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O

n 24 t h November 2017, HFI
along with Delhi Chapter
patients, Executive Committee
and staﬀ members celebrated its
Founder's Day to commemorate the
birthday of its founder Late. Sh. Ashok
Bahadur Verma. The programme was
held at India Habitat Center - "The
Theater", Lodhi Road, New Delhi.
L a t e S h . A s h o k B. Ve r m a w a s a
Hemophilic himself and had
spearheaded the Hemophilia
movement in the country, spreading
awareness and drawing the attention
of the policy makers.

The event was
supported by Intas
Pharmaceuticals Ltd. Inaugural
session commenced with a lamp
lighting ceremony, held traditionally.
This day not only provides an opportunity to raise awareness and understanding of Hemophilia but also
inspires the stakeholders to take
pledge towards the vision of
“Hemophilia without Disability, Children
free of Pain”.
The event was graced by a number of
C/P wHs, their parents, doc tors,
physiotherapist, members of the HFI
family and various respected
dignitaries from Ministry of Health &
Family Welfare, Ministry of Social
Oﬃcials
Justice & Empowerment and
from health
Ministry of AYUSH.
Cont.. Pg.2
ministry
being
felicitated

Contact us:
+91-11-26174020,
+91-11-26175791
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FOUNDER’S DAY

Ministry of Health & Family Welfare to open
Hemophilia Day Care Centres across the country.

Address by the Chief Guest

Mrs. Vinita Srivastava (National Coordinator, National Blood Cell,
NHM, MoH&FW) informed that Hemophilia Programme under
NHM has become successful in the country and it is now working
in 20 states. She said that the ministry was able to give maximum
funds because of National Health Mission (NHM).

Dr. G. N. Singh (Drug Controller General India) began his speech
by expressing gratitude to HFI for the good work it is doing for
the Hemophiliacs. He stated that a lot of work in policy
formation for Hemophilia is going on and reiterated complete
support from his oﬃce.
He educated the participants on possible cure for Hepatitis in
near future and various research works which are going on. He
assured the patients to not loose hope and keep patience as
new developments are taking place.

Smt. Vinita Srivastava
(National Coordinator, Blood Cell, NHM)

“

We are coming up with Day Care Centres in each
and every district hospital. We are trying to have 2
beds for Thalassemia, Sickle Cell as well as
Hemophilia and we are planning to have good
doctors, physiotherapists and nurses. Some of
the states have kept AHF in Essential Drugs Lists
(EDL) and same will be follwed very soon in
remaining states. We are coming up with a
Hemophilia Policy, draft of which have been
circulated to various stake holders including
WFH. Ministry of Health is trying its best to
provide Hemophilia community with best
support and assistance.

Dr. G. N. Singh
(Drug Controller General of India)

“

Right now Orphan Drugs, Rare Diseases and
Life threatening Diseases are not de ned in
Cosmetics Act. We are trying to de ne these and
for which we have requested the Indian Council
of Medical Research. Once it's done than things
will get streamlined for getting Drug Licenses
for Hemophilia medicines.

”

”

Ministry of Social Justice & Empowerment Assures more bene ts to Hemophiliacs

“

We are in the process of forming an advisory
committee and we are trying to include a
Hemophilia expert in it.

For early identi cation an exhaustive survey is
needed for which eﬀorts and help of HFI are
required.

”

Dr. Sanjay Kant Prasad

Dr. Sanjay Kant Prasad (Deputy Chief Commissioner, Disabilities,
MoSJ&E) assured that the Ministry of Health & Family Welfare
and Ministry of Social Justice & Empowerment are working
together on the guidelines which will be coming out soon.
He said that a National Fund is reserved under the Disability Act

((Deputy Chief Commissioner, MoSJ&E)
and HFI can make an eﬀort so that some part of it can be allotted
for Hemophilia.
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Alliance with Ministry of AYUSH
Dr. Pradeep Kumar Dua (Research, Oﬃcer, Drug Control Cell,
AYUSH) divulged on the potential of AYUSH system of medicine
in treating Hemophilia. He said that the medicines of Ayurveda,
Yoga, Siddha, Yunani, Naturopathy, various do's & don'ts and life
style modi cations can play a vital role as part of comprehensive
Hemophilia care but as of now there is no formal information
about it. He requested HFI to formulate a proposal and send it to
the Ministry of AYUSH for initiating a collaborative study.

PRAJWAL’S
STORY

Dr. Pradeep Kr. Dua
Research, Oﬃcer,
Drug Control Cell, AYUSH

“

Patients of Hemophilia suﬀer from various
disabilities and complications which can be very
well taken care of using AYUSH interventions.
We need to join hands with HFI and come out
with some herbal interventions and alternatives
which can help in improving the quality of life of
patients suﬀering from Hemophilia”.

Special Invitee

”

Shri Sanjay Verma (Younger brother of Late Shri
Ashok Bahadur Verma) being felicitated by Mrs.
Gurmeet Khanna (VP, Finance, HFI)

“

Prajwal Sadalage is a Hemophilic from Kolhapur
Maharashtra, currently living in Belagavi, Karnataka. He is
pursuing his Bachelor’s degree in Science from GSS
College, Belagavi and is in his second year. He is very good
in academics. He is an athlete and a sportsman. He has
represented Kolhapur at state level in the game of
Handball and has also won many prizes in sprint as well.
Prajwal is also an NCC Air Force Cadet and recently he has
represented Karnataka and Goa in the ALL INDIA VAYU
SAINIK CAMP (AIVSC) at Jodhpur, Rajasthan. Since
childhood, Prajwal was enthusiastic and patriotic as he
grew up seeing his father, Late Shri Pramod Sadalage, who
was a dedicated Police Oﬃcer. In School, he secured a gold
medal in Ri e Shooting when he represented Kolhapur at
State Level in Maharashtra. Prajwal aspires to be an Air
Force Oﬃcer in future. Representing Karnataka in AIVSC
has brought him one step closer to his dream of seeing
himself in the Air Force Uniform and serving his nation.

I am very happy that the work we started is
growing and growing.

”
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Future of Haemophilia Research in India
By Dr. Kanjaksha Ghosh, Former President, HFI
Haemophilia represents a high-cost, low-volume disease.
Hence, in developing countries where 90% of haemophilia
patients of the world live, it puts the government of the
day in a conundrum, i.e. the limited resources of that
country earmarked for health need to be distributed
amongst management and prevention of various
diseases which optimally helps the population of the
country. Hence, there is a need for developing research
protocols suitable for that country in an evidencebased manner. Haemophilia research in India is
one of the examples of need-based research,
often driven by patient organizations like the
Hemophilia Federation (India). In the last 30
years, a large number of research papers in
haemophilia have contributed materially to
our diagnostics, management and training of manpower in
the country.

haemophilia will increase manifold.
CMC Vellore for last few years has been making grounds
for gene therapy in the disease and that will be one of
the big areas of research. Our seminal ﬁndings
showing that deﬁciency of pro-coagulant proteins or
coinheritance of thrombotic genes substantially
reduce the clinical severity of bleeding have now been
translated into products. At NIIH in Mumbai, efforts are
being made to use clinical modulation of protein C
levels to obtain similar results. Development of
plasma-based and recombinant-based factor
concentrate industry in India in the near future
will be another area of operational research
which will beneﬁt a large number of
haemophilia patients. Our study of mutations
in haemophilia already gave some direction to develop
factor VIII concentrates with supernormal activity.
Recombinant proteins incorporating those mutations in our
own country will be a reality.

However, till recently, NIIH Mumbai, AIIMS New Delhi and
CMC Vellore were the three Institutions which spearheaded
major areas of research in haemophilia i.e. management,
diagnosis, complications, prenatal diagnosis, molecular
pathology etc.. Recently many more institutions are taking
part in haemophilia research. One of the major areas in
which it is happening are the international clinical trials of
many new products that are already in the market or on the
horizon. The SIPPET trial is one of the best examples of that
Indian collaboration with the international community. The
Hemophilia Federation (India) did establish a haemophilia
patient registry which has stimulated ICMR to take up this
registry and introduce similar registries in common genetic
disorders.

India already has a strong prenatal disease diagnostic
capability in haemophilia using a combination of
techniques. This area can be further improved by noninvasive mode using maternal blood or using in vitro
fertilization techniques, in which our country has immense
expertise. Further trials on low dose prophylaxis and longacting concentrates which could be produced in this
country will be interesting to observe. We should not forget
carrier state in mothers, sisters and daughters. We are sure
quite a few research programmes involving this group will
emerge in future.
Pain relief is an important component of disease
management, so also behavioural problem in this condition.
Research in complementary therapy can signiﬁcantly contribute in this area. Studies at the National Institute of
Immunology using an animal model has shown that bone
marrow-derived allogenic stem cell could be used to
improve bleeding in haemophiliac mice with regeneration
and differentiation of allogenic stem cells into liver cells, this
study also could be taken further to see if it can reach
clinical trial stage.

Registries often not only drive signiﬁcant amount of
research in that disorder with important implications for
health planners in resource redistribution, strengthen
diagnosis and management in areas where it is most
required, allow comparisons of well being and prevalence of
various complications within that disorder with other
countries' registry data. It also stimulate well- balanced
clinical trials which are statistically robust and many such
trials allow patients to receive expensive therapeutic
interventions free-of-cost.

Allogenic liver transplantation does cure haemophilia,
though I am not advocating it yet seeing the vast
improvement in the expertise technique and outcome in live
donor transplantation in our country, who knows that some
research will not take place in this direction. We already
have a vast number of hepatitis C and/or B positive
haemophilia patients, a proportion of them will eventually
develop end-stage liver disease then such transplantations
will be eminently justiﬁed.

At present, the Indian haemophilia (Bleeding Disorder)
registry has close to 20,000 haemophilia patients from all
over the country, though we expect this number to swell
near 85,000–100,000 when investigative techniques i.e.
coagulation laboratories become available across 750
districts in the country. This project is under consideration
by National Rural Health Mission. When that happens, the
number of research efforts, individual case reports etc. in
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Northern Region

Regional Activities

Dehradun Chapter

Eastern Region
Bhadrak Chapter

Annual General Meeting Cum CME

Annual General Meeting

On 5th November 2017, the Chapter conducted its Annual
General Meeting as well as organized a CME for the health
care professionals at “The Institute of Engineers”. Over 160
participants including doctors, P/CwHs and their families
were present. Shri Narayan Singh Rana (former sports
minister) was the Chief Guest and Shri Narendra Singh
Chauhan (Chairman IEI) was the guest of honour.

On 15th Oct. 2017, the Chapter conducted its Annual General
Meeting at Swastya Care, Balasore. 45 PwHs with their
families participated in the meeting. Dr. Himalaya Das
(Haematologist, SUM Hospital, Bhubaneswar) was the Chief
Guest and she discussed various activities that can be done
to beneﬁt PwHs. The Hans Foundation scholarship was
also distributed to the beneﬁciaries.

A team of doctors from Himalaya Institute, Jolly Grant
Hospital (under guidance of Dr. Sukesh Nair from CMC
Vellore) and a team of Dr. Mansi Kala, Dr. Anuradha Kusum,
Dr. Vibha Gupta and Dr. Nitika took blood samples of 83
patients for coagulation studies & inhibitor screening.

Durgapur Chapter

Lecture on Dental hygiene was given by Dr. Shranga Tyagi
and dental check-ups were also done with help of Dr. Nikita
Devrani (MDS) along with her team from Haridwar. Dr. Vinish
Gupta (Ayurveda & Panchkarma Therapist) talked on
alternative Hemophilia therapies. Dr. Prabhat Balodia
(Physiotherapist) described the role of physiotherapy in
Hemophilia and showed set of various exercises.

Annual General Meeting cum Awareness Programme

Later 12 CwH beneﬁciaries were given educational support
of Rs.3600/- each and ﬁrst aid kits to all PwHs by the Chief
Guest.

Shyamnagar Hemophilia Society
The Hemophilia society of Shyamnagar (North 24 Pargnas)
organized a patient meet to discuss and learn various
aspects of Hemophilia. Beside the education of patient and
their families, various fun activities and quiz games were also
held.

On 12th Nov. 2017, the Chapter held its Annual General
Meeting in concurrence with Hemophilia awareness
programme at its Care Center. Medical sessions were
conducted by Dr. Amitava Saha (Deputy Medical
Superintendent, Burdwan Medical College & Hospital, West
Bengal), Dr. Ipsita Nag (Department of Blood Bank &
Transfusion Medicine, The Mission Hospital, Durgapur) and
Dr. Saurabh Dubey (Dental Surgeon, Durgapur).
Dr. Saha, being the ﬁrst senio medical oﬃcer to attend the
Chapter, assured of opening a Hemophilia Day Care Center
very soon at Burdwan Medical College & Hospital. Dr. Ipsita
and Dr. Saurabh promised to extend their wholehearted
support to the PwHs and the former even assured them free
consultation with necessary medicines.
Save One Life (SOL) Educational Sponsorship
On 7th September 2017, Mrs. Martha Hopewell (Executive
Director, Save One Life) and Mrs. Usha Parthasarthy (Indian
5
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Mr. Mukesh Garodia (VP Development, HFI) and Mr. Vishnu
Goel (Secretary, Yamunanagar Chapter) had given valuable
tips for the meeting.
Mr. Ambrish Madhur (Chapter's Youth Group Coordinator)

Coordinator, SOL) visited the Chapter. They interacted with
the beneﬁciaries and the executive committee members of
the Chapter.
The chapter is grateful to SOL, USA for providing educational support to its 35 needy Hemophiliacs.

HAEMATOCON 2017
GUWAHATI

also received keys of an Ambulance from Shri Yashwant
Sinha which was donated by Hon'ble Shri Shatrughan Sinha
(Member of Parliament, Patna).
Other Activities
On 2nd October 2017, the Chapter's representatives met Shri
Ganga Prasad (Governor of Meghalaya) for advocating the
Hemophilia cause.
On 15th October 2017, which is also the birth day of Late APJ
Abdul Kalam (Former President of India), the Chapter's

From 2nd- 5th November 2017, The largest Congress of
Hematologists in India & the 58th Annual Conference of
ISHBT was held in Guwahati. The event was organized
by the Department of Clinical Hematology, Guwahati
Medical College & Hospital (GMCH).
Mr. Mukesh Garodia, Vice President (Development) of
Hemophilia Federation (India) was the organizing Joint
secretary at the event www.haematocon2017.com
The Symposium was on Hemophilia. Eminent speakers
were Dr. Tulika Seth, Dr. Joseph John, Dr. Neeraj and Dr.
Jan Blatny from Czech Republic and Session moderators
were Dr. Alok Srivastava, Dr. Naresh Gupta and Dr.
Sanatanu Basu.

Women Group organized its meeting cum scholarship
programme at Hemophilia Hospital, Patna and 17
beneﬁciaries were given scholarship cheques.
On 19th November 2017, 3 doctors from Patna Chapter took
part in Eastern Zone doctors meeting at Kolkata.
On 25th November 2017, the women group organized MA
(Psychology) project cum training programme in association
with IGNOU at Hemophilia Hospital, Patna.

Patna Chapter
Lobbying for special provision for Hemophilia or
Genetic Diseases in Union Budget

On 26th November 2017, the Chapter's Youth Group
organized a “Free Eye Testing” camp for all PwHs and their
family members at Lenskart shop in R K Avenue, Patna.

On 11th October 2017, Mr. Sanjeev Kumar Sinha, Mr.
Ambrish Madhur and Mr. Kumar Shailendra met Shri
Yashwant Sinha (Former Union Minister) to discuss special
provisions of Hemophilia/Genetic disorders in union budget
and lobbied for participation of Union Health Minister in the
upcoming Hemophilia Programme.

On 5th December 2017, the Chapter held its EC Meeting at
Hemophilia Hospital, Patna with their Patron-in-Chief Shri
Shatrughan Sinha.
On 8th December 2017, the Chapter representatives met Mr.
Rajendra Singh Lahuria (Director, Jaiprakash Narayan
International Airport) for approval of Hemophilia Awareness
6
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Mumbai Chapter

Poster at Patna Airport premises.

Diwali Celebrations

PwH Achievement
Mr. Priyam Verma (PwH, Youth Group Member Patna) has
developed a mobile app for online Police FIR and he was
selected by National Information Center (NIC) for
#OpenGovDataHack#Hackathon217 app development
programme at IIT Patna from14th to 15th October 2017.

Western Region
Ahmedabad Chapter
On 8th October 2017, the chapter conducted its meeting by
including its Youth Group at its premises. During the meeting
Mr. Amit Khuva (Youth EC Member) shared the knowledge
he gained in Step Up Reach Out training at Germany.
On 30th October 2017, Mr. M. A Husseni (President, HSAC)
and Mr. Brijesh Modi (VPD, HSAC) along with other chapter
members met Ms. Jayanti Ravi (IAS, Commissioner of
Health at Secretariat, Gandhinagar).

On 14th October 2017, the Chapter celebrated Diwali with
Children with Hemophilia (CwHs) at its premises. 70
participants including 28 CwHs aged 1 to 12 took part with
their parents. Games and snacks were arranged for the kids
and they were gifted with crackers and jelly packs.
Children's Day Celebration

They apprised her with chapter’s role and the problems
being faced by PwHs due to factor non-availability persisting
from last 2 months in Government Hospitals of Gujarat. The
members also wished her New Year and the commissioner
assured to address their concerns as soon as possible.
Hemophilia Workshop

On 12th November 2017, the chapter celebrated Children's
Day programme with Children with Hemophilia (CwHs) at
KEM Hospital's MLT Hall. The programme was sponsored by
Ms. Lakhbir Kaur (A Philanthropist from London, UK). Nearly
60 CwHs aged 5 to 14 years with their parents were present
among these 140 participants. Children and Women
celebrated the occasion with dancing and singing games.
Ms. Kaur interacted with the children and distributed gifts to
all of them.
Christmas Celebration

On 26th November 2017, the Chapter's Youth and Women
Groups conducted a workshop themed “Known-Unknown
Facts of Hemophilia”. Nearly 40 participants attended and
they were trained on various exercises, factor administration
and self-infusion. Dr. Ashwin Patel (Hemato-Oncologist and
VPM, HSAC) informed on Carrier Detection and Prenatal
Diagnosis. Motivational example was set by Mr. Allwin
Christuraj who visited from Kanyakumari Chapter to share
his achievements in marathon race and to speak on
naturopathy. All the participants were given kits containing
coolent, knee-elbow band, tourniquet, notepad and pen.

On 24th December 2017, the Chapter's Youth & Women
Group organized Christmas Celebration programme with
7
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support of Novo Nordisk India and Reliance Pharma.
177 participants took part out of which 49 were CwHs aged
between 5 to 15 years. Apart from a useful presentation on
Hemophilia by Dr. Shailesh Bamborde (DM Oncology and
Hematologist, KEM Hospital, Mumbai), various fun activities
were also organized for kids and gifts were distributed
among them.
Awareness & Fund Raising Programmes
On 10th December 2017, the Chapter participated in an event
organized by St. Teresa High School. The school has also

Nordisk India Pvt. Ltd. at Hemophilia Care Center.
The meeting was conducted in presence of 280 participants
including chapter members, their parents and guests. The
Chief Guest was Shri Indubhai Vora (Founder Chariman,
HSRC and Managing Trustee, Ashok Gondhia Memorial
Trust) and special guests of honor were Shri Balvantbhai
Desai (Executive Trustee) and Dr. Bhaumik Bhayani
(Leading plastic Surgeon of the City).

invited several other NGOs to the programme titled
“ChrisMasti” in which nearly 2000 People participated. The
chapter generated awareness through screening a short
documentary “Born Rare” at the event and a dance
performance by Bhakti Poria (Sister of a PwH, Heet Poria) on
behalf of the Chapter.

New executive committee was formed and in addition to
activity and ﬁnancial reporting, camps such as Inhibitor
Screening, Homeopathy, and Physiotherapy were also
organized.

The Chapter also received a donation and the entire event
was widely covered by the media.

At the meeting, 59 patient's samples were collected for
inhibitor screening and sent to Civil Hospital Ahmedabad.

On 11th & 12th October 2017, the Women and Youth Groups of
chapter participated in Diwali Mela organized by HDFC

Thereafter, Award distribution and felicitation
programmes were conducted in which 38 students were

Bank at Kamla Mills and Peninsula Business Park Tower B,
Cafeteria, Mumbai. During the fair the members sold craft
items and beauty products to raise funds besides sensitizing
visitors on Hemophilia awareness.

rewarded with Certiﬁcates, Mementos and Rs.1000 each for
their merits. Shri Moliyabhai was felicitated for winning gold
in National Diving, Deepak Odedara for State Long Jump
and Mazhar Qureshi for State Archery Competition.

Rajkot Chapter
Annual General Meeting

Postal Stamp containing HFI logo was also released with
support of Indian Postal Department and Philatelic Club as
“My Stamp”.

th

On 19 November 2017, the Chapter conducted its Annual
General Meeting with support of Ashok Gondhia Memorial
Trust, Young Men's Gandhian Association and Novo
8
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Surat Chapter

Southern Region
Calicut Chapter
Hemophilia Family's Get-together & Awareness Camp

On 11 th November 2017, the awareness camp was
conducted at Regional Science Center & Planetarium.
Inauguration was done by Chapter's Founder President Dr. P
K Sasidharan (MD, FICP, FRCP | Emeritus Professor &
HOD, Department of Medicine & Hematology, Govt. Medical
College, Kozhikode) followed by his talk on “Holistic
Management of Hemophilia”.

On 11th October 2017, the Doctors of Hemophilia Care
Center, New Civil Hospital Surat did counselling of patients
and their parents for Prophylaxis Treatment.

Physiotherapy Camp

Other dignitaries who addressed the gathering were Dr.
Srikumar (Superintendent, Government Medical College,
Kozhikode), Dr. Ajith Kumar (President, HSCC), Mr. P.
Hemanth Kumar (EC Member, HFI) and Mr. Abdulla Saeedi
(Sahayiwaadisalam, Calicut).

On 10 th December 2017, the
Surat Chapter's Youth Group
organized the Physiotherapy
Camp in which over 50
C/PWHs participated.

Shri Tajuddeen Vadakara (A Malayalam Lyricist & Singer)
was the Special Guest and he rendered heart-warming
Mappila Songs and another guest Mr. Ahammed Safuvan
conducted a session on Self-Motivation. Director of the
Science Center Mr. V.S Ramachandran also joined and
arranged a wonderful 3d show at the venue.
The Hans Foundation Educational Scholarship cheques

Hemophilia Workshop
Pune
On 1st October 2017, the Western region CME on
Hemophilia was co-organized by WFH & HFI with
involvement of an administrative team of Sahyadri
Specialty Hospital at Pune. 76 delegates involved in
Hemophilia care representing State of Maharashtra,
Gujarat and Madhya Pradesh from civil hospitals &
private setups participated in it. Dr. Chandrakala and Mr.
Balshiram Gadhave were also present as faculty. Dr.
Shashi Apte supervised the workshop and all the
sessions were very interactive and well discussed.

were also distributed among the beneﬁciaries.
Other Activities

9

Ü

Chapter representatives visited a newly registered PwH
family and educated them on all aspects of Hemophilia.
They also informed them on educational and ﬁnancial
projects being run by WGHFI and NHFDC.

Ü

On 16th November 2017, a meeting was conducted with
Principal and Superintendent of GMC Kozhikode for
appointing Physiotherapist cum Coordinator at PMR for
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care of Person with Hemophilia.

Hyderabad Chapter

Ü

On 28th Nov. 2017, a meeting was organized with the
doctors of General Medicine – Haematooncolgy, for
facilities of quick treatment to PwHs reporting at
Casualty.

Ü

A Nurse has been trained as an oﬃce secretary. She also
helps train PwHs and their caregivers in infusion.

On 9th November 2017, the Chapter donated a mini
refrigerator to the emergency department of Nizam's
Institute of Medical Sciences (NIMS), Punjagutta,
Hyderabad to facilitate the optimum utilization of WFH
Humanitarian Aid Programme at the treatment centre.

Ü

Major Surgery: A member with severe Hemophilia B (Factor
IX deﬁciency) who had sustained a fracture in his thigh bone
was successfully operated at NIMS, Hyderabad with the
help of WFH Humanitarian Aid.

th

On 29 November 2017, a free Ambulance was arranged
with support of Sahayi to carry a PwH with renal failure.
Fund is also being raised to cover his Dialysis cost of Rs.
2500/- per session, as he requires it every alternate day.

Instead of worrying,
I dealt with Hemophilia

Toward the Success
Abdul Gafoor, A person
with Hemophilia

Adithya Ananth, 12, tells us
how Determination and
Perseverance Pays Off

(Member Hemophilia Society
Calicut Chapter)
He has published two books
“Ammayethedi” and
“karinkalppoov” which
were released at 36th Sharjah
Internal Book Fair (The third
largest Book Fair globally).
He wishes to utilize the
money collected from selling
his books at the fair to help
his fellow blood brothers and
sisters (Persons with
Hemophilia).

I am Adithya Ananth from Hyderabad, aged 12 years,
diagnosed with congenital Hemophilia A disorder (mild).
I have had joint bleeds since about age 1, but at the age of
8 when I was recovering from a left knee bleed, I fell and
had a severe joint bleed on the same knee. I was
hospitalized for 10 days, treated with Factor VIII infusions
and was given blood transfusion once. I was unable to
walk for 2 months. I was put on Prophylaxis's for 45 days.
I continued physiotherapy every day and it took me 2 to 3
months to stand on my feet. Since then I have been regular
with physiotherapy at Laxmi Neuro Center under the able
care and guidance of Dr. Pamela and her team of
therapists. I learnt swimming too, as I was told that it is
good for my joints. I started going for tennis coaching
classes to keep myself ﬁt. I managed to stay without joint
injuries for a year and continued physiotherapy. I
practiced running at slow speed and could complete a 5
Km run at Hyderabad.

In addition to being a writer
he is also a talented singer
and an artist. He has made several portraits for celebrities
and gifted these to them.

Cochin Chapter
Comprehensive Hemophilia Care Workshop

In December 2016, I again had a fall at the tennis court
injuring my left ankle, enforcing me to take Factor VIII.
With repeated swelling on the same area I had to stop
playing tennis but I took up swimming. Swimming helped
my ankle to some extent. I did physiotherapy on a regular
basis (at least once a week during school and thrice a week
during holidays). It enabled my determination to
participate in the 5K run on 19th August 2017, which I did.

Cochin Chapter: On 7 th October 2017, the Chapter
organized a “Comprehensive Hemophilia Care” workshop
for doctors and paramedics at Amritha Medical College &
Hospital. The workshop was presided by eminent
personalities such as Dr. Muhammed Asheel (Director,
Social justice security mission, Kerala), Dr. Beena (Health
Director, Kerala), Dr Arun (Nodal oﬃcer, NHM Kerala), Dr.
Vi j a y a k u m a r ( H T C A l u v a ) , D r. N e e r a j S i d h a r t h
(Haematologist Amritha Medical College, Cochin).

My understanding of my problem and solutions that are
working for me is that:-

The purpose of the workshop was to train medical fraternity
on Hemophilia Management, improving treatment facilities
at the hospital and creating awareness among PwHs and
general public.
10

Ü

When a bleed occurs, there is no difference between a
mild or severe Hemophiliac.

Ü

Regular and continuous Physiotherapy has worked
well in strengthening my joints.

Ü

A combination of Physiotherapy with sport activity on
a continuous basis helps in strengthening joints of a
PwH.

Ü

Maintaining body weight as per recommended BMI
level also helps in reduced bleeding episodes.
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Kadapa Chapter
Physiotherapy Workshop

Nalini. Sri. P. N. Unnirajan IPS presented Kannan Memorial
Charitable Trust National Award - 2017 to Dr.P.Nalini for her
commitment and service towards Hemophilia cause. She
was accompanied by her colleagues from Pondicherry. They
were Dr. Prakash Rao (Vice President,Medical), Mrs.
Jayalakshmi (Women's Group President and Southern
Regional Coordinator), Mr. Vaithiyanathan (Youth Group
Leaderer) and Mrs. Chithra (Oﬃce Manager).

On 3 r d December 2017, the Chapter conducted a
Physiotherapy workshop at Dr. Khan's Physiotherapy Clinic
with more than 16 C/PwHs participants. Dr. Samiullah Khan
assessed the patients. He is a Physiotherapist with special
interest in Hemophilia and he was trained in Musculoskeletal
workshop at Hyderabad, supervised by Dr. Pamela Narayan.

She also received cash prizes from a member of
Kunnamkulam Chapter and from Shri E. Raghunandanan
which she donated to Chapter and HFI. She also donated 17
Vials of 3000 IUS of Factor IX (Alprolix make) for P/CwHs of
Chapter.

Kunnamkulam Chapter
Annual General Meeting

Christmas & New Year Celebration

On 5th November 2017, the Chapter held its AGM at Kannan
Memorial Charitable Trust Hall, Akkikkavu, Kunnamkulam
under the president ship of Prof. N.N. Gokuldas. Eminent
Philanthropist and State Crime Branch Superintendent of
Police Sir P.N. Unnirajan, IPS who inaugurated the meeting
by lighting the traditional Lamp.

On 30th December 2017, the Chapter organized a family gettogether function to celebrate Christmas & New Year at
Kannan Memorial Chairtable Trust Hall, Akkikavu. A
Christmas cake was cut to begin the celebrations. Over 200
family members of PwHs and 60 neighbours of Kannan
Memorial Charitable Trust Building took part in the function.
Mr. K.B. Thambi Master (President, Cooperative Service
Society Porkulam) was the Chief Guest and other guests
were Sr. Metilda (Director, St. Antony's Mission Hospital,
Pazhuvil), Dr. K. Jithu (Orthopaedic Surgeon, Govt. Hospital
Chelakkara) and Dr. Linda (Jubilee Mission Medical College,
Thrissur). Dr. Linda made a presentation on importance of
Carrier Detection & Pre-natal Diagnosis. There was also a
grand orchestra performance by the famous music troop
“Sensation – Thrissur”.

Adv. Jayasooryan (Indian Rubber Board Vice Chairman),
Superior Rev.Fr. Mathai OIC (Bethany Ashram of Kerala), Dr.
SR. Merli, Sri E. Ramachandran (Kannan Memorial
Charitable Trust Chairman), Shri E.Raghunandanan (HFI
EC Member), Adv. Rema Raghunandanan and Sri
Mohammed Yousef were present on the dias to bless the
occasion. An award function was also hosted for Dr. P. Nalini.
Award function for Dr. P. Nalini
Before the function, the Mother's team of Kunnamkulam
chapter conducted a MATHRU POOJA and AARATHI of Dr.
11
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Fund Raising Programme

Manipal Chapter
Annual General Meeting & Patient Meet
On 21st October 2017, the Chapter organized its Annual
General Meeting at Dr. T.M.A Pai Hall. 120 participants
including patients and their family members attended the
meeting. The Chief Guest was Dr. Madhusudhan Nayak
(District Surgeon, Udupi District). Dr. Anand Venugopal
(Medical Superintendent, KMC, Mangaluru) was the Guest
of Honor. Dr. (Col) M Dayananda (Medical Superintendent &
COO, Kasturba Hospital, Manipal) was also present.
Dr. Annamma Kurien (President, HSMC) reported chapter
activities whereas Mr. Ashwath (Senior Pharmacist, Wenlock
Hospital Mangaluru) informed about Factor availability in
District Hospital and clariﬁed concerns of patients.

In the last week of October 2017, the chapter held fund
raising programmes in Bethany St. Johns English Higher
Secondary School and Blooming Buds Bethanya at
Kunnamkulam with cordial support of their managements
and successfully raised Rs.6.5 lacs. The school authorities
had also invited famous cine artist Mr. Mammukoya to hand
over the funds.

On the occasion, the “The Hans Foundation” scholarship

Parents Empowering
Parents (PEP) Workshop

cheques were distributed among 8 beneﬁciaries and in
addition the chapter also distributed educational support to
49 Children with Hemophilia. Master Chethan Kumar
received HFI's Nikhil Goyal Memorial Award for academic
achievement. Financial support was also given to a PwH, Mr.
Govindraju to purchase a new rolling chair for his salon.
From 22nd to 24th December 2017, the PEP workshop
was organized with support of World Federation of
Hemophilia and Hemophilia Federation (India) for
Chapters of Kerala state at Hotel KR Inn,
Perumpilavu, Kunnamkulam. Participants from
Kannur, Kozhikode, Kottayam, Trivandrum,
Kunnamkulam and Kannur took part in it. Mrs. Richa
Mohan and her team (Empowering Minds Society for
Research & Development (EM), New Delhi)
conducted the workshop. The workshop added new
dimensions to problems concerned with bringing up
children with bleeding disorders. Though AHF is
available and new treatment centers have also come
up, yet disability is not under control. Stigma and fear
associated with Hemophilia and other bleeding
disorders still remains a problem. Professional help
from medical practitioners should also be
accompanied by physiotherapy and psychosocial
support. The PEP workshop has certainly succeeded
in the training of trainers (TOT) for various chapters of
Kerala.

Post lunch, patient's meeting was held, followed by
counseling. Screening for HIV, Hepatitis B and C were
carried out for all members by the faculty of ICTC/SRL, Dept.
of Microbiology, Manipal.
Major Surgeries done with WFH's Humanitarian Aid
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Ü

Puttaswamy is a known case of hemophilia B
(Davangere Chapter) admitted with GI bleed. He was
treated with free factor support. He recovered well and is
now discharged.

Ü

Mohammed Kaif is a known case of hemophilia B
admitted with recurrent right knee Joint hemarthrosis. He
also received free factor treatment, recovered well and is
now discharged.

Ü

Mammu Kutte is a known case of hemophilia B admitted
with GI bleed. He was treated with free factor support. He
recovered well and is now discharged.

Ü

Currently Low Dose Prophylaxis is being given to 30
P/CwHs with support from Humanitarian Aid.
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Mysore Chapter

th

On 25 November 2017, some of the Chapter members
namely Dr. P Nalini (President), Mr. T. Jaipal (VP), Dr.
Prakash Rao (VP, Medical), Ms. R. Sankarammal
(Treasurer), Mr. S. Vaithiyanathan (Joint Secretary), Mrs.
Jayalakshmi (Women's Group President), Mr. B.
Manikandan (EC Member), Mr. Sasikumar (EC Member) and
oﬃce bearers Mrs. R. Chithra and P.Nathan celebrated
Founder's Day.

Founder’s Day Celebration

Dr. P. Nalini informed the members about the role of Late Sh.
Ashok Verma in establishing the organization and how along
with him Mrs. Usha Parthasarathy motivated her to form
Pondicherry Chapter. After the celebration, 15 members of
the Chapter were provided with 2 Vials of Free Factor IX of
500 IUS each.

Salem Chapter
Physiotherapy Camp

The chapter organized HFI's Founder's Day to oﬀer tribute to
Late Shri Ashok Bahadur Verma (Founder, HFI) with a
pledge to serve Persons with Hemophilia (PwHs). Dr. S.
Chandrasekhar (Medical Superintendent), Dr. Manjunath
(RMO, Blood Bank), Dr. N. Chandrasekhar (Director,
Aadithya Adhikari Hospital), and Dr. Bharti Munniyappa
(HOD Pathology) addressed the gathering. Dr. N
Chandrasekhar informed that Adithya Adhikari Hospital is
also now committed to serve PwHs of the region.
On 19th November 2017, a Physiotherapy Camp was held at
Civil Engineers Association Hall, Near Anna Park, Salem in
which 65 P/CwHs along with their parents took part. Mr.
Prasana Kumar (Physiotherapist from Madras Chapter)
conducted the camp.

Two physiotherapists Sri Raghu and Sri Barnard examined
over 50 Hemophiliacs.
Speaking on the occasion, Dr. SK Mittal informed that due to
initiatives of Govt. of Karnatka and NHM, the KR Hospital of
Mysore District has also received long awaited testing
facilities after Bangalore such as calibration and
identiﬁcation.

Basics on Hemophilia were conveyed through audio video
presentation, followed by a detailed presentation on target
joints and muscles. Exercises to overcome the target joints
were demonstrated to the P/CwHs and the mode of doing
them on a regular basis was explained. Altogether, the camp
gave a lot of input and fairly uplifted the morale of the
attending P/CwHs. The Chapter has expressed their
gratitude to Mr. Prasana Kumar and the Madras Chapter for
arranging help to conduct such a beneﬁcial camp.

Pondicherry Chapter
Founder’s Day Celebration

Visakhapatnam Chapter
Hemophilia Awareness
On 24th October 2017, Mr. Arvind Nikhil (M.sc Student and
Chapter's PwH Member) sensitized the M,Sc and MCA
students of Dr. Bullayya College, Visakhapatnam through his
35 minutes long presentation covering various topics on
Hemophilia which he had prepared under the able guidance
of Dr. V. Chandra Sekharam.
Professors and students were unaware about Hemophilia
and they interacted enthusiastically. Mr. Arvind Nikhil
appealed the participants to direct anybody with bleeding
disorder to the Chapter.
13
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OBITUARIES

Photos N/A

Mr. Arvind Nikhil giving his presentation
Annual General Meeting & Founder's Day commemoration

Photos N/A

Photo
NA
Photos N/A

On 26th November 2017, the Chapter held its AGM and
observed HFI's Founder's Day in commemoration of Late
S h r i A s h o k B a h a d u r Ve r m a ( F o u n d e r, H F I ) a t
Premasamajam, Visakhapatnam. 160 PwHs with their
parents were present in the assembly. Bone Mineral Density
Test (BMD) was conducted for all the PwHs under the
guidance of Dr. P. V. Ravi Shankar (Physiotherapist). He
along with Dr. V. Chandra Sekharam conducted the Medical
Check-ups and distributed Iron tablets among the patients.

Warrangal Chapter
Physiotherapy Treatment

Send your feedbacks, queries, news, articles to:
communications@hemophilia.in or write to:

The Chapter has initiated Musculoskeletal Physiotherapy
Treatment at Vaagdevi College of Physiotherapy. Dr. J.
Chiranjeevi, who had participated in Level I (at Hyderabad)
and Level – II (at Banagalore) Musculoskeletal Workshop
organized by Dr. Pamela Narayana has initiated the
treatment with 4 patients under age group of 17 years. The
objective is to diagnose, treat and educate the P/CwHs to
continue the therapy at home.

Hemophilia Federation (INDIA)

Hemophilia without Disability
Children Free of Pain

Content & Design
Development
Pawan Madhukar
(Manager, Communication & IT)
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ONGC SUPPORTS INHIBITOR PATIENTS OF HEMOPHILIA
15 KIRAN
ASHA KI

The ONGC is ﬁnancially supporting the project
“Asha ki Kiran”. The project has commenced
and will run for the duration of 1 year, i.e. from
th
th
17 October 2017 to 16 October 2018.
Oil and Natural Gas Corporation
(ONGC) & HFI has come together with a
vision to support poor “INHIBITOR”
patients of Hemophilia.
Under this project 15 inhibitor patients
will be supported with 2500 IUS of
FEIBA each from all across the country.
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