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ABSTRACT

Care provision presents physical, psychological, and social challenges to caregivers during
the course of their duties. These challenges are directly linked to the availability and
accessibility of information to the caregivers. Although information is easily accessible to
caregivers by means of the Internet and health care professionals, caregivers often need
more information during the course of their activities. In South Africa, the information needs
of caregivers are largely unclear and remain unidentified in different contexts. The aim of the
study was to explore the unmet information needs of caregivers in their work activities in
order to identify and address the information need challenges during the course of

performing their duty.

The study employed one primary research question (PRQ), namely: “What are the unmet
information needs of caregivers in South Africa?” Four sub-research questions guided the
PRQ: i) “What are the work practices of caregivers and their related information needs in
Cape Town, South Africa?” ii) “What are the factors affecting unmet information needs of
caregivers in Cape Town, South Africa?” iii) “How are information resources made available
to caregivers in Cape Town, South Africa?” iv) “How do caregivers obtain/access alternative

sources of information necessary for their care activities in Cape Town, South Africa?”

In order to answer these questions, the present study was conducted at two institutions and
with three private caregivers who provide comprehensive care to different types of care
recipients in the City of Cape Town, South Africa. An interpretivist epistemological stance
was adopted, and an inductive research approach was followed. The research strategy was
a multiple-case study. Data for this study were gathered during interviews (21 in total) using
semi-structured questionnaires. The data collected were transcribed, summarised, and

categorised to provide a clear understanding of the data.

The study produced nineteen (19) findings, from which five themes were derived. The
themes are: i) Caregiver work practices; ii) Caregiver challenges; iii) Unmet information
needs; iv) Caregiver information resources; and v) Information sharing. Results from the
study show a major misalignment between the information required by caregivers during the
course of their work activities and the care services required from them. Measures such as
more comprehensive training programmes by training institutions to caregivers are

recommended in order to prepare caregivers adequately for care practices.

Keywords: Caregivers, information needs, South Africa, information sharing
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CHAPTER ONE: INTRODUCTION

1.1 Introduction

Caregivers are key figures in the provision of care through providing emotional and
physical support to patients. They play a major role in clinical decision-making, with
more people relying on the services of caregivers; a pertinent need for caregiving
services has increased globally (Lambert, Bellamy et al., 2018; Millenaar et al.,
2018; Selman et al., 2018; Wingham et al., 2017). In England and Wales, it is
estimated that approximately 10% of the population are caregivers, and over 60% of
the population expected to become caregivers at some point in their lives
(Wendlandt, et al., 2018). In the USA, the estimated number of people who are
caregivers is 4.3 million, a number that has contributed to the steady increase in
numbers globally (Wingham et al., 2017). The growing humbers gave rise to an
increased burden and workload placed on caregivers, hence they are often faced
with challenges relating to support structures and information needs (Wendlandt et
al., 2018). It is therefore important to identify caregivers’ support structure and
information needs systematically in order to develop interventions that will address

these needs globally (Denham et al., 2018).

In South Africa, the high prevalence of the HIV epidemic formed major part of the
shift in roles of caregivers from generalist to specialist (Masuku et al., 2018). Before
the advent of the HIV epidemic, the roles of caregivers were relatively limited,
dealing with health conditions related to poverty, social inequality and migrant
lifestyles (Masuku et al., 2018). However, with the rapid progression of the HIV
epidemic and other chronic diseases, these roles shifted from providing basic
physical care and support to providing specialist care to a variety of care recipients
living with different and often complex conditions (Denham et al., 2018). Specialist
care exceeds basic home-based care and includes care provided to the elderly,
those suffering from debilitating diseases, and children with special conditions
(Pinquart, 2018). Recently, the National Department of Health (NHD) of South Africa
developed policies that shifted the role of the general “community worker”
appropriating general care, support and treatment to categories that define
caregivers in specialist roles (Morton et al., 2018). These caregiving roles
incorporate conditions such as HIV/AIDS, dementia, Alzheimer's disease,
tuberculosis (TB), cancer, and mental illness in addition to many other conditions.
Unavoidably, the new integration of caregiving roles places a demand on caregivers

to equip themselves with the necessary information and knowledge in order to



support a broad range of care activities (Lambert, Bellamy et al., 2018; Lambert &
Girgis, 2017).

The required information and support needs are often unmet, which directly affects
the performance and wellbeing of the caregiver, and consequently also the care
recipient (Selman et al., 2018; Werner et al., 2017). Particularly, some studies
highlighted information needs to include disease-specific knowledge, basic medical
care knowledge, knowhow on chronic medication administration, and knowledge of
dietary needs (Morton et al., 2018; Lim et al., 2017). Furthermore, inaccessibility and
unavailability of information resources on accredited Internet platforms, workshops,
and training were also highlighted as contributing factors to caregiver information

needs.

Therefore, further research is needed to identify the unmet needs of caregivers in
order to inform intervention development and the prioritisation of resources in
specific contexts. The purpose of this study was to identify and explore the
information needs of caregivers within the South African context. Findings from this
study were expected to provide new insights into the unmet information needs of
caregivers. Knowledge about the unmet needs of carers can inform the
development and refinement of interventions and services in order to address the

supportive and information needs of caregivers in South Africa.

This study was based in the City of Cape Town and focused on three case studies,
situated in the Western Cape Province of South Africa. The first group comprised
caregivers who had home-based care (HBC) training. They provide frail care to the
elderly at an old age home to those suffering from debilitating diseases such as
dementia, Alzheimer’s, and advanced cancer. This group of caregivers had basic
informal on-site training at the facility, which included washing, grooming and lifting
patients, taking blood pressure and urine samples, and basic massage. The second
group of caregivers had both basic formal and informal on-site training at the facility.
Care recipients in these facilities include special needs children who suffer from
mental and physical disabilities. The training received at this facility was guided by
the Western Cape Provincial Education Department (WCED) forum and focused on
the development of fine motor skills and basic physiotherapy. The third group
comprised private caregivers recruited from different communities in the Cape Town
region. These caregivers possess formal qualifications as professional nurses and

caregivers and their care recipients vary from post-trauma patients to the elderly.



1.2 Background to research problem

South Africa has a large community of caregivers who provide care to members of
the community that are too ill or unable to care for themselves (Litzelman et al.,
2018). Challenges faced by diverse care recipients require the care, assistance and
support of someone who is well equipped to help them get through menial daily
tasks such as bathing, eating, completing medical regimes and treatments
(Millenaar et al., 2018). Lambert, Hulbert-Williams et al. (2018) opine that the
physical and psychological demands of caregiving often exceed the social and
economic capacities of caregivers, given the taxing nature of their work. The nature
and importance of caregiving activities thus require the availability of adequate
support and resources, which caregivers often lack in terms of accessible and
timeous information (Mcllfatrick et al., 2018). Morton et al. (2018) as well as Sandy
et al. (2013) describe the critical support needs of caregivers as financial, emotional,
and practical support, availability of information, and further training for caregivers

extremely important.

It has been revealed that the lack of information and guidance from the family
members or supervisors in terms of the type of care services needed, caused
caregivers to suffer from feelings of hopelessness, inadequacy and stress (Morton
et al., 2018). Caregivers also reported challenges relating to accessible resources,
inadequate training on how to access information resources from the health care
system, limited exposure to disease-specific knowledge, and further training as
constraints in performing their activities (Tatangelo et al., 2018). Black et al. (2018)
argue that caregivers need to be adequately empowered in terms of the required

skills and knowledge to provide proper care to their recipients.

Tatangelo et al. (2018) and Lim et al. (2017) report that the most frequently reported
unmet needs of caregivers are related to health system and information, followed by
psychological patient care and support, and physical daily living. Care recipients
often differ in their care needs; these recipients include the elderly or those who
suffer from some or other form of debilitating disease such as dementia, cancer or
HIV, which prevents them from functioning normally throughout the day (Galvin et
al., 2018; Lambert, Bellamy et al., 2018; Millenaar et al., 2018). However, many
caregivers lack specific knowledge on how to handle different care situations they
are tasked with, unwittingly subjecting the care recipients to risks. Furthermore, an
unmet information need exposes caregivers to high levels of stress, as they are
unable to complete their tasks efficiently. Other consequences of unmet information
needs include increased caregiver burden, stigmatisation, exposure to liability, and

feelings of incapability and inadequacy due to a lack of the necessary resources and
3



information to carry out their duties adequately (Chironda & Bhengu, 2018).
Nevertheless, Zwingmann et al. (2019) argue that the effects of unmet caregiving
information and its experience can be mitigated if caregivers have prompt access to
information required to execute their duties optimally.

To address the unmet information needs of caregivers, Mcllfatrick et al. (2018) posit
that knowledge-based interventions are required to address the limited knowledge
on information and skills requirements of caregivers in various contexts. Zwingmann
et al. (2019) argue that although many studies have been conducted on the general
needs of caregivers, more focus should be placed on the information needs of
caregivers specifically, as caregiving is information dependent and experience-
based. Although studies have been conducted focusing on the challenges of
caregivers, the underlying issues and reasons of challenges relating to information
needs have not yet been identified and addressed adequately (Mclifatrick et al.
2018; Zwingmann et al., 2019).

1.3 Problem statement

The information needs and challenges relating to a lack of information available to
caregivers are considerably unclear and unidentified in different contexts. It is
therefore important to identify the information needs of caregivers in South Africa in

order to improve their work conditions and the services they provide.

1.4 Research questions (RQs)
One primary research question and four sub-research questions have been

formulated to address the research problem.

1.4.1 Primary research question (PRQ)

PRQ: What are the unmet information needs of caregivers in South Africa?

1.4.2 Sub-research questions (SRQs)
SRQ 1.1: What are the work practices of caregivers and their related information

needs in Cape Town, South Africa?

SRQ 1.2: What are the factors affecting unmet information needs of caregivers in

Cape Town, South Africa?

SRQ 1.3: How are information resources made available to caregivers in Cape

Town, South Africa?



SRQ 1.4: How do caregivers obtain/access alternative sources of information

necessary for their care activities in Cape Town, South Africa?

1.5 Research aim and objectives

1.5.1 Aim

The study aimed to explore the unmet information needs of caregivers in their work
activities in order to identify and address the information need challenges during the

course of performing their duties.

1.5.2 Objectives
The objectives formulated to accomplish the aim of the study are:

e To determine the work practices of caregivers in South Africa and related

information requirements

e To determine the factors affecting unmet information needs of caregivers

during the course of their duty

e To examine the information resources available to caregivers, and existing
mediums through which information resources are made available to

caregivers in South Africa

Table 1.1 denotes the research questions and the complimentary method of
investigation to achieve the objectives.

Table 1.1: Research problem, PRQ, SRQs, research methods, and objectives

Research Problem The information needs and challenges relating to a lack of
information available to caregivers are considerably unclear and
unidentified in different contexts. It is therefore important to
identify the information needs of caregivers in South Africa in
order to improve their work conditions and the services they

provide.
Primary research question What are the unmet information needs of caregivers in South
(PRQ) Africa?
Sub-research questions Research methods Objectives

(SRQs)

SRQ 1.1: What are the work | Literature / Interviews | To determine the work practices of
practices of caregivers and their | using semi-structured | caregivers in South Africa and related
related information needs in Cape | questionnaires information requirements

Town, South Africa?

SRQ 1.2: What are the factors | Literature / Interviews | To determine the factors affecting
affecting unmet  information | using semi-structured | unmet information needs of caregivers
needs of caregivers in Cape | questionnaires during the course of their duty

Town, South Africa?




Sub-research questions
(SRQs)

Research methods

Objectives

SRQ 1.3: How are information
resources made available to
caregivers in Cape Town, South
Africa?

Literature / Interviews
using semi-structured
questionnaires

To examine the information resources
available to caregivers, and existing
mediums through which information
resources are made available to
caregivers in South Africa

SRQ 1.4: How do -caregivers
obtain/access alternative sources
of information necessary for their
care activities in Cape Town,
South Africa?

Interviews using semi-
structured
questionnaires

To determine how caregivers obtain/
access alternative sources of
information necessary for care activities
in Cape Town, South Africa

1.6 Research methodology

Research methodology is the process of investigating a phenomenon using
scientific methods, underpinned by philosophies, paradigms and techniques carried
out to unravel information that describes the nature of the phenomenon. Research
philosophies are an important aspect of research, as they guide the research focus
and choice of methods to obtain the truth and true state of the phenomenon, based

on the beliefs and assumptions of the researcher.

1.6.1 Research philosophy

The subjectivist ontology is based on the inter-subjective perception of reality (Allan
& Randy, 2005). In this, reality infers that meaning is gained through understandings
based on social and experiential levels, which is illustrated in the agreement of
different minds and consciences on a particular set of meanings (Allan & Randy,
2005), while the obijectivist ontology assumes that reality is independent of social
assumptions, constructs, and social interpretations. In this study, the subjectivist
view that relies on the analysis and interpretation of reality was adopted (Ormston et
al., 2014). The adopted view allowed for subjective interpretation of divergent factors
affecting the information needs of caregivers according to the opinion of the subjects
(Ormston et al., 2014).

1.6.2

Due to the subjective nature of the study, an interpretivist stance was adopted,

Interpretivist research paradigm

focusing on the extraction of meaning from the sample population that reflects
different aspects of the subject matter. The research followed a naturalistic
approach of data collection where the development and interpretation of meanings

occurred towards the end of the research process (Ormston et al., 2014).



The study adopted the interpretivist paradigm, which relies on data collection
methods such as small samples, in depth investigations and qualitative data
(Onwuegbuzie & Frels, 2013).

1.6.3 Research approach

In social research, an inductive or deductive approach is commonly used (Saunders
et al., 2009). The inductive approach is founded on the development and generation
of meanings from the collected data to identify patterns and relationships for
constructing either a new theory or inferring an existing one. The emergent theory
can be used to address the research question, identify emerging patterns,
resemblances and regularities in the data in order to reach a conclusion (Saunders
et al.,, 2009; Bryman, 2015). The study adopted the inductive approach to
investigate the information needs of caregivers in order to gain deeper insights into
the factors affecting the information needs of caregivers, based on their perceptions
and experiences of patient care.

1.6.4 Exploratory research design

Exploratory research provides a better and deeper understanding of the problem
and remedial actions emerge towards the end of the research process (Yin, 2017).
In addition, exploratory research also offers new knowledge on a topic that has not
been addressed previously (Saunders et al., 2009). The study’s research design
was exploratory in nature as it focused on exploring all aspects of the research
subject matter. However, the intention was not to offer final solutions or conclusions
to the existing problem, hence, the motivation to employ exploratory research
design, as literature concerning the information needs of caregivers in the South

African context appears to be limited and not fully explored.

An exploratory case study design was used to investigate the phenomenon within
the boundary and context of caregiving activities in South Africa. The exploratory
study utilised qualitative methods. Purposive sampling was adopted, as it is widely
used in qualitative research for the identification and selection of information-rich
cases related to the phenomenon being studied (Palinkas et al., 2015). Qualitative
studies employs data instruments such as observations, experiments, interviews,
focus group discussions, and open-ended questions in questionnaires (Eriksson &
Kovalainen, 2015). Semi-structured interviews were conducted with the caregivers
selected by means of purposive sampling. Data were analysed using the qualitative

thematic analysis technique.



1.6.5 Research strategy

1.6.5.1 Case study

A case study research method is described as an empirical study that explores a
present-day, real phenomenon of which the evidence is obtained from multiple
sources, and where there are no clear boundaries between the phenomenon and
the context (Tsang, 2017). In a case study, the information is explored and mined in
order to examine the given phenomenon with insight. Generally, a case study is
more exploratory than confirmatory (Anderson, 2018). In case studies, the
researcher normally seeks to identify themes or categories of behaviour and events
rather than prove relationships or test hypotheses. Case study methods are
especially prominent in community-based problems such as drug addiction, poverty

and unemployment (Anderson, 2018).

A research study can adopt either a single-case or a multiple-case design
depending on the issue being studied. Common categories of case studies are
exploratory, descriptive, and explanatory (Yin, 2017). Exploratory case studies focus
on the exploration of the phenomenon in the data, whereas descriptive case studies
set to describe the natural phenomena that occur and describe the data as it
emerges (Yin, 2017). On the other hand, explanatory case studies take a closer look
at the data in order to explain the phenomena in the data (Hancock & Algozzine,
2016). While interpretive case studies focus on the interpretation and development
of conceptual categories that either support or challenge the assumptions
surrounding them, evaluative case studies add the personal judgement of the

researcher to the phenomenon found in the data (Hancock & Algozzine, 2016).

Based on the exploratory aim of the research, the research employed an exploratory

multiple-case study as the research strategy.

1.6.5.2 The cases

Three cases were selected for the study, with an overall total of 21 participants. The
three cases are: i) the Sherwood Park Special Care Centre (SPSCC); ii) the ATKV
Zonnebloem Old Age Home (ATKV OAH); and iii) three private caregivers with no
formal affiliation to any one organisation. These cases were selected based on the
non-random sampling method. Purposive sampling was further carried out to identify
appropriate participants with knowledge of the subject matter within the
organisation. In total, 21 caregivers were interviewed (Chapter Three, Chapter Four,
section 4.3). The cases included two non-governmental organisations (NGOSs),
employing caregivers for provide care to different categories of care recipients.

Although five NGOs were approached, only two NGOs were willing to participate in
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the research. The third case involved private caregivers who work independently

and who are not affiliated to any organisation.

1.6.6 Data collection

Neuman and Robson (2014) identify several methods to collect data, including the
analysis of existing documents, observations, interviews, and questionnaires. One of
the most common methods of data collection in qualitative research is the individual
interview (Gill et al., 2008). Data collection was done by means of semi-structured
interviews using an interview guide (Appendix A). The interview was based on an in-
depth semi-structured style, following specific questions designed for the study. The
semi-structured interviews were conducted with 21 participants. The interview
guestions were guided by the research questions and objectives, which focused on
participants’ experiences, challenges, tasks, and feelings of caregiving. The units of
observation were identified as the caregivers and the unit of analysis as the

caregiving organisations.

1.6.7 Data analysis

Data were analysed using qualitative data analysis techniques. On completion of the
data collection process, a thematic analysis technique was applied (Smith & Firth,
2015). The thematic analysis process includes the development of codes,
categorisation, and the identification of themes and patterns (Robson & McCartan,
2016; Saunders et al., 2009). From the transcribed data, extracted keywords and
phrases were categorised, themed, and interpreted. Lastly, patterns and
relationships were identified, summarised and the findings were linked to the

research questions and the objectives of the research (Saunders et al., 2009).

1.7 Delineation of study
The researcher understands that the data generated from the study and the
information needs that have been established by the selected population are not an

overall representation of the information needs of all caregivers in South Africa.

1.8 Research assumption

The researcher assumed that the caregivers were able to identify their information
needs and challenges faced during their care activities accurately and effectively.
The researcher furthermore assumed that there could be a difference in the
information needs of the private caregivers, frail-care caregivers, those caring for

special needs children, which was evident in the findings.



1.9 Significance/contribution of the research

The research is particularly important due the limited availability of literature and
interventions that cover the information needs of caregivers in South Africa. This
research provided valuable insight into the information needs of caregivers and the
current ICT resources available to them, thus recommending ways for government,
NGOs, higher learning institutions, and policy-makers to develop and provide further
interventions, adequate resources, upskilling, and training programmes for

caregivers.

1.10 Ethics statement

Adherence to ethical principles: An ethical principle refers to the obligation of the
researcher to respect each participant as a person capable of making an informed
decision regarding participation and access to findings (Smith & Firth, 2015). All
ethical principles were strictly adhered to in the study. The aims and objectives of
the study were explained in depth to all participants who volunteered and consented
to participate in the study. The researcher obtained a consent form (Appendix C)
from all participants prior to conducting the interviews, and informed them of their
right to withdraw at any point. Furthermore, the anonymity and confidentiality of all

participants were assured by the researcher.

Confidentiality and integrity of data: Data collected were not fabricated or
falsified. The confidentiality and integrity of the collected data were upheld, none of
the participant responses was divulged to anyone in the organisation. Participants
were also informed that the collected data would not be published without their
consent. The researcher further assured all participants that data would only be
accessible to CPUT to advance further research and knowledge. All relevant
research documents will be safeguarded and accessed only by authorised people
involved in the research study. Furthermore, the information needs of the caregivers

did not include any of the individuals’ personal health records.

1.11 Headline findings
Nineteen (19) findings are presented in Chapter Four, based on the analysis of
interview answers collected during the research process. From these nineteen (19)

findings, five headline findings were identified.

1.11.1 Headline finding 1: Caregiver work practices
The tasks of caregivers in this study included: i) grooming of the client; ii) tasks

related to medication; iii) domestic related tasks; and iv) educational tasks. This
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study found a misalignment between the training caregivers received in terms of

home-based care courses and the type of care services required by the recipient.

1.11.2 Headline finding 2: Caregiver challenges

Caregivers work very hard, often much longer hours than conventional jobs, which
may lead to burnout. Thus, caregiving is a physically and emotionally taxing task
and caregivers face physical, psychological, emotional, and financial challenges.
Some caregivers have expressed feelings of discouragement, a general sense of
hopelessness, and in some cases, depression. The physical challenges include
being physically unable to do some tasks and those related to feeling overburdened
with too many duties, such as cooking and domestic work. Other challenges include
the inability to communicate with clients due to aggressive behaviour.

1.11.3 Headline finding 3: Unmet information needs

The study showed that the biggest challenge reported by caregivers is related to the
unmet information and training needs. Unmet information needs impede caregivers
from adequately completing their caregiving tasks and require more attention, as

training does not prepare them to for the task of caregiving.

1.11.4 Headline finding 4: Caregiver information resources

Caregivers have access to resources in the form of health professionals, the
Internet, and material resources. Findings show that caregivers prefer interactive
and practical information obtained from medical staff, while some rely on their
personal experience they have gained over the years. In terms of ICT information
resources, caregivers reported difficulties with accessibility at institutions.
Caregivers reported that accessing information from the Internet is challenging, as
they are required to be on duty all the time. Caregivers in this study also reported a
need for protective equipment such as gloves, aprons, and masks, which are
necessary to perform caregiving tasks. Some caregivers expressed a need for

material resources such as books, learning aids and devices for childcare recipients.

1.11.5 Headline finding 5: Information sharing
Caregivers in this study admitted to engaging in peer education practices and
reported sharing knowledge with their peers, colleagues, managers, and

supervisors. The study confirmed a community of practice between caregivers.

1.12 Conclusion
Even though there are many attempts to improve the knowledge base of caregivers,

there is still a need to for more information. Caregivers are under pressure to assist
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the people that need attention in a professional way but their work environment
makes this very difficult to achieve. Caregivers lack emotional support, but they also
need physical equipment to do their work.

1.13 Organisation of the thesis

This thesis comprises six chapters.

Chapter One provides the introduction and background of the study. This chapter is
introductory and contextualises the research topic and research problem. It also
outlines the research questions, objectives, and aim of the study. The chapter
concludes with the delineation, significance of the research, and the ethics

statement.

Chapter Two provides the literature review with a special focus on the information
needs of caregivers. The discussion includes caregiving in South Africa, caregivers,
caregiver challenges, caregiver needs, community of practice (COP), health care
knowledge, and knowledge management.

Chapter Three outlines the research methodology adopted for the study. A broad
overview covers the research philosophy, research approach, research strategy,
data collection techniques and data analysis methods used for the study. A
discussion of the interpretivist epistemology is provided, based on a multiple-case
study using a non-random purposive sample totalling 21 caregivers. The unit of
analysis and unit observation are identified. A full discussion of the data collection
procedure is provided along with the construct of the semi-structured interview.
Further details of the data analysis procedures used in the study are also provided.
The chapter concludes with a discussion on ethics that were considered throughout

the research process.

Chapter Four provides a detailed description of the context and participants
involved. Analysis of data was done systematically, with a corresponding report of
qualitative data relating to the objectives of the research. The chapter concludes

with a summary of all the findings and the themes derived.

Chapter Five presents a discussion of the research findings in relation to the
research questions. Literature is synthesised with the findings, and the practical

implication and the significance of the findings is indicated.

12



Chapter Six provides conclusions drawn from the study and outlines
recommendations for policy-makers and caregiving interventions. Future research is

highlighted, with the focus on how to understand the subject matter better in future.
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CHAPTER TWO: LITERATURE REVIEW

2.1 Introduction

Caregiving has become a necessary and complex endeavour in today’s society, with
the number of people who need the services of caregivers rising per annum (Black
et al., 2018). Furthermore, the physical and psychological demands of caregiving
have led to higher rates of health problems for caregivers. South Africa especially
faces a real problem with the rising number of people with HIV and AIDS (PLWHA)
(Chironda & Bhengu, 2019). Besides facing the daily challenges of caregiving,
caregivers of PLWHA face compounded physical, emotional, social, and
psychological challenges. Thus, there exists a great need for community-based,
home-based and hospice institutions. In general, caregivers assist the care recipient
with improving their quality of life (QoL) and play a vital role in the provision of

palliative care (Conrad et al., 2018).

These challenges cannot be addressed without first examining the causes, which
may be best understood by determining the needs of the caregivers. The needs may
be tangible and/or intangible. The tangible needs refer to physical resources
whereas as the intangible needs refer to emotional, support and information needs.
Because the information needs of caregivers have not yet been properly identified,
understood and addressed, the problem of unmet caregivers’ needs persists (Black
et al., 2018; Galvin et al., 2018; Farrant et al., 2017).

This chapter provides the literature review for the study, guided by the aim and
problem statement. For ease of reference, the aim and problem statement are listed

below.

The aim of the study was to explore the unmet information needs of caregivers
during their work activities in order to identify and address the challenges of

information needs during the course of performing their duty.

Problem statement: The information needs and challenges relating to a lack of
information available to caregivers are considerably unclear and unidentified in
different contexts. It is therefore important to identify the information needs of
caregivers in South Africa in order to improve their work conditions and the services

they provide.

The literature review is based on the keywords identified from the title, problem
statement, research questions, and aim of study. The keywords used to examine the

literature were found in the online databases of the library of CPUT. These
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databases include Google Scholar, Emerald, EBSCOhost, and ProQuest. The
literature review is presented in the following format: i) caregiving in South Africa,
i) caregiver, iii) caregiver challenges, iv) caregiver needs, v) community of practice

(COP), vi) health care knowledge; and vii) knowledge management (KM).

2.2 Caregiving in South Africa

Studies have proven the demand for voluntary caregivers in South Africa (Millenaar,
et al., 2018; Morton et al., 2018; Lambert & Girgis, 2017; Chironda & Bhengu, 2018,
2019). As such, the demand for home-based care (HBC) is an attempt to address
the escalating numbers of patients requiring caregiving (Li et al., 2017). To meet this
growing demand, the South African government encourages volunteer-based
programmes, provide stipends, and assist caregivers to formalise their work
(Millenaar et al., 2018). However, South African caregivers find themselves in
difficult conditions in the face of a broad range of challenges, such as lack of patient
information, basic resources, inadequate training, and insufficient knowledge
(Morton et al.,, 2018). Numerous South African health care non-governmental
organisations (NGOs) are recruiting home-based caregivers who have been
inadequately trained and equipped for meeting patient demands (Dageid et al.,
2016). Despite the highly significant role that caregivers play in South Africa, many

have received minimal or no training (Morton et al., 2018).

In sub-Saharan Africa, caregiving is a vital part of HIV/AIDS care and their care work
extends from an individual and community based-level to terminally ill patients with
TB, HIV/AIDS, and other chronic illnesses (Morton et al., 2018). Care services are in
high demand in Africa and South Africa in particular, with some of the highest levels
of HIV/AIDS prevalence rates reported in the world. According to the World Health
Organisation (WHO), South Africa has the highest number of people living with
HIV/AIDS in the world (O'Neil, et al., 2018). The high prevalence of AIDS infected
persons therefore require and seek health care from the public health system, which
consequently places a huge strain on the system. The public health system has thus
come to rely on the voluntary services of caregivers. However, the reality is that
many community health workers (CHWSs) and caregivers are under resourced,
under-trained, and ill equipped in terms of providing proper care to recipients
(Pinquart, 2018). Furthermore, caregivers are often taken from communities wherein
AIDS is prevalent and trained by non-governmental home-based care (HBC)
organisations. Most of these organisations are faith-based and often the only source

of support to them (Tatangelo et al., 2018).
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2.3 Caregiver

The term caregiver refers to “anyone who delivers assistance to someone else who
is, to some extent, debilitated or incapacitated and in need of help” (Longacre,
2013:50). Informal caregiver is defined as “persons without formal health care
education who are caring for, or helping a person with functional disabilities,
prolonged psychiatric or physical illness, or age-related problems” (Lethin et al.,
2016:32). The caregiver may operate as full-time or part-time, secondary or primary,
or may live with the patient on a full-time basis or separately. Informal caregivers
include family, neighbours, and friends (Longacre et al., 2014). Non-medical home
care is paid for by the individual or family. These services enable the client to stay at
home rather than living in a facility (Werner et al., 2017). The term “private-duty”
refers to the private pay nature of these relationships (Comfort Keepers, 2017). Non-
medical home-based care is usually funded privately as opposed to home health

care, which is task-based and requires government or insurance funding.

The type of caregiver investigated in this study is a formal employed caregiver. The
caregivers have achieved an element of education or training in the field. In this
research, the focus is on the experiences that employed caregivers have while
working at the institutions and a private home setting, and not on the amount of

training they received.

2.3.1 Carerecipients

Care recipients refer to people who receive care (Tatangelo et al., 2018). Care
recipients include people who suffered strokes and heart attacks, those with a
specific disease such as Parkinson’s or Alzheimer’s, people living with HIV and
AIDS (PLWHA), individuals who have been exposed to traumatic injury and in need
of rehabilitation, or a child who suffers from a mental or physical disability (Mansfield
et al.,, 2017; Masuku et al., 2018). Home health services provided by caregivers is
primarily to assist children, adults, and senior citizens who are recuperating after
treatment, needs a day care stay, or additional special care at home to avoid further
hospitalisation (Galvin et al., 2018; Denham et al., 2018).

2.3.2 Caregiving services

Services provided to patients vary and are specific to the needs of the patient. For
example, patients who are terminally ill such as cancer patients may be provided
with hospice care in addition to the home care, whereas patients recuperating from
major surgery or illness may be provided with rehabilitative therapies (Heckel et al.,
2018).
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2.3.3 Types of care work

The duties of caregivers often go beyond basic medical care and include household
chores, counselling, child-care services to sick parents, organising material support
and food for affected families, arranging funerals, and helping patients and their
relatives to access social grants (Werner et al., 2017). The type of care work varies
according to different populations and includes tasks such as caring for the young,
elderly, sick or underprivileged. Children may require care services due to health
needs or abandonment whereas frail-care refers to the care and protection of the
elderly (Werner et al., 2017; Yamaoka et al., 2015). Some caregivers provide
disease-specific care, such as dementia, cancer and AIDS (Zwingmann et al.,
2019).

Caregivers primarily provide home-based care (HBC), which is also known as social
care. It is supportive care where assistance is provided to the patients in the comfort
of their own home (Mcllfatrick et al., 2018). This type of care is provided by health
care professionals to children, adults and senior citizens to meet the specific care
and medical needs of the patients, and is especially focused on activities of daily
living (ADLs), ensuring that patients live a quality life (Lambert, Hulbert-Williams et
al., 2018). Caregivers also do short-term nursing, rehabilitative and therapeutic
treatments, and general home health care, sometimes guided and supported by
registered nurses (RNSs), licensed practical nurses (LPNs), physical therapists (PTs),
occupational therapists (OTs), speech language pathologists (SLPs), home health
aides (HHAs) and medical social workers (MSWSs) (Kumar & Das, 2017).

In addition to providing medical care and supportive services, caregivers also
provide non-medical assistance when patients are not capable of performing the
non-medical activities independently. Tasks include grooming, bathing, toileting,
dressing, positioning, exercise, medication reminders and feeding; other duties
include light household tasks such as meal preparation, some housekeeping,

laundry, shopping, pet care, and errands as needed (Jukic et al., 2017).

2.4 Caregiver challenges

South Africa has a huge human resource deficit in the health care sector. Health
care providers and caregivers are placed under considerable strain to meet
demands and have reported major needs and challenges that they face in their daily
tasks (Rogerson, 2018). Furthermore, many caregivers work in underserved and
under-resourced areas such as rural communities (Wang et al., 2018). These
communities do not have the necessary resources to alleviate the challenges of

caregivers. One of the biggest challenges faced by caregivers is caregiver burden.

17



Masuku et al. (2018) conducted a study in rural South Africa and highlighted the
many challenges faced by informal caregivers. The study established that barriers to
proper home-based care included poverty, poor access to basic health care, limited
information, and the limited capacity within impoverished rural communities to deal
with HIV infection. Informal care of PLWHA places a huge physical and financial
burden on caregivers. Caregivers also expressed basic needs, which include
assistance with daily living, palliative care, and assistance to obtain social security
benefits (Masuku et al., 2018).

2.4.1 Caregiver burden

Caregiver burden is used to describe the load carried by caregivers because of
assuming the caregiving role (Wang et al., 2018). Objective caregiver burden refers
to the physical cost of caring for the recipient whereas subjective burden describes
the caregiver's perception of their responsibility in terms of caring for the patient
(Reblin et al., 2018). Objective and subjective caregiver burden are emotionally and
physically demanding on the caregiver, with numerous implications for the somatic
and psychological health of the caregiver (Reblin et al., 2018; Akbari et al., 2018).

According to the South African Health Review (Gray & Vawda, 2017), the estimated
HIV prevalence rate is approximately 13.1% among the South African population,
which represents an increase of 12.9% from the 2017 figure. The total number of
people living with HIV in 2018 is estimated at about 7.52 million (Gray & Vawda,
2017). Many caregivers are unable to cope with the physical and emotional
demands of caring for PLWHA and often suffer from occupational stress and
burnout (Akbari et al., 2018).

Reblin et al. (2018) researched the perceived stress and burnout among volunteer
caregivers working in AIDS care in South Africa. The authors confirm that caregivers
are left with feeling an intense sense of despair and hopelessness, overwhelmed by
the task of caregiving. The study describes experiences, feelings and perceptions of
South African caregivers within different settings such as health care, teaching, and
counselling in the HIV/AIDS field (Reblin et al., 2018). Results indicate that
caregivers furthermore struggle with bereavement issues, they experience constant
fear of being exposed to HIV, and they are unable to deal with the stigmatisation
issues experienced by patients (Reblin et al., 2018). According to Gray and Vawda
(2017), caregivers reported a lack of information regarding management methods
for TB. In terms of psychological distress, many caregivers reported feeling anxious

and depressed, struggling to function properly.
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O'Neil et al. (2018) examined the experiences of caregivers of TB in Botswana and
its effects on their psychological distress levels. Findings indicate a lack of adequate
caregivers’ skills such as the handling and disposal of clinical waste. Similarly,
Reblin et al. (2018) posit that comprehensive caregiver training is needed to

increase caregivers’ coping strategies of caregiver burden.

Romero et al. (2018) investigated the burden, social stigma, and willingness of
caregivers to continue caregiving based on the support they receive. The study
confirms that caregivers experience high levels of personal discrimination and
stigma because of caring for HIV patients. According to Kolanowski et al. (2018),
caregivers reportedly agree on a lack of support structures from family members
and the church, but good support is received from other caregivers and nurses alike.
Findings show that caregivers who reported lesser degrees of stress and burden
because of discrimination are more willing to continue with caregiving as opposed to
those who reported severe levels of stress. The study was based in South Africa,
where 358 caregivers were recruited from KwaZulu-Natal. Results confirm that over
13% of informal and formal caregivers personally face discrimination because of
caring for PLHA (Singh et al., 2011).

Meyer-Weitz et al. (2018) report on caregiver burden among adults caring for
orphaned children in rural South Africa and suggest that caregivers with economic
vulnerability and those struggling with their own AIDS-related illness feel the most
overburdened. The study recommends programmes that foster economic security in
order to alleviate caregiver burden and the co-ordination of services with home-

based care programmes serving the chronically ill.

2.4.2 Stigma

Caregivers of PLWHA reportedly experience personal discrimination and
stigmatisation as result of caring for PLWHA. They are in need of support
programmes to help them cope with discrimination and stigmatisation (Lambert,
Bellamy et al., 2018). Similarly, Akintola et al. (2013) and Kiyange (2018) reported
on palliative care in semi-rural communities in South Africa. The participants were
caregivers who all expressed moderate to high levels of occupational stress. Most of
the causal factors for their stress levels include lack of support from the public health
systems and government, which exacerbates the burden of providing care for
PLWHA (Kiyange, 2018). Perceived stigma attached to caring for PLWHA as well as
a lack of training and information about the illness are indicated as predictors of

burnout (Kolanowski et al., 2018).
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2.5 Caregiver needs

2.5.1 Support needs

Lambert, Hulbert-Williams et al. (2018) conducted a study on the unmet needs of
individuals with advanced cancer and their caregivers. A lack of support was
reported by caregivers who provide care services that greatly affected their stress
levels and ability to provide adequate care. The study also recognises and identifies
the dire support needs for informal caregivers, which include financial, emotional,
and practical support. Werner et al. (2017) researched the supportive care needs,
anxiety, and depression among informal caregivers of patients with cancer and
cancer survivors. The authors report that caregivers face financial difficulties, social
isolation, and limited support from the wider community. The study recommends that
the somatic, psychological, and socio-economic needs of the care providers be
addressed through the planning and provision of rehabilitative interventions and

better support programmes.

Darkwah et al. (2018) explored the experiences of caregivers of people living with
serious mental disorders in Ghana. The study shows that the caregivers of people
living with serious illnesses are exposed to stigma and discrimination, and they find
themselves isolated from sources of support. In addition, poverty, the lack of support
from others, diminished social relationships, depression, emotional trauma, and poor
or interrupted sleep are the reported consequences of caregiving (Darkwah et al.,
2018).

Most caregivers receive inadequate support from the patient’s provider in managing
dementia related problems; they feel strained and have a low confidence in terms of
managing caregiving. New models of care are needed to address the complex care
needs of patients with dementia and equip their caregivers (Hanrahan, 2018).
Caregivers of patients referred by geriatricians more often report having a health
care professional to help work through dementia care problems than those referred
by internists, family physicians, or other specialists, but self-efficacy remains the
same (Litzelman et al., 2018). Low caregiver self-efficacy is associated with higher
caregiver strain, more caregiver depressive symptoms, and caring for a patient with

more severe behavioural symptoms (Mcllfatrick et al., 2018).

Litzelman et al. (2018) also confirm the need for caregivers of the elderly, and points
out that research conducted on how such care impacts the overall well-being and
somatic health of the elderly caregivers, is limited. The authors also indicate that the

lives of these caregivers are drastically affected by factors such as long periods of
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absence from home and the lack of coping mechanisms available to deal with the

daily tasks of caregiving.

Masuku et al. (2018) report on a study where participants all agreed that a lack of
support structures seriously affect their ability to provide proper care. The study
confirms the dire need that exists for decision and policy makers to develop and
fund HBC models. This can be achieved through the reduction of workload placed
on caregivers, the provision of continual psychosocial support, and recruiting
professional nurses to assist volunteer caregivers in terms of training (Lim et al.,
2017).

While caregiving can be a very stressful situation for many caregivers, studies also
show that there are beneficial effects, including feeling positive about being able to
help a disabled spouse, feeling appreciated by the care recipient, and feeling that
their relationship with the care recipient has improved (Hanrahan, 2018). Often
caregivers are depressed due to the increased demands placed on them, and they
are unaware of the variety of support services available to them. Seventy-five
percent (75%) of caregivers of Alzheimer’'s patients indicate a lack in meeting the
needs of the patients, and they admit to not knowing how to access support services
(Selman et al., 2018).

2.5.2 Training needs, skills and information

Lundberg et al. (2016) investigated experiences of caregivers of PLWHA in Vietnam
and reported a lack of training programmes for caregivers. The study shows that
caregivers express a need for programmes that provide information on infection

control, as they fear exposure to infection.

Conrad et al. (2018) conducted a study on the care programmes and training of
caregivers at McCord Hospital (Durban, South Africa), Mseleni Hospital (KwaZulu-
Natal, South Africa), and the Tshedisa Institute in Gaborone (Botswana). The study
recognises an urgent need for the development of HIV/AIDS -care/treatment
programmes for caregivers, integrated with other treatment services and

tuberculosis (TB) programmes (Conrad et al., 2018).

Sklenarova et al. (2015) researched the social, psychological, economic, and
physical needs of caregivers. The study established that caregivers need more
resources and training, which is not available to them. A study by Majumdar and
Mazaleni (2010) sought to examine the daily experiences and needs of caregivers of
PLWHA in rural Eastern Cape, South Africa. The aim of the study was to develop

and apply a model of home-based care and address some of these needs. The
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participants were informal caregivers from underserved South African villages of
whom the majority expressed some major challenges. Some of these challenges
include the inability of caregivers to cope with the symptoms of HIV and AIDS due to
a lack of knowledge about the disease. Caregivers also indicated a lack of training
on how to care for the recipient, and pointed out that in the dire socio-economic
conditions of the underserved community, they were not provided with the
necessary resources. The study thus confirms that caregivers need medical and
physical assistance to cope with illness, and that a lack of community resources

available to them is a reality (Majumdar & Mazaleni, 2010).

James et al. (2018) researched community home-based caregivers (CHBCs) of
PLWHA. The study indicates that caregivers often operate in dire circumstances,
that they are socially isolated and exposed to stigmatisation, and that they generally
complain about the lack of basic caregiving training. Matsea et al. (2018) report on
the views of caregivers regarding the support they receive from the families of care
recipients in rural South Africa. The study recommends that caregivers receive
regular training and support in order to understand mental illness and improve their
caregiving services. Nurses should be recruited as primary sources of training by
providing clinic-based engagement and home visits to address this need Matsea et
al., 2018).

2.5.3 Resource needs

Caregiver strain and low self-efficacy for managing dementia related problems are
common among those caring for patients with dementia, but the level of unmet
needs and relation to provider type has not been well characterised. O'Neil et al.
(2018) report that caregivers do not have access to basic resources, including
wound dressings, toiletries, linen, cotton, wool, and sheets. Many caregivers also
point to a lack of protective equipment such as masks, gloves, and aprons. The
study recommends that caregivers be provided with information on infection control
and basic medical care in addition to counselling (O'Neil et al., 2018). The authors
conclude by stating that properly trained caregivers will play a positive role in the
improvement of medical care for PLWHA. Proper training will also alleviate caregiver
burden and associated health issues such as occupational stress (O'Neil et al.,
2018). The study encourages increased communication and coordination between
the public health care facilities and the community in order to facilitate service

utilisation for the caregivers.
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Williamson et al. (2018) recommend and encourage health and social care decision-
makers to design strategies that address the needs of caregivers of PLWHA. Their
study also indicates the limited resources required to support caregivers.

2.5.4 Information needs

This section focuses on literature regarding the knowledge and information needs of
caregivers. Morton et al. (2018) opine that the scope of caregiver information needs
is broad and varies according to the disease type, the ethnicity of recipient and their
cultural and religious backgrounds. These barriers to care will have to be addressed
uniquely in order to achieve all-inclusive palliative care. Furthermore, the socio-
economic conditions of underserved communities affect the information needs of
caregivers; it should therefore be taken into consideration when caregiver
information needs are addressed (Morton et al., 2018).

Werner et al. (2017) focus on identifying barriers to information needs of caregivers
in the management of dementia related behavioural symptoms. A qualitative study
by Whitlatch and Orsulic-Jeras (2018) on the information needs and sources of
caregivers of people living with dementia (PLD) confirmed the need for information
on dementia and first aid practices. The study also established that food and
nutrition information is a priority to caregivers, and that caregivers indeed lack

information in this regard.

Chen et al. (2016) researched the unmet supportive care needs of caregivers of
lung cancer patients. Findings show that the primary caregivers of patients with lung
cancer reported information needs and health care service needs. The study
recommends that health care providers evaluate the caregivers’ care needs and
emotional states so that appropriate and adequate medical information and services

can be provided on time (Chen et al., 2016).

2.5.5 Skills needs

Skills are defined as “goal-directed, well-organised behaviour that is acquired
through practice and performed with an economy of effort”. Farran and colleagues
define caregiver skill as “something that caregivers do” using “goal-directed
behaviours based on knowledge, experience, or personality style” (Farran et al.,
2007). The necessary skills enable caregivers to receive guidance, counselling, and
direction from health professionals and practice what they learn. Given, Given and
Sherwood (2015:131) outline the skills of the caregivers and mention “monitoring,

interpreting, making decisions, taking action, adjusting to changing needs,
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comforting with hands-on care (direct care), accessing resources, working with the ill

person, and negotiating the health care system”.

Park and Schumacher (2014:142) describe family caregiving skills as the “ability to
engage effectively and smoothly” in nine care processes, requiring psychomotor,
cognitive, and psychological skills. Special skills include and consider factors such
as the patient’s personality type, the level of progression of the illness, and the
physical, cognitive, social, organisational, and psychological knowledge and skills of

the caregivers (Given et al., 2015).

Nurses and social workers should firstly do an assessment of the care situation and
assist family caregivers in the development of the skills they need, which will lead to
lowered feelings of burden, stress, and distress (Park & Schumacher, 2014).
Education interventions are thus necessary for caregivers’ tasks or the knowledge
and skills they require, and are of vital importance for planning and implementing
interventions. Mastery of skills, preparedness, and competence are essential
mechanisms to facilitate effective decision making and problem solving by
caregivers. However, currently the formal care systems and institutions are not

providing caregivers with the required skills.

Abdelmoneium and Alharahsheh (2016) researched the challenges of caregivers
who care for old persons in the Arab region. The study found that the main
challenges were linked to a lack of social skills and the inability to communicate with
the recipients. Caregivers need to be equipped with social and problem solving skills
in order to provide care competently. Baudry et al. (2018) report on the supportive
care needs, anxiety, and depression of caregivers of patients with cancer and
cancer survivors. The study shows that caregivers need skills to cope with activities
of daily living (ADLs) in order to manage symptoms, provide emotional support to
care recipients, and co-ordinate care services; they also require skills for information

seeking.

The following section provides the discussion on the conceptual framework for the

study.

2.6 Community of Practice (COP)

A community of practice (COP) refers to “a group of people having a common
identity, professional interests and that undertake to share, participate, and establish
a fellowship” (Ataman et al., 2015:83). Wenger (2011:3) defines COP as “a group of

people, along with their shared resources and dynamic relationships, who gather to
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practice and utilise shared knowledge, in order to enhance learning and create a

shared value for the group”.

The term ‘community’ implies that these groups are not inhibited by geographic or
functional boundaries but share common responsibilities and duties, contexts, and
interests (Paulin & Suneson, 2015). The word ‘practice’ infers knowledge in action,
indicating how individuals actually go about doing their jobs on a daily basis
(Wenger, 2011). The concept of a community of practice (COP) as a knowledge-
sharing community within organisational settings originated with Lave and Wenger
(Wenger, 2011). It is thus a perspective that locates learning, not in the head or
outside it, but in the relationship between the person and the world, which for human
beings is a social person in a social world (Toomey, 2011). A community of practice
is not merely a community of interest, i.e. people who like for instance certain kinds
of movies (Rowley & Hartley, 2017). Members of a COP are practitioners. They
develop a shared repertoire (collection) of resources — experiences, stories, tools,
ways of addressing recurring problems, in short, a shared practice (Rowley &
Hartley, 2017). This takes time and sustained interaction.

An example of a COP is a group of nurses who meet regularly for lunch in a hospital
cafeteria. They may not realise that their lunch discussions are one of their main
sources of knowledge about how to care for patients. Still, in the course of all these
conversations, they have developed a set of stories and cases that have become a

shared repertoire for their practice (Janasz & Janasz, 2018).

2.6.1 Types of COP

While COPs all contain the three elements of a domain, a community, and a
practice, these communities are found in a variety of forms. Some are quite small,
while others are huge, often with a core group and many peripheral members. Some
COPs some are local and some cover the globe; some meet mainly face-to-face
while some meet mostly online; some are within an organisation and some include
members from various organisations; some are formally recognised, often supported
with a budget, while others are completely informal or even invisible (Bloor, et al.,
2018).

Even though health care delivery practices are dynamic and constantly developing,
there is still a gap in knowledge for formal and informal health care professionals
and caregivers in the community (Slaboda et al., 2018). Caregivers are often
confronted with medical problems and treatments that are not adequately

represented in medical literature. As a result, they are unable to make decisions
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based on clinical evidence (Fauer et al., 2018). It is also highly unlikely that a health
care professional will possess an abundance of personal experience of a particular
illness in conjunction with all its likely syndromes, symptoms and conditions, which
are needed in order to make the right decision (Fauer et al., 2018).

There will thus always be a gap in knowledge and how much is known about an
illness or a disease. In order to address this gap in experiential knowledge, literature
suggests that the unexploited tacit bank of health care knowledge of caregivers and
the clinical practices and intuitive problem-solving strategies vested with health care
professionals, be combined to become actionable health care knowledge (Sanders
et al., 2018).

The tacit knowledge shared among formal and informal caregivers in communities
and the practical insights with regard to finding solutions to various health problems
may provide useful (Sanders et al., 2018). Therefore, caregivers are in need of tacit
and explicit health care knowledge in order to provide better care services and
alleviate burdens and challenges (Nour et al., 2018).

2.7 Health care knowledge

Traditionally tacit health care knowledge is not strictly “evidence-based” and is
acknowledged as valid, valuable, and essential to health care practice (Nour et al.,
2018). Manogaran et al. (2017:134) refers to tacit health care knowledge as an
“undercapitalised resource” and opines that it plays a vital role in improving the
quality and delivery of health care. The “overcapitalised explicit (published) health
care knowledge” is located in abundant sources such as structured reviews, journal
articles, and clinical practice guidelines Manogaran et al. (2017:134). However, the
tacit knowledge of formal and informal health care professionals such as caregivers

is not always documented.

2.7.1 Tacit and explicit knowledge

The tacit knowledge embedded within health care professionals and caregivers
should be considered an important source of experiential knowledge (Manogaran et
al., 2017). However, due to some technical and operational reasons, this specific
type of health care knowledge has not yet been fully harnessed and not made
available to caregivers. Caregivers often complain about the paucity of health care
knowledge. In the traditional sense, such knowledge would be accessed via
published best evidence, which may not necessarily provide solutions to challenges
faced by caregivers in the day-to-day caregiving activities. Caregivers need to be

able to access a tacit knowledge base, drawn from personal experiences, intuitions
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and perspectives of other formal and informal caregivers and health care

professionals who face similar challenges and problems (Janasz & Janasz, 2018).

In addition, caregivers also require and should have access to actionable knowledge
such as the development of new treatments, guidelines in caregiving, procedures,
and delivery practices as opposed to mere service quality and outcome
measurement treatments (Imran et al. 2019). Strategies to acquire the tacit
knowledge of health care professionals and caregivers should be developed in order

to improve and achieve a better quality of life for the care recipient.

In this regard, the development of communities of caregiving practitioners may be
considered a viable strategy, as it allows caregivers to share their experiences,
exchange new information, and build on their current bank of information. Ginter et
al. (2018) suggest that the acquisition of the tacit knowledge possessed by health
care professionals is of vital importance for the development and sustainability of
COP caregivers. Imran et al. (2019) researched tacit knowledge sharing from the
perspectives and experiences of physicians and argue that health care knowledge
should be formulated and presented in a computational format that enables easy
access by caregivers, and that their tacit knowledge should be crystallised and
validated by health care professionals.

2.7.2 Collaborative Problem Solving (CPS)

Collaborative problem solving refers to groups of people working together to find
solutions to real problems. These groups comprise members that share a common
concern. Stoeffler et al. (2018) opine that social and collective communication can
be found in the collaborative problem solving (CPS) strategy along with educational
discussions by COP caregiver members. Thus, the manner in which a community of
caregiving practitioners communicate, may lead to the development of a network of
expert knowledge. CPS is a necessary and critical skill not restricted by the confines
of individual problem solving. CPS looks at the collective efforts, in this instance, of
a community of caregivers who join their perspectives and work together to solve a

particular problem or challenge (Stoeffler et al., 2018).

The advantages of CPS are numerous, and besides facilitating the effective division
of service in a particular community, it further provides a basis for the effective
incorporation of tacit and explicit knowledge from multiple sources, experiences and
perspectives (Graesser et al., 2018). In addition, a community of caregiving

practitioners may develop much more creative solutions to their specific problems,
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leading to a better quality of service to the care recipients, initially stimulated by the

ideas of other group members.

However, the articulation, description, and distribution of tacit knowledge embedded
in the formal and informal caregiving community is a challenging task, and to
operationalise such knowledge is just as hard. Knowledge management should
therefore focus on the recognition, appreciation, attainment, distribution, and
application of actionable health care knowledge embedded within formal and

informal caregivers and other health care professionals (Selman et al., 2018).

In South Africa, there appears to be a lack of structure between the caregivers and
the formal health system (Manogaran et al., 2017). Non-profit organisations (NPOSs)
and non-governmental organisations (NGOs) have in the past, depended on the
individual efforts of staff in facilities and organisations. Because of the lack of
complimentary collaboration efforts between the informal caregiving sector with
other communities of caregiving, as well as with the formal health care services and
professionals, the National Health Department (NHD) has attempted to address this
shortfall of policy guidelines (Horwood et al., 2018).

The NHD is in the process of proposing new arrangements that will focus on
formulating the work of informal community care workers (caregivers) through the
integration of their work into the formal health facilities of the communities they work
in (Horwood et al., 2018). In addition, it has also been proposed that NPO-based
community caregiver programmes continue to operate alongside the outreach teams
in such communities, thereby exposing informal caregivers to a range of training and
informational workshops. This may address the many challenges faced by informal
caregivers in communities and lead to the consolidation of relationships between
formal and informal care workers (Van Pletzen & MacGregor, 2013; Aantjes et al.,
2014).

2.7.3 Outreach programmes proposed by the NHD in South Africa

South Africa has an abundant source of health care experience and expertise in
providing community based care, especially with non-formal NPO-led programmes
(Naidoo et al., 2018). It is vital that this is not lost and that it is used effectively to
address the critical shortage of trained health care professionals and informal
caregivers in the country (Walsh & Van Rooyen, 2015). With the rising numbers of
HIV and AIDS infected persons and an increased need for home care, it has
become necessary for the National Health Department to recognise and consider

the experience of seasoned community caregivers alongside those of professional
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nurses who may be able to fulfil supervisory roles to informal caregiving
communities. Tsolekile et al. (2014) investigated the roles of community health
workers in the management of non-communicable diseases in an urban township
and report that communities of caregivers in South Africa may, with the assistance
of professional nurses, become supervisors of “‘community health workers” in

outreach teams in order to address the many challenges faced by caregivers.

Community caregivers are important sources of expertise and act as liaisons
between community members and medical care providers (Naidoo et al., 2018).
However, the growing reliance of health care systems worldwide on home
caregivers has exceeded research on their praxis. In other words, the communities
of caregiving practitioners, particularly in the informal sense, have not yet been
provided with the tools or the appropriate forums to combine and integrate their
indigenous (tacit) knowledge with technical knowledge of caregiving practices. This
integration is essential in order to alleviate caregiving problems, which will ultimately

have an impact on patient outcomes.

2.7.4 Assistive applications

Janse (2018) focused their study on Care-Net which is an interactive Web-based
system intended to support informal caregivers through an effective interactive
environment in order to address caregivers’ information needs. Caregiver needs
could be addressed by providing a forum were caregivers obtain information and
guidance, and where efficient and fast communication and collaboration with
professional health care workers and other caregivers is facilitated (Cacchione,
2018). In this manner, caregivers will have access to advice, emotional and
psychological support, health care information, and physical resources to enhance
and ensure proper care. The platform should facilitate the documentation of
personal observations, experiences, perspectives, interventions and insights, which
will be harnessed as a future knowledge resource for other caregivers (Cacchione,
2018).

CAREGIVERSPRO-MMD (CMMD) is an application that specifically targets
caregivers of people living with dementia (PLWD) and incorporates the live-in family
caregiver into the system (Barrué et al., 2017). The aim of CMMD is to provide a
support platform that promotes the quality of life (QoL), wellbeing, and medication
compliance of PLWD and caregivers in the community at the point of care. The
application will be accessed via smartphones and tablets using Web browser and

SMS text messaging with an interface designed for users who have low IT
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familiarity. The application is specifically aimed at the collection and processing of

data concerning health for specific and legitimate purposes (Barrué et al., 2017).

2.8 Knowledge Management (KM)

Knowledge management is “the deliberate and systematic coordination of an
organisation’s people, technology, processes, and organisational structure in order
to add value through reuse and innovation” (Hislop et al., 2018:26). This co-
ordination is achieved through creating, sharing, and applying knowledge as well as
through feeding the valuable lessons learned and best practices into corporate
memory in order to foster continued organisational learning. Nikolai et al. (2015:4)
refer to KM as “a multidisciplinary approach to achieving organisational objectives

by making the best use of knowledge”.

KM focuses on identifying and retaining valuable knowledge and identifying
intellectual assets, ensuring that materials are produced from that knowledge and
subsequently stored in a manner that allows for easy retrieval and access at all
times (Hislop, 2013). The products produced by KM will be exchanged by
individuals, between members of a COP, and then back to the organisation itself
(Hislop et al., 2018). This knowledge exchange may be in the form of personal
experiences, lessons learned, best practices and corporate memory (Castaneda et
al., 2018).

The aim of KM is to achieve the objectives of an organisation such as competitive
advantage, innovation, integration, improvement and continual performance of the

organisation by encouraging knowledge sharing (Castaneda et al., 2018).

2.8.1 Benefits of KM

KM offers a range of benefits to individual employees, COPs, and the central
organisation (Castaneda et al.,, 2018). In terms of the individual, for example a
caregiver, KM provides assistance to them in performing their jobs and
simultaneously saving time through better and faster decision making and problem
solving (Ghimire et al., 2018). In addition, KM contributes to creating a sense of
community bonds among informal caregivers and facilitates constant learning by
helping them to stay informed and abreast of current and new developments in
home care. KM also provides a platform for caregivers to share their experiences,
challenges, and solutions with their counterparts and provides opportunities to

contribute to the existing network (Ghimire et al., 2018).
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2.8.2 KM and COP

For the COP, KM contributes to the development of professional skills, promotion of
peer-to-peer mentoring, facilitation of operative networking and collaboration, and
the development of a professional code of ethics that members can follow (Migdadi
et al.,, 2018). As for the organisation, KM assists in developing and executing
strategies, facilitating quick problem solving, disseminating best practices to
workers, advancing knowledge entrenched in products and services, encouraging
and increasing opportunities for innovation, providing organisations with a

competitive advantage, and growing organisational memory (Migdadi et al., 2018).

Seeking knowledge and finding information is an integral part and function of
individuals working in any organisation or for themselves. Sources of information
span from digital technologies to the World Wide Web, databases, knowledge
management systems and other individuals in the organisation. Janse (2018)
established that individuals still turned to people first in order to find information,
solve problems, and make decisions. When knowledge is sought and shared among
a group or community of people, a COP is developed. Thus, COPs have been
around since humans have been learning together, where members of the COP
may be core or just below the surface, and are found everywhere (Janse, 2018).
They are linked together by what is familiar and common, which is ultimately what
draws the individual to the community in the first place. COP allows individuals to
look beyond formal settings such as classrooms or institutions, and enhances
learning and perspectives though engagement in practice and participation in

informal learning.

Shapiro and Varian (2013) conducted a study with a large aviation company in the
United States and focused on how workers sought and found information. The study
reports that workers prefer to contact other people in order to find, recover, and
utilise information and that it is in fact, established to be the most successful
strategy to employ with information acquisition (Shapiro et al., 2013). Thus, the best
way to acquire knowledge is through people. Learning is therefore essentially a
social event and occurs predominantly in an informal spontaneous manner. More
recently, technology such as e-mail groups and virtual chats also gained momentum
in providing a novel medium for workers who have common professional interests,

problems and responsibilities, thereby enabling knowledge acquisition and sharing.

2.8.3 KM and Information Management (IM)
Knowledge and information are very different, although the terms are at times used

interchangeably. Similarly, information management and knowledge management
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are often used synonymously (Barley et al., 2018). However, knowledge is not as
sharply defined as information and has a certain unique human quality attached to it.
Whereas information can be easily understood, categorised, shared, and measured,
knowledge is intangible and inimitable and resides within the human mind.
Furthermore, knowledge is disseminated without the assistance of external factors
such as machines or technology (Barley et al., 2018). In contrast, the definition of
information is much more rigid, simplistic, and uniform than that of knowledge
(Janich et al., 2018).

Definitions of information usually include organised data and interpreted data
(Janich et al., 2018), but it also includes human participation in the focused
organising of raw data. Information management (IM) focuses on the manner in
which people learn and look at ideas such as the creation, validation, codification,
and sharing of knowledge and decision-making based on this information. IM
primarily focuses on the manipulation of data and information (Rowley & Hartley,
2017).

Paulin and Suneson (2015:73) define knowledge as “a mix of fluid experiences,
values, contextual information and intuition that provides a structure to evaluate and
incorporate new experiences and information”. Knowledge originates from the
human mind and it is applied in the minds of people, and therefore the human

element from a KM perspective is much more obvious than from an IM perspective.

Knowledge is governed by the role of humans who create, carry, transfer, apply, or
translate it into action, whereas information might include the same functions, but

could occur externally to the direct influence of humans.

2.8.4 Categories of knowledge

Often companies, institutions, and organisations overlook the importance and wealth
of intangible knowledge possessed by its employees, for example their values,
insights, perspectives, images, metaphors, gut feelings, hunches, and intuition
(Janasz & Janasz, 2018).

Tacit knowledge involves experiential learning with subjective and cognitive domains
whereas explicit knowledge relies on the rational, objective, and technical domains.
In palliative care and generally home-based care, the needs of caregivers may
relate to both tacit and explicit knowledge (Hislop et al., 2018). For example, explicit
knowledge such as data, policies, procedures, and documents may be accessed by
caregivers via databases or through training from health care professionals and

institutions, whereas tacit knowledge such as intuition may be gained from other
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caregivers who became skilled through experiential learning (Hislop et al., 2018).
The integration of explicit and tacit knowledge may be the solution that allows
organisations and COPs of caregivers to meet the information needs of caregivers.
Furthermore, addressing the information needs of caregivers improves the care

services of the caregivers and care receivers.

2.9 Conclusion

The chapter set out to review current literature on the information needs of
caregivers globally and in South Africa. The literature review is guided by the main
and sub-research questions of the study, which sought to establish the information
needs of caregivers in South Africa. Using the problem statement as a guideline,
this chapter provided a detailed background of caregivers, types of caregivers,
caregiver work, care services, and activities. The literature highlights that caregivers
provide care to children, adults and the elderly in order to meet specific daily care
and medical needs. Services provided to care recipients include hospice care and
rehabilitative therapies.

The chapter also provides insight into some of the challenges faced by caregivers.
Caregiver burden is reported as one of these challenges. Physical challenges
include exposure to sickness and disease as well as sustaining physical strain due
to care activities. Psychological challenges include psychological stress, stigma, and

personal discrimination because of an association with certain care recipients.

In respect of caregiver needs, the literature indicates that caregivers have
information, training, support, and skillset needs. The information required to meet
the needs of the care recipients is lacking, and this is a major concern for
caregivers. A secondary issue include the lack of training programmes that provide
disease-specific information to caregivers. Literature also highlights that caregivers
of PLWHA lack basic health information and generally have poor access to basic
health care. In terms of resources, a lack of community resources and physical

resources are also highlighted as needs.

The chapter concludes with a discussion of COP and KM. The COP model was
selected for this study, as it is widely practiced among health care professionals,
and strategies such as collaborative problem solving are adopted. In terms of KM,
the chapter provides a discussion on how information and knowledge sharing may
be harnessed to integrate the tacit knowledge of caregivers with the explicit

knowledge of health care professionals.
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The combination of COP and KM may provide useful guidelines to address the

information and knowledge challenges and needs of caregivers.

The next chapter (Three) discusses the research methodology used in this study,
and includes the research philosophy, research approach, research strategy, data

collection techniques, and data analysis.
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3. CHAPTER THREE: RESEARCH METHODS

3.1 Introduction

This chapter provides the outline for the research, philosophy, paradigm, approach,
design, strategy, methods, unit of analysis and sampling techniques. This is followed
by a description of data collection, ethical considerations, and the summary.

According to Walliman (2011:7), research is defined as “an activity that involves
finding out, in a more or less systematic way, things you did not know”. Brown
(2006) describes research methodology as the foundation on which the research is
built or the philosophical framework within which the research is done. There are
two major criteria making up research methodology: firstly, methodology should
have the ability to attain the objectives of the research successfully, and secondly, it
should be applicable to similar research studies (Allan & Randy, 2005).

Research is initiated with defining the research problem, followed by the formulation
of research questions and objectives to select the best possible methodology that
will address the questions and reach the aim. Allan and Randy (2005) posit that the
following two criteria should be met when conducting a research methodology: i) the
methodology should be the most suited to address and achieve the objectives of the
research; and ii) replication of the methodology with similar research should be
possible. The research design describes the general plan used to answer the

research questions by connecting the data to the conclusion (Saunders et al., 2009).

This research employed a qualitative design. Research design can be divided into
two groups — exploratory and conclusive. Exploratory research, according to its
name, merely aims to explore specific aspects of the research area and does not
aim to provide final and conclusive answers to research questions (Walliman, 2011).

This study adopted exploratory research.

Research design is the blueprint or action plan for the research process from the
start to the end and is employed to answer the research question (Saunders et al.,
2012). In this study, the research questions comprise one primary research question
and four sub-research questions, formulated to address the research problem.

The primary research question is stated as follows:

PRQ: What are the unmet information needs of caregivers in South Africa?
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The sub-research questions are stated as follows:

SRQ 1.1: What are the work practices of caregivers and their related information

needs in Cape Town, South Africa?

SRQ 1.2: What are the factors affecting unmet information needs of caregivers in

Cape Town, South Africa?

SRQ 1.3: How are information resources made available to caregivers in Cape

Town, South Africa?

SRQ 1.4: How do caregivers obtain/access alternative sources of information

necessary for their care activities in Cape Town, South Africa?

The aim of the study was to explore the unmet information needs of caregivers in
their work activities in order to identify and address the information need challenges

during the course of performing their duty.

The following is discussed below: i) the research philosophy; ii) research approach;
i) research design; iv) research strategy; v) data collection techniques; and vi) how
the data were analysed. The chapter ends with the ethics considered throughout the

research process.

3.2 Research philosophy

It is important to understand the choice of philosophy as it reflects the researcher’s
assumptions, which serve as the basis for the research strategy. Different
philosophical views are a reflection of paradigms that support objectivity and
subjectivity. Research philosophy as stated by Collis and Hussey (2014) relates to
the source, nature, and development of knowledge. The researcher has to consider
the practical implications of the study, as there are important philosophical
differences between quantitative and qualitative studies, giving rise to a further
choice between the positivist and interpretivist approach (Mackey & Gass, 2016).
However, recently pragmatism has gained popularity. In order to understand the
different paradigms underlying objectivity and subjectivity, it is important to mention

two major philosophies: epistemology and ontology (Saunders et al., 2012).

3.2.1 Epistemology

Epistemology is specifically concerned with the nature, sources, possibilities and
limitations of knowledge (Mackey & Gass, 2016). It can be further explained as the
study of the criteria of what constitutes knowledge, in terms of our understanding of

knowledge, how it was obtained, and how much value is ascribed to it.
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Punch (2013) observes that knowledge is obtained through the bottom-up approach,
which means that themes and patterns are developed from observations of the
world. The process involves the collection of information and evidence, followed by
the development of themes based on this evidence. The second means of
knowledge acquisition is known as the top-down or deductive approach (Neuman &
Robson, 2014). With the deductive approach, hypotheses and logically derived
propositions are tested against empirical observations. This approach starts with a
conclusion and uses the evidence to confirm or reject the conclusion whereas the
inductive approach uses the evidence to formulate the conclusion. The study

adopted the inductive approach.

There are two major philosophical views in research, namely objectivism and
subjectivism (Allan & Randy, 2005; Saunders et al., 2009). The subjectivist ontology
is based on the inter-subjective perception of reality, which infers that meaning is
gained through understanding based on social and experiential levels and is
illustrated in the agreement of different minds and consciences regarding a
particular set of meanings (Allan & Randy, 2005). Subjectivist epistemology
appreciates that people and the knowledge they carry are inseparable, and
advocates the human connection of the researcher to the subject of research. Thus,
it has been argued that the human element cannot be removed from the research
process (Chan et al., 2013). The objectivist ontology utilises the use of quantitative
and mathematical methods, while subjectivism relies on experiences and consensus
(Allan & Randy, 2005). In this research study, the subjectivist view that relies on the

analysis an interpretation of reality has been adopted.

3.2.2 Ontology

Ontology is the philosophical study of the nature of being and a systematic account
of existence (Punch, 2013). It has also been defined as the examination of what is
meant by the word “thing”. Central to ontology is the concept of whether social
reality may exist independent of the views and perspectives of social actors, that is,
the interpretations and conceptions of humans, and whether a shared view of reality
exists within a particular context (Blaikie, 2010). Thus, this view advocates that the
social world can only be understood through human minds and the meanings
constructed by them, and that reality does not exist independently of these social
constructs. Ontology therefore refers to what constitutes reality and how this
existence is understood. Ontology refers to the science or study of ‘being’ (Blaikie,
2010) and focuses on the nature of reality. Ontology is based on an interpretation of
an individual about what constitutes a fact and is concerned with whether individuals

and social entities should be considered as objective or subjective. Ontology has
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two major aspects, objectivism (or positivism) and subjectivism (Blaikie, 2010).
Objectivism asserts that social phenomena and meanings ascribed to them exist
independent of social actors, whereas subjectivism (also known as constructionism
or interpretivism) views that they are developed from observations, perceptions and
the actions of social actors (Monette et al., 2013). This study used the interpretivism
paradigm, which focuses on the created worldview of the individual concerning their
reality. The research employed this paradigm, as it allowed for exploration and

deeper understanding of the needs of caregivers in rural South Africa.

3.3 Research paradigm

Research is based on an underlying assumption of what constitutes valid knowledge
(Neuman & Robson, 2014). It is thus important to understand how knowledge has
been obtained in order to evaluate the validity thereof. Epistemology is concerned
with the assumptions of knowledge and the way it can be obtained, and consists of
three categories: positivist, interpretivist, and critical realist (Allan & Randy, 2005).
The research paradigm is defined as “the set of common beliefs and agreements
shared between scientists about how problems should be understood and
addressed” (Allan & Randy, 2005)

Ontology Epistemology Theoretical

Derspestive Methodology Methods Sources
What
What What tools
. What and procedure What data
Whatis — h e approach can —» — can we use to ——»
reality? ow can. we use to get Catweibelo acquire ek
; know reality/ mowleducs acquire inowlelee? collect?
knowledge? nowledge? knowledge? nowledge?

Figure 3.1: Research paradigm
(Source: Hay, 2002:64)

Research paradigm deals with the source, nature, and development of knowledge
and can be categorised into pragmatism, positivism, realism, and interpretivism. The
research paradigm consists of ontology, epistemology, methodology, and methods
as illustrated in Figure 3.1. Different paradigms have differing ontological and
epistemological perspectives, and therefore result in variant assumptions of reality
and knowledge for each approach, which include positivism, interpretivism and

critical realism (Neuman & Robson, 2014).
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3.3.1 Positivism

Positivism is a philosophy based on the view that ‘factual’ knowledge is obtained
through observation (the senses), including measurement, and can be described
from an objective point of view, independent from the phenomena being studied
(Babbie, 2015). The role of the positivist researcher is restricted to data collection
and objective interpretation of the data only. The phenomena should therefore be
isolated and observations are repeatable and the research findings are usually
observable and quantifiable (Punch, 2013). Positivism depends on quantifiable
observations that guide the researcher towards statistical analysis. It has been
noted that as a philosophy, positivism is congruent with the empiricism, which states
that knowledge originates from human experience, and that it has observable and
distinct components and events working together in a noticeable, specific, and
regular manner (Babbie, 2015). Furthermore, the positivist approach does not leave
room for human interest and usually adopts a deductive approach. Studies based on
the positivist paradigm are purely founded on facts, and the world is considered as
objective and external (Punch, 2013). This study did not adopt the positivism
approach as the research design is qualitative, which requires a deeper interaction
with the data collection and analysis.

3.3.2 Interpretivism

In social sciences, interpretivism is the opposite of positivism, drawing its roots from
the philosophical position of idealism that seeks to collect diverse approaches such
as phenomenology, social constructivism, and hermeneutics (Moon & Blackman,
2014). Thus, interpretivism incorporates human interest and the conscious element
into the study and views that reality does not exist independently (Saunders et al.,
2012). The interpretivist approach is broadly based on a relativist ontology and
subjectivist epistemology (Ormston et al., 2014). Interpretivism is also known as the
interpretive philosophy, and it includes elements of interpretation done by the

researcher (Onwuegbuzie & Frels, 2013).

Interpretive research is based on the assumption that reality may be accessed
through social constructs such as language, consciousness, shared meanings, and
instruments (Saunders et al., 2009). In an interpretive approach, the researcher
appreciates variant perspectives among different people; meaning is derived and
extracted dependent on human consciousness, and scientists cannot be completely

independent from the phenomena being studied (Moon & Blackman, 2014).

Therefore, this study followed an interpretivist approach focused on the extraction of

meaning from the sample population to reflect different aspects of the subject
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matter. The research followed a naturalistic approach of data collection where the
development of meanings occurred towards the end of the research process
(Ormston, et al., 2014). The study adopted the interpretivist paradigm, which relies
on data collection methods such as small samples, in-depth investigations, and
gualitative data (Onwuegbuzie & Frels, 2013).

3.3.3 Critical realism

Critical realism views the world as consisting of objects that are capable of
generating events. These objects or structures exist in the social and natural world,
and do not always produce regular measurable patterns of events (Myers & Klein,
2011). Social science therefore has to be critical of the social objects (Zachariadis et
al., 2013). Critical realism is based on a series of philosophical positions; it includes
ontology, structure, causation, persons, and forms of explanation and interpretation
(Zachariadis et al., 2013). It presents as an alternative paradigm to science-based
positivism, which involves regularities and the development of law-like forms; it also
lends itself as an alternative to the interpretivist approach, which favours
interpretation over explanation and description over causation. Instead, critical
realism advocates that there is not one singular framework, methodology or set of
beliefs explaining reality, but that the social world is a heterogeneous collection of
elements drawn from a relatively common pool (Archer et al., 2013). Archer et al.
(2013) explain critical realism as comprising of three layers: empirical data; theories
and interpretation we draw upon to explain our empirical data; and philosophies and

theories underpinning our theories, known as meta-theories.

3.4 Research approach

With the qualitative research approach, the most important aspect for the researcher
is gaining a complex and rich understanding of the human experience and the
socially constructed nature of reality (Archer et al., 2013). This study was based on
a qualitative approach, concerned with the recording, analysis and uncovering of the
deeper meaning and significance of human behaviour and experiences within the
selected population (Babbie, 2015). This qualitative study was therefore guided by

inductive reasoning as the research approach.

3.4.1 Inductive approach

According to Neumann (2003), Neuman and Robson (2014) and Saunders et al.

(2009), the inductive approach draws its insights from observations and only

proposes theories towards the end of the research process. Inductive research

“involves the search for patterns from observation and the development of

explanations — theories — for those patterns through series of hypotheses” (Bernard,
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2011:7). Hypotheses and theories are not applied at the onset of inductive studies,
thus allowing the researcher freedom in terms of developing or altering the direction
of the study (Bryman, 2015). However, inductive research is not void of theories
when objectives and research questions are formulated (Bryman, 2015). The
inductive approach is founded on the development and generation of meanings from
the collected data, in order to identify patterns and relationships for the construction
of either a new theory or an already existing one (Saunders et al., 2012). The
emergent theory can be used to address the research question by identifying
emerging patterns, resemblances and regularities in the data in order to reach a

conclusion (Bryman, 2015).

This research adopted the inductive approach to gain deeper insights into the
information needs of caregivers based on their perspectives and experiences when
dealing with patient care. As illustrated in Figure 3.2, the study utilised the bottom-up

approach, where theory is developed at the end (Ormston et al., 2014).

Observations/Tests Pattern Theory

Figure 3.2: Inductive Approach
(Source: Ormston et al., 2014:52)

3.4.2 Deductive approach

The deductive approach is the opposite of the inductive approach and involves the
development of hypothesis based on an existing theory, followed by the design of a
research strategy to prove or disprove the theory (Bryman, 2015). It is best
explained as starting with the conclusion and then using the evidence to support or
reject the predetermined conclusion. Ormston et al. (2014) posit that deductive is
reasoning from the particular to the general, and starts with an expected pattern that
is tested against observations, as opposed to induction, which begins with
observations and evidence, and then attempts to identify a pattern. A schematic
representation of the deductive approach is illustrated below (Figure 3.3).
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Test /Rejection

Figure 3.3: Deductive approach
(Source: Ormston et al. 2014:52)

3.4.3 Abductive approach

The abductive approach or reasoning sets out to address weaknesses of the
inductive and deductive approaches and is based on a pragmatic perspective, that
is, a mixed method approach (Monette et al., 2013). It is founded on the view that
deductive reasoning lacks clarity in terms of selecting the theory to be tested
through formulating hypotheses, and criticises inductive reasoning on the basis that

empirical data are not completely sufficient for theory-building (Babbie, 2015).

Abductive Reasoning

Incomplete

Observations —) Best Prediction

(may be true)

Deductive Reasoning

Specific
General Rule —p Coﬂclusiun
(always true)

Inductive Reasoning

Specific General
Observation Conclusion
imay be true)

Figure 3.4: Abductive, deductive, and inductive reasoning
(Source: Monette et al., 2013)

However, abductive reasoning does share similarities with the deductive and
inductive approaches, in that its application involves logical inferences and the
construction of theories. The research process is initiated with unexplained
‘surprising facts’ or ‘puzzles’, and dedicated to the explanation of these puzzles. The

abductive approach selects the best explanation after careful analysis of all existing
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alternatives, through the combination of both mathematical and cognitive reasoning
(Monette et al., 2013).

3.5 Research design

Research design refers to the logical sequence that links the data to the research
guestion. There are four categories of research design, namely explanatory,
exploratory, descriptive, and conclusive. This study adopted a multiple-case study
within an exploratory qualitative study, as it aimed is to explore the unmet
information needs of caregivers during their work activities in order to identify and
address the challenges of information needs during the course of performing their
duty.

3.5.1 Qualitative research

Qualitative research is essentially a form of exploratory research, used to gain an
understanding of underlying reasons, opinions, and motivations. Qualitative studies
are based on perceptions, words, and feelings as opposed to quantitative research,
which is based on numerical and mathematical data (Saunders et al., 2012).
Qualitative data instruments include observations, experiments, interviews, focus
group discussions and open ended questions in questionnaires (Eriksson &
Kovalainen, 2015). This study employed formal qualitative techniques using in-depth
interviews. A review of the current literature and available information on the topic

was employed as the secondary data source.

3.5.2 Exploratory research

Exploratory research relies on primary and secondary research techniques, which
may include qualitative approaches or formal qualitative techniques (Eriksson &
Kovalainen, 2015). The research design used in this study is exploratory in nature
as it focuses on exploring all aspect of the research subject matter, but it does not
intend to offer final solutions or conclusions to the existing problem. Exploratory
research provides a better and deeper understanding of the problem and proposed
remedial actions will only emerge towards the end of the research process. In
addition, exploratory research may also offer new knowledge on a topic that has not

been addressed previously (Saunders et al., 2012).

This particular research design is motivated by the fact that literature concerning the
information needs of caregivers in the South African context appears to be limited
and not fully explored. Therefore, this study explored the information needs of a

selection of caregivers in the Western Cape, South Africa.
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3.5.3 Explanatory research

Explanatory research aims to explain the extent and nature of cause-and-effect
relationships, and it is conducted to assess effects and impacts of certain changes
on various processes and existing norms (Ormston et al., 2014). The most popular
data collection method is the experiment and usually focuses on the explanation of

patterns of relationships and causal links between variables (Collis & Hussey, 2014).

3.5.4 Descriptive research

Descriptive research is not strictly qualified as either quantitative or qualitative, but
instead employs elements of both and often within the same study (Mackey & Gass,
2016). The term ‘descriptive research’ refers to the type of research question,
design, and data analysis applied to a given topic. Survey research is commonly
included in this type of measurement, but often goes beyond the descriptive
statistics in order to draw inferences (Babbie, 2015). In descriptive research, the
researcher aims to determine, describe, or identify what is, whereas analytical
research attempts to establish why it is that way or how it came to be (Mackey &
Gass 2016). The aim of descriptive research is to shed light on current issues or
challenges through a data collection process that allows the description of the

situation in more detail (Mackey & Gass, 2016).

3.5.5 Conclusive research

Conclusive research design aims to generate findings that will facilitate decision
making and conclusions (Monette et al., 2013). Most popular methods of conclusive
research include quantitative methods of data collection and data analysis, and are
usually deductive in nature. Conclusive research design is further categorised into

causal research and descriptive research.

3.6 Research strategy

Research strategy refers to the method that guides the researcher to investigate the
research issue. It is a general design that aids the researcher in addressing and
answering the research questions in a methodical way, and stipulates why a certain
research strategy has been selected (Saunders et al., 2012). The research strategy
guides the study in terms of collecting relevant background information and using
appropriate data analysis techniques to arrive at a conclusion. Research strategies
include literature review analyses, interviews, case study analyses, experiments,

and surveys.

For this research, a qualitative survey strategy using interviews was selected for the

collection of qualitative data and information.
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3.6.1 Qualitative strategy

Interviews enable the collection of reliable and valid data necessary to achieve the
objectives and aims of the research (Saunders et al., 2012). For this study, two non-
governmental organisations (NGOs) using caregivers to assist with the care of
patients were identified. These two NGOs were randomly selected by ‘cold’ calling
them. Five NGOs recommended by people in the industry were approached, and

only two NGOs were willing to participate in the research.

The participants included caregivers with similar characteristics who shared the
same concerns and performed the same duties. Even though the participants might
have had different backgrounds and experiences, the interviews were focused only

on their caregiving experiences.

3.6.2 Sampling techniques

3.6.2.1 Population

A population is a set of entities in which all the measurements of interest to the
practitioner or researcher are presented (Denscombe, 2014). A sample is defined
“as a subset of the population” and must be representative of the population being
studied in terms of size and bias (Goddard & Melville, 2001:34).

The population of this study was drawn from a selection of caregivers from two local
NGOs, namely: i) Sherwood Park Special Care Centre (SPSCC); and ii) the ATKV
Zonnebloem Old Age Home (ATKV OAH). Three private caregivers with no
affiliation were also selected. The NGOs and the private caregivers were located in
the Western Cape Province, South Africa, at the time of the study. The caregivers
offered a range of care services such as frail-care, home-based care, and general

care.

3.6.2.2 Sampling

Sampling refers to the process of selecting a representation of a population to
collect data from (Levy & Lemeshow, 2013). Sampling refers to a particular principle
employed in order to select members of a population that are to be included in the
study (Fraley & Hudson, 2013). Because it is challenging to use an entire population
for a particular study, techniques of statistical sampling were developed to acquire

samples from the broader population.

The advantages of sampling include the following: i) it facilitates easier accessibility
and manageability of the research; ii) it saves costs; Ill) it results in a higher rate of
accuracy in the research findings; iv) it speeds up the data collection process; v) and

it enables faster processing of the information (Levy & Lemeshow, 2013).
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Sampling methods are categorised into probability and non-probability sampling
(Saunders et al., 2012). With probability sampling, every member of the population
has a fair chance of taking part in the research, and it includes stratified, systematic,
simple, cluster and multistage sampling methods (Fraley & Hudson, 2013). Non-
probability sampling means that members are selected in a non-random manner,
thereby eliminating the chance of each member of the population to participate.
Sampling methods included in non-probability are quota, purposive, snowball, and
convenience sampling methods (Explorable.com, 2019). The target population

represents a particular segment within the broader population.

3.6.2.3 Non-probability purposive sampling

Judgmental sampling is a non-probability sampling technique also known as
purposive and authoritative sampling (Fellows & Liu, 2015). The advantage of
purposive sampling is that a more representative sample can be selected to elicit
more accurate results (Saunders et al., 2012). The implication of using non-
probability sampling lies in the limitation of the generalisability of the study
(Saunders et al., 2012). However, non-probability sampling allows the researcher to
target people with the required information and relevant data are collected. The
process involves the selection of specific individuals from the population based on

their knowledge and judgment of the subject matter (Allison et al., 2016).

Non-probability purposive sampling was selected for this study. This sampling
method produces a sample that is more representative of the population. The
criteria for the selection were limited to caregivers who provide care services and
who have experience in caregiving. The sampling frame was accessed via the two
organisations, and the sampling size for this study was set to be anything from 15 to

21 caregivers.

3.6.3 Unit of analysis

The unit of analysis was subject to the non-probability sampling approach. The unit
of analysis refers to the major entity under analysis in a study; the ‘what’ or ‘who’
being studied (Ritchie et al., 2013). Monette et al. (2013) state that the unit of
analysis used in social research includes individuals, groups, social organisations,
artefacts, and programmes. For this study, the unit of analysis was the caregiving
services and the unit of observation was the selected group of caregivers from the
SPSCC, ATKV OAH, and the three private caregivers. The caregivers were selected
on the assumption that they were providing care services to a range of recipients,
and that they might have experienced certain challenges in terms of information

needs.
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3.6.4 Unit of observation
The unit of observation was the 21 selected caregivers who provided care services
to recipients.

3.7 Data collection

Data collection is the integral part of the research process and forms the basis on
which a study is founded. Data collection methods include surveys, interviews,
observations, documents, interviews, and participant research (Saunders et al.,
2012). This study employed the individual interview as the primary data collection
instrument (Appendix A).

3.7.1 Individual interview

One of the most common methods of data collection in qualitative research is the
face-to-face individual interview (Saunders et al., 2009, 2012). Interviews enable the
respondent to speak of himself or herself without the pre-allocation of responses by
the researcher. This method of data collection was selected, as it is flexible and
interactive. Furthermore, the repetitive process of gathering information, conducting
the analysis, and testing the data draws the researcher closer to the phenomena
being studied (Robson & McCartan, 2016).

The interview was based on an in-depth semi-structured style, and followed specific
guestions designed to answer the research questions of the study. Semi-structured
guestions were favoured over structured ones, as it allowed the researcher further
probing and extracting of information (Galletta, 2013). Semi-structured interviews
with open-ended questions offer respondents the opportunity to elaborate on the

answers and provide more insight into the subject of research.

The interviews ranged between 20 and 30 minutes and were audio recorded by the
researcher and assistants using a smartphone or audio recorder. Thereafter, the
audio files were transcribed into MSWord format by the researcher. The assistants
were informed of the aims of the study prior to data collection, and they were made

aware of the importance of adherence to ethical principles.

3.7.2 Data collection process

The data collection process entailed the following steps: Permission was obtained
from the management of SPSCC and ATKV OAH, as well as from the individual
private caregivers to conduct research at the organisations (Appendix E; Appendix
F). Once approval was received from Management, the participants were contacted

by the manager/supervisor of the organisation to inform them of the study and
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determine their willingness to participate. After permission was obtained from the
caregivers, the managers/supervisors of the organisations contacted the researcher
to set up a date for conduct the interviews. Most of the caregivers agreed to
participate; a few declined for personal reasons. The interviews were conducted on

the premises of the organisations in a private room.

The private caregivers were contacted through a community worker in the Bo-Kaap
area, who had a database for caregivers in the area. The researcher personally
contacted private caregivers via telephone and explained the purpose of the study.
Three private caregivers consented to participate in the study. After the caregivers
agreed to participate in the study, a meeting was set up to conduct the interviews.
The interviews were conducted at their homes. All participants were made aware of
the ethics as indicated on the individual consent form, which was signed by each
participant before commencement of the interviews (Appendix C). All participants
were asked if they were comfortable with being recorded during the interview (data
collection) process and all 21 participants affirmed positively.

The interviews were conducted using semi-structured questionnaires. The questions
focused on the information needs of caregivers, caregiving practices, challenges
faced on a daily basis, and the availability of resources and information resources to
them. Issues pertaining to specific information services and collaboration with formal

health professionals such as nurses and doctors were also highlighted.

This study used this method of data collection as it enabled the interpretation of the
first-hand experiences of the caregivers (Saunders et al., 2012). Once the data
collection process was completed, the researcher started the process of data

analysis.

3.8 Data analysis

3.8.1 Qualitative data analysis

Qualitative data analysis relies on the analytical and critical thinking skills of the
researcher; therefore, the generated results of a qualitative study cannot be
repeated to produce the same results (Robson & McCartan, 2016). As mentioned,
the data collected during the interviews were recorded via smartphone or audio
recorder. Thereafter the audio files were transcribed into text format and kept in raw
format. All data collected were then summarised, organised, and categorised to
provide the researcher with a better understanding of the data and the development
of themes. Qualitative data analysis was employed in this study by following three
stages (Robson & McCartan, 2016).
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The first stage comprised developing and applying codes. Coding has been defined
as the organisation of data, where a code refers to a short phrase or word
representing a particular idea or theme. Thereafter, meaningful titles were ascribed
to each code. The second stage involved the identification of themes, patterns and
relationships based on coding (Saunders et al., 2012). The final stage in the
gualitative analysis process involved summarising the data. During this stage, the
researcher attempted to link the findings of the study to the aims and objectives of
the research (Smith & Firth, 2015). To support coding and thematic development,
guotations from the transcriptions were used to highlight major themes that emerged

from the findings.

3.9 Ethics

Ethics is defined as the “norms of conduct that distinguish between acceptable and
unacceptable behaviour” (Resnik, 2015:1). The ethical principles comprise honesty,
plagiarism, informed consent, and permission to publish (Myers & Klein, 2011).
Researchers have to be diligent in the application of these ethical principles during
the research process and ensure that the rights of individuals and institutions are
preserved (Eriksson & Kovalainen, 2015). The ethical principle refers to the
obligation of the researcher to respect each participant as a person capable of

making an informed decision regarding participation and access to findings.

The aim and objectives of the study were explained in-depth to all caregivers who
volunteered to participate in the study. Participants were provided with all necessary
information to ensure a full understanding of the purpose of the study and their

voluntary participation in the study.

Consent: Participants signed a consent form in which they agreed to participate in
the study. They were informed of their right to withdraw from the study at any point
(Appendix C).

Anonymity: Participants were assured of their anonymity in the study and that their

personal details would be kept anonymous.

Confidentiality: In order to maintain the integrity of the data, all relevant research
documents were safeguarded and accessed only by the researcher and supervisors
involved in this study (Saunders et al.,, 2012). The information needs of the
caregivers did not include any individual’s personal health records, and thus no
personal health information was requested. Participants were also assured that their

responses were confidential, would not be shared with other participants or the
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management of the organisation, and that data were stored electronically in

password-protected files.

Honesty: The researchers adhered to honesty when they reported findings; no data

were fabricated.
Integrity: The researchers adhered to all promises made to participants.

For this study, various ethical principles were considered. Consent was obtained
from the management of SPSCC, ATKV OAH, as well as the private caregivers
(Appendix E; Appendix F). Although the researcher obtained consent from the

organisations and individuals, no data will be published without their permission.

3.10 Summary

This chapter provided a broad overview of the research methods adopted, including
the research philosophy, research approach, research strategy, data collection
techniques and data analysis method used for the study. For this study, an
interpretivist epistemology was adopted, as there were multiple ways of looking at
the phenomena under investigation. This study adopted the interpretivist paradigm,
which relies on data collection methods such as small samples, in depth

investigations and qualitative data.

An inductive approach was followed and a multiple-case study based on a non-
random, purposive sample was employed. The sample consisted of twenty-one (21)
caregivers in total, with eighteen (18) caregivers from the SPSCC and ATKV OAH,
and three (3) private caregivers. The unit of analysis was identified as caregiving
services and the unit of observation as the caregivers. Prior to the data collection
process, permission was obtained from the management of the SPSCC, ATKV
OAH, and private caregivers. Research was conducted at the premises of the

organisations and at the homes of the private caregivers.

Data were collected using interviews with a semi-structured style. On completion of
the data collection, which included audio recording, the interviews were transcribed
and analysed. Data were then summarised, organised, and categorised to provide
the researcher with a better understanding of the data and the development of

themes.

The chapter ended with a discussion on ethics. The researcher ensured all

participants of their anonymity in the study and confirmed that their responses were
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confidential. They were also assured of their right to withdraw from the study at any

point.

The next chapter (Four) provides more information of the cases used for the
research. The analysis of the interviews conducted during the research process is
elaborated on, and the resultant findings and themes based on the analysis of the

interviews are presented.
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4. CHAPTER FOUR: ANALYSIS AND FINDINGS

4.1 Introduction

In this chapter, profiles of data sources, the data analysis process, and interpretation
of findings are presented. The chapter provides the analysis of the interviews
conducted with participants, and findings are formulated based on the responses of
the 21 participants. For ease of reference, the problem statement, research
guestions, and aim of the study are again provided below. The chapters are divided
into sections that discuss the case studies, present representative narratives of
responses and corresponding findings, as well as related themes drawn from the
analysis of the dataset. The chapter concludes with a summary of the findings.
Related sub-research questions and the themes developed from the findings are
also presented.

Research problem statement: The information needs and challenges relating to a
lack of information available to caregivers are considerably unclear and unidentified
in different contexts. It is therefore important to identify the information needs of
caregivers in South Africa in order to improve their work conditions and the services

they provide.

Aim of the study: The study aimed to explore the unmet information needs of
caregivers in their work activities in order to identify and address the information

need challenges during the course of performing their duties.

Primary research question:

PRQ: What are the unmet information needs of caregivers in South Africa?
Sub-research questions (SRQs):

SRQ 1.1: What are the work practices of caregivers and their related information

needs in Cape Town, South Africa?

SRQ 1.2: What are the factors affecting unmet information needs of caregivers in

Cape Town, South Africa?

SRQ 1.3: How are information resources made available to caregivers in Cape

Town, South Africa?

SRQ 1.4: How do caregivers obtain/access alternative sources of information

necessary for their care activities in Cape Town, South Africa?
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4.2 The cases for this study

The cases studies include two Non-Governmental Organisations (NGOs) that
employ caregivers to assist with the care of patients. These two NGOs were among
five NGOs non-randomly selected in the industry, from which only two NGOs were
willing to participate in the research study. The participating NGOs were: i) The
Sherwood Park Special Care Cente; and ii) The ATKV Zonnebloem Old Age Home.

The third case included three private caregivers with no affiliation.

4.2.1 Case A: Sherwood Park Special Care Centre (SPSCC)

Sherwood Park Special Care Centre (SPSCC) is situated in Sherwod Park, Western
Cape and provides special care services to mentally handicapped children. The
organisation has been established in 1984 and has been running from a residential
property in Sherwood Park for the past 30 years. The SPSCC offers a pick-up and
drop-off sevice to its clients with mini-buses specially equipped for the transportation
of special needs children. The school caters for childen suffering from Attention
Deficit Hypertension Disorder (ADHD), Cerebral Palsy (CP), and Down Syndrome
(DC).

Caregivers at the organisaton have been specially trained to perform tasks such as
cleaning and feeding the children, providing comfort as well as special activtities for
the children. The organisation is administered by a committee and the caregivers
receive training from the WCED who provide them with guidelines and tasks.
Currently, SPSCC has four classrooms and a total of 40 children. Staff includes
(eight) caregivers, (3) drivers, (1) caretaker and a manager. The participants from

this case are referred to as Sherwood participants (SP) in this study.

4.2.2 Case B: The ATKV Zonnebloem Old Age Home (ATKV OAH)

The Afrikaanse Taal en Kultuur Vereeniging Zonnebloem Old Age Home (ATKV
OAH) is situated in Zonnebloem area, Cape Town in the Western Cape and
specialises in frail-care for the elderly. Currently, it is overseen by a supervisor, a
committee and staff consisting of professional nurses, enrolled nursing assistants,

(ENA) and caregivers.

Residents include frail-care patients, patients that suffer from dementia, cancer,
age-related illnesses and those who are able to still take care of themselves,
Services provided by the organisation include bathing, grooming, recreational
activities, feeding, religious activiities, physiotherapy and general care services. The
participants from this case are referred to as Zonnebloem Participants (ZP) in this

study.
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4.2.3 Case C: Private caregivers

The private caregivers who particiapated in this study include professional nurses
who worked at hospitals and provide private care to patients. Their duties include
the administration of medication, grooming and feeding clients, as well as doing
basic household chores to make the care recipients more comfortable. The

participants from this case are referred to as Private Participants (PP) in this study.

4.3 The study participants

In order to provide clear answers to the research questions, 21 participants were
interviewed. The interviews were guided using an Interview guide (Appendix A). All
the participants are caregivers, working with care recipients such as the elderly, sick
and children with certain conditions. Five (5) SPSCC caregivers for mentally
challenged children were categorised as the participants for Case A. Thirteen (13)
ATKV OAH participants focusing on frail-care formed Case B. Three (3) private
caregivers responsible for medication, feeding and grooming of their clients were
collectively grouped as Case C.

Table 4.1 provides a detailed description of the participants in this study, including

their years of experience, training, and duties.

Table 4.1: Descriptions of participants, including years of experience, training and duties
Participant | Experience Training Responsibilities/Duties

SP1 27 years Certificate for mental health, | Administration and overseeing of all
special-care needs, caregiving | activities; co-ordinator of tasks for
courses and training caregivers

SP2 5 years Workshops  for  behaviour | Performing basic activities in daily
patterns, and in-house training | programme; feeding and cleaning
at the centre (diaper changes) of children

SP3 4 months Early Childhood Development | Plans programmes for children and
(ECD) thee-year course daily activities for caregivers; feeding

and cleaning of children

SP4 4-6 years No formal training; attended | Cleaning (diaper changing) and
workshops on the role of | feeding children and implementing
caregivers and how to deal | daily activities
with Cerebral Palsy and Down
Syndrome children, in-house
training

SP5 5 years Underwent a frail-care course | Cleaning (diaper changing) and
in Strandfontein; home-based | feeding children and implementing
care experience; completed | daily activities
courses in basic care-giving
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Participant | Experience Training Responsibilities/Duties
ZP1 7 years Basic care-giving course Taking care of residents; feeding,
washing, dressing and grooming
residents; additional tasks include
cleaning rooms, making beds, packing
cupboards, giving medication

P2 5 months Cape Learning Course (three | Taking care of residents; feeding,
months), covering how to bed | dressing, washing and grooming
wash, give medication, shower | residents; additional tasks include
and feed patients; providing | cleaning rooms, making beds, packing
students with a basic overview | cupboards, giving medication, doing
of some illnesses (Alzheimer’s, | laundry and dressing wounds
diabetes, and dementia)

ZP3 2 months Cape Care Nursing | Taking care of residents; feeding,
Foundation for home-based | washing, dressing and grooming
care course (four months), | residents; additional tasks include
covering home-based care | cleaning rooms, making beds, packing
only and wound cleaning and | cupboards, giving medication and
dressing; no extra workshops | dressing wounds
or training completed since

ZP4 4 years Cape Care Learning | Taking care of residents; feeding,
Foundation caregiver course washing, dressing and grooming

residents; additional tasks include
cleaning rooms, making beds, packing
cupboards, giving medication and
dressing wounds

ZP5 16 years Wynberg Medical Centre carer | Taking care of residents; feeding,
course washing, dressing and grooming

residents; additional tasks include
cleaning rooms, making beds, packing
cupboards, giving medication, dressing
wound and lifting patients

ZP6 5 years Cape Learning Foundation Taking care of residents; feeding,

washing, dressing and grooming
residents; additional tasks include
cleaning rooms, making beds, packing
cupboards, giving medication, dressing
wounds and lifting patients

ZP7 2.5 years Basic carer course (institution | Taking care of residents; feeding,
not mentioned) washing, dressing and grooming

residents; additional tasks include
cleaning rooms, making beds, packing
cupboards, giving medication, dressing
wounds and lifting patients

ZP8 10 years Bellville College for Homecare | Taking care of residents; feeding,
(caring for AIDS patients and | dressing, washing and grooming
babies); Kaylen Care; Monte | residents; additional tasks include

Rosa (five years as caregiver)

cleaning rooms, making beds, packing
cupboards, giving medication, dressing
wounds and lifting patients
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Participant

Experience

Training

Responsibilities/Duties

ZP9

2 years

Basic Caregiving course

Taking care of residents; feeding,
dressing, washing, grooming residents;
additional tasks include cleaning
rooms, making beds, packing
cupboards, giving medication, dressing
wounds and lifting patients

ZP10

7 years

Basic Caregiver course
Tourism Management course

Taking care of residents; feeding,
dressing, washing, grooming residents;
additional tasks include cleaning
rooms, making beds, packing
cupboards, giving medication, dressing
wounds and lifting patients

ZP11

15 years

Morrison
course

Hospital, nursing

Taking care of residents; feeding,
dressing, washing, grooming residents;
additional tasks include cleaning
rooms, making beds, packing
cupboards, giving medication, dressing
wounds, lifting patients, taking blood
pressure

ZP12

1.5 years

Cape Town Community
College basic care course

Taking care of residents; feeding,
dressing, washing, grooming residents;
additional tasks include learning
rooms, making beds, packing
cupboards, giving medication, dressing
wounds, lifting patients

ZP13

Not
mentioned

Carer course in Parrow

Taking care of residents; feeding,
dressing, washing, grooming residents;
additional tasks include learning
rooms, making beds, packing
cupboards, giving medication, dressing
wounds, lifting patient

PP1

+20 years

Professional nurse

Counsellor and co-ordinator of a NGO
caregiver association; recruiting
caregivers to jobs in the community;
attends  workshops and  trains
caregivers

PP2

7 years

Training

Domestic chores, cooking, cleaning,
taking care of patients, feeding,
showering, giving medication

PP3

9 years/
8 years

Queen Elizabeth Central
Hospital (six months), nursing
course /

Private caregiver

Blood work, assistant in theatre; taking
care of residents; feeding, dressing,
washing and grooming residents;
additional tasks include cleaning
rooms, making  beds, packing
cupboards, giving medication, dressing
wounds and lifting patients

4.4

Data collection process

The interview appointments were made via phone calls and confirmed on email in

order to set out available time for the interview process. Once the venue, date and

time were ascertained, the researcher arrived at the venue on time. Prior to the
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interview process, the researcher provided a basic overview and introduction of the
study to the participants. The interview process was explained to participants in
advance in a relaxed environment, which took place inside private rooms at the two

participating organisations.

The interviews for the private caregivers took place at their respective homes. This
arrangement allowed for free flowing interaction between the interviewer and
interviewees. The participants were assured of their right to provide consent before
the interview started, and they were informed of their right to withdraw from the

study at any given time.

Before commencement of the interview process, a consent form was signed by the
participants. Permission to audio record the interview was also sought before
commencement and was noted and acknowledged with a verbal consent. As soon
as permission was granted, participants were asked to introduce themselves and

provide some background information on their training and years of experience.

Participants were generally eager to provide information and no difficulties were
experienced during this process. Main questions were specifically developed for the
interview, and in some cases follow-up questions were required during the interview

process to facilitate further probing to obtain useful information relevant to the study.

The researcher stipulated a timeframe of 30 minutes per interview, but some
interviews lasted for over 60 minutes. The average time per interview was 25
minutes. At the end of the interviewing process, participants were assured of their
anonymity in the study report and their participation was duly acknowledged. All
interview conversations were saved and uploaded on a laptop that is password

protected, and saved on the personal computer of the researcher.

4.5 Data analysis process

45.1 Transcription process

A verbatim transcription was carried out on the interview data. In order to ensure
accurate transcription of wording in the interviews, audio tracks were replayed

several times and listened to carefully.

A sample of a transcription is given in Figure 4.1.
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Interview-Transcription:-ZP11-+ - Interview-length:-23-mins: Years-of-experience:15-years
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Could-I-have-your-permission-to-record-this-interview?

ZP11 [ Yes,-its-fine

Please-tell-me-about-yourself,-education, training,-and-experiences-etc.?

ZP11 I-am-Mrs-(name),-I-am- originally- from-the-Morthem-Cape, I-did-my-training-at the-Morrison-Hospital-as-a-carer-and-then-l-came-here-to-Zonnebloem-
ACCV-as-a-carer,-and-doing-it- for- fifteen-years.-But-here- at- Zonnebloem, they-didn't-actually-give-is-the-training-as-a-carer.-lI-did-lots-of-training. |-
washed- patients,-|-did-the-blood-pressure-and-l-made-the-beds, -|-actually-did-all-sorts-of-training.-That-is-why-when-|-came-to-work-here, -they-took-
me-on-because-1-was-able-to-do-anything-and-work-alone-on-a-floor.-Yes, -for-night-shifts-l-worked-alone-on-the-floor-because-of-the-training-that-I-
had,-but-they-don't- actually- pay-you-the-salary-that-you-are- supposed-to-have.-Here-we-did-the-work-of-the-assistant-nurse-but-we-were-not-paid-
that-money.-There-are-now-ENAs, -but-before-that, there-was-no-such-thing-as-an-ENA_-It-was-only-a-sister, two-staff-nurses-and-all-the-carers.-Now-
us-as-the-carers, -we-did the-work-ofthe ENA-but-we-were- not-paidto-do-it. But-now-that-they-have-EMNA, -then-we-are-no-longer-needed-it's-as-if,-it's-
okay,-you-can-go-now,-we-have-our-people.-They-don't-give-you-any-further-training-here, -it's-only-the-training-that-you-already-have-and-they-did-
not-send-us-for-more-training.-The-govemment, -|-don't-know-if-they-do, -then-I-am-not-aware-of-it, -and-if they-do-it-will-only-be-downstairs-and-they-
would-probably-just-leave-afterwards. They-don't-come-up-and-see-maybe -there-is-a-sister-or-a-staff-nurse-to-check-on-the-people,-no,they-don't.

1Q-1.1.1 | Please-kindly-explain-the-major-obstacles-you-experience-during-care-giving-activities?

ZP11 Ifthere-is-a-problemthat-l-cannot-solve-and-then-l-will-ask, -but-here,- most-of the-problems-l-can-sort-out.-Do-you-understand-what--mean,-because-
I-had-to-leamn-at-the-hospital-where-l-was-and-l-knew-how-to-sort-things-out.-That's-why-when-|-carers-come-here, -then-the-sister-will-always-ask-me-
to-show-them-how-to-do-it-and-to-show-them-how-to-do-this-and-that, to-make-beds-for-example,..- The-most-difficult-thing-is-that-sometimes-you-
work-with-the-patient-all-by-yourself,-and-then-you-work-alone-on-the-second-floor-and-then-there-is-nobody-to-help-you.-A-patient-example-like-Mr-
Griffiths, -for-him-we-will-need-three-carers-to-lift-him, -so-jits-difficult.

During- handover,- a- person- has-to-write-a-report- for- example-if- someone-fell-then-they-have-to-convey-that-to-us-and-maybe-he- has-to- go-the-
hospital-and-then-one-of-us-has-to-go-with-him-to-the-hospital.

1Q-1.1.2 | What-challenges-do-you-encounter-in-terms-of-the-information-provided-to-you-by-the-task-team/coordinators?

ZP11 Ifthere-is-a-problemthat-l-cannot-solve-and-then-l-will-ask, -but-here,- most-of-the-problems-I-can-sort-out.-Do-you-understand-what-I-mean, -because-
I-had-to-learn-at-the-hospital-where-l-was-and-lI-knew-how-to-sort-things-gut.-That's-why-when-|-carers-come-here, -then-the-sister-will-always-ask-me-
to-show-them-how-to-do-it-and-to-show-them-how-to-do-this-and-that, to-make-beds-for-example

1Q-1.1.3 | In-your-opinion,-isthe-information-sufficient to-support-yourwork-activities?

ZP11 Mo, 1-don'tthink-it-is-enough.-They-are-actually-supposed-to-give-us-more-information, -like-maybe-someone-has-Alzheimer's, -then-those-who-come-
fortraining-don't-know-how-to-treat-such-a-person-and-strokes, -things-like-that.-|-know-how-to-handle-that-type-of-thing,-but-there-are-those-who-do-
not-know-how-to-handle-this-because-they-do-not-have-the-training-

Figure 4.1: Sample of transcription

4.5.2 Thematic analysis

The data transcripts were printed on hard copies after data were correctly
transcribed, where after the process of coding and analysis commenced, applying
the thematic analysis process. The first step in thematic analysis comprises
systematic reading of all transcribed data (Saunders et al., 2012). All transcripts
were thoroughly read through by the researcher to grasp and understand the
content and context of the responses. Responses captured which provided answers

to interview questions were highlighted (Figure 4.2).

Relevant keywords and phrases directly linked to an interview question were coded
with a descriptive label. After the process of coding was done for one transcript, the
same process was applied to the next transcript, and this process continued until all
the transcripts were coded. Thereafter, all highlighted themes were combined into a
single document and grouped under the interview question (Saunders et al., 2012)
(Figure 4.3).
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Could-I-have-your permission-to-record-this-interview?

ZP11

| Yes,itg-fine

Please-tell- me-about-yourself, -education, -traiming, -and-expenences-eic. ?

7P11

I-am-Mrs-(name),-I-am- onginally- from-the-Northem-Cape, -|-did-my-training-at-the-Momison-Hospital-as-a-carer-and-then-I-came-here-to-Zonnebloem-
ACCV-as-a-carer,-and- doing-it-for-fifteen-years.-But-here-at- Zonnebloem, they-didn't-actually-give-is-the training-as-a-carer. |-did-lots-of training, 1-
washed- patients, -I-did-the-blood-pressure-and-l-made-the-beds, -l-actually-did-all-sorts-of-training. -That-is-why-when-l-came-to-work-here, they-took-
me-on-because-|-was-able-to-do-anything-and-work-alone-on-a-floor.-Yes,-formight-shifts-|-worked-alone-on-the-floor-because-of-the-training-that-I-
had.-but-they-don't-actually- pay-you-the- salary-that-you- are- supposed-to-have.- Here-we-did-the-work-of-the-assistant-nurse-but-we-were-not-paid-
that-money.-There-are-now-ENAs,-but-before-that. -there-was-no-such-thing-as-an-ENA.-lt-was-only-a-sister, two-staff-nurses-and-all the-carers.-Now-
us-as-the-carers, -we- did the-work-ofthe ENA-but-we-were- not-paidto-do-it But-now-that-they-have-ENA, then-we-are-nodonger-needed-it's-as-if -it's-
okay,-you-can-go-now,-we-have-our-people_- They-don't- give-you-any-further-training-here, -it's-only-the-training-that-you-already-have-and-they-did-
not-send-us- for- more-training.-The-govemment,-I-don't-know-if-they-do, then-l-am-not-aware-of-it, -and-if-they-do-it-will-only-be-downstairs-and-they-
would-probably-just-leave-afterwards. - They-don't-come-up-and-see-maybe-there-is-a-sister-or-a-staff nurse-to-check-on-the-people. -no._ they-don't.

1Q-1.1.1 | Please-kindly-explain-the-major-obstacles-you-experience-during-care-giving-activities?

ZP1

Ifthere-is-a-problemthat-I-cannot-solve-and-then-l-will-ask, -but-here, -most-ofthe problems-I-can-sort-out -Do-you-understand-what I mean, -because-
I-had-to-leamn-at-the-hospital where-l-was-and-l-knew-how-to-sort-things-out.- That's-why-when-l-carers-come-here, -then-the-sister-will-alway s-ask-me-
to-show-them-how to-do-it-and-to-show-them-how-to-do-this-and that, to-make-beds-for-example,.-The-most-difficult thing-is that sometimes-you-
work-with-the-patient-all-by-yourself,-and-then-you-work-alone-on-the-second-floor-and-then-there-is-nobody-to-help-you.-A-patient-example-like-Mr-
Griffiths, -for-him-we-will-need-three-carers-to-lift-him, -so-jts-difficult.

During- handover, - a- person- has- to-write-a-report- for-example-if-someone-fell-then-they-have-to-convey-that-to-us-and-maybe-he-has-to-go-the-
hospital-and then-one-of-us-has-to-go-with-him-to-the-hospital.

1Q-1.1.2 | What-challenges-do-you-encounter-in-terms-of-the-information-provided-to-you-by the-task-team/coordinators ?

ZP1

Ifthere-is-a-problemthat-I-cannot-solve-and-then-l-will-ask, -but here,-most-of the-problems-I-can-sort-out.-Do-you-understand what - mean, -because-
I-had-to-leamn-at-the-hospital-where-|-was-and-|-knew-how-to-sort-things-put.- That's-why-when-I-carers-come-here, -then-the-sister-will-always-ask-me-
to-show-them-how-to-do-it-and-to-show-them-how-to-do-this-and-that, to-make-beds-for-example

1Q-1.1.3 | In-youropinion,isthe-information-sufficent to-support-yourwork-activities?

7P11 No_1-don't think-it-is-enough_-They-are-actually-supposed-to-give-us-more-information._ -like-maybe-someone-has-Alzheimer's, then-those-who-come-
fortraining-don't- know-how-to treat-such-a-person-and-strokes, -things like that. - know-howto-handle-that type-of-thing, -but-there-are those who-do-
not-know-how-to-handle-this-because-they-do-not-have-the-training-
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Figure 4.2: First stage of coding
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1Q-1.1.1Pleasekindly-explainthe -major-obstacles-you-experience during-care-giving-activities?
Participant Answer
7P1 ® =+ There's-not-much-difficulties, justwhen-the-patient-is-heavy
® =+ soyou-canhurt-yourself, -and-that’sthe-only-difficult see.-
* + feeding-also-and-the-patient-can’t-eat-properly-soyou-have-to-givethem-small-portions-and-that’s-also-a-majorthing
ZP2 &+ Yessometimes--find-things-which-are-difficult-during-the-day.-
s —+ if-a-patient-have-a-wound-and-first-1-didn’t-wanted-to-do-that, it's-not-my-job-but-now
ZP3 ® -+ Yes, there-is-difficulties
& -+ the-patient-don’twanttotake-the-medication,-andyou-have-totalk-tothem-totake-the-medication,-
* + becauseifthey-don’ttake-it-then-theywill-nothe-okay.
7P4 e =+ there-is-notreally-majorissues-frommy-side, -
* + sometimesthere-is-something-wrong, whichwe-don’treally-know-of-because-we-don’t.getthe-training-thatwe-need.
ZP5 &+ Every-daythere-is-a-challenge
ZP6- & —+ just-the-lifting-of-patients-and-the-negative-of that-is-thatyou-get-back-problems.-
&+ When-problems-arise,like-maybe-someone-maybe-have-a-heart-attack-or-and-maybe-
& —+ | -need-to-know-more-about-the-signs-and-the-symptoms.-
ZP7- * + Sometimes-it-is-very-difficultto-work-when-your-one-partner-don’t-pitch-up-forwork.
o - difficultto-work-alone-with-the-whole-pile-of people-becauseyou-need-to-careforthem-and-you-need-to-showerthem.-
* + Some-people-is-bed-ridden-and-they-need-to-be-kept-dry-constantly
® —+ they-have-bed-sores-and-then-there-are-peoplethat-need-to-be-turned-every-second-hour.
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Figure 4.3: Coding under interview questions

Once this stage was completed, the researcher further highlighted similar words and

themes under each interview question in order to develop the findings for the study

(Figure 4.4).
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1Q-1.1.1Please kindly-explain-the-major-obstacles-you-experience during-care-giving-activities?
Participant Answer
ZP1 * =+ There’'s-not-much-difficulties, just-when-the-patient-is-heavy
* -+ soyou-can-hurt-yourself,-andthat’sthe-only-difficult! see.-
*+ feeding-also-and-the-patient-can’t-eat-properly-so-you-have-to-givethem-small-portions-and-that’s-also-a-majorthing
P2 * -+ Yes-sometimes-find-things-which-are-difficult-during-the-day.-
*—+ if-a-patient-have-a-wound-and-firstl-didn't-wanted-to-do-that, -it's:-not-my-job-but- now
ZP3 * = Yes, there-is-difficulties
* —+ the-patient-don’t-want-to take-the-medication,-andou-have-totalk-to them-totake the-medication,-
* =+ because-ifthey-don’t-take-it-then-they-will-not-be-okay.
ZP4 * = there-is-notreally-majorissues-from-my-side,
* + sometimes-there-is-something wrong, whichwe-don'treally-know-of because-we-don’t-getthe-training-that-we-need.
ZP5 * —+ Every-day-there-is-a-challenge
ZP6- * =+ just-the-lifting-of -patients-and-the-negative-of that-s-thatyou-get-back-problems. -
* -+ When-problems-arise, like-maybe-someone-maybe-have-a-heart-attack-or-and-maybe-
* -+ |-need-to-knowmore-about-the-signs-and-the-symptoms.-
ZP7- * =+ Sometimes-it-is-very-difficultto-workwhen-your-one-partner-don’t-pitch-up-forwork.
*  difficult-to-work-alone-with-the-whole-pile-of-people-beca use-you-need-to-care-for-them-and-you-need-to-shower-them.-Eome-
people-is-bed-ridden-and-they-need-to-be-kept-dry-constantly
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Figure 4.4: Coding with highlights

4.6 Respondent narratives and findings

In the following sub-sections, narratives of relevant interview responses from the
data collection process are presented. Based on the responses of the 21
participants, findings were drawn from each interview question. The interviews were
conducted at the two organisations of the caregivers as well as the homes of the
private caregivers. Thereafter, the interviews were transcribed, wherein keywords
and key phrases were identified and coded accordingly. The coded keywords and
phrases were then summarised and further developed into categories. From the
categories, themes emerged, and relationships were established among similar

categories.

To show a logical flow of inference of the findings, this section further presents the
research questions, sub-research questions, and interview questions in relation to
the summary of responses and corresponding findings deduced through the

interpretation of analysis from the responses in subsequent sub-sections.
PRQ: What are the unmet information needs of caregivers in South Africa?

SRQ 1.1: What are the work practices of caregivers and their related information

needs in Cape Town, South Africa?

Interview questions (IQs) were designed to focus on determining the work practices

of caregivers in South Africa and the related information requirements. The interview
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guestions explore aspects of daily caregiving activities, information required before
and in the process of attending to clients, information channel between caregiver
and care recipients, and situations where additional information support is required
while performing their duties. The focused interview questions together with the

corresponding responses and deduced findings are further presented in this section.

IQ 1.1.1: Please explain the major obstacles you experience during care giving

activities.

The participants narrated different experiences of challenges faced in their line of
care duty. This section presents some specific challenges highlighted by the
participants. Some of the participants agreed that they do experience some sort of
difficulty or challenge in their daily tasks. Many of the difficulties are related to a fear
of back injuries as a result of lifting heavy patients. ZP1 stated that, “There’s not
much difficulties, just when the patient is heavy... so you can hurt yourself’
(Appendix B1l). Some of the participants (ZP1, ZP3, ZP6) indicated that the
obstacles they experience are related to a lack of cooperation of the patient and an
inability to deal with difficult situations (Appendix B1).

PP3 stated that, “The challenges are co-operation with the patient, that is the
biggest challenge, because there are other patients used to his family” (Appendix
B1). SP3 and SP4 supported PP3 in that tasks are difficult when they do not know
how to handle a patient and how to handle the situation (Appendix B1).

Most of the participants who are involved in frail-care of elderly individuals
highlighted that their most challenging duties are those related to treatment of
bedsores and handling violent patients, whereas the private caregivers maostly
related difficulty of having too many duties placed on them. Caregivers who work
with children also corresponded with difficulties relating to lifting children. Some
participants related a lack of knowledge about medication, treatment options, signs,
and symptoms of illnesses as obstacles in performing their daily tasks optimally.
ZP6 said that, “When problems arise, like maybe someone maybe have a heart
attack or... and maybe | need to know more about the signs and the symptoms”
(Appendix B1). SP4 indicated the following: “Children that have a fit, different types,
and you have to handle each one in its own way” (Appendix B1). This is confirmed
by ZP7 who also mentioned that, “Sometimes it makes it difficult for me yes,
because | don’t understand what's going on around me... | can’'t just make the

decision if | don’t know” (Appendix B1).
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IQ 1.1.2: What challenges do you encounter in terms of the information provided to

you by the task team/co-ordinators?

This section provides some of the challenges faced by the caregivers in terms of the
information provided to them by the co-ordinators or task team. Most of the
caregivers (15 of 21) confirmed that they face challenges with the information
provided to them. Most of the challenges are related to not receiving sufficient
information to do the task. ZP3 said, “If they give us... they don’t give us the full
information” and SP5 indicated that, “it's not enough” (Appendix B2). SP1 also
confirmed this by stating, “If they give you a task, and then you feel that the time is
not enough for you to master that particular thing” (Appendix B2). Similarly, SP2
argued that, “It's not enough, | would like to know more about how to deal with the
child, because you don’'t know what that person needs right now” (Appendix B2).
This is supported by ZP5 who confirmed a lack of knowledge, stating, “...and you

don’t know what is going to happen during the day” (Appendix B2).

PP2 mentioned that her personal challenges are related to not knowing how to use
a computer and sites such as Google, and that this would alleviate the challenge of
the lack of information. SP4, SP5, SP3, PP3, ZP7, and ZP4 indicated that they do
not encounter any real challenges in terms of the information provided to them. ZP4

related her challenges to a lack of proper equipment (Appendix B2).

IQ 1.1.3: In your opinion, is the information sufficient to support your work
activities?

The majority of participants (ZP1, ZP2, ZP3, ZP4, ZP5, ZP6, ZP7, PP2, SP1, ZP9,
PP1, SP2, SP3, SP4, SP5) confirmed that the information is not enough to support
their work activities (Appendix B3). SP2 said, “It's not enough, I'd like to know what
to really do with this child, because there is something more that you can do for the
child, it's better to learn more” (Appendix B3), which is confirmed by SP3 who said,
“No, | don'’t think it is enough, like they give you something and then you have to
elaborate on it though | want to have more activities and more ideas of how to
further develop their skills” (Appendix B3). PP1 said:

“No it isn’t, | need to learn more, but this is very risky to work as a caregiver
when you know that you do not have the full information about the job. | need
to have my own knowledge, and my own qualifications about this job”
(Appendix B3).

ZP7 further added: “No, it's very difficult, because it is not always the same you see”
(Appendix B3). ZP5 confirmed that more information was needed to complete their

tasks as new information is always being discovered: “We need more because
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everything changes outside, people get wiser outside” (Appendix B3). Similarly, ZP4
said the following: “No, we do not get a lot of information. A lot of people here with
different types of sickness, we would like them to tell us that... we don’t actually
know what to do” (Appendix B3). ZP3 argued, “No, it’s not enough, because there
are other things we don’t know” (Appendix B3). ZP1 followed up by stating that, “We
need to get more information about what we need to do” (Appendix B3). ZP4 and
ZP8 expressed their concerns regarding the lack of information about the
patient/client’s illnesses and how it impacts on their health directly as they are not

informed of their illnesses or are not told that a patient is sick.

Thus, the majority of caregivers (15 of 21) are of the opinion that information is not

enough to support their activities and express a need to want to learn more.

IQ 1.1.4: What do you do when you do not have enough information to attend to a
client?

Most of the respondents from Zonnebloem as well as the private caregivers (ZP1,
ZP2, ZP3, ZP5, ZP6, ZP8, ZP9, ZP10, PP3, PP1) confirmed that they seek help and
assistance from medical staff such as nurses or the sisters in charge. ZP2 said,
“The sister or the staff nurse in charge, | will ask one of the carers or, I'll go ask for
help” (Appendix B4). Similarly, ZP5 stated: “I go to the sister, staff nurse, then ENAs
also, then they will see to the problem and they will come and show us” (Appendix
B4). Likewise, ZP4 said: “I don’t know but mostly we go to the staff nurse or the
sister” (Appendix B4). PP1 confirmed this by saying, “If | don’t know, then | know a
lot of people in the medical field and | will phone one of my ex-colleagues”
(Appendix B4). PP3 mentioned that, “| am connected to a lot of sisters in charge and

nurses; | call them if | got a problem” (Appendix B4).

Some participants (ZP2, ZP7, ZP10, SP1, SP2, SP3, SP4) sought assistance from
their colleagues. ZP7 stated that, “I talk amongst my other colleagues, we
brainstorm and look for a solution” (Appendix B4). SP1 affirmed that they will have
“a meeting with the carers for what their needs are” (Appendix B4). SP2 also
confirmed that she will “talk to my colleague” (Appendix B4), similar to SP3 who
indicated, that she will “speak to another carer and find out if they don’'t have a
different idea or a different view on the situation or the challenge that | am facing”
(Appendix B4). Some participants (SP2, SP4, SP5, PP1) indicated that they use
their own ideas and observations to solve a problem. SP2 said, “Sometimes | use
my own ideas” (Appendix B4). Similarly SP4 and SP5 respectively said, “I use my

own initiative” and you “use your own mind and use own ideas” (Appendix B4). Only
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SP3 indicated that, “I will go to Google” if “I do not have enough information”
(Appendix B4). The private caregivers (PP1, PP2, PP3) confirmed that they
communicate freely with the family members who are an important source of
information when they need more information. PP1 said, “We ask for as much
questions as possible to the relatives”, while PP3 stated, “I ask the family” (Appendix
B4).

IQ 1.1.5: In your opinion, does/will the lack of adequate information affect your work

activities as caregivers?

This question deals with how caregivers think the lack of information will affect their
work. The majority of participants (ZP1, ZP2, ZP3, ZP4, ZP5, ZP6, ZP7, ZP8, ZP9,
ZP10, PP1, PP2, PP3, ZP13, SP1, SP2) agreed that a lack of information will impact
negatively on their caregiving activities. ZP1 said, “Because | did it the way you
wanted to do it and then it doesn’t work, then | am in the wrong, it is a problem”
(Appendix B5). ZP2 confirmed: “Yes, it will affect my work” (Appendix B5). ZP5
supported these views that the lack of information is a concern for her, “because
people’s lives are at stake” (Appendix B5). This is shared by ZP8, who felt that the
lack of information exposes caregivers and patients to health risks: “Definitely yes,
because | cannot go to a patient and | don’t know what is going on there. | put
myself and the patient at risk, because | don’t know what types of illnesses that
patient has, they don't tell us” (Appendix B5). The above are some of the concerns
of caregivers who feel that the lack of information exposes both their patients and

themselves to health risks.

The second concern highlighted by caregivers is the lack of medical information,
and how they feel it affects their caregiving duties. For example, PP3 said, “If you
know nothing about something, you cannot work exactly the way you are supposed
to work, because you don’t know nothing, especially the medical stuff’ (Appendix
B5). PP2 said concerning medication, “Because | can’t do that alone, | need
someone who is going to explain to me about the medications because | must know
exactly what kind of tablet | am giving to” (Appendix B5). ZP5 stated that, “Medical
information I think is the first thing we must know... To know about medication will be
a good idea - we know what to do if they have pain or for instance” (Appendix B5).
ZP4 argued that, “I think if we should know more of how to go about it. In terms of
medical history, doing what the ENA does or what the staff nurse does, | think it will
help more actually” (Appendix B5). However, three participants (SP3, SP4, SP5)
indicated that it does not affect their work activities in any way: “I don’t think so”
(Appendix B5, SP5).
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SRQ 1.2: What are the factors affecting unmet information needs of caregivers

in Cape Town, South Africa?

The objective of this question was to determine the factors affecting unmet
information needs of caregivers during the course of their duty. Interview questions
were designed to focus on the challenges caregivers experience in the course of
their duty, sufficiency of information for a specific task, measures taken when
information is deemed inadequate, and impact of lacking the necessary information
in their work activities. The focused interview questions together with the
corresponding responses and deduced findings are further presented in this sub-

section.

IQ 1.2.1: Please describe the information you require before and during the course

of attending to a client.

Background information highlighted by participants includes information relating to
e.g. diet, as SP2 said, “l want to know about his background, what kind of food he
can’t eat” (Appendix B6). PP3 indicated that, “| have to know what time he eats, he
must have a protocol” (Appendix B6). ZP1 also added that she needs to know: “Do
you eat by yourself? Do you drink fluids by yourself? All that things you need to find
out before we start working on our patients?” (Appendix B6). Most of the participants
(ZP2, ZP6, ZP8, ZP9, ZP10, PP1, PP3, SP2, SP3, SP4, SP5) indicated that they
need to know the medical background and diagnosis of the patients before they
attend to them in addition to the types of medication that that patient is taking. ZP2
said, “I need medical background” (Appendix B6) and PP1 stated that s/he needs to
know “What is the condition? How is the health” (Appendix B6). Similarly, PP3 said,
“The problem of the patient, how it started, how he is cooperating, the body signs”
(Appendix B6). SP4 added: “I need to know the diagnosis of the child, the obstacles
that hinder the development of the child” (Appendix B6), while SP2 stated: “What
kind of disability, if he is on tablets and how to give it” (Appendix B6).

These responses show that caregivers should have access to the medical
background of the patients they are attending to in order to perform their duties
optimally. ZP4 said, “It's just [a need to know] how you treat the person, basically
how to handle the clients” (Appendix B6). It appears that the major concern of
caregivers is that they need the basic protocol and daily routine of the patient as well

as medical information before they start their duties.

All of the responses from the participants again confirm that they require personal

and medical background of patients while they are working with them. Useful
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information includes establishing whether the client is able to eat and go to the
bathroom by themselves and if the client is mobile. ZP9 said, “| feel like we need to
be informed about everything about that client... and we need to know what is going
on in that person’s life” (Appendix B7). SP2 responded as follows: “What | need to do
with him, if he can’t move then | put him in his sitting position in his buggy” (Appendix
B7). ZP7 stated that she needs to know about the temperament of the patient: “What
kind of person that person is, like is he grumpy, easily agitated? How do | like calm

that person when they are in a situation” (Appendix B7).

IQ 1.2.2: What type of information do you have access to during your caregiving

activities?

Many respondents (ZP1, ZP2, ZP3, ZP4, ZP5, ZP6, SP3, SP4, SP4, SP5) said that
the only information they have access to is that which is provided to them by the
supervisors, sisters in charge, nurses and ENAs and in the medical file. ZP1 said,
“We don’t have, we are not allowed to, ask our patients in and out. We are not
allowed to work with medication... We will ask the staff nurse and staff sister”
(Appendix B8). ZP2 stated that, “I will look in the folder” (Appendix B8), and ZP6
indicated that, “only the knowledge that | read from the medical file” (Appendix B8).
PP1, PP2, and PP3 mentioned they have access to medical professionals, ex-
colleagues and the family of the client. ZP8 said, “They don't tell us and we don’t
have access. They are supposed to call us in and tell us that the patient has that
illness” (Appendix B8). SP2 stated: “Medical information we don’t have access to”
(Appendix B8). SP4 said that she has access to Google and maybe from books as

well.

IQ 1.2.3: Can you describe any difficulties experienced when trying to get the

information that you need for your work activities?

Many participants (11) confirmed that they do not experience any difficulties when
trying to obtain information. PP3 highlighted that, “No, unless, it's private stuff like
they always tell us what is happening [and] we also got access to anything”
(Appendix B9). ZP7 said, “No, there is no difficulty. There is a Cardex, so you can
go to your Cardex” (Appendix B9). ZP6 also mentioned that, “There won’t be any
difficulties unless the family didn’t state it in their file when he was admitted, that’s
the only difficulty or when there is not information given” (Appendix B9). ZP8, PP2,
SP1, SP2 and SP4 stated that they do experience difficulties in trying to get the
information they need to support work activities. ZP8 mentioned that her difficulty is
related to the nurses, who she felt do not inform her about the types of sickness that

the patient has. PP2 indicated that her difficulty relates to her inability to use the
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computer and the absence of someone who can explain to her. SP1 said that she
experiences difficulties “from parents sometimes, they are not always honest”
(Appendix B9). SP2 posited that her difficulty is related to a lack of communication
between her and the supervisor when “sometimes, when | ask the supervisor, there

is a bit of problem with communication; they tell me I'm a carer” (Appendix B9).

IQ 1.2.4: Do you share information about your caregiving experiences with other

caregivers and care co-ordinators?

This section highlights the importance of information sharing among caregivers and
other health professionals. Many (10 of 21) of the caregivers confirmed that they do
share information with other caregivers. ZP9 stated: “If there is something that we
need to talk about then we will share, then we will talk about it” (Appendix 10). ZP5
said that, “Yes, you can say every day, when while we are working, then | can ask
my other colleague” (Appendix B10). PP1 mentioned that they held regular
meetings:

“We used to have our own meetings with all the caregivers. We can share
ideas, we can go with our concerns there and they can give us. It's a network,
so everybody answers and this one gives me input [and] | phone ex-
colleagues of mine and | ask for advice” (Appendix B10).

SP2 also confirmed that information is shared between colleagues: “Yes, me and
my friend we talk to each other, in the morning we will discuss, if | don’t know and
then | can always go back and ask her, we share information, | will ask the
supervisor, it's a good thing and it helps me” (Appendix B10). Similarly, SP3
indicated that, “Yes, we discuss this is what we did for the day” (Appendix B10).
However, participant SP1 stated the following: “No, first of all, all the information
stays in the office and does not go to the carers”. ZP8 emphasised that, “No, not
here, but it is important, very important” (Appendix B10). In terms of how the
information sharing occurs, some of the participants (ZP1, ZP2, ZP3, ZP6, ZP7,
ZP9) from Zonnebloem said that sharing generally happens during the handover

session in the mornings.

During the handover session all caregivers are required to report to the office where
they will be briefed by the night shift staff of any incidences that occurred during the
night. ZP1 stated: “Everything happens at handover... everything is recorded”
(Appendix B10), while ZP9 mentioned that at the handover in the morning, when
they are on duty, this is the first thing they do. “It is very good because then we
know what is going on and then we know what to do during the day” (ZP9, Appendix

B10). Other participants (ZP2, ZP4) stated that sharing of information occurred on a
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more informal basis, and would generally happen during lunch breaks when the
‘need to know how to handle a particular situation’ arises. In this regard, ZP2 said,
“Yes, and at home, my one friend, she’s here so the two of us we discuss most of
our work” (Appendix B10). ZP4 said: “Yes, | do, we will help one another if one of us
goes wrong or don’t know how to do it then we will show them, the sister that gave
us the training” (Appendix B10). PP3 also confirmed that information may be shared:
“Yes, sometimes, we chat still like, not outside the premises but like if there is
something that we needed to hear according to the problem of the patient. So, if the
patient has this problem then we handle him in this way” (Appendix B10). SP4
stated: “Yes, then they can also tell you when you were right and when you were
wrong. Give you input, and then we talk about this and then we share” (Appendix
B10).

More formal modes of information sharing include a health forum, as PP1
highlighted: “We have this health forum” and have meetings with all the caregivers
(Appendix B10). Participants also agreed that information sharing is very important
and that it improves their overall work activities. ZP4 said: “l think it's pretty
important because we would know what to do, what to expect” if something has to
happen (Appendix B10).

IQ 1.2.5: In what ways has the experience of information sharing amongst other

care givers affected your work activities?

The purpose of this section is to elaborate on the impact of information sharing on
the work activities of caregivers and how they feel about it. In terms of the benefits
of information sharing among caregivers, the majority (17 of 21) agreed that the
information is beneficial to their work activities and that it will assist, develop and
improve their overall work activities. SP4 stated: “It's very important because it will
broaden your mind to certain issues about the client. On the developmental aspect it
improved my work” (Appendix B11). SP5 said: “Yes, it is helpful [and] yes, it
improves my work” (Appendix B11). Furthermore, ZP2 confirmed this by stating that,
“Work will be much better and we will all learn” (Appendix B11). ZP9 mentioned the
following: “It is very good because then we know what is going on and then we know
what to do during the day” (Appendix B11). PP1 confirmed: “Yes, it's good to share
the information because they can learn through this and they can learn something”
(Appendix B11). ZP13 was not sure as to how it impacts on her work activities:
“Sometimes it does and sometimes it doesn't, it depends on the type of person that
you are” (Appendix B11). Only one participant (ZP3) stated that she does not

engage in information sharing but related the lack of information sharing to a
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language barrier between other caregivers: “No, it doesn’t happen, the thing is
here—we can’t share because we are to different people, so we don’t understand
one another. They share it alone and they don’t share the information with us”
(Appendix B11).

SRQ 1.3: How are information resources made available to caregivers in Cape
Town, South Africa?

Interview questions under this category were designed to focus on examining the
information resources available to caregivers, as well as the existing mediums
through which information resources are made available to caregivers in South
Africa. Interview questions probed into aspects of information required before and
during the process of attending to clients, accessibility of information required during
caregiving activities, challenges of accessing such necessary information, the
experience of information sharing among caregivers, and the way this affects their
duties. The focused interview questions together with the corresponding responses
and deduced findings are further presented in this sub-section.

IQ 1.3.1: Please tell me about your daily work activities routine/programme and

explain the steps you follow during your work activities.

This section explores the work practices of caregivers and the related information
required for their duties. The purpose of this question was to establish to what extent
care giving activities are aligned to the information provided and the actual need.
Participants were asked to highlight their daily practices as caregivers. Data indicate
that caregivers perform three major types of care services. The first one is related to
general care and maintaining the hygiene and well-being of the client, and includes
the grooming, feeding, bathing, massaging, diaper changing, and dressing of the
client. The second type of care practice includes medical-related tasks such as
wound dressing, treatment of bedsores, taking urine samples, taking blood
pressure, and supervised administration of medication. The third service covers
domestic-related tasks such as making beds, cleaning rooms, packing cupboards as

well as collecting and folding laundry.

ZP1 stated: “I will come on duty, greet my parents, showering the people and
washing, breakfast, cut nails or do hair, make them feel comfortable... and check if
they’re dry or if they have any complaints” (Appendix B12). The private participants
performed the same activities. PP1 said:
“I bathe her in the morning, | make sure that she is clean, make sure that she
sleeps in a clean place. She got clean clothes and she did eat, she’s happy
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and she is safe. | must make sure that | should give her the medication during
that time” (Appendix B12).

Similarly, SP3 stated:

“We will come in the morning, prepare everybody, we settle them in, we do the
morning ring, a prayer, we brush our teeth, we have breakfast, we wash our
faces again, we check their nappies and see who wants to go to the toilet, we
have an activity depending on the theme for the week. After that they have
lunch. We check the nappies again and we have another activity before lunch
also and then we have a forty-five minute resting period before we go home”
(Appendix B12).

Additional tasks that the caregivers of Sherwood Park perform include doing daily
activities with the children provided to them by the programme implementer and
supervisor. SP2 stated that after completing the feeding of children, “then we come
in and do the morning ring, then we do the ABCs, then days of the week, months of
the year, then when we [are] done we eat, then when we done feeding them, then

we start with the programme” (Appendix B12).

IQ 1.3.2: How often do you need to seek additional information or advice to carry

out your work activities?

The purpose of this question was to establish how often caregivers feel they need
more information to complete their tasks. The majority of respondents (16 of 21)
indicated that they need information all the time and often on a daily basis. PP3
stated the following: “Almost every time, every time. That's why each and every day,
I need information from them, we need this, and you must handle him like this”
(Appendix B13). Similarly ZP13 mentioned: “Yes, always, like we need it like a daily
thing” (Appendix B13). ZP7 also said: “We need information a lot, you can’t say that
we don’t need information, because every day you learn something new” (Appendix
B13). This is confirmed by SP3, who reported that, “Once a week, because once a
week | do a weekly report, then | would plan something for the following week and
then sometimes I'm stuck and need to access other information” (Appendix B13).
Words used to describe how often information is sought include “always” (ZP1,
ZP3), “all the time” (SP5, PP1), “in the afternoon” (SP4), “once a week” (SP3, PP2,
SP2), “twice a week” (ZP8, SP2), “every time” (PP3), “every week” (PP2), “daily
basis” (ZP1), “every day” (ZP2, ZP4, PP3) and “once a month” (ZP12) (Appendix
B13).

The participants who do not require information often related it to the fact that new

information is only sought when the patient is new to them. ZP9 mentioned: “That is
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especially when you are working with a new patient, that you have never worked
with before, like for instance, here comes a patient that has a sickness that you've
never worked with before and then | feel that | need more information” (Appendix
B13). ZP10 stated that she does not require new information, “not a lot. For me it is
experience work” (Appendix B13), whereas ZP11 said that she only asks when the
need arises: “I'll ask what can | do with this patient here and how do | treat this
bandage” (Appendix B13). These caregivers only seek additional information when
faced with a new patient or problem, but mostly rely on their personal experience for

guidance.

1Q 1.3.3: How is important information communicated between you and a client or

the guardian of your client?

This section outlines how participants communicate with their clients and how they
convey important information. The participants agreed that communication is very
important, but differ as to how information is communicated. The Zonnebloem
participants indicated that important information is conveyed verbally to the
residents after they have been made comfortable. ZP1 said, “It's important to
communicate with them so that you can know how they feel and what they want and
it's not about you” (Appendix B14). ZP3 confirmed that important information is
verbally communicated: “It happens when | talk to the patient, first talk to them about
general, if there is something, and then | try to talk to the patient. | don’t like to go
direct; | like to go in another way, around, to get the information from them”
(Appendix B14). ZP11 said: “How | do it is | go to his room and make him
comfortable and then we have a good chat, and then we make a cup of tea and then
we have a nice chat” (Appendix B14). Similarly, PP1 mentioned that confidentiality is
very important in addition to making the client feel comfortable: “[I] mention

confidentiality then they are comfortable with you” (Appendix B14).

Some participants from Zonnebloem also indicated that they experience difficulties
when trying to communicate important information to the client due to aggressive or
difficult behaviour. ZP10 stated: “Some clients are good and some are okay and
then you just have to try, sometimes it's hard but you just have to be strong”
(Appendix B14). ZP6 said, “It's hard, all the new patients are very frail, they can’t
speak” (Appendix B14). Similarly, ZP4 confirmed that, “Sometimes it's very hard;
especially when they’re trying to speak to you, then you can’t communicate because
it's hard for you to understand the person” (Appendix B14). The private participants
(PP1, PP2, PP3) all agreed that information is obtained and communicated to the

family and relatives of the client. PP1 stated, “I normally ask the relatives what is
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wrong” (Appendix B14). Similarly PP2 argued that, “The communication with the
family is very important, so if there is a communication then everything is easy”
(Appendix B14). PP3 confirmed that communication was direct “with the
family...they can tell you that we need you maybe to do this this and this” (Appendix
B14).

The caregivers from Sherwood Park indicated that important information is
communicated either directly or indirectly to the parents of the children at the
institution. In terms of indirect communication, SP2 said, “We don’t talk to the
parents, we write a letter, and we are not allowed to” (Appendix B14). SP3 stated,
“We have a message book, so if | need to communicate something to the parents,
then | will write it in the message book” (Appendix B14). SP4 emphasised the
importance of communication: “It is important for the communication between the
caregiver and the parent; it should be always be in a good spirit. Because it is, the
parent knows the child better than the carer”. SP5 said, “Okay we have a message
book, direct communication sometimes with the parent” (Appendix B14).

IQ 1.3.4: Can you describe any aspect (areas) of your work that you think requires

any improvement?

This section attempts to explore the areas that caregivers think requires
improvement. The main areas of improvement that emerged from the data include:
i) the need for more training and workshops; ii) the need for more information

relating to the client; and iii) the need for better equipment and resources.

The majority (16 of 21) of participants stated that training and workshops is a major
need and an area that requires improvement. ZP5 said, “We must do first aid
training... we need training on anything, we need more information and they can
give us workshops” (Appendix B15). ZP7 stated that, “First aid is very important”
(Appendix B15). Similarly, PP2 stated that her work will be improved “by going back
and learning more about caregiving” (Appendix B15), while ZP7 said, “You need to
know CPR” (Appendix B15). SP3 said:

“Like getting a better way to teach them for their intellectual development. |
think workshops and training. Yes, we do training with the Western Cape
forum and they teach us about different types of things but I think they should
elaborate, like they just give a brief description of something or what it's about
but | think we need it more in depth” (Appendix B15).

Some participants (ZP8, ZP12, SP1, SP2, SP4, SP5) mentioned that the lack of

equipment and resources is an area that needs to be improved. SP2 said, “Get more
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stuff to work with the children, they need more equipment” (Appendix B15. Similarly,
SP4 mentioned: “We need more resources... like unfortunately this place is too small,
like different stuff for the children to explore, like equipment” (Appendix B15).
Participants from Zonnebloem stated that, “There was no gloves, so how do you work
without gloves?” (Appendix B15, ZP12), and “We need aprons, masks — what is there
— a lot of things...” (Appendix B15, ZP8). Participant ZP8 further argued that the
areas requiring the most improvement relate to the lack of knowledge and information
about the client. In this regard, ZP8 said, “Information about the patient, the sister
must give us the information about the patient” (Appendix B15). PP3 said that better
communication with the family of the client is an area that needed improvement: “The
communication between the caregiver and the family. That is a challenge, because if

we are not communicating well then the job is hell” (Appendix B15).

IQ 1.3.5: Based on your experience, can you suggest ways to improve information
needs for caregiving practices in South Africa?

This section explores the opinions of caregivers in terms of how they feel the
information needs of caregiving practices in South Africa can be improved. The
majority of participants (14 out 21) argued that a lack of training is a major
contributor to the information needs of caregivers in South Africa. ZP10 said, “We
must have training, you see we did the training, but we must do more training also”
(Appendix B16). ZP9 argued that, “They can offer us like to do courses or open up a
college for nursing so that we can learn more about nursing” (Appendix B16). ZP4
said:
“The courses that we did was six months and | think it’s too short, so | think we
can have it extended longer to maybe a year or longer. | think they should
include everything in the course for medical, like giving out medication, seeing
to the patient, doing the temperature, doing the bed sores and how to put in
catheters, how to put in nasal tubes. They can give us training on that also
because we only had like a few people that had, three people that had, the

stomach and the nasal tube, is mostly for people that had strokes” (Appendix
B16).

Some of the areas highlighted that may assist in addressing the information needs
of the caregivers include more information about medication (ZP4); blood pressure,
temperature, bed sores and nasal drips (ZP4); first aid (ZP7, PP2, SP3, SP4); basic
physiotherapy (SP2); and how to handle a client (SP2). Participants ZP8, ZP9 ZP13
and SP1 on the other hand felt that the information needs of caregivers may be
linked to the being underpaid, as they cannot afford to get further training and the

institutions where they are at do not offer any opportunities for further training. ZP8
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said, “The majority of caregivers are complaining about money” (Appendix B16).
Similarly, SP1 opined that, “I think that they are not paid enough for the work that
they are doing” (Appendix B16).

SRQ 1.4: How do caregivers obtain/access alternative sources of information

necessary for their care activities in Cape Town, South Africa?

Interview questions under this category were designed with a focus of establishing
information networks/platforms through which caregivers can source additional
information for their activities in Cape Town, South Africa. Interview questions
designed were aimed at: i) aspects of alternative sources of information to support
caregivers; i) usefulness of the mentioned sources in dealing with client care; iii) the
role of government in providing support and resources to caregivers; iv) and
concluding recommendations on how the current situation can be improved to
address the unmet information needs of caregivers. The corresponding responses
to the focused interview questions together with deduced findings are further
presented in this sub-section.

IQ 1.4.1: What alternative sources of information are available to you when you

need information about caregiving activities?

The purpose of this section is to discuss the existing platforms through which

information sources are made available to caregivers.

In terms of ICT usage, some (ZP2, ZP3, ZP3, SP2, SP3, SP4) participants stated
that they use websites and Google for information. SP2 said, “I'll use my phone and
I get information” (Appendix B17). SP3 and SP4 both said “Google”, and PP3
indicated, “I go on the Internet where | can go look and check” (Appendix B17). ZP5
said that she uses “Facebook and WhatsApp” (Appendix B17). However, there are
participants who do not use websites or the Internet to search for information, such
as ZP10 who said, “We don’t use computers” (Appendix B17) and ZP12: “| don’t go
on websites” (Appendix B17).

Some of the participants (SP13, PP2, PP3, SP1, SP2, SP5) stated that the main
sources of information for them are their supervisors, staff nurse, medical
professionals, nurses, ENAs and the task team. In this regard, ZP1 said: “If we need
some information we go to the staff nurse or the sister” (Appendix B17). PP3
mentioned, “I think | am being connected to a lot of sisters in charge and nurses and
with lots of them, | call them if | got a problem or whatever’ (Appendix B17). SP2

indicated, “The task team, we have a programme implementer, she’s the one who
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gives us work and tells us we must do this and that and that. I'll go to my supervisor”
(Appendix B17).

ZP12 and ZP13 both confirmed that they have access to books. In this regard ZP12
said, “Yes there are books”, while ZP13 indicated, “Yes, books too” (Appendix B17).

PP1 stated she relies on her own experience when she needs more information: ‘I
have worked from home all these years and al my experiences come from this
house” (Appendix B17).

IQ 1.4.2: Which of these sources are most useful for your work activities as a

caregiver?

The purpose of this section is to indicate which sources of information are most
useful to caregivers. The majority of participants (12 of 21) stated that the most
useful source of information for them is other health professionals such as the
nurses, sisters in charge, the supervisor and task teams. In this regard, ZP12 said, I
prefer the person in charge because they are more; they describe it better to you”
(Appendix B18). ZP13 also stated, “| would say that somebody someone gives you
the training and should lead you by the hand and teach you step by step” (Appendix
B18). These caregivers prefer the information provided to them by the health
professionals as it is a more interactive and practical means of obtaining
information. Similarly, ZP2 argued that, “...because they will give me more
information, they will explain to me and the sister will explain to me in detail”
(Appendix B18).

Some participants (ZP2, ZP3, SP3, SP3) regarded websites as the most useful
source of information when they need more information. SP3 said in reference to
using Google and other websites:

“l do find it useful most of the time, but when it comes to like activities for the
children with mental disabilities then | don’t find it useful, then | as the
programme implementer, and | should plan programmes for all the classes but
I’'m not in the classroom with all the children to know what they are capable
of...” (Appendix B18).

In terms of personal experience, PP1 regarded her personal experience of
caregiving as the most useful source of information: “The best for me is that | work
on my own at the moment” (Appendix B18). Lastly, ZP10 and PP3 stated that the
information obtained from the file and relatives of the client are in their opinion the

most useful: “Information from the family” (Appendix B18, PP3).

75



IQ 1.4.3: What are your experiences of interacting with these sources of
information?

The purpose of this question was to establish the impact these sources of
information have on the caregiving practices of participants. The participants (ZP2,
ZP4, ZP5, ZP6, ZP7, ZP8, ZP9, ZP11, ZP12, ZP13, PP2, SP2, SP5) who said that
the health professionals are the most useful source of information, also agreed that
their experiences are positive. Terms used to describe their experiences include
“good” (ZP6, ZP9, ZP10, ZP11, SP2, SP5, PP2); “beneficial’ (ZP8, SP4); “positive”
(ZP10, ZP12); “very important” (ZP11); “useful” (SP3, ZP8) (Appendix B19).

ZP7 said, “You will have more knowledge and you will know what to do and you will
be wiser” (Appendix B19). This was confirmed by ZP4: “We do know how to do it but

when she came we knew a little bit more” (Appendix B19).

IQ 1.1.4: Does the government provide you with any training on information

resources relating to your work activities?

The purpose of this question was to establish if the government provides caregivers
with resources. The majority of participants (18 of 21) confirmed that the

government does not provide them with any information resources or training.

In this regard, ZP5 said, “Nothing like that, yes it's important because it’s just that a
lot of people are in homes but | think the government must come and see what'’s
going on here” (Appendix B20). ZP7 similarly argued that, “They don’t provide us
with nothing, but we would like to that and that will be useful for us yes” (Appendix
B20). ZP9 argued that the government should send caregivers for further training: “It
will be very good if they provide that for us” (Appendix B20). As was said by ZP10,
“The government should do it. Because you want to learn more from other
caregivers from other places, and we meet other caregivers from other places”
(Appendix B20). PP1 indicated that the government did provide training caregivers
in the past but has since stopped:

“They trained us at the beginning in 1996 and not anymore and they trained
us, then they were gone, we didn’t see them, we didn’t hear from them. They
should train. That would be fantastic, because people phone here at all times
here for a caregiver” (Appendix B20).

Similarly, PP2 added that the government should provide further training to
caregivers:

“if our government in South Africa can open up some places where the people
can go and the caregiver and get more experience, then that thing will help us
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a lot, or he can take as a student in school, if there is a centre that we can go,
and we can go and learn more about these things. We need government to
intervene in these things” (Appendix B20).

The participants from Sherwood Park (SP1, SP3, SP4, SP5) confirmed that they
receive training from the Western Cape Forum.

SP4 said, “Partly, like the task team, the Education Department, then come here
and give us information” (Appendix B20), while SP5 mentioned, “Only Western

Cape [Forum]” (Appendix B20).

4.7 Summary of findings and themes related to research questions

This section provides the overall findings of the sub-research questions and their
related themes (see Tables 4.2, 4.3, 4.4, 4.5).

4.7.1 Findings and themes related to SRQ 1.1
The table below indicates the findings and themes related to SRQ 1.1.

Table 4.2: Findings and themes related to SRQ 1.1

SRQ 1.1: What are the work practices of caregivers and their related information needs in Cape
Town, South Africa?
Finding 1: Activities of caregivers include educational tasks, domestic-related tasks, caregiving
practices and medical-related tasks.
Category: Educational tasks
Case A Case B Case C Theme
Educational tasks include | None None Caregiver work
daily educational activities practices
such as drawing, puzzles,
as well as fine motor skill
development activities
Category: Domestic-related tasks
Case A Case B Case C Theme
None Making  beds, cleaning | Making beds, cleaning | Caregiver work
rooms, packing cupboards | rooms, packing cupboards | practices
and collecting and folding of | and collecting and folding of
laundry laundry
Category: Caregiving practices
Case A Case B Case C Theme
Grooming and washing, | Grooming and washing, | Grooming and washing, | Caregiver

maintaining the hygiene
and well-being of the
client, feeding, bathing,
massaging, and diaper
changing and dressing of
the client

maintaining the hygiene and
well-being of the client,
feeding and bathing,
massaging, diaper changing
and dressing of the client

maintaining the hygiene and
well-being of the client,
feeding and bathing,
massaging, diaper changing
and dressing of the client

work practices
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Category: Medical-related tasks

Case A

Case B

Theme

Supervised administration
of medication

Wound dressing, treatment
of bed sores, urine
sampling, blood pressure
monitoring, and supervised
administration of medication

Case C
Wound dressing, treatment
of bed sores, urine

sampling, blood pressure
monitoring, and supervised
administration of medication

Caregiver work
practices

4.7.2 Findings and themes related to SRQ 1.2
The table below indicates the findings and themes related to SRQ 1.2.

Table 4.3: Findings and themes related to SRQ 1.2

SRQ 1.2: What are the factors affecting unmet information needs of caregivers in Cape Town,
South Africa?
Findings Category Theme
Finding 2 | Caregivers expressed lack of information | Inability to cope inan | Unmet
and knowledge about handling an | emergency situation information need
emergency situation
Finding 3 | Caregivers are faced with challenges | Physical challenges Challenges of
relating to physical limitations when caregiving
performing their duties
Finding 4 | Caregivers expressed feelings of | Psychological and Challenges of
emotional stress emotional challenges caregiving
Finding 5 | The information provided is not enough to | Need information Unmet
support caregiving activities information need
Finding 6 | Caregivers are at risk of contracting | Need information Unmet
illnesses due to lack of knowledge about information need
the medical status of the patient
Finding 7 | Caregivers expressed need for medical | Need information Unmet
background, physical mobility, dietary information need
information and behavioural issues of
client
Finding 8 | Caregivers identified a need for further | Challenges relating to | Unmet
training such as CPR and first aid training information need
Finding 9 | Caregivers identified a lack of protective | Lack of protective Unmet resource
equipment such as gloves, aprons and | equipment need
masks
Finding 10 | Caregivers expressed difficulty with | Challenges relating to | Challenges of
communication with clients conveying information | caregiving

4.7.3 Findings and themes related to SRQ 1.3
The table below indicates the findings and themes related to SRQ 1.3.
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Table 4.4: Findings and themes related to SRQ 1.3

SRQ 1.3: How are information resources made available to caregivers in Cape Town, South
Africa?
Findings Category Theme
Finding 11 | Caregivers identify health professionals | Primary source of Caregiver information
(nurses, sisters), task teams, families, | information resources
supervisors and other caregivers as
primary sources of information
Finding 12 | Secondary sources of information | Secondary sources Caregiver information
include books and own initiatives of information resources
Finding 13 | Most caregivers do not access websites | Unused sources of Caregiver information
to gain more information information resources
Findings Category Theme
Finding 14 | Personal experience is considered a | Own source of Caregiver information
useful source of information information resources
Finding 15 | Caregivers consider Information | Most useful sources | Caregiver information
obtained from health professionals and | of information resources
the family of the client as the most
useful
Finding 16 | Caregivers identified that government | Lack of information Unmet information

does not provide information resources
and further training to them

resources from
government

need

4.7.4 Findings and themes related to SRQ 1.4

The table below indicates the findings and themes related to SRQ 1.4.

Table 4.5: Findings and themes related to SRQ 1.4

SRQ 1.4: How do caregivers obtain/access alternative sources of information necessary
for their care activities in Cape Town, South Africa?
Findings Category Theme
Finding 17 | Information sharing occurs on a | Caregivers share information | Information
formal and informal basis with each other sharing
Finding 18 | Information sharing is important to | Information sharing is important | Information
caregivers and necessary sharing
Finding 19 | Information sharing improves and | Information sharing improves | Information
enhances care activities care activities sharing

4.8 Summary

Chapter Four presented the background of the three cases used for the study,

based on the perspectives of the twenty-one (21) participants who were interviewed.

All of the participants have years of experience in caregiving. The collected data

were transcribed, summarised, categorised and then developed into themes using a

thematic analysis. From the eighteen (18) findings (finding 2 — 19), five themes were
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extracted and identified, namely: i) Caregiver work practices; ii) Caregiver
challenges; iii) Unmet information needs; iv) Caregiver information resources; V)

Information sharing.

The next chapter (Five) provides the discussion and links the major themes to the

objectives of the study.
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CHAPTER FIVE: DISCUSSION

5.1 Introduction

Information is an important resource for individual growth and survival. The progress
of society is dependent upon the provision of the right kind of information, at the
appropriate time and form, and more importantly, the needed information should be
used to make the right decision and reduce uncertainty. Information is thus valuable
and has to be put to good use and made available to the people who need it, once
the need has been ascertained. According to Taylor (2008, cited by Isebe et al.,
2017), information need refers to “an individual or group’s desire to locate and

obtain information to satisfy a conscious need or unconscious need”.

The study aimed to explore the unmet information needs of caregivers in their work
activities in order to identify and address the information need challenges during the

course of performing their duties.

From the findings described in Chapter Four, five themes have been identified.
These themes are: i) Caregiver work practices; ii) Caregiver challenges; iii) Unmet
information needs; iv) Caregiver information resources; and 5) Information sharing.

Themes are aligned to the relevant research question and presented as such.

Chapter Five provides a discussion of the findings, linked to the research questions,
and concludes with proposed guidelines to address the research problem. Tables
4.2 to 4.5 in Chapter Four provide details of each finding and the corresponding
themes developed based on the 19 findings. For ease of reference, the problem

statement and research questions are mentioned hereunder.

Problem statement: The information needs and challenges relating to a lack of
information available to caregivers are considerably unclear and unidentified in
different contexts. It is therefore important to identify the information needs of
caregivers in South Africa in order to improve their work conditions and the services

they provide.

One primary research question with four sub-research questions were asked to

address the research problem.

Primary research question:

PRQ: What are the unmet information needs of caregivers in South Africa?
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Sub-research questions (SRQs):

SRQ 1.1: What are the work practices of caregivers and their related information

needs in Cape Town, South Africa?

SRQ 1.2: What are the factors affecting unmet information needs of caregivers in

Cape Town, South Africa?

SRQ 1.3: How are information resources made available to caregivers in Cape

Town, South Africa?

SRQ 1.4: How do caregivers obtain/access alternative sources of information

necessary for their care activities in Cape Town, South Africa?

5.2 Thethemes
The five themes identified are: i) Caregiver work practices; ii) Caregiver challenges;
iif) Unmet information needs; iv) Caregiver information resources; v) and Information

sharing.
Each of the themes is discussed in the following sections.

5.3 Theme 1: Caregiver work practices

The type of caregiver investigated in this study has been categorised as formal
employed caregiver. Some respondents have achieved an element of education or
training in the field, viewed as formal caregiver training (Table 4.1). The majority (13
of 21) caregivers completed basic HBC training at different institutions; three
participants (SP2, SP4, PP2) have no formal training and received in-house training,
whereas three participants (ZP11, PP1, PP3) completed professional nursing
courses, and one participant (SP3) completed an EC three year course. When
probed about their work practices and care services provided (SRQ 1.3), four main
types of care emerged. These are activities relating to: i) general grooming of the
client; ii) tasks related to medication; iii) domestic related tasks and; iv) educational
tasks (Table 4.2, Finding 1). Literature provides various definitions for care work.
England et al. (2002:455) define care work as follows:

“Occupations in which workers are supposed to provide a face to face service
that develops the human capabilities of the recipient. By ‘human capabilities’
we refer to health, skills, or proclivities that are useful to oneself or others.
These include physical and mental health, physical skills, cognitive skills, and
emotional skills, such as self-discipline, empathy, and care. Examples of
caring labour include the work of teachers, nurses, childcare workers, and
therapists.”

82



Table 5.1:

The majority of caregivers indicated that they are not adequately trained at the
institutions and felt that their care activities often exceed their skills. Caregivers also
have concerns that they are required to do the work of the nurses and ENAs but are
not paid nor trained to do so. A lack of medical information during care activities is
highlighted as a major concern. “Because | can’t do that alone, | need someone who
is going to explain to me about the medications because | must know exactly what
kind of tablet | am giving to” (Appendix B5, PP2).

It is evident that there is a misalignment between home-based care courses, the
care activities of the caregiver, and the type of care services required by the
recipient. Therefore, it is important to establish the care work (practices) of
caregivers in order to assist government, policy-makers, NGOs, and community-
based organisations (CBOSs) to align care services with the appropriate training. In
this regard, Mollica et al. (2017) explored the role of medical/nursing skills training in
caregiver confidence and burden. According to these authors, training and skills of
caregivers should include decision making, actioning, monitoring, adopting to
various needs, retrieving and reading resources, interpreting, reassuring with
practical and proactive care, providing care to ill people, and using the health care
system as best as possible. Table 5.1 shows the type of care work provided and the

recommended training for caregivers.

Practices of caregivers and recommended training

Type of care

Description

Recommended training

General Tasks related to maintaining general hygiene and | Basic training in home-based
grooming well-being of the client, including the grooming, | care

feeding, bathing, dressing, massaging, and diaper

changing
Medical- Tasks include wound dressing, treatment of | Basic first aid, medication
related tasks bedsores, taking urine samples, taking blood | administration, information

pressure, and administration of medication

access to information about
diagnosis and symptoms

Domestic-
related tasks

Tasks include making beds, cleaning rooms,
packing cupboards, collecting and folding of
laundry

Basic training in home-based
care

Educational
tasks

Tasks include planning and implementing daily
activities for CP, physically and mentally disabled
children

Attend workshops and training
for CP, physically and mentally
disabled children

Caregivers state a need for more education on caregiver training, and more public
education on hospice services. Government intervention, further education, training,
and coordination of public health services may help alleviate caregiver burden,

which will improve quality of life for both patient and caregiver (Mollica et al., 2017).
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Many caregivers admit that their care work often exceeds their training and that
most training is done in-house. Some admit that the institutions do not provide the
necessary training and skills, and that they felt inadequate when performing their
duties. As a result they would often seek information from peers and senior staff

when they require more information.

5.4 Theme 2: Caregiving challenges

Caregiving is a physically and emotionally taxing task and caregivers often face
many challenges on a daily basis. These challenges may be physical, psychological,
and even financial. However, literature suggests that many of the challenges of
caregiving are related to a lack of knowledge and training, which prevents
caregivers from adequately complete their caregiving tasks (Denham et al., 2018;
Galvin et al., 2018; Jukic et al., 2017; Lambert & Girgis, 2017; Lim et al., 2017,
Masuku et al., 2018). Many caregivers have expressed a need for more information
and training from medical professionals in order to address this problem. The
findings associated with the challenges of caregivers are mentioned in Chapter Four
(Table 4.3, Findings 2-10). Caregivers who participated in the study agree that the
task of caregiving has its challenges, which include physical and psychological
challenges, challenges relating to a lack of training, and challenges relating to
conveying information (Table 4.3, Finding 10). This finding is supported by Denham
et al. (2018) who confirm that health care workers (HCWSs) and caregivers have

expressed major needs and challenges in their daily caregiving tasks.

5.4.1 Physical challenges

In terms of physical challenges, some participants mentioned that lifting heavy
patients does have physical consequences for them, especially if they have not
received any training on how to lift patients properly (Table 4.3, Finding 3). ZP1
confirmed this by stating that, “There’s not much difficulties, just when the patient is
heavy... so you can hurt yourself” (Appendix B1). Those participants who are
involved in frail-care of elderly individuals highlighted that their most challenging
duties are those related to handling violent patients, which is physically and mentally
taxing and requires a degree of physical strength to restrain the person. Werner et
al. (2017) highlight that female caregivers are more exposed to and experience

physical aggression towards them.

Similarly, caregivers of mentally and physically challenged children stated that the
physical challenges often exceed their capabilities (Table 4.3, Finding 3). In this
regard, SP4 mentioned that, “Children that have a fit, different types, and you have

to handle each one in its own way” (Appendix B1). The physical challenges of the
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private caregivers are related to having too many duties placed on them, as they are
required to do domestic tasks such as house cleaning and cooking as well (Werner
et al., 2017).

5.4.2 Psychological/emotional challenges

Caregiver burden refers to the load carried by caregivers, which may be objective or
subjective (Adelman et al., 2014). Objective caregiver burden is described as “the
physical cost that the caregiver faces when caring for the patient” and is related to
the physical experiences of caregiving, whereas subjective burden is defined as the
caregivers’ perception of their responsibility and their role in providing care for the
recipient (Adelman et al., 2014:1054). Both objective and subjective wellbeing can
be emotionally and physically taxing on the caregiver (Adelman et al., 2014). Many
studies have been conducted on the emotional stress and burden experienced by
caregivers (Chen et al., 2016; Galvin et al., 2017; Jukic et al., 2017; Lambert &
Girgis, 2017; Lim et al., 2017).

Caregivers work very hard, often for much longer hours than conventional jobs,
which may lead to burnout. Some of the caregivers have expressed feelings of
discouragement, a general sense of hopelessness and in some cases, depression.
In terms of the psychological obstacles that impact on their caregiving duties, some
caregivers mentioned feeling emotional stress and burden (Table 4.3, Finding 4).
Participants ZP1, ZP3 and ZP6 related their emotional challenges to an inability to
deal with difficult situations, because of a lack of cooperation on the part of the
recipient and feeling that too much is required of them. This causes them to feel
“stressed” and experience feelings of burnout, because they do not know “how to
deal” with the situation. Chen et al. (2016) confirm that many caregivers report
feeling anxious and depressed, and are not able to function properly as a result of
this. When probed about why they think they have these feelings, most of the
caregivers related it to the lack of knowledge, information and a need for more
training (Table 4.3, Finding 4).

It is evident that most of the challenges faced by caregivers such as those related to
physical injuries and psychological burnout may be addressed if they receive the
necessary information and develop the skills required to deal with the situations.
This is confirmed by ZP7 who also mentioned that, “Sometimes it makes it difficult
for me yes, because | don’t understand what’'s going on around me... | can’t just

make the decision if | don’t know” (Appendix B1).
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In this regard, Masuku et al. (2018) mention that caregivers should be assisted in
the development of skills they need, which will lead to lowered experiences or
feelings of burden, stress, and distress. The emotional burden and stress
experienced by caregivers of young children are directly related to the lack of
support and information provided to them by the families and health professionals
(Lim et al., 2017). These responses indicate that a lack of knowledge on how to
‘handle’ the situation plays an important role in the challenges faced by caregivers
(Table 4.3, Finding 2).

5.4.3 Challenges relating to lack of information and training

Denham et al. (2018) researched the unmet needs of the caregivers of stroke
survivors and indicated in their study that, firstly, caregivers do not receive training
for all the care provided, and secondly, their duties exceed their training. This study
confirms that the lack of receiving training correlates with increased levels of stress
and burden, and this affects the caregiver’s ability to provide good care. The study
recommends skills training as a possible area of intervention to address this
problem (Denham et al., 2018).

Some studies in sub-Saharan Africa also investigated the physical and
psychological challenges of caregiving and needs of caregivers working in AIDS
care. Masuku et al. (2018) explored the challenges of primary caregivers in a South
African township. According to their findings, caregivers felt that their basic training
does not cover all their work activities and that they need more information. Findings
from this study also point to caregivers feeling they are not properly educated and

trained on delivering frail-care (Table 4.3, Findings 2-10).

Werner et al. (2017) found that caregivers who provide care to recipients with
serious chronic illness encountered many physical and emotional challenges due to
a lack of education and training. In terms of the physical risks of caregiving, ZP8 and
ZP4 expressed their concern regarding the physical risks of being exposed to sick
patients (Appendix B1). This risk is further exacerbated by the fact that caregivers
are not provided with information on the client's medical status (Table 4.3, Finding
7).

The lack of information and knowledge about medication, treatment options, signs
and symptoms of illnesses have emerged as some of the major obstacles for
caregivers to perform their daily tasks (Table 4.3, Finding 5, 6, 7). ZP6 said, “When
problems arise, like maybe someone maybe have a heart attack or... and maybe |

need to know more about the signs and the symptoms” (Appendix B1). The
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caregivers (SP3, SP4, PP3) also emphasised the difficulty of their tasks when they
do not know how to handle a patient and the situation (Appendix B1).

SP4 stated the following: “Children that have a fit, different types, and you have to
handle each one in its own way” (Appendix Bl). This is confirmed by ZP7 who
mentioned that, “Sometimes it makes it difficult for me yes, because | don't
understand what's going on around me... | can’'t just make the decision if | don’t
know” (Appendix B1). These responses indicate that a lack of knowledge and
training on how to ‘handle’ the situation plays an important role in the challenges

faced by caregivers.

5.4.4 Challenges relating to poor communication with client

Some caregivers also indicated that they experience difficulties when trying to
communicate important information to the client due to aggressive or difficult
behaviour. Caregivers who are involved in frail-care related their challenges to
difficulties when trying to communicating with elderly patients who are unable to
express themselves clearly (Table 4.3, Finding 10).

In this respect, one participant (ZP4) related, “Sometimes it's very hard; especially
when they’re trying to speak to you, then you can’t communicate because it's hard
for you to understand the person” (Appendix B14). Similarly ZP6 confirmed that, “It's
hard; all the new patients are very frail, they can’t speak” (Appendix B14). ZP10
stated that, “Some clients are good and some are okay and then you just have to
try, sometimes it’s hard but you just have to be strong” (Appendix B14). Some of the
participants (ZP1, ZP3, ZP6) stated that the obstacles they experience are related to
the lack of cooperation of the patient and an inability to deal with difficult situations
(Appendix B14). Private Participant 3 (PP3) stated that, “The challenges are co-
operation with the patient, that is the biggest challenge, because there are other

patients used to his family” (Appendix B1).

5.4.5 Financial challenges

Some caregivers were of the opinion that working in AIDS care has financially
impacted on them, whereas other caregivers indicated that a better salary with
benefits would alleviate some of the stress. Some participants (ZP8, ZP9, ZP13,
SP1) related that the information needs of caregivers are linked to being underpaid,
as they cannot afford to get further training. Similarly, ZP8 said, “The majority of
caregivers are complaining about money” (Appendix B16). SP1 mentioned the
following: “I think that they are not paid enough for the work that they are doing”

(Appendix B16). This finding supports the study of Moreno-Jiménez et al. (2006)
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who report similar findings. In summary, some of the major challenges of caregiving
may be alleviated with the provision of better training, more information, and
financial support to caregivers.

5.5 Theme 3: Unmet information need

As noted previously, information need refers to an individual or group’s desire to
locate and obtain information to satisfy a conscious or unconscious need (Taylor,
2008, cited by Isebe et al., 2017). Because the aim of the study was to explore the
information needs of caregivers, respondents were asked if they require additional
information to complete their tasks, and if the information provided to them is
sufficient to support their care activities. The overall sentiment shared by the
majority of the participants was that the information is not sufficient (Table 4.3,
Findings 2-10; Appendix B2). Some participants expressed their view of the lack of
information and how the “need to know basis” affects their ability to complete their
tasks properly.

Although the majority of participants (15 of 21) confirmed that they receive
information from their supervisors and managers, many felt it not to be adequate.
Participant ZP3 said, “If they give us... they don’t give us the full information”, while
SP5 emphasised, “It's not enough” (Appendix B2). Similarly, SP2 argued that, “It's
not enough, | would like to know more about how to deal with the child, because you
don’t know what that person needs right now” (Appendix B2). Some (SP4, SP5,
SP3, PP3, ZP7, ZP4) participants reported that they do not encounter any real

challenges in terms of the information provided to them (Appendix B2).

5.5.1 Need for training

Lund and Budlender (2009) report that despite the significant role caregivers play in
South Africa, many have received minimal to no training from government. The
majority of participants (14 out 21) argued that the lack of training is a major
contributor to the information needs of caregivers in South Africa (Appendix B15).
ZP10 said, “We must have training, you see we did the training, but we must do
more training” (Appendix B16). ZP9 argued that, “They can offer us like to do
courses or open up a college for nursing so that we can learn more about nursing”
(Appendix B16). SP3 stated:

“Like getting a better way to teach them for their intellectual development. |
think workshops and training. Yes, we do training with the Western Cape
forum and they teach us about different types of things but I think they should
elaborate, like they just give a brief description of something or what it's about
but | think we need it more in depth” (Appendix B15).

88



Findings indicate that caregivers need more background information before
attending to a client, and they need to the capabilities of the patient (Table 4.3,
Finding 7). A qualitative study by Hirakawa et al. (2011) on information needs and
sources of family caregivers of elderly home patients confirms the need for more
information on dementia, first aid and the availability of public long-term care
insurance services for such patients. The study also notes food and nutrition
information as a priority of caregivers and that they lack sources of information. This
view is supported by participant ZP5, “We must do first aid training... we need
training on anything, we need more information and they can give us workshops”
(Appendix B15). ZP7 confirmed, “First aid is very important” (Appendix B15).
Participant ZP8 argued that the information about the client was not enough:
“Information about the patient, the sister must give us the information about the

patient” (Appendix B15).

It is evident that caregivers feel they are not adequately trained and only receive
limited information from their care managers or physicians. Findings confirm that
caregivers who provide frail-care need more background information on the type of
illness, especially when providing care for dementia patients (Table 4.3). This
supports Hebert et al. (2007), who confirm that caregivers of patients with severe
dementia report a greater need for information on the spread of dementia and

dementia-specific care.

Some caregivers expressed a general need for more information and training to
handle emergency situations, such as heart attacks and seizures (Table 4.3, Finding
2). These findings support Galvin et al. (2018), confirming that caregivers do not
have enough information about crisis and pain management and express a need for
more medical information on the client. Furthermore, the study highlights the
importance of effective communication and information sharing between patient and
caregiver. Similarly, Leung et al. (2017) identify the information needs of caregivers,
which may inform organisations and agencies on providing disease and illness-

related information.

Caregivers also related that they do not have information on the physical mobility,
dietary requirements, and behavioural issues of the client while they attend to them,

which causes major difficulties in their caregiving tasks (Hirakawa et al., 2011).
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Figure 5.1: Modes of caregiving
(Source: Sterling, 2015:5)

According to Sterling (2015), the information needs of caregivers are dependent on
the different situations they find themselves in. This study confirms that caregivers
need skills for crisis management (emergency situations) (Table 4.3, Finding 2),
training in rehabilitative programmes (physiotherapy), medical background
information (type of illness, signs, symptoms, risks for caregiver, administration of
medication, blood pressure checking, urine sampling), physical mobility of
recipients, dietary information and behavioural issues (dementia, CP), information
about daily maintenance of recipients (wound dressing, bed sores, lifting patients),
and training on the use of assistive devices and medical equipment. Some of the
areas that are highlighted might assist in addressing the information needs of the
caregivers, including more information on medication (Appendix B5, ZP5; Appendix
B14, PP2); blood pressure, temperature, bed sores and nasal drips (Appendix B14,
ZP4); first aid (Appendix B16, ZP7, PP2, SP3, SP4); basic physiotherapy (Appendix
B16, SP2); and how to handle a client (SP2).

Sterling (2015) grouped the information needs of caregivers into three modes:
i) crisis mode; ii) care transition; and iii) maintenance mode. Caregivers are either
dealing with a crisis (emergency situation) in an assistive mode where the client is in
the transition or recovery stage (rehabilitative mode), or in a maintenance mode,

which entails trying to get through the daily activities and challenges (Sterling,
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2015). The information needs of the caregiver thus vary according to the mode and
situation the caregivers find themselves in (Sterling, 2015). The caregivers in this
study clearly expressed a need for more information and indicated areas they think
require improvement, although do not have access to this type of information.

Sterling (2015) offers some guidelines and confirms that caregivers need access to
the patient’s allergies and health history, family health history, immunisations and
test results. During a crisis, in addition to the previous information, caregivers need
to gather diagnosis or injury details, disease-specific information and care options.
During care transition or maintenance, caregivers need access to information about
instructions for performing caregiving activities and medical equipment. The
information needs for the maintenance mode includes information on long-term care
support, knowledge, and training on the use of assistive devices and medication

regimes (Sterling, 2015).

5.6 Theme 4: Caregiver information resources

Caregivers have been probed about the types of services, resources (Table 4.4,
SRQ 1.3) and information resources made available to them in order to further
understand their information needs. Resources are defined as “a stock or supply of
money, materials, staff, and other assets that can be drawn on by a person or
organisation in order to function effectively”, whereas information resources refer to
“a collection of valuable information generated by human activities” (Moshfeghi et
al., 2016:336). The term also includes related equipment, personnel, and capital
(Onyango, 2018).

5.6.1 Health care professionals

Some participants (SP13, PP2, PP3, SP1, SP2, SP5) stated that their main
information resources are from staff: their supervisors, staff nurse, medical
professionals, nurses, ENAs and the task teams assigned to them (Table 4.4,
Finding 11). PP3 stated, “I think | am being connected to a lot of sisters in charge
and nurses and with lots of them, | call them if | got a problem or whatever”
(Appendix B4). SP2 said, “The task team, we have a programme implementer, she’s
the one who gives us work and tells us we must do this and that and that. I'll go to
my supervisor” (Appendix B17). Caregivers prefer that the information provided to
them come from medical staff (Table 4.4, Finding 15) as it is much more interactive
and practical. Some caregivers use their own initiative and ideas when they do not
have sufficient information to complete tasks, whereas some rely on personal

experience gained over the years (Table 4.4, Finding 14).
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5.6.2 Internet

Secondary information resources include using the Internet to gain more information
(Table 4.4, Finding 13). SP2 stated, “I'll use my phone and | get information
(Appendix B17), while PP3 mentioned that, “I go on the Internet where | can go look
and check” (Appendix B17). However, there are participants who do not use
websites or the Internet to search for information (Table 4.3, Finding 3), such as
ZP10 and ZP12 (Appendix B17), whereas others (Appendix B17, ZP2, ZP3, SP3,
SP4) regard websites as the most useful source of information when they need
more information. In a cohort study by Basch et al. (2004), the use of the Internet to
obtain information on care recipients’ conditions was reported by 44% of caregivers,
and over 60% of caregivers received their information from health care professionals

and other caregivers.

Caregivers prefer the information provided by health professionals as it is a more
interactive and considered a more practical means of obtaining information,
“because they will give me more information, they will explain to me and the sister
will explain to me in detail” (ZP2, Appendix B17). Information obtained from the
personal files and “information from the family” (PP3, Appendix B17) are also
considered to be useful (Table 4.4, Finding 11).

Sterling (2015) developed categories for the information needs of caregivers and
how these may be aligned to the information resources available to them. In this
regard, the needs of caregivers may fall within one of the following six categories:
Access, Track, Manage, Coordinate, Connect, and Learn, as described in Table 5.2

below:

Table 5.2: Information needs of caregivers
(Source: Sterling, 2015:4)

Category Information needs of caregivers

Access Family health history, medical records, test results, medication lists, insurance
statements/bills, legal documents such as healthcare proxy

Track Immunisations, vital signs, blood sugar, weight, food intake, mood, rest, patient
location

Manage Medication administration, refills, and care plans

Coordinate Doctor appointments and referrals, in-home care and services, other family
caregivers

Connect With other caregivers, providers, family members, and friends

Learn About a diagnosis, disease, treatment, or the latest research
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Table 5.3 categorises the type of information that caregivers would need to manage

and access when they operate in the various modes.

Table 5.3: Information needs of caregivers in three modes
(Source: Sterling, 2015:5)

Category Crisis mode Transition Maintenance
Access Family health history, Medical records -
test results, medication
lists
Track - - Blood sugar, weight,
nutrition
Manage - Medication administration, | Medication and refills
care plans
Co-ordinate - In home care Doctor appointments and
referrals
Connect Family members Providers Other caregivers
Learn Diagnosis, disease Rehabilitative treatment Diagnosis

Categorising the actions of the caregiver may provide guidelines on the type of

information that should be made available to caregivers (Table 5.3).

The problem with ICT information resources is that accessibility to the Internet is
difficult and limited at the institutions. Caregivers do not have access to the Internet
and some do not know how to use the Internet. Secondly, some of the caregivers
felt it would be impractical to access information from the Internet during the day, as
they are required to be on duty all the time. For this reason, many caregivers rely on
the expertise of their colleagues and nursing staff who provide them with basic

information and practical training on caregiving.

5.6.3 Material resources

As previously mentioned, resources refer to “a stock or supply of money, materials,
staff, and other assets that can be drawn on by a person or organisation in order to
function effectively” (Moshfeghi et al., 2016:336). Besides a lack of information
resources expressed by caregivers (Table 4.3, Finding 9), a lack of material
resources was also mentioned. When probed about areas they think require
improvement (IQ 1.3.4), some participants (ZP8, ZP12, SP1, SP2, SP4, SP5)
mentioned that the equipment and devices needed to complete their caregiving
tasks are sometimes unavailable. Caregivers who provide care to children
mentioned a special need for material resources such as books, learning aids and

devices. “We need to get more stuff to work with the children, they need more
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equipment” (SP2, Appendix B15). Similarly SP4 mentioned, “We need more
resources... like unfortunately this place is too small, like different stuff for the
children to explore, like equipment” (Appendix B15).

Participants from the ATKV OAH were more concerned about exposure to illness
due to a lack of protective wear such as gloves, masks, aprons and resources like
cotton wool and disinfectants (Table 4.3, Finding 9). Caregivers felt they are at risk
of getting sick, especially when being exposed to a TB patient. ZP12 stated that,
“There was no gloves, so how do you work without gloves?”, while ZP8 said, “We
need aprons, masks — what is there — a lot of things...” (Appendix B15). Majumdar
and Mazaleni (2010) report that in addition to a lack of funding, caregivers also feel
the provision of equipment such as dressing, gloves, toiletries, linen, cotton wools

and sheets will improve their care work, but these are not provided to them.

5.6.4 Government resources

When probed about the availability of government resources and training
programmes, many of the caregivers (18 of 21) indicated that none are provided by
government (Table 4.4, Finding 16). ZP5 admitted: “Nothing like that, yes it's
important because it's just that a lot of people are in homes but | think the
government must come and see what's going on here” (Appendix B20). ZP7
similarly argued that, “They don’t provide us with nothing, but we would like to that
and that will be useful for us yes” (Appendix B20). Government should provide
caregivers with further training. “It will be very good if they provide that for us” (ZP9,
Appendix B20). As was said by ZP10, “the government should do it. Because you
want to learn more from other caregivers from other places, and we meet other

caregivers from other places” (Appendix B20).

The study also shows that caregivers are willing to undergo further training by
government, because there is a demand for trained caregivers: “People phone here
at all times here for a caregiver’ (PP1, Appendix B20). Mansfield et al. (2017)
explored the unmet needs of caregivers of people with dementia and confirmed that
they receive very little to no support from government and from the healthcare
system. The study suggests the planning and provision of rehabilitation interventions
(Mansfield et al., 2017). Kumar and Das (2017) report that many caregivers confirm
their frustration with the government processes, health programmes, lack of
information campaigns and misleading health messages. Chironda and Bhengu
(2018, 2019) highlight the many challenges faced by caregivers in South Africa and
establish that barriers for proper home-based care (HBC) include poverty, poor

access to basic health care, limited information, and the limited capacity within
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impoverished rural communities to deal with HIV infection in addition to poor support
from government and social services. Morton et al. (2018) recognise a need for
government-based interventions and training for caregivers in South Africa. Policies
for Community Home-Based Care (CHBC) should address the need for
standardised training programmes for caregivers, and provide a clear scope of
practice for caregivers to standardise their competencies and boundaries so that
they are equipped with multiple skills; In this regard, participant PP2 added that the
government should provide further training to caregivers:

“if our government in South Africa can open up some places where the people
can go and the caregiver and get more experience, then that thing will help us
a lot, or he can take as a student in school, if there is a centre that we can go,
and we can go and learn more about these things. We need government to
intervene in these things” (Appendix B20).

The participants from Sherwood Park (SP1, SP3, SP4, SP5) confirmed that they
received in-house training from the Western Cape Forum. SP4 said, “Partly, like the
task team, the Education Department, then come here and give us information”,

while SP5 mentioned, “Only Western Cape [Forum]” (Appendix B20).

Participants opined that they need the assistance of the public health system and
that government should assist communities in funding a CHBC system. Caregivers
also confirmed that they do not receive medical support such as accessing

medication.

5.7 Theme 5: Information sharing

Many sources describe peer education as “people of a similar level of education,
who are not professional teachers, helping each other and learning themselves by
teaching” (Kageyama et al., 2017:408). Peer education is considered an effective
means of bringing about continuous knowledge, attitude change and coping skills.
Caregivers admit to sharing knowledge with their peers, colleagues, managers and
supervisors, and in a sense, they have developed their own uniqgue community of

practice at their work places (Table 4.5, Finding 17).

Participant SP2 admitted: “Yes, me and my friend we talk to each other, in the
morning we will discuss, if | don’t know and then | can always go back and ask her,
we share information, | will ask the supervisor, it's a good thing and it helps me”
(Appendix B10). Similarly SP3 said, “Yes, we discuss this is what we did for the day”
(Appendix B10). ZP4 agreed: “I don’t know [but mostly we] go to the staff nurse or
the sister” (Appendix B4). PP1 confirmed by saying, “If | don’t know, then | know a

lot of people in the medical field and | will phone one of my ex-colleagues”
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(Appendix B4). PP3 mentioned that, “| am connected to a lot of sisters in charge and

nurses; | call them if | got a problem” (Appendix B4).

Caregivers also admitted that sharing information with peers is beneficial and
necessary, and it enhances care practices and alleviates challenges (Table 4.5,
Finding 19). In the traditional sense, such knowledge would have been accessed via
published best evidence, which may not provide the solutions to challenges faced by
caregivers in their day-to-day caregiving duties. Caregivers need to be able to
access a tacit knowledge base, drawn from the personal experiences, intuitions and
perspectives of other caregivers and health care professionals who face similar

challenges and problems (Reinders, 2010).

Pinto et al. (2012) view community caregivers as important sources of expertise who
act as liaisons between community members and medical care providers. However,
the growing reliance of health care systems worldwide on home caregivers has
exceeded research on their praxis. In other words, the communities of caregiving
practitioners, particularly in the informal sense, have not yet been provided with the
tools or the appropriate forums to combine and integrate their indigenous (tacit)

knowledge with technical knowledge of caregiving practices.

This integration is essential to alleviating caregiving challenges, which will ultimately
affect patient outcomes. Pinto et al. (2012) also recommend the development of a
framework based on community health care work to enhance caregiving services
and achieve improved patient outcomes. In addition, caregivers also require and
should have access to actionable knowledge such as the development of new
treatments, guidelines in caregiving, procedures and delivery practices as opposed

to just service quality and outcome measurement treatments.

5.8 Guidelines

From the findings, a set of guidelines are proposed, consisting of components that
could assist caregivers in their information needs and presented in the following
format: i) training; ii) information accessibility; iii) screening; iv) resources; v) support

services; and vi) peer information sharing.

5.8.1 Training
i) Institutions should provide comprehensive caregiver courses that are based
on practice. The training should incorporate home-based care, theoretical
knowledge of caregiving, practicalities of the work, medication administration,

and coping skills.
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vi)

vii)

viii)

5.8.2

ii)

Training and courses must adequately train caregivers in the three modes of
care (crisis, transition and maintenance).

Caregivers should be prepared for the physical challenges of caregiving,
such as lifting heavy patients, and trained accordingly.

Caregivers should be informed of the psychological and emotional impact of
caregiving on their lives, and provided with the necessary coping skills to
deal with situations. This could be done through regular workshops and
sessions where caregivers are allowed to freely discuss issues relating to
emotional burden, bereavement and coping.

Caregivers must receive training on the proper use of basic medical
equipment such as catheters and blood pressure monitors. This must be
based on practice, so that they are adequately prepared before
commencement of work.

Specialised training caregiver courses should be offered on chronic illness
and disease, frail-care, chronic disease care and childcare. Caregivers
should be educated about the challenges they will face when providing care
to patients with special conditions including dementia, Alzheimer’s, ADHD,
cancer, HIV/AIDS and CP.

Training programmes need to be standardised across the country to get all
caregivers on the same qualifications level in order to standardise salaries.
The care services and duties of caregivers should be clearly stipulated by the
employer or organisation before commencement of work so that caregivers
are aware of the extent of their duties and not become overwhelmed by
caregiver burden, burnout or stress.

Continuous onsite training: Caregivers should updated constantly by
employers and organisations on the latest developments in care services

and treatments.

Information accessibility

Caregivers must have access to background information of the client,
including medical history and current medical status. This information should
be provided to the caregiver before commencement in order to familiarise
himself/herself with the condition of the client.

Caregivers must have access to information on the mobility, dietary
specifications, temperament and moods of the client.

Access to the Internet must be made available to caregivers at the

workplace.
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5.8.3

ii)

585

ii)

5.8.6

Access to the Internet must be monitored by a designated senior health
professional to ensure that the information is understood by the caregiver
and applied properly.

Caregivers must have access to community health workers to encourage
peer information sharing. Information sharing may take place on a formal
basis through the introduction of workshops by health care professionals
(nurses). Informal information sharing should be encouraged among

caregivers and could be done on a daily basis.

Screening

Caregivers must be screened by the employer and/or organisation before
commencement of work to ensure that their skillset matches the care
services required.

Screening should cover the basic home care services and specialised care
services and aligned to the care service required from the caregiver.

Resources

To fulfil their care services, caregivers need to be provided with the
necessary resources and equipment, including protective equipment that will
minimise patient-to-caregiver infection.

Caregivers should be provided with gloves, aprons, masks and sanitiser on a
daily basis when attending to clients.

Information resources such as books and access to the Internet need to be
made available to caregivers when they need more information.
Organisations could stipulate specific times during the day when caregivers

are allowed access to resources.

Support services

Caregivers are in need of support services from the government.
Government should develop initiatives that provide emotional support
services to caregivers.

These services should include emotional support and coping skills to deal
with caregiver burden.

The government should provide better salaries to caregivers to alleviate the

financial burden of caregivers.

Peer information sharing
Peer sharing information should be encouraged among caregivers and with

their supervisors in order to alleviate information needs.
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59 Theaim

The aim of this study was to explore the unmet information needs of caregivers
during their work activities in order to identify and address the challenges of
information needs during the course of performing their duty.

To achieve this aim, it was important to determine the challenges, obstacles and
information needs of the caregivers. The information needs of the caregivers have
indeed been identified in this study. From the research conducted, guidelines were

proposed to assist caregivers in their information needs.

However, there are gaps in the information seeking and training processes of
caregivers. Institutions offering training should develop better programmes to equip
caregivers with the necessary information, skills and training so that they can
conduct their tasks. Caregiver organisations should consider providing onsite
training to caregivers if they lack the necessary skills. In this regard, government
may assist by recruiting healthcare professionals to provide onsite training and
workshops at the various organisations.

5.10 Conclusion

Chapter Five discussed the themes identified in Chapter Four, and elaborated on
how each theme is linked to the research questions of the study. The author
proposed guidelines to assist caregivers with their information needs. The proposed
guidelines can assist caregivers, institutions, organisations, and government to

address the phenomena being studied by adopting and enforcing the guidelines

properly.

The next and final chapter (Six) discusses the recommendations, reflections, and

research contributions.
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CHAPTER SIX: RECOMMENDATIONS, CONTRIBUTIONS AND
REFLECTION

In Chapter Six, the research questions are answered and recommendations are
proposed. The chapter discusses the contributions towards research and concludes

with research limitations and a reflection.

6.1 Answering the research questions

PRQ: What are the unmet information needs of caregivers in South Africa?

6.1.1 Research question 1

SRQ 1.1: What are the work practices of caregivers and their related information

needs in Cape Town, South Africa?

The present study shows that caregiver duties vary depending on the type of care
recipient they provide care for. Older patients who suffer from illnesses such as
dementia and Alzheimer’s disease have different care needs to children who suffer
from CP or other physical or mental disabilities. The tasks of the ATKV OAH
caregivers and the private caregivers are more focused on providing care and
comfort to the client on a daily basis. Their care recipients are mostly the elderly
who suffer from dementia or Alzheimer’s, or those who are unable to take care of
themselves due to old age or recovery after hospitalisation. The primary duties of
the caregivers are to provide comfort and care to these recipients on a daily basis.
Their daily tasks include basic grooming of the client, washing, diaper changes,
dressing, feeding, and attending to the daily needs of the client. Medical related
tasks include administration of medication, testing blood pressure, testing urine, and
providing basic wound care. Caregivers are constantly exposed to the client and
their tasks are physically more challenging as they are required to physically lift and
engage with clients at all time. Furthermore, these caregivers also perform domestic

duties such as cleaning the bedroom, packing cupboards and folding laundry.

The tasks of the SPSCC caregivers slightly differ, as the children do not spend the
entire day at the centre. Their tasks are centred on feeding and keeping the children
clean and occupied until they go home. The tasks of these caregivers are also
physically challenging, as caregivers are required to lift children and young adults
out of their buggies and into chairs due to physical and/or mental disabilities. The
caregiver tasks also include basic activities to keep the children occupied throughout

the day.
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6.1.2 Research question 2

SRQ 1.2: What are the factors affecting unmet information needs of caregivers in

Cape Town, South Africa?

This question is directly linked to SRQ 1.1 as the challenges of caregiving are
directly linked to the type of tasks performed by the caregivers. The study shows a
lack of information on how to deal with the care recipient as the biggest factor

affecting the unmet information need of the caregivers.

6.1.3 Research question 3

SRQ 1.3: How are information resources made available to caregivers in Cape
Town, South Africa?

From the research, it is evident that limited information resources are made
available to caregivers and that they rely heavily on information obtained from
colleagues, other health care professionals, and the family of the recipients.

6.1.4 Research question 4

SRQ 1.4: How do caregivers obtain/access alternative sources of information

necessary for their care activities in Cape Town, South Africa?

From the research, it is evident that the majority of caregivers rely on the expertise
of their fellow caregivers and other health care professionals. All three cases
confirmed that information sharing is very important and a primary source of
information to caregivers in the study. Other sources such as the Internet were

identified as a secondary source of information.

The study answered the primary research question and achieved the aim set out at
the beginning of the research. The study confirmed that caregivers face many
obstacles, which are related to a number of physical and emotional challenges as

well as those relating to training and information.

Caregivers in this study confirmed that they experienced major challenges due a
lack of information and training. The most important factor causing this lack of
information is the inadequate caregiver programmes and training provided at HBC
institutions. The study confirmed that a misalignment exists between the information
and training provided at the institutions and the care services needed from
caregivers. Caregivers also related that inadequate training could be attributed to

them not having the necessary skills to perform the tasks required of them, and this
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leads to caregiver burden and burnout. Secondly, the study confirmed that the
information received from family, supervisors and administrative staff is sometimes
insufficient in supporting work caregiver activities. A lack of background and
disease-specific information was specifically highlighted as a major information
need. In terms of resource availability and accessibility, a lack of resources was
cited as a major challenge to caregivers who need more information. In addition,
caregivers who do not receive any support from family members and the community

at large, have to endure economic and financial strain.

6.2 Recommendations

The results of the study point to various gaps in the information needs of caregivers.
Organisations need to follow the guidelines as described in Chapter Five. In order to
resolve these gaps, the study offers the following list of recommendations.

6.2.1 Information and training

i) The development of better home-based care (HBC) modules at institutions

i)  The recruitment of professional nurses to assist volunteer caregivers in terms
of training

iii) Organisations need to provide caregivers and staff with on-going in-service
training and education

iv) Caregivers need to receive adequate education and training on the holistic
management of disease-specific care such as AIDS, HIV, dementia and
Alzheimer’s disease

v) The study recommends that the direct informal caregivers (DICGs) should be
provided with information on infection control and basic medical care in

addition to counselling

6.2.2 Caregiver burden

i) Provision of continual psychosocial and emotional support to caregivers

i)  Provision and appointment of staff or mentors with counselling skills who are
responsible for the emotional and psychological welfare of caregivers

iii) Reduction of workload placed on caregivers

iv) Provision of counselling to caregivers to alleviate caregiver burden

v) Debriefing of caregivers after a stressful experience

vi) Identification of caregiver burden through regular screening to prevent
burnout

vii) Evaluation of caregiver coping strategies, and encouraging caregivers to
take care of themselves
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6.2.3 Resources
i) Revision of the allocation of resources at organisations
i) Prioritising the purchasing and allocation of resources such as gloves, as

well as compiling motivations to potential funders

6.2.4 Financial support
i) Providing better salaries or incentives to caregivers

6.2.5 Government
i) Government needs to provide trained counsellors to staff at caregiver
institutions
ii) Encouraging increased communication and coordination between the public
health care facilities and the community in order to facilitate service utilisation
for the caregivers
iii) Encouraging social care decision makers to design strategies that address

the needs of caregivers of PLWHA

6.2.6 Future research

The findings of the research may open the doors to more unanswered questions
such as, “How can caregiver training be standardised in South Africa”, “How do we
ensure that care services and aligned to the information needs of caregivers?” and
“How will caregiver burden be alleviated for caregivers in South Africa?” Thus,
further studies on the information needs and challenges that caregivers face are still

very necessary in South Africa.

6.3 Contributions

Caregivers are considered a source of untapped knowledge. The nature of their
work allows them to build a bank of experiential knowledge. However, they are
unable to access a larger tacit knowledge base drawn from the personal
experiences, intuition, and perspectives of other caregivers and health care
professionals who face similar challenges and problems, due to a lack of information
sharing and management. Due to technical and operational reasons, this specific
type of health care knowledge is not accessible to caregivers. Findings from the
study may encourage policy makers and government to develop collaborative
programmes and initiatives for health care professionals, government, institutions,

organisations, and caregivers to ensure better knowledge sharing.

Although two conceptual frameworks — Community of Practice (COP) and

Knowledge Management (KM) — were discussed in literature (Chapter Two), neither
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of these frameworks are used to address the information needs of caregivers. These
frameworks may provide guidelines on how caregivers could gain and share
actionable knowledge such as: i) the development of new treatments; ii) guidelines
in caregiving; iii) procedures; and iv) delivery practices, as opposed to mere service
guality and outcome measurement treatments. Knowledge management (KM)
should develop strategies to acquire the tacit knowledge of formal and informal
health care professionals and caregivers in order to improve and achieve a better
quality of life for the care recipient. The NHD is in the process of proposing new
arrangements that will focus on formulating the work of informal community care
workers (caregivers) through the integration of their work into formal health facilities
of the communities they work in. In addition, it has also been proposed that NPO-
based community caregiver programmes continue to operate alongside the outreach
teams in such communities, thereby exposing informal caregivers to a range of

training and informational workshops.

6.4 Contribution to Information Technology

Information is the most important tool for a caregiver. Without it, proper care cannot
be provided to the recipient and decisions regarding their health cannot be made.
This research identified the importance of managing the information of caregivers. It
is therefore suggested that the human factor related to the provision of information

be researched further.

6.5 Limitations of research

The research followed a multi-case study approach, limited to two NGOs, namely:
i) the Sherwood Park Special Care Cente; and ii) the ATKV Zonnebloem Old Age
Home. Three private caregivers with no affiliation were also part of the study.
Interviews were conducted with 21 participants, ranging from semi-trained
caregivers to fully trained caregivers. The study was based in the Western Cape
Province on South Africa. A number of research limitations were identified. The
research results are as accurate as possible and the findings formulated are based
on the analysis of the 21 participants’ answers. Due to the research conducted using

three case studies, generalisation of findings to all caregivers cannot be done.

No major challenges were presented during the interview process and caregivers
were eager to participate in the study. Although caregivers answered the questions
to the best of their knowledge, ability and experience, some of them declined
answering certain questions, as they believed that their work might be in jeopardy

despite the fact that the author confirmed the confidentiality of the responses.
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6.6 Reflection

In retrospect, | feel that caregivers play a major role in providing care to those who
are unable to care for themselves. They are often the first, last and sometimes the
only person the recipient interacts with on a daily basis. They are compelled to deal
with the moods, tantrums and emotions of the recipient on a daily basis, yet they do
so with a smile and a gentle hand. Caregivers go well beyond the call of duty, and
despite the financial constraints placed on them, they become emotionally invested
in the recipient. When the recipient passes on or the caregiver is removed from
employment, the caregiver experiences a form of bereavement, and more often than
not, the caregiver does not have access to support structures to cope with this

bereavement.

| have developed newfound respect for these men and women who dedicate their
lives, and sacrifice their families and time, to provide care for the sick, the fragile,
and the elderly. Despite the negative effects of caregiving, my experience with
caregivers has also demonstrated that many caregivers find a deep sense of
fulfilment in their work. | hope that this research will encourage government and
policy makers to provide better support structures to caregivers who, to some
extent, have become the backbone of home-based care in the country and all over

the world.
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APPENDIX A: INTERVIEW

w

‘ Cape Peninsula
University of Technology

Semi-structured-questionnaires

Interview schedule:

Introductory remarks: South Africa has a large community of caregivers who provide care
to members of the community who are too ill or unable to care for themselves. These
informal caregivers usually lack adequate knowledge and access to information about
caregiving practices. This study is investigating the information needs of informal caregivers
in South Africa and the related challenges faced in their caregiving tasks.

The aim: The study aimed to explore the unmet information needs of caregivers in their work
activities in order to identify and address the information need challenges during the course
of performing their duties.

You are kindly requested to answer the questions listed below in good faith. Your responses
will be used specifically for the purpose of this study only and they will be treated with the
highest degree of confidentiality and privacy. Also, participation in this interview is voluntary
and guarantees anonymity as well as autonomy of participants willing to participate in this
research study.

Participant’s details

Name: Date:
surname: Contact No:
Position:
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SECTION A: DEMOGRAPHIC INFORMATION

Please tell us about your NGO/company.

Tell us about yourself, experience, education etc.

What are your daily tasks?

SECTION B: QUESTIONS

PRQ: What are the unmet information needs of caregivers in South Africa?

SRQ 1.1: What are the work practices of caregivers and its related information needs in Cape
Town, South Africa?

1Q1.1.1 Please explain the major obstacles you experience during care giving activities.

1Q1.1.2 What challenges do you encounter in terms of the information provided to you by the task
team/co-ordinators?

1Q1.13 In your opinion, is the information sufficient to support your work activities? In what way is
the information provided sufficient or why do you think it is not adequate?

Q114 What do you do when you do not have enough information to attend to a client? Assuming
you do not have enough information for your work activities, what will you do?

1IQ1.15 In your opinion, does/will the lack of adequate information affect your work activities as
caregivers? Please describe how the lack of adequate information affects your work
activities as caregivers.

Comment:

SRQ 1.2: What are the factors affecting unmet information needs of caregivers in Cape Town,
South Africa?

Q121 Please describe the information you require i) before and ii) during the course of
attending to a client.

1Q1.2.2 What type of information do you have access to during your caregiving activities? How do
you get access to this required information during your care giving activities?

1Q 1.2.3: Can you describe any difficulties experienced when trying to get the information that you
need for your work activities?

1Q 1.2.4: Do you share information about your caregiving experiences with other caregivers and
care co-ordinators? How do you go about sharing information with other caregivers?

1Q 1.2.5: In what ways has the experience of information sharing amongst other care givers
affected your work activities?

Comment:
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SRQ 1.3 How are information resources made available to caregivers in Cape Town,
South Africa?

1Q 1.3.1 Please tell me about your daily work activities routine/programme and explain the steps
you follow during your work activities.

1Q 1.3.2 How often do you need to seek additional information or advice to carry out your work
activities? Can you give me some examples of such a situation?

1Q 1.3.3 How is important information communicated between you and a client or the guardian of
your client?

1Q 1.3.4 Can you describe any aspect (areas) of your work that you think requires any
improvement? If yes, can you please describe these?

1Q1.3.5 Based on your experience, can you suggest ways to improve information needs for care
giving practices in South Africa?

Comment:

SRQ 1.4: How do caregivers obtain/access alternative sources of information necessary for
their care activities in Cape Town, South Africa?

1Q1.4.1 What alternative sources of information are available to you when you need information
about caregiving activities?

1Q1.4.2 Which of these sources are most useful for your work activities as a caregiver? And why?

1Q1.4.3 What are your experiences of interacting with these sources of information?

Q1.1.4 Does the government provide you with any training on information resources relating to
your work activities? If yes, please explain how, otherwise, why not?

Comment:

Thank you for your time and patience in answering the questions. Your contribution is highly

appreciated.
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APPENDIX B1: PARTICIPANT ANSWERS FOR IQ 1.1.1

ZP Zonnebloem
PP Private
SP Sherwood

IQ 1.1.1: Please explain the major obstacles you experience during care giving activities.

Participant | Answer
ZP1 e There’s not much difficulties, just when the patient is heavy
e So you can hurt yourself, and that’s the only difficult | see
e Feeding also and the patient can’t eat properly so you have to give them small
portions and that’s also a major thing
ZP2 e Yes, sometimes | find things which are difficult during the day
o If a patient have a wound and first | didn’t wanted to do that, it's not my job but now
ZP3 e Yes, there are difficulties
e The patient don’t want to take the medication, and you have to talk to them to take
the medication, because if they don’t take it then they will not be okay
ZP4 e There is not really major issues from my side
e Sometimes there is something wrong, which we don’t really know of because we
don’t get the training that we need
ZP5 e Every day there is a challenge
ZP6 e Just the lifting of patients and the negative of that is that you get back problems
e When problems arise, like maybe someone maybe have a heart attack or... and
maybe | need to know more about the signs and the symptoms
ZP7 e Sometimes it is very difficult to work when your one partner don’t pitch up for work
¢ Difficult to work alone with the whole pile of people because you need to care for
them and you need to shower them
e Some people is bed ridden and they need to be kept dry constantly
e They have bed sores and then there are people that need to be turned every
second hour
e Sometimes it makes it difficult for me yes, because | don’t understand what'’s going
on around me
e | can'’t just make the decision if | don’t know
ZP8 e You need to have nerves of steel to do this kind of work because you get different
types of patients
e You get violent patients
e Patients who just want to stay in their environments, you can’t get them out of their
environment
ZP9 e No, | don’t find difficulties as a caregiver
ZP10 e The most difficult thing is that sometimes you work with the patient all by yourself,
and then you work alone on the second floor and then there is nobody to help you.
A patient example like Mr Griffiths, for him we will need three carers to lift him, so
it's difficult
ZP11 e The most difficult thing is that sometimes you work with the patient all by yourself,

and then you work alone on the second floor and then there is nobody to help you.
A patient example like Mr Griffiths, for him we will need three carers to lift him, so
it's difficult
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ZP12

Yeah, and when | need some information then | just go to my staff nurse

ZP13 No difficulty
Yes, there is, there is a big personal thing, because it’s like you play hide and seek,
| don’t actually get to see the information and | don't, It's like a big a game you play
hide and seek, | don’t know why
PP1 We didn’'t experience many problems because we had this health forum which we
can go to and we can discuss monthly problems
Need to see who is available for what, and that is important
PP2 Yes, | am doing the job of two people or three people
Old patients they need more care than other ones
| must see how is she
PP3 Yes, it's a big difficult task
The challenges are co-operation with the patient, that is the biggest challenge,
because there are other patients used to his family
SP1 Me — there’s a lot of challenges
Not only money
The child does not come in with the same mood every day because each child
comes in with a different — with a different — issue...
You need to balance yourself to meet that child’s
You see challenges, you don’t get results immediately
SP2 Some of the children are a bit heavy
There’s only one that can talk
SP3 For me, no
| would like to have more ideas of work
How to handle a child
SP4 You now everyday has a different challenge
Like how to handle the situation
Four different people or children that have a fit, different types, and you have to
handle each one in its own way
SP5 No, not really

The over twenty ones, they actually don’t understand, so they don’t take much in,
they can’t absorb anymore, they are over forty, and they can’t take in information
anymore, because the concentration span is low

Yes it is, because | have to do everything with them together, | have to take their
hands
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APPENDIX B2: PARTICIPANT ANSWERS FOR 1Q 1.1.2

1Q 1.1.2: What challenges do you encounter in terms of the information provided to you by the
task team/co-ordinators?

Participant | Answer
ZP1 e We face a lot of challenges, because we don’t know what to expect
ZP2 o -
ZP3 o If they give us, sometimes they give us information
e The other shift they give us the information
e They don'’t give us the full information
e Because you don’t know what that person needs right now
ZP4 e Not really, because everybody does their work, so if the ENA is not here then we
have to fall in their place
e We can’t do that like clean the wounds because we are not supposed to do that
e Other challenges that we also face but we do not have the right equipment
ZP5 e | had a lot of challenges
e Every day is a challenge and you don’t know what is going to happen during the
day
e You get a heart attack or and then that’s the challenge
ZP6 e Sometimes it is challenging
e Like maybe she has water that is coming out and then you have to work with her
like if you touch there then it will burst there
ZP7 ¢ No, they give you the information that you need to know and they assist you in that
way
ZP8 e Yes, that information is enough, yes, but sometimes it doesn’t happen
ZP9 e Yes, because sometimes | feel like | am wearing this uniform and, the nursing
uniform but | don’t have enough experience as a nurse
ZP10 e No, our one, everything is there for us because even for those who are in the
wheelchair, you tick it, we have everything
ZP11 e No, | do not think it is enough. They are actually supposed to give us more
information, like maybe someone has Alzheimer’s, then those who come for
training don’t know how to treat such a person and strokes, things like that. | know
how to handle that type of thing, but there are those who do not know how to
handle this because they do not have the training
ZP12 e It's generally there
ZP13 e Yes, there is, there is a big personal thing, because it’s like you play hide and seek,
| don’t actually get to see the information and | don’t know why they are so personal
about it
PP1 e Not everybody is inclined to do everything, not all caregivers
e Not everybody is inclined to do the dressing
PP2 e Itis when you don’t have a computer and some of this information, we are getting it

from the network, from the social network Google now, so that one is a challenge
for me

Sometimes | don’t get the information because | don’t have the time to go for the
workshops now
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PP3

No, it depends if he can speak and if he is cooperating, that they can speak
themselves but others they don’t

We expect all the information from the parents, from the family

SP1 Yes, because not really, | mean — information is never really enough, you’ll always
get more information
Also sometimes you go to a workshop the same workshop every year, new
information gets added to each workshop that they go to every year
If they give you a task, and then you feel that the time is not enough for you to
master that particular thing

SP2 It's not enough
| would like to know more about how to deal with the child
I'd like to know what to really do with this child

SP3 No

SP4 Yes, sometimes it is enough, like how to handle somebody that is in in a -- in a
strong mood, like they say tantrum...

SP5 No, it's not enough

No, because we are short staffed and any difficulties, we just take it like that

During the day we can’t ask anything because we are working here really long,
because the child must trust you and you must trust that child, because you will
know what he’s like and know him properly
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APPENDIX B3: PARTICIPANT ANSWERS FOR IQ 1.1.3

IQ 1.1.3: In your opinion, is the information sufficient to support your work activities? In what
way is the information provided sufficient or why do you think it is not adequate?

Participant | Answer
ZP1 e Sometimes it is enough
¢ We need to get more information about what we need to do
ZP2 e Yes
e We might need a bit more
e Tell us about the patient, like what happened to the patient and more in detail
ZP3 e No, it's not enough, because there are other things we don’t know
e There are a lot of challenges
ZP4 e No
e We do not get a lot of information
e Alot of people here with different types of sickness
e We would like them to tell us that
e We dont actually know what to do
e We should know more then we can do better
ZP5 e Yes, it's enough
e They explain to you what you need to do
e We need more because everything changes outside, people get wiser outside
¢ SO0 we need to upgrade
ZP6 e No, not really
e It's not a carer’s duty for that task; maybe it's someone who has a higher job than
that task
ZP7 e No, it's very difficult, because it is not always the same you see
e They will tell you, that the client is always right and you will just have to continue
doing
ZP8 e Yes, information is enough
e Sometimes it doesn’t happen
e They don't tell you that that patient is sick
ZP9 ¢ No, the sister who is in charge and the staff nurse, they learn (teach) us a lot of
stuff, like working with sores some people have bed sores and so on, but some of
them they learn (teach) us how to do those things
ZP10 e No, our one, everything is there for us because even for those who are in the
wheelchair, you tick it, we have everything
ZP11 e No, | do not think it is enough. They are actually supposed to give us more
information, like maybe someone has Alzheimer’s, then those who come for
training don’t know how to treat such a person and strokes, things like that. | know
how to handle that type of thing, but there are those who do not know how to
handle this because they do not have the training
ZP12 e Yes
ZP13 ¢ No, It is not enough, because if you can be more open to me and be more open to

me and come to me with a righteous heart, then | think that everything will be better
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PP1

Yes
But if you think back twenty two years old, we didn’t go for revision for a long time
| think we need more of an upgrade there

PP2 No it isn’t
| need to learn more, but this is very risky to work as a caregiver
When you know that you do not have the full information about the job
It's very difficult for somebody who doesn’t have when you are facing this old lady
I need to have my own knowledge and my own qualifications about this job
PP3 Yes, it is enough
But still there are things that you discover on your own as you are working, because
the family they can tell you that the patient he has got this problem
Maybe as you are working with the patient you realise that maybe it is not the
problem that they were telling you
If there is a bit of information and | can’t do much
If | try to talk to the family about the patient and | can’t get information, then it's
another big challenge
SP1 No, not really
We always need more because we always get new children
Need more information
SP2 No, it's not enough
I'd like to know what to really do with this child
Because there is something more that you can do for the child
It's better to learn more
SP3 No, | don’t think it is enough, like they give you something and then you have to
elaborate on it though
| want to have more activities
More ideas of how to further develop their skills
SP4 No, you can have a vast pool of information and that information will not be enough
because there will always be more
Yes, sometimes it is enough, like how to handle somebody that is in a tantrum
Enough is never enough
SP5 No it's not enough

Look, they mostly work with the young kids, | work with the over twenty ones,
because | don’'t work there anymore, because they have other teachers there with
the small ones
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APPENDIX B4: PARTICIPANT ANSWERS FOR 1Q 1.1.4

IQ 1.1.4: What do you do when you do not have enough information to attend to a client?

Participant | Answer
ZP1 e The sister in charge will find ways and means
o Sister help us through and fix the problem
P2 e The sister or the staff nurse in charge
o | will ask one of the carers or
e I'll go ask for help
ZP3 e | ask for help
e There are a lot of challenges
P4 e | don’t know
e Go to the staff nurse or the sister
ZP5 ¢ | go to the sister, staff nurse, then ENAs also
e Then they will see to the problem and they will come and show us
e We need the information
e They can give us more training
ZP6 e Then | go for assistance
o | call for assistance from the staff nurse or the sister in charge
ZP7 e | talk amongst my other colleagues
e We brainstorm and look for a solution
ZP8 e The sister or the staff nurse is, or the one who is in charge
e | go to Sister [name deleted] that is where | get my information
e Maybe the night people
ZP9 o | feel ashamed, | can’t do anything, then | will ask the sister because she has more
experience and so on
ZP10 e | always ask my partner, say for instance like you see there are those people who
are new, yes, another caregiver, because we are two or three on a floor, because
we don’t work the same, and then we have our points and our strong points, then
you say you're gonna help me make the bed and you are good with certain people
ZP11 e | will go to the staff nurse and | will ask her to give me a bit more, but here at
Zonnebloem, they do not really give us more training. They will always tell me,
[name deleted] can’t you figure something out or the ENA will say let's use your
insight, she is the ENA, she should be telling me and | shouldn’t be telling her
ZP12 e Yes nurses and sisters
e | don’t go on websites
e Yes, there are books
ZP13 e We will have a lack of getting better, a lack of understanding, a lack of
communication and there won’t be prosper then
PP1 e If I don’t know, then | know a lot of people in the medical field and | will phone one

of my ex-colleagues | will phone one of my ex-colleagues

Sometimes there is not enough

We ask for as much questions as possible to the relatives

We observe on our own and we see what the client’s needs and that’s important
It is about what that patient needs
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PP2

| have an assistant, she is available and explain to me something which | don’t
understand

When she is sick | phone them

PP3 | am connected to a lot of sisters in charge and nurses
| call them if | got a problem
And ask the family
SP1 They do ask us for our input for whatever we need
We'll ask them and they’ll have a meeting with the carers for what their needs are
SP2 | talk to my colleague
Sometimes | use my own ideas
| sit with the child talk to them and maybe give them something to do
SP3 | go to Google
I'll speak to another carer and find out if they don’'t have a different idea or a
different view on the situation or the challenge that | am facing
SP4 | ask for assistance
My co-worker, or my supervisor
| use my own initiative
| trust their vision and they obviously have better experience than myself
SP5 We have a programme implementer

Use your own mind and use my own ideas
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APPENDIX B5: PARTICIPANT ANSWERS FOR IQ 1.1.5

IQ 1.1.5: In your opinion, does/will the lack of adequate information affect your work activities
as caregivers?

Participant | Answer
ZP1 e Yes it will
e If you didn’t tell me enough about the patient and I’'m going to the patient, and I'm
doing what you told me to do, but it doesn’t help —it doesn’t help at all
e So that is lack of information, because | did it the way you wanted to do it and then
it doesn’t work, then | am in the wrong
e Itis a problem
ZP2 e Yes, it will affect my work if they don’t tell us how and tell us on detail, like the
information they give me it’s too little now | go and do my own thing
ZP3 e Yes
ZP4 e Yes, | think if we should know more of how to go about it
e In terms of medical history, doing what the ENA does or what the staff nurse does, |
think it will help more actually
e Then nobody will sit around wondering and will just do what they need to do
ZP5 e Yes, because people’s lives are at stake
¢ Medical information I think is the first thing we must know
e To know about medication will be a good idea - we know what to do if they have
pain, for instance
ZP6 e Yes it would
e When you don’t know, what could happen?
e Like maybe while | am bathing, then | need to know the right leg or the left leg, he
can’t stand or whatever
ZP7 e | don't think it affects my work because | ask around if | don’'t know anything
e | ask my colleagues and staff because | don’t understand
ZP8 o Definitely yes, because | cannot go to a patient and | don’t know what is going on
there
e | put myself and the patient at risk, because | don’t know what types of illnesses
that patient has
e Theydon't tell us
o If we don’t even know if the people have contagious sicknesses that we are able to
pick up here
e There was no communication about the sickness of the patient
ZP9 e Yes
ZP10 o | think it will be very difficult, very difficult, because you will think that you will do it
right, but then you don’t do it right
ZP11 o Yes
ZP12 e You never do your best, because at the end of the day, and it could save a life and
to lose someone just because you didn’t have that knowledge, it's a terrible feeling,
because you could have had the information, but you don’t have it
ZP13 e Yes, definitely, emotionally, | feel like getting up for work, there is nothing that |

could look forward to and | feel more tired than
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PP1

Yes it does, because if you don’t know how to handle people, then you won't be
able to handle the clients

That’s also why people drop out sometimes because they feel | can’t handle it

PP2 Yes, because | can’t do that alone
| need someone who is going to explain to me about the medications because |
must know exactly what kind of tablet | am giving to

PP3 Yes, if you know nothing about something, you cannot work exactly the way you
are supposed to work, because you don’t know nothing, especially the medical stuff

SP1 Yes it will affect our work
A lot of times the parents can't tell you a lot, then that is why we require from the
doctor

SP2 Yes, because | would like to know more
Because it is too little

SP3 No, I'll just go on Google and see what it’s all about and then | will implement it

SP4 Not in so many ways

SP5 | don’t think so
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APPENDIX B6: PARTICIPANT ANSWERS FOR 1Q 1.2.1(l)

1Q 1.2.1(i): Please describe the information you require before attending to a client.

Participant | Answer

ZP1

e What would you like to wear today?

e What would you like to do today?

e Do you go to the toilet by yourself?

e Do you eat by yourself?

e Do you drink fluids by yourself?

¢ All that things you need to find out before we start working on our patients

ZP2

¢ | need to know the patients

e Like more about the patient

e Who the patient is

e What is wrong with the patient?

¢ | need medical background, like in the file

e | will look in the folder

e Or will ask the sister or the staff sister and | will ask

ZP3

patient or client

ZP4

e |It’s just how you treat the person
¢ Basically how to handle the clients

ZP5

¢ No | don’t have anything else

morning?
o | will ask how they are feeling

ZP6

e What is the patient’s name?
e Go to his file and see what diseases he has

ZP7

during the night
e Maybe some people had the stomach bug

the day
e Such things over Handover and who is going for the doctor/s appointment

ZP8

e They should tell us that the patient has this or that illness

ZP9

from and about the client

ZP10

e First you greet them, you must make sure if the person can walk
e Ask her what does she eat

don’t deal with medication
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e You have to, sister or nurse have to tell you what you are going to do with that

e | will come in by the door, knock on the door and wait for them to tell me to come in,
and then when | approach her | will say good morning and how are you this

e We need to put our attention on because those were the people that were restless

e Some people didn’t sleep well and maybe that is why they will be sleeping during

e | need to know if this person has any sicknesses like any illness and what kind of
sickness he/she has because, what kind of person she is and where she comes

e She got allergies or something like that or does she take a shower or what. We




ZP11

What he needs and who he is and he is so-and-so and he comes from so-and-so,
and then she will tell me that he is on that type of medication and that | need to
make him feel comfortable, and then I'll take him to wash. The first thing | need to
see if he has bed sores, maybe he comes from home, so we don’t know and then
we call sister afterwards and tell her that the man came with that bed sores

ZP12 His illness for number one. Let’s be honest, some of them are very difficult. You
need to get their pattern you know, their likes their dislikes, what are you going in to
with this person. We need mostly medical which we get it from the files

ZP13 | think | feel, | should be told that this is the turn over, and that this is what
supposed happened last night and where you should catch up, which it is not being
(done), nobody said nothing, you just have to see and smell and know by your own
or figure it out by yourself

PP1 I'll ask the relatives, give me a bit of a feedback
What is the condition?

How is the health?
The client’s manners

PP2 I come in the morning and If she’s not responding then | have to go to see her
I need to find out everything today
I must make sure that she is fine

PP3 I have to know what time he eats
I have to know what time he gets out of the bed
He must have a protocol
The family they sometimes they have got their own way in which they want things
to be done and | have to know it
The problem of the patient, how it started
How he is cooperating
The body signs

SP1 How they are feeling

SP2 Yes, | want to know about his background
What kind of disability?

What kind of food he can’t eat
If he is on tablets and how to give it

SP3 Get like a review
Past review or mini-report, of how the child has progressed and where the child is
at
Medical information
If you were unable to speak and then you learnt a few words

SP4 I need to know the diagnosis of the child
The obstacles that hinder the development of the child

SP5 I have to look for scratches and marks

See of the child is not hurt or anything
And tells us how much medication we must give because he is getting the fit
It is very important to know what you are dealing with
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APPENDIX B7: PARTICIPANT ANSWERS FOR 1Q 1.2.1(1)

IQ 1.2.1(ii): Please describe the information you require during the course of attending to a
client.

Participant

Answer

ZP1

What would you like to wear today?

What would you like to do today?

Do you go to the toilet by yourself?

Do you eat by yourself?

And do you drink fluids by yourself?

All that things you need to find out before we start working on our patients

ZP2

Yes, | need personal details
Why are they like that?
Like why does she have dementia?

ZP3

Information for the client like what happened to her
Record keeping

ZP4

Need to know what type of person we are handling
If it's a frail care person

Or a person that can help them

So we would know how to go about it

ZP5

Medical information we get from sister

ZP6

I go check what type of food he has

What he wants to drink

Do his bathing and all that

I need to know does he have a Kimbie (diaper)?
Does he go to the toilet himself?

Can he stand?

Can he lift his body up?

ZP7

What kind of sickness that person has

What kind of person that person is, like is he grumpy, easily agitated?
| want to know what | am getting myself into

How do | like calm that person when they are in a situation?

That she’s maybe got a sickness

ZP8

I want to know what kind of diseases the patient has
What kind of tablets they are on

ZP9

Sometimes | ask them, but sometimes they can’t answer you, but | feel like we
need to be informed about everything about that client, because | feel it is very
important because at the end of the day, then we are the people that is working
with that residents for the rest of their lives and as long as they are here — until they
die. So | feel it is very important for us as caregivers, | don’t want the other people
who are higher than us that they must think little of us and must also inform us
about what is going on, because | feel at the end of the day, we are the people who
are working with the residents and we need to know what is going on in that
person’s life

ZP10

If they are able to walk?
The way of getting into the bed
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ZP11

What he needs and who he is and he is so-and-so and he comes from so-and-so,
and then she will tell me that he is on that type of medication and that | need to
make him feel comfortable, and then | will take him to wash. The first thing | need to
see if he has bed sores, maybe he comes from home, so we don’t know and then
we call sister afterwards and tell her that the man came with that bed sores

ZP12 His illness, for number one. Let’s be honest, some of them are very difficult. You
need to get their pattern you know, their likes their dislikes, what are you going in to
with this person. We need mostly medical which we get it from the files

ZP13 Like what position the client is in
And how critical is this client maybe?

Should he or she be in the shower?
Or soft diet?
We should know specifically the situation of the client

PP1 I'll ask the relatives, give me a bit of a feedback
What is the condition?

How is the health?

PP2 How do you feel today, do you think this medication that you’re taking is helping?
So after two days | must advise her to go and see the doctor
I must know everything about how she feels

PP3 He must have a protocol

SP1 Nothing

SP2 What | need to do with him
If he can’t move then | put him in his sitting position in his buggy

SP3 The background
Do they work at a slower pace or faster pace?

What are their capabilities?
SP4 The best thing to do is to observe
SP5 Like if he is getting a fit on the bus

| need to know the condition of the child
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APPENDIX B8: PARTICIPANT ANSWERS FOR 1Q 1.2.2

IQ 1.2.2: What type of information do you have access to during your caregiving activities?
How do you get access to this required information during your care giving

activities?
Participant | Answer
ZP1 e We don’t have, we are not allowed to, ask our patients in and out
e They find it easy to open up to us, so that’s the only information we will have
e We are not allowed to work with medication
e But we will know when our patient’s medication is wrong
o We will ask the staff nurse and staff sister
ZP2 e The sister, the staff nurse and the ENA
e | will look in the folder
e Yes, they gave me information
ZP3 e Not much, only the two of them
P4 e Not much, only sister
ZP5 e Medical information we get from sister
e You must know where they come from and what kind of sickness
¢ |If they have a family, the family phone number
ZP6 e Only the knowledge that | read from his medical file
ZP7 e Yes, | would say medical information
ZP8 e They don't tell us and we don’t have access
e They are supposed to call us in and tell us that that patient has that illness
¢ You have to be careful or you have to use masks
ZP9 e No, we can only write in the Cardex, like if anything happens to the resident or
when the resident leaves the building then and like what condition he/she was in
when they were leaving the building and so on
ZP10 e We do not have books, only magazines for like reading. We don’t have like other.
We ask the sister if we need information, we don’t use computers
ZP11 e Nurse and sister
ZP12 e Yeah, she will inform me and | can go to the sister in charge, but you are not
allowed to do your own thing, or you can go the ENA
ZP13 e By asking the nurse, there is a book, you can access the book, yeah
PP1 ¢ Health forum and we have the meeting once a month
¢ | phone ex colleagues of mine and | ask for advice
PP2 ¢ No, there is a computer
e | can’t use a computer
o | will WhatsApp her daughter in-law, and then she will give me the medication
PP3 e Most of the time | have got the access to any information
e The family always is explaining to you
e | think | am being connected to a lot of sisters in charge and nurses and with lots of
them, | call them if | got a problem or whatever
SP1 e No

We do workshops and we have the task team, we do physio
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SP2

Medical information we don’t have access to it

I think we should see it and we should know it, because if something happens then
we need to know what we need to do

SP3

| ask the supervisor for a file on how to handle a child

SP4

| ask the supervisor like | can see the diagnosis

Yes, | use Google, but if you look it up on Google then there is always new
information that you must know

Maybe from the books
| go to the supervisor or somebody that is more experience

SP5

No | don’t use that; | have Internet on my phone
Like | said, | use my own initiative
Then the programme implementer comes and then we come together
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APPENDIX B9: PARTICIPANT ANSWERS FOR 1Q 1.2.3

IQ 1.2.3: Can you describe any difficulties experienced when trying to get the information that
you need for your work activities?

Participant | Answer
ZP1 e No
¢ No difficulties
ZP3 ¢ No
e When | come here they say you’re going to do this and this and this, then you go
and do it
ZP4 ¢ No difficulties
ZP5 e No
e The information is enough, detailed and step by step
ZP6 e No
e There won’t be any difficulties unless the family didn’t state it in their file when he
was admitted
e That’s the only difficulty or when there is not information given
ZP7 ¢ No, there is no difficulty
e There is a Cardex, so you can go to your Cardex
ZP8 e Yes
e There was no communication about the sickness of the patient
ZP9 ¢ No, we can all look at it
ZP10 e Not at all
ZP11 e No, it is not difficult to get that information, because | am a very open person, no it's
not difficult for me, | ask openly
ZP12 e There are no difficulties | will say sister, please tell me about this person, because
the patient is very important to me and it is my work, and | will ask what can | do
with this patient here and how do | treat this bandage. No it’'s not a problem for me
ZP13 e It's always available
PP1 ¢ | have worked with many people before and | will go back and ask
PP2 e Yes
e | don’t use the computer
e | want someone to explain to me
PP3 ¢ No, unless it's private stuff like, they always tell us what is happening
e We also got access to anything
e | am the one who is looking after the patient, so | have access to the files
SP1 e Yes
e From parents sometimes, they are not always honest
SP2 e Yes, because sometimes, when | ask the supervisor, there is a bit of problem with

communication
They tell me I'm a carer
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SP3

No

It's easy, if | need help, I'll go to the supervisor she’ll give me that | need or | will go
to a different carer

SP4 Yes
If probably the supervisor is not here and then | have to do my own observations
SP5 No, because we are short staffed and any difficulties
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APPENDIX B10: PARTICIPANT ANSWERS FOR IQ 1.2.4

1Q 1.2.4: Do you share information about your caregiving experiences with other caregivers and
care co-ordinators? (How do you go about this? (sharing information with other
caregivers)

Participant | Answer

ZP1 e Yes, everything happens at handover

¢ In the morning is the only time basically that you will have time for it
e To discuss our patients

e To feel what we need to do better

e Written down and verbally

e Everything is recorded

ZP2 e Yes
e And at home
e My one friend, she’s here so the two of us we discuss most of our work

e The night shift people they like tell us what happened through the night then we
know when we come who exactly is going on

ZP3 e Yes, | did once, and they told me no, so | left it there
e Handover
ZP4 e Yes, ldo

¢ We will help one another if one of us goes wrong or don’t know how to do it then we
will show them

e The sister that gave us the training
¢ No, while we are busy with the patient
e Doesn’t happen a lot

e | think it's pretty important because we would know what to do, what to expect if
something has to happen — | terms of if the patient was sick

ZP5 o Yes
e You can say every day, when while we are working, then | can ask my other
colleague
ZP6 ¢ In handover in the morning, the sister or the staff nurse will share it amongst us and

we will discuss it

ZP7 e Yes we do

e That's why the sister in charge she will be almost like a daily report where they will
put each sisters names of the floors, and they will write down each floor’s problems
for the day

e We share it in handover
e Basically where the Cardex comes in

ZP8 e No not here
e But it is important, very important

ZP9 e Yes, if there is something that we need to talk about then we will share, then we will
talk about it

ZP10 e Yes, like I told you, it's only the ones that | worked with

ZP11 ¢ | will go to the staff nurse and I'll ask her to give me a bit more
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ZP12

Yes, we all do, Just for instance, a patient of mine has a bed sore, then | will go to
whoever on the next floor, how do | handle that, what do you think, should | put on
for her other dressing, there is information sharing

ZP13 No, we don', it is very private we don’t share
PP1 Yes, we have this health forum
We used to have our own meetings with all the caregivers
We can share ideas, because you know they need to be briefed, they need to be
debriefed grieve
We can go with our concerns there and they can give us
I's a network, so everybody answers and this one gives me input
| phone ex-colleagues of mine and | ask for advice
PP2 Not around in Camps Bay here
Maybe in the township
Yes
She is helping but it is an old school
| said we need to refresh, we need to go now, we need to learn now
PP3 Yes
Sometimes
We chat still like, not outside the premises but like if there is something that we
needed to hear according to the problem of the patient
So, if the patient has this problem then we handle him in this way
SP1 No
First of all, all the information stays in the office and does not go to the carers
I's not necessary for them to know about the personal issues of the parent
Yes, his condition, that needs to be shared, because that is the parent and the
teacher and myself will sit in
SP2 Yes
Me and my friend we talk to each other
In the morning we will discuss
If | don’t know and then | can always go back and ask her
We share information
| will ask the supervisor
I's a good thing and it helps me
SP3 Yes
We discuss this is what we did for the day
SP4 Yes
Then they can also tell you when you were right and when you were wrong
Give you input
And then we talk about this and then we share
SP5 Yes

We all have to share

Like when they come from a workshop then they have to share with us and when
we come then we have to share with them

| will always share with everybody else
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APPENDIX B11: PARTICIPANT ANSWERS FOR IQ 1.2.5

IQ 1.2.5: In what ways has the experience of information sharing amongst other care givers
affected your work activities?

Participant | Answer
ZP1 e It affects itin a good way
e Notin a bad way
ZP2 e Yes, | think that we might need a bit more
e That work will be much better
e And we will all learn
ZP3 e No, it doesn’t happen
e The thing is here—we can’t share because we are to different people, so we don'’t
understand one another
e They share it alone and they don’t share the information with us
P4 ¢ No, not negative impact
e Yes, it does help to share information because it's not everybody that knows
everything
ZP5 e Yes, it does improve my work
ZP6 e Yes, it helps a lot
ZP7 e Yes, we need to share information, we need to know and be aware
e Maybe we try a new method on that person when it comes to bed sores
ZP8 e Yes, we must do it
¢ If we do not share it with each other, then how will we develop?
e We will get a solution at the end of the day
e But it is important, very important
ZP9 e Itis very good because then we know what is going on and then we know what to
do during the day
ZP10 e | don’t really know, | don’t have that experience, because | only know the one that |
am working with, 1 only know her and it makes me want to learn more. It was good,
it was positive
ZP11 e Yes, itis a very good thing and it is very important
ZP12 e Yes, it was positive, like | had one on my floor, she passed on now, and she had
the bed sores and we got it right with some honey
ZP13 e Sometimes it does and sometimes it doesn't, it depends on the type of person that
you are | don’t know, can you keep it personal | don’t know, so sometimes it does
not and sometimes it does not
PP1 e Yes, it's good to share the information
e Because they can learn through this and they can learn something
PP2 e Yes, it's good

| also want someone who can share that information in Xhosa, that you can share
how to look after them
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PP3

It depends

It depends with what information, because if it is that information that | was not
allowed to have access to the information and if | share them with my friends and it
leads to the family then it will be a problem, because | was not allowed to have
access

SP1 Helps us to the help the child
SP2 It's a good thing
It helps me
SP3 It has improved
Because the other caregivers have quite a lot of experience
SP4 It's very important because it will broaden your mind to certain issues about the
client
On the developmental aspect it improved my work
SP4 Yes, it is helpful

Yes, it improves my work, you can tell me what you learned today and | can tell you
what | learned today
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APPENDIX B12: PARTICIPANT ANSWERS FOR IQ 1.3.1

IQ 1.3.1: Please tell me about your daily work activities routine/programme and explain the
steps you follow during your work activities.

Participant | Answer

ZP1 e | will come on duty

o Greet my parents

e Showering the people and washing

e Breakfast

e Cut nails or do hair

e Make them feel comfortable

e Make them feel loved

e ltsteatime

¢ In between we will give them water

e Check if they're dry or if they have any complaints

P2 e For the day, you must shower like five people
e Then its breakfast

o We feed the patients

e We give them tablets

e Ask the patient what we must do

e Do their hair or their nails...

ZP3 e We give the tablets

e We wash them

¢ We change the nappies

e Give them food

e Take blood pressure and urine

ZP4 e See that they are washed

e Dressed

e Fed

e Clean them

e Make up their beds

e Just see to them and shower them
e Do their nails or do their hair

ZP5 .

ZP6 e Get showered,

e Get bed washed

e Breakfast, we get ready for breakfast

e Gives out the tea

e Then we give them water at eleven

e Change nappies

e Then it's check who's wet, then it’s toilet run, then going to see who needs the toilet
e Showers also between

e Then it's supper time and then off to bed after that
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ZP7

First attend the handover

Take our tablets and go to our floors

| will check if everyone is in their rooms
Whoever needs to be showered for the day
| start making the beds and then its tea time
Clean the demotes

People’s wheelchairs need to be cleaned
Cut nails

Pack cupboards

Fetch the washing and pack that away

Its tea time

Sometimes chat with the residents

Supper

Take the laundry down and sign the book

ZP8

Office first for handover and find out what happened
Start washing the people

Our job is to: wash the people

Dress the patients

Pack their cupboards

Check that the environment of the patient should be clean
Change diapers during the day

Feeding

We don’t work with tablets

We don’t give injections to anyone

We don’t take the blood pressure

But we learn about it

But we also have to do it sometimes when those people are not here, but we don’t
get paid for that

ZP9

In the morning we start at quarter to seven, that is the time we start, then we must
look at the people, to you that you must wash and shower, and put on clean clothes
on, make up their beds, brush their teeth, brush their hair, you must do everything
for them, they can’t do it

Some of the residents can help themselves and then you just assist them. At eight
o’ clock, it is breakfast then you take them to their breakfast, porridge bread tea,
juice, whatever they want. And the others who need to be fed, they can’'t help
themselves and then we feed them, then after that then we have to check the
nappies and change the nappies like seven o’ clock in the morning when we came
in when we washed them and then like twelve o’ clock, like half past eleven, then its
lunch time and after lunch time then we change the nappies again and wash the
bottoms, and after that then they go to bed and lie down a bit and rest a little

Then three o’ clock its tea time and then we check their nappies again, then if its
dry we leave it on and like half past four, its supper time and then we serve them
their supper
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ZP10

There is nothing different here, we do the same thing over and over, because in the
morning we take those and we wash them, full shower, and those who are bed-
ridden, then after that eight o clock we must give them breakfast and take them to
go watch TV, after that, we take those who need to take shower, because they do
not have the same day

Then twelve o clock we give them lunch and then we take them to bed and then we
put on nappies for those who wear the nappies and then before three, we wake
them up, they must go watch TV and then half past four its super time and then we
shower those who need to be showered and then we put them to bed

We work from seven til seven. Then after five, we pack the cupboards, because we
take clothes for them in the morning and then we take clothes for them. We have
the book, those who showered, etc.

That information is called handover for those who come [to] the night shift, etc. We
write down all the information about the person and everyone has a page that you
must fill in there

ZP11

In the mornings we start at quarter to seven, and then the sister will hand over to us
what has happened during the night. Then I will go around and say, “Good morning,
How are you?”

If there are patients who are sick then | will go back and pack my trolley and then |
will see to him first, and | will wash and dress him and then massage home and
make him comfortable for the day, and then | will continue with my daily tasks, but |
will first sort out my sick patients so that | know what | need to do for the day

The medication will be done by the staff nurse, or maybe she will tell me that there
are the tablets of the patient, but | will go to her beforehand and ask her what that
tablet does and why she is taking that pill, then she will inform me. | can’t just give
her a tablet and | don’t know what it is for

ZP12

Okay, | start at quarter-to-seven, get everybody ready for breakfast, Kimbie change,
bed wash, those that needs bed wash, showers, everything in about forty-five
minutes or less, then it's breakfast time

After breakfast at 10 o ‘clock, then they get tea, then some more showers, like
those | didn’'t get to. The at twenty-to-twelve lunch time, then after lunch time, dry
those that need dry Kimbies and put them to rest, three its tea time again and dry
them again and get them ready for supper, but during those times you check the
nails, you check the hair, anything that needs your....medication they get in the
morning. | do the medication as well and some gets at lunch time and | give the
evening tablets as well

ZP13

When | come in the morning, then | will go to all the rooms to go and see who
needs help and who can come out of the room, whether | need to change the
pyjamas or the daily clothes, especially if one of them needs to be helped then,
brush their hair or give them a full bath or a shower , when it needs to, it's needed,
then | should do that

And then when he is dressed, then | take him out to the dining room and make him
sit down then when everybody comes to sit down, the breakfast time will come,
then we feed them breakfast , then its porridge or what so ever, and then when they
are finished with their breakfast, we will give them their tea time, which is ten o
clock, and after tea time then maybe we can check their nails or their hair needs to
be cut or maybe their massage, or something like that just to pamper them a little
bit before lunch time starts, and then when twelve o clock starts then we assist
them where they need to be assisted its maybe food or soft diet, then we feed
them, if not them its lunch, then after lunch its three o clock, then it's another tea
time, then supper again at half past four, then we feed who needs to be fed and
then its sleeping time, or when they finished at half past four then we put them back
in bed

We need to put them back into the bed or change their Kimbies ad in between we
see where we can pamper and massage and put lotion on or cut their nails or
whatsoever

PP1

Well | am seventy years old now so | don’t do patients anymore
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PP2

| bathe her in the morning

| make sure that she is clean

Make sure that she sleeps in a clean place
She got clean clothes

She did eat

She’s happy and she is safe

I must know the time is now one o’ clock, by eight half past eight, she is eating
breakfast

I must make sure that | should give her the medication during that time

After lunch or before lunch and then | must make sure eleven o’ clock, each and
every hour | must check; “How are you feeling? Are you fine? Yes | am fine”. If | am
going downstairs, | have to let her know that | am not around in the house and if I'm
going to clean outside, sweep outside, then | must let her know, every time if you lie
down, | have to make sure if you are comfortable, do you need another cushion or
what...you want to lie down in the computer room or he bedroom, taking out the
clothes for her to wear then | must take out five of them and she must choose which
one she wants to wear

PP3

I must have the handover

What is happening and what is the next step
See my patient

Where is he sleeping, is it wet or is it dry?

If 1 found all those things and | see the environment, and if he is clean for him to
start eating breakfast

If I am satisfied that he is sleeping on a dry then and he is clean

SP1

| need to see to the admin
| need to see to the carers
The daily structure and see that they do whatever they need to do

SP2

Okay, we come in in the morning and ‘batcha’ (pray), then we come in and do the
morning ring, then we do the ABCs, then days of the week, months of the year,
then when we done we eat, then when we done feeding them, then we start with
the programme

SP3

We will come in the morning, prepare everybody

We settle them in

We do the morning ring, a prayer

We brush our teeth

We have breakfast

We wash our faces again

We check their nappies and see who wants to go to the toilet
Have an activity depending on the theme for the week

After that they have lunch

We check the nappies again and we have another activity before lunch also and
then we have a forty-five minute resting period before we go home

SP4

We put them in their positions like sitting
We do our daily morning programme

They must go to the toilet, nappy changing and we feed those that cannot feed
themselves

I have to clean them and wash them properly and put other clothes on

SP5
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APPENDIX B13: PARTICIPANT ANSWERS FOR IQ 1.3.2

1Q 1.3.2: How often do you need to seek additional information or advice to carry out your work
activities? Can you give me some examples of such situation?

Participant | Answer
ZP1 ¢ Information is a daily basis
e You always need it
e So whenever things are not right on our floor then we will go and ask the sister,
sister | need assistance , can you help me deal with this small problem that | have,
and then she will help
P2 e Every day
ZP3 e Always want to ask
e Yes, because | know if I'm going to ask, they’re going to tell me that I'm a carer
ZP4 e Every day
¢ During the day we just go about our work and do what we are supposed to do, and
if we don’t we go to the staff nurse and the sister
ZP5 e Its only when there is maybe someone new
ZP6 ¢ No answer
ZP7 e We need information a lot, you can’t say that we don’t need information, because
every day you learn something new
ZP8 e Twice a week
ZP9 e That is especially when you are working with a new patient, that you have never
worked with before, like for instance, here comes a patient that has a sickness that
you’ve never worked with before and then | feel that | need more information. Yes,
sometimes it happens unexpectedly. We don’t know what kind of people are
coming in here, like one of my patients had a peg, | didn’t know how to work with
that so | learnt. The ENA nurse she teaches me, | think she teaches me enough but
| feel that | need more information like where it comes from, how it happens
ZP10 e Not alot
e For me it is experience work, since | have been on this floor since 2011 until now
and then | never stay at home
ZP11 e [l ask what can | do with this patient here and how do | treat this bandage
¢ Noit's not a problem for me
ZP12 e Maybe once a month
ZP13 e Yes, always, like we need it like a daily thing
PP1 e All the time, | think we are never too old to learn, that is what keeps us going
PP2 ¢ | think every week, once a week
e | need to learn more but that lady, that daughter in-law she’s helping me when |
need something but | need my own information
PP3 e Almost every time, every time

That's why each and every day, | need information from them, we need this, and
you must handle him like this

Sometimes, like | don’'t know if | am on the right track with the patient but
sometimes it depends. You can be working with the patient and you think — I'm
confident and | know what I'm doing — but maybe the family they are not satisfied
or what, but also the family are sure that they can tell you that we need you maybe
to do this this and this
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SP1

Not often, because | know what | need to do

SP2 Twice a week, maybe once a week

SP3 Once a week, because once a week | do a weekly report, then | would plan
something for the following week and then sometimes I'm stuck and need to access
other information

SP4 In the afternoon and then we talk about this and then we share

SP5 Yes, all the time
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APPENDIX B14: PARTICIPANT ANSWERS FOR IQ 1.3.3

1Q 1.3.3: How is important information communicated between you and a client or the guardian
of your client?

Participant | Answer
ZP1 e It's important to communicate with them so that you can know how they feel and
what they want and it's not about you
ZP2 e One, he also call me
ZP3 e It happens when | talk to the patient
e First talk to them about general, if there is something, and then | try to talk to the
patient. | don’t like to go direct; | like to go in another way, around, to get the
information from them
ZP4 e Sometimes it's very hard, especially when they're trying to speak to you, then you
can’t communicate because it’s hard for you to understand the person
ZP5 e We talk and | ask the sister
ZP6 e lts hard, all the new patients are very frail, they can’t speak so the people that are
here already
ZP7 e We need information a lot, you can’'t say that we don’t need information, because
every day you learn something new
ZP8 ¢ If he trusts me and we keep it to ourselves, but if it is serious then | have to tell the
nurse
ZP9 e That is especially when you are working with a new patient, that you have never
worked with before, like for instance, here comes a patient that has a sickness that
you’ve never worked with before and then | feel that | need more information
¢ Yes, sometimes it happens unexpectedly. We don’t know what kind of people are
coming in here, like one of my patients had a peg”, | didn’t know how to work with
that so | learnt. The ENA nurse she teaches me, | think she teaches me enough but
| feel that | need more information like where it comes from, how it happens
ZP10 e Some clients are good and some are okay and then you just have to try, sometimes
it's hard but you just have to be strong
ZP11 e How ldoitis | go to his room and make him comfortable and then we have a good
chat, and then we make a cup of tea and then we have a nice chat
ZP12 e It's hard to say, it depends, yeah
ZP13 e Yes, always, like we need it like a daily thing
PP1 e | would never ask personal questions
e Mention confidentiality then they are comfortable with you
¢ | normally ask the relatives what is wrong
PP2 e The communication with the family is very important
e So if there is a communication then everything is easy
PP3 e With the family they are not satisfied or what
e But also the family are sure that they can tell you that we need you maybe to do
this this and this
SP1 e The carer must send a letter to the parent
SP2 e We don't talk to the parents, we write a letter, and we are not allowed to

Sometimes at parents meeting and we discuss and we talk
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SP3

We have a message book, so if | need to communicate something to the parents,
then | will write it in the message book

SP4 Important for the communication between the caregiver and the parent; it should be
always be in a good spirit. Because it is, the parent knows the child better than the
carer

SP5 Okay we have a message book

Direct communication sometimes with the parent
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APPENDIX B15: PARTICIPANT ANSWERS FOR IQ 1.3.4

IQ 1.3.4: Can you describe any aspect (areas) of your work that you think requires any
improvement? If yes, can you please describe them?

Participant | Answer
ZP1 e | would like first aid, because for example patients fall — they hurt their leg, it might
be broken, we don’t know, we can'’t just lift up a patient
¢ | would like to do first aid
P2 e Give us more workshops
e More training
e Give us the opportunity to learn further
ZP3 e Everything
e Like the nurses who work at night, they should check their patients if they get help.
They must give the patient help and check what is wrong with the patient so that
they can write it down
¢ And at handover, so that we can know that especially if they got sick
e They can improve and share then they can tell me all the things and the other one,
they can take my number and phone and ask me
ZP4 e Nothing to improve, because every morning when we come they'll say what
happened the previous night
ZP5 e We must do first aid training every second year
e We must upgrade every day
e We need blood pressure machines, temperature
e We need training on anything
e We need more information and they can give us workshops
ZP6 e More training
ZP7 e First aid is very important
¢ You need to know CPR and why do you need
e CPRis very important
ZP8 ¢ Information about the patient
e The sister must give us the information about the patient
e Be honest with us, be careful maybe that person is very very sick
e Tell us to be careful or something like that, don’t let me just go into the room and |
don’t know what disease you have
e We need aprons, masks — what is there — a lot of things
e It's a big need, yes
ZP9 e Yes. | do feel like | don’t want to stay just here, | want to go further, and | feel like
maybe of there can be opportunities for us as caregivers, like even if the
government can help us, to give us more opportunities to go and study further...
e We need to learn more and that is my desire, to learn more
ZP10 e Then we should call all of us to now come and see and then see if you can do it, so
we need more practical
ZP11 e Yes, they can send us away for an hour, may be for half a day, and maybe physio

and we need to know about medication
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ZP12

From myself, there are such a lot of things

Yes, like | said, we need training with first aid, things like that we need that all of us
don’t need that, like for instance now, | went and there was no gloves so how do
you work without gloves?

ZP13 | think, there should be more teamwork man, and more teamwork, and they should
work on more structure, not to work on and be so and so on

PP1 | think refresher courses
Well, | think that you stay for a long time at home
Once a week to update and refresh, so it can be what's up to date in the medical
field, like if you don’t have refresher courses then you won’t know

PP2 The area of the medication things, | need to learn more about that, because maybe
in some day, | will get another job and then there is no one like the daughter in law
that is helping me, I'll be on my own
By going back and learning more about caregiving

PP3 The communication between the caregiver and the family, that is a challenge,
because if you are not communicating well, then the job is hell
This is not a simple job, it deals with your knowledge
So | think that that is also a big challenge

SP1 Our space is a big factor
Equipment

SP2 Get more stuff to work with the children, they need more equipment
Training it's good, and it will help
I think it will help because we have to do more with the child

SP3 Like getting a better way to teach them for their intellectual development
| think workshops and training
Yes, we do training with the Western Cape forum and they teach us about different
types of things but | think they should elaborate, like they just give a brief
description of something or what it’s about but | think we need it more in depth

SP4 We need more resources — like unfortunately this place is too small, like different
stuff for the children to explore, like equipment
Training? Yes that important because it will equip you to handle situations

SP5 Every day we need workshops for improvement

We need it every day because there are many children coming with different
disabilities, we need to help
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APPENDIX B16: PARTICIPANT ANSWERS FOR IQ 1.3.5

IQ 1.3.5: Based on your experience, can you suggest ways to improve information needs for
care giving practices in South Africa?

Participant | Answer
ZP1 ¢ Nothing
P2 e Training
ZP3 e No
e The caregivers they need a lot of information, because some of us we don’t come
from the patient, so | think we need more
ZP4 e No
e The courses that we did was six months and | think it's too short, so | think we can
have it extended longer to maybe a year or longer
e | think they should include everything in the course for medical, like giving out
medication, seeing to the patient, doing the temperature, doing the bed sores and
how to put in catheters, how to put in nasal tubes
e They can give us training on that also because we only had like a few people that
had, three people that had, the stomach and the nasal tube, is mostly for people
that had strokes
ZP5 e Abuse an old person and | am registered then | should never get a job as a carer;
I's a big problem
ZP6 ¢ Nothing
ZP7 e First aid is very important because you need to know CPR
e Training will be good
ZP8 e The majority of caregivers are complaining about money, but we are the people
who are doing all the work
e | must do your work, but you are an ENA and we don’t get that money
ZP9 e They can offer us like to do courses or open up a college for nursing so that we can
learn more about nursing, then we won'’t just be down there and never go up. Here
at Zonnebloem they can’t send us to the college, okay there’s an opportunity to go
learn further, they don’t have that money to support us, so we need more
ZP10 e We must have training, you see we did the training, but we must do more training
also. Like say for instance, you know, we are working this Wednesday, and then
the others they are off and then we must go for training because there is no activity
for those people who are up. They just sitting there and are watching that TV, it's
not right. Like we must do something else with them, like play, like make them feel
comfortable
ZP11 e Justto learn further
ZP12 e | honestly don’t know
ZP13 e | think there is a lack of, a very low, increase of money; they should increase the
salaries for caregivers...
PP1 e | think | have spent a lot about refresher courses and to keep people up to date

what’s happening
We need training so that we can always keep our stats the same

Our number, our numbers that we've got for the caregivers, we need to keep them
the same, so if a few drop out then we need to train another few to make up for the
numbers you know because | think that's why we lost, because we couldn’t rain
more people for free
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PP2

Information that | must know and things are changed now
I am still using the old tricks

Now things are improving and now you have to go and get more information about
this and learn about the caregiver. Remember | must also do the first aid, yes they
did show me how but another thing it is very important | must have, the old people
they can fall any time and | must have the medical, that's why you need a full
training about that caregiver

PP3

They want to work as a caregiver but just because they need money.

My point is, maybe it is the way, and how they are trained, so there is a need to
improve the training of this people

Training or workshops, yes, that would be very nice

SP1

| think that they are not paid enough for the work that they are doing

SP2

Like we need to learn how to do more about physio
Learn more how to handle the child about the bad behaviour

SP3

Like a workshop, even a course, beside the normal course that home-based
caregivers do

Get more experience from and more theory knowledge of what to do
First aid, they teach you about bandaging
How to work with epilepsy

SP4

Get a caregiver ready for any situation

First aid is really important because you know anything can happen with these kids,
so you have to be prepared for anything

SP5

| think more information could help
Get training or workshops
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APPENDIX B17: PARTICIPANT ANSWERS FOR IQ 1.4.1

IQ 1.4.1: What alternative sources of information are available to you when you need
information about caregiving activities?

Participant | Answer

ZP1 e No, we don’'t have any other resources
¢ Only if we need some information we go to the staff nurse or the sister
¢ No workshops

P2 ¢ We don’t have a lot of information, unless you go and find it on your phone and you
go Google it
e Yes, | will use my phone
ZP3 e | think Internet
ZP4 ¢ Not much, only the two of them
ZP5 e Facebook and WhatsApp
ZP6 e Notalot
ZP7 e There’s training

e They do demos
¢ No, they don’t provide us with it

ZP8 e Yes, there are websites; | use that sometimes

ZP9 e We are not supposed to talk to the residents’ family about their health or any
outsider and we are not allowed to talk to anyone about anything that happens in
here, that job is for the staff nurse and the sister who is in charge, only they can talk
to the residents’ family or friends or doctor whatever...

ZP10 e We don’t have books, only magazines for like reading
¢ We don’t have like other
e We ask the sister if we need information, we don’t use computers

ZP11 o -

ZP12 e Yes nurses and sisters
e | don’t go on websites
e Yes there are books

ZP13 e |f there are no sources, then | can’t

¢ Do you have books? Yes, books too

e Internet? No

e Do you ask the nurse? Yes we ask the nurse

PP1 e | have worked from home all these years and al my experiences come from this
house

e There are no more resources that | know of, and | work on my own at the moment
and there are no other sources

PP2 e The sister at the old-age home
PP3 ¢ | go on the Internet where | can go look and check
e | think | am being connected to a lot of sisters in charge and nurses and with lots of
them

e | call them if | got a problem or whatever
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SP1

No, it's what we accumulate over the years
We don'’t really have information about the parents

We only have the medical report and then we accumulate — we work with the child,
every time then we learn what the child’s capabilities is...

We are working with the task team. It's a team that Western Cape created to work
with our learners. It's a physiotherapist, OT, a speech therapist and a --er — a
general educator

SP2 The task team
We have a programme implementer, she’s the one who gives us work and tells us
we must do this and that and that
I’ll go to my supervisor
No, we can’t use the Internet here
Google will be good
I'll use my phone and | get information
SP3 Google
SP4 Google
SP5 The programme implementer gives me like a week planner, then I'll ask her

The task team -- they do help a lot
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APPENDIX B18: PARTICIPANT ANSWERS FOR IQ 1.4.2

IQ 1.4.2: Which of these sources are most useful for your work activities as a caregiver? And

why?
Participant | Answer
ZP1 ¢ No, they don't give us training here
e We are here, basically here to do just do our job, to look after old age people
e We don’t get training but it will be very nice to have training
P2 e The sister, Google, because they will give me more information, they will explain to
me and the sister will explain to me in detalil
ZP3 e | think Internet
ZP4 e Nurses
ZP5 e Nurses
ZP6 e Sister
ZP7 e Nurses, f they can provide books for us
e Train you maybe and come twice a week and share the information that you need
ZP8 e The staff nurse because she is here with us on the same shift
ZP9 e The staff nurse
ZP10 e Yes, each and every client has a file, and then everything is written in there, like
maybe she is allergic with this and then maybe she got this disease like that | think |
must learn more
ZP11 e The staff nurse
ZP12 o | prefer the person in charge because they are more; they describe it better to you
ZP13 e | would say that somebody, someone gives you the training and should lead you by
the hand and teach you step-by-step
PP1 ¢ No more resources that | know of
e The best for me is that | work on my own at the moment
PP2 e But now | need to go back to the old-age home and sit down with the sister, give
me more information about the old people
PP3 ¢ Information from the family
SP1 e Nothing
SP2 e The task team
e The programme implementer
SP3 e | do find it useful most of the time
e But when it comes to like activities for the children with mental disabilities then |
don’t find it useful, then | as the programme implementer, and | should plan
programmes for all the classes but I’'m not in the classroom with all the children to
know what they are capable of, so when | search for an activity, then it will be more
for like a normal child, instead of...
SP4 e Google
SP5 e They (task team) ...they do help a lot
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APPENDIX B19: PARTICIPANT ANSWERS FOR 1Q 1.4.3

1Q 1.4.3: What are your experiences of interacting with these sources of information?

Participant | Answer

ZP1 e No sources

ZP2 e No sources

ZP3 e No sources

ZP4 e We do know how to do it but when she came we knew a little bit more

ZP5 e Facebook and WhatsApp

ZP6 e The sister — good

ZP7 e You will have more knowledge and you will know what to do and you will be wiser

ZP8 ¢ It was beneficial, the information is useful

ZP9 e It is very good because then we know what is going on and then we know what to
do during the day

ZP10 e It was good, it was positive

ZP11 e Yes, itis a very good thing and it is very important

ZP12 e Yes, it was positive

ZP13 e We still need more training

PP1 e None

PP2 e Its good ...where | can learn more about medication and caregiving

PP3 e Internet is good

SP1 ¢ Nothing

SP2 e It's a good thing and it helps me. | like to know

SP3 e | do find it useful most of the time, but when it comes to like activities for the
children with mental disabilities then | don’t find it useful, then | as the programme
implementer, and | should plan programmes for all the classes but I'm not in the
classroom with all the children to know what they are capable of, so when | search
for an activity, then it will be more for like a normal child, instead of...

SP4 e | think it broadens your mind and gives you a better understanding and it is
beneficial, and sometimes it could be beneficial

SP5 e It's a good experience
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APPENDIX B20: PARTICIPANT ANSWERS FOR IQ 1.4.4

IQ 1.4.4: Does the government provide you with any training on information resources relating
to your work activities? If yes, please explain how, otherwise, why not?

Participant | Answer
ZP1 e No
ZP2 e No
ZP3 e No
ZP4 e No
ZP5 ¢ Nothing like that
e Yes, it's important because it’s just that a lot of people are in homes but | think the
government must come and see what’s going on here
ZP6 e No
ZP7 e No, they don’t provide us with nothing, but we would like to that and that will be
useful for us, yes
ZP8 ¢ No, nothing
ZP9 ¢ No, no, the government doesn’t, we have to go and we have to go find our own
people who an teach us about caregiving and then we have to pay out of our own
pockets. It will be very good if they provide that for us
ZP10 e No, not at all. Nothing, you only go to school for yourself and after that you do
volunteer work if you want to, and if you are lucky then you will get work. Yes the
government should do it. Because you want to learn more from other caregivers
from other places, and we meet other caregivers from other places
ZP11 ¢ No, the government should help us but they don’t
ZP12 ¢ Not that | know of, | mean we take care of the old and they should
ZP13 e Because | haven't seen them yet
PP1 e Yes, they trained us at the beginning in 1996 and not anymore and they trained us,
then they were gone, we didn’t see them, we didn’t hear from them
e They should train
e That would be fantastic, because people phone here at all times here for a
caregiver
PP2 e No, if our government in South Africa can open up some places where the people
can go and the caregiver and get more experience, then that thing will help us a lot,
or he can take as a student in school, if there is a centre that we can go, and we
can go and learn more about these things. We need government to intervene in
these things
PP3 e No
SP1 e No
SP2 e No
SP3 e Yes, That's like the Western Cape forum
SP4 e Partly, like the task team, the Education Department, then come here and give us
information.
e Maybe we can have more interaction between these
SP5 e Yes. only Western Cape (task team)
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APPENDIX C: INDIVIDUAL CONSENT FOR RESEARCH
PARTICIPATION

N |

‘ Cape Peninsula
University of Technology

FID/REC/ICv0.1

FACULTY OF INFORMATICS AND DESIGN

Individual Consent for Research Participation

Title of the study:  The information needs of caregivers in South Africa
Name of researcher: Amna Ashour

Contact details: email: amnaashourl6@gmail.com phone: 062 259 7590

Name of supervisor: Dr A. De la Harpe

Contact details: email: andre@i2ifica.com phone: 082 448 1058

Purpose of the Study: To explore the information needs of informal caregivers in order to
provide caregivers with the necessary tools, networks and information bases to improve the
care services and assistance they provide to the care recipients.

Confidentiality: | have received assurance from the researcher (Miss Amna Ashour) that
the information | will share will remain strictly confidential unless noted below. | understand
that the contents will be used only for her BTech Thesis and that my confidentiality will be
protected by creating a code for each learner. Only the outcome that will be a holistic view,
will be made known for public domain.

Anonymity will be protected in the following manner (unless noted below). | will make use of
a recording device to capture the interviewees’ answers. | may object to media usage in the
table below.

Conservation of data: The data collected will be kept in a secure manner. The researcher
will keep data at his office and the offices of the supervisor, Dr de la Harpe. Data will be
electronically stored and only the researcher and supervisors will have access to the data.
The data will be collected and stored as per research method fully described by the
researcher, especially for audit purposes.

Voluntary Participation: | am under no obligation to participate and if I choose to
participate, | can withdraw from the study at any time and/or refuse to answer any questions,
without suffering any negative consequences. If | choose to withdraw, all data gathered until
the time of withdrawal will be disregarded.
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Additional consent: | make the following stipulations (please tick as appropriate):

In thesis

In research
publications

Both

Neither

My image may
be used:

My name may
be used:

My exact words
may be used:

Any other
(stipulate):

Acceptance: |, ....oooiiiiiiiiin.

agree to participate in the above research study conducted by Ms A Ashour of the Faculty of
Informatics and Design, Information Technology Department at the Cape Peninsula
University of Technology, which research is under the supervision of Dr Andre de la Harpe.

If I have any questions about the study, | may contact the researcher or the supervisor. If |
have any questions regarding the ethical conduct of this study, | may contact the secretary of
the Faculty Research Ethics Committee at 021 469 1012, or email naidoove@cput.ac.za.

| agree to do the interview, that it is recorded and that the student may use the data for her

research work at CPUT.

Participant's signature:

(print name)

Date:

Researcher's signature:
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APPENDIX D: INTRODUCTORY LETTER FOR COLLECTION OF
RESEARCH DATA

\"1

‘ Cape Peninsula
University of Technology

Introductory letter for the collection of research data

Amna Ashour is registered for the MTech (IT) degree at CPUT (215301501). The thesis is
titted “The information needs of caregivers in rural areas in South Africa”. The aim is to
explore the unmet information needs of caregivers during their work activities in order to
identify and address the challenges of information needs during the course of performing
their duty.

The supervisor(s) for this research is/are:
Dr A. DelaHarpe email: andre@i2ifica.com phone: 082 448 1058

In order to meet the requirements of the university’s Higher Degrees Committee (HDC) the
student must get consent to collect data from organisations and private individuals which
they have identified as potential sources of data. In this case, the student will use the in-
depth interview to gather data.

If you agree to this, you are requested to complete the attached form (an electronic version
will be made available to you if you so desire) and print it on your organisation’s letterhead.

For further clarification on this matter, please contact either the supervisor(s) identified
above, or the Faculty Research Ethics Committee secretary (Ms V Naidoo) at 021 469 1012
or naidoovve@cput.ac.za.

Regards

Dr AC de la Harpe

Supervisor

IT department

CPUT
delaharpea@cput.ac.za
021 4603627

24 January 2018
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APPENDIX E: PERMISSION FROM ZONNEBLOEM ACVV OAH TO
CONDUCT RESEARCH

ZONNEBLOEM ACVV - DIENSTAK

-Tuiste vir OQuer Persone-

NPO 011-744
P80 930055018
BTW NR 4050107665
ACVV
WWW.0CVV.0tgao
Tel: 021 462 1037
Faks: 021 461 9884
Caledonstraat 61 E-pos: zonnebloemacvv@telkomsa.net
KAAPSTAD
8001

I, Sr S van Zyl, in my capacity as Zonnebloem ACVV-Dienstak) at Zonnebloem ACW-Dienstak
give consent in principle to allow Amna Ali Abdulsalam Ashour, a student at the Cape
Peninsula University of Technology, to collect data in this company as part of his’/her M Tech
(IT) research. The student has explained to me the nature of his/her research and the
nature of the data to be collected.

This consent in no way commits any individual staff member to participate in the research,
and it is expected that the student will get explicit consent from any participants. | reserve
the right to withdraw this permission at some future time.

In addition, the company's name may or may not be used as indicated below. (Tick as
appropriate.)

Thesis Conference paper Journal article Research poster

Yes | Yes Yes Yes Yes

No

162



APPENDIX F: PERMISSION FROM SPSCC TO CONDUCT
RESEARCH

SPECIAL CARE CENTRE

SCHOOL FOR MENTALLY CHALLENGED CHILDREN

Established 1405 11984

N.P.0.NO. 004 - 515
P.B.O. NO. 980048795

S E-OF CARE

50 FIRST AVENUE, SHERWOODPARK 7764

POSTAL ADDRESS: P.O. BOX 24179, LANSDOWNE 7779
TEL: 021692 3700 | FAX: 086 245 2741

WEBSITE: www.sherwoodpark.org.za

EMAIL: info@sherwoodpark.org.za

I, Nabieya Allie Van Schoor in my capacity as Supervisor at Sherwood Park Special Care Centre give

consent in principle to allow Amna Ashour, a student at the Cape Peninsula University of

Technology, to collect data in this company as part of his/her M Tech (IT) research. The student has

explained to me the nature of his/her research and the nature of the data to be collected.

This consent in no way commits any individual staff member to participate in the research, and it is

expected that the student will get explicit consent from any participants. | reserve the right to withdraw

this permission at some future time.

In addition, the company's name may or may not be used as indicated below. (Tick as appropriate.)

Thesis

Conference paper

Journal article

Research poster

Yes

Yes

Yes

Yes

Yes

No
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APPENDIX G: CPUT ETHICS FORM

ape Peninsula University of Technology

P.O. Box 652 « Cape Town 8000 South Africa Tel: +27 21 469 1012 « Fax +27 21 469 1002
80 Roeland Street, Vredehoek, Cape Town 800

Office of the Research Ethics Faculty of Informatics and Design Committee

Approval was granted by the Faculty Research Ethics Committee on 4 October 2017 to Ms Amna
Ashour, student number 215301501, for research activities related to the MTech: Information
Technology degree at the Faculty of Informatics and Design, Cape Peninsula University of
Technology.

Title of dissertation/thesis: The information needs of informal caregivers in rural South Africa

Comments:

Research activities are restricted to those detailed in the research proposal and formal permission from the
organisation involved in the research must be obtained.

M \ 0\ F

Signed: Faculty Research Ethics Committee Date

RESEARCH ETHICS COMMITTEE
INFORMATICS AND DESIGN
ETHICS APPROVAL GRANTED

-4 OCT 2017

® Cape Peninsula University of Technology
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