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HFI at Paris World Congress
Over 5,400 delegates from all over the world
witnessed the XXX International Congress of the
World Federation of Hemophilia (WFH) from 8th
to 12th July, 2012 held in Paris. The global
bleeding disorders community came together in
such large numbers as this year also marks the
launch of the “Close the Gap” campaign and the
WFH's 50th Anniversary. HFI also participated in
full strength consisting of 25 members
representing all the regions of India and ably led
by our President Dr. K. Ghosh.
The WFH 2012 World Congress featured a robust
medical program presented by leading experts in
hemophilia research. The medical program
included plenary lectures on new approaches to
the management of hepatitis C, personalized
prophylaxis, WFH research initiatives,
developing models of hemophilia care, and the
use of long-acting products versus gene transfer.
The multidisciplinary program covered topics on
family perspectives and support, psycho-social
models in hemophilia, ageing with hemophilia,
and women with inherited bleeding disorders.
More than 20 presentations on various subjects
were made from Indian medical experts both in
visual and oral presentations which were
admired for their rising interest in hemophilia
research and other bleeding disorder. Delhi
Chapter received the Best Twin Award and Dr.
Alok Srivastava, CMC Vellore, received an award

for his WFH publication. WFH proudly elected
Dr. Alok as Vice President Medical of WFH. Mr.
Mukesh Garodia gallantly fought in the election as a
lay member of EC but unfortunately could not win.
Former President Mr. Mark Skinner delivered his
speeches & unveiled his blueprint for development
of hemophilia care through two flagship projects.
He named his attempts to do so as 'Close the Gap' in
the management and care of hemophilia between
have's and have-not's through continuation of
Global Alliance for Progress (GAP) Programme.
This programme is applicable for those countries,
that have some sort of infrastructure for hemophilia
care and 2nd Cornerstone Initiative in which those
countries, who have nothing in the area of
hemophilia care will be provided some assistance to
develop such facilities. A country may successfully
complete Cornerstone Initiative and then progress
to GAP-II.
However, India will not be eligible for either as we
have been deprived on various pretexts for earlier
GAPI initiative and the same is being done with
GAP-II initiative. Several participants pointed this
in WFH forum but as per their argument it seems we
have to be develop and must fend for ourselves,
though WFH may decide helping India on a project
to project basis. For Cornerstone Initiative the plan
was to raise 5 million US dollars. Patron member of
WFH Mr. Jan Willem from South Africa donated
500,000 USD and promised to match any donation

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

in 1:2 ratio i.e for every dollar donated to WFH Mr. Willem will
give 2 dollars. In the conference period itself WFH raised 3.7
million US Dollars.
Dr. K.Ghosh presented to WFH Board the blue print of HFI plan for
coming two years, basically this involves developing one apex
center in each state with the help of the chapters across the country
and put emphasis on advocacy and human resource development.
This plan was accepted with some ad vices on how to improve it.
HFI delegation members had discussions with international
Pharmaceuticals like Baxter, Novo Nordisk, Bayer, Pfizer, Grifols
etc for their involvement in various facets of hemophilia care in our
country through various projects. We are now looking forward to
see the materialization of our initiatives.
Next WFH Conference will be in Australia in 2014 and subsequent
two conferences are slated to be held in Miami USA and Glasgow
UK. A conference in India will have lot of salutary out come on
hemophilia care in this country. As the newly elected President Mr.
Allan Weill has worked in India for more than 10 years in New
Delhi as an employee of Air France, we are hoping for his support
for improvement of hemophilia care in our country. •

train tne Campers like t
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when he has the first bleed/ no bleed in the
joint and his factor level is less than 1%, It
was found that there is higher tendency of
inhibitor development if factor infusions is
initiated before six months of age. Hence
primary prophylaxis is initiated between 6
months to 2 years of age in the form of
regular infusion and is continued
indefinitely. The major thrust of primary
prophylaxis is normal joint development
without deformity due to regular joint
bleed. It has been found that as few as 5-10
bleeds may produce permanent damage in
the joint.

W

e normally classify haemophilia
patients as severe (<1% factor VIII or
IX levels ) Moderate (1-<5%) or mild (5-40%
factor VIII or XI levels). This classification
correctly classify more than >90%
haemophilia patients with regard to their
clinical phenotype i.e. those who are
classified as having severe disease on the
basis of very low base line. Circulating
deficient factor level in plasma tends to cause
frequent and spontaneous bleeding in
various joints and in muscles. Patients with
moderate deficiency tends to bleed less often
and often this happens as a result of injury or
operation. While patients with milder
deficiency tends to behave mostly like
normal person but suffers excessive bleeding
in case of significant injury or major
operations.
It is believed that 60% of all PWH has severe
disease. In our country we find more than
80% patients tends to have severe disease
because many patients with moderate and
milder disease have not yet been diagnosed.
This clinical finding has a great bearing on
the philosophy of prophylaxis i.e.
prevention of bleeding by preemptive and
regular replacement therapy with missing
factors. As mild and moderate factor
deficiency patients tends not to bleed
spontaneously without significant trauma it
was argued that if severe haemophilia
patients (<1% factor level in plasma) can be
converted into patients with moderate
severity (>1% factor level) during most of the
time under prophylaxis (>90% of the time)
then severe haemophilia patients will not
have spontaneous bleeding in the joints,
muscles and in vital structures of the body.
From the above idea broadly two varieties of
prophylaxis can be conceived of. First is
called primary prophylaxis which means
that the patient receives regular infusion of
missing factor from early childhood either

The second kind of prophylaxis is the one
which is called secondary prophylaxis.
This is the type of prophylaxis which we
use more often in our country. The
philosophy here is to stop bleeding for
sometime to tide over a crisis when patient
due to some reason or other keeps on
bleeding very frequently. In secondary
prophylaxis joint damage has already
taken place but idea is to prevent further
damage and pain along with prevention of
temporary loss of function of the affected
part.
In a way giving factor concentrate to
prevent bleeding during operation, dental
work are examples of
secondary
prophylaxis. Some times starting
physiotherapy to build atrophic muscles,
to treat chronic synovitis or to treat joint
deformity or to prevent recurrent muscle
bleeds (muscle bleeds are notorious for
recurrence) if it is not prevented can lead to
pseudo cyst formation, nerve or vessel
compression in critical areas in the body?
Hence, muscle bleeds needs to be treated
more aggressively than joint bleeds and
treatment needs to be given for longer
period to prevent recurrence. One of the
reasons why in India we use secondary
prophylaxis is to tide over school or college
examinations. I have seen repeated elbow
bleeds during examination, particularly in
that hand which is used for writing papers.
Long hours of unaccustomed use (3-6
hours) during writing in uncomfortable
and un-ergonomic chair/table along with
heightened anxiety of examination cause
this bleed. More over back at home during
the period of examination students usually
don't get adequate rest, keeps awake till
late night for studying. All the above
factors conspire to cause bleed.
Hence, secondary prophylaxis starting
before the examination and throughout the
period of
the examination helps.
Secondary prophylaxis has also been used
like primary prophylaxis in developed
countries where further bleeding in
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affected joints are prevented while
physiotherapy builds up the muscles.
Hence, from the above account it may be
argued that why all severe haemophilia
patients in the world should not get primary
prophylaxis or indefinite period of
secondary prophylaxis.
There are several questions surrounding the
primary or secondary prophylaxis which
need to be solved adequately before we can
universalize prophylaxis. But general
tendency of experts all over the world is
towards primary prophylaxis.
(i) Venous Access : As factor VIII or factor IX
is to be given by intravenous route for
years together there should be some
way of permanently getting access into
veins without causing pain, infection or
thrombosis. Presently permanent access
system also has lots of drawbacks. This
access ideally should not hamper day to
day activities, sports swimming etc.
(ii) How much factor needs to be infused.
As factor concentrate are costly
products and we have to maintain >1%
factor base, factor activity the high
dosage regime envisages 25-50 I.U./kg
of the of factor VIII or IX given 3 times a
week (factor VIII) or twice a week
respectively. This regime at the lowest
dosage level requires 3000-4000 I.U./kg.
of concentrate/year. In financial terms
in subsidized cost as provided by HFI
this works out at Rs.30,000-50,000/kg
body weight/ year i.e. higher the body
weight steeper is the cost.
Hence, investigators have tried to reduce the
dose and see whether it could be effective. It
has been found that dosage as low as 10
I.U./kg could be effective with slight
increase in breakthrough bleeding in a
proportion of cases. Based on the dosage
frequency and when to start the first
prophylaxis, three or four distinct ways of
providing prophylaxis have emerged.
(i) Start high dose prophylaxis preferably
after 6 months but before 2 years of age
before any bleeding has taken place.
(ii) Start high dosage protocol after the first
bleed. (This will exclude 10% of PWH
which tends to bleed less even though
they have <1% levels of factor in the
plasma).
(ii) Start low dosage protocol in the same
frequency and build up the dose in case
of break through bleeding. This
protocol may be started after 1-2
bleeding has taken place.
(iv) Start higher dosage once a week and
increase the frequency if break through
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bleeding occurs. (hence once a week
low bleed unlikely to work) and this
can be started before any bleed or after
1-2 bleed.
There could be a fifth type of approach which
is called pharmacokinetic approach. Here
first half life of factor VIII or IX is measured in
Individual patients and then the dose and
dose interval of therapy is decided.
Pharmacokinetic approach is the most
scientific approach but difficult to
administer universally. All other approaches
consider a fixed half life of 12 hours for factor
VIII and 24 hours for factor IX. However, in
reality this is not true. Factor VIII half life in
a patient without inhibitor can vary between
8-16 hours and obviously this will have
implications in dosage and interval in
prophylaxis.
Finally, coming to internal infusion. We all
know 1 unit/kg of factor VIII increases the
plasma levels of factor VIII by 2%. Hence, if
we give somebody 4 I.U./kg of factor VIII
infusion every 24 hour then his lowest blood
levels will always be more than 1% but he
will require 7 injections (28 I.U/wk).
However, is it feasible to take every day
injecton?
Already PWH in developed countries where
primary prophylaxis largely has been
adopted as the desirable goal, are looking
forward for less frequent injection of factor
concentrates. Several companies have
already put products in the pipe line. These
concentrates have extra long half life.
However, to achieve this, factor protein
needed structural modification. These
modifications can have other effects like
tendency to develop inhibitor etc. Now some
of these products are in trial stage.
Hence, we may say that replacement therapy
in haemophilia has progressed from:
Liquid blood products Freeze-dried blood
product Hospital treatment on demand,
Home treatment on demand, Secondary
prophylaxis
Primary prophylaxis with
conventional factors Primary prophylaxis
with long half life products
While primarly prophylaxis is the way to go but
the path to achieve this is not smooth, while in
our country the first requirement is the
availability of the product for all on demand
basis. We also should explore the possibility
that increasing number of newborn severe
PWH be put on primary prophylaxis. Primary
prophylaxis should not be considered as a
panacea and should not be a replacement of
good quality physiotherapy which we need the
most while our advocacy with state govt.
provide adequate product will go on.
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Hemophilia Society Delhi Chapter celebrated
its 25 years journey in providing care to the
hemophiliacs of Delhi & neighboring states.
The Programme stared with welcoming the
dignitaries Mr. S Raghunathan-Rtd. Chief
Secretary, Govt. of Delhi, Mr. Anshu PrakashPrincipal, Secretary for Health, Govt. of Delhi,
Air Marshal Suresh Chand-former President,
HFI & founding member of HSDC, Dr. V. K.
Garg-President HSDC, & Rtn. Wg. Cdr. (Rtd)
SS Roychoudhury, CEO of HFI. This was
followed by lighting of a lamp & Devi
Saraswati Vandana.
Dr. V.K Garg walked down the memory lane
and shared his experience of association with
the society. He said that after constant effort
and lobbying with Govt. the AHF is provided
at free of cost in many Govt. hospitals. So now
the society has to focus in providing support
to the PWHs in other aspects of their lives. He
also informed that in the next 25 years the
chapter will emphasis on rehabilitation of the
hemophiliacs and will provide support so
that they can run their day to day life without
much difficulty. This was followed by a short
film which projected journey of HSD.

Rtn. Wg. Cdr. (Rtd) SS Roychoudhury gave
brief speech to enhance the spirit of the
occasion. He stated that this journey of Delhi
chapter gives him confidence to carry forward
the hemophilia movement in India. He also
acknowledged the exemplary leadership of
Dr. Garg and Mrs. Venkatraman and stated
that constant efforts are being given to include
hemophilia in National Health Scheme. He
also informed about development of NHR.
In the felicitation ceremonies the mementoes
were given to Mr. Sanjay Verma (brother of
late Mr. Ashok Verma), late Mr. Vinod
Khanna, Late Mr. A.C Kankan, Mr. Naresh
Agarawal (Founder & President, HSD), Mr.
Anil Lalwani (Former President,HFI), Dr. K.
Ghosh (President,HFI), Air Marshal Suresh
Chand (Founding Member,HSD & HFI), Mr.
Jitender Kapoor (Founding Member,HSD &
HFI), Dr. Renu Saxena (HOD, Dept of
Hematology, AIIMS, Delhi), Dr. V.P
Choudhuty (Ex. HOD, Dept of Hematology,
AIIMS, Delhi), Dr. S. S. Garg, Dr. Dinesh Jain,
Dr. Madulika Kabra, Dr. Shipra Kankar, Dr.
Jessan Stoffman . The mementoes were also
presented to CWHs who later performed in
the cultural Programme.

Dr. Jasson Stoffman from Winnipeg, Canada
shared his work experience with the society
during the Twinning Programme. He said that
hemophilia care is in a transformation stage
with introduction of Gene Therapy which is in
the process. He also stated that now the chapter
is providing proper care to their patients, now
they have to focus on advocacy.

Mr. Raghunathan was inspired to see how a
group of people converted their personal
problem to a means to provide service to
hemophiliacs. He requested Mr. Anshu
Prakash to make at least one children friendly
hospital in Delhi. He also informed about
Knowledge Network which connects all the
research hospitals which can be connected
with hemophilia research. He showed his
willingness to volunteer for the cause.

Air Marshal Suresh Chand, reminisced his
association with the society & hemophilia
movement in India. He said that Dr. Garg and
Mrs Indira Venkatraman are the pillars of the
HSD. He also encouraged the future
generation to carry out the crusade with the
same enthusiasm with which the pioneers
started the journey. He encouraged every
body by saying “Keep walking, Keep
Smiling, Keep fighting and Be fit.”

Dr. Anshu Prakash stated that the Govt. will at
first focus on hemophilia awareness, detection,
prevention & providing proper treatment. He
also informed that in 12th Five Year plan Delhi
Govt. has included hemophilia. Lastly he said
government needs support form the NGOs to
provide best care to the hemophiliacs of the
country. The celebration concluded with
cultural Programme and dinner.
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“Nari tu Narayani” meaning “Woman, You Are Goddess” was the
slogan of our Regional Women Camps recently held at
Kanyakumari (South), Agra (North), Puri (East) and Rajkot (West).
Women care givers have been ceaselessly fighting all odds against
hemophilia. With no faults of them, as hemophilia carrier, they
have suffered a lot and are still suffering in terms on hemophilia
treatment and management, economic burden, social stigma,
marriage, marital life, emotional, mental and physical torture by inlaws and even sometimes by their husbands.
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 bleeding
disorder community by contributing and getting involved.
With the above purpose, HFI has initiated the formation of National
Women Group, a community of women Carriers, Mothers, Sisters
and Wives in order to give them a platform to address different
issues faced by them. This will enlighten them to combat
hemophilia as care givers through sharing their experiences; their
fears, their hopes, their triumphs with an infusion of humor and
wisdom and maintain an active support network.

Hemophilia Society Rajkot Chapter organized Western Region
Camp from 25 & 26 August at Rajkot. The meet started with tribute
to late Mr. Ganesh Jariwala, PWH & the Secretary of Surat Chapter.
With lighting of the lamp the inaugural session was addressed by
Dr. Devila Sahu (RCC- WEST), Dr. Shrimati Shetty (KEM HospitalMumbai), Ms Priyanka Rawat (Delhi) Mr. Kiranbhai Avashia (ECHFI), Mr. Hemraj Kasundra (President Rajkot Chapter) and Mrs.
Sonal Sakariya (Secretary Rajkot Chapter).
In an interactive session, Dr. Shetty emphasized on the important of
CD and PND Test and guided the participants and clarified many
misconceptions. In the afternoon all the participants enjoyed
Swimming, Dandiya and Kathiyawadi Food at Rainbow Resort
with lots of fun and frolic. Ms Priyanka Rawat from Delhi gave a
presentation on purpose and importance of Women's Group in HFI.
Similarly the Eastern Region Camp was held on 18th & 19th August
at Puri, Orissa. Women shared their difficulties, experiences, unique
ways of managing bleeds etc. Mr Ajoy Roy, RCC (East) told that CD
& PND tests are the key steps for prevention of giving birth to a
hemophilia child. Dr. L. Mishra explained the importance of
forming Women's Group at chapter and regional level and
requested all to get involved with the chapter and organized more
activities like physiological counsel, CD-PND Test to prevent the
recurrence of hemophilia birth in the afflicted families. He also
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interacted with all participants and advised them to lead a normal South Region Camp was held on 1st July at Kanyakumari and
life. The participants were taken to the temple of Lord Jangannath attended by approx. 30 women representatives from various chapters.
The progrmme was inaugurated with lighting of the lamp and a prayer
at Puri.
song sung by Mrs.Gomathiammal, Women's Wing, Tirunelveli
North Region Camp was held on 15 & 16 September at Agra. HFI chapter. This was followed by welcome address, knowledge exchange
VPD-Vikash Goel briefed about the purpose of women training and experience sharing by Mrs. Jayalakshmi-Pondicherry Chapter,
programmes and other related issues. In the morning session Ms Mrs. Suganthi-Coimbatore Chapter, Ms. Moley-Kunnamkulam
Alma Grace Barla from HFI spoke in detail about different Chapter, Ms. Anupamma-Davangere Chapter and Mrs. Hema
Sharma-Hyderabad Chapter. Special message was given by Mrs.
situations faced as a young carrier, mother, wife and sister in terms
Shanthimala Secretary of Coimbatore chapter. Dr. Sheeba Jayalal from
of hemophilia care, management and Psycho-social issues. Many
Annammal Hospital was the chief guest.
came forward and shared their knowledge and experiences and
enlightened each other. Ms Alma also addressed about importance
In these first ever regional level women camps, all the participants
of having women support groups in their respective chapters, expressed their gratitude to HFI for organizing such a beautiful and
SHGs, Microfinance for income generation, psycho-social issues, beneficial programme and requested to continue such programme in
importance of CD-PND tests and informed them about support coming years. They all have requested for one woman representative
being provided by HFI for CD-PND Test under ONCG project.
in E.C. of HFI.

National Hemophilia Registry Training to Chapters
Training program of National Hemophilia Registry (NHR) was
successfully completed in all the zones. Thanks to:
Dr. Anburajan, RCC (South)
Mr. Ajay Roy, RCC (East)
Dr. Devala Shau, RCC (West) and Prof. Kiran Avashia
Mr. Manoj Sharma, RCC (North)

Registry is important for every chapter for following activities:
1. Lobbying with regional authorities to get free medicine,
comprehensive care, rehabilitation support etc
2. Helps in presentation for corporates, schools, colleges for fund
raising, awareness programs.
3. Strong support system for planning PWH activity like open
clinic, Young parents Meet, Youth, Women Meetings, Psychosocial support etc.
4. Chapter can get support system for special hemophilia PWH like
HCV, HIV, CJD etc. Like networking with NACO for HIV which
will reduce burden on PWH family and also on our chapters.
5. It helps in allocating resource and budgeting. For Ex: we may
need more quantity of factors in March/April as our CWHs
bleed due to exam stress.
6. Registry can be used in retrieving PWH list for our HFI’s various
projects like SAC, SOL, ONGC, HANS Foundation etc.
7. Support for studies on latest drugs, rehabilitation, procedures can be
derived from NHR, like A-Long(Factor VIII) /B-long (Factor IX).

Appeal to all Chapters
We request all support in collecting missing PWH data. PWH
missing information can be retrieved by logging into your chapter
account. By completing NHR before 2013 and submitting to
Indian Council of Medical Research(ICMR) will help us in our
vision “Hemophilia without disability Children free from Pain”.

Please feel free to call NHR team for any support.
Official email id which is provided by HFI is connected with NHR,
So its important to use your official email id on regular basis. Please
contact HFI communication Department for your email queries.
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CHAPTER UPDATES
SOUTH REGION
RC Meet, Chapter Key-Persons' Training
and Regional Women's Group Meet held at
Hotel Tri Sea-Kanyakumari from 30th June
to 1st July 2012.
First day of the meet was utilized for key
persons' training. Mr Vikash Goel (VPD)
briefed about the history of HFI and Chapter
Management. Dr. Nalini elaborated on the
recent developments in Hemophilia care at
Pondicherry chapter.
Mr. Jayalal, IMA General Secretary, Tamil
Nadu gave a talk about Hemophiliacs and
Mr. Sathyanarayanan, from Madras chapter
spoke about lobbying & advocacy. Mr.
Natraj of Salem chapter spoke on the
importance of Youth Group & Dr.
Anburajan, RCC-South described about the
Team work of HFI.
Afternoon session was followed with initiation
of women's wing narrated by Mrs. Ambica
Maran of Madras chapter, Fund Raising
techniques were explained by Mr. Vikash Goel
& NHR Training by Mr. Somu Shekhar.
On July 1st Regional Women's Group Meet
was held with discussions on various topics
like importance of women groups in chapter,
regional and national level, psycho-social
issues, treatment and management of
hemophilia etc. Many women leaders
addressed the issues and shared their
knowledge and experiences.
The RC Meet was followed with inaugural
address, review of the minutes of the last RC
Meet, discussion on other chapter related
important issues and felicitation of
Navarthana Awards to the volunteers
associated with hemophilia care.
Pondicherry: An awards ceremony was
organized by chapter on 26th August at
Hotel Surguru. Mr. Sriram Subramanya,
Managing Director & CEO and Mrs.
Anuradha Sriram of J.M.D, M/S. Integra
Software Services, were the guests of honour.
17 children aged between 5 to15 years
received SOL Scholarships with backpack
bags and 4 youth who completed class 10th
and 12th were awarded with cash prize and
backpack bags. Dr. P. Subbiah, Chief of
Transfusion Medicine, JIPMER, who has
been closely associated with the Hemophilia
society's activities ever since its inception,
was honoured by the society. Mr. Amarnath,
J.M.D., Hotel Surguru, the sponsor of the
function presided over the function. Over 20
SOL beneficiaries and their parents were
called for the function.

Dr. P. Nalini, welcomed the gathering and
she also thanked Mr. Sriram Subramanya,
and Mrs. Anuradha Sriram for sparing their
time for this function. She requested Mr.
Sriram Subramanya to donate a computer
along with a printer for the society. Then she
thanked Mr.Amarnath, J.M.D,Hotel
Surguru(New) for sponsoring the function.
Mr. Sriram Subramanya praised the sincere
and concerted efforts of Dr. P. Nalini, and
he also promised to donate a computer
along with a printer. Mrs. Anuradha Sriram
praised the efforts of Dr. P. Nalini and her
team members and she wished success for
the function . Mr. Amarnath praised the
efforts of Dr. P. Nalini for the Hemophilia
society, and the Hemophilia patients.
Navarathana Awards were awarded by
RCC (South) to President Dr. P. Nalini,
Secretaries Mr. A. Balaji & Mr. R. Viramany,
Treasurer Ms. R. Sankarammal,
Physiotherapist Mr. M. S. Muthuswamy. Dr.
Prakash Rao, Homeopathy Physician gave
some tips for pain relief for PWH. Master
Siva Suriya Prasad who benefitted by
homeopathy medicine shared his
experiences. The meeting came to an end
with a vote of thanks by Vice President Mr.
Benno Rayan. About 80 people attended the
meeting. Local Newspaper and Local
electronic Channels covered the entire
function and it was telecast the next day.
EAST COASTS SOUTH PEDICON 2012
held In JIPMER Auditorium on 10-12 August
in association with Indian Association of
Pediatrics. Pediatricians from all over
southern region Medical Colleges &
Hospitals attended the conference. Dr. Nalini
gave a talk about Approach to Bleeding
Disorder in Children.
CME at Sri Venkateswara Medical
College & Hospital& Research Centre
Oriyur: On 31st August 2012, Department
of Pediatrics of SVMCH&RC arranged a
CME about Hemophilia. Dr. Nalini
delivered a lecture about Hemophilia. The
Chairman of the College, Professor of
Pediatrics, Asst. Professor of Pediatrics,
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Associate Prof. of Pediatrics, and Professors
from other department, Final year MBBS
Students, Staff nurses, Hematology
Technicians and Senior Residents of other
departments attended the CME.
Warangal: Hemophilia Awareness
Campaign in the forenoon and AGM in Postlunch session were organized. The program
started at 10.15 a.m. by welcoming the guests
and resource persons by Mr. V. Ramesh
chander Rao who gave the opening remarks
about society and programs.
Guests formally inaugurated the program by
garlanding the photo of Late Sri. Ashok
Verma. Chief Guest Dr. A.N.R. Laxmi, Chief
Superintendent, Mahatma Gandhi
Memorial Hospital (main govt. hospital in
Warangal) promised to take care of
Hemophilia Patients within the
administrative limits. She promised to place
order for Factor VIII & IX, as per hospital
procedures.
Guest of Honour Dr. Sheshumadhav,
Secretary, Indian Medical Association,
Warangal raised the issue of government
apathy towards hemophilia patients. He
highlighted the exorbitant cost that a
hemophilia patient has to bear for treatment
as compared to other diseases. He requested
Chief Superintendent, MGM Hospital to
make efforts for ensuring the Factors'
availability for Hemophilia patients. He
promised to put this issue for discussion in
upcoming IMA State-wide Meet.
Dr. K. Venkatnarayana, Chapter Secretary,
briefed about the Hemophilia disease, Role
of Hemophilia Societies and delineated the
road map for future. Dr. Maganti Prasad
(Orthopedic Surgeon) educated the Doctors
and Patients on Ortho Problems faced by
Patients with reference to Case studies.
Dr. Srinivas, a Dentist created awareness
amongst the Patients on importance of
brushing at night, protecting the teeth from
decay, food chewing importance before
gulping and wearing protective gadgets
while playing games.
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Dr. Uday, Physiotherapist stressed on
importance of Exercise for PWH, and
demonstrated a set of exercises to Patients.
He discussed problems with individual
patients and advised them according to their
problems during lunch break. Dr. T.
Ravinder Rao, Secretary, Red Cross Society,
Warangal presided over the function. Out of
84 registered patients, 56 were present
during the programme.
Former Secretary, Mr. V. Ramesh Chander
Rao spoke on the inception of Warangal
chapter and the necessity to strengthen it by
restructuring the body to serve better. He
expressed his happiness about his tenure
and opened the session for constitution of
new body.
After taking opinion of the Society members
new body was constituted. All the newly
elected members expressed their
commitment towards the society and
promised to deliver good results. Mrs. S.
Subhashini was advised to conduct women's
group meet and to involve the mothers and
sisters for a better care of PWH.
AGM: Mr. N. Suman Kumar, Secretary of the
Chapter inaugurated the session with his
opening remarks and agenda for the day's
program. Govt. Officials including Collector
were sensitized in a grievance cell
discussion, where political leaders strongly
recommended for Factors (VIII & IX)
availability in MGM Govt. Hospital. The
Collector promised to take up the activity
seriously and assured to help the society as
much as he can.
A discussion was held on the importance of
Life-membership fee, and collected the same
upto Rs. 24500/- from 25 members. The
money will be deposited in the bank account.
Visited MGM Govt. Hospital on 8th
September to generate contacts with doctors,
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especially Medicine & Pediatric
departments, besides educating them
about availability of a registered society to
safeguard the interest of PWH
Mr. Rambabu, of Siddapuram village
explained how he got his PWH kids treated
in MGM Govt. Hospital under Arogyasri
scheme. He made MGM Govt. Hospital
officials to pay for Factors under the said
scheme. He addressed the gathering about
how to get such benefits and he even
agreed to assist, any PWH who may need
help in MGM Govt. Hospital.
It was decided to protect the interests of the
group by holding a meeting with the
Medical Superintendent of MGM Govt.
Hospital and to make arrangements for
factors in their Pharmacy. If any PWH gets
admitted in the same hospital and proper
treatment is not administered due to lack of
medicines, the society's members would go
in a group and fight for Medicines under
Arogyasri Scheme.
All the members filled NHR forms along
with their photographs. Then the session
was opened for one-to-one discussion,
where PWH tried to know more about their
problems and possible solutions.
Hyderabad: The Chapter conducted their
WOMEN GROUP MEET on 12th August at
Little Stars Children's Hospital under the
guidance of Dr. Pamela Narayana & Dr.
Ramana Dandamudi Paediatric Hematologist.
The meeting was chaired by Mrs. Hema
Sharma the Jt. Secretary of Hyderabad
Chapter. Dr. Pamela Narayan inaugurated
the meet by lighting the lamp and paying
tribute to our founder Late Shri. Ashok
Verma. She stressed about the frequent
joint bleedings. She advised mothers not to
nag (pressurize) to have heavy food to
appear chubby. Over-weight will lead to
new complications. She suggested to have
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small group meets in different parts of
Hyderabad city and assured all round
support for the welfare of CWH's. She also
advised them to use her physiotherapy center
on monthly basis to have small gatherings and
to practice physiotherapy.
Dr. Ramana Dandamudi stressed about the
understanding of frequent bleeding, pain
and mothers' role in identifying the fresh
bleed. He assured his complete support to
have frequent meets for the welfare of cwhs.
About 20 active women attended and
benefitted from this programme. Mrs. Hema
Sharma who attended RC Meet & Women
Group Meet in Kanyakumari shared her
experiences. She stressed upon the importance
of mothers understanding the pain and bleed.
She assured all the women her support for
the benefit of the family as well as of the
chapter. The women group discussed about
income generation techniques like art of
saree knitting, embroidery, art, cookery,
home decoration, fine arts, music etc to
develop and then use for the welfare of
CWH. It was decided to have women group
meet every third Sunday.
Coimbatore: The 17th AGM of the Chapter
was held on 2nd September at Navabharath
National School, Annur. Altogether 300
people including about 100 PWH & their
family members participated in it. The AGM
started with a welcome address by Mr.
Narayanasamy, Society President with prayer
song by students and staff of Navabharath
School followed by lighting of the lamp.
Annual Report was read by Mrs. Shantimala,
Secretary. Treasurer Mr. Srinivasan read the
accounts of 2011-12. Mr Jayakumar Auditor of
Jayakumar Associates was unanimously elected
as the forthcoming auditor for the year 2012-13.
The AGM was associated with family picnic
and entertainment programmes. In an
interactive session organized for married

couples various issues were discussed to
help them how to be supportive in treating
and upbringing the family with a pwh. The
fundraising plans were made for selling of
cracker boxes for coming Deepavali. AGM
ended with games and distribution of prizes.
Kottayam: The Kottayam Medical College
has issued orders to conduct Hemophilia
Clinic exclusively for hemophilia patients in
every 2nd Saturday from 9 to 12 AM w.e.f.
from 14-07-2012. Dr. Padmakumar N.
(Additional Prof., Department of Medicine)
and Dr. Sajini (Institute for Child Health)
have been appointed as nodal officers of the
clinic. All the department heads were
contacted including Orthopedics, Dental,
Physical Medicine and Rehabilitation, Blood
Bank, Surgery etc and they all promised to
attend the clinic. The matter appeared in all
the dailies including The Hindu, The Indian
Express, Malayala Manorama, Deepika etc.

EAST REGION
Kolkata: The Chapter successfully
completed the Grant Assistance for Grass
Root Project, a grant from the Govt. of Japan
this month. Under this project the chapter
received Rs. 38, 16976/- for the
improvisation of Blood Bank equipments
and consequently could purchase Centrifuge
machine Remi make-2 nos. HORIBA make
cell counter-1no., 2 sets of Elisa readers and
washers Biotech make, Ultra flow plasma
freezer -80 degree Remi make-1, Di electric
sealer-fenwal make- 4. HOKVA Mahindra
make noiseless Diesel generator set-1. and 3 .
of 1.5 T l.g. A.C. machines. The total cost
exceeded the awarded amount but a great
achievement was made by the chapter.
NACO donated two refrigerators for storing
reagents, kits as well as tested blood for the
blood bank.

Chapter is thankful to HFI for selecting
Calcutta Chapter to be a part of the “Heal a
Soul” project from BHEL under which 16
PWHs received 2000 I.Us of FVIII and one
PWH received 1800 IUs of FIX respectively.
At Hotel Sonet Kolkata on 6/8/12 where
Mr. Mathur, Executive Director distributed
the factors. The program was attended by
PWHs, their parents, E.C. Members and
BHEL representatives.
Mrs. Kalpana Muhuri, Mrs. Reba Mondal &
Mr. Siddarth Ojha attended Women and
NHR camp held at Puri, Orissa.
Amputation of right hand of one of our
members Hiranmoy Mallick was
successfully done at MCH, Calcutta, under
the supervision of Dr. S. S. Chatterjee and
Dr. Utpal Chowdhury. Chapter is grateful
to Dr. K. Ghosh, President HFI who helped
with support of 10500 I.Us of FVIII and Mr.
Vikash Goel VPD who supported with
supply of 2412 ius of FEIBA.

WEST REGION
Kolhapur: The chapter organized a
Physiotherapy camp at Dabholkar
Charitable Hospital. Dr. Anuradha Ingale,
Physiotherapists addressed the gathering;
around 18 PWH attended the camp. She
explained various exercises for joints &
muscles around the joints, importance of
passive & active exercises etc. She stressed
on need of regular exercises. Dr.Manjrekar
A. D. President of Kolhapur Chapter
concluded the session stressing need of
immediate treatment to avoid deformities.
Vadodara: A Blood Donation Camp was
organized. The chapter is providing FFP
without replacement at only nominal service
charges from Blood Bank. Application for
free treatment to hemophilic patient from
Corporation Hospital was submitted to
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Mayor & Municipal Commissioner at
Vadodara Municipal Corporation. On 23rd
August a CME on Hemophilia Awareness &
Care was organized for local doctors who are
working at Govt. hospital. Physiotherapy
Camp, Women's Meeting, Youth Meeting &
Inhibitor Screening Test was organized on
16th September.
Rajkot: The chapter hosted Western Region
Women Camp and NHR training on 25-26
August at Rajkot. Along with educational
and scientific sessions various entertainment
programmes like Swiming, Dandiya Dance
were organized where large number of
participants from across the region
participated and benefitted. Credit for
successful conduct of event goes to HFI and
its EC, all the participants, specially Mr.
Kiranbhai Avashia, Dr Devila Sahu
Dr.Shrimati Shetty, Mrs. Sonal Sakariya,
Mr.Hemraj Kasundra, Paresh Sakariya and
the team of Rajkot Chapter.

NORTH REGION
Bareilly: The chapter organized physiotherapy
Camp in Clara Swain Mission Hospital from 25
June to 3 July 2012 which was held in two
sessions. The administration of the hospital
provided 12 beds and physiotherapy was free
of cost. Food and indoor games facility was
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Other News
Lobbying with NACO: On 13th August 2012,

provided by the society to the PWH. A total of
22 PWHs benefitted from it. Physiotherapist Dr.
Gitanjali trained Physiotherapist from C.M.C.,
Vellore along with Dr. Aditya Maheshwari,
M.S. orthopedics.
Agra: North Region Women Meet and NHR
Training was held at Agra on 15th & 16th
September at Hotel S. R. Palace. More than 20
participants from various chapters
participated. First day all the participants
went for sight seeing at Tajmahal, Fatehpur
Sikri, Agra Fort etc. The trip was organized
with the purpose of giving sufficient time for
interaction so as to know each other and
exchange various ideas, knowledge and
experiences. In the evening Mr Vikash Goel,
VPD HFI interacted with the group &
explained the purpose of the meeting.
On next day session importance of women group
was addressed followed by NHR training by Mr
Somu, self-infusion training by Mr Jagdish
Sharma of Jammu. He also touched upon other
issues like importance of blood donation, role of
women in hemophilia care, how to face social
stigma etc. Dr Alka Agrawal from Varanasi
explained the procedure on how a hemophilia
patient can benefit from Employee’s State
Insurance Company of India. Mr Deepak
Singhal from Dehradun shared about lobbying
with the Govt. for free AHF and approaching
Govt. for inclusion of hemophilia in Disability
List. Women & Youths representatives from
various chapters were present for the training
programme which is a positive sign.

Rtn. Wg. Cdr. (Rtd) S.S. Roychoudhury and
Dr. Devila Sahu, RCC (RCC) (West) met Ms.
Vinita Srivastava, Programme Officer NACO
& appraised her about our requirement of
factor and other training facilities. She was
already fully aware about our case and the
meeting, which HFI delegation had with Shri.
Gulam Nabi Azad, Minister of Health and
Family Welfare (MOHFW) in 2011. She
advised that NACO presently has no funds
but the matter can promptly be taken up with
MOHFW wherein, she will also put in their
recommendation favourable.

Free AHF in Gujarat & Uttarakhand: The Govt.
of Gujarat has authorized the following
hospitals to buy & provide free AHF to all PWH.
Name of Institute
Fund Allotted
Ahmedabad Civil Hospital
Vadodara Medical College
Surat Medical College
Rajkot Medical College
Jamnagar Medical College
Bhavnagar Medical College
Gandhinagar
Sola Civil Hospital
Junagadh
Valsad
Patan

36, 78,0000
17, 11000
41, 58000
30, 79000
51, 30,000
11, 12,000
20, 53000
15, 40,000
11, 98000
2, 74000
6, 84.000

Accordingly, both CEO and RCC met Mr.
Keshav Dasi Raju, IAS, Special Secretary to
MOHFW & Dr. Sudhir Gupta, Addl. Director
General of the MOHFW. Both officers gave a
patient hearing & got clarified quite a few issues.
Sh. Raju advised HFI to send him a proper
proposal giving all the details so that he will
immediately take it up for Rashtriya Arogya Nidhi
(National Illness Assistance Fund). In addition he Similarly, Uttarakhand govt. has started
giving free AHF at Govt. hospitals.
assured that the issue of free supply of factor to
hemophiliacs will be personally looked into by him.

BHEL & ONGC Project Launch:

Hemophilia Education Programme
through IGNOU: In a Distance Educational
Programme, Sarva Siksha Abhiyan (DEP-SSA),
undertaken by IGNOU-MHRD, Govt. of India
Project, our CEO, spoke about hemophilia
bleeding disorder and HFI's activities at Indira
Gandhi National Open University (IGNOU).
The programme was live-telecast nationally on
DD Gyandarshan Channel on 11th Sept. In a
short meeting with Prof. (Dr) C. B. Sharma,
Director, DEP-SSA, IGNOU later, who agreed
to include hemophilia in education programme
through FM Channel, Gyan Vani 105.6 Mhz.
The Director said that initially we can start this
programme in Bengali which will be telecast
from Kolkata & Shantiniketan followed by
other regional languages later.

BHEL has come forward to support free
AHF to 300 P/CWH from BPL& very poor
families by making available 2000 ius AHF
per beneficiary. 150 P/CWH from 16
chapters will be supported from August
2012 to March 2013 & another 150 P/CWH
will be identified &supported from other
chapters for the period from April 2013 to
March 2014. The project was successfully
launched in Kolkata and has been
implemented from August 2012 onwards on
pan India basis.
ONGC has come forward to support Carrier
Detection Test for unmarried women and
Pre-Natal Diagnosis for female members of
hemophilia families. Tests will be carried
out at AIIMS, Delhi, CMC-Vellore and
KEM Hospital Mumbai.

NOTICE: HFI provides Free Treatment (Anti-Hemophilic Factor) to the Children/ Persons suffering with Hemophilia during emergencies,
surgeries and in cases of severe and fatal in nature to the patients from Below Poverty Line and very poor family. This facility is being provided
with the support from National Committee for promotion of Social and Economic Welfare, Department of Revenue, Ministry of Finance,
Govt. of India, New Delhi. Tele: No. 011-23092598.This support is provided only from donations received u/s 35AC of IT Act 1961.

Obituaries
Late. Mr . Ganesh Bhai Zariwala Late. N.Muthukumar
PWH, Coimbatore Chapter
PWH, Surat Chapter
Death: 08. 07. 2012
Death: 29. 07. 2012

Send your feedbacks, queries, news and articles to:
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 Ram Reddy
PWH, Hyderabad Chapter
Death: September, 2012

Late. Yashraj Gupta, PWH, Mumbai Chapter, Age: 22, Death: 20.09.2012
Yash was vibrant Youth Group member & EC member of Mumbai Chapter. Government's Jeevandayee
Yojay, Rajiv Gandhi Jeevadayee Yojana & BMC failed to give proper treatment on time to this young boy.
Mumbai Chapter is thankful to Bangalore & Chennai Chapter for providing Novo 7 for Yash.

We express our deep sorrow on the sad demise of our beloved friends. May their souls rest
inPeace.May God give strength to their family members for this unbearable loss.
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Haemophilia management the importance of guidelines

recommendations for clotting factor concentrates (CFC) replacement
therapy. These are based on published literature and practices in major
centres around the world. “It should be appreciated, however, that the
lower doses recommended may not achieve the best results possible
Dr. K.K. Kaul, MD
and should serve as the starting point for care to be initiated in
*Professor & Head Post Graduate Department of
resource-limited situations, with the aim of gradually moving toward
Pathology,Government Medical College Jammu
more optimal doses, based on data and greater availability of CFC”.
*Senior Consultant Haematology, Associated Hospitals,
GMC Jammu
WFH guidelines 2012 cover the most important aspects for a better
* Medical advisor J&K state senior welfare society Jammu care in haemophilia as appended below.
* Chief Nodal Officer Comprehensive Haemophilia Care
Centre GMC Jammu

Principles of care
The primary aim of care should be to prevent and treat bleeding with the
Guideline is a “statement or other indication of policy or procedure by which 4
deficient clotting factor.
to determine a course of action”. There are several institutional guidelines
4
Whenever possible, specific factor deficiency should be treated with specific
available for the management of haemophilia as appended below.
- Guidelines for the management of haemophilia. Published by: World Federation
of Hemophilia (WFH). Last published: 2012
- Guideline for the treatment of haemophilia in South Africa. Published by: Medical
and Scientific Advisory Council (MASAC) of the South African Haemophilia
Foundation. Last published: 2008
- Guideline on the management of haemophilia in the fetus and neonate: A United
Kingdom Haemophilia Centre Doctors' Organisation Guideline. Published by:
British Committee for Standards in Haematology. Last published: 2010
- Guideline on the use of prophylactic factor VIII concentrate in children and adults
with severe haemophilia A. Published by: United Kingdom Haemophilia Centre
Doctors' Organisation. Last published: 2010
- Guideline on the selection and use of therapeutic products to treat haemophilia
and other hereditary bleeding disorders. Published by: United Kingdom
Haemophilia Centre Doctors' Organisation. Last published: 2008
- European principles of haemophilia care. Published by: European Association for
Haemophilia and Allied Disorders. Last published: 2008
- The diagnosis and management of factor VIII and IX inhibitors: a guideline from
the United Kingdom Haemophilia Centre Doctors Organisation. Published by:
United Kingdom Haemophilia Centre Doctors' Organisation. Last published: 2006
- International recommendations on the diagnosis and treatment of patients with
acquired haemophilia A. Published by: International Expert Panel on Acquired
Hemophilia (IPAcHe). Last published: 2009
- Secondary prophylaxis with rFVIIa in hemophilia and inhibitors: recommendations from
an experts committee from Argentina. Published by: Medicina. Last published: 2010
- Guidelines for emergency department management of individuals with
haemophilia. Published by: Medical and Scientific Advisory Council (MASAC)
of the National Hemophilia Foundation. Last published: 2006

World Federation of Hemophilia aims to assist healthcare providers seeking to
initiate and/or maintain haemophilia care programs, encourage practice
harmonization around the world and, where recommendations lack adequate
evidence,stimulateappropriatestudies.
The current guidelines for the management of haemophilia, published by WFH
in 2012, address the general management of haemophilia, musculoskeletal
complications, and selection of clotting factor concentrates and will be
the source for this write up.
Although the principles of management of haemophilia are the same
all over the world the WFH guidelines include a dual set of dose

factor concentrate.
4
People with haemophilia are best managed in a comprehensive care setting.
4
Acute bleeds should be treated as quickly as possible, preferably within 2 h.
4
Patients usually recognize early symptoms of bleeding even before the manifestation
of physical signs. This is often described as a tingling sensation or “aura”.
4
During an episode of acute bleeding, an assessment should be performed to
identify the site of bleeding (if not clinically obvious) and appropriate clotting
factor should be administered.
4
In severe bleeding episodes that are potentially life-threatening, especially in
the head, neck, chest, and gastrointestinal tract, treatment with factor should
be initiated immediately, even before diagnostic assessment is completed.
4
To facilitate appropriate management in emergency situations, all patients
should carry easily accessible identification, indicating the diagnosis, severity
of the bleeding disorder, inhibitor status, type of treatment product used,
initial dosage for treatment of severe, moderate, and mild bleeding, and
contact information of the treating physician/clinic.
4
Administration of desmopressin (DDAVP) can raise FVIII level adequately (three to six
times baseline levels) to control bleeding in patients with mild, and possibly moderate,
haemophilia A. Testing for DDAVP response in individual patients is appropriate.
4
Veins must be treated with care. They are the lifelines for a person with haemophilia.
23- or 25-gauge butterfly needles are recommended. Never cut down into a vein,
except in an emergency. Apply pressure for 35 min after venipuncture. Venous access
devices should be avoided whenever possible, but may be required in some children.
4
Adjunctive therapies can be used to control bleeding, particularly in the
absence of clotting factor concentrates, and may decrease the need for them.
4
If bleeding does not resolve despite adequate treatment, clotting factor levels
should be measured. Inhibitor testing should be performed if the level is
unexpectedly low.
4
Prevention of bleeding can be achieved by prophylactic factor replacement.
4
Home therapy can be used to manage mild/moderate bleeding episodes.
4
Regular exercise and other measures to stimulate normal psychomotor
development should be encouraged to promote strong muscles, develop
balance and coordination, and improve fitness. Patients should avoid
activities likely to cause trauma.
4
Regularmonitoringofhealthstatusandassessmentofoutcomesarekeycomponentsofcare.
4
Drugs that affect platelet function, particularly acetylsalicylic acid (ASA)
and non-steroidal anti-inflammatory drugs (NSAIDs), except certain COX2 inhibitors, should be avoided. Paracetamol/ acetaminophen is a safe
alternative for analgesia.
4
Factor levels should be raised to appropriate levels prior to any invasive procedure.
4
Good oral hygiene is essential to prevent periodontal disease and dental caries,
which predispose to gum bleeding. Cont. in next issue...

Fast from the start'·2

Rapid b leedi ng cont ro l '

Special advantages
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Temperature Stable
Formulation:
NovoSeven"' Room Temperature Stable
Formulation is a new Formulation that's
Ready to Travel. NovoSeven ® Room
Temperature Stable Formulation is as
effective and safe as NovoSeven®, but now
your treatment can be stored at Room
Temperature. If you have Haemophi lia A orB
with inhibitors, you need a treatment you
can trust, NovoSeven® Room Temperature
Stable Formulation provides the confidence
to help you feel more secure. It has the
convenience of Speed, Safety and Simplicity.
NovoSeven"' Room Temperature Stable
Formulation will be available as1 mg/2mg
strengths in India that can be used
intravenously to stop bleeding in inhibitor
patients.
NovoSeven® Room Temperature Stable
Formulation acts fast to stop bleeds:
• Stops most bleeds early
• Works at the site of the injury
• Only minutes to reconstitute
• Short infusion time
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• Short infusion time
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