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SPECIAL THANKS

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.

www.thalassemicsindia.org 1



Secretary’s Message

Dear friends,

Hope you all are keeping well!
 
2020 was a remarkably difcult 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 difcult 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 TI 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 nd 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!
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 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.
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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.

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

SOCIETY, NATIONAL HEADQUARTERS, NEW DELHI
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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.
 
     Participating 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 ofcial 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.

 ANNUAL GENERAL MEETING
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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. 

 INTERNATIONAL THALASSEMIA DAY 

‘’WEBINAR ON RECENT ADVANCES IN THALASSEMIA’’

www.thalassemicsindia.org6

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

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’’

Thalassemics India is grateful to Rotary Club of 
Delhi Safdarjung for their generous donation of 3 

Oxygen Concentrators.

THALASSEMIA UPDATE

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

 INTERNATIONAL THALASSEMIA DAY

 WEBINAR ON THALASSEMIA AWARENESS 

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.

We are happy & grateful to Bollywood Star Mr. Jackie Shroff & 
Rajasthani folk singer Kutle Khanji for the fun interactive session 
with and for Thalassemia patients on May 9, 2021. Thalassemics 
across the country joined the session and chatted and sang with 
both the guests.

THALASSEMIA UPDATE
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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.

 PHOTOGRAPHY COMPETITION

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!

THALASSEMIA UPDATE
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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 nancial assistance upto Rs. 10 
lakhs will be given to each patient to cover the transplant costs. 

To ensure that benets reach the intended beneciaries, 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.

 BAL SEWA YOJNA 
THALASSEMIA & APLASTIC ANAEMIA HSCT CSR 

PROJECT BY COAL INDIA LTD.

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

AIIMS, New Delhi 

CMC, Vellore 

Tata Medical Center, Kolkata 

PGIMER ,Chandigarh 

Rajiv Gandhi Cancer Institute, Delhi 

SGPGI ,Lucknow 

Narayana Hrudayalaya , Bangalore. 

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 
certicate veried by competent local authorities, or the employer) 

Such patients must be other than Class III B patients 

Liver size 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 
certicate veried 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 

(O) 011-41827334,46595811 (M) 9871445595 

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. V.K. 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.

WATCH IT HERE
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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.
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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.

www.thalassemicsindia.org12

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

THALASSEMIA UPDATE
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CURE FOR THALASSEMIA MAJOR – GENE THERAPY?

Curative therapy for beta thalassemia major (TM) has been possible through 
allogeneic haematopoietic stem cell transplantation (HSCT), rst carried out in 
Pesaro, Italy 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 
associated with it. Many patients are also excluded as they are much older and 
have developed severe dysfunction of major organs.

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 articially 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.

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.
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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 modied with an integrating 
vector, there is a potential for them to undergo mutations in unrelated genes and cause new disease. 

THALASSEMIA UPDATE



CURE FOR THALASSEMIA MAJOR – GENE THERAPY?

In the past, some patients with immune deciency 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 efcacy 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 rst 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. ( ) This research is www.cscr.in
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. 
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FOR YOUR INFORMATION

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

·   Desferal 0.5g injections
·   Asunra 100mg tablets
·   Asunra 400mg tablets
·   Desirox 250mg tablets
·   Desirox 500mg tablets
·   Kelfer 500mg  capsules
·   Kelfer 250mg  capsules
·   Defrijet 250mg tablets
·   Defrijet 500mg tablets
·   Oleptiss FCT 90mg tablets

·   Oleptiss FCT 180mg tablets
·   Oleptiss FCT 360mg tablets
·   Bio –R lter (for 1 unit of blood)
·   Bio –R2 lter (for 2 units of blood)
·   BB Imugard Filter (for 1 unit of blood)
·   RC1VAE (Pall) lter (for 1 unit of blood)
·   RC2VAE (PAll) lter (for 2 units of blood)
·   Defrijet FCT 360 MG
·   Defrijet FCT 180 MG
·   Micrel infusion pump

THALASSEMIA UPDATE

www.cscr.in


www.thalassemicsindia.org16

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 
Jugjiv 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.

THALASSEMIA UPDATE
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 OUR NEW MEMBERS

Aayat Nishat       Delhi
Akhilesh Kumar Pandey      Delhi
Anurag Seth       Madhya Pradesh
Asad Khan       Delhi
Baani Sawhney      Delhi
Bablu Chaurasia      Madhya Pradesh
Deep Naskar       West Bengal
Dipan Ghosh       West Bengal
Dr. Mithlesh Kumar Choubey     Madhya Pradesh
Janardhan Saini      Delhi
Jayendra Sadhuram Motwani     Gujarat
Jivan Jyot Blood Bank      Maharashtra
Kirti Ranjan Mishra      Uttar Pradesh
Lakshman Mahato      West Bengal
Lalit Agrawal       Madhya Pradesh
Leena Kartha       West Bengal
Mohammad Noor Islam     Uttar Pradesh
Mohammad Talib Mazhar     Uttar Pradesh
Muskan Maheshwari      Delhi
Nihal Raju Desai      Maharashtra
Nirvaan Borah       Karnataka
Pawan Kumar       Delhi
Pradeep K. Ludhani      Delhi
Prasheel Chopra      Haryana
Prithvi  Kumar       Kerala
Pushkar       Jharkhand
Rajeev Ranjan Chaurasia     Madhya Pradesh
Rajesh Kumar Singh      Uttar Pradesh
Ravinder Kumar Palai      Delhi
Sahil Piyush Shah      Gujarat
Sanjay Kumar       Delhi
Sanjib Datta       West Bengal
Saurabh Khurana      Jaipur
Shambhavi  Jha      Jharkhand
Shivani Mundada      Telangana
Shivin Grover       Delhi
Shree Jalaram Abhyudaya Sadbhavana Trust   Gujarat
Simar Preet Singh      Punjab
Sunny More       Assam
Sushmita Tiwari      Uttar Pradesh
Swijal Ajay Kumar Prabtani     Gujarat
Syed Abdul Hafeez      Maharashtra
Vishnu Pratap Singh      Uttar Pradesh
Vivek Bhaskar       Haryana

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

HELPING HANDS PROJECT

THALASSEMIA UPDATE
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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

The prioritisation of thalassaemia on national health agenda’s and the development 
and implementation of effective disease-specic control (prevention and clinical 
management) programmes within national healthcare systems based on universal 
coverage.

Our Vision

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.

Our Work

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

WATCH HERE READ MORE 

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 beneciary members across the country through mails & social media.

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

THALASSEMIA UPDATE
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WEBINARS

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

Thalassemics India website  continues to be updated on a weekly www.thalassemicsindia.org
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  

READ HERE

READ MORE 

www.thalassemicsindia.org
http://www.facebook.com/thalassemicsindia
http://www.twitter.com/thalassemics
http://www.twitter.com/thalassemics
http://www.thalassemicsindia.org
https://thalassaemia.org.cy/publications/monthly-update-developing-vaccinations-therapeutic-drugs-for-covid-19/
https://thalassaemia.org.cy/publications/monthly-update-developing-vaccinations-therapeutic-drugs-for-covid-19/
https://thalassaemia.org.cy/itd2021/
https://thalassaemia.org.cy/itd2021/
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https://www.healthwire.co/dr-
harsh-vardhan-unveils-a-state-of-
the-art-blood-screening-lab-by-
thalassemia-patients-advocacy-
group/amp/?__twitter_impression
=true

https://orissadiary.com/dr-harsh-
vardhan-inaugurates-nat-testing-
facility-at-the-red-cross-society-
headquarters/

https://www.hindustantimes.com/
c i t i e s /de lh i -news/w idened-
vaccinations-lead-to-blood-bank-
s h o r t a g e - f e a r s -
1 0 1 6 1 9 6 5 4 7 7 9 4 9 4 -
amp.html?__twitter_impression=tr
ue&s=08

https://www.healthwire.co/dr-harsh-vardhan-unveils-a-state-of-the-art-blood-screening-lab-by-thalassemia-patients-advocacy-group/amp/?__twitter_impression=true
https://www.healthwire.co/dr-harsh-vardhan-unveils-a-state-of-the-art-blood-screening-lab-by-thalassemia-patients-advocacy-group/amp/?__twitter_impression=true
https://www.healthwire.co/dr-harsh-vardhan-unveils-a-state-of-the-art-blood-screening-lab-by-thalassemia-patients-advocacy-group/amp/?__twitter_impression=true
https://www.healthwire.co/dr-harsh-vardhan-unveils-a-state-of-the-art-blood-screening-lab-by-thalassemia-patients-advocacy-group/amp/?__twitter_impression=true
https://www.healthwire.co/dr-harsh-vardhan-unveils-a-state-of-the-art-blood-screening-lab-by-thalassemia-patients-advocacy-group/amp/?__twitter_impression=true
https://www.healthwire.co/dr-harsh-vardhan-unveils-a-state-of-the-art-blood-screening-lab-by-thalassemia-patients-advocacy-group/amp/?__twitter_impression=true
https://orissadiary.com/dr-harsh-vardhan-inaugurates-nat-testing-facility-at-the-red-cross-society-headquarters/
https://www.healthwire.co/dr-harsh-vardhan-unveils-a-state-of-the-art-blood-screening-lab-by-thalassemia-patients-advocacy-group/amp/?__twitter_impression=true
https://www.healthwire.co/dr-harsh-vardhan-unveils-a-state-of-the-art-blood-screening-lab-by-thalassemia-patients-advocacy-group/amp/?__twitter_impression=true
https://www.healthwire.co/dr-harsh-vardhan-unveils-a-state-of-the-art-blood-screening-lab-by-thalassemia-patients-advocacy-group/amp/?__twitter_impression=true
https://www.healthwire.co/dr-harsh-vardhan-unveils-a-state-of-the-art-blood-screening-lab-by-thalassemia-patients-advocacy-group/amp/?__twitter_impression=true
https://orissadiary.com/dr-harsh-vardhan-inaugurates-nat-testing-facility-at-the-red-cross-society-headquarters/
https://orissadiary.com/dr-harsh-vardhan-inaugurates-nat-testing-facility-at-the-red-cross-society-headquarters/
https://www.hindustantimes.com/cities/delhi-news/widened-vaccinations-lead-to-blood-bank-shortage-fears-101619654779494-amp.html?__twitter_impression=true&s=08
https://www.hindustantimes.com/cities/delhi-news/widened-vaccinations-lead-to-blood-bank-shortage-fears-101619654779494-amp.html?__twitter_impression=true&s=08
https://www.hindustantimes.com/cities/delhi-news/widened-vaccinations-lead-to-blood-bank-shortage-fears-101619654779494-amp.html?__twitter_impression=true&s=08
https://www.hindustantimes.com/cities/delhi-news/widened-vaccinations-lead-to-blood-bank-shortage-fears-101619654779494-amp.html?__twitter_impression=true&s=08
https://www.hindustantimes.com/cities/delhi-news/widened-vaccinations-lead-to-blood-bank-shortage-fears-101619654779494-amp.html?__twitter_impression=true&s=08
https://www.hindustantimes.com/cities/delhi-news/widened-vaccinations-lead-to-blood-bank-shortage-fears-101619654779494-amp.html?__twitter_impression=true&s=08
https://www.hindustantimes.com/cities/delhi-news/widened-vaccinations-lead-to-blood-bank-shortage-fears-101619654779494-amp.html?__twitter_impression=true&s=08
https://orissadiary.com/dr-harsh-vardhan-inaugurates-nat-testing-facility-at-the-red-cross-society-headquarters/
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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 nd dream patner  because we feel everyone has right to fulll 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 condentiality in data handling.

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

 THAL MATRIMONY  

WE BELIEVE IN HELPING THALASSEMICS TO FIND THEIR PERFECT SOULMATE.

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

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

NEWS 
FROM 

MUMBAI

https://www.letshelpsome1.org/registration/
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OPEN PLATFORM FOR RARE DISEASES (OPFORD)

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-prot 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 scientic 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

NEWS 
FROM 

BANGALORE

www.opford.org
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CA - Yogesh Chawla

Ek Bharat Shresta Bharat
th

Vaibhavi - 5  C

Deepika Guptha

CREATIVE SIDE OF OUR THALASSEMIA WARRIORS

Shubhi Saxena

Rahul WahiHarshala Malti Pravin Kharat Shruti Batra



www.thalassemicsindia.org26

THALASSEMIA UPDATE

QUARANTINE - A POEM

Quarantine – A Poem 
 

Quarantine is not so ne 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, 
nally being ne. 

 
It is different for each one of us 

as it never came in a size, 
that ts 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 ne, 

the sky has never been seen this rened 
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 ght against one virus of Covid 19, 

keeping hand in hand intertwined. 

By : Anshul Goel

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 
it is accompanied by the following " According to Thalassaemia Update, the official newsletter of Thalassemics India''
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YOU’LL NEVER FIND A RAINBOW IF YOU’RE LOOKING 
DOWN- CHARLIE CHAPLIN

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

In the movie ‘3 Idiots’, Chatur Ramalingam denes 'What is a machine' in a complex statement while
Rancho explains it with the example of a trouser zip as 'anything that simplies 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?

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 ll disability 
certicate and posted it on YouTube for the benet 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 benet 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.

Did you understand better? Yes? 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 rst meme to start off this journey. We then created our page 
ofcially on 8th May 2020 and uploaded our rst 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. 

https://www.instagram.com/funwithredbloodcells/
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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. I have done my Masters in German language & also C1 in German. I have also 
worked as a German language practitioner in IBM Daksh. I just loved my job so much. I worked there for 1 year & 
4 months. I had to left that job, because the rotational shifts affected my health badly. After that I was Hospitalized 
thrice & 2 times I was in ICU. One time it was very critical & doctor told my parents, that she has only 72 hrs left. If 
she ghts, than only there is chance of her survival. This 72 hrs changed my whole life. I got my purpose to ght 
back as a true warrior. I have already decided I will dedicate my life to serve the society & to help others. In 2018 I 
have joined The Wishing Factory as a volunteer and I have been doing great work spreading awareness about
Thalassaemia, blood donation etc. I 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 I am running my own German language Classes. Recently I have also 
started my small business #fashionhub i.e. online Shopping group. I am really thankful that I was featured in 
Times of India, Pune Mirror for my thriving with thal story many times also I got the chance to give Radio Interview 
to RJ Sangram & spread awareness about Thalassaemia & blood donation. I also got featured in legendary 
Podcast show of Abby Yoong from Singapore. I always believe in Positivity & I really like to inspire people. I really 
like to spend my free time doing something creative. Creativity makes me happy. I believe Thalassaemia is not my 
weakness, but it’s my strength that made me so strong. I 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.

Hiral Shah
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THALASSEMICS INDIA
A-9, NIZAMUDDIN WEST, NEW DELHI-110013

TEL: 011-41827334, 011-46595811

Email:- info@thalassemicsindia.org

www.thalassemicsindia.org

Email:- thalcind@yahoo.co.in
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