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SUMMARY

This study explored social workers’ perceptions of their role in providing palliative care to
patients with life-limiting illnesses in six hospitals across Namibia. A qualitative grounded
theory approach was use in which in-depth interviews were conduct with twenty (20) social
workers. Several key findings are presented: First, the emerging constructivist grounded
theory of social workers’ multi-dimensional roles in providing palliative include identities of
advocate, assessor, broker, counsellor, educator, facilitator, patient liaison, mediator,
discharge planner and manager of in-country referrals. Second, several participants’
uncertainties of what palliative care entails offered insight that they are in need of palliative
care education and training. Third, healthcare professionals do not understand the role of the
social workers and therefore social workers receive inadequate support from them. Fourth,
there is a lack of in-service training and continuous education in palliative care. Fifth, there
are inadequate practice opportunities in palliative care for undergraduate social work
students. Finally, the well-being of social workers is another concern with limited debriefing
opportunities available. Further research needs to be conducted and policy guidelines
established to identify ways to improve the field of palliative care social work. In achieving
this, formal education and palliative care practice opportunities for social workers need to be
established, providing continuing education and establishing a Centre of Excellence on
palliative care provision. This study argues that the social work profession is well positioned
to draw upon its values, culture and experiences (particularly from their clients) to get
involved in creating a constructivist grounded theory of social workers’ roles in providing

palliative care.

Keywords:  Life-limiting illnesses, Namibia, palliative care, primary care settings, role of

social worker, and social work



TABLE OF CONTENTS PAGE

DECLARATION. ...t I
ACKNOWLEDGEMENTS ... i
SUMMARY bbbttt bbbt bbbttt nb bbb %
TABLE OF CONTENTS PAGE ...ttt vi
LIST OF TABLES ... .o bbbt XV
LIST OF ACRONYMS AND ABBREVIATIONS ......cooiiiiiiieeeeee s XVi
GLOSSARY ..o xviii
CHAPTER 1: ORIENTATION TO THE RESEARCH PROBLEM...........ccccovennneen. 1
1.1 INTRODUCTION TO THE STUDY ..ot 1
1.2 BACKGROUND AND SOCIOLOGICAL SIGNIFICANCE ........c.ccoovivniiieienen, 2
1.3 RESEARCHER’S INTEREST IN THE RESEARCH: FROM PERSONAL
JOURNEY TO PROFESSIONAL INPUT ..ot 11
1.4  PROBLEM STATEMENT ..ot 13
1.5 THE RESEARCH QUESTION. ..ottt 15
1.6 THE AIMS AND OBJECTIVES OF THE STUDY ....ccoviiiiiiiieiene e 15
1.6.1 Examine social workers’ perceptions of their role in providing palliative care to
patients with life-limiting I1INESSES..........ccveiiiiiieceece e, 16
1.6.2 Examine social workers’ understanding of palliative care ..............ccccoevviriinincnnnnn. 16

1.6.3 Investigate conditions that hindered social workers’ abilities to provide palliative

1.6.4 Investigate conditions that strengthened social workers’ abilities to deliver palliative

(075 PSPPSR RP T PPPPRPPPPPRPN 17
1.7 THE RATIONALE FOR THE STUDY ..o 17
1.8  OPERATIONALISATION OF CONCEPTS. ..ottt 20
1.8.1  Life-limiting HIINESSES ....cccuviiiiiiie et 20
1.8.2  PallialiVe CAIE......ocieiieieciie ettt ste et esteente s e sreeneeenes 21
ST B = 1 1= £ PSS 21



L.8.4  SOCIAI WOTK. ...ttt e e e e e e e e et e e e e e e e r e 22
1.9 OUTLINE OF CHAPTERS . ..ottt e e reea e 23

CHAPTER 2: LITERATURE REVIEW AND THEORETICAL FRAMEWORK ....... 25

2.1 INTRODUCTION AND BACKGROUND TO THE STUDY ......ccccoviiiiiiiiiiieene, 25
2.2 CONTEXTUALIZATION OF SOCIAL WORK AND PALLIATIVE CARE..28

2.2.1 The three historical periods of social welfare and social work development in

Namibia 28
2.2.2 The indigenous human service systems in the pre-colonial era of Namibia............ 29
I. Indigenous Human Services in the Pre-Historical Period-BC to 1485 in Namibia....30
ii. Indigenous Human Services in the Period of Bantu Expansion: 1400-1800 in Namibia

...................................................................................................................................... 31
iii. The role of indigenous human service systems in an independent Namibia................ 32
2.3. SOCIAL WELFARE AND SOCIAL WORK DURING THE SOUTH

AFRICAN COLONIAL ERA ..ottt 32
i The legal Social Welfare system during the Colonial Rule ...........c.cccccoviveiieieicenen, 33
ii. Social Work Education under the Colonial RUle............ccccovvieiiiiiiieeeeee e 35
2.4 SOCIAL WELFARE AND SOCIAL WORK SYSTEMS IN AN

INDEPENDENT NAMIBIA .....cooio ettt 36
2.4.1 Information on the context of social work service users (Patients)....................... 41
2.4.2 Social work education and training in an independent Namibia ............ccccevnee. 42
2.5 THE GLOBAL CONTEXT OF PALLIATIVE CARE ... 46
2.6 THE CONTEXT OF PALLIATIVE CARE INAFRICA ..., 48
2.7 THE CONTEXT OF PALLIATIVE CARE INNAMIBIA........cccoveiiiiiiiiennn, 51
2.8 DEMAND AND NEED FOR PALLIATIVE CARE ......cccoccoviiiiiii e, 53
2.9 SOCIOLOGICAL SIGNIFICANCE OF STUDYING SOCIAL WORKERS IN

PROVIDING PALLIATIVE CARE ...t 56
2.9.1 Understanding social workers’ perceptions of their roles in providing palliative care

...................................................................................................................................... 58
2.9.2 Social workers’ understanding of palliative care................ccccocoeiiiciiiiiiiiiiiiiiieniieens 61
2.9.3 Conditions that hinder social workers’ abilities to provide palliative care ................... 63
2.9.4 Conditions that strengthen social workers’ abilities to deliver palliative care.............. 66
2.9.5 Social work education and training on palliative care..........c.cccccovveiiieiieiii e, 67

VII



2.10 THE RELEVANCE AND APPLICABILITY OF SYMBOLIC

INTERACTIONISM IN THE STUDY ..oooiiiiiicieneeese e 70
2.10.1 Ecological Systems PerspPeCtiVE. ..........ccoiiiiiiiiieie ettt 74
2.10.2 Theory On Death and Dying by KubIer-R0OSS............cccooeiiiiiiiniiie e 77
2.11  SUMMARY .ottt sttt bbb ettt e ne s 78
CHAPTER 3: THE RESEARCH METHODOLOGY .....cccooiiiiiieisieseeee e 81
3.1 INTRODUCTION. ...ttt sttt e neene s 81
3.2 APPLYING GROUNDED THEORY ...ttt 81
3.2.1 The origins of grounded thEOIY.........cccoiiiiiiiiiieee e 82
3.2.2  Constructivist grounded thEOIY...........ccceiieiiiiiiie e 83
3.2.3 Rationale for choosing constructivist grounded theory...........cccoovevviieiieve e, 84
3.3 THE CHOSEN RESEARCH DESIGN.....ccciiiiii e 85
3.4 METHODOLOGICAL FRAMEWORK ........oooiie et 86
35 ACCESS, NEGOTIATION AND SAMPLING TECHNIQUES...........ccccvvvennnne. 88
3.5.1 Preparation and negotiation to conduct the study............cccoveveiiieniiiie v, 88
3.5.2  Permission to conduct the reSEarch ...........ocvevviieiieiece e 88
3.5.3  SAMPIING oottt bbb 89
3.6 DATACOLLECTION AND ANALYSIS ...coiiiiiiieeseceee e 90
3.6.1 Data ColleCtion ProCEAUIES .......ccveiiiieiiiiiiiiieieie ettt 90
3.6.2 Data Analysis and INterpretation...........coeiieiieene e 91
3.7 ISSUES OF TRANSFERABILITY oot 93
3.8 REFLECTION ON THE ROLE AND POSITION OF THE RESEARCHER ...93
3.8.1 Going there: Undertaking the research...........ccccooveiiiiciiccecc e, 95
3.9 ETHICAL CONSIDERATIONS. ..ottt 96
3.9.1 Confidentiality and ANONYMILY .......cociiiiiiiiiiieiere e 97
3.9.2 Voluntary participation and Informed CONSENL............ccocviiriiiniieienee e, 98
3. 10 SUMMARY ..ottt s ettt bttt sttt neene s 98
CHAPTER 4: PRESENTATION OF THE FINDINGS AND ANALYSIS.............. 100
41  INTRODUCTION. ...ttt sttt st e naen s 100
4.2 PRESENTATION OF THE FINDINGS AND DATA ANALYSIS .................... 104

viii



4.3

43.1
4.3.2
4.3.3
434
435
4.3.6
4.3.7
4.3.8
4.3.9
4.4

441
4.4.2
443
4.5

451
45.2

453
454
45.5

4.5.6

45.7

4.6

46.1
4.6.2

4.6.3

SOCIAL WORKERS’ PERCEIVED ROLES IN THE PROVISION OF

PALLIATIVE CARE ..ottt 106
ROIE S COUNSEIION ...ttt nre s 109
Role as facilitator / HAISON........ccoouiiieiieie e 113
ROIE @S BAUCALON ...ttt bbb 115
ROIE @S DIOKET ... 117
Role of assesSment Of PALIENTS............couiiiiiiiieee e 118
ROIE S QUVOCALE ......ocueeiieiieiiieieee ettt sttt be e nreas 119
Managing in-country and international referrals.............ccccccevviiiiieicic s, 121
Role as diSCharge PIANNET ..........ovi e 122
Role as mediator /INTErMEdIAIY .........cccooiiiiieieee e 123
SOCIAL WORKERS’ UNDERSTANDING OF PALLIATIVE CARE............ 124
Social workers’ definition of palliative care................ccccocoevviiiiiiiiiiiiiiiei e 124
The definition of palliative care according to the World Health Organization ........ 128
Gap in knowledge according to participants’ understanding of palliative care........ 129
SOCIAL WORKERS’ PERCEPTIONS AND EXPERIENCES IN PROVIDING

PALLIATIVE CARE ...ttt 129
Perceptions of the proportion of social work focusing on palliative care................. 130

Perceptions, experiences and satisfaction with the management of palliative care

=] V7001 SRS 133
Perceived confidence in the provision of palliative care.............ccccocoeveiveiieincennnn, 137
Perceptions and satisfaction with the provision of palliative care services.............. 139

Perceptions and satisfaction with the role of the social worker in the provision of
PAITALIVE CAIE ... bbb 141
Perceptions and experiences about interactions with patients and family................ 142
Perceptions and experiences about interactions with the multi-disciplinary team...145
CONDITIONS THAT HINDER SOCIAL WORKERS’ ABILITIES TO

PROVIDE PALLIATIVE CARE ... 148
Roles of the social workers not understood by other health care professionals ....... 149
Lack of palliative care training; in-service training; continuous education and
research on palliative care in the Namibian context............cccocvvvvviiveiienierececnn 151

CoOMMUNICATION DAITIEIS ..o, 152



4.6.4 Referrals from doctors and nurses to social workers not mainstreamed .................. 154
4.6.5 Explaining Medical jargon used by dOCtOrS ..........cccecvveiieieiieie e 157
4.6.6. Shortage of specialized palliative care social workers and social workers’ workloads
.................................................................................................................................... 160
4.6.7 Well-being of SOCIAl WOTKEIS .......ccveiiiieiieee et 163
4.6.8 Lack of Supervision; Debriefing and Support from management ...............ccccevennne. 164
4.6.9 Lack of appreciation for the role of the social worker in providing palliative care 165
4.6.10 Lack of bed space in the hospital.............coeiiiiiiiiii 165
4.6.11 LIMITEO FESOUICES ... .eiuiiiieriesieiesieste sttt st ettt st bbb b et e et sbe bbb neene e s 166
4.7 CONDITIONS THAT STRENGTHEN SOCIAL WORKERS’ ABILITIES TO
DELIVER PALLIATIVE CARE ...ttt 168
4.7.1 Palliative care social work education; in-service training; continuous education;
research and a national palliative care poliCy ..........cccccoveiiievii i, 168
4.7.2 Collaborating with the multi-disciplinary team..........c.ccccoooviviiiriiiiesieee e 172
4.7.3 The role of the social worker in palliative care proviSion............c.ccocevvvvvnivniieiennenn. 172
4.7.4 Mainstreaming of referrals of palliative care patients to social workers ................. 173
4.7.5 Designated palliative care social WOIKer ...........ccccccvivieiiiii i 173
4.7.6 Networking with other stakeholders ...........cccooveiieii i 174
4.7.7. Strengthening the skills of palliative care social WOrKers ............ccccocvininiviiiennenn 176
4.8 SOCIAL WORK EDUCATION AND TRAINING IN PALLIATIVE CARE..178
4.8.1 Experiences on undergraduate social work education and training in the palliative
CANE MOUUIE.....c ettt 179
4.8.2 Lack or limited under-graduate palliative care curriculum............cccocevirivniinennenn 182
4.8.3 Internship experiences on palliative care in the Bachelors of Arts (Honours) in social
WOTK. 1. ettt ettt b ettt b R e Rt n et b et bR b nes 183
4.8.4 Continuous education and training on palliative care ............ccccocceevvevieereivicceeenene 186
4.8.5 Continuing education and training tOpiC SUGGESLIONS .........ccevveriererereniseeeieeens 187
4.9 BIOGRAPHICAL DETAILS OF THE RESEARCH PARTICIPANTS........... 190
4.9.1 Sex and religious affiliation of partiCipants.............ccccceevveiieiieenie e 190
4.9.2 The ages of the PartiCIPaNTS..........coieiieiie e 191
4.9.3 The ethnicities Of the PartiCIPANTS..........cccoviiririie e 191
4.9.4 Years of experience as a SOCIal WOTKET ..........cccooiviiiiiiiiieiceee e 192



4.9.5 Educational and training backgrounds .............ccccevviiriieicin s 192
410 SUMMARY Lottt bbbttt bt neene s 193

CHAPTER5:  ~ ‘Being here’ - Creating a constructivist grounded theory of social

workers’ multi-dimensional roles in  providing palliative care.............ccccocvoviiiiennn. 195
5.1 INTRODUCTION.....coii ittt e e arne e snee e 195
52  MULTI-DIMENSIONAL ROLES OF THE SOCIAL WORKERS IN
PROVIDING PALLIATIVE CARE ....cccot ittt 200
5.2.1 ROIE @S COUNSEION ....ccueiiiieiiieie ettt ettt b e nre s 202
5.2.2 Role as facilitator and [HAISON...........cocceiieiiiieiiee e 203
5.2.3  ROIE @S BUUCALON .....ocuviiieieieiie sttt sttt 204
5.2.4  ROIE @S DIOKEY ....oiitiiiieiieie ettt b et 205
5.2.5 Role of assessment Of PAIENTS. ........cciviiriiiiie e 206
5.2.6 ROIE 8S AUVOCALE ......ecuveivieiiieie ittt sneeste s e sreeteaneennees 206
5.2.7 Managing in-country and international referrals.............c.ccocoovviiiiiiiiiicicce e, 208
5.2.8 Role as diSCharge PIANNEY ..........coovoiiiieii et 208
5.2.9 Role as mediator OF INTEMEAIANY ........cveieiieieieie et 209
5.3 SOCIAL WORKERS’ UNDERSTANDING OF PALLIATIVE CARE............ 210
5.4 SOCIAL WORKERS’ PERCEPTIONS AND EXPERIENCES ABOUT
PROVIDING PALLIATIVE CARE ....cccoi ittt 214
5.4.1 Perceptions of the proportion of social work focusing on palliative care................. 214

5.4.2 Perceptions, experiences and satisfaction with the management of palliative care

SBIVICES .t tteteseeste st te sttt et e st e e etk e b e e bt e bt e R e s et b e ke R e Rt e R e Rt e R et et b e b be e ene e e s 215
5.4.3 Perceived confidence in the provision of palliative care.............ccccocoeeveveiieieeiennn, 220
5.4.4 Perceptions and satisfaction with the provision of palliative care services.............. 221

5.4.5 Perceptions and satisfaction with the role of the social worker in the provision of
PAITALIVE CAIE ... bbbt 222
5.4.6 Perceptions and experiences about interactions with patients and family................ 223
5.4.7 Perceptions and experiences about interactions with the multi-disciplinary team...224
55 CONDITIONS THAT HINDER SOCIAL WORKERS’ ABILITIES TO
PROVIDE PALLIATIVE CARE ...t 226
5.5.1 Roles of the social workers in the provision of palliative care are not understood by

other healthcare professionals.............coviiiiiiiiiiic e 227



5.5.2 Lack of palliative care training; in-service training; continuous education and
research on palliative care in the Namibian context............ccccceoveiiveiiiicinciciienn, 228
5.5.3  CommuNICAtION DAITIEIS......cviiiiiiiie e 229
5.5.4 Delayed referrals from doctors and nurses to the social workers............c.ccccocouvnee. 230
5.5.5 Explaining medical jargons used by doctors with patients .............cccccveveiivereiiiennnn. 231
5.5.6 Shortage of specialized palliative care social workers and workloads of the hospital
DASEA SOCIAL WOTKEIS.....c.viiieiiie ittt 231
5.5.7 Well-being of the SOCIal WOIKEIS.........cooiiiiiiieiiee s 232
5.5.8 Lack of supervision; debriefing and support from management ............c.ccccccveveneenn 233
5.5.9 Lack of appreciation for the role of the social worker in providing palliative care .234
5.5.10 Shortage of bed space in the hoSPital ... 235
5.5.11 Other conditions that hinder social workers’ abilities to provide palliative care.....235
5.6 CONDITIONS THAT STRENGTHEN SOCIAL WORKERS’ ABILITIES TO
DELIVER PALLIATIVE CARE ....ccocoiiit ettt 236
5.6.1 Palliative care social work education; in-service training; continuous education;
research and a national palliative care poliCy ..........ccocoiiiiniiiiiene e, 236
5.6.2 Collaborating with the multi-disciplinary team.............c.cccovvevviiiiieiece e 238
5.6.3 The role of the social worker in the provision of palliative care............c.ccccccovevenen. 239
5.6.4 Mainstream of referrals of palliative care patients from doctors and nurses to social
LT ] TSRS 240
5.6.F Designated palliative care social WOrKer ............ccccoovveviivieiiece e 241241235
5.6.6 Network with other StakeNOIdErs ...........c.coeieiiiiiiiiiee e 241
5.6.7 Strengthen the skills of palliative care social WOrkers ..........cccccoovvieveeieiienneiennnn 241
5.7 SOCIAL WORK EDUCATION AND TRAINING IN PALLIATIVE CARE.242
5.7.1 Experiences on undergraduate social work education and training in the palliative
CANE MOUUIE.....c ettt 242
5.7.2 Limited undergraduate palliative care CUrriculUm.............cccoovvereeieiieeieeie e 242
5.7.3 Clinical placements on palliative care in the Bachelors of Arts in Social Work
D=0 = PSPPSR 243
5.7.4 Continuous education and training on palliative care ...........ccccocevvvivieiieeiec e, 244
5.7.8 Continuous education and training topiC SUYGESTIONS........cc.everurrierereresiseeeeienen 245

xii



5.8

THE SOCIOLOGICAL SIGNIFICANCE OF SOCIAL WORKERS’ ROLE IN

PROVIDING PALLIATIVE CARE ..ottt 246
5.8.1 Patients with life-limiting H1INESSES .........cceiiiiiiiiii e 248
5.9 INTERPRETATION OF THE FINDINGS ON IMPLICATIONS FOR
PRACTICE ...ttt ettt bbbt ne e 250
5.10  CONCLUSION ..ottt ettt ene e ene s 252
CHAPTER 6: CONCLUSIONS AND RECOMENDATIONS ... 254
6.1 RECOLLECTING THE STUDY OBJECTIVES.......cccco ot 255
6.2 SUGGESTIONS ON HOW TO IMPROVE THE FIELD OF PALLIATIVE
CARE SOCIAL WORK ...ttt 260
6.2.1 National Policy on Palliative Care............cccecveieiiie i 260
6.2.2 Undergraduate training; in-service and continuing education and conferences in
palliative care for SOCIal WOTKEIS ..........coviiiiiiiiieieseee e 261
6.2.3 Palliative care internship & clinical placements Sites .........cccccvvveviieviiiieiiese e, 261
6.2.4 Designated palliative care social WOrKErS...........ccceivveiiiiieiieie e 262
6.2.5 Research in PalliatiVe Care ..o 262
6.2.6 Mainstreaming of palliative care patient referrals to social workers....................... 263
6.2.7 Awareness and education on palliative Care ...........ccccoeveveeieeie e 263
6.2.F Supervision and debriefing OPPOrtUNILIES..........cccveviiiieiieie e 263264
6.2.9 Other suggestions on how to improve the field of palliative care .............cccceovennne. 264
6.3 STRENGTHS AND LIMITATIONS OF THE STUDY .....coooviiieeeeecee e, 264
6.4 RECOMMENDATIONS ON HOW TO STRENGTHEN POLICY, PRACTICE
‘ AND RESEARCH.......ccoiiiiiiect ettt 266267
6.4.1 National policy and guidelines on palliative care.............ccccoevveveiieie s 268
6.4.2 Undergraduate training; in-service and continuous education for social workers on
‘ PAIALIVE CAIE .......coocvocveceeeeeeeee ettt 268269
6.4.3 Palliative care clinical placements opportunities and Sites ...........cccceevveviveieevneenne. 269
6.4.4 Designated palliative care social WOrKEIS..........ccovviiieiieiiieiic e 270
6.4.5 FUIhEr RESEAICI .....ocueiiiieii et re e te e nrees 270
6.4.F Mainstreaming of palliative care patient referrals to the social workers............ 271272
6.4.7 Awareness and education on palliative Care ..........cccceveiiieii v 272
6.4.8 Supervision and debriefing OPPOItUNITIES........ceeviiiiieiie e 273

Xiii



6.5 FINAL REMARKS ..o 273244

LIST OF SOURCES. ........ooii i 277
APPENDICES ... .o 315
APPENDIX 1: DEMOGRAPHIC INFORMATION ....cccoiiiiiiiiiii 315
APPENDIX 2: INFORMATION LETTER & CONSENT FORM........cccoviiiiiiiine 316
APPENDIX 3: INTERVIEW GUIDE..........ccooiiiiii s 321
APPENDIX 4: UNISA ETHICAL CLEARANCE ..o, 325
APPENDIX 5: APPROVAL OF RESEARCH FROM MHSS ..., 326

APPENDIX 6: EXAMPLE OF TRANSCRIBED INTERVIEW WITH
PARTICIPANT 3. e 327

APPENDIX 7: BIOGRAPHIC PROFILES OF THE PARTICIPANTS ... 375

APPENDIX 8: SUMMARY OF THE DEMOGRAPHICS OF THE

PARTICIPANTS ... s 389
APPENDIX9: SUMMARIZED CHARACTERISTICS OF THE PARTICIPANTS.
.................................................................................................................. 390

Xiv



LIST OF TABLES

Table 2.1:....The four central components of Symbolic Interactionism (adapted Blumer, 1969)

XV



LIST OF ACRONYMS AND ABBREVIATIONS

AIDS
APCA
APCSW
ART
CGT
CEUs
CSWs
HIV
GDP
GT

HDI
HCPs
HPCNA
IASSW
ICESCR
IFSW
MA
MDGs
NASW
NCDs
NEMLIST
MDT
MHSS
PC

B
UNAIDS
UNAM
UNISA
USAID
WHA
WHO

Acquired Immune Deficiency Syndrome
African Palliative Care Association
Association of Palliative Care Social Work
Antiretroviral Therapy

Constructivist Grounded Theory
Continuous Education Units

Chief Social Workers

Human Immunodeficiency Virus

Gross Domestic Product

Grounded Theory

Human Development Index

Healthcare Professionals

Health Professions Council of Namibia

International Association of Schools of Social Workers

International Convention on Economic, Social and Cultural Rights

International Federation of Social Workers
Master of Arts

Millennium Development Goals

National Association of Social Workers
Non-Communicable Diseases

Namibian Essential Medicines List
Multi-Disciplinary Team

Ministry of Health and Social Services
Palliative Care

Tuberculosis

Joint United Nations Programme on HIVV/AIDS
University of Namibia

University of South Africa

United States Agency for International Development
World Health Assembly

World Health Organization

XVi



WHPCA World Hospice and Palliative Care Alliance

XVii



GLOSSARY

Categories:

Carer / caregiver

Codes

Concepts

Constant Comparison

Induction

Palliative Care

Reflexivity

group of concepts that are used to create a theory

terms used interchangeably to describe someone who cares,
unpaid, for a friend or family member who due to illness,
disability, a mental health problem or an addiction cannot cope

without their support

identifying anchors that allow key points of data to be gathered

collection of codes of similar content that allows data to be

grouped

constantly comparing incoming data with data, codes and

categories to determine ‘fit’

a type of reasoning that emerges from the data

an approach that improves the quality of life of the patients and
their families facing the problems associated with life-limiting

illness.

the researcher’s scrutiny of her/his own experience, decisions

and interpretations

XViii



Rigour

Symbolic Interactionism

Theory

Theoretical Sampling

Theoretical Sensitivity

ensuring and demonstrating processes employed to explain all
factors that have been followed and adhered to in order to

avoid bias and threaten the validity of the research findings

a theoretical perspective which assumes people construct
selves, society and reality through interaction and they assign

their meaning to it.

a collection of explanations that explain subject of research

sampling is focused on people, places and events which will
illuminate the data emerging

the ability to recognize and extract from the data elements that
are relevant to the emerging theory

XiX



CHAPTER 1: ORIENTATION TO THE RESEARCH PROBLEM

11 INTRODUCTION TO THE STUDY

This study investigates social workers’ perceptions of their role in providing palliative
care to patients with life-limiting illnesses in primary care settings namely; six hospitals
across Namibia. Unlike previous research that centres on developed or western
countries, the focus of this study is base in an African country, Namibia and therefore
adds to the literature because it focuses exclusively on social workers’ own perceptions
of their role in providing palliative care to patients with life-limiting illnesses in
Namibia. The study utilises a grounded theory qualitative approach. This approach
seeks to present in-depth information on the core role/s in the narratives by those
carrying out the roles, rather than simply to approach information clinically as a series
of tasks (i.e. simply by describing what their role is in caring for patients with life-
limiting illnesses). In that sense, a constructivist grounded theory ethnographic study is
present here as | entered the workspaces of and observed those participating in the
study, which essentially is about them and how they interpret their own work. In-depth
face-to-face interviews with twenty practicing social workers at six public hospitals in
Namibia were carrying out using an audio tape-recorder. | first sought to examine how
these social workers perceived their role in providing palliative care to patients with
life-limiting illnesses and then | explored social workers’ understanding of palliative
care. Third, I investigated, in the interviews, conditions that hindered or strengthened
social workers’ abilities to deliver palliative care based on their experiences. Finally, |
sought to gain, through this in-depth investigation, insights into how social work
education and training in Namibia influenced the social workers’ competencies to

deliver palliative care.

This introduction chapter serves to contextualize and situate the research in its context
and to provide an overview of the thesis. The next section provides background
information on palliative care in social work. I am exploring its’ sociological
significance as a phenomenon and offering my own experiences as a trained social

worker and how my interest in examining social workers’ perceptions of their role in
1



providing palliative care to patients developed into research. I discuss the problem
statement, the research questions, the aims and objectives of the study, the rationale of
the study, the operational definitions applicable to the study and finally I provide a brief
outline of the theoretical framework.

1.2 BACKGROUND AND SOCIOLOGICAL SIGNIFICANCE

Emerging out of the need to record and produce scholarly work, which contextualizes
the development and evolution of palliative care social work in Namibia it is important
to link the micro level interactions to the broader political, social and structural context
by getting a glance on the overview of Namibia’s political and socio-economic
situation. In order to have a better understanding of the social worker’s role providing
palliative care, the next section provides a sociological explanation, which links the
questions of palliative care to the broader historical background of an apartheid colonial

segregated healthcare system and the highly unequal nature of the Namibia society.
1.2.1 An Overview of Namibia’s political and socio-economic situation

The past, present and the future have important connections. It is thus necessary to
explore the roots, foundations, fundamental policies and processes to social work
palliative care by providing an overview on major developments in Namibia’s political
and socio-economic situation that culminated in palliative care social work. Namibia
emerged from a history of colonialism. Namibia is Africa’s last colony, liberated on 21
March 1990. In 2017, Namibia celebrated 27 years of independence. After 1990, the
country became an independent, democratic and unitary state, whose governance is
based on democracy, rule of law, solidarity and justice. At independence, the country
expressed her commitment towards the welfare of all its citizens at constitutional level
in Chapter 3 of the Namibia Constitution, which deals with human rights and freedoms
(Republic of Namibia Constitution, 1990). As a country its history passed through
several distinct stages, such as the pre-colonial era (1400-1800); the Christian
Missionary Era (1805-1840); the German rule (1884 -1915); the South African rule
(1915-1990) and post-colonial period (1990-present).



Formerly known as German South West Africa before independence, the country upon
gaining independence was proudly name after the Namibian Desert, which covers about
one fifth of the country. The name Namibia derives from a Nama/Damara word
meaning, "shield" or protector used, which long protected the Namib Desert interior
from access by sea. Vast in distance, this thinly populated and largely arid country
shares borders with Angola and Zambia (north), Botswana (east), South Africa (south),
and the Atlantic Ocean (west) (SWA /Namibia Information Service Today 1980:4). The
size of Namibia’s territory comprises of 824,268 km? with a population of 2.2 million
(National Statistics Agency, 2011). Namibia is a land of diversity with eleven different
ethnic groups; namely Ovaherero, Aawambo, vaKavango; Namas; Damaras;
Caprivians; Basters, Coloureds, Germans, Afrikaners and San people. The largest ethnic
group being the Aawambo (Owambo) people make up fifty one percent of the
population and the ten other ethnic groups make up forty nine percent of the Namibian
population. Every ethnic group has its own distinct language, cultures and traditional
practices that are unique to each group. The country’s official language is English, but
less than 7 per cent of Namibians speak it as a first language (National Statistics
Agency, 2011).

In reversing the legacy of apartheid, Namibia at independence opted to align social
welfare provision with the country’s new Constitution based on liberal democracy. In
line with this the country signed and ratified several African and international
conventions to advance human rights and human dignity, which emphasise democratic
participation, social justice and a human rights approach in the promotion of people’s
social wellbeing; and the protection of vulnerable and marginalised groups. Social
workers in Namibia are responsible for the provision of social welfare and social work
services in improving the quality of life and social well-being of those in need of care
and assistance. The profession social work is concerned with people in societies with
particular needs across all ages, classes, religious and ethnic groups. In short, social
work is a profession that serves the needs of society. In this context, social workers
perform their roles within a human rights framework, which promotes the social and

economic empowerment of clients.



Social workers facilitate the empowerment of individuals, groups and communities
which emphasis collaboration on micro, meso and macro levels of interactions and
interventions (Patel, 2005: 207). The profession social work can be consider both
generic and specialised since the focus is on broad social problems, such as poverty,
gender-based violence and alcohol abuse, among others. In addition, most social
workers’ caseloads include working with people with life-limiting illnesses, who fear
their loss of health and simultaneously face the high risk of a premature death and are in
need of specialist care called palliative care. Kramer, Paroureke and Hovland-Scafe
(2003) identified that social workers deal with patients with life-limiting illnesses in a
range of settings, which include hospitals, private home-based care, hospices,
emergency rooms, intensive care units, paediatric settings, etc. However, Kramer et al.,
(2003) found that many social worker textbooks did not include material on palliative
care and end-of life care even though it is relevant to all social workers and important to
different specialized social worker roles (Kramer, et al., 2003).

The end of colonial rule in 1990 - left Namibia with fragmented social welfare and
social work systems, which resulted in Namibia’s traditional and indigenous systems
and institutions of social welfare service provision disrupted and destroyed in the
process. Hunt (2009) states that families are fragmented, traditional values, and support
systems have been eroded and the sick, the elderly and grieving orphans can no longer
rely on immediate family members to provide for them. The colonial social welfare and
social work systems with a strong Christian influence were deeply rooted in the legacy
of apartheid. Consequently, the social welfare system and social work inherited from
the apartheid South African colonial administration lacked in inclusiveness (including
palliative care) and in promoting the well-being of all Namibians. Although, like in
South Africa, many welfare policies during the South African rule did not specifically
exclude black people, however, the government’s allocation of welfare resources were
based on racial differentiation with the “white” administration on top of all others. The
South African apartheid rule, divided Namibia into eleven ethnic administration
departments where whites had their own administration, followed by the coloured

administration and various black ethic group administrations.



For example, Bernstein and Gray (1997) state that just like in South Africa, public
assistance was not provide to Africans even if they qualified for such assistance, the
same was true for Africans in Namibia where only limited state help was available for
them. However, Namibia has since independence in 1990 made great strides in
promoting the social well-being of its people and it is often herald as one of Africa’s
greatest success stories for its stable democracy, peace and stability and progressive
social welfare policies and institutions. This enormous socio-economic progress has
been accompanied by equally vital changes in the social welfare field in terms of
systems and organisational structure; the size of social work professional membership;
the educational systems of all professions in the human service; the sophistication of
their practice methodologies and social work as a profession within this wide ambit of
socio-economic development. The country is rank as an upper middle-income
developing country rich in resources (Jauch & Kaapama, 2011). The country has
recorded steady economic growth over the last two decades, despite the fact that its
socio- economic situation is ruin by unacceptably high levels of unemployment, poverty
and inequalities. This social inequality, which has historical roots, contributes to a high
rate of unemployment, poverty and lack of access to primary healthcare among many
Namibians. To this effect Jauch, Edwards and Cupido (2011: 243) attribute inequality
in present day Namibia to the South African colonial regime, which left Namibia with a
highly dualistic society, comprised of the extremely rich and the extremely poor.
Globally, Namibia is considers as suffering the highest income inequalities, despite its
upper middle-income country status. The National Statistics Agency (NSA, 2012)
provides statistical confirmation to support the levels of poverty and inequality in
Namibia. According to the National Statistics Agency (NSA, 2012) the income per
capita households where Khoisan is the main language spoken, is N$6,631 compared to
the N$150, 730 in households where German is the main language. These figures
highlight massive income disparities as individuals in a German-speaking household on
average have a level of income that is 23 times higher than in a Khoisan speaking
housed (NSA, 2012:14). Key social problems facing Namibia include HIV and AIDS,
poverty, vulnerable children, gender based violence (GBV), unemployment and
substance abuse, etc. However, according to International Labour Organisation (ILO,
2014) poverty has declined in the official estimates from 69.3 per cent in 1993/94 to
28.7 per cent in 2009/10.



Recognising the intrinsic connectedness of the total institution of social welfare and the
profession of social work, it needs to be note that the profession developed out of the
need for agents to carry out the welfare programmes that were developed to address
people’s living conditions throughout the country. However, like other countries in
Africa, Namibia faces certain socio-economic problems, which require some
adjustment in social welfare and social work provision. As a country, Namibia
recognises this reality, and addressing socio-economic inequalities is a critical priority
area for Vision 2030, Namibia’s Policy Framework for Long-Term National
Development (Republic of Namibia, 2004b: 7). Vison 2030 recognizes that government
alone cannot deal with socio-economic inequalities and that there is a need for
collaboration with civil society and all members of the Namibian community (Republic
of Namibia, 2004b: 9-10). In government’s recognition that they cannot deal with the
socio-economic inequalities alone, it is important to recognize the vital role the social
work profession plays in addressing these challenges. In line with this, Palattiyil,
Sidhva and Chakrabarti (2016) point that social workers are increasingly involved in

global social issues impacting human development and well-being.

While palliative care has a relatively long history in North America and Europe, it has
only recently been introduce to sub-Saharan Africa where thousands of patients suffer
from life-limiting illnesses in Namibia alone. Although palliative care social work has a
relatively short history in Namibia, it is saw as having an important complementary role
within the hospice movement (Dunlop & Hockley, 1998). The hospice movement
initiated by Dame Cicely Saunders (1967), herself a social worker, nurse and doctor, is
an approach that took account of the patients’ 'total pain', which highlighted not only
the physical aspects of the pain, but also the psychological, emotional, social and
spiritual dimensions of distress (Saunders 1993). Saunders (1967), who initiated the
modern hospice movement, published her first paper on hospice care (Clark, 1999 &
Clark, 1998a) and in 1967, she opened the St. Christopher's Hospice in South London
(Clark, 1998b). Advances in medicine have led to better pain control and pain relief and
this, together with a clearer understanding of the impact of death and dying on all

concerned, has helped to provide a more holistic approach to the dying person (Reith



and Payne 2009). Palliative care as an approach has since come to be considering a
specialist area in social work (Sheldon, 2000; Cadell, Johnston, Bosma & Wainwright,
2010). It is a multi-professional practice in which pain control and symptom
management is combined with the concern for social, psychological and spiritual
problems that arise for a patient diagnosed with a life-limiting illness and for their
families. Worldwide, palliative care is considers a human right and an obligation under
international human rights law (International Covenant on Economic, Social and
Cultural Rights, Article 12, 1976 and (Brennan, 2007 & Gwyther, 2009). It is provided
through various services such as social work, home-based care, hospices and palliative
care teams in primary care settings, such as social worker, nurses, doctors, and other
healthcare professionals. Ensuring the accessibility of palliative care, is not just an
ethical obligation of health systems, it is also an obligation under international human
rights law (International Covenant on Economic, Social and Cultural Rights, Article 12,
1976) and a humane response to human suffering. In addition, the World Health
Assembly (WHA 67.19, 2014) has recognized that palliative care is explicitly part of
the comprehensive services required for giving dignity to those with a life-limiting
illness (WHA 67.19, 2014).

Palliative care developed from services for a wide range of patients who have life-
limiting illnesses (World Health Organization, 2016). These life-limiting illnesses
include non-curable communicable diseases (such as HIV and AIDS) or non-
communicable diseases (such as cancer, cardiac arrest, diabetes, respiratory failure or
multiple sclerosis). Patients affected by either type of life-limiting illnesses have contact
with health professionals in the health care setting. Many patients’ contact is with
professional social workers, who in most cases in Namibia do not necessarily practice
as palliative care social work specialists. Despite this, professional social workers at
micro level make an invaluable contribution to the patient and the family’s experiences
at meso and macro levels. The social worker’s role in the provision of palliative care is
an important component in improving the quality of life of patients and their families
with life-limiting illnesses, particularly, in being able to provide this specialised

palliative care treatment.



Social workers are key professionals in assessing the psycho-social needs of patients
with life-limiting illnesses providing moral, psychological and emotional support.
Bomba, Morrissey and Leven (2010: 75) state that social workers provide an essential
link between patients, families and medical providers, in general, because, “the social
worker has the skills to work with individuals in diverse environments, understand their
social ecological contexts, and help them make meaning of their decision-making
experiences” (Bomba et al., 2010). The social worker acts as an essential member and
intermediary between the patients, families and the medical team. Social workers work
with patients facing life-limiting illnesses, death, grief and bereavement. Social workers
therefore play a fundamental role within the multi-disciplinary team. According to
Gonzales (2014), a multi-disciplinary team is define as a group of professionals from
various disciplines including physicians, nurses, social workers, physiotherapists and
nutritionists, working together to provide care to patients and families. Despite the
importance of the multi-disciplinary team approach, social workers in Namibia do not

have a formal role in working with physicians, patients and families.

In the first ever, global resolution on palliative care in 2014, the World Health
Assembly (WHA 67.19, 2014) called upon the World Health Organization (WHQ) and
Member States to “improve access to palliative care as a core component of health
systems with an emphasis on primary health care and community or home-based care”.
Palliative care is explicitly recognize as part of the comprehensive services required for
the non-communicable diseases in the WHO Global Action Plan (2013-2020) for the
Prevention and Control of Non-Communicable Diseases. In Africa, there is a growing
recognition of the importance of addressing life-limiting illnesses and advancing the
palliative care provision (http://www.hospicepalliativecaresa.co.za/pdf/consensus-

statement.pdf and Powell, Ali, Luyirika, Harding, Radbruch & Mwangi-Powell (as
quoted in APCA, 2016, accessed January 2016). In Africa, palliative care originated
over 30 years ago and it has made significant improvements over the last decade
including an enlarged number of service providers (Grant, Brown & Leng et al., 2011;
Lynch, Connor & Clark, 2013 & Powell, Mwangi-Powell & Kiyange et al., 2011). The
WHO (2002) defines palliative care as an approach that improves the quality of life of

patients who face life-limiting illness.


http://www.hospicepalliativecaresa.co.za/pdf/consensus-statement.pdf
http://www.hospicepalliativecaresa.co.za/pdf/consensus-statement.pdf

This is done through the relief of suffering by means of early identification and
treatment of pain and other problems including physical, psychological, emotional and
spiritual from the time of diagnosis to the end of life as well as in bereavement after the
passing of the family member. The WHO (2016) states that palliative care for children
Is perceive as distinct from palliative care for an adult, and it is defined as "the active
total care of the child's body, mind and spirit, and also involves giving support to the
family”. It begins when an illness is diagnose and continues regardless of whether or
not a child receives treatment directed at the disease. My research topic is interesting
and relevant not only to the subfield of the sociology of healthcare, but also to social
work and the sub-discipline of social-psychology as it examines the social workers’
perceptions of their role in providing palliative care to patients with life-limiting

illnesses.

Pescosolido (2006: 193) states that, “when integrating sociological studies into the field
of health sciences, the diversity of theoretical and methodological insights cater for a
diversity of empirical knowledge”. Further, Clarke (2001: 7-8, 26) argues that the
discipline of sociology provides different perspectives for trying to understand the social
world: “Each perspective gives us a different slant on social behaviour and hereby adds
to our knowledge of the nature, structure and content of social relationships and patterns
of social interaction”. Based on these arguments by Pescosolido (2006) and Clarke
(2001), it makes my study multi-; inter- and transdisciplinary relevant. Pescosolido

(2006) further continues to explain how:

e social, psychological, economic, and cultural factors predispose individuals to
health and illness

o diseases are often a reflection of current theories, diagnostic procedures, trends
and resources in medicine, as well as cultural understandings

e the quality and quantity of treatment are not tagged solely to some clear disease
profile, and are not consistently amenable to a single set of treatments

e the eventual outcomes of health, illness, and healing are shape by extra-medical

or extra-treatment factors, such as palliative care.



Pescosolido’s (2006) discussion above justifies the location of the study in the field of
sociology of healthcare provision. With reference to the first point above, life-limiting
illnesses are not hold in isolation, but are affecting by a patient’s social, psychological
and economic situation. The second point above emphasises the social aspect of culture,
which needs to be integrate into the Namibian social services and medical systems,
since many patients seek traditional and cultural remedies to maintain their health. A
patient’s culture also contributes to the manner in which illness is accepted and treated.
A patient with a life-limiting illness is not isolated; instead, this illness affects the
patient’s social life, emotional, financial, and family life. The third point notes that life-
limiting illnesses affect a person’s quality of life, since life-limiting illnesses are
complex illnesses and are incurable. Patients constantly need to seek medical and
psychosocial care in order to manage it. Life-limiting illnesses are not restricted to the
medical system, but are judged and maintained by social factors, which include culture
and aspects of family support.

Clarke (2001: 26) emphasises my argument above:

“a sociologically orientated or social model of illness challenges the biomedical
approach to disease by roundly rejecting the notion of mind-body dualism,
dismissing the idea that illness can be reduced to disordered bodily functioning
and urging health-care professionals to take account of the wider social and

cultural milieu in which diseases are diagnosed and treated” Clarke (2001: 26).

The conceptual contribution of this study examines social workers’ perspectives of their
role in providing palliative care to patients with life-limiting illnesses. This study
attempts to explore whether social workers based in hospitals are taking an active role
in providing palliative care? If they are taking an active role, how do they perceive
these roles and what conditions strengthened their abilities to deliver palliative care and
how can the social work profession continue to improve how it provides palliative care
in these settings? It continues to examine social worker’s understanding of palliative
care. The study investigates conditions that hindered social workers’ abilities providing
palliative care. If social workers are not providing palliative care in the primary care

settings in Namibia, what are the conditions that hinder their abilities to do so?
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The study aims to gain insight into how social work education and training influence
social workers’ competency to deliver palliative care. Do they feel inadequately
prepared or lack an understanding of how to provide palliative care? By investigating
how social workers’ perceive their role, this study identifies ways to improve the
science of palliative care social work. Social workers’ perspectives and lived
experiences in dealing with and providing palliative care need to be taken into account
in order to develop treatment plans to help solve the individual patient’s healthcare
issues. | adopted a qualitative constructivist grounded theory framework that produced

rich data.

1.3 RESEARCHER’S INTEREST IN THE RESEARCH: FROM PERSONAL
JOURNEY TO PROFESSIONAL INPUT

I am a social worker with 22 years of practical experience and a social work educator at
a tertiary institution with social work teaching experience. | am base in Namibia and
therefore focused my study in Namibia, but there is more to this as explained below.
My interest in exploring this research topic was inspire by a personal experience with
death and dying seven years before the conceptualization of my study. This was when
my dad received his diagnosis of lung cancer in the final year of my Master of Arts
(MA) studies (2010). During this time, | watched my dad dying from lung cancer within
two months after he received the diagnosis. | was shock by his late diagnosis, the
advanced stage of his illness and at the same time overwhelmed by my MA studies. |
was unable to comprehend the challenges he and my family faced because of his life-
limiting illness. My dad’s fear about cancer and his belief that cancer is equal to death,
as well as the social stigma attached to this life-limiting illness contributed to his delay
in seeking medical attention. His hopelessness at the point of diagnosis, his pain and
suffering moved me to find out more about the social workers’ role in the provision of
palliative care. Over the past several years, | have gathered bits and pieces about what
my dad’s struggles with a life-limiting illness were, even beyond the diagnosis.
Shortness of breath, chest pains, difficulty to walk, tiredness and dizziness were no
strangers to my dad. My mother at that time recounted stories of him coughing up blood
and passing out, which were concrete physical problems that caused him much

suffering and reducing this suffering was a priority.

11



I later came to realize that he did not only require physical pain control interventions,
but required comprehensive palliative care interventions beyond his physical pain
management. For two months after his cancer diagnosis, | witnessed the emotional
weight he felt every time he needed to go to the hospital. Leaving his family to stay for
long stretches of time in the hospital was not something he looked forward. His spiritual
battles of pleading to God to relieve the pain and suffering continue to remind me of his
experience with a life-limiting illness. Denial by some of my significant others that
death is a natural course of life made it challenging and difficult to accept the reality
that my dad needed palliative care. I learned through his experiences that our family’s
needs often times included ones beyond those of the physical difficulties. My dad and
his family required palliative care, which addressed the emotional, social, spiritual and
cultural needs as well. Today, my dad and my family’s resilience in overcoming those
barriers are some of the memories that I truly cherish since his passing, even sometimes
without knowing it. I try to carry his strength with me every day. The impact from my
dad’s experiences on my professional life did not surface until 2012 when | started to
work as a contract social work lecturer at the University of Namibia where | was tasked
by the African Palliative Care Association (APCA) to assist with the drafting of a
palliative care training manual for the third year social work students. | soon came to
realize that 1 did not have much knowledge on palliative care social work. With my
natural curiosity about my dad’s care and my lack of knowledge in the area of palliative
care social work, I believed it would be a good fit for this particular study. After much
consultation, I was able to narrow down my research topic to explore social workers’
perceptions of their role in providing palliative care to patients with life-limiting
illnesses. While focusing on social workers, it allowed me to distance myself slightly
from the experiences of my dad, which kept my emotions in check. It also exposed me
to similar kinds of care he encountered. The work of Cicely Dame Saunders, who found
the Christopher’s Hospice in London in 1967, further stimulated me. Saunders (1967)
established the importance of regularly giving morphine to patients with cancer pain
and achieved control of pain for the vast majority of people with no risk of addiction.
Saunders (1967), first a nurse, then a social worker, and thirdly a doctor, also

established a philosophy of medicine that had been in danger of disappearing.
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This philosophy was one that saw patients in all of their aspects and dimensions, which
are the concern of the doctor, the nurse and the social worker, not just seeing the disease
alone (Saunders, 1967). My interest continued to grow in the need to develop an
informed understanding of social workers’ perceptions of their role in providing
palliative care to patients with life-limiting illnesses. In order to explore this further, |
applied a grounded theory framework, which was develop by Glaser and Strauss
(1967), and subsequent works of Glaser (1967 & 1998), Strauss and Corbin (1990) and
Charmaz (2002, 2006 & 2009). In addition, | investigated conditions that hindered or
strengthened social workers’ abilities to deliver palliative care. I also foregrounded how
social work education and training influence social workers’ competencies in providing
palliative care. Through undertaking this study, in-depth insights were gain from the
individual social worker’s point of view of his or her contribution in palliative care to
patients. Knowing that there was already a substantial body of work carried out in
developed countries not only on generic social work, but also on specialized palliative
care social work, I wished to explore the lack of research in the Namibian context,
which satisfied my preference for research that was of practical value. | became aware
that palliative care social work had become an important provision for patients with

life-limiting illnesses.

1.4 PROBLEM STATEMENT

Despite the recognition of the importance of providing palliative care to patients with
life-limiting illnesses, and the essential role of social workers in the provision thereof in
developed countries (Burford, 1981; Christ & Sormanti, 1999; Csikai & Bass; 2000;
Heyman & Gutheil, 2006; Rose & Shelton, 2006; Dubus, 2010; Forrest & Derrick,
2010; McCormick, Curtis, Stowell-Weiss, Toms, & Engelberg, 2010; Hartman-Shea,
Hahn, Kraus, Cordts, & Servansky, 2011 & McCormick, 2011), this study found that
there is a lack of research within the Namibian context. A review of the relevant
literature revealed that in Namibia, no studies have been conduct on social workers’
perceptions of their role in providing palliative care to patients with life-limiting
illnesses in primary care settings. The review found an absence of context-relevant
Namibian literature sources, which indicated a degree of silence with regard to social

workers’ role in the provision of palliative care.
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It is unclear whether this absence of research in Namibia is cause by a lack of
understanding (by governmental institutions, the Health Professions Council of
Namibia (HPCN) and hospital administrators) and appreciation of the role social
workers can play in this setting. The study found a lack of research evidence on
conditions that hinder or strengthen social workers’ abilities to deliver palliative care in
Namibia. A further study therefore needs to be conduct on how the perceptions of the
social workers’ role in providing palliative care impacts the way care is deliver. It was
important to understand what social workers in the hospitals in Namibia are doing when
a need for palliative care exist. Namibia at the time of this study did not have a National
Palliative Care Policy and Practice Standards and Guidelines. There is no legislature in
Namibia that addresses the social workers’ role in providing palliative care to patients
with life-limiting illnesses. Therefore, the study’s primary aim was to examine social
workers’ perceptions of their role providing this care. As a social work educator at the
University of Namibia, I identified the following gaps in the work of social workers
especially in the areas where no formal Palliative Care Policy, Practice Standards and
Guidelines exist and where no formal training on palliative care in the social work
curriculum existed at the University of Namibia prior to the year 2012. The fact that no
such study has been conducted on social workers’ perceptions of their role in providing
palliative care, not only indicated a gap in education and training for aspiring social
workers, but also indicated a gap in practice opportunities in palliative care for the
undergraduate social work programme. This gap in research is especially true in the
Namibian context. The fact that no such study has been conduct in Namibia also
indicated the need for a grounded theory research approach in order to explore social
workers’ perceptions of their role in providing this care. By examining how social
workers perceived their role as palliative care providers, this research generated new
data and theoretical insights in the area of social work, particularly in Namibia. This
study in sum is important in identifying ways to improve the field of palliative care
social work in Namibia. The field of palliative care social work can be improve
through interventions, such as awareness and education on the multi-dimensional roles
of the social worker in providing palliative care; more appreciation and optimisation of
the roles of the social workers in the multi-disciplinary team. To improve palliative care
practice opportunities in the undergraduate social work program as well as to contribute

to the improvement of on-the-job training for social workers currently practicing in
14



primary care settings. Policy guidelines and further research are necessary to improve
the field of palliative care social work. The qualitative approach to the research
questions specifically addressed this information gap. Chapter 3 discusses additional

justification for selecting this approach.

1.5 THE RESEARCH QUESTION

This research journey was guide by the following central research question that is

exploratory and descriptive:

How do social workers in primary care settings in Namibia perceive their role in

providing palliative care to patients with life-limiting illnesses?

The following related sub-questions investigated:

151 How do social workers understand palliative care?

1.5.2 What conditions hinder social workers’ abilities to deliver palliative care
to patients with life-limiting illnesses?

153 What conditions strengthen social workers’ abilities to deliver palliative
care to patients with life-limiting illnesses?

154 How does social work education and training in palliative care contribute
to social worker’s competency in the provision of palliative care to

patients with life-limiting illnesses?

1.6  THE AIMS AND OBJECTIVES OF THE STUDY

The primary aim at the outset of this study was to first explore social workers’
perceptions of their role in providing palliative care to patients with life-limiting
illnesses. As already mentioned, my intention was to capture the essence of that role as
perceived by those carrying it out, rather than simply to approach it as a series of tasks
like a shopping list. In support of the primary aim of this study, the study objectives
included second, to examine social workers’ understanding of palliative care. Third, |
carried out an investigation into conditions that hindered social workers’ abilities in

their role to deliver palliative care.
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Fourth, I sought to investigate conditions that strengthened social workers’ abilities in
their role to deliver palliative care. Finally I carried out an investigation on how social
work education and training in palliative care contributed to their competencies to

deliver palliative care.
The following specific research objectives included:

1.6.1 Examine social workers’ perceptions of their role in providing palliative care

to patients with life-limiting illnesses

In examining social worker’s perceptions of their role in providing palliative care to
patients with life-limiting illnesses, this study gained insight into how social workers
perceived their roles. It is important to understand how social workers approach their
work in the provision of palliative care in their various roles and responsibilities. In
achieving this, broad research questions were use and no limiting hypothesis with a
purposive sample of social workers. The study contributed to new knowledge by means
of analysing and using the findings to inform palliative care delivery, in particular
raising awareness on the important multi-dimensional roles of social workers in
providing palliative care social work and its benefit to improve the quality of life of
patients with life-limiting illnesses. In light of this, findings from the study generate a
constructivist grounded theory on the roles of the social workers in providing palliative
care, which contribute meaningfully to future research as well as to illuminate this area
of the social workers’ contribution to social development. The study intended to enrich
existing knowledge of social workers’ in their role of providing palliative care, with a
focus on Namibia and to make an academic contribution to new knowledge in terms of

use of methods, delivering substantive data and providing theoretical insights.

1.6.2 Examine social workers’ understanding of palliative care

The second objective sought to examine social workers’ understanding of palliative

care.
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1.6.3 Investigate conditions that hindered social workers’ abilities to provide

palliative care

The third objective of the study sought to uncover conditions that hindered the social
worker’s ability to provide palliative care. | did this by creating a space through
narrative conversations where social workers could speak freely about conditions that
hindered their abilities to provide palliative care.

1.6.4 Investigate conditions that strengthened social workers’ abilities to deliver

palliative care

The fourth objective of the research journey sought to investigate conditions that
strengthened social workers’ abilities to deliver palliative care. | did this by creating an
opportunity where the participants could speak freely about conditions that strengthened

their ability to provide palliative care.

1.6.5 Gain deeper insight into how social work education and training influenced
social workers’ competencies to deliver palliative care

The final objective investigated how social work education and training influenced

social workers’ competencies in providing palliative care. The study contributed to new

knowledge by means of using the findings to inform palliative care training and

education programmes, in particular raising awareness on the importance of palliative

care social work and its benefit to improve the quality of life of patients with life-

limiting illnesses.

1.7 THE RATIONALE FOR THE STUDY

In this sub-section, the rationale for this study is explain by a need for a sociological
analysis of social workers’ perceptions of their role in providing palliative care to
patients with life-limiting illnesses. In 2009, the Ministry of Health and Social Services
(MHSS) in collaboration with the African Palliative Care Association (APCA)
conducted a national Palliative Care Situational Analysis in all the 13 regions (currently

14 political regions) of Namibia.

17



The situational analysis (MHSS, 2009) was to determine the state of palliative care
service provision in Namibia in order to generate the baseline data against which future
scale-up in the coverage and quality of palliative care services could be monitor and
assess. This situational analysis was conducted to guide policy makers and
implementers in developing a palliative care policy and guidelines and to assist in the
development of effective palliative care service delivery strategies. Findings from the
MHSS (2009) Palliative Care Situation Analysis Report recommend “... social workers
to be trained in palliative care so that they can provide adequate care, particularly in
the areas of psycho-social support, social welfare, spiritual care and positive living, as
these are often neglected areas of care ”(MHSS, 2009). Findings from this report
(MHSS, 2009) also revealed that the unavailability of a National Palliative Care Policy,
Practice Standards and Guidelines in Namibia is a barrier in the provision of care. The
Palliative Care Situation Analysis Report thus recommends for “the Government of
Namibia, MHSS and other palliative care stakeholders to facilitate the review and
development of a palliative care — friendly legislation, regulations, policies and
guidelines to ensure that palliative care services are accessible to the majority of
patients who need them in the country. As such, there should be a comprehensive and
critical review of policies and guidelines to identify existing gaps and barriers to
palliative care delivery”. (MHSS, 2009:60). Palliative care is one of the many
neglected public policy issues. The growing unmet needs of patients with life-limiting
ilinesses and their families are fuelling growth in palliative care despite the lack of
official status of public policy in Namibia. Policy issues have long been the focus of
intense societal debate, as providers, policy makers, legislators and the public have
considered essential questions concerning the patient’s quality of life (Roa, Alongi,
Anderson, Jenkins, Stokes & Kane, 2005). Consequently, this study articulates the
benefits public policy in palliative care provides to the social worker. For example, it
provides the social worker the perfect opportunity to advocate at both the micro and
macro level. Being aware of these benefits and influences public policy plays in the
delivery of palliative care allows the social worker to be an effective advocate for the
client and family living with a life-limiting illness. Having a public policy on palliative
care in Namibia in place can benefit standards of practice for palliative care and hospice

care through professional social work, nursing and medical regulatory bodies.
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Altilio, Otis-Green and Dahlin (2008) state that “while social workers are essential
participants in all domains, social workers have a unique perspective and ability to
enhance the social and community aspects of a care plan”. Although specialist social
work provision happens in a range of settings, its provision like palliative care is not
deliver by all social workers in Namibia. Social workers in Namibia do not have a
formal and specialized role in providing palliative care. Further, the provision of
palliative care is not uniform throughout Namibia. This study therefore strongly
advocates for adoption and implementation of appropriate healthcare policies key to
providing palliative care. Policies may include a national healthcare policy, an essential
medicines policy and a palliative care policy, which need to include providers’ roles

and responsibilities regarding palliative care.

In Namibia, there is a lack of scientific research evidence on social workers’
perceptions of their role providing palliative care to patients. As a starting point in
addressing this deficiency, the rationale for this study is to enable social workers to
describe their perceptions and experiences of their role in providing palliative care. In
addition, social workers play an important role in the provision of palliative care to
patients with life limiting illnesses. According to the National Association of Social
Work (2003), social workers are concerned with enhancing the quality of life and
promoting well-being for individuals, families and caregivers. When confronting issues
related to life-limiting illnesses and palliative care, social workers have multi-
dimensional roles as counsellors, educators, researchers, advocates and community
leaders. Social Workers should manage life-limiting illnesses holistically by starting
from diagnosis of the disease throughout the disease trajectory, end-of-life care and
bereavement (dealing with loss). Social workers are able to assess the needs of the
patient and the family, as well as appreciate the medical provider’s perspective and
thereby aid in developing appropriate medical intervention in the provision of palliative
care. In this regard, this study is important as it sought to uncover conditions that
hindered or strengthened social workers’ abilities to provide palliative care. The study
sought to gain deeper insight into how social work education and training influenced

social workers’ competencies to deliver palliative care.
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This qualitative study is important in gaining a broad understanding of social workers’
perceived roles when palliative care is necessary in primary care settings. For example,
palliative care social work should be integrated into the existing health care structures at
all levels of health care services delivery, however, this can only be achieved with clear
policies and guidelines in place. Consequently, this study benefits the practice of
palliative care in recommending interventions for palliative care policies, palliative care
social work provision, training, education and health planners who are implementing
and planning palliative care services for the needy patients. In light of all these points,
there is an important context in which my own initial findings about social workers’
perceptions of their role in providing palliative care to patients may make an academic
contribution to knowledge in the area of palliative care social work in Namibia and

beyond, breaking new grounds for further research.

1.8  OPERATIONALISATION OF CONCEPTS

This area of the thesis is confounded by problems of definition and the semantics of
whether conditions are life-limiting or life-threatening. The latest contribution by WHO
(2014) proposed that a life-threatening illness is one where there is a possibility that a
medical intervention might prove successful (even if the treatment poses a threat to
life). Life-limiting illnesses are those conditions for which there is currently no
available cure and the condition is likely to lead the patient to die prematurely. For the

purpose of this study, the following concepts following are defined as:

1.8.1 Life-limiting illnesses

For the purpose of this thesis, the term “life-limiting illness” is conceptualized as any
medical diagnosis that prohibits or hinders one’s life. This paper focused on life-
limiting illnesses that affect both adult and paediatric patients. As defined by WHO
(2014), life-limiting illnesses are diseases marked by progressive deterioration and
ultimately result in death for these patients. Life-limiting illnesses could be an illness,
from which there is no reasonable hope of cure and from which a person is expect to
die. These conditions are severe and have enormous effects on both the patient suffering

from the illness and the family.
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They are often refer to as life-limiting conditions, or terminal illnesses. The choice to
use the term life-limiting illness is an attempt to be consistent with the language of
social work research in this area and that of the National Association of Social Workers
(2003).

1.8.2 Palliative care

The term palliative care derived the Latin concept of pallium, which means a cover or
cloak (Phillips, Ajrouch & Hillcoat-Nallétamby, 2010). In a broad sense, the concept of
palliative care describes a form of care, which offered to individuals whose illness or
disease can be relieved, but not cured. Health professionals in primary healthcare
settings and in hospices most commonly use the term palliative care. The World Health
Organization (WHO, 2002) defines palliative care as an approach, which improves the
quality of life of patients and their families facing life-threatening illness through the
prevention and relief of suffering by early identification, assessment and treatment of
pain and other physical, psychosocial and spiritual problems. Palliative care:

e Provides relief from pain and other distressing symptoms;

e Affirms life and regards dying as a normal process;

e Intends neither to hasten nor postpone death;

e Integrates the psychological and spiritual aspects of patient care;

e Offers a support system to help patients live as actively as possible until death;

e Offers a support system to help the family cope during the patient’s illness and
in their own bereavement;

e Uses a team approach to address the needs of patients and their families,
including bereavement counselling;

e Will enhance quality of life, and may positively influence the course of an

illness.

1.8.3 Patients

The World Health Organization (2011) defines a patient/s as a person or persons who
is/are the recipient/s of health care. They can include hospital or patients with cancer

bearing pains or trials calmly or without complaint.
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1.8.4 Social work

Literature defines social work in many ways but in this thesis | am referring to social
work as a helping profession, which utilizes professional approaches to help the
vulnerable groups in society, such as people living with a life-limiting illness (cancer,
HIV and AIDS) children, women, persons with disabilities the elderly and to empower
people to solve their own social problems (Chitereka, 2009 & Mupedziswa, 2005). The
International Federation of Social Workers (IFSW, 2010:5) defines social work as “a
profession that promotes social change, problem-solving in human relationship and the
empowerment and liberation of people to enhance wellbeing . Other definitions of
social work also important to note include that by Hormer (2012:3), “it is a profession
that promotes social change, problem solving in human relationships and the
empowerment and liberation of people to enhance well-being. Utilizing theories of
human behaviour and social systems, social work intervenes at the point where people
interact with their environment. Principles of human rights and social justice are
fundamental to social work”. According to Schenck, Mbedzi, Qalinge, Schultz,
Sekundu and Sesoko (2015), the International Association of the Schools of Social
Work (IASSW) in 2014 have agreed on the following definition of social work: “Social
work is a practice-based profession and an academic discipline that promotes social
change and development, social cohesion and the empowerment and liberation of
people. Principles of social justice, human rights, collective responsibility and respect
for diversities are central to social work. Underpinned by theories of social work,
social sciences, humanities and indigenous knowledge, social work engages people and
structures to address life challenges and enhance well-being ” (Schenck et al., 2015: 8-
9). The IFSW (2010) states that the social work profession utilizes theories of human
behaviour and social systems where social workers intervene at the points where people
interact with their environments. Human rights and social justice are the two basic

principles that are fundamental to the practice of social work.
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1.9 OUTLINE OF CHAPTERS

Chapter 1 provided the context and background, the study’s sociological relevance and
contribution of the study in an African, i.e. Namibian context together with the aim and
research questions | have developed. It introduced the problem statement, the rationale

and objectives.

Chapter 2 provides an overview of current research on social workers’ perceptions of
their role in providing palliative care to patients with life-limiting illnesses. While most
research projects begin after a thorough literature review has been completed (Bryman,
2008), my study did not begin with a detailed review of literature. | believed that a
detailed literature review prior to data collection would hinder or jeopardized a
transparent approach to the research. | therefore delayed a detailed literature review
until analysis of data had taken place (Glaser, 1978). A more comprehensive, thorough
literature review was conduct towards the later stages of analysis as the theory emerged.
This served to weave into the theory generation and provided more data to compare
(Glaser, 1998 & Rintala et al., 2014), as well as provided a vehicle for engagement.
Thus, the critical review of related studies only occurred after the new, grounded theory
developed (Glaser, 1998). This chapter, however, introduces the theory of symbolic
interactionism as the theoretical framework, which lends constructive insight into the
participants’ part and my part in the study, which proceeds from the foundational tenets

of a traditional grounded theory approach.

Chapter 3 outlines the research methodology adopted for this study. In this chapter, |
described how the study was executed and the chapter gives a concise description of the
grounded theory method based on the early work of Glaser and Strauss (1967) and
subsequent works (Glaser, 1967 &1998), Strauss and Corbin (1990) and Charmaz
(2002 & 2006). This chapter explains the research design and sampling procedure and
data collection methods with attention placed on the qualitative field interviews. The
chapter continues to discuss ethical considerations where the ethical principles and
protocols are adhering to throughout the study. The last part of the chapter concludes
with a reflection on the role and position of the researcher.
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Chapter 4 presents and analyses the key findings of the study. In this chapter, I discuss
and analyse the findings of the study in accordance with the research questions and the
objectives. The data was analyzed for themes using the technique of constant
comparative analysis in the grounded theory method. A thematic analysis was used to
sort and categorize the data collected adhering to the grounded theory approach.

Themes were group into categories and a conceptual framework was developed.
Chapter 5 provides a more detailed discussion and interpretation of the findings.
In the final chapter 6 of the study, I discuss the general research conclusions and

recommendations. The chapter focused on the strengths and limitations of the study,

and implications for policy, programme, practice and further research.
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CHAPTER 2: LITERATURE REVIEW AND THEORETICAL FRAMEWORK

2.1 INTRODUCTION AND BACKGROUND TO THE STUDY

This chapter aims to provide an overview of current research relating to social workers’
perceptions of their role in providing palliative care to patients with life-limiting
ilInesses. Despite much research been carried out in developed countries on the social
workers’ role in providing palliative care to patients with life-limiting illnesses, (Altilio,
2011; Bartlett, 1975; Bomba, Morrissey & Leven, 2010; Dubus, 2010; Encyclopedia of
Social Work, 2012; Forrest & Derrick, 2010; Goldsmith, Wittenberg-Lyles, Rodriguez
& Sanchez-Reilly, 2010; Harper, 2011; Hartman-Shea, Hahn, Kraus, Cordts &
Sevransky, 2011; Higgins, 2011; McCormick, 2011; McCormick, 2010; Morrissey,
2005; Nadicksbernd, Thornberry & von Guten, 2011; O’Mahoney, McHenry, Blank,
Snow, Karakas, Santoro, Selwyn & Kvetan, 2010; and Palos, 2011), there is a lack of
research within the Namibian context. Attempting to include all of this previous
research through a critical literature review prior to data collection and analysis will not
only result in preparing the researcher for preconceived ideas, but it may result in
compromising the methodological integrity in the use and development of a grounded
theory approach in the study. Grounded theory advocates for the generation of a new
theory from rich data, which consists of interrelated concepts, rather than testing
existing theories.

This chapter introduces symbolic interactionism as the theoretical framework, which
was apply to explore twenty social workers’ perceptions of their role in providing
palliative care to patients with life-limiting illnesses in primary care settings in
Namibia. However, in extending the literature review, this chapter includes a brief
acknowledgement of empirical studies such as Ecological Systems Theory
(Bronfenbrenner, 1994) and the Theory On Death and Dying (Kubler-Ross,
1969/2008). My study does not begin with a detailed review of the literature relevant to
the topic, (Charmaz, 1995, 2006, & 2009). Instead, the study begins the data collection
with a preliminary reading of existing literature relevant to the perceived role of the

social worker in providing palliative care to patients with life-limiting illnesses.
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Preliminary reading included related studies on (Ecological Systems Theory by
Bronfenbrenner (1994) and the Theory on Death and Dying by Kubler-Ross
(1969/2008) in other parts of the world in order to place this study in its context. A
critical review of literature was delay until analysis of data had taken place (cf. Glaser,
1998) and afterwards a new constructivist grounded theory on the roles of the social
workers’ in providing palliative care was developed. This approach allowed me as the
researcher to commence my study “with as few predetermined ideas as possible” and to

“remain open to what is actually happening [in reality] ” (Glaser, 1978: 3).

Although my study uses the grounded theory approach which was introduced as a
methodology by sociologists Glaser and Strauss in 1967 (Merriam, 2009) and further
explained in chapter 3, | consider my thesis a constructivist grounded theory approach
given my involvement in this study as the researcher and simultaneously being “the
primary ‘instrument’ of data collection and analysis.” | will, for example, interpret and
discuss the data from my own reflections and I “assume an inductive stance and will
strive to derive meaning from the data” collected (Merriam, 2009:29), which is a more
recent advancement in using grounded theory (Charmaz, 2006). | classify my research
as a constructivist grounded theory study based on my involvement as the researcher in
the data collection and data analysis in this study; because constructivist grounded,
theory recognizes that the theory, which designed, is grounded in the perceptions and
experiences of the participants. Nevertheless, the researcher helps co-construct the
theory based on her or his interactions with the participants (Charmaz, 2006).
Furthermore, | intentionally co-create a theory using the grounded theory method as
well as ideas that emerge by introducing the theory of symbolic interactionism
particularly of Dewey, Blumer and Mead (Blumer, 1969). The symbolic interactionism
theoretical framework lends constructive insight into the participants’ part and my part
in the study, which proceeds from the foundational tenets of a traditional grounded
theory approach. Symbolic interactionism as stated by Blumer (1969) underpins three
important aspects; namely that: 1) human beings act towards things on the basis of the
meanings that those things have for them personally; 2) meaning is derived from, or
arises out of social interaction and 3) meanings are modified through an interpretative
process and therefore meaning is created (and recreated) from each different

experience.
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As the researcher in this study I, not only co-created the constructivist grounded theory
on the role of the social workers in providing palliative care which emerged from the
data, but as a social worker, a social work educator and researcher, | also brought with
me these experiences and exposures to the research. As a result, | have documented the
need for palliative care integration into the healthcare system of Namibia through policy
development and implementation, further research, in-service and continuing training
on palliative care, palliative care practice opportunities in the undergraduate social work

education at the University of Namibia.

My prior knowledge, experience in palliative care social work, social work education
and training, as well as my social work practice experience, which I brought to this
study, cannot be completely be eradicated. It instead, lends itself to a symbolic
interactionism theoretical lens appropriate in co-creating the constructivist grounded
theory on the role of the social worker in providing palliative care that emerges from
this study. Given my involvement as the researcher in data collection and analysis as
well as my prior knowledge and experiences as a social worker and palliative care
educator, lends itself to co-create the theory, which emerged from the data, similar to
the term “constructivist” grounded theory approach. As I sought to examine social
workers’ perceptions of their role in providing palliative care to patients with life-
limiting illnesses, an analytical lens on symbolic interactionism allowed me to co-create
a focused grounded theory from the participants’ perceptions and experiences. The
study applied broad questions through individual, face-to-face interviews to collect
data. Chapter 3 of my thesis provides a more in-depth explanation of how the grounded

theory methodology was use to execute the study.

The following section discusses the contextualization of social welfare social work and
palliative care within Namibia. The section continues to discuss why global demand
and need for palliative care outstrips supply. Further, it discusses the sociological
significance of the topic and literature review driven by the conceptualization of the
research question. Although this chapter concludes with a discussion on constructive
symbolic interactionism as the theoretical framework used to guide the research

process, it was important to review and acknowledge different theoretical perspectives,
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such as the Ecological Systems Perspective (Bronfenbrenner, 1994) and the Theory on
Death and Dying by Kubler-Ross (1969/2008).

2.2 CONTEXTUALIZATION OF SOCIAL WORK AND PALLIATIVE
CARE

This section starts with a discussion on the contextualization of social welfare social
work and palliative care within Namibia. It continues to identify the three periods in the
Namibian history as far as the development of social work and palliative care over the
centuries are concerned. These three periods can clearly be demarcated as the time of
the indigenous human services, the period under colonial rule, and the current period
after independence. The section further provides an overview of the challenges and
opportunities for social welfare and palliative care social work in Namibia today.
Finally, this contribution will fill the existing gap of written work on social welfare

social work and palliative care in Namibia.

In the next section, I will discuss the three historical periods of social welfare and social

work development in Namibia.

2.2.1 The three historical periods of social welfare and social work development

in Namibia

Social welfare and social work in Namibia have undergone various changes influenced
by the country’s socio-political landscape, ranging from the pre-colonial period,
Christian Missionary Era, the colonial era and post-colonial, which altogether played an
important role in the transformation and development of a Namibian social welfare and
social work system. In the following section, I will address these various stages in the
social welfare development in Namibia, namely the indigenous human service systems
in the pre-colonial era, the indigenous Human Services in the Pre-Historical Period-BC
to 1485, the indigenous Human Services in the Period of Bantu Expansion: 1400-1800

and the role of indigenous human service systems in an independent Namibia.
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2.2.2 The indigenous human service systems in the pre-colonial era of Namibia

Kamwanyah (2016) states that contact with Christian missionaries (1805-1840), and
subsequent German colonial rule (1804-1915) and then South African Rule (1915-
1990), not only introduced the indigenous people of Namibia, previously known as
German South West Africa to foreign rule and domination, but also disrupted and
undermined Namibia’s traditional and indigenous systems and institutions of social
welfare and human service provision. That is to say that Namibia, as we know this
country today, is heavily influenced by the Christian Church, with over 90 per cent of
Namibians subscribing to the Christian faith as Anglicans, Lutherans, Roman Catholics,
African Methodist Episcopalians (AME) Orora, Seventh Day Adventists, Jehovah’s
Witnesses, Dutch Reformed church and Pentecostal (Diescho , 2014). The early
missionary churches through the efforts of the first missionary societies, such as the
London Missionary Society, Wesleyan Methodist Missionary Society, Rhenish
Missionary Society, and Finnish Missionary Society, who roughly arrived in Namibia
in 1805 evangelized and converted the indigenous people of Namibia to Christianity
through the Gospel of God, a process that heavily influenced the social identity of the
indigenous people (Buys & Nambala, 2003). The missionary provided evangelization
education, spiritual services and medical services, which were some types of social
work services, to the indigenous people as a religious duty to help the poor and the
unrepentant. Therefore, the missionaries used evangelization, education, medical and
social services to win the hearts and minds of the indigenous people and sway them
away from their traditional practices and value systems, including the provision of their
traditional social welfare services. At the same time the arrival, respectively, of both
German settlers and South African rule in the country later would further undermine the
indigenous systems of human services. According to Kamwanyah (2016) the German
and South African colonial system of social welfare provision were informed by
apartheid and stereotypical views, which attributed social issues and challenges
affecting the indigenous majority in Namibia to personal and moral failing of their own,
instead of seeing them as broader structural and institutional contributory factors. The
provision of social services and programmes were mainly clinical, individualistic and
symptom-driven, instead of addressing the underlying causes of social welfare

problems.
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Therefore, professional social work education and practice in Namibia maybe closely
tied to the country’s missionary and colonial history, but it did not necessary start with
colonialism. What colonialism did was to undermine, disrupt and destroy Namibia’s
traditional and indigenous systems/institutions of social welfare service provision.
Consequently, the missionary church and the subsequent colonial rules of German and
South African social welfare systems and social work failed in recognizing,
incorporating and utilizing the available wealthy indigenous human service helping
systems that characterised pre-colonial Namibia. Like the rest of the African continent,
prior to the contact with colonial rule, pre-colonial Namibia had a very a rich political
and social welfare systems such as extended family; and other mechanisms under which
assistance were provided to the needy and vulnerable. For example, the vaKavango
people use the concept of ndjambiNzambi, in collectively cultivating each other’s field
in order to ensure every community member, especially those who lack means or
resources to cultivate for themselves. This puts them on an equal basis with everybody
in the community as far as cultivation is concerned (Kamwanyah, 2016). Namibia is a
vast country and has 11 ethnic groups, with varying social, economic and political
situations. Therefore, generalisation of the indigenous human service system is difficult
and may not give the true picture of each indigenous system of social welfare.
However, one cannot shy away from the reality of certain conditions and situations that
are common to the pre-colonial Namibian indigenous systems of human services. The
significant portion of this pre-colonial Namibian existence is that people lived in small-
scale, clan-base and egalitarian societies in which members of the community depended
on each other for their well-being. Discourses about pre-colonial Namibian human

services may be link to three broader historical events. These are:

Indigenous Human Services in the Pre-Historical Period-BC to 1485 in Namibia

In the pre-Historical Period-BC to 1485, for example, “the San people-!Kung, /Xam,
#Khomani, Nusan (N/u), Khwe (Khoi, Kxoe), Naro, Hai//om, Tsoa, Auen, Ju/'hoan, Kua
and G/u and G/ana” - were the first inhabitants of Namibia who hunted and gathered

food from the grasslands, painted rocks, and collectively took care of each other.
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This they did by moving from place to place in search of food, water and a protective
shelter for every member. Their existence was serene, simple and in harmony with
nature in the sense that they consumed according to what ‘one needs, not what one
wants’ (Kamwanyah, 2016)”. The concept here is that the well-being of each member
depends on being non-materialistic and a simple life that does not destroy nature, but
conserves it for the wellbeing of everybody, including the future generation. In this type
of society, greed was not common as each member consumed not more than what he or

she needed.

ii.  Indigenous Human Services in the Period of Bantu Expansion: 1400-1800 in

Namibia

The San people’s simple way of taking care of each other was follow by the period of
Khoisan and Bantu — Namas, Damaras, Ovaherero, Aawambo, vaKavango, Mafwe /
Subia / Lozi expansion. According to Kamwanyah (2016), the Bantu and the Khoisan
worked the soil, cultivated the fields and herded cattle. Theirs was a stateless society in
which the elders were respected, revered and enjoyed hierarchical advantages over the
young ones, in which the elders played the important roles of counselling, couching and
mentoring the rest of the community member. They primarily communicated with God
- Kalunga, Nyambi, Mukuru, and Nyambe - through ancestors, instead of through
prayer”. That is the belief that those who have passed on do not completely disappear
from the earth, but continue to take an interest in the wellbeing of the living
(Kamwanyah 2016). Therefore, an ancestor as a medium to reach God had the power
and ability to influence life-changing events such as births, sicknesses, deaths, seasonal
changes and everything that cannot be explain by human reason. Communal ethos
characterized their existence in the sense that one’s well-being was nothing without the
existence of the other. That is the ability to imagine life from the perspective of others,
which is a collective responsibility of taking care of each other in action, which is the
notion of Ubuntu or “I am because we are” common throughout Africa. A society
cannot function fully if one of their own is struggling, hence the taking care of each

mechanism built in their political and social system such as the extended family
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arrangement and the collective cultivation arrangement of Ndjambi/Nzambi
(Kamwanyah, 2016).

The role of indigenous human service systems in an independent Namibia

Today, the indigenous human service systems in independent Namibia through
extended families and social and family network continue to work parallel to
government public assistance programmes in providing social protection to many
Namibians, especially in rural areas where resources and facilities are very rare, and
poverty is rampant. In fact, Namibia’s poor, especially the previously disadvantaged
blacks, largely depend on their employed relatives for social security in terms of food,
shelter, health care and education because they lack government social protection. In
conclusion, to this section, the pre-colonial system of helping was not curative or
medically oriented, but more socially rooted in the African Ubuntu of taking care of

each other.

2.3. SOCIAL WELFARE AND SOCIAL WORK DURING THE SOUTH
AFRICAN COLONIAL ERA

According to Rose-Junius (2016) social workers, medical doctors and nurses in the then
South West Africa during this colonial period shared their concerns for the quality of
life of people in the remote areas of the country. Rose-Junius (2016, who was heavily
involved in the setting up of social welfare systems in Namibia, working with other
health professionals and training social workers), recalls how medical staff went out in
the districts, staying in tents and setting up the most basic medical services also in tents
to attend to health problems which were brought to their attention. Medical services
during this period were address by government through the building of state hospitals in
various towns in the country. In Windhoek, being the capital of the country, there were
two separate state hospitals serving white patients and other (ethnic groups)
respectively. Large state hospitals were built in the northern part of Namibia (Oshakati
and Eenhana); in the southern part of the country (Keetmanshoop); central north
(Rundu) and far northeastern (Katima Mulilo).
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Although hospitals served all the patients in those respective areas, they were cared for
in separate wards. State and private clinics were erect in towns and rural areas where

the poor who could not afford hospital fees have been cared for (Rose-Junius, 2016).

i.  The legal Social Welfare system during the Colonial Rule

According to Rose-Junius (2016), Namibia previously known as South West Africa,
was colonialize by South Africa and it was based on the South African Legal System
and the Roman Dutch Law, which was applied in the country. There were some acts
(also called Ordinances) available to regulate welfare service in South West Africa
(Namibia now) during the colonial Era. The main statutes governing the work of social
welfare services in Namibia were; the National Social Welfare Act, Act No.25 of 1956,
the National Welfare Act, Act No. 79 of 1965, as amended in South Africa prior to
Namibia’s independence, the Children’s Act, Act No. 33 of 1960, Act on the Prevention
and Treatment of Alcoholism and Ant-Social Behaviour, 1965. These Acts regulated
friendly societies, which are associations of persons established to provide relief to
children, the aged, the sick widows and so forth. The National Welfare Act, Act No.79
of 1965, as amended in South Africa, established a National Welfare Board of Namibia,
which provided for the registration and control of certain welfare organisations. The
Aged Persons Act, Act No. 81 of 1967 prior to Namibia’s independence provided for
the protection and welfare of certain aged and debilitated persons. The Blind Persons
Act, Act No. 26 of 1968 concerned the promotion of the welfare of blind persons. The
Criminal Procedures Act, Act No 51, 1977, the Children’s Act, Act No. 33 of 1960,
were some of the legal statutes governing the court system and the total social welfare
scene during the colonial rule. According to Aisindi (2013), the social work profession
has developed as a scientific discipline since the early 1950s. At this time, churches
mainly facilitated and carried out social work. During the 1950s Churches and Non-
Governmental Organisations (NGOs) specialised in specific services were established
(Maree 2012a). The Dutch Reformed Church introduced social work for the first time in
Namibia by appointing the first social worker, Mrs. CM Truter, in1953 in a town called
Tsumeb. The social worker provided services to members of its congregation and the

broader white community.
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The Roman Catholic, Lutheran, Anglican and various other denominations were more
involved in all Namibian cultures that needed some form of assistance. This system
only changed after independence. The Catholic AIDS Action (CAA) became the leader
in the field of home-based care addressing HIV and AIDS in the country. It was also the
Catholic Churches, who over time built hospitals and brought doctors and nurses,
mostly nuns from Germany to serve in towns and in the most remote areas of the
country. The Catholic and Lutheran denominations, having the financial support of
Germany, played leading roles in building schools and hostels to secure education,
specifically for the families who could not afford school fees and accommodation away
from their places of residence. The Ministry of Health and Social Services registered
private welfare agencies during the colonial era in various towns of the country by and
they functioned under the supervision of this respective Ministry. These welfare
agencies worked very well, because they knew the local social needs and cultural
practices.

While under the South African Apartheid Regime, Namibia was (known as South-West
Africa) considered as a fifth Province of South Africa. There was a South-West Africa
Administration, which rendered services to all ethnic groups. The Department of
Welsyn en Pensioene (Welfare and Pensions) in South Africa, with a branch office in
Windhoek, which is the capital city of Namibia, in 1969, took over Welfare services.
During the same time a Department of Bantu Administration and Development was
establish for black people in Windhoek. A separate Department of Social Welfare was
established, but with sub-departments to serve all the different ethnic groups, and again
in 1980, a Directorate of National Health and Welfare in Afrikaans ‘Direktoraat van
Naionale Gesondheid en Welsyn’ was establish to coordinate social services of all the
ethnic administrations or second tier governments as they were referred too. The ethnic
administrations were an indication that social workers were appointed in the
administrations where they served their own ethnic groups and they had to develop
social services related to the culture and tradition of the specific ethnic group they
served. Social workers started working within the culture of the eleven different ethnic
groups. This resulted in unequal distribution and welfare benefits among the various

population groups in Namibia.
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The white needy communities enjoyed better welfare services, followed by the coloured
community, while the majority black populations left the most marginalised. For
example, while a coloured family received R200-00 foster grant per child, foster care

grant for a black child was R25-00 per month.

ii.  Social Work Education under the Colonial Rule

This study continued to look at the education and training of social workers under the
colonial Era in Namibia and found that the educational situation during the time before
independence was characterised by an unequal access to education and training at all
levels of the education system (Ministry of Education, 2013). There was fragmentation
of education along racial and ethnic lines and a lack of democratic participation within
the education and training system. Rose-Junius (2016) narrates that originally,
Namibian social workers were train in South Africa at Minnie Hofmeyer College since
there were no tertiary institutions in Namibia. They were trained at University of Cape
Town, Stellenbosch, Witwatersrand and the University of South Africa (UNISA) -
which is a distance training Institution. The University of the Western Cape, which
opened in Belville South, Cape Town in 1960, catered for the so-called non-white
students (or the mixed raced population group) from South Africa and any other
countries mostly in and around Southern Africa which included Namibia. The
University of the Western Cape was a university college of the University of South
Africa (UNISA) with students who received Degrees, such as Psychologist, Teachers,
and Dentists were trained at these institutions. The University of South Africa (UNISA)
established the Academy for Tertiary Education in the early 1970s in Windhoek,
Namibia, as a university college of UNISA. | was one of the social work students
trained in the social work programme at the Academy for Tertiary Education of
Namibia shortly after independence (1990-1992), which in later years transformed into
the University of Namibia in 1992. While its curriculum started as a three-year BA
Degree in Social Work, it advanced to a four year training degree around 1991 with no
inclusion of palliative care education and training as a module in the social work

curriculum.
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The training of Welfare workers already commenced in 1975 at the Augustinium
Training College and was initiated by the then Department for Education and Training.
The minimum requirement then was a Standard 8 certificate, although a matriculation
certificate was preferred. It is estimate that 37 Welfare workers completed their welfare
course by 1979, and employed mainly in the south and in traditional areas. The training
prepared them mainly for court work and home visits leading to assessing the needs of
the poorest people in the country. They functioned like the friendly visitors in the early
American Social work. In later years immediately after independence through the newly
proclaimed University of Namibia, the trained welfare workers were appointed as social
workers by the Ministry of Health and Social Services.

The next section presents the development of social work in Namibia to shed more light

on social and economic advancement and social work.

24  SOCIAL WELFARE AND SOCIAL WORK SYSTEMS IN AN
INDEPENDENT NAMIBIA

Freeman (2016) narrates that shortly after independence in 1990, political
transformation was experience at all levels and in the fields of social welfare and social
work systems. This meant that the Namibian government after independence in 1990
committed to a constitutional responsibility in the establishment of a Ministry of Health
and Social Services where upon social workers and social welfare workers from all
diverse ethnic groups were employ under the Directorate Social Services. This
Directorate under the auspices of the Ministry of Health and Social Services is a
governmental institution, who is task to offer social welfare services to the people of
Namibia. The Namibian social welfare and social work landscape changed dramatically,
shifting from a clinical approach to broader issues of nation building and socio-
economic development. This arrangement created many challenges and issues for the
social welfare and social workers and the realities of managing social services for a

nation soon took up time, consultations, investigations and lengthy reports.
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A study done by Kaseke (1995) reveals that the Directorate was experiencing poor
interpersonal relationships; tensions and conflicts prevented social welfare and social
workers from working together. These issues were ascribed to the fact that the social
welfare and social workers from different ethnic groups were brought together without
any proper groundwork. “These tensions and conflicts were more evident in Windhoek
and perhaps these are due to the fact that at independence, social workers who had
been working for the different administration authorities were suddenly put together

without any meaningful preparatory work taking place” (Kaseke, 1995: iv).

The Ministry of Health and Social Services (MHSS) has ever since been the main
employer of social workers in Namibia. After Namibia’s independence, social welfare
was re-organised and consolidated by giving a comprehensive sole mandate to the
Ministry of Health and Social Services as the ministry in charge of welfare services
(Chiwara, 2015). The MHSS addresses the inequalities and discrimination in access to
services in meeting the basic needs of people through a social development approach.
The Constitution (1990) provides a strong backdrop for equal access to social welfare
and social work services in Namibia. In addition, the Namibian government also
developed the National Development Plans (NDPs), which also place social welfare
provision at the centre of service-delivery. Post-independence Namibia’s social welfare
approach differs from the social welfare model during the colonial and apartheid eras,
which focussed on institutionalising polices for whites and a residual system for blacks.
At present, the Namibian government instituted various governmental ministries and
departments such as the Ministry of Labour and Social Welfare, which is mandate
under the Pension Act of 1992 to administer pension grants. The Social Security
Commission established under the Social Security Act, Act No. 34 of 1994 and its core
aim is to provide a foundation of social protection on the principles of solidarity for
workers in Namibia and their dependents. The Directorate of Child Welfare Service
under the auspices of the Ministry of Gender Equality and Child Welfare mandated to
promote and protect the well-being of all Namibian children below the age of 18 years
was establish. Ministry of Poverty Reduction and Social Service, focus on eradicating
poverty. Ministry of War Veterans established to address vital social welfare needs in

the country.
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Social workers currently work in a number of the above-mentioned government
ministries; NGOs such as Regain Trust, Catholic AIDS Action, ChildLine/Life Line;
Red Cross, etc. and international organisations such United Nationals Children’s Fund
(UNICEF), United Nations Development Programme (UNDP); United Nations Fund
for Population Activities (UNFPA); United States Agency for International
Development (USAID) etc. and in private practices. There have been several legal
reforms aiming at addressing gender inequalities, gender based violence; poverty in
strengthening social protection, improving care co-ordination, confronting
underdevelopment and economic inequality, therefore changing the landscape of social
welfare and social work in the country. For example, legal reforms include the Local
Authorities Act, Act No. 23 of 1992, which applied affirmative action for women to
participate in local government elections, including a number of statutory bodies such
as the Social Security Commission, the Namibia Sports Commission and the National
Council for Higher Education. The Labour Act, Act No 6 of 1992 prohibits
discrimination in any respect of employment on basis of sex, marital status, family
responsibilities and sexual orientation. The Married Persons Equality Act, Act 1 of
1996 eliminates the discriminatory Roman-Dutch law concept of marital power
previously applicable to civil marriages in Namibia. With the shocking levels of
gender-based violence in Namibia, the Parliament passed the Combating of Rape Act,
Act 8 of 2000, a very progressive law. Law reform on rape, followed by the Combating
of Domestic Violence Act, Act No. 4 of 2003 covers a range of forms of domestic
violence, including sexual violence, harassment, intimidation, economic violence and
psychological violence. It also covers violence between husbands and wives, parents
and children, boyfriends and girlfriends and close family members. Another major
family law reform was the Maintenance Act, Act No.9 of 2003, which made significant
changes to the child maintenance system. The Children’s Status Act, Act No. 6 of 2006
deals with the position of children born outside of marriage and provides simple
procedures for appointing a guardian for any child whose legal custodian or guardian
has died. All these law reforms show that Namibia is seriously committed to improve
the quality of life and well-being of its citizens.
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Internationally, Namibia in 1997, adopted a social development focus in line with the
UN Copenhagen Agreement (1997). The Namibian government after independence set
its agenda and objectives out in its developmental objectives of the Millennium
Development Goals (MDGs) (United Nations, 2013:13). Namibia is signatory to several
UN Conventions and Charters, such as the UN Convention on the Elimination of All
Forms of Discrimination against Women (CEDAW), and the UN Convention on the
Rights of the Child, with no reservations. Regionally, Namibia has also adopted the
Protocol to the African Charter on Human and People’s Rights on the Rights of Women
in Africa. In order to combat the social challenges facing Namibia, the government
introduced free primary health care, no-fee paying schooling and social grants. The
Namibian government in 2004 recognised the role that social work plays in achieving
the Sustainable Development Goals (Government of Namibia, 2004) and passed the
Social Work and Psychology Act, Act No. 6 of 2004. This act makes provision for the
establishment and constitution of a professional Council for the social work and the
psychology profession, known as the Health Professions Council of Namibian (HPCN)
(Republic of Namibia, 2004). This Act determines the powers, duties and functions of
the HPCN. The Health Professions Council of Namibia has the responsibilities to
regulate the registration of persons practicing social work, psychology, nursing and of
persons practicing allied professions; to set out the ethical code of conduct, specify the
education, tuition, training and qualifications of practitioners; prohibit the practicing of
such professions without being registered; and provides for matters incidental thereto. It
is a requirement for all social workers and social work students to register with the
HPCN on an annual basis. Social work students are required to register from year one
and pay a once off minimal student fee until they complete their studies. However, to
date the country has yet to develop a unique social welfare and social work system that
is authentic to the Namibian situation. Instead, the country’s social welfare and social
work systems in terms of principles, philosophy and practice, predominantly mirror
colonial-apartheid practice and to some extent reproduce similar patterns of clinical,

casework and symptom-driven response interventions.

Namibia in addition, faces a human resource crisis in the public health sector, which is
characterised by a shortage of health professionals, high vacancy rates for all categories

of staff, high attrition rates (mostly due to resignations), lack of a human resources
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retention strategy, staff burn-out (and incomplete implementation of the Employee
Assistance Programme) and inadequate capacity at local health and social academic
institutions to produce the required number of needed health workers Ministry of Health
and Social Services (MHSS, 2012). There are three health workers per 1,000 population
in Namibia, above the World Health Organisation (WHO) recommendation of 2.5
health workers per 1000 population. Specific health worker-population ratios include
1:13,519 for social workers; 1:2, 952 for doctors; 1:704 for registered nurses; 1:10,039
for pharmacists; and 1:28,562 for health inspectors, among others. Namibia has a
critical shortage of social workers split in various government institutions, NGO’s and
Faith-Based Organisations as well as the few in private practice. As on the 31°* of
March 2017, there were 689 registered social workers by the Health Professions
Council of Namibia (HPCN, 2017) serving a population of 2, 2 million. It is evident
that Namibia has a serious shortage of social workers. “The severe shortage of social
workers requires urgent attention. It has serious implications on the effective
implementation of services” (MHSS, 2014). This shortage of social workers has been a
tenacious challenge in all the 14 political regions of Namibia. For example, in the
Erongo Region, only three social workers were dispersed to serve a population of 150
809 (Conteh, 2008). This study therefore argues that the critical lack of qualified social
workers hinders the effective and efficient service delivery to the vulnerable groups of
communities and especially, palliative care to people with life-limiting illnesses. The
shortage of social workers is experience in almost all fields of social work, for example,
it is identify as a main hindrance in caring for orphans and vulnerable children in
Namibia. A report by the Parliament Standing Committee on Gender and Family
Affairs says the absence of social workers has a serious impact on identifying the needy
children and inspecting their living conditions (Namibia Broadcasting Cooperation
[NBC], 2013). These figures, however, ignore a shortage in the public sector, which has
barely two health workers per 1000 population. Moreover, within the public sector there
are chronic shortages of frontline workers including social workers, doctors and nurses.
The country depends very much on the recruitment of expatriate doctors. There is a
direct relationship between the ratio of health workers to the population and survival of
women during childbirth and children in early infancy. In Namibia, the health worker
shortage has been a major impediment to attaining the health Millennium Development

Goals (MDGs).
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Therefore, it is my belief that for Namibia to address the myriads of socio-economic
challenges, its social welfare and social work systems must be robust and holistic in

nature and geared towards addressing structural and institutional inequality as well.

2.4.1 Information on the context of social work service users (Patients)

Generally, service users of social welfare service and palliative care are vulnerable and
orphaned children (OVC), people with life-limiting illnesses such as HIV and those
affected by AIDS in need of care, the youth in conflict with the law, families, senior
citizens and people living with disability. Social workers in all the various organisations
cover a range of social services in trying to meet the psycho-social needs of their
service users (patients). These include medical social work, mental health, substance
abuse, statutory work, gerontology, gender-based violence, correctional social work,
aftercare and reconstruction services among many others and these services are render
through the social work methods of casework, group work, community work, research
and management. For social workers to respond competently to the needs of the service
users and to maintain quality service provision there are some statutory requirements
that social workers need to adhere. All the statutory requirements under the Social
Work and Psychology Act, Act No. 6 of 2004 under the Health Professions Councils of
Namibia (HPCN) and Namibia Social Workers” Code of Ethics command supervision
for social workers. Social Work and Psychology Act, Act No. 6 of 2004 (Namibia,
2004) demands that a social worker may only be supervised on his or her work by
another registered social worker. The same applies to student social workers and the act
further requires final year social workers students to do their internship at registered
welfare organisations that have social workers so that they can perform under the
supervision of a qualified social worker. However, with the severe shortage of social
workers in Namibia, the reality is that there are instances where social workers function
without or with minimal supervision. In some cases, social workers have to accept
supervision from non-social workers. This state of affairs is adverse and has negative

demeanour on the social work practice.
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2.4.2 Social work education and training in an independent Namibia

Namibia has four universities of which two are semi-state; namely the University of
Namibia and the Namibian University of Science and Technology. The other two are
private owned; namely International University of Management and Welwitchia
University. In 1992, the University of Namibia (UNAM) was established by an Act of
Parliament on 31 August 1992 as recommended by a Commission on Higher Education.
It is the largest and leading national institution in the country. The Department of Social
Work was established in 1983 and is housed in the Faculty of Humanities and Social
Sciences of the University of Namibia, which currently the only institute to offer the
four-year Bachelors of Arts (Honours) in social work in Namibia (Matthews,
Muinjangue, Nashandi & Rukambe, 2015). The University of Namibia (UNAM) and
the Social Work and Psychology Council have played major roles in the
professionalization of social work as a profession in Namibia. The Social Work and
Psychology Act, Act No. 6 of 2004 constitutes the council for the registration of social
workers and psychologists aiming to ensure professionalism among practitioners in the
given fields. In Namibia, registration is needed in order to legally practice social work
(Social Work and Psychology Act, Act No.6, 2004). Social workers are required to
keep abreast with their professional development through the earning of Continuous
Educational Units (CEUS) to ensure that professionals in Namibia are current with the
latest developments in the profession offered by registered Continuous Professional
Development (CPD) providers under the Health Professions Council of Namibia.
Twenty-seven years after independence a lot has changed (with the establishment of the
Social Work, Psychology and Sociology Departments at the University of Namibia
(UNAM) who provide training for social work. UNAM also upgraded a group of
welfare workers to social workers. The social work department also offers post-
graduate degrees (Master of Arts and Doctoral) as well as a Certificate in HIV and
AIDS, a Diploma in HIV and AIDS Management and Counselling through the Centre
of Open, Distance and e-learning (CODeL). The social work curriculum of the
University of Namibia complies with the University of Namibia’s quality assurance

requirements and the Namibian Qualifications Authority (NQA) Standards.
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Schenck et al (2015:12), state that in order to perform as a social worker, “one needs
education and training in a wide range of areas and disciplines, such as values, ethics,
diversity, human behaviour, health, social pathologies, Sociology, Psychology,
Anthropology, Economics, and Developmental studies to effectively deal with the
developmental challenges faced by individuals, groups, families and the larger
community”. In response to this, the Department Social Work at the University of
Namibia reviewed its social work curriculum, to move away from the colonial-
apartheid curriculum, towards a robust, and more uniquely Namibian model of social
work practice. The department relies heavily on stakeholders to ensure that the training
prepare students to be competent social workers who will contribute to the realisation of
the objectives of the National Development Plans (NDPs). Stakeholders from the
industry are actively engaged in the curriculum process. To this effect, the department
hosts consultative stakeholder meetings twice a year to tap from the expertise and input
of stakeholders in relation to prevalent social issues in the country. Various government
ministries, multi-national organizations, private companies, parastatals, non-
governmental and faith-based organizations, which employ social workers,
subsequently are demonstrating support for this workforce through funding bursaries to
students who study social work at UNAM. In consultation with the stakeholders and the
advisory committee issues such as palliative care, mental health approaches, gender-
based violence, and monitoring and evaluation have been included in the social work
programme. The social work department offers a BA Honours Degree in Social Work;
Master of Arts in Social Work and Doctoral Degrees in social work. The department
produced its first doctorate graduate in 2016. The revised (2016) social work
curriculum and internship programme offer work integrated learning components that
transform students to become practitioners who can render social services to the diverse
Namibian society. Professional exposure and experimental learning are offer through a
Field Education Programme where students have the opportunity to work directly with
community partners, getting valuable on the ground experience, while offering

countless hours of capacity to those organisations.
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The Namibia Qualifications Authority Act (Namibia, 1996) enacted the Namibia
Qualifications Authority (NQA) with the following objectives to:

e Set-up and administer a national qualifications framework;

e Be a forum for matters pertaining to qualifications;

e Set the occupational standards for any occupation, job, post, or position in any
career structure

e Set the curriculum standards required for achieving the occupational standards
for a given occupation, job, post, or position in a career structure;

e Promote the development of, and to analyse, bench marks of acceptable
performance norms for any occupation, job, post, or position;

e Accredit persons, institutions and organisations providing education and courses
of instruction or training of meeting certain requirements;

e Evaluate and recognise competencies learnt outside formal education; to
establish facilities for the collection and dissemination of information in
connection with matters pertaining to qualifications;

¢ Inquire into whether any particular qualification meets the national standards;

e Advise any person, body, institution, organisation or interest group on matters
pertaining to qualifications and national standards for qualifications (Namibia,
1996).

The Department of Social Work expects students to possess a number of essential skills,
values and standards of professional conduct in order to work with diverse populations
and a range of issues within the profession. These essentials include physical, cognitive,
emotional, and character requirements necessary to participate fully in all aspects of
social work education and the practice of social work. The social work program for this
reason conducts screening of students upon application, as well as an on-going review
of students throughout the program in order to assess students’ ability to possess and
develop these essential skills, values, and standards, which also includes in-the-
classroom, in their field placements, and in the professional practice. To ensure that
students receive high quality and relevant education, and that the academic
qualifications are widely recognized, the department develops its credits, exit levels and

outcomes as well as assessment criteria in accordance with the requirements as set by
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the University Centre for Quality Assurance and Management (CEQUAM). The
Bachelors of Arts Social Work training program has been praised for its strong practical
component which complements the theoretical part, because it gives students an
opportunity to integrate theory and practice; in other words, to put theory into practice.
The Social Work Department is a member of the Association of Schools of Social Work
in Africa (ASSWA) as well as the International Association of Schools of Social Work
(IASSW). Over a short time, social work in Namibia has and continues to develop into
a well-established field. The social work programme in the Department of Social Work
in the Faculty of Humanities and Social Sciences at UNAM, became popular over the
years and attracts students from all over Namibia, Southern Africa, and internationally
(USA, Sweden, Finland and Germany). In most cases, after graduation, these
international students choose to remain in Namibia. The UNAM social work student
population increased over the past years from an average of 18 first year students in the
early 1990s to as many as 60 first years in 2009 (Ananias & Lightfoot, 2009). The
University of Namibia roughly educates approximately two hundred and five (205)
social work students per year. The post-independence social work programme aims to
provide students with the necessary knowledge, skills and understanding to deal
positively with problems that arise in the interaction between people and their
environment and to empower those involved to deal with their problems in a self-reliant
way. The students should acquire theoretical knowledge, professional skills and adhere
to the ethical code of the profession. At the end of the education, the students should be
able to perform in all the methods of the social work profession, which include social
work with individuals, groups and communities, as well as research and management.
These methods need to be apply according to the integrated model of social work. The
methods are tailor to the specific needs of a client, group or a community system. Social
workers in Namibia serve as counsellors (e.g., in adoption cases, bereavement, domestic
violence, vocational and rehabilitation, hospice, mental health, substance abuse, youth
services); they practice as service co-ordinators and case managers (e.g., in health care,
child welfare, housing, human resources, public affairs, student life, employee
assistance programs; as therapists (e.g., child, adolescent, marriage and family). They
serve as administrators in public and private human service agencies; as community
development workers, public policy analysts; and in juvenile and adult justice systems,

to name a few.
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They work in governmental agencies, private institutions, as well as in voluntary
welfare organisations and non-governmental organisations. Based on this background,
the development of social work education at the university is an important part of social

work professionalization.

Collectively, therefore, it may be argue that since gaining independence, there are many
opportunities and avenues shaping and changing the landscape of social welfare and
social work (including palliative care) in Namibia to respond to the welfare needs of the
citizens effectively and efficiently. Yet, as Compton (1989:16), observes: “--- today the
profession of social work is much more than the agent of the welfare system. It is
charged both with the delivery of services to individuals, families and groups and with

attending to the institutional structure within which such services are offered”.

2.5 THE GLOBAL CONTEXT OF PALLIATIVE CARE

Developments in palliative care and social work intervention within the field of life-
threatening illnesses are trace through the history of the hospice movement and the
development of specialist palliative care social work (Small, 2001). Palliative care
social work as a specialized field has developed rapidly since the late 1960s. The
pioneering work of Cicely Saunders (1967) was influential in drawing attention to the
end-of-life care needs of patients with advanced life-threatening diseases, such as
cancer. Saunders (1967), the founder of the modern hospice movement in the United
Kingdom, recognized the full amount of distress caused by cancer in its terminal phase.
Saunders (1967) incorporated elements of emotional, psychological, financial and
spiritual (as well as physical) pain, which resulted in the need for a holistic approach to
the treatment of life-limiting illnesses such as cancer, which connects well with the
tenets of social work (Reith & Payne, 2009). In the 1970s, palliative care began to
define as a subject of activity and came to be tantamount with the physical, social,

psychological and spiritual support of patients with life-limiting illnesses.
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Palliative care services have developed in many settings and have often been closely
relate to oncology, but the worldwide need for this type of care remains much greater
than the available provision. Palliative care social work is globally required for a wide
range of diseases with life-threatening illnesses (WHO, 2016). According to Goldman,
Hain and Liben (2012, as quoted in the Oxford Textbook of Palliative Care for
Children, 2012) life-threatening illnesses or conditions pose a grave threat of mortality
for all human beings and for which medical treatment may result in a cure, but may also
fail (Oxford Textbook of Palliative Care for Children, 2012).

The World Health Organization (WHO, 2016) globally estimates that in 40-60% of all
diagnoses and deaths caused by life-limiting illnesses need palliative care. Each year an
estimated 20 million people are in need of palliative care in the last year of their life
with many more requiring palliative care prior to the last year of their life. Of these
people in need, 78% live in low- and middle income countries and Namibia is no
exception. For children, 98% of those needing palliative care live in low- middle-
income countries with almost half of them living in Africa (WHO, 2016). In 2014, the
Global Atlas on Palliative Care at the End-of- Life (2014) estimates that only 14% of
people needing palliative care at the end-of-their life actually receive it (Global Atlas on
Palliative Care at the End-of- Life, 2014). WHO (2016) states that the majority of adults
in need of palliative care have chronic diseases such as cardiovascular diseases (38.5%),
followed by cancers (34%), chronic respiratory diseases (10.3%), AIDS (5.7%) and
diabetes (4.6%) just to mention a few. Non-communicable diseases (NCDs) kill 38
million people each year globally (WHO, 2016). The majority of these deaths occur in
low-and middle-income countries. Cancer is the most common cause of death in
developed countries, but it is difficult to estimate precisely the burden of cancer
mortality in developing countries (such as Namibia), due to lack of and/or poor quality
of available data. However, it is estimated that 10% of deaths in developing countries
are due to cancer, and that cancer incidence is increasing (WHO, 2002). Palliative care
social work is thus required for these patients with a wide range of life-limiting health
related problems. In order to put into perspective social workers’ perceptions of their
role in providing palliative care to patients with life-limiting illnesses this chapter
explores the literature that refers to the context and the roles of palliative care social

workers in general.
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It examines the specific role and work of social workers with patients with life-limiting
illnesses and their families, and their role in a multi-disciplinary team. As mentioned
previously in chapter 1, social workers’ role in providing palliative care in primary care
in Namibia, is poorly address in the literature with no empirical studies available.
Therefore, the choice of this study on constructivist grounded theory approach is to
provide recent information and tap into an under-researched area of social work in

Namibia.

26  THE CONTEXT OF PALLIATIVE CARE IN AFRICA

Studies by Mwangi-Powell, Downing, Powell, Kiyange and Ddungu (2015), and
Wright and Clark (2006) found that palliative care services commenced in Africa over
30 years ago with the founding of the Island Hospice and Bereavement Services in
Harare, Zimbabwe. The African Palliative Care Association (APCA), a non-profit
organization with its head office currently based in Kampala, Uganda, was
provisionally establish in November 2002 and formally established in Arusha, Tanzania
in June 2004. Acknowledging the genesis of modern palliative care within the United
Kingdom, APCA strives to adapt it to African traditions, beliefs, cultures and settings,
all of which vary between and within communities and countries on the continent. As
such, in collaboration with its members and partners, APCA provides solutions to
African problems, articulating them with what is the recognized regional voice for
palliative care. APCA’s vision is to ensure access to palliative care for all in need across
Africa, whilst its mission is to ensure palliative care is widely understood, underpinned
by evidence and integrated into all health systems to reduce pain and suffering across
Africa. According to Mathers & Loncar (2014, as quoted by APCA, 2016: 11), Africa is
characterized by an increasing rate of communicable diseases (such as HIV and AIDS),
and a high burden of non-communicable diseases (such as cancers, cardio-vascular
diseases, diabetes, respiratory diseases). This is especially evident in sub-Saharan
Africa, who has increased the need for a well-developed understanding of and
integration of palliative care social work services. According to Hunt and Maasdorp
(2011, as quoted in Altilio, et.al, 2011:555) “home-based care (HBC) is one of the
models of palliative care that has been promoted to deliver cost-effective and

comprehensive palliative care since the beginning of the HIV and AIDS epidemic
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across Africa. HBC has rapidly been adopted by many communities in sub-Saharan
Africa due to health facilities being overburdened by the demand for HIV and AIDS
care and support services . These researchers (Hunt & Maasdorp , 2011, as quoted in
Altilio, et.al, 2011:555) state that in bringing palliative care directly into the home, has
an impact on roles, relationships and attitudes toward death and dying, and this impacts

on the role of the palliative care social worker.

UNAIDS (2014) estimated that by 2013, 24.7 million people in the sub-region were
living with HIV and AIDS, which is 70.7 percent of the global disease burden
(UNAIDS, 2014). Jemal et al. (2012), find that regionally cancer is a developing public
health problem, as in 2008 there were 715 000 new cases and 542 000 cancer-related
deaths in Africa, projected to nearly double (1.28 million new cases and 970 000
deaths) by 2030 due to the population growth and aging (Ferlay, Shin, Bray, Forman,
Mathers & Parkin, 2008) with 36 percent of cancers infection-related, twice the global
average (Parkin, 2006). Furthermore, in 2010 there were 259 500 new cases and 2.1
million tuberculosis (TB)-related deaths (United Nations Millennium Development
Goals Report, 2012), with the continent accounting for 80 percent of all TB cases
among people living with HIV (WHO, 2012). Given the statistical picture on the
infectious and NCD disease burden, it is estimate that while globally the number of
adult and child patients in need of end-of-life palliative care is 20.4 million, in Africa it
Is estimate that this figure is 1.8 million, 346,203 of which are for cancer (Connor &
Bermedo, 2014). Despite increasing longevity and greater cancer survival rates, the
word ‘cancer’ still confers a special status: ‘cancer has become the metaphor for the
feared death’ (McNamara, 2001:30)—which can be seen “to affect anyone, regardless
of class, status or financial resources” (Beresford et al., 2007: 23). Access to palliative
care services is not equally availed. Even in the developed world, older people and
people from ethnic minority groups represent poorly in hospices and specialist
palliative care units (Evans et al., 2011) and the reporting and diagnosis of pain and
other symptoms known to be problematic amongst people with dementia and other
mental health problems. Consequently, African palliative care services operate within
resource-constrained settings and palliative care social work in particular needs to

attend to the psycho-social impact of poverty on the health of patients.
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Such communities have limited access to the basics of food, portable water supply,
sanitation, transport accommodation and shelter. These rapid changes in the family and
social structures characterize the important role of the social worker in the provision of

palliative care.

Key to specialist palliative care social work is the ability to see and assess people in
totality (physically, emotionally, psychologically, mentally and spiritually) in order to
understand the connections of their lives. In addition, palliative care social work seeks
to act on, rather than ignore, the limitations and discrimination they experience in
society (Association of Palliative Care Social Workers, 2006:6). Indeed, Beresford et
al.’s (2007) research into the generalist focus of social work intervention within
palliative care services strongly advocates that this approach is valued by service
users—upatients and caregivers alike (Reith & Payne, 2009:17). Crucial to the success of
national programmes, which seek to improve the quality of care at the end-of-life
through palliative care, is the promotion of broader societal change, principally through
raising public awareness on the importance of palliative care social work. Social work
throughout its history interacted with community models of support and, in some parts
of the world; this is its primary model (Adams, 2008). This community focus, combined
with a rediscovery of the importance of health for well-being and the social work task
(Bywaters & Napier, 2009) suggests that public health initiatives are natural allies for
social work. The profession of social work itself has experienced a radical change in the
wake of the high burden of life-limiting illnesses, which make palliative care in social
work and in its contribution to society a pressing need in the Southern African region
and particularly in Namibia where this study is confined. Palliative care in social work
has come to be considers a specialist area of social work with a relatively short history
(Sheldon, 2000; Cadell et al., 2010). The Association of Palliative Care Social Workers

(APCSW, 2006) defines specialist palliative care social work as follows:

“Social work is seen as an integral part of the multi-disciplinary team within the
palliative care offering a holistic service to patients and families. Specialist
palliative care social workers offer a wide range of support to patients and
families from practical help and advice around income maintenance, debt

counselling, help with housing and accessing other services, through to
toV)



advocacy, individual counselling and group support. This will include
bereavement work with adults and children both as individuals and in group
settings. Key to specialist palliative care social work is the desire and ability to
see people as whole people and not as a set of problems, to understand the
connections of their lives and to seek to act on, rather than ignore the

complaints and discrimination they experience in society (APCSW, 2006:6).

In 2011, a review of developments undertaken by the World Hospice and Palliative
Care Alliance (WHPCA) and WHO (2014) revealed that Sub-Saharan Africa has shown
the most notable changes in palliative care service development, with nine countries
moving from group 1/2 (with no known activity or capacity building) to group 3a (with
isolated provision of palliative care services). Further to this, Harding et al. (2003)
reported “a need among care providers for methodological robust research and despite
some notable research studies, the evidence base informing the delivery of effective and
appropriate care on the continent remains in its infancy” (Harding et al., 2003). In a
review of the status of palliative care in ten Southern African countries, including
Namibia, (APCA, 2016) some of the key obstacles to the development of palliative care
in Africa resonate with those in the United Kingdom (Richards, Corner & Clark, 1998)
and include: the lack of a research culture; lack of research skills and knowledge among
health care professionals; lack of agreement on outcome measures, shortage of research
funding, the dominance of the biomedical model; the absence of national palliative care
research, palliative care policies, including those pertaining to home-based care and the
absence of strategic research vision (Powell et al., 2008), leave a guidance vacuum in
the field.

The next section documents the modern history of such care within a Namibian context.

2.7 THE CONTEXT OF PALLIATIVE CARE IN NAMIBIA

Namibia has a population of 2.3 million people and its’ classification by the World
Bank is that of an “‘upper middle income’, with a ‘medium’ HDI ranking (i.e.127)
(Namibia Demographic and Health Survey, 2014).
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In 2009, Namibia’s population in poverty headcount ratio was 24% (i.e., living on $1.25
per day), with 7.7% of its GDP allocated to health, with $423 per capita total
expenditure on health in 2013 and a per capita government expenditure of health in
2011 of $208. Namibia, according APCA (2016) reported to use the WHO (2002)
definition of palliative care, while the reported palliative care activity for Namibia ranks
at group level 3a, which indicates an isolated provision of palliative care services in the
primary care settings. The isolated provision of palliative care in Namibia is
characterized by the development of palliative care activism that is sparse in scope and
not well supported. It is characterized by source of funding that is often donor
dependent; limited availability of morphine; a small number of hospice based palliative
care services that are often home-based in nature and relatively limited to the size of
population generalized palliative care provision. The country provides limited palliative
care services for patients with HIV and AIDS or cancer diagnosis (APCA, 2016).
Namibia is reported to provide palliative care services for prisoners and in non-
specified other community settings (APCA, 2016). The country is one of the hardest hit
countries globally with respect to the HIV epidemic with a prevalence ranging from 4 to
33%, averaging 13.5% (Namibia Demographic and Health Survey, 2014). APCA
(2016) found that Namibia has no national palliative care association and palliative care
is directly coordinate by the Ministry of Health and Social Services. The country has a
draft palliative care policy in place and is in the process of renewing the national
palliative care task force. Palliative care is integrated with the Community-Based
Health Care Policy. The community-based organizations can be demarcated as Faith-
Based organisations and Informal or Community Based Initiatives. Faith-Based
Organisations are mostly church initiatives to render services to needy church members
as well as community members. One good example is the Catholic Aids Action (CAA)
Trust, who resorts under the auspices of the Namibian Catholic Church. CAA Trust has
grown to be one of the largest organisations, responding to the plight of HIV and AIDS
nationwide. The majority of organizations (such as church initiative and community-
based initiatives), delivering elements of palliative care at the local community level in
Namibia are almost entirely dependent on donor support from foreign governments and
non-governmental organizations. Thus, with the lack of donor funding, CAA had close

down most of its satellite offices in the country.
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Another example is Church Alliance for Orphans (CAFO) in Namibia, a network of
faith-based and community-based projects providing services to orphans and other
vulnerable children. Due to the high rate of HIV-infection, Namibia has also seen the
rise of many informal or community based initiatives trying to provide social service to
especially children and families infected and affected by HIV and AIDS. These are
initiatives by individual community members, who build shelters, day care centres or
soup kitchens. The Helping Hand Welfare Organisation for example, provides support
services for victims of gender-based violence and abuse, the sick, the needy, and
anyone in need of a helping hand. It also runs a day-care centre for abused, neglected or
needy children. In addition, counselling is offer for women, children, couples as well as
families. The country has a national HIV and AIDS programme and a national cancer
control programme, but the national cancer control programme does not have a
structure in place yet. Namibia is in the process of developing a national cancer control
plan and a multi-stakeholder’s strategy on non-communicable diseases. The country
supports the inclusion of palliative care medicines on the Namibia Essential Medicines
List (NEMLIST) to ensure drug availability for pain management. Codeine and brufen
have been added as essential pain medication as part of the country’s initiative that
considers the access to essential medicines as a human right and there is a system in
place for monitoring and evaluating palliative care health policies. Morphine, for
example, is now accessible at clinic levels and nurses can re-prescribe. Although
Namibia has no dedicated budget line for palliative care in the health budget or
dedicated research resources, active involvement of the Ministry of Health and Social
Services has facilitated the integration of palliative care into healthcare delivery in
primary care settings (APCA, 2016).

2.8 DEMAND AND NEED FOR PALLIATIVE CARE

The demand and need for palliative care remain vital in contributing to the quality of
life of patients, both adults and children. The quality of life, the humaneness of what
makes us human are all relevant arguments for the demand and need for palliative care

from the point of diagnosis, to end-of-life and bereavement.
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Global ageing together with the demand and need for palliative care forces us to widen
the lens and to think of its meaning in the broader context of globalization itself, what,
for example, will the impact and consequence of ageism in the forms of access to
treatment in general and particular to palliative care means? Harper (2006) refers to
population ageing as the gradually global phenomenon demanding for palliative care
because most European and American countries in the world are now experiencing the
shift in age structure. With population aging and advances in medical technology
prolonging life, social workers are increasingly call into this specialized field, called
palliative care, because their knowledge, skills and professionalism lend them in a
unique position to increase their skills and knowledge in palliative care. The
implications for global aging and palliative care demand in developed countries are
altering patterns of health, welfare, housing and transport consumption needs,
transformations in the age-based configuration and financial patterns of saving and
consumption sparked by an increasing percentage of individuals with higher levels of
disposable income, which may have further implications if demand and need for
palliative care, which range from the fear of being a burden in the form of elevated
health and pension costs, to the need for policy makers to question whether population
ageing per se is at the source of these needs or whether they in fact reflect on political
unwillingness or inability to adopt policies and institutions and to respond positively

and creatively to the advantages that ageing populations represent (Harper, 2006).

This study argues that the demand, need and opportunity for the social workers’ role in
providing palliative care settings increases as are the issues and dilemmas presented in
practice due to longer life spans, medical advances in technology and the implications
of such technology for clients, families and systems providing care. In contrast, a
common feature of many sub-Saharan countries, in particular, is the role of the HIV and
AIDS epidemic and cancer incidences which shape the development of palliative care,
particularly if this impacts the generation of adult workers as it does in sub-Saharan
Africa. Several countries in the sub-Saharan Africa region (Namibia, Botswana,
Swaziland, Lesotho and Zimbabwe) have some of the highest HIV and AIDS rates in

the world with limited infrastructures to manage life-limiting illnesses and dying
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patients within the mainstream health systems, which outstrips supply. The number of
patients with cancer, HIV and AIDS continue to rise and with them, the burden of
palliative care needs remains a challenge. These issues (cancer incidences and HIV and
AIDS) facing the region, impact on the demand, need, provision and character of
palliative care. Health systems in many countries fall sadly short of adequately
supporting patients living with life-limiting illnesses. For example, Namibia’s increased
prevalence of communicable diseases (Namibia Demographic and Health Survey, 2014)
and the high burden of non-communicable diseases in the absence of a national
palliative care policy, make palliative care a national demand and need. Namibia’s low
urbanisation means services often need to provide to low-density populations across
vast rural areas (Namibia averages two people per km2). Many health professionals
prefer to work in urban areas, so rural health provision often is left to community- and

home-based volunteers, able to deliver care that is only supportive in nature (African

Palliative Care Association website data www.africanpalliativecare.org.). Namibia
continues to face shortage of healthcare professionals (MHSS, 2014) and access to
palliative care services, especially in rural areas. Palliative care can greatly increase if
more healthcare professionals become train and permitted to deliver aspects of holistic
care, including prescribing of morphine.

This study argues that the need and demand for social workers to serve and advocate for
vulnerable populations, such as patients with life-limiting illnesses is enormous and
addressing health disparities in palliative care is an increasingly essential part of
practice area for social work. Social workers are challenge by time and funding
limitations to provide the services to clients in demanding practice settings. Yet, social
workers need to have opportunities to contribute and participate in research, policy
making, education, and practice initiatives for this specialization in social work. This
study argues that there is a dire demand and need for more palliative care social work.
The primary aim for this study therefore is to explore social workers’ perceptions of
their role in providing palliative care to patients with life-limiting illnesses in primary
care settings in Namibia. It examines social workers’ understanding of palliative care.
Although much research were carried out in developed countries on social workers’ role
in providing palliative care, previous research has not been conducted in a Namibian
context.
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The main aim of the study is therefore on this under-researched area in Namibia. This
study addresses this gap in research in the context of Namibia by shedding light on
social workers’ roles in providing palliative care. It investigates those conditions that
hinder or strengthen social worker’s abilities to provide palliative care. It seeks to reveal
deeper insights into how social work education and training (aspects also covered in
chapter 5) influence social workers’ competencies in their roles of providing palliative
care. The intention of the study is to illuminate the lack of research on the role of social

workers in providing palliative care in primary care settings in Namibia.

2.9 SOCIOLOGICAL SIGNIFICANCE OF STUDYING SOCIAL WORKERS
IN PROVIDING PALLIATIVE CARE

The researcher approached both the preliminary reading and a literature review (of this
chapter) with an open mind. The purpose of the literature review aligned with the
research objectives and the concepts that derived from the data analysis. Dey (1999)
points out that research should be approach with an open mind, and previous knowledge
should be use to inform our analysis, but not direct it (Dey, 1999). Likewise, Cutcliffe
(2000:1481) alludes to the benefit of conceptual awareness if the literature is explored
before the research on which the remaining “emergent theory can be built”. In their
study, Corbin and Strauss (2008) cautioned against blocking “creativity and
familiarity”, but welcomed “enhanced sensitivity to subtle nuances in data” (Corbin &
Strauss, 2008: 37). Following this recommendation, | conducted a preliminary reading
on existing literature on the role of social workers in providing palliative care to
patients with life-limiting illnesses. | started data collection with a preliminary reading
on the role of social workers providing palliative care. The preliminary readings
included: Altilio, 2011; Bartlett, 1975; Bomba, Morrissey & Leven, 2010; Dubus, 2010;
Encyclopedia of Social Work, 2012; Forrest & Derrick, 2010; Goldsmith, Wittenberg-
Lyles, Rodriguez & Sanchez-Reilly, 2010; Harper, 2011; Hartman-Shea, Hahn, Kraus,
Cordts & Sevransky, 2011; Higgins, 2011; McCormick, 2011; McCormick, 2010;
Morrissey, 2005; Nadicksbernd, Thornberry & von Guten, 2011; O’Mahoney,
McHenry, Blank, Snow, Karakas, Santoro, Selwyn & Kvetan, 2010 and Palos, 2011.
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These readings enhanced my understanding of social workers’ perceptions of their role
in providing palliative care in order to place the study in context (Glaser, 1998). | used
the preliminary reading of literature to support and continuously compare data and then
integrate into theory (Glaser, 1992). This served to highlight what is already known
about social workers’ perceived role in providing palliative care to patients with life-
limiting illnesses and thereby inform the direction of this research (Hutchinson, 1993 &
Walls et al., 2010). Birks and Mills (2011:22) refer to this as “a limited and purposive
review which can assist the researcher”. The preliminary scan of the literature was
consider essential in order to inform the original purpose for ethical approval of this
study and to ensure similar work had not been undertaken previously in Namibia
(McGhee et al., 2007).

In this chapter, | acknowledge my expertise within this area, which was the reason in
further exploring any gaps in knowledge. The early literature review did not hinder or
jeopardize a transparent approach to my research, but instead afforded me the
opportunity to study pertinent, previously unexplored areas related to palliative care
social work within a Namibian context. | used the preliminary reading to help place my
study in a theoretical context. A critical literature review was conducted towards the
later stages of the analysis as the theory emerged. The critical review of related studies
only occurred after the new grounded theory was developed (Glaser, 1998). It served to
weave into the theory generation and provided more data to compare (Glaser, 1998) as
well as providing a vehicle for engagement (Walls et al., 2010). The initial review was
widespread whereas the later review was much more focused on emerging themes and
took on a much different angle, a process Charmaz (2006) describes as “travelling to
new substantive terrain and scaling unimaginative theoretical heights”, which, if
“thorough and sharply focused” can “strengthen your argument and add credibility”
to the study (Charmaz, 2006: 166). The literature reviewed was used as data (Walls et
al., 2010). As each new core category or theme evolved, the literature was search to
explore possible connections and relationships. This was an exciting period in time as
thoughts and ideas unfolding proved accurate, consistent or otherwise with existing
literature. The harmony between conducting a preliminary reading to establish previous
studies and the later review to add data to the emerging theory provided me with an

appropriate balance and understanding of the literature (Giles et al., 2013).
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The later literature review for the study was inform by the themes found in the data
collected on social workers’ perceptions of their roles in providing palliative care in

Namibia as discussed below:

2.9.1 Understanding social workers’ perceptions of their roles in providing

palliative care

I reviewed research studies closely related to my present study for five central purposes.
First, I wished to understand social workers’ perceptions of their roles in providing
palliative care. Second, I wanted to examine social workers’ understanding of palliative
care. Third, and fourth, | wanted to identify gaps in the literature regarding conditions,
which may hinder or strengthen social workers’ capabilities to provide palliative care.
Finally, | wanted to gain insights into how training and education on palliative care
influence social workers’ competencies in this area. All five perspectives informed and

supported my study and its research design.

First, the sociological importance in undertaking this study is to understand how social
workers perceive their roles in providing palliative care to patients with life-limiting
ilinesses, as social workers are concerned with enhancing the quality of life and
promoting the well-being for individuals, families and caregivers (NASW, 2003).
Palliative care claims its approach to be ‘holistic’, and this study asks how do the social
workers perceive their roles in providing palliative care to patients with life-limiting
ilInesses in understanding and operationalizing the concepts of ‘holistic’ and in shaping
services. As palliative care services are widening the role of the social worker within
this care must become clearly articulated. When confronting social problems of patients
with life-limiting illnesses, social workers are required to perform multi-dimensional
roles as counsellors, educators, advocates, mediators, facilitators, community leaders
and researchers and therefore need to be train and equipped to competently and
sensitively respond to the needs of these patients. There is a growing impetus towards
greater involvement of social work and social services in the field of palliative care. In

this regard, this study hopes to contribute to its sociological significance.
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Since the inception of social work practice in hospitals in 1905 in the United States, the
social work profession has been a link between the patient and the environment
(Varghese, 2016). The social work profession in hospitals has faced many challenges
due to changes in the health care environment. A literature review from the National
Association of Social Workers (2010) characterizes palliative care social work as
diverse and includes; facilitating advance care planning; advocacy on behalf of the
patient and the family; leading community education and facilitating psych-social
education. Palliative care social work includes working with people with life-limiting
illnesses such as Non-Communicable Diseases (cancer, diabetes, etc.) and
communicable diseases (for example Human Immunodeficiency Virus (HIV) and
Acquired Immunodeficiency Syndrome (AIDS). Non-Communicable Diseases are non-
infectious and non-transmissible diseases. They are long in duration and generally slow
progression diseases with the four most prevalent globally being cancers,
cardiovascular diseases, chronic respiratory diseases and diabetes. The WHO
Resolution (2014) records “that many more people will require palliative care in the
future given the overall ageing of the global population and the increased prevalence of
non-communicable diseases” (WHO, 2014). Although the rationale of palliative care
provision certainly includes giving painkilling medicines in the need to relieve pain and
other distressing symptoms, it goes further to include efforts to enhance the quality of
life and even influence the course of the illness in a positive way (WHO, 2016). WHO
(2014) contemplates “the provision of palliative care to be an ethical responsibility of
health systems and called on all health care professionals (including social workers)
throughout the world to fulfill an ethical duty to alleviate pain and suffering, whether
physical, psychosocial or spiritual, irrespective of whether the disease or condition can
be cured” (WHO, 2014).

According to Watts (2013), the social worker has an integral role to perform within the
multi-disciplinary palliative care team. Social workers, alongside nursing, medicine and
other clinical and complementary therapies have a key role in conducting psychosocial
assessments on patients’ palliative care needs. As a professional social worker who
focusses on behavioral patterns, emotions and relationships, | argue that social workers

play an invaluable role in the multi-disciplinary team in the provision of palliative care.
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The stress accompanied by the diagnosis of a life-limiting illness, concerns about daily
care and medical demands made on the patient and the caregivers causes additional
emotional pain and if not adequately addressed, hampers the patients’ quality of life and
complicates the grieving process. Reith and Payne (2009) found that death and dying
involve loss and transformation, and for many patients this can be an overwhelming
experience where they require counseling to manage their feelings and come to terms
with this. The focus of social work practice in this area includes family and social
network responses upon receiving a diagnosis of a life-limiting illness and facing end-
of-life. Although the social workers’ roles vary across service providers, a fundamental
aspect of palliative care social work includes assisting individuals and their families to
manage change and loss at each stage of the illness trajectory. Within this framework,
the social worker is in the position to facilitate the therapeutic process to promote
emotional healing and closure for the patient and the family. Worth (2001) states that
social workers are key professionals contributing to the practice of palliative care

delivery in a range of settings, including hospital, hospices and the community.

According to the WHO (2016), palliative care social work starts with a multi-
dimensional assessment of physical, emotional, social, spiritual and cultural needs,
values and preferences of patients and families. Social workers in this regard have an
important role to perform in the provision of psychosocial care, which involves
addressing the psychological, emotional, social and financial well-being of patients and
family members (WHO, 2016). Social suffering includes stigma, discrimination,
extreme poverty, religious prejudice, or lack of adequate food, clothing or shelter
(WHO, 2016). For those no longer able to support themselves and their families
financially, palliative care social workers serve as a broker to provide information and
to link them with sources of funding (WHO, 2016). Bereavement support is another
core component of palliative care social work. Patients and their families often need
emotional support to face the losses associated with dying and bereavement, and some
bereaved family members develop complicated grief, requiring bereavement counseling
from social workers (WHO, 2016). Engaging in providing psychosocial support is
demanding for trained palliative care social workers since social workers have an
important contribution to make in helping to improve the quality of life for patients with

a life-limiting illness.
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In this regard, | would argue that social workers are one of the key professional groups
among health care professionals who are well place to provide comprehensive
psychosocial support, counseling and palliative care to patients with life-limiting

illnesses.

2.9.2 Social workers’ understanding of palliative care

In the second purpose to inform my study and its research design, | reviewed the
literature to examine social workers’ understanding of palliative care. Psycho-social
support provided by social workers is an important need in the provision of palliative
care. Patients with life-limiting illnesses and their caregivers go through great stress,
health professionals, including social workers have an important supportive role in
assessing, and addressing the needs of patients diagnosed with life-limiting illnesses. In
this regard, social workers, nurses and doctors treating these patients need to have a
clear understanding of what constitutes palliative care. They should be adequately train
and prepared to help patients manage their stress. However, palliative care as a concept
and discipline in itself is not well understood commonly, across different contexts and

within the African context.

In sub-Saharan Africa and particularly in Namibia, the concept of palliative care is not
well developed. Largely, it is confine to isolated specialist centres. The literature review
aims to examine the related sub-questions including: how do social workers understand
palliative care? Why is social workers’ understanding of palliative care important?
According to the WHO (2002), palliative care provision is an essential component of a
comprehensive package of social work services for people with life-limiting illnesses,
because of the variety of symptoms patients can experience. Palliative care social work
is an important means of relieving and addressing symptoms that result in undue
suffering and frequent visits to the hospital or clinic. Lack of social workers’
understanding of palliative care can result in untreated symptoms that can hinder an
individuals’ ability to continue his or her daily activities. WHO (2016) finds that the
lack of understanding and knowledge about palliative care in general is another major
barrier limiting the appropriate access to palliative care.
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In this regard, social workers’ understanding of palliative care is an integral part of
holistic care, which aims to improve the quality of life of patients with life-limiting
illnesses. According to WHO (2015), palliative care is explicitly recognized as a human
right by the United Nations Human Rights and Open Society Foundations (2011, as
quoted in Freeman, Luyirika, Namisango and Kiyange, 2016:2) under the International
Convention on Economic, Social and Cultural Rights (ICESCR) Article 12.1 (1996).
The goals of palliative care are to achieve the best possible quality of life for patients
and their families, to facilitate adjustment to the many losses they will face, and to
attain a dignified death, with minimum distress, in the patient’s place of choice. APCA
(2016) found that Namibia uses the World Health Organization’s (WHO, 2002)
definition of palliative care which defines palliative care “as an approach that improves
the quality of life of patients (adults and children) and their families facing the problems
associated with life-threatening illness. It prevents and relieves suffering through the
early identification, correct assessment and treatment of pain and other problems,

whether physical, psychosocial or spiritual”.

However, the MHSS (2009, as quoted in Freeman et al., 2016) found that forty percent
of the health care professionals in Namibia (including social workers, doctors, nurses,
academics and other health care professionals) repeatedly encounter a lack of
understanding of what palliative care is and how it enhances the work in these
professions. The situation analysis by the MHSS (2009) found that palliative care is
often either seen as synonymous with the end-of-life (i.e. dying) and hospices and all
the associated negative connotations of death. Or it is associated only with the relief of
physical pain. Findings from the national situation analysis (MHSS, 2009) revealed a
low level of knowledge for the definition of palliative care. Forty percent (40%) of the
respondents in the study (MHSS, 2009) were unable to provide any definition of
palliative care. While of those who did provide a definition, only five percent (5%)
were able to elaborate on the different dimensions of palliative care, according to the
definition by the World Health Organization (WHO, 2002). This finding is similar to
the fifty one point three percent (51.3%) of health care workers (i.e. nurses, doctors and
pharmacists) in the MHSS (2009) study, who reported that they provided palliative care

with the majority of forty seven point four percent (47.4%) only concentrating on pain
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and symptom management as essential elements, neglecting the other components of
holistic palliative care (MHSS, 2009). Few people comprehend the holistic nature of
palliative care, while even fewer understand its effectiveness in improving care
outcomes, most importantly the quality of life to patients and their caregivers (MHSS,
2009). Additionally, palliative care is often confused with home-based care, which is
only one model of delivery (MHSS, 2009). While there are many challenges that hinder
palliative care development in the country, a key challenge is the lack of understanding,
knowledge and accurate information around palliative care in Namibia. This
exploration therefore hopes to gain deeper insight into how social workers understand
palliative care and perceive their role in the provision thereof. This study includes social
worker’s perceptions, beliefs and lived experiences of palliative care provision and its’
applicability from diagnosis through to death and bereavement. This study examines the

latter by using broad questions in in-depth interviews with social workers.

2.9.3 Conditions that hinder social workers’ abilities to provide palliative care

The third purpose of reviewing related studies concerns my intention to identify the
gaps in the literature, such as conditions, which may hinder social workers’ capabilities
to provide palliative care. This I hope to achieve by examining social worker’s
perceptions through their narratives when collecting information on their roles in
providing palliative care. It is important to understand social workers’ responsibilities
when palliative care is need. Are they taking an active role in providing palliative care?
If they are not taking an active role, what conditions hinder their abilities to do so? If
social workers are not providing palliative care in the primary care settings in Namibia,
Is it because they were not train to fulfill an ethical duty to alleviate pain and suffering?
The importance of social workers to society includes their applied and hands-on
experience in assessing social problems and alleviating some of these through their
presence and recommendations to broader social structures and institutions. In this
sense, social workers are an invaluable workforce in society and provide social support

amidst various social problems.
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People with life-threatening illnesses who are close to death may experience a humane
transition as can their families after these persons pass on because of the intervention in
palliative care by social workers. According to Holliman, Dziegielewski and Data
(2001) social workers in hospitals face several challenges, together with providing bio-
psychosocial needs with discharge planning skills. Yet, palliative care social work as a
specialized field has limited recognition in Africa, and in Namibia, it is not yet formally
recognize as a specialized field. Many social workers in Namibia are not train as
palliative care social workers and they are not aware of the active clinical aspects of
palliative care. However, there is a growing recognition in Africa of the importance of
addressing the NCD agenda and advancing palliative care service provision (Powell,
Ali, Luyirika, Harding & Radbruch, 2013). Yet, palliative care social work is rarely
accessible in resource-limited settings (Connor 2012; Farmer 2010; Harding 2005 &

Lamas 2012) and Namibia is no exception.

While some hospital administrators in Namibia view social work positions as “welfare
service providers”, others view social work as a profession that helps patients and
health care in general, dealing with patients’ complex social and health care needs.
Varghese (2016) argues that the contributions of social workers become unclear and
remains unnoticed as it mixes with other disciplines that are also involved in the
discharge planning process. In the case of Namibia, it is unclear whether the absence of
context-relevant literature, which indicates a degree of silence surrounding this topic, is
caused by a lack of understanding and appreciation by governmental institutions, the
Health Professions Council of Namibia and hospital administrators) of the role the
social worker can play. These challenges are due to multiple related conditions
including, lack of social work in-service training; continuous professional education on
palliative care; lack of skills and knowledge among healthcare professionals to provide
palliative care. It includes professional isolation; lack of agreement on outcome
measures, key definitions and concepts on palliative care; the absence of national
strategies for palliative care research; a shortage of research funding; lack of opioid
availability; and decentralization of key services from the central hospital level to the
health centre or patient home.
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These challenges result in patients with advanced chronic illnesses typically being
discharged from the healthcare system and returning home with no referral to the social
worker and no follow-up treatment when they are most likely to have severe symptoms,
and when their families are under the greatest stress (Harding, 2009 & Vogel, 2011).
However, Dziegielewski (2004) suggests that social workers can accept the challenges
and move forward to create an evolution in new practice techniques, becoming a crucial
member of the multi-disciplinary palliative care team. According to Larochelle et al.
(2009), it is often the responsibility of the physician to communicate the diagnosis,
prognosis and treatment of a life-limiting illness to patients. Yet, the medical terms for
life-limiting diagnoses used by physicians are perplexing to the patients, because words
such as “carcinoid” and “neuroendocrine” are difficult to understand. Physicians, for
reasons of patient confidentiality, work individually with the patient and families, who
in most cases result in lack of communication among the multi-disciplinary team. The
lack of communication between medical doctors, nurses and social workers leads to
further confusion for patients and families as they work to understand the medical

diagnosis and prognosis in order to make appropriate treatment decisions.

In Namibia, the specific health worker-population ratio includes 1:13, 519 for social
workers, among others (MHSS, 2014). As it rolls out the provision of palliative care
which is a rather labour intensive discipline, there is a need for Namibia to assess the
human resource needs (with the focus on social work) to inform the appropriate
planning for human resources for palliative care at national level. At the time of this
study, there is a shortage of information on human resources for social work as it relates
to palliative care in Namibia. This makes it challenging to provide a basis for
determining required numbers and quality of training as well as attrition of human
resource for palliative care in Namibia. Recommendations from this study will help in
the development of a harmonized management system of a consolidated human

resource development plan for social workers in Namibia and similar settings in Africa.

65



2.9.4 Conditions that strengthen social workers’ abilities to deliver palliative care

The WHO’s (2002) public health approach recommends four strategies for
strengthening palliative care service provision and research systems in health, including
capacity building in strengthening education and health research, policy implementation
and drug availability. Although at the time of this study, there was no national policy
for palliative care in the country, the MHSS has been addressing the topic in recent
years, owing to the fact that eighty percent (80%) of the cancer patients are diagnose at
advanced stages of the disease, when no other options apart from palliative care can be
provide. Since 2006, there has been a focus on capacity building of the palliative care
providers through various training programmes in other countries, namely Uganda and
on measures to make morphine tablets available for the palliative patients in Namibia.
In 2009, the MHSS conducted a situational analysis of palliative care in Namibia in
conjunction with the African Palliative Care Association and the financial support of
USAID, published in November 2009. Following this action, in July 2010, the MHSS
organized a two-day national workshop on palliative care. At this workshop, all
stakeholders (including non-governmental) reached a consensus in putting together a
document to be use in the development of palliative care guidelines and ultimately, the
Palliative Care Programme. At the outset, the strategy is to encompass HIV and AIDS

in addition to cancer and to promote home-based care.

This study is important in seeking to understand social workers’ responsibilities when
palliative care is necessary. Are they taking an active role in providing palliative care?
If they are not taking an active role, what conditions hinder their abilities to do so? In
response to these questions, the literature review revealed that palliative care is
integrate into the social work education and training curriculum of the Faculty of
Humanities and Social Sciences at University of Namibia (APCA, 2016). The Social
Work Department of the University of Namibia (UNAM), in close collaboration with
and support from the African Palliative Care Association (APCA) embarked upon
specialist palliative care training for practicing social workers in Namibia, which took
place during the week 04-08 March 2013.
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It was the first time in the history of Namibia that a group of twenty- nine social
workers from public and private sector were train in palliative care. The country has a
national training curriculum for pre-service introductory training for community home-
based caregivers developed on palliative care, but there is no dedicated research group
(with no experiences in international research) and it has no palliative care standards,

norms or guidelines or dedicated directory.

2.9.5 Social work education and training on palliative care

The final purpose of this literature review is to gain insights into how social work
education and training on palliative care contribute and influence social workers’
competencies in the provision of palliative care. According to Stjernsward, Foley and
Ferris (2007), palliative care education and training is one of the four pillars of the
WHO Public Health strategy in the provision of palliative care and is crucial, not only
for effective integration of palliative care in society, but also to change the experiences
of patients with palliative care needs. The WHO 67" World Health Assembly (2014)
focuses on integration of palliative care and highlights the need to include it as an
integral part of education and training across the spectrum of care. The past two
decades has seen a rapid increase in awareness on the importance of educating social
workers in palliative care to address effectively the patients’ needs. The provision of
comprehensive palliative care demands social work practitioners with appropriate
knowledge, skills, confidence and competencies in the provision of compassion and
care for all. The need to act in this capacity has been especially pronounced by the
growing recognition in Africa and Namibia of the importance of addressing the non-
communicable disease (NCD) agenda and the Human Immunodeficiency Virus (HIV)
pandemic (APCA, 2016). The need for palliative care education and training for social
workers in Namibia remains vital in improving the quality of life for both adult and
paediatric patients and their families. This research therefore investigates whether social
workers feel inadequately prepare? Or do they lack an understanding of how to provide
palliative care? According to the African Palliative Care Association (2009), it is
important that palliative care education and training be look at as a continuum, which

begins at undergraduate level through to specialist training into continuing education.
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Downing, Defilipi, Garanganga and Opio (2006) state that it is important to ensure that
palliative care education and training of service providers not only focus on knowledge
and skills, but also on attitudes, beliefs and values. The same authors (Downing, et al.,
2006) found that clinical placements are a fundamental education strategy in palliative
care education and training. It is imperative that palliative care education and training
also include a clinical component as well as an element of ongoing mentorship and
supervision (Downing, Finch, Garanganga and Opio, 2006). Continuous education in
palliative care is a critical component in the professional development of care
providers’ knowledge and skills in order to improve and refresh their existing
knowledge. Professional palliative care development aims to ensure that patients
receive the best competency-based care possible. A Situation Analysis on Palliative
Care in Namibia by the MHSS (2009: 60) recommends, “social workers be trained in
palliative care to competently provide adequate care and support to patients with life-
limiting illnesses”. MHSS (2009) highlights the need for palliative care training that
empowers social workers with knowledge and skills in areas of psychosocial support,
emotional, spiritual and social welfare, which are just as important as physical well-

being.

For education in social work to be competency-based and effective, appropriate training
methodologies have to be apply to support social work students to have the appropriate
knowledge and to be able to translate this knowledge into skills and competencies. Such
education and training should lead to a change in attitudes, beliefs and values, which
result in the social work graduates being able to do their job effectively. To this end, the
Social Work Department in the Faculty of Humanities and Social Sciences at the
University of Namibia developed and integrated palliative care as part of a six months’
module in the four year Bachelors of Arts Degree in the Social Work Programme in
2012. Namibia currently has only one educational institution for the training of social
workers, namely the University of Namibia (UNAM). The Department of Social Work
was establish in 1983 and is housed in the Faculty of Humanities and Social Sciences of
the University of Namibia. The social work department conforms to the academic
requirements guided by Senate and the policies and guidelines of the Health Professions
Council of Namibia (HPCNA) and Social Work and Psychology Act, Act No. 6 of 2004
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(HPCNA, 2010 & UNAM, 2014). The Bachelors of Arts Degree in Social Work is a
degree by course work including a six-month internship, a research component and
three days of palliative care clinical attachment. As stated earlier, undergraduate
training in palliative care for social work students has been institute only in 2012. The
integration and teaching of palliative care social work in social work made history in
Namibia and in Africa, because it is now introduce as a compulsory part of the third
year undergraduate level social work curriculum at the University of Namibia. The first
six months” module of palliative care social work education and training was developed
in 2012, and has since (2014) expanded to three days’ clinical placement under the
supervision of practicing social workers at two public hospitals (Windhoek Central and
Katutura) in Namibia. The Department of Social Work at the University of Namibia
provides palliative care social work by a social work lecturer in close consultation and
collaboration with practicing social workers in Namibia. The social work lecturer with
the assistance of the African Palliative Care Association has been instrumental in
leading the palliative care social work curriculum development at the University of
Namibia. Practicing social workers in Namibia are also key stakeholders in providing
palliative care education, training and supervision to the third year social work students
during the three days clinical placement. A variety of teaching and learning methods are
used in palliative care social work education and training at the University of Namibia.
At the social work undergraduate level, several teaching methods ensure engaged and
active learning. These include lectures, small group tutorials, interviews, role-plays and
interaction with patients, particularly for learning clinical assessment, communication
and relationship building skills or bedside learning under the supervision of a multi-
disciplinary team. It is expected from students to keep personal learning journals during
their palliative care clinical placements, where they draw on their experiences to
illustrate and enrich case-based learning as a successful teaching method. Documenting
reflective learning in a journal is an effective teaching and learning method. Students
must be given the time and space to think about, and document what they are learning.
Itis a privilege as a palliative care social work teacher, to read these intimate and
insightful reports. Student support and debriefing groups also remain an effective
teaching and learning method. Palliative care education and training in Africa has

developed from small beginnings (Wee & Hughes, 2007).
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In Namibia, palliative care social work education and training is now a formal part of
the undergraduate social work training accredited by the Health Professions Council
and the Namibian Qualifications Authority in Namibia. However, affordable palliative
care social work textbooks in an African context remain a challenge. Most of the
resource centres only have key texts such as the Oxford Textbook of Palliative Social
Work.

Further developments have included recognition and support from the national
government to provide palliative care training to social workers within the hospitals and
clinics in Namibia (MHSS, 2009) as this will improve the access for patient and
families facing the diagnosis of a life-limiting illness. Harding et al. (2013), highlight
that improving cancer care is in part dependent upon research evidence. In order to
improve palliative care provision in Africa, there is a need to make palliative care
knowledge accessible to all service providers, as well as educators. This research
journey therefore uses the narratives and memos from the participants in this study to
create a context in which the participants will be able to voice their personal
experiences of how education and training in palliative care influences their

competencies providing palliative care.

2.10 THE RELEVANCE AND APPLICABILITY OF SYMBOLIC
INTERACTIONISM IN THE STUDY

The literature review includes a few empirical studies on the application of symbolic
interactionism in palliative care. This gap represents an opportunity for my study to
apply a symbolic interactionist perspective, which examines the social workers’
perceptions of their roles in providing palliative care. Symbolic interactionism relates
closely to the value system and mission of the social work profession and discipline.
This qualitative study is guide in its theoretical underpinning by the symbolic
interactionist sociological perspective developed in the 1960°s by Dewey, Mead and

Blumer (Blumer, 1969).
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According to Mendieta (2015:38) “symbolic interactionism provides a methodology
that connects language to action as individuals communicate verbally and then take
action. Language and action in the provision of palliative care by social workers in the
primary care settings provide data that can be captured by face-to-face interviews and

recorded interviews”.

As mentioned in this chapter, the three tenets of Blumer’s (1969:2) symbolic
interactionism suggest that:

e “human beings act towards things on the basis of the meanings that those things
have for them personally

e meaning is derived from, or arises out of social interaction and

e meanings are modified through an interpretative process and therefore meaning

is created from each new experience”.

Table 2.1 below explains the central tenets of symbolic interactionism. This was
preferred to a detailed discussion here in order to highlight the most relevant aspects for
this study and in the interest of brevity where a less detailed literature review is

preferable to this qualitative grounded theory approach.

Table2.1: The four central components of Symbolic Interactionism (adapted
Blumer, 1969)

PEOPLE - individuals and collectively | PROCESS - people are making signs to

respond to the meaning they attach to each other and interpreting each other’s

objects that make up their world actions

SOCIAL ACTS - individually or COMPLEX INTERLINKAGES - the

collectively they construct a process in constant movement and dynamic nature of

response to a given situation which is organizations, institutions and networks

confronting them

Blumer (1969) states that the interaction between individuals inform meaning according
to a specific situation and that meaning is interpreted within the minds of the
participants, which results through social interaction and it is the outcome of an

interpretive process.
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He states that the “interpretive process requires that the individual communicates with
himself and it is during this communication that the individual selects, checks,
suspends, regroups and transforms the meanings in the light of the situation in which he
is placed and the direction of his actior” (Blumer, 1969:5). In the context of this study,
interpretation was not the result of selecting predefined meanings but the result of a
formative process where meaning undergoes use and constant comparison and revision
as explained in chapter 3 of this thesis (Mendieta, 2015). Analysis of the action taken
by the participants in this study in their roles as social workers providing palliative care,
(Blumer, 1969), shed light on their perceived roles, on the conditions that hinder or
strengthen their roles and insight into how social work education and training
influenced their capabilities and competencies to deliver palliative care. Symbolic
interactionism allows the opportunity to draw out meaning from the verbal exchanges
and actions taken between the actors as they occupy temporal roles. According to
Chenitz and Swanson (1986), the hierarchal nature of symbolic interactionism refers to

as a useful framework for the purpose of research:

e Micro — understanding individual behavior and interactions

e Macro — understanding the context, setting and conditions across a full range of
variations

e MACRO- shared meaning between groups and societies in order to understand

the interpretation of self.

Charmaz (2006) further explains that people do not robotically react to stimuli, but they
respond in a careful way, indicative of the situation they face with, thus meaning arises
out of and influences actions. The emphasis is on the lived experiences of the individual
and their interpretation of the world around them (Jeon, 2004). The language used in
communication is often constructed through symbols and objects which have
significance and meaning in interactions and interpretations derived from previous
experience. This all contributes to the development of the person’s individual identity
(Carlson, 2013). Interaction within the world in which we live would not be possible

without a form of language, which can be multi-faceted (Corbin, 2003).
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The aim of palliative care social work is to improve the quality of life of patients
diagnosed with a life-limiting illness and to enrich society through orienting and
empowering individuals and communities toward societal changes and new life styles.
Social work is a profession and discipline that sees individuals and society
supplementing and complementing each other and believes in complex, positive
interactions of individuals and communities in solving human problems. From a
symbolic interactionist position, while trying to understand the patient in the context of
his or her ecology, different approaches should be utilized as well, because different
theoretical approaches help us realize and appreciate different realities. In this study, |
consider symbolic interactionism as the most applicable theoretical framework as there
was an interest to examine from the perspectives of the social workers’ their roles in
providing palliative care. The study considers symbolic interactionism in investigating
the conditions, which hinder or strengthen their abilities to provide this care and how
social work education and training influence their competencies in the provision of

palliative care.

The research exploration centered on the participants’ (as well as my own)
interpretations of events and the meaning attached to them which were influenced by
their lives and previous experiences. This study was set at a micro level, as it could only
be generalizable to a specific population, although the contextual nature was relevant to
the cohort of social workers in different care settings. My comprehension of symbolic
interactionism and the individual’s meaning of ‘self” assisted me in understanding and
analyzing the data. My study did not only present the tenets of symbolic interactionism,
but establishes a theoretical foundation for pursuing further research to better
understand how social workers in close collaboration with other healthcare
professionals in the multi-disciplinary team affect the outcomes of the patients in their
care. An approach based on symbolic interactionist will make social work practice more

powerful.
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In extending the literature review, | acknowledge the different theoretical perspectives
such as, Ecological Systems Perspective by Bronfenbrenner (1994), Theory On Death
and Dying by Kubler-Ross (1969/2008) which is briefly discussed in the section below.

2.10.1 Ecological Systems Perspective

The ecological perspective by Bronfenbrenner (1994) links individuals to their
environment on the ground that “human behaviour is to be understood within the social
environment in which the behaviour takes place” (Norlin, Chess, Dale & Smith, 2003:
36). This perspective views the individual and his or her environments as forming an
ecosystem, which consists of the individual, all the systems with which the individual
has reciprocal relationships, the wider environment in which the individual acts, and all
the mutual interrelationships that occur between the individual and the various
subsystems (Weiss-Gal, 2008:65). The ecological perspective is centre on the
transactions of the person-in-environment, including the person’s ability to adapt to and
cope with their environment (Zastrow & Kirst-Ashman, 2004). Those transactions
occur at four levels, the microsystem, mesosystem, ecosystem, and macro system
(Broffenbrenner, 1994). As | examined the roles of the social worker in the provision of
palliative care, it was important to understand how the social workers perceived their
roles in providing palliative care to patients within their ecosystem, which is the
hospital and their interactions with patients, families, and the multi-disciplinary health
care team. It was important to examine social workers’ understanding of palliative care
and what factors have influenced their ability provide palliative care. The study also
investigated factors that strengthened social workers’ abilities to deliver palliative care.
It sought to gain insight into how education and training influenced social workers’
competencies in delivering palliative care. It was important for this study to consider
“the centrality of understanding people as they relate to their environment, and the
reciprocal relationship of people to their environment” (Beder, 2006: 4), which are
integral to palliative care social work practice. Each person is a microsystem,
interacting interpersonally with other microsystems (Broffenbrenner, 1994). In the
hospital environment, the social worker interacts with other microsystems that are the

patients, families, and the multi-disciplinary team members.
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The social workers bring their own experiences, education and training to those
interactions. As a result, it is important to understand the perceptions of social workers
regarding their role providing palliative care. Specifically, to understand what they do
value in their role and what experiences have shaped their ability to perform that role.
In addition, it is important for the social worker to understand that each person brings
his or her own perspective and experience, which shapes how they behave and react in
providing palliative care. People have internal resources, which are the psychological
components that aid the person in their transactions with the environment (Germain,
1981). A person’s age, sex, culture, physical condition, emotional state and prior
experience influence their perceptions (Germain, 1981). Patients and families react
differently than medically trained staff, because they do not have the experience and
knowledge of medical terminology and diagnoses that is common to nurses and
physicians. Social workers need to be aware of that difference and guide the patients
and families as they make healthcare decisions, as well as to educate the other

healthcare professionals on the views and perceptions of the patient and the family.

The mesosystem is the interaction between a microsystem and a larger unit, such as the
multi-disciplinary team and the family (Broffenbrenner, 1994). In this regard, it is
important to understand how social workers identify with the team and the family, the
communication patterns between the two, and the role of the palliative care social
worker as a member of the multi-disciplinary team and working with the family. In
addition, it is important to understand how the social worker interacts with the family

unit.

The exosystem includes the interaction between the microsystem and the organisation,
such as the hospital (Broffenbrenner, 1994). The hospital may dictate the size and
composition of the social worker’s caseload therefore it is critical to examine the
influence and attitude of the organization towards the palliative care social worker
(Roer-Strier & Rosenthal, 2001). One “can consider the institution not, only as an entity
in and of itself, but also a business of all the individuals and groups that comprise it”
(Higgins, 2001: 35).
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Lastly, the macro system is the interaction between the microsystem and the broader
cultural, economic, and historical context (Broffenbrenner, 1994). It is “the influence of
history, values, laws and regulations, aspects of social policy, and customs from the
culture of origin and from the host culture” (Roer-Strier & Rosenthal, 2001: 218).
Social workers providing palliative care must have a broader understanding of how
society looks at end-of-life. “Every society and faith system has developed some way of
integrating the reality of end-of-life into their belief systems and ways of life”.
(Silverman, 2004: 128) and it is important for the palliative care social worker to be
aware of differences in beliefs on end-of-life. Individuals are part of a community and a
social network. In that community, power, privilege, and common beliefs influence
individual values (Ungar, 2002). The community influences the physical and social
environments through cultural norms, values, beliefs, knowledge and technology
(Gitterman & Germain, 1976). As people develop and evolve, the person adapts to both
their physical and social environment (Germain, 1981). The unwritten rules of society
are not absent in the healthcare settings. Rather, societal norms influence how care is
provided and which choices patients, families, and health care providers ultimately
make. Often social workers are face with guiding families through the decision of when
to provide or not provide aggressive care at a patient’s end-of-life. Social workers must
work to determine what society is pressuring someone to do versus what the needs and
wants of the patient truly are, as patients, families, and medical practitioners make
choices for care in socially charged medical conditions. Social workers must work to
mediate between the patient’s right to self-determination and the medical team’s belief
of the proper treatment for the patient. The social worker acts as an educator to the
patient and staff, a facilitator during the meetings and conversations about potential
treatment options, and an advocate for the patient. The purpose of palliative care social
work is to help foster healthy and independent transactions between individuals and

their environment (Ungar, 2002).

The symbolic interactionism method aligns with the approach adopted in this research.
The theoretical frame recognizes the researcher’s active role in shaping data and
analysis and the constraints that historical, social and situational conditions impose
upon actions. Grounded theory methods become generalized, reconstructed and

contested, and as Charmaz has acknowledged, can be use in flexible ways.
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The flexibility of these methods allowed for multiple perspectives to be explored,
alternative interpretations generated and the analysis of these within the context of
broader structures. The result was a critical understanding rather than a simple

description of the experience.

2.10.2 Theory on Death and Dying by Kubler-Ross

Kibler-Ross in 1969 developed a Theory on Death and Dying (Kibler-Ross,
1969/2008). According to Phillips, Ajrouch &Hillcoat-Nalletamby (2010), Klbler-Ross
experienced a lot of resistance from the health professionals when she started her work,
which set out to listen to the dying, which indicated the degree to which death and
dying was a taboo topic to discuss from health professionals point of view. It was not
strange to experience such resistance, because health professionals were not train to
deal with dying patients beyond the clinical needs, and them simultaneously having to
confront their own mortality. Phillips, Ajrouch & Hillcoat-Nalletamby (2010), state that
because of the fact that HCPs were not trained beyond dealing with the clinical needs,
the emotional and spiritual needs of the those who were about to take the retiring step
from life to death were being ignored. After extensive interviews with end-of-life
patients, Kubler-Ross (1969/2008) identified the five stages of grief: denial, anger,
bargaining, depression and acceptance. These five steps have helped HCPs in their
respective fields today to attain a level of understanding when working with the dying
and their families, which also contributes to their competencies in being more able to
assess and provide psycho-social and spiritual support. The Theory on Death and Dying
(Klbler-Ross, 1969/2008) challenged the earlier notion that end-of-life care takes place

only during the last few weeks of life.

According to the researchers (Phillips, Ajrouch & Hillcoat-Nalletamby, 2010:163)
“end-of-life model has emerged, where supportive measures are offered from the point
of diagnosis rather than at the point of decline”. The end-of-life model acknowledges
the individuality of each patient, and factors such as the nature of the condition, living
arrangements, social circumstances, psychological well-being, cultural matters and
spiritual beliefs (Department of Health, 2008).
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2.11 SUMMARY

An initial literature review was conduct in order to review the existing literature prior to
the final decision regarding the broad research questions and areas of interest. A
subsequent literature review was conduct as the theory began to emerge and
constructed. A wide range of articles and books were review, key words and phrases
adopted. Literature on palliative care social work examined to ensure adequate breadth
and depth to the literature review. The researcher’s existing knowledge, experiences
and the information from the early literature review was combined to create the aim of
the study and the research questions. This chapter argues that a primary task for
contemporary social work is to assign appropriate value and meaning in optimising the
multi-dimensional roles of the social worker in the provision of palliative care. This is
the only way to make palliative care social work real in the lives of the patients with
life-limiting illnesses in the primary care settings. Social work is well position to help
develop palliative care provision in Namibia. The social work profession is well place
to draw upon its values, culture and experience and to get involved in developing
models of palliative care and create constructivist grounded theory of the social

workers’ roles in providing palliative care.

The evolution of palliative care social work can be strengthen and taken to the next
level by creating constructivist grounded theory of the social workers’ roles in
providing palliative care. Symbolic interaction among patients with life-limiting
illnesses, their families, the multi-disciplinary team, managers and hospital
administrators can be strengthen and taken to the next level in order to optimize the
roles of social workers to better serve these patients and their families. The use of a
grounded theory approach and symbolic interactionism framework can start moving
palliative care social work research from reporting statistics and costs to advancing
theoretical understanding and theory evolution. Symbolic interactionism provides a
methodology that connects meaning, interaction and interpretation to the roles and
actions, which individuals take while fulfilling the responsibilities of the roles they are

occupying.
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This study therefore challenges the social work profession in Namibia, and beyond in
considering whether the roles of the social workers in the multi-disciplinary team in
providing palliative care is optimize and whether this needs to be re-thought. It
investigates conditions that hinder or strengthen social workers’ abilities to provide
palliative care to patients with life-limiting illnesses. It looks at the benefits of palliative
care social work education and training that contribute to social workers’ competencies

in the provision of palliative care.

A critical literature review allowed me to gain a broader understanding of the roles of
the palliative care social worker from an individual social worker’s perspective,
exploring how social workers perceive their roles in providing palliative care and what
conditions hinder or strengthen their abilities in that role. The study envisages
informing the reader on what changes are needed with an effort to enhance palliative
care social work practices and training. In doing this, | wish to achieve a detailed
exploration of how the Namibian social work education and training influence social
workers’ roles and competencies in providing palliative care to patients with life-
limiting illnesses. This is important in order to create new spaces for deeper insight of
what is palliative care, the importance thereof and understanding the roles of the social
workers in the provision of palliative care. The study wishes to determine whether
social work training is preparing social workers for their roles in providing palliative
care. The study will observe and relate how social workers fulfil these roles in their
interactions with the patients, the family members as well as with members of the

multi-disciplinary team, but from the point of view of the social worker.

In doing this, the research provides a detailed exploration of how twenty regional social
workers perceive their role to be in providing palliative care to patients with life-
limiting illnesses in order to add to existing knowledge. This exploration will connect
what social workers are doing to what they could be doing in providing palliative care
that aims to improve the quality of life of patients with life-limiting illnesses. This is
achieved by using broad questions, in-depth interviews with a purposive sample of

social workers.
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In my application of the symbolic interactionist framework in this study, | demonstrate
and acknowledge that researchers co-create grounded theories, to be use to advance its

contributions to qualitative studies and numerous academic arenas.
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CHAPTER 3: THE RESEARCH METHODOLOGY

3.1 INTRODUCTION

In the preceding chapter, I reviewed literature concerning social workers’ perceptions of
their roles in providing palliative care to patients with life-limiting illnesses and
discussed the symbolic interactionism perspective as the theoretical framework
applicable to this study. In this chapter, | provide an overview and rationale of adopting
the qualitative research methodology. In addition, I describe how the study was
executed and the chapter gives a concise description of the grounded theory method
based on the early work of Glaser and Strauss (1967), and subsequent works of Glaser
(1967 & 1998); Strauss and Corbin (1990) and Charmaz (2002, 2006 & 2009). This
chapter discusses the research design and sampling procedure and the data collection
methods with attention place on qualitative field interviews. It discusses ethical
considerations where ethical principles and protocols are adhered throughout the study.
The last part of the chapter concludes with a reflection on the role and position of the

researcher.

3.2  APPLYING GROUNDED THEORY

The study embraced grounded theory as a qualitative method examining social workers’
perceptions of their roles providing palliative care to patients with life-limiting
illnesses. The grounded theory methodology was applied to place my study in an
appropriate theoretical context. Grounded theory aims to generate theory from face-to-
face field interviews (in this study) on real life experiences (inductive theory) as they
are occurring in a given situation. In grounded theory studies there are no existing
hypothesis and it is considered a dynamic process which aims to make sense and attach
meaning to human relationships (Charmaz, 2006; Corbin & Strauss, 2008; Hallberg,
2006; Birks & Mills, 2011). These meanings may be through symbolic interaction
(interactions happen between individuals) and is influence by personal knowledge,

experience and external factors (Cowley, 1991).
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Grounded theory is concerned with the ‘pragmatic application of results’ (of research)
as opposed to the absolute ‘truth’ as this may not exist (Annells, 1996). Grounded
theory permits the gathering of rich data and allows initial analysis, which guides
further data collection and allows flexibility (Strauss & Corbin, 2008). Both the initial
and later review of literature aim to answer the main research question that seeks to
investigate: How do social workers in primary care settings in Namibia perceive their
roles in providing palliative care to patients with life-limiting illnesses? The literature
review was guided by the following related sub-questions, namely: How do social
workers understand palliative care? What conditions hinder social workers’ abilities to
provide palliative care to patients with life-limiting illnesses? What conditions
strengthen social workers’ abilities to deliver palliative care to patients with life-
limiting illnesses? How does social work education and training in palliative care
contribute to social workers’ competency in the provision of palliative care to patients
with life-limiting illnesses? The study applied the grounded theory methodology, as it
gives credit to qualitative research approaches for gaining deeper insights and

generating theory on social workers’ perceptions (Goulding, 2005).

3.2.1 The origins of grounded theory

Marshall and Rossan (2010) refer to the grounded theory method “as an interactive
enquiry process between the researcher and the participants. It values participants’
perspectives and is primarily descriptive and reliant on people’s words”. The grounded
theory (GT) approach is based on the early work of sociologists Glaser and Strauss
(1967), who became the original founders of grounded theory when they promoted the
concept of qualitative approach to research and the subsequent works of Glaser (1978 &
1998). In grounded theory, Glaser (1979) had a strong qualitative background and
Strauss (1990), brought the perspective of symbolic interactionism (a sense of self
through interaction with others and through shared experiences and creative meanings
that influence collective behaviour) (Strauss & Corbin, 1990). They (Glaser and
Strauss, 1967) maintained that the systematic collection and analysis of data could lead
to robust generation of theory which was ‘grounded’ in data (Cooney, 2010), thus
making it more applicable to reality. However, Glaser and Strauss later parted ways and

developed two opposing views of GT.
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Research revealed (Glaser, 1992; Strauss & Corbin, 1998) conflicting views on Glaser
and Strauss’ development of grounded theory where after Strauss formed a new
allegiance with Corbin, whilst Glaser continued to protect the original grounded theory
tenets maintaining that Strauss was ‘forcing the data’ and was no longer true to
grounded theory. According to Kelle (2005), Glaser argued researchers could form a
grounded theory using emerging ad hoc themes. Kelle (2005) further stated that Corbin
and Strauss then introduced a coding paradigm to help researchers organize the data
from which Glaser argued that Corbin and Strauss’ approach “forced” themes to
emerge. However, contemporary versions of grounded theory began to emerge, most
prominently that of Charmaz (1983 and 2006), which suggests that flexibility in using
different approaches to grounded theory is enormously beneficial (Birks & Mills,
2011). This flexibility enabled me as the researcher to consider all approaches by
exploring underlying principles, processes and analytical methods of grounded theory
and it led to determining which would be the most applicable for my study.

3.2.2 Constructivist grounded theory

Charmaz (2002) defines grounded theory “as a qualitative method of which the purpose
is to generate theory that advances the understanding of people’s behaviour in terms of
underlying meaning and change in varying circumstances and over time”. According to
Charmaz (2002), grounded theory by its method and intent is to generate theory directly
related to the data from which it has been develop. According to Hall, Griffiths and
McKenna (2013), constructivist grounded theory (CGT) makes provision for the
possibility to consider multiple meanings and understandings of reality which is
influenced by many contextual factors and constantly redefined through interaction with
others (Fisher & O’Connor, 2012). It embraces an emic (insider) stance, which merges
with the researcher’s personal understanding and input, as well as providing an
interactive approach to data collection and analysis (Charmaz, 2006). This suggests that
the researcher is a ‘co-producer’ of the research which can add depth and meaning to
the process (Mills et al., 2006a & 2006b). It proposes that the researcher needs to be
able to enter the participants’ world and discover how they interpret their perceptions

and experiences, thus focussing on their lived experiences (Jeon, 2004).
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Constructivist grounded theory will thus be the most applicable approach for this study,
because, as the researcher, 1 will embrace an emic stance in being “the primary
instrument of data collection and analysis” (Merriam, 2009: 29), on social workers’
perceptions of their role in providing palliative care to patients with life-limiting
ilinesses. The study “assumes an inductive (as opposed to a deductive) stance and
strives to derive meaning from the data” (Merriam, 2009: 29), that is generated and ‘co-
produced’ by me as the researcher. Social work and grounded theory focus on the
interactions of individual and society. | was hoping that using the constructivist
approach could provide a constructivist grounded theory about how social workers
navigate their role in palliative care, and that it can be test in social work practice.

Developing such a theory can be used to guide social work practitioners.

3.2.3 Rationale for choosing constructivist grounded theory

In this study, | chose to apply the constructivist approach to grounded theory. This
allowed me situate myself within the research and form a part of the understanding
from my own perceptions and experiences, which would create meaning between me,
as the researcher and the participants. My study is in line with Charmaz’ (2006),
discoveries which is concerned with beginning the research journey by identifying the
‘constructs’ which make up the meaning, (as opposed to ‘facts’) and building on these
as the data collection progresses (Charmaz, 2006). The reality of palliative care social
work practice, education and training mean that constructivist grounded theory and its
tenets suit the main research question, its subsequent questions, the research design and
permits self-disclosure, contrary to a detachment that may cause the participants to
avoid open conversations (Wilde, 1992). This study was concerned with examining
social workers’ perceptions of their role in providing palliative care to patients with
life-limiting illnesses and it was able to explain and interpret the participants’
perceptions and experiences as opposed to merely describing them (Baker et al., 1992).
The aim was to develop a deeper understanding and insight of those experiences and
then inductively create a theory, which can be utilising to optimise the role of the social

worker. This led to constructivist grounded theory being the choice for this study.
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3.3 THE CHOSEN RESEARCH DESIGN

This study adopts a qualitative research design because the nature of the research
problem and the stated objectives demand an idiographic, case-based approach (Denzin
& Lincoln, 2003: 28). My ontological stance in this study is constructivist, thus
agreeing there can be various interpretations and not just one reality, all of which are
influenced by context, in this case the participants’ perceptions and experiences
(Charmaz, 2009) of their roles in providing palliative care to patients with life-limiting
illnesses. It is imperative that understanding of the social workers’ perceived roles in
providing palliative care is considered by forging strong links with the data and context
and that the honesty of participants’ perspectives, opinions and experiences are
respected and presumed valid. My study sits within my worldview of a naturalistic and
constructivist paradigm, where research is undertaken in natural settings and human
experience is examine and meaning extracted (Mills et al., 2006a & 2006b). A
constructivist paradigm assumes that “theories grounded in data are interpretative
explorations (lived experiences) of the area explored, but do not provide a precise and
accurate picture” (Charmaz, 2006: 10). This paradigm would enable me as the
researcher to gain a better understanding of social workers’ perceptions and lived
experiences of their roles because it seeks to build on theory, explore this phenomenon
and yield in-depth meaningful information. At the time of this study, there was a lack of
knowledge and research in the area of social work practice within the Namibian
context. In particular, examining how social workers perceive their roles, conditions
that hinder or strengthen their abilities to deliver palliative care and how social work

education and training influence their competencies to deliver care.

The study did not begin with a hypothesis about the phenomenon to be studied (as in
quantitative, theory testing research), but applied an inductive approach or theory-
building research method. The study was exploratory in nature and was guide by loose
and broad research questions with no limiting hypothesis. It instead remained open to
emerging theory (through the induction process) from the generated data (Glaser &
Strauss, 1967 and Straus & Corbin, 1990). In this study, I hold a subjective,
interpretivist stance, where knowledge is not ‘discovered’, but constructed and then

interpreted through many lenses (Hall et al., 2013) and my active involvement in this
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process is inevitable and necessary (Mills et al., 2006a & 2006b). | was aware of the
fact that | had some existing knowledge on palliative care and life-limiting illnesses and
therefore felt it important not to disconnect that from the process of learning through
research. It was important for me to acknowledge and embrace what | am bringing to
the research and how I might influence it (Licqurish & Seibold, 2011). It felt
inappropriate to attempt to “bracket off” my knowledge, thoughts and experience. |
instead in following research protocol, openly acknowledged my experiences in the
research process and considered how it would enhance what was learn from the
participants. This lends itself well to the grounded theory approach. My experiences in
practicing and teaching social work led to the initial notion that palliative care social
work can be a beneficial intervention for both the patient and the family. Therefore, a
study with the aim to examine the perspectives of social workers’ roles in providing
palliative care to patients with life-limiting illnesses thought to be an appropriate
avenue of exploration. The study happened in the following six social work offices;
namely Katutura and Windhoek Central hospitals, the Oshakati social work office,
Gobabis; Swakopmund and Keetmanshoop social work offices, respectively. The

research methodology was guide by the aims and objectives of the study.

34 METHODOLOGICAL FRAMEWORK

I utilized grounded theory as a qualitative research approach in order to gain an in-depth
understanding of how twenty (20) social workers perceived their roles in providing
palliative care to patients with life-limiting illnesses. According to Lietz et al., (2006:
445) qualitative research design offers the opportunity to seek an in-depth
understanding of complex experiences. Denzin and Lincoln (2003) note that because
qualitative researchers seek answers to questions that stress how social experiences
create and given meaning, this type of research is value-laden. In order to obtain
detailed, varied and extensive data in this study, | kept the interview conversation open
and let the participants lead (Glaser, 1998). This accomplish by using in-depth, face-to-
face and open-ended interviews. The intention was also to reveal conditions that hinder
or strengthen social workers’ abilities to provide palliative care. The in-depth, face-to-
face interviews used to examine the ways in which social work education and training

in palliative care contributes to social workers’ competencies in providing this care.
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The insights from this would form a backdrop to further uncovering aspects of social
work education and training within this specialised care. Data-gathering used a
narrative approach in which a sample of twenty (20) social workers who volunteered
were asked to narrate their experiences and, hence, describe their perceptions of their
roles of providing palliative care. The study intended to investigate how social workers
perceive their roles and the specialised treatment of providing palliative care to patients
with life-limiting illnesses. Interviews were tape recorded with prior consent from the
participants. The narrative nature of the interviews made accurate transcription very
important. | preferred to transcribe each of the tape-recorded interviews manually to
gain a richness of detail as it emerged from the collected data.

During and after the interviews, | kept memoranda by recording field notes about the
reactions, and observations of both the participants and the interviewer. The memos
assisted me in analysing the field notes line by line to identify key issues applying
traditional grounded theory coding techniques, as outlined by Strauss (1987) and
Strauss and Corbin (1990), which identify human action and behaviours. An
interpretative field of inquiry locates me as the researcher in the world | am exploring
(Denzin & Lincoln, 2000), and lends itself well to generating theory, thus following

inductive reasoning (Bryman, 2008).

Inductive reasoning: Observation Pattern Tentative / Emerging Theory

This qualitative study is concerned with service providers’ view on health care delivery
and services, which informed policy at local and national levels. My study sits within
the qualitative methodology and it aims to examine and interpret social workers’
perceptions of their role in providing palliative care to patients with life-limiting
ilinesses and encourages theory development. | was actively involved in the entire
research process (i.e. data collection, analysis, interpretation and theory generation). In
addition, embracing an interactive relationship was vital in producing a transparent
understanding and account of the perceptions, experience and emerging theory (Carr,
1994).
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3.5 ACCESS, NEGOTIATION AND SAMPLING TECHNIQUES

The actual processes of preparation, negotiation, permission and access to conduct
research with twenty social workers based at six primary care hospitals in Namibia are

discussed below:

3.5.1 Preparation and negotiation to conduct the study

Preparation and negotiation for fieldwork (data collection) took place over five months
from January to May 2016. Hospital-based social workers were invited via the regional
chief social workers in Namibia, in the Karas region (Keetmanshoop); the Omaheke
region (Gobabis) the Khomas region (Windhoek) the Erongo region and the Oshona
region (Oshakati) to voluntarily partake in the interviews. Information about the research
and the implementation process was included in an electronic letter accompanied by a
broad set of questions e-mailed to prospective participants. Individual follow-up
telephone calls allowed the social workers to express whether they were interested in
taking part in the research. A participant information sheet was use (Appendix 2). |
received twenty forms. The overall selection was on geographical location and a mix of
work settings in an endeavour to ensure that the sampling population was as diverse as
possible to add to the meaningfulness of perceptions in the Namibian context.
Appointments were made for the first round of interviews, based on geographical

proximity and twenty interviews were held between May and July 2016.

3.5.2 Permission to conduct the research

Permission was obtain from the following institutions and persons in order to conduct
research with the respective social workers; the University of South Africa (UNISA),
Department of Sociology Ethics Committee, the Research Ethics Committee of the
Ministry of Health and Social Services in Namibia, and the regional Chief Social

Workers in Namibia.
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3.5.3 Sampling

Purposive non-probability sampling was used which resulted in twenty in-depth, face-
to-face interviews. For the purpose of this explorative study, volunteer social workers
were accepted based on their geographical location to participate (i.e. all of who was
approach). The sample exhibited the following characteristics: 1) aged between 25 and
50+ years old, 2) full time employed as social workers and 3) each had a minimum of 2
years of work experience as social workers. The inclusion criteria included qualified
social workers who had two plus years of work experience. During the recruitment
process, social workers younger than 25 years did not meet the inclusion criteria of two
years of work experience. The study could have benefitted from interviewing social
work educators at the University of Namibia under objective five of this study, however
the primary aim at the outset of the study was to explore social workers’ perspectives of
their roles in providing palliative care and to investigate how social work education and
training contribute to their competencies in delivering palliative care from the
perspectives and views of the social workers, and not from social work educators. The
study therefore did not include the social work educators. In addition, the study
deliberately also did not interview key informants on the multi-disciplinary team, such
as nurses and doctors, because it primarily focussed on the social workers’ perceptions
of their role in providing palliative care from their view. The inclusion of both the
social work educators as well as key informants might have altered the construction of

the emergent, grounded theory.

The sample based on their geographical location provided diverse social workers in
order to add depth and variation to the meaning of the phenomenon of palliative care
provision to patients with life-limiting illnesses. As opposed to random or convenience
sampling Wengraf (2001) suggests purposeful sampling of selecting participants which
is for interpretive research studies. The participants interviewed represent diverse ethnic
backgrounds and geographical locations in Namibia including Katutura and Windhoek
Central Hospital (central Namibia), Oshakati (northern Namibia) social work office,
Gobabis (eastern Namibia) social work office, Swakopmund (western Namibia) social
work office and the Keetmanshoop (southern Namibia) social work office. Each of the

participants was treating with anonymity and each given a pseudonym.
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3.6 DATA COLLECTION AND ANALYSIS

In grounded theory, data collection and analysis are conducted interchangeably, but in
tandem and this process is referred to as theoretical sampling. The theoretical sampling
process was applied throughout this study. Theoretical sampling according to Strauss
and Corbin (1998: 202) “is a process of searching for concepts relating to ‘incidents,
events or happenings’ which appear frequently and which influence outcomes”. This
can happen over a period of time whilst building codes. In this study | began creating
codes and later refined those codes to contribute towards theory building. In order to
ensure the codes were an appropriate fit for my data, | sent the transcripts and the codes
to the participants of the study whereby | requested their input as to the validity of the
codes and to comment on the codes. Finally, after receiving input from the research

participants, the coding was also conducted with NVIVO 10 software.

3.6.1 Data Collection Procedures

The primary data collection method used in this study was in-depth, face-to-face
interviews (see Appendix 3 for Interview Guide on broad research questions). Yin
(2014: 110) reiterates “... interviews will resemble guided conversations rather than
structured queries”. In addition, in-depth interviews cater for privacy between the

researcher and the research participant.

3.6.1.1 In-depth face-to-face qualitative interviews

Twenty qualitative interviews were conducted with participants (social workers).
According to Warren and Karner (2010:2) qualitative interviewing involves present-
time, face-to-face interaction. | used face-to-face interviews as a primary data collection
technique for this study. It followed an unstructured format. Interviews were allowed to
flow naturally based on information obtained from the participants. The in-depth
interviews were conducted on a dyad basis (one interviewer and one respondent),
ascribed by Warren and Karner (2010: 2). This enabled me to focus entirely on one
participant at a time. | kept the interview conversation open and guided by the
participant as suggested by Glaser (1967). The participants were given complete
freedom to build a narrative from their experiences (Patton, 1990 & Riessman, 1993).
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Hospital based social workers have hectic work schedules, making it difficult for them
to leave their offices for extended periods. All interviews therefore were conducted in
their offices at their requests and in English. Before and during the first interview, |
gave each participant the informed consent form to read in an English translation (see
Appendix 2). | guided them through the informed consent agreement until all the
important issues were explored. After the participants reviewed it, | asked them to sign
the informed consent agreement in duplicate form. Upon signing, each participant
received a copy of the agreement and | kept a copy. The first interview included
demographic background information and lasted between twenty (20) to thirty (30)
minutes. Given the fact that the hospital-based social workers were also involved in
another national survey on suicide in Namibia, they requested both the first and second
interviews to happen on the same day. Agreeing to their request, both interviews were
conduct on the same day with a five-minute break between the first and second
interviews. To be able to provide descriptive illustrations of concepts that would arise,
| in agreement with the participants tape-recorded the second interview. During the
second interview, | asked the participants to provide pseudonyms for themselves and
significant others. The pseudonyms were used in all communications and documents
related to the study. | conducted, transcribed and reviewed all interviews myself. Upon
completion of both interviews, email and telephone consultations took place where |
applied member checks in order to verify with the participants and to allow them to

comment. The participants did not give any comments.

3.6.2 Data Analysis and Interpretation

The study used the grounded theory approach of constant comparative analysis.
According to Strauss and Corbin (1990), constant comparative analysis requires the
researcher to move in and out of the data collection and the analysis process. | began
the constant comparative process with the main research question exploring social
workers’ perceptions of their roles in the provision of palliative care to patients with
life-limiting illnesses. The main research question was support by a series of related
sub-questions originating from the conversations and designed to lead to the
development or generation of a theory. These questions examined social workers’

understanding of palliative care.
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It investigated conditions that might hinder or strengthen social workers’ abilities to
deliver palliative care to patients with life-limiting illnesses. It also explored how social
work education and training contribute to social worker’s competencies in the provision
of palliative care. The intention is not to discover the theory, but a theory that leads to
the understanding of the area under investigation (Heath and Cowley, 2004). Analysis
was a repetitive process, which swung backwards and forwards through the data. |
continued with thematic analysis on the data, which focuses on identifiable themes and
patterns. It was a continuous movement, back and forward between the emerging codes
and the process of making comparisons with the data (Charmaz, 2006). This provided
further verification that the developing categories were truly grounded in the data
(Bryant & Charmaz, 2007), which allowed me to make sense of, and analyse the new
ideas (Charmaz, 2006). The repetitive process revealed the full complexity of the data
and was not consider complete until all themes had been determined and the final
theory made explicit.

| developed themes that emerged from the data collected (e.g. narratives, verbatim
quotes and descriptions) to develop questions for the next round of data collection. The
development of these themes produced concepts as explained in the grounded theory
approach (Corbin & Strauss, 2008). This study applied the comparative process of
open, axial and selective coding. | coded the interviews into themes and sub-themes,
using inductive coding which relied on “themes emerging from participants’
conversations” (Fereday & Muir-Cochrane, 2006), and then finally connected the data
to the existing literature to support the argument for those themes. | integrated all
concepts and connections in the process of developing a narrative of the grounded
theory. The data was analysed and interpreted by applying a generalised inductive
approach for qualitative data analysis. This was done until no new themes emerged and
the research reached saturation (Corbin & Strauss, 2008). Thematic analysis afforded
me the opportunity to connect the themes in current social work practices of palliative
care in Namibia to the literature, discovering what methods of practice are not being
utilized in the field and why.
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3.7 ISSUES OF TRANSFERABILITY

Krefting (1991) and Lincoln and Guba (1985), define transferability in qualitative
research as parallel to external validity in quantitative research. Transferability of this
study was achieved through the preparation of detailed descriptions that will allow the
persons evaluating or using this study to make judgements (Krefting, 1991; Lincoln &
Guba, 1985). In order to enhance the transferability of the findings, | provided
background information of the participants as well as the context of the study, Namibia,
for future researchers (Krefting, 1991). The transferability of the data is evaluated in

terms of the meaningfulness of the findings. Rolfe (2006) declares:

“quality judgements entail a subjective ‘reading’ of the research text and the
responsibility for appraising research lies with the reader rather than with the
writer of the report, with the consumer of the research rather than with the
researchers themselves. This does not preclude the researchers from appraising
the quality of their own work, but rather suggests that the readings of the
researchers carry no more authority than those of the consumers of that
research” (Rolfe, 2006: 309).

3.8 REFLECTION ON THE ROLE AND POSITION OF THE
RESEARCHER

My roles as a social worker and social work educator were influential in determining
my interest. My position as an academic in social work education and being the
instrument in this qualitative study resulted in new ways of thinking and an exciting
challenge of teaching in palliative care, which requires different skill sets. Teaching
palliative care in the social work curriculum where my passion lies, is dependent on
better understanding the roles of the social worker in the provision of palliative care to
patients with life-limiting illnesses, the conditions that hinder or strengthen their
abilities to provide this care and how social work education and training on palliative

care influence their competencies to provide this care.
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The holistic approach to care is fundamental in palliative care and this sits well within a
constructivist, relativist approach to this study. According to Neuman (2007: 120),
“qualitative researchers are more interested in authenticity than validity. Authenticity
means giving a fair, honest and balanced account of social life from the viewpoint of
someone who lives it every day”. Hammersley and Atkinson (1995: 24) state, “research
design should be a reflexive process which operates throughout every stage of a
project”. Qualitative research particularly requires a high level of reflexivity about the
phenomenon under study (Darlington & Scott, 2002: 18) due to the “immersion of the
researcher in the research”. It was crucial for me as the researcher to maintain an open
and transparent position during this study. The term ‘'reflectivity’ which refers to the
‘capacity to reflect upon one’s actions and values’ (Arber, 2006), and emerged from the
professional practitioner and educational discourse - the process of reflecting upon
practice, ensures confidence, scrutiny and credibility in the researcher. 'Reflexivity'
comes more from social science researcher discourse, from qualitative and ethnographic
researchers. It has, according to Finlay and Gough (2003: ix), 'exploded' into academic
consciousness. Reflexivity is an opportunity to reflect systematically on my part as the
researcher in the process and the events that are occurring, alongside how that might fit
into the bigger research picture. It is seen as developing insight into my work as the

researcher and applying a critically analytical approach (Birks & Mills, 2011).

As a social worker and a social work educator, | found it imperative to be reflexive in
understanding the perception of the participants from their point of view, not my own.
However, the analysis will be my own reflections and analysis. Being reflexive appears
to be more complicated than being reflective: not merely searching for implicit theory,
but searching for an understanding of the many ways in which one’s own presence and
perspective influences the knowledge and actions created around it. In order to
eliminate or limit any such biases or subjectivity, reflexive analysis is applied where
member checks and thorough detailed descriptions of the participants are provided.
Birch (1998), sees research as a journey, particularly in terms of reflexivity and divides
the research journey into three phases: “going there; being there, and, being here”
(Birch, 1998: 162). The ‘going there’ phase refers to what is happening before the field
of study: preparing for undertaking the research, defining what to study, and gaining

access into the field, which I described in this chapter (chapter 3).
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The ‘being there ’ phase relates to being in the field: the actual taking part in the
research through data collection. This includes the participation, the involvement,
relationships made and presenting the findings. The ‘being there’ phase will be address
in the next chapter (chapter 4) in presenting the data. The being here phase is the last
phase in the creation of the text: this is the final stage of data analysis and writing up the
thesis, which will be cover in chapter 5. In this context, | use these three phases to share

my experiences of my inner dialogue during the research process.

3.8.1 Going there: Undertaking the research

I embarked on this research journey after 21 years of a career in social work, together
with practical experience in medical social work and five years as a social work educator
at tertiary level. | was excited about this new undertaking in my life, determined to do
well, but also anxious about proving my capabilities, not only to the academic world, but
also to myself. In addition, | had to cope with a role reversal, now | was the student. The
first supervision sessions felt strange, but the strangeness soon disappeared and the
sessions felt supportive and challenging. Undertaking the initial literature review was
done with enthusiasm. As my experience of conducting research was limited, | also read
widely about the various methods of conducting qualitative research. At times, all this
seemed rather bewildering as I grappled with some of the methodologies, philosophies

and concepts, but gradually an understanding emerged.

I was delighted when the regional Chief Social Workers (CSWs) gave me permission to
contact the district hospital based social workers who volunteered to participate in the
study. However, | felt that | had to prove my capabilities to the social workers since they
were granting me the privilege to enter into ‘their world'. Being a qualified social worker,
I hoped it would be an asset in conducting this research; there could be a shared
understanding about the values of social work. Yet, I recognised it might also be a
hindrance as it might lead me to make assumptions and introduce bias, and this was
something | constantly needed to take into account in my contacts and later during the
analysis. From the beginning, | documented my research journey by keeping a personal
diary of events and thoughts (Moch, 2000). Memo writing (field notes) assisted me in the

formulation, revision and refining of theory generation.
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The writing of short notes served as a means to capture my ideas, thoughts and feelings as
they occurred (Birks & Mills, 2011). They also aided my reflection and made any
assumptions explicit and it stimulated me to challenge the interpretation of the data,
which provided a balanced view and assisted in making meaningful linkages between the
data and the theory that emerged (Hunter et al., 2011a). This was not only in order to
keep an audit trail (Huberman & Miles, 1998) but also to remember and understand the
decisions made along the way that might otherwise be lost in memory as other events
took over. | saw this as a positive tool (Payne & Payne, 2004). Sometimes, there were no
entries for days or weeks on end. However, when a particular difficulty occurred (for
example, me being diagnosed with a cancerous tumour in June 2015, the passing away of
my mother in July 2015) and momentous events (for example, the approval of my
research proposal; gaining approval from the UNISA Ethics Committee to conduct field
research and receiving permission from the Ministry of Health and Social Services
Research Committee), | took the opportunity to reflect back over the time since the last
entry. Events that happened in my personal life (for example the numerous
hospitalizations and surgical procedures during June 2015 — February 2017) were also
noted and it was interesting to look back and see how these impact on my 'research based
self' (Reinharz, 1997). Memo writing and keeping a diary were utilised from the
beginning of the study and during the data collection and analysis, which enabled me as
the researcher to be reflexive. Keeping a diary was in particular useful for recording the

theory generation process, which felt arduous at times.

3.9 ETHICAL CONSIDERATIONS

In the section to follow, ethical principles of confidentiality, care and respect were
identify as being vital when interviewing the participants and when processing,
analysing and reporting on subsequent data collected. This option fostered a significant
level of freedom within the interviews by allowing the participants to share their
perceptions and experiences with minimum disruption, and permitted the interviewer to
move with the participants throughout the telling of their life stories. | obtained ethical
clearance from the Ethical Clearance Committee of University of South (UNISA), as
well as approval to conduct the study from the Namibian Ministry of Health and Social

Services Research Ethics Committee.
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In this research, the ethical principles of confidentiality, voluntary participation,
informed consent, avoidance of harm, protection of privacy, and respect as stipulated in
UNISA’s (2007) Policy on research ethics (UNISA, 2007: 21) were especially relevant
in the research field of palliative care, due to the traumatic and sensitive nature of the
subject material (Heise & Ellsberg, 2005). | pledged to protect the human rights of the
participants prior to, during and after the interviews, as enshrined in the Universal
Declaration of Human Rights (2004). Article 12 of the Declaration of Human Rights of
2004 is of particular interest to the research as it states that, “No one shall be subjected
to arbitrary interference with his or her privacy, family or home, nor attacks upon his
honour and reputation. In the following subsections, | describe how | protected the

human rights of the participants in the study.

3.9.1 Confidentiality and Anonymity

I made every effort to keep the information the participants revealed during the study
strictly confidential and anonymous as required by law. I discussed the study with the
participants and provided them with a consent document. Any documents the
participants signed, where they can be identifying by name, are kept in a locked drawer
in my home office. These documents will be kept confidential. Only I had access to the
information gathered for the study. The file created for each participant did not contain
their names, only pseudonyms were use. All interviews were audio recorded with prior
permission of the participants. The recordings had their names removed to ensure that
information remained confidential and anonymous. Only | had access to the information
with the names and pseudonyms of the participants. All information reviewed by the
thesis committee was de-identified and only had a pseudonym attached. In order to
protect the privacy of the participants, | ensured that interviews took place at a venue
away from the public eye with little chance of disruption. All data (both electronic and
hard) will be retain in at my home office for at least 5 years after the conclusion of the

study, following which they will be verifiably destroyed.
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3.9.2  Voluntary participation and Informed consent

I considered issues of voluntary participation which entailed that participation in the
study would be voluntary and that failure to participate in the study or changing one’s
mind mid-way through would not result in any penalty or harm to the participant
(UNISA, 2007: 21). All prospective participants were provided with informed consent
forms after an explanation of what they could expect in the study. Each participant was
given full explanations on the purpose of the study and that their information would be
for the purpose of academic research only. Neuman (2000: 96) points out that a
researcher must never coerce anyone into participating, and participation must be
voluntary (emphasis in original). Every participant has the right to choose whether to
participate in a research study and no coercion is to be in use. In this regard, | ensured
voluntary participation by all participants by seeing to it that they signed a statement of
‘informed consent’ (See Appendix 2: Information Letter and Informed Consent Form,
attached). The participants were reminded that their participation is voluntary and they
may withdraw at any time that they wished, without any threat to their families and
themselves. They signed two consent forms and one was for me and the other one for
the participant. A guarantee of confidentiality of records and the protection of the
identity of the participant were also included in the written informed consent statement.
This helped the participants to build trust and confidence amongst themselves including

me.

3.10 SUMMARY

This chapter outlined the research methodology that was used in the study, namely, the
qualitative research design, sampling techniques, data collection methods, data analysis
and issues of transferability, followed by ethical considerations and a reflection on the
position and role of the researcher. The study was conduct using constructivist
grounded theory methodology. This allowed me as the researcher to be interactive with
the data. The participants were select from six hospitals in Namibia. The study used a
non-probability sampling technique and twenty social workers were interview as
participants on a voluntary basis. They were able to talk about their perceptions and

experiences.
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The study was undertaken via appropriate ethical and research committees and
supervision techniques to ensure a robust approach to research. Reflective approaches
ensure the emotional safety of researchers and foster opportunities for emancipatory
consciousness among research team members (Malacrida, 2007). The researcher
conducted ethical research, by protecting the human rights of the participants as
enshrined in the Universal Declaration of Human Rights (2004) and the UNISA (2007)

Policy on research ethics available at: www.unisa.ac.za. In this study, the generation of

grounded theory will be the outcome of an inductive procedure and concurrent data
collection and analysis. Social work has an important role in the expansion of public
health approaches to palliative care due to its philosophical value base, training and

practice experience, improving the quality of life for those who receive care.
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CHAPTER 4: PRESENTATION OF THE FINDINGS AND ANALYSIS

“In many aspects analysing data have similarities with social work practice. In both
roles, you are face with rich and complex accounts and your task is to make sense of
them. This involves seeing patterns and meaning in the accounts of the research
participants and it is inevitable that this involves you exercising your judgement”

(Whittaker, 2009: 89).

4.1 INTRODUCTION

HOW DO SOCIAL WORKERS IN PRIMARY CARE SETTINGS IN NAMIBIA
PERCEIVE THEIR ROLE IN PROVIDING PALLIATIVE CARE TO PATIENTS WITH
LIFE-LIMITING ILLNESSES?

In this chapter, | present the findings of the study and the analysis of the narratives from
twenty practicing social workers in Namibia. The findings are group according to the
themes and sub-themes that emerged from the data analysis. In a large part, the
sequencing of the data analysis was influence by the objectives of the study; that is the
order of the data-generation steps and the structure of the data as revealed in the
analysis of the transcribed interviews and field notes. This grounded theory study
applied theoretical sampling throughout, where data collection and analysis were
conducted interchangeably (Strauss & Corbin, 1998). Theoretical sampling happened
over a period in time whilst | was building codes. The application of the constant
comparative method benefitted the study shifting the analysis from the empirical to the
theoretical level (Glaser, 1978; Charmaz, 2006). The study applied constant
comparative analysis of the data a step explained in chapter 3 (3.6.2) from grounded
theory experts, Charmaz (2006) and Strauss and Corbin (1990) produced themes
relevant to the objectives and in answer to the main research question - how do social
workers in primary care settings in Namibia perceive their role in providing palliative

care to patients with life-limiting illnesses?
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Themes were group into categories and a conceptual framework developed. During the
data analysis process, | began creating codes and later refined those codes to contribute
towards theory building. This thematic induction was use to sort and analyse the data as
demonstrated in this chapter. | followed an interpretive process, which required me as
the researcher to communicate with myself through memos, field notes, noting worthy
events and initial analytic thoughts and reflections following the completion of each
interview (Blumer, 1969). The disaggregation and analysis of data was accomplish
through initial and focused coding. During this phase, a critical lens was applied to
explore implicit meanings and actions and to identify directions to pursue. In order to
ensure that the codes were an appropriate fit for my data, | sent the transcripts and the
codes to the participants of the study, whereby I requested their input as to the validity
of the codes and to comment on the codes that explored social workers’ perceptions of
their role in providing palliative care. The data was analysed through a structured
thorough reading of the transcribed raw data from the field interviews, which yielded
themes that | systematically categorized according to their relevance with the research
question on social workers’ perceptions of their roles in providing palliative care. My
intention of data analysis was not to discover the theory, but a theory (by creating a
constructivist grounded theory) that lead to the understanding of the area (of social
workers’ roles in providing palliative care) under investigation (Heath and Cowley,
2004).

| first examined how social workers perceive their role through explicated actions,
interactions and meanings, compared data with data, and identified gaps in the data
(Charmaz, 2006). Analysis of the action taken by the research participants in this study,
in their roles as social workers providing palliative care, shed light on their perceived
roles as social workers providing palliative care. It shed light on their understanding of
palliative care, on the conditions that hindered or strengthened their abilities to provided
palliative care as well insight into how social worker education and training influenced
their competencies in providing palliative care. The application of symbolic
interactionism in this study allowed me as the researcher the opportunity to draw out
meaning from the verbal conversations and actions taken between the actors as they

occupied their roles.
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The first section of this chapter comprises of a discussion of an analytic story on my
journey as a researcher collecting the data; presenting and analysing the findings. The
chapter continues to present an interpretation of my reflective story as a researcher,
being in the field, collecting data and nearing the end of my PhD thesis by presenting
the findings and analysing the data. The findings of major themes and sub-themes in the
individual narratives of the participants are present and analyse. The multi-dimensional
roles of the social workers in providing palliative care are present and analyse, which in
turn included identities of advocate, assessor, broker, counsellor, educator, facilitator,
patient liaison, mediator, discharge planner and manager of in-country referrals.
According to Spencer, Ritchie and O'Connor (2003: 199), “data analysis is a
challenging and exciting stage of the qualitative research process. It requires a mix of
creativity and systematic searching, a blend of inspiration and diligent detection”
(Spencer et al., 2003: 199). While writing this chapter, a realization became clear that
there is still a long way to go, analysing these findings in completion of the study and
even for future research because this specialist type of care is constantly developing,
changing and evolving. Namibia, for example, will find newer ways to treat illness,
conditions of pain and death. During the data collection, I experienced that the
participants were very welcoming and positive about the research with regard to its
relevance. | started each interview by repeating points in the participant information
sheet (Appendix 2), in particular, that | am a qualified social worker and social work
educator at the University of Namibia. | wanted participants to know that I had a
thorough understanding of social work issues. | was fully aware that my role was to be
a researcher in this context and not a social worker and certainly not a social work
educator. These related roles did not hamper my requirement as a professional
researcher for the task ahead. There were naturally times as the interview unfolded
when follow-up or explanatory questions were need, but | checked myself, on many
occasions to ensure that these follow-up questions were ask for the right reasons
namely, that they were relevant for the purpose of the research study. Most participants
did not appear to have any difficulty in telling their stories and sharing their
experiences. The first few individual interviews were both exciting and daunting.
Exciting, because | felt that | was at last beginning the research journey and daunting
because of the long distances | had to travel in four different directions (north, south,

east and west) of the country.
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| wanted to ensure that the time was spent productively, not only for me, but also for the
hospital-based social workers who had taken the time to participate. In the end, the
interviews, which resembled stimulating conversations, went well, and afterwards the
participants spent time informally talking about their experiences and interest in the
research itself. The field notes assisted me in keeping detailed track of the methodology
and in the analysis interesting information became known. In presenting and analysing
the findings in this chapter, | am the insider (researcher) telling the story of the
outsiders (the participants) without imposing my own conceptual frameworks on them
and with the hope that these findings of my research may assist the readers to better
understand social workers’ perceptions and experiences of their roles in providing
palliative care. I believe the data presents a vivid picture of the participants’ perceptions

and experiences.

This chapter seeks to answer the central research question:
“How do social workers in primary care settings in Namibia perceive their role in

providing palliative care to patients with life-limiting illnesses?”

The following related sub-questions are report below:
o How do social workers understand palliative care?

o What conditions hinder social workers’ abilities to provide palliative care to

patients with life-limiting illnesses?

J What conditions strengthen social workers’ abilities to deliver palliative care to

patients with life-limiting illnesses?

o How do social work education and training in palliative care influence social

workers’ competencies in the provision of palliative care?

In the next section, the findings of the study and data analysis are present.
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4.2 PRESENTATION OF THE FINDINGS AND DATA ANALYSIS

In presenting the findings of the study and analysing the data, | have used direct
quotations from the participants as the organizing principle for presenting the narratives
from the interviews conducted that gave rise to themes. The goal of the study was to
examine the social workers’ perceptions of their roles in providing palliative care to
patients with life-limiting illnesses in primary care settings, applying a symbolic
interactionist framework. 1 used the theory of symbolic interactionism, particularly of
Dewey, Blumer, and Mead (Blumer, 1969) to organize the findings of twenty in-depth
interviews. This theoretical framework lends constructive insights into my part as the
researcher and the participants’ part in the study, which proceeds from the foundational
tenets of a traditional grounded theory approach. When social workers engage with
patients with life-limiting illnesses and their families in providing palliative care and
when they interact with the multi-disciplinary team in primary care settings, meaning
making approaches are a key focus. This approach of “meaning” making in the lives of
patients offers a focus that is compatible with the tenets of the symbolic interactionism
and social work. Speck, Higginson and Addington-Hall (2004: 124, as quoted in Altilio
& Otis- Green, 2011) relate meaning “to how a person makes sense of life situations
and derives purpose from existence”. In their definition Speck et.al., (2004: 124, as
quoted in Altilio & Otis-Green, 2011) recognize that both cognitive and existential
facets of meaning are similarly fundamental in understanding the impact of a situation
on a person’s life and the strength he or she brings to that situation. The symbolic
interactionist perspective requires the social worker to put him or herself in the shoes of
the patient and to view the experience of a life-limiting illness from his or her
perspective and to understand how he or she makes sense of and finds meaning in
living. Meaning-making approaches support the co-existence of meaning, purposeful
interaction and positive interpretation of suffering in patients’ experience of a life-

limiting illness.

This section begins with the presentation of the findings. It continues with an analysis
of how social workers perceived their roles in providing palliative care and their

understandings of palliative care.
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The chapter presents data on the social workers’ perceived experiences and interactions
with the patient, the family and the multi-disciplinary team in the provision of palliative
care. The chapter reports on conditions, which hindered or strengthened social workers’
abilities to provide palliative care. Additional data is present on how social work
education and training in palliative care influenced social workers’ competencies to
deliver palliative care. The chapter concludes with a summary on how to improve the
practice of palliative care social work practice, and advocates for the appreciation of the

multi-dimensional roles of social workers in providing palliative care.

The themes that follow are place in this particular sequence for purpose of examining
the social workers’ perceptions of their roles. This is to draw a relationship between the
data and the research questions. As the chapter proceeds, different themes and sub-
themes are, discuss in relation to the data analysed, the research questions and the topic
of focus. Analysis of the tape-recorded interviews and their narratives led to the

following six emerging themes:

1. Social workers’ perceived roles in providing palliative care

2. Social workers’ understanding of palliative care

3. Social workers’ perceptions and experiences in providing palliative care

4. Conditions that hinder social workers’ abilities to deliver palliative care

5. Conditions that strengthen social workers’ abilities to deliver palliative care
6. Social work education and training in palliative care

In the following section, | present the themes that were used for the analysis and

discussion of the research findings.
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Each of these emerging themes is further explore individually under sub-themes below
and the excerpts from the interviews will demonstrate the relationship between the data

and the emerging categories through inductive analysis.

4.3 SOCIAL WORKERS’ PERCEIVED ROLES IN THE PROVISION OF
PALLIATIVE CARE

Social workers are uniquely train and qualified to provide palliative care as members of
a multi-disciplinary team in the primary care setting of hospitals. Social work as a
profession plays a critical role in the provision of palliative care because of its unique
perspectives and skills. Several key elements are fundamental in providing palliative
care. These include social workers’ experiences and knowledge in the support,
education and interactions with patients and their families; invaluable contributions to
the multi-disciplinary team and social workers’ commitment to promote social justice
and alleviate health disparities. Social workers can have an enormous influence in
patient-centred care and treatment and play several roles. They help patients adhere to
the recommended treatment plan; they serve as a liaison between the patient and the
multi-disciplinary team; they help to facilitate a family conference; they serve as an
educator to the patient and family and advocate on behalf of the patients and the family
for additional resources. In this study, the participants’ different perceptions and
experiences of their roles in providing palliative care became the main theme

emerging from the data, which is in line with the primary research objective of the

study.

Throughout the literature various roles and skills have been identified for social workers
in hospitals (Altilio, 2011; Bartlett, 1975; Bomba, Morrissey & Leven, 2010; Dubus,
2010; Encyclopedia of Social Work, 2012; Forrest & Derrick, 2010; Goldsmith,
Wittenberg-Lyles, Rodriguez & Sanchez-Reilly, 2010; Harper, 2011; Hartman-Shea,
Hahn, Kraus, Cordts & Sevransky, 2011; Higgins, 2011; McCormick, 2011;
McCormick, 2010; Morrissey, 2005; Nadicksbernd, Thornberry & von Guten, 2011;
O’Mahoney, McHenry, Blank, Snow, Karakas, Santoro, Selwyn & Kvetan, 2010; and
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Palos, 2011). In this ethnographic study, it is important to understand how each social
worker perceives his or her role in providing palliative care and to gain insights on the
conditions that influence his or her abilities to practice palliative care. The participants
in this study were asked to describe how they perceive their roles and responsibilities as
a social worker in the hospital. The data revealed that social workers’ roles encompass a
wide range of functions in addition to direct practice with patients and families. These
include multi-dimensional roles, for example, providing counselling, facilitating
education for patients, families, communities and other disciplines, advocacy for
patients at all levels, assessing the psycho-social needs of the patients, linking patients
with the necessary resources and planning the discharge of the patients.

The following sub-themes emerged from the participants’ perceptions of their roles as a

social worker:

¢ Role as Counsellor

¢ Role as Educator

e Role as Facilitator/ Liaison
¢ Role as Advocate

e Assessment role

e Role as Broker

e Conducting Referrals

¢ Role as Discharge Planner

¢ Role as Mediator /Intermediary

The participants perceived their roles as social workers as imperative in providing
palliative care to patients with life-limiting illnesses. Below, a clear example from Gift
summarizes the multi-dimensional roles of the social worker in the provision of

palliative care:

According to Gift, “we provide services such as counselling due to the social problems

that they are going through and it depends to what situation it is we also link patients to
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resource; we do family therapy so that we help the patient, depending on the problem
situation. First, we assess them to find out what is really the problem and it is from that,
that we draw conclusions on what to do. We see that we have to include the family, then
we take it from that point, where we also help mothers with provision of milk, because
you will find situations whereby a mother has baby twins or triplets and she does not
have enough milk, and if the babies are not satisfied with the milk the mother is
breastfeeding they are referred to us to help so that they can be provided with formula
milk, however not on a regular basis, it is only temporary. From there they can also
help themselves they find ways how to survive. We are also providing entrepreneurship
skills training that they can make use of to be able to get milk for the babies. We are
also involved in clubfoot treatment. We assess and we educate the mothers who have
babies with a clubfoot condition and they receive treatment here. We motivate them not
to give up on bringing the babies to come for follow-ups and we educate them so that
they complete the whole treatment so that their babies heal from the condition of
clubfoot. We also provide bereavement counselling to people with life-limiting illnesses
and for example, mothers who give birth to severely macerated babies. If a mother
delivers such a baby who is not alive, that mother is affect emotionally and she needs
help. She needs to see this from a positive perspective and not as a punishment. We help
them through bereavement counselling to normalize their feelings towards what
happened to them. We also assist when it comes to issues of poverty. For example, if a
patient is on treatment, a patient needs food and if there is no food at home, it means
that a patient is not going to cope because some medicines require a person to eat, not
to just to take them on an empty stomach as the side effects might bring up some
comfortability within them. Therefore, we link them to other service providers, such as
constituency counsellors for provision of food and at the same time we also incorporate
entrepreneurship skills well for them, because some of the people have inborn skills that

a person is capable of doing a, b, c, to bring up some income for themselves”

The following section outlines the sub-themes that emerged from the data analysis of

the various individual transcriptions.
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4.3.1 Role as counsellor

Social workers have much to contribute to the psychosocial well-being of patients with
life-limiting illnesses and their families. Social workers are critical to patients’ access to
quality health care. They are train to provide counselling and psychosocial support and
to promote human dignity and social justice. The role of the social worker on the multi-
disciplinary team as a counsellor is to provide humane compassionate and competent
counselling to the patient and the family and to help the family access resources
available to them in the society. The predominant role of the social worker identified by
all of the participants was that of counsellor in the provision of counselling and
psychosocial support to patients and their families. The participants introduced
themselves to the patients or the families in the hospital, and identify themselves as
counsellors and support persons while they are in the hospital. Counselling and
psychosocial support provision are viewed as important parts of the social workers’ role
in listening to and bearing witness to the stories of those in the hospital. The following
excerpts from Catherine, Selma and Abel highlight the social workers’ role as

counsellor:

Catherine narrated that, “we basically give counselling, counselling...and interventions
when need be and if there is a need for outside family interventions. In the counselling
some of the areas that | focus on is acceptance, forgiveness ... we also focus on self-
worth and how to try and think otherwise ... positive thinking. I perceive my role as a
support person ... I make sure that I am the support system, I am also going to the
people who the person lives with and letting this patient understand how important it is

’

for them to have people that support them, around them.’

Selma states that, “I focus on individual counselling, which is either one session that I
usually have with patients and it depends on how each individual patient understands
their situation, it can be longer than five sessions or six sessions, whereby every week |
give counselling session one, and after the 1% session, then after two weeks and then |

have to change it to after two weeks that's when I do counselling with them. Through
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this | really helped them to make sure that they move on to the new life or new world.

And whereby it's not only those ones, I do for those ones who return to work. ...".

Abel said, “I am providing counselling and | am also doing adherence counselling so
that they cannot default their treatment or medication and explain to them about their
sickness, to accept it and give their cooperation so that they can recover as soon as

possible”.

They perceived the support they provide as an empowering tool to help the patients to
look at their illness from a different perspective and feel that there are actually people
that care. The social workers used counselling to support the patients to cope with their

diagnoses. For example:

Faith described, “... another very important role is to counsel patients in order to help
them cope with the cancer diagnosis, to help them see that they are not the first ones to
get cancer, other patients have also been diagnosed with cancer and also can share
with each of them coping mechanisms. As a member of the multi-disciplinary team, I am
also utilizing group work to help patients with similar struggles or similar diagnosis
just to support each other to cope. For them just to realize that they can still enjoy life,
‘there can still be life after a cancer diagnosis’ it doesn’t mean that their life has to end

the day that they are diagnosed with cancer”.

Alice explained, “I see my role in providing palliative care as very much important and
vital in service-delivery, because | feel that in my involvement with a patient and with
the patient’s family, the little information and just the general support of being there for
the patient and telling the patient that you are there in this time is a big relief for the
patients themselves. It is also an empowering tool to help the patients to look at it in a

different perspective and feel that there are actually people that care and that show the
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importance of their family member or their relative. So, | see it as a very important and

a vital role in service delivery”.

Kay perceived the role of the social worker as “a very important role I would say, a
very important role, because if | can give an example, today during our ward round one
of the doctors said to me, ‘I think you need to talk to these patients, because it is like we
are telling them this is the condition, this is what they have to do but they do not seem to
understand’. So, you realize the way we social workers communicate to our patients is
different. If you sit down with the same patients, giving the same message, it is much
easier for them to understand and get to a point where they see things clearly. So, the
role we are playing is great | would say, is very important for our patients. | would say

it is very important and necessary”.

It is evident from the data that the participants perceived their role as a support person.
They will sit with the patients and the family upon receiving a diagnosis of a life-
limiting illness, and sometimes they will even have to prepare the patient and the family
before breaking the bad news of their diagnosis. Social workers in this study perceived
their role as helping the patients and the family to process the information that is given
and once the diagnosis is complete. The social worker helps them to understand the
meaning behind their diagnosis, and how the patient may react to it. Although the
physical pain of patients with life-limiting illnesses is control and manage by medical
doctors, the participants perceived their role as addressing total pain through spiritual
counselling, emotional and psycho-social support. This finding is consistent with what
Hartman-Shea et al. (2011) found that psycho-social counselling and support was one
of the most frequent social work activities most linked to family satisfaction and the

reduction of anxiety. For example:

Si’s narration revealed that, “actually when you are working in a hospital there is one
thing that you must expect, that patients are getting sick and they are dying and most of

them need support.
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When a person enters this hospital, you do not actually know what to expect and when
it comes to life-limiting sicknesses it is very difficult for the client to accept the situation
wherein he is. Sometimes he does not understand what to expect from the sickness he is
having. You would also find that sometimes the doctors are not straightforward about
the patients’ diagnoses they do not want to tell the person, because maybe they are
afraid the person will break down emotionally. The doctor himself will not be able to
handle the situation. That is why most of the doctors maybe on the medical team are a
little bit scared about maybe disclosing the situation the client is finding himself in. So,
the cases which | have been dealing with mostly are cancer related and when the
cancer is at the final stage it is very uncomfortable for the medical staff and also for the
family, because there is a lot of, how can I say, stench, flies ... flying around and with
all those things, it is very difficult for the patient to be around them. As a family
member when you come to your beloved one, you do not expect the person to die and
they do not actually talk about dying. Those are the issues, which social workers must
deal with; the social worker must be able to prepare the person. We do not expect the
person to die, but the reality of the fact is, that you have to bring it close to the person
that ‘this can be, maybe one of the things, you must understand that this person is very
sick and when a person is sick there are certain things to expect’. So, those are the
things we are dealing with. If you have to prepare a person, there are many things you
have to deal with, you have to think about, maybe the life afterwards, so you have to
give him spiritual counselling. The person is also going through too much pain, it can
be an emotional pain it can be physical pain, so you have to help the person to deal
with the pain. Dealing with pain, there are many ways. The doctor can make sure that
he gets his painkillers and also there is the emotional pain, the person has to talk about
maybe how he is feeling. Currently, | was working with one of the patients and mostly
what patients are experiencing is that they are not getting enough attention from the
staff. I do not know how far it is true, but some of them believe that they do not get
enough. They feel that ‘these medical staff just want to get rid of me and they do not
meet my needs actually’. S0, one has to look at all those aspects. As a social worker you
have to comfort the person, kind of, telling him that the solution of his problem will be

able to come”.
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Nanna indicated that, “I am the link between the family, the patient and the medical
team. I bring them in together, if there’s a need ... obviously there’s always a need for
them to be brought together for the family to be aware of what goes around, so the role
of the social worker is very important for the patient to be assisted psychosocially to be
able to come to terms with their condition if they are about to die, to be prepared for

descent time for the family also to be prepared and supported”.

Linda explained, “apart from the counselling, we do mostly a deep therapy where we
apply all the other social work methods of therapy because, most patients, every
patient, might look as if things are okay, but it’s not, it’s not okay because of the long
terms illness, it need to be attended to every time. So, we do a lot of educational talk
and a lot of support and also provide services in terms of food and referral and where
necessary also a grant, because some of them are unable to work. And because of HIV,
there can be other illnesses that can make it impossible for people to function. So you

end up going beyond what you were supposed to just offer”.

Gift perceived her role as a social worker providing palliative care “as a very important
role and responsibility, because in my role as a social worker in palliative care, | am
doing things that | am trained to do and the doctor is not the one who has to do that.
That is why we need a multi-disciplinary team. | need to provide counselling to the
patient who is grieving due to that loss of health and I also need to provide counselling
to the family members as they are grieving their loved one who lost health”.

4.3.2 Role as facilitator / liaison

The role of facilitator or liaison in the hospital was identified as another key role of the
social worker. This role encompasses facilitating the communication between patients,
families and the multi-disciplinary team to help the hospital team understand the patient
and the family’s experiences, needs and perspectives, and vice versa. As the multi-
disciplinary team works together, the social worker facilitates the communication and

helps with everyone’s understanding through reflections, asking clarifying questions,
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and assessing reactions to information. A key to the success of palliative care provision
is good communication. This can take place between the social worker and the patients
on a micro level or on meso level between the social worker, the family or the multi-
disciplinary team members, as many participants discussed taking an active role in
liaising with doctors, nurses and other staff to facilitate patients’ assistance needed. For

example:

Faith confirmed, “when some of the patients are classified disabled because of cancer,

I liaise with the doctor. I also do my assessment to make sure that the patient got all the
supporting documents that are needed for the application, because its’ of no use like
having a doctor fill in a disability grant application form, but at the end of the day
realize that the patient doesn't have even an 1D, you know. So | make my thorough
assessment first of all to see that the patient has got a birth certificate, the patient is a
Namibian citizen and the patient has got an ID. Sometimes you also have to break,
breakdown the medical jargon used by the doctors and explain in more simple terms
what the doctor is trying to say, but in all this | work in consultation with the doctor, |
don't work independent of the doctor. We work as interdependent team members and |
also point out to the doctors where patients need clarification because, sometimes you
know, a patient says to me they were never told that they 've got cancer. So that is one of

my roles within the palliative care setting”.

Ashley said, “I feel that the social worker’s role is very important in palliative care as
the social worker is a go-between the patient and the doctors. The doctors are just there
to disseminate information to the patient, but as a social worker, | am there to be able
to talk to the patient in a calm environment whereby there is confidentiality and also in
simple terms. As a social worker, I am able to help the patient understand their disease
better. For example, like a case whereby a patient is diagnose with advanced cancer,
the doctor is just there to say, ‘you have cancer and you are going to die’. You know, it
IS just a shock, the doctor did not even prepare the patient, but as the social worker you

are there to gradually talk about the topic and make the patient understand that ‘this is

114



how it has come to be’ and this is what you are expected to do in order for them to also

prepare them”.

Si perceived, “the role of the social worker as actually to make sure that there is good
communication between the medical staff, good communication between the family,
between the spiritual staff, like the pastors and all those people and to prepare the
person in the process of dealing with the pain. My role actually as a palliative care
member, since | am a social worker, is to facilitate and to make sure that there is good
communication between the patient and his family outside there and if the patient is
coming out from a community, it is to link him together with the doctors and then also
that we come together and you start with your role definition, goals of treatment and all

those things”.

Edward explained, “I prepare them to understand or to accept their condition, to the
patients as well as their families. Sometimes | do some home visits to meet them in their
own settings and to meet their families there. Sometimes I hold and facilitate what I call
family conferences, particularly when the patient is nearing towards the end of life, in

order to explain and to help the family what to expect”.

4.3.3 Role as educator

One of the major roles that the participants identified is that of an educator. The social
worker provides health education to the patients and dispels myths around life-limiting
illnesses. They may also educate the hospital staff on the dynamics and beliefs of the
patient and family, or they may inform the patient and the family about the resources
that are available and describe the different options for available care. Social workers
may also educate the hospital staff and the communities on their different roles and
responsibilities and the services they deliver. They are also conducting therapeutic
educational group sessions with patients providing them with health information and

counselling. The following narrations explain the social workers’ role as educators:
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Faith described, “as a social worker, I play an important role of educating the patients
on cancer, trying to dispel the myths, you know, give them the facts about cancer. Some
Will say ‘no I was bewitched, you know that's why I am having cancer’, you know ...
and so many myths that they might have, but | try to give them the facts that cancer is a
disease that has to be treat by radiotherapy, surgery or chemotherapy. So I help to put

some of their fears at rest”.

Nanna explained that, “... the other thing also that we basically do is also to inform the
doctors, to educate the doctors on, the role of the social worker and the importance.
When there is meetings with the doctors we also emphasize on the importance of
involving the social worker from the point of diagnosis, especially with HIV as well as
the TB patients, because it is very a difficult point to only involve the social worker
when the person has defaulted or where the person is bedridden, because that’s the
only point the social workers are called. So we always try and emphasize and also
involve and inform the churches of the type of services that we provide. When we go out
to communities, we have presentations with the communities where we share, ‘this is
what the social workers do, this is where their offices are, this is the contact details
where you can reach out for this particular type of social issues’ and we also had a
meeting with the pastors to also share ‘this is what we go through, this is how we need
to support each other’, because as a pastor, the spiritual aspect is necessary for the
patient as well as the clients in general. Also how can we work together as pastors, as
social workers to assist a particular patient so, this is how we try and inform the people

in the communities”.

Selma experienced her role as “doing group therapeutic sessions and conducting
educational talks with the patients in the spinal cord injury and rehabilitation units. |
usually use the sessions with them every week, whereby | have a session or educational
talks with them. The group sessions educate them on what they are you going to
experience from now onwards, to, ‘in your future or in your life and when you go back

you reintegrate back in the community’; what they might experience or see in the
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community, so that when they go back there, it is not a surprise that might come to

them”.

Gift explained that, “I also need to educate the family members on home-based care,
because sometimes a patient can be discharged home. The people need to be educated
on how to take care of the patient at home and to help the patient come for follow-ups. 1
need to make sure that there is somebody with that responsibility in the family, who is
bringing the patient to come for follow-ups. That is why | perceive it as a very
important role and | perceive it as very necessary that social workers are involved to

perform such a big role”.

4.3.4 Role as broker

Faith described her role as a broker. She said, “I play an important role in acquiring
toiletries and donations on second hand clothing for the patients. What happens is that
cancer patients are sent or initially they are diagnosing from outside Windhoek. So
when it’s detected that a patient has got cancer they are sometimes just put on a bus
without any preparation as to how long they are going to stay in Windhoek and, told
that, you are going to Windhoek. So when they come here, they will be shocked to learn
from the doctors that they have to stay for about eight weeks, getting radio therapy, or
about three to six months to undergo chemotherapy, without them going home. So, now,
the patient’s first reaction will be shock, and then ah later on they will start stressing.
One, they, didn't come with enough clothing, maybe they just came with one extra set of
clothing. Or they didn't come with enough toiletries they only brought maybe, one small
bar of soap. They don't have family in Windhoek, to them Windhoek is actually a
strange place and for them they have never been in Windhoek they are not employed, so
they stress a lot. And some of them can even or want to default on treatment, because of
that, because of toiletries they don’t have. You know, they want to maintain their dignity
by keeping themselves hygienic and smelling good, but if that is missing, they will
choose to default on treatment and go back home instead of continuing with the

treatment.
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So as the broker, 1 look for donation of clothing and toiletries from families and other
well-wishers. And by families | mean close friends, churches and other well-wishers. |
also play an important role in linking the patients, those qualifying patients with

disability grants”.

Selma described, “in the spinal cord injury and rehabilitation ward we have
quadriplegics, where you find patients who are either complete or incomplete. Some of
their sides, as if left side could be working then the right side could not be working. So
in this case now, when it comes there, what | do to assist them, is | make sure that I help
them. | assist them immediately when they come in, during their in-patient time
because, they are admitting for plus/minus over 8 weeks up to 12 weeks. During that
period | make sure that they for those who does not have IDs, birth certificates, they do
apply for those ones. | direct them, myself like by linking patients whereby, | take them
or escort them to the Ministry of Home Affairs to acquire their IDs, because there’s no

way they can apply for a disability grant if they don’t have, any if those ones”.

Charlotte described social workers as multi-functional, indicating “we check what
people need for example, if the person is deaf then we will see that the person gets
hearing aids, if there’s a problem with eyes, we see that the problem is solved, that the
person gets an eye test and glasses and when it’s a limb problem you see that he gets
either a wheelchair, or this, if he can still use the frames to walk with. I see we should
provide the training, facilitate training process and then we should facilitate the
physical care taking. And we can maybe be involving ourselves with the psychotherapy

if there’s any need as social workers and we can mobilize resources”.

4.3.5 Role of assessment of patients

A key aspect to social work practice is performing comprehensive assessments. Social
workers are trained to assess the person in totality (physically, mentally, emotionally

and spiritually) be it a patient or client.
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The application of screening, assessment and interventions of social workers are critical
to explain clearly how patients and family members are responding to diagnoses of life-
limiting illnesses and the prospect of end-of-life. In the interviews with the participants,
assessment of patients emerged in various forms. Social workers in primary care
settings (e.g. hospitals) assess patients’ social circumstances prior to discharge and
potential needs for post- discharge. For discharge planning, the social worker assesses
the family dynamics to understand the family’s beliefs around palliative care and
potential conflict that may arise, as well as assessing the various stressors affecting the
patient and family. Some examples of assessments from the participants are describe

below.

Nanna reported, “... when we see the patient, we assess the person’s state of mind. Is
this person is the state of mind normal to be able to go through a counselling session.
We assess the reasons why this person has been referred to the social worker. We

assess the support system of this particular patient”.

Gift explained that, “as a social worker I need to do a proper assessment to find out
what is really the needs of the client. | need also to assess that when a patient is in the
ward in what state they are and whether they perhaps need a disability grant to use that
money to buy soap or lotion, because they need to wash, they need to apply lotion and
sometimes a person is unemployed. Also sometimes the person is not really from a

good background where people are supportive, so I need to find out all those”.

4.3.6 Role as advocate

This study found that the participants serve as an advocate in their role of providing
palliative care. During the interviews, five of the participants recognized their role as an
advocate, but in this chapter, only two narrations are included.
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The social worker advocates for the patient and family to ensure their needs are being

listened to and met.

For example, Ashley described her role as, “mainly advocating for the patients. For
example, if a patient is not getting better treatment or the family members are
complaining that the patient is being neglected, | can go and talk to the nurses and find
out how best the patient can be cared for and half of the time you find that the nurses
are also complaining that the patient is in that state, because they are short-staffed. But
you always have to find a way whereby you can really ask them and talk to them and
then they will be able to take good care of the patient. There are also maybe incidences
whereby a doctor would want to discharge the patient, because the patient no longer
needs the services per se, because the patient to them is dying and there is nothing else
they can do, so you can also like negotiate with the doctors to say, ‘why can’t you give
the family time, maybe the family don’t have enough space at the house or they need
extra help to be able to care for the patient’, so you are there to talk to the doctors and

’

other multi-disciplinary team”.

Nanna said, “my role as a social worker in the multi-disciplinary team is firstly, to
advocate for the rights of the patient. To make sure that this patient is getting the
treatment in a correct way and not only in a correct way, but whether the patient
istaken care of in this particular facility, whether the patient is made comfortable. If the
patient has any complaints, | have to make it known to the nurse in charge or the
medical doctor. If the person needs information on his or her condition, I need to make
contact with the doctors as well as the nurses that are there, also to have the
involvement of the family as well. So the role of the social worker in this multi-
disciplinary team is also to make the doctors and the nurses or the other multi-
disciplinary team members aware of the systems that this particular patient is having. If
it works, how this is influence and how the other multi-disciplinary team members can
assist this person in other systems that he or she is also having. So | advocate on behalf
of the patient, especially if | feel that the doctors are not listening to, the patient, or the

patient is lacking a well-deserved service. So I have to advocate for the patient”.
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4.3.7 Managing in-country and international referrals

As part of the emergent themes based on the grounded theory analysis, this study found
that social workers in the primary care settings in Namibia manage in-country as well as
international referrals. This finding is unique to the context being explored. For

example,

Tayawa described, “you’ll find that there are situations where you will refer someone
for a disability grant to the Ministry of Labour, which is the only kind of financial
assistance which is there from the government side, but it takes two, three months for
someone to start getting that money and in the meantime the people are suffering. We
have those home based forum members that I’ve mentioned about. Some of them they
just refer to those home-based care forums or to the home-based care organizations
and then they usually help them, but the ones who they feel ‘this one needs the attention
of the social worker’, they do refer, so | think they recognize the role of the social

worker”.

Abel reported, “working with Angolan patients who are coming from Angola, and
referred to the TB ward. So | am helping them with renewal of their passports, medical
visas ... The medical visas are for the patient, the TB patients who are admitted in the
Windhoek TB ward for two years and for the patients, who are admitted in Namibia.
The medical visas are only given for three months for the patients and then after that, it
expires and then it must be renewed. My role is to deal with the referrals from the
doctors and if there is a problem, | am investigating and then | report to the doctors. |
also deal with cases referred by the Woman and Child Protection Unit. They send
clients to us, but we refer them to the district social workers and from the hospital itself,
they are also referring some cases here to us if there is no social worker on their other

side”.

Gift explained, “this hospital is a referral hospital and it accommodates patients

coming from various regions, even from abroad patients are coming for treatment here.
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For example, a patient can be from Zimbabwe or Angola and according to my
experience, it is on ART, the treatment for HIV and AIDS and that patient only came to
Namibia to visit a family member in Namibia and since he is a patient on ART, he
happens to finish the medication while he is here. Therefore, we assist those patients
here. We are the ones who do the assessment and refer to the top offices for them to get
permission to be provide with the ART that they need to take, because with those
medicines you do not need to stop them, every day you have to take it and if they do not
have it, it is a challenge. A patient can also be from Angola and he came here through

referral and he will be admitted here in Oshakati, they are also treated here”.

4.3.8 Role as discharge planner

One of the roles identified by one of the participants was discharge planning. The
finding in this study revealed that social workers have a critical role to perform as a
discharge planner in the hospital. Discharge planning by the social workers range from
sending patients to a rehabilitation facility, arranging and coordinating home-based
care, arranging hospice care, or referring to bereavement resources once a patient has
passed away. Coordination and optimization of discharge planning by social workers is
often necessary and calls for an inclusive approach with the patients, the families and
the caregivers. The findings revealed that there is a need for decision making over the
course of the illness, and social workers are often essential facilitators of discharge
planning, communication and a process that supports informed decision-making. The
responsibilities of coordinating home-based care consist of sending a patient home with

coordinating the transfer of a dying patient to an inpatient hospice centre. For example:

Si shared that, “it is very important to establish the goals actually why you as a social
worker are there. Sometimes you have to prepare the person the go home. How do you
prepare the person to go home? You have to go to the house, you have to prepare the
family, you have to tell the family such and such things are going to happen with this
patient, they have to consider the sickness of the patient and they also have to deal with

certain things and the patient is sick.
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The person is lying helpless there and needs support at all the levels. They cannot go to
the toilet, so you have to be prepared to deal with all those aspects. Si narrated his role
in the discharge planning as “I had a case of a cancer patient who was just lying there.
What | have discovered is that the person was actually working some time ago at
TransNamib, public transport company, so the person got sick and it has come to a
stage that he cannot help himself anymore. He was just lying there in the bed he was
actually in the final stage of his sickness. Then it looked like he did not have good
family support, so | had to trace all the family members. | found some of them, but the
person who was supportive was the neighbour and he was really a useful source for me.
I got all the details of the family, the relatives, brought them all together and we were
planning now what is going to happen to this man when he is discharged, since he was
sleeping alone in his house there was nobody to take care of him ...So I had to bring the
family together and discuss what is going to happen from there. At the end of the day
one of the family members came up and said that they will be able to take care of the
patient and initially the patient was discharged and moved from the house where he
was staying alone and then he was with the sister the last days. Some of the issues
mainly which came out is just the physical care of the person, who is going to take care
of this person and then also talk about the possessions, he had many things, what is

going to happen to those things...".

4.3.9 Role as mediator /intermediary

Faith expressed, “I feel that the social worker works as an intermediary, between the
patient and the doctors. Sometimes the patient they don’t have the confidence or the
courage to ask the doctors certain information regarding their condition or regarding
their family members, because doctors are perceived as having a higher social status
and the patients are perceived as having a lower social status. Nevertheless, the
patients they feel more comfortable to come to the social worker. They feel that the
social worker listens more to their problems, as, compared to the doctors who they
think doctors will be extremely busy and they don’t really have time to listen to the
patients’ concerns so sometimes they, the patients come to the social worker to get

information regarding their families, or their family member or their own medical
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condition .... My role as a mediator within the oncology setting is very important and as
an educator, to educate the patients on cancer. What does it mean to, to live with

cancer, you know ”?

Nanna said, “in this hospital, | see it as a very important role because, as a social
worker I am in the middle of the medical team, the patient and the family. So uh-mm,

my role is very important because I am the link between the patients and the family”.

Anna explained, “when you look at enhancing the quality of every person’s life, does
not matter whether it is a life-limiting illness or any other patient with a medical
condition, | feel my role as a social worker is very important to make this person feel
humane, loved, cared for and to help this person to cope. Like | said previously,
mediate between family and other programs within the community or institutions where
this person can get assistance, just to improve their quality of life even though they have

a life-limiting illness”.

4.4 SOCIAL WORKERS’ UNDERSTANDING OF PALLIATIVE CARE

The participants’ perceptions in defining palliative care became one of the central
themes emerging from the data, which is in line with the second research objective.
Findings on the social workers’ understanding of palliative care, the World Health
Organization’s (2002) definition of palliative care and the gaps in knowledge on

palliative care are present in the section below.

4.4.1 Social workers’ definition of palliative care

When the participants were asked to provide their understanding of the definition of
palliative care nine (9) of the participants were able to share their view of the definition

of palliative care.
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In addition, while of those who did, only a few were able to elaborate on the different
dimensions of the World Health Organizations’ (2002) palliative care definition. The
following transcript extracts explain the participants’ perceived understanding of

palliative care:

Faith defined palliative care as “a multidisciplinary approach that is meant to improve
the quality of life of patients and their families. Particularly, patients diagnosed with a
life -limiting illnesses such as cancer or HIV whereby there is no cure for these
diseases. So the aim of palliative care is to alleviate pain and needless suffering. We
want the patient's life's quality to be enhanced, so that they can enjoy life. Yes,
palliative care is not there to sort of prolong their life or hasten their death, but just to

make sure that each and every day is enjoyable and is pain free”.

Edward perceived palliative care “as the care that is given to a patient who is facing a
life-threatening illness. That care is holistic and it is about not only physical things, but
it is also concerns spiritual, religious and other care that provides for the improvement
of the patient’s life before they eventually pass on. In other words, the way I understand
is that if we cannot put days in their lives, then we put life in their days. When Edward
was ask to elaborate about what he meant by ‘we put life in their days’, he explained
“by putting life in their days, we are saying we want to provide as much quality in the
life that they are enjoying, so we are making them very comfortable so that even though

they have a life-limiting illness, they are at least enjoying their life”.

Si explained palliative care as “giving care at all the levels to human beings, who are
spirit and body, so you have to address all those needs and consider the fact that in
actual fact this person is dying and this person who is lying down here is in pain and is
experiencing pain. It is not the normal pain it needs a lot of painkilling medication. I do
not know the doctors are using some other words there ... yes, pain management. So,
according to my view palliative care has to do with, as | have already said, is that you

have to make sure that this person’s needs are addressed when it comes to pain and
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also social aspects. This person is concerned about ‘what is going to happen with my
position, what is going to happen with my family’... and all those things are things
which you need to take into consideration when it comes to palliative care. So also the
aspect of spiritual counselling is very important for the person, because before you die,

you do not even know what is going to happen with your soul....”

Aardvark reported “... what I understand is that it is similar to providing care for
patients with life-limiting illnesses, care such as holistic psycho-social approach
whereby the emotions of a person is care for, the physical needs of the person is taken
care of, the mental needs of the person is taken care of and then also the spiritual needs

of the person is taken care of. This is what I understand”.

Importantly, for the rest of the participants, eleven (11) referred to palliative care in
simple terms, in particular: end-of-life care; helping the patients to die in peace; or
referred to it as ‘that thing’; specialist care for people on death beds; psychosocial care
for the terminally ill; preparing patients for a painless journey; helping and teaching
patients to cope with life-limiting illnesses and provide support to sick, bedridden
patients admitted in hospital. The following excerpts explain their understandings of

palliative care:

Nanna said, “what I understand with palliative care is helping this patient t0 die in

peace. Or to better ... make the dying process more easier, easier if it comes to the point
that the person is going to that point ... and also to support the family in understanding
the condition and also to support the family in, in preparing for this person’s death if it

comes to the point that there’s not much that can be done”’.

Selma referred to palliative care as ““‘that thing’ saying my understanding with
palliative care, we know ‘these things’ of like illnesses that are limiting patients, or

people, from, being doing their daily life activities, they might start thinking that ‘okay,
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am maybe ... this is the end of my life, ['m not going to do anything anymore’. So now,
when those people are with us as social workers, my role, or the way | understand ‘that
thing’, it’s like I'm here to assist them to know that they should know that this is not the
end of the world, they should continue, live like before, even though there are things
they cannot be able to do in their life, but you know, things when they come to us when
they attack us it's something that we didn't expect to happen to us, but it's something
that just came unexpectedly and when it comes unexpectedly. Meaning we should take it
the way it is till the end of our life instead of us like saying ‘okay, even though I'm going
through this situation where | cannot do anything for myself, | start thinking okay this is
the end of life’”.

Taywa said, “my understanding is it’s where you give specialist care to a patient, who
is probably on their deathbed for example. And uh, usually the doctors have not much

that they can do to the patient”.

Lucky expressed her understanding of palliative care, as “I would say palliative care is
a psychosocial care for terminally ill patients with life-limiting illnesses and their
families. With this maybe | will provide examples, like HIV and AIDS, cancer, heart

failure, kidney failure, just to mention a few”.

Alice in response said, “my general understanding of palliative care is preparing the
patient for end of the life journey, a painless journey. This is making the time the patient
has worthwhile, memorable, offering support to the family and also preparing the

patient to face fears and understand issues around death and dying”.

Abel explained his understanding of palliative care as “the way the patient is admitted
and he is sick and is bedridden, he needs support from the family, from the social

worker, from nurses and from the doctor”.
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4.4.2 The definition of palliative care according to the World Health Organization

As already explained in chapter one, the term palliative care is most commonly used by
health professionals in primary healthcare settings and in hospices. Namibia adopted
and uses the World Health Organization’s (WHO, 2002) definition of palliative care,
which defines palliative care as “an approach which improves the quality of life of
patients and their families facing life-threatening illness through the prevention and
relief of suffering by early identification, assessment and treatment of pain and other

physical, psychosocial and spiritual problems”. Palliative care:

e Provides relief from pain and other distressing symptoms;

e Affirms life and regards dying as a normal process;

¢ Intends neither to hasten nor postpone death;

e Integrates the psychological and spiritual aspects of patient care;

e Offers a support system to help patients live as actively as possible until death;

e Offers a support system to help the family cope during the patient’s illness and
in their own bereavement;

e ;2Uses a team approach to address the needs of patients and their families,
including bereavement counselling, if indicated;

¢ Will enhance quality of life, and may also positively influence the course of

illness;

The comprehensive definition of palliative care by WHO (2002), adopted in Namibia,
clearly highlights that a life-limiting illness is not simply a biological or physiological
condition, but also a process of living that contains a broad range of emotional,
psychosocial and spiritual issues. Social workers, as trained and skilful healthcare
professionals, have a critical role to perform in attending to the impact of a life-limiting
illness, beginning with diagnosis and continuing through phases of treatment and

subsequent transition to off-treatment survivorship or end-of-life.
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4.4.3 Gap in knowledge according to participants’ understanding of palliative care

It is evident from the definitions provided by the participants and their understanding of
palliative care that a gap exists in knowledge of palliative care. The majority of the
participants (11) could not provide a clear definition on palliative care. This study
identified a gap in knowledge on palliative care and therefore recommends awareness
and education for healthcare professionals and the public at large in primary care
settings in addressing this identified gap, which will be further analysed and discussed

in chapter 5.

4.5 SOCIAL WORKERS’ PERCEPTIONS AND EXPERIENCES IN
PROVIDING PALLIATIVE CARE

The participants were ask to talk about their perceptions and experiences in providing
palliative care. They were ask to talk about what proportion of their work focused
around palliative care social work. In the case of Namibia, there is no scientific
information about social workers’ work focusing around palliative care, specifically
from the social workers’ point of view. This broad research question was therefore
included as the core of the study, which is in line with the first research objective of the
study. The question intended to identify the participants’ experiences in palliative care.
Furthermore, the study intended to gain a grounded approach to understanding social
workers’ perceptions and experiences of their role in providing palliative care to
patients with life-limiting illnesses. As mentioned in chapter one, the intention is to
capture the essence of that role as perceived by those carrying it out, rather than simply

to approach it as a series of tasks.
In the next section, | present and analyse data on the following seven sub-themes:

e participants’ perceptions and experiences of the proportion of their work that

focuses on palliative care;

e perceptions and satisfaction with the management of palliative care services;

perceived confidence in the provision of palliative care;
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e perceptions and satisfaction with the provision of palliative care services;

e perceptions and satisfaction with the role of the social worker in the provision of

palliative care;
e perceptions about interactions with patients and family; and

e perceptions about interactions with the multi-disciplinary team

4.5.1 Perceptions of the proportion of social work focusing on palliative care

This section discussed the social workers’ perceptions and experiences on interactions
with patients and family. In addition, perceptions and experiences about their
interactions with the multi-disciplinary team and skills needed as palliative care social
workers are presented. The findings indicated that despite the fact that more than half
(14) of the participants in the study received undergraduate training in palliative care,
the majority of the participants’ work did not have a focus on palliative care provision
only. This is due to the shortage of social workers in Namibia, the lack of opportunities
for specialization as palliative care social workers, the lack of in-service training and
continuous education and training on palliative care and the fact that social workers
worked both as generalists and hospital based social workers. However, a few of the
participants had experiences as medical or palliative care social workers. The excerpts

below demonstrate some of the findings.

Nanna responded saying, “in terms of palliative care I wouldn’t say it is a lot, because
with this Hospital most of the things are referred to Windhoek. If it comes to a point
when our doctors here cannot manage then most of the cases are referred to Windhoek,
but then if it comes to Windhoek and there’s not much that can be done then, if they 're

referred back, as I have mentioned, you just get involved at the last stage of life”’.
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Faith described, “I work as an oncology medical social worker, at the Windhoek
Central Hospital. Windhoek Central Hospital is a National referral hospital in
Namibia, where...all the specialized services are rendered to patients in terms of
oncology, cardiac services, dermatology all the spectrum, specialist areas that you can
think of ...So I work within a medical team, multidisciplinary team set up. In this team,
my duty is to provide psychosocial support to patients and their families. 1 also offer
counselling, group work, community work. Basically we practice all the social work

methods”.

Taywa explained, “l would want to say for half, but let me say quarter. It has, it’s
mostly referrals from the hospital, the doctors from the hospital, where referral, this
patient needs the services of a social worker and they refer the patients to us. We also
have home-based care forum that we organized as a region. Where, colleagues and |
are also members of that home-based care forum, in terms of giving our technical
support to the existing community based organizations. We also do home visits, to visit
some of the patients in the, in the community and as well as support whilst they are in
the hospital. So in the palliative care that is what we do and we usually also help, there
are some patients who probably, because of their illnesses which they have, they re
need support in terms of food materials, financial materials and so forth. Uh so we
refer to, especially for the grant, if there are instances where somebody might not be
disabled as such physically, but they 're incapacitated to an extend that they cannot
defend for themselves. Then we write a background report for them to get the, the grant
from Ministry of Labour, we also do home visits like | said, just to go and support them
in the community to see the type of care that they are receiving from the family and try
to organize extra support when there’s needed. Even spiritual support, spiritual
counselling from the pastors around and to make sure their life is as much comfortable
as possible. Life-limiting illnesses such as diabetes all types of illnesses which you know
which is life-limiting including HIV and TB”.

Shaka reported, “there is no specific you know the component of my work that focuses

or deals with palliative care. I think the reason is that palliative care is not being
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institutionalized within our ministry, it has not been, you know, emphasize to district
social workers, you know although there is personal attempts. Or mechanisms to
attempt to clients or patients with life limiting illnesses, for example HIV, TB or even
you know cancer, but there’s no coordinated palliative care or home based care
program, which is there to respond to the needs of people, with life limiting illnesses. So
my work of cause | do come into contact with people with life limiting illnesses on a
case work basis. You know somebody has been referred perhaps a cancer patient who
uh you know contemplating on ending a life I have had one. So that is how we only

attend to, to issues of palliative care”.

Gift shared her experience in palliative care as, “my experiences regarding palliative
care, | can say that since | have only worked for two years, | can say that | was not

involved much, I was just involved a little bit”.

Alice responded, “It is my day-to-day part of working, but my encounter with patients
with life-limiting illnesses, especially regarding palliative care, is when | worked
closely with the students, the Faculty students, when they came for their palliative care
programme. That is when I had my encounter with them mostly. The referrals
regarding care are going quite slowly. I cannot blame the doctors for not referring
patients that require palliative care it is just a matter of sensitizing and bringing about

awareness to the nurses and the doctors that we also cover palliative care”.

For Anna reported, “it really depends, because we work with a variety, with different
types of medical conditions, so it really depends. For me personally, | would not say |
had that much in terms of dealing with palliative care, but | had a few cases of

palliative care, five at the most that I have dealt with”.

Ashley rated herself on a scale: “1/10, basically there isn’t much of this palliative care.

I think most of these cases might be in the medical wards, because | am dealing mainly
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with outpatients, patients who are coming in from home and are being seen by the

doctor on a one-day basis and then they go back home”.

4.5.2 Perceptions, experiences and satisfaction with the management of palliative

care services

In response to the questions to describe how palliative care is manage and whether the
participants are satisfied with how palliative care is manage in their respective
hospitals, five participants responded as not being satisfied with how palliative care is
managed. For example:

Lucky responded, “it is not really well managed, because like I mentioned in the
beginning, some of these cases just come as maybe the doctor picks that, maybe this
patient is suffering from stress, but then the root cause of the stress is not known and
then when you intervene as a social worker, it is when you find that it is something
which was needed from the beginning. In this case | would say, by saying it is not well-
managed, because it is not picked from the beginning whereby this person, maybe at the
diagnosis one was supposed to already see that this person is in need of palliative care

and it is picked from the beginning”.

Shane said, “what I have seen in our hospital, probably because of the lack of doctors,
because of the lack of staff like maybe social workers and nurses and because of the
lack of accommodation, we do not have enough place to keep such people, so in most
cases we find the doctors referring those patients to us, so we have to go and attend to
those patients so that we can trace their relatives, for the relatives to come and get their
patient. Sometimes you can really see that ‘this person, can he or she really go home,
how she is going to make it?’ For example, the day that they are transporting that
patient home, on the day of arrival, who knows that this patient will just not come back

because of like the way they are transporting that patient again.
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So at time we might find this patient needs to be in the hospital, but because the whole
lot of things that | have mentioned, it is unfortunate that the person has to go home for
the families to take care of their relative. At least as I have been thinking, can’t we, like
maybe the government of our country at least just provide a special ward for those
people with life-limiting illnesses, for them at least just to be there and the doctor will
just go to them any time, because those people, you expect anything to happen to those
people anytime and even family members will be tired of bringing the patient to the
hospital each and every day because it is a life-limiting illness, life-threatening illness.
S0, you expect anything to happen to that person anytime, at least for them just to have
a department or a ward, just in the hospital for them, even for the doctor just to make a
ward round even once a day or once in two days. It will just be enough for them
because the doctor can run to the ward for emergency because they can go into
emergency any time. At least it will be a better place. And another thing, as | have
mentioned that we have a shortage of staff, at least a nurse, at least a social worker to
be allocated to that ward because especially a social worker is very much needed
because family members are also traumatized because their patient is going through

’

that stage...” .

Charlotte described, “I am not satisfied at all, because very little attention is given in
the psychological aspect of the person and it’s just as I said by chance that they refer
some of them to us, but most of the time they don’t. So they just give the physical
support on treating the person and that’s it. So it’s something that we still have to take

up with the medical profession”.

Alice said, “it is not something that is of major importance, should I say, it is not
brought like an emergency case, because generally it is just that the doctors announce
that they cannot do anything anymore for this patient, so this patient is being
discharged in the care of the family and then the family are not really aware about from
here onwards, what will happen to the patient. Sometimes you will find a family that is
hopeful that this patient will recover, but then to their surprise the patient actually did

not come out of it.
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So, the management of palliative care basically is a very slow progress, it requires
attention as well, because | feel that it should be one of the most important aspects that
we have to work with in the hospital and that we are currently under-involving
ourselves in it. Actually, I am not fully satisfied with it that is why they are also thinking
of maybe having an awareness campaign, sensitizing on the importance of it, maybe
just entailing what aspects it involves. But so far, because of the UNAM social work
students involved in coming there and just focusing on palliative care, I could see that
the past few months I had a reasonable amount of palliative care referrals from the
doctors, because we were able to go and see the doctors directly and were able to
consult them, ‘if you have any palliative care cases, you can refer them to us’. So, that
has improved slightly. But | believe that more sensitizing and more referrals need to be

done”.

Ashley reported, “I am not really satisfied. I thought that things can really improve,
there would be better settings for these patients, because normally what happens if a
person is at that stage whereby the doctors cannot do anything for them, the doctors
just say the patient should be discharged and go home and in those cases | saw the
family is not in that position to bear that burden. It is somehow a sort of a burden to
them, because they do not really know how they are going to handle this patient and
maybe if there was a department where they are just taking care of those patients, they
have better knowledge and better information and also training to the families so that

they can be able to take care of their own relatives when it comes to that stage”.

Three participants however were satisfied with how palliative care is manage in their
respective hospitals. For example:

Faith responded, “I'm very much satisfied. Um ... one, we have specialists in palliative
care we have doctors who were trained in palliative care. They know the principles of
palliate, palliative care, so they try to implement those principles. I'll give for instance
with regards to morphine a doctor trained in palliative care should know that he cannot

just prescribe morphine.
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He has to provide morphine, plus a laxative, because morphine causes constipation.
Our doctors are very knowledgeable and they are trying to adhering palliative care
principles. And as a social worker | have a specialist diploma in palliative care. Ja, so
I'm quite knowledgeable in terms of what is palliative care and how we should support
patients suffering from life limiting illnesses and their families. And on what should be
avoided when dealing with a patient who's dying in terms of medication, in terms of
even communication. Yah, so | can say I'm extremely satisfied, even, because we have
like the medication available for cancer patients and other patients suffering from life
limiting illnesses, because palliative care says ‘if a patient's physical pain is not well
managed or well controlled by a certain drug, for example Panadol, you should step up
the medication to give a stronger medication such as codeine. If codeine doesn't work,
go to morphine’. So our hospital has the facilities, they have got the medication
available, they've got the staff. In terms of quality, the quality of services that are
rendering to palliative care patients, | am very much satisfied. Also our patients, they
get free assistive devices, such as wheelchairs, ah-m leg prostheses, breast prostheses
even the food, all the food that they want, the nutritional dietary requirements that they
require within the hospital they get free of charge. And some time the hospital, they
actually go to an extra extent of providing, buying expensive nutritional ah supplements
such as ah ensure and these are small tins that are very, very expensive, but the hospital

they buy it and give it free of charge to the patients requiring it”.

Kay articulated, “in the unit where I am | would say | am satisfied. | am satisfied,
because the way it is done gives patients room of not feeling like giving up easily and it
is not making them lose hope totally, we do not give them hope but we also do not make
them lose hope. It is as if they are just somewhere in the middle where they get to a
point where they feel a bit comfortable to talk about it, because sometimes those fears

are not cleared.

In most cases what I have noticed, when they are told ‘you have a heart condition’,
because they know the heart is a vital organ in the body, they start panicking that
anytime my heart could stop, but if you sit down with them and talk to them, you explain

to them what the doctors are saying, then they get to a point they will say, "okay, so that
136



is what is happening’, so that fear is not really there of ‘I am going to die, I can
collapse any time from now’. They manage to rise up and still see life there, although

>

they know ‘this is my condition’”.

Anna narrated, “we work hand- in- hand. There is always a connection. When it comes
to the doctors, sometimes they are not comfortable to tell the patient ‘this is what is
happening to you’ and this is where the social worker comes in or the nurses. The
caring of the patient is done very well and the communication between the multi-
disciplinary team is very well. I haven’t gone through a situation where I found there is
no cooperation between the different professionals within the setting, so there is care
and support and it comes from different professions at the same time”. However, on her
level of satisfaction on how palliative care is manage in her primary care setting, she
responded that, “i¢ can be challenging at times when it comes to rotation especially
because of the doctors. It can be challenging, because sometimes you cannot really get
hold of the doctor that initially admitted the patient or diagnosed the patient with a life-

limiting illness. That makes it a bit challenging .

4.5.3 Perceived confidence in the provision of palliative care

Faith said, “I am very, very confident in providing palliative care, because the training
that I got, it was very, very, thorough and it was also accompanied by a lot of case
studies and a lot of practical. So, and the curriculum was quite comprehensive, it
covered ethical issues in palliative care, communication skills, team work in palliative
care, it talked about grief and bereavement, palliative care with children, it also talked
about pain, management, it also talks, talked about doing research in palliative care.
So the training was really comprehensive and I, the institution where | did my course,
an internationally renowned is one of the best palliative care training institution in
Africa, if not in the whole world. So I really am, extremely confident in the knowledge
and skills that I have”.
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Edward expressed, “I am very confident. Why I say I am very confident, [ have been
working with palliative patients in a non-governmental organization first. | started as a
social worker who was visiting people with cancer and HIV only and then as a training
officer later on to train social workers and nurses and community groups, as well as
other professionals ... on palliative care and home-based care. So | am quite

confident”.

Shaka perceived his confidence in providing palliative care as, “I am quite comfortable,
but the challenge, not the challenge, but [ don’t have much knowledge regarding
palliative care which I can be confident to engage with a patient you know, effectively, |

don’t have that then when, for instance, a case is been referred to you”.

Lucky said, “I am confident enough, because I know what it entails for me to provide
palliative care despite maybe the challenges that one will face when you are providing

palliative care”.

Aardvark responded, “I do not know, first I would really need to sit down and define
palliative care before I can respond confidently to whatever is happening around

palliative word. It is a Greek word it is a strange word to me”.

Alice expressed, “I would say | am confident, because | have the knowledge and the
skills that are required during the time when the person has come to that stage of the
end-of-life. I am able to talk to them earlier so that they can be able to control their
lives in order for them to be able to live their lives as they wish and how they would
want to be buried, because when you talk about death, mostly in our African culture it
is a taboo. So as a social worker you are able to talk to the patient and be able to
inform them, they can be able to accept that this is the way it is and they will not feel

like offended by you talking to them about it”.
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4.5.4 Perceptions and satisfaction with the provision of palliative care services

Faith expressed, “I'm very much satisfied. Um ... one, we have specialists in palliative
care we have doctors who were trained in palliative care. They know the principles of
palliative care, so they try to implement those principles. I'll give for instance, with
regards to morphine you know a doctor trained in palliative care should know that he
cannot just prescribe morphine. He has to provide morphine plus a laxative because,
morphine causes constipation. So our doctors are very knowledgeable and they try to
adhere to the palliative care principles. In addition, | as a social worker | have a
specialist diploma in palliative care. So I'm quite knowledgeable in term of what is
palliative care. How should we support patients suffering from life-limiting illnesses
and their families and also you know, ...what should be avoided, ... when dealing with
a patient, who's dying in terms of medication, in terms of even communication. Yah, so |
can say I'm extremely satisfied, even..., because we have like the medication is
available for cancer patients and other patients suffering from life-limiting illnesses,
because palliative care says that if a patient's physical pain is not well managed or well
controlled by a certain drug, for example, Panadol, you should step up the medication
to give a stronger medication such as codeine. If codeine does not work, go to
morphine. So our hospital has the facilities, they have the medication that are available.
They have the staff, although limited staff ...but otherwise in terms of quality the quality
of services that are rendered to palliative care patients, | am very much satisfied. Also
our patients they get free assistive devices, such as wheelchairs, prostheses, breast
prostheses even the food, all the food that they want, the nutritional dietary
requirements that they require within the hospital they get free of charge. And
sometimes the hospital, they actually go to an extra extent of providing, buying
expensive nutritional supplements such as ensure and these are small tins that are very,
very expensive, but the hospital they buy it and give it free of charge to, to the patients

requiring it”.

Gift said, “I am not hundred percent satisfied here, because really we are not involved
that much with palliative care. That is why | was also talking about that idea that, if we

could have may be have a certain ward, whereby those patients are accommodated,
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that way it will be easy for us to be fully involved, because | have to deal with this

patient over and over until everything is final .

Lucky expressed, “I would say I am not really satisfied. As I said, I think more still
needs to be done so that at the very beginning when the person is diagnosed with any of
the terminal illnesses, then such a person should be referred for palliative care to the
social worker, so already the social worker can start with psycho-social counselling or
now palliative care, because | believe this is the reason why you will find problems such
as adherence problems, maybe people not adhering to appointments and so on, because
some of these things where you pick up that maybe this person was supposed to be
adhering, but because there is a component that the person did not understand from the
beginning, then they tend to become like hesitant to care or maybe sometimes it is not

that they are hesitant, but maybe there are other social needs that were not catered

for”.

Shane indicated, “I am not really well satisfied, I am sorry to say, I am not really well
satisfied. In most cases, the doctors refer cases to us to trace the relatives. You can even
see that the relatives just do not want to stay with their family members. For example,
even though you provide the counselling to them today, if you happen to come back
from that house, let me say you happen to come to the office, not going there in a month
or so because of the cases also that we are experiencing, imagine how that person will
be treated by the family members. That is why | am saying | am not really well satisfied
by the doctors just sending the patient to go home, just to stay home, I am not satisfied.

There are a lot of things involved though, as I have mentioned”.
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4.5.5 Perceptions and satisfaction with the role of the social worker in the provision

of palliative care

Shaka said, “I think social workers are being, under-utilized, but what they are doing is
less than what they can do. If they, you know, the playing field is improved or if they are
equipped, I think social workers can do a lot, if they have the passion and desire and

commitment as well ”.

Gift reported, “we can do education to relatives of the patient, because seriously
Madam, sometimes a patient needs to be washed and if that patient is having sores, you
cannot just wash the patient like that with your hand like that because, you never know,
maybe you are also having some sores, some openings, and you might get germs. They
need education on how to do it. They need to be taught that when you are providing
these services such as cleaning, maybe you are cutting off the nails of the patient, you
are cutting their hair, please use only the things that are only for the patient, do not
share those with any other and take care of yourself as well. Maybe you need gloves
when you are touching the patient if he has sores. That education we as social workers
need to do and we need to educate on the diet. We need to empower the family to ask
the doctor that, ‘Doctor, which food is suitable for this patient?’ Sometimes they need a
specific diet, not just anything that comes, because the person is already on the worse
side, they need something good for their systems, not anything, and the doctor can
pinpoint that since the dietician is no longer here. We used to have a dietician, so it is
my role as a social worker also to refer the patient to a dietician or the family of the
patient to a dietician, to be taught on what foods are suitable to be eaten by the patient

with that specific life-limiting illness .

Aardvark explained, “the Ministry of Health social workers do everything in the
community. They do not only palliative care in hospitals, but then here in Swakopmund
we are all in one, Jack-of-all-trades, master of none. There is nothing we cannot say we
won'’t do it, there is nothing I can complain about, it is something that has to be done

and we are here for the needs of the patients”.
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4.5.6 Perceptions and experiences about interactions with patients and family

Each individual patient and family system has its own unique history, culture and
values. How, when and who we interact and communicate with should be respectful of
the patients’ culture and the patients’ needs. Families are an essential part of people’s
lives. They are the immediate social system that outlines who people are and the lives
they lead. The significance of family becomes expanded at times of serious illnesses
when people must cope not only with the illness itself, but also with facing end-of-life.
During times of an illness and certainly in the context of palliative care, families often
become significant sources of support and practical assistance. They need to be engaged
in the process that provides a supportive and safe environment as they integrate the
diagnosis and prognosis and participate in the care planning process. Family
conferences are one of the effective methods to be used in the hospital in the interaction
with patients and families in order to deliver palliative care information in a supportive
way. This is an opportunity for social workers to facilitate conversations that are open
and honest, as well as to support the patients and families as they learn of the prognosis

and options for care. For example,

Lucky perceived her interactions with the patients and the family as “a very important
role because family in the first place is the only people we have. Like for instance at
home, maybe these are the people who will be providing all the care for you and
sometimes you find that if these people do not understand your illness, if they were not
involved, then sometimes they are likely to drag you back into your stress level or
whatever problem you are going through if they were not part of the team when you
were diagnosed. So, their involvement is very important and sometimes these are the
people that will provide you with resources. As | said, sometimes resources are also a
challenge, but you will find that maybe if you involve the family they will be able to
assist where they can and they are the ones who are going to take care of this person

throughout their lives since maybe sometimes they cannot even help themselves.
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Deepening the relationship between the family members and the clinicians is vital to
develop therapeutic rapport and trust that may enhance the relationship with palliative

care clinicians. For example:

Lucky said, “Another important component, because these people sometimes, the way a
patient him or herself understands the sickness and the way you made the patient
understand, these are sometimes even the people who will influence the patient not even
to adhere to medication when they come in with cultural issues and traditions, because
if they are not made to understand the conditions, they are the ones who might even
think that this is a curse or something and then they are likely to take this person for
traditional healing and so on and then you find that the medication or whatever you are
trying to do will not work out because of that. So, if you involve them and then they are
at the same level of understanding, then your challenges will also be less from your

team as a medical team and also their side as a family”.

When an individual is diagnosing with a life-limiting illness, the entire family system is
impacted. Each member of the family is in a different state of well-being, with some
more than others able to endure, grow and adapt positively to the new situation. Core
communication and intervention skills for interaction and working with patients and
families are essential cornerstones of every good medical encounter and within the

framework of treatment of a life-limiting illness.

Key components of social workers’ interactions with patients and families include
assessing the patients’ needs and the families’ social circumstances building trust and
therapeutic alliances; providing continuous psychotherapy and offering practical

support. For example:

Alice perceived the social workers’ interaction with the patient and the family as “one
of our major roles, involving the family members, because we believe that the family

members are the key point, the foundation of successful interventions.
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So it is very important communicating with the patient and communicating with the
family, a very significant point, as very significant interaction, because you get to know
that in the family’s encounter or in the patient’s encounter that the patient is actually
going through a major change and that is only if you get involved with them that you
see this. Sometimes some patients feel that ‘if my brother is there, if my mom is there I
open up’. So it also helps opening up those doors to the patients, whereby the patients
can openly, freely express themselves seeing that they have the support of the family

members or they have the support of the social worker”.

However according to Shane’s experiences, some of the family members were not
willing to cooperate. He said, “Some of the family members are very welcoming,
because they really care about their patient, but there are some of the family members
who are not welcoming you because of the patient that you are bringing at their houses.
They will look at the patient as a threat and they will no longer look only at the patient,
because you are the one who brought the patient they will also look at you like, so why
are they coming at our house, she came to do what now?’ So there are some family
members who are very welcoming and there are some who are not. On top of that, even
though they are not welcoming, you just have to provide them with information. At least
some of them in the middle of your session will at least understand the reason why you
brought the patient, the reason why the patient has to be home, the reason why you
need a social worker to be involved in those cases and they will accept their patient.
Some patients whose family members, I did not bring this one in, but our brothers who
are suffering from mental illnesses, there are some of them just do not have relatives.
You know we are near the Angolan border and we are not even allowed to go in there,
so the patient will mention some family members in Namibia but in your investigation
you would just find out that those people are nowhere to be found. So, we have those

’

patients in Ward 16, I think they even stayed for more than ten years, we have them”.
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4.5.7 Perceptions and experiences about interactions with the multi-disciplinary

team

Palliative care by definition, through the multi-disciplinary team approach, attempts to
improve the quality of care for patients with advanced life-limiting illnesses and their
families. It takes a multi-disciplinary team of highly specialized professionals to care
for a single patient with a life-limiting illness. Providing palliative care for several
patients with life-limiting illnesses is a daunting task. Such care requires a multi-
disciplinary team approach and the social worker is an essential member of this team.
Collaboration with the multi-disciplinary team is a vital cornerstone of palliative care.
The social worker’s interaction with the multi-disciplinary team is important because
many identified needs of the patient and the family require specific social work skills to
provide better preparation and education, clarify the goals of care, enhances
communication, helping with transition between care settings and connection to
resources. In addition, this teamwork ensures the best provision of palliative care for the
patient and the family whose needs are at the centre of the team’s purpose and function.

Lucky, Shane and Alice emphasize the importance of a strong team.

Lucky perceived her interactions with the multi-disciplinary team as “very important,
because the multi-disciplinary team members are in most cases, like | said, the patients
in the first place are diagnosed by the doctors and when they are diagnosed you would
find that even with the doctor finding that this patient is one of your patients that they
need to refer, but then again you will find that even if you are to provide this palliative
care, you have a long list of needs as well from the medical point of view. Like ma