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Our approach to developing research
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* Define research problem

« Articulate underpinning research

 Evidence research impact to policy and
practice
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What is organ donation?

Organ donation is the process of giving an organ to someone who needs a
transplant because their life is seriously affected by a failed organ.

Most organ donation occurs after death (deceased donation) although
organ donation is possible from living donors (living donation).
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Deceased donor transplant rates

Total deceased donor transplant rates for Europe, Australia and
the USA, 2017
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Deceased donor rates

Donors pmp

Deceased organ donor rates for Europe, Australia and the USA,
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Family refusal rates

Refusal rate for Europe and Australia, 2017
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Note — limited international data available on family refusal rates
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Over 6,500 people waiting for a transplant, on average 3 people a day die
waiting for a transplant in the UK

The UK BAME population constitutes:
« —11% of the population

« —31% of the organ waiting list (35% of the kidney waiting list)
« —3.5% of registered organ donors (where ethnicity is known)
« —7% of actual deceased organ donors

« -Consent rate for organ donation is lower amongst BAME families 35%
versus White families 69.0%
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Why is organ donation important to BAME communities ?

R s 3 Caucasian patients wait ~ 640 days for a
| | kidney transplant

Asian patients wait on average 830 days

4\ (about 30% longer)
" J Black patients wait on average 965 days
’k ¥y (about 50% longer)
Yes | do

ORGAN DONATION
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There are a shortage of organs available for transplantation

Annual deaths in hospita
300,000 The chance of someone being

Annual deaths in IC suitable as an organ donor if

30,000 they dieis ~ 1%

Potential patie

for donation So nationally there are a limited number of
3.300 potential organ donors

Consentg And therefore every consent refused by
Donorg families has a significant impact
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Solving inequalities in organ donation requires a
‘wWhole systems’ research programme

High rates of severe Type 2 diabetes (x8)

>10 times the risk of developing kidney failure secondary to diabetes
Late diagnosis of diabetes ?

Late referral to nephrologists ?

Poor patient understanding ?

Poor end of life care ?

Why the shortage of donors — organs, blood, tissue, stem cells, etc
(Randhawa, 2000)
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Qualitative studies among African-Caribbean, South Asian & Polish
communities:

“They(doctors) would finish me off before | was dead.”

“I would not donate my eyes, ever, because of the ceremony prior to
cremation when people come to the funeral to see the body. | don’t want to

not have any eyes.”

“If the religious leaders gives us a clear cut opinion on this matter then we
have less confusion. More discussion and information will help us to proceed
in this direction.”

“I don’t like the idea of my relatives having to see my body been carved up.”

“I'm not sure about life after death, but if there is life | want to go complete.”
(Randhawa et al, 1995; 1998; 2010)
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Fears with deceased donation

Fear that Intensive care staff will not try as hard to save the patient if consent

/ authorisation for donation been given

Perceived historical racism of health service

Fear of death - barrier to thinking about/discussing donation

Would process of transplantation maintain ‘sanctity of the body’?

How does OD process relates to burial/cremation?

Personal unease about a loved one’s organs being inside another person

Religion could be a predisposing factor as it may be felt that deceased
transplantation violate religious principles (Randhawa et al, 1995; 1998;

2010)
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Public Engagement & Organ Donation
Ta.XO n O m y (Randhawa G (2011) Organ donation and transplantation — meeting the needs of

a multi-ethnic and multi-faith UK population. In: Farrell A, Price D, Quigley M. Organ Shortage: Principles
Pragmatism and Practice Cambridge University Press.)
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Transplanting a culture of organ

donation

Black and minority ethnic groups are under-represented on the
organ donation register, but face to face events can help
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Impact case study — Metrics....

2014/15 2018/19

6.3% of new ODR

registrations were ethnicity

given were BAME

BAME consent rate = 36%

BAME waiting list = 1957
(28.6% of list)

80 deceased donors
(6.2% of deceased donors)

159 BAME living donors
(14.6% of living donors)

892 BAME organ transplants
(20.3% of all transplants)

7.1% of new ODR registrations
were ethnicity given were BAME

BAME consent rate =41.7%

BAME waiting list = 1883
(31.4% of list)

121 deceased donors
(7.6% of deceased donors)

149 living donors
(14.3% of living donors)

1,148 BAME organ transplants
(23.2% of all transplants)
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