind were
felicitated with certificates. Dr. Raman praised
the continuous work of Dr. Nalini & her team
who have worked for the betterment of the lives
of Hemophiliacs in Pondicherry & Tamil Nadu.
He promised to stock factor at Karaikal.

Conference at RR Hospital Delhi

Dehradun

Delhi Chapter CWH taking part in
Drawing Competition

Hubli-Dharward

The meet came to an end with a Vote of
Thanks by Secretary A. Balaji. The entire
event was hosted by Pondicherry chapter.
About 300 people attended the meeting.
Local newspaper and all the TV channels
including SUN FM & TAMIL VANI covered
the entire programme.
Hyderabad: On 15 April, the chapter and
www.hyderabadhospitals.com jointly
celebrated WHD at Little Stars Childrens’
Hospital, where 60 PWH, their parents and
other members were present. Dr. Ravi
Kumar, leading Hematologist and Medical
Oncologist, Hyderabad was the chief guest.
Dr. Ramana Dandamudi, hematologist
presided over the meet.

Coimbatore

Hyderabad

Dr. Ravi Kumar, who has vast experience
about the treatment of hemophilia spoke
about the “PROPHYLAXIS” treatment and
it's importance in treatment of hemophilia.
Dr. Ramana of Little Star Children's hospital
spoke about the usage of purified factor
injections & importance of physiotherapy.
As a hematologist he stressed the patients to
honor the pain, to take instant treatment either
with factor or some alternative, which
supports the joint damage.
Dr. Uday, physiotherapist of Little Star
Children Hospital demonstrated oral and
practical physiotherapy exercise showing
the joints, muscles and cause of bleed.
Dr. N. Venkata Narayana - Secretary
requested the govt. to provide complete free
treatment in government hospitals. Already
the government has issued a GO 115 and
many other memos and tenders. But
everything is only on paper.
Vishakhapatnam: Under the president-ship
of Dr V. Chandrasekharam, WHD was
observed; 76 PWH and parents participated in
the celebration. Chapter Secretary K. Sai Baba
briefed about the life sketch of Frank Shnabel
whose birthday is celebrated as Hemophilia
Day. Dr. V. Chandrasekhar explained the origin
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Vishakhapatnam
of hemophilia and the development of
treatment in different stages in the world. He
called the public, parents, and Doctors to close
the gap between the PWH and the availability
of best treatment. He stressed the need &
importance of identifying new PWH who are
not aware of hemophilia.
Health Checkup was done for all PWH. Dr
Srinivas, Dentist and Dr. Ravichandra,
Orthopaedician examined all PWH. Dr.
Srinivas advised to maintain oral health to
avoid gum bleeds and cavities and gave tips
on maintaining oral health.
Hubli: More than 75 C/PwH & their parents,
chapter members, doctors, govt. hospital
staff, representatives from Novonordisk &
Baxter participated in the programme.
Local MLA Smt. Seema Masuti was the chief
gust who delivered a speech and assured
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Bangalore
sensitizing the govt. authorities to provide
factors to all pwh. Dr. Vijay, District Surgeon
promised to provide all treatment facilities
to PWH at district hospitals. Dr. V.D.
Karapurmath, President of the chapter gave
the memorandum to the MLA to provide
factors to all pwh.
Inhibitor Test & Free Medical Checkup was
done. A“Day-out” programme was arranged
at “Rashi Farm” where swimming, painting,
singing etc. were conducted. Physiotherapy
kits and momentos were given to all the
participants.
Bangalore: The day began with a wonderful
invocation song by Mrs.Vani giving a bright
start for the event followed by a welcome
speech of Mr.Premroop. Then, Dr.Fulton
D’Souza- Paediatrician of St Johns Medical
College & Hospital (SJMCH) addressed the
audience about management of hemophilia.

of “I Believe I can fly” & T-Shirts were
distributed.
An interview of Dr. Ashwin Patel was also
aired on a leading Gujarati channel TV9 a
live program called “Kem Chho”. Series of
question were raised from the audience of
Rajkot, Mehsana & Ahmedabad.

Pune

Ahmedabad

Bhopal

Dhule
Lakhbir Kaur in a fund raising
event at UK in aid of hemophlics
of India

Jabalpur

Jabalpur: The chapter celebrated WHD at
Maharastra High School, Jabalpur. Dr
Jitendra Jamdar of Yogamani Trust Jabalpur
and SAMANVAY Service Center spoke
about Hemophilia, importance of WHD.
Around 65 CWH and their parents came
from Jabalpur, Mandla, Katni, Satna Meher,
Damoh, Sagar, Shahdol, Riwa, Umriya,
Anup Pur and Sivni districts to participat in
the programme.
Pune: To observe WHD Pune Chapter
organized a get-together for all its patients
at Padmashree Dr DY Patil Medical College,
Pimpri, Pune, on 15 April. A WELLNESS
CENTRE program was
conducted to
educate parents whose children have been
diagnosed with Hemophilia. The all-day
program included lunch for the children
and their parents.
th

Dhule: On 28 April, WHD was celebrated
where 45 pwh and their parents attended
the program. Supriya Fadnis and Prajkta
Bhide from Department of Health Science,
Univ. of Pune were invited for this program.
Dr. Sudhir Kulkarni, President of IMA,
Dhule and Miss.Smita Bhatwal, MD, CSR
head of SINIC group of Industries were
present as guests for the event.

Kannur
He shared few facts pertaining to
hemophilia, its symptoms and the treatment.
He also shared certain tips with the parents,
regarding the required care to be taken while
sending the CWH to schools & excursions.
Mr.Vikas Goel briefed about Walkathon
held on 29th April. An open clinic was
conducted by Dr. Fulton, Dr.Puneeth Mehra
& Dr. Kuldeep Singh checked the oral health
of the PWH. A Chess competition was
conducted parallel. A quiz competition was
also conducted for the audience & prizes were
given to the winners.
Kannur: The chapter celebrated WHD on
27th April at IMA Hall Kannur. The function
was attended by Hon'ble minister for Rural
Development & Cultural affairs Sri. K. C.
Joseph, Sri A. P. Abdullakutty, MLA who
distributed Identity Cards to PWH; District
Panchayath President Pr. K. A. Sarala
released the pamphlet prepared by the
chapter, Municipal Chairperson Smt. M. C.
Sreeja distributed prizes and kits to PWH.

Tirunelveli
IMA unit president and chapter ex. member
Dr.M C Jayaram conducted the memorial
talk of Dr. T. K. Chandrashekharan the
founder president of the chapter. Dr.
Sudhakaran, President of the Chapter
presided over the function.
The chapter member submitted a
memorandum to the minister requesting for
providing free AHF and diagnostic facilities
in all Govt. Medical Colleges, Co-operative
Medical Colleges and Dist. Hospitals and
consider hemophilia as a disability.
Ahmedabad: An awareness campaign was
organized at Civil, Shardaben & LG hospital.
A special camp for availing a disability
certificate by the support of Civil Hospital.
Around 70 members received the certificate
of disability from 10% to 90%. Other than
patients almost 50 parents and other
supporters were present at the event which
was supported by Baxter. Kit contained icebag, crap bandage, shoulder sling & booklet
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Ms Supriya presented a Documentary
Marathi film about Hemophilia and
psychosocial support while dealing with the
child with Hemophilia, specially designed
for Parents of cwh/pwh. She also guided all
the mothers of cwh about CD & PND
diagnosis & made them understand how the
things can be made easy. Dr.Kulkarni
guided parents about medical care to be
taken and addressed the local media as well.
Smita Bhatwal from SINIC group attended
the program with keen interest and came to
know about Hemophilia. On behalf of
SINIC group, she assured to help Dhule
Chapter in best possible ways to improve
the quality of life of pwhs. SINIC group
partly sponsored and supported the event.
All EC member of the society coordinated
well. Dr.Ashok Thakare, Dr Nandkishore
Goyal, Devram Harsot, Prof. Yuvraj
Nikumbh and Harshal Kale took effort for
making this program a success.
th
Kolhapur: On 29 April, a function was
organized with help of Inter Disciplinary
School of Health Science of Pune University,
Pune & local activist. The session was
inaugurated by Shri Shashikant Prabhu,
President of Dabholakr Charitable Trust &
Hospital where all PwH receive treatment.

Dr.Arvind Manjrekar, President of the
Chapter spoke about importance of WHD
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Youth of Rajkot Chapter taking bike-ride to raise awareness on
hemophilia in the city

Govt. at Income Tax Crossing, Patna. The
public also joined their hands with the
students, children making it a very
impressive human chain. Certificates of
appreciation were given to the participants.
Tinsukia: The chapters celebrate WHD on
22nd April with 75 participants including 40
P/CWH, media persons, doctors and newly
trained physiotherapist. After paying
tribute to the expired members, Dr .Ramesh
Agarwal, president welcomed all the
participants. A session for free medical
check up and free physiotherapy was
demonstrated & free factor were distributed
to 6 P/CWH. After lunch AGM & formation
of new working committee was held. The
programme was covered by local media.
Guwahati: The Youth Group of Hemophilia
Society Guwahati Chapter organized a
discussion on hemophilia care followed by
an OPEN CLINIC to commemorate WHD2012. The event was attended by 75 Pwhs, 20
doctors and approximately 100 parents. The
occasion was sponsored by Novo Nordisk.

Each Medical College to get Rs 20
lakh for Blood Disorder Treatment
School Children Participating in
WHD celebration at Patna
and Theme of the Year “Help, Close the
gap”. He explained various gaps at various
levels i.e. from residence of PwH to the
treating centre & hemophilia society, gaps
during awareness among parents &
patients, training of health workers and
medical practioners etc. These gaps can be
bridged by improving detection of PwH,
their treating centers, involvement of
NGO's & govt. health organization.
Mrs. Supriya Phadnis from Dept. of Health
Science, Pune University, explained all
relevant points regarding care & treatment of
PwH & role of parents while bringing up
hemophilia child & precautions to be taken
of school going children & importance of
Physiotherapy. She explained this with help
of audio- visual aids. This was appreciated
by parents & teenage PwH. She handed over
a CD to the Society.
Smt. Kshma M. Mane of Miraj, mother of
PwH-Late. Mr.Chaitnya Mane gave valuable
donation of Rs. 1 lac in memory of her sons to
our society. This will be utilized for welfare
of PwH. She was felicitated by Dr.Meghana
Kamat, treasure of the society. The society is
grateful for the donation.
Some of the parents expressed their
difficulties, experiences regarding care and
treatment of their hemophhililic sons. They
are happy that they can receive treatment in a
hospital where the society is situated.
Dr.Ms.Shilpa Bangad a dental Surgeon &
Dr.Anuradha Ingale Physiotherapist spoke
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Tinsukia
regarding their respective subjects of Dental
problems of PwH & care to be taken & role
& importance of Physiotherapy. About 108
PwH & parents attended the function &
took active part in the discussion.
Rajkot: On the eve of WHD all the PWH had
gathered at center for a meditation session
conducted by Mr. Taksh Mishra followed
by a cultural programme.

New Delhi: The Union Health Ministry has finally
turned its focus on genetic blood disorders like sickle cell
anaemia, thalassaemia & haemophilia. India will soon
roll out national programme to prevent & mange
hereditary blood disorders (HBDs). A registry of
hereditary blood disorders will be put in place soon to give
actual data. For comprehensive care service, including
diagnosis & management of HBDs, 120 medical colleges/
hospitals across the country will be strengthened to have in
it a haematologist/ biochemist & a pathologist. An acute
haemophilia patient requires approximately 20,000 units
of factor concentrates for on-demand therapy per year.
There are 14,000 recorded/registered patients with acute
haemophilia, & provision for this amount of concentrate
shall be made at district hospitals/ tertiary centers. Each
medical college/district hospital will be supported with
Rs 20 lakhs as a one time grant and Rs 1 Cr/year as
recurring budget for human resource, drug & reagents.

On 17th April morning Hemophilia
Awareness Rally was flagged off by Dr.
Jaiman Upadhayay, Standing Committee
Chairman-Rajkot Municipal Corporation,
Shree Balwant Bhai Desai (Secretary Ashok
Gondhia Memorial Trust), Shree Chhagan
Bhai Bhorania, Health Secretary Rajkot
Municipal Corporation & well-known
Orthopedic Surgeon Dr. Hiren Kothari with
a slogan & Balloons were released.
Pamphlets of hemophilia were distributed
among the general public . Dr.Jaiman spoke
about hemophilia and assured further
assistance to PWH. Sri Chhaganbhai gave a
motivational talk and Kiranbhai conveyed
his message to patients to have pain free,
Bleed Free & Healthy year ahead. More
than 200 PWH & their parents participated
in the programme. On this occasion the
chapter also launched its w e b s i t e
www.hemophiliasocietyrajkot.org.

“AIIMS & PGIMER Chandigarh & NIIH at KEM,
Mumbai will serve as nodal training centers since these
are already carrying out such comprehensive care.
Counselors may be trained in the physiatrist department
of different medical colleges (tertiary care centers). A
fully fledged DM (Clinical Genetics) programmes may
be developed at one of the tertiary care centers. An
amount of Rs 25 lakh each year will be required for this
scheme,” said the report of the Planning Commission's
working on health for the 12th Plan.

Patna: The Youth Group along with about
200 students of St. Thomas High School
formed a long human chain with banner and
playcard for mass awareness & motivate the

According to the Commission, there are around 10,000
12, 000 new Thalassamia syndrome and 7,000-10,000
new sickle cell anaemia patients added annually in India.
(Times of India/13/04/2012)

Hemophilia News, Apr-Jun 2012

Molecular genetics laboratory will also be set up at 20
medical colleges that shall act as final referral center for
designated districts. These genetic laboratories will be
developed
in a phased manner with five new each year of
the 12th Five Year Plan. In the first year first year of the
plan, institutes like AIIMS, CMC Vellore, KEM
Mumbai, PGI Chandigarh, along with the one in Kolkata
will be strengthened. These institutes will also train
gynecologists/sinologists to conduct prenatal diagnostic
to procedures for prenatal diagnosis for hereditary
disorders. The department of haematology at AIIMS will
coordinate the quality-control for the diagnosis of
haemoglobinopathies. Each molecular genetic lab will
be supported with Rs 20 lakh/year as recurring budget for
human resource, drugs, reagents and other consumables.

CME at Bareilly & Durgapur
Bareilly: On the occasion of WHD the chapter
organized a CME on 19th May on the occasion
of WHD celebration. Dr. Shubha Fadhke,
Prof. & HOD of Genetics Dept. SGPGILucknow was invited as a guest lecturer.
CME was inaugurated by Dr. Anshu
Agarwal, president of IMA Bareilly. CME was
above expectations where 105 doctors took
part in the programme. Dr.Shubha gave a
presentation on hemophilia. Many queries of
doctors related to hemophilia were answered
by Dr. Shubha Fadhke adequately. On 20th
May, a Health Camp was organized. Around
250 participants including PWHs & their
families attended the camp.
The ceremony was inaugurated by Sh.
Bhagwat Saran Gangwar Hon'ble Minister for
Small Industry and Export. He was welcomed
by the EC of the Society, President of IMA &
p/cwh children. EC members & doctors of the
society spoke in detail with the minister about
hemophilia & treatment problem.

given to the minister to provide free AHF VIII
and IX in Govt. hospital, Bareilly. He was also
requested to add society members into the
core committee formed by High Court.
The minister promised that within next few
months he will arrange free treatment and
AHF in district hospitals and society
members will be a part of core committee so
that they can take good care of all
arrangements at govt. hospitals. He asked
IMA, Bareilly to treat all the hemophilic
patients free of cost and not to ask them for
any additional money. He also inspected the
medical camp and met hemophilia patients.
A team from R. M. L. Hospital, Lucknow was
also called by society for carrier detection
testing. They took samples of around 45 girls.
The doctors of the society examined 110
patients & suggested them precautions &
preventions.
Durgapur: In association with The Mission
Hospital, Durgapur Chapter organized a

On behalf of the society an application was

CME on “COMPREHENSIVE
HEMOPHILIA CARE”. Dr. Prantar
Chakroborty, Associate Prof. & Dr. Maitrayee
Choudhuri, consultant Psychologist from The
Institute of Haematology & Transfusion
Medicine of Calcutta Medical College were the
chief speaker. 86 participants were present at
the CME including PWHs and their family,
doctors & paramedical staffs. Dr.
Chakroborty gave a lecture on
comprehensive hemophilia care including a
presentation on the symptom, basic care &
treatment of hemophilia, role of the
Hemophilia Society-Durgapur & Medical
College, Kolkata.
All the participants in the meeting were
encouraged to raise awareness amongst
themselves and their community. He told
that each hemophiliac family should learn
about managing the bleed at home.
Dr. Maitrayee explained in details about the
importance of psychological council and
psychological problems of the hemophiliacs
and their family members. She told
hemophiliac patients usually are under
chronic stresses and consequently suffer
from different psychological problems.
They need to psychological and social
support and proper treatments.
Dr. Arunangshu Ganguly, Vice Chairman
of the Mission Hospital assured all possible
support and cooperation for the diagnostic,
basic treatment and management of
hemophiliacs in this region.
Mr. Mohammad Zia, Sales Manager and
Mr. Sumit Chatterjee, Area Sales Manager,
BioPharma Baxter (India) Private Limited
also attended the CME and provided free
physiotherapy kits to the all hemophiliacs.

Youth Group of Bhadark Chapter organized a large awareness
cum fund raising event. Mr. Sananda Marandi, Hon'ble Deputy
Speaker of Odisha Legislative Assembly was the Chief Guest.
Others on the dais were Mr.Raghunath Mohanty-President, Biju
Pattnaik Smruti Committee, Mayurbhanj, Dr. Chandan Murmu,
CDMO Mayurbhanj, Mr. Rajshiv Narayan Kisku-Chairman
Mayurbhanj Muncipalty and Artist Mr. Pappu, Ollywood (Odia
Cinema Industry) Comic Actor.
Mr. Kisku addressed all the audience. He said it's highly
appreciable that people with hemophilia are arranging funds by
doing this type of noble activity for other hemophilic brothers,
they are fearlessly doing their job by defeating illness. Really it's a
outstanding job.
Dr. Murmu spoke about the bleeding disorder. Mr Mohanty,
praised the youth for coming forward for this noble cause and
assured all support. Mr Sahoo emphasized on importance of
physiotherapy and requested the minister to provide free factor by
passing an amendment in yearly health budget by giving example
of states like Jharkhand, Karnataka, Bihar & Uttar Pradesh. The
minister assured help & donated Rs 20,000.
Then, a cultural programme started with the performance of a local
dance group from Baripada. The guest artist Mr. Papu made the
atmosphere very hilarious by his punch till the program ends. Main

highlight event of the evening was orchestra “VIBRATION”. Their
troop made a fabulous job and was able to bind the audience till night
11 pm. Where their troop singer sang beautiful old and new Hindi,
Odia movie and Album Songs the dancer performed with the high
note of music.
Everyone highly appreciated the organizing group . Kudos to the
youth group & Mr Kamal Lochal Sahoo for his support & guidance.
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SOL Donors visit to Mumbai

It was our privilege to have Gary Horbacz, Diane & Matthew,
Save One Life (SOL) donors from the USA who visited
Hemophilia Society Mumbai Chapter (HSMC), KEM Hospital
and families of SOL beneficiaries in April 2012. Since 2003,
SOL has been supporting children suffering with hemophilia in
India through HFI. This support has been fulfilling the basic
necessities of these poor children suffering with hemophilia
with sufficient meals, school fees, books etc. The number of
children supported under this project has increased
considerably over the years from 345 in 2011 to 502 in 2012.
Thanks to Laureen Kelley, Founder & President of SOL and LA
Kelley Communications and all the donors for their support.
The team visited Occupation Therapy Dept. at KEM, where Dr. Kirti
explained them the conditions and treatment of PWH. Thereafter,
they met Dr. Farah Jijina, HOD of Hematology Dept. & visited
hemophilia patients admitted in the ward and were overwhelmed
at the extra ordinary efforts put in by the doctors of KEM and HSMC
and the brave hemophiliacs, although in pain, but still smiling on
seeing them.
A meeting was held between the SOL members and existing
beneficiaries plus wait-listed beneficiaries. They met the 18 waitlisted members. The guests had a one-to-one conversation with the
SOL members. They also visited the homes of some poor PWH
which gave them an insight of the living conditions of the
hemophiliacs. The guests enjoyed Easter Celebration with the
vibrant Youth Group of Mumbai Chapter.
They also visited Prathamesh, a CWH who had cerebral bleed and
was under treatment at KEM hospital. The chapter EC members had
a get-together and dinner with Diane and her family members at Dr.
Devila's residence.
It was an invaluable and memorable experience for the EC
Members, PWH and Youth Group members, having taken time off
from their busy schedules and sharing the days with our Guests. A
special word of appreciation is certainly due to the Guests for the
bonding that they had with the HSMC fraternity.
We are grateful to SOL and Ms Usha Parthasarathy for meticulously
planning their visit to Mumbai. Our special thanks to Diane, SOL
and Usha for sponsoring 18 wait listed PWH from Mumbai under
SOL. We really appreciate the co-ordination by Usha before and
after Diane's visit. (Contributed by Mrs India Nair)
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“My Save One Life Mission originally started out as nothing more
than a trip to India to visit some of the children that we sponsor and
learn about their lives…
During visit to KEM Hospital Mumbai, I was amazed to see knee
bleeds the size of a grapefruit and to witness the pain and suffering
patients with hemophilia had to endure. I was dumbfounded at the
impoverish conditions of the facility: one large open room with bags of
plasma hanging, rusted beds with torn plastic pillows and no blankets.
Most impressionable was a little boy we met, named Prathmesh, who
just had surgery after he suffered from a cerebral bleed and needed lots
of factor. That is when I learnt the important role the Hemophilia
Society of Mumbai played in the lives of these patients by providing
factor, food and painkillers.
My visit to India has changed my life forever. The things I experienced
and saw go far beyond anyone can read in an article or a book. I
experienced, first hand, the difference of living with hemophilia in an
impoverish country. Before my trip, I thought I knew what hemophilia
was. My understanding was based upon how I live with hemophilia in a
country where we take so much for granted. Hemophilia is a
devastating condition, but unfortunately for many of these kids, should
not be. Although my trip to India has ended, “Matthew's Mission” will
continue”. - Matthew Horbacz
***
Our visit to India was a truly life-changing experience. We now have a
much better understanding of both the daily struggles of a person living
with hemophilia in India and the infrastructure that you have created
to help alleviate some of those struggles. The primarily volunteer efforts
of the Mumbai Hemophilia Chapter, it's associated youth group, and
the Save-One-Life organization are to be commended. Your collective
efforts have clearly made life a little easier for people living with
hemophilia in Mumbai. Most impressive however, is your vision for the
future and your progress towards realizing that vision where life with
hemophilia should be pain-free and without life altering disability.
Hopefully, your efforts will someday ensure that all who suffer from
hemophilia will no longer be defined by the disorder but rather will
assume their roles as productive members of society and where the term
“hemophiliac” is no longer meaningful. Meeting members of the
Mumbai Chapter, KEM hospital & families of the SOL beneficiaries
taught us the true meaning of what it is to be a “blood brother.”
We can clearly see the impact you've already had on so many lives and
also appreciate the enormous task at hand to reach out to both new
families and those families living in remote areas. While identifying
and helping every affected family is probably not achievable in our
generation, your efforts are paving the way for future generations to
take up your mission and to eventually realize your vision where the
pain and disability associated with hemophilia are just a distant
memory. - Gary Horbacz

Hemophilia News, Apr-Jun 2012

Other News Highlights
Hyderabad: Youth Group Meeting was held
on 17th June at Little Stars Children's
Hospital. Dr. Chandrasekhar, MS Otrho.,
NIMS Hospital was the chief guest. He
addressed the youth with his power point
presentation on Hemophilia-Joint damagesProphylaxix Treatment.
Dr. Ramana Dandmudi Hematologist and
Mr. Uday, Mrs. Shalini & Ms. Supriya
Physiotherapist were also present and gave
wide live demonstration on the
HEMOPHILIA PHYSIOTHERAPY. Mr.
Uday also gave a power point presentation
on Physiotherapy. Around 120 members
active participated in the programme. Dr. N.
Vankata Narayana with Mr. Dhawal
Bhanushali the south ROR and the chapter
youth group leader led the youth meeting.
Various issues related to youth, future
activity plans were discussed.
The Chapter also successfully completed
setting-up its PHYSIOTHERAPY WING
which was started 6 months. This was
possible with the kind support of Children's
Cancer Foundation, Little Star's Childrens'
Hospital with special initiative of Dr.
Ramana Dandamudi & blessings of Dr.
Maganti Prasad. PWHs have started
utilizing and benefiting from it.
Vijayawada: A 21-yr-old CWH had calf
muscle bleeding following road traffic
accident. Though he had history of bleeding
disorder but he was not diagnosed. He went
to corporate hospital. The doctors thought it
was compartmental syndrome therefore
multiple incisions were given. He had severe
bleeding & was in trauma. He came to the
society after one month with a big wound.

CWH enjoying Physiotherapy at
Hyderabad Chapter Center

The chapter looked after his complete
surgery and skin grafting with AHF
support of 10,000 IUs. He was discharged
after ten days with sound health.
Pondicherry: On receipt of resignation from
Mr.A.Balaji and Mrs. Kannammal Balaji, a
special EC meeting was convened on 12th
May, where the new EC were elected; Mr.
Benno Rayan-Vice President, Mr. R.
Viramany-Secretary & as Ms. R.
Sankarammala-Treasurer.
Tinsukia: The chapter member had
approached a local MLA who assured of
allotting a plot of land with other financial
support for the development of chapter. Dr
K. Ghosh, President HFI visited RMRC and
Assam Medical College, Dibrugarh. The
chapter members meet Dr .Ghosh &
discussed issues regarding chapter
development and other activities.
Massive awareness program were carried
out in various schools of Tinsukia,
Dibrugarh, Sivsagar & Jorhat districts. They
visited State education Minister of
Arunachal Pradesh regarding identify and
treatment support of PWH.

Ahmedabad: A Counseling Camp for
women care givers of pwh was organized.
Ms. Harbala Trivedi, Ms. Mina Modi & Ms.
Zarna Trivedi discussed Phychosocial issues,
physical & financial challenges faced while
living with a PwH. It was an emotionally
charged session where all members discussed
the problems related to marriage, sex, conflicts
with other members due to the disease
(Hemophilia), financial, conflict, conceiving
child if married to a PwH, misunderstandings,
ego clashes etc. Hereafter, this type of sessions
will be held every 6 months.
and malayalam jokes. Mr. K S Jaivittal, Estate
Officer, who has always been the man
backstage micro managing facilities for
Asha Kiran also shared the dais and was
appreciated for his continued support for
this cause.

Manipal: “Asha Kiran” 2012 initiated by
Manipal Hemophilia Society aims to provide
ray of hope to more than 150 odd PwH, their
relatives and caregivers. It serves to address
the needs of PwH of Karnataka and nearby
state Kerala. The camp comprises of two
broad ranges of activities - one of providing
medical assistance and education in the form
of, physiotherapy, occupational therapy,
care, counselling and the second being to
provide empowerment to the youth and
others all amidst fun filled activities.

President of the Society Dr. Annamma
Kurien conducted the proceedings and
explained the motto, the program and the
recent developments of the society to the
gathered audience. Gift packs were given to
all the PwH according to their age. Other
several dignitaries of the area and various
practicing physicians of Kasturba Hospital,
Manipal attended the inauguration.

In its 8th year, Asha Kiran Camp was held
from 20th - 22nd April at Madhav Kripa
School with the generous support of various
Manipal University institutions,
departments and faculties. The camp was
inaugurated by Dr. G K Prabhu, Registrar of
Manipal University who was the Chief
Guest.

To facilitate better interaction among PwH,
an ice breaking session was organized. A
special youth session for the age group of
18-25 discussed about aspects of
empowerment of youth was led by Mr. Nijil.

He spoke of the need to imbibe team spirit as
that was one match winning factor in the
match called life. Dr. Rajashekhar, Dean of
Manipal College of Allied Health Sciences
addressed the audience by cracking kannada

On 2nd day, Mr. Ganesh Balthillaya M.,
Physiotherapist of Kasturba Hospital
demonstrated physiotherapy exercises.
Then an educational session was held for
the PwH and their family members on
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proper usage of elastocrepe bandage. Participants learnt and
practiced the bandage tying technique with relation to various
joints. All pwh were gifted with a crepe bandage .
Vivekananda Youth Movement (NGO from Bangalore) who
provides educational support to high schools children extended
their venture to haemophiliacs for the first time. This was as a means
to empower school going children. Educational material , which
was easy to understand, along with technical support was to be
provided to school going children, who due to haemophilia see
longer periods of absence from school. About 8 high school children
in the high school would be supported for this educational support
by providing them a DVD with the learning material to complete /
enhance their learning abilities. The small children also had a brush
with ABACUS or mental math and were seen to be doing well at it.
The youth visited Udayavani Press to explore knowledge and job
opportunities. After return to the camp venue participants' medical
needs were addressed by the clinical team who carried out
consultations, prescribed medicines, counseled and administered
necessary medication to PwH. Also, a one-to-one counseling for the
mothers was held where their queries were addressed and
haemophilia related information was shared with them.
The day's activities culminated with all watching of “Just for laugh”
videos on a huge screen, thanks to the audio visual department of
Manipal University.
On third day, Manipal Chapter AGM was held where various
important issues were discussed followed by valedictory function
in the presence of various dignitaries coming from Kasturba
Medical College, Manipal Center for Philosophy and Humanities
and Sharada Residential School. Scholarships were given to young
CWH.
The programme concluded with the dance performance of little
children; a dance with stretch movements on the thera band to the
tune of contemporary music, a song by Glenn Ruben & comedy act
by Aboobaker.
Thank to various persons & institutions for their generous support
namely Manipal University, Manipal Foundation for all support.
Kasturba Hospital, Madhav Kripa school authorities, Manipal
College of Allied Health Sciences, Melaka Manipal Medical College,
KMC International Center & Novo Nordisk Hemophilia
Foundation to mention a few.

NOTICE
Hemophilia Federation (India) provides Free Treatment (Anti
Hemophilic Factor) to the Children/ Persons suffering with
hemophilia during emergencies, surgeries and in cases of severe
and fatal in nature to the patients from Below Poverty Line and
very poor family. This facility is being provided with the support
from National Committee for promotion of Social and
Economic Welfare, Department of Revenue, Ministry of
Finance, Govt. of India, New Delhi. Tele: No. 011-23092598.

DR. PANKAJ ABROL
SENIOR PROFESSOR
PEDIATRIC HEMATOLOGIST
ONCOLOGIST, PGIMS, ROHTAK

Haemophilia is an intricate coagulation disorder. There are many
challenges faced by persons with haemophilia (PWH) and their families
particularly in developing countries. These challenges are not only
related to the disorder per se, but also to lack of haemophilia treatment
centres (HTC), diagnostic facilities and access to the treatment. To address
PWH needs there should be a perfect coordination between health care
professionals (HCP), local government policies, patients' organizations
and the families.
Comprehensive care promotes physical and psychosocial health and
improves quality of life while decreasing morbidity and mortality. A
multidisciplinary team of HCPs are expected to act in accordance with
accepted protocols and national treatment guidelines, whenever
available. PWH are expected to reach adulthood without severe
arthropathy joint damage - and become productive members of the
community provided they have access to prompt treatment, preventative
management & social inclusion. If treated inappropriately, the disease
can drain the physical, psychological and financial resources of patients,
families & society.
The decreased availability of HTCs, un-curtains another problem a shortage
of physicians trained to manage haemophilia and other rare bleeding
disorders. Physicians involved in care of haemophilia & other bleeding
disorders also tend to treat other patients - such as related to oncology or
haematological malignancies, so as to maintain a living. Under these
conditions, haemophilia & blood coagulation disorders become secondary.
In developed countries, the concept of comprehensive care for
haemophilia has been established in the 1970's. It aimed at substantial
socioeconomic benefits, like increased employment, decreased healthcare resource utilization and lower cost of care.
However, establishing comprehensive care through HTCs is not enough.
The maintenance of care should be implemented and sustained. As an
example, the time required to train specialists in coagulation requires
several years. Young physicians usually require more attractive work

Send your feedbacks, queries, news and articles to:

Obituaries
Late. Mr. Vivekananda Debnath (PWH)
Age: 27 (Agartala Chapter)
Death:12. 4. 2012

Comprehensive Haemophilia
Care - the ultimate goal

Hemophilia Federation (India),
Communication Dept.
A-128, Mohammadpur, Behind Bhikaji Cama Place,New Delhi-66
Tel: +91.11.26174020, 26175791, 26178152,
Fax: +91.11.26177209
Email:support@hemophilia.in

Late. Mr .K. N. Mohan
He was Vice President of Dehradun
Chapter and Father of a PWH)
Death:11. 5. 2012

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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environment where training and research opportunities are provided.
The national haemophilia societies and professional haematology
organizations should be able to provide training grants for young fellows
and young university faculty to train, teach or conduct investigations in
the field of haemostasis including haemophilia. Governments and
industry should also be encouraged by the haemophilia community to
provide grants for clinical and bench research in the field of haemostasis.
Clinics must be expanded to include persons with other bleeding and
coagulation disorders that produce thrombosis.
Patient advocacy plays a major role in the development of haemophilia
care. These groups have been able to influence governments to finance
research, improve blood services, demand for new research and studies,
and then introduce better health-care delivery systems for PWH.
The core of a comprehensive care team includes not only a haematologist
and lab personnel, but a haemophilia nurse, a physiotherapist, and an
orthopaedist. Social worker, dentist, psychologist, genetic counsellor,
and infectious disease specialist are always an add-on to the team.
The common perception among many governments and health officials
is that haemophilia is a rare disorder that is very expensive to treat. When
bleeding episodes are not treated early and appropriately by a
specialized clinical team, it is often necessary to give a higher dose of
factor replacement therapy, and to provide repeated treatments. Since
more than 90% of the cost of haemophilia treatment is actually the cost of
factor replacement, proper clinical supervision in an HTC can lead to
optimal use of expensive replacement therapy and actually decreases the
cost of treating specific bleeding episodes. Uncoordinated nonspecialized care costs more than comprehensive care through
inappropriate use of expensive blood products leading to increased use
of these products, as well as hospital and emergency services.
A well structured haemophilia care comprising of a trained team can also
help reducing mortality and morbidity in PWH. Complications such as
infectious diseases and inhibitors can be safely managed by a
multidisciplinary team through a HTC. The support for haemophilia,
from the health budget as well as the insurance sector, need to be
continuously challenged. Over the last 20 years there has been an
improvement in the haemophilia care in countries with governmental
support of their programme.
The criteria stated below should be taken into consideration before
establishing a comprehensive haemophilia care program.
 The total population of patients with haemophilia
 The gap between the known and expected number of PWH
 The gross national income per capita
 Economic trends and political stability within the country
 Health expenditure per capita
 The current care delivery system for haemophilia
 The current per capita usage of FVIII and FIX
 The burden of complications such as infectious diseases and inhibitors
 The strength of the local leadership, both medical and

administrative
Developing treatment guidelines and protocols may help ensuring an
accepted standard for haemophilia care in the country. Training and
educational materials will also reach out to prevention and patient
education. HCPs play an essential role in educating patients and caregivers
about how to minimize damage caused by haemophilia. Genetic
counselling, in helping patients, carriers, and their families for making
informed choices about reproduction is indeed of relevant importance.
Improving lab diagnosis is an unmet need in developing countries where
only 30% of the estimated number of PWH is diagnosed.
A national patient organization has a crucial role to play in education,
advocacy, and outreach. It is essential for haemophilia organizations to
develop lobbying skills to obtain government support for haemophilia
care. The development of national registries is a vital tool that will help
HCPs, government officials as well as patient advocacy groups.
In developing countries there is no uniformity in haemophilia care and 75%
of PWH receive none or inadequate treatment. In India the organization of
patients, and the recent commitment from a number of state governments
to provide sustainable basic care, has been considered a turning point for
haemophilia care in this country.
The critical areas for improving standard of care for PWH are:
 Clinical care and treatment
 Improving laboratory facilities
 Selecting safe and efficient haemophilia therapy
 Managingcomplicationsinhibitordevelopmentbeingthemostfearedone
 Increasing activities of patientparent organizations
 Implementing prevention and control programme - awareness
Finally, a multidisciplinary approach may ensure that the medical, social,
educational, vocational and psychological needs of PWH are taken care of.
Establishing HTC and comprehensive haemophilia care requires skilled
and committed people with strong leadership drive.
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