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World Hemophilia Day 2020 - Social Media Campaigns
Theme: Get+ Involved
On the occasion of World Hemophilia Day, Hemophilia Federation (India) & Novo Nordisk
Haemophilia Foundation ran a joint online campaign to spread awareness virtually. We developed the
educational and study materials that gives information on Hemophilia disability in India, which will be
very helpful in creating awareness amongst the PwBD ( Person with Bleeding Disorder.)
What is your definition of normal?

‘Normal’ is extraordinary for people living with
hemophilia. They fight every day to have a
normal life while managing the disease and
that is extraordinary.
This #WorldHaemophiliaDay, we HFI pledged
to #GetInvolved.
#DisabilityFreeHaemophilia
#WorldHaemophiliaDay2020
#WHD2020
#WriteItInRed
Follow the hashtags to know what Healthcare
Practitioners have to say on World Hemophilia
Day. Hemophilia Care under the COVID-19
Regime, Importance of Home Therapy,
Prophylaxis – the way Forward and Simple
exercises for PwHs during lockdown are some
very relevant topics to help Hemophilia
Community.

Meet Parvakar
The hospital estimated
the cost of his treatment
Rs.30 Lakh, which was
impossible for them to
pay.

HFI extended its
support to Pravakar and
now, his treatment is
undergoing at AIIMS,
New Delhi.
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When Pravakar was
small, while playing he
had a cut on his hand and
immediately started to
bleed. His parents tried
everything, but the
bleeding didn't stop.

However, with immediate
help from HFI & Siliguri
Chapter, he was referred
to CMCH, Vellore and
diagnosed with
Hemophilia.

It is the support of our nationwide network of chapters, volunteers and donors,
that we are able to make the dreams of People with Hemophilia a reality.

United for Hemophilia
A joint awareness initiative of Takeda India and HFI
Keeping in view of the COVID-19 pandemic, a 6 day Social Media awareness campaign with a focus
on One Country, One Treatment, Get+ Involved, Better Standards of Care and Prophylaxis was run
partnering with Takeda India. The campaign efficiently marked World Hemophilia Day and was well
received by the audience.
The campaign was a reflection of both HFI and Takeda’s commitment towards the education &
wellbeing of PwHs ( Persons with Hemophilia) and their families. The targeted messaging was truly
relevant to the times and the audience’s needs.
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H

emophilia Patients of Nepal Helped in
Most Challenging Times of COVID-19

World Federation of Hemophilia and Hemophilia
Federation (India) came forward with over half a
million (0.75mn) IUS of Humanitarian Aid to support
Nepal Hemophilia Society!
AHF consigment Leaving HFI

Testimony from World Federation of Hemophilia
If not for the support of the Hemophilia Federation of India
(HFI), Nepal would have been without factor for six months.
And without the support of Logenix International, Nepal might
still be without factor today. The WFH Humanitarian Aid
program extends its thanks to both dedicated organizations.

T

he COVID-19 pandemic has created massive challenges for
the bleeding disorder community—especially when it comes
to ensuring uninterrupted care for Persons with Hemophilia.
Nepal was particularly hard hit by the crisis when the country went
on complete lockdown and lost access to donated factor for
months. HFI generously offered what factor it could and processed
the necessary paperwork. The Logenix International's office in India
secured a refrigerated truck and processed to move the product
across the border.
Hemophilia Federation (India) tried its best to help Nepal and faced
many challenges for the same. HFI approached Nepal Embassy
but due to plenty of formalities and lack of reach, the export of AHF
(Anti Hemophilic Factors) could not take place. The entire exercise
was very challenging due to the COVID-19 pandemic, particularly
in the period when the whole country was under lockdown.
Nevertheless, HFI kept a continuous engagement with the logistic
agency Logenix and it was provided with all the papers for border
clearances. Only the import-export certificate (IEC) was not
available with the HFI. By that time, already a month had passed
and without IEC the Logenix agency has given up all hopes and
possibility to deliver the much-needed medicines.
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AHF Reaching Nepal

HFI requested a local business company in Nepal, apprised them about the critical situation and the company agreed to
provide HFI with an IEC in the interest of the Hemophilia Patients of Nepal.
We packed 4 cartons of medicines containing Fieba and Factor VIII and video graphed the process of loading which was duly
shared with WFH. Despite all the odds with support of WFH, HFI staff and few volunteers, we were able to move the product to
Nepal Hemophilia Society and could breathe a sigh of relief .

Women's Group of Hemophilia Federation (India) holds nationwide Webinars
From 26th – 28th April, four virtual regional Webinars of Women
Group (WG) were held under the supervision of WG Chairperson,
Mrs. Sonal Sakariya with support of regional co-ordinators on
Zoom platform.
The webinars focused on the precautions and care to be taken
during COVID-19 crisis, initial homecare for bleeds, gathering
information about the general state of bleeding community,
treatment availability, and the support provided by the women's
group and chapters in availing treatment in different areas.
Importantly, psycho-social and emotional support was provided to the women. The women were highly recommended to take
care of themselve and care for the entire family in the prevailing testing times. Discussion also included tips on
child/adolescent care as they tend to be in high stress due to lack of activities, socialisation and fear of bleeds.
Many participants also shared how they are helping each other through social media groups and tele conversation as well as
by conducting online skill development sessions for their (WG) members such as Painting, Tailoring, Language and
Physiotherapy etc. The participants were encouraged to be strong, calm and to stay connected with each other.

My Journey with Hemophilia
India, family's dreams were associated with my birth that I
would grow up and enrich the family's future but destiny
had a different plan for me.
When I was 9 months old, I fell from the bed and injured my
forehead. Post this, one night I found my forehead swollen
like a purple-blue colored ball attached to it and it hurt a lot.
My parents consulted many doctors who gave me
medicines to no avail. The doctor then decided to operate
the bump. When he punctured it, he saw it filled with blood.
He changed his decision and prescribed pain relievers. He
advised my mother to keep me at home on rest and bump
will go away on its own. After few months, the wound
started to heal and I lived with this unknown disease.

September 11, 1977, I, Ashutosh Sharma was born in the
capital of India, Delhi. There was a wave of greetings in my
house because five years after my elder sister birth, a boy
was born.
In those days, birth of a boy was given great importance in

As time passed, things worsened. Mouth bleeds occurred,
probably from the gums while I was at sleep. From mouth
to clothes and bedsheet, blood splattered all over. By
morning my mouth was completely filled with blood. My
mother slowly removed the blood clots from my mouth
with wet cotton and after cleaning the clots I could open my
mouth to eat something. A few days later, there was a
series of bleeding, sometimes severe pain in elbow or
soreness in the knee. Surprisingly, everyone was
5
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completely unaware about my condition.
When I started going to school my mother would take me
but after a few days again the pain and swelling started in
my arms and legs. I was unable to go to school. It used to
happen many times with me, every kind of medicine was
administered but everything remained ineffective and
there was no improvement in my condition.
When I was 9 years old, someone told us that All India
Institute of Medical Sciences (AIIMS) in New Delhi is a very
big hospital and we should go there for my check-up. At
AIIMS my blood was tested and a trained Haematologist
from Italy examined me. He told us about the disorder
named Hemophilia-B. He informed that there is no cure in
medical science for Hemophilia and it could only be
managed by plasma and blood transfusions. At that time,
HIV was widespread throughout the world due to blood
transfusions and my parents decided not to transfuse
blood citing the prevailing situation. Doctor advised that I
had to avoid all kinds of injuries. After the advice of the
doctor, my father lost confidence in me. He decided to
keep me at home for the rest of my life, but my mother did
not lose her courage and continued my studies by
appointing a tutor. She kept taking me to school from time
to time for Annual Examinations. My school life continued
with pain and whenever I had a joint pain I could not sleep
all night. I kept screaming and crying with agonizing pain
all day and night. It made the situation really difficult for me
to move ahead in life.
When I was 16 years old, I was playing with my friends and
I mistakenly hit my head against the wall and it caused
inter-cranial hemorrhage(internal bleeding in brain). From
Jind, Haryana, I was brought to Delhi where a friend of my
maternal uncle knew about Hemophilia and he directed us
to Hemophilia Society, Delhi. There, for the first time in my
life, I received the life-saving drug called Factor IX. It was
injected in my veins for 10 to 15 days. At that time, the cost
of these injections was very high and was unaffordable for
the middle class. My father sold his precious land and my
life was saved. Due to brain hemorrhage, half of my body
was paralyzed and it took me one year to become normal.
From then onwards, whenever I had bleeding in my arms,
legs or shoulders, I use to infuse AHF which was bought
from Hemophilia Society Delhi. Sometimes we were
unable to buy it due to lack of money and I had to struggle
again with unbearable pain but every moment, in this fight,
my mother was with me as a blessing which is why it is
rightly said: "God cannot be everywhere so he created
Mothers".
For every bleed and agony, I had to go to Delhi for AHF
Infusion. Then, considering my health condition, my
parents decided to shift to Delhi permanently. There I
started my own business of clothes in a famous market in
Delhi. My business was going well, but one evening while
returning home from the shop, I met with an accident and
my hand got fractured. I was badly injured and I had to
purchase AHF in bulk. I was quarantined at home for 8
months. My new business and my hope, both shattered
due to my condition.
Once again we shifted and moved back to our ancestral
home in Jind (Haryana). In the year 2000 my mother
became a Municipal Councillor of our District and I joined
in her social work. When everything started to get normal,
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suddenly, I got another brain hamorrhage. I was admitted
at the Lok Nayak Jayaprakash Hospital in Delhi. From
there on, I started receiving free AHF from the Government
Hospital. I was infused Factor IX for several days to
improve my injuries. Again a lot of effort was put in to save
my life once again.
In 2005, I got married to Jyoti. Her family was told all about
my hemophilic complications. Jyoti also knew everything
and agreed to give her consent for marriage. In 2006, I was
blessed with a girl. My whole family was engaged in
celebrating the happiness of my new-born child.
Everything was going well in my life and then one day I had
a severe pain in my head and I began to vomit.
After a CT scan we found out that I had another brain
hemorrhage. It was for the third time in my life, ended up
with an IC bleed and once again the long painful process
started. I recovered from it but my whole family had to go
through the mental sufferings at that time. After few
months, life became normal again and I kept myself busy
with my daughter and family, by then my both elbows,
knees and right hip had worsened by 70 to 80% due to
repetitive episodes of internal bleeding. My wife took really
good care of me and used to support me. She encouraged
and prepared me to face the challenges of life. After
marriage, my mother was able to take some respite from
household work, otherwise, it was becoming very difficult
for her as her health was also deteriorating.
In 2010, we had another girl and I used to do hard work to
earn my livelihood. I kept myself busy but the pain kept
returning. At times, when there were bleeding with terrible
pain, my whole work and plans used to jeopardize. In
2014, I realized that I had to do something for other
Patients with Hemophilia who are like me. So that the pain
that I suffered in my life should not be experienced by
them. During that time, Factor VIII and IX were unavailable
at local hospitals and anybody who had an episode of
bleeding had to travel all the way to Delhi. I started trying to
solve this problem with the help of God and my family, I
identified all the patients of my district who were like me. I
started a movement in which I and all my colleagues
protested to get factors in our district hospital by writing a
demand letter to the district and state administration of the
health department.
With our hard work and efforts, we were successful to
make AHF available in District Hospitals. Though the AFH
were available but the supply remained irregular and
always fell short in the times of need.
In 2017, we formed our own Hemophilia Society, Jind in
which I was elected as the President. We were succeeded
in getting affiliation from Hemophilia Federation (India).
Now in our HTC we are getting the supply of Humanitarian
Aid from time to time. Today patients from our district and
other adjoining districts are benefitted directly by the
support. Patients and their families are feeling relieved.
Today , the scenario has completely changed with the help
of HFI and World Federation of Hemophilia and a new
hope is clearly visible in many lives.
Ashutosh Sharma
President
Hemophilia Society Jind Chapter
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Regional Activities

World Hemophilia Day

and to provide an ambulance facility at the centre to take
PwHs from home to hospital and drop back. The State
Health Department accepted the request and provided the
requested facilities.
Humanitarian Aid in Pandemic Situation
The Chapter's EC Members also visited homes of few
Hemophiliacs and gave them infusions.
Fighting the current challenges, the Chapter Key-Person
was able to get Satya Prakash, a 13 year old severe
Hemophilia A, CwH from Barmer, Rajasthan admitted to
AIIMS, Jodhpur.

The Chapter organises WHD commemoration every year
but this year due to lockdown it could not be celebrated as
before. But the Chapter's Youth Group gave the message
across by making a series of slogan on the WHD through
social media. Their initiative was also covered in the local
newspaper.
On World Hemophilia Day, Dr. Ajay Kumar, In-charge of the
Hemophilia, Jind Hospital expressed his wishes to the
Chapter. He informed that 33 Hemophilia patients of Jind
District are regularly receiving free AHF treatment in Civil
Hospital, Jind and in view of the seriousness of the disease,
AHF are made available at the hospitals at all times. He
added that Hemophilia Federation (India) also keeps
providing AHF from time to time and they are thankful to HFI
for supporting the PwHs.
Mr. Ashutosh Sharma informed that their aim of celebrating
World Hemophilia Day is to bring awareness among the
people about Hemophilia and to provide treatment.

Jodhpur Chapter
Successful Advocacy
Due to the COVID-19 pandemic, the PwHs were facing a lot
of difficulties in Jodhpur, Rajasthan. The chapter wrote a
letter to the government demanding AHF supply to PHCs &
CHCs (Public Health Centers & Community Health Centers)

He was diagnosed with
acute appendicitis and
surgery was recommended.
6000 IUs of AHF was
required for his surgery
and with co-ordination of
Chapter, HFI provided
the needed Factor.
The Chapter KeyPerson also visited the
Hospital regularly to
make sure that all the
facilities are provided to
the CwH.
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Aurangabad Chapter
COVID-19 Awareness Drive
The Chapter's Youth Group made a small awareness video
on COVID-19 by holding placards displaying relevant
messages to stop the spread of COVID-19.

Surat Chapter

Facebook Live Q&A

Hemophilia- An unwanted gift from God

Kolhapur Chapter
World Hemophilia Day - Drawing Competition
On 17 th April 2020, the Chapter conducted Drawing
Competition through WhatsApp for PwHs on the occasion of
World Hemophilia Day. The competition was open for all
regardless of age. Best three drawings were selected for
prizes that were sponsored by one of a PwH, Mr. Amol
Jadhav. The remaining participants would be given
consolation prizes during the upcoming AGM of the Chapter.
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On 18 June 2020, the Chapter's Youth Group organized a
Facebook Live programme themed "How to Manage
Hemophilia during COVID-19.” Dr. Vijay Shah Prof. &
HOD(Paediatrics) from New Civil Hospital, Surat educated
the audience and addressed the queries of PwHs in this
challenging situation. Dr. Nishant Tejvani spoke on the
importance of Physiotherapy while Dr. Prafful and Dr.
Christine advised the patients to stay mentally strong during
the pandemic.

Calicut Chapter
Successful Lobbying for Treatment Facilities
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The discussion turned out to be fruitful and the hospital has
agreed to provide testing facilities and other services for
PwBDs at a discounted rate which would result in systematic
and faster access to treatment.
With the new testing facility available locally, the patients
from Malabar need not travel for a long way. Also, more
surgeries could be done locally with facilities to monitor
inhibitor.
The Chapter now have diagnostic and treatment facilities at
two centres in Calicut i.e. Government Medical College and
IQRAA Hospital. It also has two treatment centres in
Malappuram i.e. District Hospital Tirur and Manjeri Medical
College as well as AHF support is available to District Taluk
Hospitals and Primary Health Centres.

Davangere Chapter
World Hemophilia Day

On June 25 2020, the Chapter's Executive Committee
Members met Dr. Anwar P.C. (Executive Director) and Dr.
Javed (Dept. of Laboratory Services) of IQRAA International
Hospital & Research Centre to discuss about providing
support for diagnostic and therapeutic procedures for the
people with inherited bleeding disorder.

On 17th April 2020, the World Hemophilia Day, Dr. Suresh
Hanagavadi was interviewed by the Red FM and KLE Venu
Dhwani to shed light on Hemophilia Disorder. The message
was broadcasted to create massive awareness on
Hemophilia. With the whole country under lockdown due to
COVID-19, the Chapter pre-recorded a message of Dr.
Suresh Hanagavadi (President, Davangere Chapter) and
Dr. S.P. Balasubrahmanyam (Chief Patron, Davangere
Chapter). It was circulated to all youths and their families and
as well as on the Social Media.
Webinar on Hemophilia Comprehensive Care &
Rehabilitation
On 26th May 2020, the Chapter in collaboration with
Composite Regional Centre, Ministry of Social Justice &
Empowerment, Government of India organised a webinar
for Health Care Professionals where 350 members
participated and enhanced their knowledge on
Comprehensive Hemophilia Care.
1st Anniversary Celebration of SANTHRUPTHI Project

Though the hospital provides facilities for the Inhibitor
Screening, the Inhibitor Titration commonly known as
Bethesda Test was not available which created difficulties
for the PwHs of Malabar region.

The chapter celebrated the 1st anniversary of their ambitious
project “Santhrupthi” supported by Mr. Suryaprakash a
Philanthropist. The project aims to provide free food to all the
PwHs admitted for treatment. The donor was thanked and
admired in the Executive Committee Meeting which was
held virtually.
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On 6 June 2020, the Chapter organized a webinar for the
Youth Group where they discussed about the activity plan for
the year 2020-21. Annual activity report was shared by Mr.
Shivkumar (President, Youth Group, Davangere
Chapter). Dr. Suresh Hanagavadi and Dr. Meera
Hanagavadi shared information on Hemophilia
Management and life style modification during COVID-19.
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On 25 June 2020, the Chapter conducted a video
conference with 47 PwHs including their family members
and adviced them to be careful and strengthen family ties
during the pandemic situation. Dr. V. Chandra Sekharam
also addressed the queries of patients on bleeds and
World Hemophilia Day – Get+ Involved

International Yoga Day
On 21th June 2020, the Chapter organized a webinar in
collaboration with Prajna Institute of Yoga and Allied
Sciences (PIYAS) on the occasion of International Yoga Day
where 80 PwHs and their family members participated. The
program was also streamed live on Facebook. Dr. Neetu
Jain (Co-founder, MD, PIYAS) conducted an interactive
session on Alternative Medicine & Pain Management in
Hemophilia. Many PwHs shared their problems and
benefitted from solutions given by Dr. Neetu Jain.

Visakhapatnam Chapter
Webinar with PwHs and Families

On 17th April 2020, the Chapter celebrated World Hemophilia
Day. 26 families from 23 places celebrated the day from their
homes by wearing red dresses signifying the importance of
World Hemophilia Day. They displayed placards, drawings,
slogans while practising social distancing in the prevailing
COVID-19 pandemic.

A
Journey
filled with adventure
amid COVID 19!

Unlike other years, this time the bleeding disorder
community did not gather at a venue to commemorate
WHD, instead it was done virtually through webinars and
live meetings.
For me, WHD 2020 was going to be memorable as the day
was no less than an adventure for me.
I am a Person with severe Hemophilia A with Inhibitors. I
am from Hyderabad and shuttle between Hyderabad and
Kozhikode (Calicut), my wife's hometown. I am currently
on a weekly Factor VIII mimic drug and cannot use other
CFCs. Before that, I used to get massive spontaneous
bleeds and often confined to bed.
In the first week of March, I had reached Kerala, the home
10
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state of my "best-half-Dr. Anupama.” I had plans to visit
Karnataka by March end, but, the mischievous SARSCoV-2 had other plans and ours got sidelined. As India
entered a lock down to prevent COVID-19 spread, I could
not attend my routine follow up with the doctors. We were
looking forward to April 15 when the lockdown was
supposed to end because, it was crucial to visit the
treatment center in the given time interval. But, as we
feared, the lock down was extended. We were in panic as
the news channels flashed incidents of ambulances being
stopped and returned at the state border between Kerala
and Karnataka. Mr. Premroop Alva, my dear blood brother,
provided me with all the guidance as usual.
Though we were doubtful about getting permit of entry, we
started getting our paperwork done. We got an emergency
appointment letter from the hospital. Kerala Government
issued a special permit to travel interstate. We also kept
the newly issued guidelines for “Emergency Services amid
COVID-19 in India” which states that treatment for
Hemophilia should be ensured. Thanks to Hemophilia
Federation (India) for the same.
The journey that started at 7:00 am on April 17 was quite
eventful. We - Myself and Jineesh (a family friend who is
also a nurse) started the journey in an ambulance. We had
to cross many districts borders, one state border and
wildlife sanctuaries with big beasts. All vehicles including
ambulances were being checked and only the ones with
permits and documents were allowed to enter. Our
ambulance was stopped and the travelers screened at
each check point. At the district borders, the papers were
verified. The authorities worked in coordination and from
the beginning of the venture, the Tehsildar of Sultan
Bathery (Sultan's Battery) communicated with the
Karnataka border authorities at Muthanga Wildlife
sanctuary and even accompanied till the Kerala Karnataka border and was in constant touch.
After reaching Karnataka, travelers were screened one
more time, papers rechecked and the vehicle was
disinfected again.
We were allowed with a few trucks as pilot vehicles, and
provided the contact number of Additional Superintendent
of Police of the area for help in case of any issues. We
travelled with the trucks through Bandipur Tiger Reserve
and through the empty towns for around 50km. We drove
past lots of monkeys, peacocks, herd of deer and many
other animals.
We were checked at every police jurisdiction,
temperatures screened multiple times. All the authorities
were making sure that people follow the lockdown &
COVID-19 norms to prevent the spread of corona and to
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flatten the curve. We reached Bangalore by evening, I had
never seen Bangalore like this ever before, kind of a total
curfew. We reached the treatment center by 5:00 pm, got
my infusion and other essential medicines. I spent the
night at Hotel Chandra Bhavan owned by dear brother
Vikash Goyal's family and started the return journey at
6:30 am, the next day.
The screening and verifications were repeated; this time
we followed a different route.
In my journey to get my essential drugs which prevent
bleeding without which I end up on bed, I saw the
coordinated work of state and district authorities as well as
the health, police, excise and forest departments. We also
saw the rivers Kaveri, Kabani, Chaliyar and passed
through three forests- Bandipur, Muthanga and Nagole
National Park.
We reached Kozhikode at 3:00 pm. We wanted to give
some incentives to the ambulance driver but he refused
and said that the organization, Sevabharati to which he
belongs, never allows that. Though we were not advised
home isolation as we are not exposed to any COVID-19
cases, yet we decided to do the same as a token of
gratitude to the great work done by all the authorities
across India and the world.
I am grateful to all the heroes who ensure public safety and
at the same time ensure access to essential services.
My special thanks to Dr. Cecil Reuben Ross, Chetan,
Vikash Goyal, Premroop Alva, Rajesh Valiyaveettil,
Dhananjayan Pattiyeri, Devadas Andipat, Jineesh and
Vinod.
By Hemanth Kumar - PwH with Inhibitor.

OBITUARIES
Late Mr. K M Sharafuddeen
Died on 16 June 2020
He was a severe “Hemophilia A” patient and
Visually Impaired. He died due to acute intra
cranial bleed. He was a Member of
Hemophilia Society Calicut Chapter.

Late Master Prashant Kulamode
A 16 Years ‘’Hemophilia A’’ patient. He had fallen from
bicycle and was complaining stomach pain. Died due to
delay in treatment. He was a member of Kholhapur Chapter.
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