
The Black community and organ donation. What about it? 

Introduction 

Recently, I was having a conversation with a barber in Cheetham Hill about my charity work 

and organ donation campaign. I was caught off guard when he asked me a question about 

what is lacking in Nigeria and Africa as a whole regarding organ donation. This conversation 

made me realise that organ donation is a mystery for many people from Nigeria and Africa 

generally. 

Nobody in the African and/or Caribbean community talks about their ill-health. It’s a taboo 

subject. Before my health problems began, I never would have thought that I would be the 

one travelling around the UK, speaking to small and large crowds about organ donation. 

Sometimes I compare my life now to Saul in the Bible, who persecuted the disciples but later 

became a convert himself. It takes me back to how my own journey started. 

My story 

In 2008, I was pregnant, unfortunately, I had a miscarriage at 22 weeks, which deteriorated 

to septicaemia, multiple organ failure, two cardiac arrests and I was in a coma for two 

weeks. When I came out of the coma, I had lost some function in my kidneys and had to go 

on dialysis. I was on dialysis for a short while, then my kidney function improved. 

In 2010, I unfortunately suffered another miscarriage - again at 22 weeks. My lungs 

collapsed and I had to be placed in a medically-induced coma to save my life. When I woke 

up, my kidneys were badly damaged and I had to begin dialysis treatment immediately. I 

have done all types of dialysis and today, I can say that I'm a "professional kidney patient". 

My whole family - 7 siblings and my parents, including my friend, Onyebuchi Odiaka - came 

forward to try and donate a kidney, but none was a match. It was a harrowing experience. 

I was a recipient of an kidney transplant in 2018. A selfless mother who agreed to organ 

donation gave me a second chance at life. Since then, I have been campaigning and raising 

awareness about organ donation, kidney disease, blood donation and health inequalities. I 

understand that there is a lot of opposition to organ donation, and sometimes I can see 

where people are coming from when they express their concerns. However, I believe that it 

is important to understand the law and the rules governing organ donation so that we can 

make informed decisions. 

The Ekeremadu case has highlighted the complex issues surrounding organ donation and 

the Black community. This case has made Nigerians especially, question their assumptions 

and beliefs about organ donation and perhaps, forced us to consider the perspectives of 

others. We need to have a conversation about what we think about organ donation and how 

it can help the UK - African community. 

The case of Ekeremadu and organ donation 

Nigeria has a law in place that is similar to the organ donation principles in the United 

Kingdom, called the National Health Act (NHA) (NHA 2014, s48-57). The NHA also forbids 

donors from being compensated for their organs. However, we know that this law is 

disregarded, as evidenced by the Ekeremadu situation. 

In 2019, I was interviewed by a TV station in Lagos about my journey with kidney disease. 

Just before the interview, the crew went out onto the street to interview ordinary people. The 

responses were not too surprising, but I guess our white counterparts would be shocked. 

One response that struck me was from a young woman who was asked if she would donate 



her organ to her father if he needed it. She said, “Do you know how old I am? I’m 23 years 

old. I’m too young to be thinking about that!” My father has lived his life. No, I can’t.” The 

aversion to organ donation is more prevalent in the UK’s black community, even among 

highly educated members. This is likely due to a lack of understanding of the UK's organ 

donation law. Many people do not want to talk about organ donation or become an organ 

donor or find out about the rules before opting out of the register. 

The Ekeremadu case is a landmark case for accessing organ donation in the UK from 

Nigeria, it is the first of its kind. This case has set a legal precedent for organ donation, 

which means that people should take note and learn from it in order to understand what is 

required to access organ donation in the UK. The first step to take if you wish to access 

organ donation in the UK is to find out what the rules are and how they could affect you or 

your loved ones. You can do this by researching the topic online, contacting MANSAG or 

other healthcare professionals, or contacting a local organ donation charity or organisation in 

the UK. 

The organ donation law. What does it mean? 

Deceased Donation and Living Donation are the two ways to donate organs. High blood 

pressure and diabetes are the most common causes of kidney disease. Many African people 

have these diseases because of poor lifestyle choices, which creates a need for transplant. 

3 in 10 (31%) of people waiting for transplant across the UK are from Black and Asian 

communities or backgrounds. Over 35% of people waiting for a kidney are Black or Asian.  

Unfortunately, the figures for Black kidney patients waiting for transplants compared to their 

white counterparts were abysmal, (and still are). People and charities campaigned for a law 

to ensure that people’s lives could be saved and, as a result, the organ donation law came 

into effect on 20 May 2020. 

The new law that was introduced is also known as Max and Keira's Law, the Opt-Out Law, 

and the official name, Organ Donation Law. The decision to become an organ donor is now 

available to more people and this has the potential to save many lives. The law encourages 

people to make their decision about organ donation and to share their wishes with their 

families. This will leave no doubt in their loved ones' minds about what they want to happen 

after they die. 

Many people are still unaware of this law and what it could mean for them, while others may 

have heard of it but don't know the specifics. 

As of May 20th, 2020, all adults over 18 in England who have not specifically chosen to opt-

out of organ donation will be automatically considered to have given their consent to donate 

their organs upon death. This new system, known as 'opt-out', is designed to increase the 

number of organ donors in the country except the adults are in the excluded group. 

The excluded group are, people under 18, people who have lived in England for less than 12 

months before their death or are not living here voluntarily, people who lack the capacity to 

understand change. 

Adults covered by the change in law, will still have a choice whether they want to be an 
organ donor and their families will be involved before organ donation goes ahead. 
 
Whatever decision people make, they should make their choice or decision known to their 

family and closest friends. 



Number of people on the transplant list/comparison with other ethnic 

communities/white communities 

NHS Blood and Transplant’s Annual Report on Ethnicity Differences in Organ Donation and 
Transplantation was published on 12th January 2023, it showed that more needs to be done 
this year to save more lives. Examining the statistics, in 2021-22, people of Asian heritage 
represented 3% of deceased donors but 15% of deceased donor transplants and 18% of the 
transplant waiting list; while those of Black heritage represented 2% of deceased donors but 
9% of deceased donor transplants and 10% of the waiting list… – NHSBT report 
 
However, it seems the figures remain the same as 2020-21.  
  
It goes on to say, “In total, 1,072 patients of Black or Asian heritage were able to receive an 
organ transplant from either a deceased or living donor in 2021-22.” (We don’t have the 
exact breakdown for these figures). Nonetheless, it is less than pre-covid figures of 1,150 in 
2019-20. “The number of deceased donors of Black or Asian heritage, increased by 31% 
(from 84 in 2020/21 to 110 in 2021/22). While 125 ethnic minority living donors generously 
gave the gift of life to another in 2021-22. This is an increase of 61% from the previous year 
which saw just 62 donors.” – NHSBT report1 
 

 
“This includes a rise in the number of people of Black or Asian heritage. As of 31st March 
2021, there were 1237 people from ethnic minority backgrounds listed for transplants and by 
the 31st March 2022 this had risen to 1967.” 
 
One of the reasons why organ donation rates are lower for potential donors from ethnic 
minority backgrounds is because families often do not give their consent. Last year, overall 
consent rates were only 40% for ethnic minority donors, compared to 71% for white potential 
donors. This is similar to the rates from the previous year.  
 

 
1 NHSBT report - https://www.odt.nhs.uk/statistics-and-reports/annual-report-on-ethnicity-differences/ 
 

.https:/www.odt.nhs.uk/statistics-and-reports/annual-report-on-ethnicity-differences/
https://www.odt.nhs.uk/statistics-and-reports/annual-report-on-ethnicity-differences/


I was shocked to learn that “Approximately 80% of transplants in people from ethnic minority 
backgrounds are from white donors.” – NHSBT report 
 
If we want to increase organ donation rates from all potential donors, we need to work on 
getting more families to support it. This could involve educational campaigns to raise 
awareness about the importance of organ donation and how it can save lives, especially 
living donation, which is the gold standard. 
 
The tables below is a comparison of the number of people signing up to the register and 
those opting out. Take special note of the African figures. 
 
     Table of opt-out registrations – African – NHSBT report 

 

     Table for opt-ins – African  

 

Why it is important to donate 

Donating an organ as a live donor (kidney or liver) is not only better for the recipient, but also 
for the donor. Research has shown that organs donated by live donors last, on average, 25 
years while organs donated by deceased donors last, on average, 15 years. Additionally, it is 
better if the donation comes from someone from the same ethnic background as the 
recipient - transplant success rates are significantly higher in these cases. 
 
The importance of donation is often underestimated because people don't realise how it can 

directly impact them until it's too late. We need to campaign and raise awareness about 

organ donation in our community so that we can save lives. 

 

.https:/www.odt.nhs.uk/statistics-and-reports/annual-report-on-ethnicity-differences/


 

Snapshot of year on year statistics – courtesy NHSBT 

How can you become a living donor? 

If anyone is interested in becoming a living donor, they can contact their local hospital’s 

Living Donation Team or the National Health Service Blood and Transplant by calling 0300 

123 23 23. Alternatively, they can also reach out to WSH BME Kidney Network by calling 

0300 102 159 or 07862 348 994 and we will support you through the process. Interested 

individuals can also sign up to the register here: https://bit.ly/3gUwFoW 

https://bit.ly/3gUwFoW

