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Hemophilia without Disability
Children Free of Pain

WOMEN ACTIVITIES
By Mrs Meera Hangavadi
Women’s Group of
Davangere chapter
made history in
Indian hemophilic
fraternity by
launching Aasare2011. Aasare means
“to give support” (in
Kannada). Aasare2011 Rehabilitation
Camp is conceptualized by the Women's
Group to tackle physchosocial issues in
the families of PWH. It’s main focus is to
educate, counsel and rehabilitate the
children and building confidence in facing
challenges so that they can live better life
with hemophilia.
An inaugural function and camp was
organized from 26- 30 January 2011 at
Kondajji Forest, which has beautiful
natural lake surrounded by forest. 40
participants were selected from different
parts of the state.

activities like games and boating. Dr.
Neetu Jain from Pragna Naturopathy and
Yoga Treatment Centre conducted yoga
and meditation twice a day regularly. One
of the session was on food habits. She
encouraged the participants to practise
vegetarianism to maintain good health.

Formal inaugural function was held on
26th evening, Mr. Gutti Jambunath, CEO,
Zilla Panchayath, of Davangere district
and his wife Mrs. Mukta Jambunath were
the chief guests. Mrs. Rathnamala wife of
Mr. S. Kumaraswamy, Deputy
Conservator of Forest inaugurated the
programme by lighting the lamp.
Mrs. Kiruvadi Girijamma honorary
president, Dr. Suresh Hanagavadi, the
President, Mr. Somu Patil, Vice President
(Finance) and Dr. Neetu Jain presided
over the function. Mrs. Meera S.
Hanagavadi President, Women's Group
briefed about “Aasare-2011” camp, Mrs
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Vijiya, mother of PWH & EC member of
the chapter welcomed the gathering.
Five days programme schedule were
followed by Naturopathy & Yoga,
Physiotherapy, Oral Health Care, Career
Counseling including recreational
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Dr. Swarna and Dr. Manjunath, Assistant
Professors of College of Dental Sciences
conducted the session on oral health care.
They demonstrated with models of ideal
process of tooth brushing and
precautionary measures to prevent dental
caries. They gave some important tips like
brushing before sleep, management of
minor bleeds with the help of available
common medicines. They highlighted the
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deleterious effect of pan/gutka chewing
etc. and advised not to take pain killers
during dental bleeds. They examined the
oral status of some PWH and advised the
treatment. Dr. Rajeshwari Annigeri,
Professor and Head, College of Dental
Science who is also consultant dentist for
our chapter arranged this session.

Mr Terkel Anderson's Visit to HFI

Dr. Asha Doddikoppad, MPH,
Physiotherapist, who is also a consultant of
our chapter conducted the session on
physiotherapy. She explained exercises for
individual joints by live demonstration
with the help of charts and a CWH. Some
PWH with disability were examined and
given the protocol of needed treatment.
She highlighted the importance of regular
physiotherapy to maintain stable joints
and muscles as it reduces the bleeding
episodes.
Mr. Somashekhar of Bangalore chapter
conducted a session on Career Counseling.
The youth had good interaction and were
highly motivated by the life's struggles of
Somu. Mr. Prem Alva, Youth Coordinator
and EC member of HFI discussed about
youth movement in India.

Mr Terkel Anderson, President of the Danish
Hemophilia Society, Denmark along with
Mrs Anderson visited HFI on 26th Mar. 2011.
Mr Terkel, a good friend of HFI was
welcomed by Dr. Ghosh, youth group
representatives and the EC members
gathered for 3rd EC meeting.

The most enjoyed activity was boating. It
was exciting moment for the children as
various entertainment programmes and
games were conducted by Mr. Shabbir and
Mr. Zaheer, the youth participants of the
camp. Mr. Vishal and Ms. Divya of
Bangalore Chapter added glamour to the
session with dance and music. To create
wide public awareness, the media
including TV channels and local
newspapers were invited and the event was
highlighted on media in following days.

Dr Ghosh gave an overview of HFI to Mr
Terkel, emphasizing different areas of
organization's a c t i v i t i e s , g r o w t h ,
achievements, failures and difficulties
encountered. He pointed out the impacts of
DANIDA Project in the field of chapter
empowerment, training of doctors,
physiotherapists, laboratory technicians,
providing psycho-social support to the
PWHs and their family members,
empowerment of carrier women and youth,
increasing public awareness on prevention
of hemophilia through carrier detection
(CD) and pre-natal diagnosis (PND),
economic rehabilitation to the needy PWH
and their family members etc. He also
mentioned that around 150 families are
getting benefitted from CD & PND.

The valedictory function was held on 29th
evening. Mrs. Mukta Jambunath chaired
the programme, Dr. Vrushabhendrappa,
Director and Dr. B.T. Achyutha, Principal
of BIET Engineering College were the
chief guests. Smt. Kiruvadi Girijamma,
Dr. Suresh Hanagavadi, Mr. Somu Patil,
Mr. Prem Alva and Mr. Somashekhar
presided over the function. The
appreciation certificates, prizes for the
winners of the games were distributed to
the participants and the volunteers. Some
of the PWH shared their experiences.
After the valedictory function all the
participants and volunteers enjoyed the
camp fire. Youth Group meet was
organized on 30th January.
This was the most encouraging and
successful camp so far organized by the
Women's Group mobilizing resources
independently. The fund raising went on
beyond our expectations resulting a
savings of Rs. 40,000.00
We sincerely thank all our local donors
who contributed major financial support
for the camp. We also thank HFI for the
collaboration and guidance and Mr. Vikash
Goel, VPD, HFI sponsoring 100 T-shirts
for the camp.
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In the year 2001-02, 90% of the earnings of
HFI was limited to factor sale income, to
meet the admin cost. HFI was earlier not
able to do much fund raising, spreading
awareness and advocacy. CEO, Rtn Wg Cdr
(Rtd) SS Roychoudhury gave a power point
presentation highlighting comparison on
various aspects of HFI's functioning and
growth between 2005-08 and 2008-11. The
growth of fund raising & communication
status was significantly enlightened.
Dr Ghosh also mentioned about the
effort of Mr Vinay Manchanda who had
filed PIL against the govt. of U.P. Now
around 14-15 states governments have
promised for hemophilia care. After
HFI's long and constant effort in
lobbying with the government, the
Central Govt. realized the lack of
Hematologists in India, therefore the
Medical Council of India has started
providing special training to the doctors
where 13-14 c a n d i d a t e s g e t t i n g
trained every year.

Dr. Ghosh presenting memento
to Mr Terkel Anderson
Evaluating the future prospects of
hemophilia care in India Dr Ghosh said that
after 3-4 years, factor support will not be a
problem for HFI as the govt. will take up the
issue. But due to lack of proper trained man
power (doctors and para-medicos) lack of
proper distribution of factors and due to
corruption, PWH will suffer a lot. Stating
HFI's role in this matter he further said that
even pharmaceutical companies misuse or
manipulate in distribution of factors. Here
HFI has big role to play. We should start
training more doctors, para-medicos, he added.
Dr Ghosh gave an example of Goa
government that due to lack of proper
detection, diagnosis and distribution, the
AHF (only Novo 7) in stock is about to expire.
Goa chapter is intervening by sensitizing the
govt. and spreading more public awareness.
Appreciating HFI, Mr Terkel said, “being
such a small organization HFI has done
extremely good work in managing its
activities and distributed factor concentrate
to PWH inspite of severe economic crisis
and other problems. Hemophilia
movement of India is a unique history and
proper NHR is a valuable document.
Whatever is invested to hemophilia care,
pwh should get maximum benefit from
it.” He assured that he will continue
supporting HFI and arrange fund
raising events in association with
Novonordisk.

YOUTH ACTIVITIES
Youth Group Calcutta Chapter
became the Health Partner
in the Fest organized by
Arts Faculty Students
Union of Jadavpur University
and organized
an awareness camp on
hemophilia. The camp was
held from 22-25 February at
the University Campus.

Youth group Bangalore chapter
organized a meeting on 6th Feb. at
the Terrace garden of M/s Feroz
Estate Agency, Cunningham Road,
Bangalore. About 35 youth members
attended the meet. They discussed
on their expectations from the
organization and also how
effectively they can contribute to the
organization. New office bearers of
the youth group were elected
unanimously; Mr Vishal -Convenor,
Mr Bhaskar Murthy-Jt. Convenor,
Mr Naresh Kumar-Treasurer, Mr
Bheemsena Rao-Communication incharge. They decided to meet once
in every month.

HFI participated in Amity Kolkata
Half Marathon held on 12th March as
Charity partner. Members & CWH of
Kolkata Chapter represented HFI.
Since the event had huge
participation and wide media
coverage, hemophilia awareness and
HFI was highlighted.

The Power of OPTiMISM
Vinay’s Success Mantra: Seek Opportunity in Every Difficulty

I

t is rightly said,
“never give up because
what appears to be the
end, may actually be a
new beginning”. My
name is Vinay Nair,
suffering from
Hemophilia A, less
than 1% with inhibitors
since last 14 years.
To start with my life
story, the best way is to
start from school days. Till 4th standard, I
enjoyed going to school-studying/playing. My
attendance in school from 5th to 10th standard
used to be just 2 or 3 months in a year. Well! My
Teachers, classmates always took utmost care of
me and may be because of this, my tomfoolery
behavior totally vanished. I don't have any good
memories of my school days, as I hardly attended
the school. I didn't have close friends till I was 16.
But whatever unfortunate things happened in
my school days, I learnt to take care of myself. As
it is said, “by every mistake you commit, you start
learning from it”. Even after taking utmost care, I
used to have frequent bleeds in my joints.
Whenever I used to gain confidence, I lost it
completely by getting fresh bleeds.
The worst part in my life was, when I was to
attend for the SSC Board Exams (10th Standard).
I was all prepared for the examinations, when I
got psoas bleed. I got admitted in the hospital a
week before the exams and was sure that I will be
out in a day or two but was hospitalized for 33
days. Again, I started studying positively keeping
one thing in mind that I just needed to attend all
papers. Well, I could again attend only a few
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papers after 6 months. Finally I could clear
my SCC after one year's gap.
As I was suffering from inhibitors, I needed
Feiba which was in shortage most of the times
or at an unaffordable price. Many times when I
used to get disheartened with these kind of
obstacles, my mom used to tell me “whatever
happens, it happens for good and there must
be something good planned for you”. I used to
wonder what “good” thing is happening or will
happen in my life except the pain that I go
through time and again, losing one of the most
important exams twice with no friends to share
with, shortage of Feiba, unable to commute in
public transport etc.
Next year, I was in college with full of hopes of
meeting new friends, new environment. It was
difficult to explain to the Professors about my
low attendance but with the help of Doctors
and parents they stood convinced. There I met
new friends, who became very close to me.
Now I knew why that one year gap and the
harsh obstacles were there, so that I can meet a
very good set of friends in my life. Today I am
through with MBA, after Graduating in
Commerce from the University of Mumbai.
Well talking about my family, they always
supported me. When I was small and cried in
pain for whole night, my mom used to tell me,
“don’t worry, within 2 - 3 days you will be fine”.
I know they were not able to sleep for the whole
night by looking at their son in pain and next
morning they needed to go to office. As years
passed, I wished/vouched that pain or
sufferings will not come in my way of success. I
learnt to take maximum advantage of my pain-

free days and concentrated on my studies. My
dad used to encourage me a lot, but
unfortunately I lost him when I was 13. For
more than 10 years my elder brother Ajay was a
strong pillar, replacing my dad's duties,
encouraged me. My Aunt took utmost care of
me since my childhood, and now I have a sisterin-law with whom I can share & bond very well.
I am very thankful to my family, friends,
doctors, Hemophilia society and each
individual who is a part of me. Especially
Hemophilia Society provided Feiba/pain
killers during my bleeds. I was given psychosocial support by the members and doctors.
Also I learnt a lot in the camps organized by the
society right from discipline, leadership,
hemophilia management, self-infusion etc. I
found very good friends in the camps with
whom I have a strong bonding. For all that they
have done for my well-being, I won't be able to
repay by any means, but I can sincerely assure
them that I would fare well in my life and make
each and every individual feel proud that they
were associated with me. To every
hemophilic, I can only say one thing, life
gives you two ways to look at, it is up to
you how you need to look at life,
whether to stay a pessimist or an
OPTiMIST.
The road to success is not straight
There is a curve called failure,
But if u have a spare wheel called
determination,
An engine called perseverance
SUCCESS will not be very far from you.
Vinay Nair, Mumbai
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CHAPTER UPDATES
WESTERN REGION
Hemophilia Society Mumbai Chapter
(HSMC) participated in the eight edition of
Standard Chartered Half Marathon, Dream
Run (6km mainly for NGOs) on 16th
January. This was a grand event, with more
than 38, 000 participants from all walks of
life, including celebrities, corporates,
students & NGOs.
Total 11 participants including PWH
participated in the marathon with the sole
purpose of spreading Awareness on
Hemophilia. Mr. Ramu Gadkar arranged
registration & bibs for the participation.
Since the Standard Chartered Marathon
Event had wide media coverage,
Hemophilia Awareness and HSMC got
highlighted during the procession.
With great enthusiasm all the HSMC’s
participants started the 6-km Run holding
Banner, placard & distributed pamphlets
on Hemophilia with chapter activities
detail to the interested fellow-participants
and on-lookers along the Run Route. Dr.
Devila Sahu, Dr. Kirti Patil, Indira Nair,
Kamlesh Gupta, Ramu Gadkar, Asha
Gupta, Burhanawala Kanjariwala, Yashraj
Gupta, Kalpesh Bhuvad, Subhash Chikane
& Bharat Bade participated in the run.
***
Mumbai (Chapter) also organized a
local camp at Shanti Sagar Resort & Water
Park, Ambernath on 22nd & 23rd January
2011. 52 PWH and 16 volunteers
participated in the Camp. Children were
elated on entering the resort swimming pool
with water slides and beautiful natural
surroundings, river and mountains. They
enjoyed their breakfast and quickly changed
into swimming costumes and soon started
playing in the water, splashing water on each
other, went on to slides thoroughly and
enjoyed themselves. Various fun games were
also organized for all the participants and the

Children with
hemophilia
enjoying
Holi Celebration
at Rajkot
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AWARENESS THROUGH
MARATHON RUN
volunteers. The excitement at their being able
to enjoy to their heart's content and unwind
themselves was beyond their imagination.
Dr. Kirti and her Team and Dr. Devila
demonstrated and guided the PWH on
several water exercises, which would
enable them to strengthen their muscles
and joints. This was followed by the
valuable guidance given by Dr. Ghosh on
Living with Hemophilia, covering various
kinds of games that can be played by
Hemophiliacs without any fear of injury,
education on Hemophilia, medicines that
can be taken and should be avoided etc. The
queries raised by the participants were
answered by Dr. Ghosh & Dr. Sahu. The
Youth Group Volunteers demonstrated on
self-infusion with instructions. The
natural surroundings helped all the
participants in rejuvenating body, heart
and mind; building bonds with the
hemophilia community.
The camp was successful with overall
support of all the Committee Members,
Volunteers and all the valued Donors.

Rajkot Chapter was invited to put up a
stall for economic rehabilitation at Annual
Investiture Meet 2011, hosted by Lodge
Kathiawar No.59 at Rajkot held from 4-6
February. The articles & embroidery
materials were displayed for three days.
Around 200 delegates visited the stall,
appreciated the activities and purchased
several materials. The stall was the centre of
attraction during conference and the society
generated profit of about Rs 16,000.
The participation was projected to spread
awareness on hemophilia, economical
rehabilitation as well as sensitizing the
people from different walks of life.
***

Single Step of
Thousand Miles
Journey
The Government of Gujarat made the
provision of 2 Crore for hemophilia care
(AHF VIII) under the School Health
Programme. On 26 March 2011, the
Health Minister Mr. Jayrayan Vyas
declared the scheme in the Assembly.
On 29th March, all the four chapter
representatives of the state had a series of
meeting with the Health Minister, the
Health Secretary and the Director of
Health to execute the issue. Principally
they agreed to make AHF available at all
medical colleges, municipal corporation
hospitals and district hospitals. A
committee will be formed including
representatives from the govt., medical
persons and hemophilia societies to plan
out the execution procurement and
distribution of AHF. Health minister also
assured that this is a single step of
thousand miles journey will take care of
all bleeding disorders in coming years.
Efforts of Gujarat chapter key persons are
moving forward in hemophilia care.
HFI is grateful to the government of
Gujarat for taking up this historic step
towards the welfare of the hemophiliacs of
the state.

Goa Chapter organized CME on 21 & 22
January at Goa Medical College,
Bambolim. Programme was backed by Dr.
Danish Volvoikar, Dr. Mimi M.P Silveria
and the council members of Hemophilia
Society Goa. The local News channel
Prudent Media and other, the local news
paper O heraldo covered the CME. Mrs.
Manjit Chohan and Dr. Dinesh spoke on
Hemophilia awareness. As the day passed
the dinner with spicy & rich flavor of Goan
spice was arranged by Hemophilia society
Goa at Sea Pebble resort at Dona Paula.
The second day of the CME was educational &
important as Dr. Ghosh discussed on
Hemophilia. He shared his expertise with the
participants. Many resident doctors were
present. One of the PWHs Radhesh Verti
whose knees were locked at 90 for many years
was told by Dr. Mohante that he will be on his
EAST REGION
legs without any operation by doing regular
physiotherapy in 6 months. Future plans for
the society of Goa were also discussed. Need of
Homeopatic & Ayurvedic medicines in
Hemophilic patients life as a alternative was
also discussed.
***

SOUTH REGION
Kunnamkulam chapter: Mr. E
Raghunandan, Secretary of the chapter was
invited to talk on Hemophilia & other
bleeding disorder in Bethany Higher
Secondary school on 4th January. He
discussed the problems hemophiliacs,
specially emphasized on CWHs & told the
students how lucky they were while their
brothers with hemophilia suffer from various
problems associated with unexpected
bleeding. Teachers and student were
impressed by the presentation and they
promised to help Kunnamkulam Society in
every way possible.
Rev. Fr. Geevarghese, Manager and Rev. Fr.
Mathai, Principal felicitated Mr.
Raghunandanan for the yeomen service
dedicated for the cause by him and his family.
The teachers and the students collected sum of
Rs 1.85 lakhs for the proposed Hemophilia
Rehabilitation & Research Centre for which
Raghunandanan and is wife has promised to
donate 25 cents of land. The representatives of
the students & teachers appreciated & saluted
the hard work of the members of the society for
their commitment and said that the amount
may be treated as a New Year gift for the
proposed centre.
Manipal Chapter members visited the
families of deceased PWH Mohammed
Mansoor. Monthly comprehensive
hemophilia clinic was shifted to a new
specialized location in the Women & Child
Block of Kasturba Medial Hospital, Manipal.
Educational scholarship scheme for children
has been initiated.
Hyderabad: On 2nd January, Hyderabad
chapter organized meeting for the youth,
women, new PWH at Amaravathi Hall of

EASTERN REGION
Bhadrak Chapter organized youth meet
on 18th January at Balasore; 12 PWHs
attended the meeting. Parents meeting was
held on 26th Jan. at Bhadrak attended by 15
members. Dr Pradeep Naik has agreed to
provide treatment support to one PWH from
Bhadrak Chaprter.
Durgapur Chapter: Women's Group
successfully organized parents camp held on
21-23 January at Mukutmonipur, Bankura.
Thirteen PWHs/CWHs along with their
parents attended the camp. It was an
excellent and best camp ever conducted by
Durgapur Chapter. They learned self infusion
technique and enjoyed physical exercises,
quiz competition and other entertaining
programme arranged.
On 12th March, the chapter distributed
quarterly SOL grant, Hans Foundation
Education Scholarship, Give India Grant
to all the beneficiaries. Mr. R. Terkey,
Head, Social Corporate Responsibility,
Damodar Valley Corporation (DVC)
assured all possible help to support the
hemophilia movement.

Durgapur Chapter is grateful to HFI for timely
factor support to Mr Susanta Paul, a chapter
member who was admitted in Burdwan
Medical College & Hospital for about a month.
But due to severe ilipsoas subsequently he was
referred to Calcutta. Timely factor support
brought about difference in his hopeless life.
Patna Chapter: On 19th January
additional construction of Hemophilia
Hospital started at Patna. Mr Shatrughan
Sinha, MP and the chief patron of
Hemophilia Society Patna chapter hosted
the dinner. About 200 eminent persons and
many PWH shared the dinner. The Project
Director of UNICEF Bihar, Mr Rajeev Sinha
also was present on the occasion. Mr
Shatrughan Sinha expressed his happiness as
the Govt of Bihar declared the construction of
Hemophilia super specialty hospital at
Hemophilia hospital campus, Patna.
Mr Kumar Shailendra informed the
participant that the Health Department
Govt. of Bihar has included hemophilia
awareness programme in the health scheme.
The dept. has also started genetic disorder
survey among 0-14 age group of children.

Awareness & Fund Raising
Programme at Kunnamkulam

APSP Batallion Camp, Yousufguda
Hyderabad. The meet was a successful one
with the presence of 80 PWHs and their
parents. Dr Ramana. D., Peadiatric
heamotologist from Little Star Children
hospital, Dr. Pamela Narayan, WFH
member and Dr. Praveen, faculty from
NIMs hospital with his students
participated in the meeting.
Coimbatore: A meeting was held at
Karupparayankoli mandapam at Vadavali
Coimbatore. About 65 members and PWH
participated in it. Mrs Shanthimala started
the meeting with welcome address. New
PWH introduced themselves to the group
and explained how they came to know
about the society. Mrs Shanthimala
announced the income generated from
fundraising through the sales of crackers
gift box i.e. Rs 35, 000. An amount of Rs

7500 given by PA and DMS and 3 other
doctors of ESI dispensaries was equally
distributed to 3 WCH who are nonebeneficiaries of SOL.
AGM at Pondicherry Chapter: The
Annual General Body Meeting of Hemophilia
Society, Pondicherry Chapter, was held on
20th February at St. Patrick Matriculation
Hr. Sec. School, Saradambal Nagar,
Pondicherry. Dr. Ranganath and Dr.
Jagadish, Dept. of Surgery JIPMER were the
chief guest. 150 PWHs attended the function.
The AGM started at 9.30 am with the welcome
address of President Dr. P. Nalini. Anto Remo
Rayan a child with hemophilia played Keyboard
instrument & welcomed the participants.
After the self introduction, Mr Balaji
presented the Annual Report and activities
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performed during the period 2010-11 and
also the list of new PWH members who
enrolled during this period. Treasurer Ms
Sankaramma presented the financial report
for the period of 2009-10. Mrs. Chithra
presented the list of donors.
Mr Sathiyaraj, the former Office Assistant of
the society was honoured for his hard work
and sincere service to the society. SOL
scholarships for the period of Oct. Dec.
2010 was distributed to 9 beneficiaries.
Counseling for Youth group was given by
Dr. Nalini regarding their future plans.
Physiotherapist Mrs. Sashikala,
demonstrated some exercises for
prevention of bleeding in the joints and also
insisted about the importance of First Aid,
Phyisotherapy Treatment and importance
of doing some simple exercises everyday.
Dr. Nalini announced that she will donate Rs.
75,000/- to the Hemophilia Society,
Pondicherry chapter. RUPWANI Appliances
donated a colour Television to the society.
The Secretary of the chapter Veeramani
delivered Vote of Thanks. Specially thanked
to the Principal of St. Patrick Matriculation
School for permitting to conduct the AGM
in this school premises.

Anto Remo Rayan

Dr Nalini, demonstrating exercises

RC Meet with a Different Experience
Regional Council (South) meet held on 13th March at Elite International Hotel Trissur, the Cultural
Capital of Kerala. Kunnamkulam Chapter hosted the meet. Dr. P. Nalini, former HOD of Pediatrics
from Jawaharlal Institute of Postgraduate Medical Education and Research (JIPMER),
Pondicherry was one of the first to arrive as Kunnamkulam Chapter had arranged two CME
programmes on 12th March. One of the CMEs was organized for the doctors and nurses of
Government Medical College Thrissur. Alumni of the Medical College had made arrangements for
the same and participants included Doctors, Nurses, and House Surgeons. Altogether 120 persons
attended the CME.
Dr. Nalini spoke not only about the medical aspects & management but also stressed on the
socioeconomic overtones of Hemophilia & other Bleeding Disorders. He enlightened the Doctors
and Nurses that compassion & empathy should be an integral component of medical care. The
participants actively took part in the discussion.
She also spoke to Physicians in the CME programme jointly arranged by Physician's Club and Indian
Medical Association at Irinjalakuda in Thrissur. The physicians discussed in detail the problems
faced by PWH and other Bleeding Disorders. Other Problems discussed included management of
Inhibitors in Hemophilia, Acquired Hemophilia, and Bleeding Disorders in Women and
sociocultural issues which may interfere with the quality of life of PWHs.
The meet was inaugurated by Dr. P. Bhanumathi, the known Philanthropist and Director of the
Association for Mentally Handicapped Adults (AMHA). Dr. P. V. Ajayan, Associate Professor,
Department of ENT, Government Medical College Thrissur and Fellow of the Indian Association of
Palliative Care offered felicitations. Dr. Amburajan, who presided over the Meeting, demanded that
Life Insurance Facility should be available to PWHs also. Mr. E. Ragunandanan, Secretary of
Kunnamkulam Chapter and EC member of HFI stressed that AHF should be available in all
Government Medical Colleges and District Hospitals. Prof. Gokul Das in his welcome address
demanded that Kerala Government should include all children with Hemophilia and other
Bleeding Disorders under Thalolum Scheme which is intended to give free medical care to all
children with long-term diseases.
Dr. Nalini opined that unless a separate allocation is made for purchase of AHF in the budget of
Kerala, the interest of PWHs may not be realized. Dr. C. Raghunandanan made a presentation on
Hypnotherapy in Pain Management of Hemophilia and answered all questions from the participants.
Mr. Somasekhar, Secretary of the Regional Council thanked the Key Persons and other members from
the 16 Chapters who participated in the Meeting.
On 12th March, Kunnamkulam Chapter had arranged a picnic to two archaeological sites which
included remains of megalithic civilizations and to Lord Krishna Temple, Guruvayur, the famous
Pilgrim Centre of South India and Sreerama Temple, Triprayar. Delegate enjoyed the programme
and thanked the members of Kunnamkulam Chapter for the hospitality.

Through Hemophilia News we exchange few words on our activities to you - our Friends, Members and Mentors.
Your feedbacks energize us to grow more effectively; therefore we look forward to your comments,
suggestions, views and queries on this presentation and our activities.
We encourage and invite our readers, children, women and youth to contribute in writing stories, news and articles,
rich experiences and insights to encourage and enlighten other friends.
Send your feedbacks, queries, news and articles to: alma@hemophilia.in OR write to:

Hemophilia without Disability
Children Free of Pain

Hemophilia Federation (India),
Communication Dept.
A-128, Mohammadpur, Behind Bhikaji Cama Place, New Delhi 110066, INDIA
Tel: +91.11.26174020, 26175791, 26178152
Fax: +91.11.26177209

Edited by: Rtn Wg Cdr SS Roychoudhury & Ms Alma Grace Barla
Compiled & Designed by Ms Alma
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Obituary
The man who restlessly & silently contributed
to the progress & development of the
Agartala Hemophilia Society without any
publicity anticipation was late Pijush Kanti
Saha. He was the founder & Secretary of the
Late Pijush Kanti Saha
Society & rendered his service for the growth
o f the society till his last breath. He died on 15th January,
2011 due to sudden heart attack at the age of 58. His death
is a great loss to the Agartala hemophilia society.
Mr Mahendra Kumar Gangrade, son of Mrs Kiran
Gandrade of Hemophilia Society Jabalpur Chapter died
on 17th March 2011. He was 28.
We express our deep sorrow on the sad demise of late
Pijush Kanti Saha and Mahendra Kr. Gangrade. May
their souls rest in Peace. May God give strength to
their family members for this unbearable loss.

JOINT AND MUSCLE BLEEDS

Prof Pabitra Kr Gogoi
Head, Dept of
Haematology, Gauhati
Medical College, Assam.

HAEMOPHILIA WITH INHIBITOR
A Guide for Patients
Haemophilia is a condition where the decreased or
absent coagulation factor VIII (FVIII) or IX (FIX)
prevents blood from clotting. If FVIII is absent we call
it haemophilia A, whereas haemophilia B happens
when FIX is missing. Haemophilia is an inherited
disorder, because it is passed from parents to the
child. Treatment of haemophilia is based on the
replacement of the absent coagulation factor in two
ways; on-demand (during bleeding episodes) or
prophylatically (to prevent bleeding before it occurs).
Although you might already be aware of the basics of
haemophilia, we take this opportunity to share
information about one complication that is the
development of inhibitors.
When a person with haemophilia (PWH) develops
inhibitors, it means that the replacement of FVIII or
FIX may not work anymore. Therefore, it means that
there is a risk of not controlling the bleeding.
What are inhibitors?
Inhibitors are antibodies that stop, or inhibit the
factor from working. PWH develop inhibitor
because his body perceives the replaced factor as a
foreign substance and try to 'attack' it. Currently, the
development of inhibitor is the most feared
complication in haemophilia.
Inhibitors do not exist at birth. They develop only
after the use of replacement factors, most likely after
the first 9 to 50 injections. We still do not
know who will develop inhibitors, however it might
depend on the severity of haemophilia; the type of
haemophilia; family history of inhibitors; race;
genotype (type of genetical mutation); and intense,
erratic, and high-dose factor replacement therapy in
a short period of time.
Therefore, people with severe haemophilia are more
likely to get inhibitors than those with mild
haemophilia; inhibitors are also more common in
people with haemophilia A; having a family history
of inhibitors means you are more likely to get them;
and people of African or Hispanic descent are also at
a greater risk.
What is the test used to assess inhibitor
development?
The Bethesda inhibitor assay is the blood test used to
detect inhibitors. This test uses Bethesda units
(BUs) to measure the amount of inhibitors, called
Bethesda titre. Stronger inhibitors result in higher
titres (high BUs).
Are all inhibitors the same?
There are 2 types of inhibitors: low-responding and
high-responding inhibitors. They are defined by

HEAD, SPINAL, AND STOMACH

Pain

Headache that will not go away

Swelling

Difficulty waking up, no energy

Walking with a limp

Nausea or vomiting

Favouring one leg over the other

Trouble going to the bathroom

Crying without any reason

Convulsions

Using a different hand for eating or picking things up

Bleeding from ears or nose

Using two hands to do things instead of just one hand Difficulty walking straight
Joint or muscle is warm

Trouble seeing/blurred vision

Numbness or tingling

Weakness or tingling in arms or legs
Vomiting blood or black, syrup-like material (may look
like coffee

Red or black bowel movements (may look like tar)
Change in behaviour/irritability

* Require immediate medical attention
how strong the inhibitor is. If factor is injected and
the response is:
S BUslessthan5:low-respondinginhibitors notverystrong
S BUs5orhigher:high-respondinginhibitors verystrong
As the titre raise it means that more antibodies are
attacking the replacement factor hence, avoiding
the same from stopping the bleed.
It is very important that PWH and inhibitors
recognize when he is bleeding and look for treatment
immediately. Symptoms such as tingling in the joint,
headache, and muscle pain among others can serve
as an alert that a bleeding is ongoing. Please refer to
the Table for more signs and symptoms that may
help you to recognize bleeding episodes.
Howtostopableedinthepresenceofinhibitor?
Inhibitors make it hard to stop a bleed. People with
high-responding inhibitors have to use bypassing
agents instead of replacement factor. Bypassing
agents allow clotting to take place without FVIII or
IX. They work to bypass the steps where FVIII or IX
are needed during the clotting process.
What types of bypassing agents are available?
There are two different types of bypassing agents.
These include plasma-derived (made from human
blood) and recombinant (not made from human
blood). Each PWH with inhibitors is unique which
means his treatment plan should be, too. Your
doctor will work with you to decide what is best.
R.I.C.E. therapy should be used to help control
bleeds. To ease pain and swelling, do the following
before, during, and after treatment:
8 Rest the bleeding area for at least 24 hours
8 Ice the area to relieve pain for 15-20 minutes
every 1-2 hours. Remember to protect the skin
from direct contact with ice
8 Compress it by wrapping the area in a bandage
or compression stocking for the first 24 hours.
Check every 2 hours to make sure the wrap is not
too tight
8 Elevate or raise the area above the heart
Treat early to avoid joint damage
Repeated, uncontrolled bleeding into a joint can
lead to inflammation (synovitis) and joint
destruction (chronic arthropathy). These

processes of worsening joint damage are called
'haemophilic arthropathy'. The faster you treat,
the faster you stop the pain and bleeding. Treating
fast will also help you to use fewer factor to stop
bleeding.
Is bleed prevention possible in the
presence of inhibitor?
Presently the use of prophylaxis (prevention of
bleed) for inhibitor patients is still under study.
Nevertheless, it has already been used during
special circumstances such as postoperatively
(after surgery) and during physiotherapy.
Is there any treatment to eliminate inhibitor?
Immune tolerance induction therapy (ITI or ITT)
is the most common way to get rid of inhibitors.
However it is not successful in all cases. In ITI,
repeated doses of FVIII or IX are infused over a
length of time, which can be anything from a few
months to up to two years. ITI is done even when
there is no active bleeding. The process of ITI is
done over and over again. The intention is to make
the immune system stop making inhibitors.
Because ITI is a complex treatment it takes a lot of
work and commitment from the entire family in
both time and perseverance and it is not available
everywhere.
Importantattitudesforabetterlivingwithinhibitors
aExercise and physical activity will help you building
stronger muscles and joints. Your physiotherapist will
determine the exercises that suit you.
aReach out for support from your haemophilia
treatment centre and from the haemophilia
society closer to you.
a Schools and work places may be informed
about haemophilia and inhibitors. This gives
you a chance to explain your/your child's
condition and what this means in terms of what
to do if bleeding is suspected.
Source:
1) Haemophilia A or B with an inhibitor. A guide to
living your life with inhibitors. Novo Nordisk 2010.
2) World Federation of Hemophilia. Guidelines
for the management of hemophilia. 2005.
3) World Federation of Hemophilia. What are
inhibitors? 2009
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