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FOUNDER'S DAY: An Occasion to remember Late Sh. Ashok Verma.

Session on CD/PND by Dr. Renu Saxena
Each year on 24th November, HFI along with its patients and chapters organizes Founder's Day to commemorate the birthday
of its Founder – Late Sh. Ashok Verma.
Late Mr. Verma who was a Hemophilic himself had spearheaded the Hemophilia movement in the country, spreading
awareness about this life-threatening bleeding disorder and drawing the attention of the policy makers.
The event was supported by Baxter (India). Held traditionally, this day not only provides an opportunity to raise awareness
and understanding of Hemophilia but also HFI's achievements, activities and promising future towards its vision “Hemophilia
without Disability. Children free of Pain”. T-shirts and HCV literature were also distributed among the attendees.
This year the celebrations took place at the Community Hall close to HFI Head ofﬁce. The event was graced by a number of C/
PwH, their parents, doctors, physiotherapist and members of the HFI family. The event commenced with a lamp lighting
ceremony in which Rtn. Wg. Cdr.(Retd.) SS Roychoudhury (CEO, HFI), Mrs. Gurmeet Khanna (Women's Group Chairperson,
HFI), Shri Vishnu Goel (RCC, North, HFI) and Dr. Renu Saxena (HOD, Hematology, AIIMS) were present.
Hemophilia community's comprehensive care and enrichment was highlighted as a central part of Founder's Day Celebration.
The lamp lighting ceremony was followed by medical sessions. Dr. Renu Saxena conducted a session on Carrier Detection &
Prenatal Diagnosis Test and Dr. Utkarsh Gupta, who is a Hemophilic himself conducted a session on Dental Care.
Dr. Priyanka Agarwal
Physiotherapist,
AIIMS

Physiotherapy Training and Demonstration
Dr. Priyanka Agarwal, Physiotherapist from AIIMS demonstrated physiotherapy
exercises to the P/CwH in the post lunch session. The patients were given training
on various physical exercises and management of joints and muscle bleeds speciﬁc
to their problem and disability. Her session was very extensive and informative. She
demonstrated each exercise related to knees, elbows and ankle and emphasized
on the beneﬁts physiotherapy.
Interaction between doctors and patients was very helpful as they could express
their problems with ease and this instilled conﬁdence amongst the patients. The
doctors advised the patients to exercise regularly.
Mrs. Gurmeet Khanna
motivating Children

Dental Session by
Dr. Utkarsh Gupta
After the medical sessions some jokes and singing performances were also
delivered by in-house talent which was followed by distribution of Momentos to the
attending doctors. Acknowledging the effort and dedication put in by each member
of the HFI to make the event a great success, Rtn. Wg. Cdr. SS Roychoudhury
offered everyone present a vote of thanks.
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THE HFI –THE HANS FOUNDATION FRIENDSHIP
Congratulations! The Hans Foundation for Completing 5 Years

5thYear Anniversary Event | New Delhi | 5th November 2014
Our association with The Hans Foundation (THF) is for last 5 years coinciding with the date of THF’s commencing India
operation. We came together with two small projects for providing treatment and education support to Persons and Children
with Hemophilia (P& CwH) from BPL and very poor families identiﬁed from all over the country.
No words can express our sincere gratitude and appreciation for the overwhelming support and kindness THF is showing in not
only healing the wounds of the poor (P& CwH) but also preventing them from getting disabled or die at a premature age
because of lack of proper and adequate treatment by sponsoring the exorbitantly expensive Anti Hemophilic Factor (AHF)
through their treatment project – “The Healing Touch” as AHF is the only means of management for hemophilia. THF is also
enabling the poor CwH to dream of a better future by supporting their Education through continuous education program
“Educate A Child”. These essentials were otherwise out of the reach of the beneﬁciaries and their poor parents who were
forced to see their children die helplessly without the expensive live saving medicine and their lives go astray without proper
education. Because of the kind consideration of THF these projects have grown over the years and are now beneﬁtting more
and more sufferers making the support more comprehensive and creating such an impact that THF has almost become the
surrogate guardian of the beneﬁciaries.
We congratulate The Hans Foundation on completing ﬁve years and applaud the commendable work THF has done in making
a difference not only to the lives of the Hemophilics but also the other suffering communities of our country . We are touched
with their outpouring love for humanity and hope that the noble endeavors of THF will only magnify and continue forever only to
enhance the social face of India.
Helping Hands are Better than Praying Lips
There was profuse bleeding. My
DON’T STOP accident.
parents were unaware about hemophilia at
PROCEED..... that time. So I bled too much and I became
pale. It was a life-threatening condition until I
by Soumyaneel Das was
diagnosed and found having factor VIII
I remember those
days, those painful
nights, when my
parents used to tell
me the stories from a
magazine provided by
the HEMOPHILIA SOCIETY of some brave
hemophilics who dared to face the tough
battle of life and were able to establish
themselves. When I was in class IV, I was
tossing over the bed because of
excruciating pain and hemarthrosis in my
right ankle joint. In those days, I couldn't
even imagine that one day I will be in the
profession I have always dreamt of, the
medical profession. YES, now, I, am an
MBBS student of 4th year in the BURDWAN
MEDICAL COLLEGE AND HOSPITAL.
I have suffered many ways and times in my
life, even though I am a hemophilic. When I
was 11 months old, my labial frenulum
superioris (a fold of tissue connecting the
upper lip with gum) got severely injured in an
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deﬁciency. Factor VIII was transfused and
gradually I recovered.
When I grew up, I remember suffering
several times from profuse bleeding
because of falling of deciduous teeth and
loosing of permanent teeth. I had to take
factor VIII transfusion for these bleeding
episodes many times. It greatly hampered
my studies and my personal life.
I was in class XII when I met with a car
accident while returning home from my
tuitions. The car hit my calf muscle with a
massive force, I fell and got internal
hemorrhage in my calf muscle. Severe
bruise developed covering most part of the
back of my leg. Not only that, my ankle got
twisted and I was completely bed ridden for
over a month. I couldn't attend tuitions and
had to rely on transfusions. In-spite of all the
difﬁculties, I got a chance in MEDICAL and
qualiﬁed WEST BENGAL JOINT
ENTRANCE EXAMINATION (in general
category). Also in that very year I passed my

+2 EXAM as well.
In the recent past, I also remember an
incident which happened just a few days
before my 2nd Professional MBBS
Examination. I accidentally bit my tongue
while having lunch. There was profuse
bleeding. I didn't have any factor VIII stored
in the refrigerator at home. Therefore, I had
to rush to HEMOPHILIA SOCIETY,
DURGAPUR CHAPTER to get it and only
then things were managed.
I also have suffered often from pain and
swelling around my right elbow joint due to
heavy work and continuous writing for few
hours during my exams. I also felt difﬁculty in
ﬂexing my elbow joint to have food or drink
water in those days.
But, in spite of all these difﬁculties, I am very
much glad that I am proceeding well in my
life. My goal in life is to achieve the degree of
MD (MEDICINE). I believe, that you can
deﬁnitely be able to reach the goal in your
life like me. Set your targets properly to
achieve your goals. Proceed, don't stop,
and don’t give up hope. Fight hard, success
is waiting for you. Always keep 3 things in
mind that, you can, you will and you must.
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November 2014
Reported by Mr. Mukesh Garodia
Executive Committee Member, HFI

HFI's visit to Philippines, Malaysia and Indonesia
Philippines

Marco Polo Hotel, Ortigas Center,Pasig City, Philippines | November 11, 2014
Time - 2:00 - 5:00 PM

Raymund Nanos and Jeff Rodriguez from the Blood
Brothers organization in the Philippines.

Cheryl D'Ambrosio and Mukesh Garodia were invited by The Hemophilia Association of the Philippines for Love and Service
(HAPLOS), a National Member Organization (NMO) and a counterpart of HFI in the WFH. The meeting was a ﬁrst step to develop
exchange programs between the two countries. Both organizations are setting their sights on developing and strengthening
hemophilia care and support systems within their countries. Andrea Echavez, Ambassador for MyGirlsBlood along with Ric
Felipe, President of HAPLOS and Dr. Malou Abiera Philippine Society of Hematology and Blood and Mukesh Garodia shared their
views. Cheryl D'Ambrosio, Founder and President of MyGirlsBlood provided background on the formation of the Women's Group
of Hemophilia Federation (India).

Indonesia

At Department of Rehabilitation | Rs. Umum Pusat Nasional
Dr. Cipto Mangunkusumo - Jakarta Pusat, Indonesia

Mukesh Garodia and Cheryl D'Ambrosio visited the Dept. of
Rehabiliation with Novi Randini, one of the founders of
Indonesian Haemophilia Society to understand their
hydrotherapy program and other physical therapy components
for Hemophilia patients.

Cheryl D'Ambrosio shared her experiences in developing the
women's group in India, and as a mother of two girls with
bleeding disorders along with other women in the Indonesian
hemophilia community.

Malaysia

18th November 2014 Ampang Hospital, From age 5 to 60 - Four generations of Hemophilia. Photo taken at
the Women’s Group Session.
Kuala Lumpur, Malaysia

Dr. Jameela Sathar (Hematologist at Ampang Hospital ) and Dr. Shan Narayanan (Pediatrician and person with Factor XVIII
deﬁciency) invited Cheryl D'Ambrosio of MyGirlsBlood and Mukesh Garodia of Hemophilia Federation (India) to meet with women
of the Malaysian bleeding disorder community to share how they developed a Women's Group in India.
They have since received a grant from NNHF to do this work, and have asked for ongoing guidance from Cheryl and Mukesh. Dr.
Shan also visited India to attend the Women's Group Annual Meeting to gather more information to help them develop their
women's group.
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DEHRADUN CHAPTER: ON 16th November
2014, the Chapter conducted an annual meeting
along with Physiotherapy and Motivational
training workshops at ONGC Ofﬁcer's Club
Dehradun. Over 150 participants in which 65
were PwH took part along with their relatives from
all over the Uttarakhand State.

The programme was headed by Dr. Archana Srivastava
(Director, NHM), Dr. Suman Arya (AD Medical Care), Dr. RK
Pandey( Addl. Proj. Director, Uttarakhand Aids Control
Society), Dr. S. Farooq (CMD, Himalaya Drugs (Patron) and
many other dignitaries were also present.
Dr. Prabhat Balodia (MPT, HOD Physiotherapy, Doon
Paramedical College & Hospital) presented with his team and
did medical check-up of PwHs. Dr.Archana assured support
for Hemophilia treatment through NHM. The chapter also
made a request for Corrective Surgeries of few cases every
year and which they assured that whatever better possible,
shall be provided.
BHADRAK CHAPTER: On 5th Nov. 2014, the Chapter
organized Hemophilia Awareness cum CME workshop at
Distt. Head Qtr. Hospital. Doctors of the District, Health
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Workers, PwH and their relatives attended the
programme. Mr. Chitta Ranjan Das (Secretary,
HSBC) facilitated the workshop whereas Dr.
Hari Nayak (IMA President, Bhadrak Branch),
Dr. Adhar Nayak (Ex CDMO) and Dr. Pradip
Nayak were the chief guests. Dr. G.C Jena gave a
presentation on clinical manifestation of Hemophilia and
treatment with AHF. Dr. Ramesh Ch. Mohanty spoke on the
present scenario of PwH and their rehabilitation. Mr. Kamal
Lochan gave Free AHF to one Mr. Ashutosh Sahu during the
presentation.
BHUBNESWAR CHAPTER: Free Factor Infusion starts at
Mayurbhanj District Hospital, Baripada Odisha
On 15th October 2014, the Chapter along with Mayurbhanj
District Headquarter Hospital organized a medical workshop

at Baripada. It is the 6th Medical Center of Odisha where free
factors are available. The workshop was attended by 20
doctors of various departments along with nursing staff, PwH
and their family members. Dr. Chandan Murmu (Chief Medical
Ofﬁcer) was the Chief Guest while Dr. NC Day (ADMO,
Mayurbhanj District Headquarter Hospital) was the Guest of
Honor and Dr. Hemlata Das (Asst. Prof. Dept. of Hematology,
IMS & SUM Hospital, BBSR) was the Chief Speaker. After the
introductory activities and training in the workshop, the
patients were infused.
Odisha Govt. Agrees to Provide Recombinant Factor (VII)
On 13th November 2014, a meeting was held between many
bureaucrats of Health & FW Dept. at Conference Hall of
Health & Family Welfare Department on various issues of
Hemophilia Patients. It was chaired by Commissioner-CumSecretary, Health and Family Welfare Dept., Govt. of Odisha
and members of Hemophilia Society Bhubaneswar Chapter
were also present.
At the outset one brief power-point presentation was made by
Prof. R.K.Jena, HOD Hematology, SCB MCH, Cuttack
regarding the magnitude of problems of patients of
Haemophilia and the achievements in the state so far. Then
Mr. Chittaranjan Das, Secretary of Hemophillia Society
Bhubaneswar gave a Power-Point presentation regarding the
various demands of Hemophillia Patients.
Following decisions were taken in the meeting:1.) Dean and Principal of all three Medical Colleges will
mobilize the existing manpower and provide necessary man
power and other requirements for the smooth functioning of
Day Care Center.
HOD Clinical Hematology, SCBMCH, Cuttack will provide

HEMOPHILIA CHRONICLE
within 7 days the structure, requirements and ideal functioning
of Day Care Center withJustiﬁcation so that proposal can be
moved to the ﬁnancial Dept. for creation of necessary posts of
Manpower.
2.) If Hemophilia patients develop inhibitors then another drug
called Recombinant Factor VII will be provided on demand
basis in regular manner.
3.) The Transfusion Medical Department of all 3 Govt. Medical
Colleges and Hospitals has been asked to acquire license to
prepare Cryoprecipitate (a blood component helpful for
Hemophilia patients and other bleeding disorders) at an early
date.
4.) To avoid duplication and misuse of expensive medicines
that are provided free to various patients, one centralized
Data Base software link to all the Day Care Centers should be
created and every Patient should be provided with barcode
Identity Card. Such model followed in West Bengal Govt. in
Clinical Hematology Dept. of NRS Medical College and
Medical College, Kolkata should be studied and obtained by
DMET, Odisha. Such proposal should be submitted by DMET
to Govt. for its implementation in Odisha.
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expressed the need to establish a Comprehensive
Hemophilia Care unit at the Hospital.

Dr. Utpal Dan handing a memento to Dr. S.S Roy

DURGAPUR CHAPTER: Continuous Medical Education
(CME)
On 16th December 2014, the Chapter organized a CME on
“COMPREHENSIVE HEMOPHILIA CARE” in association
with Burdwan Medical College & Hospital, Burdwan, West
Bengal in its premises. Dr. Siddharta Sankar Ray (DMHematologist & Associate Professor at the Institute of

Dr. Utpal Dan expressed his gratitude to Dr. S.S Roy for his
comprehensive speach on Hemophilia, thanked the chapter
for organizing the CME and assured all possible support and
cooperation for the basic treatment and management of
hemophilia at Burdwan Medical College & Hospital.
Dr. Utpal Dan & Dr. S.S Roy were felicitated in recognition of
their enduring contribution towards the cause of Hemophilia
with a memento. Mr. Ajoy Roy thanked HFI for sponsoring this
CME and expressed his sincere gratitude to Dr. Utpal for his
wholehearted support in making the CME a great success.
Annual General Meeting: The 15th Annual General Meeting
of the Chapter was held on 13th December 2014 at its Care
Centre. 87 members including their parents and well-wishers
attended the meeting.

Haematology and Transfusion Medicine, Calcutta Medical
College, Kolkata) was the key note speaker. More than
hundred participants were present including doctors,
Students, Nursing staff and Sisters.
Dr.Utpal Dan (MSVP, BMC Hospital) welcomed the Chief
guest and all the participants. He talked on the importance of
conducting the CME & thanked Mr. Ajoy Roy (Secretary,
Hemophilia Society Durgapur Chapter) for initiating the CME
on bleeding disorders and requested him to conduct
awareness programme cum infusion training for doctors and
paramedics on monthly basis. He also assured to continue the
association with all administrative support & cooperation and
said much more can be done together for the betterment of
Hemophilics.
Dr. S.S Roy spoke on Hemophilia Care and gave a
presentation on symptoms, basic home care, treatment and
prevention of Hemophilia. He explained the role of HSDC and
Kolkata Medical College in Hemophilia Care. He also

Dr.P.K.Sarkar (Homeopath practitioner), Mr.P.K.Mondal(Tax
Consultant), Mr.Amrit Biswas & Mr.Subhajit Das (Trained
Physio-therapists) and Mr. Arup Maji (Sr. Laboratory
Technician) were felicitated with a memento by HSDC,
recognizing their enduring contribution towards the cause of
Hemophilia and dedicated service for the Durgapur Chapter.
Mrs.Aparna Dutta (Sr. Executive, Shamayita Muth) was the
special invitee and she handed motivational scholarship
cheques of Rs.1000/- each to the 5 PwH students of Durgapur
Chapter for doing very well in their Class X, XII board ﬁnal
examination and graduation level.
She also explained the objective of the Shamayita Muth and
the details of the course curriculum for income generation
programmes. Shamayita Muth is a women’s organization
dedicated to serve the poor, underserved and the
marginalized sections of the society by giving vocational
training on income generation, formation and development of
village self-help groups thereby empowering rural women.
She requested attending PwHs & their mother’s to attend
these income generation programmes to increase their
conﬁdence. She also assured guaranteed minimum income
after the completion of the training programme.
In the AGM, Mr. Pinaki Banerjee has been unanimously
selected by the members of the house as the new secretary of
Durgapur Chapter for the year 2014-2016.
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Free Clinic: On 28 December 2014, Dr. S.S. Roy conducted over 100 medicos and para-medicos of North East region with
a free check-up at chapter's Hemophilia Care Center. In his 2nd involvement of Department of Onco-Haematology, Gauhati

Medical College & Hospital, Regional Institute of Medical
Sciences, Imphal and Manipur Chapter. It was conducted by

visit he agreed to provide free consultation to all PwHs of
Durgapur Chapter on last Sunday of every month.
GUWAHATI CHAPTER: From 31st Oct. to 2nd Nov. 2014, the
Chapter with grant support from Novo Nordisk Haemophilia
Foundation held a three-day Parents Empowering Parents

Dr. Alok Srivastava, Dr. Auro Viswabandya and their team
from CMCH, Vellore.
President and CEO's Visit to Chapter
On 17th December 2014 Dr. Kanjaksha Ghosh (President,
HFI) held a meeting with members of chapter to discuss

(PEP) training programme for parent educators and
caregivers of children suffering with Hemophilia. It was jointly
organized by Empowering Minds Society for Research &
Development (EM) and Hemophilia Federation of India (HFI)
in the North Eastern State of Assam, Guwahati. Participants
including seven parents, couples, mothers and members from
Guwahati, Kolkata, Bhubneswar, Berhampur chapters
attended the workshop which was led by Mrs. Richa Mohan,
Ms. Sujatha, Ms. Allison and Mr. Edward Kuebler.
Workshop on Hemophilia Management: On 29th and 30th
November 2014, the Chapter organized a two-day Novo
Nordisk supported workshop on Hemophilia Management for
7

Hemophilia Care for the region at Hotel Starline and On 19th
December 2014 Rtn. Wg. Cdr. (Retd.) S. S. Roychoudhury
(CEO, HFI) guided chapter members on resource
mobilization and fund-raising methods at the residence of Mr.
Abhijeet Sengupta (Vice President, Guwahati Chapter).

HEMOPHILIA CHRONICLE

VOLUME: 1, ISSUE: 03 | OCTOBER - DECEMBER 2014

PATNA CHAPTER: On 29th Oct. 2014, the Chapter's Youth RANCHI CHAPTER: On 18th and 19th November 2014, the
Group organized Self physiotherapy learning training for PwH Chapter organized a two day CME in RIMS and IMA Ranchi

and specialized joint examination for chronic joints cases. Dr
Ajit Kumar Verma (HOD, PMR Dept., PMCH, Patna)
conducted the medical programme at Hemophilia Hospital
Patna.
On 9th Nov. 2014, Youth Group Meeting was organized at
Hemophilia Hospital, Patna. 15 youths participated in the
meeting. They were informed about skill (vocational) training

and national youth camp. On 12th November 2014 the Youth
Group also visited Patna Book Fair and on 21st Nov. 2014 they
participated in Annual Youth Meet at Hyderabad.
A special meeting was organised for scholarship holders on
how HFI and The HANS Foundation scholarship is raising
hopes in their life.
On 25th November 2014, the Chapters women group held their
meeting at Hemophilia Hospital, Patna and observed UNO

respectively.
In the CME and advocacy programme at RIMS, Ranchi
over 50 participants including doctors, PwH and media
persons were present. Among the attendees Dr. R Dayal
(Direcotr NRHM), Dr. S K Choudhery (Director RIMS, Ranchi),
Dr. Gopal Ji Srivastav(Civila Surgeion, Hospital Ranchi), Dr.
RG Baxla (HOD, Surgery, RIMS), Dr. Govind Ji Sahay
(Chairman, HSRC), Dr. Navin Gupta and Mukta K Jaiswal
(Chairman Women's Group Ranchi) were the main speakers.
In the discussions all consented for better care and treatment
for the PwH of Jharkhand.
Mr. Santosh Kr. Jaiswal made a request to open Day Care
Center in RIMS to Director NRHM, RIMS and it was accepted.
He also congratulated Dr. RG Bakhla for doing a successful
but critical surgery which was not possible at other Hemophilia
Care Centers.
In the CME at IMA Ranchi, Jharkhand, over 150 PwH
participated with their relatives and interacted with the
doctors. Over 50 doctors attended the CME and many
representatives of print and electronic media were also
present. All the PwHs received information on Hemophilia
management and free RICE Therapy kits.
Dr. H.P Narayan, Dr. NN Agarwal (CEO Guru Nanak Hospital,
Ranchi), Dr. Amar Verma (Director Genetics, RIMS), Dr. A.N
Mishra (Principal MGM College, Jamshedpur), Dr. Vasundhra
(Asst. Director, RIMS), Dr. Akori, Dr. Satish Mirdha, Dr. Govind
Ji Sahay and Dr. Navin Gupta were present.
Both the CME's were very informative and successful and
got wide-spread media coverage.

International Day for the Elimination of Violence against
Women. It was also decided that Chapter and Ram Krishna
Mission Ashram, Patna will organize Homeopathy camp for
Hemophilia patients on every Wednesday from 9:00 AM to
12:00 PM at Ram Krishna Mission Ashram charitable hospital
R K Avenue, Patna.
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Women’s Group Hemophilia Federation (India)
1st Anniversary & Annual Meeting
Supported by NNHF

Annual Meeting | Women's Group of Hemophilia Federation (India) | Bangalore
December 6-7, 2014
Nearly 100 women representing all four regions of India
participated in the ﬁrst-ever Annual Meeting of the Women's
Group of HFI, generously supported by Novo Nordisk
Haemophilia Foundation.
It began by a prayer and National Anthem that was followed by
classical dance by Mrs. Sanjukta Barooah. A Presentation on
Novo Nordisk Haemophilia Foundation was given by Susanne
Brandl and Alex Alancar of Novo Nordisk Haemophilia
Foundation, who generously sponsored the development of the
new Women's Group of HFI.
The two-day agenda included an overview of the India ASHA
project by Dr. Annamma Kurien, a presentation on the topic of
women and bleeding by Dr. Nita Radhakrishnan, a summary of
key women's psychosocial issues by Dr. Richa Mohan, an
overview of Legal Rights of Women in India by Prabha Pinto and
an overview of the women's leadership guide by Chairwoman,
Northern Region Group Photo. Including international
Gurmeet Khanna and Cheryl D'ambrosio.
guests:
Susanne Brandl and Alex Alancar of Novo Nordisk
Regional Coordinators; Gurmeet Khanna (North), Jayashree
Kumar (South), Trupti Mohanti (East) and Sonal Sakariya (West) Haemophilia Foundation (Switzerland), Cheryl D'Ambrosio and
provided a summary of their regional women's activities. During Carol Nave of MyGirlsBlood (USA), Raquel Martinez
the session, Cheryl D'Ambrosio provided an overview of the (Argentina), Josh and Elizabeth Garman (USA), Dr. Shan
Women's Group project plans that enabled the organization to Narayanan and Dr. Akbar Ali Bin Hatim Ali (Malaysia), Andrea
Echavez (Philippines), and Shirin Ravanbod (Iran). Each guest
complete the NNHF Grant establishing the women's group.
presented information pertaining to work being done in their
hemophilia community.

Group Photo of Western Region (Coordinator – Sonal Sakariya) and Southern Region Group Photo – (Regional Coordinator Jayashree
Eastern Region (Coordinator – Trupti Mohanty).
Kumar)

9
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The meeting Inaugurated with lighting of Lamp. Mr.Harshal
Kale (Chairman, YGHFI) welcomed all the Youth Leaders.
Dignitaries included Mr Mukesh Garodia (EC Member, HFI),
Mr. Premroop Alva (EC Member, HFI), Baxter Team and
special invitees Ms. Cheryl D' Ambrosia , Mr. Joushua and Mr.
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ANNUAL YOUTH MEET – HYDERABAD | 21 - 23 Nov 2014

Stephan Russel. Tribute was paid to Founder Late. Shree
Ashok Verma with glimpses of his life through a short Video
Presentation.
Introduction of HFI & YGHFI
Mr.Mukesh, Mr. Prem and Mr. Harshal described the
organisational structure of HFI and YGHFI. They explained
about the opportunities and need of Youth Group in current
scenario and also talked about the development journey of
YGHFI. They also requested all the Youth leaders to Increase
their contribution in Hemophilia Movement.
Advocacy Workshop
Advocacy Workshop Started under the Guidance of Baxter
team. This Workshop enables youth leaders to understand the
process of Advocacy, role of young men in advocacy

movement of Hemophilia in their region. It emphasized on
Way of working with Clinicians and stake holders. Further
Sessions strengthened the youth leader knowledge and
understandings with the Key topics and live examples of
Global Advocacy.

Musculoskeletal Workshop by Dr. Pamela Narayan
Doctor Pamela explained the importance of strong Muscle in
body with the Video Presentation.
She emphasized mechanism of Quadriceps muscle in the

body and also explained its exercises.
She advised and the patients to do regular physiotherapy and
shown practical demonstration of the required exercises.
Presentation By Mr.Steve Russel And Mr.Joushua
Motivational Personality Mr. Steve Russel from Australia
talked about his life and challenge's faced by him. He
motivated the patients in very positive way and spoke about
the obstacles and physical issues.
Another Motivational Personality Mr. Joushua from USA also
talked about the life challenges and treatment of Hemophilia in
USA. He showed videos and pictures of him playing with ﬁre

Use of CSR as an Effective tool for Improvement of
Hemophilia Care.

conducted to enhance the entrepreneurial skill of youth leader
and many youths also came up with new Ideas.

CSR stands for Corporate Social Responsibility. The Youth
leaders were introduced to the concept of CSR. Brief Details
regarding How to get CSR funds were explained. Examples
of companies which are providing good services to society
were also given.

Both the practical session were very informative and
knowledgeable.

Baxter team organized practical workshop on Advocacy
with brainstorming sessions expanding the potential of
Youth leaders to initiate advocacy process in their region.
Participants were divided in state wise group and given
tasks for advocacy drive. In the next session workshop was
10

“Men Helping Women”-Ms. Cheryl D' ambrosio
Ms. Cheryl D' Ambrosio (Project Mgr, HFI and Fonder of and snakes.
MyGirlsBlood, USA ) talked about Men Helping Women Both Invitees were impressed by the activities of HFI and its
Project of WGHFI and described the importance of Women in Youth Group.
HFI. She said educated and strong women build better
families and will also help in building a better HFI.
11
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During Women’s Group Annual Meeting | Bangalore | 6th - 7th December 2014

A presentation by Mukesh Garodia regarding the importance of a women's group, along with Harshal Kale and Premroop Alva representing the HFI Youth Group, gave context as to the importance of why the HFI women's group and the HFI Youth Group are working together.

Southern Region Workshop - Bangalore: On 4th – 5th
October 2014, Over 40 participants attended the Southern
Region Women's Group (HFI) Workshop in Bangalore.
Anniversary of Women's Group of HFI (WGHFI) was
celebrated by cutting cake.
Over the two days' workshop many agenda topics were
covered which included Meeting Etiquette by Mrs. Jayashree
Kumar, Why a Women's Group by Mr. Mukesh Garodia, Men
H e l p i n g Wo m e n b y M r s . G u r m e e t K h a n n a ( W G
Chairperson), Opportunities in Financial Empowerment by
Ms. Lakshmi Rathinam, Business Process of WGHFI by Ms.
Cheryl D'Ambrosio, Awareness on Asha Project by Ms.
Sulochana B, Hematology and Women's Medical Issues by
Dr. Nita Radha Krishnan and Prevention of Crimes against
Women by Ms. Prabha Pinto.
Ms. Lakshmi Rathnam informed on
"Opportunities in Financial Empowerment" and presented a list of
organizations who helps in establishing
small businesses such as Women
Entrepeneurs of India, Association of
Women Entrepreneurs of Karnataka
(AWAKE), Trade-related Entrepreneurship Assistance and Development
Scheme for Women etc.
She advised that women can make good use of their time in
setting up small business than spending their leisure time in
watching T.V and gossiping.
Awareness on Asha Project: Ms. Sulochana B (MSN, IHTC
Fellow PHD and Associate
Professor from Manipal
University College of Nursing,
a member of the Manipal
Hemophilia Society, and
Nurse Coordinator). She
received 2014 project from
Novo Nordisk Haemophilia
Foundation for her groundbreaking work in the area of
identiﬁcation of new cases with
bleeding disorders. She said
that our country has Nearly
1,00,000 PwH and out of which only 16,000 has been
identiﬁed. She stressed to close the gap through public
awareness and education and getting patients under
treatment facilities.
She spoke on the role of Women's Group in bridging the gap
by becoming better acquainted with ASHA (Accredited Social

Health Activists) of their area, local media and other NGO's
She has also trained 52 ASHA workers through lectures,
discussions and role play along with case studies.
She informed that during the past year, the trained ASHA
workers covered a population of 37,758 people resulting in
identiﬁcation of 51 cases with bleeding symptoms which then
were referred to the Hemostasis and Thrombosis lab at
Kasturba Hospital in Manipal.

Inspiring Achievement

Nabila Husseni
Women Group of
Hemophilia Federation
(India)
Communications Specialist &
Western Region Assistant
Coordinator
HFI applauds and congratulates Ms. Nabila
Husseni on publication of her article in Hemoline
News magazine. The magazine is widely
circulated and read in Hemophilia Communities of
South America and Spanish speaking regions of
Europe.
The publication of her article entitled “Incredible
Strength” is a reﬂection of her hard work and
dedication in educating and training women
carriers and caregivers in various women
workshops across India. It reads her insights on
her positive attitude in life, profession and
importance of being a Woman. Her success is a
reminder that after all the hard work that one puts
in, it ﬁnally gets recognized.
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KHARAGPUR CHAPTER: On 24th December 2014, the AHMEDABAD CHAPTER: On 8th November 2014, the
Chapter organized a CME on “COMPREHENSIVE Chapter had an outdoor meeting at circuit house of Sardar
HEMOPHILIA CARE” in association with Midnapore Medical Sarovar Dam, Bharuch, Gujrat. 36 participants including

College & Hospital, Medinapore, West Bengal in its premises.
Dr. Tufal Kanti Dalai (DM-Hematologist & Associate
Professor, The Institute of Haematology and Transfusion
Medicine, NRS Medical College, Kolkata) was the chief
speaker. More than 80 participants were present including
doctors, Students, Nursing staff and PwHs with their family
members.
Dr. Arun Dey (HOD, Pediatrics) welcomed the Chief Speaker,
Mr. Ajoy Roy (RCC East) and all the participants. He
requested Mr.Ajoy Roy to conduct awareness programme on
Hemophilia in the Sub Division Hospital on quarterly basis and
assured all administrative support & cooperation.
Dr. Tufal Kanti Dolai spoke on Comprehensive Hemophilia
Care inlcuding its symptoms, basic home care, treatment and
prevention.
Mr.Ajoy Roy thanked the Chapter for organizing the CME and
expressed his sincere gratitude to Dr. Arun Dey for his
wholehearted support in making the CME a great success.
IMPHAL CHAPTER: On 9th December 2014, the Chapter held

its AGM Cum Awareness campaign for PwH and their relatives
at Dept. of IHBT, RIMS. PwH were guided on treating small
ailments, AHF infusion and other treatment options. Resource
Mobilization team comprising of three members also attended
the programme.
The chapter has got itself registered under Manipur Societies
Registration Act 1989 (Regd. No.585/M/SR?2013) as
Hemophilia Society Imphal Chapter from Hemophilia Society
Manipur Chapter.
On 28th and 29th November 2014, a team of 8 personnel from
RIMS, Imphal comprising of 3 doctors, 2 staff nurses, 1
physiotherapist and 2 lab technicians participated in the
workshop and CME on management of Hemophilia for the NE
Region which was organized by Dept. of Hematology, GMC
and Dept. of IHBT, RIMS, Imphal with support from Novo
Nordisk Haemophilia Foundation, Switzerland at Guwahati.
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Women & Youth Group and EC Members took part in this
meeting cum New Year celebrations. In the women's group
meeting discussions ranging from awareness in school &
colleges, basic computer training to women, employment
opportunities and on ﬁnancial issues were done.
Youth Group members also discussed their future plans which
included helping women's group in creating awareness in
schools and colleges, various fund raising activities and
approaching corporate sector for their support.
RAJKOT CHAPTER: Annual General Meeting
On 16/11/2014, the Chapter held its AGM in which nearly 200
people including various dignitaries, members, PwHs and
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their parents participated. The invited guests were Rtn. Wg.
Cdr. (Retd.) SS Roychoudhury (CEO, HFI), Shri Balvantbhai
Desai (Executive Trustee, Ashok Gondhia Memorial Trust),
Mr. Pravinsinh Mori (Youth Leader, BJP, Gujrat), Mr.
Marchawala (President, Surat Chapter), Mr. Dinesh
Wadhadia (President, Baroda Chapter) and Other guests.
Mrs. Sonal Sakariya (Secretary) presented the annaul report
and Mr. Pradeep Thoriya presented audited account
statement of the Chapter. National awardees namely Bhavik
Kasundra, Vivek Molia and Dabhi were honored with
memento and brilliant students were given cash prizes and
certiﬁcates.
Rtn. Wg. Cdr. (Retd.) SS Roychoudhury briefed on the
role of HFI, responsibilities of Chapter keypersons and
importance of communication. The chapter honored him
by given a memento.
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Week. Mrs. Sonal Sarkariya gave the welcome speech to a
gathering of nearly 85 participants. Ofﬁcers from State
Petroleum Corporation, Gas agency and Weight and Measure
Department educated attendees on Consumer Rights and
Quality. They also demonstrated various means to ﬁnd out
adulteration. During the meeting Body Mass Index (BMI) was
also examined and birthdays of two volunteers namely Mrs.
Deepa Chavda and Mr. Divyes Soni were celebrated along
with Christmas celebrations. The chapter president Mr.
Hemrajbhai Kasundra gave vote of thanks.
VADODRA CHAPTER: On 27th November 2014, the Chapter

inaugurated opening of Hemophilia Day Care Center at Gotri
Government Medical College & Hospital. The hospital is
another hospital in Vadodra for Hemophilia Treatment. It has a
special ward for Hemophilics with 5-6 beds and all kind of 24/7
treatment facility with recombinant factor.
MUMBAI CHAPTER: Awareness Drive in Nirmala Niketan
(The College of Social Work)
On 10th December 2014, the Chapter was invited by Nirmala
Niketan to speak on Hemophilia Disorder. Mr. Chetan briefed

the attendees on Hemophilia and shown a presentation on
importance of youth group while Mr. Sunil on HCV and
reﬂected on the functioning of Chapter.
Mr Balshiram also spoke on Hemophilia and shared his
personal experiences. He explained NRHM and lobbying
activities with Maharashtra government. Mr. Girishbhai talked
about his journey with Chapter and his role and active
involvement in fundraising and HIV / HCV Cell.
Mr. Domadiya (Founder Member, Rajkot Chapter) was also Chapter's Support to PwH
honored and he received a Shawl and Memento from CEO of The chapter also arranges Homeopathy Camp on 1st & 3rd
HFI.
Saturday every month. It also distributes free medicines such
On 25/12/2014 Chapter celebrated Consumer Awareness as Robinexol, Texakind, and Hemostat Liquid & Calcirol with
the support of Donors namely Mr. Roomy Daroowala and Mr.
Girishbhai. Mr. Girishbhai also helps 11 PwH families through
his contribution of monthly grocery items. The Chapter's youth
group helps patients admitted in KEM Hospital's ward no.42
by providing them with food coupons for lunch and dinner
whereas one donor named Mr. Shyam Khatri gives them
Biscuit packets.
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Chapter Won Best Project Award in National Institute of
Industrial Engineering (NITIE) Lakshya's Sparsha – 2014
NGO Project Contest
On 17th October 2014, the Chapter
participated in Lakshya's Sparsha
2014 NGO Project Contest.
Companies such as TCS, Siemens,
BPCL, and ACC participated under
their CSR initiatives along with the
other NGOs. Mr. Vinay representing
the Chapter submitted the project
themed “Hemophilia without
Disability, Children free of Pain”
before the eminent corporate and
social jury panel. The projects were
judged on basis of Criticality,
I m p a c t , S u s t a i n a b i l i t y,
Management, Execution Capability, Reach and Scalability.
Along with Mr. Vinay Nair, Mrs Indira Nair and Mr. Paresh
Parmar were also the participants in Feedback and
Question/Answer session. The results were announced and
HSMC won the “Best Project award”.
Women Group Meet

On 20th December 2014, the Chapter held a women group
meet to ﬁnalize date for an outing for its women members.
Mrs. Indira Nair informed the women on various schemes of
HFI and Sewing Machine Project to make them economically
independent.
NASHIK CHAPTER: On 30th November 2014, the Chapter
conducted its monthly Women and Youth Group Meet in which
future activities such as awareness campaigns and
organization of CME's were discussed.
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C O I M B ATO R E C H A P T E R : C o n t i n u o u s M e d i c a l
Education (CME's)
The Chapter conducted 2 CME's supported by Baxter India
Pvt Ltd. One at Coimbatore medical college hospital and
second at ESIC hospital Varadharajapuram.
CME held at CMCH, Coimbatore

On 3rd November 2014, the CME was organized at CMCH and
inaugurated by the Dean. Various specialists of orthopedics,
pediatrics and neuro attended with special involvement of Dr.
Usha (Nodal Ofﬁcer).
Dr. Usha covered the entire basics of the bleeding disorder
and explained various treatment modalities. She stressed on
the importance of the Golden Hour of Treatment (the 1st 2
hours of the bleeding episode) and instructed all the attending
doctors to treat the PwHs with utmost care and urgency,
providing them with needed factor.
She also informed on inhibitors and treatment options for
patients with inhibitors. She described various target joints
and expressed the necessity to have a proper post - bleed
follow up treatment by the orthopedic department in order to
stabilize the Hemarthroma and thereby reducing the chances
of permanent disability in the joints.
The programme concluded after a question answer session.
CME held at ESIC hospital

On 16th November 2014, the CME was taken place at ESIC
Hospital. Dr. Naveen Gupta Manager, Medical ofﬁcer Baxter
India was the chief speaker. He informed nearly 60 attending
doctors and members of the society on Management of
Hemophilia and Prophylaxis. Many queries were raised by the
participants and which were answered accordingly by Dr.
Naveen Gupta.
The CME conclude following lunch sponsored by Baxter
India.
On 28/12/2014, the Chapter conducted a meeting cum
inhibitor screening programme at Sakkarai Chettiar
Thirumanamandapam with support of Novo Nordisk India
Pvt. Ltd. Nearly 55 PwH's were screened for inhibitor test. Dr.
The Chapter's Women Group has recently completed the Raman, Dr. Rajukanan and Dr. Rajeswari from Coimbatore
s e c o n d o r d e r o f m a k i n g 1 0 0 0 p a p e r b a g s f o r a Medical College & Hospital examined patients with
Pharmaceutical store.
questionnaire on bleeding condition and economic status.
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GANGAVATHI CHAPTER: On 24th November 2014, the Prajyothi and Mr. C. Manoj were on the dias to facilitate the
meeting.
Scarcity of AHF in the Govt. Medical Colleges and decision to
send a representative to the Health Minister of Kerala were
discussed at length. Activities such as fund raising for nearby
towns and an exhibition on Hemophilia in Thrissur Town were
also discussed. The chapter's women and youth group
members were also present and they also discussed their
future plans.
JUBILEE MISSION MEDICAL COLLEGE, THRISSUR: A
Step towards Better Hemophilia Care
Chapter observed Founder's Day with Sri Badrinath
Deshpande (President), Mr. Gundappa Bulla (Secretary) and
members to honour Late Sh. Ashok Verma.
KOTTAYAM CHAPTER: The chapter conducted its General

th

Body Meeting and discussed plans to conduct Hemophilia
Camp to invite doctors, pediatricians, dentists and
orthopedician for assessing the present condition of patients.
Self-infusion training to PwHs will also be given.
Medical Camp: The chapter
organized a medical camp with
the support of Orthopedics,
Physiotherapists and Dentists at
Goverment Medical College,
Kottayam. Hon'ble Minister Sr.
Thiruvanjure Radhakrishnan
inaugurated the event and
ensured all help from Kerala
Government. Dr. Tiji Thomas
(Superintendent Goverment
Medical College, Kottayam)
offered a special ward for PwH.
KUNNAMKULAM CHAPTER: The chapter reports that the
State Govt. of Kerala has decided to Include Factor VIII,
Factor IX and Feiba in the Essential Drug List (EDL) in
order dt. 29.11.2014.
On 2nd November 2014, the Chapter held its General Body

Meeting at St. Mary's College Hall, Akkikkavu. Over 200
People including 98 PwHs participated. Prof. N.N. Gokuldas,
Mr. E. Raghunandanan, Adv. Rema Raghunandanan, Ms. P.P

Sunday, the 14 of December 2014 marked the inauguration
of a comprehensive specialized Hemophilia Care Centre and
Clinic at the Jubilee Mission Medical College & Research
Institute (JMMC & RI), Thrissur, Kerala, India. This much
needed initiative was brought to fruition in association with the
Kunnamkulam Hemophilia Society (KHS), Thrissur.
The inaugural ceremony was a huge success and was
attended by over 100 PwHs and their families and friends.
Dignitaries such as Dr. Susheela J. Innah (Professor & Head
of the Department of Immmunohematology & Transfusion
Medicine, JMMC), Prof.N.N .Gokuldas (President,
Hemophilia Society Kunnamkulam Chapter), Mr. E.
Raghunandanan (Regional Council Chairman, HFI), Dr. (Sr)
Merli, (VP,Hemophilia Society Kunnamkulam Chapter) and
Dr.(Sr) Bensy Mathew (Department of Medicine, JMMC) were
present.
The ceremony was presided over by Fr.Francis Pallikunath
Alappat (Founder Director of JMMC & RI). He reiterated the
need for comprehensive care to treat the whole person and
the family, through continuous supervision of all the medical
and psychosocial aspects of bleeding disorders. He then
announced the provision of free registration and other
essentials to all the patients during admission.
The Hemophilia Clinic at Jubilee Mission Medical College, will
be functioning on all Wednesdays, under the supervision and
direction of Dr.(Sr) Bensy Mathew (Department of Medicine)
and Dr. Susheela Innah (Department of Immunohematology
& Transfusion Medicine) of JMMC,Thrissur,Kerala.
It aims to provide comprehensive clinical, diagnostic and
rehabilitation care, with specialized laboratory testing and
patient management programs. Drugs and medications will
be supplied at subsidized costs in association with the
Kunnamkulam Hemophilia Society. The management at
JMMC & KHS are focused and committed to develop the clinic
into a comprehensive advanced Hemophilia Treatment
Centre and to include advanced patient management &
testing facilities like carrier detection, pre-natal diagnostic
testing etc. in the future.
This is the ﬁrst comprehensive Hemophilia Clinic in Kerala
and the long term goal for JMMC & RI and the Kunnamkulam
Hemophilia Chapter to provide comprehensive and
compassionate care to PwH and other bleeding disorders so
that they can lead more normal, healthy lives.
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MANIPAL CHAPTER: NNHF Supported Project & SOL comprehensive care in the ﬁeld of Hemophilia.
Scholarship
Dr. B Rajashekar (Dean SOAHS, Manipal) welcomed the
participants. Dr Annamma Kurien (President, Manipal
Hemophilia Society) and Mr. Ganesh B.M (CME co-ordinator)
explained the objectives of society and CME respectively.
Nearly 50 experts from the ﬁeld of Pathology, Pediatrics,
Genetics, physiotherapy and Occupational therapy attended.
PONDICHERRY CHAPTER: On 23rd November 2014, the
Chapter organized a Homeopathy Camp as well as Women
and Youth Group meeting in its building. Dr. P. Nalini was

Farewell Photo at Puri Beach

th

On 13 October 2014, the Chapter in association with Manipal
University and Kasturba Hospital Manipal launched project
IDEEA (Identiﬁcation, Diagnosis, Education and
Empowerment for Action on persons with bleeding disorders)
in South India for 3rd year. IDEEA is funded by Novo Nordisk
Haemophilia Foundation, Switzerland and the programme
was held in Shirdi Sai Baba conference hall at Manipal. Nearly
50 participants including chapter EC members, patients and
their parents were present.
felicitated for receiving Life Time Achievement award from
The dignitaries were Dr H.S.Ballal (Pro Chancellor, Manipal Indian Medical Association, Puducherry for her services
University), Dr.(Col) M. Dayananda (Medical Superintedent towards Hemophilia Patients. The camp was conducted by
KMCH), Dr. Sampath Kumar (Associate Dean KMCH) and Dr. Prakash Rao (Addl. Director, Homeopathy Research
Center) and his team. Nearly 100 P/CwHs attended the camp
Dr.Annamma Kurien (President, HSMC).
and 36 Hemophilics and their parents received medicines. Mr.
9 CwH from Manipal, Bangalore, Kunnamkulam and Kannur N. Saravana (Secretary, Youth Group) informed on pain
Chapter received scholarship for higher education so that management and youth group activities whereas Mrs.
they can pursue higher courses such as engineering, B.com, Jayalakshmi (President, Women's Group) informed about
BBM, BPT, MCA & MA.
women group activities and shared experiences she gained in
Southern Region Women's Workshop held at Bangalore.
CME (Continuing Medical Education)
Dr.P Nalini informed inadequacy of Hemophilia Medicines in
JIPMER. She moved a written representation for continuous
treatment and stocking adequate factor for P/CwH which was
signed by all the members to be given to Medical
Superintendent and Director of JIPMER. Later she was
honoured by both Women and Youth group members. Mrs.
Jayalakshmi and Mrs. Sornam gifted her a Shawl and
Memento for her unwavering support to the Hemophilics. The
camp was over after lunch.
Christmas & New Year Celebrations and SOL Beneﬁciary
Review Meeting

On 12th December 2014, The Department of Physiotherapy,
School of Allied Health Sciences and Manipal Hemophilia
Society jointly organized a CME on Rehabilitation of
Hemophilia with support of Novo Nordisk Haemophilia
Foundation. Medical Superintendent and Dr. (Col) (M
Dayananda Chief Operating Ofﬁcer, Kasturba Hospital)
inaugurated the programme and spoke on importance of
17

On 21st December 2014, the Chapter held Christmas
Celebrations for 100 Children with Hemophilia (CwH) and
sweets with gifts were distributed. Four mothers of CWH who
bought cows under Micro Enterprise Grant of SOL brought 5
litres of milk on the occasion. The milk was then sweetened,
ﬂavoured and distributed among children. The idea was
mooted by Dr. P. Nalini so that the beneﬁciaries had the
satisfaction of some extent to return favour to the society.
Along with the celebrations annual update of SOL
Beneﬁciaries was done by Mrs. R. Chithra (Ofﬁce In charge)
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and the announcement of AGM to be held in 1st February 2015 The CME began with Physiotherapy session by Mr. Saibaba
was made.
followed by a medical examination of PwH by Dr. Chandra
Sekharam. HIV and HCV tests were done for 25 PwH who had
Radio Nuclear synovectomy at JIPMER
previously taken Cryoprecipitate, Plasma and Blood
Transfusion. The tests were conducted free of cost by Red
Cross Society under the guidance of Dr. P. Venu Gopal
(Chairman, Visakhapatnam Red Cross Society & Prof
Pediatrics, KGH Government Hospital). Mr. Rakesh
(Representative Baxter) conducted a quiz programme on
Hemophilia and awarded medical kits to 14 PwH winners.
PwH Periya Perumal, Manikandan,Vikkie and CwH Raveen,
Prathap underwent Radio Nuclear Synovectomy with P-32 at
JIPMER Hospital. The procedure, factor support and Radio HIGHEST COLLECTIONS RECEIVED
nuclear material was provided free of cost by JIPMER
From Top 10 Delhi/NCR Outlets.
Hospital.
A n o t h e r 9 Ye a r s o l d C w H n a m e d
Adhikesavan (Factor VII deﬁcient) had an IC
Bleed. His treatment and surgery was done
free of cost at JIPMER Hospital.

¶

Sagar Ratna Restaurant: Rs.30,151/-

¶

Shree Rathnam: Rs.21,853/-

¶

Honey Money Tops: Rs.19,465/-

¶

Agarwal Sweets (Mahipal Pur) :
Rs.15,405/-

¶

LeMarche Sugar & Spice: Rs.12,805/-

¶

Adyar Ananda Bhavan: Rs.11,765/-

¶

Cobb: Rs.11,655/-

¶

Karnataka Restaurant: Rs.11,470/-

¶

Agarwal Hospital: Rs.9,690/-

th

VISAKHAPATNAM CHAPTER: On 7 December 2014, the
Chapter conducted its AGM & CME at Red Cross Blood Bank

P. Shivam
Executive - Donation Box
Hemophilia Federation (India)

in which nearly 100 people participated including 48 PwH and
4 doctors. The programme was sponsored by Baxter. Dr.
VenuGopal , Dr. ShyamSundar and Dr. Rama Lakshmi were
Guests of Honor. Dr. V. Chandra Sekharam presided the
meeting, explained the need of Women and Youth groups and
their future plans.
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

Obituaries

Late Ajith Koujalgi
(12.10.2014)
(Hemophilia A, member of Hemophilia Society Pondicherry Chapter for the
last 15 years and was an architect by profession and a specialist in
renovating old buildings)
(Died due to accidental fall from terrace and sustained multiple injuries.)
We express our deep sorrow on the sad demise of our beloved friend. May his soul
rest in Peace. May God give strength to his family members for this
unbearable loss.

Send your feedbacks, queries, news, articles to:
communications@hemophilia.in or write to:
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Dr. Kanjaksha Ghosh
Wg. Cdr. (Rtd.) SS Roychoudhury
Mr. Mukesh Garodia

Hemophilia without Disability,
Children Free of Pain

Mr. Pawan Madhukar
Hemophilia Chronicle is available in our website in PDF file
at www.hemophilia.in

HFI Is grateful for the
assistance of above

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 Care and Management: Understanding Psychosocial Issues
Haemophilia is a bleeding problem where people do not have enough
clotting factor in their blood. Patients with haemophilia suffer from
repeated haemorrhagic episodes in joints and soft tissues. If
inadequately treated, repeated bleeding leads to synovitis wherein the
synovium becomes chronically inﬂamed and hypertrophied, and the joint
appears swollen. With frequent bleeding and inadequate treatment, the
swelling continues to increase leading further to articular damage,
muscle atrophy, and loss of motion which eventually progresses to
chronic haemophilic arthropathy and contractures within the ﬁrst one to
two decades of life. With advancing cartilage loss, a progressive arthritic
condition develops that includes: secondary soft tissue contractures,
muscle atrophy, angular deformities.
However evidence from the latest Haemophilia literature states that it is
not only the medical issues and complications but also the psychosocial
issues that affect the ability of persons with haemophilia (PWH) to lead
the lives that they desire. Interventions that also address psychosocial
needs may help to maximize outcomes and improve the quality of life of
PWH and their families.
Psychological support may help patients and their caregivers to cope
with haemophilia by offering information and assistance, clarifying
doubts and teaching coping strategies to minimize the impact of the
disease and related disabilities. In this way, the potential of PWH and
their families can be maximized.
Understanding the psychosocial aspects of haemophilia is an important
step for identifying the best approaches to provide appropriate support to
the PWH and their family and to promote integration into society and
prevent isolation. Hence there was a need for more robust, international
and multifaceted research to explore and quantify the social and
psychological aspects of life in PWH.
The Haemophilia Experiences, Results and Opportunities (HERO)
project was developed to address the need for increased understanding
of the psychosocial issues facing PWH. HERO project was a
multinational initiative led by a multidisciplinary team that included health
care professionals (HCPs; haematologists, nurses, physical therapists,
psychologists), patients and caregivers. In this initiative a survey
questionnaire was developed and validated which collected information
on demographic and treatment characteristics, comorbidities, education
and employment, relation-ships, quality of life, attitudes to support,
knowledge of haemophilia, barriers to treatment and sources of
information. Countries like Argentina, Germany, Spain, UK, USA,
Canada, Algeria, France, China participated in this study.
The study was done in a sample of 600 PWH (≥18 years old male
subjects with haemophilia A (HA) or B (HB), with or without inhibitors) and
600 parents responding on behalf of their oldest affected children <18
years of age with HA or HB, with or without inhibitors. This project used
two online Web-based questionnaires (one for PWH and one for
parents), each consisting of more than 100 items, including multiplechoice questions, rating scales and including components of validated
questionnaires.
A total of 675 PWH whose age group fell in the range of 18–86 years and
561 parents in the age group range of 23– 68 years completed the
survey.
While spontaneous joint bleeding was reported in 76% of PWH and in
52% children with haemophilia A, 67% PWH and 47% children with
haemophilia B reported joint bleeding. The highest frequency of joint
bleeds was reported in 93%patients and 76% children with inhibitors.
PWH were most commonly treated on demand (45% of 648 adults using
factor concentrate), with 32% on regular prophylaxis and 23% treated on
demand with short term prophylaxis (e.g. for sports/physiotherapy).
Children were most often treated with prophylaxis (65% of 549 children
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using factor concentrate), with 26% treated on demand and 8% treated
on demand with short-term prophylaxis. Generally factors were
administered at home as instructed. However, 41% of PWH reported
limited access to factors due to lack of supply and non-affordability.
Majority of these patients were from China, Algeria and to some extent
from Argentina.
Among the co-morbidities that were reported, chronic pain was a
common comorbidity with 50% (n=301 of 598) of PWH reporting
constant pain and almost all of them (89 % of 598) reported that pain
interfered with their daily life in the past 4 weeks. Other common
comorbidities related to haemophilia among 675 PWH were arthritis (that
was reported in 49%), Hepatitis C (that was observed in 43%) and limited
mobility (in 59% PWH). HIV infection, comorbidity though not uncommon
was observed in 18% of 675 PWH.
Though most of the PWH (85%) and parent respondents (89%) had
received formal education Haemophilia challenged their job options in a
signiﬁcant manner. Among the 675 PWH, 60% were working either full
time or part time. Within this working population, 243 PWH selected their
job taking into account their haemophilia. Among 561 parents 72% were
working either full time or part time. Within this working population, 155
parents selected their job taking into account caring for a child with
haemophilia. However majority of patients (80%) reported a negative
impact of haemophilia (large, moderate or small) on employment and
almost two-thirds of parents (63%) reported a negative impact (very
large, moderate or small) of haemophilia of their children on employment
Approximately 60% parents (n=34 of 58) were dissatisﬁed due to lack of
knowledge about haemophilia and the support from other school
children or adults due to their son being treated differently because of his
haemophilia. Hence knowledge gaps among teachers and others caring
for a child with haemophilia emerged to be a signiﬁcant source of
parental dissatisfaction.
The HERO study thus has brought to light the many challenges that
people living with haemophilia experience in their daily lives. It has also
conﬁrmed that haemophilia can negatively impact people's quality of life
in the form of decreased mobility, pain or discomfort, depression and
anxiety. Despite these challenges, few people with haemophilia (only
22% in HERO study) report receiving counselling in past ﬁve years.
A child's haemophilia may also impact parents' well-being. Parents of a
son with haemophilia report feelings of guilt, disappointment and a desire
to increase society's understanding of haemophilia. Just under a quarter
of the parents report that they have received counselling to help cope
with their son's haemophilia. Among those who have not received
support, nearly half would like to. This also shows that people with
haemophilia remain optimistic about the future. Thus HERO study
remains an invaluable tool to better address the psychosocial needs of
people with haemophilia.
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