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The South Asian community in the UK is the

most under-represented population among

organ donors.1 The South Asian community

makes up a mere 1–2% of the donors on 

the NHS organ donor register, despite the fact

that this population group is more likely to re-

quire certain transplants.2 For example, South

Asians are three times more likely than the 

general population to require kidney trans-

plants, due to their increased susceptibility to

chronic conditions such as hypertension and

diabetic nephropathy.3

Although almost all ethnic minority groups 

are less likely to consent to donation of organs

from relatives or themselves compared with cau-

casians,4 the figures are particularly low in the

South Asian community. This is despite the fact

that up to 1,200 South Asian patients1 are cur-

rently on the transplant waiting list, with 20% of

patients requiring a kidney transplant5 from a

South Asian background – and these figures are

even higher across many areas in the UK.6

Reasons for South Asians being severely under-

represented on the organ donor register include a

lack of awareness of an organised organ donation

scheme, coupled with religious and cultural atti-

tudes towards organ donation that prevent people

from signing up. Other areas of influence include

age, education level and country of origin, all of

which will be explored in this article, with the aim

of looking at ways of promoting organ donation

awareness and improving attitudes.

Methods

A structured questionnaire to uncover the aware-

ness of and attitudes towards organ donation was

devised and handed out to people on six different

high streets in London with a predominantly

Asian population – Tooting Broadway, Southall

Broadway, Neasden High Street, Wembley High

Street, Green Street and Harrow High Street. Inter-

views were carried out on Wednesdays and Satur-

days over a three-week period, to obtain a varied

sample from all backgrounds. Participants were all

above 16 years of age (see Box 1).

Questions 6, 7, 16 and 18 (which assessed

awareness) were combined to create a general

‘awareness’ variable. A second variable, which as-

sessed attitudes, was created by combining ques-

tions 9, 10, 15 and 17. 

The four potential influencing factors – religion,

age, country or origin and education level – were

each then tested against these two variables using

the Chi-squared test, to see if there were any sig-

nificant interactions between the demographic in

question and awareness or attitude. 

Results

Fifteen per cent of the total population were reg-

istered donors, 72% of whom carried a donor card,
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Box 1. Questions asked in the survey of 

awareness and attitudes to organ donation

1. What is your age (under 26, 26–45 or 46+)?

2. What is your religion (Islam, Hinduism, Buddhism, 
Sikhism or Christianity)?

3. What is your country of origin (India, Pakistan, Bangladesh, 
Sri Lanka, Afghanistan, Nepal)?

4. What is your education (no qualifications, GCSE/A-level, 
university degree or higher)?

5. What is your current employment?

6. Are you aware of organ donation?

7. Are you aware that organs can come from live and deceased donors?

8. Please circle the organs you know can be donated: kidney, heart,
liver, lungs, small bowel, pancreas.

9. Are you a donor? If so, how did you become a donor (not a donor, donor
card, NHSBT website, community initiative, religious initiative, other)?

10. If you are not a donor, why not (personal choice, unaware of organ
donation, against culture, against religion, did not know how to sign up)?

11. Do you have any family or friends registered as donors?

12. Do you have any family or friends who have had an organ transplant?

13. Do you have any family or friends that are awaiting an 
organ transplant?

14. Do you have any family or friends who are on a dialysis machine?

15. If someone close to you – a family member or a friend – required a
transplant, would you donate one of your organs to them?

16. Are you aware that there is a severe shortage of Asian donors in the
UK that is causing a threefold increase in waiting time for Asian patients
compared with caucasian patients?

17. Does it bother you that South Asians have to wait three times longer
for a transplant?

18. Are you aware that only 2% of donors on the register are from
South Asian backgrounds?

19. Please list any groups, initiatives or people who are related to organ
donation in any way.

20. What ways can we improve awareness about organ donation? 
Please list as many as you feel appropriate
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20% having signed up through the NHS Blood

and Transplant website and 8% through a com-

munity initiative. Of the 85% who were not

donors, 35% claimed they were aware of organ 

donation, but it was their personal choice not to

be a donor; 26% did not know how to sign up to

be a donor; 18% said organ donation was against

their religion; 10% said they were not aware of

organ donation; and 7% said it was against their

cultural beliefs. 

When the question of donating to close family

or friends was asked, only 62% of the population

said they would donate an organ, while 75% of the

population said it bothers them that South Asians

have to wait three times longer for a transplant. 

Results showed that an individual’s country of

origin had no significant influence on their aware-

ness of, or attitude towards, organ donation. How-

ever, an individual’s age and level of education did

have a significant influence (p<0.05). Moreover,

religion had a significant impact on attitudes to-

wards organ donation (p<0.05) (see Table 1).

A total of 180 questionnaires were collected, of

which 162 were fully completed. While 94% of

participants were aware of organ donation, only

70% of these participants knew that donated or-

gans come from both live and deceased donors.

Only one-third of the population was aware that

there is severe shortage of South Asian donors in

the UK, and an even smaller percentage of people

– 15% – were aware that only 2% of the registered

donors are from a South Asian background.  

To analyse the significant interactions further,

the individual questions that comprised the gen-

eral awareness and general attitudes variables were

analysed, and Chi-squared tests were run on these

(see Table 2).

It was found that age (p=0.021) and education

level (p=0.004) had a significant influence on

knowledge on the severe shortage of donors (ques-

tion 16), as well as on people’s knowledge that

only 2% of donors are South Asian (p=0.036,

p=0.044 respectively) (question 18) (see Table 3).

It was also found that religion had a significant

interaction with questions 10 (p=0.003) and 15

(p=0.01), indicating that a person’s religion signif-

icantly influenced why they were not a donor, and

also whether they would donate an organ to a

family member or friend.

Discussion

Results show there is a distinct lack of awareness

about organ donation, specifically of the shortage

of donors in the South Asian community. This

correlated with level of education: the more edu-

cated a person, the higher their awareness of

organ donation. Religion was the biggest factor

influencing attitudes toward organ donation. Par-

ticipants of Islamic faith were most likely to be

against organ donation. This matter can be dis-

cussed with various religious leaders to identify

whether organ donation is permissible in their

faith and, if so, relayed to the community to im-

prove attitudes. 

Since the level of a person’s education was a sig-

nificant factor influencing awareness, it is hoped

that as the number of people of an ethnic minority

going to university increases, so should the aware-

ness of organ donation. However, education

about organ donation can start earlier than it has

done; some interviewees recommended starting

‘organ donation road shows’ in schools to teach

about organ donation.
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Table 1. Chi-squared results for demographics 
on attitudes and awareness

Demographic and awareness/attitude Chi-squared test value
Age and awareness 0.038

Religion and awareness 0.655

Country of origin and awareness 0.331

Education level and awareness 0.034

Age and attitude 0.829

Religion and attitude 0.011

Country of origin and attitude 0.227

Education level and attitude 0.203

Table 3. Demographics of entire populations surveyed

Demographic Age Religion Country of origin Education level
Percentage (%) Under 26 (36.4) Islam (40.7) Hinduism (37.7) India (48.1) Pakistan (12.3) No qualifications (6.8)
per group 26–45 (46.3) Buddhism (5.6) Sikhism (9.9) Bangladesh (13.0) Sri Lanka (11.7) GCSE/A-level/ BTEC/ National Diploma (29.0)

46+ (17.3) Christianity (6.2) Other (0) Afghanistan (12.3) Nepal (2.5) University degree or higher (64.2)

Table 2. Chi-squared tests on significant interaction 

Demographic and awareness/attitude Chi-squared test value (significant values)
Age and awareness 0.021

Age and awareness 0.036

Education and awareness 0.004

Education and awareness 0.044

Religion and attitude 0.003

Religion and attitude 0.01 
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Interviewees also recommended ways to en-

hance the awareness of, and attitude towards, organ

donations. Many people mentioned increasing

publicity by sponsoring major Asian music and

sporting events, such as international cricket. Many

of the elder population said that increasing aware-

ness could be achieved through adverts on Asian

television networks and radio shows, while some

advocated presentations at local places of worship. 

Conclusion

Although there have been measures to increase

awareness of the shortages of organ donation

among the South Asian community through

newspaper articles, research funding and NHS

campaigns such as ‘Real people, real lives, real ac-

tion’, there remains a distinct lack of awareness of

organ donation and attitudes have remained neg-

ative. It remains to be seen whether there will be a

change in attitude with future generations and

whether schemes to increase awareness will have

had a positive impact �
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� The South Asian community makes up a
mere 1–2% of the donors on the NHS organ
donor register, despite the fact that this
population group is more likely to require
certain transplants, including kidney
transplants.

� A structured questionnaire to uncover the
awareness of, and attitudes towards, organ
donation was devised and handed out to
people at six different high streets in London
with a predominantly Asian population.

� Results of the questionnaire show there is a
distinct lack of awareness about the shortage
of organ donors in the South Asian
community. Religion was the biggest factor
influencing attitudes toward organ donation. 

� It is hoped that with improved education,
awareness of organ donation within the
South Asian community might be raised 
and attitudes towards it informed. 

Key points

Well-trained research scientists and clinicians to build on the advances
made in kidney research to date are essential. Kidney Research UK has
made a remarkable impact by supporting some of the UK’s brightest
researchers, many of whom have progressed to professorships. 
It is important that we continue to attract and retain high-quality

individuals to carry out research projects in future, and we have now
made the awards from our 2013 career investment round.
Dr Rachel Floyd (Liverpool University) will be looking at how

Escherichia colimanage to ascend to the kidneys and cause damage.
Novel methods will be used to study bacterial–ureter interactions and
determine the important factors in the disease process.
Dr Robert Jenkins (Cardiff University) will be working on

understanding how microRNAs help control scarring in peritoneal dialysis
(PD). His project will examine the role of microRNAs in macrophages
involved in abdominal scarring in PD patients, which can lead to
treatment failure. It is hoped that this could be used to help monitor PD
treatment and perhaps prevent scarring.
Dr Alison Taylor (Glasgow University) will study the impact of dietary

salt intake and kidney disease on aldosterone regulation. High levels of
aldosterone, found in patients with chronic kidney disease (CKD), can
result in heart and kidney damage. Her project will study why levels of this
hormone are high and if this relates to salt intake and sympathetic nerve
activity, with the hope of helping to define treatment choices for high
blood pressure in CKD.
Dr Gayathri Rajakaruni (Royal Free Hospital, UCL) will be asking: is

connective tissue growth factor (CTGF) responsible for cryoglobulinaemic
kidney disease? The study of CTGF, a new protein thought to cause this
form of nephritis, may aid the development of a new test for those at risk
of the disease, as well as a possible new treatment.
Dr Shalabh Srivastava (Newcastle University) will study cystic kidney

disease. Using kidney cells from animals with a genetically engineered
form of the disease, the project will examine how cyst development leads
to kidney failure and design drug treatments to slow cyst progression.

In addition, two awards have been made to support pre-doctoral
researchers in the early stages of their careers.
Professor Isky Gordon (Institute of Child Health) will be supervising a

PhD student measuring kidney blood flow using non-invasive MRI
techniques. The aim is to develop and apply new MRI methods, enabling
completely non-invasive imaging of kidney blood flow. This is preferable
to existing techniques and will be assessed for its usefulness in patients.
Professor Rajesh Thakker (Oxford University) will be supervising

another PhD student in understanding the mechanisms of Dent's disease-
1 (DD-1), a single gene disorder for which there is no effective treatment,
and which is a known cause of kidney stones. Mechanisms of the disease
will be studied using cultures of cells from the urine of DD-1 patients. 

For further information please contact Elaine Davies, 

Director of Research Operations at Kidney Research UK, at

elainedavies@kidneyresearchuk.org
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