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Abstract

Introduction

South Africa is characterised by numerous dichotomies and diversities, within
which its two-tier healthcare system operates. An under-resourced state sector
serves a majority of the population and a resource-intensive private sector serves a
small minority. Within the constitutional framework of human rights and
distributive justice there are nevertheless expectations of fair and equal access to
healthcare services. There is furthermore an expectation of quality care across the
health system, in spite of a number of systemic challenges related to staff and

equipment shortages, unrealistic working hours and poor working conditions.

Organ transplant is available to different degrees within the South African
healthcare sector. Whilst transplant programmes are burgeoning internationally,
cadaver transplant numbers in South Africa have decreased over recent years as
donor organs have become increasingly scarce. Current research suggests that
these challenges to transplant in South Africa arise from aspects of personal and
cultural beliefs, illegal transplant practices and resource constraints - which all
serve to compromise the ethical implementation of transplant services in the two-

tier healthcare system.

The impact of interprofessional communication and transplant professional—
patient communication has not been previously researched in South Africa.
However, research into other healthcare issues has shown that communication is
vital to the ethical provision of healthcare services, especially those which involve
patient-centeredness and multidisciplinary interaction. Transplant involves a
significant amount of communication within a particularly large network of
recipients and their families, cadaver donor families, living donors and a range of
transplant professionals. This communication seems a vital part of the transplant
process, disseminating information which role-players need in order to promote
favourable outcomes. Given the extensive networks involved in the transplant

process, communication would seem to be a fertile area for research.



This study aimed to explore communication in organ transplant in Gauteng
province, South Africa. It considered both interprofessional communication and
communication with patients as this took place within the hierarchical healthcare
system and throughout the transplant process. An ethics of care framework was
utilised in order to account for the expectations of care which South Africans

confer upon their health system.
Methods

The study took place in the Gauteng province of South Africa across six healthcare
institutions. Both the state and the private sector were equally represented.
Altogether, thirty in-depth interviews with transplant professionals, two focus
groups with transplant coordinators, two interviews with cadaver donor families,
and one focus group with living kidney donors, were conducted. Thematic analysis
and triangulation of the data utilising Braun and Clarke’s (2006) principles revealed
three main themes relating to context, communication with patients, and

interprofessional communication

Findings

The South African transplant context is complex and multifaceted, shaped by both
the patients’ expectations of care and the transplant professionals’ perceptions of
care. These expectations and perceptions are influenced by personal beliefs,
suspicions of biomedicine, the media, and resource inequalities which pose
challenges to accessing transplant services. The transplant context is characterised
by ethical dilemmas relating to distributive justice, as questions about resource

distribution and allocation of donor organs are raised.

Transplant communication is influenced by context and varies depending upon
role-players in transplant and the different phases of transplant. Demands for care
by those hoping to receive an organ had a noticeable influence on transplant
professional-potential recipient communication in the pre-transplant phase, a
period when emotions of desperation and uncertainty were prominent. By the
time recipients had received their organ and entered the more stable post-

transplant phase, a relationship of trust developed in which communication was



regular and caring roles seemed fulfilled. The opposite trend was evident in
communication between transplant professionals and donor families. This was
characterised by notions of care in the pre-transplant phase, contrasting with a
perception amongst donor families that care was sometimes overlooked in the
post-transplant phase - a time often imbued with chronic uncertainty. Even in the
pre-transplant phase numerous ethical issues surrounding autonomy, decision-
making and informed consent proved to complicate and challenge transplant

communication.

Interprofessional communication was shaped by hierarchical institutional
organisation, a lack of continuity of care, and resource constraints, all of which
challenged transplant professionals seeking to provide care, and sometimes
resulted in aggressive interchanges. The pressure to procure an organ timeously —
which could result in patient care and professional respect being somewhat
disregarded — could so compromise interprofessional communications that moral
distress was created. Furthermore, as a result of miscommunications, an ethical
vacuum where the best interests of patients in the transplant process were not,

apparently, a foremost consideration, was identified.
Conclusion

Transplant is a highly complex process requiring a number of different
communication styles and skills and accompanied by intricate ethical challenges.
Although transplant professionals seemed cognisant of the need for careful
communication, inequalities, resource scarcity and conflict intervened to create a
space for moral distress and uncertainty in which communication was affected, and

the provision of care was the casualty.

Appraising results within an ethics of care framework suggests that transplant in
Gauteng cannot be considered to be a process fully informed by the imperative of
care. The ethics of care proved to be a helpful framework for understanding
transplant communication in Gauteng because of the way it accounts for
interpersonal relationships - fundamental to the transplant process - whilst also

emphasising the importance of resources necessary to provide good care. It was



concluded that in the current environment, where there is little legal direction or

political buy-in, transplant in Gauteng will be unable to reach its full potential.



vi

Declaration

| declare that this thesis is my own, unaided work. It is submitted for the degree of
Doctor of Philosophy at the University of the Witwatersrand, Johannesburg. It has
not been submitted before for any other degree or for examination at any other

university.

Harriet Rosanne Etheredge

December 2015



Vii

Acknowledgements

This study would not have been possible without my research participants, people from all
walks of life, who gave so generously of their time and expertise. | am grateful to everyone

who participated for sharing their experiences with me.

| would like to thank my supervisors, Professor Claire Penn and Doctor Jennifer
Watermeyer for coming on this journey with me. It has been a privilege to benefit from

your wisdom and expertise.

| would like to thank a large number of transplant professionals who assisted me with
various parts of this research — from recruitment to proofreading. Given that my
participants are highly identifiable, | cannot name most of you here. However, your help
and support is greatly appreciated. | would particularly like to thank Professor Del Kahn,
Head of the Department of Surgery at the University of Cape Town for his mentorship,

support and encouragement.

Last but not least, | would like to thank my beloved family and friends for their support and
encouragement. | would particularly like to thank Rogan and Priscilla Etheredge for

assistance with editing and proofreading.

This project was funded through a number of grants, for which | am very grateful:

e The National Research Foundation

e The Oppenheimer Memorial Trust

e The South Africa Netherlands Research Programme on Alternatives in
Development

e University of the Witwatersrand Postgraduate Merit Award



Table of contents

viii

ii.
Vi.
Vii.
viii.
Xix.
XXi.

XXiv.

Abstract

Declaration
Acknowledgements
Table of contents

List of appendices

List of tables and figures

Glossary of terms and acronyms

CHAPTER 1 - INTRODUCTION

1
2
4
5.
7
9
9

10.
13.
13.

15.
17.
20.

1.1. OVERVIEW

1.2. WHY | DID THIS STUDY

1.3. SOUTH AFRICA — CONTEXTUAL BACKGROUND

1.3.1. Inequality and injustice in South Africa

1.3.2. Gauteng Province

1.4. THE SOUTH AFRICAN HEALTH SYSTEM

1.4.1. Overview

1.4.2. The two-tier system of South African healthcare

1.4.3. Remedying health inequalities - National Health Insurance (NHI)

1.4.4. Some public perceptions of the South African biomedical
healthcare system

1.5.  HEALTH COMMUNICATION
1.6. THESIS STRUCTURE
1.7. WRITING STYLE

CHAPTER 2 - LITERATURE REVIEW — OVERVIEW, INTERNATIONAL AND LOCAL
TRANSPLANT, SETTING THE SCENE

22.
22.
23.

2.1. INTRODUCTION

2.2.  ORGAN TRANSPLANT

2.2.1. Organ procurement
2.2.1.1. Cadaver organ procurement: Opt-in vs Opt-out
2.2.1.2. Opt-in procurement systems

2.2.1.3. Opt-out procurement systems



25.

26.
28.

30.

32.

32.

33.
33.
35.
35.
38.
39.

39.
42.
42.

44,

2.2.2. Living organ procurement
2.2.2.1. Altruism in living organ donation
2.3.  INTERNATIONAL CADAVER DONOR TRANSPLANT PRACTICE
2.3.1. Countries with an opt-in system of organ procurement
2.3.1.1. United States of America (USA)
2.3.1.2. Great Britain
2.3.1.3. South Korea
2.3.1.4. Denmark
2.3.1.5. Germany
2.3.2. Countries with an opt-out system of organ procurement
2.3.2.1. Brazil
2.3.2.2. Singapore
2.3.2.3. Belgium
2.3.2.4. Spain
2.3.2.5. Croatia

2.3.3. Some conclusions about international cadaver organ procurement
systems

2.4. INTERNATIONAL CHALLENGES IN ORGAN TRAFFICKING AND
COMMERCIALISATION OF ORGANS

2.5. ORGAN TRANSPLANT IN SOUTH AFRICA
2.5.1. Cadaver organ donation in South Africa
2.5.2. Living organ donation in South Africa
2.5.3. Access to transplant in South Africa
2.5.4. Organ allocation in Gauteng

2.6. SOUTH AFRICAN TRANSPLANT RESEARCH AND THE TRANSPLANT
CONTEXT

2.6.1. Willingness to donate organs

2.6.2. Knowledge about organ donation

2.6.3. The effects of organ donation scandals
2.6.3.1. The Netcare St Augustine’s Hospital Kidney Trafficking Case
2.6.3.2. The Manto Tshabalala-Msimang liver transplant case

2.6.4. Socio-cultural aspects of organ donation in South Africa — comparing
international and local research findings

2.6.4.1. Organ donation and ancestral relationships

2.6.4.2. Organ donation and religion



47.

2.6.4.3. Family structure and organ donation in South Africa

2.7. SUMMARY AND CONCLUSION

CHAPTER 3: HEALTHCARE INSTITUTIONS — STRUCTURE AND INTERPROFESSIONAL
RELATIONSHIPS

48.
48.
50.
53.

56.
56.
58.
59.

3.1. INTRODUCTION
3.2. THE HEALTHCARE HIERARCHY
3.3. MORAL DISTRESS
3.3.1. Moral distress in transplant
3.3.1.1. Moral distress in tissue transplant patients
3.3.1.2. Gaps in organ donation and moral distress literature
3.4. THE HEALTHCARE HIERARCHY AND MORAL DISTRESS IN SOUTH AFRICA
3.4.1. Moral distress and the health hierarchy in relations with patients
3.4.2. Moral distress and healthcare hierarchy in interprofessional relations

3.5. SUMMARY AND CONCLUSION

CHAPTER 4 - LITERATURE REVIEW- THE TRANSPLANT PROCESS

61.
62.
62.
63.
63.
63.
64.
65.
66.
67.
68.
68.
69.
69.
71.
71.
72.
72.

4.1. INTRODUCTION

4.2. PRE-TRANSPLANT PROCESS

4.2.1. Listing of potential recipients for cadaver donor organs
4.2.2. Waiting for an organ

4.2.3. Listing of potential recipients for living donor organs
4.2.4. Procurement of cadaver donor organs

4.2.5. Referral of cadaver donors

4.2.6. Obtaining consent for organ donation

4.2.7. Post-consent

4.2.8. Calling a recipient to present for transplant

4.2.9. Mobilising transplant teams

4.2.10. Organs from living related or non-related donors
4.3. THE SURGICAL PROCESS

4.3.1. The cadaver donor harvest

4.3.2. The living donor harvest

4.3.3. The transplant

4.4. THE POST-TRANSPLANT PROCESS

4.4.1. Recipient follow-up and adherence



74,

74,
74,
75.
76.

80.

81.

82.
83.

Xi

4.4.2. Caring for the carers — supporting the families of transplant
recipients

4.4.3. Living donors post-transplant
4.4.4. Cadaver donor families post-transplant
4.5. SOUTH AFRICAN TRANSPLANT RESEARCH

4.5.1. Studies which sampled family members and decision-makers in
cadaver donation

4.5.1.1. Reyneke's study
4.5.1.2. Kometsi and Louw’s study
4.5.1.3. Discussing Reyneke (2014) and Kometsi and Louw (1999)
4.5.2. Studies which sampled family members in living donation
4.5.2.1. Mbeje’s study
4.5.3. Studies which sampled health professionals
4.5.3.1. Naude, Nel and Uys’s study
4.5.4. Gaps in the South African transplant literature
4.6. SUMMARY AND CONCLUSION

CHAPTER 5: COMMUNICATION IN HEALTHCARE AND ORGAN TRANSPLANT

85.
86.
86.
87.

88.

95.
96.

100.
101.

104.

5.1. INTRODUCTION
5.2. HEALTH COMMUNICATION IN SOUTH AFRICA
5.2.1. The role of language

5.3. HEALTH PROVIDER — PATIENT COMMUNICATION RESEARCH IN SOUTH
AFRICA

5.3.1. Health professional — patient communication in transplant — the role
of uncertainty

5.3.1.1. Uncertainty management theory (UMT)
5.3.1.2. Brashers’ theory of uncertainty management
5.3.1.3. Uncertainty management and patient communication
5.3.1.4. UMT and organ transplant literature
5.3.2. The role of organisational routine
5.4. INTERPROFESSIONAL HEALTH COMMUNICATION
5.5. TEAMWORK AND TRANSPLANT
5.5.1. Studies on transplant teamwork
5.5.1.1. Lingard et al.’s study
5.5.1.2. Samela, Fennelly, Brosnan and Robinson’s study

5.6. CONTINUITY OF CARE



105.

xii

5.7. COMMUNICATION AND ETHICAL PATIENT MANAGEMENT

107. 5.8. SUMMARY AND CONCLUSION

CHAPTER 6: PRINCIPLISM AND THE ETHICS OF CARE AS THEORETICAL
FRAMEOWRK

108. 6.1. INTRODUCTION

108. 6.2. PRINCIPLISM

109. 6.2.1. Autonomy

109. 6.2.2. Best Interests

110. 6.2.3. Non-maleficence

110. 6.2.4. Distributive justice

110. 6.3. THEORETICAL FRAMEWORK - THE ETHICS OF CARE
112. 6.3.1. Development of the ethics of care

115. 6.3.2. An overview of the ethics of care as a moral theory
116. 6.3.3. Joan Tronto’s ethics of care

117. 6.4. THE ETHICS OF CARE AND HEALTHCARE INSTITUTIONS
119. 6.5. ETHICS OF CARE AND COMMUNICATION

121. 6.6. ETHICS OF CARE AND TRANSPLANT RESEARCH

122. 6.7. CONCLUSIONS ON THE ETHICS OF CARE

124. 6.8. LITERATURE REVIEW — SUMMARY AND CONCLUSION

CHAPTER 7 - METHODOLOGY

127.
127.
128.
129.
130.
131.

131.
132.
132.
133.
135.
139.
140.

7.1. INTRODUCTION

7.2. AIMS AND OBJECTIVES

7.3. RESEARCH DESIGN

7.3.1. Why choose qualitative research?
7.3.2. Principles of qualitative research

7.4. DATA COLLECTION TECHNIQUES — IN-DEPTH INTERVIEWS AND FOCUS
GROUPS.

7.4.1. In-depth interviews

7.4.2. Focus groups

7.4.3. Appraisal of other potential data collection techniques
7.5. THE STUDY CONTEXT

7.5.1. Choosing sites

7.6. PILOT STUDIES

7.7. SAMPLING STRATEGIES



143.
147.
148.
150.
156.
156.
156.
157.
158.
160.
160.
162.
162.
163.
163.
164.

167.
170.

xiii

7.8. PARTICIPANT RECRUITMENT
7.9. INTERVIEW SETTINGS
7.10. INTERVIEW GUIDELINES
7.11. INTERACTION FORMATS
7.12. ETHICAL CONSIDERATIONS
7.12.1. Research approval
7.12.2. Confidentiality
7.12.3. Informed consent
7.12.4. Ethical issues unique to research participant groups
7.13. DATA
7.13.1. Data treatment
7.13.2. Reliability of transcription
7.13.3. Data saturation
7.14. THE DATA ANALYSIS PROCESS
7.14.1. Theoretical background
7.14.2. Data analysis - Braun and Clarke’s (2006) thematic analysis
7.14.2.1. Familiarising myself with the data
7.14.2.2. Generating initial codes
7.14.2.3. Searching for themes
7.14.2.4. Reviewing themes
7.14.2.5. Defining and naming themes
7.15. ENSURING RIGOUR
7.16. SUMMARY AND CONCLUSION

CHAPTER 8 — RESULTS: THE GAUTENG TRANSPLANT CONTEXT

171.
172.
176.

182.
185.
187.
189.
190.

8.1. RESULTS SECTION STRUCTURE
8.2. INTRODUCTION

8.3. CULTURAL AND RELIGIOUS CONTEXT - PERSONAL BELIEFS AND
PRACTICES

8.4. SUSPICIONS ABOUT BIOMEDICINE

8.5. TRANSPLANT KNOWLEDGE AND THE MEDIA

8.5.1. The media, organ sales and trafficking

8.6. RESOURCES AND DISTRIBUTIVE JUSTICE

8.6.1. Inequalities between the state and private sectors

8.6.1.1. Access to transplant for state and private patients



194.

197.

200.

202.

Xiv

8.6.1.2. Systemic human resource constraints across sectors
8.6.2. Remuneration in the private sector as a possible perverse incentive

8.6.2.1. Financial incentives preventing the referral of potential
recipients in the private sector

8.6.2.2. Financial incentives preventing the referral of potential
donors in the private sector

8.6.3. Altruism and possible coercive factors in living donor — recipient
relationships

8.6.4. The influence of socio-economic factors on access to transplant and
adherence post-transplant

8.7. SUMMARY AND CONCLUSION

CHAPTER 9 — RESULTS: THE DECISION — GRIEF, EXPECTATIONS AND UNCERTAINTY

204.
206.
210.
212,
214,

218.
220.
220.
220.

226.

226.
228.

230.

232.
232.

9.1. INTRODUCTION

9.2. THE ROLE OF LANGUAGE

9.3. POTENTIAL RECIPIENTS AND WAITING FOR AN ORGAN

9.3.1. The Ministerial Advisory Committee (MAC): infuriating, yet essential

9.3.2. Communicating with frustrated potential recipients and their family
members

9.3.3. Presenting for a transplant
9.4. CONCLUSION
9.5. THE CADAVER DONATION DECISION
9.5.1. Referring potential cadaver donors
9.5.1.1. Personal beliefs of staff in referring units

9.5.1.2. Discomfort discussing poor prognoses and donation with
families

9.5.1.3. Referral of potential cadaver donors — giving the family a
choice

9.6. MAKING A DONATION DECISION — CONSIDERATIONS FOR A POTENTIAL
DONOR FAMILY

9.6.1. Communicating with grief-stricken individuals

9.6.2. The influence of family structure and gender in shared decision-
making

9.6.3. Communicating with a donor family at the bedside — perceptions of
professional communication

9.7. CONCLUSION
9.8. RECIPIENT FOLLOW-UP AND SUPPORT



XV

232. 9.8.1. The extent and detail of recipient follow-up
9.8.1.1. Continued contact and establishing a relationship of trust
9.8.1.2. An opportunity to offer support if necessary
236. 9.8.2. Communication and the recipient support system
238. 9.9. CONCLUSION
238. 9.10. WHERE DO ALL THE DONORS GO? FOLLOW-UP OF DONOR FAMILIES
239. 9.10.1. Donor family stories and expectations for follow-up after donation
9.10.1.1. Donor family 1
9.10.1.2. Donor family 2
244. 9.10.2. Comparing and contrasting stories
9.10.2.1. Thanks for the donation is very important, and it helps the
family psychologically
9.10.2.2. Knowing how many lives were saved and how the
recipients are coping is important for the donor family
9.10.2.3. Knowing what organs were used is important for the
donor family
245. 9.10.3. Healthcare professional interactions and donor family follow-up
246. 9.11. CONCLUSION
247. 9.12. SUMMARY AND CONCLUSION
CHAPTER 10 — RESULTS INTERPROFESSIONAL COMMUNICATION AND
TRANSPLANT
249. 10.1. INTRODUCTION
251. 10.2. THE TRANSPLANT HIERARCHY
256. 10.3. “TRANSPLANTATION IS A TEAM SPORT, THERE’S JUST NO TWO WAYS
ABOUT IT” — PERCEPTIONS OF TEAMWORK AND TRANSPLANT IN GAUTENG.
258. 10.3.1. Core team efficacy and interaction
259. 10.3.2. Multi-team efficacy and interaction
260. 10.4. AGGRESSION IN TRANSPLANT
260. 10.4.1. Aggression and the transplant hierarchy
10.4.1.1. Aggression amongst medical staff
10.4.1.2. Aggression amongst transplant coordinators
263. 10.4.2. Aggressive behaviour, time constraints and organ harvesting
267. 10.4.3. Coping with aggressive behaviour — being “nice” and “calm”
269. 10.5. FEELINGS OF DISCOMFORT AND UNWILLINGNESS TO BE INVOLVED IN

HARVESTING



XVi

271. 10.6. CONTINUITY OF CARE

272. 10.6.1. Interprofessional and trans-institutional continuity of care when
communicating about patients

276. 10.6.2. Perceptions of poor continuity of care and coordinator
communication

10.6.2.1. Coordinator communication and facilitating the transplant
process in a timely fashion

10.6.2.2. Failings in coordinator communication can influence
potential recipient outcomes

281. 10.7. INTERPROFESSIONAL COMMUNICATION AND MANAGEMENT
DECISIONS IN TRANSPLANT

281. 10.7.1. Ward Rounds

282. 10.7.2. One-on-one communication

284. 10.8. SUMMARY AND CONCLUSION

CHAPTER 11 — DISCUSSION

286. 11.1. INTRODUCTION

288. 11.2. SUMMARY OF MAIN FINDINGS
291. 11.3. THE TRANSPLANT CONTEXT

391. 11.3.1. Suspicions about biomedicine, sensational media reporting and
personal beliefs about transplant in Gauteng

392. 11.3.2. Context, knowledge of transplant and personal beliefs

295. 11.3.3. Access to, and availability of, transplant services and suspicions
about biomedicine

296. 11.3.4. Context conclusion
297. 11.4. COMMUNICATION
297. 11.4.1. Transplant professional — patient communication
299. 11.4.2. Uncertainty management and communication
301. 11.5. INTERPROFESSIONAL COMMUNICATION
301. 11.5.1. The healthcare hierarchy
11.5.1.1. Transplant coordinators in the hierarchy
11.5.1.2. Professional autonomy within the hierarchy
305. 11.5.2. Teamwork and interprofessional interaction
11.5.2.1. Core-team interaction
11.5.2.2. Multi-team interaction
307. 11.6. ETHICS
307. 11.6.1. Distributive justice



309.

312.

318.
320.
320.

326.
327.
329.

331.

11.6.1.1. Healthcare and transplant resources
11.6.1.2. Donor organs
11.6.2. Autonomy, informed consent and family decision-making
11.6.2.1. Autonomy and informed consent
11.6.2.2. Family decision-making
11.6.3. Best interests of the patient
11.6.3.1. Best interests, continuity of care and moral distress
11.6.3.2. Best interests and dislike of organ harvesting
11.6.3.3. Best interests and organ harvesting in theatre
11.7. Barriers to and facilitators of transplant in Gauteng
11.8. IMPLICATIONS FOR THEORY — THE ETHICS OF CARE
11.8.1. Caring institutions — power, particularity and purpose
11.8.1.1. Power in Gauteng transplant
11.8.1.2. Particularity in Gauteng transplant
11.8.1.3. Purpose in Gauteng transplant
11.8.2. The ethics of care and considerations of resources
11.8.3. Is Gauteng transplant a caring institution?

11.8.4. Extending Tronto’s concept of caring institutions to account for
transplant in Gauteng

11.9. SUMMARY AND CONCLUSION

CHAPTER 12: CONCLUSIONS AND RECOMMENDATIONS

332.
332.
332.

333.
334.
334.
336.
336.
336.
336.

337.

12.1. INTRODUCTION
12.2. RECOMMENDATIONS FOR PRACTICE

12.2.1. Addressing aggressive behaviour and moral distress during the
surgical phases

12.2.2. Addressing continuity of care factors

12.2.3. Addressing demanding and difficult potential recipients

12.2.4. Addressing organ donation terminology

12.2.5. Addressing communications with donor families post-transplant
12.2.6. Addressing public awareness

12.3. RECOMMENDATIONS FOR POLICY

XVii

12.3.1. Ministerial Advisory Committee (MAC) commitment to review cases

in a certain time frame

12.3.2. Weak express consent required response for potential cadaver
donors



339.
340.
341.
342.
344.
381.

12.4. RECOMMENDATIONS FOR FUTURE RESEARCH
12.5. RESEARCH DESIGN AND METHODOLOGY
12.5.1. Study limitations

12.6. FINAL REFLECTIONS

REFERENCE LIST

APPENDICES

XViii



XiX

List of Appendices

385.

386.

388.

389.

390.

391.

392.

393.

394.

395.

396.

397.

398.

399.

400.

401.

APPENDIX 1: RATIONALE FOR TABLE T2.1 — ORGAN TRANSPLANTS FROM
DECEASED DONORS BY COUNTRY

APPENDIX 2: GAUTENG PROTOCOL FOR CADAVER DONOR PROCUREMENT
PROCESS

APPENDIX 3: INTERVIEW GUIDELINES FOR TRANSPLANT PROFESSIONALS

APPENDIX 4 — QUESTION GUIDE FOR TRANSPLANT COORDINATOR FOCUS
GROUPS

APPENDIX 5: INTERVIEW GUIDE WITH CADAVER DONOR FAMILIES
APPENDIX 6: QUESTION GUIDE FOR LIVING DONOR FOCUS GROUPS
APPENDIX 7 — TRANSPLANT PROFESSIONAL STUDY INFORMATION SHEET

APPENDIX 8: TRANSPLANT COORDINATOR FOCUS GROUP INFORMATION
SHEET

APPENDIX 9: CADAVER DONOR FAMILY STUDY INFORMATION SHEET
APPENDIX 10: INTERVIEW CONSENT FORM FOR DONOR FAMILIES

APPENDIX 11: CONSENT FORM FOR AUDIO RECORDING (ALL
PARTICIPANTS)

APPENDIX 12 — CONTACT SHEET FOR DONOR FAMILIES AND LIVING
DONORS

APPENDIX 13: LIVING DONOR STUDY INFORMATION SHEET
APPENDIX 14: FOCUS GROUP CONSENT FORM FOR LIVING DONORS

APPENDIX 15 — WITS HREC(MEDICAL) CLEARANCE FOR PHASE 1 -
TRANSPLANT PROFESSIONALS INTERVIEWS AND COORDINATOR FOCUS
GROUPS

APPENDIX 16 — WITS HREC(MEDICAL) CLEARANCE FOR PHASE 2 — CADAVER
DONOR FAMILY INTERVIEWS AND LIVING DONOR FOCUS GROUPS



402.

403.

APPENDIX 17: INFORMED CONSENT FORM FOR TRANSPLANT
PROFESSIONAL INTERVIEWS

APPENDIX 18 — INFORMED CONSENT FORM FOR TRANSPLANT
COORDINATOR FOCUS GROUPS

XX



XXi

LIST OF TABLES AND FIGURES

8.

12.

12.

16.

18.

27.

37.

37.

38.

40.

54.

62.

92.

94.

106.

Figure F1.1 - The nine provinces of South Africa (Map from South Africa Info,

2012)

Table T1.2 - Disparities between the state healthcare sector and the private

healthcare sector in South Africa (Hassim et al., 2007, p.165)

Figure F1.3 - Healthcare expenditure per capita in South Africa’s public and

private sectors. 1996 — 2006 (Coovadia et al., 2009, p.828).
Figure F1.4 — Transplant interactions

Figure F1.5 - Overview of the literature review

Table T2.1 — Organ transplants from deceased donors by country

Table T2.2 — Population data by ethnic group (Davids, Marais & Jacobs,
2012, p.11)

Table T 2.3 — Treatment Centres for dialysis and transplantation in South

Africa (Davids, Marais & Jacobs, 2012, p.11)

Figure F2.4 - Prevalence of RRT (per million population) by ethnicity
(Davids, Marais & Jacobs, 2012, p.16)

Table T2.5 - South African studies on attitudes and knowledge about organ

donation

Figure F3.1 — The four A’s of moral distress (AACN, 2004, p.2)

Figure F4.1 —The transplant process

Figure F5.1 — Achieving an uncertainty balance in patient communication

Table T5.2 - Three categories of uncertainty in the transplant process for

transplant recipients (Martin et al., 2010)

Table T5.3 - A summary of health communication and its influence on

ethical health practice



113.

115.

116.

117.

120.

123.

136.

141.

144.

146.

147.

165.

174.

175.

205.

211.

248.

250.

251.

257.

261.

XXii
Table T6.1 - Kohlberg’s levels of moral development (Kohlberg & Hersh,
1977, pp.54-55)
Figure F6.2 — Five characteristics of the ethics of care (Held, 2006, p.10-13)
Table T6.3 — Tronto’s four levels of care (Tronto, 1993, p.105-108)
Table T6.4 - Tronto’s five aspects of ‘good’ caring (Tronto, 1993, p.108-110)

Table T6.5 — Care as a standard - seven signs that institutions are not caring

well (based on Tronto, 2010, pp.163-166)

Figure F6.6 - The ethics of care in a transplant context

Figure F7.1 — Research design — participants and sampling

Figure F7.2 - Typical sampling from a renal transplant unit — example

Table T7.3 - Characteristics of transplant professionals who were

interviewed in this study

Table T7.4 - Family interviews

Table T7.5 - Living donor focus group participants

Figure F7.6 — The analysis process

Figure F8.1 - The Gauteng transplant context

Figure F8.2 - Model for the Gauteng transplant context

Figure F9.1 - The decision — grief, expectations and uncertainty
Figure F9.2 - The decision — grief, expectations and uncertainty

Figure F9.3 — Contrasting donor family and recipient uncertainty in the

transplant process

Figure F10.1 — Interprofessional communication
Figure F10.2 - The transplant hierarchy

Figure F10.3 - Teamwork in transplant

Figure F10.4 - Aggression and the transplant hierarchy



273.

278.

287.

317.

319.

XXiii
Figure F10.5 - Interprofessional and trans-institutional continuity of care

when communicating about patients

Figure F10.6 - Perceptions of poor continuity of care and coordinator

communication

Figure F11.1 - Multilevel factors influencing communication and level of

ethical practice in Gauteng transplant
Figure F11.2 - Aggressive behaviour, time constraints and organ harvesting

Table T11.3 - Facilitators of and barriers to transplant in Gauteng



XXiv

Glossary of Terms and Acronyms

KEY TERMS

Allied professionals — Health and transplant professionals including nurses,
physical and psychological support professionals and technical assistants

Biomedicine — Allopathic, evidence-based health care.
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involves both coordination of transplant professionals and a number of aspects of
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involved in transplant, either as a member of staff in a transplant unit, or as an
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CHAPTER 1

Introduction

In this thesis | will argue that the context in which organ transplant takes place in
Gauteng is complex and multifaceted. | will go on to demonstrate that transplant
communication is influenced by this context, and varies depending upon roles and
the different phases of transplant. | will show that there are ethical issues at three
levels of transplant which influence care, perceptions, and outcomes. | will argue
that care is sometimes compromised despite access to first-world medical
expertise, and to relatively well established systems and protocols in Gauteng. |
will do this is by taking a unique look at transplant, communication and ethics using

a qualitative approach, which has not been done before in South Africa.

1.1. OVERVIEW

Transplantation is internationally accepted as the gold standard for patients with
end-stage organ failure. Organ transplant occurs worldwide across different
contexts and within different frameworks. However, transplant practice is almost
universally hindered by the supply of organs failing to meet the demand." Because
transplant takes place at the boundary between life and death, with its attendant
grief and desperation, this undersupply of organs has a number of far-reaching
implications which compound transplant complexities. Given the nature of
transplant it is a field which lends itself to research which spans countries and

embraces a number of different disciplines.

This chapter aims to introduce my research project and provide some context
relevant to the research setting. It begins with an overview of the research and an
explanation of my motives in undertaking the study. It continues with a brief
sketch of South Africa, which shapes the context for this study, and the Gauteng

province in particular, concentrating on aspects which are relevant to this research.

'The only place where the supply of organs meets demand appears to be Iran, which has a paid
living kidney donor programme; here the waiting time for a kidney is less than two weeks
(Pourmand, 2008).



The South African healthcare system is then covered in more depth in order to give
the reader a sense of some of the complexities which shaped the project. The
chapter will then address health communication, the discipline within which my
research is grounded and an exploration of which is vital for developing the
argument of this thesis. Finally, the structure of this dissertation and choices of

writing style are detailed.

As a developing country, the challenges which shape transplant in South Africa are
different from those found in wealthier first-world settings. Transplant
programmes in South Africa are significantly smaller than their first-world
counterparts, yet South Africa carries a burden of disease which lends itself to
transplant. Transplant may be indicated for end-stage organ failure resulting from
hypertension, diabetes and cardiovascular disease, the incidences of which are all
high in South Africa (Myers, 2015). In common with international experience, the
number of individuals awaiting a transplant in South Africa significantly outstrips
the supply of organs. Transplant in South Africa is further complicated by
disparities in access to healthcare which are a function of the structure of the

healthcare system and the country’s political history.

This is the first qualitative transplant communication study of its kind in Gauteng
province. As there was little previous literature on transplant communication in
this setting the study was seen as explorative. It was decided to cast a wide net in
research sampling and to obtain a diverse study population, where a number of
viewpoints were represented. As such, this research only starts to outline and
explain transplant communication in Gauteng. It is not definitive and it is not all-
inclusive. It has nevertheless yielded potentially useful results and identified a

number of research areas which may benefit from further investigation.

1.2. WHY I DID THIS STUDY

| undertook this study because through my work in bioethics | became acutely
aware that communication and ethics both appeared to pose challenges for

transplant practice, and | had conducted my own transplant research studies which



enhanced my belief that this was a subject the investigation of which was long

overdue.

| first became interested in organ transplant when studying bioethics and health
law at the University of the Witwatersrand Faculty of Health Science. Here |
noticed that potential donors were not always referred into the transplant system.
Although there was substantial literature suggesting that religious and cultural
beliefs may prevent referrals, | was surprised that the communication essential in
the referral process — such as picking up the phone or going to see a transplant
coordinator — was not considered more critically. My interest in transplant was
further piqued in interactions with a number of individuals who highlighted the
ethical issues inherent in transplant practice in South Africa. However, many of
these individuals also seemed at a loss to explain how and why organ donations

appeared to be on the decline.

As | started reading transplant literature, it became apparent that the issue of
communication in transplant in Gauteng had not been researched to any
substantial extent. Furthermore, international studies suggested that effective
communication was essential to successful transplant programmes. A large body
of South African health communication research also suggested that
communication was vital for ethical healthcare practice, though this literature had
not been extended to organ transplantation. | decided to pursue this study, based
on the need to fill this gap in academic literature, with the hope of highlighting
transplant communication as a phenomenon worthy of rigorous academic and

ethical inquiry.

Through the data collection and analysis process | became aware that a notion and
expectation of care — and experiences of poor care - permeated the data. The type
of care encompassed both that which health practitioners render to patients and
their families, and that where the donating of an organ to another person was seen
as an act of caring. This is exemplified in the title of this research, where a
potential recipient enquires about the whereabouts of a donor kidney, wondering

where the care he or she expects is.



Framing my research within ethical constructs could be seen as a result of my own
bias, as a bioethicist, to continually seek out and engage the ethical aspects of
healthcare. There may be a number of other theoretical frameworks within which
the findings could have been presented. However, issues of access to healthcare,
quality of care and the context within which these interactions take place are
important to many South Africans. Hence making use of a bioethical approach
seems relevant, and indeed necessary, in order to provide different perspectives

from which transplant practice may be examined.

| hoped that the outcomes of my research project would be to inform policy and

practice, and to add to the debate about the ethics of care.

1.3. SOUTH AFRICA — CONTEXTUAL BACKGROUND

This section aims to introduce South Africa and the South African health system. It

will show that South Africa is a country of inequality, and that although the system

of justice and governance in South Africa has changed, the legacy of Apartheid still

shapes access to vital services and the realisation of human rights in the country. It
will show that inequalities in South African society, which translate into inequalities
in access to health services, also influence transplant. Finally, this chapter will also

introduce health communication and give the reader a sense of the number of

individuals who interact during the transplant process.

South Africa, with a population of approximately 53.15 million people (World Bank,
2015) living across nine provinces, is a highly complex and diverse country. Data
from the 2011 National Census states that the majority of the South African
population is aged between 15 and 64, with slightly more females than males.
Individuals in South Africa represent six racial groupings, with 79.2% of the
population identifying themselves as belonging to the Black African group2
(STATSSA, 2012a). Adding to this diversity, South Africa has eleven official

languages, spoken in varying degrees throughout the country (Mesthrie, 2002).

2 Writing about race requires sensitivity and an awareness of grouping people together based on
certain observable traits or attributing certain characteristics to these groups. Given South Africa’s
history of segregation along racial lines during Apartheid, it is imperative to be cautious. For the
purposes of this dissertation | will make use of the terminology employed in the 2011 National
Census when referring to race.



This multilingual aspect of South Africa poses challenges for communication,
because very few people in this country can speak all eleven official languages, and
there is no single language which is spoken by everyone (Mesthrie, 2002).
Interestingly, the 2011 National Census did not capture the religious affiliation of
South Africans, as this was not considered a priority in terms of the Census
objectives (STATSSA, n.d.). However the 2001 National Census portrays South
Africa as a religiously diverse nation of eight distinctive religious groups with
approximately 80% of the population identifying themselves as Christian (STATSSA,
2004).

Furthermore, South Africa is a country of inequality, with a GINI coefficient
estimated between 0.65 (World Bank, 2011) and 0.70 (Hvistendahl, 2014)3 and an
acknowledged continuum from the very poor to the very wealthy. Intersections
between these inequalities further complicate the South African context. For
instance, the 2011 National Census reported average household incomes ranging
from R 60 613 to R 365 134 per annum and explicitly noted trends between wealth
and race, stating that Black African households earned the least whilst White
households earned the most (STATSSA, 2012a). Similar inequalities were found in
other sectors of South Africa, with the Census (STATSSA, 2012a) noting that 35% of
the White population over the age of 20 had benefitted from tertiary education,
compared to 9% of the Black African population. Educational discrepancies were
considered to feed into employment statistics, with approximately 65% of the Black
African working age population employed, compared to approximately 91%

employment in the White population, who also reported larger income.

1.3.1. Inequality and injustice in South Africa

Prior to 1990, South Africa was a country governed by a system of racial
segregation known as Apartheid. Apartheid legislation mandated the separation of
people based on race with the aim of creating a state founded on the notion of

white supremacy. To this end, a vast number of Black Africans were displaced,

* A GINI coefficient is one of the standard measures of inequality in a country. A GINI coefficient of
0 indicates absolute equality whereas a coefficient of 1 indicates absolute inequality (Hvistendahl,
2014).



abused, cruelly treated, separated from their families and unable to access facilities
to the same extent as White South Africans (Cameron, 2014). Black South Africans
were often denied access to secondary and tertiary education and this meant there
was a large Black African workforce who were only able to take unskilled jobs,
often in sectors such as mining and manufacturing, for minimal, inadequate
compensation. As a result of Apartheid segregation, the country inherited by
Nelson Mandela in 1994 was vastly unequal. For instance, the majority of tertiary
healthcare institutions were located in urban areas typically occupied by White
people, and therefore not easily accessible to Black African people. Hence, the
social welfare system in South Africa at the end of Apartheid was almost non-
existent, and the majority of the population was highly disadvantaged and living, in

many cases, in extreme poverty (Cameron, 2014).

The South African Constitution which was implemented after democracy, and its
accompanying justice system, advocates the realisation of basic human rights for
all, based on a concept of redistribution of wealth and the enhancement of social
systems. The Constitution acknowledges that this realisation of rights is a long-
term process, and state that the rights to access health care, education, basic
housing and other amenities should be realised in a progressive manner,

depending on the availability of resources (Western Cape Government, 2014).

South Africa is generally considered to be a politically just country. This is
evidenced by the existence of political rights, such as the freedom to vote and
freedom of speech. However, social justice is still a pressing issue. Handmaker and
Berkhout (2010) argue that ‘social justice’ is a term frequently invoked in South
African discourse, by, amongst others, political entities and social lobbying or rights
groups. It compels us to redress systemic socio-economic inequalities such as
those in healthcare (which will be explored in Section 2.5.3) by considering context,
living standards and population discrepancies as well as resource distribution. In
legislative terms, social justice is mandated through the normative human rights
enshrined in the Constitution (Western Cape Government, 2014). Michelman

(2010) argues that the South African government has failed to address these issues



and these rights have not been realised to any substantive extent, indicating

constitutional failure.

In his 2014 book Edwin Cameron traces the South African Constitution and its
implications for justice. He addresses notions such as forgiveness and
redistribution, arguing that the law in South Africa is both a help and a hindrance
when it comes to promoting a just society. Cameron (2014) argues particularly
strongly in favour of the South African Constitution and the role of the
Constitutional Court in mandating access to anti-retroviral medication. As Section
1.4.4 will show, antiretroviral provision has faced challenges in light of AIDS
denialism amongst the most prominent leaders in the country. Cameron (2014)
argues that the South African justice system, through the mandate of human rights,
grants and social welfare has provided at least a modicum of dignity to even the
poorest of people. However, he rightly notes that serious discrepancies are still
evident, that debate along racial lines is still prevalent and that South Africans do
not appear to have much faith in their democracy or justice system. Rightly,
Cameron (2014) recognises the Constitution as idealised, though he argues that it
will prove a useful beacon in time to come. Most interestingly, Cameron (2014)
notes that service delivery protests are twice as common today as they were
twenty years ago at the start of democracy. Healthcare delivery is one of the
services which has attracted its own fair share of these protests (Dhai, Etheredge,

Vorster & Veriava, 2011).

1.3.2. Gauteng Province

Figure F1 is a map showing South Africa and its nine provinces.® Geographically,
Gauteng province is the smallest, covering a landmass of approximately 1.4% of
South Africa’s total area. However, Gauteng is densely populated and is home to
the majority of South Africa’s major industries, including mining, banking,
infrastructure, development and investment. Over 33% of South African gross
domestic product emanates from Gauteng, making it the wealthiest and most

financially productive province in the country (South Africa Info, 2012).

* Eastern Cape, Free State, Gauteng, KwaZulu-Natal, Limpopo, Mpumalanga, North West, Northern
Cape and Western Cape.



Gauteng province has a population of 12.28 million people and of the eleven
official languages IsiZulu is spoken by 19.8% of the population, followed by English
(13.3%), Afrikaans (12%) and Sesotho (11.6%). According to the 2011 National
Census, educational disparities in Gauteng have improved over the past 19 years,
with 34.7% of the adult population holding a matric certificate — a rise from 22.8%
in 1996 (STATSSA, 2012b). Housing in Gauteng has also improved, with the
overwhelming majority living in formal dwellings with piped water and electricity
(STATSSA, 2012b). However, the unemployment rate in Gauteng Province remains
high at 26.3%.

Figure F1.1 — The nine provinces of South Africa (Map from South Africa Info,

2012)

This map depicts the nine provinces of South Africa. Gauteng province is indicated
by a solid black circle. It is the smallest of the nine provinces, yet it is considered
the financial capital of the country.

GAUTENG




1.4. THE SOUTH AFRICAN HEALTH SYSTEM

1.4.1. Overview

The inherent inequalities and discrepancies which permeate South Africa
undoubtedly influence the South African healthcare system. The Bill of Rights of
the South African Constitution mandates that all residents have the right to access
healthcare services, and that the South African government is obliged to facilitate
such access (Hassim, Heywood & Burger, 2007). However, South African academic
literature exploring this topic appears unanimous in agreeing that the two-tier
healthcare system is fragmented and permeated by extreme inequalities (Mclntyre,
Gilson, Wadee, Thiede, & Okarafor, 2006; Price, 1998). These are often related to
post-Apartheid economic policies which favoured a maxim of economic growth

over redistribution (Coovadia, Jewkes, Barron, Sanders & Mclintyre, 2009).

Baldwin-Ragavan, de Gruchy and London (1999) argue that many of the challenges
and injustices facing the health system today result from Apartheid policies which
play out within different socio-economic contexts. With the end of Apartheid, they
note, not only came the laudable South African Constitution, but also a policy of
economic growth which did not recognise redistribution as a major priority.
Rather, those who were already wealthy at the end of Apartheid — generally White
South Africans — benefitted from investment and infrastructure opportunities and
became wealthier. Those who were impoverished were not able to access the
market. This policy permeated healthcare and the expansionist mandate led to
market-driven fee-for-service health provision and the phenomenal growth of the

private sector (Mayosi & Benetar, 2014).

Thus, in spite of health policies which are geared towards universal coverage and
equality in the provision of health services, there are still vast discrepancies in
access for different areas of the population. For instance, the Apartheid legacy of
tertiary medicine primarily for White people has led to the location of most tertiary
and specialised health services in major metropolitan areas (Hassim, Heywood &
Burger, 2007). Given significant resource constraints, the government has not been

able to deliver such services outside these areas, nor has it been able to increase
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these services in the major metropolitan areas on a welfare based system. Hence,
the healthcare needs of many of the population —those who were most affected by

Apartheid — remain unmet (Dhai, 2012).

In his work on access to antiretroviral treatment and HIV in South Africa, Steinberg
(2008) furthers the argument about inequality in access to healthcare facilities. He
documents the progress of a Médecins Sans Frontiéres (MSF) programme to roll
out antiretroviral therapy which was deemed reasonably successful in the
Khayelitsha Township based in Cape Town. However, it was pointed out that Cape
Town is relatively well resourced, and the MSF was encouraged to attempt a similar
rollout in a rural area where little health infrastructure was available. When
infrastructure was available in these settings, posts were unstaffed and drug

delivery took many months.

Dhai (2012) in an editorial for the South African Journal of Bioethics and Law argues
particularly strongly that the South African health system is highly unjust - that the
right to access health care has not been realised, that wasteful expenditure has
been rife and that health service delivery is unacceptable. The following quote

aptly illustrates Dhai’s (2012, p.2) point:

No doubt the state has the resources to provide better services, but our
democracy fails to do so because it is plagued with inefficiencies,
incompetent management, corruption and lack of accountability. And sadly

it is the indigent, and black groups in the main, that are victims once more.

1.4.2. The two-tier system of South African healthcare

The private sector in South Africa provides healthcare services at a fee. However,
this fee is not necessarily market-related, and there have been allegations of
collusion and price-fixing in private healthcare. The private sector is generally
characterised by well-resourced hospitals concentrated in metropolitan areas
(Hassim et al., 2007). Access to private medicine depends on the ability to pay.
This in turn depends on factors such as financial status and, given that many
companies provide access to medical schemes for their employees, on

employment. The private sector serves only a fraction of the population, and
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enjoys the majority of medical spending, as indicated in Table T1.2 and Figure F1.3.
Although there have been attempts to consolidate private healthcare, this is still
viewed as unnecessarily expensive due to uncompetitive business practices such as

benefits-based pricing (Mclntyre et al., 2008).

The state sector provides healthcare through public funding mechanisms and those
who cannot afford private medical cover are obliged to seek government funded
care (Hassim et al., 2007). Policies directing healthcare provision in the state sector
determine the packages of healthcare services available to state patients. South
African healthcare policy is based on the utilitarian premise that individuals will
benefit most from reasonably priced primary and preventative care that can be
rolled out on a population level (Kautzkyi & Tollman, 2008; Peterson, 2000). This
often comes at the expense of those individuals who require more costly

interventions such as dialysis (Etheredge & Paget, 2014).

Both health sectors in South Africa are criticised for systemic failings. Mcintyre,
Goudge, Harris, Nxumalo and Nkosi (2009) reported dissatisfaction with healthcare
services. In the private sector, respondents criticised the quality of care provided,
felt that unnecessary interventions were undertaken in order to make money and
that private medical schemes were too expensive. In the state sector, respondents
expressed dissatisfaction with the quality of health professional-patient
communication, cleanliness of facilities and the availability of drugs (Mclntyre et
al., 2009). | was involved in a 2011 quantitative research study which reported on
the views of 600 participants towards strike action in the South African state
sector. A surprising finding of this study was the perception of poor conditions in
state hospitals. Participants who had experienced state healthcare felt that this
was inadequate and were particularly critical of the quality of care provided by
nurses (Dhai et al., 2011). Clearly, expectations of quality healthcare, the promise
of which forms the cornerstone of South Africa’s health system and legislation,

have not been met (National Health Act No. 61 of 2003).
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Table T1.2: Disparities between the state healthcare sector and the private

healthcare sector in South Africa (Hassim et al., 2007, p.165)

This table illustrates financial discrepancies between the state and private
healthcare sectors in South Africa in 2007. Of interest is the annual expenditure in
the private sector which is much greater than that in the public sector. Yet only
about 10% of the population benefit from this expenditure. Also of note is the
difference in per capita annual expenditure.

Total annual | % total Number Annual per Monthly per
expenditure | national of people | capita capita
expenditure | covered expenditure | expenditure
on health
Public 33.2 bn 39% 379 m R 875.98 R 72.99
sector
Private 43 bn 60% 39m R 6,231.88 R 519.32
Sector

Figure F1.3: Healthcare expenditure per capita in South Africa’s public and private
sectors. 1996 — 2006 (Coovadia et al., 2009, p.828).

The figure below depicts annual per capita expenditure in the South African state
and private sectors over ten years from 1996 — 2006. The figures have been
adjusted for inflation and are expressed in prices at the year 2000. The figure
shows growth in private medical expenditure as compared to state expenditure. It
is evident that private healthcare expenditure has been increasing, whilst state
expenditure has remained relatively static, and much lower than private spending.
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1.4.3. Remedying health inequalities - National Health Insurance
(NHI)

In an attempt to remedy some inequalities in the South African healthcare system a

National Health Insurance scheme is being piloted by the government. Ataguba
and Akazili (2010) provide an overview, arguing that details of the exact policy are
still vague, though there have been some indications as to the structure of the
system. The NHI will aim to provide quality healthcare for all South African
residents, primarily funded through general taxation such as VAT and excise duties.
Furthermore, those in formal employment will be required to pay a regular levy,
structured progressively to account for income level. These funds will be pooled
and then drawn upon to supply healthcare interventions countrywide. As yet,
these interventions have not been precisely outlined, however it is noted that
primary, secondary, tertiary and quaternary services should be provided (National

Department of Health, 2011; Matsoso & Fryatt, 2013).

The majority of South African academic literature seems cautious about the NHI,
emphasising that careful consideration of several factors is required in
implementing the scheme (Mclintyre et al., 2008; Mcintyre et al., 2009; Weimann &
Stuttaford, 2014). Opponents of the NHI argue that the financial mechanism
dictating it is unrealistic, that there is substantial scope for corruption, that it would
be more appropriate to improve the current public healthcare system and that
inequalities will be further permeated, whilst the benefits will be minimal

(Bateman, 2009; Ncayiyana, 2009; Van der Heever, 2010).

1.4.4. Some public perceptions of the South African biomedical

healthcare system

With the disparities in access and inequalities discussed above, it is apt to now
discuss people’s perceptions of the South African health system. In her 1991 book
Curing Their llls: Colonial Power and African lliness, Megan Vaughn traces the
colonial construction of identity in biomedicine, arguing that the objectification of
individuals according to racial grouping led to asymmetrical power relationships

which facilitated abusive medical practices and may have perpetuated distrust in
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biomedicine as a construct of colonialism. The previous sections have clearly
demonstrated that healthcare services in South Africa still bear some resemblance
to colonial paradigms, with disparities in access between racial groups. Thus, it is

unsurprising that biomedicine is still viewed with suspicion in Africa.

Perhaps the most recent example of this distrust can be found in responses to the
Ebola outbreak of 2014. Academic literature suggests that perceptions of poor
healthcare in Ebola settings, including the failure to respect the dignity and life-
world of those in affected areas, has perpetuated suspicions of biomedicine
(Boozary, Farmer & Jha, 2014) and that decades of conflict in the affected African
countries has led to a suspicion of authority figures such as health professionals

(Fauci, 2014).

Two other aspects of biomedicine which may propagate this distrust, and have
been more substantially explored in academic literature, are the HIV and AIDS
epidemics (Dickinson, 2013; Liverpool et al., 2004) and clinical trials (Kempf, 1996;
Kingori, Muchimba, Sikateyo, Amadi & Kelly, 2010). Perceptions of poor service
delivery, inequality in access to healthcare services and adverse events appear at
the root of the situation. Furthermore, there is a historical legacy of ‘medical
experiments’ in South Africa. An example of this was the collaboration between
Roodeplaat Research Laboratories headed by Dr. Wouter Basson, and Delta G,
which, amongst other programmes, aimed to develop an anti-fertility vaccination
and then administer it to Black African women without their knowledge (Gould &
Folb, 2002). However, it is also argued that distrust can be perpetuated by political
leaders. A notable example of this in South Africa was seen when President Thabo
Mbeki and then-Minister of Health Manto Tshabalala-Msimang, created friction
amongst South Africa’s biomedical health system and civil society through their

systematic AIDS denialism (Campbell, 2004).

Suspicion of biomedicine may be perpetuated through media coverage of adverse
events; this will be discussed in more detail in Section 2.6.3. Some recent South
African headlines include: “Baby falls during mom’s birthing hell” (Mooki, 2014),

“Public hospitals, a mother’s worst nightmare” (Moeti, 2012) and “Corpses sold at
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Gauteng Hospital” (Bernard, 2013). Given the sensational nature of these writings

it is perhaps unsurprising that such distrust exists.

1.5. HEALTH COMMUNICATION

This thesis will demonstrate that the complex transplant context impacts on both
ethics and communication. These present different challenges at different phases
of the transplant process. However, the finding that care is compromised came

about through specifically exploring communication in transplant

In order to give context to the following discussion of communication in organ
transplant, | must first introduce the main role-players in the process. Transplant
involves a large number of individuals, patients and their families as well as a
number of health professionals. Figure F1.4 shows a basic schema of transplant
communication. Itis important that this is foregrounded here to enhance the
forthcoming chapters. Communication between medical professionals, allied
professionals and patients (potential recipients, recipients and their families,
cadaver donor families and living donors) as it relates to the transplant process
formed the foundation upon which research questions were formulated. It was by
exploring these communicative pathways that results of a varied and unexpected
nature emerged. It was by specifically examining communication that all the

results of this research emerged.

Health communication is a relatively young field which lends itself to
multidisciplinary academic inquiry because of the nature and variety of interactions
that take place in the health context (Hannawa et al., 2014). These interactions
happen across a range of settings, are relevant to a wide assortment of health
interventions and involve varying numbers of role-players. The Picker Institute

(2011, p.6-7) described health communication as follows:

Communication encompasses the exchange and sharing of information
among several key players of the healthcare team, including
communications between patients/families and providers, as well as among

providers collectively responsible for a patient’s care. Communication is a



Figure F1.4 — Transplant interactions

The figure depicts transplant interactions. It shows the coordinator at the centre of
the process as the person in charge of facilitating the transplant. The left-hand side
of the figure shows pre-transplant processes, whilst the right-hand side shows the
surgical and post-transplant processes. All these processes and the role-players
involved will be discussed in greater detail in Chapter 4.
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foundation of effective patient—provider partnerships. It is a theme constant

in any interaction a patient may have with the healthcare system.

Ruben (2014) argues that communication in the health setting is both a barrier to
and a facilitator of care. When it is appropriate, communication can transcend
cultural and language divides, resulting in understanding and establishment of
fiduciary relationships. However when communication in the health setting is

misdirected or lacking, it can negatively influence care (Ruben, 2014).

The quote from the Picker Institute illustrates that health communication is
fundamentally about the sharing of information, both among health professionals
and also with patients. Constancy of communication as an aspect of health
provision is emphasised. Because of the diverse South African context, which has
been discussed previously, health communication here involves a number of
individuals from different backgrounds, with different world-views and belief
systems and different education and literacy levels (Watermeyer & Penn, 2009).
Thus, health communication in South Africa is a process of negotiation, where skills
and strategies are continuously evolving to account for differing patient life-world’s
(Watermeyer & Penn, 2012). Furthermore, in the South African context the notion
of commercialised care — with the concept of a health ‘provider’ (Ruben, 2014) -

could shape communication in the private sector.

1.6. THESIS STRUCTURE

This thesis aims to guide the reader through my research project and is structured
in order to highlight my argument. Because my research project explored a process
(transplant) from a variety of perspectives (transplant professionals, donor families,
living donors) across a number of settings, the data set was very large, diverse, at

times contradictory and complicated.

In order to adequately make sense of my research findings, | have had to consider a
number of theories from the literature. | have chosen to present the literature
review chapters in a particular way in order to promote cogency (Figure F1.5).

However, the fact that a theory or concept is only mentioned in the final review



chapter does not mean it is less important or relevant for this research than those

which were mentioned beforehand.

The chapter reviewing health communication and health communication research,
which is critical for this thesis, is presented in the middle of the literature review.
The reason for this is that health communication in South Africa is shown to be
substantially influenced by the healthcare hierarchy. The healthcare hierarchy
forms part of an institutional structure and | felt it was essential to explain this

structure in detail before considering communication.

Figure F1.5: Overview of the literature review

Chapter 6:"Theoretical
framework and summary of
literature review
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Throughout the literature review, barriers to and facilitators of transplant in
Gauteng will be identified. The whole transplant process is considered, but
judgements about its outcomes are mainly based on its impact upon the end users
(potential and actual recipients, donors and their families). Impacts on transplant
professionals are also important because they have an effect upon the efficiency of
the transplant process and hence on the end users. For the purposes of my thesis,
a phenomenon is considered a facilitator of transplant if it appears to positively
affect the transplant process — from the referral of potential donors, through the
management of a potential recipient, to the recipient follow-up. Barriers to
transplant are identified as those aspects which appear to hinder the transplant

process, and are considered the opposite of facilitators in their consequences.

Chapter 2 considers organ transplant, first internationally and then within a South
African setting, highlighting some of the challenges which South Africa faces and
which are not as problematic in developed countries. Chapter 3 explores the
health hierarchy and the concept of moral distress, integral factors influencing
health institutions. Chapter 4 describes the transplant process. Chapter 5 considers
communication research and demonstrates the underpinnings and vital
relationship between communication and ethics in healthcare. Chapter 6 considers
literature related to the main ethical theory underpinning this research — the ethics
of care. It presents a theoretical model based on the literature review. Chapter 7

presents a detailed explanation of the research methodology.

Chapter 8 presents my results under the first main theme of context. Itisin this
chapter that I illustrate how complex the Gauteng transplant context is, and how a
number of multifaceted considerations influence the process of transplant as it is
played-out in actuality, often with implications for ethics and communication. My
data in this chapter speaks especially to the ethical issue of distributive justice and
the allocation of both health and transplant resources in Gauteng — which is a
primary ethical issue in terms of transplant context. In Chapter 9 | present my
results relating to transplant professional — patient communication and ethics,
showing that different phases in the transplant process are accompanied by ethics

and communication issues which influence perceptions of care. Factors like
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uncertainty management will be explored, in order to further highlight the varying
nature of communication at different transplant phases. The main ethical issues
which appear in this chapter are informed consent, autonomy and decision making,
which influence communication and perceptions of care, especially for cadaver
donor families. Chapter 10 will present my findings related to interprofessional
communication and ethics. There results will show how systems influence
communication and ethics, having implications for care. The data suggests that
interprofessional communication is fractured by an organisation’s structures, such
as hierarchy, and that ethically, the notion of acting in the best interests of the

patient can be lost when communication is ineffective or lacking.

Each of these chapters deals with one of the main themes identified in analysis.
Chapter 11 presents a discussion of key findings. Its overall argument is that the
ethics of care cannot be realised where organ transplant poses unresolved
challenges to communication resulting in moral distress and a fractured transplant
system. Chapter 12 considers implications for theory and literature and makes

recommendations for practice and research.

1.7. WRITING STYLE

Writing this dissertation has given me significant pause for thought. Transplantis a
complex procedure, which requires lengthy surgery and can involve the opening up
of large areas of the body, resection or removal of bones and removal of body
parts. Of utmost importance ethically is respect for the dignity and bodily integrity
of the donor, in a situation which could be considered as a sanctioned physical
assault. Respect for this right to dignity should also be foremost in the mind of an
author when writing about a process where it is (necessarily) violated to some
extent. The challenge for me was portraying an awareness of the need for
sensitivity in this thesis, versus brevity in describing a complex technical process
with sufficient detail to contextualise the research results. In light of this, | opted
for an objective and factual description of the process, but am acutely aware of the

sensitivities pervading such a discussion.
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This thesis spans a number of academic disciplines. The project is rooted in the
Health Communication Research Unit at the University of the Witwatersrand where
the Faculty uses humanities and psychology writing conventions. However, the
project also involves aspects of bioethics and philosophy where my own voice has
been important in drawing and justifying conclusions utilising philosophical
argument and this is typically presented in the first person. Hence, | have made the
decision to write this thesis in the first person because | feel it is more accessible

and better allows for expression of my overall argument.
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Chapter 2

Literature review — overview,
international and local transplant,
setting the scene

2.1. INTRODUCTION

This chapter aims to set the scene for the research which will be presented in my
thesis. The chapter will start by considering the fundamental premises of organ
procurement, and it will then consider the procurement practices of a number of
different countries. Next, the chapter will narrow its scope to consider organ
procurement and allocation in South Africa, following which a section of South
African literature relevant to this chapter will be critically discussed. This
discussion will compare South African research findings to those from other
countries, and it will attempt to show that some of the most commonly invoked
barriers towards organ donation in South Africa have been overcome on an
international level. The chapter argues that whilst these barriers are highly
relevant, the fact that they can be overcome suggests that research should focus
on the situation ‘on the ground’ (ie as transplant currently takes place in hospitals

and transplant centres in South Africa), which is what my thesis proposes to do.

2.2. ORGAN TRANSPLANT

At present, there are two sources of human organs for transplantation - cadaveric
donors and living donors (Truog, 2005). Each type of donor presents its own
challenges, however the essential argument in organ transplant is that a donor
organ is a scarce resource. Like other scarce resources, ethical debate arises
primarily around the ways in which they can be procured and how they should be
distributed. Unique about organ donation ethics, and what distinguishes it from
the distribution of other scarce resources such as crude oil or platinum, is that at
present an organ can only be obtained from another human being. It requires

either a death (cadaver donation) or that a living person undergo a potentially risky



23

surgical procedure. This complicates ethical argument by introducing human
factors such as grief, greed, desperation, expectation and uncertainty, all of which

are pivotal to this research and will be explored in my thesis.

2.2.1. Organ procurement

Traditionally the premise of altruistic organ donation has a strong base in
transplant literature and history. The notion of altruism in ‘giving’ another the ‘gift
of life” without any expectation of reward or compensation is regularly evoked
(Caplan & Virnig, 1990; Titmuss, 1971). Although altruism in organ donation is
laudable, a parallel body of transplant literature recognises other aspects of human
nature such as greed, desperation and power and the role these play in decisions to
give organs (Barnett, Blair & Kaserman, 1992; Biller-Andorno, 2002; Schweda &
Schicktanz, 2009; Siminoff & Leonard, 1999).

Over the last fifteen years notions of incentivising cadaver organ donation have
become more dominant in academic literature as the international supply of
organs struggles to meet the demand for them (Arnold et al., 2002; Board, 2002;
Chouhan & Draper, 2003; Gill et al., 2014). Incentivising organ donation may more

realistically take account of the factors of human nature that influence it.

However, the transplant community is polarised when it comes to paying
individuals who give an organ. Delmonico et al. (2015) argue that organ donation
should be financially neutral. They posit that paying an individual for an organ may
either leave a person better off or worse off in the long run. In order to avoid this,
and still to encourage people to become donors, it is suggested that conventional
barriers to donation be compensated. For instance, loss of income and lodging
expenses during a transplant work-up for living donors could be refunded, as could

funeral expenses for the families of cadaver donors (Delmonico et al., 2015).

2.2.1.1. Cadaver organ procurement: opt-in vs opt-out

A number of strategies to procure organs are considered in academic literature.
Essentially, these run according to two systems, explicit consent or presumed
consent (Gevers, Janssen & Friele, 2004). Within both explicit and presumed

consent strategies, opt-in and opt-out are the most popular paradigms, and they
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are used internationally. There are a number of other procurement policies® which
have been suggested, however only opt-in and opt-out will be dealt with here as

these are the most relevant to my research.

2.2.1.2. Opt-in procurement systems

The primary requirement of an opt-in system is that an individual has recorded an
express wish during his lifetime to become an organ donor. The way in which this
preference is stated depends on the legal procurement system of the country in
guestion (Gevers et al., 2004). Some of these are explored in the following
sections. However, Gevers et al. (2004) argue that the notion of opting-in is not so
simple in practice, with transplant legislation often mandating the involvement of
family members who can consent on behalf of a deceased person. This deference
to the family when it comes to donating organs of a loved one is known as weak
express consent. A strong form of express consent would consider only the
previously stated wishes of the potential donor and pay no heed to the wishes of
the donor’s family. A weak express consent considers the preferences of the
potential donor’s family in balance with those of the donor (Rens, 2008). South
Africa makes use of the opt-in system based on weak express consent, considered

in more detail in Section 2.5.1.

2.2.1.3. Opt-out procurement systems

Sometimes all individuals in a country are presumed to be organ donors unless they
have explicitly stated otherwise. This type of presumed consent is generally
termed an opt-out approach to organ procurement. There are various ways to opt-
out. One can lodge an objection to organ donation on a central, computerised
registry or one can verbally lodge the objection before a designated civil servant.
There is also sometimes the option of objecting on one’s driver’s licence (Rens,

2008).

> Giles (2005) advocates a system of reciprocal altruism where those who make an explicit,
‘altruistic’ commitment to donate their own organs at time of death ought to receive priority should
they require a transplant during their lifetime. Chouhan and Draper (2003) favour a more regulated
system of mandated choice. This policy would legally require every individual residing in a country
to actively make a decision about organ donation and its respective components (i.e. which organs
to donate). They argue that this system could be induced through political incentives like
withholding tax refunds until a decision has been made.
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2.2.2. Living organ procurement

There are three main categories of living organ donation. The first is directed
donation to a family member, the second is directed donation to a non-related but
known individual and the third is directed donation to a stranger, where the organ
is given to a specified individual who is not personally known to the donor® (Truog,
2005). Living individuals are limited in what organs they are able to donate - a
kidney, a lobe of liver, a lobe of lung or a segment of pancreas to another person7,
but not a vital organ such as a heart (Donate Life America, 2015). In South Africa,

only living donor kidney and liver lobe transplants take place.

2.2.2.1. Altruism in living organ donation

All of these living donations are premised on altruism, however Truog (2005)
argues that, in reality, directed donation to a family member or friend can be
complicated by an environment of coercion, in which a compatible individual feels
pressurised to undertake an action which they would not have otherwise
considered. Furthermore, Fellner and Schwartz (1971) noted that medical
professionals were suspicious of altruistic motives in living organ donation. In
related donation coercive familial factors were thought to prevail and in non-

related donation there was the suspicion of financial incentives.

Erin and Harris (2003) and Friedman and Friedman (2006) are proponents of
financial incentives and compensation, going so far as to advocate a ‘market for
organs’. They suggest a highly regulated procurement service which will pay

donors for their organs and either sell these on to willing recipients — placing the

¢ Purely altruistic living donation to an unknown person is also possible, though thought to be rare
(Troug, 2005)

’ Practically, recipient outcomes with living kidney transplantation appear to be good (Gjertson &
Cecka, 2000). Furthermore, the risk of living kidney donor morbidity and mortality is minimal and
thus living kidney donation has become routine procedure internationally (Segev et al., 2010).
Recipient outcomes with living liver transplant are also encouraging, however morbidity and
mortality factors like small-for-size syndrome means that paediatric recipients experience better
graft survival than adult recipients (Kiuchi, 2003; Renz & Roberts, 2000). Furthermore, living donor
hepatectomy carries a higher rate of donor morbidity and mortality than living donor nephrectomy
(Lo, 2003). In spite of these risks, living liver donation is becoming routine practice internationally.
Outcomes from the more novel lung lobe and pancreas segment appear promising though lung lobe
transplant is considered secondary to receiving an entire set of lungs and is usually only utilised in
emergency cases Where a set of cadaver lungs is not available (Mohite, Popov, Yacoub & Simon,
2013). Lobar lung transplantation also carries substantial risks for the donor(s) (Barr et al., 2006).
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burden of cost on the public — or allocate them in an equitable manner — placing
the burden of cost on the state. Whilst providing financial compensation and
incentives for organ donation is illegal in most countries (and generally also
considered unethical) there is still an extensive global black-market where the

organ trade is said to flourish (Friedman & Friedman, 2006).

Kerstein (2009, p.573) found that legalised kidney sales in Iran have negative
psychological effects on the vendors, who liken themselves to “prostitutes”. In an
ethical analysis of payment-related procurement systems, Smith (2015) argues that
even the most ethically sensitive structure poses challenges when it is not

compatible with the religious practices of the country in which it is implemented.

2.3. INTERNATIONAL CADAVER DONOR TRANSPLANT PRACTICE

The majority of countries worldwide make use of either an opt-in system or an opt-
out system of cadaver organ procurement. Each country has varying legislation on
the mode of consent and involvement of the family. Table T2.1 illustrates

transplant data from a number of different countries.



27

Table T2.1 — Organ transplants from deceased donors by country

This table illustrates transplant data from a number of different countries. Further
detail is given on some of these countries if they have chosen to implement an opt-
in or opt-out system in a particularly interesting manner. The table details the
number of solid organ transplants, per million of population per annum (pmp), in
each country for the years 2011 and 2013 in order to show trends in transplant
growth. In some cases 2011 data is not available, and then the earliest year of
available data is used. For more information regarding the rationale for this table
please see Appendix 1.2

Country Name | Policy 2011 (pmp) | 2013 (pmp) | Source
Austria Opt-out 80.1 86.4 IRIODT*
Belgium Opt-out 91.1 79.3 IRIODT
Brazil Opt-out 26.8 31.7 IRIODT
Croatia Opt-out 93 83.4 IRIODT
Denmark Opt-in 43.9 34.7 IRIODT
Germany Opt-in 43.2 40.3 IRIODT
Great Britain Opt-in 48.9 57.52 IRIODT
Malaysia Opt-in 2009-1.5 |0.06 IRiIODT
Singapore Opt-out 2009-12.8 | 12.1 IRIODT
South Africa Opt-in 4.1 3.9 Appendix 1
South Korea Opt-in 23.5 27.3 IRIODT
Spain Opt-out 81.7 82 IRIODT
Tunisia® Opt-in 2012-0.3 | 2.06 IRIODT
United States Opt-in 71.7 71.5 IRIODT
of America

* International Registry in Organ Donation and Transplantation

8 Transplant statistics per country are not always available or up-to-date in the public domain. In
the cases where statistics are not up-to-date, the year which numbers refer to is recorded. In some
cases | had to calculate transplants per million of population by making inferences from the data
available; the equation and calculations which this entailed are detailed in Appendix 1.

® Tunisia is the only African country which is mentioned in the IRiODT statistics related to deceased
donors.
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2.3.1. Countries with an opt-in system of organ procurement

2.3.1.1. United States of America (USA)

The USA has a sophisticated system for organ procurement based on the opt-in
model (Organ Procurement and Transplantation Network, 2015) and coordinated
by the United Network for Organ Sharing (UNOS). UNOS is a nationwide
computerised transplant coordination and organ matching programme. Because
the USA has a large number of willing organ donors and sufficient resources, much
organ allocation is decided on UNOS. This removes some elements of human
communication and possible human error in organ allocation (Chouhan & Draper,
2003). In theory a strong express consent system is utilised, whereby if a person
has consented to being a donor, their organs will be harvested in the event of their
death and no other consent will be sought (US Government, 2015). In practice,
however, it appears that families are given the opportunity to veto the previous

consent of a loved one to be a donor (Vastag, 2002).
2.3.1.2. Great Britain

Organ donation in Great Britain was affected by the Alder Hay Hospital Scandal in
2001. A pathologist at the hospital was, (amongst numerous other incidents of
malpractice), retaining organs of children following post-mortem examination,
without consent from the family, and using these organs for research (Hunter,
2001). Following the scandal, the British Medical Association (BMA) and the British
Government rejected proposals for presumed consent legislation because of
negative public sentiment towards organ retrieval and distrust in the medical
system, exacerbated by media reporting of the scandal (Chouhan & Draper, 2003).
At present Britain uses a weak express consent opt-in system (Chouhan & Draper,
2003). Opt-out is being reconsidered, however, the issue is still being debated and

no decision has yet been made (British Medical Association, 2015).
2.3.1.3. South Korea

South Korea experiences severe organ shortages (Min et al., 2010) and makes use

of an opt-in system of organ donation, with the premise of weak consent (Kim,
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Elliot & Hyde, 2004). Religious and cultural beliefs seem to hinder consent for
organ donation. Many South Koreans practice Confucianism, where there is an
ingrained belief that the deceased person will be ‘mocked’ by the transplant team
(Kim et al., 2004). It has been argued that better tools for raising awareness of
organ donation could assist in mitigating the apparently negative influence of

religion on donation decisions (Lee, Park, Myung-Il & Kim, 2012).

2.3.1.4. Denmark

In the 1980s, proposed changes to the Danish opt-out policy prompted public
discussions about organ donation. It is interesting to note that these discussions
actually led to an increase in the Danish donation rate (Matesanz, 1998). Following
public debate, an opt-in policy was introduced. However, this has had serious
negative consequences with donation rates falling by 50% (Chouhan & Draper,
2003). Birkeland, Christensen, Kosteljanetz and Svarre (1997) note that the change
in the law necessitated the implementation of programmes which aid transplant
professionals in communication, especially asking relatives for consent. These
programmes promote holistic management of relatives — focussing on empathy
and sensitivity. One of the foundations of these programmes is a theatrical
element, where professional actors portray grief-stricken potential donor families
and transplant professionals interact within these situations. Birkeland et al.
(1997) argue that these programmes have had a significant impact, increasing the
number of organ transplants taking place in Denmark by sensitising transplant

professionals to the importance of tailored, careful communication.
2.3.1.5. Germany

Germany makes use of a strong express consent opt-in policy (Deutsche Stiftung
Organtransplantation (DSO), 2015). lllegal activities related to organ transplant
took place across Germany in 2013, where medical doctors are said to have
falsified patient records in order to improve their chances of obtaining a donor
organ. According to Pondrom (2013) sensational media reporting of the incident is
believed to have significantly diminished trust in the German transplant system and

this has negatively affected the number of organs donated in that country.
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2.3.2. Countries with an opt-out system of organ procurement

2.3.2.1. Brazil

An opt-out policy with strong consent was abolished in 1997 because, in practice,

most doctors were unwilling to remove organs without the consent of the donor’s
family. Furthermore, under the opt-out system many Brazilian people feared that
their organs may be removed before they were clinically dead — this led to a large

number of individuals choosing to opt-out. Another flaw of the opt-out system in

Brazil was that the country did not have sufficient infrastructure to maintain a list

of those who were unwilling to donate organs, posing challenges for trust in the

medical system (Csillag, 1998).

Observation of such realities on the ground prompted the government to introduce
a weak presumed consent system, where the preferences of the family would be
sought before organ removal (Csillag, 1998). A notable provision of the weak
consent process entails that the will of the father of the deceased should prevail. If
the father is not available, then the will of other family members will be considered

in the following order: mother, son or daughter, and finally, spouse (Csillag, 1998).
2.3.2.2. Singapore

Singapore adopted an opt-out policy, with a strong consent imperative, in 1987.
The Muslim population was exempt, based on their religious opposition to organ
donation (Kwek, Lew, Tan & Kong, 2009). This meant that there were relatively few
organs harvested from Muslim patients and affected the Malay population in
Singapore, most of whom are Muslim, and who have a high burden of renal disease

(Singaporean Ministry of Health, 2007).

In 2008 the policy was extended to include the Muslim population (Kwek et al.,
2009). The rationale behind the extension was in order to try and improve access
to donor organs for Muslim people (Singaporean Ministry of Health, 2007). It is
interesting to note that the public debate, which preceded legalisation of

presumed consent in Singapore, led to a rise in the number of organ donors under
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the then opt-in system. Chouhan and Draper (2003) argue that this demonstrated

the important role that adequate publicity campaigns for organ donation can play.
2.3.2.3. Belgium

Belgium has adopted an opt-out policy for organ donation which makes use of
strong presumed consent. The only instance in which the wishes of family
members are taken into account is when they actively oppose organ retrieval after
a patient is declared brain dead. However, there is no obligation for Belgium
physicians to reveal intentions to remove organs to family members (Michielsen,
1996). The central registry, which carries records of those who have opted-out, is

accessible to all transplant coordinators.
2.3.2.4. Spain

Spain has a weak consent opt-out system based on the premise that organ
shortage was not due to a lack of willing donors, but rather, to a failure to convert
willingness to donate into actual organ donation (Miranda et al., 1999). One aspect
of Spanish organ procurement involves transplant coordinators actively seeking out
potential donors in relevant intensive care units (ICUs) — rather than waiting for
referrals (Min et al., 2010; Miranda et al., 1999). Moreover, when a potential
donor is identified, the transplant coordinator must try to persuade the family to
give consent, as opposed to merely asking whether they would consider donating
organs (Chouhan & Draper, 2003). This system relies on good communication
between its relevant stakeholders, and prides itself on providing balanced
information about organ donation to the public, through careful media

coordination (Chouhan & Draper, 2003).

2.3.2.5. Croatia

Croatia has a system of presumed consent, but family members are always
consulted about organ donation decisions. Croatia has also taken steps to
integrate their transplant programme by appointing hospital-based and national

coordinators (Ziv&ié-Cosi¢, 2013). Furthermore, when a person signs up as an organ
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donor in Croatia, they will be given priority on the transplant waiting list should

they ever require an organ (Muller, 2015).

2.3.3. Some conclusions about international cadaver organ

procurement systems

It is evident from the appraisal of procurement systems above that neither opt-in,
nor opt-out is obviously superior. Both have their merits and their limitations, and
the efficacy of either seems to depend more upon its specific implementation than
the macro-considerations of the policy. Those countries that have had the most
success (Croatia, Spain, Brazil) appear to rely heavily on communication,

coordination and effective national policy.

Communication interventions to improve transplant numbers often took place at
two levels simultaneously. The first level was improving public awareness and the
second was providing transplant professionals with the communication skills to
undertake donation conversations in the hospital setting, as was the case in Spain
and Denmark. The policies discussed above suggest that effective transplant
communication needs to consider the general public and the role of health workers

if it is to promote donation and lead to an increase in transplant numbers.

2.4. INTERNATIONAL CHALLENGES IN ORGAN TRAFFICKING AND

COMMERCIALISATION OF ORGANS

Internationally, organ trafficking, transplant tourism and the commercialisation of
body parts poses serious challenges to ethical organ transplantation. One of the
most common forms of trafficking is transplant tourism, where individuals who are
ineligible to receive an organ in their country of residence, or who are likely to die
before receiving a donor organ, travel to other countries in order to receive a
transplant (Lundin, 2015). These individuals are generally wealthy, and can afford
to pay brokerage and medical fees in the transplanting country (Scheper-Hughes,
2014). Organ sellers, and those who have been victims of trafficking often come from
impoverished backgrounds, and are promised some type of financial
compensation. However, the compensation is not always forthcoming (Lundin,

2015). Because selling organs is illegal in the majority of countries, and because
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the vendors are highly vulnerable, those who are exploited have little recourse to

legal action (Lundin, 2015).

Manzano, Monaghan, Potrata and Clayton (2014) highlight the complexities of
human trafficking for the purpose of removal of organs and organ trafficking. They
state that although the Declaration of Istanbul on Organ Trafficking and Transplant
Tourism has provided some international guidelines, loopholes in legislation of
individual countries allow for trafficked organs to enter the formal healthcare
system. This can be through compensation from health insurers and the provision
of follow-up treatment. In this way, Manzano et al. (2014) argue that organs are
‘laundered’, and that it is the guise of legitimacy, which the practice of trafficking

takes on, that hinders efforts to identify and reliably report on trafficking cases.

2.5. ORGAN TRANSPLANT IN SOUTH AFRICA

Currently, transplant in South Africa is based on the notion of an altruistic donor
(cadaver or living). However, it is poorly regulated and there is no legally mandated
oversight body to set norms and standards for transplant practice (Muller, 2015).
Each transplant centre in a province has its own operating guidelines, and these
may be different across provinces. Furthermore, there is no national or provincial
waiting list or donor register. Unlike Belgium, Austria and other countries which
are register-dependent, South African waiting lists are maintained at individual
transplant centres. Muller, Thomson and McCurdie (2015) argue that the South
African cadaver transplant rate is so low due to the impact of religious beliefs, lack
of education, lack of transplant coordinators to facilitate the procedure (there are

currently 22 transplant coordinators in South Africa) and cultural practices.

2.5.1. Cadaver organ donation in South Africa

Currently South Africa utilises a weak express consent opt-in system for cadaver
donation. The South African transplant rate, presented in Table T2.1, suggests that
the country is well below the curve when it comes to transplant numbers. The
stagnating 4 cadaver transplants per million of population falls far short of numbers
boasted by other developing countries with similar weak express consent opt-in

policies, like Malaysia, which is considered a developing country. South Africa
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performs even worse when compared to developing countries such as Brazil, which

have adopted opt-out systems.

If a person in South Africa wishes to be an organ donor they may make this
preference known during their lifetime by signing up through the Organ Donor
Foundation of South Africa’s (ODF) website. Legally, a stated preference to donate
organs during one’s lifetime is sufficient in South Africa, however Labuschagne
(2013) argues that the wishes of a donor family will still be considered for two main
reasons. Firstly, common law provides certain rights to a family in terms of the
remains of a deceased relative. Secondly, transplant professionals are hesitant to

proceed without family consent for emotional reasons.

This highlights one of the anomalies of a weak express consent system. Even if one
has signed up as a potential donor, the actual donation must ultimately be
authorised by the next-of-kin, who may override the donation preferences of the
individual in question (Labuschagne, 2013; National Health Act No. 61 of 2003,
Section 62). In a 2013 paper, Etheredge, Turner and Kahn argued that it would be
more prudent to ensure that one’s next-of-kin are familiar with donation
preferences rather than to sign up as an organ donor, because it is the next-of-kin
who ultimately make the decision. In a 2005 Brazilian study Barcellos, Araujo and
Da Costa found that only one third of study participants would donate the organs

of a loved one if they were unaware of their preferences.

Making use of extensive ethical and legal analysis of the South African transplant
system, Labuschagne (2013) argues that required response may be the most
appropriate cadaver donor procurement system for South Africa. Labuschagne
(2013) recommends that required response should take the form of a
guestionnaire which would be filled out when individuals apply for their driver’s
licences, passports, identity documents and other official documents. This
guestionnaire should require that individuals specify whether or not they wish to
be a donor and Labuschagne (2013) argues that applications for official documents

cannot be lodged until the questionnaire has been completed.
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2.5.2. Living organ donation in South Africa

In South Africa, directed donations between family members (blood relatives) are
permitted. Directed donations, where individuals are not blood relatives, must be
authorised by the Ministerial Advisory Committee (MAC) appointed to oversee
organ donation (Veriava & Swanepoel, 2011). One of the main functions of the
MAC is to ensure ethical and legal best practice in transplantation. This includes
identifying possible coercive or illegal relationships between role-players,
preventing trafficking or sale of organs and ensuring altruistic motives (Barday,
2011; Veriava & Swanepoel, 2011). The concept of a team like the MAC is not
unique to South Africa, suggesting that coercive forces in transplant are an
international problem. In the USA, transplant centres often host a donor advisory
team. The main function of this team is to safeguard the best interests of the donor

(Choudhury, Jotterand, Casenave & Smith-Morris, 2014).

Slabbert (2009, 2010) and Slabbert and Oosthuizen (2005, 2007a, b) advance
compelling arguments for establishing a market for human organs in South Africa.
They claim that a regulated market would serve to decrease the incidence of organ
trafficking and increase the supply of organs through appropriate donor

compensation.

2.5.3. Access to transplant in South Africa

Organ transplant is available to different degrees within the South African
healthcare system. According to the ODF (2013a) there are eighteen transplant
centres in the country. Of these, eight are state-based and the other ten are
private. At face value these numbers do not seem cause for alarm, however when
one considers the types of transplant each centre offers, the inequalities in access
become clearer (Muller et al., 2015). Of the eight state transplant centres, only
one offers adult heart and liver transplant services, and this is based in the Western
Cape. This implies that state patients are generally unable to access these services
anywhere else in the country. However, adult heart and liver transplant services
are provided at four private transplant centres spread across South African

metropolitan areas. Similarly, the only state run paediatric heart and liver
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transplant centre is based in the Western Cape, posing similar challenges for access

(ODF, 2013a).

In 2012 Davids, Marais and Jacobs published the first report of the grant-funded
South African Renal Registry. Although related only to renal replacement therapy
(RRT) (haemodialysis, peritoneal dialysis and transplant) the report illustrates
several injustices in access to such health services, particularly those related to
resource constraints. It is clear that these disparities in access are along those lines
elucidated in Baldwin-Ragavan, de Gruchy and London (1999). The 2012 report of
Davids, Marais and Jacobs illustrates population growth in South Africa, comparing
it to the number of facilities providing RRT in the state and private sectors, and also
considering the race of individuals who have access to RRT. It becomes very clear
that the previously disadvantaged Black African population are still, in the majority,
served by the state healthcare sector and that facilities for RRT are greatly limited
in this setting. Tables T2.2. T2.3. and Figure F2.4 are taken from Davids, Marais and
Jacobs (2012) and illustrate this inequality. This information on RRT is very useful

when examining distributive justice in transplant.
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Table T2.2 — Population data by ethnic'® group (Davids, Marais & Jacobs, 2012, p.
11)

This table illustrates South African population data, by ethnic group, during the first
eighteen years of democracy. It is interesting to note that the population in all
ethnicities has increased, except for people of White ethnicity. This observation is
important to enhance the argument that RRT is still substantially more available to
White people in the post-Apartheid era than it is to Black African people.

1994 2012
Black African 30.746 41.625
Coloured 3.461 4.716
Indian / Asian 1.038 1.311
White 5.191 4.622
Total 40.436 52.274

Table T 2.3 — Treatment Centres for dialysis and transplantation in South Africa
(Davids, Marais & Jacobs, 2012, p. 11)

This table demonstrates the extent to which access to RRT has increased in the
state and the private sector during the first eighteen years of democracy. Note
that RRT has increased by 3160% in the private sector, and only by 7.7% in the
state sector. When one considers that the state sector serves the majority of the
population, it becomes clear that the vast increase in RRT facilities in the private
sector is iniquitous.

1994 2012 % increase
State sector 26 28 7.7
Private sector 5 163 3160
Total 31 191 516

10 Terminology taken from the reference itself.
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Figure F2.4: Prevalence of RRT (per million population) by ethnicity (Davids,
Marais & Jacobs, 2012, p. 16)

The figure below illustrates the number of individuals per million population who
are currently accessing RRT in South Africa. The figure shows that the Black African
population — who form the majority of the country — are the least able to access
these services. This is ironic because the burden of chronic renal disease in this
population is worryingly high.

Prevalence of RRT (PMP) by ethnicity
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2.5.4. Organ allocation in Gauteng

Gauteng transplant is dominated by the private sector and inequalities are evident.
Of the eight provincial transplant centres, three are state-based and the other five
are private. It is not possible to obtain a heart or lungs through a state-based
programme as they specialise in kidney transplantation only. It is sometimes
possible for a state patient to obtain a liver in the private sector through public-

private partnerships (ODF, 2013a).

As organ transplant is regulated on an ad-hoc basis, allocation policies vary
provincially. The allocation of organs to specific potential recipients is ideally based
on criteria of fairness, with priority given to recipients who require a transplant
urgently (Fourie, 2011). In Gauteng, these factors are considered, as well as the
organ size, immune compatibility and the proximal location of the donor relative to

the recipient (Muller, 2013).
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Kidneys are generally allocated in turn between the private sector and the state
sector Britz & Crymble, 2011). Muller (2013) notes that the allocation of donor
kidneys in South Africa runs according to a points system, and this process is
relatively straightforward. However, as the waiting lists for other organs are much
shorter than the kidney list, these are allocated by physicians according to various
criteria. Livers are allocated on the basis of the location of the donor. There are
also aspects of sharing to take into account, as a liver can be divided into two. As
there are no state liver transplant programmes in Gauteng, liver lobes are only
available to state patients if they are listed and if they have negotiated surgical
services in the private sector. State patients are not generally listed for heart and
lung transplants as these are not available in the state sector in Gauteng. Hence,
hearts and lungs are allocated to listed individuals in the private sector, irrespective

of whether the donor organs originate from a state or private hospital.

2.6. SOUTH AFRICAN TRANSPLANT RESEARCH AND THE TRANSPLANT

CONTEXT

A small number of studies have been undertaken in South Africa which explore
attitudes towards organ donation. They consider aspects like religious beliefs,
social structures, donation awareness and cultural practices, all of which are also
considerations in international settings, as Section 2.3 has shown. The results of
these studies may go some way towards accounting for the low transplant rate in

this country. The studies have been summarised in Table T2.5.

2.6.1. Willingness to donate organs

The findings of studies, detailed in Table T2.5, suggest there is a willingness
amongst the samples to consider organ donation. This was particularly evident in
guantitative investigations. However, this finding must be considered in light of a
limitation of the quantitative research presented: very few participants had
personal experience of organ donation or transplant, so their views may be
hypothetical and could be a source of bias. It is possible that preferences will

change when individuals are involved in an actual situation.
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# Study Authors Methods Willingness to donate Influence of religion Knowledge about Limitations
transplant
1 Pike, Odell and Kahn (1993): - Quantitative - 82% willing to donate own - Christian teachings - Misconceptions and | - Long time frame

Public attitudes to organ
donation in South Africa

- 2,125 urban participants
- 625 rural participants
- Interviewer-

administered
questionnaire

organs
- 78% willing to donate

organs of a relative

may have influenced
attitudes of rural
respondents

lack of knowledge in
study population

- Not representative

2 Bhengu and Uys (2004): Organ
donation and transplantation
within the Zulu culture

- Qualitative study

- Traditional healer

- Transplant coordinator
- Urban and rural lay-
people

- Preference for donating to
relatives over non-relatives or
strangers

- Needed to know donor
preference for fear of
displeased ancestral spirit

- More willing to receive
transplant than donate

organs

- Misconceptions

- Lacking knowledge

- Education better
provided by
respected elders than
the media (which was
considered ‘remote’)

- Some sections of
study population poorly
represented

3 Van den Berg (2005): Organ and
Tissue Donation and
Transplantation: A perspective of
South African Baptists from the
Baptist Northern Association and
its implications for preaching

- Quantitative study

- 67 participants

- Baptist study population
- Self-administered

guestionnaire.

- 69% in favour of organ
donation

- 76% willing to donate organs
of a relative

- 23% unwilling to donate
because of Netcare St.
Augustine’s Trafficking
Scandal (Section 2.6.3.1)

- Were aware that
Baptist scripture
condones organ
donation

- Single religion sample
possible source of bias

4 Buthelezi and Ross (2011): Gift of
life or cultural taboo: Effects of
an educational pamphlet on

- Qualitative

- 18 university students
- Open-ended study
instrument

- More willing to consider
cadaver donation than living
donation

- More willing to donate to

- Christianity favours
donation

- Entire sample
aware of donation

- Entire sample aware
of donation, could be
source of bias
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young adults’ knowledge and
attitudes regarding organ
donation

- Interventional study
design

strangers than known
individuals.

Etheredge, Turner and Kahn
(2013): Public attitudes to organ
donation among a sample of
urban-dwelling South African
adults: a 2012 study

- Based on 1993 study (#1

above)

- Qualitative

- 1,048 participants

- Representative of 5
major metropolitan
(urban) areas of South
Africa

- Interviewer-

administered
guestionnaire

- 77% would accept
transplant

- 70% would donate own
organs

- 67% would donate organs of
relative

- Islamic participants
slightly less willing to
donate

- Majority had heard
of donation

- Television, word of
mouth and
magazines main
sources

- Unsure if participants
understood questions

- Unable to probe
contradictory responses
- No rural participants

Etheredge, Turner and Kahn
(2014): Attitudes to organ
donation among some urban
South African populations remain
unchanged: A cross-sectional
study (1993 - 2013)

- Statistical analysis

- 2 data sets (1993 and
2013 — #1 and #5 above)
- Considered changes in

attitudes

- Less willing to donate
organs of loved one without
knowledge about preferences
in the 2013 study than in the
1993 study.

- Black African study
population more willing to
donate kidneys, less willing to
donate heart, lungs and
cornea in the 2013 study than
the 1993 study.

- More willing to receive

transplant than donate
organs

- Different sample sizes
across studies

- Different sampling
strategy across studies
- Different participants
across studies
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This variation in preferences is perhaps explained by the economic theory of
dynamic inconsistency (Crain, 2004). The theory notes that the preferences of

individuals change according to circumstances and depending on the context.

This observation is interesting when compared to the Spanish transplant
experience, where the population seemed willing to donate, but this willingness did
not translate into actual referrals and donation. It may be possible that this is
happening in South Africa, and hence an exploration of transplant practices at the

coal face — like the research reported in my thesis — is warranted and necessary.

2.6.2. Knowledge about organ donation

The results of studies in Table T2.5 suggest that knowledge about organ donation
varied across study populations. In South Africa there are a small number of
institutions and motivated individuals whose aim is to promote awareness of organ
donation. The most prominent of these are the Organ Donor Foundation and the
National Kidney Foundation. However, many transplant teams and centres also
endeavour to educate the public. A number of channels are utilised with varying
degrees of success. These include print media, social media, television, awareness
days, seminars for healthcare professionals and community interventions (ODF,

2013b).

Literature suggests that promoting awareness about organ donation through the
media and other educational means is important (Blok, 2006; Etheredge et al.,
2013; Muller, 2013; Buthelezi & Ross, 2011). However, the efficacy of media
channels in promoting organ donation is in dispute, and many question whether
this is the most suitable way to increase awareness of it (Callender & Miles, 2010;
Davis & Randhawa, 2004; Etheredge et al., 2013). In spite of these concerns,
effective media campaigns appear to have been essential in increasing organ

donation rates in both Singapore and Spain.

2.6.3. The effects of organ donation scandals

Van den Berg (2005) reported that a percentage of the study population were
unwilling to consider organ donation due to the Netcare St Augustine’s Hospital

Kidney Trafficking Case (Netcare Case). This is an interesting finding, because it is
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the only published South African research study where participants have reported
that the case affected their attitudes to organ donation. At this point, it is prudent
to consider the effects which such scandals have on transplant. Like Great Britain
and Germany, South Africa has been involved in transplant scandals. Two high
profile cases appear to have impacted upon organ transplant in South Africa.
These are the Netcare Case and the Manto Tshabalala-Msimang liver transplant
scandal. These cases are relevant to my research and the purported facts of each

will be detailed in turn.
2.6.3.1. The Netcare St Augustine’s Hospital Kidney Trafficking Case

In 2003 it was reported that 109 illegal kidney transplants had taken place at St.
Augustine's Hospital in KwaZulu-Natal (“SA hospital pleads guilty”, 2010). The
recipients of these kidneys were wealthy Israelis who paid approximately USS 120
000 (ZAR 1,08 million) to a transplant brokerage company (Hassan & Sole, 2011).
The initial ‘donors’ of these organs were Israeli citizens who were paid
approximately USS 20 000 (ZAR 180 000) each. Subsequently, cheaper ‘donors’
were sourced from Brazil and Romania, and were paid on average US$ 6 000 (ZAR
54,000). Five of the ‘donors’ were children (“SA hospital pleads guilty”, 2010).
‘Donors’ were flown to South Africa and underwent brief pre-transplant work-up
followed by the surgical procedure. Post-transplant, ‘donors’ were immediately
transported back to their country of origin with little or no postoperative care.
They were unaware that many years of donor follow-up were required (Veriava,

personal communication, 2010).

Following a lengthy investigation, Netcare South Africa and five South African
doctors were charged with performing illegal kidney transplants. Netcare pleaded
‘not guilty’ to the charges (“Five doctors have been charged”, 2010). However,
when the case went to trial in 2010 the company entered a guilty plea, paid a ZAR
4-million admission of guilt fine and agreed to a ZAR 3.8-million confiscation order.
Netcare has consistently maintained this was a technical plea and is not an
acknowledgement of wrongdoing (Hassan & Sole, 2011). Based on the grounds of
insufficient evidence, the four accused doctors were not prosecuted (“Kidney docs

want justice”, 2012).
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2.6.3.2. The Manto Tshabalala-Msimang liver transplant case

On March 14, 2007, South African Minister of Health, Manto Tshabalala-Msimang11
received a liver transplant in Johannesburg, Gauteng. Tshabalala-Msimang lived
with her transplanted liver until December 16, 2009, when she died from graft-

related complications.

The Sunday Times first broke the news about Tshabalala-Msimang’s liver
transplant, with a headline reading: “Manto’s hospital booze binge” (August 12
2007). The article presented the results of an investigation which began when
Tshabalala-Msimang was hospitalised for shoulder surgery in Cape Town in 2005.
The report suggested that Tshabalala-Msimang was not only a demanding patient
who wielded her political power over hospital staff, but also that she consumed a
large amount of alcohol whilst hospitalised. Furthermore, the report suggested
that Tshabalala-Msimang was not eligible to receive a liver transplant in 2007,
because she was suffering from alcohol-induced liver cirrhosis rather than auto-
immune hepatitis (stated as the indication for transplant on her medical records).
Tshabalala-Msimang was 66 years old at the time, and whilst age is not an absolute
contraindication for liver transplantation, the Sunday Times argued that this,
combined with her drinking habits, rendered Tshabalala-Msimang an unsuitable
candidate for organ transplantation. The donor for Tshabalala-Msimang’s 2007

liver was said to be a teenager who had committed suicide (Maker & Power, 2007).

2.6.4. Socio-cultural aspects of organ donation in South Africa —

comparing international and local research findings

A large number of international studies have been undertaken which explore the
socio-cultural aspects of organ donation. These often conclude that cultural
(Danielson, 1998) or religious (Sharif et al., 2011) factors influence attitudes

towards donation, as was the case in South Korea. However Morgan, Hooper,

"' During her time as Minister of Health (1999 — 2008), Tshabalala-Msimang proved to be a
controversial figure. Along with then-President Thabo Mbeki, Tshabalala-Msimang questioned the
link between the HIV virus and AIDS, prompting an era of AIDS-denialism, which is thought to have
affected the rollout of Highly Active Antiretroviral Therapy (HAART) for HIV infected South Africans.
Tshabalala-Msimang refused to endorse the use of nivirapene prophylaxis for HIV-infected pregnant
women and also blocked US funding for the rollout of HAART in Kwa-Zulu Natal (Beresford, 2010).
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Mayblin & Jones (2006) argued that unwillingness to consider organ donation
cannot be attributed to religious or cultural orientations and were shaped by more
complex perceptions of life and death. Furthermore, Goolam (2001) suggests that
issues at the beginning and the end of life are linked with the complex worldview of
a group or groups of people. He argues that organ donation, being inextricably
linked with both the end of one life and the prolonging of another, ought to be

subjected to rigorous multicultural analysis.

Hence, international transplant literature suggests that whilst certain traits of
different groups may influence willingness to donate, these are never absolute and
other factors also need to be considered. However in spite of this a substantial
amount of South African transplant research focuses on aspects like religion,
culture and race and sometimes seems to overlook the more complex nuances of
transplant, which my study proposes to address by considering transplant practice

at the coal-face.
2.6.4.1. Organ donation and ancestral relationships

Bhengu and Uys (2004) note the importance of ancestors in the context of death
and dying. Many Black African cultures, it is argued, are opposed to organ
donation because there is a mandate that the deceased will join his or her
ancestors in the life hereafter. It is important that the body of the deceased is
whole for this transition. There is concern that if a family gives their consent to
donate the organs of a deceased loved one, his or her ancestral spirit will be
displeased and will be unable to rest. Thus, the spirit may return and haunt those
still living in retribution for the removal of the organs. Other South African

research which explores such attitudes and beliefs will be considered in Chapter 4.
2.6.4.2. Organ donation and religion

Gillman (1999) notes that most major religions endorse organ donation to some
extent, and none absolutely condemn it. In South Africa it appears that Christian
individuals may be willing to donate (Buthelezi & Ross, 2011; Pike et al., 1993; Van
den Berg, 2005) and Islamic individuals slightly less so (Etheredge et al., 2013).

However, the example of South Korea illustrates how important it is not to
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generalise these findings across a population. Whilst the majority of South Koreans
follow Confucianism, a religion that is thought to be anti-organ donation, the
country still has a remarkably high transplant rate in comparison to South Africa.
This comparison suggests that even in countries which one would expect to have
preclusions to organ donation based on religious and cultural grounds, these can
be overcome. For instance, South Korea’s attempts to utilise the Spanish system of
intensive communication and vigilant donor identification, whilst imperfect, may
have had a positive influence on transplant numbers in that country. The
experience of these two widely differing countries suggests that some accepted
preclusions can be overcome by considering micro factors which influence organ

transplant. My thesis proposes to explore some of those factors.

2.6.4.3. Family structure and organ donation in South Africa

A large amount of literature, some of which will be considered in more detail in a
subsequent chapter, outlines the perceived patriarchal structure of Black African
families, typically with an elder male as the principal decision-maker (Bell, 2002;
Green, 2000; Kometsi & Louw, 1999; Reyneke, 2014). Bhengu and Uys (2004)
found that the isiZulu speaking people of South Africa consider female relations as
subordinate within the community. Whilst participants felt it was preferable that
the extended family was involved in making a donation decision, male family
members took a more prominent role in this process. In terms of willingness to
donate there is some contradiction between Bhengu and Uys’s (2004) study which
found that related donation would be preferable and Buthelezi and Ross’s study
(2011) which found that donation to a stranger would be preferable. Donation
literature suggests that findings from Buthelezi and Ross’s (2011) study in this
regard are implausible, as living people rarely donate organs to strangers (Truog,

2005).

The influence of family structure on organ donation has been explored in both
America and Brazil. In their American study, Terrell, Moseley, Terrell and Nickerson
(2004) found that African-American women were less willing to consider donating
the organs of a relative. They speculated that this may be due to the traditional

role of women in the family. As men were perceived as the decision-makers,
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female family members did not feel empowered to make decisions about organ
donation. In a Brazilian study which was discussed previously, Csillag (1998) noted
that decision-making legislation for organ donation deferred to the eldest male
family member, and thereafter to other family members. However, when the
transplant rates of Brazil and the USA are compared it does not appear that family
structure is a significant barrier to organ donation, and that it can be managed

through thoughtful policy.

2.7. SUMMARY AND CONCLUSION

This chapter has aimed to explore organ donation from an international
perspective, considering some of the fundamental tenets which underlie transplant
policies. It has explored the efficacy of policies adopted by different countries and
it has shown that South Africa lags behind its international counterparts in terms of

the number of cadaver organ transplants performed per year.

Through a comparison of international and South African research it has become
clear that whilst factors like transplant scandals, family structure, religious and
cultural practices and knowledge about organ donation are common international
barriers to transplant, these have been overcome to an extent in countries similar
to South Africa. This is borne out in the transplant per million population number
detailed in Table T2.1. Although social, religious and cultural factors cannot be
ignored, it is surprising that South African transplant numbers are so low. This
suggests that in order to account for the current state of transplant, one must look
elsewhere for explanations and answers. My research project proposed to do this
by considering communication and transplant from the perspective of those most
immediately affected by it, those at the coal-face, as it were: the donors, recipients
and transplant professionals. In order to fully understand Gauteng transplant at a
grassroots level, it is essential that the structure of healthcare institutions within,
and across which, transplant takes place is discussed. This will be the focus of the

next chapter.



48

Chapter 3: Healthcare institutions
— structure and interprofessional
relationships

3.1. INTRODUCTION

The introduction of this thesis, along with Chapter 2, explored the South African
healthcare system. The healthcare system was shown to be permeated by
inequalities in terms of access to services and the quality of services provided.
Because transplant takes place within institutions positioned in this system, it is
now important to consider the structures of these institutions and how these
structures manifest themselves in healthcare. This chapter will also consider some
international research detailing the impact institutional structure may have on

transplant.

This chapter begins by considering the healthcare hierarchy at an institutional level.
The healthcare hierarchy is vital, because this thesis will show that it affects
interprofessional transplant communication across both state and private health
sectors in a number of ways. Secondly, this chapter will explore the concept of
moral distress in the healthcare setting. In this thesis | will argue that moral
distress in Gauteng transplant is a function of the healthcare hierarchy as it
manifests itself within an unequal health system, and one where challenges to care
provision are overwhelming. Finally, this chapter will discuss some important
studies which illustrate the interplay of the health hierarchy and moral distress in

the South African healthcare setting.

3.2. THE HEALTHCARE HIERARCHY

Much has been written about the concept of hierarchy in healthcare. Medical
professionals are often perceived, or perceive themselves, as being superior to
allied professionals, based on factors like the length of studies towards their
degree, the advanced skill sets required and the complexity of their professional

role (Galandiuk, 2013; Lupton, 2003; Porto & Lauve, 2006). Allied professionals are



49

often perceived, and perceive themselves, as ‘lesser’ than medical professionals
(Lupton, 2003). This sentiment seems related to feelings of inadequacy,
observations of a less complex role and situational power, authority and gender
imbalances (Felblinger, 2008). According to the political economy perspective
(Lupton, 2003), medical professionals take positions of power in both healthcare
organisations and in society. Given the nature of their training and qualifications,

medical professionals are assumed to be intelligent and wealthy.

This hierarchy is then entrenched through modes of social constructionism. Social
constructionism is a popular sociological theory which questions the value of
paradigms which society appears to take for granted. Social constructionism would
argue that medical professionals are only seen as superior to allied professionals
because society is organised in such a manner as to bestow power on some roles
and not on others (Lupton, 2003). Because our society is organised to value
wealth, productivity and justice, masculine values dominate. Because, traditionally
it is men who become doctors, dominant male values are associated with being a
doctor. Thus, male doctors, who are considered to be dominant in society, also
take a position of relative prominence within their institution and profession

(Lupton, 2003).

Allied professionals may assume a more submissive role, which both acknowledges
their feelings of inferiority and entrenches the conventional hierarchy (Lupton,
2003). Similarly, medical professionals may view allied professionals as lesser than
themselves. Because this hierarchy is accepted, it further ingrains power
differentials. In short, and as my thesis will show, power asymmetries are accepted
as the status quo in healthcare practice, and the attitudes and interactions of
individuals in recognising and relating to conventional hierarchies serve to maintain

the imbalance.

Lupton (2003) locates the essence of the healthcare hierarchy as a convergence of
asymmetries in status, gender and the types of tasks performed. She argues that
whilst more females are entering the medical profession, the majority of medical
specialists are still male. The majority of nurses are female, with very few men

entering the profession of nursing. Thus, nurses are linked to ‘feminine’ values
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such as caring and giving; and some of their daily tasks can be considered menial

and unpleasant.

In practice, academic literature suggests that the healthcare hierarchy may result in
aggressive and disrespectful interchanges between medical and allied
professionals, and between medical professionals themselves (Katz, 2006). A study
on bullying behaviours in the workplace found that nurses who were on the
receiving end of bullying behaviour did little to mitigate the situation (Felblinger,
2008). Rather, they would often choose to accept it within the framework of
shame. This feeling of being shamed resulted in attitudes of “self-blame” and
“avoidance” which were seen as psychologically damaging (Felblinger, 2008, p.
238). Furthermore, in Paris et al.’s 1995 study, allied healthcare professionals were
found more willing to compromise and act diplomatically than were medical
professionals. In a nursing article, May (1992, p.475) argues that nurses categorise
medical professionals as either “good” or “bad” based on the manner in which they
exercise power in the clinical encounter. Doctors were seen as having an ability to
either facilitate or hinder the professional practice of nurses. In the case where
this was hindered, it was argued that nurses felt unable to exercise professional

autonomy.

The above consideration of the healthcare hierarchy portrays an environment that
is ripe for conflict, where medical professionals may act in an unprofessional
manner towards allied professionals, and this will be largely accepted. This is vital
for my research, the results of which were permeated by considerations and
acknowledgements of hierarchy. Furthermore, my thesis will show that the

healthcare hierarchy in Gauteng transplant is a contributor to moral distress.

3.3. MORAL DISTRESS

The healthcare hierarchy has strong links to, and influences on, moral distress
which is a pivotal ethical theory in my thesis and crucial to understanding the

significance of my research findings.

Moral distress was first defined by Jameton (1984, p.6) who noted that: “Moral

distress arises when one knows the right thing to do, but institutional constraints
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make it nearly impossible to pursue the right course of action”. This definition was
refined by Nathaniel (200212, cited in Austin, Lemermeyer, Goldberg, Bergum, &
Johnson, 2005, p.34): “Moral distress is the pain or anguish affecting the mind,
body or relationships in response to a situation in which the person is aware of a
moral problem, acknowledges moral responsibility and makes a moral judgement
about the correct action; yet, as a result of real or perceived constraints,
participates in perceived moral wrongdoing”. Austin (2012) notes that moral
distress describes the sensation of frustration and failure when health professionals

feel unable to fulfil their fiduciary duty to their patients.

Academic literature on moral distress appears primarily located in the field of
nursing (Burston & Tuckett, 2013; De Veer, Francke, Struijs & Willems, 2013; Range
& Rotherham, 2010). Austin et al. (2005) argue that this orientation towards
nursing is based on the caring role which nurses take on. This argument relates to
the healthcare hierarchy, particularly the perception of nurses (female) as carers
and the apparent powerlessness of allied healthcare professionals. However
Austin et al. (2005) argue that moral distress is not unique to nursing, and that it
has been identified as a factor in other aspects of medical practice. Fgrde and
Aasland (2013) reported that medical professionals who worked in less specialised
hospital positions experienced moral distress. Similarly, St Ledger et al. (2013) and

Hamric and Blackhall (2007) found moral distress amongst doctors.

Austin et al. (2005) present an overview of moral distress for nurses based on a
synthesis of literature and research. They argue that though obvious ethical
dilemmas such as withdrawing life-sustaining treatment or assisting in late-term
abortion arise regularly in practice, there is a more subtle type of moral decision-
making which nurses undertake on a daily basis. This decision-making involves
continuous demands for judgement and the need to balance obligations in order to
satisfy various parties who have a claim on their work. These ethical challenges are
embedded in context and time, they are framed by relationships with patients and
medical professionals and take place within an institutional structure. Austin

(2012) argues that these ethical challenges are becoming more complex as medical

2| have been unable to locate the original article.
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technology advances. Within these frameworks and contexts, nurses may
experience moral distress as they are unable to fulfil the mandate of caring due to

internal and external constraints (Austin et al., 2005).

Internal constraints on acting in the manner one deems ethically appropriate are
related to fear, self-doubt and a lack of courage to stand up for oneself, which is a
function of the hierarchy. This suggests implications for professional autonomy
(May, 1992) and may be related to nurse socialisation and the mandate of
following orders, which is embedded in an institutional hierarchy where nurses are
often subordinate to medical colleagues. External constraints include resource and
staff shortages as well as hospital policies. Interestingly, these are often directed
by the socio-economic policies of the country in which one practices, thus the
larger socio-political context cannot be ignored in moral distress discussions (Austin
et al., 2005; Varcoe, Pauly, Webster & Storch, 2012). For instance, a lack of
resources has been identified as a cause of moral distress in both Malawi (Maluwa,
Andre, Ndebele & Chilemba, 2012) and Uganda (Harrowing & Mill, 2010). South
Africa has a unique socio-political context and this has its effects on transplant
practice. My thesis will show how the South African context can heighten moral

distress for transplant professionals.

Austin (2012) argues that an acknowledgement of hierarchy is vital to
understanding moral distress. It appears that the power healthcare practitioners
hold is bestowed upon them by the systems within which they function. This may
explain why nurses and doctors experience moral distress differently. Whilst
nurses may be functioning at a subordinate level and dealing with conflicting
obligations to the institution, patients and medical professionals, doctors at the top
of the hierarchy felt moral distress when society perceived that they were not
performing their role adequately. Lutzen and Kvist (2012) and Varcoe et al. (2012)
argue that moral distress must account for the relational circumstances and
context in which interactions and decision-making take place. It is likely that the

healthcare hierarchy, with its attendant tensions, contributes to this context.
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3.3.1. Moral distress in transplant

The concept of moral distress in an intensive care or critical care setting has been
examined extensively (Gutierrez, 2005; Rushton, 2006; Schluter, Winch, Holzhauser
& Henderson, 2008). As transplant takes place in these critical care environments
much of this literature may be highly relevant to transplant practices. End-of-life
decision-making that accompanies transplant is often seen as a source of moral
distress, as are the extreme mechanical measures sometimes required to maintain
life (Corley, 1995). In many studies, transplant is mentioned in passing, though
little discussion or critical appraisal is forthcoming (Beca & Astete, 2011; Ersoy &
Akpinar, 2005). Nierste (2013) notes that nurses may experience moral distress
throughout the process of caring for transplant patients and their families.
However, Nierste (2013) writes from a Christian perspective and there may be an

element of religious bias in the work.

In a policy recommendation article, Roels, Spaight, Smith and Cohen (2010) argue
strongly that moral distress is highly relevant in transplant and has significant
implications which extend beyond job satisfaction and staff retention into the
realm of personal beliefs and transplant context. To this end, a small number of

studies have considered moral distress and transplant in a more critical fashion.

Milliken and Wall (2014) present a case study where a patient is approaching brain
death and a nursing sister requests the attending doctor to call a transplant
coordinator. The attending doctor is unwilling to comply with the nurse’s request
because he or she wishes to have an end-of-life conversation with the family. In
this case, the nursing sister experiences moral distress because she is unable to
initiate a course of action which she believes is ethically correct — giving the family
an opportunity to make a decision about organ donation (Milliken & Wall, 2014).
In commentary on the case, Milliken and Wall (2014) advise that health
professionals in these situations should consider recommendations from the
American Association of Critical Care Nurses (AACN, 2004, p.2) who advise four A’s
for coping with moral distress — ask, affirm, assess and act. The four A’s are

depicted in Figure F3.1.



Figure F3.1 — The four A’s of moral distress (AACN, 2004, p.2)
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Milliken and Wall (2014) conclude that the nursing sister is justified in any remedial
action she feels necessary as she is vulnerable in this scenario, because of the

health hierarchy.

Mandell et al. (2006) conducted focus groups with a large number of medical and
allied transplant professionals. Moral distress was identified as a significant theme
at the time when referral for donation and maintenance of the donor needed to
take place. Moral distress appeared to be based on a lack of guidelines and
protocols which caused confusion for participants. As the previous chapter
showed, transplant in South Africa is poorly regulated, and such guidelines and
protocols are also lacking in the Gauteng context. Wiegand and Funk (2012) show
that nurses experienced moral distress when considering healthcare for future
patients (potential transplant recipients). One nurse who participated in the study
was hesitant about organ donation because of a concern that the potential donor
was HIV positive. Pearson, Robertson-Malt, Walsh and Fitzgerald (2001) identified
elements of moral distress amongst intensive care nurses managing brain-dead
donors, though these are not explicitly acknowledged as such. They note that
nurses felt uncomfortable maintaining brain-dead donors because there was an
acknowledgement that the patient was dead but there was an obligation to treat

that patient as though still alive.

3.3.1.1. Moral distress in tissue transplant patients

Begley and Piggott (2013) consider moral distress and how it may influence siblings
in making decisions of whether or not to donate stem cells to another sibling — the
pre-transplant process. Stem cells constitute human tissue, and tissue donation is
less risky than organ donation because tissues regenerate. Begley and Piggott
(2013) argue that an individual may feel moral distress if he or she is unable to fulfil
the mandate of donating stem cells to a sibling. This mandate will either be
unfulfilled because the individual is not a good match, or because of another
contraindication to donation. Begley and Piggott (2013) emphasise that moral
distress can only be experienced in an agent who is constrained from acting in a

way which he deems morally correct. Thus, a transplant coordinator in this type of
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situation may experience moral stress in trying to facilitate dialogue and balance
opinion between siblings who can and cannot donate stem cells. However, a
coordinator does not experience moral distress because although the behaviour of
the other siblings prevents facilitation of a transplant for the potential recipient,
this is not a moral choice made by the coordinator, it is simply the result of

situational circumstances (Begley & Piggott, 2013).
3.3.1.2. Gaps in organ donation and moral distress literature

As this section has clearly highlighted, moral distress is well recognised in the pre-
transplant process (which will be discussed in more detail later in the literature
review, Section 3.3) when referral of donors, brain-death and donor maintenance
are considered. However, there appears to be very little literature considering
moral distress at other points of the transplant process, such as when caring for

potential recipients pre-transplant and in the surgical phase.

3.4. THE HEALTHCARE HIERARCHY AND MORAL DISTRESS IN SOUTH

AFRICA

This chapter aimed to describe two key concepts of my research, namely the
healthcare hierarchy and moral distress. In each case literature has been cited,
however this is seldom from South Africa, and so it does not account for context.
Whilst the interplay of these two concepts in the South African transplant context
has not previously been explored, a number of studies which identify moral distress
have been undertaken (Jewkes, Abrahams & Mvo, 1998; Langley, Schmollgruber,
Fulbrook, Albarran & Latour, 2013; Runkel, 2013; Van Waltsleven, 2014). A
broader discussion of some of these studies is warranted here because they
demonstrate the interaction between moral distress and the health hierarchy in a

South African context.

3.4.1. Moral distress and the health hierarchy in relations with

patients

A study by Jewkes et al. (1998), set in the Western Cape province of South Africa,

comprised an analysis of 103 semi-structured interviews and extensive
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ethnographic observation, with nurses and patients across three obstetric clinics.
The study findings are contextualised within South Africa’s hierarchical Apartheid
history, and the authors argue that this has significantly impacted the role and
perceptions of nurses in the country today. A difference between the Western
Cape Province where Jewkes et al. (1998) did their study, and my research setting,
is that the Western Cape is known to have better-resourced health services, hence
it is possible that results from similar work in a Gauteng setting could be even more

marked.

A rigid healthcare hierarchy dominated research findings in Jewkes et al. (1998),
with nurses at the top of the pinnacle and patients at the bottom. This is different
to the hierarchy which will be elucidated in this thesis; however, the previous
section has demonstrated that the formative trends of this hierarchy (power
relations in society, education levels) are similar. Interestingly, nurse participants
felt the hierarchy permeated beyond the clinic setting, and that they were
generally belittled by the community. The authors did not acknowledge that this
finding may have implications for a social constructionist view of the hierarchy

where societal perceptions and values transpose into institutional rank and file.

Jewkes et al. (1998) found that nurses frequently abused patients. The actual
abuse which patients suffered may be indicative of moral distress experienced by
nurses in their working environment. The study reported that nurses felt
unsupported and that they were blamed for problems at the clinic. This resulted in
a sense that poor outcomes were inevitable and served to damage morale. This
finding seemed linked to resources, where a better-resourced study site in the
sample reported less abuse of patients, possibly suggestive of a less morally
distressing environment. Austin (2012) found that doctors felt moral distress based
on societal perceptions of professional failure. This may be the case for nurses
here, especially because, at one of the study sites, there was a community

perception that nurses were abusive and untrustworthy.

Through considering Jewkes et al. (1998) it is clear that the healthcare setting in
South Africa is influenced by the societal hierarchies which permeate it. These

societal hierarchies, combined with a lack of resources and support, then produced
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feelings of moral distress which manifested themselves in low nurse morale and
patient abuse. My thesis will similarly show that the healthcare hierarchy in
transplant can lead to moral distress and aggressive behaviour which can be traced

along hierarchical levels.

3.4.2. Moral distress and healthcare hierarchy in interprofessional

relations

Research on moral distress, or which identifies moral distress amongst nurses in
South Africa, appears to be increasing, with a number of recent studies which

explore it in depth (Langley et al., 2013; Runkel, 2013; Van Waltsleven, 2014).

Runkel’s (2013) study took place in a private hospital in the Gauteng province, and
hence the study context is likely to be very similar to mine. Utilising six semi-
structured interviews and three naive sketches, Runkel (2013) aimed to explore the
experiences of critical care nurses after involvement in a sentinel event. A sentinel
event was defined as an adverse event that occurs in a health setting as the result
of a mistake or a deliberate nursing error, which causes serious harm to the patient
and is unrelated to the patient’s disease progression. Given similarities between
study settings, it is noteworthy that Runkel (2013) found one of the consequences
of a sentinel event was moral distress amongst nursing staff who had been
involved. However the results of Runkel’s (2013) study are not strongly linked into
a moral distress paradigm. Features of the health hierarchy and its role in creating
moral distress are evident in the findings. Nurses who participated recounted
being blamed by medical professionals for the sentinel event, and stated that
medical professionals sometimes considered nurses to be: “... incompetent or
dumb...” after their involvement in a sentinel event (Runkel, 2013, p.44). Such
situations where nurses felt they were being blamed then led to negative feelings

such as prolonged guilt and anxiety.

Van Waltsleven (2014) conducted a study with nine professional nurse participants
from the Northwest Province in order to develop and validate an instrument with
which moral distress in nursing can be measured. The study made use of

gualitative methods, semi-structured research interviews and focus groups. The
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study population was drawn from the North West Province of South Africa. Like
Jewkes et al. (1998) and Runkel (2013), Van Waltsleven (2014) identified factors
which suggested that a hierarchy in the South African health setting can cause
moral distress. The results of this moral distress were identified as high staff
turnover, decisions to leave the nursing profession and overall job dissatisfaction.
To this end, a number of questions in Van Waltsleven’s (2013) study validated a
moral distress instrument to address the notion of hierarchy. For instance,
whether nurses feel doctors value their opinions about patient care, whether
nurses feel they can advocate on behalf of their patients and whether nurses feel
that their skills are valued (Van Waltsleven, 2014, p.42). All of these aspects
related back to the healthcare hierarchy, and my research will show that during the
transplant process similar themes of moral distress develop. The opinions of allied
professionals are not readily solicited by medical professionals and allied

professionals perceive patients as having little faith and trust in their medical skills.

It is interesting to note the differences in manifestations of the health hierarchy
across contexts. In a 2012 Danish study, Rabgl, McPhail, @stergaard, Andersen and
Mogensen explored hospital team communication utilising four focus groups with
medical and nursing staff. In the Danish setting, a “flat hierarchy” was found (Rabgl
et al,, 2012, p.133). The authors noted that nursing staff felt they were able to
easily communicate with medical staff, and that medical staff were comfortable
communicating with nurses. One factor which may account for this difference is
the setting. In South Africa, the hierarchy appears deeply ingrained, whereas in

Denmark there may be greater equality between health practitioners.

3.5. SUMMARY AND CONCLUSION

This chapter aimed to demonstrate some relevant structures of the South African
healthcare setting and it utilised a number of research studies (Jewkes et al., 1998;
Runkel, 2013; Van Waltsleven, 2014) to show how the healthcare hierarchy and
moral distress relate in a uniquely South African context. It considered
international studies which have explored moral distress in transplant and which

concluded it is a significant factor.
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In Jewkes et al., (1998) one can identify the impact of those same factors which |
will argue influence transplant, such as socio-economic inequalities. More
narrowly, the studies discussed in this chapter show that aspects of a hierarchy-like
role and status, mutual respect and the position of patients and professionals in
the healthcare system - can lead to moral distress. Primarily, this was because the

hierarchy shaped the manner in which professionals and patients communicate.

None of the South African studies above considered moral distress in organ
transplant. When it comes to health professionals, transplant involves a much
larger number of individuals and teams than any other surgical or ICU intervention.
This thesis will argue that the health hierarchy in transplant is more complex and

that moral distress occurs at a number of different levels within this hierarchy.

In terms of patients, transplant patients may be more empowered than their
counterparts in Jewkes et al. (1998). This thesis will show that such empowerment
is a function of socio-economic status, with transplant mainly accessible to the
wealthy who may be better educated and hence more vocal. However, it will also
show that the empowered patient can cause moral distress and upset in the health
professional—patient relationship with similar implications for health staff. Jewkes
et al. (1998) also reported that nurses felt patients were uncooperative and did not
follow instructions. My research will show that transplant recipients are perhaps
more cooperative, and that this may be linked to the desperate need for an organ,

coupled with the empowerment mentioned above.

Organ transplant takes place within the hierarchical, morally distressing healthcare
system. Bounded by this system, transplant is a complex process which spans a
period of time and involves a number of distinctive stages. The following chapter

will consider the transplant process.
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CHAPTER 4

Literature Review- The transplant
process

4.1. INTRODUCTION

In order to explore organ transplant at a grassroots level, as Chapter 2 argued was
necessary, it is vital to understand that transplant is a process which takes place
across and within hierarchical health institutions, the subject of the previous
chapter. Without a notion of the scope of this process, subsequent literature on
health communication and its implications for my research cannot be fully
appreciated. As arule, the transplant process comprises three distinct phases,
each of which encompasses a variety of transplant-related tasks (Figure F4.1).
Worldwide, transplant follows these patterns, with slight variations depending on

local and hospital policy.

This chapter will consider the South African transplant process. As a process, organ
transplant stretches over a period of time. The chapter will begin by describing the
transplant process and identifying some aspects of time which influence it.
International studies relevant to the transplant process will be discussed
throughout. Important South African studies will be explored in detail and gaps in

the South African literature will be identified.
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Figure F4.1 — The transplant process

This diagram summarises the course of the transplant process, and indicates
aspects integral to each phase of the process, which will be noted in the discussion

to follow.

Post-transplant
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- Living donors

- Living donor organs - The transplant

- Cadaver donor families

4.2. PRE-TRANSPLANT PROCESS

4.2.1. Listing of potential recipients for cadaver donor organs

An individual with any specific condition for which transplant is indicated may be
worked-up as a potential transplant recipient. For each organ, there are differing
clinical indications for transplant listing, however, these are highly scientific and
hence not relevant to my thesis (Hammond, 2011; Muller, 2013; Smith, 2011;
Sussman, 2011; Wadee, 2011). In addition to clinical indications, the individual
should be mentally and physically healthy enough to withstand a transplant, and
should have an established support system (Sideris & Fabian, 2014). This is
determined during an extensive period of testing and work-up before transplant
listing. The final decision as to whether an individual will be listed for a transplant
takes place at a multidisciplinary listing meeting. Patients are then notified as to

their listing status by either the recipient coordinator or their referring doctor.
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4.2.2. Waiting for an organ

Patients who have been successfully listed for a transplant must wait for an organ
to become available. Several studies have explored the feelings of potential
transplant recipients whilst waiting for an organ. The waiting period is often
characterised as very lengthy and emotionally complex (Brown, Sorrell, McClaren &
Creswell, 2006; Jonsén, Athlin & Suhr, 2000; Macdonald, 2006). Although there is
substantial research into the emotional challenges whilst waiting for a transplant,
little has been published addressing the behaviour of potential recipients towards
healthcare staff during this time and my research considers this factor. One renal
study notes that dialysis patients can often be difficult and disruptive (Hashmi &
Moss, 2008) and another, that alcoholic patients become disruptive when informed
of the requirement for sobriety in order to receive a liver transplant (Fitz-Gerald,

2010).

4.2.3. Listing of potential recipients for living donor organs

As discussed previously, kidneys and liver lobes may be donated by living
individuals to either genetically related family members or to non-related
individuals.”® The potential recipient of a living donor organ is required to undergo
the same testing and evaluation as a cadaver recipient, and a decision about
transplant will ultimately be taken at the listing meeting. MAC approval is required

for non-related donors.

4.2.4. Procurement of cadaver donor organs

Unless organs are legitimately obtained from a living donor, the dead donor rule
applies: “... patients must be declared dead before the removal of any vital organs

for transplantation” (Truog & Miller, 2008, p.674).

Brain death is a widely accepted criterion for organ donation. Formally defined by
the Ad Hoc Committee of Harvard Medical School to Examine the Definition of

Brain Death in 1968, the ‘Harvard Criterion’ for brain death is now accepted

B The following relationships are considered within the ambit of living related donation: “Natural
parents and children, brothers and sisters of whole/half blood, brothers and sisters of whole/half
blood of natural parents, children of brothers/sisters whole/half blood, natural children of
brother/sister of whole/half blood of natural parent” (Veriava & Swanepoel, 2011, slide 5).
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worldwide (Ad Hoc Committee of the Harvard Medical School to Examine the
Definition of Brain Death, 2006). In South Africa, issues like the moment of death
and the definition of death are legislated in the National Health Act No. 61 of 2003.
Here, legislation takes the view that a person is legally dead when they are

diagnosed as brain-dead (Carstens & Pearmain, 2007).

4.2.5. Referral of cadaver donors

Cadaver donors are usually identified in the hospital environment, most frequently
in Neurosurgical ICUs, General ICUs and trauma wards (Muller, 2013). When a
healthcare professional believes that a patient is brain-dead or approaching brain
death, he or she may opt to refer the individual as a potential cadaveric organ
donor. Whether an individual health professional takes this action unilaterally, or

as part of a team, depends on the setting in question.

Several factors influence whether or not a potential donor is referred. The
personal attitudes of healthcare professionals towards transplant are considered
significant. Staff members with a positive attitude were found more willing to
consider referring potential donors than those who expressed negative sentiments
(Gross, Marguccio & Martinoli, 2000; Naude, Nel & Uys, 2002; Weiland, Marck,
Jelinek, Neate & Hickey, 2013).

A substantial body of literature explores the way healthcare professionals
communicate with families about organ donation. This communication is often
seen to be one of the most significant barriers to referral for a number of reasons
which will now be discussed (Ozdag & Bal, 2001; Prottas & Batten, 1988). A study
in the USA, which explored the interaction between healthcare professionals and
families in the donation context, found that staff often avoided situations which
would require communication (Paris et al., 1995). Another study reports that staff
in referring units felt that they were adding to the family’s distress by broaching
the topic of organ donation (Wakeford & Stepney, 1989). Compounding this
situation, in her 1999 article, Ballieu argues that families are not always given the
choice to donate, because having a donation conversation makes staff feel

uncomfortable. It is not surprising that healthcare professionals find these
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conversations difficult because having end-of-life discussions, even where there is
not an option of organ donation, is already problematic. In a 2013 Israeli study
Granek, Krzyzanowska, Tozer and Mazzotta found that some of the main barriers
towards discussing end-of-life issues were a lack of hospital protocol to direct these
discussions, discomfort with the notions of death and dying and reluctance to

accept responsibility for death.

According to protocol in Gauteng, potential donors should be referred to the
cadaver donor coordinator at one of the regional transplant centres. This referral is
generally made telephonically. The coordinator will travel to the referring unit and
take over the management of the patient in conjunction with the current managing
team because a large amount of information sharing is required. Upon receiving a
referral, the coordinator initiates a communication process, alerting relevant
parties that a potential donor has been identified and that there is the possibility of

a transplant in the near future.

4.2.6. Obtaining consent for organ donation

Before a potential donor can be assessed from a medical perspective, the donor
coordinator needs to obtain informed consent from the individual’s next-of-kin.
The main legislation regulating organ donation is found in chapter 8 of the National
Health Act No. 61 of 2003, and the regulations pursuant thereto. Next-of-kin are
considered: “a spouse or partner, or parent, grandparent, adult child, or brother or

sister in the order listed” (McQuoid-Mason & Dada, 2011, p.97).

Asking consent is a sensitive process which requires tact, counselling skills, listening
skills and an awareness of all aspects of the situation. Whether the next-of-kin is
aware of the referral for organ donation depends on the managing team. If the
managing team feels comfortable discussing end-of-life decisions, then relatives
may have been told that a transplant coordinator has been called. If a managing
team does not feel comfortable discussing death, the next-of-kin will hear for the
first time about the option of organ donation when the transplant coordinator

arrives (K. Crymble, personal communication, 10 May 2014).
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Consent to cadaveric organ donation happens during a period of grief, where there
is loss of a loved one. Transplant literature is inconclusive about the role which
donating organs can have on the grieving process. Some studies found that
donation is helpful for the family to make some sort of meaning out of the death
(Bellali & Papadatou, 2006; Merchant et al., 2008; Pearson, Bazeley, Spencer-Plane,
Chapman & Robertson, 1995). Others found that donation did not impact on the

grieving process in any substantive manner (Cleiren & Zoelen, 2002).

Whether or not consent to donate an organ/organs is forthcoming is sometimes
thought to depend on the attitudes of the healthcare teams involved, and their
behaviour during the grieving process. For instance, Moritsugu (1999) describes
the attitudes of healthcare staff and his personal experience of two organ donation
situations. The first was when he donated the organs of his wife, the second when
he donated the organs of his daughter. In the case of his wife, Moritsugu (1999)
found staff to be informative, helpful and empathetic. In the case of his daughter,
staff were disinterested, resistant and uncooperative. Moritsugu (1999) stated that
had he not been predisposed to organ donation, he would have refused in this

second instance, because the attitude of the staff was discouraging.

Should consent be forthcoming, the next-of-kin will authorise donation in writing.
They may approve the donation of certain organs but not others, as well as the

donation of tissue, bone and corneas.

4.2.7. Post-consent

Subsequent to obtaining consent, a battery of tests is carried out to determine
whether the individual is medically eligible to donate, and if so which organs (and
tissue) may be utilised. These tests are managed by the transplant coordinator. If
the individual is eligible to donate, organs are offered to managing teams at
relevant transplant centres. These teams decide whether they have a potential
listed recipient for the organ based on compatibility with the donor and resource
availability, as described in Section 2.5.4 which considered allocation processes.
Provided a suitable recipient has been identified, the transplant centre will then

notify the donor coordinator that they are able to accept the organ on offer. If not,
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donor organs will be offered to other transplant centres, firstly in the region, and

then nationally (Fourie, 2011).

Whilst a transplant is being organised staff at the referring hospital are responsible
for maintaining the donor. In a 2001 study amongst critical care nurses in the USA,
Day reported that a shift in mindset occurs once an individual has been declared
brain-dead. Prior to brain death, the individual was a living being with a subjective
reality. However, it was felt that after death the individual became an object, a
source of organs. Although the critical care nurses in Day’s (2001) study stressed
that a brain-dead patient must still be treated with dignity, participants noted that
they found it easier to care for a brain-dead organ donor as the individual was now

considered ‘a body’ and therefore less could go wrong (Day, 2001).

4.2.8. Calling a recipient to present for transplant

Once a transplant centre accepts a cadaver donor organ, the identified potential
recipient will be called to present for transplant. Transplant literature suggests
that this phone call is a seminal moment in the lives of potential recipients.
Waiting for the phone call has been identified as a most upsetting time, a time of
great anticipation and hope, but also of disappointment (Brown et al., 2006). In
some cases, more than one potential recipient will be called. The call to present
for transplant does not guarantee that the individual will receive an organ.
Although medical tests may indicate that organs are viable and healthy, this can
only be finally determined by the harvesting surgeon at the time of harvest - by
which point potential recipients should have already arrived at the transplant
centre. The possibility of a false call, where a recipient presents for a transplant
which, for some reason does not go ahead, is one of the most upsetting and
stressful aspects of the transplant waiting period (Macdonald, 2006). Upon
receiving the call, a potential recipient will inform the transplant team what time
he anticipates arriving at the transplant centre, taking into account the required

travelling time, which may include a flight.
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4.2.9. Mobilising transplant teams

Whilst waiting for the go-ahead from transplant centres the cadaver donor
coordinator officially initiates the process that will result in transplant. This involves
mobilising a large number of medical and surgical teams at different locations, and
coordinating their interactions (Regulations regarding the general control of human
bodies, tissue, blood, blood products and gametes, 2012). This task demands
extensive communication as every individual in every team needs to receive

specific information. The following teams need to be mobilised:

e |CU team at the harvesting hospital to manage the donor until the time of

harvest.

e Theatre teams at the harvesting hospital to make a theatre available for

harvest and to assist in the procedure.

e Harvesting teams from the relevant transplant centres (there may be
several for one donor), who will travel to the harvesting hospital and
perform the harvest (this may involve flights, which the coordinator will

need to book).

e Surgical teams at the relevant transplant centres who will receive the

organs and transplant them.

e Theatre complexes at the receiving transplant centre which will need to

make theatres available for transplant (sometimes more than one).

e [CU at the receiving centre which will be required to make isolation wards

available for the recipients (sometimes more than one).

4.2.10. Organs from living related or non-related donors

If a potential living donor has been identified, the potential recipient will notify the
living donor coordinator at the transplant centre, who will initiate the donor work-
up process. Given that the potential donor is a living individual, there is not as
much urgency in the transplant process as there is for cadaver donors. Hence,
informed consent for a potential living donor is a continuous negotiation

throughout the work-up process. The individual must first consent to undergoing
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donor work-up, including detailed medical and psychological evaluation. If a
potential living donor is deemed suitable, he must ultimately consent to the

surgical procedure and commit to subsequent donor follow-up.

When a person is accepted as a donor, and when he or she has provided written
informed consent to donate an organ, the living donor transplant coordinator will
notify the relevant surgical and ICU teams of a transplant which will take place at a
pre-specified date and time. This is scheduled according to theatre availability and
the general surgery waiting list at the transplant centre. The procedure is not
generally considered to be urgent, and there is more leeway for accommodating
individual schedules. The living donor coordinator will also notify the donor and
the recipient about the details of the procedure, and when they must present for

final testing and surgery.

4.3. THE SURGICAL PROCESS

4.3.1. The cadaver donor harvest

Because a cadaver donor is a source of multiple organs which will be transplanted
into multiple recipients, coordination of the harvesting teams is crucial. The
harvesting process leaves certain organs without oxygen and blood supply
(ischaemic) for varying lengths of time. Hence, the procedure is carefully planned,
and precise timings for harvest are essential in order to minimise prolonged

ischaemic times which could lead to organ degeneration.

Theoretically, Gauteng makes use of a procurement and harvesting protocol which
specifies the surgical process for a cadaver donor harvest (Appendix 2). However,
in reality it is very seldom that a harvest will correspond with these timings, as
there are several factors which need to be considered. For instance, it is possible
that a donor is medically unstable, which may necessitate expediting the
procedure. Or there may be a delay at some point in the process which means that
organs cannot be retrieved at specific times and that the harvest will need to be
postponed (Kahn, Personal communication, 29 May 2014). When the first incision

is made during a donor harvest, the donor should be anaesthetised, harvesting
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teams should be on site and potential recipients should be en route to transplant

centres.

The abdominal team will begin the surgical process of locating - and preparing to
remove - abdominal organs from the donor. If there is to be a lung harvest, the
lung team is required to initiate a similar process. At this point, the two teams will
be working on the donor together. Soon afterwards, the cardiac team is expected
to arrive in theatre and prepare for harvest of heart and lungs (if they are being
used). At this point, up to three harvesting teams may be working on the same
donor at the same time. When all is in place, the aorta is cross-clamped rendering
the organs ischaemic. At this stage the organs are perfused in situ with ice-cold
preservation solution to minimize further ischaemic damage. The cardiac team
then have twenty minutes to remove the heart. After twenty minutes, the
abdominal team will return to the table and remove the abdominal organs, even if
the cardiac team has not completed their procedures. The organs are then placed
in plastic bags containing ice-cold preservation solution, and stored in a cooler box
under ice (Kahn, personal communication, 29 May 2014). Throughout the harvest

an anaesthesia team will also be present in theatre to monitor donor status.

Organ harvesting may be a cause of discomfort for healthcare professionals. A
2009 Taiwanese study reported that theatre nurses involved in procurement felt
they were slaughtering donors by retrieving organs. Concerns about the large
amount of flesh removed during the harvesting process were also reported (Wang
& Lin, 2009). The stress of travelling to unfamiliar locations was documented in
Lloyd-Jones’s 1996 study where medical professionals were advised to be aware of
the impact their presence may have on other healthcare staff, and to practice
sensitivity in these situations. A Canadian qualitative study of fourteen theatre
nurses reported that harvesting is considered highly stressful. The primary factors
contributing to participants’ feelings of distress were strained relationships with
surgical staff, concerns about the dignity of the donor and the wellbeing of the

donor family (Regehr, Kjerulf, Popova & Baker, 2004).

A 2000 Swiss study examined the attitudes of healthcare professionals towards

organ donation. The study made use of a lengthy questionnaire which was
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originally distributed to 199 transplant professionals; a sample of only 74
participants was achieved. The authors argue that the small sample size is not a
source of bias. Of the participants, nine were operating theatre staff. Amongst
other factors, these participants were asked if they felt experience of an organ
extraction would change their views on the procedure. 67% of operating theatre
staff stated that it would not influence their beliefs or feelings, significantly more
than any other healthcare professional group that was represented (Gross et al.,

2000).

4.3.2. The living donor harvest

A living donor is unlikely to be giving more than one organ, so fewer healthcare
teams and theatre staff are required for the harvest. As the living donor and the
recipient generally undergo their surgical procedures at the same hospital, organ
transportation is unnecessary, hence ischaemic times are significantly shorter. The
harvesting and theatre teams will prepare the theatre for a pre-arranged cutting
time, and prepare the donor. This will include anaesthesia and medication. The
donor organ will be located, cross-clamped and removed. It will then be placed on
ice and taken to a neighbouring theatre where the recipient is anaesthetised and
ready for the transplant. Lesions created during the procedure will then be closed,
followed by the lightening of anaesthesia and a period in recovery, prior to transfer

to the surgical ICU.

4.3.3. The transplant

Whether organs are from a cadaveric or living donor, the transplant team receiving
them must be prepared to commence implantation processes as soon as the organ
arrives in theatre. Several teams are involved in preparing the recipient for
implantation, including the surgical team, anaesthesia team and the ICU team.
They will insert drips, catheters and attach monitors as well as pre-medicate the

recipient.

Before a donor organ may be implanted it is necessary to remove the defective
organ from the recipient (except in the case of kidney transplant where the new

kidney is implanted into the iliac fossa and the patient ends up with three kidneys).
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The time constraints which this poses must also be factored into the determination
of cutting time for the recipient. This procedure varies in complexity depending on

the organs in question and the nature of the organ damage.

When the donor organ is received the harvesting surgeon is required to
communicate certain details to the transplant team, who will prepare the organ in
a procedure known as ‘back table’.® Once the back table is complete, the organ
will be inserted into the recipient and stitched into place. Blood flow to the organ
will then be initiated by removing the clamps, with perfusion of the organ (blood
flowing through it and turning it pink) the first indicator that the surgery has been a

success. Throughout this process, theatre teams communicate with each other

regarding the status of the recipient and the progress of the procedure.

4.4. THE POST-TRANSPLANT PROCESS

Following a successful organ harvest and transplant, the recovery period for
recipients and living donors begins. For a cadaver donor family, a period of
mourning and grief ensues after organ donation and the death of a loved one.

Post-transplant follow-up for each of these groups will be detailed in turn.

4.4.1. Recipient follow-up and adherence

During the period immediately post-transplant, recipients are highly susceptible to
infection. They are kept in ICU isolation wards for a number of days in order to
control this risk. Recipients are not generally allowed physical contact with visitors
during this vulnerable time, and anyone entering the isolation cubicle is required to
take extensive infection control measures. When the immune system of the
recipient has stabilised and the organ function appears satisfactory, he or she is
moved out of isolation, and may either spend a few more days in ICU or be
transferred directly to a general ward. The surgical and medical team who
performed the transplant monitor the patient during daily ward rounds, and the
patient also receives counselling, dietary advice, physiotherapy, occupational

therapy and education on medication and other aspects concerning recovery. The

" Here, the organ is still on ice, and the implanting team work to remove any excess fat or tissue, as
well as ensuring that veins and arteries are exposed and prepared for surgical attachment.
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aim of such management is to familiarise a recipient with his or her new way of life
and provide support for his or her reintegration as a productive member of society

(Holzner et al., 2001).

Post-transplant, a recipient is required to adhere to a lifelong management
programme in order to maintain the donor organ. This involves regular follow-up
and this process has been substantially documented (Cohen & Galbraith, 2001;
Mize & Cupples, 2004). Through this follow-up, relationships develop between the
recipient and the management team and these are seen to influence long-term
adherence. Gremigni et al. (2007) and Lurie et al. (2000) note some associations.
In Gremigni et al.’s (2007) study, participants cited a trusting relationship with their
management team as a facilitator of adherence. Lurie et al. (2000) reported that
when this relationship failed to develop, incidence of non-adherence was higher.
Furthermore, frank and familiar long-term contact between the management team
and the recipient has been found to affect the recipient outcome and apparently
also the morale of healthcare professionals (Johnson et al., 1999, Raiz, Kilty, Henry

& Ferguson, 1999).

However, the long term follow-up of transplant patients is complicated and the
establishment of a trusting relationship is not the only factor which might influence
recipient outcomes. As Raiz et al. (1999) note, recipient outcomes are often
subjective and depend on perceptions of life post-transplant, with individuals who
were older, satisfied with their level of social functioning and who found security in
their condition being controlled by a powerful medical management force,
reporting more favourable outcomes than those who were uncertain about their
prognosis. Perceptions of negative aspects in transplant, like episodes of disease or
perceived poor outcomes, were found to lead to increased morbidity and mortality
in recipients and also to be associated with certain psychological factors (Dew et

al., 2005; Olbrisch, Benedict, Ashe & Levenson, 2002).

In a South African study of health outcomes amongst 23 kidney transplant
recipients, Burke (2006) made use of several validated measures, and reported that
those who experienced graft rejection exhibited high levels of anxiety and did not

feel in control of their health management, attributing the rejection to external
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sources such as luck or fate. Furthermore, feelings of guilt could cause
psychological distress in transplant recipients (Muehrer & Becker, 2005) and the
influence of personal romantic relationships was also considered a significant

factor in recipient wellbeing (Gee, Howe & Kimmel, 2005).

4.4.2. Caring for the carers — supporting the families of transplant

recipients

Another factor which is thought to influence recipient outcomes is the nature of
their support system post-transplant, a period when recipients require dedicated
care. Often, a potential recipient will need to prove that there is a support system
in place in order to be listed. Post-transplant, a recipient assumes a duty to
maintain the donor organ, and in order to facilitate this management, family
members are involved. A number of studies have examined the importance of
support for a transplant recipient’s family (Bohachick, Taylor, Sereika, Reeder &
Anton, 2002; Christensen, Raichle, Ehlers & Bertolatus, 2002; Patel, Peterson &
Kimmel, 2005). There appears to be a correlation between this support structure
and a recipient’s emotional wellbeing. Those recipients who perceived themselves
as having a stronger support structure reported fewer emotional complications
post-transplantation. Dew et al. (2005) found that heart transplant recipients who
displayed signs of psychological disturbance post-transplant were found to have

weaker family support systems.

4.4.3. Living donors post-transplant

Living donors are monitored post-transplant in surgical ICU, transferred to a
general ward and typically discharged within a few days, provided there aren’t any
surgical complications. Living donors are required to present for a check-up
regularly post-donation. They are also provided with physiotherapy, occupational

therapy and counselling on health and nutrition.

4.4.4. Cadaver donor families post-transplant

Cadaver donor families are not involved in the surgical aspect of the transplant

process, and hence medical follow-up is not necessary. Cadaver donor families are
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not routinely offered psychological follow-up, and the onus is on the donor family
to initiate and arrange psychological support or counselling should they feel it
necessary. Depending on the structure of the managing transplant unit, cadaver
donor families may be sent a letter or gesture of thanks for their donation. This
letter may detail the number of lives saved, and provide vague information about
who received each organ. They are also invited to an annual Donor Day, where the
name of their loved one is memorialised in a garden of remembrance in the year
after the donation was made. The identities of recipients are not divulged to the
cadaver donor family, or vice versa, as this may introduce a factor of coercion into
the transplant process. However, some donor families will receive letters from the

recipients through the coordinating transplant centre.

In a review of qualitative transplant studies, Ralph et al. (2014) examine factors
which influence wellbeing and perceptions of donor families post-transplant. They
have identified a number of trends which are relevant to my research. They found
that needing closure post-transplant was important to donor families. A thank you
letter from the transplant coordinator was valued by donor families, as was some
information about the outcomes of those recipients who were given donor organs
(Ralph et al., 2014). In an Australian study, Thomas, Milnes and Komesaroff (2009)
found that donor families valued thank you letters received from anonymous
recipients but that the families felt unable to reply to these letters. Sque and
Payne (1996) found that donor families felt unsupported when they left the
hospital after the organ harvest had taken place. It was noted that hospitals did
not routinely provide any emotional support to donor families when they left the
hospital and that little formal follow-up of the families was undertaken. Families
noted a feeling that once the hospital had the organs, they were “left” (Sque &

Payne, 1996, p.1365).

4.5. SOUTH AFRICAN TRANSPLANT RESEARCH

A small number of South African studies, which are pertinent at various stages of
the transplant process, have been undertaken, and these will now be discussed.
Studies have been included in this chapter because the techniques used in

obtaining their samples were similar. They made use of populations which had
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already had exposure to the transplant process (families and nurses). Thus, it is
possible that these studies are more representative than those discussed in

Chapter 2, which noted the hypothetical views of certain sample populations.

4.5.1. Studies which sampled family members and decision-makers in

cadaver donation

Two studies which sampled families and decision-makers have taken place in South
Africa. These will be substantively discussed in turn, and common results and
implications for the research presented in this thesis will be considered at the end

of the section.
4.5.1.1. Reyneke’s study

In her completed 2014 MCur dissertation, Reyneke described research titled
Understanding decisional conflict amongst family members in organ donation in the
Western Cape Province. According to Reyneke (2014) decisional conflict takes
place when an individual who may be in an emotional state cannot easily decide on
a course of action and experiences difficulty in clearly elucidating the options

before him or her and then deciding between them.

Reyneke (2014) grounded her study within O’Connor’s (2006) Ottawa Decision
Support Framework which incorporates the work of a number of authors and
utilises three categories to evaluate decision-making, namely decisional needs,
decisional support and decisional quality. Decisional needs dictate the type of
support which should be provided, and this influences the overall quality of the
decision which is made. The choice of theoretical framework is interesting because
my research will show that transplant coordinators consider it vital that informed
decisions are made by families (whether affirmative or negative) and the decisional
quality is emphasised. Decisional quality is determined by considering whether a
decision was informed, if it accounted for the decision-maker’s value system and

whether there was sufficient time to make the decision.

Through data analysis Reyneke (2014, pp.63 — 66) identified seven major themes

which can lead to decisional conflict:
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1. The shock of finding out about the death of a loved one can affect
psychological state and decision-making capacity, however, in organ
donation families are often required to make a speedy decision.

Participants stated that they were aware of this requirement.

2. Difficulty in understanding brain-death posed a challenge for decision-
making because the loved one appeared ‘alive’ — was warm and had a

pulse.

3. Certain values or beliefs were considered in the decision-making process,
and Reyneke (2014) seems to argue that these were used to buy time or
because families were unable or unwilling to make a donation decision.
Such considerations involved reflections of what the patient was like whilst
alive and questioning whether the patient would have wished to be an
organ donor. Sometimes, these considerations included a conviction on the
part of family members that the brain-dead patient would recover. This
phenomenon, which Reyneke (2014, p.64) has labelled “projection” was
also found in families who made repeated attempts to contact a relative
who could assist in the decision-making, thus stalling the moment when a

decision actually had to be made.

4. Participants felt conflicted about the appropriate decision to make on
behalf of their loved one. This conflict manifested itself in repeated

changes of mind until a final decision was reached.

5. Reality struck the participants when they started to accept the fact that the

loved one was deceased, and that there was no longer a prospect of life.

6. Each family was found to have key decision-makers. Interestingly, the key
decision-maker in each family did not necessarily reflect the norms of family
structure, for instance a patriarchy which was discussed in Section 2.6.4.3.
The male was not always the key decision-maker and some females in

Reyneke’s (2014) study sample seemed to be empowered.

7. The cause of brain-death was important in decision-making because it

shaped the context within which a family was deliberating. If death was
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crime related it was possible that the family did not know all the details. If

death was sudden, the family felt a sense of disbelief.
4.5.1.2. Kometsi and Louw’s study

Kometsi and Louw’s (1999) study, entitled Deciding on cadaveric organ donation in
Black African families was conducted with families on the topic of cadaveric organ
donation in South Africa. Participants in the study were ten Black African families
from the Greater Cape Town area. These families had either agreed to donate the
organs of a deceased loved one or had declined to do so (Kometsi & Louw, 1999).
Using a semi-structured interview schedule, the study examined factors that
affected this decision. The inclusion of multiple family members as participants
emphasizes the importance of the family unit in decision-making. This particular

methodological approach informed the donor family interview phase of my study.

The following were identified as important themes during analysis of the interview

data (Kometsi & Louw, 1999, pp.474 — 476):

e Death and criminality — As a reaction to the criminal elements which exist in
South African society, families whose loved ones had died through a
criminal act, had often decided against donation. It appeared that families
felt there was a direct link between organ donation and failures in the South
African justice system, especially where perpetrators of the crimes against
loved ones had not been apprehended. Thus, families felt that they had
become no more than a source of organs, and that society deemed it

unnecessary to pursue justice for the deceased loved one.

e Time needed for consultation — The majority of families expressed a wish to
consult loved ones from distant areas before taking a donation decision.
This was often not possible due to time constraints. Participants expressed
discomfort with the speed at which a transplant coordinator would request

an organ donation after brain-death was declared.

e Death and transition to ancestry — Participants noted that cultural practices
sometimes dictated donation decisions, expressing concerns that the donor,

missing certain organs, would haunt the decision-maker.
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e Brain-death — None of the participants in the study understood the concept

of brain-death.
4.5.1.3. Discussing Reyneke (2014) and Kometsi and Louw (1999)

A weakness of Kometsi and Louw (1999), which was substantially addressed in
Reyneke (2014), is the importance of family structure as a characteristic of the
study population. Whilst they suggest that decision-making is truly a joint effort
(Kometsi & Louw, 1999), Reyneke’s (2014) finding of the importance of a key
decision-maker seems more plausible, especially when considered in light of other
previous research discussed in Section 2.6. However, whilst previous research
suggests that an older male is likely to be the key decision-maker (Section 2.6.4.3,
Green, 2000) Reyneke’s (2014) study suggests that this is not always the case. My
research considers factors of family structure primarily from the standpoint of
healthcare professionals, and | will argue that some healthcare professionals
assume a patriarchal family structure informs transplant decision-making, and
believe that women and younger family members are not empowered to make

decisions of their own accord.

A limitation of both studies, which is addressed in my research, is that neither
considers aspects of the post-transplant process for donor families, and neither
addresses post-transplant follow-up of the donor family. Whilst Reyneke (2014)
sensibly recommends that transplant coordinators and nurses who have contact
with grieving families on a regular basis receive some type of debriefing, this is not
recommended for the families themselves. My research has avoided this limitation
by considering the transplant process as a whole, from pre-transplant through to
post-transplant. By adopting this approach, my research has been able to show
that the post decision-making process for donor families is an especially fragile

time, where follow-up and communication can have long-lasting effects.

When it comes to the samples in Kometsi and Louw (1999) and Reyneke (2014)
some very interesting characteristics emerge. Both studies were able to recruit
substantially more donor families than | was able to (ten and eight respectively,

compared to two in my study). Notably, both Kometsi and Louw (1999) and
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Reyneke (2014) obtained their samples in the Western Cape Province, whilst |
obtained a sample from Gauteng Province. It is possible that the Western Cape is
more amenable to this type of research than Gauteng, evidenced by the difference
in numbers. One reason for this may be because of the established history of
transplant in the Western Cape. Another may be because | was an outsider and
had yet to build up trust within the Gauteng transplant community, whereas
Kometsi and Louw (1999) and Reyneke (2014) were already familiar to the

gatekeepers in the Western Cape transplant system.

4.5.2. Studies which sampled family members in living donation

4.5.2.1. Mbeje’s study

In a 2013 study entitled Perceptions of the relatives of patients suffering from
chronic renal failure regarding kidney donation Mbeje explored the views of 25
relatives of listed potential kidney recipients towards living organ donation in a
South African setting. Mbeje’s (2013) study took place in the Kwa-Zulu Natal
Province of South Africa. Participants were family members of dialysis patients in a
hospital within that province. The study aimed to explore the attitudes of these
family members towards living kidney donation, based on the premise that this is
the only viable alternative to dialysis or cadaver transplant for patients with end-

stage renal failure.
Findings fell under three principal headings:

1. All participants were aware of living organ donation. This was primarily
through the media, education from their listed relative or education from
the kidney team. It was found that though all participants were aware of
living kidney donation, not all were in favour of it. Mbeje (2013) concluded
that intensive educational interventions by renal teams and the government

may be helpful in changing these attitudes.

2. Religious affiliation appeared highly significant, with the majority of
participants citing religious practices as aspects which would influence a
donation decision. However, very few participants subscribed to religions

that were entirely opposed to donation.
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3. Whilst many participants would consider donating an organ to a family
member, there were often contraindications to donation. Participants
appeared fearful of the surgical procedure and anxious about the

implications which donating may have for their future lives.

Mbeje (2013) reports that the donor work-up process which was described in
Section 4.2. was sometimes a source of anxiety. It was noted that the stress of
finding a donor was exacerbated when family members were found ineligible to
donate, however this finding is not explored in any substantive detail.
Furthermore, Mbeje (2013) has not considered the financial costs associated with
living kidney donation and its implications for access to transplant services (which,
if sought in the private sector, must be paid for) apart from noting that renal
transplant is considered more cost-effective than long-term dialysis. In conclusion,
Mbeje (2013) recommended that future research, which considered the role of the

transplant coordinator in dealing with long waiting lists, would be beneficial.

| undertook to further explore the experiences of living donation by conducting a
focus group with living donors. As with the previous studies discussed here, a
fundamental difference between Mbeje’s (2013) study and my research is that |
considered the transplant process as a whole. Thus, my research was able to
elucidate living donor insights in the post-transplant phase as well as in the period
before the transplant took place. My study furthers Mbeje’s (2013) findings by

considering the financial implications of living donation in more detail.

4.5.3. Studies which sampled health professionals

4.5.3.1. Naude, Nel and Uys’s study

In a 2002 study entitled Organ donation: Attitude and knowledge of nurses in South
Africa, Naude et al. explored the attitude and knowledge of transplant coordinators
and intensive care nurses towards various aspects of organ transplantation. This
study included health professionals and transplant coordinators, thus it contains
the sample most similar to mine. Specific emphasis was placed on cooperation
between coordinators and nurses when it came to identifying potential donors

(Naude et al., 2002). Self-administered questionnaires were used. These are not
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available in the publication, thus is it not clear whether open-ended or closed
qguestions were asked. There were separate questionnaires for transplant
coordinators and intensive care nurses (Naude et al., 2002). Unfortunately, the

paper does not explain how the data was analysed.

Study findings show that all transplant coordinators expressed a positive attitude
towards organ transplantation. 12.9% of nurses expressed a negative attitude,
with 21.2% indifferent. Both groups mentioned that communicating with family
members is emotionally stressful. The study also showed that a healthcare
worker’s attitude towards organ donation could influence their decision to refer
potential donors. In terms of knowledge, insufficiencies were identified in the
nurse population, with good knowledge found amongst the transplant coordinators

(Naude et al., 2002).

Some interesting results were forthcoming in terms of cooperation and
professional role. Both groups felt that nurses were responsible for the
identification and referral of potential donors. Conflict was evident in perceptions
of which group was responsible for the maintenance of the donor, which takes
place after consent has been granted and before the surgical phase begins. Both
groups felt that this responsibility fell to them. Furthermore, conflict resolution
between the two groups was considered problematic. This primarily arose from
the different end-points of the two professions (for cadaver procurement
coordinators the death of the patient is the ultimate goal, whilst for nurses the goal
is to sustain life). Few intricacies of communication were reported in the study,
which examined a number of aspects of which communication was just a small

section.

4.5.4. Gaps in the South African transplant literature

The review of relevant South African transplant research presented above
identifies gaps in local transplant literature which my study aimed to address to

some extent.

Firstly, the specific issue of interprofessional communication in the transplant

setting has not been explored in any detail, and has never been researched utilising
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gualitative methods. Important aspects of interprofessional communication and
how this is affected by context and practice is lacking. | proposed to do this by

focusing specifically on communication. Furthermore, transplant professional —
patient/family communication in South Africa has not been considered from the
transplant professional point of view. Such an exploration was warranted in the

unigue and complex Gauteng healthcare setting.

Secondly, it appears that no qualitative study which explores the views of the range
of transplant professionals in South Africa has been undertaken. As the first such
study, the present research may add substantially to qualitative health
communication literature (which will be discussed in the following chapter),

possibly setting new research trajectories related to research design and settings.

Finally, my research is the first in South Africa to consider transplant as a process.
As such, | have aimed to address a gap in South African transplant literature by
including an exploration of the follow-up of donor families post-transplant, and by

considering the experiences of transplant professionals throughout the process.

4.6. SUMMARY AND CONCLUSION

In order to consider transplant practice as it takes place within and across health
institutions, this chapter aimed to provide an overview of the transplant process
and attempted to portray its scale, especially the large and diverse number of
healthcare professionals and teams involved. The general role of each team in the
transplant process, and the individuals within it, was described. The transplant
coordinator was shown as the locus of responsibility in organising a transplant by
communicating with other transplant professionals involved. Additionally, the
chapter considered some of the roles and responsibilities of donor families,
potential recipients and recipients in the transplant process. It detailed the
requirements for transplant listing and post-transplant follow-up. A large amount
of international literature pertaining to the transplant process was referenced,
however there is a paucity of local information. This was specifically related to
donor family follow-up, which did not appear to have been addressed in local

literature at all.
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It is clear from the South African transplant research reviewed in this chapter that
communication amongst a variety of healthcare professionals and patients —as it
takes place across the transplant process — has not been explored before in this
country. Because this thesis considers communication between transplant
professionals and patients in these settings, it is important to discuss health

communication in South Africa. This will be done in the following chapter.
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Chapter 5: Communication in
healthcare and organ transplant

5.1. INTRODUCTION

| aimed to explore communication in organ transplant in Gauteng province. |
considered both interprofessional communication and communication between
professionals and their patients and families, both within the hierarchical
healthcare system and also throughout the transplant process. Because
communication is fundamental to my research, the aim of the current chapter is to
consider health communication in South Africa in detail. The chapter will begin by
describing fundamental aspects of health communication in South Africa. It will
then consider South African health communication literature, first looking at
professionals’ communication with patients and then at interprofessional
communication. Pertinent studies will be linked to ethics in healthcare, and | will
argue that effective health communication is an essential element of ethical

practice.

Longman (2013) argues that communication is vital in the health setting because it
allows for the conveying of information, expressing of emotion and clarification of
instruction which accompanies the healthcare process. At its most basic,
healthcare involves a patient seeking medical expertise. The patient must be able
to explain his or her ailment and the healthcare professional or team must be able
to respond. Ideally, through two-way communication, the patient and the health
provider negotiate acceptable health management. | argue that communication is
an essential pillar of the South African healthcare system. Firstly South African
legislation and practice guidelines mandate patient centred care (Health
Professions Council of South Africa, 2008b) which involves the provision of health
services which a patient deems to be in accordance with certain of his or her life
priorities. Secondly, the South African Constitution explicitly requires informed

consent for health treatment. One of the main foundations of informed consent is
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providing the patient with the information necessary to make a management

decision. This is achieved through communication.

As health interventions become more complex, health communication extends
beyond the practitioner-patient relationship into the institutional realm. With the
modern objective of multidisciplinary care which is epitomised in transplant, there
is a need for health professionals to communicate with each other, especially in
terms of sharing details of patient management. This sharing of patient
information amongst a multidisciplinary group of health professionals is known as
continuity of care (which will be discussed in Section 5.6) and it requires effective

interprofessional communication.

5.2. HEALTH COMMUNICATION IN SOUTH AFRICA

Because of a number of systemic complexities, health communication in South
Africa poses a substantial challenge. The Health Communication Research Unit,
where | was based for this study, has undertaken significant work in order to
explore these challenges and to suggest and implement recommendations. Penn
and Watermeyer (2012b) argue that the healthcare sector can be seen as a
microcosm of society, and that societal norms pervade the healthcare setting.
Thus, challenges in health communication require an exploration of context which

has a specific effect on the type and quality of interaction which takes place.

5.2.1. The role of language

As explained in Chapter 1, South Africa has eleven official languages, all of which
are spoken to some extent. However, language mismatches between health
professionals and patients are common. In many cases, health professionals,
especially medical doctors, have been educated in English and are unable to speak
any other language (Longman, 2013). This can complicate communication because
the majority of the South African population does not have English as its home
tongue. Everett, Odendaal and Steyn (2005) found that medical professionals were
aware of some communication gaps, and were eager to engage in activities to

improve their interactions with patients.
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A number of studies have explored the use of interpreters to bridge language
barriers between health professionals and patients. These studies hypothesise that
by more closely matching the language in health interactions patients will be better
informed about their condition and management plan. However, interpreters are
not always effective, primarily because it is unclear if important information is
accurately conveyed by the interpreter (Penn & Watermeyer, 2012a; Penn &
Watermeyer, 2012b). In their 2012 papers, Penn and Watermeyer develop the role
of the interpreter. Firstly the interpreter can establish rapport with both the
patient and the health professional through asides which are not directly related to
the health consultation (Penn & Watermeyer, 2012a). Secondly, the interpreter
can act as a cultural broker, possessing knowledge of a patient’s cultural practices,
and can convey information in a culturally sensitive manner which the patient can

understand (Penn & Watermeyer, 2012b).

Although my study explored communication, the issues of language and the use of
an interpreter when communicating with patients was not one of the major
themes that emerged. However, it appeared that transplant professionals who
participated in my study preferred to communicate in English and felt comfortable
doing so, provided patients had basic English language skills. My study has
produced results which differ from those found in other investigations in some of
the literature (Longman, 2013), and this may be because transplant is a tertiary
intervention which is only accessible to a few, many of whom are relatively
empowered, and therefore may have a better command of English than those
study participants from rural areas, where primary care communication has been

investigated.

5.3. HEALTH PROVIDER — PATIENT COMMUNICATION RESEARCH IN

SOUTH AFRICA

In a study entitled Affordability, availability and acceptability - barriers to health
care for the chronically ill: longitudinal case studies from South Africa, Goudge,
Gilson, Russell, Gumede and Mills (2009) report on longitudinal research

undertaken amongst thirty households affected by chronic illness in rural South
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Africa. Whilst the objective of the study was to explore barriers to accessing
chronic healthcare, a number of communication barriers were also identified

(Goudge et al., 2009).

Patient-health provider interactions were a barrier to accessing healthcare (Goudge
et al., 2009). The study reports that inadequate communication left many patients
unaware of the specifics of their chronic condition, which resulted in inappropriate
management (Goudge et al., 2009). However, the study also reported that when
patients and healthcare providers communicated well, patients were better able to
understand their diagnosis and management (Goudge et al., 2009). It is interesting
to see how good communication facilitates both the adherence to and the
provision of care, which are required to control a chronic disease. This is an
example of how communication, in this case by providing adequate information,
can facilitate autonomy which is a vital aspect of ethical practice. My thesis will
extend this argument, further showing how communication is vital to ethical

transplant practice.

5.3.1. Health professional — patient communication in transplant —

the role of uncertainty

The results of my research will show that throughout the transplant process,
various points of uncertainty exist. This begins with the potential recipient who is
uncertain whether he or she will receive an organ. It continues into interaction
with the potential donor family who may be uncertain about making a donation
decision. Post-transplant recipients face uncertainty in terms of their overall health
and survival, living donors may feel uncertain about similar issues and donor
families may feel uncertain about their decision. | will argue that communications
in the transplant process need to take these uncertainties into account and manage

them effectively in order to facilitate caring, ethical practice.
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5.3.1.1. Uncertainty management theory (UMT)

According to Yoshitake (2002, pp.178-179) there are three essential elements of
UMT.

1. Uncertainty - the cognitive condition of being unable to predict future
happenings. In transplant perhaps this is most evident when waiting for an

organ.

2. Anxiety - an emotional response to uncertainty, depending on the situation.

In transplant, this is also evident in the emotions of potential recipients.

3. Mindfulness — a continual effort to reflect on and consider the information
needs of the patient. Effective communication should be tailored to
account for uncertainty and anxiety in one’s communicative partners. In
transplant this may be most evident when transplant coordinators seek
family consent for cadaver organ donation and tailor communication to

accommodate the family’s grief.

| have chosen to use the term communicative partners above, rather than
communicative object (which is commonly used in UMT literature) as this is more
consistent with the notion of shared decision-making in the medical encounter,
where a patient is considered an equal participant rather than the object of

medical management.

5.3.1.2. Brashers’ theory of uncertainty management

Brashers proposed a theory of uncertainty management largely based on Mishels
theory of uncertainty in healthcare (1988). Mishel argued that uncertainty results
when a predicted situation does not arise, for instance when a medical
management plan does not produce the anticipated effect. It appears that
uncertainties are further compounded by other aspects of health and illness
(Mishel, 1988). Later, Mishel (1990) widened her theory to account for uncertainty
in chronic illness, where she argued that it becomes an integral part of daily life.
There are two notable differences between Brashers’ theory and Mishel’s work.

Firstly, Brashers argues that uncertainty is not always a negative condition which
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should be altered. Secondly, Brashers et al. (2003) propose three distinct

categories of uncertainty in healthcare, which are discussed below.

Brashers’ theory emerged primarily through studies of HIV-positive individuals
(Brashers et al., 2000; Brashers, 2001 & Brashers, 2007). The main hypothesis of
this theory is that individuals may consider uncertainty as either potentially
harmful or potentially beneficial. The way in which an individual conceptualises
uncertainty will dictate his or her actions in managing it. This will either entail
gathering information to mitigate uncertainty or avoiding new information to
maintain an uncertain state. An individual may wish to maintain uncertainty
because of fears that new information could have negative psychological
consequences. Communication is a source of such information and an individual

will engage in it or avoid it, depending on his or her current attitude to uncertainty.

However, information seeking or avoidance does not always have the desired
outcome. An individual may believe that an increase in information will produce a
corresponding decrease in uncertainty because better information can assist in
clarifying alternatives and their predictability. However, new information may
inadvertently lead to increased uncertainty as a larger number of unpredictable
situations and scenarios are identified. Furthermore, information seeking will not
reduce uncertainty if the sought knowledge is unforthcoming or ambiguous. These
confounding factors of information seeking and their ramifications for uncertainty
may call for specific management. For instance, managing uncertainty may involve

adjusting individual perceptions of the uncertainty itself.

5.3.1.3. Uncertainty management and patient communication

Three categories of uncertainty, specific to healthcare, are identified (Brashers et

al., 2003, pp.502-514):

1. Medical uncertainty involves ambiguities in diagnosis, prognosis and

management. These are often compounded when management is complex.

2. Personal uncertainty is related to self-image and individual synthesis of
conflicting roles and expectations to act in a certain way (the ‘sick role’

verses the ‘well role’. The ‘care giver’ verses the ‘care receiver’). It involves
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finding personal identity (or re-identifying oneself) in relation to a disease
or condition. Financial consequences of illness also contribute to personal

uncertainties.

3. Social uncertainty encompasses fluid relationships with acquaintances and
society at large. It involves ambiguities about social acceptance and the
longevity of future relationships in the context of iliness, especially with

those individuals who may be relied upon to provide support.

Within these factors of healthcare uncertainty, professionals are obliged to practice
mindfulness in order to recognise and react to it. This may be achieved through
providing information or by trying to change and influence patients’ perceptions of
the uncertainty itself. In summary, it would appear that substantial social skills and
sensitivity to patients’ emotions are required to manage uncertainty and to tailor
communication accordingly. This includes acknowledgement of, and balancing of,
temporal factors (the recipient’s journey), insight into the patient’s perceptions of
hope and the corresponding need for information in order to achieve an
uncertainty balance (i.e. a state of affairs where the amount of information is such

that either more or less would increase uncertainty, Figure F5.1) (Brashers, 2011).
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Figure F5.1 — Achieving an uncertainty balance in patient communication

This figure presents two depictions of uncertainty. The first is optimal uncertainty,
where the requirement for information is balanced with the amount of information
provided. The second demonstrates the imbalance that occurs with the provision
of too much information or too little information. The figures are placed on
generalised non-linear axes representing information and uncertainty. | have
extrapolated this figure from Brashers (2011).
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5.3.1.4. UMT and organ transplant literature

Although the transplant process appears imbued with uncertainty, few research
studies have applied UMT to transplant. Three such studies, Martin, Stone, Scott
and Brashers (2010), Scott, Martin, Stone and Brashers (2011) and Stone, Scott,
Martin and Brashers (2013) have been identified. These three studies are based
upon a data set which comprised a study population of thirty-eight transplant
patients, eight of whom were in the pre-transplant phase and thirty of whom were
post-transplant. The earliest study, which will be discussed in more detail below, is
particularly relevant to my research. The latter two studies focus on transplant

recipients and the ways in which they manage uncertainty.

Sco