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R
UMA (not 
her real 
name) 

is working as a 
nutritionist and 
counsellor in an 
organisation that 
offers treatment 
and support 
to thalassemia 
patients. She was 
diagnosed with 

thalassemia in her adolescence and 
suffered from the disease for almost 
eight years, before she was able to get 
the right treatment, and her condition 
improved. She obtained a master’s 
degree in nutrition. Now married, she 
enjoys her life and her job. Meeting 
her was inspiring, as she has proven 
that it is possible to have a functional 
life while dealing with a critical health 
condition like thalassemia.

In Bangladesh, there is a lack of 
data on thalassemia patients. The 

Bangladesh Thalassemia Samity 
Hospital conducted a survey on 
4,000 students at different colleges, 
universities and institutions, and 
found that 10-12 percent of the 
participants were carriers of the blood 
disorder. Dhaka Shishu Hospital also 
had similar findings in another survey. 
With the available data, it could be 
safely said that more than 10 percent 
of the population in Bangladesh are 

thalassemia carriers. Presently, 90,000 
children and adults are suffering 
from thalassemia, and it is estimated 
that around 12,000-15,000 children 
are born with it every year. Due to 
limited testing, many cases remain 
undiagnosed. 

Thalassemia is an inherited—i.e. 
passed from parents to children 
through genes—blood disorder. This is 
caused when the body does not make 
enough haemoglobin, an important 
component of the red blood cells 
which carries oxygen throughout 
the body. When there aren’t enough 
healthy red blood cells, not enough 
oxygen is delivered to all parts of 
the body, which may cause fatigue, 
weakness or shortness of breath. 
This is called anaemia. People with 
thalassemia may have mild or severe 
anaemia. Severe anaemia can damage 
organs and be fatal.

While visiting Bangladesh 

Thalassemia Samity Hospital, I met 
several young patients, who are 
brought there once or twice a month 
for blood transfusion. This is the only 
organisation in the country which 
was formed and is run by thalassemia 
patients and their parents. The hospital 
was established in 1989 by Omar 
Golam Rabbany, whose son was 
diagnosed with thalassemia in 1983 
and died at the age of 22. At that time, 
there were very limited opportunities 
for thalassemia treatment in the 
country. Omar dedicated his life to 
support thalassemia survivors and 
create awareness to prevent the illness 
in Bangladesh. 

Thalassemia is a treatable disorder 
that can be managed with blood 
transfusions and chelation therapy 
to prevent iron overload, which may 
happen due to the transfusion. A 
person with thalassemia will need 
to receive medical care on a regular 
basis from a doctor who specialises 
in thalassemia treatment. Keeping 
vaccinations up-to-date, eating 
nutritious food, exercising, and 
developing positive and supportive 
relationships also help thalassemia 
patients to maintain a healthy life. 
In some cases, thalassemia could 
be cured through bone marrow 
transplant. But this is an extremely 
expensive option, and there could also 
be severe side effects that could be life-
threatening.

Traits for thalassemia are more 
common among people from 
Mediterranean countries, like 
Greece and Turkey, as well as 
among people from Asia, Africa, 
and the Middle East. A review of 
the effectiveness of thalassemia 
prevention programmes, published 
by the Thalassemia International 
Federation in 2021, looked at data on 
different components of thalassemia 
prevention and treatment measures 

in 51 countries from various regions, 
and each country was given a grade 
between A and D (D is the lowest 
and “describes countries which 
demonstrate serious weakness, gaps 
and challenges calling for many and 
multiple actions to be taken at the 
national level”). Bangladesh received 
the grade D, which means we must do 
more regarding thalassemia prevention 
and treatment. 

There are several government 
and NGO-run hospitals across 
Bangladesh which provide treatment 
for thalassemia, but the existing system 
is widely inadequate. It is a struggle to 
get the amount of blood required for 
those who need transfusions. Some of 
the medicines (e.g. chelating agents) 
are also very expensive. Thalassemia 
treatment could cost from Tk 7,000-
20,000 per month. It is challenging 
to afford such costly treatment for 
most people in Bangladesh. Some 
organisations offer free treatment, 
but they cannot fulfil the needs of all 
those who require the support. Many 
thalassemia patients remain untreated 
and die premature deaths. Some 
awareness-raising efforts are there, but 
they are quite inadequate too. 

A person who is only a carrier 
of thalassemia does not have any 
symptoms and can lead a regular 
life. If both parents are carriers of 
thalassemia, then the risk of their 
child having the blood disorder is 
higher. A simple test (haemoglobin-
electrophoresis) could identify if 
someone is a carrier. If young people 
receive information on thalassemia 
before entering a relationship and get 
tested free of cost, then they will be 
able to make responsible decisions. 
Media can also play an effective role in 
creating mass awareness regarding the 
importance of preventing thalassemia. 
Nobody should feel guilty for being a 
carrier or patient of this disease. And 

everyone should be made aware that 
it’s not a contagious disease either. 
This may be helpful in protecting 
thalassemia patients from facing 
potential discrimination in their 
communities.

Thalassemia prevention efforts 
include creating a database of the 
patients, pre-marital screening and 
counselling, training of doctors 
and other healthcare professionals, 
and public awareness. It is due to a 
combination of these initiatives that 
thalassemia has come to an almost 
zero level in Cyprus and several other 
Mediterranean countries. 

During a conversation, Dr AKM 
Ekramul Hossain Swapan, CEO of 
Bangladesh Thalassemia Samity 
Hospital, told me: “In Bangladesh, 
the government has announced 
the establishment of specialised 
thalassemia centres in all divisional 
hospitals, in addition to government 
hospitals in Dhaka, which will 
gradually be expanded to the district 
level. They also have plans to create 
awareness throughout the country. 
This is positive news. In addition, a 
national strategic plan for thalassemia 
prevention and treatment should 
be developed, and actions have to 
be taken for implementation of the 
plan. It is important to coordinate 
government and NGO-run initiatives, 
which will be helpful in strengthening 
all efforts to prevent thalassemia, and 
offer effective treatment and support to 
the survivors.” 

Let’s hope that the government will 
provide leadership in coordinating 
all efforts regarding thalassemia 
prevention and awareness. This will 
contribute to ensuring quality of life 
for thalassemia patients, and create 
better support systems for patients with 
thalassemia.

Laila Khondkar is an international development 
worker.
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Thalassemia patients need frequent testing and blood transfusions 
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Thalassemia is a 
treatable disorder 
that can be 
managed with blood 
transfusions and 
chelation therapy
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T
HE planet is already 1.1 
degrees Celsius warmer than in 
pre-industrial times. July 2021 

was the hottest month ever recorded 
in 142 years. Despite the pandemic 
slowdown, 2020 has been the hottest 
year so far, ending the warmest 
decade (2011-2020) ever.

Summing up widespread views 
of the recently concluded climate 
summit in Glasgow, former Irish 
President Mary Robinson observed: 
“People will see this as a historically 
shameful dereliction of duty … 
nowhere near enough to avoid 
climate disaster.” A hundred civil 
society groups lambasted the Glasgow 
outcome: “Instead of a multilateral 
agreement that puts forward a clear 
path to address the climate crisis, we 
are left with a document that takes 
us further down the path of climate 
injustice.”

Even if countries fulfil their Paris 
Agreement pledges, global warming 
is now expected to rise by 2.7 degrees 
Celsius from pre-industrial levels 
by the century’s end. Authoritative 
projections suggest that if all COP26 
long-term pledges and targets are met, 
the planet will still get warmer by 2.1 
degrees Celsius by 2100.

The United Nations Environment 
Programme (UNEP) suggests a 
strong chance of global warming 
disastrously rising over 1.5 degrees 
Celsius in the next two decades. 
Earlier policy targets—to halve global 
carbon emissions by 2030, and reach 
net-zero emissions by 2050—are now 
recognised as inadequate.

The Glasgow UN Framework 
Convention on Climate Change 
(UNFCCC) Conference of Parties 
(COP26) was touted as the world’s 
“last best hope” to save the planet. 
Many speeches cited disturbing 
trends, but national leaders whose 
countries are most responsible for 
greenhouse gas (GHG) emissions 
offered little. Thus, developing 
countries were betrayed yet again. 
Despite contributing less to the 
accelerating global warming, they are 
suffering its worst consequences. They 
have been left to pay most bills for 
“losses and damages,” adaptation and 
mitigation.

Glasgow setbacks

Glasgow’s two biggest hopes were not 
realised: renewing targets for 2030 
aligned with limiting warming to 1.5 
degrees Celsius, and a clear strategy 
to mobilise the grossly inadequate 
USD 100 billion yearly—promised 
by rich country leaders before the 
Copenhagen COP in 2009—to help 
finance developing countries’ efforts.

An exasperated African legislator 
dismissed the Glasgow Leaders’ 
Declaration on Forests and Land Use 
as an “empty pledge,” as “yet another 
example of Western disingenuousness 

… taking on the role of ‘white 
saviour’,” while exploiting the African 
rainforest.

Meanwhile, far too many 
loopholes remain open for abuse, 
undermining efforts to reduce 
emissions. Further, no commitment 
to end fossil fuel subsidies globally—
USD 11 million every minute, 
around USD 6 trillion annually—was 
forthcoming.

No new oil and gas fields should 
be developed for the world in order to 
have a chance of achieving net zero by 
2050. Nevertheless, governments are 
still approving such projects, typically 
involving transnational corporate 
giants.

Various measures—e.g. 
“carbon capture and storage” and 
“offsetting”—have been touted 
as solutions. But carbon capture 
and storage technologies remain 
controversial, unproven at scale, 
expensive and rarely cost-competitive.

The Glasgow outcome did not 
include any commitment to fully 
phase out oil and gas. Meanwhile, the 
language on coal has been diluted 
to become virtually toothless: coal-
powered plants will now be “phased 
down,” instead of “phased out.”

Offsets off track

Offset market advocates claim to 
reduce emissions or remove GHGs 
from the atmosphere by some to 
“offset” emissions by others. Thus, 
offsetting often means paying 
someone poor to cut GHG emissions 
or forcing them to pay someone 
else to do so. With more means, big 
business can more easily afford to 
“greenwash.”

Carbon offset markets have long 
overpromised, but under-delivered. 
As they typically exaggerate GHG 
emission reduction claims, offsetting 
is a poor substitute for actually 
cutting fossil fuel use. Meanwhile, 
disagreements over offset rules have 
long stalled international climate 
change negotiations. Most of the 
established offset programmes—
e.g. the United Nations’ REDD+ 
programme or the Kyoto Protocol’s 
Clean Development Mechanism—
have clearly failed to meaningfully 
reduce GHG emissions.

Loss and damage?

Vulnerable and poor nations 

have argued for decades that rich 
countries owe them compensation 
for irreversible damage from global 
warming. In fact, no UN climate 
conference has delivered any 
funding for losses and damages to 
countries affected. Rich countries 
agreed to begin a “dialogue” to 
discuss “arrangements for the 
funding of activities to avert, 
minimise and address loss and 
damage.” Representing developing 
nations, Guinea expressed “extreme 
disappointment” at this ruse to delay 
progress on financing recovery from 
and rebuilding after climate disasters.

Developed nations account for 
two-thirds of cumulative emissions, 
compared to only three percent from 
Africa. Carbon emissions by the 
wealthiest one percent of the world’s 
population were more than twice 
those of the bottom half between 
1990 and 2015! Low-lying small 
island nations—from the Marshall 
Islands to Fiji and Antigua—fear 
losing much of their land to rising sea 
levels. But their long-standing call to 
create a Loss and Damage Fund was 
rejected yet again.

South Pacific island representatives 
have expressed disappointment at 
the lack of funding for losses and 
damages, as well as the watered down 
language on coal. For them, COP26 
was a “monumental failure,” leaving 
them in existential peril.

Climate injustice

According to the UN secretary-
general, “over the past 25 years, 
the richest 10 percent of the global 
population has been responsible 
for more than half of all carbon 
emissions, and the poorest 50 percent 
were responsible for just seven 
percent of emissions.”

The World Bank estimates that, if 
left unchecked, climate change will 
condemn 132 million more people 
into poverty over the next decade, 
while displacing more than 216 
million from their homes and land by 
2050. Meanwhile, poorer countries—
who have the least amount of 
contribution to the cumulative GHG 
emissions—continue to suffer the 
most. To address climate injustice, 
rich countries, who are most 
responsible for GHG emissions and 
global warming, must do much more. 
Their finance for developing countries 
ought to be much more ambitious 
than USD 100 billion yearly. 
Financing terms should be far more 
generous than the existing ones. Also, 
funding should prioritise adaptation, 
especially for the poorest countries 
most at risk.
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