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INTRODUCTION  

Thalassemia is a blood disease which occurs when there is increased destruction 

(hemolysis) of the red blood cells. The most severe kind is Thalassemia Major, where the 

patient needs regular blood transfusions in order to survive. This is an inherited blood 

disorder, which occurs only when both parents carry the defective gene in order to pass on 

thalassemia major to the child.  

 

 

PRESENT SITUATION AND ITS COST BENEFIT ANALYSIS:
1
 

With, three main types and four sub-types of thalassemia patients, it sometimes becomes 

difficult to diagnose the patients with serious conditions. Alpha thalassemia (Hemoglobin H 

and hydrops fetails) and Beta thalassemia (includes subtypes major and intermedia) are the 

main types of thalassemia and then there is thalassemia minor.
2
 Every year approximately 

100,000 children with Thalassemia Major are born world over, of which 10,000 are born in 

India. It is estimated that there are about 65,000-67,000 β-thalassemia patients in our 

country with around 9,000-10,000 cases being added every year(1-7). The carrier rate for β-

thalassemia gene varies from 1 to 3% in Southern India to 3% to 15% in Northern India. 

Certain communities in India, such as Sindhis and Punjabis from Northern India, 

Bhanushali’s, Kutchis, Lohana’s from Gujarat, Mahar’s, Neobuddhist’s, Koli’s and Agri’s 

from Maharashtra, & Gowda’s and Lingayat’s from Karnataka etc. have a higher carrier 

rate(3,4). 

                                                                    

1
 http://www.indianpediatrics.net/sep2007/sep-647-648.htm 

2
 https://www.healthline.com/health/thalassemia#types 
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Once a child is diagnosed to have thalassemia homozygous disorders, he/she has to take 

lifelong treatment. Management includes regular 3 weekly filtered packed red cell 

transfusions, chelation therapy for iron overload, management of complications of iron 

overload and transfusions, including osteoporosis, cardiac dysfunction, endocrine problems, 

Hepatitis B & C, HIV infection, CMV etc. However, this optimal treatment comes at a 

prohibitive cost. The cost of treatment of an average weight 4-year-old thalassemic child is 

around Rs. 90,000-100,000 annually in a private set-up. Therefore, not more than 5-10% of 

thalassemic children born in India receive optimal treatment. Stem cell transplantation, a 

curative treatment, which costs between 6 and 16 lac rupees is out of reach for majority of 

children.  

Besides bearing the cost of treatment, the psychological stress to both the patient and the 

parents/family is phenomenal. In fact, it is startling to know from a 15 year old thalassemic 

child the account of what he has undergone so far. He has received around 250 units of 

packed red cells and 4000 injections of desferioxamine. He has had a needle in his body for 

over 40,000 hours of his life. His family has already spent Rs. 16,20,000 for chelation alone. 

If this child lives for 50 years, then he would require 2000 units of packed red cells, 15,000 

desferrioxamine injections, which translates into 1.5 lac hours of a needle in his body and 

Rs 90 lacs for chelation alone (personal communication). This is besides the cost incurred by 

the hospital where he receives his regular treatment including packed red cell transfusions 

and other medical care.   
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STAKEHOLDERS 

 

While citizens have responsibility to get themselves tested for thalassemia, government 

bodies have the crucial role of providing as much funding and support for thalassemia as 

possible since it demands one of the most extensive and expensive treatments in the world. 

Medical fraternity has the role to constantly evolve itself to bring out cost effective measures 

for combating thalassemia. Media on the other hand has the role to make citizenry and public 

aware about Thalassemia as a disease and its prevention and treatment. It is of utmost 

significance for all stakeholders to work together in order to combat thalassemia.  

 

Thalassemia 
stakeholders 

Citizens 

Gvernment 
Bodies 

Medical 
Fraterntity 

Media 
and 

NGOs 
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BEST PRACTICES FROM OTHER COUNTRIES 

MIDDLE EAST COUNTRIES 

Many countries have developed policies to eradicate thalassemia in the Mediterranean area. 

The Middle Eastern and North African region (MENA), show a high prevalence of 

Thalassemia major and carrier populations due to a consanguineous marriage tradition. A 

consanguineous marriage is one where two individuals who are related as second cousins get 

married to each other. 

Among the countries in MENA region, UAE has taken tremendous effort to raise public 

awareness and identify the Thalassemia carrier population. In 2008, the UAE government 

launched a nationwide campaign to promote premarital screening. Since 2012, premarital 

screening has been mandatory for all about-to-marry couples. Premarital screening offers a 

non-directive genetic counselling to at-risk couples. At-risk couples who are carrier-carrier 

couples receive information about the risk of having a Thalassemia child. Today, the number 

of affected births has been almost halved compared to the time when these policies were not 

in place.   

CYPRUS 

When we talk about Cyprus regarding prevention of Thalassemia it has been operating a 

programme since 1973. The programme consists of public education, population screening, 

genetic counselling, and antenatal diagnosis. Carrier screening is mandatory and certificate of 

Thalassemia screening is required before marriage. This is a very important step as the 

number of Thalassemia cases has gone down drastically after this policy came into picture. 

At one time Cyprus had the most number of Thalassemia cases in the world. But now, Cyprus 

is almost free from Thalassemia.   

SARDINIA 

Sardinia is the unique example for successful Thalassemia prevention. In Sardinia declination 

of birth rate of Thalassemia major from 1:250 live birth to 1:1660 has been reported in 2009 

with an effective prevention of 85% of cases. This was only possible because the government 

took strict measures to ensure that people underwent pre-marriage and prenatal screening. 
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Also, a lot of awareness programs were conducted 

which further enhanced the knowledge of people 

about Thalassemia and in turn helped them in 

effectively preventing it.   

BANGLADESH 

In Bangladesh, its capital Dhaka has a Dhaka Shishu 

(Children) Hospital, where they have a complete 

Thalassemia centre providing integrated facilities 

including Thalassemia diagnosis, treatment, 

counselling, carrier screening, and prenatal 

diagnosis. Even though the country has limited 

resources and is a developing country, the capital is 

improving in health facilities.  

Some other government hospitals and organizations 

have started providing services to Thalassemia 

patients and also to create awareness about this 

disorder.   

INDIA  

Many countries have taken measures to prevent 

Thalassemia in their own way. India has also taken 

measures which have helped to create awareness to 

some extent. Thalassemia International Federation 

played a major role by deputing and supporting experts to come to India, and give lectures 

and conduct workshops on Thalassemia. The booklets outlining the optimal care of 

Thalassemia have also been very useful in educating the patients and doctors. 

In 1996, Thalassemia society was formed. It was formally registered in 2000. Since then the 

Jammu and Kashmir Government is providing blood transfusions, chelation and other 

National Policy for Treatment of 

Rare Diseases 2017 

This policy came as a result of a 

series of writ petitions filed in 

the High Court of Delhi 

demanding free treatment of 

rare diseases by the government 

by parents/caretakers of 

patients undergoing expensive 

treatments for their diseases. 

Hence, the High Court directed 

the Ministry of Health & Family 

Welfare to frame a “National 

Policy on Treatment of Rare 

Diseases’. 

The lack of a clear definition of 

rare diseases in the policy is a 

major hurdle in deciding the 

beneficiaries of the policy. 

Although, the policy lists 

Thalassemia as one of the most 

common rare diseases in India, 

however, it will not fund 

treatment for blood disorders 

like Thalassemia and focus on 

other rare/orphan diseases. The 

policy mentions the existing 

government programs for 

treatment of blood disorders 

and the need to boost them. 

 

 



8 | P a g e  

 

therapies free of cost to 174 patients and also provides free transport to all patients who have 

to travel from long distances to receive treatment. 

This was followed by Delhi where Thalassemia units were formed in 2005. The Punjab 

Government gives free treatment to all Thalassemia children who attend school. The 

Governments of Gujarat and Maharashtra also provide free therapies for children with 

Thalassemia. Right now, similar societies exist in other states too. However, due to lack of 

government policies regarding Thalassemia, it is difficult for these organizations to function 

efficiently. 

 

 

 

 

 

 

 

 

[VALUE] million 
thalassemia major 
carriers worldwife  

[VALUE] million 
in India 

0 0 

Patients in India/World 
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POSSIBLE SET OF INTERVENTIONS 

1. Create awareness amongst the citizens, elected representatives and the policy makers, 

which could be actively done through social media and with the help of non-governmental 

organisations working on this front. Some credible organisations include Sankalp India 

Foundation and Serum Thalassemia Prevention Federation. 

2. It is important to encourage people, with active measures, that they go for prenatal 

diagnosis in case a woman is expecting, in order to understand the situations that might lead 

to a thalassemia major baby. Mass screening of communities with a higher risk for 

thalassemia minor is also advised. 
3
 

3. Genetic Counselling is very important to control the growing rate of Thalassemia patients, 

since India is the biggest trait carrier of this disease.
4
 

4. Inclusion of Thalassemia as a major issue in the National Health Policy, National Urban 

Health Mission and alike policies in order to cater to the increasing number of patients. 

5. Creation of a National Policy on Thalassemia has been stressed upon over time because of 

a spurt in the patients and there is no full proof control and prevention programme in place 

for the same. 

6. Make available medical facilities that are affordable even by the economically weaker 

section of the society battling this disease, or provide these facilities at subsidised rates. 

7. A pluralistic health care system needs to be in place for the thalassemia patients in India in 

order to ensure proper control and prevention in the country. It is important to have proper 

infrastructure, human resources and technology in place to deal with the growing needs of the 

people.  

 

 

 

                                                                    
3
 http://www.indianpediatrics.net/sep2007/sep-647-648.htm 

4
 https://www.nhp.gov.in/thalassemia_pg 
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CAMPAIGN AIMS AND STEPS 

RATIONALE (WHY ZERO THALASSEMIA 2022?) 

Because we are already late. Currently identified as the thalassemia capital of the world with 

approximately 10, 000 kids annually born with this deadly disease, the country has failed to 

frame a policy for the prevention of thalassemia or provide easier and cost efficient ways to 

avail medical treatments for the ones suffering. Sadly, this leads to the death of almost 50 

percent of the annually born thalassemia affected kids before they reach the age of 20.  

Regardless of the fact that there is no cure to thalassemia, we must understand that it is a 

genetic disorder which is passed on from parents to children. “Prevention is better than cure”, 

sits aptly in case of thalassemia, as there is no cure, but 100 per cent chances of prevention.  

And this is exactly what we need to spread awareness about.  

Zero Thalassemia campaign is primarily an attempt at mass mobilisation of pre-detection of 

thalassemia in pregnant women to restrain the disease from spreading further and eliminate 

its very occurrence. Along with elimination of this disease, the campaign also focuses on 

accelerating the ease of medical treatment available for the ones already suffering. Zero 

Thalassemia endeavours to wipe away the financial and psychological constrains of the 

patients by collaborating with various stakeholders and bringing them on one single platform 

to identify and address the issues of the patients. Recognition of thalassemia as a national 

concern and eradication of it as a national priority is Zero Thalassemia’s major goal to 

achieve a thalassemia free India by 2022.  

 

ZERO THALASSEMIA CAMPAIGN OBJECTIVES 

 Recognition of thalassemia as a national concern. 

 Create a confederation of thalassemia stakeholders (electoral representatives, media, 

medical fraternity, civil societies and NGOs, government bodies and citizens) on 

Delhi Post platform. 

 Mobilising Members of Parliament on the scopes of prevention of thalassemia. 

 Frequent online and offline publications of thalassemia documents, handbooks, 

pamphlets, etc, containing vital information. 
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 Public Awareness Programs through events with special talks by members of medical 

fraternity, personal experiences of thalassemia affected patients, members of 

government bodies and counselors to help deal with psychological stress. 

 Townhall Sessions with participation from Members of Parliament, International 

Thalassemia organisations, civil societies, patients, medical fraternity to speed up 

framing a national policy for thalassemia. 

 Call for subsidised price for blood transfusions and other clinical costs incurred due to 

thalassemia as a financial support by the government to help the patients live longer 

and healthier lives. 

 Collaborative demand for Mandatory Prenatal Screening of Thalassemia among the 

carriers of such genes to terminate the disease from spreading further. Thus, achieving 

Zero Thalassemia.    

 

PLANNED ROADMAP FOR CAMPAIGN      

The campaign that Zero Thalassemia aims to run in collaboration with various national and 

international stakeholders of thalassemia would last for a few years of time to achieve 

maximum outreach and our goal of zero thalassemia in India. As Delhi Post serves as an ideal 

media platform for the campaign, the content in terms of documents, policy briefs, handouts 

for parliamentarians and citizens, pamphlets for patients and families would not only be made 

available on Delhi Post, but across all online and offline platforms of the collaborators and 

stakeholders involved.   

Listed below are some probable steps towards running the campaign successfully with 

thorough engagement from all sectors of the society. 

1. BRIEFING SESSIONS FO R MEMBERS OF PARLIAMENT- Zero Thalassemia intends to hold 

several briefing sessions for parliamentarians, especially prioritising constituencies 

with highest registered newborns with thalassemia to aware them on the background, 

context and the need of this campaign. This session will involve open forum 

discussions between various civil societies, government bodies and medical fraternity 

on the urgent need to educate the people on the prevention chances of this disease. 

Different forms of campaign models would be presented before the electoral 



12 | P a g e  

 

representatives and their local level administrative officers and team for active 

implementation of key clinical measures like counseling at local clinics and 

government hospitals in their respective constituencies.  This will also serve as a 

platform for the MPs to collaborate with civil societies and develop a rough outline or 

a tailor made plan for their areas.  

 

2. INTERNET CAMPAIGNING- With a vast number of internet users, this campaign 

leverages the internet space to reach out to maximum people, especially the youth and 

create awareness. Zero Thalassemia exploits this internet based social networking 

platforms such as Facebook, Twitter, LinkedIn and Instagram to promote and apprise 

the people on the challenges and issues faced by thalassemia patients and an urgent 

need for implementation of a stricter guideline to clinically prevent birth of 

thalassemia affected kids. In collaboration with other thalassemia stakeholders and 

internationals groups workings towards eradicating thalassemia, we look forward to 

create unique thalassemia contents/information in forms of weekly mails, digital 

posters and fact sheets that would be made available on the Delhi Post website as well 

as on the social media platforms. A weekly mail/ poster/newsletter of the campaign 

would keep reminding the followers of the campaign which will likely be forwarded 

to others in their peer groups. 

 

3. TOWNHALLS/SESSIONS/TALKS- One of the most crucial points of the whole campaign 

would be regular organisation of townhalls or sessions for students and citizens. Since 

Zero Thalassemia campaign runs on the pathway of creating awareness, thus, putting 

an end to thalassemia in India, it is imperative to organize a panel discussion, bringing 

together all the stakeholders of thalassemia under one roof and translating ideas and 

opinions into policy drafts to be presented in the parliament. Eminent speakers from 

medical fraternity, first hand experiences of thalassemia affected patients and their 

families, best practices in other countries, civil societies/activists are brought on a 

platform with audience mainly comprising of youth and media personnel will set as a 

perfect stage to discuss thalassemia related issues in-depth. Notes from these sessions 

would further provide, validate and create a sense of urgency to create a policy for 

prenatal diagnosis of thalassemia in fetus.  
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4. MULTIMEDIA BRIEF- Zero Thalassemia intends to create promotional videos and short 

films at regular intervals throughout the campaign period not only to spread 

awareness about thalassemia prevention and care, but also have a lasting visual 

impact on the minds of its viewers/audience. As the prospective stakeholders and 

collaborators mostly look forward to Delhi Post’s website and campaign page, it is 

very essential to deliver information about Zero Thalassemia, its campaign model and 

outcome, which can be achieved through a short video. Sharing such info videos and 

short films on multiple social media and other digital platforms will also enable a 

larger outreach of this campaign. The video will consist of real footages of blood 

transfusion procedures in hospitals, experiences of thalassemia affected patients and 

trusts and foundations working towards the eradication of this disease. Short films are 

another medium through which government schemes and allocation of funds for 

treatment of thalassemia affected patients can be conveyed to public with integration 

of modified versions of public service announcements on the same. The main aim of 

such video content will be to create awareness and gain empathy around thalassemia. 

The key message in these video revolves around how prenatal detection of 

thalassemia can prevent a child, a family, society and a country from economic, social 

and psychological stress. These videos and short films content will be readily 

available on the Zero Thalassemia Campaign page on Delhi Post website as well as 

shared and screened at various events and talks held across the country.  
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APPENDIX 

 With 35-40 million carriers in India, India can be called World’s thalassemia capital. 

 1 in every 25 Indians is a carrier of thalassemia. 

 100,000 thalassemia majors, of whom 50% will not survive beyond the age of 25. 

 If one parent has beta thalassemia trait and other parent has normal haemoglobin, then 

there is 50 percent chance with each pregnancy of a child being born with beta 

thalassemia trait.  

 10,000 live births of thalassemia major every year.  

 Each person with thalassemia spends on an average more than a lakh per year on 

treatment.  

 India alone spends around INR 15000 Cr. on thalassemia treatment each year. Even 

though 95% of patient’s expense is out of pocket with no help from the government.  

 

Data from 

around the world
5
 

 

                                                                    

5
 http://serumthal.com/about.html 
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