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Background. South Africa (SA) has very low and unchanging organ donation rates. A key point in the pathway of organ donation is
obtaining informed consent from the family, which is necessary before organ donation can proceed. There is no published SA research on
the consent rate and factors that influence this.
Objectives. To describe the number of requests for consent and factors influencing this process in the SA context.
Methods. A prospective descriptive study was performed of all requests to families for organ donation in Western Cape Province, SA, by
Groote Schuur Hospital (state sector), Red Cross War Memorial Children’s Hospital (state sector) and Netcare (private sector) transplant
co-ordinators from 1 May 2017 to 1 May 2018 to describe factors influencing consent rates.
Results. The 6 co-ordinators (3 state sector and 3 private sector) recorded data of 83 consecutive families approached in 16 hospitals over
the 1-year period. Consent to organ donation was granted for 23 family requests (n=18 (state sector); n=5 (private sector)). The number of
families approached was greater in the state sector (n=74) than in the private sector (n=9). The overall consent rate was 27.7% (24.3% (state
sector); 55.5% (private sector)). The majority of referrals came from trauma and emergency units (n=55; 66.3%) and very few from intensive
care units (n=25; 30.1%). Immediate fluid resuscitation was required in 56 (67.5%) potential donors. The majority of families (n=74; 89.2%)
were receptive to the organ donation request, independent of their ultimate decision regarding donation. The main reason given for refusing
to consent was that it was against their religion (n=21) or culture (n=18).
Conclusions. This study showed that the number of families approached for consent to organ donation were low in the Western Cape
(lower in the private sector), with a low consent rate (lower in the state sector). Donor management by clinical teams needs to be ongoing
and active during the consent process. Consent discussions (and public awareness initiatives) need to be sensitive to and deal with religious
and cultural reservations about organ donation.
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South Africa (SA) has extremely low organ donation rates compared
with the rest of the world. Donation rates have not changed
significantly over the last 10 years (Table 1).[1]
There are many potential reasons, which have not been studied
well. Reasons that have been suggested are low numbers of donor
referrals and low consent rates. In SA, there is currently no national
strategy for the advancement of organ donation. High-performing
systems, such as those in Spain, use ongoing quality-assurance
mechanisms to ensure that all potential donors are identified, referred
and managed appropriately, with specially trained professionals

making an appropriately timed and sensitive approach to the family
for consent.[2] In the SA system, transplant co-ordinators are specialist
nurses trained to request consent for organ donation, manage donors
and arrange the logistics of organ recovery. In 2016, SA had only 22 such
professionals. They are employed by individual hospitals or hospital
groups, where they often also fulfil other functions.[3]
The Organ Donor Foundation (ODF) of SA is a public awareness
organisation that maintains an organ donor database of intent
to donate and does not function as an organ procurement or
co-ordination body.[4] The database is of limited use, as it is not

Table 1. Global Observatory on Donation and Transplantation: Deceased donor rates[1]
Country
Australia
Brazil
South Africa
Spain
UK
USA

Population, million
24.5
209.3
56.7
47.0
66.2
324.5

Deceased donors in
2017, n
510
3 420
91
2 183
1 492
10 286
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Deceased donation
rate in 2017
20.82
16.34
1.60
47.05
22.54
31.70
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Deceased donation
rate in 2007
9.61
5.48
1.30
35.55
13.22
26.60

Change in donor rate
over 10 years
11.21
10.86
0.30
12.50
9.32
5.10
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available to transplant co-ordinators, and being registered on the
organ donor database does not constitute legal consent in SA –
the family is always approached for consent. SA research has
been published on knowledge of and attitudes to organ donation
among medical students,[5] urban-dwelling adults[6] and the Zulu
community[7] distant from the grieving process. Favourable opinions
regarding organ donation have been shown not to match the actual
donation rate.[8] There are no quantitative SA studies that have
analysed factors influencing the consent process, despite this being
an area consistently highlighted in national strategy documents to
improve deceased donation and access to transplantation.[2,9]
We aim to describe factors influencing the consent rates in families
approached for deceased donation in Western Cape Province, SA.

Methods

All medically suitable potential donor referrals resulting in a family
approach for consent from 1 May 2017 to 1 May 2018 were
recorded by transplant co-ordinators working for state (Groote
Schuur Hospital and Red Cross War Memorial Children’s Hospital)
and private (Netcare) hospitals in the Western Cape. All private
hospitals in the Western Cape and state hospitals in the Metro West
area of Cape Town were covered. Data were prospectively entered on
a structured data collection sheet after the transplant co-ordinator
made a standard approach for consent. It was not required that the
family report data points.
The following data points were recorded: cause of death; location
of referral (hospital and unit); time of admission and brain death
certification; condition of potential donor at time of referral; whether
the unit was busy or overcrowded; consent decision; whether consent
was granted; the organs consented for; reasons for consent refusal;
time spent with family; individual(s) introducing the topic of organ
donation; family knowledge of prognosis; family decision-makers;
number of family members present; and family knowledge of organ
donation. Reasons for consent refusal were selected from a list of
checkbox options, allowing for multiple reasons to be chosen.
The deceased donor rate was calculated per million population
(pmp) using population statistics from the Western Cape Department
of Health data based on Census 2011, with an uninsured population
rate of 74.8%. The drainage area of the Metro West Cape Town
Municipality (Klipfontein, Mitchell’s Plain, Western and Southern)
and drainage areas of the West Coast, Eden and Karoo districts were
used to compute the state sector population serviced by the state
co-ordinators, while all insured patients in the Western Cape were
included as the private sector population.
Data were analysed in a password-secured Microsoft Excel
(Microsoft, USA) database. Categorical data were summarised as
frequencies and proportions. No comparative statistical analysis was
performed owing to low sample size and inadequate power.

Ethical approval

The study was approved by the Human Research Ethics Committee of
the University of Cape Town (ref. no. HREC 837/2016). The need for
informed consent was waived, as the study was felt to be of minimal
risk, in the public interest and not practicable without the waiver.

Results

The 6 transplant co-ordinators (3 state sector and 3 private sector)
completed data on 83 families approached in 16 hospitals over the 1-year
period. The outcomes of the consent requests are given in Table 2.
Over the initial 1-year period of this study, the most active centres
were Groote Schuur Hospital (55 approaches) and Red Cross War
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Memorial Children’s Hospital (13 approaches), with only 1 private
hospital, Vergelegen Mediclinic, having >1 approach (2 approaches).
In the public sector, the consent rate was 24.3% (n=18/74), while in
the private sector it was 55.5% (n=5/9). The overall donation rate
was 5.59 pmp. In the private sector, the rate was 3.01 pmp and in the
Groote Schuur Hospital drainage area it was 7.34 pmp.
In 70% of cases, brain death was diagnosed within 24 hours of
admission. In the state sector, 74.4% of referrals were from outside
of the intensive care unit (ICU), while all referrals in the private
sector came after admission to the ICU (Table 3). In both healthcare
systems, in all units where the family was approached there were
family counselling rooms, although these were not always available
(n=4 (state sector); n=2 (private sector)) The units were consistently
busy and crowded (41.9% (state sector); 66.7% (private sector)).
In 89.2% (n=74) of cases, the family was receptive to organ
donation discussion, independent of whether their decision was
to support donation. The family discussion for consent included
multiple individuals in 72.3% (n=60) of cases. A single decisionmaker was identified in 29 cases. Where an individual decisionmaker was identified, there were more males (59.3%); however,
individual female decision-makers were more likely to consent to
donation (n=8/13; 53.8%) than men (n=7/19; 36.8%) (Table 4).
Additional family members were contacted telephonically in 7 cases,
with 1 successful consent. An interpreter was used in 2 cases, with
the language of discussion being English in most cases (n=69) or
Afrikaans (n=9). The language of discussion was not the home language
of the transplant co-ordinator or the family members approached for
consent in 26.5% of cases (n=20 (isiXhosa); n=2 (Amharic)).
The average age of the main decision-maker was 49 (range 28 72) years. The next-of-kin was most frequently a husband, wife,
partner or parents. In 7 cases a more distant relative was approached
(aunt, uncle, cousin or grandparents). The responsible decisionmaker could not be tracked down in time in 1 case and consent was
rescinded by 1 family after consultation with a friend.
Various reasons were given for refusal, with no explanation in 6 cases
and >1 reason in 6 cases (Table 5). In 2 cases initial consent was
obtained, which was subsequently withdrawn.

Discussion

In our study, organ donor rates were low. The low donation rate
influences the number of patients dying on the waiting list and limits
access to dialysis slots in the resource-constrained public sector.
Factors influencing the donation rate differed between the public
and private sectors. In the private sector, despite a higher consent
rate (55%), the low number of donors who consented (3.01 pmp) was
driven by the low number of families approached for consent.
Similar problems have been shown in the UK, where a study of
all ICU deaths showed that even when patients were on mechanical
ventilation and brain death was likely to be present, formal brain
testing was not done in 31.4% of cases. Furthermore, in 15% of
cases where it had been confirmed, there was no documented
consideration of or approach made for organ donation.[10] In the SA
context, distrust and unwillingness of clinicians to refer donors have
been highlighted as a problem.[11]
In the state sector, the number of families approached for consent
was higher, with the majority of referrals (74.4%) coming from
emergency or trauma units. The consent rate was lower in the state
than the private sector, with only 24.3% of families consenting
to organ donation. A lack of access to ICU beds and the need to
approach families in a busy emergency unit may have influenced the
consent rate.
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In our study, 48% of donor families also consented to tissue and eye
donation. This is difficult to interpret, as not all organ donors are
candidates for tissue and eye donation. For example, there is no age
cut-off to donate kidneys if their function is assessed as adequate,
while eye banks do not accept donors >70 years of age. It must be
noted that families are required to give consent for each organ and for
tissue donated. However, the decision to make an additional request
for eye and tissue donation is left to the discretion of the transplant
co-ordinator.
Various countries have enacted legislation that requires doctors to
refer all potential donors. There is no such requirement in SA.[12] In
the UK, there are minimum notification criteria, while in the USA,
there are clinical triggers for referral.[13]
In the USA, government funding for hospitals is dependent
on their being compliant in referring all deceased persons for
organ and tissue donation to a designated donor-procurement
organisation.[15] In SA, hospitals without transplant programmes do
Table 2. Referral and consent overview
Referral and consent
Families approached
Consent granted
Consent refused
Organs donated
Solid organs consented per donor*
Tissue donors†

n (%)
83
23 (27.7)
60 (72.3)
97
4.2
11 (47.8)

*Kidneys counted as 2 organs.

†

Consent rate for tissue donation was 100% in the private sector.

not consider organ donation a priority and do not employ personnel
or fund infrastructure to support such donation. Netcare was the sole
private employer of transplant co-ordinators in this study and their
co-ordinators covered referrals from all private hospitals.
Doctors’ reasons not to refer are often presumed medical
unsuitability of the donor or a perception that asking would distress
the family.[10] In our study, 89.2% of families were receptive to the
family discussion, independent of their decision to donate, which
is in keeping with the international literature, where the approach
for consent to donation has been shown not to distress the family.
We did not record data on medically unsuitable referrals and the
person responsible for the decision. In the UK, minimum notification
criteria require that all potential donors are assessed for suitability,
irrespective of whether there is an apparent medical contraindication
(Table 6).[9] This is because the assessment of donor suitability is best
made by transplant teams. Transplants from extended-criteria donors
have shown good results and offer a significant survival benefit over
no transplant. In our study, clinical teams assessed donor suitability,
which may have accounted for the low referral rates.
National legislative changes, such as presumed consent, are often
touted as a way to improve organ donation rates, but families are
still routinely approached for consent, with an option to refuse.
The Spanish system, currently the highest-performing in the world,
noted an increase in deceased donation only after the formation of a
national co-ordinating body and other quality-assurance mechanisms
10 years after presumed consent legislation was enacted.[16,17] The
family refusal rate was 16.4%, even with presumed consent.[2] In a
large study assessing the potential donor pool in the USA, it was
concluded that resources were best invested ‘to improve the process

Table 3. Details of referrals (public and private sector)
Referrals
Cause of death
Medical
Surgical
Not recorded
Location of referral
Intensive care unit
Emergency unit
Trauma unit
Not recorded
Was the unit busy/overcrowded?
Yes
No
Not recorded
Condition of donor at time of referral
Stable
Requiring resuscitation with ≥1 L fluid
Not recorded
Who was first to raise the topic of organ donation?
Transplant co-ordinator
Treating doctor
Treating nurse
Family
Was the family aware of the poor prognosis?
Yes
No
Not recorded
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Public, n (%)
74 (89.2)

Private, n (%)
9 (10.8)

Total, n (%)
83 (100)

24 (32.4)
47 (63.5)
3 (4.1)

6 (66.7)
3 (33.3)
0

30 (36.1)
50 (60.2)
3 (3.6)

16 (21.6)
17 (23.0)
38 (51.4)
3 (4.1)

9 (100)
0
0
0

25 (30.1)
17 (20.5)
38 (45.8)
3 (3.6)

31 (41.9)
41 (55.4)
2 (2.7)

6 (66.7)
3 (33.3)
0

37 (44.6)
44 (53.0)
2 (2.4)

21 (28.4)
52 (70.3)
4 (5.4)

5 (55.6)
4 (44.4)
0

26 (31.3)
56 (67.5)
4 (4.8)

68 (91.9)
4 (5.4)
0
2 (2.7)

0
5 (55.6)
2 (22.2)
2 (22.2)

68 (81.9)
9 (10.8)
2 (2.4)
4 (4.8)

41 (55.4)
32 (43.2)
1 (1.4)

8 (88.9)
1 (11.1)
0

49 (59.0)
33 (39.8)
1 (1.2)
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Table 4. Family knowledge and awareness of organ donation and decision-making dynamics
Did the family have prior knowledge of organ donation?
Yes
No
Unable to assess
Had the family discussed organ donation before?
Yes*
No
Unable to assess
Would the potential donor have supported organ donation?
Yes
No
Unknown
Not completed
How many family members were present during the discussion?
<2
2-5
6 - 10
>10
Not completed
Was the family receptive to the organ donation discussion?
Yes
No
Was the family aware of the poor prognosis?
Yes
No
Was the decision-making dynamic centred around one person or
a group?
One individual
Group
What was the gender of the individual decision-maker?
Male
Female
Family religion†
Christian
Muslim
Judaism
Secular
Unable to assess
Was a religious leader involved?
Yes
No

Consent granted, n (%)

Consent refused, n (%)

Total, n (%)

20 (87.0)
3 (13.0)
0

26 (43.3)
30 (37.5)
4 (6.7)

46 (55.4)
33 (39.8)
4 (4.8)

8 (34.8)
13 (56.5)
2 (8.7)

4 (6.7)
55 (91.7)
1 (1.7)

12 (14.5)
68 (81.9)
3 (3.6)

12 (52.2)
3 (13.0)
8 (34.8)
0

0
29 (48.3)
30 (50.0)
1 (1.7)

12 (14.5)
32 (38.6)
38 (45.8)
1 (1.2)

11 (47.8)
5 (21.7)
2 (8.7)
5 (21.7)
1 (4.3)

12 (20.0)
20 (33.3)
18 (30.0)
10 (16.7)
0

23 (27.7)
25 (30.1)
20 (24.1)
15 (18.1)
1 (1.2)

23 (100)
0

51 (85.0)
9 (15.0)

74 (89.2)
9 (10.8)

19 (82.6)
4 (17.4)

31 (51.7)
29 (48.3)

50 (60.2)
33 (39.8)

15 (68.2)
7 (31.8)

17 (27.9)
44 (72.1)

29 (34.9)
54 (65.1)

7 (46.7)
8 (53.3)

12 (70.6)
5 (29.4)

19 (59.4)
13 (40.6)

17 (73.9)
1 (4.3)
1 (4.3)
1 (4.3)
3 (13.0)

36 (58.1)
14 (22.6)
0
0
12 (19.4)

53 (62.4)
15 (17.6)
1 (1.2)
1 (1.2)
15 (17.6)

1 (4.3)
22 (95.7)

6 (10.0)
54 (90.0)

7 (8.4)
76 (91.6)

*† There was 1 registered organ donor.

Two families comprised both Christian and Muslim family members.

of obtaining consent in larger hospitals (>150 beds) to maximize the
rate of organ recovery’.[18]
Other countries have formulated formal assessments of their
system and postulated guidelines for improvement. It is these
system changes that are most effective in improving organ
donation. Restructuring and a focus on identifying all potential
donors were key recommendations highlighted by the UK in
their Organ Donation Taskforce report to improve their practice.[19]
By incorporating quality-assurance mechanisms to ensure that
no opportunity for organ donation consideration is lost and that
donors and their families are always appropriately supported at the
end of life, one can improve referral and management of potential
donors.
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Our study showed that on referral to the transplant co-ordinator,
the donor was often in need of immediate fluid resuscitation.
Adequate support of the potential donor during end-of-life
discussions is an essential component of a successful referral.
Guidelines for the management of potential donors stress active
fluid management with normal haemodynamic targets to preserve
organ function during the consent process and, when consent
is obtained, during the logistics of arranging the donor and
recipient operations.[20,21] Donor management is highly specialised,
as brain-dead donors progress to circulatory collapse without active
management, and conversion rates (the number of organs successfully
transplanted per potential donor) are used as an outcome measure of
donation.[15]
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In the private sector, for all families approached, the topic of organ
donation had been raised by non-transplant team staff. There is
good evidence that consent rates are higher if the organ donation
discussion is decoupled (completely separate) from initial discussions
about the prognosis and if the request is made by specifically trained
persons.[22] In the state sector, where the topic of organ donation was
most often initiated by the transplant co-ordinator, the consent rates
were not higher. Pre-existing knowledge about organ donation was
also lower in this group, with families less likely to have discussed
organ donation.
The reasons given for refusal were varied, with ‘against my religion’
and ‘against my culture’ being the most commonly cited. These
reasons highlight that engagement with community and religious
leaders on organ donation is required to help change perceptions,
as no religion or culture is against helping fellow human beings. The
need for this engagement was further highlighted by 7 cases where a
religious leader was consulted, resulting in only 1 successful consent.
In Israel, engagement with religious leaders has helped to facilitate
an attitudinal change towards organ donation.[23] Furthermore, there
are incentives to support deceased donation as credit towards being
on the waiting list – should you ever need an organ.[24] In the UK, a
study of the most powerful slogan to induce people to sign up on the
organ donor registry was: ‘If you needed an organ, would you accept
one?’[25]
Due to the low numbers in this study, we were unable to draw
significant conclusions from the data relating to decision-making
and family dynamics around consent. However, the complex nature
of these discussions and the large number of people involved were
apparent. Informed consent to donation requires only the legal nextof-kin to give permission, but end-of-life decision-making is often a
family affair with complex group dynamics.[26] Consent for donation,
however, did seem more likely when a single decision-maker was
approached. By law, only the signature of the legal next-of-kin is
required, but the family dynamic often requires more than one
Table 5. Reasons for refusal
Reason
Against my religion
Against my culture
Unsure what the deceased would have wanted
Lack of acceptance of brain death
Desecration of the body
Deceased expressed wish not to be a donor
Other family decision-makers not present
Other reasons*
No explanation given
Total

n
21
18
5
4
4
3
2
5
6
68

*‘Too much to deal with’; ‘been through too much’; ‘cannot imagine that’; ‘emotional state
of family members’; ‘family disagreement’.

person to assent to organ donation. A culturally sensitive approach
for consent takes into account family support structures/situations
and may require consultation with family elders or specific persons.[27]
Consequently, the ODF has built into their campaign message that
one must be sure to inform one’s family about one’s wish to be a
donor.
Our study also showed that education efforts need to focus on
what happens to the body (it is a controlled operation in theatre with
a normal open-casket funeral possible after donation) and explain
the unequivocal and final nature of brain death (no-one has ever
recovered after being correctly clinically certified as brain dead), as
desecration of the body and a lack of acceptance of brain death were
also reasons given for consent refusal. Engagement between donation
advocates and society, and religious and cultural leaders, is required.
In cases where a decision is made to withdraw mechanical
ventilation in futile (non-beneficial) settings, it is possible in specific
circumstances to be an organ donor. Currently, Groote Schuur
Hospital and Red Cross War Memorial Children’s Hospital are the
only hospitals in SA where donation after circulatory death is done.[28]
In cases where the family do not accept the diagnosis of brain death, it
allows for donation after circulatory death, as the donor would arrest
upon withdrawal of ventilation within the time period that organ
recovery is permitted. In the UK, 39% of donations were made after
circulatory death.[29] These are patients in whom ongoing mechanical
ventilation and intensive organ support are futile and a decision is
made with the family to palliate and extubate. In our study, we had
only 1 consent request for donation after circulatory death. It was
noted that among the low number of donor referrals in the private
sector, 9 were made for patients who could have been considered
for donation after circulatory death, but this is not supported in the
private sector for logistical reasons and lack of institutional protocols
(Alexia Michaelides – personal communication, 2019).
Going forward, we would like to refine and continue this
study by expanding data collection across SA to inform national
government, hospital administrators, transplant co-ordinators and
referring medical professionals where the system can be improved
to compassionately explore the option of organ and tissue donation
in all appropriate cases, thereby improving access to life-saving
transplants.

Study limitations

This was a descriptive study, which yielded a low sample size that is
inadequately powered for meaningful comparative data analysis. Our
methodology was based on the transplant co-ordinators’ impression
and not self-reported information by individuals and families
approached for consent. No change was made to the transplant
co-ordinators’ standard practice; therefore, data recorded were those
that occurred naturally in the course of the family approach, which
resulted in incomplete data. Data were not collected immediately
during the family approach and the retrospective recording of data

Table 6. NICE recommendations: Timely identification and referral of potential organ donors[14]
Recommends that hospital staff initiate discussions with a specialist nurse for organ donation when one of the following criteria are met
Defined clinical trigger factors in patients who have had a catastrophic brain injury, i.e.
• absence of ≥1 cranial nerve reflexes; and
• Glasgow coma scale score of ≤4 that is not explained by sedation; and/or a decision has been made to perform brainstem death tests, whichever
occurs first
Intention to withdraw life-sustaining treatment in patients with a life-threatening or life-limiting condition, which will, or is expected to, result
in circulatory death
NICE = National Institute for Health and Care Excellence.
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may have influenced the data quality. We only recorded family
approaches and did not include referrals where the body was
unidentified or referrals in the private sector for donation after
circulatory death, as the private sector does not support this form of
donation.

Conclusions

In the Western Cape, consent rates were low for organ donation in
the public and private sectors. The majority of donors came from
the public sector, despite a lower consent rate. In this sector, the
majority of donor families were approached in the emergency unit.
We showed a low donor-referral rate in the private sector. Ongoing
audits are required for continuous quality improvement, which is
critical to afford all patients and families the opportunity to donate
at the end of life. Interventions to improve donor identification,
referral and to optimise the consent rate are needed, with many
potential areas for improvement highlighted in this study.
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