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FOUNDER'S DAY 24 NOVEMBER
The occasion also showcases the improvements in the overall wellbeing of
persons and children with Hemophilia of our country. It also provides an
opportunity to recognize the hard-work of our chapters and their outstanding
service to the hemophilic community.
This year the Founder's Day program was held at Yamunanagar, Haryana in
association with our Yamunanagar Chapter. The event was well organized by Mr.
Vishnu Goel, RCC North and chapter keyperson of Yamunanagar Chapter which
was attended by the registered P/CwH community of Yamunanagar District. A four
member team comprising of Mr. Sanjeev Arora – Sr. Manager – Resource
Lt. Sh. Ashok Verma Mobilization, Mr. Gulab Singh - Program Executive, Mr. Umeshanand Mishra – Head
Administration and Mr. Pawan Madhuar – Sr. Communications Executive attended
Founder (HFI)
the event from HFI. The event was attended by around 70 people comprising of P/CwH and their
parents, members of the chapter, physiotherapists and media persons.
Mr. Sanjeev Arora, Manager HFI informed the attendees about HFI's brief history and the dynamic role,
eﬀorts, time and dedication of Late Sh. Ashok Verma in establishing the organization. He also

summarized HFI's goals, past achievements and activities highlighting the impact and value of HFI on
the lives of Hemophilics all over India. The event was supported by Baxter (India).
Free Factor & Scholarship Cheque Distribution

experiences, thoughts and discussed various
4 patients were given 1200 units of Factor – IX issues related to Hemophilia.
each for Home Therapy. The beneﬁciaries Physiotherapy Session
expressed their gratitude to Chapter & HFI. 5
Two Physios, Dr. Amit Kumar and Dr. Khushboo
Sharma attended the P/CwH on one-to-one basis.
The patients were
given training on
various physical
exercises and
management of
joints and muscle
bleeds speciﬁc to
their problem and
d i s a b i l i t y. T h e
one-to-one
interaction
Hemophilic students were also given Scholarship between doctors and patients was very helpful as
Cheques of Rs.1500/- each for school education. they could express their problems with ease and
Simultaneously sessions on Women's Group and this instilled conﬁdence amongst the patients.
Youth's Group were also held during which they The doctors advised the patients to exercise
interacted with each other, shared their regularly.
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His perspective on few Hemophilia Questions
Q. What do you think should be the correct approach by
parents when they ﬁrst discover that their child has
Hemophilia?
A. “Must get associated with nearest Chapter and gather as
much knowledge as possible because 'Knowledge is power'.
The only way is to gain more knowledge is by exchange of
ideas.”
Q. Where should the parents go to know their rights and
responsibilities?
A. “Visit the nearest Hemophilia chapter. Every chapter has a
good collection of education materials on Hemophilia.
Internet is a great source of information. Books like “Living
with Hemophilia” by Peter Jones and “Raising a child with
Hemophilia” by Laureen A. Kelley are excellent material.”
Q. What are the best ways of treatment and management of
this bleeding disorder?
A. “Golden words are 'don't neglect', 'treat early'. Early use of
factors prevents long term disabilities. The only question is
aﬀordability. Fortunately, due to the tireless eﬀorts of HFI and
its chapters, many states have made factors available at a
subsidized rate or even free. Physiotherapy is very important
to prevent permanent deformities.”
Q. Will there be an increase in no. of CwH (Children with
Hemophilia)?
A. “Of course, yes! As the population increases, number of
CwH increases. Life span of PwH is also increasing because
of improved treatment facilities. But, if we can implement
proper carrier detection and prenatal diagnosis we can
reduce 70% cases of Hemophilia!”
Q. Will Hemophilia be treated more effectively and safely
in future?
A. Hopefully, yes! Now, with the use of advanced viral
inactivation techniques for plasma derived products and
widespread use of recombinant products, risk of
transmission of infection is very low. Factors with longer shelf
life will soon be a reality. Factors may become cheaper in the
future as cloning and stem cell technology advances. Factor
that can be taken orally may also be a reality in the future.

Q. What are the advances in medical science for a longterm cure for Hemophilia or can it be ever cured?
A. “I ﬁrmly believe that one day Hemophilia could be cured
permanently and that day I believe is not far away. Gene
therapy has already become successful. Human trials are in
their advanced stages. But the question I ask to children and
youth with Hemophilia (and to myself!) is, do you want to sit
back and wait for somebody to come and give you gene
therapy or do you want to actively participate and do research
and invent gene therapy for yourself and others?”

HFI’S AWARENESS CAMPAIGN

HFI's Campaign for Hemophila Awareness at Select City Walk
New Delhi |27th - 28th November 2013

HFI's RM Department conducted a two days
campaign from 27th and 28th November, 2013 at
Select City Walk, Saket Mall, New Delhi. It was
aimed to create awareness about Hemophilia
among the visitors. Mr. Ganesh Godiyal, Asst.
Resource Manager, HFI & Mr. Tony Pullappully,,
Resource Executive, HFI were present at the stall
for the campaign. Booklets, brochures and
newsletters about Hemophilia were kept to
sensitize people about the cause. A Documentary
on Hemophilia was also screened by the mall
authorities on a large plasma screen throughout
the campaign.
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CHAPTER UPDATES
Bhubneswar Chapter
Major Surgery of a Hemophilia Patient
The chapter reported the successful amputation of
a leg of a patient with Hemophilia-A, Factor VIII
deﬁcient.
Deepak Kumar Das, aged 19 was admitted in the
Hematology Department of SCB Hospital following
an accident in which his right leg (femur bone) was
fractured. His leg was badly swollen because of
internal bleeding and his situation worsened in no
time. Only a plaster cast was applied as treatment
for fractured bone as his family could not aﬀord to
purchase the expensive Anti Hemophilic Factor
(AHF) needed to stop the bleeding. His situation
kept on worsening and a Pseudo Tumor got formed
on his leg. On inspection by doctors it was found
that the tumor was severe and complicated and
amputation above his knee is the only solution.

Deepak Kumar
Aged 19
Hemophilic -A

On 23rd of November 2013 the surgery was
successfully performed by a group of doctors of
SCB Hospital & Medical College involving Dr. R. K.
Jena (Prof. & HOD Hematology), Dr. Sudha Sethy (Assistant Prof. Hematology), Dr. Tanmaya Mohanty
(Assistant Prof. Dept. of Orthopedic) and Dr. Khageswar Rout (Assistant Prof. Dept. of Anesthesia).
The factor required for the surgery was provided by the humanitarian assistance of Ms. Laureen A.
Kelly & Mrs. Usha Parthasarathy through Hemophilia Society, Bhubaneswar Chapter.

Bareily Chapter
Heal - A - Soul
The Chapter organized BHEL
funded “Heal-A-Soul” program
under the supervision of Chapter
key person Mr. Ambrish Kant and
Mr. Sanjeev Arora, Manager
Resource, HFI.
Mr. Mohan, Manager, BHEL was
the chief guest and he distributed Free AHF to the
poor PwH of the region.

Free AHF Support
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Coimbatore Chapter
Silver Jubilee Celebrations: - On the 23rd
November 2013, the chapter marked its Silver
Jubilee Celebrations by conducting a CME on
Hemophilia. Nearly 100 attendees including
doctors, students (PG / UG), and members
participated in the camp.

Dr. Usha, MD, Hematology, CMC Hospital made a
presentation on hemophilia treatment and spoke
on the role of government hospitals and society.
She also answered various queries and doubts

raised by doctors and students. The CME was concluded after the lunch which was sponsored by
Baxter.
The chapter also held its monthly meeting on 20th October
2013. Around 150 members including new PwH
were present. The Ashok Verma memorial award
and cash prizes were distributed to the PwH.
The meeting was then followed by two more
meetings of women and youth group of the
chapter where the basic focus was given on
Intracranial Bleeds. Emphasis was laid on its
symptoms, precautionary measures and the need
of immediate reporting by PwH to their
respective group members for proper guidance.

Kunnamkulam Chapter
Regional Council Chairman (RCC) Meeting,
Southern Region
On 14th December 2013, Close to 50 members
attended the Regional Council Chairman
meeting of Southern Region at Jubilee Mission
Medical College & Research Institute, Thrissur,
Kerala, India. The meeting was organized under
the chairmanship of Shri E. Raghunandanan,
Chairman, Regional Council (South), HFI. Useful
and relevant information were shared with the
Chapter representatives, particularly on the
future plans. Attendees also got engaged in valuable networking.
CME & Health Exhibition themed "Diagnosis and Management of
Hemophilia and Other Bleeding Disorders”
Eminent personalities like PAC Chairman Mr. P.C.
Chacko MP, Mr. Therambil Ramakrishnan (MLA)
Thrissur, Rev. Father Thomas Vadakkan, Director
JMMC Thrissur, Dr. Purushothaman HOD,
Paediatrics, Govt. Medical College, Thrissur etc.
were in the dias to show their support for the
cause.The meeting was followed by CME in which
scientiﬁc sessions were held. Over 70 doctors
attended the CME from diﬀerent medical
colleges.
Presentations on following topics were shown by
respective doctors:Ÿ Laboratory Diagnosis of Bleeding Disorders &

Pre Natal Diagnosis & Carrier Detection of
Hemophilia – Dr. Sukesh C. Nair, Professior & HOD,
Transfusion Medicine & Immunohematology, CMC
Vellore.
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Ÿ Recent Advances of Hemophilia – Dr. P. Nalini,
Retd. Professor of Paediatrics, Jipner
Ÿ Approach to a Bleeding Child & Rarer Bleeding
Cases – Dr. Anand Prakash, Associate Prof., Paediatric
Hemato Oncology, St. Johns Medical College,
Bangalore.
Ÿ Management of Acute Bleeds & Pre Operative
Management of Hemophilia – Dr. Neeraj Sidharth,
Associate Prof. Dept. of Hematology & Stem Cell
Transplantaion, AIIMS.

Health Exhibition: The exhibition
g a i n e d
a
tremendous amount
of interests from
over 1000 people of
the region who
gathered to know
about Hemophilia.
The exhibition was a success.
Mr. E. Raghunandanan thanked all the dignitaries
and everyone present, who came out and
p rov i d e d t h e i r s u p p o r t fo r s u cce ss f u l l y
conducting the program.
Youth Group:- The Chapter's Youth Group
attended the Annual Youth Meet at Bangalore on
30th Nov. – 1st Dec. 2013 where they showcased
their presentation on Modern approach towards
management of Hemophilia, Time Management,
Dental Care, Stress Management and Building
Self-Conﬁdence.

Kannur Chapter
On 27th Oct. 2013 the
Chapter organized a
physiotherapy camp at
Poromala Auditorium,
Chervathur with the support
from Rotary Club, Chervathur.
The awareness camp was
inaugurated by the MLA Sh. K.
Kunhiraman. Many
hemophiliacs and their
families participated in the
camp. Proceedings were
facilitated under the
guidance and supervision of Dr. K Sudhakaran,
Preseident of Hemophilia Society Kannur Chapter
(HSKC). Informative and helpful session on
hemophilia and its management were also held.
6

Manipal Chapter
Project IDEEA (Identiﬁcation, Diagnosis,
Education & Empowerment for Action on persons
with bleeding disorders in South India)

O

n 26th October 2013, the Chapter
launched IDEEA 2nd Year in association
with Manipal University and Kasturba
Hospital sponsored by Novo Nordisk Hemophilia

Foundation, Switzerland.
Urban Development Minister of Karnataka State,
Shri Vinay Kumar Sorake was the chief guest.
Other dignitaries were from Kasturba Hospital &
Medical College and Manipal University. Dr. H.S.
Ballal, Pro Chancelor of Manipal Univeristy
supervised the event in the presence of Dr.(Col) M.
Dayananda - Medical Superintendent, Kasturba
Hospital, Dr. Pradeep Kumar - Dean, Kasturba
Medical College and Dr. Annamma Kurien,
President, Hemophilia Society Manipal Chapter.
Many PwH and their families were present in the
event. 12 Hemophilic youths from Manipal,
Bangalore, Kannur, Kunnamkulam and Calicut
chapter were given scholarships for higher
education. Speaking on the occasion, the chief
guest appreciated the eﬀorts of Manipal
Hemophilia Society and Kasturba Hospital for
serving the suﬀering community. Dr. H.S Ballal
urged the minister for making AHF available in all
disctrict Hospitals.
Cont..7

Basic Coagulation Training & Workshop from 23rd
to 26th Oct. 2013 supported by NNHF was also
conducted.
The “hands on workshop” was held by the
Hemostasis & Thrombosis Division of Kasturba
Hospital, Manipal with support from NNHF. 15
p a r t i c i p a n t s i n c l u d i n g p a t h o l og i s t s a n d
technologists from Udupi, Shimoga & Mangalore
hospitals/colleges were given training on Basic
Coagulation Techniques. On 26th October,
training completion certiﬁcates were distributed
in IDEEA-2nd Year.
Thromboelastography (TEG): On 25th October an
“Update & Panel discussion on
Thromboelastography (TEG), USA” was conducted
in the presence of Dr. Sukesh C Nair, and Mr.
Minhaj Khan, Resource Persons, CMC, Vellore. An
analyzer, Point-of-Care Testing (POCT) with
Thromboelastography (TEG) is being procured
a g a i n t h ro u g h s u p p o r t f ro m N N H F. T h i s
instrument helps in assessing the whole
Coagulation & Fibrinolytic pathway and would be
useful to Cardiac Surgeons, Anaesthetists,
Cardiolosts, all surgical specialists and blood
transfusion specialists.
The chapter's youth group also attended the
Youth Camp held in Bangalore on 30th & 1st of
December 2013.

Patiala Chapter
The chapter
o r g a n i ze d a
meet on 8th
December
2 0 1 3 t o
nominate its
new chapter
key person Mr.
S a n t o s h
Kumar Singla
and also to discuss wide range of needs and
problems of PwH and their families.
The chapter also received an invitation from Mrs.
Veena Kumari, Advocate & Director of Human
Rights Law Network to participate and highlight
the plight of Hemophilics in the Seminar to be
held on 11-12th January 2014 by them. The
following grievances and demands of
Hemophilics were brought to her notice:-

Ÿ

Ÿ
Ÿ
Ÿ
Ÿ

Factor VII & IX are included in WHO's essential drugs list
and therefore should be provided for free by state
government.
Hemophilics Day Care Centers should be open in at least
10 hospitals or Community Health Centers in Punjab.
Financial help, scholarships, reservation in jobs,
Insurance and free public transport should be given.
Hemophilics should be included in the category of
Disables Permanently.
Patients who got HCV, HBC, and Hepatitis C due to
contaminated FFP / CPP should be given compensation
and free treatment.

It was also informed that FFP and CCP cause many
health hazards like skin rashes, risk of HIV etc. and
their eﬀect slowly endangers life of patient in
need of speedy treatment. Therefore the state
cannot reject the demands of Hemophilics for
free factor merely on the grounds of providing
Free FFP & CPP.

Pune Chapter
Diwali Dhamaka:- On
31st October 2013
Chapter and Children
of Hope India Inc (USA)
jointly organized an
event "Diwali
Dhamaka" to mark
Diwali Celebrations. The Chapter's Key person Mr.
Rashid Lilani distributed Sweets and Gifts to the
poor CwH.
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Rajkot Chapter

21

13

21st Annual General Meeting: The chapter
organized its 21st AGM on 20th October 2013.
Nearly 300 people gathered to deliberate on the
chapter's management for next year. Children and
adults with bleeding disorders and their families,
invitees, physicians, chapter staﬀ and members all
congregated on the occasion. Mr. Hemraj Kasundra,
President (HSRC) welcomed the chief guest Sh.
Pravinbhai Makadia (MLA, Gujrat Govt.) and other
dignitaries.
A G M - 20
A t t e n d e e s h a d p l e t h o r a o f s e s s i o n s o n st
psychosocial support, positive thinking and
motivational speeches with illustrations including interactive Question and Answer rounds.
The AGM highlighted chapter's history and its many programs and achievements in the whole year.
Activity report of the complete year was submitted by Mrs. Sonal Ben Sakariya, Secretary (HSRC).
Brilliant PwH students were honored for their excellent academic performances and honored by
giving Certiﬁcates, Cash prizes and Mementos. Outstanding people and organizations were also
recognized for their achievements and contribution towards hemophilia care and were awarded by
Mementos.
After the interactive sessions, prize distributions and delicious lunch, the new executive committee of
the Chapter was formed for next year.
day Special Women Group and Parents meet was
also held. 15 and 30 persons respectively particiThe Chapter held its Committee Meeting on 17th pated in the meet.
October 2 0 1 3 . T h e t r u s t y a n d o t h e r
functionaries of the chapter Tinsukia Chapter
we re p re s e n t a n d t h ey
discussed their activities B H E L S p o n s o r e d Tr e a t m e n t S u p p o r t
and future plans. The
registered women PwH were
also invited and Nabila
Philanthropy awards and
cash awards were also
distributed to the selected
CwHs.

Surat Chapter

On the 29th November 2013,
the Youth and Women wing
of HSSC also organized a New
Ye a r P r o g r a m a t G o v t .
Medical Hospital, Surat. HSSC
Tr u s t y M r s . A s h a b e n
Virendhrabhai Majmudar, Dr.
V a d e l , M e d i c a l
Superintendent, Dr. Chavada,
HOD – Medicine Dept. and Dr.
Vijay Shah, HOD- Pediatrics were present and
Gifts were distributed by the trusty. On the same
8

The Chapter organized a Free Factor Distribution
program, themed “ Heal-A-Soul” on 25th October,
2013 through the sponsorship of BHEL.
The chief guest Dr.P Bhuyan, Jt. Director(Health)
along with Mr. Nespal, BHEL distributed free factor
to 10 CwH from Tinsukia, Dibrugarh & Sivsagar
District. The patients and the beneﬁciaries
expressed their gratitude to chapter key persons

and the dignitaries for
their continued support
towards the cause. The
program held sessions
on awareness and
management of
Hemophilia and was
concluded with special
thanks to all the dignitaries present for their
contribution towards the welfare of Hemophilics.
The event was widely covered by the local news
papers.

Siliguri Chapter

YOUTH GROUP - UPDATES(YGHFI)

AYM2013 Bangalore
The 3rd Annual Youth Meet (AYM 2013) of Youth
Group Hemophilia Federation (India), YGHFI was
held from 29th November – 1st December 2013 at
Bangalore. The meet was chaired by Mr. Harshal
Kale, Chairman (YGHFI) and assisted by the Youth
Committee of YGHFI. All the Regional Youth
Representatives of North, West, East & South
regions reported their activities such as events,
medical camps and lobbying eﬀorts etc. They
shared insights on comprehensive care of
Hemophilics and and networked with each other.
Many aspects of Hemophilia, like its management
of bleeds and early treatments of Prophylaxis
were discussed at great length.

O

n 26th December 2013, the Chapter
organized BHEL supported Free Factor
Distribution Program “Heal-A-Soul”. The
event was supervised by Mr. Jagdish Prasad
Bhopal, President - Hemophilia Society Siliguri
Chapter. Mr. T.K Saha, Manager BHEL, Kolkata and
Dr. Shekher Ranjan Basu distributed free AHF to
10 CwH. Dr. Basu in his speech emphasized that
awareness about Hemophilia is very Important in
addressing the problems of Hemophilics. Mr. Arun
Pandit, Member, HFI gave a brief description
about Hemophilia, Carrier Detection and PreNatal Detection Tests. The tests are only available
in AIIMS - Delhi, KEM - Mumbai and CMC - Vellore.
Mr. Manik Lal Mitruka, Secretary, HSSC informed
everyone that the society at present is providing
support to 92 CwH of the region.

“Mr. Premroop Alva and Mr. Niloi Ganguli
represented HFI in the Youth advocacy and
lobbying workshop in Canada and they got the
BEST GROUP AWARD for their presentation
showcasing the hard work of YGHFI.”
HCV Camp, KEM Hospital: On 6th December,
2013 Youth Group, HSMC organized a meet for
HCV patients at KEM Hospital. 20 patients
attended and they were given guidance on
precautionary measures. Dr. Kanjaksha Ghosh,
President HFI conducted the entire meet. He
educated and interacted with the patients and
suggested them to start Ayurvedic Treatment
oﬀered by Dr. Narendra Bhatt. After the meeting,
blood samples for viral infections were taken from
the patients.
The Chapter's Youth Group had also participated
in recently held Annual Youth Meet at Bangalore.
9

WOMEN’S GROUP - HEMOPHILIA FEDERATION INDIA (WGHFI)
Western Region Women's Group Meeting
The two days meeting was held on
21st & 22nd December 2013 at
Surat, Gujrat. Two women
representatives from each
HFI Chapter were invited
and over 100 women
representatives
participated to learn
various aspects of
Hemophilia. Training
s e s s i o n s o n
Communication
Skills, Economic
Rehabilitation
through Self Help
Groups (SHG), Role of

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

women in Hemophilia Care and
Evolution of Women's Group of
HFI were carried out.
Signiﬁcant discussions on
being a carrier and its
impact on woman's
health and quality of
life were held.
Knowledge on
symptoms, type of
bleedings that can
occur in carriers,
diﬀerent diagnostic
tests and treatment
options were shared
with the participants.

Obituaries
Late. Mr. Yusuf
Aged 40 years
(CwH, Hemophilia Society Yamunanagar Chapter)
Death: 15.12. 2013
(Died in road accident)
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.

Editorial Board

pawan@hemophilia.in or write to:
EDERAT
AF
Hemophilia Federation (India),
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LI
Communication Dept.
A-128, Mohammadpur,
Behind Bhikaji Cama Place,
New Delhi-110066
Tel: 011-26174020/26175791/26178152
Fax: 011-26177209

Dr. Kanjaksha Ghosh
Dr. Cecil Ross
Mr. Vikash Goel
Rtn. Wg. Cdr. (Rtd.) SS Roychoudhury
Mr. Pawan Madhukar
Mr Ganesh Godiyal
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Website: www.hemophilia.in
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Hemophilia News is available in our website in PDF file at
www.hemophilia.in

Hemophilia Federation (India)
Haemophilia Treatment Centre – Multidisciplinary Approach
There are many challenges faced by persons with
haemophilia (PWH) and their families particularly in
under-developed countries. These challenges are not
just only related to PWH but also to lack of haemophilia
treatment centres (HTC), diagnostic facilities and
access to the treatment. To address these needs there
should be a perfect coordination between health care
professionals (HCP), local government policies,
patients' organizations and the families. Not only
patients but medical professionals are also unaware
about this disease further aggravating the situation,
thus needs regular CMEs, awareness drive about this
disease.
Co m p re h e n s i ve c a re p ro m o t e s p h y s i c a l a n d
psychosocial health and improves quality of life while
decreasing morbidity and mortality. A multidisciplinary
team of HCPs are expected to act in accordance with accepted protocols and national
treatment guidelines, whenever available. PWH are expected to reach adulthood
without severe arthropathy – joint damage - and become productive members of the
community. This will be possible only when they avail access to prompt treatment,
preventative management and social inclusion. If treated inappropriately, the disease
can drain the physical, psychological and ﬁnancial resources of patients, families &
society, becoming overall national burden.
The less number of HTCs reﬂects a shortage of physicians trained to manage
haemophilia and other rare bleeding disorders. Physicians involved in care of
haemophilia and other bleeding disorders basically tend to treat other patients with
onco-haematological conditions as these hold primarily their interest, not only this but
also number of cases of haemophilia are less. Under these conditions, haemophilia and
blood coagulation disorders become secondary and do not get attention that they
deserve.
In developed countries, the concept of comprehensive care for haemophilia has been
established in the 1970's. It aimed at substantial socioeconomic beneﬁts, like
increased employment, decreased health-care resource utilization and lower cost of
care. HFI provides help. For the treatment, factor replacement is the key which is a
costly eﬀort since most of the patients are poor, either factors are unavailable/not
aﬀordable so remain untreated or partially treated, and even in present era are
dependent on blood and its components.
However, establishing comprehensive care through HTCs is not enough. The
maintenance of care should be implemented and sustained. As an example, the time
required to train specialists in coagulation requires several years. Young physicians
usually require more attractive work environment where training and research
opportunities are provided. The national haemophilia societies and professional
haematology organizations should be able to provide training grants for young fellows
and young university faculty to teach and conduct investigations in the ﬁeld of
haemostasis including haemophilia. Governments and industry should also be
encouraged by the haemophilia community to provide grants for clinical and bench
research in the ﬁeld of haemostasis. Clinics must be expanded to include persons with
other bleeding and coagulation disorders that produce thrombosis. Thus, there is a
need of thrombosis lab at least in a Tertiary Care Centre Level.

necessary to give a higher dose of factor replacement therapy, and to provide repeated
treatments. If not appropriately treated in time the patient gets permanent deformity,
this will increase both suﬀering, and the cost of the treatment, in the long term
productivity will also decrease. Since more than 90% of the cost of haemophilia
treatment is actually the cost of factor replacement, proper clinical supervision in HTC
can lead to optimal use of expensive replacement therapy and actually decreases the
cost of treating speciﬁc bleeding episodes. Uncoordinated non-specialized care costs
more than comprehensive care through inappropriate use of expensive blood products
leading to increased use(and abuse) of these products, as well as hospital and
emergency services and may increase incidence of transfusion transmitted diseases.
A well structured haemophilia care comprising of a trained team can also help reducing
mortality and morbidity in PWH, in long term national productivity will increase.
Complications such as infectious diseases and inhibitors can be safely managed by a
multidisciplinary team through a HTC. The support for haemophilia, from the health
budget as well as the insurance sector, need to be continuously challenged. Over the
last 20 years there has been an improvement in the haemophilia care in countries with
governmental support of their programme.
The criteria stated below should be taken into consideration before establishing a
comprehensive haemophilia care program.
Ÿ
Ÿ
Ÿ
Ÿ
Ÿ
Ÿ
Ÿ
Ÿ
Ÿ

The total population of patients with haemophilia
The gap between the known and expected number of PWH
The gross national income per capita
Economic trends and political stability within the country
Health expenditure per capita
The current care delivery system for haemophilia
The current per capita usage of FVIII and FIX
The burden of complications such as infectious diseases and inhibitors
The strength of the local leadership, both medical and administrative

Developing treatment guidelines and protocols may help ensuring an accepted
standard for haemophilia care in the country. Training and educational materials will
also help in the prevention and patient education. HCPs play an essential role in
educating patients and caregivers about how to minimize damage caused by this
disease. Genetic counselling, in helping patients, carriers, and their families for making
informed choices about reproduction, is indeed of relevant importance. Improving lab
diagnosis is must which is still an unmet need in developing countries where only 30%
of the estimated number of PWH is diagnosed.
A national patient organization like HFI has a crucial role to play in education, advocacy,
and outreach. It is essential for haemophilia organizations to develop lobbying skills to
obtain government support for haemophilia care. The development of national
registries is a vital tool that will help HCPs, government oﬃcials as well as patient
advocacy groups.
In developing countries there is no uniformity in haemophilia care and 75% of PWH
receive none or inadequate treatment.
In India the organization of patients, and the recent commitment from a number of
state governments to provide sustainable basic care, has been considered a turning
point for haemophilia care.

Patient advocacy plays a major role in the development of haemophilia care. These
We know that “Perfection is making the best eﬀorts within the constraints of space,
groups have been able to inﬂuence governments to ﬁnance research, improve blood
time and resources”.
services, demand for new research and studies, and introduce better health-care
delivery systems for PWH suitable to our conditions.
The critical areas for improving standard of care for PWH are:The core of a comprehensive care team includes not only a haematologist and lab
personnel, but a Haemophilia nurse, a Physiotherapist, and an Orthopaedic surgeon,
Social worker, Dental surgeon, Psychologist, Genetic counsellor, and Infectious disease
specialist etc.. There should be one key person who will co-ordinate diﬀerent activities
of the HTC and the needs of the patient and will help monitor rational and optimal use
of the factor.

Ÿ
Ÿ
Ÿ
Ÿ
Ÿ
Ÿ

Clinical care and treatment
Improving laboratory facilities
Selecting safe and eﬃcient haemophilia therapy
Managing complications – inhibitor development being the most feared one
Increasing activities of patient–parent organizations
Implementing prevention and control programme - awareness

The common perception among many governments and health oﬃcials is that
Finally, a multidisciplinary approach may ensure that the medical, social, educational,
haemophilia is a rare disorder that is very expensive to treat. When bleeding episodes
vocational and psychological needs of PWH are taken care of. Establishing HTC and
are not treated early and appropriately by a specialized clinical team, it is often
comprehensive haemophilia care requires skilled and committed people with strong
leadership drive.
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