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The Annual General Meeting of HFI was held on 13 -14 , September 2014 in Kolkata, West Bengal

The Annual General Meeting of HFI was attended by approximately 150 participants and chapter representatives as well as by
guests. Swami Sevavrata of Ramakrishna Mission Seva Pratisthan was the Chief Guest. The presence of the dignitaries was
announced by Mrs. Trupti Mohanty. On the dais Dr. Kanjaksha Ghosh (President, HFI), Mr. Vikash Goyal (VP Development,
HFI), Shri H.M Sreedhararao (VP Finance, HFI), Rtn. Wg. Cdr. SS Roychoudhury (CEO, HFI), special invitee Ms. Cheryl
D’Ambrosio (Volunteer WFH, Founder of MyGirlsBlood) and Dr. Jayson Stoffman were present among other dignitaries.
The meeting started with lighting of the lamp in commemoration of 10th death anniversary of HFI founder Late Sh. Ashok B.
Verma.
Dr. Ghosh in his address to the meeting, highlighted the work of HFI that has been done over last year. He invited Ms. Cheryl
D'Ambrosio and Dr. Jayson to release the Annual Report. The annual report was then distributed among the attendees. He
also informed that HFI's chapter have improved and has reached 77 plus and there are few new chapters which are awaiting
afﬁliation.
The meeting continued as per agenda. Reports of President, VP (Medical), VP (Development), VP (Finance) and CEO were
presented by each.
Speech by the Chief Guest
Chief Guest of the AGM, Swami Sevavratananda of
Ramakrishna Mission Seva Pratisthan praised the work of
HFI. He informed the attendees about the background of
Ramkrishan Mission Seva Pratisthan and gave a spiritual and
encouraging message. He advised the patients to think
positive and have a strong character similar to Late Sh. Ashok
Verma, who was a dedicated, fearless and positive thinking
person. He said knowledge is the key to attain these values
and it should be imparted to all the patients throughout India.
Messages from Ministers of the Govt. of West Bengal.
"It is good to know HFI is going to organize its AGM on 13th to 14th
September 2014, I expect your organization would be able to
achieve major breakthrough in management and control of
congenital disease which eﬀect numerous people across the globe
and our community who can hardly bear the cost of treatment.
I wish your organization all success in prevention, control and
management of the disease." Dr. Ashish Banerjee (Health Minister,
West Bengal)
“I am happy that HFI is conducting its AGM and convey my best
wishes to member of the community and wish them Happy
Success." - Sh. Firhad Hakim (Urban Development Minister, Govt. of
West Bengal)
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Capacity Building Workshop | 13th Sep. 2014 | Kolkata

n 13th September 2014, Hemophilia Federation (India)
with the support of World Federation of Hemophilia
(WFH) conducted a day long Capacity Building
Workshop to enhance the strength of HFI chapters, including
it's women and youth groups. The workshop provided a
progressive scenario where attendees received a far better
understanding on how to serve our hemophilia community.
The workshop began with three facilitators namely Mrs. Richa
Mohan (Clinical Psychologist), Ms. Sujata Prashar (PsychoSocial Worker) and Cheryl D'Ambrosio (WFH Volunteer).
The format of the workshop over the day also consisted of
sessions by Health professionals' namely Dr. Kanjaksha
Ghosh (President, HFI), Dr. Pamela Narayan and Dr. Jayson
Stoffman.

O

Involvement of Government Doctors in Hemophilia Care
and Information on Training on Medics and Paramedics –
By Dr. Kanjaksha Ghosh
Dr. Kanjaksha Ghosh held one of the most informative session
for Chapter key persons. He gave the statistics of Primary
Health Centers, Rural or Community Hospitals, Taluka
Hospitals and District Hospitals which can be approached by
Chapters. The chapters should identify doctors and nurses
who can be trained for factor dissolution, infusion,
assessment of severity of bleeds and counselling.
He covered very relevant and interesting points which gave
rise to plenty of interactive discussions.
Importance of Physical/Musculoskeletal Therapy – By Dr.
Pamela Narayanan

Hemophilia Care in Developed and Developing Nation By Dr. Jayson Stoffman (Manitoba, HTC, Canada)
He highlighted the challenges for Hemophilia Care in the
developing world as compared to developed countries. He
informed through his presentation that in Canadian
Hemophilia Society there is a policy of “Factor First” which
means in major life threatening injuries the patients are
treated with 100% factor infusion. The infused dose of Factor
VIII is 60 IUS/Kilo for most of the boys i.e. 3500-5000 units. For
minor bleeds generally patients are treated with 50% i.e. 2530 IUS/Kilo.
The second approach is complimentary therapy i.e.
physiotherapy, rest, painkillers and anti-inﬂammatories.
Although the patients are usually treated with factor for ﬁve
days without worrying about their physiotherapy and
rehabilitating them.
He also informed the
gathering on beneﬁts of
primary prophylaxis
which means giving
treatment before bleeding
happens, or preventing a
bleed before it starts.
But primary prophylaxis is
very expensive and not
feasible for developing
countries.
He said, “In a factor
scarce environment,
c o n s e r v a t i v e
management is practiced,
which is highly
appreciable. He was
impressed with the
attention towards physiotherapy and added that the
developed nations have much to learn from here”.

This session was all about adherence to physiotherapy. Dr.
Pamela said that due to inadequate amount of factor
concentrates PwH have no option but to depend on exercises
and physiotherapy and added that most of the Health Care
Systems in our country are also fragmented. Therefore
Hemophilics need to pay attention towards musculoskeletal
therapy otherwise limb deformities can occur.
As a token of gift and appreciation Dr. Kanjaksha Ghosh
handed over a momento to him.
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Exercise and Person with Hemophilia (PwH)
BASIC PRINCIPLES
Fitness - what is it? Why do we need it? How
do you get it? Obviously, in some way ﬁtness
includes exercise but what kind of exercise?
How do you start an exercise program? All
these questions are important and should be
examined before beginning any type of ﬁtness program.
Exactly what is ﬁtness? Generally, ﬁtness consists of three
aspects: strength, ﬂexibility and endurance. Strength is the
ability to exert force or do work against resistance.
Flexibility is generally deﬁned as the range of motion of a
joint. It can be affected by bone or soft tissue. Endurance is
ability to perform prolonged activity. Though these terms
may sound confusing, each aspect of ﬁtness is important
and should be included in an exercise routine.
BENEFITS OF FITNESS
Now that we have an idea of what ﬁtness is we can begin to
look at why we need it. There are several health beneﬁts we
can obtain in the pursuit of becoming ﬁt. Exercise aids in
maintaining weight, providing increased energy and
endurance, and helps to maintain or increase metabolism.
In addition, exercise can help reduce the risk of coronary
artery disease and possibly even cancer. Being ﬁt can also
help to reduce the risk of injury and possibly joint bleeds in
persons afﬂicted with hemophilia. Of note, however, is the
concept that ﬁtness and exercise should be a general way
of life. To obtain such health beneﬁts, a healthy lifestyle
must include regular and consistent exercise.
PRINCIPLES OF CONDITIONING
Before attacking the aspects of ﬁtness (strength, ﬂexibility
and endurance) we ﬁrst need to understand some basic
concepts of exercising.
When beginning an exercise
program there are a few general principles one should
follow.
1 . Wa r m - u p / c o o l - d o w n : W h e n b e g i n n i n g a n y
exercise/activity session one should ﬁrst warm-up the body.
A general warm-up routine should ﬁrst include some light
jogging or fast walking to increase body temperature and
increase blood ﬂow to muscles. This activity should then be
followed by light stretching of the large muscle groups that
will be used during the activity. Besides warming-up the
body for activity a cool-down period should follow an
exercise session. Gradually decreasing the intensity of
exercise and again doing a series of stretches should be
part of the cool-down. Most of your stretching to improve
ﬂexibility should also be done during the cool-down period
when the muscles are warm.
2.Gradualism: One of the biggest mistakes in beginning an
exercise program is doing too much, too soon. Most
injuries occur when ﬁrst beginning to exercise. Whether
beginning a walking, jogging, biking, or strengthening
program it is best to start out slowly. Then as your body gets
accustomed to the exercise you can gradually increase the
duration, intensity, or weight. If a particular exercise or
activity causes pain or muscle or joint bleeds, that activity
may need to be eliminated from the program.

3.Frequency: It is important to have a routine of exercising.
Initially starting out with a routine of three times per week
may be sufﬁcient. However, as part of a healthy lifestyle
doing some type of exercise/activity should be done almost
daily. Whether it be cycling, going for a walk, or doing
strengthening exercises, the most health beneﬁts are
achieved through daily activity.
4.Intensity: Intensity basically is the pace at which you
exercise. When determining the intensity of an endurance
activity, some general rules can be applied. Of course, one
should not exercise so hard that the pace cannot be
sustained for at least 10 to 15 minutes (for endurance type
exercises). One rule of thumb to use for activities such as
walking or jogging is while exercising one should be able to
maintain a conversation. If this cannot be done, more than
likely you are exercising too hard. However, if you can sing
while exercising you may not be exercising hard enough.
With regard to weight lifting a general rule is to always be
able to do 3 sets of 10, especially when ﬁrst beginning a
weight lifting program. If, however, you can lift 3 sets of 15 20 you may not be lifting enough weight. Weight lifting
goals may affect these guidelines in that if your goal is to
tone muscles, sets of 15-20 may be appropriate and if
building muscle mass is the goal, lifting sets of 4 - 6
repetitions may be appropriate (though may be risky for
people with hemophilia).
5.Time: Again, when ﬁrst beginning an exercise routine, an
endurance type exercise should be maintained for about 10
- 15 minutes. As you become accustomed to the exercise
this duration can be gradually increases.
ACHIEVING FITNESS
There are some general guidelines one should follow when
striving to achieve each aspect of ﬁtness.
STRENGTH
1.Overload: There are a number of different ways to
increase strength. One can do isometric exercises that
involve contracting a muscle without including any joint
movement. Isotonic exercises involve working muscles
through a range of motion using a ﬁxed weight such as a
dumbbell. In addition other ways to strengthen muscles are
using your body as the resistance (as in doing push-ups) or
using equipment such as theraband.
To increase the strength of any muscle, that muscle must be
overloaded or required to do more work that normal. If for
example you can lift 3kg overhead easily 50 times you will
not gain strength for it is too easy for the muscle. However,
if a 5 kg weight can only be lifted 30 times (3 sets of 10) this
may be a good weight to use to improve strength.
In addition to the importance of overloading the muscle it is
also important to gradually increase the resistance as the
muscle adapts to the exercise. Each individual is unique in
how much they can ﬁrst begin to do and how quickly they
can progress.
2.Schedule: Any muscle group that is exercised for the
purpose of gaining strength also requires rest and
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rebuilding time. Strengthening is actually a small process
of breaking down a muscle and allowing it to build itself up. If
rest is not incorporated into the cycle, the muscles will only
continually be broken down.
3.Balance: It is important to maintain balance in training
opposing muscles. Often exercises such as bench presses
or squatting are overemphasized and create a muscle
imbalance to their opposites (upper back muscles and
hamstrings). A good rule to follow is for every "Push"
exercise a "pull" exercise should also be done. For
example, every leg extension (quad) exercise should be
balanced by a leg curl (hamstring) exercise and every elbow
curl (biceps) should also include an elbow extension
(triceps). In this way, overall muscle balance can be
maintained.
4. Sets/reps: Generally, a good goal for beginning a
strengthening program should be to perform 3 sets of 10
repetitions. To achieve more of an endurance and toning
effect, perform 3 sets of 15 to 20 repetitions. It is assumed
that if you can do more then 3 sets of 20 the amount of
strength gained is limited because the muscles are not
being sufﬁciently overloaded. However, if the resistance is
so great that 3 sets of 10 cannot be done, the resistance
may be too great. A routine of 3 sets of 6 to 8 repetitions will
build more muscle mass but in such instances the muscle
breakdown becomes greater and the chance for injury or
bleeding increases.
FLEXIBILITY
The improvement and maintenance of ﬂexibility is important
in maintaining our ability to function in daily activities as well
as sports or activity. There are a number of principles also
to be followed in achieving/maintaining ﬂexibility.
1.When to stretch: As mentioned earlier, the best times to
stretch are during the warm-up and cool-down phases of
any workout. Warm-up stretching helps to prepare the
muscles for activity. Stretching done during the cool-down
phase is the best time to do ﬂexibility training. Here
stretches can be held for extended periods of time (1-2
minutes) to help improve ﬂexibility.
2.Static stretching: An important point to remember when
doing any type of stretching is that the stretch should be
static - no bouncing should occur. In addition, stretching
may cause some discomfort or pulling sensations but
should not cause pain. Each stretch should be maintained
for a minimum of 30 seconds (warm-up stretching) upto a
maximum of 5 to 10 minutes (ﬂexibility training). In each
instance the stretch should be held in a non-painful position
with no bouncing involved.
3.Muscles to stretch: Generally, when doing warm-up
stretching, the muscles or types of stretches to be done
should depend partially on the activity that will be done.
Thus, if you are going to do some walking you may want to
focus a majority of your stretching on your legs while if you
were going to do some upper limb activity such as playing
badminton; you would emphasize stretching your shoulders
and arms. Stretching to improve ﬂexibility however should
include all the major muscle groups from the lower legs,
thighs, hips, back, shoulders, and arms. You can also
5
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devote extra time to stretching those joints or muscles that
seem to be stiff or tight.
ENDURANCE
Endurance activity, often referred to as aerobic exercise,
involves prolonged or sustained movement utilizing large
muscle groups. The typical endurance activities include
walking, jogging, biking, and swimming. Much of the data
referring to aerobic exercise suggests sustaining exercise
for a minimum of 20 minutes to achieve the cardiovascular
beneﬁts associated with aerobic exercise. Even though an
activity may not be aerobic in nature in that it does not
include sustained activity, some movement or activity,
aerobic or not, may beneﬁt health. Although there has been
some debate as to how long or what kind of exercise
achieves some health beneﬁts one fact is known - anything
is better than nothing. In considering any aerobic
program the principles of gradualism, frequency and
intensity should all be followed.

POINTS TO REMEMBER
“By performing exercises on a regular basis
you allow joints to better withstand the
stresses of increased activity levels. By
increasing the muscles ﬂexibility and
strength you will possibly decrease the
number of joint bleeds that occur".
CAUTION: If a particular exercise causes pain or
bleeds, the consult your physiotherapist and follow the
advice given to you.
Exercises may be done either for strength or ﬂexibility
The principles that were mentioned previously should be
followed when performing exercise routines:
1. Begin with some sort of warm up activity until you get
warm.
2. Perform the ﬂexibility exercises. One or two repetitions
of each stretch should be sufﬁcient in this stage of your
workout. Hold each stretch about 15 seconds. DO NOT
BOUNCE.
3. Then you can begin the strengthening part of your
program.
4. Finish with a cool down period where you perform the
ﬂexibility exercises again. If you have tight muscles then
this is portion of the program where you can increase
your ﬂexibility.
Do each stretch between 3 to 5 times and hold each stretch
between 30 to 60 seconds. A long, sustained stretch while
the muscles are warm is the most effective way to increase
ﬂexibility.
If you have good ﬂexibility you should still perform the
stretches, however, you need only repeat each stretch 2 to 3
times with 15 second holds.
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YAMUNANAGAR CHAPTER: On 27th July

SCREENING CAMP

2014, the Chapter organized a General Checkup and screening camp in collaboration with
Nova Nordisk. 60 Persons attended the Camp
including Dr. Maghar Singh, Dr. Harpreet Singh
and few members from Chandigarh Chapter. Blood samples
of patients were collected for testing in ICMR Bombay.
On 20th Sep.2014 the chapter organized another screening

cum patient awareness & physiotherapy camp at fatehabad
with support from Novonordisk. Nearly 80 participants
attended. Dr. Krishan Nagar, Physiotherapist from Delhi gave
information on various physical exercises.

BHADRAK CHAPTER: On 03 Aug. 2014 the Chapter
held its AGM at Suvam Hospital, Bhadrak. 30 PwH and their
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relatives from Bhadrak, Balasore, Mayurbhanj and Jajpur
attended the meeting. Dr. Pradip Nayak interacted with the
PwH and took note of their problems. Social workers Mr.
Sanatan Sahu and Mr. Julﬁkar were also present in the
meeting. Mr. Kamal Lochan Sahoo informed the attendees on
future activities of the Chapter.
On 6th Sep. 2014, the chapter also organized a CME in which
47 doctors and nurses took part. They were given training on
the usage and administration of AHF which is available for free
in the hospital. The programme also received good local
media coverage.
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BHUBNESWAR CHAPTER: SelfInfusion Camp and Disability Bill Campaign
for Hemophilics
On 26th Aug 2014, the Chapter organized a
State Level Hemophilia Awareness & Self-

Infusion Camp at IBCS Convention Hall, SOA Campus (Near
SUM Hospital, BBSR). Shri Prasanna Patasani (MP), Dr.
Dhirendra Kumar Ray (Medical Director & Dean, IMS & SUM
Hospital) were the Chief Guests, Dr. Hemlata Das (Prof. of
Hematology, SCB) was the Chief Speaker and Cheryl N.
D'Ambrosio (Founder & President, MyGirlsBlood), Dr. P.K
Mohanty (Medical Superintendent, IMS & SUM Hospital) and
Mr. Mukesh Garodia (EC Member, HFI) were also present as
Guest of Honors.
The camp was aimed to educate patients and their families on
proper management of Hemophilia, train them on SelfInfusion of AHF and to press the MPs from the state to take up
the cause and ensure that the bill is tabled and passed in the
next session of the Parliament.
At present the state is dispensing AHF in three medical
colleges and Capital Hospital, Bhubneswar. The MP,
Bhubneswar has assured the Bhubneswar Society of speedy
enactment of the law.
The chapter also received a fridge
from generous contribution of Ms.
Cheryl D'Ambrosio.
The fridge is now operational in
Capital hospital Bhubneswar and
the Medical Superintendent has
assured 24x7 availability of AHF in
the hospital.

PATNA CHAPTER: Tranexa Tablets Included in
Essential Drug List (EDL)
The Chapter reports successful
inclusion of Tranexa Tablets in
EDL by the Health Dept. of Govt.
of Bihar. The tablets will soon be
available in all district hospitals.
Mr. Kumar Shailendra (Secretary, HSPC and EC Member,
HFI) sent his sincere congratulations to the lobbying team for
their efforts and thanked Shri Shatrughan Sinha (Hon'ble MP)
and Dr. Rashmi Rekha (Chairperson, Hemophilia Women
Group, Patna) for their support.
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DURGAPUR CHAPTER: On 8th July 2014, the Chapter BRAHAMPUR CHAPTER: On July 24th 2014, the
organized two CME's on “Management of Hemophilia” at Chapter organized a CME themed "Orientation on
Bankura and Burdwan Medical College & Hospital in Hemophilia" in association with Baxter at M.K.C.G. Nearly 180
collaboration with Baxter (India) Ltd.
doctors, care takers and 40 PwH participated in the

Dr. Naveen Gupta, Manager, Medical affairs, BAXTER (India)
was the chief Speaker for both the CMEs. About 70-80
participants including faculties, doctors & students of Bankura
and Burdwan Medical Colleges were present.
Dr. Prof. Panchanan Kundu, MS (VP, Bankura Medical
College & Hospital) and Dr. Tapas Kumar Ghosh (Dy.
Superintendent, Burdwan medical College & Hospital)
assured all possible support and cooperation for the basic
treatment and management of hemophiliacs of the region.
Dr. Tapas Kumar Ghosh informed that very shortly free AHF
will be available at Burdwan Medical College & Hospital and
Dr. Panchanan Kundu expressed his willingness to work
jointly with the Chapter for the cause of Hemophilia.

programme. Prof. Ashok Kumar Behera (Superintendent) was
the chief guest, Prof. Abani Kant Mishra (Prof. Orthopaedic),
Prof. Lalit Kr. Mehra (Prof. Medicine), Dr. Sunil Kumar Agarwal
(Asst. Prof. Paediatrics) and Dr. Samir Kr. Behera (Asst. Prof.
Pathology) of M.K.C.G Medical College spoke on the
occasion and educated the attendees on Hemophilia through
their respective ﬁeld of study.
Dr. Ashok Kr. Behera assured the attendees of opening a Day
Care Center at M.K.C.G Medical College with best facilities for
Hemophilia management and treatment whereas Dr. Samir
Kr. Behera informed that the hospital department is in the
process of procuring Coagulation Meter which will help in
better diagnosis of Hemophilia Care.
Prof. Lalit Mehra thanked and lauded the efforts and role of
Inauguration of 1st Floor at Hemophilia Care Unit
Chapter for making AHF and Tranexa tablets available for
On 26th July'2014, the 1st ﬂoor of the “HEMOPHILIA CARE free.
UNIT” of the Durgapur Chapter was formally inaugurated by
GUWAHATI CHAPTER: On 19th September, an open
the Dr. Asoke Kumar Singh, (Director in Charge, Durgapur
clinic was organized by Guwahati Chapter with the help of
Steel Plant Hospital, SAIL-DSP).
Department of Oncology/Hematology GMCH which was
The 1 Floor is constructed to provide
attended by 40 PwHs, nurses, parents of C/PwH and other
accommodation to poor PwHs and their
medicos.
relatives coming from remote areas seeking
physiotherapy or treatment at the care unit
Dr. Jayson Stoffman provided an overview of signs and
for several days under the supervision of
trained experts.
symptoms of bleeding to the full-packed auditorium of the
GMCH hospital and then he met with the nearly 40 patients to
review their current status. Patients were seen with
Hemophilia A and B, von Willebrand disease (including two
girls), and inhibitors. The conditions that were seen included
serious joint damage (active hemarthroses, chronic synovitis
and hemophilic arthropathy), mouth and gum bleeds, and one
patient who had had a bleed in his brain.
The inaugural ceremony was honored by the presence of Mr. Ms. Cheryl DÁmbrosio provided encouragement to the
Rathin Roy (former Mayor, Durgapur Municipal Corporation) medical community to be curious to help ﬁnd girls and women
and Mr. P.K.Jha (DGM & Head CSR, SAIL-DSP). The who have bleeding disorders.The event was well covered by
occasion was attended by doctors, CwHs/PwHs along with the print/electronic media.
their family members, well-wishers and by the media
representatives.
Durgapur Steel Plant, Durgapur (SAIL-DSP) provided a grant
of Rs.11.50 Lakhs (Approx.) under CSR initiative for the
construction of the 1st ﬂoor for Rehabilitation and treatment of
hemophilia patients.
Dr. A.K Singh assured all possible help for the treatment of the
hemophiliacs whereas Mr. Rathin Roy thanked the members
of Chapter for their dedicated involvement in making the
hemophilia care unit & the valuable service rendered to the
Dr. Jina Bhattacharyya and Dr. Jason
Ms. Cheryl DÁmbrosio shares her
noble cause.
Stoffman meets a young man who
st

has hemophilia.
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thoughts about ﬁnding girls with
bleeding disorders.
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KHARAGPUR CHAPTER: On 9th July 2014, the MUMBAI CHAPTER: 22nd Annual General Meeting
Chapter organized a Doctors Training Programme at
Midnapur Medical College & Hospital. Nearly 50 doctors with

On 17th Aug. 2014, the Chapter conducted its 22nd Annual
General Meeting. 135 PwH participated and wide-ranging
needs and problems in comprehensive care of PwH were
heard and discussed.
HCV Camp

15 staff members attended. Dr. Tomal Kanti Mondal (Principal
Doctor) inaugurated the programme. The training was very
informative and appreciated by the attending doctors.

AHMEDABAD CHAPTER: On 25th to 27th Aug. 2014, the
Chapter organized a three day Blood
Donation Camp at L.D College of
Engineering in which students and their
parents were informed on Hemophilia
Disorder. Nearly 450 bottles of blood was
collected.
23rdAnnual General Meeting
On 28th Sep. 2014, the Chapter held its 23rd AGM at Lions Hall,
Ahmedabad. The AGM served as a platform to reﬂect the
chapter's activities and to address its essential concerns.
Various dignitaries such as chapter key-persons, women and
youth group members were present in the meeting. Important
discussions were held including speeches and presentations
by Mr. M.A Husseni (President, HSAC), Dr. Ashwin Patel (VP
Medical, HSAC), Mrs.
G u r m e e t K h a n n a
(Chairperson, WGHFI), Ms.
Nabila Husseni (Member,
WGHFI), Mr. Harshal Kale
(Chairperson, YGHFI) and
Mr. Moiz Mansuri (Member,
YGHFI). Academic
excellence awards were also given to CwH and inauguration
of Sewing Machine project was done by Ms. Cheryl
D'Ambrosio.

KOLHAPUR CHAPTER: On 20 th July, 2014, the
Saraswat Samaj, Kolhapur organized an awareness camp to
commemorate death anniversary of
Founder President of Dabholkar
Charitable Trust Late.Sh.Shankarrao
Dabholkar.
Close to 100 participants were present
in the programme. Dr.Arvind Manjrekar
(President, HSKC) gave a lecture on Hemophilia Diagnosis
and on present scenario of treatment facilities. The chapter's
information and its work was also highlighted.
Free check-up and diagnostic camp for around 75 hostel
students from nearby area of Kolhapur was also conducted.
Dr.Arvind D.Manjrekar, Dr.Abhijit Gune & Dr.Rahul Madiwal
examined the students.

On 27th July 2014, the Chapter organized a HCV Awareness
Seminar sponsored by Roche at ICMR. 30 people attended
the camp out of which 16 were HCV patients. Patient
undergoing HCV treatment shared their experiences to
increase understanding and courage among others to take up
the treatment. Dr. Akasha Shukla (Gastroenterologist,
Associate Prof., Deptt. of Gastroenterology, Seth G S Medical
College and KEM Hospital) and Dr. Savita Rangarajan
(Consultant Haematologist, Center of Haemostasis &
Thrombosis, Guy's & St. Thomas NHS Foundation Trust from
United Kingdom) both interacted with the patients and
discussed various individual cases.
Dr. Akasha informed that the newer HCV drugs have less side
effects and have better results with HCV Genotype 1. She also
identiﬁed group of patients who require immediate treatment.
Compulsory screening of HBV+HCV of PwH who used Blood
Transfusion, Cryo and FFP were advised and Dr. Savita
informed that free screening of HCV/HBV viruses will be done
and assured to setup a special HCV Clinic with
teleconferencing facility.
Both the doctors briefed the attendees on Liver Transplant
know-how and advised the patients to avoid all types of junk
food and emphasised them to strictly avoid any form of alcohol
intake.
On 10th July 2014, the Chapter participated in a Yoga festival at
Bhavans College. The chapter
was invited by Nirmala Niketan
(The College of Social Work) to
speak on Hemophilia Disorder
during their "Certiﬁcate Course
in Field of Social Work for Senior
Citizens". The Alumni Group of
Sr. Citizens meets once in a
month and enhance their knowledge base as well as
8
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contribute in social activities.
RAJKOT CHAPTER: EXHIBITION / SALE BY
Mrs. Indira Nair gave a detailed presentation on what is WOMENS GROUP
Hemophilia, comprehensive treatment at KEM hospital,
chapter activities and explained the ways in which the general
public can help in raising the awareness and extending their
support to Hemophilics.
Mr. Balshiram Gadhave gave a brief introduction on
Hemophilia and its complications along with some of the
achievements that the Hemophilics have achieved. They
shared their personal experience, challenges faced and the
positive attitude that helped them to cope up with the situation.
Women's Group Meet
On 8th Aug. 2014, the Chapter held a women's group meet

which was fecilitated by Ms. Cheryl N. D'Ambrosio (Founder,
President of MyGirlsBlood), Dr. Kanjaksha Ghosh (President,
HFI),Dr. Shrimati Shetty, Ms. Gurmeet Khanna (Chairperson,
WGHFI) and Mr. Mukesh Garodia (EC Member, HFI). Mrs.
Indira Nair introduced the guest to the 28 women participants.
Various medical queries of Women were addressed by Dr.
Ghosh while Ms. Cheryl, Mrs. Gurmeet khanna and Mrs.
Indira Nair briefed them on Sewing Machine Project. Dr.
Shrimati Shetty (Scientist, ICMR) held a close door session
and answered various gynaecological and general queries of
Carriers.
Youth Activity Report
On 5th & 6th July 2014, the chapter's youth group conducted an
awareness camp at Atasa Resort. Approx 35 Youth PwH took
part in the camp.Two youths Persus & Ashwin shared their
experiences on inhibitor, fundraising, advocacy and seeking
support from pharma companies for AHf, organizing
awareness camps and seminars. The youth group also
celebrated its 3rd Anniversary on 17th Aug. 2014.
The chapter's Youth Group has also approached organizers of
Kaun Banega Crorepati (KBC), a television show as part of
awareness drive. The show was telecast on 13th Oct. 2014 and
hosted by Mr. Amitabh Bachchan who spoke on Hemophilia
for 2 minutes.
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From 25th-27th July 2014 an exhibition cum sale was arranged
by Women's Group of Chapter with support of Youth Group.
The response was overwhelming and over 400 ladies visited
and appreciated the efforts.
The material exhibited were Crochet Dresses, Slippers,
Purses, Fabric, Dresses, various women accessories and
handmade paper items. Herbal plants were also distributed.
On 26th and 27th Sep.2014, the Chapter's Women and Youth
Group organized two days workshop training for women
empowerment, eco-rehabilitation and self-reliance with
support of Ashok Gondhia Memorial Trust. 150 PwH and their
relatives participated in the workshop. Ms. Cheryl D'Ambrosio
and Mr. Mukesh Garodia (EC, HFI) were also present.
Infrastructure of Hemophilia Care Center and facilities were
inspected and discussion on Hemophilia care and women's
group were held.
The Women's Group also launched a project of Crochet
dresses and garments. The aim of the project is to train and
involve carriers in social activity so that they can have a stress
free environment and sense of involvement.
The project is supported by Mrs Monica Avashia (Post
Graduate, Pharmacology from medical college and was
working in analytical laboratory for 12 years). Ms. Cheryl
D'Ambrosio is the volunteer project manager of HFI.
CMEs
The Chapter also conducted three consecutive CMEs with

support of Baxter India Pvt. Ltd. at PDU Medical College Rajkot, MP Shah Medical College - Jamngar, Sir Takhtsinhji
College - Bhavnagar. Free AHF is available in all the three
medical colleges.
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BANGALORE CHAPTER: Protest for Hemophilia Care in Karnataka, at Freedom Park, Bangalore.

Hemophilia Society Bangalore Chapter, Launched a Dharna protest to highlight the plight of Hemophiliacs of
Karnatka, at Freedom Park, Bangalore.

Successful Protest for Free AHF and Improved Access to Care
On 8th of July the Bangalore Chapter staged a protest demanding regular supply of free factors in the Goverment Hospitals
across the state. Over 200 patients ailing with Hemophilia along with their parents took part in the Dharna. The other
demands were to set up Hemophilia Treatment Centers and include Hemophilia Care in the state healthcare policy.
The Chapter's Secretary Mr. Premroop Alva said, "many children suffering from the condition are skipping school and
patients cannot work as they fear injury. During trauma, a Hemophilic needs drugs every eight hours and each dose costs
around Rs.5,000 to Rs.24,000. So far only NGOs and few donors have been supporting the cause and we need the
government's intervention in this regard,”
He added that in a year 60 people turn disabled due to unavailability of AHF at the required time, or because they couldn't
afford them.
On 07/08/2014, the Dharna was held to persuade the regional health providers and it was a success as the Health Minister
of Karnataka declared allocation of Rs.10 Crore in budget for the treatment of Hemophilia and other rare diseases.

ANGAMALY CHAPTER: On 20th Aug. 2014, the Chapter Hemophilia.
The chapter subsequently conducted three more CMEs on
21st, 22nd and 23rd Aug. 2014 at Kollam, Kottayam and
Alappuzha medical colleges respectively.
Inspire Camp

conducted a CME at district Hospital Aluva with sponsorship of
Baxter India. It was inaugurated by Dr. Haseena Mohammed
(District Medical Ofﬁcer, Ernakulam) and the welcome speech
was delivered by Dr. V D Anil Kumar (Superintendent, Aluva
Dist. Hospital). Nearly 60 Doctors attended including the
dignitaries Dr. KV Beena (NRHM State Programme
Coordinator), Dr. Sony Kurien (Dist. Hospital Aluva), Mr. K.
Prabhakaran (Secretary, HSAC) and Lexy Joy (Jt. Secretary,
HSAC) were present.
Dr. Neeraj Gupta (Manager, Medical Affairs and Bio-Science,
Baxter) spoke on Comprehensive Management of

From 22nd - 24th Aug. 2014, the Chapter's Youth and Women
Group conducted a three days camp themed "Inspire - A Youth
and Mother" with support of Novo Nordisk India.
The programme was inaugurated by Mr. Anwar Sadat (MLA,
Aluva) and 48 participants took part. Dr. Sr. Merlin (Pazhuvil
Hospital) gave an inspirational speech. Dr. Dinkar Viswam
10
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(Physiotherapist, HTC Aluva) held a hydrotherapy and
physiotherapy session, Mrs. Linda and Dr. Krishnankutty
(Physiologist) held psycho-social session.

PONDICHERRY CHAPTER: Dr. P NALINI RECEIVES
MULTIPLE AWARDS
On 28th September 2014,
The Hon'ble Chief Minister of
P u d u c h e r r y, S h r i . N .
Rangasamy handed over
the Life Time Achievement
Award of Indian Medical
Association Society
Pondicherry State to
D r. P. N a l i n i ( P r e s i d e n t ,
Hemophilia Society
Pondicherry Chapter) for her
services to the cause of
Hemophilia for over 3
decades.

Dr. P. Nalini received Avvayar Award by Uravu Thenral
Forum for her service to Hemophiliacs.
On 7.7.2014 a function was organized by Uravu Thenral
Forum to award Dr. P. Nalini for her service to the Hemophilia
Community. Nearly 120 people attended including Mr. K.
Lakshmi Narayanan (MLA), Mr. Sundaresan (Director,
Transport Department), Mr. Sethu Murugapoopathy
(Advocate) and Board Directors & Executive Members of
Uravu Thenral Forum.
SOL Micro Enterprise
Grant Cheque Distribution
for Women Rehabilitation
On 1st July 2014,
Dr.P.Nalini, Mrs. Chithra and
M r. Ve n g a d e s h Vi s i t e d
Home of a CwH named Bilal
at Kunnathur near Arani and
handed over the SOL
Cheque, for purchase of a
Sewing Machine.
On 20/07/2014, a
Homeopathy Camp was
organized by Dr. Prakash
R a o ( A d d l . D i r e c t o r,
Homeopathy Research
Center) and his team
members. Nearly 28
participants including
P/CwH attended the camp
with their parents and
received Homeopathy
Medicines.
Mrs. Shanthi Raja, Deputy
Director, Dept. of Social Welfare, Puducherry and
Dr.P.Nalini,President also distributed SOL Micro Enterprise
Grant Cheque to 5 Women for their Rehabilitation.
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COIMBATORE CHAPTER:
B.Mythili Creates Record in a Group Event at
Salem, Tamilnadu
On 24th Aug.2014 B.Mythili, a Hemophilia Patient
and a XIth Class student was among the 40
participants of Jayam Kalai Kottam who
successfully created a record by performing
classical dance for 3 hours simultaneously in
Asian Record Academy, Tamilian Book of
Records, Elite World Records and India Records
Academy.

She was recently awarded with Nabila
Philanthropy award by HFI. This Certiﬁcate of
appreciation and academic excellence was
awarded to her for outstanding Performance in
10th class Board Exam despite her disorder.
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KUNNAMKULAM CHAPTER: FOUNDATION STONE
LAID FOR RESEARCH AND REHABILITATION CETNRE
FOR HEMOPHILIA AND OTHER BLEEDING DISORDERS
On 29th Aug. 2014, the Chapter organized Foundation of
“Research and Rehabilitation Center for Hemophilia and
Other Bleeding Disorders” under the auspices of Kannan
Memorial Charitable Trust
The long cherished dream of the parents of Late Sri Kannan to
establish a Research and Rehabilitation Centre for
Hemophilia and Other Bleeding Disorders has come one
more step closer to reality when the foundation stone for the
proposed project was laid by Dr Jacob Mathew
(Sr.Paediatrician and Founder President, HSKC).
Sri E Ramachandran, Chairman of the trust welcomed the
attendees consisting of PwH, their parents and relatives,
general public, various dignitaries and VIPs of surrounding
area.
Sri T V Chandramohan (ex MLA and Chairman of Guruvayur
Devaswom Board), Sri Joseph Chalisserry (President,
Thalappilly Taluk Co-operative Bank), Sri Sivakumar
(Pesident, Porkulam Grama Panchayat), Smt Geethanjali(
Teacher, Member, Porkulam Grama Panchayat), Rev Fr.
Mathai OIC, Dr. N D Varghese (Sr. Physician, Kunnamkuam)
and Smt. Vasanthi Gopalan (Chairperson, Kanika Charitable
Trust) were also presented in the occasion.
Vasthu Pooja (Bhoomi Pooja – prostrations to the mother
earth and for constructing the buildings) at the site was done
by Sri Mulloorkkara Krishnakumar PwH, who is an expert in
Vastu Shastra and construction.
The meeting was presided by Sri Babu M Palisserry, MLA. In
his presidential address the MLA assured all possible help
and support from his personal capacity as well as from the
government.
The project was inaugurated by Sri P K Biju MP. He in his
emotional as well as authentic speech stressed on the need of
the public to be more helpful towards PwH and assured to
oversee that the Research and Rehabilitation Centre becomes a reality.
Sri Chithran Namboodirippad, a prominent personality, previous educational director of the State, and a philanthropist blessed
the occasion with his sweet and thought provoking words by compelling the public to be more considerate towards PwH and
requested them to come forward to support the cause.

PwH receives State Award for Common Bird Monitoring Programme

Chitrabhanu

"I am a hemophilia with factor VIII (8) deﬁciency. I got 5th
place in the CBMP Programme which took place on Feb-14 to
17 2014 and received a memento from PCCF (Social Forestry)
Govt. of Kerala.
I am a birdwatcher, wildlife photographer and researcher and
by profession I am a Software engineer running my own
Software ﬁrm.
CBMP (common bird monitoring programme) is a program
powered by eBird in Kerala. eBird provides an online bird
listing platform and organizes Annual Birding events like the
Great Backyard Bird Count".
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Women’s Group Hemophilia Federation (India)
Women’s Leadership Workshop
Western Region Workshop - Thane, Mumbai: On
5th- 6th August 2014, 35 participants attended the
Western Region Women's Group (HFI) Workshop at
the River Winds, Resort.
Guest speaker Dr.Jayshree Kale (Occupational
Therapist) shared ideas such as how to do icing on
the hematoma, Ms Cheryl Nineff D'Ambrosio
(Project Mgr. WGHFI) described the purpose of the
Women's Leadership Guide along with
Mrs.Gurmeet Khanna who gave the overview of the
guidebook using Hindi-inspired illustrations.

Supported by NNHF
Northern Region Workshop - New Delhi: On 14th
and 15th of August, 2014, 38 participants attended
the Northern Region Women's Group Workshop at
Grand Sartaj Hotel.
The 1st anniversary of the formation of Women's
Group of HFI was also celebrated by cutting cake.
Mr. Mukesh Garodia (HFI, EC Member) explained
background of WGHFI to the participants and
stressed on the need of strengthening it. Mrs.
Gumeet Khanna (WGHFI Chairperson) said that
"we are lucky that men in HFI are supporting

Women's Group Participants

Mrs. Sonal Sakiraya briefed on the Economic Rehabilitation
through Self-Help Group (SHG). Ms Nabila Husseni
showcased a motivational presentation both in English and
Hindi introducing key concepts of leadership traits, skills and

Women's Group and this is a great opportunity to make it
stronger". She also shared insights on women's
empowerment, leadership and meeting etiquette. Dr. Devila
Sahu (RCC Western Region) spoke on health issues of

Men Helping Women - Mr. Mukesh Garodia (EC Member,HFI)
demonstrating the central theme of workshop.

Mrs. Mridula Singh conducting workshop on income
opportunities.

children and women.
Headofﬁce staff visited and introduced
themselves and the work that they do to
support Hemophilia Community. Dr.
Nita Radhakrishnan (Hematologist,
Sir Gangaram Hospital) shared
several case histories to explain
how they diagnosed various
bleeding disorders in patients
(girls and boys) of parents
who were in denial for many Dr. Nita Radhakrishnan,Hematologist, sharing
years. Mrs. Mridula Singh few case histories with the participants.
held a workshop with
ladies and showed them possible project for the Region.
Kathleen Gerus-Darbison(Director, Stitches Doll Project of
Dr. Richa Mohan in closed-door session on women's issues US) showed women how to stitch outﬁts for tiny dolls and at
with room full of participants.
the same time guided them in working through their personal
women in Indian Law. Mrs. Gurmeet Khanna informed about issues. Mrs. Fatima Sheidaei from Iran, a mother of two
organizations that can help us such as Anganwadi or Asha and haemophilic sons and the founder of the haemophilia
association in her city shared her personal story.
said motivational closing comments.
responsibilities. Mrs. Usha Parthsarthy from Save One Life
also shared some tips. Dr. Richa Mohan led a discussion on
Women's Psycho-social needs. Mrs.Rucha Joshi, Advocate,
conducted a session by giving brief description on rights of
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Eastern Region Workshop - Puri: On 23rd -24th Aug. 2014, the Eastern Region Women's Group Workshop was held at the
Shree Hari Hotel in which 31 participants took part.

Farewell Photo at Puri Beach
Cheryl Nineff D'Ambrosio (Project Mgr. WGHFI) shared a
Business Project for Economic Rehabilitation by
demonstrating how a chapter could request a new project
activity.

Nilanjana Gangulee, a mother of a son with hemophilia, a
sister to a brother who has hemophilia, and also a surgical
nurse spoke on various barriers for women in the community
such as having ethical, ﬁnancial, cultural and social
constraints.
Mrs. Trupti Mohanty (Coordinator WGHFI Eastern Region)
informed the participants about the status of women in India
and that women are the largest untapped reservoir of talent.
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, Under Section
35AC/80GGA of Income Tax Act 1961.
Tel No.: 011-23092958

Editorial Board

Photo
Not
Available

Late Savan Liya
Late Manikandan
(16.01.1994 - 08.09.2014)
(aged 34 years)
(Factor VIII Deficient, Hemophilia
(Factor VIII Deficient, Hemophilia
Society Rajkot Chapter)
Kunnamkulam Chapter)
(Died due to severe Abdominal
(Died due to IC Bleed)
& Brain Bleed)
We express our deep sorrow on the sad demise of our beloved friends. May their soul
rest in Peace. May God give strength to their family members for this
unbearable loss.

Send your feedbacks, queries, news, articles to:
communications@hemophilia.in or write to:
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Mr. Pawan Madhukar
Hemophilia Chronicle is available in our website in PDF file
at www.hemophilia.in

Obituaries

N

Dr. Kanjaksha Ghosh
Wg. Cdr. (Rtd.) SS Roychoudhury
Mr. Mukesh Garodia

Dr. Hemlata Das, informing on
carriers, bleeding andwomen
caregivers.

PH
I

Mrs. Baby Shaw (Asst Coordinator, WGHFI, Eastern Region
also mother of a son with hemophilia) discussed Women's
role as a mother in Hemophilia Care and objectives of WGHFI.

HE M O

Mrs. Baby Shaw (left) and Dr. Ranju Podar (right) thanking Mrs. Fatima
Sheidaei from Iran for sharing her personal story.

Dr.Hemlata Das(Asst. Prof. in Dept. of Hematology IMS &
SUM Hospital Medical College) spoke on the need of
awareness of Carriers, Girls
and Women with Bleeding
D i s o r d e r s . M r. Vi k a s h
Goyal(VP Development, HFI)
appreciated the steps of
Women Group and thanked
the organizers and participants
for empowering WGHFI. Mrs.
G u r m e e t K h a n n a
(Chairperson, WGHFI) said in
her closing comments that
whatever is learned must be
shared with all the members of
the chapters.

Hemophilia without Disability,
Children Free of Pain

Hemophilia Federation (India),
Communication Dept.
A-128, Mohammadpur,
Behind Bhikaji Cama Place,
New Delhi-110066
Tel: 011-26174020/26175791/26178152
Fax: 011-26177209
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General email id: support@hemophilia.in
Website: www.hemophilia.in
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Haemophilia Management
Importance of Prophylaxis

Dr. Usha Vardarajan
Professor and HOD, Haematology
Madras Medical College, Chennai

Treatment: Treatment for hemophilia consists of administering
clotting factor concentrates/products (CFC), to replace the clotting
factors that are missing because of the inherited condition. The
missing clotting factor is injected into the bloodstream using a needle.
Bleeding stops when enough clotting factor reaches the spot that is
bleeding. These clotting factors can be made from human blood
(called plasma-derived products) or manufactured using genetically
engineered cells that carry a human factor gene (called recombinant
products). Factor concentrates are made in sophisticated
manufacturing facilities. All commercially prepared factor
concentrates are treated to remove or inactivate blood-borne viruses.
Other treatment options: Apart from CFC (which is the preferred
choice) other treatment options include
Ÿ Cryoprecipitate that is derived from blood and contains a
moderately high concentration of clotting factor VIII (but not IX). It
is effective for joint and muscle bleeds, but is less safe from viral
contamination than clotting factor concentrates and is harder to
store and administer. Cryoprecipitate can be made at local blood
collection facilities.
Ÿ Fresh frozen plasma (FFP) where the red cells have been
removed, leaving the blood proteins including clotting factors VIII
and IX. It is less effective than cryoprecipitate for the treatment of
hemophilia A because the factor VIII is less concentrated. Large
volumes of plasma must be transfused, which can lead to a
complication called circulatory overload.
Ÿ People with mild hemophilia A may sometimes use desmopressin
(also called DDAVP) to treat minor bleeding. DDAVP is a synthetic
hormone that stimulates the release of factor VIII.
Treatment with CFC can be preventive (to stop future occurrence of
bleeding) by infusing several times per week, or on-demand when
bleeding occurs or is anticipated (for example, before a sporting
event). Whenever treatment is on demand, bleeding should be
treated with CFC as quickly as possible. Early and timely treatment
will help reduce pain and damage to the joints, muscles, and organs.
If bleeding is treated quickly, less blood product is needed to stop the
bleeding. Most patients abroad, learn in childhood how to self-infuse
at home with adequate amounts of clotting factors and supplies
stored wherever they go. This avoids unnecessary trips to the
Emergency Department and delays in treatment.
What is prophylaxis?
Prophylaxis is the regular infusion of clotting factor concentrates in
order to prevent bleeding. The idea of prophylaxis came from the
observation that people with moderate or mild hemophilia (who have
clotting factor levels of 1% or more) rarely experience spontaneous
bleeding. They also have less joint damage than people who have
severe hemophilia.
Doctors believed that if they could keep minimum factor levels around
1% with regular infusions of clotting factor concentrates, they may
reduce the risk of bleeding and prevent joint damage. Since then,
important studies have shown that children who receive prophylaxis
do have fewer bleeds and healthier joints. Prophylaxis will not help
repair joints that are already damaged. However, it will decrease the
frequency of bleeding and may slow progression of joint disease and
improve quality of life.
Prophylaxis is now the goal of treatment, allowing people with
hemophilia to remain active and participate more fully in daily life.
Types of prophylaxis
Unlike episodic or “on demand” treatment, which is given at the time
of a bleed to make it stop, prophylaxis is given to prevent bleeding
before it starts. There are several types of prophylaxis. Continuous
prophylaxis (primary, secondary, and tertiary) is given regularly over a
period of several months and often years. Intermittent or periodic
prophylaxis is given for shorter periods of time, usually a few weeks or
months.
Type of Treatment

Deﬁnition

Episodic (“on demand”) treatment

Treatment given at the time of bleeding.
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Continuous prophylaxis
Primary prophylaxis

Regular continuous treatment, started before the second
large joint bleed and age of 3 years.

Secondary prophylaxis

Regular continuous treatment started after 2 or more
large joint bleeds but before the onset of joint disease.

Tertiary prophylaxis

Regular continuous treatment started after the onset of
joint disease to prevent further damage.

Intermittent (“periodic”)
prophylaxis

Treatment given to prevent bleeding for short periods of
time, such as during and after surgery.

When to start and stop prophylaxis?
There are still varying opinions regarding the best time to start and
stop prophylaxis. However large quantities of clotting factor
concentrates needed for prophylaxis are certainly an important factor
in determining when to start treatment and how long it should be
continued.
In countries where treatment is readily available, most agree that
prophylaxis should be started before irreversible joint damage has
occurred. Some doctors believe it should begin after the ﬁrst joint
bleed, or by a certain age (typically two or three years old). Others
recommend waiting until two or more bleeds have occurred.
Where access to clotting factor concentrates is limited, lower doses of
prophylaxis given more frequently may be an effective option.
Ÿ Monitoring outcomes
It has been shown that continuous prophylaxis is preferable to ondemand therapy to reduce the frequency of bleeding and to prevent
or delay joint damage. People with hemophilia who are receiving
prophylaxis should have an assessment on a regular basis to ensure
that the goals of therapy are being met and to make any necessary
adjustments to the treatment plan. These assessments should
include an evaluation of:
Joint health | Bleed frequency | Psychosocial integration
Cost and access to treatment products
The biggest barrier to long-term prophylaxis is the cost of treatment.
Prophylaxis is only possible if signiﬁcant resources are allocated to
hemophilia care. However, it is cost-effective in the long-term
because it eliminates the high cost associated with subsequent
management of damaged joints and improves quality of life.
In countries like India where access to clotting factor concentrates is
limited, prophylaxis is not possible for most patients. In these cases,
patients and healthcare providers must work together to advocate for
a national hemophilia care program and the purchase of sufﬁcient
CFC by the Govt of India.
Adjustments to the prophylaxis protocol, such as administering lower
doses of factor concentrates more frequently, may also be an
effective option.
Complications
The most devastating long-term complication in hemophilia is the
development of inhibitors against infused Factor VIII-or Factor IXpreparations. Inhibitors are antibodies that neutralize the activity of a
clotting factor. The incidence of inhibitors is approximately 20%-30%.
Inhibitor development typically occurs within the ﬁrst few months after
start of clotting factor administrations. Inhibitor development is
particularly common in people with severe hemophilia within the ﬁrst
75 treatments with clotting factor concentrates. The greatest risk
occurs between the ﬁrst 10-20 treatments. Inhibitors can be treated
by using various immune tolerance treatment protocols and
bypassing agents like APCC and recombinant activated Factor VII.
Inhibitor development should also be monitored in those receiving
prophylaxis.
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In the face of limited access to care and treatment in the developing world, brave people are dedicated to enacting change.
The Novo Nordisk Haemophilia Foundation (NNHF) partners with these people to provide the funding and support they
need to succeed in improving access to better care. Together, the foundation and its partners have overcome tremendous
obstacles for the beneﬁt of people with haemophilia and allied bleeding disorders. Country by country, patient by patient,the
foundation is taking an innovative approach to helping make sustainable change.
The foundation’s initiatives have resulted in training for 9370 healthcare professionals, diagnoses for 13,140 people with
haemophilia, and educational activities reaching 15,100 people worldwide. In China, venezuela, Pakistan,
and dozens more countries, the foundation is proud to be a part of the ground-breaking work that is delivering life-changing
impact.
Find out more about the Novo Nordisk Haemophilia Foundation at nnhf.org and
how Novo Nordisk is changing possibilities in haemophilia at changingpossibilities.com
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