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Dr. K. Ghosh welcoming Mr. Alain Weill, President WFH

From 23-24 February, National Haemophilia Care Meeting
was jointly organized by CMC Vellore headed by Dr. Alok
Srivastava and the current Vice President Medical of WFH,
Maulana Azad Medical College and Haemophilia Day Care
Centre Delhi under the leadership of Dr. Naresh Gupta, &
Hemophilia Federation (India) led by Dr. Cecil Ross, Vice
President Medical. The event was supported by an
educational grant from Novo Nordisk India Biopharm team.
This first of its kind event in the field of haemophilia, involving
the health care authorities (policy makers) from the
government healthcare system evoked keen interest amongst
the various participants. The objective of this two day
programme was to develop awareness, leverage the current
haemophilia care models, & propose a robust, comprehensive
Haemophilia care programme to present the most current
science, best medical practice information, and sharing
community experience.
The programme was attended by more than 70 delegates who
appreciated the content and the objective behind the
programme. The programme was represented by over 15 states
out of the targeted 19 states. The chief guest for the event was
Mr Kasi Vidyasagar IAS, Principal Health Secretary Govt. of
Jharkhand. First day session started with the lighting of lamp
by the Chief Guests Mr Kasi Vidyasagar IAS, Mr Alain Weill,
President WFH, Dr. Alok Srivastava, Dr. K. Ghosh (President-
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From right to left, Dr. Alok Srivastava, Mr. Alain Weill,
Dr. Naresh Gupta, Dr. Cecil Ross & Dr. K. Ghosh

HFI), Dr. Naresh Gupta, & Dr. Cecil Ross. This was followed by a
talk from Dr. Alok Srivastava covering haemophilia and the
disease burden data. Mr. Alain Weill spoke about various
initiatives of WFH including the programmes planned for India.
The closing remark for first day was delivered by Dr. Gupta.
Second day session started with a talk on comprehensive
haemophilia care centre delivered by Dr. Auro Viswabandya,
consultant haematologist, CMC Vellore, followed by talk on
various state govt. haemophilia care models which generated
lot of discussion and many questions were raised by the
delegates. This was followed by a talk on public private
partnership taking the NNHF project “Identification Diagnosis
Education & Empowerment for Action (IDEEA)”, which deals
with improving the quality of life of patients with bleeding
disorder as an example. Overall rating of the programme was
impressive and most of the delegates appreciated the
initiative and assured to take forward the haemophilia care in
their respective states.
In a separate meeting with Alain Weill, HFI delegates
discussed various developments of the organization. Dr.
Ghosh briefed about HFI's activities. Dr. Cecil presented the
SWOT analysis done at WFH Round Table-2011 & explained
how HFI has reoriented itself in the changing times &
suggested partnerships where WFH can help to take the
Vision & Mission of HFI forward.
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Advancing Treatment For All
Every year on April 17, World Hemophilia Day (WHD) is
celebrated around the world in order to increase awareness of
hemophilia and other inherited bleeding disorders. WHD was
started in 1989 & April 17 was chosen in honour of the WFH
founder, Frank Schnabel, who was born on that day.

Finally the Govt. of India has included hemophilia care in
the draft 12th Five Year Plan for provision of comprehensive
care services including diagnosis and management of
hereditary bleeding disorder including hemophilia in 120
medical colleges throughout the country.

Treatment for All: Be part of the Vision: HFI has made
substantial progress in bringing about sustainable treatment
in our country by training experts in the field to proper
diagnosis & management of patients; advocating for an
adequate supply of safe treatment products; educating &
empowering people with bleeding disorders to live healthier,
longer, and more productive lives. However, there is much left to
be done to bring proper care to all who live with bleeding disorders.

The highlights of this plan are management of individual
cases, CD & PND, human resources & capacity building,
information & education of PWH, state level registry of PWH,
provision of 20,000 units of factor per year/per PWH etc.

“Limited works done by both the central & state governments
towards care of PWH are far too inadequate. When a large part of
the world is providing home therapy & even prophylaxis for
hemophilia care, we in India are struggling to give on demand
therapy. A decent blood coagulation laboratory which is needed
to properly diagnose and treat hemophilia patients is still a
dream for 80 % of our citizens as such laboratories do not exist in
90 % of our medical colleges across the country,” says Dr. K.
Ghosh, President of HFI.
Out of estimated 2.5 lacs (1 in 10,000), only approx. 14,000
PWH have been registered with us. (Hemophilia: 11580,
VWD:1685, other bleeding disorder:1353 (Source: NHR & WFH
Global Survey 11-12), that means 80% patients are yet to be
identified and diagnosed. Gaps in diagnosis, CD & PND test,
treatment, rehabilitation of the patients, gaps between a painful
and painless life have to be ascertained & reduced at every level .
Join the global community in this important effort — to Close
the Gap in care and ensure that Treatment for All may soon, one
day, become a reality for us all. Together, we can lay a solid
foundation upon which future care & support can develop.

List of 20 medical colleges where molecular genetics laboratory
shall be developed & which will act as final referral centres for
designated districts are 1. Andhra Medical College,
Visakhapatnam, 2. Govt. Medical College, Chandigarh, 3. Pt.
J.N.M. Medical College, Raipur, 4. AIIMS, New Delhi, 5.
Maulana Azad Medical College, New Delhi, 6. University
College of Medical Sciences, Delhi, 7. Pd. BD Sharma PG
Institute of Medical Sciences, Rohtak, 8. Sanjay Gandhi PG
Institute of Medical Sciences, Lucknow, 9. Seth GS Medical
College, KEM, Mumbai, 10. BJ Medical College, Pune, 11.
Armed Force Medical College, Pune, 12. Institute of Medical
Sciences, BHU, Varanasi, 13. KG's Medical College, Lucknow,
14. Medical College, Calicut, 15. Seth GS Medical College,
Mumbai, 16. SCB Medical College, Cuttack, 17. Medical
College, Calcutta, 18. PG Institute of Medical Sciences,
Chandigarh, 19. Center for Cellular and Molecular Biology,
Hyderabad, 20. Regional Medical Research Centre for
Tribals (ICMR), Jabalpur.
Though the 12th Plan has taken off, it is yet to be formally
approved. The Planning Commission has set a deadline of
September for taking the approval of the National
Development Council. If approved, this will be the greatest
achievement of HFI which had been lobbying with the Govt.
for years.

Knowledge Exchange with NNHF Team

NNHF delegates Susanne
Barandl, General Manager and
Alex Alencar, Senior Programme
Manager visited HFI on 21st
February. In an interaction
session held with HFI staff and
EC members including VPD
Vikash Goel, Wg. Cdr. SS
Roychoudhury, Mukesh Garodia
and Premroop Alva, Susanne and
Alex briefed about developmental
activities of NNHF for the
hemophilia community
worldwide. CEO,
SS Roychoudhury in his
presentation briefed about HFI
and emphasized on more project
need and sought support from
NNHF especially for the
development of youth and
women group of HFI. A detailed
discussion was held about the
two project proposals which were
submitted to NNHF earlier.
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YGHFI UPDATES

Extending Care to Nepal PWH Brothers
The 2nd Annual Youth Meet (AYM) of Youth Group of Hemophilia
Federation (India) [YGHFI] commenced from 18-20 March at
Kailash Institute of Naturopathy and Yoga, GREATER NOIDA
with the participation 89 youth PWH from across India. The
meet was chaired by Premroop Alva and assisted by the Youth
Committee of YGHFI. The Regional Youth Representatives along
with the Assistant Regional Youth Representatives presented
reports from four regions which were followed by a Presentation
Enhancement Skills workshop conducted by Abizar
Colombowala, Vishal Venkatesh, Dhawal Bhanushali and Niloy
Ganguly. The youths representing various chapters of HFI also
gave a poster presentation of their activities.
The AYM addressed by various dignitaries including our CEO
Mr. Roychoudhury who briefed the house on the structure of
HFI, Dr. Richa Mohan accompanied by Dr. Sujatha spoke on
insights of behavior, stress and its associated effects and
available treatments / tips to negate the ill effects of stress.
Dr. Anburajan (RCC-South) conducted a workshop on
Leadership and Motivation, Mr. Somashekar gave a
presentation on NHR and asked the youth to play active role
in the communication department of their respective
chapters, Mr. Sanjeev Arora spoke on the importance of
Resource Mobilization and on the last day Dr. Naresh Gupta
took a session on the various problems associated with
Hemophilia and suggested tips to overcome them. Mrs. Usha
Parthasarthy and Mr. Mukesh Garodia who also gave their
views and valuable advice during the meeting.
Harshal Kale and
Nataraj Selvaraj
represented YGHFI
in Step Up Reach
Out (SURO) 2013,
held at Budapest,
Hungary from
March 13-18,
2013. This is an
YGHFI Members in SURO-2
international
leadership training program designed to help build
tomorrow's leaders in the bleeding disorders community,
designed by the University of Texas Health Science Center,
Gulf States Hemophilia and Thrombophilia Center, USA.

“

We thank YGHFI for believing in our
abilities & nominating us for SURO,
and giving an opportunity to represent
our country at an International
level…We look forward to get involved
in the process of getting more such
opportunities in future for our brothers
at SURO and to Step UP as an leader in
the Hemophilia Community.

Mukesh Garodia and Premroop Alva (HFI EC Member) visited
Nepal Hemophilia Society (NHS) and met the Board Members
Md. Aasif Khan, Vice President, Mr. Beda Raj Dhungana,
General Secretary and other including youth.
During the interaction the need for close cooperation between
HFI and NHS was felt. Towards this, already some progress
has been made by way of training a few doctors of Nepal at
KEM Mumbai by Dr. Ghosh, President- HFI. NHS has a
registered strength of 450 PWH. SOL support is being
received by 45 CWH and they have a twining with Swedish
Hemophilia Society. It was heartbreaking to note that 2 PWH
are getting free AHF support from the Nepal Center of SOS
Children's Village. Infact, the SOS Children's village of Nepal
is the home for these two PWH.

Tuition Session

Yoga Session

Nasik Run

Physiotherapy

Nasik Chapter:
- Youth Group participated in “Nasik Run 2013” for spreading
awareness on hemophilia.
- Started tuition for teenagers to help them improve their
educational status.
- Filled SOL forms & distributed scholarships to beneficiaries
- Conducted NHR training programme.
Mumbai Youth
Group:
- Distributed
pamphlets & gave
awareness
programme in
St. Xavier’s
International
School,Mira Road.
- Mr. Sunil visited Satara Civil Hospital & discussed with the
Hematology Dept. about availability of Factor, treatment
procedure, ward, laboratory & store room facilities. He also gave
them the guidebook for factor correction & infusion instructions.
- Distributed Fruits for admitted PWH in KEM Hospital
- Raised fund with Rs 52000/- .
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Simple Measures to Improve Condition of P/CWH
Dr. Kanjaksha Ghosh
When a child with haemophilia (CWH
PWH) is born in the
family, for the first time the pleasure of having a son soon gives
rise to despair as the child starts bleeding when he grows up.
Actually speaking the parents must contact their family
physician and should insist on meeting an expert in bleeding
disorder if
(i) There is a family history of bleeding disorder.
(ii) If the child is otherwise well but is having multiple blue
patches on the skin which are coming and going away.
(iii) Bleeding from nose/mouth without much injury.
(iv) Swelling in knee/ankle/elbow and the baby refuses to move
that part because of pain.
(v) Haematoma (blood clot) leading to swelling at vaccination
sites or intra muscular injection site.
An expert on bleeding disorder must evaluate the patient. If your
doctor does not know, which doctor to contact, you must get in
touch with the key chapter person in your area HFI & the patient
should be tested in a nearby blood coagulation laboratory. If such
laboratory also does not exist then some of the nationwide standalone laboratory like ReligareR (which have blood collection
facilities all over the country to test for common inherited bleeding
disorder like hemophilia) should be contacted.
Once the diagnosis is confirmed then following measures should
be taken for the patient:
(a) The patient should be registered with the nearby chapter of HFI.
(b) All vaccinations can be completed with the modification that
intra muscular vaccines should be given subcutaneously with
26 gauge needle (Insulin injection needle) and after injection
the area should be pressed for at least 5-7 minutes so that no
bleeding takes place under the skin.
(c) The child should not receive any intramuscular injection
(d) The child should not receive any aspirin like medicines (NSAID's).
However, paracetamol tablets can be used when required.
(e) All PWH should complete hepatitis B vaccination as there is
always a possibility that a PWH may require wet blood
product even when his hemophilia has been treated with
factor concentrates.
(f) As the child grows up he should do his regular physiotherapy
expect during first 24 hours of acute bleed. Regular
physiotherapy involving muscles around knee joint, elbow
joint and ankle joint should be strengthened though regular
physiotherapy. Detailed physiotherapy lessons should be
taken from a qualified physiotherapist who has worked with
PWH. Once the child develops habit of regular physiotherapy,
he is likely to remain fit and bleed less frequently in the joints.
(g) The parents of the affected child should know as much about
hemophilia as possible. There are many sources to get such
information. Eventually the parents must transfer this
knowledge to their children.
(h) The CWH should not be overprotected. He should go and play with
his peers. Some sports like wrestling, boxing, football, cricket etc
are prohibited. Swimming, cycling, badminton, tennis are good
games. Over protection of the child & preferential treatment over
other siblings may create strong sibling rivalry. Swimming is one
of the best form of exercise of P/CWH.
(I) Once the child is admitted in the school, the school teacher
particularly class teacher and physical training teacher
should know about the child's condition and the situation
should be taken advantage by training the teachers about
hemophilia. Local chapter of HFI will be of help. Same
approach can be taken in work place when CWH grows to
become PWH and join a job. In some place where PWH is
doing a job, it may even be possible to raise funds for the
cause. In fact one of the major fund raising drive from schools
and if every parent of CWH can take forward the awareness
about hemophilia in schools then these schools, can become
future source for fund raising for the cause of hemophilia.

(j) Atleast one of the parents of CWH or his elder sib must learn
how to give injection of factor concentrate to his/her son or
brother. As the CWH grows up (B>10 years) he can be and
should be taught to prepare and inject factor concentrate
himself.
(k) Our study has shown extensive vitamin D deficiency in our
hemophilia patients hence every P/CWH must take
supplemental vitamin D after discussing with his physician (i.e
Dose/Frequency etc). For an adult PWH 60,000 IU of vitamin D
once every 4 weeks should be enough.
(l) All family members of a C/PWH should know about RICE
therapy (Rest,Ice, Immobilization Compression & Elevation).
Ice should be crushed and should be covered with several
layers of muslin cloth. This crushed ice should be applied
around bleeding joint or over the muscle where bleeding has
happened. Compression can be given by crepe bandage.
(m) Joint bleed and muscle bleed cause pain. Ice relieves pain
immediately. Pain also can be relieved by Paracetamol tablets. If
paracetamol (not more than 6 tablets/day for an adult) is not
effective then COX-2 inhibitors like Etoricoxib 60 mg/90mg
can be taken once daily along with Omeprazole – 20 mg.
Etoricoxib should not be taken for more than 5-6 days at a
stretch. All medicines are to be taken after discussing with
doctor as the dose, frequency etc will be different for different
age, body weight etc. Pain can be reduced substantially with
alternative medicine like homeopathy. In acute pain you may
use Arnica – 30, 4 globules hourly till the relief is obtained, then
increase the duration to once in 3-6 hours. Arnica normally will
not work at a stretch beyond 48 hours.
(n) It is often useful to see a dentist for C/PWH once every 6
month. As the CWH grows up his milk teeth falls causing
bleeding. A loose tooth will cause bleeding a long as it is loose
and is sitting in the tooth socket. A dentist may help by
removing the teeth and putting “Botroclot” in the tooth
socket. In addition both bleeding from mouth and nose.
Tranexamic acid drops in the nose and Tranexamic acid
mouth wash is very effect. Mouthwash may be prepared by
putting a tablet (500mg) of tranexamic or 500 mg injection in
250/500 ml water. 10-15 ml of this water should be used as
mouthwash ½ - 1 hour during acute bleed. After swishing for
3-4 minutes in the mouth the material may be swallowed
rather than throwing out. In addition patient may receive
15mg – 50 mg of tranexamic acid orally for 8 weeks. In all the
cases if bleeding does not shop quickly the P/CWH should
receive the factor concentrate.
(o) Bleeding in urine occurs in PWH once in a while. Initial
treatment should be with large amount of drinking water upto
3 litres/24hours and alkacitron/citralka syrup 2 teaspoonful
in a glass of water 6 hourly with absolute bed rest. No
tranexamic acid should be given. If there is heavy bleeding for
more than one day then doctor should be consulted. Usually
urinary bleeding stops on hydration. Haemoglobin levels may
need to be seen if bleeding continues for more than a few days.
Look at the morning urine, usually that is most coloured and
as hydration (Dirty water) continues whole day the bleeding
becomes less. Arnica 30/4 globules and Hammamelis Q.6
drops in ½ cup of water every 6 hourly may help.
(p) Good quality sport shoes go a long way in reducing ankle and
knee bleed in C/PWH. Spending money on good quality sports
shoe is well spent. While purchasing such a shoe please
ensure that ankles are well covered and supported.
(q) If a CWH or a couple with family history of hemophilia wants
to conceive, the wife should be ready to have career detection/
prenatal diagnosis done. Thereof in counseling if the family
will be required to have a healthy child. Several centers in
India including ours offer this test. I have tried to present
several important day to day challenges for C/PWH. If the
family takes care of the above mentioned points life of PWH
and his family will be smooth.
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SOUTH REGION UPDATES

Kunnamkulam Chapter selected as
‘Save One Life Programme Partner of the Year’
Kunnamkulam Chapter has been selected as “Save One Life's
2013 Program Partner of the Year” for its dedication towards
upliftment of the community & faithful adherence to the policies
of ‘Save One Life’. Kunnamkulam is the first chapter in India to
receive this Award. Mrs. Usha Parthasarathi visited the chapter
on 24th February and met all the beneficiaries. She also
attended inaugural function of Universal Centre for
Psychotherapy & Counseling in Akkikkavu. In a formal
meeting, Mrs. Usha explained the Scenario of PWHs in the
country to the gathering including medical professionals & the
press. She emphasized on the importance of Program
Partnership & officially announced the Award.

Hyderabad Chapter organized a Walkthon on 31st March,
Cine Star Samntha graced the occasion. Dr. Pamela Narayan,
Physiotherapist, Dr. Geeth, Dr. Manjula Anagani, Gynics
supported the event. Through media Ms samantha appealed to
the govt. & the public for free treatment of P/CWH. She stressed
on the need of prevention of hemophilia and explained about
CD, PND tests. Dr Geetha Fernandez guided on test facilities
available in different places. Dr Manjula, from Little Stars
Children's Hospital assured all possible support. Dr. Pamela
briefed the deformities and sufferings of pwhs due to lack or
delayed treatment. Mr Phanindra, chapter secretary briefed
about the future plans of the society.

Dr. Ashok Verma, Dr (Sr) Merly, Dr. Satheesan, Dr. Thulasi Bai,
Dr. Gopinath, Mr. Babu(Physiotherapist), Prof.N.N.Gokuldas &
Mr. E. Raghunandanan participated in the meeting.

The chapter also conducted its AGM at NIMS Hospital,
Hyderabad on 24th February. Dr. Venkata Narayana gave
details about chapter formation & support of NIMS hospital &
doctors. Dr. Aswin Dalal, Scientist gave a power point
presentation on "Hemophillia- Inheritance, CD & PND.
Dr. Srikanth spoke on joint bleeds, symptoms, effects on
muscles and bones, care of joint with regular and proper
physiotherapy. The AGM concluded with an open house for
the development of the chapter. The new elected EC presented
their action plan for development of the chapter. 220 Pwh and
patients attended the AGM.

Coimbatore Chapter conducted a meeting to evaluate the
society's progress, procurement of factor & bleeding related
difficulties. Dr. Nishant Singh, Medical advisor, Baxter gave a
presentation about development of a clot, the chromosome
inheritance and the importance of prophylaxis treatment.
This ended with very useful and informative queries session.
Mr. Ganesh from Baxter spoke about the Schemes & facilities
offered by ESI.
Under the leadership of Karthik Vijay, youth group discussed
about preparations of camp planned for 1-4 May at
Kodaikanal. Similarly, under the leadership of Mrs. Suganthi
Narayanasamy, women wing also planned for women camp.

Dr Pamela Narayan also initiated a workshop on "Hemophila
Iloap-Soas bleeds" in Lakshmi Neuro Center & emphasized on
cause, nature, care & management of the bleed which was
attended by 14 Youth PWH .
Visakhapatnam Chapter also conducted its AGM on 6th
January at Press Club, 101 PWH and parents attended the
meeting. Dr V. Chandrasekharam presided over the meeting.
Ms Supriya, conducted physiotherapy. Dr Ravichandra
examined the joints and advised to protect the joints to lead a
better life.

A CME was conducted in ESI Hospital Coimbatore on the
topic “Prophylaxis on Haemophilia Management”
addressed by Dr. Nishant. About 50 doctors and nursing
superintendent participated in it. It was an eye opening
session for doctors, how prophylaxis could help in preventing
bleeding and deformities.
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To commemorate 20 years in Hemophilia Care, Bangalore
Chapter organized various activities on 26th & 27th January.
A Musculo Skeletal Workshop was conducted at St. John's
Hospital & Medical College, 25 Physiotherapist from various
chapters from south India participated in it. The medical
session started with welcome address by Dr Cecil Ross &
Vikash Goel, followed by keynote address on 'Rehabilitation of
Haemophilia patients' delivered by Dr. Kurian, Prof. of PMR,
St. John's Medical College Hospital. Dr. Pamela Narayan,
Member, WFH Musculo Skeletal Committee shared her
experience on the importance of Physiotherapy in
Haemophilia care. Dr. Siju K Paul, Physiotherapy consultant
of Bangalore Chapter presented the musculoskeletal
problems and physical rehabilitation program for PWHs. The
Department of PMR presented ‘Physiotherapy for PWH’,
Activity modification in acute and chronic haemophilia, use of
splints in the management of people with haemophilia, and
social aspects of haemophilia.
Musical Night: As tribute to the founder, Late Ramachander
a light entertainment event 'Night of Music and Dance' was
Hemophilia Society Manipal Chapter, Kasturba
Hospital and and Manipal University have initiated
a project 'IDEEA' (Identification, Diagnosis,
Education and Empowerment for Action), funded by
Novo Nordisk Hemophilia Foundation, Switzerland.
The project IDEEA aims at identification and
diagnosis of all cases of bleeding disorders in the
four districts of the state namely - Udupi, Dakshina
Kannada, Chikmagalur and Shimoga. The project
has been planned to cover a population of 56 lacs
from the 4 districts. The patients will be referred to
Kasturba Hospital for evaluation and treatment at a
subsidisd cost. Around 3000 ASHA (Community
Health Workers) will be trained for the same.

organized with the celebrity Bollywood Singer Ms. Teesha
Nigam (Sister of Sonu Nigam). Other well-known Sandalwood
artistes Mr. Santhosh & Ms. Sri Raksha performed and
enthralled the audience. A Souvenir was also released
followed by screening of a short movie, recalling some of the
key moments, the struggles and victories of founders which
created a sense of nostalgia among the audience.
Human Chain: On 27th January, a 'Human Chain' was
formed near the Queen Victoria Statue in the famous Cubbon
Park as part of awareness programme and to request the
Government to provide free factors. Families of PwHs, friends
& well wishers, representatives from Karnataka chapters Bangalore, Mysore, Hasan, Gangavathi, Davanagere,
Manipal and Hubli-Dharwad were also present. The patients
and families of the Thalassemia Society of Karnataka also
participated in the event and pleaded with the Government of
Karnataka to help provide free medicines throughout the
state in district hospitals and medical colleges by budget
allocation. The chapter also hosted the South Regional
Council meet.

ASHA Workers to Conduct Survey of
Bleeding Disorders in Manipal

The training programme has been already initiated
in Udupi district. Dr. Ramachandra Bairy, District
Health Officer inaugurated the programme in the
presence of project team members. He appreciated
and congratulated the ASHA workers for their unending efforts at the grass root level which has led to
the decline of child mortality and morbidity. Mrs.
Sulochana, nurse coordinator & project team
member conducted the training programme. Wide
media coverage was given to the inauguration of
training programme.

Training Session
Home visit by ASHA
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support & cooperation for basic treatment
& management of hemophiliacs in the region.
STATE LEVEL WOMEN WINTER CAMP:
In association with HFI, Women's Group
successfully organized a State level
Winter Camp from 18-20 January at
Santiniketan. The activities included talk
on management of bleedings, importance
of Physiotherapy & self-infusion. Women
along with their afflicted child form
Durgapur, Kolkata & Kharagpur Chapter
attended the Programme. The Campers were
taken for a pleasure trip. All the members
shared their difficulties, experiences,
unique ways of managing bleeds etc.

International Women’s Day Celebration
Pondicherry Chapter conducted AGM on 21st at Subbiah Thirumana Nilayam. A
Homeopathy clinic was conducted along with the AGM. SOL Scholarships were
distributed to 18 beneficiaries; 8 CWH were selected for Control Test of a project by
Hematology Department JIPMER. Homeopathy Medicines were distributed to 45
members. Dr.P.Nalini announced 1 lac rupees as a donation to the society.

Mrs. Juliet Ekka, a trained & experienced
Physiotherapist from Kolkata
individually discussed their problems
and explained the importance of
Physiotherapy & advised for regular
physical exercise. All the women learned
& enjoyed with the self infusion training,
physical exercises, quiz competition &
other entertaining programme.

The CWHs took part in Sit & Draw
competition. Shri Ajoy Roy, RCC (East) told
that CD & PND are the key steps for
prevention of the birth of children with
hemophilia. He also informed about support
being
provided by HFI under ONGC Project.
in association with Durgapur Steel Plant
Hospital on 30th March. Dr. Prantar
Chakroborty, Associate Prof. of The Brahmapur Chapter conducted its AGM
Institute of Haematology & Transfusion at M. K. C. G. Medical College Campus
Medicine, Calcutta Medical College was under the supervision of Dr. Sameer
the chief speaker. More than 100 particip- Behra and Mr Trilochan Nayak.
ants including doctors, DNB Students & Evaluating the chapter progress, various
Paramedical staffs attended the CME. Dr. issues and welfare activities were
Chakroborty gave a speech on Compre- discussed and planned for coming years.
hensive Hemophilia Care including a A new Executive Committee were elected;
presentation on the symptom, basic care Dr. Devi Prasad Mishra (President, Dr.
Sameer Kumar Behra (Vice President),
treatment & prevention of hemophilia.
Mr. Trilochan Nayak (Secretary),
He also explained the role of the Society Mr.Bipini Bihari Rath (Asst. Secretary),
& Kolkata Medical College & Hopital. All Mr. Sasank Sekhar Subudhi (Treasurer)
the participants were enlightened by and Dr. Jayanti Nayak (Medical Advisor).

On the occasion of International Women's Day, Dr. Nalini, gave a talk on “Women
and Hemophilia” in Vector Control Research Centre (ICMR). She also gave a
presentation at an event organised by Lady Athithi Club & Pondicherry Rivage
Ladies Club 47 and received donation of Rs.80,000/- .

EAST REGION UPDATES
Bhadrak Chapter organized its AGM on
17th February, about 25 PWH and their
families attended the meeting. Dr.
Pradip Kumar Nayak presided over the
meeting. Social worker Shri Sudhakar
Rout was the chief guest & Retd. Tr.
Bimal Kumar Nayak was the guest of honor.
Kamal Lochan Sahoo, Secretary readout the
Annual Report & minutes of the last meeting
which was approved by the members.
Dr. Pradip Nayak addressed the PWH for
maintainance of good health and care. He
said that he will not charge from PWH for
treatment at his nursing home. Dr. G. C. Jena
emphasis on physiotherapy and said that he
will help to set up a physiotherapy unit for
the PWH at Bhadrak. The new executive
body was selected by the members.
Durgapur Chapter organized a CME on
“COMPREHENSIVE HEMOPHILIA CARE”

the talk and requested Dr. Omesh
Khurana, the director of medical &
health services to make a awareness
programme on hemophilia in all the
health centers under Steel Plant Hospital.
Dr. Khurana expressed his gratitude to
Dr. Chakroborty & Durgapur Chapter
for organizing a CME on such a rare &
burning subject. He assured all possible
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A technical advisory committee was
formed comprising 6 specialized doctors
and 1 physiotherapist from the MKCG
Medical College. 4 regional coordinators
were also elected with the responsibility
of coordinating 8 with districts. The
society is grateful to HFI for sanctioning
some funds for WHD celebration. 20 PWH
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with their parents attended the AGM. The
new team decided to focus more on public
awareness & locating more & more
affected PWH's in the region, so that the
adequate support & care will reach to the
needy.

WEST REGION UPDATES

Patna Chapter also conducted its AGM
24 February. District representatives of
Patna chapter presented their reports &
challenges & planned for World Hemophilia
Day celebration & school fund raising.
Mumbai Chapter participated in the
Standard Chartered Marathon (Dream
Run – 6km) on 20th January 2013 with
the purpose of spreading Awareness on
Hemophilia. All participants walked with
Banners, placard, and distributed
Pamphlets to the public. You Tube
Chanel Highlighted Society's activities
and interviewed the members. It was
grand event for Hemophilia Awareness
and HSMC was highlighted by the media.
Bombay High Court Order For
Hemophilia Treatment: Government of
Maharashtra has submitted an Affidavit
in Bombay High Court on 19th March
2013 stating that the Government has
started 4 Centers in four Districts of
Maharashtra, namely Thane, Nashik,
Satara and Amravati Districts for AHF
Treatment free of cost to PWH. This is
indeed bound to be a huge relief for all
PWH close to these 4 Centres and can be
a stepping stone for HSMC to ensure that
a few more Civil Hospitals across other
Districts of Maharashtra are able to
extend this facility, for the betterment of
all PWH. These 4 centres are having AHF
to treat PwH free of cost. Further they
have submitted a proposal to Central
Government seeking to make AHF free of
cost to all PwH from Mumbai and Pune.
Dhule Chapter: For the first time 7 CWH
from Dhule & Jalgaon were enrolled for “Save
One Life project”. The chapter also organized
a medical camp with the participation 77
P/CWH & their family members.
Pune Chapter: Save One Life
scholarships were distributed to 28

PWH Meet Gujarat CM
P/CWH and members of Gujarat state hemophilia chapters (Rajkot, Vadodra,
Ahmedabad & Surat) met the Chief Minister, Shri Narendra Modi, Health
Minister, Shri Nitinbhai Patel and Education Minister Shri Bhupendrasinh
Chudasma for increase the grant of AHF in upcoming Financial Year. Shri Modi
was briefed by Kiranbhai Avashia (HFI-EC Member) about Hemophilia and
present available treatment and requested him to procure factor IX , VWD and
Fieba/Nova.
Shri Modi extended his blessings and good wishes to the children and their
parents & spoke about the steps taken by the state Govt. to support haemophilia.
After meeting the ministers the children and the families also toured the Vidhan
Sabha Complex. Lalji bhai Mer (MLA -Dhandhuka) sponsored lunch for all.
To observe March Hemophilia awareness month, youth and women group
jointly conducted various awareness programmes such as BMD analysis for
mother and wives of hemophilic, magic show for P/CWH and an open clinic. Dr
Seema Bhatwadekar examined the patients at Sterling Hospital and visited the
chapter and leaned about various activities.
beneficiaries. 11 poor CWH were given
Factor support from Children Hopes
(India) Inc, USA. Preparation of
Maharashtra State Blood Council
Identity card for free Blood Plasma, &
factor in state government Hospitals is
going on. Self Infusion, swimming,
Physiotherapy drawing & personality
development activities were organized by
the society. A physiotherapy camp was
jointly organized with Rotary Club Pune
Central on 17 & 20 January at Sangam
Discovery Santha, Yerwada; 2o youth
PWH participated in the camp.

Pune Chapter

Mumbai Chapter

Dhule Chapter
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DEVELOPMENT HISTORY OF
DURGAPUR CHAPTER

A Sister’s experience
with Hemophilia
I was born 17 years ago. I was the apple of my
parents' eye. Three years later my brother Nikhil
was born. He was the naughtiest and cutest little
baby I had ever seen. When he was 4 months old,
his tempting chubby cheeks were pinched by a
neighbor who found him adorable. This gesture
left a mark on his cheek, which made us realize he
was a hemophilic. Then began our journey with
hemophilia…

By Mr. Ajoy Roy (Chapter Key Person & RCC-East Region, HFI )

T

he need to form a Chapter in West Bengal beside the
existing Kolkata Chapter was long felt to make
Hemophilia Care available to the PWHs nearer to their
place. With the co-incidental presence of one of the founder
members of the Calcutta Chapter at Durgapur, the need
became a possibility. The motivation of Mr. Ashok Verma,
active cooperation of the Calcutta Chapter, hard work of the
then Regional Director (E) of HFI, the possibility became a
reality and it was formed on 1st May, 1999. The idea was to
ensure that PWHs from the districts of Burdwan, Bankura,
Birbhum, Purulia and Dhanbad (Jharkhand) get access to
treatment at a place nearer to their home and Durgapur
happened to be the epicenter of the said districts.

Since I was only 3 years older than him, I do not
remember much about his illness, but I do
remember small things, like when my tooth fell I
was very excited to get money from the tooth fairy,
but it was not the same for my brother. He suffered
severe pain and had to take injections to stop the
bleeding. Our favorite game - wrestling on the bed
became a big No-No, as he hit himself on the cot
and suffered severe bleeds. When his ankle bled, I
would carry him piggy back, we had fun and thus
made light of such situations. In spite of
everything, he led the most normal life, that I can
remember. He also had an air of arrogance about
him. My father and I realized and joke that
hemophilics fight their difficulties and pain with
an ATTITUDE!!!

The first thing for success of a Chapter depends on a
dedicated team as no single individual with all his
competence, and capabilities can meet the huge demands
that a Chapter & the associated PWHs aspire. It is the team
in Durgapur which has turned many dreams to reality. At
the very beginning it successfully chalked out its Vision &
Mission very clearly & realistically and jotted it down in
letter and spirit which still holds good. Ever since, it is
scaling one after the other peaks with the set priorities.

Around the age of four, he suffered from brain
fever, due to which he became bedridden for the
rest of his life. This changed my life drastically. He
would get blue patches on his body, and still could
not tell us whether he had pain, and where. But we
could see the pain on his face and we would try to
make him feel comfortable.

Though it started from the residence of the founding
Secretary, it's first priority was to set up an office for itself
which is very important for development of a Chapter.
Initially, Sadananda Milan Mandir- a socio-religious trust
was very forthcoming and was generous enough to allow a
very modest space in their premises for the chapter in 2001.
But the urge to grow prompted the founding team to
approach C.M.E.R.I. (Central Mechanical Engineering
Research Institute) under CSIR at Durgapur to rent an
unused Bungalow in its premises for the use of the chapter.
Meanwhile, the Chapter was already being supported by a
trained doctor & a physiotherapist-courtesy-HFI. During
this period, the Chapter organized two Medical Seminars,
Psychological counseling & Free Hep.B vaccination and free
Check-up at Durgapur in 2000 and 2001 along with the
AGMs besides holding two Winter Camps for the PWH
families in 2002 & 2003.

I do not know anybody else who has undergone
more surgeries or have taken more injections than
him. He was the bravest boy I know. I feel
hemophilics are the bravest people, who face life
with grit and determination.
My brother has changed me and my life. He passed
away two years ago. I believe in the saying “Do not
feel sad it is over, be happy it happened.” I now
believe in angels, and I use this opportunity to
thank my brother.

These programmes instilled confidence in the PWH member
families about their abilities, who were initially reluctant
when their memberships were transferred from an
established Chapter like Calcutta. It also helped in

Thank you Nikhil !
Rhea Goel
(Sister of a Hemophilic)
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developing fellowship amongst the afflicted families who got to
know each other & share their problems. The L.I.G.H.T. Grant
of Rs.2.5 lakhs (L.A.Kelley Foundation, USA) in 2002 was the
first International recognition of chapters which gave a boost
to its confidence in its capabilities. It was of immense help in
setting up of the Office with Computers and other office
stationeries and furniture. A Physiotherapy Unit was set up at
the rented Bungalow and started Day Care too. It secured the
Bayer Hemophilia Award of $ 9700 in 2006-07 another
recognition for its dedicated work. HFI's support was always
at hand, be it organizing Winter Camps, Med. Seminars and
Hep.B vaccination etc.
With HFI's recommendation, it was chosen for the DANIDA
project which helped immensely in running the Office and
organizing various activities under the scheme. But being a
chapter with sky-high aspiration and being located in a
rented Bungalow could not keep it contentment. Its activities
convinced the local Civic authorities to allot the chapter a
modest plot of land at the primmest location of the city – City
Centre, Durgapur in 2006. The STEEL AUTHORITY OF INDIA
(SAIL)-DURGAPUR STEEL PLANT authorities granted Rs.14
lakhs for construction of the Ground floor in 2008 under its
Corporate Social Responsibility (CSR) scheme.
The Asansol Durgapur Development Authority & the
Durgapur Municipal Corporation also came forward and
donated Rs.5 & Rs.1 Lakhs respectively for the purpose. The
SAIL-Alloy Steels Plant authorities donated Rs.2 lakhs for
setting up the Physiotherapy Unit under CSR with newer
equipments. In the meantime, the Chapter successfully
organized four Medical Seminars at Bolpur-2003, Bankura
Medical College-2007 and Burdwan Medical College-2010
and at the Mission Hospital, Durgapur-2012 with active
support from HFI. It also organized four more Camps in Jan.
2005 & Dec.2005 at Bolpur, Maithon, Mukutmanipur-2011
and Durgapur-2012.
The Women Group formed way back in 2003 had actively
participated and organized numerous Patient Check-up, Self-

Obituaries
Late. Pranjal Saikia
(PWH, Tinsukia Chapter)
Death: 17.02. 2013
(Died due to hemochuria and
stomach bleed)

Infusion training, Dental Check-up, Physiotherapy Camps
and World Hemophilia Day programme all these years.
Convinced with its accounting fairness and financial record
keeping with audited accounts, including holding AGMs
regularly, it was granted exemption u/s 80G of the Income
Tax Act by the Income Tax Dept. This aspect of meticulous
record keeping was even appreciated by Mrs. Laureen Kelley,
Director, Save One Life Inc.USA during her visit to India in
2010 terming it a model chapter in her Blog. Filing of timely
Annual updates and record keeping has enabled the
Durgapur Chapter to increase its SOL beneficiaries from 5 in
2003 to 26 in 2012-we are grateful to SOL authorities.
Durgapur Chapter received SAC grant for three poor CWHs.
HFI has always been considerate in assisting the Durgapur
Chapter – be it ONGC, BHEL, The Hans Foundation or any
other support when it comes to the welfare of the PWHs.
Over the years, it could arrange for training of more Medical
experts – again thanks to HFI ! Like an elder brother, the
Kolkata Chapter too has always extended its helping hand to
the Durgapur Chapter with all its expertise and experience
whenever the need arises.
The construction of the 1st floor of the Care Unit has just
commenced with another generous support from SAIL
–Durgapur Steel Plant under its CSR policy amounting to Rs.11
lakhs in 2013. It will house a Seminar Hall, accommodation for
PWHs requiring overnight stay for continuous guided
Physiotherapy, & a Medical Information Library.
Our advice to the upcoming chapters- build a good team with
individuals having diverse potentials, come out of the 'Me' only
syndrome, chart out your goals in a realistic manner, hold
regular AGMs & involve the PWH families in all your activities &
the next success story in the HFI Newsletter would be yours !
Please visit us at: www.hemophiliadurgapur.org to know
more about the Hemophilia Society- Durgapur Chapter.
Jai Hind !

Send your feedbacks, queries, news, articles
to: alma@hemophilia.in OR write to:
Hemophilia Federation (India),
Communication Dept.
A-128, Mohammadpur, Behind
Bhikaji Cama Place, New Delhi-110066
Tel: 011-26174020/26175791/26178152
Fax: 011-26177209
Email: support@hemophilia.in
Website: www.hemophilia.in

Late. Mr. K.V.Ramachandra
(PWH, Founding member & Treasurer
of Bangalore Chapter)
Age: Above 60
Death: 17. 01. 2013

We express our deep sorrow on the sad demise of our beloved friends.
May their souls rest in Peace. May God give strength to their family
members for this unbearable loss.

NOTICE: HFI provides Free Treatment (AntiHemophilic 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. Tele: No. 011-23092598.
Dial 011-43852786 (IVR HOTLINE NO) and know
about Hemophilia and HFI.

EDITORIAL BOARD:
Dr. Kanjaksha Ghosh
Dr. Cecil Ross
Vikash Goel
Rtn. Wg. Cdr. (Rtd.) SS Roychoudhury
Ms Alma Grace Barla
Hemophilia News is available in our website in PDF file at
www.hemophilia.in
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For persons with hemophilia, good oral hygiene is essential to
prevent periodontal disease and dental caries, which predispose to
gum bleeding. Dental examinations should be conducted regularly, starting at the time the baby teeth start to erupt. Teeth
should be brushed twice a day with a medium texture brush to
remove plaque deposits. Dental floss or interdental brushes should
be used wherever possible. Toothpaste containing fluoride should
be used in areas where natural fluoride is not present in the water
supply. Fluoride supplements may also be prescribed if
appropriate. An orthodontic assessment should be considered for
all patients between the ages of 10–14 in order to determine if
there are any problems associated with overcrowding, which can
result in periodontal disease if left untreated.
Dental treatment interventions:
Close liaison between the dental surgeon and the hemophilia team
is essential to provide good comprehensive dental care. Treatment
can be safely carried out under local anesthesia using the full range
of techniques available to dental surgeons. Infiltration, intrapapillary, and intra-ligamentary injections are often done under
factor cover (20-40%) though it may be possible for those with
adequate experience to administer these injections without it.
Dental extraction or surgical procedures carried out within the
oral cavity should be done with a plan for hemostasis management,
in consultation with the hematologist. Tranexamic acid or epsilon
aminocaproic acid (EACA) is often used after dental procedures to
reduce the need for replacement therapy. Oral antibiotics should only
be prescribed if clinically necessary. Local hemostatic measures may
also be used whenever possible following a dental extraction.
Typical products include oxidized cellulose and fibrin glue.
Following a tooth extraction, the patient should be advised to
avoid hot food and drinks until normal feeling has returned.
Smoking should be avoided as this can cause problems with
healing. Regular warm salt water mouthwashes (a teaspoon of salt
in a glass of warm water) should begin the day after treatment and
continue for five to seven days or until the mouth has healed.
Prolonged bleeding and/or difficulty in speaking, swallowing, or
breathing following dental manipulation should be reported to the
hematologist/dental surgeon immediately.
Non-steroidal anti-inflammatory drugs (NSAIDs) and aspirin
must be avoided. An appropriate dose of paracetamol/acetaminophen every six hours for two to three days will help prevent pain
following an extraction. The presence of blood-borne infections
should not affect the availability of dental treatment.
Presence of inhibitors – special situation
Prevention of bleeding at the time of dental procedures in patients
with inhibitors to FVIII or FIX requires careful planning.
Uncontrolled bleeding in inhibitor patients following a dental
extraction should be aggressively addressed

Early bleeds – within 24 hours of extraction: The splint should be
removed and the area inspected to ensure that there are no mucosal
tears. If there is mucosal damage, it should be sutured to prevent
further problems. If the bleeding appears to be from the socket, it
may be necessary to remove the blood clot and fibrin plug, irrigate
the socket, and examine the area to ensure that there are no foreign
bodies causing the problem. The socket should be packed and the
splint fitted. Oral antibiotics should be prescribed if any foreign
body has been located, as there may be some remaining infection.
Late bleeds – usually occur between 2 and 5 days: These bleeds are
commonly thought to be due to infection, although there is no
evidence available in the recent literature to support this theory. If
the bleeding is from the socket, the clot should be removed and the
socket irrigated and re-packed as above. The splint should be replaced
& left in situ for at least 2 days. Oral antibiotics should be prescribed.
Recurrent bleeds – If all the above regimens have failed, the use of
coagulation factors should be considered. The infusion of a high
dose of factor VIII or factor IX may be used in a patient with
inhibitor levels below 5 BU/mL.
However, this approach may not be suitable for patients with highresponding inhibitors, as the antibody level can rise very
dramatically after the infusion. Recombinant factor VIIa
(NovoSeven®) is commonly given as a series of bolus injections in
this situation to arrest bleeding. IV bolus of rFVIIa at a dose of 90
ìg/kg, followed by further doses every 2-3 hours if needed, is
usually recommended. Once haemostasis is achieved, the splint
should be left in situ for 48 hours and the patient monitored
carefully; combining rFVIIa with tranexamic acid helps to enhance
clot stability. Alternatively APCC may be given as twice-daily
doses of 50-100 U/kg, with the maximum daily dose not
exceeding 200 U/kg. Being a plasma product and combination of
pooled factors, concerns though about transmissible blood-borne
infections and anamnestic response (enhanced inhibitor levels) do
exist. Also, APCC should not be given in combination with
tranexamic acid, as this can provoke thromboembolism.
Source:
- Friedman M, White B, Dougall AJ. An audit of the protocol for the
management of patients with hereditary bleeding disorders undergoing dental
treatment. J Disab Oral Health 2009;10(4):151-55.
- Frachon X, Pommereuil M, Berthier AM, et al. Management options for dental
extraction in hemophiliacs: a study of 55 extractions (2000-2002). Oral Surg
Oral Med Oral Pathol Oral Radiol Endod 2005;99(3):270-5.
- Hewson I, Makhmalbaf P, Street A, et al. Dental surgery with minimal factor
support in the inherited bleeding disorder population at the Alfred Hospital.
Haemophilia 2011;17(1):e185-8.
- Brewer A. Dental Management of Patients with Inhibitors to Factor VIII or
Factor IX. Treatment of Hemophilia monograph no 45. Montreal: World
Federation of Hemophilia, 2008.
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