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BHEL, HFI sign MoU worth 3.20 cr. towards Hemophilia Care.
January 14, 2015
New Delhi: The TBG-CSR group of Bharat Heavy Electricals Limited (BHEL) and Hemophilia Federation (India) have signed
a Memorandum of Understanding (MoU) to start a project called “Heal A Soul”. The main objectives of this project is to
prevent disability, premature death and blood borne infections like HIV, Hepatitis etc. amongst the helpless P/CwH of our
country by providing free Anti Hemophilic Factor (AHF).
The project also includes support of 120 women for Carrier Detection and Pre-natal Diagnosis worth Rs.17.7 Lacs.
With a total budget of Rs.3 Crore 20 Lacs, the project started on 14th January 2015 and is being implemented by the HFI team
together with the TBG –CSR group of BHEL.
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My journey with Hemophilia Federation (India)
Usha Parthasarathy
A mother in her early twenties waits with mingled
hope and despair at the Government hospital. Her
child, less than two years of age, is very sick with an
intra-cranial bleed. Diagnosed with a genetic disorder
– Hemophilia – he needs what was then a rare
medicine, a blood factor that would allow his blood to
clot. The expensive product had been sourced by the
family from Pune but the doctors were contemplating
about the treatment. By the time they came to a
decision it was too late.
I was that mother and it was my eldest son, Sudhir,
whom I lost on that day in the late seventies. Lost
because Hemophilia medication was not available in
Chennai; lost despite procuring the expensive
medication from Pune, due to the time it took to get it across;
lost because of the lack of awareness among the medical
fraternity about Hemophilia and its treatment.
Then, in 1980, I lost my father too to an Intra-cranial bleed. He
was a hemophiliac too, but that fact had never impinged on
my life till I lost my son, since my father despite his disability
was strong enough to take care of a family, without anyone
being the wiser about what his troubles were, in battling the
disorder. When my second son, Sudarshan was born in 1981,
also a person with hemophilia (PWH), I was in grave distress.
How would I be able to care for him, without the support of my
father?
Amidst the agony, there was determination that I would not
lose him too. If need be, I would work to ensure the availability
of the Hemophilia factors, so essential for the treatment, and
awareness of Hemophilia in the medical fraternity improved
in my state. It was at that time when Dr. Varadarajan, a
hematologist, suggested forming a self-help group.
Later, I met Ashok B Verma - a PWH himself, founder of the
Hemophilia Federation of India and, literally, the 'father of
Hemophilia care' in the country. With his guidance, the
unstinting support of my husband,and with my well-wishers
help, the Hemophilia Society Madras Chapter was started in
1988.
Despite my own awareness and active involvement, factor
availability was so limited that my son, Sudharshan suffered
from joint bleeds very frequently. The damage to the joints
could have been averted if enough factors had been available
for prophylactic care when he was a child. Working with the
hemophiliacs in the state, however, added more perspective
to my own suffering. My child was, in fact, better off than
hundreds of children, whose families were totally unaware of
Hemophilia. This lack of awareness was causing a lot of
avoidable deaths and disabilities.
It was not enough to provide factors and sensitize the medical
fraternity. It was also necessary to create awareness in
Society; an awareness that could get parents to have their
children tested and, if necessary, identiﬁed as PWHs to
ensure proper treatment; an awareness that could get
schools to keep children with Hemophilia away from contact
sports, while engaging them in physical activity that would

build strong joints; and an awareness that could
possibly avert the stigma that women birthing
Hemophiliac children had to suffer from their families
and Society.
Around this time- in 1995, through the Danish
Hemophilia Society, DANIDA funded a project called
“Living with Hemophilia in India”. The funds were used
to create new chapters to serve hitherto underserved
areas of the country, as well as to widen the creation of
awareness in both the medical fraternity and Society.
A need was also felt to create a 'Comprehensive Care
Center' to take care of PWHs. This gave an
opportunity for Madras Chapter to operate one.
The other heart-rending fact of Hemophilia is the effect
it has, on impoverishing families that are not well-to-do to
begin with. Even if the factors are made available at a
subsidized cost, there are too many allied expenses that no
NGO can expect to cover for the afﬂicted families. No matter
how much I was moved by such tales of distress, it was
impossible to help any of the concerned families with the
limited funds available.
Laureen Kelly, a mother of a PWH and CEO of L. A. Kelly
Communications from USA gave HFI the opportunity to
participate at the annual meeting of the National Hemophilia
Foundation USA. That meeting opened up the world of
Hemophilia to HFI. Later, when Sudha Chandrasekeran who was a key member of HFI – moved to the USA and
became a honorary director of Laureen's “Save one Life”
program, it became possible to tackle the poverty issues of at
least a few families. The project involved picking one PWH
and take comprehensive care of not only the hemophilia care
but also all attendant funding issues as well as moral support
to the families.
Being involved with HFI had given me support and strength
when I needed it the most. Working as part of the HFI family
had also widened my horizons; made me realize, from
interactions across the world, all that was needed for proper
hemophilia care; and sensitized me to the needs of people
dealing with Hemophilia, while suffering from the major
afﬂiction of poverty as well. I retired from HFI in 2007 and, in
2009, I took on the 'Save One Life outreach' program for all of
India at the behest of Sudha and Laureen.
That mother in her mid-twenties, who had just lost her child,
could never have thought of eventually taking on the task of
working for the poor and under-privileged children with
Hemophilia across the country without the experience and
strength that working with HFI had given her.
The creation of awareness about Hemophilia, and the
creation of a proper environment where Hemophiliacs can be
safe from avoidable deaths and disabilities, is a task that no
NGO can, by itself, expect to carry out satisfactorily.
The Government needs to be actively involved if, indeed, we
are to create a Society where “Hemophilia without disability;
children free of pain; and treatment to all” becomes possible.
Currently, only some State Governments give free
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Hemophilia factors through the Government hospitals apart from the Government providing them through the CGHS and ESI
hospitals. Much more needs to be done in creating awareness on correct diagnosis, treatment, importance of regular
physiotherapy and dispensing free factors through district hospitals. A signiﬁcant step forward would be to include Hemophilia
under the Disability act.
Meanwhile, I reach out to poor families with all the ﬁnancial and moral support that I have at my disposal from the 'Save one Life
Outreach' program. And my son, Sudharshan, now works at Children's Hospital of Philadelphia doing Post-doctoral research
in Hemophilia.

Developing Women as Leaders inside the Indian Hemophilia Community
Mrs. Gurmeet Khanna (Women's Group Chairperson)
And
Ms. Cheryl Nineff D'Ambrosio (Project Manager, Women's Group, HFI)

In 2008, the Danish Hemophilia Society, together with the Hemophilia Federation (India)-HFI, initiated a
youth program in India to develop a second line of leadership providing young men with hemophilia
opportunities for personal development and leadership.
In 2013, the Novo Nordisk Haemophilia Foundation (NNHF) together with HFI, launched a women's
group to provide women of the hemophilia community a voice and a platform for development and
leadership. As wives, mothers or relatives, women not only represent the caregivers of those with
hemophilia, but they can also be a sufferer of any one of a number of bleeding disorders. Twelve women
who were very active in their regional hemophilia communities were selected to attend the Master
Training Programme at the Grand Sartaj Hotel, New Delhi, in August of 2013. Presenters from USA,
Switzerland and throughout India, advised the new women leaders on topics including: the role of
women in hemophilia care, ﬁnancial empowerment for women, psychosocial issues of women, project
management, fund raising, social networking, parent empowerment program, communications, legal
rights for women in India, hemophilia care and the need for physical therapy for hemophilia patients.
Aims of the Women's Group
During the Master Training workshop, the women made a list of things they felt were important to do as a
group. They wanted to encourage women to develop conﬁdence and coping strategies by learning as
much as possible about hemophilia and their around the clock healthcare professionals.
They wanted to help families adapt to the fact that hemophilia is a life-long chronic ailment and guide
mothers in development of the child's conﬁdence in basic activities. And ﬁnally, they wanted to help
women to become more ﬁnancially independent.
Outcome
The Regional Women Leaders and Assistants were then tasked to return home and to plan to conduct
similar workshops for the women throughout their region. During that time, the leaders conducted eight
workshops throughout the country, with 20-40 participants in each workshop, followed by an Annual
General Meeting in Bangalore (December 2014) with over 100 women participants including guests from
USA, Philippines, Iran, Malaysia, and Argentina. Many women leaders not only created their own training
modules and presentations but also invited local professional women to participate in order to expand our
network of trainers. A Women's Leadership Guide was created covering concepts of vision mission,
major issues related to women, roles & responsibilities, deﬁning leadership, values & ethics, team
building, activity planning, networking and accountability. In various chapters, women groups have been
functioning as a support group. Through the regional workshops, active leaders were chosen,
representing their chapters in the national level workshops. The workshops give them feeling of
sisterhood and create strong bond amongst women.
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Eastern Region
Durgapur Chapter: On 21 s t and 22 n d

February 2015, the Chapter organized a 2 day
On 18th January 2015, RC Meeting of the Northern
free
Hematology and Physiotherapy Camp at its
Region took place at Hemophilia Federation
o
w
n
h
e
m
o
p
h
i
lia care center with their trained
(India) head ofﬁce. 8 Chapters of the North namely Varanasi,
physiotherapists.
Dehradun, Udaipur, Delhi, Jodhpur, Rohtak, Yamunanagar,
Chandigarh participated along with their Youth and Women Dr. Tuphan Kanti Dolai (Associated Prof., NRS Medical
College & Hospital, Kolkata) informed the patients on Home

Group representatives. The meeting was held to discuss
strategies to strengthen chapters of North to ensure better care
of PwH in aspect of treatment, education and rehabilitation.

Dehradun Chapter: Heal-A-Soul - On 15th March 2015,
the Chapter organized Free AHF distribution programme with
support of BHEL for the PwH of Uttarakhand State at
Chartered Accountatn Hall, Dehradun. The program was Care and encouraged them for CD-PND tests. Both the
headed by Chief Guest Sh. R.P Singh (Asst.GM Finance, Physiotherapist stressed on the importance of regular
physical exercises while doing check-ups. On the ﬁrst day of
camp free inhibitor screening test was also done.
Heal-A-Soul
On 13th February 2015, the Chapter and Bharat Heavy
Electrical Limited co-organized a free AHF distribution
programme at chapter's own care center. 20 poor Hemophilia
patients of Chapter recieved Free AHF under the CSR project
"Heal-A-Soul" of BHEL.

The chief guest of the event was Goutam Chaklader, GM,
BHEL. PC Gupta (Chief Manager, SBI, City Center, Durgapur)
and Sister Merelyn (Missionaries of Charity, Durgapur) were
present as guest of honor and special guest. Both of them
handed over free AHF to the Hemophlia patients and
BHEL).
appreciated the work done by the Chapter for the care and
15 PwH received free AHF Kits. Mr. Deepak Singhal gave brief rehabilitation of hemophilia sufferers.
about Hemophilia Disorder. He said although Hemophilia is
incurable but the AHF kits helps manage the disorder. If the The chapter thanked BHEL for their noble gesture and
AHF is not given in time then the bleeding can become the requested them to continue the support.
cause of disability and in some cases death, he added.
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Guwahati Chapter:
The Health & Family Welfare, Department, Dispur,
Guwahati, Government of Assam in their letter dt. 2nd
March 2015, has included Hemophilia A and Hemophilia B
in the Essential Drug List by the State Government of
Assam. The order means that AHF will be made available
in all the Govt. Hospitals of Assam and thereby relieving
the hemophilia community of the state in terms of
treatment and ﬁling further PILs to ﬁght for their right to
treatment.
On 1st March 2015, the Chapter conducted its Annual General
Meeting (AGM) at the premises of Pragjyotish High School,
Pan Bazar, Guwahati. Save One Life (SOL) cheques were
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and para-medicos on Lab Diagnosis of Hemophilia and other
bleeding disorders whereas Dr. N. Santa (Dept. of Medicine,

RIMS) and Prof. L. Ranbir Singh (HOD, Pathology, RIMS)
spoke on Management and Clinical proﬁle of Hemophilia.

Jamshedpur Chapter: On 7th & 8th February 2015, a two
day state conference for safe blood transfusion was held

jointly by Voluntary Blood Donors Association and Jharkhand
State Aids Control Society. The chapter participated in the
event for awareness generation on Hemophilia.
On 18th January 2015, the Chapter sponsored lodging for RC

(East) meeting which was held at Hotel Dayal International,
Sakchi, Jamshedpur. Nine chapters of the eastern region
participated along with their women group members.

Patna Chapter: On 27th January 2015, the Youth Group of
distributed among 21 C/PwHs of the Chapter.
Patna Chapter organized a Blood Donation Camp at
During the meeting many important decisions were held such
as advocacy drives to make regular supply of Factor available
in government hospitals, Formation of Women's Group,
regular visits to hemophilia clinic every Saturdays, importance
of Self-Infusion and Physiotherapy and emphasis on building
second line of leadership.
Imphal Chapter: On 15th January 2015, the Chapter
organized a CME themed “Management & Diagnosis of
Hemophilia” at RIMS, Imphal, Monipur with the support of
Hemophilia Federation (India). Nearly 60 participants
including doctors, students and para-medicos took part. The
CME was inaugurated by Director RIIMS and Mr. Ajoy Roy
(RCC East) was the guest of honor.
Dr. Meina Singh, HOD, IHBT increased knowledge of medicos
5

Hemophilia Hospital, Patna with support from Sony Music
Center. Youth Co-ordinator Mr. Ambrish Madhur, Dr. S.K
Sinha (President, HSPC), Dr. Prafull Kumar, Dr. Sanjeev Kr.
Sinha and Mr. Prem Chopra were present in the Camp.
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Rourkela Chapter: On 1st Feb. 2015, the Chapter held it's
Annual General Meeting (AGM) at Conference Hall, Blood
Bank, Rourkela Govt. Hospital, Rourkela.

Nearly 100 people attended the meeting including 42 PwH's
with their parents. Dr. D.B Das (President, HSRC) presided the
meeting. Chapter Secretary Mr. R.S Dash presented the
activity report and Treasurer Mr. M. P Raiguru submitted the
audited report for 2013-14. Important discussions concerning
Hemophilia Disorder were held in which Dr. N.C Nanda (HOD,
Joint Director, Ispat General Hospital, SAIL, Rourkela) spoke
on Hemophilia Management.
Youth convener Mr. Sidddharth Dash encouraged the youth to
actively participate to address issues of Hemophilia sufferers.
Dr. Ranju Poddar (Convener Women's Group) created
awareness among the women on how to address and treat
general sufferings of the PwHs.
Sri C.R. Dass (Secretary, BBSR Chapter) was also present in
the meeting and he informed the attendees about the
hemophilia treatment facilities available in Odisha.

Women's Day Celebrations and Hemophilia Awareness
Programme.
On 8 th March 2015, International Women's Day was
celebrated by Chapter's Women Group at Vastrapur Lake. 20
Women took part and they were tasked to rally around the
lake with placards carrying messages such as “ Don't do

discrimination between a girl and a boy”, “Stop doing
Domestic violence on Women”, “Women has made the world
look beautiful”, “Educate 1 Women and you will educate a
whole family”. They also distrubted pamphlets among the
lake-goers and sensitized them on Hemophilia Disorder.
On 17 th March, 2015 Women's Group conducted an
awareness campaign on Hemophilia cum Thalassemia at L.J
MBA College, Ahmedabad. Mr. M.A Husseni (President,
Ahmedabad Chapter) informed the students on Hemophilia
Later in the next session physiotherapy workshop was
conducted by Mr. Premananda Swain and Ms. Nishi Lakra
(Physiotherapist, Ispat General Hospital, SAIL, Rourkela) and
Self Infusion camp with the help of Nurses from Lions Eye
Hospital, Rourkela. Dr. R.K Patel provided information on
various Dental Care.

Western Region
Ahmedabad Chapter: On 8 th January 2015, the
Women's Group of Chapter conducted an awareness drive in
a school and briefed 12th Grade students on Hemophilia
Disorder.
Next day along with the youth group they also created
awareness at ﬂower show-river front, Ahmedabad. In both the
awareness drives pamphlets were provided among students Disorder and Thalassemia and guided them on ways to help
and visitors to enhance their knowledge on Hemophilia.
Hemophilia Community.
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Indore Chapter: Heal-A-Soul - On 19th Feb. 2015, the
Chapter organized a free AHF distribution programme with
support of BHEL through their project “Heal-A-Soul”.

self-reliant and advised them to take part in Bachat Group.
Mothers of PwH also expressed their views and queries on
counselling, treatment and daily exercises of C/PwH.
Dr. A.D. Manjrekar also increased the knowledge of
participants on various aspects of Hemophilia care such as
prevention, physiotherapy, factor infusion, early treatment
and diagnosis.
The Chapter is very thankful to BHEL and HFI for providing Mumbai Chapter: New Year Celebrations
medicine support to poor hemophilia patients.
On 3rd January 2015, the Chapter celebrated New Year with

Kolhapur Chapter:
CME: On 24th January 2015, the Chapter organized a CME for
doctors and health care professionals at Hotel Ambassador,

Sangli. Nearly 28 doctors and health workers from Sangli,
Miraj and nearby areas received medical education on various
aspects of Hemophilia Disorder from Dr. K Ghosh (President,
HFI), Dr. Devila Sahu (RCC, West), Dr. Jayashree Kale (HOD,
Physiotherapy Dept., KEM Hospital, Mumbai) and Dr. Dipti
Dongaokar (Dean, Govt. Medical College, Miraj) while Dr.
Arvind Majrekar (President, HSKC) gave a brief information
regarding treatment of PwH through chapter support at
Dabholkar Memorial Charitable Hospital. The CME covered
subjects such as detection and diagnosis of hemophilia,
counselling of PwH and their parents, PwH registration, care
and treatment of bleeding episodes, prevalence of hemophilia,
hemophilia awareness and importance of physiotherapy &
exercises.
On 8 th March 2015, amid International Women's Day
celebrations, the chapter organized it's Women's meet at
Dabholkar Charitable Hospital. 38 women and PwH from
Sangli and Kolhapur districts attended. Dr. Meena Bodas was
the chief guest and she guided the women on ways to become
7

their C/PwH, Youth & Women Group members. 28 Women
Group members with their children and 15 Youth Group
Members took part in the celebrations. Co-discussion
between Youth and Women Group members on various
medical and psycho-social aspects of C/PwH care of various
age groups were held. It was a meaningful discussion which
helped both the groups to share experiences and learn from
each other. Games and Greeting Card making competition
were also held for Children and everyone enjoyed the event.
Awareness Programme at Bhavan's Yoga Bharati,
Andheri
From 16th to 18th January 2015, the Chapter raised awareness
on Hemophilia by putting up a stall in Bhavan's Yoga Bharati
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Festival.
The Women and Youth Group alongwith Mrs & Mr.
Colombowala, Mrs Indira Nair and Mrs. Pandit sensitized the
visitors as well as the Directors and Professors of S.P. Jain
Management Institute on Hemophilia Disorder. Handmade
decorative craft items made by Women Group were also put on
display.
Standard Chartered Marathon
On 18th January 2015, The Chapter took part in the Standard

Chartered Marathon – 6 Km Dream Run. The event had a huge
following with people from all walks of life, including celebrities,
corporates, students, and other NGOs. 20 participants
including doctors, committee members, PwH and volunteers
participated in the Marathon and raised awareness on
Hemophilia among the people.
SOL Fund Distribution
On 7th February 2015, an interactive meeting with SOL
beneﬁciaries was held for annual updates as well as cheque

Distribution. It was attended by Mr. Krunal Kotecha, Mrs. Indira
Nair, Mr. Balshiram Gadhave and Youth Group Member Mr.
Bhalchandra Farde.
Awareness Programme at Blood Donation Drive
During the Blood Donation drive at BKC by Hari Krishna Group,
the Chapter put up a stall for Hemophilia Awareness. Mrs. &
Mr. Colombowala and Mrs. Indira Nair interacted with the
senior members of the organization. Mrs. Nair and Mr. Nitin
Tondare also gave a small talk on Hemophilia after which a
short ﬁlm on Hemophilia was also shown to the members.
Awareness Programme at Sagar City Complex
On 26th January 2015, on the occasion of Republic Day
celebration at the Sagar City Complex, the Chapter conducted
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its awareness campaign by putting up a stall. The stall was
jointly managed by chapter members namely Mr. Abizar, Mr.
Zulkef, Jumana, Yatish, Chetan, Trinath and other youth
group members.
Camp Udaan
From 21st to 22nd February 2015, a two day camp “Udaan”
was organized at Atasa Resort Panvel. Nearly 70 participants
including PwH aged 5 – 15 years along with their parents
were addressed by Dr. Alison and Dr. Paul.
The ﬁrst day of the camp witnessed various fun activities and
games such as cricket, badminton, Frisbee etc... For elder
children an activity project themed “Daily Life & Activities of
Hemophilics” was conducted whereas younger children were

tasked to make face mask of their favourite super-heroes.
After the fun activites Dr. Alison and Dr. Paul interacted with
parents and shared their problems and experiences.
On the second day yoga session was held which was

conducted by Mrs. Indira Nair and other members. Later Dr.
Alison and senior members trained the parents on selfinfusion so that they can do it by themselves in case of
emergencies. Children also got to enjoy in the swimming pool
and they received hydro-therapy too. The camp was fun-ﬁlled
with lots of new experiences and sweet memories for
everyone.
Women's Day Celebrations
On 8th March 2015, the Chapter's Women Group celebrated
Women's Day in which 25 women participated. Dr. Devila
Sahu and Mrs. Vandana (Social Activist) were the guest of
Honour. An introductory session was conducted to raise
8
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Rajkot Chapter: On 8th February 2015, the Chapter co-

comfort level and create bonding among the attendees. Dr.
Devila guided on Hemophilia treatment and care, Mrs.
Vandana gave a motivational speech whereas Mrs. Indira Nair
gave a presentation on stress management.

Nashik Chapter: 10 th January 2015, the Chapter
participated in Nasik Run 2015 in which nearly 20,000 people

organized Nova supported 3rd Inhibitors Camp and their 62nd
regular monthly Homeopathy treatment camp. During the
camp 24 samples were collected from the patients and sent to
Institute of Immunohematology, Mumbai. Free consultation
and homeopathy drugs were also distributed among the
participants.

Surat Chapter: On 20th February, 2015, the Chapter and
Sparsh Physiotherapy Clinic coorganized a successful physiotherapy
Camp at City Light, Surat. Dr. Maulik and
his team inspected 25 PwH and four
interns also received training under his
guidance. Assessment of disability
percentage of patients above 18 years
were done along with check-up of range
including runners and onlookers took part to create awareness
of motion of all joints and muscle
on Hemophilia Disorder.
strength.
Pune Chapter: On 28th March 2015, the Chapter's Women
On 5 th February 2015, the chapter
Group organized a meeting at Lohade Hospital Chinchwad, organized a meeting in which over 70 PwH participated with
their parents. Chapter members including youth and women
group were also present and they discussed future plans and
addressed problems of patients. Views and experiences
about Day Care Center at New Civil Hospital, Surat were also
exchanged.
Blood Donation Camp: From 21st to 22nd March 2015, the
Chapter and Challagali Yuvak Mandal co-organized 100th

Pune. Mrs. Anita Bhosale (Women's Group Coordinator) and
Mrs. Desai interacted with the participants and formed a
Bachat Group to ﬁnancially empower women. They also
discussed and took steps to begin fund raising for their
hemophilia society.
SOL Project: The chapter is regularly distributing Rs.800/every month to poor patients for their treatment and education
with support of Ms. Laurien Kelly.
The chapter is also providing treatment (Factor support) to 11
poor patients under the project "Children Hopes (India) Inc.".
9
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mega blood donation camp at Gopipura Challagali and
Rushtampura Community Halls. Large no. of donors including
women took part and nearly 1350 units of blood was collected.
The camps received good coverage in electronic and print
media.

Southern Region
Gangavati Chapter: On 17th February 2015, the Chapter

organized BHEL supported Free Factor Distribution
programme at Joshi Hospital. The event took place in the
presence of Mr. Dileep Kumar Shukla (Managing Director,
Bellary Division, BHEL), Mr. R. Venkataratnam (Secretary,
HSGC), Mr. Gundappa Bulla (Treasurer, HSGC). Mr. Dileep
said that treatment for Hemophilia is costly in India which
cannot be afforded by poor families. Therefore, philanthropists
and NGOs must work for towards organizing free camps to
treat hemophilia patients, he added.

Hubly Chapter: On 8th March 2015, the Chapter's Women

Mr. Roshan Mahanama is also a philanthropist working for Big
Heart Foundation (supports health care for under privileged
kids), helps raising funds for dialysis patients and involved in
various charity services. He stressed upon the need to
empower people with hemophilia and motivated them to keep
the hopes alive to overcome all the challenges.
Mr. E. Raghunandanan (RCC South, HFI) also informed the
gathering on present scenario of Hemophilia Care in Srilanka
and stressed on the importance of Psycho-Social counselling
and forming of Women's Group in Srilankan region.
Dr.Annma Kurian highlighted the difﬁculties of Person with
Hemophilia and how entire hemophilia community works
toward providing better treatment, education and government
support for the welfare of PwH. She also emphasized on
importance of psycho-social issues and women's role in
hemophilia community.
All the chapter representatives presented their activity reports
focusing on their achievements and challenges ahead.
During the meeting “Karnataka Haemophilia Forum”
comprising of Chapters namely Bangalore, Mysore, HubliDharwad, Gangavathi and Hassan were formed to strive
unitedly for the cause of Hemophilia Care in Karnataka.
Women's Meet
Women play an imperative role in the life of a person with
hemophilia (PWH). Her signiﬁcance is not only restricted in
the capacity of mother, but she also contributes as a wife,
sister and a daughter. In order to bring all the women
associated with PWH in a common platform, the chapter
organized a meeting for women on 18th January, 2015, in
Maleka Manipal Medical College at Manipal. The theme for
this meeting was Mother assisted management for

Group rallied for their rights, education and saving girl child.
The rally was inaugurated by the Mayor Smt. Ashwini Majigi in
which Indian Red Cross Society, Inner Wheel Club and Various
Women Organizations along with Doctors and Hemophilia
Members participated.

Manipal Chapter: RCM & Women's Meet
On 18th January 2015, the Chapter hosted Southern Region
Council Meeting in support with Manipal University and
conducted its Women Group Meeting. 13 Chapter
representatives from 4 southern states of India participated
along with other guests and delegates. Mr. Roshan
Mahanama, former Sri Lankan cricketer and currently an ICC hemophilia and it was attended by key women's group
match referee and Mr.Ullas Kamat Dean, MMC were the Chief representative from various hemophilia chapters from
Guests.
Southern part of India.
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Kunnamkulam Chapter: On 21st January 2015, at Little On 1 Feb. 2015 the Chapter held its 20 Annual General

Flower College, Guruvayur, Botany and Malayalam Meeting (AGM) at Hotel Satguru, Pondicherry. Ms. Sumathy,

Departments of the College organized an awareness
programme on Hemophilia Disorder. Nearly 1200 students
attended and they were briefed by Dr. (Sr) Merly (VP, HSKC)
on scientiﬁc aspects of Hemophilia whereas Mr. E.
Raghunandanan (Secretary, HSKC) explained the social and
ﬁnancial challenges of PwH. The students and faculty
members acknowledged the struggles of patients and aspire to
whole heartedly support the Blood Donation camps and raise
funds in the College.

Madurai Chapter : The chapter conducted an awareness
programme to better its functioning so that it can contribute to

JS, Dept. of Planning, Govt. of Pondicherry and Mr.
Rengarajan, Industrialist were the Chief Guests. Over 150
participants including keypersons, members and parents
participated. Dr. P. Nalini, President, HSPC announced 26th
April 2015 to celebrate 20 years of chapter and because of
20th year it was resolved to postpone the election to 21stAGM.
Financial report of chapter was presented by Ms.
Sankarammal, Treasurer whereas activity reports of youth
and women group were presented by PwH Manikandan and
Mrs. Jayalakshmi respectively.
Session was also conducted for PWH and their parents in
which they shared their best and worst experiences. Many
PwHs shared their experiences of taking Homeopathy
Medicines. An open Homeopathy clinic was conducted by Dr.
Prakash Rao, Mr. Subramani and their team in which 48
members also received Homeopathy medicines.
Dr. Nalini also informed that there is shortage of medicine for
C/PwHs in JIPMER and patients of Tamilnadu must have
"Amma Insurance Scheme" and they all should go to
Mundiampakkam Medical College Hospital, Villupuram.
SOL Scholarships were distributed to 28 beneﬁciaries for 3rd
and 4th Qrtr whereas 3 PwH college students received SOL
Scholorship.
On 7th March 2015, the Chapter also organized a CME at

their fullest capacity to serve the C/PwH of the region. Mr.
Sathayanarayanan (EC Member, HFI) attended the
programme and he increased the knowledge of attendees
through a power point presentation to strengthen the Chapter. Vinayaga Mission College for Nursing.
Pondicherry Chapter: On 10th Jan 2015, the Chapter International Women's Day Celebration
th
held its EC Meeting to discuss its administrative matters. 25 On 11 March 2015, the Chapter's Hemophilia Nalinam Self
participant comprising all EC members, Dr. P. Nalini and Mr. E. Help Women Group celebrated International Women's Day.
Raghunandanan (RCC, South) attended. Mr. T. Jaipal was On Women's Day Dr. P. Nalini was awarded with Pen Queen
felicitated for donating 40,000 IUS of Factor VIII to the society. Award 2015 from Suryanfm, Cuddalore and Pondicherry.
The chapter supported two CwH Srivasan, aged 4 month and Ms. Sumathy, JS, Dept. of Planning, Govt. of Pondicherry was
Mohammed Bisal, aged 4 year of IC Bleed. Free treatment to the Chief Guest and Dr. P. Nalini was the Special Guest. Ms.
baby Srivasan is provided at JIPMER with free factor support Sumathy informed the attendees on women's liberation and
by Chapter. Master Mohammed Bisal underwent treatment at empowerment whereas Dr. Nalini increased their knowledge
Chennai Baby Hospital and he also received support of Feiba on Hemophilia Care and Management.
and Factor VIII.
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NATIONAL HTC HAEMOPHILIA CONCLAVE, KOCHI 2015

Over 500 participants including 160 patients and relatives
attended. It was inaugurated by the Chief Minister Mr.
Oommen Chandy and presided over by the Excise Minister
For the ﬁrst time 4th National HTC Haemophilia Conclave, Mr. K. Babu. Chief Minister launched the “Royal Medicine
organized by Maulana Azad Medical College, Delhi & Christian Project” assuring free treatment for all haemophiliacs in the
Medical College, Ludhiana was held outside Delhi on 20th & 21st District.
March, 2015 at Lulu Mariott Hotel & Haemophilia Treatment
On the occasion, Anwar Sadath MLA inaugurated the
rehabilitation
centre, and distributed free medicine kits to
Chief Minister Oommen Chandy inaugurates the National
patients.
Oommen
Chandy handed over a check of Rs 45
Haemophilia Treatment Conclave at District Hospital in Aluva
lakh, sanctioned by the district panchayat, to the centre.
“One Country one Treatment”

The occasion also witnessed sale of washing powder and
detergents handmade by hemophilia patients. The Chief
Over a hundred doctors took part in the Conclave that Minister Mr. Oommen Chandy and the Excise Minister Mr. K.
emphasized on one-treatment regime to be followed all over Babu complimented the rehabilitation project which had
India. It brought together administrators and bureaucrats trained the patients.
including policy makers, managers and care providers in
planning, delivery, implementation and coordination of health Prof. Dr. Naresh Gupta & Dr. Joseph John led 88 delegates
from across the country and abroad. They visited the
care so as to sensitize them for better care of PWH in India.
Haemophilia Treatment Centre and attended the scientiﬁc
In the morning session, Haemophilia Care across the globe, in session at Lulu Marriott. They were all praise for the
the country and in the host state were discussed. Prof. Naresh functioning of the Centre which was projected in the Conclave
Gupta explained the theme of “One Country one Treatment” as the A-one model for the country. The District Panchayath
while Dr.Naveen Kakkar dwelt on strategies for improving President Mr. Eldhose Kunnapilly took personal attention in
hemophilia diagnosis. Afternoon session focused on making the conclave a grand success.
Haemophilia Care Infrastructure and prophylaxis. It also
discussed the role of state health services and National Health
Mission in Haemophilia Care. Later, speakers from different
Obituaries
states shared their views and experience followed by a panel
discussion on Role of State Government in Haemophilia Care.
Centre, Aluva.

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

Late Ram Kumar
(Died on 12.01.2015)
(He was a member of Hemophilia Society Pondicherry Chapter from last 5 years.)

(Died due to Tuberculosis. He was a Factor V deficient and inhibitor+ve)
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

Hemophilia Federation (India),
Communication Dept.
A-128, Mohammadpur,
Behind Bhikaji Cama Place,
New Delhi-110066
Tel: 011-26174020/26175791/26178152
Fax: 011-26177209

10

General email id: support@hemophilia.in
Website: www.hemophilia.in

12

HEMOPHILIA CHRONICLE

VOLUME: 1, ISSUE: 04 | JANUARY - MARCH 2015

Importance of using safe products in Hemophilia Treatment: Precautions for viral safety
The main stay of management of Hemophilia A remains
replacement of deﬁcient coagulation factor VIII protein to
prevent or reverse acute bleeding episodes. This is achieved
by the administration of recombinant (rCFC) or plasmaderived clotting factor concentrates (Pd-CFC). Being effective
at preventing and treating bleeding in patients with hemophilia,
and more state governments in India taking steps to procure
CFCs, use of cryoprecipitate and fresh frozen plasma, is
gradually reducing though not completely stopped. At times
these become the main line of therapy where availability of
CFCs are not consistent or in situations where no steps are
taken to make CFCs available.

There are two types of viral reduction processes: inactivation
(viral kill) and removal of virus through puriﬁcation of protein.
Viral elimination procedures in the manufacturing process
have had the greatest impact on enhancing the safety of
hemophilia treatment products. Inactivation procedures aim
at killing or inactivating known pathogens whereas removal
procedure aim at separation of viruses or pathogens in the
production process where killing of pathogens is not possible
to a major extent.

Goals of using viral reduction techniques during production
process include safety against enveloped viruses namely
Hepatitis B, Hepatitis C, HIV; nonenveloped small viruses
Improvements in the management of hemophilia and other namely Parvovirus B19, Hepatitis A, Hepatitis E and some
bleeding disorders have increased the life expectancy of prion diseases including variant Creutzﬁeld-Jacob disease.
patients in the western countries with these disorders to more
closely match that of the general population. However the life There are a number of different viral reduction methods
expectancy in haemophilia in India is largely unstudied. One available, including solvent-detergent, heat treatment
among the multiple reasons in improving life expectancy in (pasteurization, dry-heat, or steam heat), chromatography
persons with hemophilia (PWH) would be iatrogenic health and nanoﬁltration. In the next issue we will discuss the
risks. Iatrogenic health risks refer to the problems that are advantages and disadvantages of each of these techniques
purely treatment related which adds signiﬁcant burden not only and their efﬁciency in bringing viral safety for use in
to PWH but also to the economic situation and health care Hemophilia. We will also discuss what techniques are
currently in use by different CFC available in India.
management scenario in India.
There are published reports in India indicating approximate
infection burden in PWH; though HIV burden has reportedly
seen a declining trend there is yet a signiﬁcant percentage of
PWH being affected (6%); Hepatitis B infection affecting References
approximately 10% to 14% of PWH and Hepatitis C infection to 1.Di Minno G, Canaro M, Ironside JW, Navarro D, Perno CF,
a maximum of 30% in India.
Tiede A and Gürtler L. Pathogen safety of long-term
Owing to the reasons discussed above; it is very important to treatments for bleeding disorders: still relevant to current
ensure that products being considered for use are safe and practice. Haematologica.2013;98(10):1495-8.
free from viral infection. Measures to enhance the viral safety 2.Di Minno G, Canaro M, Ironside JW, Navarro D, Perno CF,
of plasma products include:
Tiede A and Gürtler L .Pathogen Safety of Long-Term
1. Selection procedures which ensure that donors with high- Treatments for Bleeding Disorders: (Un)Predictable Risks
and Evolving Threats. Semin Thromb Hemost
risk behaviour are excluded
2013;39:779–793.
2. Mandatory serological testing on all plasma donations for
3.Ghosh K. Challenges of haemophilia care in India: Lest we
HIV, hepatitis B, and hepatitis C
forget Indian J Med Res 130, 2009, pp 87-88.
3. Plasma inventory hold and exclusion based on post4.Khaja MN, et al. High prevalence of hepatitis C virus
donation information
infection and genotype distribution among general
4. Nucleic acid testing (NAT) of minipools for HCV-RNA (and population, blood donors and risk groups. Infection Genetics
increasingly for other viruses including HIV, HBV, B19, and and Evolution 6 (2006) 198–204.
HAV) and exclusion of reactive donations
5.Farrugia A. WFH Guide for the assessment of clotting factor
5. Testing start-manufacturing plasma pool samples for viral concentrates. Available in URL
markers and viral genomic material
http://www1.wfh.org/publications/ﬁles/pdf-1271.pdf
6. Inclusion of one or more validated speciﬁc viral inactivation contents last accessed on 20 March 2015.
and/or removal steps in the manufacturing process
The combination of appropriate donor selection procedures,
screening with the current generation of standard serological
tests, and, in particular, the inclusion of measures to inactivate
or remove viruses has made fractionated plasma products free
from serious known blood-borne viruses such as HIV, HBV and
HCV. While all the components of the blood safety chain
described as above are required for product safety, inclusion of
one or more validated speciﬁc viral inactivation and/or removal
steps in the manufacturing process can have an especially
signiﬁcant role.
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In the face of limited access to care and treatment in the developing world, brave people are dedicated to enacting change.
The Novo Nordisk Haemophilia Foundation (NNHF) partners with these people to provide the funding and support they
need to succeed in improving access to better care. Together, the foundation and its partners have overcome tremendous
obstacles for the beneﬁt of people with haemophilia and allied bleeding disorders. Country by country, patient by patient,the
foundation is taking an innovative approach to helping make sustainable change.
The foundation’s initiatives have resulted in training for 9370 healthcare professionals, diagnoses for 13,140 people with
haemophilia, and educational activities reaching 15,100 people worldwide. In China, venezuela, Pakistan,
and dozens more countries, the foundation is proud to be a part of the ground-breaking work that is delivering life-changing
impact.
Find out more about the Novo Nordisk Haemophilia Foundation at nnhf.org and
how Novo Nordisk is changing possibilities in haemophilia at changingpossibilities.com

Changing Possibilities in Haemophilia® is a registered trademark owned by Novo Nordisk Health Care AG and the
Apis bull logo is a registered trademark of Novo Nordisk A/S.

innovation takes action
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PEOPLE WITH HAEMOPHILIA
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