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About 
Us 

Hemophilia is a rare bleeding disorder 
which affects people of all sections of the society. 

The disease is lifelong, incurable in nature and very 
expensive to manage in terms of medication and care. 

Recurrent and prolonged bleeding in joints and muscles can lead to 
permanent disability. 

Bleeding from the sensitive organs can lead even to death. People with 
Hemophilia not only suffer due to bleeding & pain but also face different 

kinds of challenges like getting proper treatment in time, adequate medicines 
(AHF) which is also very expensive, lack of proper diagnosis, financial crisis, 

psycho-social issues, education & building career etc. From last 30 years, the 
Hemophilia Federation (India) has been addressing these issues through 

implementation of different projects and programmes for the welfare of more than 
17,000 hemophiliacs of our country. 

Established in 1983, HFI is run by Persons with Hemophilia themselves, with the help 
from medical fraternity through a network of 80 chapters spread over the country. 

We represent India as National Member Organization at the World Federation of 
Hemophilia based in Canada.

Legal Status
Registered under Societies Registration Act XXI of 1860: Registration No. 

15342 dated 26/02/85. 
FCR Act 1976: No. 231650667 dated 20/04/93.

All donations to HFI are 50% Tax Exempted under section 80G 
of Income Tax Act 1961.

Hemophilia Federation (India)
A-128, Mohammadpur, Behind Bhikaji Cama Place, 
New Delhi - 110066, INDIA

Tel: 011-26174020, 26175791, 26168152
Fax: 011-26177209
Email: support@hemophilia.in
Website: www.hemophilia.in, 
NHR : www.hemophiliaregistry.in
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Our Mission
  To locate undiagnosed “Persons and Children with
  Hemophilia (PwH)”
  To educate and provide proper information on 
  Hemophilia Care to both Persons with Hemophilia,
  their families and the medical fraternity.
  To make treatment available at affordable cost.
  Lobbying & seeking support from the Government & 
  other institutions
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MESSAGE FROM 

THE PRESIDENT
DR. KANJAKSHA GHOSH

Dear Members, Chapter Key 
persons, EC members and 
administrative staff of 
Hemophilia Federation India 
(HFI). 
It gives me immense pleasure to 
welcome you on the 2016 Annual 
G e n e r a l  M e e t i n g  ( A G M )  f o r 
Hemophilia Federation India (HFI).

While each of the Vice Presidents and 
CEO of HFI will give you details of the 
progress made by your organization in 
different areas of welfare and other 
activities I will provide a bird's eye view 
of the progress made by this great 
organization over last 8-10 years and 
tell  you what l ies ahead of the 
organization, provided we use our 
steps wisely and judiciously.

There has been a steady increase in the 
number of chapters over time, in 2003-
04, the number of chapters in the 
Country was around 30. It went up to 
60 in 2011-12 and today it is 80. 
Increase in the number of chapters is 
the first step in getting all PwHs 
together in a given geographical 
locality and after that comes the task 
of steadily developing these chapters 
so that the chapters become the 
center of interactions for steady 
improvement in medical care through 
Hemophilia Treatment Centres, PwH 
brothers and their immediate family 
members. In addition these chapters 
will eventually provide or develop 
support in various facets in the life of 
PwHs.

Towards that end WFH in its various 

ideas for improving the lives of 
patients with bleeding disorders and 
provide complimentary functions of 
mainstream programme of HFI which 
is yet to happen and may take some 
more time to bring result.

 HFI was started in 1983 not only as a 
patient support group but it also 
p l e d g e d  to  p rov i d e  t re at m e nt 
products till the Government of the 
day takes care of PwH in every state. To 
d o  t h i s  H F I  s t a r te d  awa re n e s s 
campaign, advocacy movement 
assisted by methodological training 
f r o m  W F H  a n d  a d d e d  i t s  o w n 
innovative ways.

This long movement resulted in slowly 
opening up treatment facilities for 
PwH by various agencies like Indian 
Railways, CGHS, Central Government 
autonomous bodies like SAIL, ONGC 
Government Banks, ESI and Indian 
armed forces, to name a few. 

Continued activities by HFI and its 
chapters either through advocacy or 
through litigation over last 8 years 
forced almost all our states (Except 
seven north eastern states excluding 
Assam, MP, Chattishgarh, Panjab and 
Himachal Pradesh) to agree to provide 
free factor concentrate support to 
PwH at least on “On demand basis” 
through their designated centres. 
Presently there are 160 Hemophilia 
Treatment Centres all over India, while 
10 years back you could count these 
on your fingers.

Since passing away of Late Shri Ashok 
Verma and till 2010-2011 we had a 
very luke warm relationship with WFH. 
Though various presidents of WFH 
with their delegation visited India, (i.e. 
Mr. Brian Mahoney, Mr. Mark Skinner 
and Mr. Alain Weill) many of the WFH 
f l a g s h i p  p r o g r a m m e s  w h e r e 
substantial funding or factor support 
was provided never materialized for 
this county for unknown reasons. 
However, international fellowships 
twinning and IHTC programmes by 
WFH continued unabated.

Over last 6 years the scenario has 

world congresses has trained from 
India two NMO nominees every 
alternate year to become good 
chapter key persons since 1985. HFI 
also has organized similar chapter key 
person training in house from time to 
time. This alone must have provided at 
least 32 well trained chapter key 
persons by WFH and many more 
trained at various AGM of HFI.

From last 2 conferences of WFH, an 
additional member for NMO Training 
was supported for leadership training. 
In addition, through other means 
youths have been trained in various 
skill development to take care of other 
facts of societal activities. Hence HFI 
has taken interest and continues to 
take interest in developing manpower 
and leadership skills amongst the 
m e m b e r s  o f  t h e  o rg a n i z a t i o n . 
However it remains to be seen where 
these trained persons are and what 
actually they are doing for the 
organization. Such an audit will help to 
utilize our resources in future.

Youth group was started in a small way 
at HFI through its different chapters in 
2009 and it has steadily increased to 
become a formidable force for 
hemophilia movement in the country. 
They are going to give us well trained 
future leaders. 

Same could be said for women's group 
which started in 2012-2013 and now 
has taken the shape of  a mass 
movement. Youth group and women 
g r o u p  a r e  h a v i n g  t h e i r  o w n 
independent meetings and generally 
expected to develop certain noble 
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changed and WFH is  providing 
financial support to the tune of Rs. 20-
30 lakhs for advocacy, awareness, 
capacity building through various 
workshops. 

Since last 4 years WFH is providing 
factor support to two IHTCs to help the 
PwHs of India for surgeries. IHTC at 
CMC Vellore pledged to help with this 
support to patients in south and 
Eastern India while Mumbai IHTC was 
meant to help west and North India. 
I H TC s  w e r e  s u p p o s e d  t o  h e l p 
operations in their centres only, 
though Mumbai IHTC helped with 
factor support for many patients 
operated elsewhere including CMC 
Vellore; As the Director of IHTC at 
M u m b a i  m y  m o t t o  w a s  t h a t 
hemophilia care and even some of the 
operations should be available and 
expertise should develop across the 
country rather than only in two centres 
in such a vast country. I am happy to 
see that our PwHs are actually being 
operated and treated at many centres 
in India. Substantial number of PwH 
has benefitted from this WFH – IHTC 
factor donation programme. 

In 2015-2016 WFH – HFI co-operation 
r e a c h e d  n e w  h e i g h t s  t h r o u g h 
increased emphasis on advocacy 
programme and increasing the factor 
donation through HFI to the eligible 
Hemophilia Treatment Centre in the 
Country. Already more than 46 million 
units of AHF has been distributed 
through this programme to various 
treatment centre in India. Considering 
minimum pricing of these donated 
factor at even Rs.10/unit, it translates 
into Rs.  46 Crore equivalent of 
assistance). HFI was told that this 
assistance may continue till 2020 and 
may even be augmented. These AHF 
are long acting products and are 
costlier. Even around the time of this 
AGM, Dr. Assad Hafar from WFH will 
address  us  on how to use this 
assistance for maximum benefit of 
PwHs.

HFI also improved assistance to PwH 
from its own kitty through various 

shortage of trained technicians for 
c o a g u l a t i o n  t e s t s  a s  w e l l  a s 
coagulation laboratory in the Country. 
Same can be said about Physical 
therapists and Nurses trained in 
hemophilia care.

From 2012 I am trying to engage 
myself in various capacities under 
central health ministry to develop one 
apex centre for hemophilia and 
hemoglobinopathy care at each state, 
so that the affected persons from 
those states need not take long 
journeys to address their various 
challenges. Though this suggestion 
was accepted in 12th Five year plan 
and even a list of such available 
centres in some of the states were 
publ ished,  there  were  no new 
additions. I hope this will be rectified in 
coming years. From this year Central 
G o v e r n m e n t  t h r o u g h  N H M 
programme (National Health Mission) 
is planning to develop coagulation 
laboratories at each of the 700 districts 
in the Country. I was assured that this 
year 100 such laboratories will be 
opened across the Country.

Now these laboratories will need 
technicians trained to do coagulation 
studies (At least PT/APTT/Correction 
/Factor assay).  Hence extensive 
training for the technical staffs will be 
needed and HFI will try to develop 
methodology to do this through 
various project funding mechanism.

India is a vast country and population 
wise we should have at least identified 
60-70,000 severe or moderately severe 
hemophilia patients but till date we 
have identified only 25% of them. This 
is because of lack of coagulation 
laboratories in most part of the 
country. 500,000 villages in India holds 
at least 60% of India's population. 
Creation of Coagulation laboratories 
at district level will go a long way in 
identifying these PwH from rural 
hinterlands of the country and will 
bring them into the mainstream of 
hemophilia care. 

Interaction with clotting factor 
producing companies and HFI has 

financial support to the tune of Rs.6 
Crore worth of factor support in this 
year alone i.e. 2015-16. In 2008-09 we 
were still using less than 2000 IU of 
factor concentrate / patient / year. 
Today this value has crossed 8000 IU 
/ p t . / y e a r  a s  t h e  G o v e r n m e n t 
machinery also has started providing 
factor concentrate. Some centres have 
even started primary prophylaxis for 
children with lower dosage schedules.

Fund raising is one of the important 
activities of any organization. With our 
dynamic CEO and the administrative 
staffs total fund raised in 2016 has 
already crossed 6 Crores, This is an all 
time high for the organization and 
money spent to raise such fund is 46 
lakhs. Hence we raised Rs.13+ for every 
rupee spent. Our donors i.e. The Hans 
Foundation, Save One Life, BHEL, SAIL, 
ONGC, Give India and many others are 
instrumental in providing fund for the 
cause of PwHs and progress made by 
HFI in various areas. I am sure as the 
new EC takes over, this activity of HFI 
will be strengthened and better results 
could be expected in future as we 
become more efficient in raising of 
resources. 

Last two years we had very good 
engagement with central government 
and celebrated Hemophilia Day 
together. This interaction started 
paying good dividends for the care of 
PwH in the Country. The engagement 
involves central government health 
officials from MOH&FW, GOI along 
with health secretaries and directors of 
NHM from various states for delivery of 
hemophilia care. In the first year of the 
programme, President from WFH Mr. 
Alain Weill and his team were also 
present here to emphasize the need 
for the government to engage itself in 
Hemophilia care.

We felt for last several years that 
though we are making progress in 
factor support by government and 
thanks to MCI that we are slowly 
i m p r o v i n g  o u r  m a n p o w e r  o f 
Hematologists  and transfusion 
medicine exper ts,  there is  st i l l 
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been an important means by which 
H F I  w a s  a b l e  t o  r u n  m a n y 
CME/Workshops and was able to 
provide factor concentrates for our 
n e e d y  P w H .  I n  a d d i t i o n  t h e s e 
companies are also organizing along 
with local chapters various CME and 
other educational programmes, and in 
association with hospitals they are 
t r y i n g  t o  d e v e l o p  a d d i t i o n a l 
Hemophilia Treatment Centres.

One of the major achievement by the 
industry (Baxter and now Baxalta) / HFI 
collaboration is the development of a 
Hemophilia Registry at the National 
Level. Till date more than 19,000 
patients have been registered. If we 
consider that at the beginning of 
registry development in 2012 we had 
only 11,000 such patients, then over 
the last 4 years there has been 75% 
increase in new patients. This means 
we are adding @ 2000 new patients to 
our registry each year. Once all district 
coagulation laboratories are operative 
and more chapters (Groups) down to 
the district are opened we will be able 
to reach close to 60,000 – 70,000 
registration in the next decade.

Attempts are being made to improve 
the content and dynamicity of the 
registry. Mr Somashekhar, one of our 
PwH brother from Bangalore got 
int imately  associated with the 
development of the registry and I 
thank him on behalf  of HFI for 
accomplishing this feat. Prof. Cecil 
Ross and his St. John's Medical College 
team has also been involved in 
developing this registry to its present 
shape.

Last year we started a very big 
physiotherapy training program in this 
country with Dr. Pamela Narayan as 
the principal investigator of the 
programme. This programme was 
funded by Novo Nordisk Haemophilia 
Foundation. Over last several years this 
foundation has funded seven different 
projects across the Country. This year 
another big project on psychosocial 
counseling will start under the aegis of 
HFI shortly and this will help many of 

detection of PwH and other bleeding 
disorders. 

However as I emphasized, India is a 
very vast country and whatever has 
been done begs more and more and 
we cannot rest on our laurels. We have 
many challenges and bottlenecks that 
we only can remove by working 
together and working hard both at 
grass root level i.e. at the levels of the 
chapters and top down from HFI. My 
PwH friends should not live in the 
misconception that once government 
hospitals provides adequate factors 
we don't need any more chapters or 
HFI. Each of my PwH friend and his 
family must consider themselves to be 
representative of HFI and as mini HFI 
they should try to contribute whatever 
little they can towards improving 
hemophilia care in the country.

Hemophilia and other inherited 
bleeding disorders represent a high 
cost and low number diseases for most 
government in the world. PwH will not 
get benefit of incremental innovation 
unless they join hand together and 
demands such fruits of incremental 
innovation. 

HFI has done extremely well over last 
few years. Thanks to all of you my EC 
members and my CEO and the 
administrative staffs of HFI. What has 
been achieved is due to group efforts 
and it is not a single man's job. I thank 
you all for giving me the opportunity 
and considering me worthy to be with 
you as we marched quite a distance 
together. 

Now you have an organization which 
in last few years has performed 
remarkably well:

1) Number of new PwHs increased 
by 2000 every year to 9000 as of now.

2) Tremendously improved fund 
raising.

3) Provided increasing benefits to 
needy PwH.

4) Increased interaction with central 
government and Paved the way for 
opening of coagulation Laboratories 

our PwH in the Country.

Musculoskeletal health in hemophilia 
is extremely important and even if 
adequate factor concentrates are 
available we can ill afford to neglect 
this important, cheap, factor saving, 
mood elevating, quality improving 
medical support. We often don't look 
at tremendous work in this field 
already done by Prof. Jayashree Kale, 
head of occupational therapy at KEM 
Hospital, Mumbai. She is an important 
member of IHTC Mumbai.

Our PwHs are afraid of inhibitor 
development. I would like to point out 
that nationwide inhibitor screening 
and measurement study has shown 
t h a t  i n h i b i t o r  d e ve l o p m e n t  i s 
relatively low in our PwH (<6% all India 
figure: varies between 1.8% - 13% in 
different parts of India). But in a patient 
when it develops, 60 % of the time 
they are high titer inhibitors.

At the level of world scenario lots of 
development and innovation in 
hemophilia care is taking place e.g. 
long acting concentrates, balancing 
coagulation by non factor means, 
subcutaneous injection of antibody 
having factor like activity, tolerance 
induction for inhibitor, gene therapy, 
improved treatment for hepatitis C are 
some of the examples.

Over last several years, HFI in India has 
made tremendous all round progress 
i . e .  T o t a l  a m o u n t  o f  f a c t o r 
concentrates given to our PwH friends, 
CME/Workshop/Training /Advocacy, 
interaction with WFH, Fund raising, 
developing dynamic youth and 
women group, engaging state and 
central government in hemophilia 
care, improving the number of PwH 
and bleeding disorder detection etc. 
Increasing the number of treatment 
centres, providing financial assistant 
for Carrier Detection and Prenatal 
Diagnosis (Today approximately 200-
300 families / year gets these test 
done) assistance in emergency and 
assistance in high risk surgery, partial 
assistance to PwH for school / college 
students slowly increasing rate of 
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to each district.

5) Increased Prenatal Diagnosis and 
C a r r i e r  D e t e c t i o n  f u n d i n g 
substantially.

6) Budgeted for the first time for 
research activity.

7) Improved interaction with WFH 
leading to 46 Crores of rupees worth of 
free factor and financial assistance for 
certain workshops.

8) Youth group members are doing 
excellent work.

9) Also the women group have their 
independently budgeted funds for 
meetings. Sewing machines project 
etc. have been provided to needy 
ladies from PwH families as employ-
ment generation.

10) Nationwide inhibitor survey is 
concluded.

11) Nationwide physiotherapy train-
ing and workshop initiated.

12) Similar programme on psycho-
social counseling is on the way.

13) Newer chapters opened and 
recognized.

14) Extensive medical Board has been 
formed representing the major 
institutions in the country.

15) Each year several centres are 
helping increased number of families 
of PwH with increasing number of 
carr ier  detec t ion and prenatal 
diagnosis. Some of these technologies 
were developed in my laboratory. 
(Presently about 200 families for 
Carrier Detection and 150 families for 
PND).

In this AGM I will complete my two 
terms as President of the organization. 
Over last 30 years since 1980 I have 
tried to differentiate PwH and patients 
with other bleeding disorders of my 
country with best of my ability, initially 
as doctor and researcher and then in 
addition as a fellow volunteer of the 
organization I have marched with you 
shoulder to shoulder , rejoiced in your 
victory, saddened at your defeat. It has 

been a great journey and today I feel 
sad for many of the PwH who passed 
away at an age when they should not 
have. Some of them had been my 
friend, some like my brother and some 
even were like my child. They remain a 
continuous reminder to us that our 
fight both at the level of treatment, 
research and organizational set up are 
not over. 

I pray the organization goes from 
strength to strength for the welfare of 
my PwH brothers & sisters.

I could only say few lines from our 
Upanishad 'Uttisthata Jagrata Prapya Baran 
Nibodhata' Wake up stop not till your 
goal is reached.

Jai Hind

Dr Kanjaksha Ghosh

President, Hemophilia Federation 
(India)
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MESSAGE FROM 

VP DEVELOPMENT
Mr. Vikash C. Goyal

Dear Friends,
This year has been an year of contentment to me in terms 
of overall development and achievements of our 
organizational goals. Working alongside with the 
President and other senior executives I have been able to 
execute many tasks to ensure that the organization 
maintains its values and achieves its established 
objectives.

Day to day activities of the HFI and management of 
employees were carried out professionally which includes 
developing responsibilities, hiring and their mentoring.

Awareness is a key area which creates responsiveness 
towards our organization. As all of you are aware that our 
organization relies on charity from society, individuals and 
corporates. This year too, we kept our work visible to them 
for any scrutiny. All the work done and support given to 
our community was presented timely and reliably through 
our communication records and utilization reports.

Advocacy Initiatives

Over the last twelve months, we have seen significant 
progress both at the Central and State levels. The current 
government has shown its willingness in support of our 
community first by rolling back the customs duty on AHF 
and next by giving patronage to our new initiatives on 
Hemophilia Care. Undeniably, many of the Ministers, MLA's 
and health administrators have recognized our demand of 
including Hemophilia in Benchmark Disability Bill and 
they are voicing on our behalf to make it successful.

It is worth to mention that WFH has also recognized us as 
one of the most organized and best performing 
Hemophilia Federation in the world. Our constant 
engagement with WFH officials finally manifested into 
procuring factors through their Humanitarian Aid 
Programme which is greatly benefiting the Hemophilia 
Community across the country. 

Procurement was not easy as we had to deal with the 

bureaucracy, custom clearances and many regulatory 
approvals for every repeat donation. But, against all 
odds, we continued our advocacy initiatives with the 
Health Ministry and succeeded in obtaining NOC from 
DCGI for the release of Donated Medicines by Customs 
Department. With every new WFH support the 
challenges are manifold but I am pleased, that, now we 
have a knack of overcoming them.

This year too, the major emphasis was on lobbying. I 
had several meetings with Deans of Medical Colleges, 
Health Minister, Various State Ministers and Health 
officials. I sought support for facilitating funding of 
HTC's at Hyderabad, Vijayawada, Bangalore, Kolkata 
and Luck now.  Several  proposals  for  R anchi , 
Bhubaneswar, Cuttack, Trivandrum, Coimbatore, Goa, 
Kolkata and Vishakhapatnam were also submitted.

Chapter Development

Today, our chapters have reached 80 in numbers and I 
am hopeful that these will continue to grow to steer our 
growth story firmly forward. The increment may sound 
nominal from last year but very significant under the 
present scenario of few PwHs attending chapters these 
days. The less attendance is due to the fact that 
medicines are now more or less available to 75% of the 
PwH of our country, which certainly paints an attractive 
picture but it is holding back growth of new chapters. 
However, against all odds we affiliated 5 new chapters 
this year which are Rohtak, Jodhpur, Udaipur, Imphal, 

Hosted Initiative on Hemophilia Care (IHC) Meet at New Delhi

Mr. Alain Weill
President, WFH

Smt. Meenakshi Lekhi
MP, Lok Sabha, GOI

Health Ministry Sensitized on Hemophilia Care

Panel discussion at India International Center in New
Delhi, April 17 2016 -”Initiative on Hemophilia Care -
A sensitization programme and the way forward” on
challenges faced towards providing comprehensive 
hemophilia care to C/PwHs of our country.
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Madurai.

United, we have to develop and transform ourselves to 
chart unchartered areas. One such future-ready and 
dynamic approach was launched this year in form of MSK 
Project being steered by Dr. Pamela Narayan with support 
of Novo Nordisk Haemophilia Foundation (NNHF). The 
projec t  par t icular ly  a ims to  t ra in  a  sec t ion of 
Physiotherapists on Hemophilia who are interested in 
treating C/PwHs of our country. Almost over 50 such 
Physiotherapists have been trained so far in the four 
regional workshops held under this project. With more 
support from the Chapters, I am confident that this project 
w i l l  y i e l d  v e r y  g o o d  r e s u l t s  i n  i m p r o v i n g 
MSK/Physiotherapy resources for our hemophilic 
brethren.

Women & Youth Groups

Another successful year has come to an end for our 
Women's and Youth Group!

Both of these groups are our “Building Blocks to Long-term 
Success” and they are in a constant state of improvement. 
Over the course of last year we held successful 
programmes including their Annual meets. Our goal is to 
develop and maintain active groups at every chapter, 
where all will come with a spirit of outreach while 
supporting each other, strengthening our chapters and 
our cause.

National Hemophilia Registry (NHR)

NHR is a collection of records of People identified with 
Hemophilia or inherited bleeding disorders in India. This 
centralized repository would serve base for better tracking 
of Hemophiliac patients and their welfare.

This year the identification of C/PwHs have reached 19000 
giving an increase of 2000, compared to last year's figure. 
The NHR development is progressing well and is helping 
us channelizing the government resources in terms of 
t reatment  provis ion and planning.  Healthcare 
professionals associated with HFI are also finding it very 
handy to do data analytics to improve treatment and track 
a patient's treatment History.

I would like to thank each one of you for your faith and trust 
as we get ready to take off on a new runway of progress.

Vikash C. Goyal

Vice President, Development
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stNHR Statistics as on 31  March 2016 
Countrywide PwH Distribution

Total: 19237
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MESSAGE FROM 

VP MEDICAL
Dr. Cecil Ross

Dear Friends, 
It is with a sense of some fulfilment 
that I look back for the past 6 years as 
VP Medical. In 2010, just a handful of 
chapters had a good hemophilia care 
for PWH and CWH. At that time, large 
numbers of PWH were unable to afford 
even on-demand Factors or FFP. 
Hemophilia was a neglected disease.  
In some centers, only cryoprecipitate 
or FFP were main stay of treatment. In 
the following years till in 2016  more 
than a 78 centers both in Private and 
G over nment  sec tor  have  been 
sensitized and trained in some aspects 
of hemophilia care through initiatives 
like  –1) The National Hemophilia 
Update meetings,  2) The National 
Hemophilia care meetings, 3)The 
Medical Advisory Board, and 4) The 
I ndian Steer ing Committee for 
distribution of AHF. The time is now 
ripe for expansion to include not only 
c l i n i c i a n s  l i k e  p h y s i c i a n s , 
orthopaedicians or pediatricians  but 
to include Physiatrists, occupational 
therapists, laboratory personnel, 
geneticists,  and others who are 
important in the treatment of PWH as a 
group. As a follow up of these and 
many other programs, in some cities 
the Government Doctors have begun 
to define the trend of training and 
caring e.g. Kerala, Gujrat Karnataka 
and many more. One thing though is 
for sure: the government medical 
col leges  and state  run distr ic t 
hospitals are making their move to 
provide care for bleeding patients 
across the spectrum. The Advocacy 
programs of HFI must continue.

While the Hemophilia care in India 
continues to be rapidly evolving, 
g r o u n d b r e a k i n g  p r o j e c t s  a n d 
inspiring stories of various patients is 
making good strides. 2016 was a year 
that the team put together some 
initiatives like Hemophilia Training 
programs in various parts of India, the 
M S K  p r o g r a m ,  a n d  o t h e r s .  I n 
c o n t i n u a t i o n  o f  t h e  Fo c u s  o n 
detection & diagnosis, Education & 
training of health care personnel, 
Customised training programs have 
been organised in Bhopal and Imphal 
and from the experience gained, 
better programs to enable graded 
development of  infrastruc ture, 
services and therapies are in the offing. 
We have recognised that Range of 
problems are different and we need to 
strategize this based on these realities. 
A case in point is that of the 42 centers 
which responded to the Humanitarian 
Aid Program, only 16 centers (38%) 
had laboratories that could do Factor 
assays and  Bethesda assay and were 
ideally suited to perform surgeries. 
Another  38% were per forming 
surgeries with the facility of Bethesda 
assay but only had factor assays. 
Another 24 % were doing factor assays 
but had facilities for Bethesda assays 
and were not doing surgeries. These 
gaps need to be addressed. 

There is a Dichotomy between the 
Laboratory and clinical services. 
Attempts must be made to bridge this 
gap. This year, there are trainings 
programs at Bhopal and Imphal, 
depending on local needs. About 10-
20 medical colleges in Bhopal and 

Imphal are having a customized 
training program soon. I hope that 
there will be a record trend in such 
training programs across the country 
with the partnerships of WFH, NHM, 
IHTC and state governments. For some 
centers, Basic PT/APTT, doing ½ 
patient,  ½ control,  mixing and 
correction studies are being planned. 
For other centers,  factor assay, 
Inhibitor screen are important. There 
are other centers where Bethesda 
assay, other rare factor assays, vWAg 
assays are appropriate. The aim is to 
make the best of the situation within 
t h e s e  c i rc u m s t a n ce s  a n d  h ave 
designed design a comprehensive 
model appropriate for specific region.

Hemophilia Treatment Centers in 
Government setups: 

Many centers face constraints of 
different types. They are also offering 
new services and hence we have been 
able to build partnerships with other 
facilities within the institution. For e.g. 
PWH Share facilities with Thalassemia 
c e n t e r,  D a y - c a r e  s e r v i c e s  f o r 
chemotherapy or Free OPD space in 
the evenings.  Some laboratories have 
been funded for upgradation at 
different regions.

Drugs Controller General of India 

Another critical area of the activity has 
been to represent to the Drugs 
Controller General of India (DCGI) the 
unmet needs of PWH in India and 
allow more Players and products 
which are safe and efficacious into the 
country. Novo 8 and Advate is now 
available in India. 

Now it will be interesting to watch for what new advances are in the offering. This 
table summarizes some salient features:

Skill 2010 2016 Areas of Concern

Hemophilia Nurse Non Existent New Breed Need integrated 
Specialized Nurse  
training program.

Clinical Skills Limited to less than 20, 
Being used in a variety of 
ways.

More than 100 Customization of 
training program.

Lab Diagnosis Few centers of excellence More nos. with F 
Assays & Inhibitors. 
Data being compiled.

Standardization - 
Moving towards quality 
assurance.

PMR Scattered use Specialized MSK 
initiative through 
NNHF

Need to involve 
Orthotics and 
Occupational Therapist
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WFH Humanitarian Aid Program: 

I t  is  impor tant to manage this 
donation in a way that it will not 
j e o p a rd i ze  t h e  s u p p o r t  o f  t h e 
government. In the last 5 years, 
government hospitals have improved 
and patients are encouraged to go 
there.

India Donations Steering Commit-tee: 
This was formed on May 12, 2016. The 
Members of this committee are Dr. Assad 
Haffar, Dr. Alok Srivastava, Dr. Cecil Ross, 
and Dr. Chandrakala S.

Background: In the past, 6-7 years, 
donations were sent to HFI.  Some 
concerns about the distribution emerged.

There are 2 levels of support for HA 
donations from WFH: 

1. Regular Donations of varied vial sizes 

2. Ad hoc donation of large size vials (3000 
IU potency). 

HFI has received 3, 38, 25,000 IUs which 
were distributed across 36 centers in 16 
states. 

The first Ad hoc donation was distributed 
among 10 major institu-tions that can 
perform surger-ies. A second instalment of 
19,200,000 IUs were distributed as per the 
Executive Committee (EC) decision held 
on 19th & 20th of Dec. 2015 to 10 new 
centers.

Few more centers were added depending 
on the response the VP medical received 
from the centers that wished to perform 
surgeries. These were from the physicians 
in charge of the hemophilia care. The 
steering committee would respond to 
the requests.

The Process:

Clinical Studies / Trials on going in 
Hemophilia

A )  I n s t i t u t i o n  /  U n i v e r s i t y  – 
Investigator Init iated Studies - 
Approval from DCGI example Clinical 
Trials – Pharma Driven is well in place.

1. Long Acting F. VIII

2. Long Acting F. IX

3. I mmune Tolerance Study in  
children with Inhibitors

4. Newer F. VIII and F. IX products

5. Fibr inogen in patients  with 
Afibrinogenaemia.

B) Studies in pipeline: 

1. Low dose Prophylaxis study in 
CWH

2. Fitusiran: Investigational RNAi 
Therapeutic for Treatment of 
Hemophilia. It is SC-administered 
small interfering RNA (siRNA) 
t h e r a p e u t i c  t a r g e t i n g 
antithrombin (AT) 

C) Studies with Endorsement  by HFI 
– MSK project by Pamela N which is 
funded by NNHF 

Conclusion: 

Looking back I would like to end with 
the opening lines from the “A Tale of 
Two Cities”, by Charles Dickens, as it 
probably captures the euphoria as 
w e l l  a s  t h e  d e s p a i r  o f  I n d i a ' s 
Hemophilia Care.

It was the best of times; it was the 
worst of times. 

It was the age of wisdom; it was the 
age of foolishness. 

It was the epoch of belief; it was the 
epoch of incredulity.

 It was the season of light; it was the 
season of darkness. 

It was the spring of hope; it was the 
winter of despair. 

We had everything before us; we 
had nothing before us.”

Engaging with the medical personnel 
in Government setups for access, 
establishing good laboratories, 

educating CWH and PWH on benefits 
of prophylaxis, aspiring for the best of 
care with newer advances are all 
critical. Though most states have 
s t a r t e d  m a k i n g  p r o g r e s s  i n 
improvement of Hemophilia care 
services, they have been sensitized 
and everyone has agreed on the need 
of setting goals and more importantly 
prioritize among them to be achieved 
in short term to medium term. In light 
of the rapidly changing and evolving 
scenario, HFI has to realign its activity 
in further empowering the PWH and 
CWH.

Dr. Cecil Ross

Vice President (Medical)
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minimum of 2 years Clinical 

experience to treat Hemophilia 

and they will help in improving 

the Physiotherapy and MSK 

Resources for Children/Person 

with Hemophilia.
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REPORT OF 

VP FINANCE
Mr. H.M Shreedhara Rao

Dear friends,

 I would like to share with you the financial health 
of HFI for the year 2015-2016. You have all known the 
challenges faced by HFI in the last decade. Many problems 
that appeared to have been solved once again cropped up, 
but if we look at the path our organisation has traversed in 
the last 6 years, it can definitely be said that we are leaving 
a legacy of success. With little financial backup, we have 
been striving for the welfare of hemophiliacs. We must 
gratefully remember the firm foundation laid down by late 
Sri Ashok Verma. Differences of Opinions which are 
inevitable in the functioning of any public organization, 
may at times become stumble block for the growth of the 
organizations, but, we have to look at the problem in the 
larger context considering the benefits of all. At times 
humanitarian consideration may have to be given more 
importance than others, keeping in mind that this should 
not be against the basic principles of the organization.

 During 2015-16 the organization has done a 
transaction of Rs 1,528.78 lakhs which is more than that of 
any previous financial year. This is 9.20% more than that of 
previous year's transactions. There is an increase of 10.90% 
in life saving drugs supply. But the grants received from 
projects have reduced by 8.63%, likewise there is a 
decrease of 7.10% in donation receipts. We have spent Rs. 
46 lakh for salaries of employees which is 2.90% of the total 
transaction. We have spent Rs 21 lakh for meetings which 
is 1.37% of the total transactions. There is a surplus of Rs 
78.85 lakh in the financial year 2015-16 compared to the 
previous year and 4.78% has been transferred to the 
corpuses fund. During this year 88.75% of the transaction 
has been utilised for the welfare of our haemophilia 
Brethren and this shows the commitment of the 
organization towards the cause.

  Here I would like to share with you another 
important fact in the financial year 2015-16. The 
organization has received Rs 201.76 lakh from individuals 
and organisations in Indian currency, and Rs 285.32 lakhs 
from corporates as donations/projects. That means we 
have received 41.41% more donations from donors. In 

ANNUAL REPORT 2016

433.71

503.59

582.51

780.88

664.21

745.73

303.94

486.15

545.97

0

100

200

300

400

500

600

700

800

900

2013-14 2014-15 2015-16

Corpus Fund

Supply of AHF

Fund Raised

FINANCIAL DEVELOPMENT OF HFI DURING LAST 3 YEARS

R
s.

 in
 L

ac
s

total, this is a remarkable increase in raising donations 
during the last 6 years, up by 190% since 2009-10.

 Though the organisation does not have any fixed 
or definite income sources but by applying modern 
techniques of resource mobilization, we have done a 
remarkable job. This effort has been fruitfully used for the 
welfare of haemophiliacs.  Undoubtedly it is not an easy 
task to do so, but the same has been done uninterruptedly 
and relentlessly. HFI has been praised all over the 
development sector for its functioning, imparting co-
ordination and encouragement towards its independent 
chapters. HFI is now not just a mediator in the supply chain 
of factors. It recognises every dimension of effective 
treatment, development and rehabilitation and 
implements interventions comprehensively on all these, 
after in-depth analysis.

 On analysing all these, I firmly believe that HFI is 
making huge leaps forward by cherishing its goal of 
providing life without pain for people with haemophilia. I 
am but a speck of a dust in this vast organisation. I am 
indebted to all of you for giving me this opportunity to 
serve you.

Thank you

HM Sreedhara Rao

Vice President (Finance)
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Rtn. Wg. Cdr. (Retd.) SS Roy Choudhury

FROM THE DESK

OF CEO

“Today a new sun rises for me;
Everything lives, everything is animated,
Everything seems to speak to me of my passion, 
Everything invites me to cherish it.” 
(Anne De' Lenclos)

Dear friends,

Once again it is the time of the year to look back, to 
take a stock of our achievements and shortfalls of 
the previous year. This is important as our future has 
to be modelled or remodelled in the present, based 
on our learning from the past experience. 

The previous year was not a smooth sailing one for the 
NGO world in general and HFI in particular for several 
reasons and developments which cannot be taken up in detail in 
my short write-up. But we sailed steadily through the turbulent water. 
The credit goes to all our stake-holders including the staff members who worked 
and looked forward undaunted; our admirers, even our critics were our great source of 
inspiration- the organisation moved from strength to strength. 

As the CEO of HFI, my primary task was/ is reaching out and fund raising and I'm happy to say that we, as a team 
achieved spectacular success in the venture, thus being able to serve our hemophilic brothers better – brothers who 
have made the world special for each one of us and fitted us in a special mission. 

This year our turnover is over 15 crores - highest in the history of HFI; this is about 4 crores more than the previous year. To 
mention a few of our strategies, installation of about 400 donation boxes in the capital region generated substantial 
amount and gave visibility and publicity to the cause of the organisation. This has increased our individual and 
institutional funding. Large donation of AHF to the tune of 48 million IUs by WHF will ease our AHF scarcity in the country 
and we are thankful to the World Federation of Hemophilia for the humanitarian gesture. The organisation also 
witnessed growth in Direct Marketing and thereby its Donor Base, which has grown from a couple of hundreds in 2009 to 
8500 in 2016 - a remarkable growth indeed.

The upward surge has enhanced our determination to aim still higher for our afflicted brethren; we all believe, today's 
preparation determines tomorrow's success. We cannot sit contented – we must intensify our effort in the direction as a 
well- knit team as NONE OF US IS AS STRONG AS ALL OF US. 

Fundraising apart, programme implementation to the satisfaction of the donors was the most significant feather in HFI's 
cap. Controlled manner and transparency were/ are our best armament and ornament. The BHEL, SOL, The Hans 
Foundation and the Give India projects were professionally implemented and completed on time to the satisfaction of 
the funding agencies. The continuation of the programmes were assured as the funders were appreciative of our 
capability and professionalism. We always kept all channels of communication open which impressed all concerned.
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HFI has expanded in terms of creation and affiliation of new chapters, thus 
bringing more affected people under one umbrella and facilitating their 
access to the best possible care.

Women and youth are a sizeable portion of world population and the 
formation and growth of women and youth groups gave a new impetus 
and added a fresh lease of life to the Indian programme of hemophilic 
care and management. These groups went about their task without 
weariness as they have a strong belief in what they are doing. Their 
progress infact is an exemplary story of sharing, the noble act that blesses 
both the giver and the receiver. 

Celebration is a way of life at HFI. Like every other year, World Hemophilia 
Day was celebrated with great enthusiasm with support from our donors. 
What needs special mention is that the event was scaled up in association 
with the Ministry of Health and Family Welfare, which strengthened our 
relationship with the Ministry and the political big wigs. Political will is the 
need of the hour for sustaining a programme as intense and vast as ours. 

Due to our continued effort to reach out to the entire Hemophilia afflicted 
population, National Hemophilia registry has generated a clearer picture 
of our Hemophilia population now. Updation is done using a new 
software identifying more than 19000 PwHs across the country with their 
names, address, factor deficiency, income status, family background etc. 
We have significantly improved and expanded our scope in the 
communication and IT departments which has modernised our operation. 

It can be said that the overall picture of the organisation now is a fully 
professional one, responding to the need of the day. Giving today is not 
just being able to write a cheque, and receiving is not just doling out the 
amount. The donors and the receivers are linked through the intermediary 
like NGOs and we are answerable to both as well as to ourselves. We, at 
HFI are doing our task reasonably well, as the clientele satisfaction level 
shows. But always there is a room for improvement, we must admit. 

Whatever the negative forces, we must move on and take all negativism 
as well as constructive and destructive criticism on our stride, for we 
believe, “those who bring sunshine to the lives of others, cannot keep it 
from themselves”. Serving as the CEO of the organisation for about last 7 
years has given me tremendous satisfaction which far surpasses the 
agony, the hardship and the limitations I've faced in my administrative 
role. I believe, one joy scatters a hundred griefs and I conclude with the 
inspiring quote:

“Every King was once a vulnerable baby and every great structure once a 
blueprint;

It is not where you are today, but where you will reach that counts.”

Long live Hemophilia movement to create “a World free of Hemophilia, 
children free of pain” 

Jai Hind

Rtn. Wg. Cdr. (Retd.) SS Roychoudhury, FIE

Chief Executive Officer
The exercise in physical therapy is a
necessity for the hemophilia patient.
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On 12th & 13th September 2015, HFI held its 
32nd Annual General Meeting at Young Men’s 
Christian Association (YMCA), Mumbai 
Central, Mumbai.

The AGM was organized by Hemophilia 
Society Mumbai Chapter (HSMC) with 
support of HFI and Novo Nordisk.

1 5 0  p a r t i c i p a n t s  i n c l u d i n g  G u e s t s , 
Dignitaries, Volunteers, EC Members and 
Chapter key persons participated.

Dr. Ramesh Bharmal (Dean, Nair Hospital and 
T N Medical College) was the Chief Guest and 
Dr. Girish Chaudhary was the Special Guest of 
Honor.

National Capacity Building Workshop, Bhopal

The two day workshop was held on 9th and 10th May 2015 
jointly by Hemophilia Society Bhopal Chapter and Gandhi 
Medical College, Bhopal with support of World Federation of 
Hemophilia at Rajabhoj Hotel, Bhopal, Madhya Pradesh.

The aim of the workshop was to educate and train less 
informed members of HFI chapters from across the country. 
Nearly 70 of them participated to learn.

Mumbai AGM 2015AGM

ANNUAL REPORT 2016



14

lead   t

group

REGIONAL WOMEN’S GROUP

WORKSHOPS OF HFI

The Women's Group of Hemophilia Federation (India) organized their regional workshop for North, East, West and South 
region of the country for the year 2015 -16. All the four workshops were comprised of sessions to educate, train and 
rehabilitate women carriers and caregivers of Hemophilia Community.

Members of Women Group are becoming more and more active at chapter level and doing different activities. 

Northern Region

Southern Region

Eastern Region

Western Region

th thThe Workshop was held on 28  and 29  
of November 2015 at Agra in which 25 
ladies participated and topics like 

Women Empowerment, Financial Independence of 
women were discussed.
In north,  Lucknow, Delhi and Dehradun have active 
Women Groups who are doing some activities and 
Udaipur chapter is ready to form its Women Group.

th thThe Workshop was held on 12  and 13  
of December 2015 at Patna, Bihar in 
which 37 ladies participated and shared 

their problems.
In East chapters such as Bhubaneswar, Durgapur, 
Jamshedpur, Kolkatta and Ranchi have active women 
groups. During the workshop at Patna ladies of Patna 
chapter also expressed their interest to start activities. 

st ndThe Workshop  was held on 21 and 22  
of November 2015 at Aurangabad, 
Maharashtra in which 37 ladies 

participated and doctors from KEM Hospital Mumbai, 
Lawyer and Psychologist from Aurangabad addressed 
the queries of participants on different issues.
In this region Vadodara, Rajkot, Surat, Ahemdabad, 
Mumbai, Pune, Aurangabad, Kolhapur, Indore, Nagpur 
and Thane have active Women Groups.

The workshop was held at Hyderabad on 
st st31  and 1  of November 2015. 36 ladies 

participated from different chapters of 
South and various women related issues such as health, 
empowerment, economic rehabilitation were discussed 
by experts.
In South, Women Group is active in Chennai, Coimbatore, 
Madurai, Kanyakumari, Hyderabad, Kunnamkulam, 
Visakhapatnam, Calicut, Salem, Bangalore and Hubli.

ANNUAL REPORT 2016
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nd 
2 ANNUAL WOMEN’S MEET OF WGHFI

SEWING MACHINE PROJECT

In addition to medical awareness 
the participants were also 
briefed on Sewing Machine 
project which was started by 
Mrs. Cheryl D Ambrosio 
(Founder, MyGirlsBlood.org).

Under this project free sewing 
machines were given to 13 
ladies and they are utilizing 
these machines to earn extra 
income for their families. In 
future also the project will 
continue to serve the needy 
women.

ANNUAL REPORT 2016

The Women Group of HFI (WGHFI) 
ndorganized its 2  Annual Workshop 

rd cum meeting at Bhopal on 23
th and 24 of January 2016 with 

support of Novo Nordisk 
Haemophilia Foundation (NNHF). 
The Women participants from all 
the regions of the country 
participated. The meeting was 
supervised by Mrs. Gurmeet 
Khanna (Chairperson, Women's 
Group, HFI). The two day 
workshop conducted various 
session to educate and train 
women carriers on 
multidisciplinary subjects like 
Women and Bleeding, Medical 
Education, Behavioural Issues, 
Economic Rehabilitation, 
Awareness on Legal Rights & 
other identified needs.
An exhibition of handmade 
crochet and knitted items were 
also put-up by women 
participants of western region.
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Report on Youth Group of Hemophilia Federation (India) - By Harshal Kale, Chairman YGHFI

Dear Friends,
The youth Group of HFI has completed five successful years. When I look 5 years back when it was started in 2011 and 
notice where we have reached so far, it gives me immense satisfaction the way we have created the second line of leaders 
over the years.  Most of the youths are now running their chapters and taking higher responsibilities to bring the 
difference in the community. We have collectively moved ahead from Youth Camps to various capacity building 
workshops, brainstorming ideas to incorporate training modules from some International Leadership programs and so 
on. We also created opportunities for over 10 youths to participate in International Leadership Workshops such as Step Up 
Reach Out (SURO), AFFIRM and World GNMO trainings with the help of HFI.

Last year, we have organized two big events for the youths:-

1) YouLEAD
The workshop was conducted from 28th-30th November 
2015 at New Delhi and facilitated by Mr. Edward Kuebler, 
who conducts SURO and AFFIRM – youth leadership 
workshops in US. The aim was to give the flavour of SURO 
in which 20 youths participated.

 2) Annual Youth Meeting 
The 5th Annual Youth Meeting was organized by HFI from 
15th April to 17th April 2016 with 100 participants from 
various chapters and support of Baxalta. Trainers from 
Baxalta also conducted brainstorming sessions and 
various capacity building workshops for the youths to 
help them understand the haemophilia treatment in 
their respective state.

Road Ahead
As the Youth Group gets into its 6th year, it is a time to revisit the goals and channelize the efforts and energy in the 
following areas:-

a) Focus on creating home based employment/ business opportunities for the youths.

b) Working on psycho-social challenges of the youths and developing personal Leadership abilities.

c) Forging partnerships with Youth groups from developed countries and creating a structured volunteer tracks and 
empowering the local chapters.

d) Building capacity towards creating and monitoring projects and towards new CSR partnerships with different 
organizations / funding agencies.

e) Focus on effective use of social media and create the platform to showcase achievements of the youths using new 
media tools.

I have had the privilege to lead the Youth Group of Hemophilia Federation (India) since last three years. This was indeed a 
very humbling experience for me to get to know youths across the country, listen to their challenges and work towards 
resolving those with help of my youth committee and HFI. I look forward to serve the community in whatever way I can.

YouLead 2015

AYM 2016
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COUNTRYWIDE ADVOCACY AND PIL UPDATES

INITIATIVE ON HEMOPHILIA CARE

Kanpur

Kerala

Bihar Pondichery

Punjab Guwahati

Odisha

Madhya Pradesh

On 17th April 2015, World Hemophilia 
Day, HFI in partnership with Ministry of 
Health and Family Welfare, GOI celebrated 
Baxter (Now Baxalta) supported event on 
Hemophilia sensitization at India Habitat 
Centre, New Delhi. The programme was 
“Initiative on Hemophilia Care - A 
sensitization program and the way 
forward”. Mrs. Meenakshi Lekhi, MP (Lok 
Sabha) was the Chief Guest and Mr. Alain 

Weill, (President, WFH) was the 
Special Guest of Honor. The 
objective of the program was to 
update all decision makers in the 

state and national level about the 
disorder and the sufferings of the 
hemophilia community.

Hemophilia Treatment 
made available in 20 
Districts through PIL.

As a result of PIL filed by 
Kanpur Chapter the budget 
for making factor available 
in medical colleges and 
district hospitals will be 
endorsed through National 
Health Mision (NHM) and 
the responsibility of making 
AHF available has been 
given to Sanjay Gandhi Post 
Graduate Institute of 
Medical Sciences (SGPGI), 
Lucknow.

Free Factor for Lifetime

As a result of Calicut 
Chapter’s lobbying, the 
Government of Kerala, 
Department of H&FW and 
Kerala Medical Services 

Free AHF available in AN 
Magadh Medical College & 
Hospital, Gaya

Under the guidance of 
Patna Chapter, the 
Hemophilia community of 
Gaya region lobbied for free 
AHF and met Hon’ble Chief 
Minister of Bihar, Sh. Jitan 
Ram Manjhi with an 
application. 

As a result, Free AHF is now 
available in AN Magadh 
Medical College Hospital, 
Gaya.

Funds Sanctioned for 
Factor Purchase.

On 6th October 2016, the 
Pondicherry Chapter’s 
Hemophilia Nalinam Self 
Help Women’s Group met 
the Chief Minister of 
Puducherry, Thiru, N. 
Rangasamy and gave him a 
petition for stocking factors 
in Indira Gandhi Govt. 
General Hospital. As a result 
Govt. sanctioned Rs.5 lacs 
for purchase of Factors for 
PwHs.

Corporation Ltd. has given 
the order to provide Free 
Factor Replacements to all 
the PwHs of the state who 
are included in the Karunya 
Benevolent Scheme, for 
their lifetime, irrespective 
the APL/BPL Category.

Mr. Vikash Goyal (VPD,HFI) 
has submitted Hemophilia 
Treatment Proposal for 
Kerala to Dr. M K Munar 
(Hon’ble Minister for 
Panchayats and Social 
Justice, Govt. of Kerala)

Advocacy for Free AHf

On 8th June 2015, Mr. 
Vishnu Goel (RCC North, 
HFI) met with Mrs. Manjit 
Kaur (Director Medical 
Education & Research, 
Punjab) and other 
bureaucrats of Health 
Department of Punjab. He 
submitted hemophilia 
treatment policy along with 
judgements of various high 
courts and orders of state 
governments to provide 
free treatment to PwHs. His 
demand was 
acknowledged.

Distribution of 
Hemophilia Drugs in 
GMCH, AMCH & SMCH

Following up on the  Assam 
Government’s order to 
include Hemophilia A&B in 
EDL, the Mission Director, 
NHM, Assam passed an 
order dt. 30/05/2015 
requesting the 
pharmaceutical company 
Baxter(Now Baxalta India 
Pvt. Ltd.) to deliver AHF VIII 
& IX in GMCH, AMCH and 
SMCH.

Free Factor Distribution

Free Factor Distribution has 
started on 22nd May 2015 
at Nayagarh District 
Headquarter Hospital (9th 
Center of Odisha)

Free Factor Distribution

Free Factor Distribution has 
started at District Hospital, 
Indore. The chapter is 
lobbying further for the 
purchase of more factors for 
the region.

Free treatment has also 
started in District Hospital 
of Ratlam and Khargone.

ANNUAL REPORT 2016
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PROGRAMME HIGHLIGHTS

THE

FOUNDATION

THE HANS FOUNDATION - Educate a Child with Hemophilia

THE HANS FOUNDATION - The Healing Touch

Project Description

Project Description

Our coalition with The Hans Foundation (THF) dates back to the inception of THF activities in India in 2009. We came 
together with two small projects for providing treatment and education support to the poor P/CwHs of India. Mutual 
trust and sincerity towards the cause and each other  has resulted in manifold increase in the continuous  support  
from THF over the years. 
This partnership has made an immense & meaningful difference to the lives of the hemophiliics of our country. We 
express our sincere gratitude and appreciation to The Hans Foundation for their kind support.

GIVE INDIA- AHF Support

Ÿ Donation options for factor VIII, IX & Fieba with 
separate budget have already been approved by 
Give India.

Ÿ Received Rs. 12, 34,258/- for AHF support during FY 
2015 -16.

Ÿ 35 Factor VIII, 5 Factor IX and 20 FEIBA beneficiaries 
were supported with AHF during this period for 
surgeries & severe bleeds.

ANNUAL REPORT 2016

Ÿ  The project “Educate a child with Hemophilia” was renewed for the period Oct. 2015- Sept 
2016. 500 beneficiaries from BPL and poor families are receiving educational scholarship for 1 
year under this project. 3 Qtrs. of the project have been implemented successfully.

Ÿ The project has been continuing successfully for last 7 years and has been submitted for 
renewal with increased number of beneficiaries.

Ÿ Project for Apr 2015 to March 2016 has been completed successfully. 
Ÿ 50 P/CwHs were supported with 5000 IUs of free AHF during surgeries, emergencies & severe 

bleeds (35 beneficiaries supported with recombinant Factor VIII, X with factor IX and V with 
FEIBA)·

Ÿ The project has been continuing successfully since 2009 and has been renewed with the 
same support for 55 beneficiaries (35 Factor VIII, 15 Factor IX and 5 FEIBA) for 2016-17.
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PROGRAMME HIGHLIGHTS

SAVE ONE LIFE (SOL)-USA
During the year we supported 631 beneficiaries.

In addition to this 14 beneficiaries were given 
scholarship support, 11 received gift amount and 4 
beneficiaries were given Micro Grant. We appreciate 
the untiring efforts of Ms. Martha Hopewell and  Mrs. 
Usha Parthasarthy in carrying on this crusade for the 
poor hemophilics of India with HFI.

BHEL’s AHF Distribution Event

Project Description

BHEL is committed to spend Rs.3.2 Cr during 2014-17 for prevention and treatment through these projects.

480 beneficiaries have been covered under the project “Heal a Soul” from January 2014 to March 2016.Out of this 
240 beneficiaries from 14 chapters were supported in the financial year 2015-16.

Under the project “Prevention is Better than Cure” 26 beneficiaries were supported in 2015-16 .Out of this 12 
beneficiaries were supported for Carrier Detection (CD) test and 14 were supported for Pre Natal Diagnosis (PND).

CD-PND Beneficiary

BHARAT HEAVY ELECTRICALS LIMITED (BHEL)

Projects : “Heal a Soul “& “Prevention is better than Cure”

sha Parthasarars. U thy M  (Sft, O Le L Inm do iaFr n Coordinator) an .d )  M ra erth ta p Ho ape hw Ce  ll y (S rO rL e Exe chc. i D dir nec oto  (Pr) rswit beh You emth M r.etpah Ctiahawuf GoSh ies ow iarn b eficelow are Ben
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Our Supporters 

and 

Collaborators

Corporate Funding 33.44%School Fund Raising 0.52%

FCRA 46.16%

Direct Mktg. 19.86%

Direct Marketing 

Online Cold Campaign
Direct Mailing Campaign 
Tele Marketing 
Direct Dialogue
Space Selling

During the financial year, 1st April 2015 to
31st March 2016 the resource mobilization
team successfully completed three quarterly
direct mailing campaigns (Independence 
Day, Diwali,  and Holi).

Dispatched newsletters to all the existing 
Donors.

Donor Acquisition 

In response to our frequent warm and cold 
campaigns, we have been able to add / 
mobilize 1841 new donors and increase 
our existing database.

School Fund Raising (SFR)
 
The funds raised through SFR supports HFI's 
mission to enhance the quality of life for
people and children with Hemophilia, while 
sensitizing schools, students and staff.
This year we reached out to many schools
across India.

Donation Box Status

This has shown growth by increasing the 
numbers of installation at vantage points 
from 267 in 2015 to 390 in 2016 (excluding 
withdrawal of 20 boxes from non-performing
 areas to reinstallation in new areas). 
Total amount raised is Rs.5,72,567/-.
Donation boxes in both the departure lounge
of Domestic and International Delhi Airport
(IGIA) are yielding substantial revenue.

RESOURCE MOBILIZATION UPDATES
Resource Mobilization in Hemophilia Care

Resource Mobilization (RM) plays a vital role in protecting the 
interests of children and persons with hemophilia (C/PwH), 
especially when the state health budgets are not uniform and 
supplies of expensive factor medicines are irregular in most of 
the government hospital and medical colleges. Not just 
treatment but education, CD & PND and other essential supports 
along with dissemination of information through HFI 
publications is being supported by our Individual donors, 
Corporates and Funding partners such as BHEL, The Hans 
Foundation, Give India, Save One Life,USA, NNHF, Novo Nordisk 
India  and Baxalta through various resource mobilization 
initiatives. As a social organization HFI relies on different 
channels of fundraising from individuals and corporates to 
execute its diverse activities, create visibility and also for its 
existence. HFI strives for partnerships that are beneficial for C 
/Pwh of India through its Resource Mobilization activities.

ANNUAL REPORT 2016
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E XE C U TI VE C O MMI TT E E ME MBE RS A ND E C ME E TI NG ATTE NDA NC E S H E E T (S E P TE MBE R 2 0 1 5 - J U LY 2 0 1 6 )

1.    (Prof.) Dr. Kanjaksha Ghosh   President   P    P  P P P 100     
2.    Dr. Cecil Ross   VP Medical  P  P  P A P 80 

3.    Mr. Vikas Goyal   VP Development  P  P  P P  P 100 
4.    Mr. H. M. Sreedhar Rao  VP Finance   A  P  P P  P 80 
5.   Mr. Rupal Panchal   VP Finance (Interim) P  P  P A A 60

6.    Dr. Naresh Gupta   EC Member   A  A  A A  A 0  

7.    Mr Deepak Singhal   EC Member  A  P  P P P 80 

8.    Dr. Harpreet Singh   EC Member  P  P  P P P 100 
9.    Mr. Harshal Kale   EC Member  P  P  P P A 80 

10.   Mrs. Gurmeet Khanna  EC Member  P  P  P P P 100 

11.    Mr. Kumar Shailendra  EC Member  P  A  A A P 40 
12.   Mr. Mukesh Garodia   EC Member  A  A  A P P 40 

13.   Mr. Premroop Alva   EC Member  P  P  P P A 80
14.   Mr. R. Sathyanarayanan   EC Member  P  A  A P P 60
15.   Dr. Pamela Narayan  EC Member  P  P  P A P 80

16.   Mr. Ajoy Roy   EC Member  P  P  P A A 60
17.    Mr. E. Raghunandanan  EC Member  A  P  P P P 80

18.    Dr. Devila Sahu   EC Member  P  A  A P P 60

19.    Mr. Vishnu Goel   EC Member  P  A  A P P 60 
20.   Rtn Wg Cdr (Rtd.) SS  Roychoudhury  EC Member   P  P  P P P 100       

13.09.2015 19.12.2015 20.12.2015 18.04.2016 02.07.2016 %

Distribution of Staff According to Salary levels and Gender Breakup

Slab of gross salary (in Rs) 
plus benefits paid to staff 
(per month)

Less than 5000

5,000 -10,000 

10,000 -  25,000

25,000  - 50,000 

50,000  - 1,00,000 

Greater than 1,00,000 

Total

Male       Female           Total 
staff        staff           staff

11

3

14

1

1

2

12

4

16

Reimbursement to Board Members  FY 2015-16 for Domestic Travel for: Rs. 6,04,516/- & Accommodation: Rs. 2,50,081/-

Operational Head of the organization: 
(including honorarium): 

Highest paid person in the organization
(staff or consultant):

Lowest paid person in the organization 
(staff or consultant):

Name    Designation                

Dr. K.Ghosh   President 

Rtn Wg Cdr (Retd)  Chief Executive Officer 
S S Roychoudhury 

Harinam  Peon

The Salary & benefits of NGO head, 
highest paid & lowest paid staff

Remuneration 
    (in Rs.)

Rs 0

Rs.487500 (P.A.)

 Rs.153708 (P.A)

Names Date Date Date PresentDateDatePosition

on Board

Total cost of International Travel by Board Members/Staff/Volunteers on behalf of organization for FY 2015-16 : 0
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Hemophilia Federation (India)
Communication Department

A-128, Mohammadpur, Behind Bhikaji Cama Place, New Delhi-110066
Tel: 011-26174020/26175791/26168152 

Fax: 011-26177209
General email id: support@hemophilia.in Website: www.hemophilia.in


