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ABSTRACT

This study employed a generic qualitative design that was descriptive and explorative in
nature to discover the role of social networks and social support on mental health
consumerso6 wuse of ment al heal th services
convenience sampling was used in other to identify study participants who were
mentally stable and who had resided in a rural area for longer than 6 months. Data was
collected through semi-structured individual interviews that were audio-recorded and
transcribed verbatim. Data was analysed using open coding and thematic analysis and
themes, categories and sub-categories were identified. The four main themes were
relationships, living with mental iliness, social support, and social networks. The findings
indicate that the social networks of mental health consumers consisted mostly of family,
friends and mental health professionals who were also responsible for providing social
support. Recommendations for mental health services and mental health professionals

are also discussed.

KEYWORDS: severe mental illness, social support, social networks, mental health
consumers, mental health professionals, mental health services, stigma, rural

communities, family, friends.
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CHAPTER 1
ORIENTATION TO THE STUDY

ANot isfurlem doing this right as a
| want the voices of mental health consumers to be heardé 6
(extract from reflective journal: 19/05/2015)

11 INTRODUCTION

Mental and substance use disorders have been identified as the leading cause of global
non-fatal burden of disease and are responsible for 7.4% of the burden of disease
worldwide (Ferrari, Norman, Freedman, Baxter, Pirkis, Harris, Page, Carnahan,
Degenhardt & Whiteford 2014:1; Whiteford, Degenhardt, Rehm, Baxter, Ferrari,
Erkskine, Charlson, Norman, Flaxman, Johns, Burstein, Murray & Vos 2013:1579).
Mood and anxiety disorders are the most prevalent in the general population globally
(Baxter, Scott, Ferrari, Norman, Vos & Whiteford 2014:507; Kessler, Anguilar-Gaxiola,
Alonso, Chatterji, Lee, Ormel, Ustiin & Wang 2009:4; Sansone & Sansone 2010:18).
The global prevalence of anxiety disorders is 4% while the global prevalence of major
depressive disorders is 8% (Baxter et al 2014:509). Although schizophrenia has a very
low prevalence in the general population, it has been found to be the most disabling
mental disorder (Whiteford et al 2013:1582).

Edmondson, Pahwa, Lee, Hoe and Brekke (2012:110) conducted a study among
individuals living with schizophrenia and found that as social functioning improved, their
satisfaction with their social relationships did not. These authors conclude that
interventions intended to improve social functioning among individuals living with severe
mental illnesses such as schizophrenia should consider the complex nature of their

social relationships.

Living with severe mental illness has been found to have profound consequences on
social networks, relationships and social interactions. Those living with severe mental
illness may also experience stigma, rejection and social isolation from others, leading

them to feel the need to conceal their diagnosis of severe mental illness from others

novi

(Perry 2014:33; Ye, Chen, Paul, McMa h o n , Shankar, Rosen & OORe



1.2 BACKGROUND

One in five Australians (20%) aged between 16 and 85 years report having experienced
a mental disorder in the previous 12 months, with over seven million (45.5%) confirming
having had a mental disorder during the course of their lifetime (Australian Institute of
Health and Welfare 2015:1; McEvoy, Grove & Slade 2011:957; Slade, Johnston,
Teesson, Whiteford, Burgess, Pirkis & Saw 2009:12). Anxiety disorders and affective
disorders are the most common among adults each year (Australian Institute of Health
and Welfare 2015:1; Commonwealth of Australia 2009:16-17; McEvoy et al 2011:957).
These arecoll ecti vely known as &éhigh prevalencebd
illnesses, such as schizophrenia, affect 1% to 2% of the adult population. Furthermore,
3% of Australian adults suffer from severe mental illness. Severe mental illness is based
on the diagnosis, severity of symptoms, duration of illness or chronicity, and disability
caused. This represents approximately half a million Australians of which fifty percent
(50%) have schizophrenia and other psychoses. The rest are comprised of severe
depression and anxiety disorders (Australian Institute of Health and Welfare 2015:2;
Commonwealth of Australia 2009:16-17; Morgan, Waterreus, Jablensky, Mackinnon,
McGrath, Carr, Bush, Castle, Cohen, Harvey, Galletly, Stain, Neil, McGorry, Hocking,
Shah & Saw 2012:735). Twenty-four percent (24%) of the burden of non-fatal disease in
Australia is as a result of mental illnesses, therefore, the impact of mental illness cannot
be ignored (Australian Institute of Health and Welfare 2015:2; Commonwealth of
Australia 2009:17). The 2007 National Survey of Mental Health and Wellbeing records
that 34.9% of Australians who had suffered a mental illness confirmed that they had
utilised mental health services in the preceding 12 months. The remaining 65.1% chose
not to utilise mental health services although they were living with a mental illness (Jorm
2014:795; Slade et al 2009:15).

Kelly, Stain, Coleman, Perkins, Fragar, Fuller, Lewin, Lyle, Carr, Wilson and Beard
(2010:16) and Kelly, Lewin, Stain, Coleman, Fitzgerald, Perkins, Carr, Fuller, Lyle and
Bear (2011:1338) conducted a study in rural, remote and regional New South Wales on
the mental health and well-being of rural communities. Their findings revealed that the
needs of rural communities are different from urban communities as the minority of
people with mental health problems tend to seek help for their problems. This could be
as a result of staff shortages and mental health services being difficult to reach in rural

areas. These authors found that there were higher levels of psychological distress in
2



rural communities. These findings are consistent with the results of Baxter et al
(2014:511) and Slade, Grove and Burgess (2011:312), who found that psychological
distress increased over time, especially in rural communities. The authors pose a
guestion as to what mediates the effect of the psychological distress on an individual in

a rural community.

Social support would, therefore, be critical in a rural context as rural communities tend
to be more isolated when compared to urban communities (Kelly et al 2010:16).
Although rural communities are more isolated than urban communities, Collins, Ward,
Snow, Kippen and Judd (2016:1) propose that connectedness may be the underlying
mechanism which influences the mental health and well-being of rural communities.
Social networks and social support have been found to improve mental distress in those

living in rural communities (Beaudoin, Wendel & Drake 2014:336).

Derose and Varda (2009:2272) conducted a systematic review on social capital and
health care utilisation and found that there is a growing interest and trend as to how
broad-level community characteristics, such as social capital and social networks,
influence the utilisation of health services. Social support is the perception of the
individual that those in their social network care about their welfare. As such, social
support is more subjective and less quantifiable than social networks (Maulik, Eaton &
Bradshaw 2011:30). On the other hand, social networks have been described as the
number of social contacts that one has and the frequency of interaction that one has
with them. Therefore, social networks are objective and can be quantified. It is through
these social contacts (friends or relatives) that a person can receive the assistance they

need in a crisis situation (Maulik et al 2011:30).

Thoits (2011a:4) found that social support will generally decr ease a per sont

health service utilisation if their condition is not serious, but that when a person has a
severe mental illness having social support made their use of mental health services
likely, through the use of coercion. This is because friends or relatives would often
contact the ambulance who will take their friend or relative who is mentally unwell to the
hospital. Thoits (2011a:4) also found that those who had greater social support
perceived that they needed treatment less because they felt that the support they had
from their social networks (family or friends) was adequate and thus delayed treatment

seeking and contact with mental health services. This suggests that social networks and
3



social supports may sometimes substitute for more formal forms of support. Chang,
Chen and Alegria (2014:1-2) investigated the role of social support among different
race groups (Caucasian, African, Asian and Hispanic) and found that when it came to
accessing mental health services, social networks would often substitute for more

formal forms of support, that is, mental health services.

In contrast, Maulik, Eaton and Bradshaw (2009:1223) found that frequent contact with

oneds soci al net wor k and tearegakseciated wetlv aegreater o f

use of general medical services or general mental health services but fewer specialised
psychiatric services. This could be due to the fact that social networks may be able to
assist with support, such as making appointments and providing transport to these

appointments.

A review of the literature by the researcher revealed that no previous studies
investigating the role that social networks and social support play on mental health
service use had been conducted in rural New South Wales. The researcher was also
unable to locate any studies conducted in any other areas of New South Wales. The
majority of the studies the researcher was able to locate were conducted in the United
States of America (USA). The researcher also engaged the services of the subject
librarian and supervisor who encountered the same lack of relevant literature. The
researcher completed searches using the following databases: Ebsco Host, Pubmed,

Medline, Science Direct, Google Scholar, Sage, CINAHL and Proquest. Some of the

keywords wused included: Afsoci al net wor ks o,

heal t h services, fsoci al net wor ks and

S C

F

ment

ment al il 1l nesso, fsoci al net wor ks a mrdoname nt a

-~

iment al healt h consumer 0, ifment al heal

el ationshipso, Astigma and interpersonal

t h

fiment al health services in rur al areak®so,

and dArur al me nt a | Théh sardhds hdentifiednssroenadicled however,
these articles were either irrelevant, outdated, or both. Examples include studies by
Behnia (2004:6); Berkman, Glass, Brissette and Seeman (2000:843); Lam and
Rosenheck (1999:13); Nyamathi, Leake, Keenan and Gelberg (2000:318) and Sapra,
Crawford, Rudolf, Jones, Benjamin and Fuller (2013:476).

r
c
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Recent studies that have investigated the role of social networks and social support on
mental health service use have employed quantitative methods (Chang et al 2014:1;
Maulik et al 2011:29; Thoits 2011a:4). This study aimed to use a qualitative approach to
understand the experience of mental health consumers with regards to their social
networks and social support and the influence these have on their mental health service
utilisation. Yeung, Irvine, Ng, and Tsang (2013:486) conducted a qualitative inquiry into
the lived experience of the Chinese and their careers in the United Kingdom with
regards to their help-seeking journey of accessing mental health services. The study
demonstrated the value that a qualitative approach can add in terms of understanding
the lived experiences of those affected by mental ililness and the role that social
networks and social support play as a part of this.

1.3 STATEMENT OF THE RESEARCH PROBLEM

The disparity between the number of people estimated to be living with mental disorders

and the proportion of those who receive adequate and appropriate treatment for these

di sorder s, i's known as the O6treat ment gapbéb
Schellenberg & Patel 2014:341; Jorm 2014:795).

Lora, Kohn, Levav, McBain, Morris and Saxenae (2012:47) found that the median
treatment gap for those living with severe mental illness such as schizophrenia was
69% when high, middle and low-income countries were compared globally. Eighty
percent (80%) of those living with severe mental illnesses such as schizophrenia were
treated in outpatient facilities in the community which bore most of the burden of care. In
Australia 41% of those living with affective (mood) disorders and 62% of people living
with anxiety disorders reported not accessing treatment in the preceding 12 months
(Jorm 2014:795). Mackenzie, Erickson, Deane and Wright (2014:99) found that
although rates of seeking treatment for mental health problems are increasing, the

majority of individuals with mental health problems remain untreated.

The 19506s and 1960060s saw a worl dwide trend
illnesses from hospital settings to less restrictive community settings and placing these
patients into the care of family members. This was referredt o as O6dei nstitut
(Boschma 2011:224; Hudson 2016:135). Australia was no different. However, the move

from institutions to community settings happened before sufficient community-based
5



mental health teams and support had been established (Pols & Oak 2011:4; Rosen,
OdHalloran & Mezzina 2012:390). The researcher wondered how social support or the
lack thereof influences the treatment gap. Rebello, Marques, Gureje and Pike
(2014:308) propose that having social support may be one of the innovative strategies

required in order to bridge the treatment gap for those living with mental iliness.

There is a widespread shortage of mental health professionals especially for the care of
those living with severe mental illness. These shortages are further aggravated by the
maldistribution of mental health professionals, particularly in rural areas (Becker &
Kleinman 2013:67; Olfson 2016:983; Thomas, MacDowell & Glasser 2012:1). There is a
scarcity of mental health services in rural areas (Thomas et al 2012:1). The shortage of
mental health professionals and lack of mental health service have led to an increased
burden of care on families (Valentini, Ruppert, Magez, Stegbauer, Bramesfeld & Goetz
2016:1).

The shortage of health professionals in rural areas, along with the deinstitutionalisation,
has contributed to the treatment gap. This has placed an increased burden on families
to care for family members living with severe mental illness who were once cared for in
hospital, and to provide them with social support and care (Bland & Foster 2012:519;
Weimand, Hedelin, Hall-Lord & Sallstrém 2011:703). Pirkis, Hardy, Burgess, Harris,
Slade, and Johnston (2010:929) found that 15% of the Australian population cared for a
relative with a mental illness and that most of these carers were women. It is in this
context of deinstitutionalisation that community-managed organisations were birthed in

order to assist those living with mental illness in the community.

Non-governmental (NGO) or community-managed organisations (CNM
profit organisations that aim to provide comprehensive care to individuals living with
mental illness, including supported employment, education, family and carer support,
rehabilitation, social inclusion, recovery and relapse prevention (Pols & Oak 2011:5).
Thus, community-managed organisations form an important part of mental health

consumerso6 social networks and support.

When people with mental illness engage with community-managed organisations they
seem to have improved health outcomes. By engaging in rehabilitation and support

services, people with mental iliness stay out of hospital and remain well for longer
6



periods of time (Bateman & Smith 2011:65; Bateman, Rosen, Smith & Hughes

2010:19) . The d6oewvolswndr ome6 IS defined

readmissions in acute in-patient mental health units by those living chronic and severe
mental illness (Garrido & Saraiva 2011:1114). Garrido and Saraiva (2011:1114) and
McConnell and Perry (2016:119) found that the lack of social networks and social

support were a strong pregndtomebor the

A consequence of deinstitutionalisation means that community-managed organisations,
along with relatives of those living with severe mental iliness, form part of the social
networks and provide social support to mental health consumers. Social networks and
social support are therefore critical in bridging the treatment gap and halting the
revolving door syndrome. Studies have shown that social networks and social support
form part of the societal factors that affect the use of mental health services (Chang et
al 2014:1; Maulik et al 2011:29; Maulik et al 2009:1223; Thoits 2011a:4).

With this in mind, the researcher wanted to discover what social networks and social
support mental health consumers have. The researcher sought to examine how having
contact with social networks and having social support affects mental health service
utilisation by mental health consumers. The researcher was also interested in what

social networks and support exist and how their role can be enhanced.

14 RESEARCH AIM

The aim of this study is to enhance the understanding of the role that social networks
and social support have on mental health service utilisation by mental health consumers
in rural New South Wales. The knowledge gained from the study will improve service
delivery, bridge the treatment gap and mitigate the effects of the revolving door
syndrome.

15 RESEARCH OBJECTIVES

The research objectives were:

1 To establish what social networks mental health consumers utilise.

Or ev



1 To explore and describe the perceived support that social networks provide to mental

health consumers.

1 To explore and describe the influence of social networks in the decision-making

process to utilise mental health services.

1 To make recommendations for health care workers to enhance the role of social

networks in the utilisation of mental health service.

1.6 RESEARCH QUESTIONS

The research questions were:

1 What kind of social networks are predominantly used by mental health consumers?

1 How are social networks perceived as supportive measures by mental health

consumers?

1 How do social networks affect the use of mental health services by mental health

consumers?
1 What is the role of social networks in mental health service utilisation?
1 What can be done to enhance the role of social networks?
1.7 DEFINITIONS OF KEY CONCEPTS
1.7.1 Mental illness
This is the psychological state or disease of the mind of someone who has emotional or
behavioural problems that are severe enough to require psychiatric intervention
(Princeton University 2016). In this study, mental iliness will refer to mental health

consumers who have been diagnosed by a psychiatrist with a disease of the mind and

may require psychiatric intervention with the use of medication to remain mentally



stable. This includes diagnoses such as severe depression, bipolar affective disorder,
schizophrenia, schizoaffective disorder and bipolar affective disorder. This study will

focus on severe mental illness.

1.7.2 Severe mental illness

This is a mental illness that causes disability to the degree that it influences daily life
(Arvidsson 2010:427). In this study, severe mental iliness refers to those persons who
are living with a mental iliness that is chronic in nature and causing significant disability
in their everyday lives. The participants in this study were living with severe depression,
bipolar affective disorder, schizophrenia, schizoaffective disorder, and bipolar affective

disorder.

1.7.3 Mentally stable

This can refer to no readmissions to mental health facilities, no adjustment of
medication in the previous 12 months due to an increase in symptoms, and the absence
of psychotic symptoms in the past 6 months (Depla, de Graaf & Heeren 2005:126). In
this study, participants were deemed to be mentally stable if they were not readmitted to
hospital or had their medication adjusted in the previous 12 months, or experienced any
psychotic symptoms for the past 6 months. This formed part of the inclusion criteria of

the study.

1.7.4 Mental health consumer

This refers to a person with a diagnosis of a mental illness who accesses or has
accessed mental health services (Department of Human Services Victoria 2009:2). In
this study, mental health consumers referred to those who had been diagnosed with
severe mental illness who used community mental health services and acute in-patient
services on an ongoing basis in the Northern Region of New South Wales.

1.7.5 Social support

Social support relates to the assistance that one can receive from others, such as family

and friends. It i s also oneb6s perception
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are people to turn to in times of need or crisis. Social support may consist of emotional
(intangible) or instrumental (tangible) support. Emotional support refers to having people
that you are able to talk to while instrumental support refers to tangible support such as
help with transport, house-keeping or money (University of Minnesota 2016). In this
study, social support applies to the perceived support that mental health consumers feel
they receive from their social networks. This includes emotional and instrumental

support.

1.7.6 Social network

M network of soci al i nt er a c tOxfard Bictioaamyd2016,e r s 0 n
Asoci al net wor ko) . Soci al net works are al so

and the frequency of interaction that one has with them (Maulik et al 2011:30). In this

study, social networks will refer to the number of social contacts or interactions a person

has. In other words, whoever forms part of t hTaisinckides a l c

family, friends, relatives and non-governmental organisations.

1.7.7 Mental health services

Mental health services are health services that specifically attend to the needs of those
experiencing a mental health crisis or mental health issues (Horspool, Drabble &
O'Cathain 2016:2). In this study, mental health services will refer to those services that
provide a specialised service to people living with severe mental illness. This includes
both acute services (emergency department and acute mental health in-patient units)
and community-based treatment which is offered via community mental health teams

that offer psychiatrist consultations and case management.

1.8 RESEARCH DESIGN

The research methodology describes the techniques used to structure a study and to
gather and analyse the information in a systematic way. This includes the overall plan
for addressing t he research guestion and I
(Liamputtong 2013:9; Polit & Beck 2012:741). What follows is a discussion of the
research approach, research design, research setting, sampling, data collection and

data analysis.
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1.8.1 Qualitative approach

Qualitative research evolved from behavioural and social sciences as a way to
understand the unique, dynamic and holistic nature of humans. Qualitative research is a
subjective and systematic approach for describing life experiences and giving them
meaning. The philosophical base of qualitative research is interpretative, humanistic
and naturalistic. Qualitative researchers hold a belief that truth is complex and dynamic
and can only be found by studying people in their natural settings or environments.
Qualitative research aims to promote an understanding of human experiences and
develop theories that describe these experiences (Borbasi & Jackson 2016:13; Grove,
Gray & Burns 2015:20). More detail will be provided in Chapter 3.

Because human responses are difficult to quantify, qualitative research is the most
efficient method for investigating emotional responses rather than quantitative research
(Grove et al 2015:20). Therefore, in order to fully appreciate the experiences of mental
health consumers and the influence that their social networks have on their mental

health service utilisation, a qualitative approach was chosen for the study.

1.8.2 Research design

Exploratory, descriptive, qualitative research is a research design that does not
subscribe to a particular qualitative research approach. An exploratory, descriptive
research design is usually used by researchers when exploring a new topic. Such
studies are developed to provide insight into practical problems and are also referred to
as basic qualitative research designs or generic qualitative research designs (Creswell
2016:259; Grove et al 2015:76-77; Schneider, Whitehead, LoBiondo-Wood & Haber
2013:105).

This was the research design chosen for the present study as the researcher wanted to
explore the role of social networks and social support and describe their influence on
mental health service utlilisation. The research design is discussed in more detail in

Chapter 3, along with the general characteristics of qualitative research.

11



1.9 RESEARCH METHODOLOGY

The research methodology will include the research setting, population, sample, sample

methods, data collection, and data analysis.

1.9.1 Setting and population of the study

The research setting is the location or site where the study will be conducted. There are
three common settings where research can be conducted. These are natural, partially
controlled, and highly controlled settings. A natural setting is an uncontrolled, real life
situation or environment. A partially controlled setting is an environment that is
manipulated in some way by the researcher, while a highly controlled setting is an
artificially constructed environment for the sole purpose of conducting the research
(Burns & Grove 2011:40-41; Grove et al 2015:276-277).

The present study was conducted in the natural setting of the northern region of New
South Wales which is also known as the New England North West Regions of New
South Wales. The region covers a land area of 98,606 square kilometres with a
population of 183 000 (Regional Development Australia 2016). The northern region
contains regional, rural and remote towns and communities. Within the northern region
there is one acute mental health in-patient unit with a capacity of 25 beds. There is also
one voluntary mental health in-patient unit with a capacity of 8 beds. There are three
community mental health teams who service the three districts (Peel, Mehi and
Tablelands).

A target population comprises of all the cases of interest to the researcher; that is, the
group about whom the researcher wants to make generalisations (Grove et al 2015:6;
Schneider et al 2013:185). For the present study, the target population included all
adults from a rural or regional area of New South Wales who have a diagnosis of a
severe mental illness and have accessed mental health services. Since it is not feasible
to use the target population, an accessible population was used. An accessible
population is the number of cases that meet the selection criteria (Schneider et al
2013:186). The accessible population included the participants who were available and
willing to participate after being informed about the study. Chapter 3 will offer further

details.
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1.9.2 Sample and sample methods

Within qualitative research, non-probability sampling is used where not every element of
a population has an opportunity to be selected for a study sample (Grove et al
2015:263).

For the present study, the researcher made use of two forms of non-probability
sampling which were purposive sampling and convenience sampling to select research
participants. In purposive sampling, the researcher deliberately chooses research
participants who are information rich and who will thus yield data that is relevant to the
study (Borbasi & Jackson 2016:158; Creswell 2016:110). Convenience sampling uses
the most readily accessible and willing persons as study participants (Burns & Grove
2011:305; Schneider et al 2013:189). As such, participants who were willing and
available were included in this study. Potential participants for the study responded to
flyers (Refer to Annexure A and Chapter 3 for further details) that provided a brief
description of the study and contact information of the researcher. Potential participants

were also recruited through the assistance of local mental health services.

The sample for the study consisted of adults aged between 18 years and 65 years since
they were able to give their own consent. The participants had a confirmed diagnosis by
a psychiatrist of a severe mental illness (severe depression, schizophrenia, bipolar
affective disorder) as these conditions have been found to be chronic and enduring and
may significantly af f ecton. Tlhe pateipast® wedbesmerdablyi | i t y
stable and not hospitalised in the previous 12 months or had not had their medications
adjusted in the previous 6 months. The participants had also resided in a rural or
regional area of New South Wales for longer than 6 months so they were familiar with
mental health services in their local area and had established some form of social

network. This was the inclusion criteria. Chapter 3 discusses sampling in more detail.

1.9.3 Data collection methods

The necessary permissions and informed consent were obtained by the researcher from
all stakeholders before data collection commenced (Section 1.8 and 3.7 discuss this

further under the heading dthical Considerationsg.
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Data collection is concerned with the identification of research participants and the
systematic and precise gathering of information (data) from these participants in order
to meet the specific research purpose, objectives or questions (Burns & Grove
2011:535; Grove et al 2015:502).

Data was collected through face-to-face semi-structured interviews in a place the
participants felt most comfortable, which was usually their own homes. The interviews
were conducted by the researcher and thus the researcher was the primary instrument
for data collection (Creswell 2013:45; Hissong, Lape & Bailey 2015:105). The
researcher made use of open-ended questions in order to gain a better understanding
of ment al heal t h ¢ on stilisimg mental heakthpserviceseamat thes o f
influence of their social networks and social support. At the start of the interviews, the
researcher again provided an explanation of the purpose of the study and a description
of how confidentiality and anonymity will be maintained. The informed consent form was
reviewed and signed (Refer to Annexure C). The participants were provided with
information about their voluntary participation and their right to withdraw from the study
at any point during the research. Participants were reminded that they would not be
penalised in any way if they chose not to participate in the study. With the verbal and
written permission of the participants, the interviews were audio-recorded. Data was
collected until data saturation was achieved after 12 interviews. During the study, the
researcher made use of field notes and a reflective journal. A detailed description will

follow in Chapter 3.

1.9.4 Data analysis

Data analysis is a technique that is concerned with reducing, organising and giving
meaning to raw data (Burns & Grove 2011:535; Schneider et al 2013:142).

After the interviews were recorded, they were transcribed verbatim by the researcher
and accuracy was confirmed by listening to the audio recordings several times until the
researcher was satisfied that the transcription was accurate. Transcripts, field notes and
the reflective journal were read and re-read numerous times to allow the researcher to
be fully immersed in the data (Liamputtong 2013:241). Data collection and analysis
occurred simultaneously during the course of the study (Creswell 2014:195). The

researcher first made use of open coding in order to organise the raw data. The
14



researcher then moved onto thematic analysis to analyse data. Open coding involved
the researcher approaching the raw data without any preconceived ideas as to how to
code the data (Polit & Beck 2012:569; Tappen 2011:367). Thematic analysis is a more
common type of data analysis in qualitative research. It involves identifying themes
through the reading and re-reading of the raw data (Liamputtong 2013:249-250;
Liamputtong & Serry 2013:375). Refer to Annexure D for coding protocol.

An independent coder was used during data analysis to ensure objectivity (Refer to
Annexure J for the letter from the independent coder). A consensus discussion took
place between the researcher and the independent coder to ensure themes identified
correlated with the data collected. Chapter 3 describes data management and analysis

in more detail.

1.10 MEASURES TO ENSURE TRUSTWORTHINESS

In qualitative research scientific rigour is ensured and determined by trustworthiness.
Trustworthiness refers to the extent that the data truly r e pr esent s the pa
experiences. This encompasses the concepts of credibility which is the accuracy of the
presented data, transferability which is the ability of the data to be transferable and
representative of other settings, confirmability which is the objectivity of the data,
dependability which is concerned with whether the study could be replicated and the
same conclusions drawn and authenticity which refers to providing a true report of the
participantsd vVviewpoints -22BdPpolib& 8eck 2012:948;c k s o n
Schneider et al 2013:153-154). A number of measures were employed during this study
to ensure trustworthiness. These included triangulation, member-checking, thick
description and reflexivity. Chapter 3 describes these measures to ensure

trustworthiness in greater detail.

1.11 ETHICAL CONSIDERATIONS

Before commencing with data collection the researcher received ethical clearance from
the Higher Degrees Committee of the Department of Health Studies at the University of
South Africa (REC-012714-039) (Refer to Annexure E). The researcher also received

ethical clearance from the Hunter New England Ethics Committee in Australia
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(15/02/18/4.09) (Refer to Annexure F). The researcher additionally obtained written

consent from the research participants before the commencement of the study.

Due to the potential for mistreatment of research participants, the Belmont Report
(1979) outlines the three ethical principles that must be adhered to when conducting
research (Grove et al 2015:98; Schneider et al 2013:79). These principles are
beneficence, respect for human dignity, and justice (Grove et al 2015:98; Schneider et
al 2013:79). The researcher adhered to these ethical principles during the course of this

study by treating the participants with respect and ensuring that no harm came to them.

Informed consent refers to a process whereby a prospective participant agrees to
participate voluntarily in a study or decline participation after they have understood all
the information about the study (Burns & Grove 2011:540; Hissong et al 2015:152).
Since the participants were part of a vulnerable population, the researcher made sure
that they were mentally stable and able to provide consent. The researcher was able to
determine this during the initial telephonic conversation. The researcher did not exercise
any coercion in order to make the participants take part in the study, and advised the
participants that they have the right to withdraw from the study at any time. The
researcher also advised that there were referrals for counselling and support if
necessary, if talking about their experiences would conjure unpleasant memories. None
of the participants became distressed or upset during the interviews, and no referrals for

counselling were necessary.

All documents and data sources including consent forms, audio tapes, transcripts and
portable disc drives wild/l be | ocked in

office for 15 years and will only be accessible to the researcher. Each participant
selected a pseudonym that further protected their identity (anonymity). Chapter 3

describes ethical considerations in greater detail.

1.12 SIGNIFICANCE OF THE STUDY

The researcher envisions that the findings of this study will enable mental health service
providers to improve service delivery by gaining a better understanding of what role
social networks and social support play in the journey of mental health consumers. This,

in turn, will help bridge the treatment gap and may serve to minimise the effects of the
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revolving door syndrome. The study aims to provide service providers with the
information they need to collaborate with the people who form part of the mental health
c o n s usrseaiabnetwork and provide social support for the benefit of the mental

health consumer.

1.13 LIMITATIONS OF THE STUDY

The main limitation of the study is that the nature of the qualitative approach and the
small sample size (12 participants were interviewed) means that the results of the study
cannot be generalised beyond the study population. However, the understanding gained
may prove useful in other situations (Polit & Beck 2012:180). Chapter 5 will discuss
other study limitations in greater detail.

1.14 OUTLINE OF THE STUDY

In Chapter 1 the researcher introduced the study and provided the aims and objectives
of the study. The researcher also provided background information to the study along

with definitions of key terms and the methodology used in the study.

Chapter 2 consists of the literature review where the researcher discusses a number of

factors that impact on the mental health consumer.

In Chapter 3 the researcher provides a detailed explanation of the research

methodology used during the study.

Chapter 4 is concerned with data analysis and the results.

Finally, Chapter 5 discusses conclusions, limitations and recommendations.

As stated above, this chapter has provided a general overview of the study as a whole.
Chapter 2 follows with an in-depth look at the literature.
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CHAPTER 2
LITERATURE REVIEW

Al Gealyc oncer ned a weryllitbemiterbturenod myn g
research topic. Some literature is relevant but the sources are
really dated. | need to employ the services of the subject librarian.
I 6 m g edlly womiegdé 0

(extract from reflective journal 25/05/2015)

2.1 INTRODUCTION

The previous chapter provided the background to the study and outlined the statement
of the research problem. It also described the research objectives, research questions,
definitions of key terms, and provided a general overview of what was to follow in

subsequent chapters. This chapter will discuss the review of the literature in detail.

A literature review is a review of the literature related to an area of study. This review is
used to clarify and evaluate the literature and relationships between the literature are
identified and discussed (CQ University 2015). A literature review is necessary as it
shares the results of previous studies with the reader relating to the topic being
researched and also places the study in context, highlighting the gaps in knowledge
(Creswell 2014:30).

There are three ways that a literature review can be used in a qualitative study.
Literature can be used to contextualise the problem as part of the introduction to a

study. Secondly, literature can be presented as a separate section undera 6|1 i t er at u
r e v i €&imaly, the literature is presented at the end of study and is used to compare

and contrast the findings of a research study (Creswell 2014:31).

For the present study, the researcher used literature as part of the introduction in
Chapter 1 and will use literature in Chapter 4 to support the research findings and to
conclude the study in Chapter 5. The researcher has included a separate section for the

literature review in this chapter as she wanted to familiarise herself with the terminology
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of the field and to explore in greater detail the information available on the research

topic and also to highlight the gaps within the literature.

Throughout the review of the literature, the researcher identified that there is limited
literature available on the research topic, especially with regards to recent sources that
have been written within the last five years. The researcher completed searches using
the following databases: Ebsco Host, Pubmed, Medline, Science Direct, Google
Scholar, Sage, CINAHL and Proquest. Keywords u s e d included: A men
Afdeinstitutionalisation and ment al i1l nesso
participation pandpeetbver yyd, sfervice provide
providers and ment al -pogeanméntal organisasiamsredd sedtal fin o1

il 1l nesso, macammuniotryyani sati ons and ment al i

ment al ill nesso, Asoci al support o, Asoci al |
Asoci al net wor ks andtme mteallt ail | Threead 4 dh, sfeawd &9
heal th serviceso, Arur al ment al heal t Bndc on st
Aknowl edge about ment al il l nesso.

The researcher also utilised the services of the subject librarian of the College of Health
Studies. The subject librarian encountered the same challenge as the researcher in

terms of sourcing relevant and recent sources pertaining to the research topic.

The researcher has endeavoured to use sources within the last 5 years, but where
recent sources could not be obtained, the researcher has used sources between 1993
and 2016.

In this chapter, the researcher presents literature relevant to the topic of investigation.
The researcher outlines mental illness and the characteristics of severe mental illness.
Other factors relating to the experience of the mental health consumer are explored.

Social networks and social supports are also described in greater detail.

2.2 MENTAL ILLNESS

The Mental Health Act of New South Wales (2007:s 14) defines dnental illnessba s a

condition that seriously impairs, either temporarily or permanently, the mental
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functioning of a person and is characterised by the presence in the person of any one or

more of the following symptoms:

(a) delusions,

(b) hallucinations,

(c) serious disorder of thought form,

(d) a severe disturbance of mood,

(e) sustained or repeated irrational behaviour indicating the presence of any one or

more of the symptoms referred to in paragraphs (a)-( d ) 6 6 .

Mental iliness has also been described as referringt o condi ti ons that a
thinking, emotions and behaviour (Australian Government 2014:2; Manderscheid, Ryff,
Freeman, McKnight-Eily, Dhingra & Strine 2010:2).

The most common mental illnesses are anxiety and depressive disorders. Mental
illnesses involving psychosis such as schizophrenia and bipolar affective disorder are
less common but more severe (Australian Government 2014:2-3). Severe mental illness

is described below in further detail.

2.2.1 Severe mental illness

When a persondés ment al il 1l ness affects their
disability and disadvantage, this is referred to as severe mental illness (Victorian
Government 2014; Herzog 2013:505). Examples of severe mental illness include

schizophrenia, bipolar affective disorder, mania, and psychosis (Herzog 2013:505).

The participants in this study were all living with a severe mental illness and have

diagnoses of the above, such as schizophrenia and bipolar affective disorder.

People living with a severe mental illness are likely to experience both primary and
secondary symptoms. Primary symptoms are directly caused by the illness. For
example hallucinations and delusions are primary symptoms of schizophrenia.
Loneliness and social isolation are secondary symptoms as they are caused by a

personb6és response to their illness (Stuart 2
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2.2.2 Characteristics of severe mental illness

Herzog (2013:506) found that adults living with severe mental illness were likely to be
less educated, poor, live alone and had some history of being homeless or incarcerated
compared to adults without a severe mental illness. Adults living with a severe mental
illness also reported more physical health problems and difficulties in participating in

social activities than adults without a severe mental illness.

People living with severe mental illness often face many challenges in their recovery
such as poverty, stigma and victimisation. They are also likely to be unemployed and
have limited, if any, close relationships (Herzog 2013:506; Stuart 2013:201).

Those living with mental illness may experience functional difficulties in their activities of
daily living and challenges in their interpersonal relationships. People living with mental
illness have been described as being withdrawn and socially isolated. They may also
struggle with feelings of low self-esteem, and have difficulties with motivation as a result

of a fear of failure. It is, therefore, important to focus on their strengths and what they
are able to achieve. Non-adherence to medication and treatment is often a
characteristic of those living with severe mental illness. It is important for service
providers to establisht he r eason f or -adhérencepmred todink thé kenefitso n
of treatment and medication with a personé swn goals (Herzog 2013:506-507; Stuart
2013:202-203).

The study results will be able to identify the unique challenges of living with a severe
mental illness as highlighted by Stuart (2013:202-203) and Herzog (2013:506-507).
These challenges include stigma and victimisation, limited interpersonal relationships,

non-adherence to medication and treatment and functional difficulties.
Such individuals living with severe mental iliness have historically been accommodated

within institutions. However, over the process of time deinstitutionalisation has occurred
(Davis, Fulginiti, Kriegel & Brekke 2012:259).
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2.3 DEINSTITUTIONALISATION

Australiads structure for ment al heabasecdh ser
care to community-based care. This deinstitutionalisaton occurred i n the 1
1 9 7 Obéfare adequate community supports were put in place (Krupinski 1995:577;

Rosen et al 2012:389; Talbott 2004:1113).

When patients living with a severe mental illness were discharged from institutionalised
care, there was a belief that their families would look after them. However, this
assumption did not take into account the burden of care that would be placed on
families (Krupinski 1995:577). This often led to family breakdown, which negatively
impacted on the mental state of the patients. Also, a number of patients did not have
families which they could return to (Krupinski 1995:577). As a result, a number of
discharged patients who were living with a severe mental illness, landed up on the
streets while others were transferred to nursing homes (Talbott 2004:1113).

Krupinski (1995:578) and Talbott (2004:1114) suggest that those patients living with a
severe mental illness should be discharged into the community only if adequate
services are available to cater for their needs. They also suggest that funds should be
made available for adequate housing and financial support for patients living with a
severe mental illness in the community. Patients living with a severe mental illness
should have access to vocational rehabilitation and education opportunities in the
community. Krupinski (1995:578) and Talbott (2004:1114) further recommend that
money should follow patients living with a severe mental illness into the community, and
funding needs to be flexible in order to meet the changing needs of this population

continually.

In contrast, Priebe, Badesconyi, Fioritti, Hansson, Kilian, Torres-Gonzales, Turner and
Wiersma (2005:123) compared the data in six European countries (England, Germany,
Italy, the Netherlands, Spain and Sweden) who had all undergone deinstitutionalisation
in the 19506s, 1 9 6 0 6ab(2085n24) fauddrittabal thesdPcounteels e et
had experienced reinstitutionalisation since 1990, to different degrees. Priebe et al
(2005:125) describe reinstitutionalisation as a form of newly established institutionalised
mental health care in the six European countries since 1990. Though the mental health

systems of many nations have strived to move away from institutionalised care for those
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living with mental illness, the results of this study show that some countries are

returning to some form of institutionalised care.

Some of the participants in this study have experienced long-term institutionalisation
while others have not. The participants in the present study were not admitted at the
time of the study, or institutionalised. Deinstitutionalisation created a greater need for
social support for mental health consumers. As such, deinstitutionalisation and

community supports have been an important part of their recovery journey.

2.4 RECOVERY

The recovery-orientated practice was a response to deinstitutionalisation (Anthony
1993:521). Recovery has been defined as a way of living a satisfying and hopeful life

where one is able to contribute to life even with the limitations caused by mental iliness.
Recovery is described as a deeply personal journey and involves developing a new
meaning and purpose for onebds | ife beyond
1993:527).

Some assumptions about recovery are that: consumers hold the key to recovery; in
order for recovery to be successful, consumers need a good social support network;
recovery can occur even if symptoms re-occur; and recovery is not a linear process,

there are often setbacks along the way (Anthony 1993:532-533).

Treatment, case management and rehabilitation are all facilitators of recovery (Anthony
1993:527). Controlled studies on Assertive Community Treatment (ACT) or Intensive
Case Management (ICT) have found that this model has been associated with reduced
time in the hospital and more stability in housing, thus further facilitating recovery. Other
studies found that ACT or ICT had little effect on the social functioning of mental health
service users particularly with regard to vocational training and time in jail (Mueser,
Bond, Drake & Resnick 1998:37). The participants in the present study were case
managed through their local community mental health teams. The study findings will be
able to identify whether mental health professionals form part of the social networks of
mental health consumers and, if so, whether they provide the social support that

facilitates recovery for mental health consumers.
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The internal components of recovery are also important. The individual must believe
that recovery is possible and therefore have hope. They also need to focus on their
strengths rather than their weakness, believe that change is possible, and be willing to
move forward rather than focusing on the past. The aim of the recovery model is for
consumers to resume more responsibility for themselves and their lives, and live with
the consequences of those choices (Jacobsen & Greenley 2001:482-483). The external
components of recovery include recovery-orientated services which focus on symptom
relief, crisis intervention, rehabilitation, case management, and advocacy (Jacobsen &
Greenley 2001:484).

Recovery from a severe mental illness is seen as the improvement of symptoms

whereby a person is able to return to baseline or near baseline functioning, following the

onset of their mental illness (Davidson & Roe 2007:463). Other people are unable to

recover as per this definition. The term decoverydin mental illness refers to a person
whoispursuing their | i feds aspi itnass ipeysrsts This h o u gt
means that a person may live a dignified and meaningful life in the face of ongoing
symptoms (Davidson & Roe 2007:464).

Recovery-orientated practice has become a critical philosophy within the mental health
field (Jacobson & Greenley 2001:482). Recovery is an essential part of mental health
consumersd journey of IAS pait of ghe recovety phitosaophy,a | i
mental health consumers are encouraged to participate in their own treatment and

journey towards recovery (Jacobson & Greenley 2001:482).

2.4.1 Consumer participation

Lammers and Happell (2003:390) conducted a qualitative study in the experience of
consumers with regards to participation in mental health services. The findings of their
study indicated that mental health consumers need to be provided with the opportunity
to participate in the planning, implementation and evaluation of the mental health
services they receive. The participation of mental health consumers is dependent on
each ment al heal th consumer 6s | ethreg Mwish ad fun
contribute. Lammers and Happell (2003:390) highlighted that each mental health
consumer should be considered as an individual, and mental health consumers should

not be treated as a homogenous population.
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Lammers and Happell (2003:390) found that consumer patrticipation was strengthened
when there were processes in place that allowed for consumer involvement within their

care.

Mental health consumers also expressed that the attitudes of mental health service
providers were a barrier when it came to consumer involvement as some providers
appeared to be of the opinion that mental health consumers had nothing valuable to

contribute pertaining to service delivery (Lammers & Happell 2003:391).

There has been an evolution in the way mental health services have been delivered.
The continuing challenge is in redefining the relationship between the mental health
consumer and the service provider. The traditional role of service providers is to
assume responsibility for the care of consumers without the opportunity for consumers
themselves to influence the process (Lammers & Happell 2003:386). Within the
recovery-orientated framework, it is important for consumers to take the leading role in
their recovery with service providers as partners. The study findings will identify the role
that mental health consumers feel that service providers play in their recovery journey

while living with a severe mental iliness.

2.4.2 Perspective of service providers

Health care providers identify that some of the barriers affecting individuals living with
mental illness include: limited finances, fear, stigma, and lack of social support. Health
care providers recognise that stigma significantly affects an individual's help-seeking

behaviour.

Health care providers also expressed that individuals living with mental iliness often
display a sense of disempowerment and lack of control over their lives. Health care
providers report that the physical health concerns of individuals with mental illness were

often treated as secondary to their mental health concerns (McCabe & Leas 2008:309).

The perspective of health professionals or service providers is critical as they provide
many of the mental health services utilised by mental health consumers. The study aims
to identify the role that social networks and social supports play in mental health service

utilisation so that their role can be enhanced. Service providers can also form part of the
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social networks of mental health consumers. Apart from traditional mental health
services, Non-governmental Organisations/Community-managed Organisations are a
growing sector within mental health services in Australia, and they provide informal care

and support to mental health consumers (Pols & Oak 2011:5).

2.4.3 Non-governmental organisations/ community-managed organisations

Non-governmental or community-managed organisations are not for profit organisations
that aim to provide comprehensive care to individuals living with mental illness. Thus,
community-managed organisations form an i mpo
social networks and support. The care provided by community-managed organisations
includes supported employment, education, family and carer support, rehabilitation,
social inclusion, recovery and relapse prevention. This is the fastest growing sector
within mental health services in Australia (Pols & Oak 2011:5). The Mental Health Carer
Respite Program and the Community-Based Program are specific programmes
targeting carers and families as a way to support them and decrease their burden of
care (Bateman & Smith 2011:51).

When people diagnosed with a mental illness engage with community-managed
organisations, they seem to have improved health outcomes (Bateman & Smith
2011:65). By participating in rehabilitation and support services, people diagnosed with
a mental iliness stay out of hospital and remain well for longer periods of time (Bateman
& Smith 2011:65; Bateman, Rosen, Smith & Hughes 2010:19). Community-managed
organisations play a supportive role in reducing the frequency, duration and intensity of
mental illness episodes. As a result, it frees up specialist treatment services for those
who are acutely unwell, thus decreasing the demand for overburdened medical services
(Bateman & Smith 2011:65; Bateman et al 2010:19). The role of community-managed
organisations is becoming increasingly important due to their outcomes of helping
individuals living with a mental illness and their carers participate in community life. As
mentioned before, community-managed organisations provide a variety of support
services that are recovery-orientated. They also assist individuals living with mental

illness access more mainstream mental health services (Bateman & Smith 2011:57).
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Although community-managed organisations support mental health consumers in their
recovery journey, stigma is one of the barriers that mental health consumers face when
seeking help for their mental iliness (Fuller, Edwards, Procter & Moss 2000:150).

2.5 STIGMA

Mental health problems are associated with a high degree of stigma. Consequently,
people may avoid seeking help within formal mental health services even though they
may recognise their own distress (Fuller et al 2000:150-151; Venkatesh, Andrews,
Mayya, Singh & Parsekar 2015:449).

Stigma is described as having four components: labelling, stereotyping, separation,
status loss and discrimination (Barczyk 2015:40; Link & Phelan 2001:363). Labelling is
concerned with something that is affixed and maintains the focus on a particular
difference. The next component of stigma occurs when the labelled differences are
linked to stereotypes when a label links the person to a set of undesirable
characteristics that form the stereotype. When a labelled person is believed to be

different, stereotyping can be easily accomplished. In extreme cases, the stigmatised

o
c
(72}
o

person is thought to be dif freally bBuman. The foumh
component is concerned with status loss. When labelled people are linked to
undesirable characteristics, a rationale is constructed devaluing and excluding them.
This causes them to experience status loss and discrimination. Discrimination occurs as
a result of a loss of status on the human or social hierarchy. A person who develops a
severe mental illness may form expectations that others will reject them or discriminate
against them based on their mental illness as a result of their worldview or belief that
people living with mental iliness are rejected or stigmatised. Depending on the extent
that this forms part of the person6s wor | dvi e w,n canhhaw negativec e p t i
consequences, such as a person avoiding contacts they perceive as threatening (Link &

Phelan 2001:368-374; Link, Wells, Phelan & Yang 2015:118-119).

Thornicroft, Rose, Kassam and Sartorius (2007:191) describe stigma as a combination

of a lack of knowledge (ignorance), attitudes that people hold (prejudice), and their

behaviour (discrimination).
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Thornicroft et al (2007:192) and Ungar, Knaak and Szeto (2016:262) propose that
research and action should move from focusing on stigma to focusing on discrimination.
For example, instead of asking an employer whether they would hire a person with a

mental illness, it should be assessed in practice whether or not the employer does.

Stigma has many consequences for those who are stigmatised. They may experience
decreased life opportunities such as reduced social contacts, limited employment
opportunities, limited housing options, and underutilisation of health services in order to
avoid being stigmatised (Sickel, Seacat & Nabors 2014:204; Yang, Cho & Kleinman
2008:219). For those living with a mental iliness, further adverse effects of stigma
include low self-esteem, depression, limited social networks and non-compliance with
treatment programmes (Cruwys & Gunaseelan 2016:36; Link, Struening, Neese-Todd,
Asmussen & Phelan 2001:1621; Yang et al 2008:227). Link et al (2001:1621) and Sickel
et al (2014:204) therefore saw that one way of reducing the impact of stigma on those

living with a severe mental illness was to improve their self-esteem.

Other ways that stigma can be combated is through protest, education and contact.
Protest involves the active participation to reduce stigmatising images in the media in an
effort to reduce stigmatisation. With education, inaccurate information regarding
stigmatised groups can be challenged, and the media can be used as a tool to provide
accurate information. Contact involves having personal contact with a person from the
stigmatised group. For example, meeting a person living with a mental iliness in order to
decrease stigma and stereotyping (Sickel et al 2014:206; Ungar et al 2016:267; Yang et
al 2008:228-229).

On the other hand, Whitley and Campbell (2014:3-4) found that their participants (who
were all living with a severe mental illness) did not experience stigma as a common
problem, as very few stigmatising encounters were reported. The participants had a
diagnosis of schizophrenia, bipolar affective disorder, major depression and
schizoaffective disorder and were community residents. This is very similar to the
participants in the present study. The participants also did not describe stigma as a
barrier to their recovery. They rather viewed stigma as a potential problem and were
keenly aware of it. The participants were also fearful of being stigmatised by others. As
such, they developed various behavioural and psychological strategies in order to

prevent an experience of stigma. These strategies are mostly concerned with blending
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behaviour and demeanour.

The researcher is interested to discover whether the participants from the present study

experience stigma from their social networks.

Social support is correlated with perceived stigma (Mueller, Nordt, Laubner, Rueesch,
Meyer & Roessler 2006:46). Kido, Kawakami, Miyamoto, Chiba and Tsuchiya
(2013:243) found that living in a community with high social capital (this includes social
networks and community engagement) led to lower stigma towards those living with
mental illness. Social support is further discussed below.

2.6 SOCIAL SUPPORT

Puyat (2013:598) defined &ocial supportbas @At he subj ectihelpis
available when needed and that one is valued by other peopleo . Maul i k,
Bradshaw (2011:30) agree with this definition and further state that social support is
relat ed t o o nretivark, and as suth, social support acts as a coping

mechanism for those living with mental illness.

According to Chinman, George, Dougherty, Daniels, Ghose, Swift and Delphin-Rittmon
(2014:429) and Davidson, Chinman, Kloos, Weingarten, Stayner and Tebes (1999:165),
individuals living with severe mental illness have been found to benefit from peer
support. These authors describe that peer support may take on three forms. Firstly,
there are the naturally occurring mutual support groups, secondly are consumer-run
services where those living with a mental illness volunteer to run groups to support
other mental health consumers. Finally, consumers can be employed as paid providers
in clinical and rehabilitative settings. Studies on mutual support groups found that they
promoted larger social networks and recovery among those living with severe mental
illness (Chinman et al 2014:429; Davidson et al 1999:165). Consumer-run services and
employment of consumers suggest that they may be able to broaden access to peer
support for those living with severe mental illness (Chinman et al 2014:429; Davidson et
al 1999:165). Austin, Ramakrishnan and Hopper (2014:881) completed a mixed
methods study on those formally employed as peer supporters in New York community

mental health settings. Austin et al (2014:881) found that these peer supporters viewed
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their role as transforming their lived experience as mental health consumers to help
other mental health consumers navigate the mental health system. Secondly, the peer
supporters saw their role as providing tangible evidence to others (especially mental
health consumers) that recovery was possible. Finally, the peer supporters saw their

role as launching mental health consumers towards their own recovery.

Davidson, Chinman, Sells and Rowe (2006:443) reviewed the data from four
randomised controlled trials on the role of peer support (those who run consumer
services or employed in clinical settings) as mental health treatment. The results from
the randomised controlled trials highlighted that there was very little difference in terms
of outcomes between conventional care and care provided by peers (peer support).
Davidson et al (2006:443) concluded that peer support is still in its early development as
a form of mental health treatment or service, but encourages further exploration. These
findings were further supported by Llyod-Evans, Mayo-Wilson, Harrison, Istead, Brown,
Pilling, Johnson and Kendall (2014:14), who conducted a systematic and meta-analysis
of randomised controlled trials. Llyod-Evans et al (2014:14) found that despite the
popularity of peer support programmes internationally, the randomised controlled trials
concluded that there was very little difference in terms of outcomes for people living with
severe mental illness. Llyod-Evans et al (2014:14) also encourage further exploration.

The quality of social support that people with mental illness have is positively associated
with the development of a sense of coherence where one has confidence in their own
ability to cope (Langeland & Wahl 2009:834).

Both social network size and social support are correlated with better recovery in
individuals living with severe mental illness (Hendryx, Green & Perrin 2009:325; Rogers,
Anthony & Lyass 2004:437). Low levels of social support have been associated with low
self-perceived mental health. Increased social support has also been associated with
smaller urban centres (Chadwick & Collins 2015:228).

Social support is correlated with perceived stigma. The more social support people
perceive at the time of hospitalisation, the less they think that people will reject them
because they have a mental iliness. However, if people perceive less social support,

they tend to feel more stigmatised (Mueller et al 2006:46).
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Higher levels of social support have also been associated with greater use of general
medical services but lesser use of specialised mental health services (Maulik, Eaton &
Bradshaw 2009:1222). Maulik et al (2011:29) found that social support, rather than
social networks, increased mental health service use after a person had experienced a
life event such as bereavement, divorce, having a child, losing a job, moving house or

battling a life threatening illness.

Soci al support has conversely been found to
services until a persondés condition is such
person requires mental health treatment, having social support increased the probability

of mental health service utilisation (Thoits 2011a:4).

Social supports complement social networks which are discussed further below.

2.7 SOCIAL NETWORKS

Social networks have been described as the number of social contacts one has and the
frequency with which they interact with them (Maulik et al 2011:30).

Individuals living with a severe mental illness have been found to have smaller social
networksthant he gener al popul ation. A persono S 0

of mental health services. Smaller social networks and less social support are
associated with more frequent hospitalisation (Albert, Becker, McCrone & Thornicroft
1998:248). High density and low density social networks are associated with more time
spent in hospital for those living with a severe mental illness. Medium density social
networks are optimal as these can be maintained under stress. Lower levels of social

support are also associated with poorer outcomes (Albert et al 1998:250).

Social networks matter for health outcomes (Perry & Pescosolido 2015:116). When
individuals who are living with a mental illness are in an acute episode of illness, they
activate their network ties, who are the individual people in their social networks.
Individuals living with a mental illness will typically choose someone with experience of
mental illness. Those who activate adequate support networks report better outcomes
than those who activate weaker network ties by not being selective in their approach

(Perry & Pescosolido 2015:116).
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A personds s plays anlimportent rel® in kheir help-seeking attitudes and
behaviour for psychological services that address mental health issues. Those who
seek help from mental health services are prompted to do so 74% to 78% of the time.
Those who had sought help do so because they know someone who had sought help
92% to 95% of the time and because of this, the person seeking help has a more
positive expectation about treatment and what friends and family would think of them if
they seek help (Vogel, Wade, Webster, Larson & Hackler 2007:241).

Miiller, Nordt, Lauber and Réssler (2007:571) in their longitudinal study of people living

with a severe mental illness, f ound t hat t he participants?©o
increased over the period of the study (approximately 5 years). However, the
participantsd perception of soci al support
relatives, friends and co-workers, while only a small number reported having partners

and or children. Women were found to have more diverse social networks while men,

without a job or having a low income, were associated with less diverse networks.
Participants without close friends perceived less support while those with partners and

friends found them very supportive.

Muller et al (2007:571) concluded that people living with severe mental illness may not
necessarily be isolated in terms of their social network diversity as they do have people
to turn to. However, access to fulfilling certain social roles, such as being a partner or

parent, is limited.

There are different types of social networks: the socially excluded or truncated network,
the homogeneous network, the traditional network, the heterogeneous network, and the
network of solidarity. The socially excluded or truncated network consists of a small
number of people in a small number of groups. Examples include the unemployed and
newcomers. The homogeneous network has a limited number of groups but extensive
contacts within these groups. These contacts are made up of extended family, local
friends and neighbours. An example of this is single mothers. The structure of a
traditional network is tight knit and consists of family, neighbours, friends from social
clubs, sports or school, and ex-colleagues. Examples of this are the elderly who tend to
have spent most of their lives in a certain area. The members of a heterogeneous
network are different in terms of age, employment, culture and interests. Heterogeneous

networks are open and loose knit. Examples are people involved in volunteer
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organisations. The network of solidarity consists of members who are both similar and
dissimilar and so the network structure is both tight and loose. This is a blend between
the traditional and heterogeneous networks (Cattell 2001:1507).

In general, social networks have been linked to positive or negative attributes
depending on the types of social networks you are a part of. Those with more restricted
social networks are more likely to express feeling anxious, depressed and socially
isolated. Those with more extensive networks, in turn, express hope for the future and
feel more in control of their lives (Cattell 2001:1508-1509).

In this study, the researcher seeks to discover what social networks mental health

consumers have and how these influence their use of mental health services.

2.8 ACCESS TO MENTAL HEALTH SERVICES

As a result of either the side effects of medication or the actual iliness itself, individuals
living with mental illness find it difficult to access mental health services (Bambling,
Kavanagh, Lewis, King, King, Sturk, Turpin, Gallois & Bartlett 2007:127; Mental Health
Council of Australia [s.a.]:2). If they reside in rural or remote areas, access is more
difficult due to limited or no public transport options. Persons living with mental illness
may also face difficulty in understanding the information communicated to them due to
their illness and the side effects they may be experiencing (Bambling et al 2007:127,
Mental Health Council of Australia [s.a.]:2).

Mental health consumers are often unaware of what options are available and how to
access mental health services. Health professionals may also be unaware of what
services exist and how to navigate the health system, which at times appears

fragmented (Mental Health Council of Australia [s.a.]:2).

In Australia, the first point of contact for mental health concerns is the General
Practitioner (GP) (Bambling et al 2007:127; Mental Health Council of Australia [s.a.]:3;
Parslow & Jorm 2000:997). Persons living with mental illness are finding it increasingly
di fficult to access ,thergiera dechease in thé nuréberéosbulk-
billing GP practices which means that a number of mental health consumers need to

pay upfront for all their appointments. Mental health consumers also face great difficulty
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in identifying or spedatimesestinmmknoGl@dgesof mental health.

There are additional challenges in obtainings hort noti ce appoint ment
a mental health crisis (Bambling et al 2007:127; Mental Health Council of Australia

[s.a.]:3).

Bambling et al (2007:1 2 8 ) conducted a study on ment al
allied health professionals, and non-profit organisations. The findings revealed that all
services identified that there was inadequate care for people with mental health
problems with a tendency to respond to crisis rather than to offer services that focus on
early intervention or rel apse prevention. C
obtain outpatient mental health services for their patients. They cited shortage of mental
health providers and inadequate coverage as the main barriers to mental health service
access (Cunningham 2009:490).

There is reduced accessibility of mental health services in rural areas, and rural staff
often take on diverse roles in order to fill service gaps (Rajkumar & Hoolahan 2004.78;
Turpin, Bartlett, Kavanagh & Gallois 2007:132).

In rural and remote communities there are frequently problems with the recruitment and
retention of staff (Rajkumar & Hoolahan 2004:78; Turpin et al 2007:132). Other
barriers include inadequate services for those in crisis, concerns about treatment
quality, over-extended human resources, and poor communication between services.
People diagnosed with a mental illness living in rural or remote areas were identified as

having inadequate access to housing and transport (Turpin et al 2007:132).

Treatment coverage for mental disorders is poor in many developed countries
(Andrews, Issakidis & Carter 2001:417). Approximately one-third of people living with
mental health disorders in developed countries use mental health services (Andrews et
al 2001:417; Ngui & Vanasse 2012:195). Weinhold and Gurtner (2014:201) found that
many developed nations struggled to ensure that services in rural areas were equitable.
Rural areas were characterised by shortages of service providers, decreased quality of
care, barriers to access, and the inefficient utilisation of available services. These
problems are related to physical infrastructure, educational, economic and political

issues.
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Padgett, Patrick, Burns and Schlesinger (1994:222) conducted a study in an insured

Anepmor 0 popul ati on i moftheimstudyihighdightedittaeBlackeand | t s

Hi s pani c eubpatiest ment@lfhealth services was lower than that of Whites. The
Blacks and Hispanics made use of informal supports such community members or
religious institutions such as churches. Padgett et al (1994:222) concluded that ethnic
differences exist in the use of mental health services even when factors such as
socioeconomic and insurance factors are accounted for. These authors (1994:222)
proposed that other factors, such as cultural or attitudinal factors and barriers to

accessing mental services, may be responsible.

2.8.1 Use of services

People from all categories of mental health disorders (mild, moderate and severe) who
utilise mental health services have been found to visit GP's more often than those living
with mental health disorders who did not utilise mental health services. Those with
severe mental iliness visited GP's more often than those living with less severe mental
illness. There is no difference in service use whether the person lives in a rural, remote
or metropolitan area (Mai, Holman, Sanfilippo, Emery & Stewart 2010:505). Women,
and those with a diagnosed affective, anxiety or substance use disorder are also more

likely to use mental health services (Parslow & Jorm 2000:997).

In Australia, it is common for rural and remote mental health consumers to be
transferred over long distances in order to access tertiary mental health services which
are located in larger regional or metropolitan areas. As such, there are often difficulties
with integrating their care between primary and tertiary services (Taylor, Edwards, Kelly
& Fielke 2009:216). Whiteford and Buckingham (2005:396) found that by 2002 there
were disparities between states and territories in terms of per capita spending on mental
health services. This, is turn, has resulted in a wide variation of mental health services

available across Australia.

Mental health consumers who are transferred to the city for mental health treatment see
this as beneficial despite being transferred over long distances and being separated
from friends and family as they have access to specialised mental health care. Service

providers in rural and remote areas, however, report that they found the transfer of care
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difficult due to information flow and integrating primary and tertiary services (Taylor et al
2009:216).

McCabe and Leas (2008:307) discovered that participants who were living with a mental
illness had a high level of awareness of the range of health services available to them
and regularly accessed these. These included mental health and general medical
services. The authors (McCabe & Leas 2008:308) further found that participants living
with a mental illness also disclosed that they were afraid of attending medical
appointments by themselves and the difficulties they have in articulating their health

concerns.

Participants from McCabe amwere diagrmosed with @ental8 : 3 0 8
illness identified barriers to health care services such as finding that doctors did not take
their physical concerns seriously. They also found their treating doctors impersonal
towards them. The participants highlighted that limited transport impacted on their ability
to access medical care. These participants were dissatisfied with the health care

services they received as they felt health care providers did not provide holistic care.

Continuity of care has been deemed an important part of quality care in mental health
services by both mental health consumers and service providers alike (Jones, Ahmed,
Catty, McLaren, Rose, Wykes & Burns 2009:632). Both mental health consumers and
carers highlight that they experience the repeated changes in staff very frustrating
during the course of their care. The mental health consumers find it frustrating having to
re-tell their story, and the carers find this frustrating in terms of the emotional demands
placed on the mental health consumers. This aspect interrupts their therapeutic
relationships with staff (Jones et al 2009:634).

Carers and mental health consumers further highlight the tendency of services to
respond only to crisis rather than acting in a preventative manner. Mental health
consumers and carers also disclosed that there were many communication gaps
between different service providers and agencies involved in their care and this further

contributed to discontinuity of care (Jones et al 2009:636).
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2.8.2 Rural mental health consumer versus urban mental health consumer

Rural communities experience economic difficulties as a result of loss of industry and
population, high levels of unemployment, and disadvantage. This has an impact on the

mental health of rural communities (Fuller et al 2000:151).

The isolation of rural and remote communities has produced a culture of self-reliance.
This culture of self-reliance means that rural and remote communities are used to
meeting their own needs without outside help. This influences the help-seeking
behaviour of rural and remote communities with regards to mental health problems
(Fuller et al 2000:151).

Riva, Curtis, Gauvin and Fagg (2009:657-658) claim that people living in rural areas
were less likely than urban dwellers to report their health as being fair or poor, or report
common mental disorders. There were significant variations in health across semi-rural

areas and urban areas.

It has been previously noted that rural and remote residents have difficulty accessing
high quality mental health services. Some of the challenges that face rural and remote
mental health consumers include travelling long distances in order to reach services,
difficulty accessing transportation, and increased time out of work or school.
Telemedicine or video-conferencing has been one of the ways that health services have
developed in order to provide psychiatric services to these rural communities to improve

service delivery (Shealy, Davidson, Jones, Lopez & deArellano 2014:1).

Telemedicine or video-conferencing has been increasingly employed in rural and
remote areas to respond more timely to mental health emergencies or crises. This has
meant that regardless of the distance, rural and remote residents can have immediate
access to a mental health assessment by a psychiatrist. This, in turn, has resulted in a
decreased need for hospitalisation in some cases (Saurman, Perkins, Roberts, Roberts,
Patfield & Lyle 2011:453).

High suicide rates have been reported in men (in particular young men) in rural areas
(40.4 per 100000) and remote areas (51.7 per 100000), compared to metropolitan

populations (31.8 per 100000). There is no significant difference between young men in
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rural and remote areas who reported a mental health disorder when compared to their
metropolitan counterparts. However, young men from rural and remote areas are less
likely than young men from metropolitan areas to seek professional help for a mental
disorder (Caldwell, Jorm, & Dear 2004:10).

Smith, Humphreys and Wilson (2008:56) found that rurality (living in a rural area) does
not necessarily lead to rural-urban disparities but that rurality may intensify or
exaggerate the effects of decreased availability of services, more hazardous
occupations and higher personal risk, decreased access to transport and social-

economic disadvantage.

Those living in rural areas have been found to have poor knowledge of mental illness
when compared to those living in urban areas (Wrigley, Jackson, Judd & Komiti

2005:516). Knowledge about mental illness is discussed in more detail below.

2.8.3 Knowledge about mental iliness

Rusch, Evans-Lacko, Henderson, Flach and Thornicroft (2011:675) found that
individuals who had greater knowledge about mental illness and a positive attitude were
more likely to seek help for mental health problems than those who had limited
knowledge and a more negative attitude towards mental illness. Individuals with a
greater knowledge of mental illness were also more likely to disclose their own
diagnosis of a mental illness. Risch et al (2011:675) concluded that help-seeking and
disclosure in the general population about mental illness may be increased by initiatives
that provide greater knowledge about mental illness and also promote positive attitudes

towards mental illness.

Knowledge about physical health matters in the general population has been widely
accepted however, knowledge about mental issues or concerns (mental health literacy
has lagged behind (Jorm 2000:396). Jorm (2000:396) found that many members of the
general public fail to recognise common mental disorders and psychological distress in
others. Jorm (2000:396) concluded that if mental health literacy in the general
population is not improved, this may impact on members of the general population from

accepting evidenced-based mental health care and those experiencing mental health
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disorders from accessing the appropriate care and gaining support from their

community.

Hugo, Boshoff, Traut, Zungu-Dirwayi and Stein (2003:715) also found considerable
misunderstanding with regards to mental illness related to stigma. Mental illness was
not seen as a medical disorder but rather as stress-related or a lack of willpower. This,
in turn, influenced preferred treatment and help-seeking behaviour.

2.9 CHAPTER SUMMARY

This chapter focused on presenting relevant literature to the study. Definitions of mental
illness and severe mental illness were discussed. The impact of deinstitutionalisation on
mental health services and recovery was debated. Finally, social networks and social
support were explored in depth along with the knowledge about mental illness. The
literature highlighted that there were limited studies pertaining to the research topic.

The main gap identified is that there are limited sources relating to the research topic

with the majority of studies being completedi n t he 19906s and early
study seeks to add updated knowledge to the area of social networks and social
support. The researcher identified no previous studies had been conducted that
investigate the role of social networks and social support on mental health service
utilisation by mental health consumers in rural New South Wales. The present study

aims to address this research gap.

Chapter 3 outlines the research methodology used in this study that demonstrates how

these research gaps were addressed.
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CHAPTER 3
RESEARCH METHODOLOGY

Al am worried that my previous exper.i
working within mental health may cause me to overlook
some areas | should uncover. | need to account for this

i n my methodol ogyéo

(extract from reflective journal: 10/06/2015)

3.1 INTRODUCTION

Chapter 2 provided the review of the literature while this chapter describes the research
design and methodology employed in this study. This includes the setting, population,
sample, data collection, data analysis, methods to ensure trustworthiness and ethical

considerations.

3.2 RESEARCH DESIGN

Quantitative research collects and analyses numerical data which inform when, how
often, or how effective particular interventions or treatments are. Quantitative research
does not aim to understand the personal experiences of research participants
(Richardson-Tench, Taylor, Kermode & Roberts 2011:7; Schneider et al 2013:104).
Qualitative research intends to understand naturally occurring social events through
exploring the attitudes, beliefs, values, experiences and meanings of research
participants (Richardson-Tench et al 2011:9; Schneider et al 2013:105). Therefore, in
order to fully appreciate the experience of mental health consumers and the influence
that their social networks and social support have on their mental health service

utilisation, a qualitative approach was chosen for this study.

3.2.1 Qualitative research approach

Qualitative research is closely aligned with the constructivist tradition, which believes
that human beings are inherently complex, and have the ability to create their own
experiences (Hissong et al 2015:95; Polit & Beck 2012:14). Qualitative research is
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subjective and is based on narrative material. Such methods aim to get a deeper
understanding of the factors that contribute to human behaviour. Qualitative studies use
smaller samples in order to limit the focus of the study and gain a deeper understanding
of the phenomena being studied (Hissong et al 2015:95; Polit & Beck 2012:14).

Yin (2011:7-8) states that qualitative research has the following five features or
characteristics:

Qualitative research studies the meaning that people ascribe to their lives in their
natural surroundings and seeks to represent the views of the participants in a study.
Qualitative research aims to understand the context in which people live and to
contribute to the emerging knowledge that will help explain human behaviour. Finally,
gualitative research aims to use multiple sources of evidence rather than a single
source. During the study, the researcher sought to be true to these five features of
qualitative research by gathering data 1in
example in their homes if they felt comfortable) and attempting to understand the
meaning they gave to their experiences of social networks and social support. The
researcher aimed to represent the views of the participants in the study and immersed
hersel f i n participants?o contexts t hrough
observation of the participants and their environment, along with field notes with
individual interviews as sources to gather evidence or data. She anticipated that the
knowledge gained from the study could help explain human behaviour, in particular, the
factors that influenced mental health service utilisation by the participants.

A generic qualitative, explorative, descriptive and contextual design was applied to the

study.

3.2.2 Generic qualitative design

Generic qualitative designs claim no particular methodological roots but may exhibit
some characteristics of other methodologies or approaches. For example, the generic

gualitative design may use techniqgues of ethnography, grounded theory and

phenomenology but not claim it as such (Polit & Beck 2012:505).
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1 Exploratory design

An exploratory research design aims to explore the phenomena under study.
Exploratory research also intends to develop or refine hypotheses between the
phenomena (Polit & Beck 2012:727). In the present study, this design was used to
explore information about the experiences of mental health consumers and the social
support and social networks they have in their lives. Exploratory designs are often used
when very little is known about the phenomena under study (Polit & Beck 2012:727).
This was important in this study since little information is availalble about the social

support and social networks of rural mental health consumers.

71 Descriptive design

Descriptive research describes concepts and relationships (phenomena) in real life
settings. Descriptive research is also concerned with the accurate description of the
characteristics of the phenomena under study (Burns & Grove 2011:536; Polit & Beck
2012:725). The researcher aimed to describe how the mental health consumersé
experiences of their social support and social networks, impact on their use of mental

health services.

1 Contextual design

In a contextual research design, the phenomena are studied in naturalistic settings.
These naturalistic settings are uncontrolled real-life situations (Burns & Grove 2011:35).
The researcher collected data in the communities where mental consumers lived. The
interviews were conducted i n a naturalistic sett i momes
where they felt most comfortable. The researcher also collected data through

observation, the use of field notes and a reflective journal.

Since the generic qualitative design does not have a guiding set of philosophical

assumptions, it focuses on the general characteristics of qualitative research:
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1 Natural setting

Qualitative researchers tend to collect data where participants experience the issue or
problem. Research participants are not brought to a contrived environment such as a
lab, nor are data collection instruments sent out to the participants to complete
(Creswell 2014:185). During this study, data was collected through face-to-face semi-

structured interviews in an environment where the participants felt most comfortable.

1 Multiple sources of data

Qualitative researchers make use of various forms of data collection strategies such as
interviews, observations, documents and audio-visual information, rather than relying on
a single data source (Creswell 2014:185; Hissong et al 2015:105; Polit & Beck
2012:487). In this study, the researcher made use of semi-structured interviews, field
notes and a reflective journal as means of data collection. The data sources were used
to reflect participantsd meanings.

fParticipantsd meanings

During the qualitative research process, the researcher strives to learn the meaning that
the participants hold about the issue or problem under study, not the researcher6 swn
meaning (Creswell 2014:186). The researcher strived to learn the meanings that the
participants held regarding social support, social networks and their utilisation of mental
health services. The researcher was also able to ensure that participants @neanings
were captured by quoting the participants directly and by using probing to clarify during
individual interviews. Qualitative research is an emergent design that changes to ensure

atruer ef l ecti on of participantsd meanings.

1 Emergent design

Qualitative research is emergent since, during the process of research, the plan may
change as new information comes to light during data collection. As a result of this, the
guestions may change, or data collection may need to be modified (Creswell 2014:186;
Polit & Beck 2012:487). During the present study, the researcher sought to be flexible

and adapt the research accordingly, in line with the new information that came to light
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once data collection had commenced. For example, when conducting the pilot
interviews the researcher was able to identify questions that were unclear and modify
these appropriately. The researcher used reflection to ensure she stayed true to the

design and objectives of the study.

1 Reflexivity

During qualitative research researchers reflect on their own personal background and
experiences and how these may influence their interpretation of the research findings
and shape the direction of the study (Creswell 2014:186; Liamputtong 2013:29-30; Polit
& Beck 2012:487). The researcher reflected on her own personal background, beliefs,
values and assumptions and how these may have influenced her interpretation of the
research findings and recorded these in a fieldwork journal prior to the commencement

of the study, as well as during the course of the study.

The researcher chose the generic qualitative design as it was the most suitable design
to answer the research question and objectives, while taking into account the resources
available to the researcher. By using a generic qualitative design that is descriptive and
explorative in nature, the researcher sought to explore and describe the experience of
mental health consumers and what their perceptions were when it came to social
support and social networks. The researcher also attempted to gain a deeper
understanding of the influence of these social networks and social support on mental

health consumersodé utiliessation of ment al

3.4 RESEARCH METHODOLOGY

The research methodology will be discussed in terms of the research setting,

population, sampling and sample, data collection, and data analysis.

3.4.1 Research setting

The study was completed in the northern region of New South Wales which is also
known as the New England North West Regions of New South Wales. The region
consists of rural and remote towns. The main population areas of the region are

Armidale, Barraba, Bingara, Glen Innes, Gunnedah, Guyra, Inverell, Manilla, Moree,
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Moree, Narrabri, Quirindi, Tamworth, Tenterfield, Uralla, Walcha and Warialda. The
region covers a land area of 98,606 square kilometres with a population of 183 000
(Regional Development Australia 2016). According to the 2011 census, of the main
population centres, Barraba has the smallest population of 1 700 people, and Tamworth
has the largest population of 56 000 people (Tamworth Regional Council 2016). There
are other smaller towns interspersed among the main population centres. The northern
region has one acute mental health unit, which has a capacity of 25 beds. There is also
one voluntary mental health unit with a capacity of eight beds. There are three
community mental health teams that service the three districts. The Peel community
mental health team services Tamworth Regional, Walcha, Liverpool Plains and
Gunnedah. The Tablelands community mental health team looks after Uralla, Armidale
Dumaresq, Guyra, Glenn Innes and Tenterfield. The Mehi community mental health
team takes care of Narrabri, Moree Plains, Gwydir and Inverell. The residents of the
northern region need to travel long distances in order to reach metropolitan centres for
more specialised care. This is the region from where study participants were recruited.
Figure 3.1 shows the map of the northern region. Study participants were recruited from

Tamworth Regional, Armidale Dumaresqg, Gunnedah, Narrabri and Moree.

a0
.

Figure 3.1: Map showing the northern region of New South Wales where the
study was conducted (study setting) Source: Regional Development
Australia 2016



3.4.2 Population

The target population is the total population that forms the focus of the study (Imms &
Greaves 2013:171). The target population from which the research participants were
recruited were adults living in a rural area of the northern region of New South Wales,
who had a diagnosis of a severe mental iliness that was chronic and enduring in nature,
and who have accessed mental health services. The accessible population is the
number of cases that meet the selection criteria and are accessible for the purposes of
the study (Polit & Beck 2012:274). The accessible population included the participants
who were available and willing to participate after being informed about the study.

The researcher placed flyers at local mental health services and clubhouses in
surrounding rural towns in order to locate potential participants for the study (Refer to

Annexure A).

The researcher considered the guidelines of Creswell (2013:76), as well as Polit and
Beck (2012:495), when developing the selection criteria for the proposed participants.
Both authors highlight that participants should be selected from individuals who have
experienced the phenomenon under study.

3.4.3 Sampling and sampling technique

Qualitative researchers make use of non-probability sampling when selecting research
participants (Wood & Ross-Kerr 2011:155). In non-probability sampling, research
participants are not selected randomly such as in probability sampling, but rather based
on some characteristic that is of interest to the researcher (Hissong et al 2015:70;
Richardson-Tench et al 2011:103).

The researcher made use of purposive sampling and convenience sampling in order to
select research participants. Convenience sampling is sometimes referred to as
volunteer sampling (Liamputtong 2013:15; Polit & Beck 2012:517). Purposive sampling
involves the deliberate selection of participants who are information rich and thus yield
data that is rich and plentiful and relevant to the study (Creswell 2013:156; Liamputtong
2013:14; Polit & Beck 2012:517; Yin 2011:88). In other words, purposive samples have

an over-representation of people or events that are of particular interest to the
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researcher. As a result of this, they are not a representative sample of the population
being studied. When deciding to use purposive sampling, the researcher needs to map
out potential respondents before deciding whom to sample. This is what distinguishes
purposive sampling from convenience sampling. Purposive sampling is more rigorous
and systematic (Polit & Beck 2012:518).

The most widely used method of purposive sampling is maximum variation sampling. In
maximum variation sampling participants are purposely selected from various
dimensions of interest. This is done by selecting participants from a wide variety of
perspectives and backgrounds (Creswell 2013:156-157; Polit & Beck 2012:517). During
the present study, the researcher made use of maximum variation sampling by making
sure both males and females were represented, along with participants with different
severe mental illness diagnoses and cultural backgrounds. By making use of
participants from a variety of perspectives, this decreased bias in the study and
provided the present study with more depth and understanding.

Lund Research Ltd (2012) identified the followings strengths and Ilimitations of

purposive sampling:

3.4.3.1 Strengths of purposive sampling

1. Purposive sampling has a wide range of sampling techniques that can be used
across different qualitative research designs.
2. The various purposive sampling techniques can provide researchers with

justifications to make generalisations from the sample that is being studied.

3.4.3.2 Limitations of purposive sampling

1. Purposive sampling is prone to researcher bias as the purposive sample is based on
the judgement of the researcher.

2. Since purposive sampling is a type of non-probability sampling and is subjective in
the selection of research participants, it is often difficult to defend the

representativeness of the sample.
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As stated before, the researcher made use of maximum variation sampling and ensured
that participants from a variety of perspectives were included in the sample in order to
reduce bias. Research participants were both men and women, were different ages,

and were from diverse backgrounds.

A convenience sample is used when potential participants need to come forward and
identify themselves (Liamputtong 2013:15; Polit & Beck 2012:517). During this study,
participants who were conveniently available and willing to participate in this study were

selected.

3.4.3.3 Inclusion criteria

The inclusion criteria for the study consisted of adults aged between 18 years and 65
years as they were able to give their own consent. They had a confirmed diagnosis of a
severe mental illness (severe depression, schizophrenia, bipolar affective disorder,
schizoaffective disorder), which was diagnosed by a psychiatrist as these conditions
have been found to be chronic and endur i ng and may signi fi
ability to function (Whiteford et al 2013:1579). The participants were mentally stable and
not hospitalised at the time the study was conducted. Being mentally stable was
measured by the participants having not been admitted into an acute psychiatric facility
in the previous 12 months. The participants had also resided in a rural area of the
northern region of New South Wales for a period of longer than six months so that they
were familiar with mental health services in their local area and had established some

form of a social network.

3.4.3.4 Exclusion criteria

Participants who were younger than 18 years, who were not mentally stable, who had
been hospitalised within the last 12 months, who were not living in a rural area, or who

had lived in a rural area for less than 6 months and did not have a diagnosis by a

psychiatrist of a severe mental iliness, were excluded from this study.
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3.4.4 Data collection

Prior to the commencement of data collection the researcher obtained all the necessary

permissions and informed consent from stakeholders (Refer to Section 3.7).

The data collection process is directly related to sampling. The researcher collects data
directly from the identified sample population. The data gathered from the sample can
either be direct or indirect. Direct data includes recordable spoken or written words and
observable actions. Indirect data are data sources that were previously collected by

someone else, such as documents or photographs (Schneider et al 2013:127).

Potential participants for the study responded to flyers (Refer to Annexure A) and
participant information (Refer to Annexure H) that provided a brief description of the
study, and contact information for the researcher. Potential participants were also
recruited with the assistance of local mental health services. The researcher contacted
the managers of the mental health services in the northern region of New South Wales
and asked for assistance with the recruitment of study participants. The service
managers informed case managers within their services who compiled a list of potential
participants for the researcher to contact. The potential participants gave their consent
to be contacted by the researcher. The researcher also contacted clubhouses, which
are informal places where people living with mental illnesses like to gather and
participate in social activities, to locate potential participants. Once potential participants
were identified, they were screened for their eligibility for the study. Participants who
met the inclusion criteria were asked to participate in the study. Their contact details
were confirmed and an interview was scheduled. The researcher ensured diversity by
selecting research participants who differed in their ages, genders, geographic

locations, socio-economic statuses, and ethnical backgrounds.

Data was collected through face-to-face individual semi-structured interviews, field
notes, and a reflective journal. Qualitative studies often make use of semi-structured
interviews in which pre-determined topics and open-ended questions are laid out in an
interview schedule. The interview schedule or topic guide (Refer to Annexure B) will list
areas or questions to be covered with each participant (Creswell 2014:194; Polit & Beck
2012:537). Having the interviews face-to-face, the researcher was able to probe and

investigate hidden views and experiences. The researcher was also able to observe
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body language and eye contact and thus interpret what was being said. This also
promoted a conversational tone during the interview and encouraged two-way
interactions between the participant and the researcher where the participant was able
to question the researcher (Creswell 2013:166; Yin 2011:134). Data was collected over
a period of six months (April 2015 to September 2015) until data saturation was

reached.

Most of the interviews were conducted a t the participantoés
carried out at the local mental health service. The interviews were conducted where
each participant felt most comfortable. The researcher chose participants who were
information rich and willing to share their experiences so that the researcher could
generate data that was relevant to the study. The researcher conducted the interviews
in English, and each interview lasted approximately 45 minutes. Data saturation was
reached after 10 interviews, and 2 additional interviews were conducted after data
saturation had been reached. The researcher, therefore, conducted interviews with 12

participants excluding those interviewed for the pilot study.

3.4.4.1 The data collection process

The different methods of data collection used in the present study will be discussed

below. These included the pilot study, interviews, field notes, and the reflective journal.

a) Pilot study

A pilot study is a small scale study or trial run in preparation for the main study. The aim
of the pilot study is to test the data collection instrument and assess the feasibility of the
study (Polit & Beck 2012:195). The researcher interviewed 2 participants who met the
inclusion criteria and their results were not included in the study. The pilot study allowed
the researcher to pre-test the data collection tool and therefore refine the interview
guide by clarifying some of the questions. For example, the researcher discovered that
the question relating to other peopl e i

seeking help was unclear, and this was modified. The pilot study also afforded the
researcher the opportunity to practice her interviewing skills and become comfortable

with the audio-recording device.
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b) Interviews

The researcher conducted the semi-structured interviews and she was thus the primary
instrument for data collection (Creswell 2013:45; Hissong et al 2015:105). The
researcher made use of open-ended questions in order to gain a better understanding
of ment al heal th consumersod experi eamdthes of
influence that their social networks and social support have on these experiences. The
use of open-ended questions rather than closed questions allowed the participants to
answer in their own words rather than limit their responses to one-word answers (Yin
2011:135). The flexibility of the interview questions also allowed for the participants to
share their experiences. The role of the interviewer was to encourage the participants to
talk freely about the topics on the topic guide by sharing stories in their own words (Polit
& Beck 2012:537). Semi-structured interviews have the flexibility necessary to follow
issues raised by the participants that the researcher may have not anticipated (Creswell
2013:173; Yin 2011:134). Data collection continued until data saturation was reached.

Liamputtong (2013:71) and Schneider et al (2013:130-131) discuss the advantages and

limitations of interviews:

Advantages of interviews

1. Interviews can explore research topics when little is known about them or if the
issues are complex.

2. Interviews allow researchers to explore the perceptions of the participants and how
they give meaning to their experiences.

3. Interviews allow for the words of the participants to be captured which means the
researcher can focus on the issues important to the participants.

4. During interviews, researchers are able to observe and record non-verbal behaviour.

5. The process of interviewing is based on existing skill of conversation and

communication, which most people possess.

o

Interviews require minimal specialist equipment such as a tape recorder or

dictaphone.

Disadvantages of interviews
1. Interviews are time-consuming, particularly with regards to transcription and data

analysis.
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2. It may be difficult for novice researchers to elicit in-depth information from
participants, affecting the quality of the data collected.

3. Interviews can be demanding and exhausting for the researchers.

4. There is potential for an imbalance of power between the researcher and the

participants.

The researcher used semi-structured interviews as a means of data collection because
little is known about the role of social networks and social support as it pertains to the
use of mental health services by mental health consumers in rural New South Wales.
The researcher was also able to understand how the participants gave meaning to their
experiences of social networks and social support.

1 Researcher as a key instrument

In qualitative research,t he researcher is often called th
collection. This means that all interpretations and observations are filtered through the
researcher who has their own values and assumptions (Creswell 2014:185; Hissong et
al 2015:105; Polit & Beck 2012:487). Thus, in this study the researcher was the key
instrument of data collection through interviews with the participants. The researcher

made use of both verbal and non-verbal communication techniques.

1 The interview process

At the start of the interview, the researcher again provided an explanation of the
purpose of the study and a description of how confidentiality and anonymity will be
maintained. Next, the informed consent form was reviewed and signed. The researcher
informed the participants about the ethical clearance and permissions obtained. The
participants were provided with information about their right to withdraw from the study
at any point during the research. The researcher asked the participant to choose a
pseudonym in order to protect their identity during the study (anonymity). With the
permission of the participants, the interviews were audio-recorded. At the end of each
interview, field notes were taken to record contextual information such as non-verbal
expressions so that the richness of the interview could be captured (Creswell
2014:196) . A reflective journal was ownept

assumptions and presuppositions. After the interviews had been completed, they were
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transcribed and field notes were consulted. The researcher made use of observational

field notes and reflective notes.

C) Field notes

Field notes are notes made by researchers to record unstructured observations in the

field and the interpretation of those observations. Field notes are both descriptive and

reflective (Liamputtong 2013:30). Descriptive or observational notes provide
descriptions of events and conversations that were observed in a particular context as
objectively as possible. Reflective notes d o c u me n t a researcher 6s t
reflections and personal experiences while in the field. During the study the researcher

made use of methodologic notes, theoretical/analytical notes, and personal notes (Polit

& Beck 2012:58-549):

1 Methodologic notes

Methodologic notes are reflections about methods and strategies used in observation.
They may provide instructions about how further observations will be made in the field
(Polit & Beck 2012:549). During this study, the researcher made use of unstructured
observation during the interviews to describe events and behaviours as they occurred.

1 Theoretical/analytical notes

A researcher records their thoughts about how to make sense of what is going on in
theoretical/analytical notes. Theoretical/analytical notes often serve as a starting point
for data analysis (Polit & Beck 2012:549). During this study, the researcher kept notes
of the interpretations of the behaviours that were observed. This assisted in the process

of data analysis.

i Personal notes

Personal notes are a rowefeaings irothe figldh(lRolit & 8ecle ar ¢ h
2012:549). The researcher kept a reflective journal which is discussed below.
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d) Reflective journal

Reflective notes are those notes that the researcher made shortly after the interview.
They reflected on thoughts and feelings brought up during the interviews and things that
challenged the researchertb s assumptions (Li ampBeck?20a2b46- 201 3
547). Reflective notes are contained within a reflective journal and may also record a
researcherdos ethical dil emma. Refl ective not
thoughts and feelings are influencing what is observed (Polit & Beck 2012:549). The
researcher kept a reflective journal throughout the duration of the study. The researcher
recorded her feelings, thoughts and assumptions before the commencement of data
collection and during the study. The researcher consistently reflected on how she may
be influencing the study and the interpretation of the findings (Refer to Annexure K for
an excerpt of the reflective journal). Data from the reflective journal was analysed and

incorporated with the study findings.

3.5 DATA ANALYSIS

All the recorded interviews were transcribed verbatim by the researcher and accuracy
was checked by listening to the audio recordings several times until the researcher was
satisfied that the transcription was accurate. Transcripts and field notes were read and
re-read numerous times to allow the researcher to be fully immersed in the data
(Liamputtong 2013:241). Data collection and analysis occurred simultaneous during the
course of the study (Creswell 2014:195).

All the data collected (interviews, field notes and reflections from reflective journal) was
analysed manually since working with paper transcripts is central to qualitative
research. It allowed the researcher to maintain intimacy with the original data (Polit &
Beck 2012:561).

The researcher firstly made use of open coding in order to organise the raw data. Open
coding involved the researcher approaching the raw data without any preconceived
ideas as to how to code the data (Polit & Beck 2012:569; Tappen 2011:367). The
researcher then moved onto thematic analysis in order to analyse data. Thematic

analysis is a more common type of data analysis in qualitative research. It involves
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identifying themes through the reading and re-reading of the raw data (Liamputtong
2013:249-250; Liamputtong & Serry 2013:375).

The researcher made use of Li amputt ongo6s {stépinietBad Bumtarised i g ht
from Bryman (2012) to code the data (Refer to Annexure D for coding protocol). The
researcher commenced coding while the data was being collected to give her a better
understanding of the data. The interview transcripts, field notes and reflective journal
were read without making any notes or attempting to interpret the data. After reading
the data, a few notes were made regarding what appeared to be important or
significant. The data was then read again, but this time the researcher made marginal
notes about significant observations or categories that emerged. The researcher made
use of keywords expressed by the participants, or gave names to themes in the data
(this is coding). The researcher then generated an index of terms that assisted with the
interpretation of the data. The codes were reviewed and if there were two or more
words or phrases relating to the same issue, one of them was deleted. The researcher
then considered theoretical notions as it related to the codes and data and outlined
connections between concepts and categories that were being generated. The
researcher should thought about how these concepts related to the existing literature. A
large number of codes were generated during the early stages of data analysis. The
researcher looked closely at the data to see if it could be coded differently. As part of
thematic analysis, the researcher had to find links between various codes to determine
what the participants were saying as a group (Liamputtong 2013:249-250; Liamputtong
& Serry 2013:375). The researcher made use of an independent coder during data
analysis to ensure objectivity and a consensus discussion was held to ensure that the
themes identified correlated with the data collected (Refer to Annexure J for a copy of

the letter from the independent coder).

3.6 MEASURES TO ENSURE TRUSTWORTHINESS

Polit and Beck (2012:584-5 8 5)) di scuss Lincoln and Gubabd
maintaining the scientific rigour of a qualitative inquiry. The four criteria Lincoln and

Guba (1985) outline are credibility, dependability, conformability, and transferability. In
1994, Lincoln and Guba added authenticity as their fifth criterion.
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3.6.1 Credibility

Credibility refers to the truth of the research findings and the interpretation of thereof. It
answers the question of whether the research findings can be regarded as truthful
(Liamputtong 2013:26). Credibility is viewed as the primary goal of qualitative inquiry
(Polit & Beck 2012:584). During the study, credibility was maintained through
triangulation, member-checking, and peer debriefing or review. Triangulation is when
researchers make use of multiple data sources in order to provide corroborating
evidence (Creswell 2014:251; Liamputtong 2013:30-31; Polit & Beck 2012:590). During
the study, the researcher sought to gather data from the research participants using the
semi-structured interviews, observations of the research participants during the
interviews since the interviews were audio-recorded, and through the field notes and

reflective journal.

Member checking involves checking the findings with the participants to ensure their
views have been captured accurately (Creswell 2013:201; Liamputtong 2013:32; Polit &
Beck 2012:591). During the study, the researcher checked the accuracy of the
information by summarising the main points at the end of the interview and checking
this with the participants. The researcher checked the accuracy of the transcripts after
the interviews had been transcribed and also confirmed the accuracy of initial themes

with the research participants if this was required.

Peer debriefing involves allowing peers to explore and review various aspects of the
research. This permits the researcher to expose the research to the questions of others
in the field (Creswell 2014:202; Polit & Beck 2012:594). For the study, the researcher
submitted a sample of transcripts to be independently reviewed by the supervisor and
another sample was reviewed by an experienced researcher who recently completed
her PhD on mental health consumers. The researcher also made use of an independent

coder during data analysis (Refer to Annexure J).

3.6.2 Dependability

Dependability refers to the ability to show that the findings are consistent and could be
repeated if the study were replicated (Liamputtong 2013:26; Polit & Beck 2012:585). An

independent coder was used during data analysis to ensure objectivity (Refer to
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Annexure J). A consensus discussion took place between the researcher and the
independent coder to ensure themes identified correlated with the data collected. Data
can be re-coded to compare the similarities of the findings. The researcher provided
thick description of the methodology to allow readers to make decisions around the
transferability of the research findings (Creswell 2013:252). The researcher also kept an
audit trail and the data was locked away in a secure cabinet which will only be
accessible to the researcher after the completion of the study.

3.6.3 Confirmability

Confirmability refers to the objectivity and neutrality of the study. In other words, there
needs to be congruency between the information provided by the participants and the
findings of the study. The data should accurately represent the information provided by
the participants and not be influenced by t he researcher o0s
(Liamputtong 2013:27; Polit & Beck 2012:585). During the study, confirmability was
maintained through establishing an audit trail and through reflexivity. An audit trail is a
transparent and systematic account of the research process from start to finish. This
includes the raw data collected, field notes, and descriptions and any journals kept. An
audit trail would enable an external auditor to come to conclusions about the data
(Creswell 2013:252; Polit & Beck 2012:591). An audit trail will be kept for the study. This
will include recruitment materials, interview guides, field notes, reflective journal, and
interview transcripts. The raw data will be kept under lock and key by the researcher for
15 years.

Reflexivity is concerned with the honesty and integrity of the researcher conducting the
study. The researcher needs to be aware that their personal background, experiences
and bias may shape the direction of the study and the research process (Creswell
2013:215; Liamputtong 2013:29-30; Polit & Beck 2012:589). During the study, a
reflective journal was kept to enable the researcher to record her suppositions and how
these may have been influencing the direction of the study and the interpretation of the
research findings (Refer to Annexure K).

57



3.6.4 Transferability

Transferability is the extent to which the findings of a study can be transferred or applied
to another context (Liamputtong 2013:27; Polit & Beck 2012:585). The researcher
provided thick descriptions of the context, methodology and findings in this study. The
researcher also made use of purposive sampling and literature control. Verbatim

transcriptions have been included as an addendum in the study (Refer to Annexure ).

3.6.5 Authenticity

Aut henticity is concerned with accurately re€
they are lived. According to Polit and Beck (2012:540), authenticity refers to providing a

true report of t he di fferent Vi ewpoints of real ity
Authenticity was maintained during the study by quoting the research participants

verbatim in the research findings section of the study.

3.7 ETHICAL CONSIDERATIONS

The section below outlines how permission to conduct the study was obtained, the
process of gaining consent, the ethical principles adhered to, and how confidentiality

and anonymity was maintained.

3.7.1 Permission

The researcher obtained ethical clearance from the Higher Degrees Committee of the
Department of Health Studies at the University of South Africa (REC-012714-039)
(Refer to Annexure E). Since this study was conducted in Australia, the researcher was
required to submit an additional research proposal to the Hunter New England Ethics
Committee. The researcher obtained permission from the Hunter New England Ethics
Committee to proceed with data collection at all mental health service sites in the
northern region of New South Wales (15/02/18/4.09) (Refer to Annexure F).

After permission was obtained, the researcher wrote a letter to the service managers of
local mental health services and club houses with information about the study. In the

letter the researcher requested assistance with the recruitment of potential participants
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and permission to place information about the study in waiting areas (Refer to Annexure
G).

3.7.2 Informed consent

Informed consent refers to the process whereby participants have been given enough
information about a proposed study that they have the ability to consent or decline
participation in the study (Polit & Beck 2012:157).

The researcher made use of the steps outlined by Polit and Beck (2012:158) to obtain
informed consent from the prospective participants. The researcher ensured that the
participants understood the difference between research and treatment; they were
made aware that they would not receive treatment from the researcher as a result of
participating in the study. Since the participants were part of a vulnerable population,
the researcher made sure that the participants were mentally stable and able to provide
consent. The researcher was able to assess whether a participant was mentally stable
during a telephonic conversation. The participants participated voluntarily in the study.
The researcher did not exercise any coercion in order to make the participants take part
in the study.

The researcher informed participants of the research goals in terms that they were able
to understand. She advised the participants that data would be collected through face-
to-face interviews and that notes would be taken during the interviews. Each interview
would be between 45 and 60 minutes long. The researcher informed the participants
that the interviews would be audio-recorded with their permission. The participants were
informed that the study formed part of the researcher6 s p &ffillnantaof the Masters
in Public Health programme through the University of South Africa (UNISA).

The researcher advised the participants that they may be asked to recall events they
may find distressing and the researcher would make referrals to local mental health
services if further support is required. No participants became distressed during the
interviews, so this was not required. She advised participants that there would be no
immediate direct benefits to them as a result of participating in the study. However it is
anticipated that the information gained would improve service delivery for rural mental

health consumers in the future. The researcher advised that no reimbursements would
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be paid to the participants as a result of participating in the study. She assured
prospective participants that their privacy and anonymity would be maintained. The
participants were asked to select a pseudonym to maintain anonymity. The researcher
informed the participants that participation in the study was strictly voluntary and that
failure to participate would not result in any penalties or loss of benefits. The researcher
also advised the participants that they have the right to withdraw from the study at any
time and have the right to withhold information they do not wish to disclose. Finally, the
researcher provided the participants with her contact details should they have any
further questions. The researcher then asked the participants to sign the informed

consent form (Refer to Annexure C) if they were in agreement with the above.

3.7.3 Ethical principles

Since World War IlI, there has been the potential for mistreatment of research
participants. As a result of this, the Belmont Report (1979) outlines the three ethical
principles that must be adhered to when conducting research. These are beneficence,
respect for human dignity, and justice. Polit and Beck (2012:152-156) and Tappen
(2011:173-179) discuss these three broad ethical principles.

3.7.3.1 Principle of beneficence

Beneficence is the duty of researchers to minimise harm (nonmaleficence) and
maximise benefits for research participants (Polit & Beck 2012:153; Tappen 2011:174).
During the study, although the research participants did not receive immediate benefit
from their participation in the study, it is anticipated that the findings from the study will
help improve service delivery for them and other rural mental health consumers in the
future. The researcher showed great sensitivity when asking questions during the
interviews so as not to cause the participants any unnecessary distress. None of the
participants became distressed during the course of the interviews, and so, there was

no need for a referral to counseling for any of the participants.

3.7.3.2 Principle of respect for human dignity

Respect for human dignity is concerned with treating research participants as

autonomous agents who are able to exercise self-determination and capable of
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controlling their actions (Polit & Beck 2012:154; Tappen 2011:174). The researcher
made sure that the participants understood their participation in the study was entirely
voluntary and that they could withdraw from the study at any time without fear of loss of
benefits. None of the participants withdrew from the study. To minimise the risk of
coercion, no reimbursements were offered to the research participants. The researcher
also disclosed all the details about the study as part of gaining informed consent from
the participants.

3.7.3.3 Principle of justice

Justice is concerned with the participants?o
(Polit & Beck 2012:155; Tappen 2011:174). The researcher treated all the participants
fairly and without prejudice. She informed the participants that their personal information
would be kept in the strictest confidence and that only the researcher, her supervisor
and an independent coder would have access to the data and they were asked to sign a
confidentiality agreement. The participants were also requested to select a pseudonym

to protect their anonymity further.

All documents and data sources, including consent forms, audiotapes, transcripts, and
portable disc drives were | ocked in a secure filing cabin
office and will be kept there for 15 years. It will only be accessible to the researcher.
Each participant selected a pseudonym that further protected their identity (anonymity).
Confidentiality was further ensured as only the researcher, the independent coder, and

the supervisor would have access to the data.

3.8 CHAPTER SUMMARY

This chapter discussed the research design and methodology, including the setting,
population, sample, sampling, data collection, data analysis, measures to ensure

trustworthiness, and ethical considerations.

Chapter 4 describes the data analysis and results.
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CHAPTER 4
DATA ANALYSIS AND RESULTS

A have been deeply humbled by the fa
sat with me and trusted me with their stories. | count it an incredible
privilege and want to do their storiesjustic € i n t hi s resear chc

(extract from reflective journal: 12/06/2015)

4.1 INTRODUCTION

Chapter 3 discussed the research design and methodology. As part of this, the data
collection process was described in detail. Chapter 4 provides the data analysis,
interpretation, and presentation of the results. The main aim of the study was to
enhance the understanding of the role that social networks and social support have on
mental health service utilisation by mental health consumers in rural New South Wales.
The objectives of the study were to establish what social networks mental health
consumers make use of to explore and describe the influence of social networks in the
decision-making process to utilise mental health services. It also explored and
explained the perceived support that social networks provide to mental health
consumers to make recommendations for health care workers to enhance the role of

social networks in the utilisation of mental health service utilisation.

Throughout the research process, the researcher identified that there is limited literature
available on the research topic, especially with regards to recent sources written within
the last five years. This was discussed in detail in Chapter 2. The researcher also used
the services of the subject librarian for the College of Health Studies together with the
assistance of the supervisor. The subject librarian and supervisor both encountered the
same challenge as the researcher in terms of sourcing relevant and recent sources

pertaining to the research topic.

As such, the researcher also used sources dating from 1995 to 2015. Recent sources
that were identified through the Ebsco Host database retrieved two articles (Anderson,
Laxhman & Priebe 2015:27; Rivlin, Hawton, Marzano & Fazel 2013:1). Upon

examination, the researcher determined these were not applicable or relevant to
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support the study findings. The researcher endeavoured to use recent sources where
possible and was fortunate to locate a few studies published in early 2016 and late 2015
which have recently become available. These have been used in this chapter.

Due to limited sources, this study will make a significant contribution to add updated
knowledge and information in the area of social support and social networks and the

impact it has on mental health service utilisation by mental health consumers.

4.2 DATA MANAGEMENT

Data management in qualitative research involves converting large amounts of data into

smaller, more manageable segments (Polit & Beck 2012:515). For the present study,

data management will refer to data collection and data analysis. During the research,

data was collected through individual semi-structured interviews. These interviews were
audio-recorded and then transcribed verbatim with the permission of the participants. To

protect the participantsé pr i vacy, ,amrafonycigy ntheireséarchey used
pseudonyms and not the participantsd r e a | names . wdstlehed with the o f i
date of the interview, the number of the interview, and the pseudonym. For example
20/04/2015, Interview 3, Fred. The audio recordings, transcripts and demographical
forms were stored i n a | ocked <cabinet i n tthekis anlg s e a r «

accessible to the researcher.

The researcher made use of open coding in order to organise the raw data and moved
onto thematic analysis to analyse the data. During the process of data collection initial
themes began to emerge. The researcher continued to collect data until data saturation
had occurred. Initially, the researcher completed ten interviews but then conducted two
more interviews to ensure that data saturation had truly occurred. Data collection was
completed over a period of 6 months from April 2015 to September 2015. During the
process of data analysis the researcher made use of an independent coder to enhance
the credibility of the study, and a consensus discussion was held to review themes and
categories (Refer to Annexure J for the report from independent coder). Four themes,
sixteen categories, and four sub-categories were identified (Refer to Table 4.2). A
conceptual map also emer ged from the partici pRefette 6 r e
Figure 4.1).
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4.3 PARTI CI PANTSE® PROFI L

Twelve participants took part in the research. Six of the twelve participants were male
(50%) and six participants were female (50%). Most of the participants were single
(66.7%). Three participants were divorced (25%) and one participant was married
(8.3%) . The participantsod ages ranged from 28
43.6 years. Most of the participants were unemployed (75%) while three (25%) were
employed part-time. Seven participants had completed tertiary education (58.3%), two
completed grade 12 (16.7%), one completed grade 8 (8.3%), one completed grade 10
(8.3%) and one completed grade 11 (8.3%). The most common diagnoses were
Schizophrenia (33.3%) and Bipolar Affective Disorder (33.3%). These were closely
followed by Schizoaffective Disorder (25%), and one participant had a diagnosis of
Major Depressive Disorder (8.3%) . Participantsdé stay in a r
year to 44 years. The mean stay was 22 years. The majority of the participants lived
alone (91.6%) while the one married participant (8.3%) lived with her husband and four

chidren.Tabl e 4.1 summari ses the participantsd d

Table4.1l: Participantso demographic details
E pd <
= Z 7)) LL w
< od 0 =4 & © %) Ozg
o " u =2 SE > Q <
= < w <kE 0 > = o > <
o i L = - x

1 40 Male Divorced Part-time Tertiary | Schizophrenia | 10 years
years employment
2 33 Male Single | Unemployed | Tertiary | Schizophrenia | 7 years
years
3 51 Female Single | Unemployed | Tertiary | Schizoaffective | 44 years
years Disorder
4 30 Male Single Part-time Tertiary Bipolar 30 years
years employment Affective
Disorder
5 43 Male Single | Unemployed | Tertiary Major 9 years
years Depressive
Disorder
6 60 Female Single | Unemployed | Tertiary | Schizoaffective | 1 year
years Disorder
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7 28 Female | Married | Unemployed | Grade Bipolar 1 year
years 12 Affective
Disorder
8 57 Female | Divorced | Unemployed | Grade 8 | Schizoaffective | 42 years
years Disorder
9 62 Female | Divorced | Unemployed | Grade Bipolar 33 years
years 10 Affective
Disorder
10 54 Male Single | Unemployed | Grade | Schizophrenia | 54 years
years 11
11 28 Female Single | Unemployed | Tertiary Bipolar 24 years
years Affective
Disorder
12 37 Male Single Part-time Grade | Schizophrenia | 10 years
years employment 12

4.4 FINDINGS

Four themes, sixteen categories, and four sub-categories were identified during the
process of data analysis (Refer to Table 4.2).

Table 4.2: Summary of themes, categories and sub-categories

THEME CATEGORY SUB-CATEGORY

Theme 1: Relationships 1.1 Relationship with partner

1.2 Relationship with children

1.3 Relationship with health

professionals

1.4 Relationship with friends

Theme 2: Living with mental | 2.1 Symptoms of mental 2.1.1 First person to notice

illness illness symptoms
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THEME

CATEGORY

SUB-CATEGORY

2.2 Medication

2.3 Attitudes towards living

with mental illness

2.4 Hospital admission

2.5 Influence to use mental

health services

2.6 Physical health impacting

on mental well-being

. 3.1 Familyods

towards mental illness

. 3. 2 Co atstudene r

towards mental illness

. 3.3 Societyd

towards mental illness

Theme 3: Social support

3.1 Emotional support

3.2 Physical support

3.3 Financial support

3.4 Support from mental

health services

Theme 4: Social networks

4.1 Contact with others

4.2 Methods of

communicating

4.5 THEME 1: RELATIONSHIPS

The theme of relationships was the first theme to emerge during data analysis. The

participants viewed relationships in different categories. These included relationships
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with their partner, relationships with their children, relationships with health
professionals, and relationships with friends. In general, relationships were linked to a
sense of belonging and being connected to others.

One participant described relationships as having someone to talk to and feeling loved

by her children:

AAahé just more co-+mpyarkyié suné waygotsay Al |
the end of every phone Ramdpane#8)s ati on and a

Another participant described the ingredients required for companionship:

AJust being ar ound -whoarp all ¢theravfbr the samerreason-d o

you build a friendshipo. (Participant #5)

Still another participant described relationships as family and friends caring for him and

having his best interest at heart:
ARéThat 0s how families ar e and friends é
(Participant #1)

Relationships were also described as having people you can call on if you need any

assistance:

Al 6ve hadvdrritmesyears that have hel ped.

seems to have always been someone there |

A participant appreciated it when he experienced freedom in his relationships by being

comfortable with another person and having the freedom to make his own choices:

ARJust establishing friendships and | ust

being bound by people. You know, and not being um controlling in a relationship

whet her i t 06 s fenale, ke aldcide tagetheraor let the other person
decide or whatever; what wed6re going to d
um yeah and then communicating | ike talKki
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Demir and Weitekamp (2007:181) found that quality friendships were able to enhance
happiness and general mental well-being. Having supportive relationships with friends,
family and significant others also improves general psychological well-being and the

sense of belonging and connectedness (Kawachi & Berkman 2001:461).

The four different types of relationships described by the participants (relationships with
partner, relationships with children, relationships with health professionals, and

relationship with friends) are discussed below in more detail.

4.5.1 Relationship with partner

Ten of the twelve participants were single at the time of the study. As a result, the
participants drew on their past experiences of being in previous relationships. More
than half of the participants (7 out of 12) were divorced or had experienced a broken
engagement. The participants attributed their relationship breakdowns to their mental
illness and the inability of their partners to cope with their mental iliness. Participants,

therefore, identified intimate relationship challenges.

One participant acknowledged the difficulty of having intimate relationships when living
with a mental illness as he believed women were not interested in him because he was

living with a mental iliness. He stated:

AShe eventualbloywytgdvenemeut éa | ot of wWo me

interested in you when youbve got ment al

Another participant discussed how other priorities, such as responsibilities towards
family, would overtake the need for an intimate relationship with a partner:

il h a v e unawhb lives emtlie other side of town kinda like a boyfriend. He
has a mot Bleatmost Aral &he ah, requires all his attention now so he
doesndt come over treally sad forune bause iienwere sekualt 6 s

partnerso. (Participant #29)
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The participant below described how her husband had ended their marriage following
her hospital admission to an acute mental health unit and asked her to leave the family

home:

AEverything had fall en a pnarexkickes menoytthenar r i
house whenlcomehomef r om [ B hospital] €& and said

so | took that to heart. That was the end of everythingthen.ahdo . ( Par t i ci pal

Another participant discussed how he found his intimate relationship with his wife

difficult as he experienced his wife as controlling. Now, as a single person, he has
opportunities to explore relationships with others:

il think having a bit of bdngelwidgdymyseff.| my r
can sort of see who | want to see, whereas lcoul dndét ¢ celatiodsldpt i n
when | was married. | was sort of bound by my wife a little bit. She was a little bit

more controlling. She tried to look after me by controlling me and not wanting me

to go and see people or coming home after | went to a meeting or something and

not going out to coffee or something after it. So | was a bit controlled and |

havenét got that anymoreo. (Participant

Baker and Proctor (2015:97) conducted a qualitative study among adults living with
mental illness at a local community mental health centre. The participants described lost
relationships as a possible cause for their mental illness and cited failed relationships as
the most significant loss they had endured as a result of their mental illness.
Participants mentioned the loss of intimate relationships (partner/spouse) through death
or divorce, and the loss of relationships with children, friends and family. The findings of
Baker and Procter (2015:97) are similar to the conclusions of this present study, where
the majority of the participants attribute their relationships breaking down as a result of

their mental illness.

A participant described how she was violent and abusive in her relationship with her

husband as a result of the symptoms of mental iliness:
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i é L o ritrol of my relationship. Lost control of meé Wake up and do the
same routine shit. Bitch about it, cry about it, scream about it. Bash the husband.

Just totally flip out!o (Participant

On the other hand, one of the participant® husband was the one violent towards her:

neée | was very concer ne d atdhatgairt | washfearfukof
my husbando. (Participant #8)

Participant #7 and participant #8 highlighted an important dynamic. Sometimes the
person living with the mental illness is the abuser (Participant #7) and sometimes the

person living with mental iliness is the abused (Participant #8).

Nathanson, Shorey, Tirone and Rhatigan (2012:59) define intimate partner violence as
acts of physical, sexual and psychological aggression directed towards a romantic
partner. Intimate partner violence is associated with perceived poor mental health.
Intimate partner violence places women at risk of developing a mental health disorder
(Dillon, Hussain, Loxton & Rahman 2013:1; Nathanson et al 2012:59). Women who
experience intimate partner violence report higher rates of mental disorders
(Depression, Post-Traumatic Stress Disorder and Substance Dependence) when
compared to the general population (Nathanson et al 2012:64; Trevillion, Oram, Feder &
Howard 2012:1). Women living with a mental illness are also more vulnerable to
experiencing intimate partner violence (Friedman & Loue 2007:474-475). This is
demonstrated by Participant #8 who developed her mental illness during the course of
her marriage where she was experiencing intimate partner violence. Friedman and Loue
(2007:471), during their systematic review of literature, found that a high proportion of
women living with a mental illness may assault their intimate partners as demonstrated
by Participant #7 who was the perpetrator of the abuse in her relationship with her

husband.

Coker, Smith, Thompson, McKeown, Bethea and Davis (2002:465) conducted a study
among women experiencing intimate partner violence to assess the impact this had on
their mental health. These authors found that social support reduced the impact of the
abuse on the women and resulted in the women reporting lower scores of poor mental

health with regards to depression, anxiety and suicidal ideation. Health professionals
70

#7)



can play an important role in identifying intimate partner violence and facilitating social
support. They also form part of the social support networks of women experiencing
intimate partner violence. This is illustrated by a participant who shows how mental
health services were instrumental in helping her move away from her husband who was

violent towards her:
Al Ment al heal t h s meoutioaei®lént swietlul a tai ho ntéo oukmeé
like 1 had someone to talk to after all that period of years cause | never told

anyone about what was going on at homeé u

A participant discussed how her engagement broke off and how the stress of the broken

engagement brought on symptoms of depression:
AAhh | was under anehgagemeatspsti tespe I hhad e
mybossand | coul dndét keep the | obosshnethenuse |
he broke off the engagement. So that was a lot of stress; as you know, stress
can bring on depressiono. (Participant #3
The above participants mainly discussed their intimate relationship challenges, which
included stigma, rejection, violence and abuse. Only one of the participants expressed
their desire to be in an intimate relationship. This participant stated:
fMAhh | want a girlfiend. That 6 d ;b et yaoto@d be better. Yeah
Participant #26s desire to have aintgviewl fri end
AAww have a(Paticipaht#2)i endo.

When questioned by the researcher, this participant expressed that having a girlfriend:

Aéwould be better than having soci al net

|l ook out for eachartigpaii#y | supposeo. (
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I n Parti ci planng a girlriénsl would pravide him with more support than he
was presently experiencing. It appears as if a girlfriend would form a significant part of
his social network and therefore be an important part of his social support.

Another participant expressed:

Al 6v dbeeomdrrigdonce but | 6vefhadamdslouypd eh ad
with men. Picked the wrong ones you know? Pick ones that become um

| eecheso. (Participant #9)

Participant #9 may have felt that her judgment have been clouded when it came to

choosing intimate partners.

Unlike this study, Padget, Henwood, Abrams and Drake (2008:336) in their study
amongst persons living with severe mental illness, found that responses from

participants varied. There were those participants who had a strong desire to be in

i nti mate relationshi ps as 0 Thereweredlsadparticipants wa n t

who did not prioritise intimate r el ati onshi ps as they beld]
themselves together firstdo . Other participants were afraid to pursue intimate
relationships due to past experiences. This may have also been the case with the
majority of the participants in the present study as most experienced rejection, leaving

them vulnerable and cautious towards relationships.

Ritsher, Coursey and Farrell (1997:1273) found that women, more than men, identified
personal relationships as being the most important aspect to them. Although women
acknowledged that having a severe mental illness had a negative impact on their lives,
they reported normal concerns rather than concerns that were illness related. In
general, women reported a better quality of their personal relationships compared to
men. The present study did not support Ritsher et al (1997:1273), as there generally
was no difference between the quality of relationships reported by the male and female
participants. However, the female participants in the present study were the only
participants that had children. The relationship the participants had with their children is

further discussed below.
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4.5.2 Relationship with children

Children were supportive or resentful and

This influenced the relationship participants had with their children by creating
closeness or distance. The older the age of the children of the participants, the more
strained or troubled the relationship seemed to be. The younger the age of the children,
the more positive the relationship.

Only three of the twelve participants had children (Participants #7, #8 and #9).
The children of the participants may have had to take on the caring role for their

parents, especially if they were young when their parent became unwell, as illustrated

by the following quote:

iWellmy daughter has been my shewastonlyalmodt16gr e at
when | first became ill. But she really helped me a lot and still doeso . (Partic

#8)

When a child has a parent living with a mental illness, it places them at greater risk of
having lower social, psychological and physical health compared to a child who lives
with a parent without a mental illness (Ruepert & Maybery 2007:362-363). This was
clearly illustrated by this participant when she discussed her daughter:

Altds got to the point now where she

ment al i1l ness]| because sheds not feel

Family members may experience stigma on account of their relative living with mental
illness (Karnieli-Miller, Perlick, Nelson, Mattias, Corrigan & Roe 2013:254). As a result
of this stigma, family members may experience rejection, blame and avoidance by
others. To minimise the effects of stigma, families learn to be selective about the
information they disclose to others about their relative living with mental illness (Karnieli-
Miller et al 2013:254).

Caring for a parent with a mental illness may also come with a lot of resentment on the

part of the children:
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AMy kids can be quite cruel someti meseée T
and not very sympathetic. Umé so that hur
(Participant #8)

Children were a motivation for one of the participants to get treatment for her mental
illness. The children provided valuable social support that enabled this participant to
access the help she required. They were also a motivator for this participant to keep

living. This participant stated about her children:

Al 6l 1 honestly say theyobére the reason | 0o6nm

Aldridge (2006:81) found that children often take on emotional care responsibilities for
their parent living with a mental iliness. Children provide critical support, especially
when the mental health of parents takes a downturn. Children are frequently the first

point of contact for episodes such as self-harming (Aldridge 2006:81).

The participant further reiterated:

ASame what I told every dava e tiad my childrenel s p o k
woul d have committed suicideo. (Participa

Children often took on the domestic responsibilities of the home as well as looking after
younger siblings (Aldridge 2006:81; Ruepert & Maybery 2007:364). Children were also
responsible for helping the participants in practical ways and organising their lives, as

illustrated by the following quote:

AMy daughter came down for a week or a bi

work done which lreallyappr eci atedo. (Participant #9)

Participants identified strained relationships with their children at times as a result of

their living with mental illness and the acute episodes caused by mental iliness:

n Wel | t-hdhyeyldbae | ost pealtyit ® n dee Vvhiotnke sme . (

#9)
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AféTherebds a riftsorhemond élh htaweemeuserdseé a di
we like each other but umé when | got crook [ sick] he
and ivedbrs bneeen t he same sinceo. (Participal

As stated before, the younger the age of the children of the participants, the more
positive the relationship. The older the children of the participants were, the more
strained the relationship appeared to be. The children of the participants seem to form a

significant ©part of the partici pawmvwrrsasthea oci al

children grow older, they become more resentful and although they still form part of the
parti ci pant s 0hegmay noanecessaily pravidekthe participants with much
social support.

Karp and Tanarugsachock (2000:6) conducted a qualitative study exploring how
caregivers to a spouse, parent, child or sibling living with severe mental illness manage
their emotions. These authors identified that initially, the caregivers experienced
confusion because of the behaviours of their relative living with mental illness. After a
diagnosis is provided, they experience feelings of hope and compassion. At a certain
point the caregivers realise that the mental iliness of their relative is permanent and they
experience negative feelings of anger and resentment. This was the case for many of

the children of the participants.

In a study by Murphy, Peters, Jackson and Wilkes (2011:3433), adult children of
parents living with mental iliness reported that their negative feelings towards their
parents were because they felt they did not experience emotional bonding with their
parents. Instead, they had to take on the parenting role and they experienced parental

absence.

Children and young people under the age of 18 years who provide care, assistance and

support to another family member (a parent living with a mental illness), have been

describedi n t he | iterature as 0 y26u hhgse yoang earess 0

form an important part of the social support of their relative living with mental illness
(Becker 2007:26; Thomas, Stainton, Jackson, Cheung, Doubtfire & Webb 2003:36). As
a result of their caring responsibilities, children may experience symptoms of

depression, anxiety, and stress (Thomas et al 2003:40).
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The children of two of the participants in the present study were once young carers. The
children of one of the participants were presently young carers as they were under 18

years of age.

Ruepert and Maybery (2007:364) found that ongoing caring responsibilities on the part

of the children often lead to caregiver strain. Thisisc |l ear |y il l ustrated
quotes above. These authors further identified that when children experienced caregiver
strain, they were prone to withdraw, distance themselves, and have maladaptive coping
strategies. The participants in the study relied on the relationship they had with mental
health professionals to help them deal with some of the challenges with their children.

The relationships with health professionals are discussed next.

4.5.3 Relationship with health professionals

The participants described their relationships with health professionals as either positive
or negative. The majority of the participants described their relationships with health
professionals in positive terms. In general, the participants expressed that health
professionals created a safe space where participants felt accepted and cared for.
Participants felt that relationships with health professionals were supportive and that

health professionals were an important part of their social networks.

One participant identified that she appreciated relationships with health professionals
where she felt accepted:

i lactually | oved going to see a psychiatri st

supportedand cared for o. (Participant #6)

Another participant stated:

nWel | [ Heal t h Professional Al j ust k eerj

somewhere to ring. [The community mental health team] gives me somewhere to

ringe i f | 6m mat iffedIbionodg wweld d gl gethenmani c

[ Heal th Professional Al wi l | notice that

with meé He &rseal | yl gpadé find that it gi ves

(Participant #8).
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This participant had developed a trusting relationship with her case manager [Health
Professional A] and knowing that Health Professional A was only a phone call away,

gave her a sense of security.

This was also highlighted by the following participant who felt that it was reassuring to
know his case worker was accessible and available to him and could be contacted by

phone or email:

fé The <case évo hlegds, na@ntantacts, major people that
umé looked after- you know what monitored my medicationsé the case worker-
| 6ve had td lleott hdfngls come up and just kno\

an email away just to get on trackeéeo (Par

When asked about his experience with health professionals, Participant # 10 advised:

ARTheydbve been great. Bitlsé¢ pbpldeal (FatcpRknact ¢ €
#10)

Another participant related that:
Aé Most pr of essi omspdctsa ntdr etahta tndes wintplor t ant
#3)

Mental health consumers have identified respect as the most important ingredient in
collaborating with health professionals (Goodwin & Happell 2007:612). Mental health
consumers appreciate it when health professionals respect them and acknowledge the
contribution they can make to their own care and treatment (Happell, Manias & Roper
2004:245).

One participant described how important it was for them that health professionals
showed an interest in their well-being and the support they received from the nurses:

né When |1 6m wel | anmdeditatioa bcanaidderstandywheretioen t h e

nurses are coming from. So theyodove been there to gi
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guestions about how |1 O0m going; support, }

which is nice just to have aipanbM)ver sati on

Relationships between mental health consumers and health professionals are vital in
the care of people living with severe mental illness (Ware, Tugenberg & Dickey
2004:555).

It is important for mental health consumers to establish a relationship with health
professionals where they feel comfortable and see it as a good fit (Green, Polen, Janoff,
Castleton, Wisdom, Vuckovic, Perrin, Paulson & Oken 2008:8). A caring and
compassionate approach is a vital part of the establishment of this relationship (Green
et al 2008:9). Thishasbeen referred to in the I|iteratur
(Cahill, Paley & Hardy 2013:783; Easter, Pollock, Pope, Wisdom & Smith 2016:342).
Therapeutic relationships require mutual trust, respect and shared decision making.
Respectful therapeutic relationships have been linked to improved outcomes for those

living with severe mental illness (Farrelly & Lester 2014:449).

One participant expressed her gratitude to I
mylfed. This participant di scussedownbfeweferdne ha

mental health services were involved in her care:

i &ctually left the hospital last week after having my final appointment with both
the psychiatrist and the psychologist. T h e y @ctually discharged me back to a

GPé 1 left there crying because they save

These findings support the results of Ware et al (2004:556), who found that mental
health consumers appreciated it when health professionals went out of their way to be

hel pful or did things that were Abeyond the

Although the majority of the participants described positive relationships with health

professionals, some participants reported negative experiences.

One participant discussed how he felt ignored and unheard by health professionals. He

felt that his opinions about his own treatment were not valued and was dismissed:
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AThat 6s what | likee..ahe pewgieecanmental fealth are taught to
say this is whatés wr onigwithoutladtually listeninpto w y o

what | had to sayo. (Participant #12)

Relationships with health professionals are undermined when mental health consumers

feel misunderstood or not listened to (Green et al 2008:10).

Studies done by Ware et al (2004:557) and Green et al (2008:12), found that mental
health consumers want to be involved in their treatment. According to these authors,
this includes being consulted on matters pertaining to treatment, such as medication

and making requests and having these honoured, and being listened to.

A participant continued to comment that he felt he did not receive help or support that

assisted him in his journey of care:

A Wel | i n my personal journey umm it was;

there was no help, pretty mucho. (Partici

These sentiments were also echoed by another participant:

AnAnd | stopped eseeingg tlmera ([prsegchi atri st
support me properly. She supported me too late after | got put into [H Hospital]

and | was angry wPkattitipai#6) about thato. (

When participants felt unsupported by health professionals, this was often related to not

feeling heard or listened to and being dismissed (Ware et al 2004:557).

A participant described feeling disrespected by a health professional:

ATherebs oméystafem member here who doesn

(Participant #3)

Participant #306s experience of not being tre
similar to the experience of some of the participants in Happelletald s st udy (2004

The participants in Happell etalds (2004: 245) study felt di s
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working with them; as a result, they felt they did not receive the appropriate treatment
and care. Disrespect for mental health consumers creates a barrier to the effective
collaboration between mental health consumers and health professionals (Goodwin &
Happell 2007:612). The results of the present study indicate that the relationships that
the participants shared with mental health professionals form an important part of their
social networks. Participants also described their relationships with friends as an
important part of their journey with mental illness.

4.5.4 Relationship with friends

The participants described different levels of connections in their friendships. There
were acquaintances, friends, and best friends/close friends. Friends formed an

i mportant part of participantsd social suppo

One participant described having two best friends and having the freedom to be himself
in the relationships and being able to share openly with them:
fé Because they are my two best f éibesnds

something | 6ve never hidden from themo. (

Some patrticipants discussed how they did not have many friends but the friends that

they do have, were close.

il deallyditave many friends. I mean thatdos n

was seeing the psychiatrist in [S city], | always had at least one friend. Close

friend. They wer e mal es becausesilst dr 80
(Participant #6)

Al donoét h drienels btuoto tnhaenrye s one of my best f
allthetimeandums he can tell if 1'dm sort of not

As part of social support, friends who knew the participants were able to identify signs
and symptoms of mental illness in them. Friends were also able to determine the signs

of relapse or the development of acute symptoms.
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Other participants discussed more casual acquaintances they have contact with:

AJmmy friend [ Miss D] down at [the clubho
whoods been chntet,pigatgcouple ot her people that I
ot her than that. Theyo#8 just friendso.

il have a friend wh oconles everysnowoamd agaih] hasRao a d ,

smoke out the back. A cigarette, rolieor whatever éo (Participa

né I have work friends yeah and a few r
Thereds an ol der bl oke jjwopkid Keoshéi kevets
to the shops with him sometimes. Yeah, hed s p r e t Gogd radeonoctl; good

to talk to; have a chat witho. (Participa

Participants explained that friendships were important to them. They liked doing
activities with their friends such as going to the movies or going out for coffee or
painting. For these participants, it was more than just completing the activities with their
friends, but rather enjoying companionship, feeling understood and introducing some

humour into their lives:

il ' i ke my f rmoweswith.l Ig ol itkoe tthhee f r cofeed | OV
with. We have a lot of laughs; we understand each other well and we enjoy our

time togethero. (Participant #1)

il was um, w & s paigfiogi gnogp int @oledale a friend who was
teaching me ar t-éanyway that was nigee a s haenics f r i end 0.

(Participant #9)

Rudnick, Kohn, Edwards, Podnar, Caird and Martin (2014:737) conducted a
randomised controlled pilot study to investigate whether humour-based intervention
would be effective to use with mental health consumers in practice. Rudnick et al
(2014:737) found the results inconclusive but recognised that further study into this area

was warranted.
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Participants described that having conversations with their friends made them feel good

and they could talk to their friends about anything:

ARéSpeaking with my friends makes me feel

née My friend [ Mr M] I can talk to hnm ab
friends since | started to go to [the <clu
#8)

Participants discussed how having a friend living with mental illness helped them relate
better to each other due to having something in common and therefore having more
understanding for each other. A friend living with mental illness was also more

compassionate:

AUmm | think it wiak just because she was sort of like the closest person
and she has her own mental health problems sowesortof r el ated t o ea
(Participant #11)

NRéHebs goéd phobl ems and all that sort of t

haveo. (Participant #12)

Davidson et al (2006:443) found that persons living with mental illness who have

endured and overcome adversity could offer valuable support and encouragement to

their peers living with mental illness. This is illustrated by the above participants who

had friends living with mental illness and so were able to provide support to each other.

Peer support has been found to reduce the use of emergency rooms and hospital
admissions (Davidson, Bellamy, Guy & Miller 2012:123). It has also been established

that peer support decrease a person |living w
and psychosis, while increasing their sense of hope, belonging, ability to effect change

in their lives, and satisfaction in their life domains (Davidson et al 2012:123; Pfeiffer,

Heisler, Piette, Rogers & Valenstein 2011:29).

One of the participants discussed how he appreciated positive feedback from his friends
as this encouraged him to be a better person. He liked being valued and appreciated

and enjoying companionship:
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A Some tuwnlthat theyeappreciate me and um some tell met h a't Il 6m do

good and look good you know and ahh yeah so verbally; yeah | get it verbally

someti mes. Sometimes dlome fhaedssaldonght s

| donodét expect to hear it from them but

type of friend is good enough, you know? ...and | know | 06 mldhne al t h

you know, doing something good because you

someone el se and theyodére enjoying thei

This participant continued to discuss how he valued friends who understood and
accepted him and did not stigmatise him or treat him as an outcast. Understanding in

friendships was the most important thing for this participant:

AAnd a few understanding friends; t heyove

mental illness and not putting that stigma on me or outcast on me and being

unf orgiving to me, you Kknow, and saying,

heds never gonna be right. o or, AWe wonot

wr ong wi Yeah sho mtved&ked that um blanket off the situation and

understand. Understanding is the biggest

Despite numerous efforts to improve public understanding of mental illness, stigma
remains one of the barriers impacting recovery for those living with mental illness (Wahl
2012:9). As a result of stigma, those living with mental illness may develop a poor self-
esteem (Corrigan, Kosyluk & Risch 2013:794). Peer support has been found to
moderate the adverse effects of stigma on self-esteem by encouraging those living with
mental illness to disclose their mental illness diagnosis to others, such as work
colleagues and friends (Corrigan et al 2013:797; Verhaeghe, Bracke & Bruynooghe
2008:206). Low levels of social support have been linked to higher levels of societal and
internalised stigma and lower levels of recovery and quality of life. Social support,
therefore, has been found to reduce the adverse effects of stigma on those living with
severe mental illness (Chronister, Chou & Liao 2013:582-583).

Some participants discussed how they felt very supported by their friends as they felt

they would always be available to assist:
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Altdés just whenéyou donot have themamlhow i

~—+

heydére always there for mee.a s Aon lielp frdme

~—+

t

i n

hemét hey were always there. No hesitatio

ieél haveealggoomd r i ends t hat , retllysupporive.&h....t hey ¢
I thinkoéYeaParticipant #11)
il 6ve got a friend in [N city] mevdrohe | 6 m

chidreno. ( Participant #7)

ATheydébre a goodlsoecpporthegt wanmksee in

concerned about my heal wamt mg douum lgo affwmy
medication or do things that will harm myself and they want me to be well and the
want the best for me, which is real/l
(Participant #1)

McCorkle, Dunn, Wan and Gagne (2009:299-300) evaluated the effectiveness of the
Compeer Programme which is an intentional friendship programme that assists people
living with mental illness form friendships. The participants in the programme echoed
the same views regarding friendship as the participants in this study. Participants in the
Compeer Programme discussed how they enjoyed doing various activities with their
friend. They enjoyed support and a relationship of mutual reciprocity. They also
appreciated acceptance and feedback with regards to their behaviour in the friendship.
The findings of McCorkle et al (2009:299-300) are supported by the results of Mitchell
and Pistrang (2011:158-159), who refer to the concept of defriendingd rather than
ontentional friendship6 The participants i n Mi t160hstubyl
appreciated empathy, understanding and support in their relationships. They also

expressed how they enjoyed various activities with their friend.

One participant discussed how attending a support group had assisted her in learning to
socialise with others. The support group thus formed part of her social network and in

turn provided her with the social support she required:

Aé When | was i ntoffe§Quentad suppdrtgroup ataé maalthealth

centreégrouml tfheund t hat |l was speaking
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| was able to get to know them personally. They actually ended up becoming

friends and they were part of my able to resocialiseo (Participant #6)

The participants discussed how they were sometimes lonely as a result of having limited
contact with others. As such, online friendships were more accessible for two of the

participants who said:

AAnd on the computer campewefrritdmaddsombolut
#10)

né | 6ve got a | ot of online friendséo (Pa

Vitak and Ellison (2012:8) and Forest and Wood (2012:297) found that users of online
social network sites such as Facebook made use of these sites as a way of obtaining
social support from other online users. Users of Facebook also appreciated the
convenience of disseminating information without making an effort to use other means
of communication, such as the telephone (Vitak & Ellison 2012:8). This was a
convenient way for the participants who discussed having friends on the computer to
access social support as these participants spent a considerable amount of time at

home by themselves.

Some participants discussed how they had limited contact with friends:

N

€ |1 6ve got hardly any contact with anyor
of confidence to go and do thateéeo (Partic

ANot friend friends. Not thatbetomehamnds hl
l'i ke 1ito. (Participant #7)
Al used to have a |l ot of friendséo (Part.i

Participant #2 wanted to gain confidence so that he could go out and meet people.
Contrarily, Participant #7 advised that she pr ef err ed not having
Participant #9 lamented the fact that she did not have as many friends as she had

before being diagnosed with a severe mental illness.
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These participants demonstrate how people living with severe mental illness face
obstacles in acquiring and maintaining friendships (McCorkle et al 2009:292). The
category of oO6relationship wvategolyofcoine mads 6 wi $ hi
under the theme of 0Soci al Net wor ksd whi ch

chapter.

Living with mental iliness was the second theme to emerge during data analysis and is

discussed in detail below.

4.6 THEME 2: LIVING WITH MENTAL ILLNESS

The participants in the study were all living with a severe mental illness with the most
common diagnoses among the participants being schizophrenia/schizoaffective disorder

and bipolar affective disorder.

The participants described what it was like for them living with mental illness and the

impact this had on their daily functioning.

One patrticipant described how she was not coping with the housework or taking care of

the children and her in-laws eventually raised the children:

neée | vea@pma vaith the housework and the children é and the children end

up going to theirinlawso . ( Par ti ci pant #9)

Another participant related how she was not coping well in society due to difficulties in

her own family:

né | wasndt copi ng Vv e e yandwtihklthatithat wasaeallyet vy .
a consequence of the difficultiesinmyownf ami | yéo (Participant

This was also experienced by another participant who felt that she was unable to cope
or keep going as she was losing control of her life in general, including her children:
il realised | coul dnodt keep going. I wa

everythi ng. Lost control of the kidséo (Part
86



Another participant described how living with a mental iliness affected her ability to
complete her studies and to work:

~ 7z I

ne wor ked at the hospital doing ainl

my resume and then | did a lot of TAFE courses. | did computing butldi dn 6t

through them because of my mental health problems; the stress of doing it. | did

um computing, Certificate Four in Welfare, Vet Nursing, reception. | got through

Animal Care completely umyeah. That 6s just all i n the

ot

years ago and then um my (Padicipprda#3) heal t h

Other functional implications included not wanting to go out and be with friends, calling
in sick for work, and not wanting to socialise with others. This is an example of social

isolation from social networks which is illustrated by the following participant:

nél just didnét want to go out anymore

C
ge

19
go

a

for wor k a Iwanttodoanything. So,il Was judt justtotallyd i f f er ent

(Participant #5)

Varcarolis (2013:13) describes mental health as the ability for one to successfully
perform mental functions and so be engaged in productive activities, enjoy satisfying
relationships, and be able to adapt to change and cope with adversity. Mental ilinesses,
on the other hand, are medical conditions that affect a person's mood, ability to think,
ability to relate to others, and their daily functioning. Herzog (2013:505) further
describes severe and persistent mental illness as those deeply affected by mental
disorders. Severe mental illness has a significant effect on social functioning. Examples
of disorders in this category include severe depression, schizophrenia, bipolar affective
disorder, and panic disorders. Aside from difficulties with activities of daily living, other
issues associated with severe mental illness include poverty, stigma, isolation,
unemployment, and inadequate housing. Participant #5 described the isolation often

experienced by those living with severe mental illness.

Other participants described how they were addicted to gambling, cigarettes and

marijuana to try and cope wiandotherlsyenptoms 6fhe ar t

mental illness:
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Al ended up gambling and thateée | had

the years because of the heartacheo.

ieél have an cigatettas andithera was a time when | had a pretty
S

trong addiction to marijuanaé | wa s

#9)

~

Aéel was t aaKair few drugsiin rhydime. Um pot was the main thing. Um

a |
(Par

usi

ah | ended up getting hold of some dexamph

my symptoms started | was taking dexamphetamine pretty much every, at least
10 a weekend every weekend... do ten pills of dexamphetamine every

weekendeéo (Participant #12)

Afél 6dn bseneoki ng poté and uh | t hougvwas
hauntedé 6 ( Participant #10)

Al got referred from the [G team]é becau
drugséo (Participant #1)
Aé When | dadlestrted usigg a lot of um hallucanin drug drugs um ah

t hi

l i ke uh acid trips and things |like thateo

Individuals living with mental illness have been found to use alcohol and drugs in order
to6selefdi cated against the disturbing and
(Harris & Edlund 2005:118). However, substance use has also been found to

exacerbate the symptoms of mental illness (Harris & Edlund 2005:118).

One participant lost his job and his licence as a result of driving while intoxicated. He
lost his licence for nine months, and this further exacerbated his symptoms of mental

illness:

né Whil e | hemesl ga pullediovegand lost my license for drink
driving and um that was pretty much the beginning of my downfall sort of thing.

Ahhh by the time... | lost my license. ... things were... ahh | was sort of stuck at
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home. Um. Never got see anyone or do anything for about 9 mont hs éo

(Participant #12)

Another participant also lost his job due to his mental illness:

AWhen | very f i r satworg antd | jusihkept ¢oing to Wworkareds
doing my things at work and after | think it took about six months and | my

contractfinishedand | got (Pdrteipast&d) k é 0

Participants were also able to describe some of the circumstances that were occurring
in their lives at the time they began to develop symptoms of mental illness. These

included the death of a friend and increased anxiety levels at work:

ARéMy husband wasandwemwars pretty lhusy and a friendé a
close friend died and it sent me into a little bit of aé downward spiralé u mé

and | went into hospitalon medi cati on at the baseé

health people ever since really. | 6 v eon bhe pension si nc e 1987¢

(Participant #9)

Al think wh e&numlfouna pist mytanxiety levels were getting out of

control-and | 6d just notice | ike some days
workers and 1 6d be out and talking to
go t hr ough p djustanost son bfstayeawaly fiomthem. 1 6 d | ust
of stay in the office by myself. Um because | was pretty much the only one in the
of fice. Then | 6d | sod of stayipgeimtioere.| Butk taink it was s

mainly more anxiety stuffthat sortofmade me go to the doctorc

A discussion of the symptoms of mental illness, medication, attitudes towards living with
mental illness, hospital admission, and the influence to make use of mental health

services, will follow below.

4.6.1 Symptoms of mental illness

The symptoms of mental illness influenced the function of the participants which in turn

increased their need for support. The participants were able to describe some of the
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symptoms of mental illness they had experienced to the researcher. These included

feeling low:

~

Al was jlawst | rewas hgt sui ci Radidipant#Bst <crying

Being withdrawn and self-harming:

i é Wvas withdrawné a stoic i a |éé nuhmregular interests were just not
t h e (Paricipant #5)

AJust very withdrawn from the worl d. I di
to sit in my room,; have 1t dark, l i sten

knowéo (Participant #7)

They also experienced paranoia and delusions:

Al veallg unwell and | was being really verbally um ah strange and sort of
tal ki ng dPartdcipant#a)f f o .

~

AMy thoughts were racing, I had a | ot of
my mi (Radtioipant #8)

One participant described how he had difficulty sleeping and had grandiose ideas that

he was Superman:

~

Aél | us sleeping and IbMas oh not really seeing things but | thought | was,
like thought of grandiosi-a like | thought | was more than | was. Like thinking like
| bre@llySuper manéo (Participant #4)

Participants also disclosed experiencing hallucinations, such as hearing voices:

é Ca uwsscheatingvoi ces and panico. (Participan

3t

A Uén and | still remember quite clearly like aboriginal dancing in a circle and all

sorts of thingsé iétyowused tovhear gylot &6f hdargvbidee ni n g
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When | was driving around out here 16 d h ev@ice allahe time. | was hearing
Voi cesé utmet iamteuémé t hat we nt on for qui t
(Participant #8)

Altos all a bit of a blur after that. Bu
that was the first psychosis that | had and then | went on to have other

psychoses oV darticipamtetl0y ear s 0 (

Denenny, Thompson, Pitts, Dixon and Schiffman (2015:164) found that among
university students living with mental illness, those who recounted low levels of social
support, reported higher levels of symptom distress, especially with regards to psychotic

symptoms. Social support was found to be a moderating factor.

The symptoms of mental illness that the participants were experiencing resulted in a
change to their normal behaviour, as illustrated by the following quote:

Aé Just dieces that mynddd and step mother did say. They just noticed

that | wasnét the same persono. (Particip

As a result of this family and friends around them could clearly identify these symptoms

in them. This leads to the first person to notice symptoms.

4.6.1.1 First person to notice symptoms

As part of the symptoms of mental iliness, the participants identified two main groups of
people who first identified or noticed their symptoms of mental illness. These were firstly
their family members (usually their parents),and t hen t heir General P
Not only were families the first to notice symptoms, but they were also responsible for

connecting the participants with the initial assistance required:

=)}

| t actually my familywhonoticed it and ahéthey organi s
see a psychiatristéo (Participant #5)
AMy family. My mot her and father. They

teamo. (Participant #1)
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AMum probably noticed when | was yownger é
tohospitaland t hat was when | was in [L hospit

#4)

Many people develop symptoms of mental illness within their family context and family
members are often caregivers of mental health consumers (Bland & Foster 2012:518).
Therefore, it is comprehensible why many family members were the first to notice
symptoms of mental illness in mental health consumers. Family members are also
responsible for putting mental health consumers in contact with mental health services,
which is sometimes under coercion (Pescosolido, Gardner & Lubell 1998:275).

GPbA6s were the s e mialydoticeed orridengifiedt sngptoms of mental
illness in the participants. It was sometimes family members or friends who took the
participants to the GP. At other times it was the participants themselves who presented

to their GPO s:

A éNot for éanoltonwntti ilmemy GP eh said I

(Participant #10)

A My GP a f thad been going to see him because of the problems in the

marriageo. (Participant #8)

AéOhyoudre going back éait whsoanDy dotvn mee.in [(3o ah
Streeaemé | canoét remember her nameé she w
#9)

Bambling et al (2007:126) and Steel, McDonald, Silove, Bauman, Sandford, Herron
and Mi nas (2006: 347) found that when it cComes
health servayxea, piGP@tsalplrol e as il lustrated
are often the first health professionals who are consulted for mental health problems.
Thus, GP6s viarvei t h regards to ment al heal th con
services. GP 6 s thefirseto notice symptoms and would, therefore, be the first health

professionals to prescribe medication for symptoms of mental iliness.
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4.6.2 Medication

Participants identified that medication played an important part in their journey of living

with mental illness. One participant mentioned:

A Wel | I had to get eventually the doctor
depot and | had to go there every couple of weeks to get it. It was Risperdal that |

was on back theno. (Participant #1)

Medication is a fundamental feature of mental health service utilisation as mental health
consumers need to attend appointments regularly in order to obtain scripts for
medication and have reviews with a variety of health professionals. The social networks
formed by health professionals provide support that assists mental health consumers to

remain adherent with their medication treatment regimes.

The participants had both positive and negative responses to medication.

The majority of the participants had positive attitudes towards medication and the
medication they were taking:

Al d&dm on four di fferent types of medi cat.i
taking everything bec auesegnizdsgnsptoms.farwhiat c a n .

they are sortoft hi ng. Yeaho. (Participant #12)

Another participant described how being put on medication had given her a sense of

hope, otherwise, she would have given up:

Al f they di dnredicafonstt 6me oon atnlde provi ded me
provided mewith¢ | woul d have given upo. (Partici

Participants discussed the positive difference that medication had made in their lives.

One patrticipant disclosed that when she felt she was no longer coping, being put on

medication made the difference in her life. Medication was part of seeking help for her:
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né | saw my doctor who put me on Rristi

weeks. So | stayed on that um until lastyear2 0 1 4 0 . (Participant

Another participant described how medication made a positive contribution to his life

when he was unwell:

fiJm where | felt hurt when | was unwell but medication sort of helped me

understand and you know to |l et it go and

Another participant discussed how medication had assisted her to be mentally stable
and she was pleased with the progress she had made:

Ahh the medication at the moment is um Flupenthixolé Epilim um and Effexor i

theantc-d epr essant . Il 6m very stable at the mo

Participants described how they had to try a number of different medications before they

found a medication that worked for them, as illustrated by the following participant:

Al tried a fair few diadtually foend bne tha telpedat i o n
meo. (Participant #12)

Once participants found a medication that helped manage their symptoms, they were
able to participate in community life and complete activities, such as studying. This is

demonstrated by this participant:

AHe 1 ncr e aslepessantydosasnand he introduced another medication

as well. A mood stabiliser which has really hel ped. And itéds be
stabiliser that 0poigntt t @&mé mk. t b thae take
(Participant #7)

Still another participant explained how being placed on medication had been the best

thing that had happened to them as it had given them quality of life:

Aé When | G@Glapine tipatwas tleerbest thing that ever happened to me.

It ds gqualiynf méei fed. (Participant #10)
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This was a sentiment echoed by a number of the participants. There seemed to be a
correlation between being put on the right medication and quality of life that the

participants were able to enjoy.

The experiences of the participants in the present study were similar to the experiences

of the participants of Piat, Sabet ti and Bloomdés (2009:485)

with severe mental iliness. Like the participants in the present study, the participants in

Piatetalbs (2009:485) study had mostly positive

that medication was an important part of their recovery. Finding a medication that works

was also vital to these participants as they believed that medication was responsible for

keeping them mentally stable. The participants in Piatetaldo s (2009: 486) stud

the importance of taking the prescribed medication and adhering to it together with the
social support available to them in the form of their families and friends and health
professionals. Finally, these participants expressed the significance of having a say in
their medication treatment regime (Piat et ald s 2 0 0 ThisAwag different from the
participants in the present study who did not explicitly express during data collection

that they would like to have a say in their medication treatment regime.

Those participants who had a negative response felt that medication was not helpful or

effective in controlling their symptoms:

AWell that was the thing. | was actually put on a heap of different medication and

as | was taking or when | was taking ther

#5)

Aé My GP put me o nreallydmealdibad a thie@rgihéetddnarid wa s

t hat Iikip dhe &dices and all thatt Um | 6 m not sure if i
medi cationo. (Participant #8)

fiJm | think. I think ...yeah, the firstanti-d e pr essant | reallyawo rokno .di dr
(Participant #11)

ne |1 first got sick wit henédnepwas pusonami- whe n
depressantsbut t hey didndét worko. (Participant

95



Velligan, Weiden, Sajatovic, Scott, Carpenter, Ross and Docherty (2009:1) identified
that when medications were not effective in controlling symptoms of mental illness,
mental health consumers were unlikely to adhere to their medication treatment regime.
The participants in the present study did not report being non-adherent to their

medication regime even at times when they felt their medication was ineffective.

Some of the participants shared how they had experienced life-threatening side effects

as a result of the medication they were taking:

AMy psychiatrist put me etabiliseriandht caused meh i c h

to have heart failure and kidney failureand | was dying of itéo

e And soon as they took me of clozapi
someone had panicked cause me bloods were getting low and umé and | had

massive seizures and | had an ambulance, 3 ambulances parked outthe f r ont . 0
(Participant #10)

Velligan et al (2009:1) and Lucca, Ramesh, Parthasarathi and Ram (2015:254) found
that distress associated with specific side effects of medication and general fear of side
effects, significantly contributed to mental health consumers not wanting to take

prescribed medication.

Another participant continued to state how being changed over to another medication

saved her life:

fé So it was changed over to Epilim and |
saved my life changing ov e r t o Epilim because | 6ve
(Participant #3)

Only two participants disclosed that they did not like taking medication, but they
continued to take it as demonstrated by the following quote from one of the participants:

~

Al dondét parti onedicatioieya nldi K ® vieeiber@nomheé t ak

been told too. (Participant #9)
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Velligan et al (2009:1) and Adams and Scott (2000:119) found that mental health
consumers, like the above participant, who did not like being on medication had limited
insight into their mental illness and this influenced their attitude towards medication and

their attitude towards living with mental illness.

4.6.3 Attitudes towards living with mental illness

The study findings identified a number of attitudes towards living with mental illness.
Firstly there is the familyébés attitude tow

towards mental illness,and soci etyds attitude towards mer

Some participants reported that it was difficult for anyone to convince them to get help

when they were unwell because at that time they do not believe they are unwell:

AUmé itdéds very hard for anyonel dm mothvwe

cause whenyoubér e t hat wunwell you dondt think yo

Participants also identified that when they were unwell it was difficult for them to
understand what was happening:

Al j usteadywamdinvdste ver yt hing was very chaotic

quite understand what was happeningtome 6. ( Parti ci pant #6)

Some participants identified the role that their family members played:

nWel | my sister prompted me to talk to I
thought she was full of rubbish to be honest because she was describing all
these things which sort of what | had but
a waste of time what she was talking about; you know, there was nothing wrong
with me; | was alright. | thought there was more something wrong with her, you

know? 0O (Participant #1)

Relatives of those living with severe mental illness face multiple concerns. These
include feeling love and compassion towards their family member living with a mental

illness, and a sense of duty or responsibility towards them. This makes it difficult for
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relatives to establish balance in their own lives. Relatives also need care and support as
part of the holistic care and support of the person living with mental illness (Weimand,
Hall-Lord, Séallstrom & Hedelin 2013:99).

The familyds att it udsdiscussed belod.s ment al il ness
4631 Familydés attitude towards ment al il Il ness
Some of the family members of the participants were supportive (7 out of 12) while
others (5 out of 12) were not supportive of the participants. The family members who
were supportive, demonstrated understanding:
AMost of my fuadaisthndinga r e (ciBaati#l) e
Family members also demonstrated support and care:
fOh it affected them when they found out that | was ill and when | had the
relapses and the bad ti mes. Theydd get s

been really supportive too. In the bad times, visiting me in hospital and things like

thato. (Participant #4)

Many family members are now responsible for the care and support of their family
member living with mental illness in the community (Bland & Foster 2012:518).

This participant continued to explain that although his family was supportive, there were

those family members who were not supportive because they lacked understanding:

ASome of them -afei ah bsti Islt alm@lcause they
(Participant #1)

One participant was resentful due to his father not understanding his mental illness:

AMy dadodos general attitude was fulimej@dés no
and stop your whinging s o r t of thing. That 6s whatway s

realyo. ( Participant #12)
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Family members who do not understand mental illness may become angry or resentful

towards those living with mental illness (Nicholson, Sweeney & Geller 1998:646).

When family members ignore or fail to acknowledge the mental illness of mental health
consumers, they may feel rejected and ostracised by them (Robinson, Springer,
Bischoff, Geske, Backer, Olson, Jarzynka & Swinton 2012:312).

Family members who look after their relative living with a mental illness often have to
deal with the emotional stress of looking after their relative, the symptoms associated
with mental illness, and the emotional and physical stress as a result of the attitudes or
actions of their relative living with mental illness. Family members also have to deal with
the societal stigma of having a relative living with mental illness (Pusey-Murray & Miller
2013:118; Saunders 2003:175). The burden of care is significantly increased if the
relative living with mental illness lives with family members. (Ostman 2007:35). Only two
of the twelve participants in the present study lived with their relatives. The remaining

ten participants lived alone.

Another participant described how her husband labelled her @razy6 because of her

mental illness:

AWell my husband said | was crazy all along but (laughs*) he was pretty crazy
h i ms éPhrficipant #8)

*Field note indicates that the participant laughed when she expressed this comment and

slapped her hand against her thigh.

In their study, Nicholson et al (1998:646) found that partners or ex-partners of women

' i ving with ment al Il Il ness would often tel
However, psychoeducational programmes that are designed for educating family

me mber s have been found to be effective ir
attitudes towards severe mental illness, such as schizophrenia (Gutiérrez-Maldonado,
Caqueo-Urizar & Ferrer-Garcia 2009:343). Family members are also able to influence

ment al heal th consumerso6 attit ude slLiddr,0\eissr ds
& Amirav 2010:09).
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4632 Ment al Heal th Consumerso® attitude towar d:

Most of the participants disclosed that they believed they were normal and did not
consider they were unwell when their symptoms were acute. This denial was correlated

with lack of insight during acute stages of their illness:

n

Al just thought | wanetmommaln.orimaway od o ikm:¢
what my brain was telling me. I was doi
nothing wrong with meo. (Participant #1)
AAnd also | didndét believe that | was i I

Cramer (2012:36) describes denial as a defence mechanism where a cognitive strategy
is employed where attention is withdrawn from external stimuli that would cause
psychological pain or upset if they were acknowledged or recognised. In the present
study,t he par t i c iwpsaorrelatgd with ¢hainirability to recognise the severity

of their mental health symptoms during the acute stages of their illness.

Mental health consumers who live with a severe mental illness such as schizophrenia
may demonstrate poor insight into their mental illness, and this has an impact on their
overall functioning and treatment adherence, especially when their symptoms are acute
(Lincoln, Lullmann & Rief 2007:1324). However, some authors have also found that
when the level of insight improves for those living with a severe mental illness such as
schizophrenia and schizoaffective disorder, this negatively impacts their quality of life as
it serves to decrease their level of hope (Hasson-Ohayon, Kravetz, Meir & Rozencwaig
2009:231).

One participant compared living with schizophrenia to the physical pain he had
experienced in his life. He described living with schizophrenia as being worse than any

physical pain one could experience:

il 6ve had a | ot of physical pain in my |
schizophr eni a i s HELL. Alright? 1todés worse t
most serious illness there is. Maybe bi-polar b u t |l 6ve neoasolbeen

woul dn 6t (Participanté o)
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Participants also discussed how they stigmatised themselves:

All ways shunned that; took a bit of a

st

enough to have all that; I didnodét need tt

want the stigma being on me if someone saw me going in to mental health all the
t I m@articipant #1)

Stigma refers to the prejudice and discrimination experienced by those living with
mental illness (Corrigan & Rao 2012:464). Mental health consumers have highlighted
the stigma associated with mental illness in rural communities. This negatively impacts

on ment al heal t h-seekingh behavieur vetausd énl g small town

everybody knows everybodyos busi nesso.

reluctant to disclose that they have a mental illness because of the fear of stigma and
labelling which can negatively impact their lives. This can cause mental health
consumers to internalise this stigma (Robinson et al 2012:311-312).

Self-stigma occurs when a mental health consumer internalises societal messages
about mental illness and experience numerous negative consequences as a result.
These include poor self-esteem, depression, and loss of self-efficacy (Corrigan & Rao
2012:464; Luckstad, Drapalski, Calmes, Forbes, DeForge & Boyd 2011:51). High levels
of self-stigma and insight among individuals living with severe mental illness have been
correlated with a poorer quality of life and feeling that life has no meaning (Ehrlich-Ben
Ora, Hasson-Ohayona, Feingolda, Vahaba, Amiazb, Weiserb & Lysakerc 2013:198). In

the present study, only Participant #1 explicitly referred to self-stigma.

Societal views have an enormous influence on how mental health consumers see

themselves. Societyds at arediscudsedsbelowo war d s

4633 Societybs attitude towards ment al il

The participants described the stigma that they experienced from the wider community
as part of being employed or engaging in community activities, as a result of their
mental illness. Participants also discussed public perceptions of mental illness and

those living with mental iliness.
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A number of participants highlighted the stigma they experienced that is attached to

mental illness:

ATher eds not enough ther&k a o w | etdhgeermmedogh nooutt
information for mental health and t her eds such an awful

ment al heal tho. (Participant #7)

The rural mental health consumers who patrticipated in Robinson et aldbs (2012: 31
study identified that there was stigma in the general community as a result of ignorance.

They proposed that providing education and information to community members would

help to reduce the stigma around mental illness.

Participants discussed how they were branded as crazy in the eyes of the public:

Ailtéds sorta ahh you get branded as crazy.
general public... in that you get branded just pretty muchas cr azyo. (Par
#12)

Stigma is mainly based on stereotypes. Public perceptions of those living with mental
illness include seeing them as dangerous, crazy, or people who cannot be trusted (Link,
Phelan, Bresnahan, Stueve & Pescolido 1999:1328).

Recent studies have found that most of the attitudes of the general public towards those
living with mental illness were negative. Most of the participants reported public
perceptions that those living with mental illness were less intelligent, abnormal and less
trustworthy. Participants also believed that those living with mental illness would be
denied opportunities for employment, education, friendships and intimate relationships
(Liu, Yan, Ma, Guo, Tang, Rakofsky, Wu, Li, Zhu, Guo, Yang, Li, Cao, Li, Li, Wang & Xu
2016:443; Razali & Ismail 2014:176).

One participant described how she had experienced discrimination within her workplace

as a result of her mental illness. This participant was forced to resign from her job as a

consequence:
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A My t wo cdme baskeand they said it was time for your medical so | had to

go before the medical of ficer and ahh |

They said either you resignorwe gi ve you the sack and if

never get a jJjob in the Commonweal th gover
Cechnicki, Anger me(R00:643x in dheir Bstudy lofaadidtk laving with

schizophrenia, found that their participants both anticipated and experienced stigma.
Like the participant above, some participants experienced discrimination within their
workplace as a result of living with a mental iliness. Having said that, the majority of

their participants anticipated stigma and discrimination in their interpersonal contacts.

Previous research has found that people living with a mental illness in countries with
less stigmatising attitudes experienced higher rates of help-seeking and mental health
service utilisation when compared to countries with more stigmatising attitudes (Evans-

Lacko, Brohan, Mojtabai, & Thornicroft 2012:1741).

A number of the participants had required hospitalisation at some point during their lives

due to their mental iliness. These experiences are discussed below.

4.6.4 Hospital admission to a mental health facility

Hospital admissions to mental health in-patient facilities formed a large part of the

participantsd jour ney @dricipantsywene gsualy adrittedrie nt a |

hospital during an acute phase of their mental iliness:

ARéThey t ook me t oumthkneattheobasp hospitdl at DY thwn]
and then [LT town] and the doctors saw me there and then they drove me to [B

city] to a psychiatric hospitalo. (

Medication non-adherence has been linked to decompensation of mental state and
hospital admissions (Swartz, Swanson, Hiday, Borum, Wagner & Burns 1998:226).

Often after a hospital admission a participant was able to return to baseline functioning

as demonstrated by the following participant:
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Al &nadmissioni n t he ment al heal t h wuni trealyn [ BE
recall what treatment or anything | had. I think got back on track fairly quickly and

I wasndét on any medicationo. (Participan

Hospitalisation to a mental health unit can address a number of functional deficits to
improve the daily functioning of those living with mental illness upon discharge so that
they are able to live independently in the community (Lipskaya-Velikovsky, Kotler,
Easterbrook & Jarus 2015:499).

Participants reported a number of hospital admissions to different hospitals. This was

often related to how long a participant had been living with their mental illness.

well | had quite a few admi salmissions to{Jl]clihios pi t
i n [ N city]hosgthl]é anayberhalf aRlozen admissions to [B hospital]
in [T town]o. (Participant #9)

Al 6ve had well over 20 trips to [B hospi
period of time. And um Dr [ BW] when | had some &
me to [NS] clinicfor5weekso. (Participant #8)

Mental health consumers who have frequent hospital admissions or re-admissions are
sometimes referredt o as Or ev ol vi g riadiroassocaed with beiag a
6revol ving door ser vi cetlicatios éeing younger atthd &je of b e i n ¢
the first contact with mental health services, living in government housing, and having a

more enduring and chronic mental illness (Webb, Yagliez & Langdon 2007:647).

The participants in this study enjoyed varying levels of social support. Since the
inclusion criteria for participation in the study was that a participant had to be diagnosed
with a severe mental illness, all the participants were involved with a mental health team
case manager to a greater or lesser degree. It was a participantd s f ami |y memb
case manager who would often facilitate a hospital admission. The factors that

influenced the parti cispnacest asedisaussad nextf ment al h
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4.6.5 Influence to use mental health services

With regards to influence to use mental health services or seeking help, the participants
had varied responses. They described a professional influence and a personal influence
which included both themselves, friends and family. The professional influence included
the follow-up of the participants, monitoring mental state and ensuring the participants
attended scheduled appointments. Health professionals were also responsible for
monitoring medication adherence and making sure they were available and accessible
to the participants. Personal influence was often demonstrated by friends or family
members encouraging the participants to contact mental health services in order to
seek assistance for their symptoms of mental illness.

A number of participants (4 out of 12) discussed the professional influence to use
mental health services. This often came in the form of the mental health case

managers:

A Wel | [ Mi ss L] does, my per s o napdointroeotsi n's e | |

for me with my psychiatrist to get medica

iWellt he ment al heal th services themselves
they keep in contact and umé they make the appointments with the psychiatrists
and | always stick to my appointments and soreallyi t 6s coming fr om

way round really. (Participant #8)

Aél whospitdlaand then it was then when I was
[Mr CB- case manager] was there and helped me through a pretty rough
pat c h é ticipdntRa2)

One patrticipant expressed how the mental health team was important to them because

they could always turn to them if they needed help.

Al 6d say the mental health team is i mport
can go to if | do have trouble. You know if something does go wrong well then |

dondt know what to do | caummgnalthéyor ¢ hpr ene n

good...umm and my friendso. (Participant #1)
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Some patrticipants reported that no-one influences their decision to use mental health
services. Thus, they discussed their personal influence of deciding to use mental health

services:

ATo use ment al WNe & Was lalwagsear dedisiore Ism@de on my

o w n (Participant #6)

fiiTo use t he ment aNell Imada the decisometo use theensefital

health serviceséo (Participant #3)

i Me madé the choice. As | grew older um | decided that | needed help and it

was really me that maPerticipamte#d)deci si on to g

fNo | just make the decisionmyselft o do i to. (Participant #

The participants also discussed the personal influence of friends and family that

influenced their decision to use mental health services:

Al think my f rdoreai.d |thidithe fast ting |, werd inte hospital it

was [Miss S] that sort of rang the ambulance.... but she was the first one that sort

of.we tal ked about needing to go to the do
#11)

AWell, my mother of course. She was the one who went and talked to the doctors
about ito. (Participant #10)

Villatoro and Aneshensel (2014:174) suggest that the influence of family on mental
health service utilisation may not persist once a need for care has been established.
They suggest that families indirectly affect mental health services utilisation by affecting

need.

Social networks and social support have been found to influence mental health
consumersd6 use of ment ahkl199&248).t{Sbcial hetworkd resalts ( Al
in social influence which affects health promoting behaviours (Kawachi & Berkman

2001: 460) . The decision to s eekbelaeilitapd Hyo r orf
106



having a relationship with someone who recommends that you seek help or has sought
help themselves (Vogel et al 2007:233).

One participant described how in their journey of seeking help for their mental illness,

they were not able to get the right help. However, now they were able to get the help

they need:
AJmm O6cos | seek the help. laelpiveval wagrs dle
getthe help. Inthepastl havendét been able to get the

Other participants discussed how as a result of not coping in their lives, they reached

out for help:
Al t hi nké& fdra akitach @drioddmd because | wasnodt co)
external events that were happeniitmgdli n m\
needed the supportumé | had to reach outéo (Partici

Women have more positive attitudes towards seeking help and are more open to
seeking help from mental health professionals when compared to men (Mackenzie,
Gekoski & Knox 2006:574). This is confirmed by the participants in this study as the
female participants were the ones who reported more positive experiences in their help-

seeking journey.

Another participant commented that if they had not received help at their point of
desperation, they would not be alive today. They also needed the help in order to feel

contained:

AAnd | went to the doctor here. 't was Dr
him and begged him for help. Because if | wa s manést with him again | would
be here talking to you. | 6d be 6 foot un

coul d get peace and normalityo. (Particip

The participants in the study were more open to seeking help for their mental iliness.
However, this is not often the case with adults in the general population. Many people

are reluctant to seek help for mental health symptoms for a number reasons. These
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include negative attitudes towards seeking help generally, concerns about cost,
transportation, confidentiality, or feeling like they can handle the problem on their own
(Gulliver, Griffiths & Christensen 2010:2; Robinson et al 2012:313-316). Rusch, Miller,
Ajdacic-Gross, Rodgers, Corrigan and Rdssler (2014:185) found that participants in
their study, who were adults in the general population, had negative views in terms of
seeking professional help and using mental health services for themselves and also
with regards to making recommendations to others. Participants were also found to
have negative views towards psychiatric medication. In the present study, only two
participants expressed negative attitudes towards medication. The majority of the

participants had positive views about medication.

An important part of mental health is physical health. The physical health of the

participants, along with its effect on their mental health symptoms, is discussed below.

4.6.6 Physical health impacting on mental well-being

A few of the participants explained how their physical health impacted on their mental
well-being. One participant who was living with knee pain described how living with this

pain had contributed to mental health admissions to hospital:

Al think as | 6m getting olderé | 6ve got
problem previously. Even though 1 6ve had
say has been because of the pain, the pain has been what has not triggered it

but partbobuwghtat e downo. (Participant #5

Another participant disclosed how an upcoming hip operation had served to increase

her anxiety levels.

Al 6m havisndhip operationé and |1 6m very ne
be cutting o p e.fPamicypane#9), my hi po

One participant explained how his physical concerns were not addressed when he went

to see his new GP:
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inél had a betiveen DrgM] and this one, butum he reallydi dn ot

c

all. Hewasnosupportt He 6 dhe. . woul dméttitm&ke Itdd say

over me t hat I need to get checked
(Participant # 12)

ar e

I O

and I

Jones, Howard a n d Thornicroft (2008:170) di scuss

over shadomwantalgd | ness where a doctor may
health complaints to their mental health symptoms. The above participant felt that his
GP did not take his physical concerns seriously as a result of his diagnosis of a severe
mental illness, and he did not feel that he received the appropriate care from his GP.
This correlated with the stigma that mental health consumers experience as a result of

their mental illness.

One of the participants explained how they used deep breathing in order to control their
symptoms of anxiety and stress.

att

AéWhat do | do when | get uptight? Conce

abdomené | ower s your centre of gravity and c

#10)

People living with severe mental illness have more physical conditions prevalent when
compared to the general population. This leads to a shorter lifespan when compared to
the general population. This shortened lifespan is a result of physical ilinesses, side
effects of medication, poor access to health services, and individual lifestyle choices
(DeHert, Correll, Bobes, Cetkovich-Bakmas, Cohen, Asai, Detraux, Gautam, Mdller,
Ndetei, Newcomer, Uwakwe & Leucht 2011:52; DeHert, Cohen, Bobes, Cetkovich-
Bakmas, Leucht, Ndetei, Newcomer, Uwakwe, Asai, Méller, Gautam, Detraux, & Correll
2011:138; Thornicroft 2011:441).

The third theme to emerge during data analysis was social support, and this is

discussed below in detalil.
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4.7 THEME 3: SOCIAL SUPPORT

In general, participants viewed social support as the physical and emotional presence of
a person in their lives. Participants saw social support as a person knowing their true
selves and someone seeing them at their best and at their worst.

One participant defined social support as knowing you will be supported:

AMmMhé you just ké gou knbvée ywe kndwhheynkgep contact

with me itéds not just me contacting themo

Another participant, when talking about his mother, defined social support as his mother

staying with him and supporting him in spite of challenges:

i S h e 6 switlhh reeghmough hell all- most of me life. She stuck by me, thatbé s h o w

Il can tell éo (Participant #10)

Still another participant defined social support as his mother being there for him:

fireaehsheds been there. We habuwnarmiwokeday s g
pretty much | mkaedmumabvo. | { Barjiust pant #12)

The majority of the participants felt that there were people they could turn to if they

needed help:
AThere would be a few pewglyhad htadao .l c(oRud rc
#7)
Al think | i ke-monyiflBidgb into habpitéd aneafter 1 got out they
wouldtakeme and |1 6d spend a week orgetuged-avi t h t
settle back downo. (Participant #11)
A Wel | sortoffkenyow my story so theydve seen me
and I feel |l i ke theydod be there for me..
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Chronister, Chou, Kwan, Lawton and Silver (2015:236) explored the meanings those
with severe mental illness ascribe to social support and found that those living with
severe mental illness wanted those who provide social support to them to know that
their mental illness sometimes influence their ability to execute daily life tasks, such as
leaving the house, going to work, and being with other people. Individuals who treated
them with an attitude of acceptance, affection, respect and value were perceived as
supportive (Chronister et al 2015:236).

Kamenov, Cabello, Caballero, Cieza, Sabariego, Raggi, Anczewska, Pitkdnen and
Ayuso-Mateos (2016:7) investigated the reasons why those living with a severe mental
illness have poor social support and found that lower levels of disability were associated

with higher | evels of soci al support. Il n ot

illness is, the less social support they receive. The findings of the present study

refl ected that t he dmsabiitgwas, the moreesupport fhey resevedod s

from community managed organisations( CMOO0s) and mental heal th

of case management.
The participants categorised social support into four different types, namely; emotional

support, physical support, financial support, and the support they received from mental

health services. These are discussed in detail below.

4.7.1 Emotional support

Participants described emotional support as talking to friends and family who are

concerned about their well-being.

One participant expressed how she relied on her friends for emotional support:

~

Al tbécausek.. my f r i end [ Msog af haphy.].. we doredd discuss
things that she | i ke doesné6t t alrdallytalk out
aboutt o ot her peopl eo. (Participant #11)

Other participants relied on their families for emotional support:
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I have miNCbuatrylitloyo éireally wak in big trouble um | could talk

=)}

to themo. (Participant #8)

ARTheydébre a good support network [family].
theyore concerned about my health you kno

AAhh wel | at t hme and Mumereatly. Ahh [@eslth Professional C-
case manager] | know [Health Professional C] is there if | need to make an
appointmentican tal k to him but other than that

in towno. (Participant #12)

Participant #12 also discussed how his case manager [Health Professional C] was an
important part of his emotional support as he was available for the participant to talk to
and the participant felt that [Health Professional C] was concerned about his emotional

well-being.

The following participant highlighted the importance of emotional support as she
discussed how it made her feel good. She did, however, add that with her parents this

was sometimes not the case:

fiJm 1 think.... Yeah | think speaking with my friends:s
Someti meseée | thinké yeah s anome makenmesfeelmy d a
good but other tgomdmsotl as . mudlke(dhadlOlses*
#11)

*The field notes reflect that the participant was laughing (chuckling) when she shared

this comment.

Another participant described how the emotional support received from his family was
critical, especially when he was in hospital. The participantd s f ami |y wer e abl
advocacy for him and take over some of his responsibilities where he lacked capacity:

i U mvell they supported me when | was in hospital. They um not just through
communi cations to say | o thingbuttheyhwere gortgfo u 6 r €

my guar di an dPattidpant#1)mmo .
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Emotional support occurs when one is able to spend time with another person listening
and talking about things that concern them or problems they may have (Adams, King &
King 1996:412; Slevin, Nichols, Downer, Wilson, Lister, Arnott, Maher, Souhami,
Tobias, Goldstone & Cody 1996:1275).

Hogg and Warne (2010:297) found that lay-people, such as beauticians, priests,
hairdressers and bar-girls, formed an important and yet informal part of the emotional
support for those living with mental iliness in the community. These authors found that
those living with mental illness in the community would disclose to beauticians, priests,
hairdressers and bar-girls about their problems as they found them non-judgemental
and easy to talk to. These lay professionals would, in turn, point their clients in the right

direction as to where they can obtain the help they need (Hogg & Warne 2010:300).

Low levels of social and emotional support have been associated with an increase in
mental distress, anxiety, depression, poor sleep and pain (Strine, Chapman, Balluz &
Mokdad 2008:151). Having a high level of emotional support has in turn been
associated with decreased symptoms of mental illness (Smyth, Siriwardhana, Hotop &
Hatch 2015:1118). This view has also been supported by Tempier, Balbuena, Lepnurm
and Craig (2013:1897), who found that higher levels of perceived emotional support
were associated with longer periods of remission after an initial episode of psychosis.
An important part of social and emotional support is physical support, which is

discussed in detail below.

4.7.2 Physical support

Participants defined physical support as the practical help that was offered to them by
family or friends. This included cooking meals, facilitating hospital admission, looking
after their property while in hospital, and mowing the lawn. The following participant

described how his mother prepared meals for him to ensure that he had food to eat:

iMum cooks meals and all t hat sort of t hi
(Participant #12)

One participant explained how the physical support provided by his family was

instrumental in facilitating hospital admission when he was unwell:
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~

AUm in getting me into hefskpint aumétoy p(eP aa ft i
#1)

Physical support was also critical to this participant during his hospital stay and knowing

that his family would look after his flat while he was in hospital:

ARéBringing clothes up and that type of s

like doing the mail oryou knowumc hec ki ng on t het#f)l at 0. (

Many family members wanted to make life easier for the participants and so provided

physical support:

il had my daughter come down. I had a |
daughter came down and &lweokattbthe opslopsl ou't
and stuff like that because my daughteré wanted, wanted to make things easier

for me. o (Participant #9)

A friend assisted the above participant by mowing her lawn:

Al 6v-ea got end came and mowe dPamgpardt#wn t he o

Physical support is also described in literature as instrumental support. This is the
practical and tangible support that is aimed at solving a problem (Adams et al 1996:412;
Thoits 2011b:147). Physical (instrumental) support has been found to be essential for
the day-to-day functioning of those living with severe mental illness. This includes
supports with practical tasks, such as grocery shopping, and also assistance getting to
appointments (Chronister et al 2015:237).

Perceived emotional support and physical (instrumental) support have been found to be
protective factors for mental health disorders (Smyth et al 2015:1111). In contrast,
Levens, Elrahal and Sagui (2016:352), in their study among university students with
depression, found that physical (instrumental) support provided by families did not have
an effect on depressive symptoms. Financial support is an important part of physical

support and this will be discussed next.
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4.7.3 Financial support

In general, participants defined financial support as family or friends giving them money

or lending them money to purchase items such as cigarettes:

AOh they might; my family and that they
money. Ahht hat 6 s pr ob dRardtiggpana#)out it 0.

Another participant elaborated on this by saying that financial support was not just about

money, but about family or friends buying them items when they were in need:

AOh well Mum wi | | | end me some money i f
money. Um. Or my mate will buy me a packe
Or um just generally |l ooking out for meo.

This participant discussed how he was trying to live life on his own and so did not want
to ask for money from his family members, although in the past they had provided for

him financially:

AMumés very | i ke when | was struggling wh

with money. Financially and my brother is supportive like that as well. If | need

somethingl can al ways ask him 6cos hedbds in a
not physical 'y but financially hebés a | ot bett
money. 6Cos | donot off ay family anymbre. rYouokmow,mo n e y
trying to do iton my own, sortof é y ea h o . (Participant #4)

Financial support is a part of the physical or instrumental support provided by family and

friends as it involves offering material assistance (Thoits 2011b:147).

The majority of the participants (8 out of 12) received their income through the disability

pension every fortnight. This is illustrated by the following participant:

nél 6 veonthememsionsi nce 1987¢é0 (Participant #9)
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One participant supplemented the income they received from the disability pension

through part-time work:

fivyeah part-time. Mondays and Fridays, 2 hoursaday at t he moment 0.

The financial support provided by the disability pension is an important part of financial
support, although this was not explicitly expressed by the majority of the participants.

Financial support for those living with mental illness is imperative as they have been
found to be amo npyor sviiah fugheryegaserbates sheir symptoms of
mental illness (Anakwenze & Zuberi 2013:147; Wilton 2004:26). Mental health services
provide critical support for mental health consumers. Their role and the support they

provide is discussed below.

4.7.4 Support from mental health services

The majority of responses from participants with regards to the support they received

from mental health services were positive. The participants identified that the support

they received from mental health services provided safety for them, assisted them with

practical tasks, monitored their mental well-being and activities of daily living, including

being employed. The most positive response was from the following participant who

stated:

il canot fault t he ment al heal th systen

absolutely wonderfulo (Participant #7)

Another participant echoed the above sentiments:

~

il woul d have been stuf f e dserviwastthhoouutg h e b e
(Participant #8)

This participant commented that mental health services had provided her with a safe

haven:

=)}

think that eafebavanéd@ d( Phar twii ¢ hpant #6)
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The following participant was pleased with the support that she had received from her
previous GP and case manager. She was appreciative of the support she had received

from mental health services:

ARéMy | ast G reallyslikeeshewsaics that |1 could go to her whenever; |

could ring her whenever Ilwantedtoand shedd ring mesorbochck a
really supported by her.... um and [Health Professional M - case manager] been

really great. She um has been really supportive and | find her really hel pf ul 0.
(Participant #11)

Mental health consumers have identified that they appreciated it when mental health
professionals within mental health services treated them with respect and compassion
and showed a genuine interest in their personal well-being. Mental health consumers
also highlighted that they valued clear communication regarding the process of care
(Gunasekara, Pentland, Rodgers & Patterson 2014:106).

Mental health services were also able to offer participants the following types of support:
monitoring medication and mental state, and education regarding living with a mental

illness:

AWith my state of mind and the way I 6 m
monitoring my state of mi nd and my medi cati onshe whi c
decreasedt he next time | see themo. (Particip
n. .. Tsbrteof énvoaraged me to talké and ah encouraged me with my

medication and encouraged me with my life that | lead; my understanding of

schi zophrenia that I was born with it. .
that happened to me; ités a disease and
have explained it; in the health services

The participants in Chronister etald s st udy ,(sHa@d tbe: sande #igws at the
participants in the present study. They appreciated the support they received from
mental health case managers, such as medication monitoring and regular checking in

and monitoring their mental state. The participants, like the participants in the present
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study, also appreciated the practical support offered by mental health case managers
(Chronister et al 2015:237).

Some case managers assisted the participants with practical tasks such as shopping,

as illustrated by the participant below:

il have a <counsellor call edvpHgalgtedp d Pr o
niceé she takes me shopping and helps cause | had a couple of car accidents in

my car. | havenbtebeegk tonfideeao. (Part.i

Mental health services were there to provide reassurance if the participants needed to
visit the mental health section of the emergency department, as expressed by the

following participant:

NRnéOne time | hademer ggoncuypé and [ Health Pr
t hereé and hée and movassgreaind was having a really severe full
on attack and | knew | had to go to emergency. And [Health Professional D] was

really good and hewasreallyr eassuringo. (Participant #1

The following participant conveyed how the support and life skills training they received
from mental health services has helped them keep their job and move in a more positive

direction in their life:

iWelli t 6s been good because itodos hel ped me
better i n QGtlewviseittyd ssohéel ped me moveumoht o a
managing my medication and also life skills and living a healthier life without the

drugsandumye ah, with, with the supportoo. (Par

The following participant was the only participant who initially had a negative experience
with regards to the support received from mental health services. He was then able to
have a positive experience years later, after he met his case manager [Health

Professional Bj:

AAh umm pretty muc hreglyunsats nddi da ntyh ahteeditph & roe

with. Umm |t wasnot unt il really that I me t
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D] all these years after that | actually started ... the help he gave me was umm it

was really valuableand um | hadndét got that anywher
Participant #1206s initial negat i ofgesppndgnesr i e n c
living with severe mentali | | ness i n Wang, Deml er and Kess:s

majority of respondents in that study reported that the care and treatment they received

was not sufficient to meet their needs.

The same patrticipant continued to describe how his case manager was an important

liaison in order to facilitate his employment:

ARYeah yeah h aNaisam ghrogh [Health dProfessional B] with the
system. Coz once | was feeling more on track and my medication was stable

umm it was [Health Professional B] who put me on to [the employment agency]

and they are the ones who have helped me keep a job forthe last 3y ear s €0
(Participant #12)

One participant wanted mental health services to be more readily available after
business hours for additional support:

AWhen aheée | first got il 1l é& you know | ik
werenodt well and you rang the |line they \

aswellé it was very hel p3 utlo Baut OiPavr tiitdisp g nuts

Tsai, Desai and Rosenheck (2012:144) in their study involving adults living with severe

mental illness, found that those with severe mental illness did not rely more on
professional support and less on informal social support, such as family and friends.

Instead, the informal social support provided by family and friends was found to
complement professional support rather than substitute it. Tsai et ald s (2012: 14
findings support the results of this present study, as this was the experience of the
present studyds participants.

The research findings support the notion that an increase in social support increases
the use of mental health services by mental health consumers. Social support and

social networks go hand in hand, and a discussion of social networks follows next.
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4.8 THEME 4: SOCIAL NETWORKS

The final theme to emerge during data analysis was social networks. The participants
identified that social networks were the people that they had frequent contact with.
These included friends, family, colleagues, and mental health professionals. Social
networks also included support groups, community groups, hobby groups, church, and
the people who operate the tills at super m
provided them with routine, social interaction and a sense of purpose. Social networks
were further divided into the two categories: contact with others, and methods of

communicating, which will be discussed later in this chapter.

One participant explained why social networks were important to her:

AYeah | realyiimpértantft drs me [t o have soci al net
|l 6d just sort of stay at Yeabhmébddopngdnobh
um and have that routine because otherwise like without the routine | think |

realysort of need that routineo. (Partici

*Field notes indicate that this participant was seated comfortably on the couch and she

was laughing when she expressed the above comment.

Another participant included checkout people [the people who operate the tills at
supermarkets] as part of their social network. It was important to this participant to feel

like he was known at the places he visits frequently:
fWell the checkout people. The chemist out here at [shopping centre] to get my
tabl et s. Ran into [Health Professional B

about ito. (Participant #10)

Mental health professionals, family, friends, and church all form important social

networks:
AThe staff her e; [ Heal th Professional G]
friends in the church émy fianc®; uhh fri
I dondt go to [the clubhouse]; | thetwdt ac
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over the phone or go downtown with; fam
fami |l yown] i nMyAsi sterds in [N city]o. (Pa
Al 6ve had contact with the mental heal th
nurse for my injections; I6 ve s e eml| §wa the doetar 1 the psychiatrist
andlt hink 1 d6ve even seen my GP in the | ast
fairly well covered in the medicaland | é6m not too badly cov
and family either. So I 6m starting to ge
6cos | understand | canodt see someone al
own family things to do or their own thingstod o b ut to jusbappreciatetiee
tmewi t h them when | cano. (Participant #1)
In addition to family and health professionals, the participant below also added work
colleagues as a vital part of his social network:
AéDr [ S] and Dr [eDH] rad¢ sinl ymwagk&aleaguels. Um
thereds a smal/l group of work coll eagues:c

business so um, a few friends; Mum, my brother. My brothers um; my family,

yeaho. (Participant #4)

Forrester-Jones, Carpenter, Coolen-Schrijner, Cambridge, Tate, Hallam, Beecham,
Knapp and Wooff (2012:10) investigated the social networks of adults living with severe
mental illness in the community. These authors found that adults living with severe
mental illness have smaller social networks compared to the general population. These
was similar to the findings of this present study as the majority of the participants had
small social networks and social networks relied heavily on mental health professionals.
Amongst individuals living with severe mental iliness, it has been noted that their social
networks consist mostly of relatives and as their illness progresses, their social
networks appear to comprise of other mental health consumers (Albert et al 1998:249).
Meeks and Murrell (1994:399) also found that the social networks of those living with a
severe mental illness were smaller, less reciprocal and contained fewer family

members. Social networks were likely to include service providers.
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Some of the participants identified a local clubhouse and other community groups as
being important social networks for them, and a place where they could acquire social

skills:

fAhh | went to [the clubhouse] and | learnt how to cook in there. Well, |
contributed in the kitchen and eventually
(Participant #2)

i d found another group in [T town] actually um at [a community centre]. And the
woman that runs that has actuallys et up a support group. A
to that once a week a n d t duitetinfesestingas wel | é 1 6ve join
foundation walking group twice a week and | would like to do that every morning
but they donot do t hay area really lovetyogroop af g . A
women. And then sometimes, what they started doing now is after the walking

group they go and play tenniséo (Particip

An intentional recovery programme such as the clubhouse model has been found to
foster social connections in individuals living with severe mental illness who are at risk
of social isolation. They form an important part of the social networks of those living with
severe mental illness and become a means of social support for them by giving them a
place to belong and to contribute. The clubhouse provides opportunities for those living
with severe mental illness to meet individuals in similar situations and have contact with

others in similar contexts (Corolan, Onaga, Pernice-Duca & Jimenez 2011:125).

Participation in community groups, being involved in intimate relationships and social
networks, have been found to increase oneds chances
support which in turn protects and acts as a buffer against emotional distress (Kawachi

& Berkman 2001:460). Contact with others is further discussed below.

4.8.1 Contact with others

I n the present study o6écontact with otherséo

engaged with, or interacted with other people in their world.
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Some of the participants had minimal contact with others while other participants had a
lot of contact with others. Those participants who had minimal contact with others
expressed how they preferred their own company:

AAhh urmowelslt i | | bym Indyns eH & p pay lhoatv.i ng | i mi f
peopl e. He he. |l 6m a bit of an introvert \

peopleo. (Participant #12)

MNol 6m not a member overy ldatle gociat hetwbrls no, dut ith a v e

doesndét bother me that mucho. (Participan

Although the participants above expressed that they preferred their own company, this
may have been a self-preservation measure due to past experiences of being rejected
or stigmatised. Research has shown that mental illness has been identified as the least
accepted disability in social relationships. This results in greater social distance and
fewer friendship opportunities (Gordan, Tantillo, Feldman & Perrone 2004:50).

One participant discussed how they did not consider themselves a social person but
when they did have opportunities to socialise with others, they really enjoyed it:

AWel |l ther eos htehbmwissmadnmounmaeyrsqcial networks actually

um eh. . . As | s ai d ersoh.@ml go w partieshsanetimesooc i a |
wakes, funeral wakes for members of my family, distant family that have died.

The thing is, the paradoxi cal thing is a
get out there and socialise, |, I reallyh a v e a Pdrtigipaht #10) (

Another participant described how her volunteer work gave her a sense of purpose

because she was contributing:

Aél n t menthl ase started v olgallentaeadlfind that veeyt t he
rewarding. | t 6s gr eat t oo fh awysékhotv,igsing o evorlsand do
doing somet hing wher e y ou f e ebking padb u e d
(Participant #6)
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The participants who had frequent contact with others, had a number of different social
networks. These social networks consisted of friends, health professionals, and online

social network sites:

AUmmy friend [ Mr Mpart timayartdes ung myt freendgMiss D]
down at [the clubhouse], umé | got a fri
contacteé | ust év|bdealthoPuogessidnal iAg fnothsmental health,
[ Heal th Professional H] from ment athe heal
ot her day for a little whilebo. (Participa

firhe social networks currently are my 2 best friends, interactions with them and
doing things with them and and the online ones. Facebook and a couple of chat
rooms that | visit. Um psychiatrist here, my GP , ahé | did have an
my case worker and a quick phonecall bef or e she mo v ed oné

coll eagues and clientso. (Participant #5

Social networks also consisted of family and community groups:

n. .. Probably my two f rDadand step-aumd ... ang... mu m
like 1 go to orchestra so those people. And | go to guides so all those people
(chuckl es) . Umé | -thinkel dastaimpothe¢dve
musical, so pretty much all those people (chuckles) um and probably my
psychologist too. Um | do go to a social group on a Thursday which at
[communi ty centr e] call ed t he [ B] group
(Participant #11)

Albert et al (1998:248) found that individuals living with severe mental illness have
smaller social networks compared to the general population. The participants in the
present study are from a lower socioeconomic group. Individuals from a low
socioeconomic status have been found to have smaller social networks and poorer

levels of social support (Smyth et al 2015:1111).

Supportive social interactions with others have been found to be related to a higher
quality of life for individuals living with severe mental illness whereas negative social

interactions are related to a lower quality of life. Negative social interactions that are
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stigmatising in nature also significantly i
(Yanos, Rosenfield & Horwitz 2001:405).

One participant discussed how he started attending a prayer group. From this prayer
group he was able to develop some relationships that broadened his social network and
as a result he was able to complete different social activities with a number of different

people:

Al see a prayer group. Thteereelossa préest.ccvety f our
Wednesday we go to a prayer group. Um also | see a friend to go and watch
movies from the prayer group. We go to the moviess o we b6ve been to t
once this mont h. |l 6ve seen my Umnmrl dtvlee rs ean
another brother and his family this mont!
and talked to him; spent time with him. Ahhml 6 ve seen another fri
around and wants to go fishing with me and um yeah we want to play cards
together and that sort of stuff. | see another friend that | go for coffee with on a

Monday and heds a good supporto. (Partici

The women in this study were found to have more diverse social networks when
compared to the men in the study. This is similar to the findings of Miller et alé s
(2007:571) study that discovered that participants without close friends perceived less
support while those with a partner and friends found them very supportive, which is

similar to the findings of this present study.

Although Albert et al (1998:248) claim that smaller social networks were associated with

more frequent hospitalisation, the findings from this present study were inconclusive.

The participants used a number of methods to communicate with their social networks.

These methods of communicating are discussed below.

4.8.2 Methods of communicating

The participants identified different ways that they communicated with their friends,

families, and loved ones. The different methods of communicating include: face-to-face,
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phone, SMS, Facebook, and talk-back radio. These various methods of communicating

were an important part as to how the participants accessed their social support.

The most common method of communicating used by participants, was the phone:

APhone, SMS or telephone, yes | use that
and um sometimes | Just run into them down the street so by chance but mainly

phoneo. (Participant #1)

Al talk to my daughter every dayy eogawné
nearly every day. My friend [ Miss D] quit
ring other people tooand they ring me oagrea dealrofal | y é

people really. (Participant #8)

AMostly itds ota@bpeespnhtopesonbpeéoplfe are in t o

yes | might ring up [Miss J], pop round and visit her or um | ring up my sisters

and go with her into town, we might go an
did see one sister two days ago. Wwnhad |
sister um | havenét seen her for a coupl

the phone and | spoket o my ot her sisters on the pho
goshoppingand |1 611 talk to the sales peopl eo.

AUmMmM | r i ng venynight;rl ong myesistereevery night. | ring my other
brotherds family once every B8&awn dd asyhse.6sl ir
nursing home. | ring her once a week. | ring my nieces. | ring my nephew once a

we ek . Y e a topstartlpon B 6 tmt | 6 vreallyggood p laa n o . (Parti
#3)

Other methods of communicating identified by participants included text messages,

Facebook messages, or face-to-face contact.

AUsually just either t ext me s S a gimgs upo r F e
probably every week or so um so | get to talk with them. Um, my mum
Facebooks me probably at least once or twice a week. | get a bit anxious using

like talking on the phoneb ut | use 1t if | have too. (P
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Participant #11 disclosed that she felt anxious when using the telephone so she felt

more comfortable communicating with other by Facebook messages or text messages.

Participant #8 was the only participant who identified that one of her methods of

communicating was talk-back radio.

fANd | dondédt do Facebook or anything | ike t

night thatodés what | was doing |l ast nighto

This participant explained how they used the telephone and sending text messages to

get their support:

AUmm | 6om Facebaok or anything like that but | telephone people and |

SMSpeopleso thatdéds how | get most of my supp

The methods of communicating identified by the participants present an opportunity for
mental health services to use mobile-phone-based and internet-based interventions. All
the participants in the present study owned a mobile phone and reported using it daily,
either to make phone calls or to send text messages, while some participants reported
owninga computer and using the internet. The p
with the results of Carras, Mojtabai, Furr-Holden, Eaton and Cullen (2014:94), who
found that among mental health consumers attending a community mental health
service, the majority owned mobile phones and used them daily. Some of the
participants reported to owning a computer and using the internet to access social

media sites, health information and email.

The conclusion of the chapter follows next in the form of a conceptual map.

4.9 CONCLUSION

The themes, categories and sub-categories were used to develop a conceptual map.

(Refer to Figure 4.1 for conceptual map).

Physical health impacting on mental well-being and symptoms of mental illness is linked

to the first person to notice symptoms and is associated wi t h a personds f
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with mental health services along with hospital admission. Hospital admission is, in turn,
part of the support provided by mental health services. The first person to notice
symptoms is a part of relationships. Four types of relationships were identified:
relationship with children, relationship with partner, relationship with friends, and
relationship with health professionals. The relationship with health professionals is a
part of the support received from mental health services. Relationship with friends is a
part of contact with others which, in turn, is a part of the emotional support received.
Contact with others is linked to methods of communicating and social networks. Social
support was broken down to emotional support, physical support, and emotional
support. Family attitudes towards mental illness form a part of attitudes towards mental
i1l ness and societyods attitude towards

illness, therefore, impacts social support. Attitudes towards living with mental illness
affecta consumer 6s attitude t owa rndkelpars respanse
to medication. This is also linked to the influence to use mental health services which is
connected to the first contact with mental health services. Seeking help is associated

with support from mental health services and is related to the use of medication.
This chapter discussed the research findings and analysis. Major themes, categories
and sub-categories that emerged from the data was tabled and discussed. A conceptual

map which captured the findings, also emerged.

Chapter 5 concludes the study, makes recommendations for practice and further
research, and discusses the limitations of the study.
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CHAPTER 5
CONCLUSIONS, RECOMMENDATIONS AND LIMITATIONS

AR6The road is |l ong with many a windi
us to who knows whered as sung by The
been a long journey. | hope the findings of this study will make
positive changes to practice and policies which will improve the
services provided to mental health consumers and ultimately
their quality of Ilifeo. (ext)act from

5.1 INTRODUCTION

Chapter 4 described the data analysis, interpretation and presentation of the results.
The themes, categories and sub-categories that emerged were discussed in detail. This
chapter concludes the study by reflecting on the major findings, providing conclusions
and recommendations for practice and further research, and by discussing the

limitations of the study.

The aim of this study was to enhance the understanding of the role that social networks
and social support have on mental health service utilisation by mental health consumers

in rural New South Wales.

The research findings were able to address the research objectives in the following

ways:

Objective one: To establish what social networks mental health consumers

utilise.

The data for this objective was based on the findings from the interviews with the
participants. Chapter 4 discussed these findings in detail (Refer to Annexure B for
interview guide and Annexure | for an example of an interview transcript). The findings
were able to identify that the social networks that mental health consumers use include

family, friends, and health professionals. Other social networks that were identified
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included church, community groups, shop assistants, and online friends through

Facebook and chatrooms.

Objective two: To explore and describe the perceived support that social

networks provide to mental health consumers.

The participants identified that their social networks provided them with four types of
social support. Firstly they described emotional support which they saw as talking to
friends and family who are concerned about their well-being. Secondly, participants
described physical (instrumental) support which they defined as the practical help that
was offered to them by family or friends. This included cooking meals, facilitating
hospital admission, looking after their property while in hospital, and mowing the lawn.
Thirdly, participants described financial support which they defined as family or friends
giving or lending them money. Finally, participants described the support they received
from mental health services. They identified that this support provided safety for them,
assisted them with practical tasks, monitored their mental well-being and activities of

daily living, including being employed.

Prior to the commencement of the present study, the researcher identified that little
research in recent years pertaining to social networks and social support and how they
impact mental health service utilisation, especially within the rural context, had been
conducted. The researcher also identified that no previous studies investigating the role
that social networks and social support have on mental health service use have been
conducted in rural New South Wales. As such, the researcher was able to bridge this
research gap by conducting the present study. The researcher was able to identify what
social networks and supports exist and how contact with social networks and having
social support affects mental health service utilisation by mental health consumers. The
findings from the present study identified that within the rural context of New South
Wales, mental health consumers make use of mental health services more as a result

of having a social network which provides them with social support.
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Objective three: To explore and describe the influence of social networks in the

decision-making process to utilise mental health services.

The research findings indicated that when mental health consumers were involved in
the decision-making process whether or not they should utilise mental health services,
there were three major influences. The first influence was the influence of health
professionals, followed by the influence of family and friends. Finally, the consumers
themselves would make the decision to utilise mental health services. The decision to
use mental health services was linked to the influence of social networks. The major

influence of social networks appeared to be health professionals as they formed a large

part of the participants® soci awerefinkddwithrak s .

case manager from their local community health team, and this influenced their decision
to use mental health services. Some of the participants identified that they
independently made the decision to utilise mental health services. Other participants
said that their decision to use mental health services was influenced by family and
friends. Families and friends were often responsible for accompanying the participants
to see general practitioners, mental health professionals, and also by facilitating hospital

admissions.

Objective four: To make recommendations for health care workers to enhance the

role of social networks in mental health service utilisation.

In order to address this objective, the researcher made a number of recommendations
that were identified from gaps in the literature and information provided by the

participants. These are discussed in Section 5.3 under recommendations.

To address the research questions and meet objectives, a generic qualitative design
that is explorative and descriptive in nature was used. This is also known as a

descriptive qualitative study.

The study was completed in the northern region of New South Wales which is also
known as the New England North West Regions of New South Wales. The target
population from which the research participants were recruited were adults from a rural
or regional area of New South Wales who have a diagnosis of mental illness and have

accessed mental health services. The researcher made use of purposive sampling and
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then moved onto convenience sampling in order to select research participants.
Participants who were willing and available were included in this study. Potential
participants for the study responded to flyers (Refer to Annexure A) that provided a brief
description of the study and contact information for the researcher. Potential participants
were also recruited through the assistance of local mental health services. The
participants who met the inclusion criteria were included in the study (Refer to Chapter 1
and Chapter 3 for further details).

Data was collected through semi-structured interviews in a place the participants felt
most comfortable, which was usually their own homes. Informed consent was obtained
and all other permissions were also obtained. The interviews were audio-recorded and
data was collected until data saturation had occurred after 12 interviews. Data collection
and analysis occurred simultaneously during the study. The researcher firstly made use
of open coding to organise the raw data. The researcher then moved onto thematic
analysis in order to analyse data.

A reflection on the research findings follows next.

5.2 REFLECTION ON FINDINGS

Twelve participants took part in the research. Six of the twelve participants were male
(50%) and the other 50% were female. Most of the participants were single (66.7%).
Three participants were divorced (25%) and one participant was married (8.3%). The
par t i ci pantsd ages ranged from 28 years
Most of the participants were unemployed (75%) while three (25%) were employed part-
time. Seven participants had completed tertiary education (58.3%), two completed
grade 12 (16.7%), one completed grade 8, one completed grade 10 (8.3%) and one
completed grade 11 (8.3%). The most common diagnoses were Schizophrenia (33.3%)
and Bipolar Affective Disorder (33.3%). These were closely followed by Schizoaffective
Disorder (25%) and one participant had a diagnosis of Major Depressive Disorder
(8.3%) . Participantsdé stay in a rural area
stay was 22 years. The majority of the participants lived alone (91.6%) while the one

married participant (8.3%) lived with her husband and four children.
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The reflections were drawn from the following research questions:

1. What kind of social networks are predominantly used by mental health consumers?

2. How are social networks perceived as supportive measures by mental health
consumers?

3. How do social networks affect the use of mental health services by mental health
consumers?

4. What is the role of social networks in mental health service utilisation?

5. What can be done to enhance the role of social networks?

Each of the five research questions will be discussed individually and how the findings
of the present study served to answer each question. The findings were four themes
(relationships, living with mental illness, social support, and social networks), sixteen
categories (relationship with partner, relationship with children, relationship with health
professionals, relationship with friends, symptoms of mental illness, medication,
attitudes towards living with mental illness, hospital admission, influence to use mental
health services, physical health impacting on mental well-being, emotional support,
physical support, financial support, support from mental health services, contact with
others, and methods of communicating) and four sub-categories (first person to notice
symptoms, familybés attitude towards ment al [

ill ness, and societyds attitude towards ment

5.2.1 Research question one: What kind of social networks are predominantly

used by mental health consumers?

This research question was addressedunder the theme of 0soci a
categories which were Ocontact with others
categoryof o6contact with othersd was able to ide
mostly used by mental health consumers. The findings identified that health
professionals, family, friends, community groups, the clubhouse, and online friends
through chat rooms or Facebook form part of the social networks of mental health
consumers. All of the participants in the study were linked with a case manager from
their local community mental health team. Each participant explained how their case
manager formed an important part of their social network. The majority of the

participants described how they had at least one close friend or acquaintance they
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spent time with. Only three of the participants expressed that they preferred their own
company and so did not report many friends. A third of the participants indicated that
they were part of community groups or the clubhouse which helped get them out of the
house and involved in community activities which were an important part of their social
networks. A few participants advised that they used online chat rooms and Facebook as
part of their social networks. The majority of the participants identified that family were
an important part of their social network. However, only 50% of the participants had
regular contact (at least once a week) with their family members. The other half of the
participants appeared to have more regular contact with friends or acquaintances than

family members.

With regards tcanmuicagngdhh otdbke opar t i ciamambeérof
different ways that they communicated with their friends, families and loved ones. The
various methods of communicating included: face-to-face, phone, SMS, Facebook, and
talk-back radio. These different methods of communicating were an important part as to
how the participants accessed their social support from those who formed part of their
social networks. The most common method of communicating used by participants was

the phone, either by making phone calls or sending text (SMS) messages.

5.2.2 Research question two: How are social networks perceived as supportive

measures by mental health consumers?

The research findings indicated that participants perceived four types of social support
from social networks. Firstly there was emotional support. The participants relied on
their friends and family for emotional support. Occasionally, a participant would rely on
their mental health case manager for emotional support. Second was physical
(instrumental) support. This was the practical help provided by friends and family. It
included cooking meals, mowing the lawn, looking after their property while in hospital,
and practical support such as moving items. An important part of physical support is
financial support. Financial support was described by the participants as family and
friends lending or giving them money. Financial support was also seen as family and
friends buying them items that they were in need of, such as cigarettes. Financial
support was also received in the form of the disability support pension (DSP), although
this was only explicitly expressed by one participant. Finally, the participants described

the support they received from mental health services. Mental health services were
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responsible for providing the following support: medication monitoring, monitoring
mental state, and education regarding living with a mental illness. Some case managers

assisted the participants with practical tasks such as shopping.

5.2.3 Research question three: How do social networks affect the use of mental

health services by mental health consumers?

Research question three and four What is the role of social networks in mental
health service utilisation? were integrated into one question as they were linked by

the findings that emerged.

Findings indicated that social networks influenced the use of mental health services.
Under the theme 61l iving wit hHnfluemeentt ase mantall ne s s
heal th serviceso6 inflhancehomi méaht gyglht bealhteh cons
mental health services. There was a professional and a personal influence to use
mental health services. Since health professionals formed a large part of the
participantsd soci al n et wo rekosinfluedce mehtal healfhr o f e s
consumers to use mental health services. This included arranging appointments,
monitoring mental state, and facilitating hospital admissions when required. Some of the
participants described personal influence, where they were the ones who independently
made the decision to use mental health services. Other participants explained how their
decision to use mental health services was influenced by family or friends. Family or
friends wer e responsi bl e for contacting GF
consumer 6s ment al il 1l ness. Family and frieni
ambulance when a mental health consumer was unwell, and facilitating a hospital

admission to a mental health unit.

5.3 RECOMMENDATIONS

Recommendations were formed based on findings that emerged from the data and

literature review, and were based on the following research question:
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5.3.1 Research question five: What can be done to enhance the role of social

networks?

The answer to this research question follows with mention of how the role of those who

form part of ment al health consumersé6é soci al

1 The findings identified that the social networks of mental health consumers consisted
of family and friends. Studies have shown that families and carers want to be
integrally involved in the decisions that affect the care of their loved ones living with
mental illness. Families have identified that they require greater transparency and
consultation with mental health professionals (Jewell 2012:44; Rowe 2012:70). It is
therefore recommended that social networks (family and friends) should be integrally
involved in the care of mental health consumers as they are the ones that provide
social support and are often responsible for facilitating mental heal t h consum

contact with and use of mental health services.

1 Burnout, especially in families, was identified as a result of the participants living with
mental illness. Caring for a person living with a severe mental illness places burdens
on families, leading to burnout (Weimand, Hall-Lord, Sallstrom & Hedelin 2013:99).
Some family members exhibited negative attitudes towards the participants and
towards mental illness in general, impacting on the social support they are able to
provide. Family members have been found to both facilitate and impede recovery for
those living with severe mental illness (Aldersey & Whitley 2015:467). Families
facilitate recovery by providing practical and emotional support. Families impede
recovery through displaying stigma and lack of understanding. This stigma was
presented by family members avoiding the person living with severe mental illness,
being ashamed of the person living with severe mental illness, and hiding that a
family member is living with a severe mental illness from extended family (Aldersey &
Whitley 2015:467). Studies have found that families and carers would benefit from
education and support from mental health professionals in order to be able to support
their relatives living with severe mental illness. This support will further assist in
preventing mental distress and burnout in carers and family members (Levy-Frank,
Hasson-Ohayon, Kravetz & Roe 2012:265; Sintayehu, Mulat, Yohannis, Adera &
Fekade 2015:1; Svettini, Johnson, Magro, Saunders, Jones, Silk, Hargarter &

Shreiner 2015:472). In light of this, it is therefore recommended that family members
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who play an important role and form part of social networks of mental health
consumers, be provided with support, education and be linked with other services
that specifically support families. Education and support can be provided by local
mental health services through the use of peer workers. Education and support can
also be provided by community managed organisati on:

Assist, who provide specific support for those caring for people living mental iliness.

Some of the participants i1 dentified that c
formed a part of their social networks. The support provided by community managed
organisations includes supported employment, education, family and carer support,
rehabilitation, social inclusion, recovery, and relapse prevention. Literature has

i dentified that partnerships between CMOOS
be strengthened in order to improve the outcomes of those living with severe mental

illness in the community (Hungerford, Hungerford, Fox & Cleary 2016:350). It is
recommended that education is providledt o CMO6s regarding how t
health consumers and when to refer to mental health services. This education is best
provided by the | ocal ment al heal t hlaiseer vi c
with. These examples include Centacare, Flourish Australia, and Benevolent Society.

Studies have found that mental health consumers lack computer skills and access to
computers. This impacts me nt a | health consumerso6 abilit
intervention programmes and participate in online support groups and forums
(Wright-Ber r y man , Salyers, O6Hall or an, Kemp, Mu
Smith & Monk 2013:1). The findings of the present study highlighted that some of the
participants had poor computer literacy. As such, very few of the participants
accessed the internet for information resources or as a means to access social
support. It is therefore recommended that opportunities be created where mental
health consumers can access training or teaching of computer skills so as to be able
to increase their access to online friends, mental health resources, and support
groups. CMOOG s ato &acilifate theése gppoeuniged by linking mental
health consumers with local community colleagues or TAFE where basic computer
courses are providled. Some | ocal CMO6s al so offer com

service.
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5.3.2 Recommendations for health professionals and mental health services

The recommendations for health professionals and mental health services will discuss
collaboration with mental health consumers, addressing physical health concerns of
mental health consumers, education for other service providers, addressing medication
side-effects, targeting stigma, managing trauma, and identifying intimate partner

violence.

1 The findings identified that mental health consumers want health professionals to
show a genuine interest in their well-being. The research findings and results from
other studies also highlighted that mental health consumers want to be integrally
involved in the decisions that affect their care and treatment (Bennetts, Cross &
Bloomer 2011:155; Clossey & Rheinheimer 2014:427; Sohn, Barrett & Talbert
2014:922). It is therefore recommended that the management of mental health
services implement policies that would improve communication between mental
health consumers and health professionals and enhance collaboration. These
policies should be updated every 3 to 5 years. Implementation of such policies
should form part of staff training and orientation. Health professionals need to treat
mental health consumers with respect and value their contributions (Bennetts et al
2011:155; Clossey & Rheinheimer 2014:427; Sohn et al 2014:922). A number of
participants identified loneliness as contributing to their mental illness. It is
recommended that mental health professionals need to be aware of this loneliness
and collaborate with mental health consumers with regards to how to target

loneliness within their lives. This collaboration should form part of case management.

1 The patrticipants identified that they would like mental health professionals to address
their physical health concerns. The literature extensively discusses the risk to mental
heal th consumersé6é physical heal th fro
mental illness often live and the side-effects of psychotropic medications (Happell,
Stanton, Hoey & Scott 2014:114; Happell, Scott, Platania-Phung & Nankivell
2012:202; Stanley & Laugharne 2011:824). Studies clearly indicate that the physical
health of mental health consumers should be a priority and should be included as
part of collaborative care planning (Happell et al 2014:114; Happell et al 2012:202;
van Hasselt, Oud & Loonen 2015:387; Stanley & Laugharne 2011:824). Other

studies have identified that a nursing position based in local community mental health
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teams dedicated to physical health and coordination may improve the outcomes for
mental health consumers (Happell, Ewart, Platania-Phung, Bocking, Griffiths, Scholz
& Stanton 2016:377; Happell, Platania-Phung & Scott 2014:11; Happell et al
2014:114). 1t is recommended that mental health services should address the
physical health concerns of mental health consumers. This includes brief screening
of risk factors for common physical health problems. Education for mental health
professionals needs to be provided with regards to the basic screening required
when mental health consumers are being treated and how to engage with mental
health consumers around these risk factors, and when and where to refer for further
assistance. Education can be provided through regular in-services by generalist
health services, senior mental health clinicians, or external service providers. Mental
health professionals in rural local mental health teams should include this as part of

their collaborative care planning with mental health consumers.

Participants identified that when they presented to their General Practitioner (GP)
and emergency departments for physical health complaints, these were often ignored
or overlooked on account of them having a diagnosis of a severe mental illness.
Nash (2013:22) refers t o t his as 6di ag
overshadowingd occur s when sympt oamesttriouted tp & mentalc a | i
heal t h consumer dkisinoreasds thé risk df treatmentsdelay and the
development of complications (Nash 2013:22). It is recommended that mental health
services should educate and support generalist medical services in the adequate
treatment of physical health complaints in those living with severe mental illness. This
education can be completed through in-services by clinical nurse consultants, clinical

nurse specialists or clinical nurse educators on each local rural mental health team.

The literature identified that there need to be targeted anti-stigma campaigns in rural
areas aimed at creating awareness and providing education (Hanisch, Twomey,
Szeto, Birner, Nowaks & Sabariego 2016:1; Robinson et al 2012:308). This was
identified as a great area of need by the participants. This was articulated by a
participant who said "...the bloody [town's] a clique small town. | know it's big but it's
also very small. Everybody knows everybody's business” (Participant #10). It was
also further confirmed by Dharitri, Rao and Kalyanasundaram (2015:165), who found

that people in rural communities have stigmatising attitudes towards mental iliness.
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Literature has further recognised that generalist health services have stigma towards

those living with mental illness (Moll, Patten, Stuarts, Kirsh & MacDermids 2015:1).

Mental health consumers also experience significant self-stigma and stigma from
family and friends (Hansson & Yanos 2016:1; Tsang 2013:4; Yanos, Luckstead,
Drapalski, Roe & Lysaker 2015:171). Studies have also identified that many of the
stigmatising attitudes that mental health consumers face come from mental health
professionals. (Bayar, Poyraz, Aksoy-Poyraz & Arikan 2009:226; Li, Li, Thornicroft &
Huang 2014:1). In light of this, it is recommended that mental health services provide
education for generalist health services in order to reduce stigma. It is also
recommended that mental health professionals work with mental health consumers
to reduce self-stigma and to target stigma from family members. Finally, it is
important to recognise that mental health professionals themselves often stigmatise
mental health consumers and it is recommended that mental health professionals
target this within themselves.

It has been extensively documented in literature that mental health professionals are
highly prone to burnout and end up leaving their careers as a result of this, further
perpetuating the shortage of mental health professionals (Lim, Kim, Kim, Yang & Lee
2010:86; Puig, Baggs, Mixon, Park, Kim & Lee 2012:98; Ray, Wong, White & Heaslip
2013:255; Volpe, Luciano, Palumbo, Sampogna, Del Vecchio & Fiorillo 2014:774).
The present study highlighted that mental health professionals formed a large
proportion of mental health consumer s 6 soci al net wor ks isand p
therefore recommended that mental health services have policies and procedures
that recognise that mental health professionals are prone to burnout and therefore
need to have strategies for identifying burnout and pathways for professionals to
access support. These pathways could include assessing the employee assistance
programme (EAP) and policies to enforce that mental health professionals take leave

entitlements at regular intervals in order to manage burnout.

Studies have found that acute care teams provide effective care to mental health
consumers whose needs are acute. This can further decrease hospitalisations by
meeting the acute care needs of mental health consumers in their homes (Hoseyni
Moosa, Qureshi, Ukpong & Singh 2010:628; Krishna, Alam & Jaganathan 2010:705).

It is recommended that each mental health service consider the establishment of an
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acute care team that is able to provide a 7 day a week service that conducts home

visits to improve access to care in rural areas.

Studies have highlighted the prevalence and increased incidence of intimate partner
violence among those living with severe mental illness (Keshavan 2015:1; Trevillion,
Agnew-Davies & Howard 2013:34). Other studies have identified the need for mental
health services to provide training and education for mental health professionals with
regards to how to screen for intimate partner violence and the appropriate referral
pathways (Arkins, Begley & Higgins 2016:217; Nyame, Howard, Feder & Trevillion
2013:536; Trevillion et al 2013:34; Vinton & Wilke 2014:716). It is therefore
recommended that mental health services have mandatory screening and educate
mental health professionals with regards to available referral pathways for those
living with intimate partner violence. It is also recommended that mental health
services provide education and support for mental health professionals about how to

work with victims and perpetrators.

The majority of the participants disclosed that they had experienced a number of side
effects as a result of taking psychotropic medication. Some of the participants found
these side-effects distressing. Although the participants in the present study did not
identify that experiencing side-effects affected their adherence to psychotropic
medication, there is evidence in the literature to support this occurrence (Morrison,
Meehan & Stomski 2015:104; Usher, Park & Foster 2013:801). It is recommended
that mental health professionals be open to discussing side-effects of medication with
mental health consumers and collaborate with mental health consumers regarding
preferred medications. It is also recommended that mental health professionals
advocate for a change in medication when a mental health consumer is experiencing
distressing side-effects. Further to this, it is recommended that mental health
services provide training and education to mental health professionals with regards to
types of medications used to treat a variety of mental health diagnoses and the

effects and side-effects of these medications.

The participants identified that they experienced some difficulties in their
relationships with their children. Often the primary care provider is a young person.
Mental health services need to be aware that being a young carer is an established

predisposing factor in the literature to the development of a mental iliness in the
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young person (Foster 2010:3143; Wansink, Drost, Paulus, Ruwaard, Hosman,
Janssens & Evers 2016:1; Wansink, Janssens, Hoencamp, Middelkoop & Hosman
2015:110). It is therefore recommended that mental health services implement
structured support and education programmes for children of parents with mental
illness (COPMI) through local mental health teams and through collaboration with
CMOO s .

1 Mental health consumers often experience trauma as a result of their acute in-patient
hospital admissions. The literature identifies that practising with trauma-informed
care can strengthen ment al heal th professi
association between a person's past history of trauma and the impact of this trauma
on their mental iliness. The aim of trauma-informed care is to avoid re-traumatising a
mental health consumer during an episode of care. Education for health
professionals may reduce the likelihood of re-traumatisation for mental health
consumers (Berliner & Kolko 2016:171; Hall, McKenna Dearie, Maguire, Charleston
& Furness 2016:1; Isobel & Edwards 2016:1). It is therefore recommended that
mental health services recognise the impact of trauma on mentalheal t h consum
experience and engagement with mental health services, especially during the acute
phases of their illness, and implement policies and procedures for trauma-informed

care.

5.3.3 Recommendations for further research

1 Rural mental health services should investigate whether intentional friendship
programmes would be beneficial to their mental health consumer group. Intentional
friendship programmes aim to develop new social relationships for those living with
severe mental illness by matching them in a one-to-one relationship with a
community volunteer in order to complete weekly social activities (Corrigan & Sokol
2013:1; McCorkle et al 2009:291). These have been widely used in the USA
(Corrigan & Sokol 2013:1) and most recently in urban areas in Australia (Sacca &
Ryan 2011:439). Intentional friendship programmes have been found to be useful to
teach social skills and improve social networks (McCorkle et al 2009:291).

143



1 Further research should be conducted to investigate whether improving mental
health consumersd computer skil |l siradccessto

social support.

9 Further research should be conducted to assess whether structured Children of
Parents with a Mental lliness (COPMI) programmes lead to improved relationships

between those living with severe mental illness and their children.

1 Further research should also identify whether structured COPMI programmes

prevent emerging ill health in young carers.

1 It would be beneficial for further research to determine whether the employment of
those with a lived experience of mental illness within mental health services improves
outcomes for mental health consumers within a services. These outcomes could

include: admission rates, suicide attempts, and standardised measures.

1 Research into whether the employment of mental health professionals improve the
experience of mental health consumers who access emergency departments would

prove to be beneficial.

1 Further research is required with regards to how to provide a mental health service
that utilises mobile phones and internet technology while remaining evidenced-based

and effective.

5.4 LIMITATIONS OF THE STUDY

The researcher identified the following limitations in the present study:

1 It takes some time to establish rapport with mental health consumers. The researcher
met them for the first time, and this may have affected the quality of information
gathered due to enduring symptoms of severe mental illness such as paranoia and
mistrust. This was managed by the researcher conducting the interviews where the
participants felt most comfortable. The researcher also provided clarity with regards

to what information would be collected during the interviews and how this would be
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used. The researcher was also able to establish rapport with the participants through
maintaining eye contact, speaking clearly, having an open body posture, and by
being warm and engaging.

1 Sample bias

Sampling bias refers to the over-representation or under-representation of a segment of
the population on a characteristic relevant to the study (Polit & Beck 2012:275). This
study made use of purposive sampling and used maximum variation sampling to
minimise the effects of sample bias by ensuring that different views were represented in
the sample. However, the study may also have been subjected to self-selection bias as
those who are most marginalised and most affected by the stigma of living with a severe
mental illness, may have not want ed to participate in-1the
selectedd t hemsel ves beinvestigated. Ghereforg the rbsalts of wi | |

the study may not represent their views (Landorf 2013:238-239).

1 Generalisability

Qualitative researchers do not specifically seek to make their findings generalisable, but
seek understanding that might prove useful in other situations (Polit & Beck 2012:180).
The nature of the qualitative approach and the small sample size (12 participants)

means that the results of the study cannot be generalised beyond the study population.

M Recall bias

The study may have been subject to recall bias as the participants were asked to
recount their experiences retrospectively (Grove et al 2015:486). The cognitive effects
of living with a severe mental illness may affect the accuracy of the information and also
the type of information that was able to be collected. The communication techniques
employed by the researcher, such as the use of open-ended questions and empathy,
may have served to minimise the effects of this bias by assisting the participants to give

a more accurate account of their experiences.
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1 Researcher bias

The researcher works within mental health services as an occupational therapist. As a
result of this, the researcher may bring her prior knowledge and experience into the
study. Bracketing is the process of identifying and suspending all prior ideas, beliefs or
judgements so that the researcher is able to enter the world of the individuals whose
experiences are the focus of the study (Carpenter 2013:117; Polit & Beck 2012:495). In
order to overcome this problem of potential bias, the researcher kept a reflective journal
throughout the study where her presuppositions were recorded in an effort to bracket.
The researcher made entries in the reflective journal before the commencement of the
study, after each interview, and in between interviews in order to have a record of the
findings and her personal opinions, thoughts, feelings and biases. The use of peer
review and the independent coder served to minimise this personal bias.

5.5 CONCLUDING REMARKS

This study employed a generic qualitative research design in order to discover the
social networks and social support of mental health consumers within a rural context of
New South Wales and how these social networks and social support influenced the use
of mental health services. The findings of this study were discussed in detail in Chapter
4 and a conceptual map emerged summarizing the major themes, categories and sub-
categories. The four major themes that emerged were relationships, living with mental
illness, social support, and social networks. The themes highlighted the importance of
relationships and how relationships with others formed the social networks of mental
health consumers. These social networks, in turn, provided the social support required
by mental health consumers. The impact of these social networks on the use of mental
health services was also explored. What was important to note was that it was
sometimes the mental health consumers themselves who made the decision to utilise
mental health services, at other times it was the influence of their social networks

(family, friends and health professionals).

A number of recommendations emerged which were divided into three areas. Firstly are
recommendations that focused on how to enhance the role of social networks. Secondly
are recommendations for mental health services and mental health professionals.

Finally, there are recommendations for areas of further research. Due to the small
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sample size, the results of this study cannot be generalised beyond the study
population. However this study has provided some useful insights that can help improve

the care of rural mental health consumers.
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ANNEXURE A: FLYER FOR MENTAL HEALTH CONSUMER

‘(“’, Health

Hunter New England
l ] N ] SA e GhoJERSNﬂ Local Health Network

Dear mental health consumer

1. Are you between the ages of 18 and 65 years?

2. Are you currently mentally stable and not hospitalised?

3. Have you lived in a rural or regional area of New South Wales for longer than six
months?

4. Do you have a diagnosis of a severe mental illness?

5. Would you be willing to be interviewed for an hour on how use mental health services

and the social supports you have in your life?
If you have answered YES to any of these questions they you may be suitable to
participate in a study that is seeking to look at Social Support and how you use mental
health services as a consumer.
If you are interested in knowing more information.
Please contact your case manager or reception and they will give you an information

pack which will give you more information about the study and who to call for more

information and questions.
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ANNEXURE B: TOPIC GUIDE

U N ] S A university __ ;}‘S"W) :ltﬁ?elfl‘l\llew England

covernvent | LOcal Health Network

Interview Guide: The role of social networks and social support on mental health

service utilisation by mental health consumers in rural New South Wales
Service user I.D.

Social demographic data
Age:

Gender:

Marital status:

Education level:

Language and literacy skills:
Employment status:
Occupation before becoming ill:
Place of birth:

Length of stay in rural or regional area:
Post code:

Living status:
Mental Health History

Diagnosis:

Person giving the diagnosis:
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Interview Guide: The role of social networks and social support on mental health

service utilisation by mental health consumers in rural New South Wales

1. How did you first come into contact with mental health services?

Use the following prompts if necessary:

- What was the help-seeking experience like?

- When did you first notice you were unwell?

- How did you respond?

- Who was the person who first noticed the symptoms?

- What did they do?

- When did you start to seek help?

- Who was the first person you talked to about your problem?

- Why did you choose to talk to this person?

2. What is the role that health professionals have played or play in your

experience of seeking help for your mental illness?

3. What is the role that other people have played or play in your journey of

seeking help for your mental illness?

Use the following prompts if necessary:

- Who are those people?

- How did they become involved?

- What role did these people play in your visiting mental health services?

- Who helps you decide when to visit mental health services?

4. ldentify as many people as you can think of that you have had any contact with

in the last month.

Use the following prompts if necessary:

- Think of the people who made you feel good.

- Think of the people who made you feel badly.

- Think of people who played an (important) part in your life.

- How often do you communicate with family/ friends?
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- What means do you use to communicate with family/friends/people close to you (face

to face; skype, phone, email, post)?

5. If you were in trouble is there someone in your life that you can turn to?

Use the following prompts if necessary:

- How can you tell that the people in your life really care about you?
- How do you know they will be there for you if you need help?

- What support do they provide to you?

- Who can you trust with your most private thoughts and feelings?

Other optional questions:

- What support do you need?

- What support do you get?

- What does support look like to you?
- What social networks do you have?

- What social networks would you like?
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ANNEXURE C: INFORMED CONSENT

A 81,
U N ] SA i ﬁ"‘s‘)W' Hﬁ?elfrl\‘lew England

Bioutiialca covemment | LoOcal Health Network

The role of social networks and social support on mental health service

utilisation by mental health consumers in rural New South Wales

PARTICIPANT CONSENT FORM

Ly e et et e e e e e e e e e e e e e e e e e ———————— e raaeaaaeaeaeeeetearara—ra—————————— [name] of
Eéeééeéeééeéeéecé. .. .. s d s e [address].
have read and understand that the study will be conducted as described in the

Information Statement, a copy of which | have retained.
| understand that the interview discussion will be audiotaped, and | agree to this.

| understand that | am asked to participate in a research study that will look at what
social networks | have in my life and how these affect the way that | make decisions

whether or not to use mental health services.

If | agree to participate in the study | will be interviewed for approximately 60 minutes
about my experience at a location | feel most comfortable.

| understand that my participation in this study will allow the researchers and others, as
described in the Information Statement, to have access to my medical record, and |
agree to this.

| agree to participate in this study and understand that | can withdraw at any time

without providing a reason.

| understand that my personal information will remain confidential to the researchers.

| have had the opportunity to have questions answered to my satisfaction.

| hereby agree to participate in this research study.

186



NAME:

SIGNATURE:

DATE:

Declaration by person conducting the consent process

I, the undersigned, have fully explained this research to the patient named above.

NAME:

SIGNATURE:

DATE:
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ANNEXURE D: CODING PROTOCOL

Li amputtong6s ¢ &dpIngthod 4umnarised fygomtBryman (2012) was
used to code the data:

1.

o

Coding should be commenced while the data is being collected to enable the
researcher to have a better understanding of the data.

The initial transcripts, field notes or documents should be read without making any
notes or attempting to interpret the data. After reading the data a few notes can be
made regarding what appears important or significant.

The data should now be read again but this time the researcher should make
marginal notes about significant observations or categories that emerge. The
researcher may use key words expressed by the participants or give names to
themes in the data (this is coding).
The researcher generates an index of terms that will assist with the interpretation of
the data.

The codes should be reviewed and if there are two or more words or phrases
relating to the same issue, one of them should be deleted.

The researcher should consider theoretical notions as it relates to codes and data
and to outline connections between concepts and categories that are being
generated. The researcher should also think about how these concepts relate to the
existing literature.

The researcher should not be concerned about developing too many codes in the

early stages of data analysis.

. A piece of data may be coded in different ways so the researcher should look closely

at the data to see if it can be coded differently.
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ANNEXURE E: UNISA ETHICAL APPROVAL

universi
of sour:ydrita
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