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Message from the President
Dear Chapter Key Persons, Key
Treating Doctors of the Chapters
and my PWH friends:
As we are closing another year
behind us and hoping to march
forward in 2011 with newly
constituted dynamic Executive
Council, Regional Council and above all a very
dynamic CEO with his staff at HFI office. We
should look back at the year gone by as well as look
forward for the coming year with renewed hope.
In the last one and a half year both the
International Hemophilia training centres of
India i.e. my Institute (NIIH) at KEM Hospital
and CMC Vellore received reasonable amount of
factor VIII concentrates from WFH for treating
PWH (particularly for operation at these centres).
For the forthcoming year myself, Dr.Alok
Srivastava and other staff at WFH have been able
to develop some means of providing the free
factor assistance to needy PWH free of cost
through various 'Hemophilia' treating doctors
attached to various chapters in the country. As
and when this happens all of you will know that
the factor has come for the assistance of my fellow
PWH.

Mrs Laurie Kelly while visiting Mumbai Centre
and the patients at KEM Hospital ward was
visibly moved. Myself, Dr.Devila Sahu (RCC
Chairperson West) on behalf of HFI and all the
PWH in the country and Mrs. Usha
Parthasarathy, discussed with Mrs Laurie Kelly
about lack of availability of cheap/free factor IX
for our patients. Whether it is possible through
her good office to get some help in this direction. I
am glad to say that it may be possible to give you
that assistance in coming months.
Our EC meeting which was conducted on 18th &
19th November was a grand success and several
steps were visualized to ensure the growth of the
organization so that eventually we can extend the
hemophilia care facilities, as near your place of
residence as possible.
However, this gigantic work is not possible only
through the efforts of HFI alone and each of the
PWH in this country. The chapter key persons and
treating doctors need to contribute with their might
so that your work of today will form the bedrock of
hemophilia care in this country tomorrow.
India has 650 districts and ideally in each district
we should have one chapter of HFI. In more than
27 years of existence of HFI we have reached only
68 chapters/groups. Of this quite a few chapters/
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Many existing chapters/groups need to upgrade their facilities (i.e.
Treatment Centre, Physiotherapy, Laboratory, Communication etc).
One of the ways to do it is through internal twining with well
organized chapters near your centre.

as well as an attraction for others to follow his/her footsteps
towards haemophilia care. While HFI and its executive body
including myself will always try to see that help to you come from
above i.e. Central Govt., State Govt., Non-govt. Organization,
International organization to upgrade various facets of
haemophilia care. Each chapter should develop in their own way to
deliver optimum available care to all its PWH marshalling all the
resources which is immediately available to them. Human resource
development towards PWH care is also a priority. We must
understand that it is possible to get factor concentrate in short
notice. If you have money you can also buy it from anywhere but
human resources i.e. doctors, physiotherapists, technicians and
nurses who know haemophilia care are not produced over night.

HFI through Volkart Foundation already gave financial assistance,
training etc to four centres in the country last year. This year we plan
to include double the number of centres. We hope this will fructify.

Hence I request each of my chapter key persons to work assiduously
and steadily to develop good human resources at their own back
yards. Training arrangements can always be made.

Through the good office of HFI, our CEO could manage good financial
grant from ONGC for educating our PWH. Our untiring effort is to see
development in this sector with many other corporates taking part in
the endeavor.

One of the important activity of HFI is to develop a functioning
haemophilia register. In spite of having more than 16,000
PWH in your roster across the chapters in the country, HFI
could get complete data for its registry from only one quarter of
them. Mr. Shomu from Bangalore has done wonderful work in
developing a user friendly software for the same. Now it is my
earnest request to you all the chapter key persons to see that
each of your PWH is on the national registry. This registry is
extremely important for fund raising, political lobbying or
fighting for any advantage that you are looking for. Please
take this as an emergency duty.

groups are not registered or nonfunctional. If we progress this way,
when will we reach to all our PWH in 650 districts of the country?
Some of the major responsibilities in assisting the formation of new
groups/chapters must necessarily fall on larger chapters who have
more than 200 PWHs in their register. They can encourage the initial
development of new groups in their adjoining districts and teach them
how to run the affairs of the chapters/groups.

PIL or engaging state government in hemophilia care should be the
primary interest of all the chapter key persons in every state. HFI
Head Office has already created a group to help you in this area.
When I look back, before 1990 there were only a handful of centres
working and helping PWH in the whole country. Coagulation work
could not be done in most of the places in India. Today thanks to vision
of my predecessors there are more than 40 places where hemophilia
patients can have routine management. Many centres in India are
successfully operating on hemophilia patients with our techniques
developed in this country using minimal amount of factor
concentrates. Prenatal diagnosis and carrier detection facilities have
been started at several places in the country too i.e. NIIH in Mumbai,
CMC Vellore, CCMB Hyderabad, AIIMS New Delhi. SGPGI Lucknow,
PGI Chandigarh are some of the known centres in this country.
I as VP Medical in the last EC took special interest in disseminating
care facilities for PWH across the country for last several years. I am
happy to see this happening and increasing across the country day by
day. In addition to Mumbai, Vellore, Pune and Delhi, PWH are now
being regularly operated at Kolkata, Ranchi,Patna, Chandigarh,
Bangalore Nasik , Vijayawada to name a few. I don't claim that this
list is all inclusive, as there could be few more. However this number
though encouraging is still too little for a vast country like ours.
We have progressed no doubt but India is a huge country and a lot
more needs to be done. We need many more volunteers to work for
PWH. Our chapter key persons should by their work remain a beacon

Finally write to your EC members, RCCs, CEO at HFI on your
triumphs, tribulations, distresses, successes and advices if any
.Kindly send your regular reports on various activities to HFI. Some
of the reports are important to get continued financial assistances
for your PWH and other progress reports allow HFI to project your
cause to different lobbies so that more can be done for PWH. Finally
please make no mistake that PWH remains at the centre of HFI's
universe , we are there for PWH only .
HFI is also publishing regular 'Newsletter', please send reports on
success of PWH; their story for fighting the odds etc., so that each of
your stories enthuse a sense of encouragement, tenacity to fight the
cause of our PWH.
Finally, I on behalf of all the EC members and staffs of HFI would
like to wish you all a Happy and Prosperous New Year.
Yours truly,
(Dr. K. Ghosh)
President

Dear Friends,
It's my pleasure to wish all of you a very happy New Year. Let the year 2011 bring Health and
Happiness in the lives of our hemophilic brothers and sisters. We must look forward with
greater zeal and devout ourselves to the services of our hemophilic brothers and sisters.

“Face your Past without Regret,
Handle your Present with Confidence,
Don't Believe your Doubt and never Doubt your Beliefs
Life is Great - Just know how to live it”
CEO, Rtn Wg Cdr (Rtd) SS Roychoudhury
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“Bye Bye 2010”

Thrilling Youth Camp at Rajkot
Hemophilia Society Rajkot Chapter organized National Youth Group Camp “Bye Bye 2010”
from 23rd to 27th December at Rajkot, where 46 participants and 24 volunteers from
different parts of India participated. The camp started with lighting of the lamp by Mr.
Balvantbhai Desai Ex. Secretary of Ashok Gondhia Memorial Trust.
On 23rd of Dec. meditation with music was followed by Mr. Taksh Mishra for re-union of
the mind and body to create a peaceful atmosphere. Further guidance on yoga and
physiotherapy was given by Dr.Asha Satasiya with demonstration on different type of
exercises. She also talked about the different electrical modalities and its uses. Everyday
physiotherapy and yoga session was held during camp.
The quiz based on general knowledge and awareness about hemophilia was followed by
different kinds of games, like- Balloon Blowing, Jumping Ball, Finding chocolate out of
the Flour, Lemon spoon, Cricket, Chess, Dumb Charades, Antakshari etc. In the evening
session group discussions, get together and sing a song were held with campfire. A
motivational film 'Nothing Impossible with Hemophilia' was screened by Mr.Kiran
Avasia.
A Press Conference was held on 24th Dec. Local electronic and print media were present in
good numbers. Mr. Kiran Avasia, Mr. Hemraj Kasundra, Mr. Balavant Desai and Mrs. Sonal
Sakaria interacted with the media.
On 24th Dec. night all the participants enjoyed Christmas celebration with cake cutting,
singing and dancing, forgetting all the pain and sufferings. Next morning a picnic trip was
arranged to the SOMNATH TEMPLE, one of the TWELVE JYOTIRLINGA OF INDIA. They
also visited the ASIATIC LION SANCTUARY “GIR-SASAN” and watched lions, herds of deer,
leopard, blackbuck, monkey and others. Lunch at Somnath & dinner at Junagadh was
arranged by PwH members and families of the city.
Next day the participants were motivated by a talk given by Mr. Jay Vasavada, a great orator/
writer/columnist and youth icon of Gujarat on the theme “dard ka had se gujarna khudbakhud
dawa ho jana”. A psychosocial support for joyful life was delivered by Dr. Prof. Alka Mankad, a
psychologist.
Mr. Pathak, Deputy Collector of Rajkot and Mr. Chhaganbhai Bhoraniya, Chairman of Health
Committee of Rajkot Municipal Corporation assured all possible help for the cause. The Youth Group
Meet was organized by Mr. Mukesh Garodia, Coordinator and Mr. Premroop, youth group
representative to EC. Mrs Usha Parthsarathi guided and supervised the Camp. She also had a meeting
with SOL beneficiary.
On 27th Dec. the programme ended with awarding certificates, mementos and gifts to all the
participants.

New Sub-Committees Formed
As per decision taken during the last EC Meeting, new sub-committees have been formed to give better focus
on various areas which need attention for development of HFI and the cause of PwH.
1.Fund Raising Committee:
Dr.Sudhir Kulkarni, Mr.Rashid Lilani,
Wgn Cdr.S.S.Roy Choudhury, Mr.Vikash Goyal
and the Co-ordinator Mr. Sanjeev Arora
2.Communication & Project Writing
Committee:
Dr.Devila Sahu, Dr.Suresh Hanagwadi.
Ms.Usha Parthasarthy, Mr.Mukesh Garodia and
Co-ordinator Ms. Alma.
3.Political Lobbying & PIL Committee:
Dr.K.Ghosh, Mr.Vikash Goyal,

Mr.Kumar Shailendra, Mr.E.Raghunandan,
Mr.Vinay Manchanda and Co-Ordinator
Wgn.Cdr.S.S.Roychoudhury.
4.Chapters Devlopment :
Mr.Vikash Goyal, Dr.Devila Sahu, Mr.Manoj
Sharma, Mr.Ajoy Roy, Dr.Anburajan and
Co-Ordinator Mr. Raju Das.
5.Economic Rehabilitation & Vocatinal
Training:
Mr.Kiran Avaishya, Mr.Kumar Shailendra,
Mr.Prem Alva, Ms.Usha Parthasarthy &
Co-Ordinator Ms.Debarati Sarkar.
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CHAPTERS’ UPDATE

Proud Moments for HFI

Thyrocare, Pondicherry. Around 55 PwHs, who
had taken infusion for the past 6 months this
year, were called for the test. Blood samples
were taken for 33 PwHs and sent for test.

UPDATES FROM CHAPTERS

Our CEO, Rtn Wg Cdr (Rtd) SS Roychoudhury
was awarded “KARMAVEER
PURASKAR” for his out standing
contribution to the downtrodden masses of
the country for last 19 years on 26th Nov. at
New Delhi. He was one of the recipients
amongst quite a few others including some
illustrious persons of the country.

Mr M. S. Muthusamy, Physiotherapist,
participated in the Blood Inhibitor test
camp for Hemophiliacs and elaborated the
importance of physiotherapy. A function
was organized to distribute the SOL
Scholarship for the selected PwHs.

Colours of Christmas & New Year
at different Chapters
Fairytale Christmas at Courtyard
Mumbai: As a special initiative, the
Courtyard of Marriott, Mumbai
International Airport had invited 15 PWH
between the age group of 9 to 15 years from
Hemophilia Society Mumbai on 5 t h
December 2010 to get a glimpse of the
joyous spirit of Christmas Festival. The
children (including 2 VWD girls) along with
their parents had a fun filled exciting day
with lots of fun and activities for the
children to enjoy! A special huge ginger
bread house was made using ginger bread
bricks.
Children enjoyed the thrill of decorating the
house with icing and sweets. They were
excited to meet the Special Christmas Carol
Team who were entertaining the members
with Christmas favourite songs. An
enthusiastic Santa Claus met all the children
separately and sought from them their
special Christmas wishes.
All the children enjoyed the special meal
offered by Courtyard which included all
time favourites like cakes,
pastries,
doughnuts, candy floss etc. This would
definitely be one of the memorable days in
the lives of PWH to visit a 4-star hotel and
have lots of fun. Hemophilia Society
Mumbai (Chapter) is indebted to
Courtyard Mariott for their support and
looking forward for their continued
patronage in the future too.

separately and decided to meet once in every
alternate month to share their problems and
help one another.
Seventy six PwHs were screened for Hepatitis
C infection and five PwHs were found
positive. Those who were found positive were
given counseling and pain relief through Reiki
technique conducted by Mr. Renju.
An open discussion was held on problems faced
by PwH and their families; they decided that a
team of mothers of CwHs will meet the
authorities of the Govt. Medical College, Thrissur
to sensitize them on the importance of
availability of AHF in the hospital attached to the
esteemed institution. The meeting was attended
by 203 members.
Christmas and New Year Celebration: On
26th Dec. PwHs and their family members had
gathered in the premises of the office of
Kunnamkulam chapter to celebrate Christmas
and New Year. Mr. Babu M .Palissery, MLA
shared his joy with cutting of the Christmas cake
and distributing sweets. A health checkup camp
and physiotherapy assessment programme was
conducted by Dr. (Sr) Merly, Mr. Babu Joseph
and Ms. Dhanya simultaneously.
Mothers of CwH signed a mass memorandum to
the Head of the Department of Pediatrics of the
Govt. Medical College Thrissur, requesting to
include CwHs under Thalolam Project of the
Govt. of Kerala and thus make AHF available free
of cost to every PWH below the age of eighteen.

Eighty seven PwHs participated in the
gathering. The participants wholeheartedly
thanked all the donors who facilitate SAC, SOL
and HANS Foundation Projects.
Tutricorin gets new Treatment Centre:
With the initiative of Hemophilia Society
Tirunelveli Chapter and the government of
Tamil Nadu, an exclusive Hemophilia
Treatment Centre was inaugurated at
Government Medical College Hospital,
Tuticorin on 2nd November 2010, to provide
medical care and treatment to the patients
with hemophilia.
After inaugurating the ward, Dr Anburajan,
Chairman, RCC South, presented an Indian
scenario of hemophilia and how thousands of
families are being inflicted by this hazardous
disease passed on from generation to generation
through genetic traits. Many Medical Officers,
the staff members, medical students and media
were also present on the occasion.
Hemophilia Society Tirunelveli Chapter
express their profound gratitude to all the
officials who did make this treatment centre to
bloom into an outpatient centre with services
provided on all Fridays starting from 10 am to
12 pm. Also arrangements are made for the
availability of factors at free of cost at various
care centers.
Children’s Day at Pondicherry: Hemophilia
Society Pondicherry Chapter organized Inhibitor
Screening Test on the occasion of Children's Day
with the help of NovoNordisk, Bangalore and

Kunnamkulam Chapter: Hemophilia
Society Kunnamkulam Chapter organized
AGM on 17 th Oct. The meeting was
addressed by famous writer Dr. K
Aravindakshan who stressed on the
importance of Human Rights of Persons
with Hemophilia and the duty of the state to
ensure steady supply of AHF and other
facilities indispensable for hemophilia care.
Parents of PwHs decided to bring to the
attention of the authorities the plights of
the PwHs who deserve all care and support
of the society. Mothers of PwHs met
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Diwali celebration at Hemophilia Society Rajkot Chpater

AGM at Tinsukia: Hemophilia society
Tinsukia Chapter organized AGM at IMA
hall, Tinsukia, on 26th Dec. 2010. In the
meeting they dissolved the old committee
and elected new committee members who
will guide them in registering the chapter
within one month. During the AGM a
discussion was held on opening of a special
care center for the hemophilics at Assam
Medical College, Dibrugarh by lobbing with
the government.
A health camp also was conducted by Dr.
Ramesh Agarwal where two fresh CwH with
factor VIII & X deficiency from Dibrugarh
were detected. The X deficiency patient,
Moran is only 6 month-old boy, whose
condition is very pathetic as he also suffers
with gall bladder stone. Therefore, the chapter
decided to support for his care and treatment.
Factor supported by Kelly foundation and
the second installment of scholarship by
Hans Foundation was distributed to Mr
Biru Kumar Singh and mother of Gaurav
Ghose. The reading materials such as guide
books, journals and physiotherapy posters
were distributed to the patients.
CME at Bareilly: Hemophilia Society
Bareilly Chapter organized CME and regional
workshop on Hemophilia in association with
Indian Medical Association (IMA) at IMA
Bhavan Bareilly on 31st October 2010.
Mr. Dev Murti, the chairman of Shri Ram
Murti Smarak (SRMS) group of Institutions
was the chief guest. A team of 50 members
including many doctors and medical
students from SRMS, Bareilly and a team of
Ganga Ram Hospital, Delhi attended the
workshop. Chief executive and other IMA
repre-sentatives were also present.
About 50 PwH and their families benefitted
from the workshop. General health check-up
of PwH were done and their blood samples
were taken for hemophilia test. Physiotherapists conducted checkup of bones and
also gave tips on various kinds of exercises for
healthy bones. Counseling session for the
patients and their family members was done
by Dr. Anita Singhal (Psychologist). CME was
held in the evening session. Dr. Anupam
Sachdeva, chief speaker gave a presentation
on hemophilia awareness.
Both the CME & Workshop were successful;
around 60 doctors & many patients benefitted
from it. Hope that the knowledge & support they
receivedwouldbemorehelpfulfortheminfuture.

The lifetime contribution of Mr. Ashok B.
Verma towards the cause of hemophilia in the
country was remembered on his 68th birthday
on 24th November 2010, which is also
celebrated as the founder's day of HFI. Along
with the HFI team, 11 Children with
Hemophilia and parents from Delhi chapter
actively participated in the celebration.
Reflecting the Vision of Vermaji, an interactive
session was held by CEO, SS Roychoudhury
where he asked the participants to evaluate the
significant changes of the organization they
have observed. Mother of a CwH shared that
during the 14 years' of her association with HFI
more awareness has been created about
hemophilia and more people have been
benefitted from HFI. She also said that they
became aware of more facts about hemophilia.
Mrs Sushama Das, mother of CwH also stated
that during this period they received more
supports, by ways of receiving more factor
support as well as financial support, than
previous year.
Mr Roychoudhury encouraged the parents to
share information on Hemophilia with the
neighbors so that more patients can get benefit
from HFI and intern our NHR record also
improves.

Karmaveer Puraskar is global award for
Social Justice and Citizen Action instituted by
the people sector with various partner
organizations, citizens at large and media
supporters.

The awards are a part of the RIGHT every
WRONG movement and are accompanied by
the RIGHT every WRONG Conclave, a
forum where various eminent and concerned
people have shared and discussed views on
socio-political issues, be it about poverty
alleviation, marginalization, communal
issues, HIV, Disability, climate change,
electoral reforms or human capitalism.
Mr Roychoudhury was a guest of honour in the 5th
RIGHT every WRONG Conclave held on 27th Nov.,
in which he spoke on the theme Global Oneness,
Peace and Secularism.

Mr. Sanjeev Arora (Manager RM) shared his
thoughts about the importance of Carrier
Detection Test and Pre-natal Diagnosis to prevent
further spread of this incurable disease.
During the discussion CwHs and their parents
shared their plights in combating this disease.
Most of them come from a very poor economic
back ground and some mothers informed that
sometimes the fathers are not very supportive.
On the contrary, mothers have to assist the
CwH and they cannot go for job, hence totally
dependent on husband's income. Mr
Roychoudhury and Mr Sanjeev encouraged
them to get involved in some income generation
activities to support their family. They
suggested them to form groups and promised to
arrange vocational training and other income
generation plans. The parents also shared their
incapability of continuing their children's
schooling due to high fee structure and
treatment of their children.

Dr. P. Nalini, President of Hemophilia Society
Pondicherry Chapter has been awarded
“ROTARY VOLUNTEERS” Certificate of
Recognition by Rotary International in
recognition of her dedication and meritorious
services rendered to PwH in Pondicherry.

Evaluating the situation, HFI team decided to
approach Give India and make available more
educational scholarships for the deserving CwH.
The noble occasion came to an end with the
distributionoffactorstotheCwHfollowedbylunch.

She also has been awarded with the title of
"MARUTHUVA SEVA MAAMANI'' by Senior
Citizens Welfare Association of Pondicherry in
recognition of her work for Hemophilia
patients of our Indian society.
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SUCCESS STORIES

I BELIEVE I CAN FLY …WITH MY WINGS OF BELIEF
I am Vismay. Vismay means wonder. I do not know what wonder my parents have seen in me. But lately, I started
believing that they are not wrong, as things are turning in that direction.
Last week my father received a phonecall from Mumbai informing that I have been selected for an All India
Competition. Oh! I have'nt told you what competition I am participating.
It all started four years ago. One day a close friend of my father came to our house from Chennai. He was Padmashri
Kalyanasundar, a renowned Violin Maestro. While talking, my father mentioned Sundermama (as I used to call
him) that I was good at music. He called me to his side and blessed me heartily and advised me to join violin class. It
was a turning point in my life. I started my lessons with an old violin.
After four years, I could give my first stage performance at Pune. I am still continuing my violin class paying a
monthly fees of Rs. 450/- apart from incurring travelling expenses. Recently a State Level Violin Competition was held in Pune for children
below 10 years. I had participated in it. The telephone call from Mumbai was to inform the result and invite me for an All India level Violin
Competition to be held at Shanmukhananda Hall, Mumbai.
If I win the competition, I will be performing at Rashtrapati Bhavan, New Delhi in front of the President, Prime Minister and other great people.
I sincerely wish that if I get this Scholarship sponsored by Baxter, I can buy a new violin for the performance and pursue my higher studies at a
music academy.
Now let me dedicate more and more time to practice violin so that I can fly higher and higher to reach the sky.
Vismay Vinodkumar Menon
Chinchwad, Pune, Maharashtra
(Master Vismay has won a scholarship of Rs. 15,000 per year for the next 3 years for an essay writing competition sponsored by Baxter.)

RISING STARS from the Margins
Similarly, Master Suhas S. Doijad, who also is a
hemophilic, scored more than 92% in S.S.C
examination and now studying B. E. in Computer
education in Kolhapur city.

Sixteen years old, Master Abhijit Sambhaji Kumbhar
from a tiny village of Kolhapur, Maharastra scored
92% in S.S.C. (Secondary School Certificate) Exam in
the year 2010. From last 13 years Abhijit has been
combating against hemophilia.
He is a hard working and studious student, who by
merit received scholarship during his middle
schooling provided by the government. Due to
frequent bleedings, he could not go to school regularly; preferred to
remain at home for six moths and prepared for his S.S.C. exam by self
study.
Now he got admission in a Science College at Jaisingpur, Kolhapur. He
comes from a socially and economically deprived (Kumbhar/Potter)
family. His father Mr Sambhaji Kumbhar a daily labourer and mother
Shakuntala is a house wife. His sister Priyanka is a B.Com student.

Being severe hemophiliacs (less than 1%), both
Abhijit ans Suhas have undergone hard-hitting
times at their young days but they have achieved
glorious success!
However, even with such excellent records, there is one thing that they
need to still conquer i.e. Hemophilia!
(It is heartening to note that such depth and intelligence prevails amongst
our children and youth suffering with hemophilia. We congratulate them
and wish greater heights in life. We also invite our readers/PwH/CwH to
write and share with us their rich experiences, insights to encourage and
enlighten other friends.)

NOTICE
We thank Novo Nordisk for sponsoring this edition of Hemophilia Newsletter.
To advertise with HFI publications, get in touch now!

Hemophilia Federation (India)
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+91.11.26177209
support@hemophilia.in, hfi@vsnl.com
www.hemophilia.in
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Kindly contact concerned department
on bellow email Ids only:

Dr Anand Swarup
Principal G.S.V.M
Medical College, Kanpur

Joint bleed - clinical
management, surgery, and
improvement of quality of life
Background
A joint bleed happens when blood collects in a joint.
It can occur in elbows, ankles, knees, and other
joints, with knees being the most common. Joint
bleeds can happen as a result of injury or for no
apparent reason and if not treated properly, joint
bleeds can have serious short and long-term
consequences. In short-term the hallmarks of
inflammation (pain, swelling, warmth, stiffness)
are the most common ones. At this point, PWH may
be aware of a funny feeling tingling, throbbing or
bubbling in the joint, and seek for immediate
treatment. If not treated properly recurrent
bleeding occur leading to severe muscle and joint
deformities. Recurrent bleeding in target joints is
harder to treat, and leads to increased damage to
the joint. Patients often become unable to walk
unassisted and many become confined to a
wheelchair or require the use of crutches.
Attitude matters
Very minor behavioural changes can help you
keeping your joints healthy avoiding further
damage:
A) Learn to recognise when a bleed is happening
B) Treat bleeds as early as possible
C) Know your treatment plan
D) Carry factor with you when away from home
whenever possible
E) Stay active
How to treat an acute joint bleed?
First start with RICE:
Rest-Ice-Compression - Elevation.
Early treatment means less blood in the joints,
hence less chronic damage. That is why you should
seek for treatment as early as possible, ideally
within the first 2 hours after the first symptoms of
bleeding. Do NOT wait for physical symptoms to
appear. Treat when it tingles before it starts to swell
or hurt. It is important that you learn how to
identify of what a bleed feels like to you.

rationale that these patients can benefit from optimal
Keep in mind some of the positive aspects in
physical health. In addition, the musculature of these
addition to reducing the amount of bleeding when
younger patients is still in a good condition and thus
you go for early treatment:
can usually be more easily rehabilitated following

Bleeds stop faster, shortening the time of
orthopaedic surgery than older patients.
treatment so you can get on with your life

Preservation of a more independent life
EOS and PWH with inhibitors

Use of less clotting factor
The European Study on Orthopaedic Status (ESOS)
Prevention (prophylaxis) of bleeding is NOT a
showed that the burden of orthopaedic
substitute for early treatment as bleeds can still
complications and the impact on quality of life are
happen even if a patient is on prophylaxis.
more severe in haemophilia patients who have
developed inhibitors than in those without
Inhibitor patients - diagnose and treat early
inhibitors. EOS in patients with inhibitors, who
For those who have developed an inhibitor to
have an increased risk of life-threatening bleeding
clotting factor, the bleeds can be harder to manage
during surgery, presents a particular challenge for
and you should also treat bleeds as early as possible.
haemostasis control. With recent advances in
For PWH with inhibitors the treatment options
familiarity with the use of bypassing agents,
includes the use of bypassing agents. Currently
particularly NovoSeven®, EOS has become a viable
there are two bypassing agents available, plasmaoption for this population. The haemostasis control
derived aPCC (Feiba) and recombinant activated
with bypassing agents offers patients with
factor VII (rFVIIa - NovoSeven®). With an early
inhibitors access to a treatment option that can
approach your joint health can be preserved. Be
reduce pain, restore mobility and thereby
aware of what a joint bleed looks or feels like and be
significantly improve quality of life.
ready to act.
Physical activity prevents joint damage
Exercise and physical activity helps your joints in a
number of ways as it:
- Makes muscles stronger, so there may be less
bleeding in joints
- Improves your balance, which may keep you from
falling or hurting yourself
- Helps you maintain a healthy weight
Your doctor, nurse or physiotherapist will help you
create an exercise plan that is right for you. Some of
the recommended forms of exercise include
swimming, bicycle riding, walking. Taking the right
precautions like wearing helmets and padding
minimise the risks of exercise. Physiotherapy must
be carefully performed under appropriate
supervision to reduce the risk of further bleeds. If
bleeding occurs during physiotherapy, factor
replacement is necessary.
When a PWH should go for orthopaedic
surgery?
Surgery is one treatment option for some cases of
recurrent joint bleeding leading to chronic joint
inflammation and arthropathy. The term 'elective
orthopaedic surgery' (EOS) comprises of a wide
range of surgical procedures that will be performed
according to the clinical problem presented by the
PWH such as chronic synovitis, fixed-joint flexion
contractures, arthropathy, orthopaedic problems
in patients with inhibitors, and orthopaedic
problems in HIV-positive patients.
The optimal timing of surgery during the lifetime of
PWH is controversial. There is consensus that
advanced surgery should not be performed in
children or young patients who are still growing;
however, there is a trend towards a more aggressive
approach to surgery in younger patients based on the

Conclusion
Now that these bypassing agents, including
NovoSeven®, are available and indicated for use in
conjunction with surgical procedures, EOS has
become a viable option for patients with
haemophilia and inhibitors who suffer from
chronic arthropathy.
Always seek for advice from your HTC for further
guidance and remember to:


Learn to recognise when a bleed is happening

Treat bleeds as early as possible

Know your treatment plan and carry it with you

Carry factor with you when away from home

Stay active
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