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INAUGURATION OF BLOOD COLLECTION VANS
& NAT SCREENING LAB

Hon’ble Health Minister Dr. Harsh Vardhan unveils the Blood Collection Vans &
NAT Screening Lab on 20th March, 2021 at IRCS, National Headquarters, New Delhi
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Dream to Change

We thank Mrs. Kohli for supporting the treatment of 8 thalassemics:
Yogesh, Anchal, Naina, Nikhil, Chandni, Manisha, Pooja K, Pooja G since October, 2019.

All patients were given Desferal Injections, Desirox, Kelfer, Asunra and Filters.
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Secretary’s Message

Dear friends,

Hope you all are keeping well!

2020 was a remarkably difficult year for all of us. The new normal was lockdowns,
masks, travel bans & fear of getting covid infection. Most of us thought 2021 would
be a better year. However, it turned out to be the worse year as compared to 2020
due to the second wave of Covid-19 pandemic.

Between 2020-21, we got in touch with all experts from India & Abroad to know
more & more about covid & its possible effect on thalassemics. Each day came with
a new challenge. Some we could handle, but for rest we had to contact govt.
authorities, blood banks, hospitals & media. Individual workloads strengthly
became heavier as staff was working from home. Time constrains were very real.
Thus, we had no option but to move faster, than ever before. Believe us it was worth
attempting. Immediate correspondence with the Ministry, phone calls to blood
donors, virtual meetings with patients, parents & doctors, counselling thalassemics
on Covid-19 testing & vaccination, holding & participating in webinars, helping
underprivileged patients by giving them medical travel & other support, holding
blood donation camps, preparing project for grants & working on existing/new
projects brought desirable results.

The team of Thalassemics India worked day & night incredibly fast to make sure that
we could match patients’ expectations & stand with them during this difficult period.
We know times are still hard for many of us but hopeful for better times ahead.

This issue of thalassemia update will give you an insight about the work
accomplished by Tl during these testing times.

Hope you will appreciate our efforts & abilities! We will continue to do our very best
as per our resources & capabilities by working together with our friends, donors,
doctors, hospitals, TIF & Govt. health authorities.

Our priority & commitment remains with government authorities to start national
control programs for thalassemia & provide quality health care & services to
thalassemia patients country wide.

Meanwhile, we are working hand in hand with Patient Advocacy Group (TPAG).
Today, the patients’ voices are more impactful than ever before.

If there is anything that you would like us to intervene or help with, write to us. We
are always there as a group to help find you the answers.

We would like to extend our most sincere appreciation to doctors, nurses,
healthcare workers, Indian Red Cross Society, Thalassaemia International
Federation, donors and members. Special thanks to our CSR partners. Your support
is making a big difference to our projects & patients’ lives.

Stay safe & healthy!

Sincerely,
Shobha Tuli

www.thalassemicsindia.org
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THALASSEMIA UPDATE

DR. HARSH VARDHAN UNVEILS THE BLOOD COLLECTION VANS &
NAT SCREENING LAB ON 20TH MARCH, 2021 AT INDIAN RED CROSS
SOCIETY, NATIONAL HEADQUARTERS, NEW DELHI

The Union Health Minister, Dr. Harsh Vardhan inaugurated 3 Blood Collection vehicles- 2 mobile buses funded by
DXC Technology and 1 bus funded by LIC Golden Jubilee Foundation. During this Inauguration ceremony,
Thalassemics India formally handed over the three vehicles to IRCS Blood Bank. The Hon'ble Minister also
inaugurated the NAT Screening LAB which is an initiative of Thalassemia Patient Advocacy Group (TPAG), the
patient wing of Thalassemics India.

IT T/ KES 15 MINUTE § TO 5AVI

DONATE BLO
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THALASSEMIA UPDATE

DR. HARSH VARDHAN UNVEILS THE BLOOD COLLECTION VANS &
NAT SCREENING LAB ON 20TH MARCH, 2021 AT INDIAN RED CROSS
SOCIETY, NATIONAL HEADQUARTERS, NEW DELHI

During the inauguration ceremony, Dr Harsh Vardhan said, “Blood is a life-saving resource in the healthcare
system especially for Thalassemia patients who regularly require blood transfusion. While the Government of
India is taking relevant steps towards prevention and better management of Thalassemia in the country, these
steps to initiate blood collection vans and advanced blood-screening technology are just in the right direction to
support safe-blood availability for the patients.

Mr. R.K. Jain spoke about IRCS’s activities & thanked the Hon’ble minister for his time. He also mentioned about
the donation of the mobile collection blood vans by Thalassemics India to Indian Red Cross Society. Mr. Deepak
Chopra, President, Thalassemics India while thanking the Minister for inaugurating the Mobile Collection Vans &
NAT testing Lab, appreciated the support given by Red Cross Blood Bank.
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THALASSEMIA UPDATE

ANNUAL GENERAL MEETING

Thalassemics India held its 33rd Annual General Meeting on 31st January,2021. The meeting was held virtually
and attended by more than 100 members.

The meeting started with a welcome address by the President, Mr Deepak Chopra. Secretary report was
presented by Mrs Shobha Tuli. While sharing the report, she said that the work of Thalassemics India in

addressing effectively the needs of the thalassemia families & achieving its mission, has been based on 4 pillars:

® Collaborations/ Partnerships with health authorities & other related health institutions or associations at the
national & international level to improve health care & to increase thalassemia awareness.

@ Supporting & contributing to the health care of underprivileged patients to improve their quality of life.

® Pparticipating in educational events both at the national & international level to gain knowledge and to update
our members with the correct and latest information on thalassemia.

@ Supporting patient groups across the country aiming to transform the effected groups into productive & equal
partners.

She further gave a brief report about association’s activities for the year 2020.
Financial report was presented by the Treasurer Mr. Arun Sehgal.

After the AGM official work, there was a session with Dr V K Khanna & Dr Amita Mahajan who talked about the
“Thalassemia Care in the Pandemic”.

The meeting ended with the Vote of Thanks.

2021-01-31 13:00
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THALASSEMIA UPDATE

INTERNATIONAL THALASSEMIA DAY

‘WEBINAR ON RECENT ADVANCES IN THALASSEMIA"’

To start with the celebration of “International Thalassemia Day”, an informative webinar
was organised by Thalassemics India & Thalassemia Patients Advocacy Group in
association with IAP & PHO chapter on “ Recent Advances in Thalassemia’’. Held on 4th
April,2021 from 11:30 am to 2 pm, this webinar was well attended by 481 participants
including 25 senior faculty members. The webinar was powered by LIC of India.

The program started with a welcome address by Dr. V.K Khanna, Vice President of
Thalassemics India.

Dr. Mamta Manglani gave the Chairperson’s note and introduced all the invited speakers. Dr Tulika Seth talked
about the ’Novel approaches to Medical Management’’. Dr Revathi Raj talked about ‘’'Bone Marrow Transplant
Challenges & Triumphs'’. Dr. Alok Srivastava gave a presentation on ‘’Gene Therapy - Current Status & What the
Future Holds"’

This was followed by the panel discussion. The program was moderated by Dr. Amita Mahajan.

The program ended with a vote of thanks by Deepak Chopra, President of Thalassemics India.

WATCH IT HERE

U= 8B80 adE- - N@A -~

Message from the President-
RTN Mona Puri

As part of our humanitarian

services, Rotary Club of Delhi

Thalassemics India is grateful to Rotary Club of S T

Delhi Safdarjung for their generous donation of 3 L [

oxygen Concentrators. Thalassemics India. Hope this
“Gift of Love & Care" will
help the affected patients.

donate 3 oxygen

Thalassemics India

acknowledges with gratitude

the gift of care & love,

- www.’rhalassemicsindia.org



https://www.youtube.com/watch?v=cPjNZvBNshU&t=67s
https://www.youtube.com/watch?v=cPjNZvBNshU&t=67s

THALASSEMIA UPDATE

INTERNATIONAL THALASSEMIA DAY

® We are happy & grateful to Bollywood Star Mr. Jackie Shroff & /
Rajasthani folk singer Kutle Khaniji for the fun interactive session
with and for Thalassemia patients on May 9, 202 1. Thalassemics
across the country joined the session and chatted and sang with

both the guests.
8th May, 2021

INTERNATIONAL
THALASSAEMIA DAY
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A Speeial session for
Thalassemia patients on
International Thalassemia Day

EQUITY IN HEALTH FOR EVERY INDIVIDUAL WITH THALASSEMIA !

WEBINAR ON THALASSEMIA AWARENESS
® We are thankful to DXC Technology & team for hosting a webinar on Thalassemia

Awareness on May 7,2021. Dr. V.K. Khanna briefed about Thalassemia & its Prevention.
Dr. Amita Mahajan highlighted the importance of Blood Donation.

e DXC.technology %

» Thalassemia

Q virender...khanna & Awa re n ess We b I nar
May 7, 2021 | 4:00 PM
Speakers: ’
Dr. V.K Khanna

Thalassemia challenges and solutions

Dr. Amita Mahajan

\Blood donation: facts and myths

If you have important news you want to share with the thalassemia community, let us know. We
also encourage people to share their stories about their personal experience that may touch

other thalassemics, parents and societies.

www.’rhalossemicsindia.org -



THALASSEMIA UPDATE

PHOTOGRAPHY COMPETITION

On International Thalassemia Day 2021, Thalassemics India had organized a Photography competition to
celebrate the various emotions of a Mother & Child. The response was overwhelming and a lot of good talent
surfaced. The results were announced on 12th May on all Thalassemics India's social media platforms.

A big thank you to each and every participant for taking part in this competition. Thalassemics
India is extremely grateful to the Ahuja family for sponsoring the prizes.

1st PRIZE 2nd PRIZE
SOMYA MALIK, MAYANK MANUJA,
DELHI

@Lm ’/
\

3rd PRIZE @ Consolation Prize
SHIVIKA GARODIA RAHUL WAHI

QJCKNOW / QELHI /

Life is all about being grateful and spreading happiness, and your love and generous
contribution is always helping our thalassemics in all possible ways. We are thankful to our

sponsors for encouraging Thalassemics!

- www.’rhalossemicsindia.org



THALASSEMIA UPDATE

BAL SEWA YOJNA
THALASSEMIA & APLASTIC ANAEMIA HSCT CSR
PROJECT BY COAL INDIA LTD.

Dr Harsh Vardhan, Union Minister for Health and Family Welfare launched the second phase of “Thalassemia
Bal Sewa Yojna” for the underprivileged Thalassemia patients as well as Aplastic Anaemia patients.

This is a great CSR initiative by Coal India Limited and MoHFW under which financial assistance upto Rs. 10
lakhs will be given to each patient to cover the transplant costs.

To ensure that benefits reach the intended beneficiaries, Thalassemics India is appointed for providing
administrative and promotional support with coordination and liasioning of “Thalassemia & Aplastic Anaemia

Bal Sewa Yojna” as envisaged in MoH&FW guidelines.

Eight treating hospitals are empanelled under ” Thalassemia & Aplastic Anaemia Bal Sewa Yojna”

® AIIMS, New Delhi ® Rajiv Gandhi Cancer Institute, Delhi
® CMC, Vellore ® SGPGI ,Lucknow

® Tata Medical Center, Kolkata ~ ® Narayana Hrudayalaya , Bangalore.
® PGIMER,Chandigarh ® CMC, Ludhiana

Eligibility Criteria for Thalassemia:

® Resident of India

Patient must have transfusion dependent thalassemia.

Patient’s age to be 12 years or less

Patient should have 100% HLA matched sibling donor (minimum matching ratio: 6/6)
Patients whose yearly family income is Rs. 5 lakhs and or less(on the basis of income
certificate verified by competent local authorities, or the employer)

® Such patients must be other than Class 11l B patients

® Liversize of the patient to be less than 5cms below the coastal margin

Eligibility Criteria for Aplastic Anaemia:

® Resident of India

Patient’s age to be 18 years or less

The patient must have severe aplastic anaemia as documented by a bone marrow

examination at one of the HSCT centres and a full 6/6HLA matched related

donor(Matched unrelated, Unrelated cord blood and Haploidentical transplants are not

eligible for this support)

® Patients whose yearly family income is Rs. 8 lakhs and or less (on the basis of income
certificate verified by competent local authorities, or the employer

® Necessary test for ruling out inherited bone marrow failure syndromes are to be done

For More Information Contact Thalassemics India at:
Thalassemics India : A-9, Nizamuddin West, New Delhi-110013
(0) 011-41827334,46595811 (M) 9871445595

www.’rhalassemicsindia.org -



THALASSEMIA UPDATE

WEBINAR ON
“CHALLENGES IN DAY-TO-DAY MANAGEMENT OF THALASSEMIA"

In continuation with the series of webinars, Thalassemics India & Thalassemia Patient Advocacy Group (TPAG)

organized another webinar on ‘’Challenges in Day-to-Day Management of Thalassemia’’ on 23rd May,2021
from 4-6 pm.

The program started with a welcome address by Dr. V.K Khanna, Vice President of Thalassemics India.

Dr. VK. Khanna gave introduction of Dr. Lalit Mehndiratta. Dr. Sunil Bhat - Director & Clinical Lead Pediatric
Haematology, Oncology and Blood & Marrow Transplantation, Narayana Health Network Hospitals, Bangalore
gave a brief introduction of the Guest of Honour Dr. M.B. Agarwal. He is the President, Mumbai Hematology
Group, Prof & Head, Bombay Hospital Institute of Medical Sciences, Mumbai. Dr. M. B. Agarwal talked about the
Challenges in the Clinical Management of Thalassemia.

Dr. John Porter is the Consultant Haematologist, UCL Hospitals, London, UK. He gave a presentation on COVID-
19 & Thalassemia. Dr. Amita Mahajan introduced all the panelists: Prof Deepak Bansal, Prof Anju Seth, Dr Shruti
Kakkar, This was followed by the panel discussion & QA session. The program was moderated by Dr. Amita
Mahajan, Senior Consultant - Apollo hospital, Delhi.

The program ended with a vote of thanks by Deepak Chopra President of Thalassemics India. This webinar is
powered by Sun Pharma & Fresnius Kabi.

frmw=— SAVE THE DATE YY)
5 s (@) halassemia 6 L

WATCH IT HERE

Patients Advocacy Grouy P

Presents
& UPDATES ON THALASSEMIA

SEMINAR 2: CHALLENGES IN THE DAY TO DAY MANAGEMENT OF THALASSEMIA

Sunday, May 23, 2021 © 4:00pm-6:00pm
SPEAKERS E CHAIRPERSON
=

— I S
Dr V.K. Khanna r Mahajan
Chaitman, Department of Pedistrics ¢, Consultant Pediatric Hematology & Oncology
S Ganga Rarm Hospital, New Dolhi 1351363 ADGIo HOEDILAIE, New Delhi
VIRTUALLY LIVE

10 www.thalassemicsindia.org
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THALASSEMIA UPDATE

BLOOD DONATION CAMPAIGN

Eight blood donation camps were organized by Life Savers in collaboration with Thalassemics India &
Indian Red Cross Society. 689 units of blood were collected.

'REHENSIVE CARE OF
LASSEMIA PATIENTS

www.thalassemicsindia.org




THALASSEMIA UPDATE

BLOOD DONATION CAMPAIGN

Two Blood donation camps were organized by Aditi & Sunil in collaboration with Thalassemics India &
Indian Red Cross Society. 132 units of blood were collected.

Blood donation camp was organized by KAB Welfare Foundation in collaboration with Thalassemics
India & Indian Red Cross Society. 11 units of blood were collected.

Special thanks to the Organisers, Blood donors
& the team of Indian Red Cross Society for their support.

Come forward & help us in arranging talks on Thalassemia, blood donation
camps &
funds for underprivileged thalassemia children

12 www.thalassemicsindia.org




THALASSEMIA UPDATE
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THALASSEMIA UPDATE

CURE FOR THALASSEMIA MAJOR - GENE THERAPY?

Curative therapy for beta thalassemia major (TM) has been possible through
allogeneic haematopoietic stem cell transplantation (HSCT), first carried out in
Pesaro, ltaly in 1981. This therapy was made available in India in 1991 at the
Christian Medical College (CMC), Vellore and has been a life changer for those
who have been able to access and had a successful outcome. Now there are
more than 25 centres offering this service in the country. Unfortunately, there
are many limitations of this approach. Starting with only about a third of all
patients having a suitable donor, results being best with a HLA matched related
donor, to issues related to access to an appropriate HSCT centre or the costs s
associated with it. Many patients are also excluded as they are much older and Alok Srivastava

Centre for Stem Cell Research & Department of Haematology

have developed severe dysfunction of major organs. Christian Medice College, Velore

Though accurate estimates are not available, the result of these challenges are that <10,000 HSCTs have
been performed for TM in the world over the last 40 years. Compare this to the incidence of this disease at
>50,000 births with TM in the world every year, about 1/5th of those being in India. In fact, <2500 HSCTs
have been done in India since 1991 (>650 of those being in CMC, Vellore) with about 300 being done every
year at present in the country. It is clear therefore that allogeneic HSCT is not the most practical option for
curative treatment for most patients with TM.

This is why there has been great interest in developing gene therapy (GT) as another option for curative
therapy for TM. What GT for this kind of a genetic disease implies is to provide a functional gene instead of the
mutated non-functional form which is causing the disease. This can be done by gene replacement or, more
recently, by gene repair. The most common approach at present is to use a lentiviral (LV) vector (transport
system) to carry this artificially constructed beta globin gene (the transgene) into HSCs collected from the
patient (therefore no donor is needed) through apheresis in a blood bank (no surgery of any kind). The process
of integration of the transgene into HSCs is carried out in the laboratory and then the product is tested to
ensure that it has acceptable quality.

The treated HSCs are then transplanted into the patient after conditioning like a bone marrow transplant but
being autologous HSCs, the treatment is much less complicated and therefore safer from the transplant
perspective compared to an allogeneic HSCT. Once these gene corrected HSCs engraft, they start making
haemoglobin which they could not make earlier. There are also ways now to repair the patient’s own gene
through gene editing techniques (CRISPR-Cas9 and base editing being two of them). This is somewhat like
editing a word in a document - cutting out the wrong letter and pasting the right one there to let the word
make sense. Gene editing may be thought of as molecular cutting and pasting to repair the mutated non-
functional gene.

According to the results from several clinical trials, once engrafted, these HSCs make enough transgene
haemoglobin to provide near normal levels to cure the disease in most but not all patients treated. Currently,
one product has been licensed (ZyntegloTM) for the treatment of B+ TM, where the disease is not as severe,
but it costs about Rs. 15 crores/dose. Further trials are ongoing for the more severe forms of TM. While these
are very promising, we must recognize that these are early days of this kind of therapy in clinical use. There is
much promise with all patients having the option of cure but there are also many challenges. The most
important of those is the safety of this approach. As the HSCs are being gene modified with an integrating
vector, there is a potential for them to undergo mutations in unrelated genes and cause new disease.

14 www.thalassemicsindia.org




THALASSEMIA UPDATE

CURE FOR THALASSEMIA MAJOR - GENE THERAPY?

In the past, some patients with immune deficiency disease treated LV vector gene therapy had developed
leukemias. This has also happened more recently in patients with sickle cell disease (SCD) treated with such
vectors but not among patients with TM so far. In SCD, it is not clear whether the complication is due to the LV
vector. Nonetheless, this is a major long-term complication to watch. Further clinical trials are ongoing to
assess the safety and efficacy of GT in TM. However, once safety is established, this treatment will be possible
for the almost the entire spectrum of patients — the very young, within the first 1-3 years of life and also those
who are much older, with appropriate precautions.

In India, the Centre for Stem Cell Research, a unit of in Stem, Bengaluru, based at the CMC, Vellore has
several scientists working on developing different GT products for TM and SCD. (www.cscr.in) This research is
supported by the Department of Biotechnology, Government of India. Several products are at an advanced
stage of pre-clinical development and should be ready for clinical trials in 18-24 months. The technology for
production of vectors, which is a major limitation in the country at present, is also being established. The goal
is make GT accessible to all patients with TM in India.

FOR YOUR INFORMATION

The below mentioned drugs and equipments are available at Thalassemics India office at
subsidized rates:

Desferal 0.5g injections - Oleptiss FCT 180mg tablets

Asunra 100mg tablets + Oleptiss FCT 360mg tablets

Asunra 400mg tablets - Bio -R filter (for 1 unit of blood)

Desirox 250mg tablets - Bio -R2 filter (for 2 units of blood)
Desirox 500mg tablets - BB Imugard Filter (for 1 unit of blood)
Kelfer 500mg capsules + RC1VAE (Pall) filter (for 1 unit of blood)
Kelfer 250mg capsules - RC2VAE (PAIl) filter (for 2 units of blood)
Defrijet 250mg tablets - Defrijet FCT 360 MG

Defrijet 500mg tablets - Defrijet FCT 180 MG

Oleptiss FCT 90mg tablets + Micrel infusion pump

www.thalassemicsindia.org 15
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THALASSEMIA UPDATE

OUR WORTHY DONORS

Manoj Jain 1,00,000
Pradeep Diwan 1,00,000
Shabnam Chhabra 50,000
Indus Valley 50,000
Vishakha Amit Kishore 50,000
Vishakha Amit Kishore 50,000
Brindavan Agro 45,000
Ravinder Ghai 41,000
DM Exports Pvt. Ltd. 40,000
Jugijiv Singh 25,000
National Institute of Computer Education Engineering & Technology 21,000
Surya International 15,000
Anita Kumari 15,000
Neelam Gandhi 11,000
Devendra Kumar Narula 11,000
Deepak Dhingra 10,000
Meghna Sharma 10,000
Nasscom Foundation 6,652
Debabrata Saharay 6,412
Viresh Piplani 6,000
Riddhi Arora 5,100
Ruchi Shah 1,224

MAKE A DONATION

@ Visit our website for making online donation.

@® Write a cheque favouring Thalassemics India.
@ If you wish to send through bank transfer, please contact us.

#Donations to Thalassemics India (Regd.) are exempt under Section 80-G of the Income Tax Act.

16 www.thalassemicsindia.org




OUR NEW MEMBERS

Aayat Nishat

Akhilesh Kumar Pandey
Anurag Seth

Asad Khan

Baani Sawhney

Bablu Chaurasia

Deep Naskar

Dipan Ghosh

Dr. Mithlesh Kumar Choubey
Janardhan Saini
Jayendra Sadhuram Motwani
Jivan Jyot Blood Bank
Kirti Ranjan Mishra
Lakshman Mahato

Lalit Agrawal

Leena Kartha
Mohammad Noor Islam
Mohammad Talib Mazhar
Muskan Maheshwari
Nihal Raju Desai

Nirvaan Borah

Pawan Kumar

Pradeep K. Ludhani
Prasheel Chopra

Prithvi Kumar

Pushkar

Rajeev Ranjan Chaurasia
Rajesh Kumar Singh
Ravinder Kumar Palai
Sahil Piyush Shah

Sanjay Kumar

Sanjib Datta

Saurabh Khurana
Shambhavi Jha

Shivani Mundada

Shivin Grover
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Simar Preet Singh

Sunny More

Sushmita Tiwari
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Vivek Bhaskar
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HELPING HANDS PROJECT

Under this project, we continued to help more than 100 patients by giving them free of cost chelation medicines &
blood leucocyte filters. Thalassemics India also supported some of the patients by covering their hospital charges
including covid testing & the transportation charges.

.
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www.thalassemicsindia.org
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THALASSAEMIA
INTERNATIONAL
FEDERATION

About TIF

Thalassaemia International Federation (TIF), a non-governmental, patient driven umbrella organisation,
established in 1986, supports the rights of patients for access to quality health, social and other care through its
work with over 230 national thalassaemia associations in 62 countries across the world. Founded by a small
group of doctors and patients/parents who represented National Patient Associations, mainly from Cyprus,
Greece, Italy, UK and USA i.e. countries where thalassaemia had been recognized early as a genetic, hereditary
disorder with huge medical, public health, social and economic repercussions if left unaddressed in terms of both
effective prevention and management.

Our Mission ,“

and implementation of effective disease-specific control (prevention and clinical | (
management) programmes within national healthcare systems based on universal [ aV=:32 1 )\ DITNE
coverage. WITH V

#1TD2021 ityMatters
Our Vision wemm .

To support the provision of equal access of every affected patient to high quality ==
health, social and other care in a truly patient-centred healthcare setting. 8 th May
\.

INTERNATIONAL
THALASSAEMIA DAY

Our Work

Education | Advocacy | Collaborations/ Networking | Research | Raising Awareness

For more information about TIF's activities & future programs,
please visit the website: www.thalassaemia.org.cy

WATCH HERE READ MORE

2021 GUIDELINES
FORTH

® Thalassaemia Parent/Patient Associations from India thank TIF for its Support & Guidance

® Informative material received from Thalassaemia International Federation (TIF) is shared
with our registered beneficiary members across the country through mails & social media.

www.thalassemicsindia.org 19
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WEBINARS

Thalassemics India’s participation in webinars held in India and Overseas.

World Thalassemia Day 2021 Webinar ' BLOOD

DONOR

Date: May 8, 2021 | Time: 11:00 AM » ™
Y | Disability Act - Challenges & Way Forward
Theme: Addressing Health Inequalities
Across the Global Thalassaemia Community WEBINAR
Wednesday 16th December
Sess T arri o Safe Blood
10:30 AM to 12:00 Noon A

SAFE BLOOD CAMPAIGN
ﬁ BV facebook.com/ThalFoundation

Special guest Special quest
Dr. Mostafa Jalal Mohiuddin Shobha Tuli
President Vice President
Bangladesh Medical Association Thalassernia International Federation
]
e
Presided by Keynote speech )
Aktari Mamtaz l Prof. Dr. Manzur Morshed t
Patron Consultant (Hematology) b
Bangladesh Thalassemia Foundation ‘Asgar Ali Hospital
o

o [ N N (L S
47 Foundation medicine club PLATFARM

o

Ciick hera

Te e L S B EDERATION of Indian Thalessemics [ (ONCIETE D

protect your children from thalassemi-,

éﬁ;ﬁf_@; ASSOOCIIAM @

WEBINAR ON

Q iliness 7o wellness

IMPORTANCE OF BLOOD DONATION &
MANAGING WELLNESS OF PEOPLE WITH THALASSEMIA

“WORLD DISABILITY DAY" READ MORE

Thursday, 3rd December 2020 | 11.00 AM to 12.30 PM

S Rajsh Ml
Pt b
* o
— e
TR FErE
To Register
f— [r—— o P | Eechonc Mol Pts
i
or Pucthier Informatiba, Pleass Contact: S-Ll (’Fhainssgmm @8 healthysoch care
dex Tanaja | M: $15156185: -:.J—H . Ry fonong WoRLD
Lantjagassocham com

Thalassemics India website www.thalassemicsindia.org continues to be updated on a weekly
basis with noteworthy information, deriving from T.I's day to day work.

@® Website's analytics: 515 visitors per month

Facebook: 4,968 friends & we have 3,207 followers on our FB page. We are also

connected with people through 20-30 groups.

Twitter: 1900 tweet impressions per month.

Instagram: 1314 followers. Follow us on @thalassemicsindia
www.facebook.com/thalassemicsindia

www.twitter.com/thalassemics
www.thalassemicsindia.org

www.thalassemicsindia.org
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Thalassemia patients seek inclusion
in priority group for vaccination
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In conversation with Anubha Taneja,
Member Secretary, Thalassemia Patients
Advocacy Group

between 0.6% ond 15%

The prevolence of thalassemio ronges ocross south Indic.

\»

%
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L What is the burden of Thalassemia disease in India?

regular safe
transfusian?

4 What ara some of the international best practices that you think India can replicate to address the challenges
relate fo Thalassemia?

Thalassemia 15 no mere a o

511 there any way to eradicate Thalassemia from the country? If so, whiat would be the most fessible way for o
vast country like India whers many paople still do not understand the diseasel

& Hew o you see the Rights of Persans with Disabilities Act 2016 working in favor of Thalassemia patients? Do
you feel an amendment is required?
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me shortage of blood in
blood banks to unavai
ability of transportation and
transfusion I.ulw)l‘:![ln, thalas.
sacmia patients, cancer
patients and dialysis recipients
among others, who need reg-
ular blood transfusions, have
been facing multiple chal-
lenges in the wake of the
Covid-19 pandemic.

Added to their agany has
been the Central an
governments’ failure to give
priority 10 their needs, lament
ed an advocacy group as they
shared their views at a
Webiaar “laess to Weloess

niscd by ASSOCHAM on
lulrnullunal Day for Persons
with Disabilities 2020 marked
on Thursday

“On our own, with the
help of organisations like Life
Savers, Khoon and Giving Is
Living in addition to support
|ll)l\| Indian Red Cross
have been organizin,
bl\ro\lcimps doring the pan
demic. However, the State
governments did not do nwuch
to spread awareness around
blood donation” rued Anubha

Tencjs-Mukherje, Member

Secreta

Pmem

(T h‘\a”:mlu
Advocacy Group).
It is estimated that there
are about 65,000-67.000 tha-
Inssemia patients in the coun
try with around 9,000- 10,000

ed every year,

cases beiny
Advabla ale
parity in rules
pointing out that currently
the Drug and Cosmetic Act
regulates blood while National
Blood Transfusion Council
NBTC) guidelines ae volun
atio

tary. tional Health
Msion (NHM) i responible
for thalassemia while NACO is
responsible for BTS. There is
too much confsion, she said.
he long run, the
Government should consider
having a consolidated blood
regulation separate from the
Drugs and Cosmetics Act that
daes not give adequale power
10 NBTC, she suggested.
The experts also

s implementation can
ensure availability and safety of
blood transfusion services,
the demand which was backed
by Anil Rajput, Chairman,

Thalassaemia, cancer patients suffer
blood challenge during Covid-19

ASSOCHAM CSR Council
e panel also included

Dr Pawan Kumar Singh, Head
of Oncology,
Transplant, Hematology
Hematopoietic Stem Cell
Department,
spital, Dr Amita

or consultant,
logy &
stha &
Hospitals, Delhi,
Chetan  Manchegowda,
Founder, Khoon: Rajesh
Mittal, President, Rotary,
Deepak Chopra, President
Thalassemics India, George
Contantinou, Board member
of Thalassaemia International
Federation.

Sunil  Gupta,
Additional Director General,
Blood Transfusion Services at
NACO, said that a Committee
is considering whether there
should be a separate body
and legislation even as the
experts called for timely avail-
ability of medicines, accessi-
bility of generic drugs at a
cheaper cost and bringing
down the cost of stem cell and
bone marrow treatment so
that more and mare thalas-
saemia patients can be bene.
fitted.
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https://www.healthwire.co/dr-
harsh-vardhan-unveils -a-state -of -
the-art-blood-screening-lab-by-
thalassemia-patients-advocacy-

Govt proposes amendment
in Rehabilitation Council of
India Act 1992

Thalassemia patients struggle
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OUR CORRESPONDENT
NEW DELHI: The govern

ment has propased an amen
ment in the Rehabilitation
Council of India Act 1992, say
ing the need fo it has ar
view of d in the

tives, deliverables. curriculum

pedagogy.
evaluation criteria
aulded

rehabilitation and education
sector.

In a public notice, the
Ministry of Social Justice and
Empowerment (MSI&E) p
posed that the amendm
the act will make
bilitation Couns
(RCI) prowid e, g
iy and afordable habila
an

international levels to ensure
quality in rehabilitation edu
cation and to bridge the gap
in quality rehabilitation care
human resource, the notice
further said

3 is in view, the
said the Depart

ent

ilitie:

I
i the draft

regulate the umdml of such
education, meet the demand
of high quality professionals
and personnel in all parts of
the country

The RCI will encourage
professionals to adop
est research in their
and contribute to research,
to maintain and enforce high
ethical standards in services
provided by professionals and
personnel, and for matters
connecied therewith or inci
dental thereta in line with pro-
visions of the Rights of Persons
with Disabilities Act, 2016, the
notice said.

“The need for amendment
1o the said Act has arisen in
view of developments in the
rehabilitation and the educa.
tion sector in the intervening
years from 1992 onwards,” it
said

]
-8

“Further, in view of intro-
duction of the National Edu
cation Policy, several changes
would be warranied in existing
programme and course objec

to RCI Act, 1992

The department has mvited
comments of all the stakehald
ers, including state govern

o
organisatians, academicians.
public and private
nizations, multilateral insti
tutions and members of the
public to submit their com.
ments on proposed amend
ments within a period of 21
days. Stakeholders may submit
their suggestians by mail at
mailtokvs.raol 3@nic.in"kvs
raol 3@nic in latest by Decem
ber 23, it said.

Under the amendment, the
notice said, the council should
assess demand of professionsals
and personnel. and develop
a roadmap for meeting such
demand. map programmes

in habilitation
and rehabilitation being con
ducted at the national and
international levels and pre
scribe benchmark standards
for the same.

3
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as blood donations decrease

[EXPRESSNEWSSERVICE
VADODARA, MAY 24

FOR OVER six weeks, the parents
of a nine-year-old girl scouted
blood banks across Vadodara and
neighbouring towns, looking foe
abottleof AB+ blood for her regu-
lar transfusion for Thalassemia.
They could manage it only last
week after the girfs haemoglobin
level dopped drastically.
Anshul Coel of Vadodara-
based Boond Thalassemia
Foundation, who himseff is.a Beta-
Thalassemic Major and helped
the parents find a donor, says, "By
the time she found a donor, her
haemoglobin levels were undes
seven. Due o the Covid pandermic
and vaccination drive, finding
donors hus become extremety dif-
ficult. The availability of blood in
the aity has dropped to alarming
difficulty to
Thalassemia major patients

Parsi Agyiari compound in
Sayajigunj, to gather at least 50
unitsof blood for Thalassemia pa-
tients. The event is backed by lo-
cal organisations like Aastha
Thalassemia Trust and Friends
Society, andgroups of youngsters
from Scientific Community and
We are the Future Group
“The idea is to gather donors
as many donors as possible, fol
lowing Covid protocos.. Although
the blood bank wil prioriise
ivwill

blood camp. We conducted 75
smaller blood donation camps but
itdoes not meet the need... The
requirement of blood has in-
creased over the past few days
and finding plasma donors is
more difficult.”

‘Shah says that the increased
demand for bload may also be
due to surgeries that were de-
ferved in non-Covid hospitals be-
ingtakenupnow. “Thereisnode-
mand forblood inCovid hospitals.
Butinnon-Covid hospitals, where

..m out of reach for anyone in
need of blood.” Goel said.

He added that in addition to
d the govern-
alth guidelines restrcting
raking vacdine shots from
donating blood for 14days, the
holymonth of Ramzan alsoadded
to the shortage. “A lot of regular
donorsfromthe Muslim commu-
nity could not donate blood due
tothe month-long fast... We are
hoping thatin the coming weeks,

transfusions every 15-20days.”
Goel's foundation, in associa
tion with its partner blood bank
Shree Jalaram Blood Bank of
Vadodara, is organising a blood
donation campon May 30 a the

it wfind

Dr Vijay Shah, Vadodara city
BJP president. whoalsorunslndu
Blood Bank, said, “Very few peo-

planned surgeries were post-
poned due to the second wave,
the demand is picking up.”

Shah said.
AccordingtoShah, AB+ and.all
Rh-negative blood groups are dif
ficulttofind evenin regular times
and the pandemic and vaccina
tiondrive have only widened the
gap. "As far as shortage of blood
for Thalassemia patients is co
cerned, at our blood bank, we
adopt the recipient between a
groupof four donors of the same
blood group so that ane of them
is available every two to four
weeks” Currenly, nearly 100
atients are in need

P
ing this pandemic. Covid guide-
lines donot allow gathering at a

of mgul.u transfusions  in
Vadodara,

Dear OPFORD community members

As the COVID19 second wave has hit India badly,
we understand your fears, concerns, doubts
and frustrations. OPFORD stands with you in this
crisis as a trusted partner.

Call us to share your concerns and worries

Call the OPFORD helpline

on 77956 65149
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Pandemic leaves blood banks parched,
hospitals rely onin-house donations

ASTHA SAXENA
NEW DELHLJULY 4

‘THECOVID-19 pandemic has left
blood banks in the capital run-
ming dry,with the number of vol-
untary denations falling signifi-
cantly given the fear of
transmission. Plus expanding
containment zones in the ity
have leftitle space for the blood

Corporate houses, schools
and colleges, which are shut
nowadays, are major sources of
blood collections for several

nd increasingin-
house donations in hospitals.
Doctorsare regularly motivating
attendants ta donate.” said Dr
Mausami Swami, director of

iGOs. “We are now coordinat-
it bl

donation camps in their areas,”
said Singh.

Tomeet the supply, those vis-

. X rh ity

Delhis

Blood cancer patients, tha-
lassemia patients, pregnant
‘women, road accident victims
ity ¢

tivated to donate blood. The in-

a
geries sulfer themast due tothe

 hospitals,

lack of

banks to hold camps. There are though,
‘over T0blood banks in the capi- bie. ilies have exhausted all passible
tal, which collects 95% of the “The voluntary donations  donors. The number of panic
blood through regular donation  There are over the capital. rch 7 anty - callsfrom increased.
drives by amps at ing the Ifsomeone

schools,colleges and private in- e have gone up.  blood, then we are only able to
stitutions. was able to arrange just 2500  donate as they resideinthesear- T one unit. We have

“The Indian Red Cross Society
(IRCS).a voluntary organisation
‘with a network of blood banks
acrossthe country; has beenable
to hold 57 camps in Delhi from
April 14 ill date. The organisa
tion, which used to hold 25

mpsamonth

units af lood during these three
months

“The containment zones in
Delhi have increased over the
last few months due to which

eas. At present, we are able to
meet 50% of the demand,” said
IRCS director Vanashree Singh.
1y year, the society organises

lockdown started as there was a
Bu

Tequested the Dellygovernment

dolmsm\.umcfww.lm M\ddb
nate: Inthe!

the blood donation drives can-
not be carried out inthose areas.

are not able o

April 24 in which 1,200-1500
units of blood is collected, This
year, the event was canceled

haveorpanised 25.30 campe n
areas like Najafgarh, Vikaspuri
and Paschim Vihar, We are mak

The government can also start
organising camps by following
the social distancing rules,” said
Shabha Tuli secretary of NGO
Thabeserrye Iba

www.thalassemicsindia.org
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THAL MATRIMONY NEWS

FROM

MUMBAI

WE BELIEVE IN HELPING THALASSEMICS TO FIND THEIR PERFECT SOULMATE.

Journey started since 2012. Ms. Sangeeta Wadhwa initiated the idea of thalassemia marriage and she was able
to make six thal to thal couples from all over India. After that she started the project with YTA matrimonial, in
2018. In 2019 Youth Thalassemia Alliance in association with Let’s help some1 started working on this project
because currently our mission is to to help find dream patner because we feel everyone has right to fulfill their
dream of marriage. Our portal and service provide services in professional manner.

In January 2020 we got good response from candidates all over India and in this one and half year we have six
success stories, we believe many will be followed in future.

We understand the importance of personal data and that’s why we work with confidentiality in data handling.

Our project coordinator Mrs. Shobha Arora have worked tirelessly to make this success. We first understand the
expectations of candidates and help them find their perfect soulmate.

Priya Girdhar and Kanika kapoor and Apurva Raut an
Ajay Chopra Vishal Singla Ayush jain

-k _. .

't s ‘-‘
o | e e T —
Thal-Matrimony

We believe in helping thalassemics to find ‘*—1’

their perfect soulmate.

Divya Khurana and Ruchi Pahuja and Ayushi Garg and
: Sumit Grover

We do not charge anything from anyone.
Candidates just have to register themsleves

We welcome all other thalassemics who haven’t yet registered with us
and are willing to get married

CONTACT
Shobha Arora 8087648004
Sangeeta Wadhwa 9930632928
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OPEN PLATFORM FOR RARE DISEASES (OPFORD) NEWS

FROM

BANGALORE

It was originally an online resource hub for patients and families with rare diseases to access information on rare
diseases, symptoms, diagnosis, treatment, available cures, list of geneticists, diagnostic centers and hospitals. It
was incubated at the healthcare not-for-profit Centre for Health Ecologies and Technology (CHET), Bengaluru.
OPFORD.ORG was inaugurated by Dr. Kiran Mazumdar-Shaw in March 2018 at the Blue-Ribbon Rare Diseases
Symposium organized by CHET. Over time, it became clear that there was a need to go beyond a digital
repository and improve health outcomes in the real world. This led to the establishment of the OPFORD
foundation in 2019. OPFORD now stands for Open Platform for Orphan Diseases.

OPFORD foundation's primary aim is to improve health outcomes for people with an orphan or neglected
disease. In India, there are an estimated 1,50,000 patients with thalassemia, 100,000 patients with sickle cell
disease and 50,000 patients with bleeding disorders. Despite the staggering numbers, these diseases continue
to be neglected in the public health care system and also suffer from political neglect. Though approved therapies
exist for these diseases, patients are unable to access treatment due to public healthcare gaps and economic
constraints. Consequently, such diseases have high mortality and morbidity rates.

OPFORD's goal is to improve outcomes for people affected with these diseases by bringing together expertise in
medicine, biotechnology and information technology through a unique organizational platform model. Since the
platform is an open model, we can leverage the expertise and solutions provided by a range of stakeholders to
ensure maximum reach to patients.

OPFORD is also uniquely poised to create a platform which can facilitate participation in the current advances in
genomic medicine. Gene therapeutics may revolutionize treatment and curatives for genetic disorders and
OPFORD intends to create pathways to participate in this scientific and technological revolution.

OPFORD's initial areas of focus are the blood and bleeding disorders because of the high prevalence and the
need to urgently provide solutions to these patient communities. To support patients, we have developed a
dedicated helpline with trained expert counselors and peer counselors to help patients with information,
knowledge and handholding to deal with the condition. We help patients connect with well-curated key
resources like clinicians, geneticists, diagnostic laboratories, treatment centers and patient organizations. This
enables and empowers patients to seek timely medical interventions and pre-empt serious co-morbidities.

OPFORD supports patients to proactively take charge of their health and work towards improving their overall
health.

Our help line number is 77956 65149
Patients can also reach out to us on WhatsApp - 87925 05400
Our website - www.opford.org
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CREATIVE SIDE OF OUR THALASSEMIA WARRIORS

'&N 0@

Ek Bhurqt Shresta Bharai
Vaibhavi - 5" C

Thal { Thalasemia ) 8 &7 1 Thal 889 |
SRS e T 8 |

Pain th 91J e
Desfral or BT (Tranfusion & i |
EOE]

S Sche._ Friend

Miss U eh 3rchel Ud BgaI

TR Ueh gL &l GgRIed 6 89 |
Thal 889 | Thal 38T |

L PN

Harshala Malti Pravin Kharat Shruti Batra Rahul Wahi

www.thalassemicsindia.org




THALASSEMIA UPDATE

QUARANTINE - A POEM

By : Anshul Goel

Quarantine — A Poem

Quarantine is not so fine when it comes to good food and wine,
it makes you sit and whine for the sun to shine,
it makes you crave the beautiful mine of people of your kind,
who are all quarantined!

Quarantine is not much kind when it comes to the devils of our minds,
they hop and hop all day and night until they are fed with an self-enforced thought of you,
finally being fine.

It is different for each one of us
as it never came in a size,
that fits all 1.3 billion at a time
for some it is the time to bring on their hobbies right out of their minds,
and for some it is the time to light up being one with the divine.

The nature has healed its broken spine,
each and every day the conditions becoming
more and more stable and fine,
the sky has never been seen this refined
in this dusty parade of time.

Nevertheless this quarantine will be full of new and exciting discoveries worthy of every dime,
for people have once again believed in the power of unity and to just trust be aligned.

For in this now being written,
mighty history of valour of the real warriors of time - doctors, workers, vendors and the ever vigilant
police of our beautiful nation being together,
to fight against one virus of Covid 19,
keeping hand in hand intertwined.

Disclaimer :

1). The Editorial Committee reserves the right to change the text of the articles sent for publication where necessary,
in good faith.

2). The Editorial Committee or Thalassemics India do not accept any responsibility for any inaccuracies or omissions.

3). The views expressed are not necessarily that of Thalassemics Inida.

4). Reproduction of the material published in Thalassaemia Update for Educational purpose is encouraged, provided
itis accompanied by the following " According to Thalassaemia Update, the official newsletter of Thalassemics India"
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caring for life

BioR flex BS filter

Leucocyte depletion for red cell concentrates

A filter designed to give you the flexibility you need

Easy handling

\/Imeurmeu pre-filter
'I/Nu primming neaded
'I/h'ertitaﬂ flerwy Filkration

1ln"'fﬁ.umﬂ'l-atll: firter emptying
by self-collapsing

Excellent safety

" High level of leikacyte
and platelel depletian

+ Stable performances in wide

range of user conditions
¥ Complote traceability

Unique features of BioR
flex filtering material

MNEW Filter

NEW =soit Housing

& Wig-Diomn non-woven polyester

= Neutral charge coabed fioer surface
* Excellent welling characteristic

® High biccompatibikty

BioR flex Specification
Filter for 1 unit of RCC

= Filtration efficancy averaging lass
than 0.5 x 10° residual leukacytes'

* ROC recovery: aseraging » 908"

= Filtraticn time: avaragang
15 minutes™

Also availlable

BioR 02 Plus BS

Process efficiency to help you achieve more

 Data fram Center | {Germany, 2008); residual WBC counting by flow cytomeater,
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YOU'’LL NEVER FIND A RAINBOW IF YOU'RE LOOKING
DOWN- CHARLIE CHAPLIN

Team FunWIithRedBloodCells is proving it correct. Spreading thalassemia awareness in the
lightest way on Instagram. Follow @TeamFunWithRedBloodCells on Instagram

In the movie ‘3 Idiots’, Chatur Ramalingam defines 'What is a machine' in a complex statement while

Rancho explains it with the example of a trouser zip as 'anything that simplifies human work is a machine'.

Now let's try to explain you 'What is Thalassemia' in the Chatur way: Thalassemia is a genetic blood disorder in
which the body is unable to produce healthy red blood cells and the person has to transfuse blood after every 10-
15 days. After reading the above statement, how much did you understand?

Did you understand better? Yes2 This concept is technically called a
Meme. This was the primary reason 'why' we started the page. To
simplify awareness about Thalassemia we came together as a team to
create this Instagram page called funwithredbloodcells. As the name
suggests, 'fun' element is the most important part of our awareness
mission. Now that you know the 'what' and 'why’ about us let us tell you
'how' we started. It was the year 2020 'when' the world was locked
down, we got bored enough to let lose our creative minds and created |
our first meme to start off this journey. We then created our page - ‘“éﬁ
officially on 8th May 2020 and uploaded our first meme. We were :
immensely supported by our Thalassemia community and that
encouraged us to dream big. Talking about 'why' we started the page, it
was primarily to simplify awareness about Thalassemia and make it fun
for the reader to understand the concept. Our work over the year has
also expanded in creating awareness about Blood Donation, through
memes and MythBusters.

Y OFUNWITH

We have also started taking live sessions on Instagram talking to Thalassemia Warriors across India and the world
and shared their Thriving with Thal journey with our viewers. We also created a step-by-step guide to fill disability
certificate and posted it on YouTube for the benefit of our Thalassemia Warriors and are now a 1000+ family on
Instagram.

In summary, we are a bunch of Thalassemia Warriors who started this page for the benefit of our community and
hope to share all the necessary information with everyone in a fun way.
You can reach out to us on Instagram, Facebook and,YouTube if you search for the word Funwithredbloodcells.

=N Myth Busters

Myth : Women can't donate
Blood

=

Did Thalassaemia
hold you back from

becoming an

Entrepreneur?

i\
Truth : Anyone with Hb: >12.5
Age: 18-65

\ Weight: =45 kgs /
can donate Blood

SWIPE LEFT #
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MOTIVATIONAL STORY
-BY HIRAL SHAH

Hello!

I'm Hiral Shah. Thalassaemia major warrior. Thalassaemia didn’t hold me back from achieving my higher
education or any other dreams. | have done my Masters in German language & also C1 in German. | have also
worked as a German language practitioner in IBM Daksh. | just loved my job so much. | worked there for 1 year &
4 months. | had to left that job, because the rotational shifts affected my health badly. After that | was Hospitalized
thrice & 2 times | was in ICU. One time it was very critical & doctor told my parents, that she has only 72 hrs left. If
she fights, than only there is chance of her survival. This 72 hrs changed my whole life. | got my purpose to fight
back as a true warrior. | have already decided | will dedicate my life to serve the society & to help others. In2018 |
have joined The Wishing Factory as a volunteer and | have been doing great work spreading awareness about
Thalassaemia, blood donation etc. | am also connected with many other social organisations such as
Thalassaemia Society Pune Chapter, Yuva Asmita & also working as a core team member of
Funwithredbloodcells. Since 4+ years | am running my own German language Classes. Recently | have also
started my small business #fashionhub i.e. online Shopping group. | am really thankful that | was featured in
Times of India, Pune Mirror for my thriving with thal story many times also | got the chance to give Radio Interview
to RJ Sangram & spread awareness about Thalassaemia & blood donation. | also got featured in legendary
Podcast show of Abby Yoong from Singapore. | always believe in Positivity & | really like to inspire people. | really
like to spend my free time doing something creative. Creativity makes me happy. | believe Thalassaemia is not my
weakness, but it's my strength that made me so strong. | always believe we can achieve anything & everything, if
we just have faith in yourself. You just need to decide what you want in your life & take action accordingly. Nothing
can't stop us from achieving our Goals.

4 )

STOP ASKING WHEN YOU'LL GO OUTSIDE,
START THANKING YOU ARE SAFE INSIDE
STOP ASKING HOW MANY PEOPLE DIED, START
THANKING YOU ARE ALIVE
STOP ASKING HOW TO SPEND TIME WITH
FAMILY. START THANKING YOU HAVE FAMILY
STOP ASKING HOW YOU'LL EARN TOMORROW,
START THANKING YOU HAVE MONEY TODAY
STOP ASKING WHEN YOU'LL EAT OUTSIDE,
START THANKING YOU HAVE FOOD TO EAT
INSIDE
STOP ASKING WHAT TO DO, START THANKING
YOU HAVE SOMETHING TO DO
HIRAL SHAH ®

it gaft Gt SEAr & A
St @t e & o 4
St geft a=t @t e e gad EACIE: ICEE
ﬂ’lt{ﬁmﬂwﬁaﬂaﬁ#éeﬂqﬂwduﬁﬁm|
it geft feheral ue A 2, 9t &S ved  wan
fova e

www.thalassemicsindia.org



THALASSEMIA UPDATE

For the management of Iron overload due to chronic blood transfusion

Dnibimaae 250 SRy

Defrije

= With added Orange flavor for the first time*

ADVANCED

m Smaller dispersion for rapid absorption®

PATIENT-FRIENDLY

m Once-a-day convenience

Defrijet

Delerasivm 1B0AG0mY Fim Coated Tablsts

® Reduces Gl problems like Mausea,
vomiting etc compared to conventional Deferasirox

BT SR (ol

® |Improves Gl tolerability

m Easy single step swallowing ;
= No impact of food " Det : :
“Bata o0 i g e Eﬂ |:'l.|:!|.'. =l As0 =
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A-9, NIZAMUDDIN WEST, NEW DELHI-110013
TEL: 011-41827334, 011-46595811
Email:- info@thalassemicsindia.org
Email:- thalcind@yahoo.co.in
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