www.udsspace.uds.edu.gh

UNIVERSITY FOR DEVELOPMENT STUDIES

UNIVERSITY FOR DEVELOPMENT STUDIES

QUALITY OF LIFE OF PATIENTSAND THEIR CAREGIVERS: AN ASSESSMENT
OF THE PERCEPTIONS OF SUFFERERS OF CHRONIC DISEASESIN THE
BOLGATANGA REGIONAL HOSPITAL

AMOAH ANETU DAMIEN

2017




UNIVERSITY FOR DEVELOPMENT STUDIES

=

F oy

71
"

www.udsspace.uds.edu.gh

UNIVERSITY FOR DEVELOPMENT STUDIES

QUALITY OF LIFE OF PATIENTSAND THEIR CAREGIVERS: AN ASSESSMENT
OF THE PERCEPTIONS OF SUFFERERS OF CHRONIC DISEASESIN THE
BOLGATANGA REGIONAL HOSPITAL

BY

AMOAH ANETU DAMIEN (BSc. Nursing)
(UDS/CHD/0061/12)

A DISSERTATION SUBMITTED TO THE DEPARTMENT OF PUBLIC HEALTH,

UNIVERSITY FOR DEVELOPMENT STUDIESIN PARTIAL FULFILMENT OF THE

REQUIREMENTSFOR THE AWARD OF MASTER OF PHILOSOPHY DEGREE IN
COMMUNITY HEALTH AND DEVELOPMENT

JULY, 2017



UNIVERSITY FOR DEVELOPMENT STUDIES

www.udsspace.uds.edu.gh

DECLARATION
| hereby declare that this thesis is the result of my own original work and that no part of it has

been presented for another degreein this university or elsewhere:

AMOAH ANETU DAMIEN DATE

(UDS/CHD/0061/12)

| hereby declare that the preparation and presentation of the dissertation were supervised in
accordance with the guidelines on supervision of thesis laid down by the University for

Development Studies

DR. THOMASAZONGO DATE

(SUPERVISOR)



UNIVERSITY FOR DEVELOPMENT STUDIES

>

o

3

k<— J

i

www.udsspace.uds.edu.gh

ABSTRACT

The main objective of this study is to assess the Quality Of Life (QOL) and illness perceptions
of patients and their caregivers living with chronic diseases.

Chronic Diseases (CD) are progressive conditions with both motor and non-motor symptoms
that can have a profound impact not only on the patients but aso on family members who often
adopt the role of caregivers. They place significant demands on the caregiver, as they take on
more daily tasks and increasingly provide physical, emotional, and economic support. The
overal aim of this thesis was to assess the Quality Of Life (QOL) and illness perception of
patients and family caregivers living with chronic diseases. A facility-based cross-sectional
study was conducted in the Upper East Regional Hospital. Quantitative method was used to
collect data. Purposive sampling was used to select the respondents for this study. The study
recruited 144 patients from four chronic diseases attending their weekly clinic sessions. Also,
144 family caregivers were interviewed on the illness perception of their relatives. Caregivers
of the patients had greatly different opinions about the illness perception (p=.003.This implies
that different conditions present different perceptions. Patients with Mental diseases
(M=169.17, SD=20.68) have differences than Diabetic patients (M=155.47, SD=10.82). There
was no significant differences among the four selected diseases on patients’ quality of life as
also applied to the subscale levels too (p=.005). HIV/AIDS caregivers have more significant
scores than Diabetic caregivers. For causes of illness, it was revedled that mental caregivers
have more significant scores than HIV/AIDS caregivers (p=.000). In total, mental caregivers
have more significant scores than HIV/AIDS caregivers and Diabetes caregivers (p=.000).
There was no significant difference between the four diseases (p=.537) of caregivers on quality

of life (QOL) and at the subscae levels , except for Life Activities QOL which revealed that
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Diabetes caregivers have more significant scores than HIV/AIDS caregivers (.008). Partners
feel a heavy responsibility and their involvement in providing care has an enormous impact on

their quality of life.
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DEFINITION OF KEY TERMS

Quality of life: The standard of health, comfort, and happiness experienced by an individual or

group.

Chronic diseases: Diseases that cannot be prevented by vaccines or cured by medication, nor

do they just disappear.

[lIness Per ceptions: These are cognitive and emotional representations of people'sillness.

XV



>

o

3

k<— J

UNIVERSITY FOR DEVELOPMENT STUDIES

i

www.udsspace.uds.edu.gh

CHAPTER ONE

INTRODUCTION

1.0 Background

Quality of life research is increasingly being directed at both the impact of the socid
environment on the quality of life (QoL) of chronically ill individuals, and at the toll the illness
exacts on the QoL of close family members (Martire et a, 2004). One of the most influential
members of the social network of chronicaly ill individuals is the spouse. Research conducted in
chronicaly ill individuals and their healthy spouses revealed that the spouses’ role problems
(Manne & Zautra, 1989), their unsupportive behaviour (Manne & Glassman, 2000), and the
marital relationship itself are some of the factors influencing patients QoL (Northouse et al
2000).

Quality of Life is a multi-dimensional concept of which definition remains controversial. It is
conceptualized in terms of an absence of pain or an ability to function in day to day life. Further,
as health is generally cited as one of the most important determinants of overall quality of life, it
has been suggested that QoL may be uniquely affected by specific disease processes such as
AIDS.WHO reports Non Communicable Diseases (NCDs) which Chronic Diseases (CDs) are
part, to be by far the leading cause of mortality in the world, representing over 60% of all deaths
(Giri et d., 2013).

World Health Organization (WHO) defines health as not merely the absence of disease or
infirmity, but a state of complete physical, menta and socid wellbeing (World Health
Organisation, 1985). The definition of Quality of Life (QoL) is more complex. According to
WHO, QoL is defined as individuals' perceptions of their position in life in the context of the

culture and value systems in which they live and in relation to their goals, expectations,

1
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standards and concerns (WHO, 1996). Chronic Diseases (CD) are debilitating diseases affecting
about 10%-15% of the population.

According to a report by the Department of Health (2012), the number of people with three or
more long-term conditions is predicted to rise from 1.9 million in 2008 to 2.9 million in 2018.
Multi-morbidity is more common among deprived populations-especially those that includes a
mental heath problem (Barnett et al, 2012) and there is evidence that the number of conditions
can be a greater determinant of a patient’s use of health service resources than the specific
diseases (Barnett et a, 2012).

They are progressive conditions with both motor and non-motor symptoms that can have a
profound impact not only on the patients but a'so on family members who often adopt the role of
a caregiver. Chronic diseases can place significant demands on the caregiver, as they take on
more daily tasks and increasingly provide physical, emotional, and economic support. It is
recognized that caregivers of people with CDs have a reduced quality of life (QoL) where their
social activities and work schedules reduce to be more involved in caring. Caregiver spouses are
less likely to spend time outside of the house or take a holiday than non-caregiver spouses, and
older spousal caregivers often have to face age-related challenges themselves. The trend toward
community-based care, along with advances in medical technology, has resulted in increased
numbers of individuals with complex heathcare needs being cared for at home by their families.
This shift from hospital to community care places increased demands on family caregivers.
Families are now providing long-term care for chronicaly ill people with avariety of conditions.
Caregiver research has, for the most part, explored burden, stress, and depression as outcomes of

care giving (Canam & Acorn, 1999) but very few on their QoL.
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Numerous studies assessing the impact of chronic disease on the partner/caregiver are cross-
sectiona and focus on the elderly or mental patients. In general, the burden of care seems to
greatly affect the caregiver's quality of life. For example, anadyzing reports from 256 carers
(enrolled from a random sample of 1079 elderly individuas), Jones and Peters (1992) came out
with facts that caring for ahelpless individua worsened health, detract social and family life and

magnify their anxiety ,stress and depression levels.

1.2 Problem statement

The number of reported new cases of chronic diseases in outpatient public health facilities in
Ghana increased more than ten-fold between 1988 and 2013. The number of cases increased
from 49,087 in 1988 to 505,180 in 2013. Diabetes also increased from 1.7% of total reported
cases outpatient cases in 1988 to 4.0% of total outpatient cases in 2014. Diabetes, stroke and
hypertension were aso reported to be the leading causes of hospital admissions and mortalities
(Ghana Health Service, 2014) These cases have been attributed to the changing lifestyle at the

Ghanaian and also increasing urbanization and physical inactivity.

In the Bolgatanga Regiona Hospital, the number of reported cases of chronic diseases,
HIV/AIDS, hypertension, stroke and diabetes among the residents a al levels in the
Municipality increased from 548 in 2011 to 595 in 2012 for in-patient and 1020 in 2011 to 1419
in 2015 for out-patients (2016 Annual Report , Regiona Hospital, Bolgatanga). The economic
impact of chronic diseases is very enormous especialy on the budget of the health sector
ingtitutions and at the individua level. Chronic diseases do not only affect individuas but
families and groups because it demoralizes rel atives of the victims. Apart from the fact that these
diseases affect the budgets of families they aso take away the joy of families because of the fear

that there is no cure or medication for these diseases. There is however very little scientific data

3
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on the quality of lives of people who are living with these chronic diseases. This study therefore
seeks to assess the quality of life of people living with chronic diseases seeking care at the

Bolgatanga Regiona Hospital.

1.3 Resear ch questions

The following are the research questions being investigated in this study based on the problem
statement as well as reviewed literatures:

1. Are patients’ illness perception significantly different from caregivers perception?

2. Do different group of patients have differencesin their illness perception?

3. Do different group of patients have significantly different quality of life?

4. Do different group of caregivers have significantly different perception about their

relatives/neighbours’ illness?

5. Do different group of caregivers have significantly different quality of life?

1.4 Main/General objective

The main objective of this research is to assess the Quality Of Life (QOL of patients and their
caregivers. An assessment of the perceptions of sufferers of chronic diseases in the Bolgatanga
Regiona Hospital.
1.4.1 Specific Objectives
1. To derermine whether patients' illness perception will be significantly different from
caregivers perception.
2. To determine whether different group of patients would have different perception about

their illness.
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3. To explore whether different group of patients would have significantly different quality
of life.

4. To determine whether different group of caregivers would have significantly different
perception about their relatives/neighbours’ illness

5. To determine whether different group of caregivers would have significantly different

qudlity of life.

1.5 Significance of the Study

This study is apt as it has come at a time when issues bordering on quality of healthcare are on
the increase in Ghana. It is expected that the results of this study would throw more light on the
dynamism and pattern of healthcare in general; specifically the quality of life of chronicaly ill
patients and their carers as well as their illness perception. Hence, it would equip the Ghanaian
populace with useful and helpful information on psychosocial issues in healthcare.

The study would also acquaint health professionals and other stake holders with techniques to
identify potential psychosocial challenges during healthcare delivery by providing valuable
information on certain signals to look out for in patients and their relatives seeking healthcare. It
would also facilitate or strengthen the use of multidisciplinary team in healthcare so as to tackle
patients problems holistically.

1.6 Scope of the Study

This study specifically focused on al patients who attended the listed clinics during the study
period who are currently suffering from diabetes mellitus, HIV/AIDS, stroke, and mental illness
aswell astheir caregivers for more than a year. These individuals, as part of their routine have to

report to a medical officer at most monthly for check-up purposes. Hence, all the recruitment and
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data collection procedures were at the Regional Hospital, Bolgatanga where they report due to

availability of specialists.

1.7 Conceptual Framework of Quality of Life (QoL)

A model of Health Related Quality of Life (HRQoL) might help us better understand the
conceptual frame work of quality of life. Wilson and Cleary (1995) described a conceptua
model of HRQoL that provides a theoretical approach to conceptualizing HRQoL as a
multidimensional construct which integrates biological and psychological aspects of heath

outcomes. This model consists of five different levels namely, physiological factors, symptom

status, functional health, genera health perceptions and

overall QoL. It has been widely applied to different
Overall Quality of Life

populations, including patients with cancer, arthritis,

Parkinson's disease and HIV. It is indicated that

ﬁ symptom status, functional health, general hedth

General health perception perceptions, and overall QoL are dimensions of HRQoL
(Figure 1)

ﬂ

LFunctionaI health ‘

|

Symptom status

Figure 1. The pathway in the Wilson and Cleary

ﬁ (1995) HRQOL conceptual model.

Physiologic variables
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Figure 1 depicts the hypothesized linkages between the dimensions. The model suggests that
physiological variables influence symptom status, symptom status influences functiona health,
functional health influences general health perceptions and general health perceptions Influence
overall QoL. The evaluation of physiological variables focuses on cells, organs, and organ
systems, though the assessment of symptom status shifts to the organism as a whole. Functional
health is defined as the ability of an individua to perform and adapt to on€'s environment,
measured both objectively and subjectively over a given period. General health perceptions
reflect an integration of all health concepts previously reviewed, additional to mental health and

they are by definition subjective ratings.

Although health perceptions are personal beliefs, overall QoL has been described as the
discrepancy between a person’s expectations or hopes and his present experiences. Wilson and
Cleary model was later revised by Ferrans et al (2005). The revised model was developed in
order to explain the relationships of clinical variables that relate to QoL by linking individual
characteristics with environmental characteristics.

1.8 Organization of the Study

This particular research study is organized into six chapters. Chapter one examines the
background information to chronic diseases especialy those under study, highlighting the
statement of the problem and justification, research questions, research objectives, relevance of
the study, scopes of the study, and conceptual framework. Chapter two thoroughly examines
literature specifically, related studies to the subject areas. Chapter three comprises of the
methodological procedures used for the data collection. This includes the study design, sample

size and characteristics, sampling technique, research variables, data collection and study
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instrument, quality control, and research ethics. Chapter four deals with the analyses and
interpretation of the results of the data collected whilst chapter five discusses the key findings of
the study. The last but not the least chapter, chapter six, presents the conclusions as well as the
recommendations made by the researcher. Specifically, it brings to the fore the novel
contributions and main findings of this thesis, methodological limitations, as well as future

directions of this research area.
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CHAPTER TWO

LITERATURE REVIEW

2.0 Introduction

This chapter reviews relevant literature in relation to the study. The review is presented under the
following headings; the meaning of illness and disease, perception of illness and disease by
patient and physician, the impact of chronic illness on caregivers/partners, perceptions about

illness, and personal understanding of illness.

2.1 Themeaning of illness and disease

The differences in getting the meaning of the concepts “illness” and “disease’ is debatable,
particularly in Sweden as the Swedish language lacks the concept of or word corresponding to
“illness’” and therefore the word “disease” is used for both “illness’ and “disease”. One of the
most classical theoretical works on illness experiences is Kleinman’'s (1988) monograph “The
illness narratives’. Most researchers have contended that illness experiences are fundamentally
different from the disease perspective ( Fabrega, 1974; Eisenberg, 1977; Jennings, 1986; Conrad,

1987; Bury, 1991; Toombs, 1993; Atkinson, 1995; Conrad & Bury, 1997).

The disease concept is based upon “the medical model”, which is concerned with viewing the
non-diseased body as “normal” and disease as a deviation from the patient’s natural state or from
statistical norms, independent of particular experiences or circumstances (Lawrence, 1994).
Kleinman (1988) defines illness as a socia perspective that is a dynamic process in which sick
persons, their family and their social network perceive, live with and respond to symptoms and

disability.
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Toombs (1995) had an explanation that one's experience of illness is relative to losing bodily
functions or not functioning the way before and is based on how the disease is understood in
each passing daily life.

According to Conrad (1987), “iliness’ is a critical time of being ill and has to do with what we
go through in life, do and what we feel when we are ill. The experience of illness is best studied
by interviews, with questions such as, “What felt wrong?’, “Why did you seek care?’, “How can

you manage this situation?’ and “How is your life affected by theillness?’

According to Bury (1991), the term “illness’ refers to the experience, feelings and sensations
attitudes towards, a physica and/or psychological and social malfunctioning or suffering. 1liness
is within the human being. It includes recognizing that one’s body processes are disturbed and

therefore must take appropriate steps to curb the situation, such as seeking treatment.

Disease, on the other hand, is not only associated with humans. The term “disease” is technicaly
defined as a disturbance or deviation from the biological norm, which is scientificaly diagnosed
(Lupton, 1994, p 93). This definition does not imply that disease is an objective state, since it is

categorized and influenced by social, historical and political contexts.

The physician Eisenberg in his popular study in 1977 gave the differences between disease and
illness stating that patients suffer “illnesses’” whist physicians diagnose and treat “diseases’. He
further stated that whereas disease is a deviation in the structure and function of the body’s
organs and systems, illness is an experience of disvalued changes in states of being and social
functions. Cassel (1976) in his study of interactions between doctors and patients emphasized the
ways in which diseases and body parts are known in simple language. He found out that diseases

and symptoms are frequently described using common terms such as “it” or “the disease’ rather
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than persona pronouns such as “my” or “1”. This usage may signify that patients do not always

view their disease as part of themselves, but as entities that exist apart from themsel ves.
2.2 Perception of illness and disease by patient and physician

The philosopher Kay Toombs (1993, p 1) argues that illness and disease are experienced from

different perspectives, namely from the point of view of the doctor and that of the patient.

The patient’s and health professional’s experiences are classified into five categories, the first
being the focus. The physician makes preliminary diagnosis focusing on processes, signs and
symptoms that resemble classical cases of diseases; the patient usually focuses on effects on
daily life and function. Attitudes are the second category in which the two parties have
differences. The doctor may appear naturalistic to a scientific abstracts, the patient represents the
natural attitude, in terms of which life is taken for granted and actions are based on ones ideas,
practical and sensible. The third dimension is time. The doctor uses a redistic time scae to
measure and define the patient’s state. The patient’s experience of time, especialy during
suffering, is subjective. The fourth perspective has to do with relevance, here the process of the
disease and the clinical information being important in the scientific work of the professiona. By
contrast, the patient views of illness as more relevant in his or her daily life. The last category of
the different life-perspective of the doctor and patient is the striving for a common
communication, which does not imply that the language used is a common basis. The physician
recalls the patient’s experiences on the basis of usual cases while the patient describes the
problems as unique and specific events with existential elements. The words that are used may
illustrate the different perspectives. The word “diagnosis’, which is frequently used among
physicians, corresponds to the word “exploring” used by the patient, containing a confirmation

that the experiences one has had are appropriate. Giving “treatment” corresponds with getting a
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“curée’, or returning to the life one had before. “Prognosis’ corresponds to “prediction”, meaning
to know what is likely to happen to onesalf in the future. These differences are not merely based
on different levels of knowledge, but particularly on a difference between lived experience and

the scientific conception or paradigm (Toombs, 1995).

2.3 Impact of chronicillnesson partner/caregiver

Numerous studies assessing the impact of chronic disease on the caregiver have often focused on
the elderly or mental health patients. In general, burden of care does seem to worsen carers
qudlity of life. For example, analyzing reports from 256 carers (enrolled from a random sample
of 1079 elderly individuals), Jones & Peters (1992)found that caring for an incapacitated
individual worsened health, impaired social and family life and increased stress, anxiety and
depression.

Partners of stroke patients found that the dependence physically, thinking and communication
deficits and as well as psychological symptoms of their spouses meant that the spouse ‘was not
the same person’. This led to partners describing a decrease in their marital satisfaction
although, by contrast, most patients claimed they had no marital difficulties (Bethoux, et a,
1996).

The outcome of individual differencesin QOL after stroke is also very important. While many
factors affect long-term stroke recovery, two socio-demographic factors race and gender appear
to be particularly important, although the mechanisms behind these differences are not well
understood.

According to Gargano, & Reeves, (2007); Patel et al, (2007) and Petrea et al, (2009), women and

African Americans tend to have poorer QOL outcomes after stroke than men and Whites.

12



>

o

3

k<— J

UNIVERSITY FOR DEVELOPMENT STUDIES

i

www.udsspace.uds.edu.gh

Lack of a caregiver to facilitate access to care may explain worse outcomes observed for women
and African American stroke survivors. For example, a study by Hackett & Anderson, (2005)
concluded that social factors (i.e., living alone, socia support, social isolation) were consistently
related with post-stroke QoL. Understanding the extent and weight of the effects of stroke on
quality of life has important implications for public heath. Quality of Life outcomes are
consistently seen as reflecting clinically significant indicators that are important to patients and
families (Kissela, 2006).

Mduller-Nordhorn, et al, (2005) also identified one study that has attempted to explore the
magnitude of QoL changes before and after stroke. In this research, patients experiencing
transient ischemic attacks (TIAS) or strokes who reported to an emergency room were asked to
reflect backwards their QoL before the stroke (using the SF-12) and then either the stroke
survivor or their carers completed a SF-12 one year |ater.

In all studies examining the role of spousal illness perceptions for patient outcomes, researchers
have concentrated on the degree of differencesin patients and spouses’ illness perceptions as an
indicator of patient outcome, thereby ignoring alternative possible relationship patterns between
spouses’ illness beliefs and patient outcome. Research results from Figueiras and Weinman
(2003) showed that not only similar positive perceptions in couples, but also conflicting
perspectives were predictive of lower levels of disability (as compared to similar negative
perceptions). This suggests that it might be more important that at least one member of a couple
has positive perceptions.

Bury's (1982) concept of ‘biologiical disruption’ refers to disruptions that illness cause to the
physical body and the life pathway of the sufferer. A person'sinability to perform everyday tasks

including self-care creates psychologica strain, which can lead to socia isolation including
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depression (de-Graft Aikins, 2005). Individuals are members of households, and households are
organized in away that combines both contributions and needs across members. Households that
include people with chronic illness must include contributions to account for illness-related
changes in employment, and redistribute resources relative to increased needs of members with

NCDs.

2.4 Personal under standing of illness

Explanatory models and personal models are concerned with finding out how people understand
their illness, in other words, identifying the characteristics that people with diseases believe to be
central to their experience of an illness and its management. The concept of “explanatory
models” is used for understanding illness from both a professional and alay point of view, while
“illness representation” exclusively focuses on the patient’s beliefs about illness (McSweeney et
al, 1997). Personal models include emotional manifestations (e.g. worries, fear) to the disease
and treatment, a component that is lacking in many other reports on beliefs about health and
illness (Poss & Jezewski, 2002). In this thesis | will use the concept “personal understanding of
illness” to refer to the complex intertwining of thoughts, feelings, explanations and
understanding involved in the illness perspectives. The following components are frequently
reported to be important in persona explanatory models: identity/label, cause, consequences,

time line, and control/cure (Kleinman, 1988; Lau et al, 1983).

Among adult people with diabetes, beliefs about control and cure have been found to be

indicative of dietary and exercise management (Hampson et al, 1990; 1995).

Francioni & Silva (2002) interviewed people with diabetes in order to understand the process of

accepting to live with diabetes. They highlighted four categories, namely: “to find out was
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terrible’;

itishard to live with it”; “but you have to accept it”; and “it is possible to have a good
life, even with diabetes’. Paterson et a (1999) describe how patients with diabetes type 1
develop a totally transformed self, separated from the body and the illness. The transformation
is, according to the authors, both an outcome of managing an illness-related challenge and a trick
to mediate the impact of illness. Nyhlin et al (1987) studied well-adapted patients with diabetes
type 1 without any consequences despite a long duration of the disease, and report that their
perspectives of dealing with diabetes can be divided into the following groups. “up to oneself”;
“walking a fine line’; “the days are numbered’;” not ill but having a disease”; “being

dependently independent”.

Koch et a (1999) in a study among women with diabetes type 2 found out that women
experience diabetes negatively, as bringing only limitations. They often have to cope with
depression and fatigue, with social complications such as being set apart, and found living with
diabetes stressful because it demands that they are constantly aert. The interviewed women
talked about a poor quality of the doctor-patient relationship, compulsion used by the doctors to
ensure adherence to biomedical treatment regimens and also, failure on the part of the doctor to
perceive problems from the patient’s point of view as well as an attempt to put aside and ignore

the patient’ s experiences in relation to management of her diabetes (Koch et al, 1999).

Well-being and quality of life have been recorded to increase, at least in the short term, following
programmes supporting self-management (Steed et a, 2003). Quality of life as well as health
outcomes has also been shown to increase as a result of one-to-one nursing care after education
among persons newly diagnosed with diabetes type 2, a multi-method that Whittemore et al,

(2001) view as cost-effective. Larme and Pugh (1998) point out the importance of long range
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goals leading to both well-being and metabolic control among patients, not merely metabolic

control.

The effect of strategies put in place, educationa or psycho-social, aimed at self-management and
improved glycaemic control is, however, reported to be inconclusive. Moreover, in many cases
the interventions are reported to be poorly described and the metabolic effects in the longer term
are discouraging (Norris et a, 2002). In particular, there is lacking evidence of efficacy of olden
day moral education programmes aone for improving glycaemic control (Brown, 1999; Griffin,

1999; Norris et al, 2002).

Despite these facts, insight into diabetes is generally seen as necessary for self-management but
is not sufficient to effect behaviour change or improved clinical outcomes in diabetes (Coates &
Boore, 1996) even if some studies report effects of traditiona education on glycaemic control
(Parchman et a, 2003). Also, some treatment interventions such as education given in small
groups and focusing on impacting knowledge in coping skills have been reported to improve

glycaemic control in the short term (Rubin & Peyrot, 1999; Tattersall, 1985).

Organizational interventions that improve regular prompted periodic review of patients are aso
reported to improve diabetes management and glycaemic control in the short term (Renders et al,
2002). A current review (Ellis et al, 2004) concludes that face-to-face interaction, cognitive
reframing, and self-management programmes with exercise components are pre-requisite for
metabolic control. Follow-ups by support groups are aso reported to be necessary for more long-
duration outcomes (Scott et al, 1984; McNabb et al, 1993; Gilden et al, 1989). Larme and Pugh
(1998) point to the significance of questioning not only the patient’s knowledge but also, the

caregiver’s attitudes and knowledge, which has to be updated with latest devel opments.
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2.5 Perceptions about I1Iness

2.5.1 Sickness asa Social Reality

Anill patient is not only suffering physically, but is also in the midst of an increasingly intense
emotional experience. The understanding of illness in the social context of a patient’s life can be
extremely beneficial when considering disease treatments. Those with competing diseases can
actually have huge different illness experiences due to externa socia factors. Socia pressures
can lead to hedlth-related behaviors that are not in tangent with the management needs of the
disease. llIness affects every aspect of a person’slife, and thisreality must be taken into account

by medical intervention programs (Rich et a, 2010)

Stigmas surrounding diseases such as AIDS can delay individuals from getting tested and can
reduce devotion to trestment, which therefore increases the number of infections. An
individual’s response to stigma is significant: those who manage to resist it (regardless of
poverty and discrimination) can achieve self- image by accepting their diagnosis and finding a
way to lead a happy life despite their illness, while those who fall to the stigma are more worried,
upset, and sad. Through illness narratives, it has been established that an individual may be
capable of withstanding stigma once they are able to establish a new identity and socia
role. Thoseliving in poverty, or those who have little family support, may not have access to the
resources that may assist in the formation of this new self. Therefore, patients who are socially
isolated by illness may have a decreased chance of establishing such arole, in addition to having
the highest risk of transmission, re-infection, and misuse of medication. Community groups
should focus the most on this group of people, providing both socia support and the medical
treatment resources necessary for reformation of identity and resisting social stigma (Goudge et

a, 2010)
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Julius, a 33 year old AIDS patient, demonstrates how support from family and other social
groups is crucial, as he asserts: “ Being accepted by my family has meant a lot to me. | don't
think 1 would have made it without them in my life.” This confidence that stems from social
support alows Julius to view his illness in the most positive light possible and to consciously

adhere to histreatment schedule (Ibid.)

Phanuel and Paulinah, a married couple in their mid-thirties, are both HIV-positive. The
differences in how they dealt with their diagnosis highlight how socia treatment of HIV can
greatly affect the patient’s happiness and life satisfaction. Phanuel’s initial reaction was to act
angry towards everyone and to sideline himself from his friends due to fear that they would
judge him. In contrast, Paulinah chose to be open and frank about her status, which permitted
her to facilitate friendships with other HIV positive community members. Although the family
ultimately decided to move to a new area in order not to be known, the different approaches
demonstrated by each spouse revead how stigma can either be life-changing or inhibitive

(.Goudge et al, 2009).

2.6 The Role of IlIness Perceptions

Illness perceptions are the organized cognitive and emotional characteristics or beliefs that
patients have about their illness. These perceptions have been found to be important predictors of
behaviour and have been associated with a number of important outcomes, such as treatment
compliance and functional recovery (Rowbothan et al, 1998, Mant et al, 2000). There is a
consistent pathway to the way patients organize their perceptions of illness. lliness perceptions

generally contain an identity component, which includes the name of the illness and the frame of
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symptoms that the patient believes are associated with the condition. They also contain beliefs
about the cause of the illness and how long it will last. Furthermore, illness perception
components include beliefs about the persona implications of the condition for the patient and
their family, as well as the extent to which the illness is changeable to persona control or to
control by treatment. According to Tetteroo et a, 1998), patients' beliefs about their condition
are often different from those of the professiona. Generally, medical staffs are usually making
their own views about the patient’s condition during clinical consultations and encounters.
Secondly, patients' perceptions do vary. Sometimes, patients with the same medica condition or

injury can hold very divergent views of their illness.

Following an impressive set of studies conducted by Frostholm et al, (1993) that highlighted the
importance of understanding illness perceptionsin primary care patients. The studies involved 28
Danish genera practices and 1785 patients attending with a new health problem. Patients
completed assessments of illness perceptions, physical functioning, and distress prior to seeing
the doctor as well as ratings of satisfaction with the consultation following their appointment.
The first study found illness perceptions - in particular, unclear about their symptoms and
emotiona distress about the illness - were significant signals of decreased patient satisfaction

with the consultation.

A related study demonstrated strong relationship between illness perceptions and the later use of
healthcare. (Felder-Puig et al, 2000). Primary care patients who related more symptoms with
their illness, and who had longer timeline and more severe illness consequence beliefs used
significantly more healthcare in the 3 years leading up to the study, as well as in the 2-year
follow-up period. These three illness perceptions may be crucial in predicting future healthcare

and the study suggests that discussions with patients about their thoughts and ideas about their
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illness could help clear up myths and reduce the risk of the health problem developing into a
later chronic condition. This study is in line with a recent investigation of predictors of
healthcare use in patients with medically unexplained symptoms attending neurology, cardiology
and gastroenterology clinics (Barr et al, 1993). The results aso showed that the number of
symptoms the patient associates with their condition or illness identity was indicative of future
healthcare use in the following 6 months. These studies points out the importance of the patient's
beliefs and emotiona responses to their symptoms and illness as key factors influencing

satisfaction with the consultation and the subsequent use of health care.

The diagnosis of any chronic illness challenges individuals with a collection of tasks necessary
for both physical and psychological adjustment. Adjustment may involve acceptance of a certain
amount of loss of function. It may also require the accumulation of new skills and changes to
daily activities in order for the patient to manage the symptoms of the illness or cope with the
demands of treatment (Feeny et al. 1993)- As such, chronic illness places a mighty burden on the
individual and can have a significant impact on their quality of life. From earlier research it is
clear that the illness perceptions of individuals are highly indicative of determining outcomes

and adjustment in a number of medical conditions (Rowbothan et al; 1998, Mant et al, 2000)

Patients suffering from type 2 diabetes, perceptions of shorter duration and greater treatment
effectiveness were pointers to greater diabetes self-management (Saigal et al, 1996). There are a
number of potentially exciting areas of emerging research with illness perceptions that can be

explored.

Research shows that patient’s knowledge about their medications and reasons for accepting
treatment are motivating factors for them to start antiretrovira treatment for their HIV infection

(Sneeuw et a, 1997) and also to adhere in a number of conditions (Addington-Hall et al, 2001,
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Hodgkins et a, 1985; Au et al, 1994). llIness perceptions are aso increasingly being applied to
the area of genetic investigation to examine common understandings of the meaning of genetic
tests (Sneeuw et al, 1999) and their implication on risk perceptions (Stein and Jessop, 1990) and

health behaviour (Lewis et al, 1989).

Research is also developing in the area of menta illness and some important findings are
beginning to emerge. In this field, the focus has primarily been given to schizophrenia. As in
physical illnesses, cognitive manifestations of mental illness are associated with anxiety and
depression in schizophrenia patients and in individuals with non-affective psychotic disorder

(Fekkes et a, 2000, Gemke & Bonsel, 1996; Grootendorst et al, 1997).

Caregivers of patients with schizophrenia relate their illness perceptions to emotional and
behavioral responses to the individual living with the illness and relatives normally live with
distress. Recent studies on illness perception have demonstrated the relationship between illness

perceptions with behavioral and emotional outcomes of illness

2.7 Chronic Disease Burden, Prevalence, Morbidity and M ortality

Chronic diseases have been in existence since the 1817’ s in Ghana with cancer of the liver being
recorded. In the 1920Ss, cases of stroke were presented and treated at Korle-Bu hospital in the
(Pobee, 2006). Between the 1920s and the 1960s data recorded from Korle-Bu hospital showed a
continuous of stroke and cardiovascular diseases (Pobee 2006).Studies conducted in hospitals
and communities since 1950s highlighted important information on the prevalence and mortality

patternsin diabetes, sickle cell, cancers and hypertension.

Chronic non-communicable diseases (NCDs) especially hypertension and CVDs account for a

high magnitude of the NCD burden as well as being the major causes of disability and death in
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Ghana. The urban and rural hypertension prevaence is 32.3% and 27% respectively (Agyemang
et a, 2006 whilst HIV prevalence is 1.8%. Some of the major risk factors for NCDs are; poor

diets, overweight/obesity, physical inactivity and alcohol over-consumption.

Evidence-based research shows the role of urban poverty in Sub-Saharan African is faced with
barriers to health-promoting behaviours, regardiess of the country (Greif et al, 2011). Less
endowed communities experience health challenges at several levels starting from “the person’s
beliefs about health and disease, and actual behaviour, to presentation, screening, risk
assessment, negotiation, participation, programme persistence and treatment adherence’
(Capewell & Graham, 2010). The attainment of the goals of Universa Health Coverage

(UHC).is being undermined by the aready overburdened health infrastructure

Research findings shows that there is significant unmet need for the prevention, treatment and
care of NCDs. Ghana's hedthcare system is burdened with fighting infections and chronic
diseases at the same time. These leads to hedth professionals being poorly trained in NCD
diagnosis and management and therefore lack appropriate knowledge and skills (Agyemang et al,
2012; de-Graft Aikins et a, 2010). Ghana's health facilities lack the requisite equipment for
diagnosis, monitoring and treatment. Medicines are sometimes expensive or unavailable. There
upsurge of traditional medicine practice and faith healing systems offering unregulated chronic
disease care to both urban and rural communities (de-Graft Aikins et al, 2010).There is poor
patient knowledge of NCDs. Community-based preval ence surveys conducted consistently show
that up to 70% of individuals living with hypertension or diabetes do not know they have these
conditions (Bosu, 2012). This leads to late reporting's at medical facilities, healer-shopping

becoming common (between biomedicine, ethno-medicine and faith healing) and poor self-care.
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The morbidity and mortality rates of NCDs and CDs are implicated by multiple factors. The
proportion of mortalities related to hypertension and its accompanying complication such as
stroke at the Korle-Bu Teaching Hospital in Accra, is around 15% and most of the CVD deaths
occur in the productive age group between 40 and 60 years (autopsy series, 1990 — 2000;

Sanuade et a, 2014).

Research shows that well-to-do communities encounter higher risk of chronic diseases whilst the
less endowed communities have a co-morbid of infectious and chronic diseases. Poverty plays a
significant role in NCD risk, morbidity and mortality in Ghana (Agyei-Mensah et a, 2010).
Ghana is experiencing a ‘protracted polarized’ hedlth transition with two key elements. First,
populations have lived with a protracted co-existence of infectious and chronic diseases over the
last few decades. Second, the double burden of disease is spread across socio-economic status.
Less endowed communities are prone to developing complications and die prematurely from
their conditions due to inaccessibility to medical care and their daily constant contact with health

disabling environments.

Specific studies using the generic CDC's HRQoL -4 measures have shown that having diabetes is
associated with poor physical health (Campbell et al, 2011).

Cross-sectional studies using the ADDQoL have also shown that patients with diabetes have
poor QoL (Collin et al, 2009), Sundaram et al, (2009), especially those that are obese , those with
type 1 diabetes, those using insulin and those with diabetes related complications .

A research suggested that using both generic and disease-specific instruments provides a more

holistic assessment of HRQoL in patients with diabetes (Rubin & Peyrot, 1999).
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The QOL of people with diabetes is associated with firstly, demographic characteristics such as
age, sex, education, and ethnicity, secondly, disease-specific attitudes including diabetes self-
efficacy, locus of control, and socia support, lastly, disease-specific medical factors, including
type and duration of diabetes, treatment regimen, level of glycemic control, and presence of
complications (Rubin & Peyrot, 1999). Apart from these factors, potential predictors commonly
associated with the complex health status of elderly individuas (Inouye et a (2007), such as
chronic conditions and geriatric syndromes, should be considered in any exploration of the
impact of diabetes on QOL in elderly populations.

During the same period (1950s to present) major causes of death have been changed from solely
communicable diseases to a combination of communicable and chronic non-communicable
diseases. In Accra, cardiovascular diseases increased from being the seventh and tenth cause of
death in 1953 and 1966 respectively, to becoming the number one cause of death in 1991 and
2001 (Agyei-Mensah, 2004). By the year 2003, stroke, hypertension, diabetes and cancer had

become one of the top ten causes of death in at least each of the regional health facilities.

2.8 Living with chronicillness

Parsons took a unique approach by describing chronic illness as undesirable state couple with
restrictions and limitations. (Parsons, 1951). Furthermore, Frank (1997, p 132) came to an
emphatic conclusion that the Parsonian direction changes the ill person into the patient who
becomes a “suspicious character”. The physician, according to Frank, is expected to treat the

patient without being part in the patient’s withdrawal into sickness’. Frank (1997),

Freidson (1970), Zola (1973) and Mishler (1984) among others refuted the Parsonian view and

guestioned professional dominance and instead promote viewing the patient as key to the process
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of illness. Nowadays many researchers argue in the same way (Kleinman, 1988; Bury, 1991,
Charmaz, 1991; Morse, 1997; Toombs, 1995) and seek to move the emphasis from being a
passive patient to a person who takes action. The physician instead of regulating and limiting
illness, he should be seen as more supportive in the patient’s acceptance of illness (Anderson &

Funnell, 2000; Frank, 1997; Paterson, 2001a).

Frank (1997, p 136) also suggested that focus should be shifted from the challenges of illness to

the successes of being ill, where people can find innovative ways to live with illness.

Charmaz (1991, p 7) aso proposes that chronic illness may even make the individual to miss
daily activities, making people to see the concept of time in different forms. According to

Charmaz, “chronic illness often brings out vital lessons about living”.

Many researchers have described living with chronic illness as a big task, including Michael
(1996) and have to have integrated these into their lives. Patients are usually being confronted
with losses, which imply not functioning as well as before, and being confronted with changed
likeness with others; as well as mood swings, which term describes a mix of frustration, guilt,
anger and fear; and changed routines which brings about identity conflicts related to meeting the
demands. Finaly, control over an altered life situation, thereby calling for support, seeking
knowledge about the disease, fighting against or striving to cope with the demands and making

the illness meaningful, hel ps people to integrate the disease (Michael, 1996).
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Paterson, (2001) in a meta-synthesis of 292 qualitative research has looked at chronic illnessin a
concept called “ shifting perspectives model of chronic illness” which describes the phenomenon
as either illness or wellness. The research aso looks at the individual perception about living
with chronic illness and how the person reacts to the symptoms the exhibit and encourages
practitioners to support persons with either perspective. In contrary to previous researchers who
have described living with chronic ilIness as a process in determined direction, with a calcul ated
end point, Paterson has found that living with chronic illness is a continuum where people

battles with the world making them able to make sense out the situation and the world the live in.

According to Paterson (2001b), with the illness-in-the-foreground per spective newly diagnosed
people are usually overpowered by the disease, but can also be applied a mechanism of
protecting and maintaining the integrity of the individual. The perspective emphasis sickness and
suffering including loss and burden and also trigger the individual to deal with the illness by

acquiring knowledge on the disease , meditate on it and finally comes to terms with it.

By contrast, a wellness-in-the-foreground per spective focuses on the psycho-social and spiritual
aspects of life rather than on the diseased body, which is being put aside. Benefits of adopting a
wellness-in-the-foreground perspective may include being alowed to take control of the effects

of the disease, and remodel himself into a master of his own destiny (Paterson, 2001).

Reviews by Hagger and Orbell, (2003) adopting Leventhal et al, (1980) Commons Sense Model
(CSM) of illness representation discovered the relationship between illness cognitions, coping
and outcome, e.g. perceptions of strong illness correlated significantly with use of coping
strategies of avoidance and emotion expressions. Perceived controllability of the illness was
associated with cognitive reassessment, expressing emotions and problem-directed coping

strategies. Illness perceived as highly symptomatic, with a chronic time line and serious
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consequences, is correlated with avoidance and expressing emotional coping strategies. Finally,
the perception that illness is curable/controllable is positively related to psychological well-
being, socia functioning and vitaity, but negatively related to psychological distress and the

disease state (Hagger & Orbell, 2003).

There are several epidemiological studies than those compared with chronic diseases expedience.
There is evidence of work on experiences of diabetes, cancers, sickle cell disease and childhood
chronic diseases that built a gloomy picture of the enormous challenges of living life lost per
1000 persons per year, researchers found 17,500 days of healthy life was lost through sickle cell
disease, 10, 400 days to cardiovascular disease and 5,100 days to hypertension (Bonsu, 2007).
These conditions bring along huge economic challenges making treating of chronic diseases in
Ghana is expensive. Without health insurance, managing a condition such as diabetes can cost
more than the average individual wages. The burden on the individua and family with chronic
disease on treatment and upkeep is so huge that this can even influence the future treatment
options. A rural-urban study of diabetes experiences showed that many rural inhabitants who are
poor depend on close relations for financial support (de-Graft Aikins, 2005).

This reliance on family members who themselves were financially burdened leads to family
tensions and frictions, which in some cases led to family members being abandoned and
sometimes social isolation of the victim. Some of these victims end up with healer-shopping
within the faith healing systems and traditional medical practice because of the expensive nature
of the biomedical treatment.

Reports suggest that some women living with diabetes and cancer are abandoned by their

partners because of stigma (Daily Graphic, 2007; de-Graft Aikins, 2006). People living in rura
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areas with uncontrolled diabetes and also with rapid and extreme weight loss face the risk of, or
experience, HIV/AIDS-related stigma (de-Graft Aikins, 2006).

Researchers who have focused their studies on stigma reports that the multiple burdens evoked
by stigma constitute a human rights problem that requires rights-based interventions (Campbell
& Deacon, 2006, Deacon, et a 2005).

Studies have shown that, the QOL of an individua is affected when the HIV infection
(Bourgoyne & Saunders, 2001, Costa et al, 2003). Socio-demographic factors such employment
status, age, gender, income, education, HIV stage, severity of HIV infection, and physical aswell
as mental health affects the QOL of PLHIVs (Cleary et a 1993, Cowdery & Pesa, 2002).

Also, QOL is useful in determining the appropriateness of treatment and interventions like
dietary interventions (Echeverria et al, 1999).

An international literature has reported that several factors associated with better QoL among
HIV-infected patients and HIV impac has been categorized into four major domains, Socio-
demographic characteristics such as male gender (Mannheimer et al, 2005) younger age, (Perez
et a 2005) higher socioeconomic status and employment (Swindells et al, 1999) have been
linked with improvement in QoL.

Caring for patients with menta illness is considered a very daunting task and calls for home
based and community care for such people within the family setting. The changes seen in the
patient in terms of behavior and personality can be very discomforting to close family members
and key caregivers (Chaturvedi et al, 2006). The family members find it difficult to come into
terms with the emotional and personalities break down of their relative. The distressis a function

of various factors such as perception, knowledge, and attitude toward the mental illnesses.
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Freeman and Simmons (1963) conducted studies which suggested that severe mental symptoms
by patient usually frustrate family members because they immediately think about going back to
the hospital for another admission. A greater percentage of distressing symptoms observed by
(Creer and Wing, 1975) were internal distress and family burden: Physical, emotional and
financial, social withdrawa and other negative symptoms.

A study was done by Boye et al, (2001) which looked at the distress relatives endure in relation
to the patients' symptoms and behaviors' but there wasn’t any relationship established.
Schizophrenia patients have positive and negative symptoms leading to high levels of emotional

distress and burden in schizophrenia caregivers (Ukpong, 2006)

2.9 Defining the concept of quality of life

There is yet the opportunity to get an acceptable definition of the concept of QoL (Clark 2004,
Bowling 2005, Holmes 2005, Moons et a. 2006, Priebe & Fakhoury 2008), athough the term
has been in use since the 1960s (Haas 1999). The dilemma has been addressed through the
historical development of the concept by many disciplines with each of them having their own
differing perspectives (Holmes 2005, Cummins & Lau 2006). Generally, QoL is seen as a
multidimensional concept and only understood by the patient alone (WHOQOL Group 1993,
Harrison et a. 1996, Haas 1999, Bowling 2003, Moons et a. 2006), which may change over
time. The concept has also been defined as having individualized and easily assessed
components (Haas 1999, Bowling 2003). The individualized components directly address life
experiences (Murphy & Murphy 2006). Thus, the concepts, for example, of happiness, well-
being, and satisfaction are terms which are closely connected to QoL (Megens & van Meijel

2006, Murphy & Murphy 2006). The easily assessed components address the situations that have
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an effect on these experiences (Murphy & Murphy 2006). These components refer to socia
functioning and living conditions, such as education, employment, finance, and housing and

leisure activities. (Barry & Zissi, 1997, Haas 1999, Bowling, 2005.)

As an individualized experience (WHOQOL Group 1995, Harrison et a. 1996, Haas 1999,
Bowling 2003, Moons et a. 2006) QoL is based on the belief that each individual has their own

definition of QoL (Browne et al. 1997, Fayers & Machin, 2007).

However, research findings have focused on people and their QoL in terms of being
psychologically sound, emotionally stable, having good physical and mental heath and the
physical ability to do the things they want to do, having good relationships with friends and
family, participating in social activities and recreation, living in a safe neighborhood with good

facilities and services, having enough money and being independent” (Bowling 2005, p. 9).

A study conducted by (Angermeyer et a. 2001) on patients with schizophrenia (n=565) were
asked to define QoL, the most common things mentioned were work, health, leisure activities,

socia contacts, joy of life, family, financial situation, friends, accommodation and independence.

A more convenient term, health-related quality of life (HRQoL), explains the effects of illness on
well-being (Danovitch & Endicott 2008). Health, which was defined by the World Health
Organization over 60 years ago, as “a state of complete physical, mental and social well-being
and not merely the absence of disease or infirmity” (WHO 2010), is one aspect of overall QoL
(Bowling 2005, Moons et a. 2006). Based on this definition of health, the World Health
Organization has defined QoL in the context of hedth as “individuals perception of their
position in life in the context of the culture and value systems in which they live and in relation

to their goals, expectations, standards, and concerns” (WHOQOL Group 1993, p. 153).
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The concepts QoL and HRQoL are used as extensively in health care research. However, it has
been argued that focusing on HRQoL may undermine the impact of non-medical factors (Moons

et al. 2006).

Multidimensionality (Padilla et al. 1992) has been used in nursing literature as against the
definitions of QoL from other disciplines The nursing theorist Peplau (1991), who has been the
mother of psychiatric nursing (Howk 2002), has defined QoL as an all-inclusive topic which
includes virtually al aspects of existence. She went further to explain that QoL “is primarily a
personal perception that individuals have after they sense, observe or inner recognition about
their experiences. It is not just about experience but could be an opinion or decision that gives
the overall situation, events and a current view about a part or whole life of a person within a
given period of time. Thus quality of lifeistime-related and situation-dependent.” (Peplau 1994,

p.10.)

Meeberg (1993) aso stated in a literature review, that the cardinal characteristics of QoL are: (a)
“afeeling of satisfaction with one’'s life in genera”, (b) “the mental capacity to evaluate one’s
own life as satisfactory or otherwise’, (c) “an acceptable state of physical, mental, social and
emotiona health as determined by the individual referred to”, and (d) “an objective assessment

by another that the person’s living conditions are adequate and not life-threatening”.

Researchers have shown that surprisingly satisfactory results pertaining to schizophrenia might
be as aresult of reduction in the expectations of the patients (Carr et al. 2003, Hofer et a. 2004,
Becker et a. 2005); and by virtue of the process of human adaptation (Becker et a. 2005).
Further researches shows that patients with low perception of their illness, like patients with
schizophrenia (Lincoln et al. 2007), report higher QoL indicating that patients with higher insight

areaware of their restrictions more clearly (Karow et al. 2008).
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More research findings have shown that people with schizophrenia with lower scoresin QoL can
be related to the psychological domain of QoL. The psychological domain encompasses various
psychiatric symptoms, such as anxiety, depression, and psychosis (Bengtsson-Tops & Hansson
1999, Bechdolf et a. 2003, Nerholm & Bech 2006) and the undesired effects of medication
(Reine et a. 2003, Hofer et al. 2004). Moreover, low self-efficacy (Bechdolf et a. 2003), self-
esteem (Hansson et a. 1999, Hansson et a. 2003), and perceived stigma (Graf et a. 2004), as
well as negative coping strategies (Bechdolf et al. 2003), poor problem-solving ability (Caron et
al. 2005), and a negative attitude toward antipsychotic medication (Hofer et al. 2004) are major
indicators of the psychologica domain of QoL, which may impair QoL of patients with

schizophrenia

Also, low scores of QoL among patients with schizophrenia can be synonymous with the
physical domain of QoL as a weakened physical state (Hansson et a. 1999, Salokangas et al.
2006).Furthermore; impaired QoL is also related to the level of independence. Patients who have
problems in psychosocial functioning (Salokangas et a. 2006), high level of unachieved needs
(Fahy et al. 1999, Hansson et al. 2003, Eack et al. 2007) and low rate of performing daily
activities (Marwaha et al, 2008) have been shown to suffer from impaired QoL. Moreover being
admitted to a mental health hospital (Grawe & Le@vaas 1994, Kaiser et al. 1997), many previous
admissions to psychiatric hospitals (Chan & Yu 2004) and alcohol misuse of these patients is

related to impaired QoL (Thornicroft et a. 2004, Marwaha et a. 2008, Rocca, 2009).

In other studies, socia relationships,such as poor social support in patients with schizophrenia
may aso account for impaired QoL (Koivumaa-Honkanen et al. 1999, Bechdolf et al. 2003,

Caron et a, 2005, Eack et al. 2007), loneliness (Hansson et a. 1999, Hansson et al. 2003,
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Thornicroft et a. 2004, Salokangas et al. 2006), and isolation from family members (Thornicroft

et a. 2004, Marwahaet a. 2008) may all lead to impaired QoL

Finally, matters related to patients environment may impar QoL in that unemployment or
unsatisfied job situation (Chan & Yu 2004, Thornicroft et a. 2004, Bengtsson-Tops & Hansson
1999, Hansson et al. 1999) and insufficient salaries of wages (Bengtsson-Tops & Hansson 1999,
Heider et al. 2007) are indicative of impaired QoL. Moreover, impaired QoL is equivaent with
worthlessness and irregular leisure activities (Hansson et al. 1999, Thornicroft et al. 2004), poor
personal safety levels (Hansson et al. 1999), and being a victim of wrong doing (Marwaha et al.

2008).

It is noteworthy that in the literature of predictors related to QoL are somewhat in different
perspectives contradictory; with some studies have reported negative influence on QoL others

have not found any.

A summary of the above literature of potential factors related to impair QoL in patients with
schizophrenia is presented in Figure 2 grouped according to the WHOQOL Group’'s (1993)

conception of QoL domains.
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Figure4.1: Factors potentially impairing QoL in patients with schizophrenia

PSYCHOLOGICAL PHYSICAL DOMAIN LEVEL OF
DOMAIN INDEPENDENCE
¢ Psychiatric symptoms (e.g. e Physical symptoms o Psychosocial dysfunction
anxiety, depression, « High level of unmet needs
psychosis) o Low number of daily
* Side effects of activities
medication * Being admitted in a
* Low self-efficacy psychiatric hospital
¢ Low self-esteem * Many previous psychiatric
» Perceived stigma admissions
¢ Negative coping strategies ¢ Alcohol abuse
e Negative attitude toward
antipsychotic medication
e Weak problem-solving
ability
POOR
SUBJECTIVE
QUALITY OF
LIFE \
SOCIAL ENVIRONMENT
RELATIONSHIPS ¢ Unemployment
* Poor social support e Dissatisfaction with work
* Loneliness situation
* Unsatisfied amount of o Insufficient financial
contact with family means
members e Meaningless leisure
activities
e Few leisure activities
® Poor personal safety
e Being a victim of crime

QoL is a construct that includes health and functioning, socioeconomic status, psychological,
emotional and spiritual aspects, and family (Ferrans, 1990). Ferrell, (1996) confirmed the
influence of such multidimensional aspects on the QoL for breast cancer survivors. Wyatt &
Friedman (1996) also came out with concerns related to QoL in those with chronic physical
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illness, and suggested that considering multidimensional aspects of QoL for them is essential.
Although some scholars have different point of views regarding the various dimensions of QoL,
most researchers generally agree that QoL is multidisciplinary, subjective, and associated to a
state of physical, psychological, social, spiritual well-being (Zebrack, 2000). However, QoL for
caregivers includes more aspects such as burden and family functioning (Cameron et a, 2002).
Further, some researchers use QoL in terms of life satisfaction, adaptation, health, and distress
(Hally & Bartolucci ,1987, Wallhagen, 1992, Boyle et a,2000, Cameron et a,2002, Pot et a
,2000). Such holistic or comprehensive consideration has led to an awareness of QoL as a
broader and more appropriate concept for determining how caregiving affects family members

(Canam & Acorn, 1999).

According to QoL (Karen et al., 2008) ,QoL is an important indicator of health and well-being,
which determines the effectiveness of treatment, plan the priority areas for resources
distribution, and help in policy developments. Since chronic disease is not palliative, the main
am is to improve the well-being of patients and prolong their lives without symptoms; hence
QoL is used to appraise the outcome of treatment given. QoL shows what the patient wants
,gives an idea of what other symptoms the patient presents and the kind of problems that the

patient faces (Fayers & Machin, 2007).

The activities that caregivers usually assist patient or carry out for patient include house-
cleaning, grocery shopping, cooking, administering medicine, bathing, paying bills, using the
toilet, dressing, eating, etc. Family caregivers or informal caregivers are those who are not given
salaries or wages for their care-giving services rendered. The most common types of care-giving
relationships in the world and for that matter Ghana include: providing care to adults in one's

family, such as grandparents, uncles, aunts, and siblings, spouses providing care to a sick
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husband or wife; middle-aged parents providing care to their disabled children who may be
adult; providing care to a friend or neighbor, and children providing care to a disabled parent or
elderly and sick grandparent. Care-giving is ajob without clearly defined aims or goals. Family
caregivers usually do not have any formal training or knowledge in rendering quality services,
sometimes they usually even ignore their own health whilst taking care of the patient (Ansari &
Qureshi, 2013).

Care-giving is a demanding and daunting task which places great life stress on the caregivers.

A Study to understand Prognosis and Preferences for outcomes and Risks of treatment reported
that one fifth of all family members of severely ill patients had to abandon work or make another
major life change in order to care for their family members. Almost one third reported the loss of
al their family income reserves and 29% reported loss of major source of family income (Imran
et a, 2010)

It iswell known fact from studies that care-giving burdens can lead to caregivers with arelative
suffering from mental illness experiencing poor quality of life (Zahid & Ohaeri, 2010)

QoL isthe perceived quality of an individual's daily life, that is, an appraisal of their well-being
or lack thereof. This includes all emotional, social and physical aspects of the individua's life

(Bottomley & Andrew, 2002)

In Pakistani setup, just as in Ghana, family caregivers are regarded as the pillar of the healthcare
system. The closest relatives such as, patient spouses, parents or siblings are responsible for
providing physical and emotional support for the mentaly ill patients for long periods ranging
from months to years. Due to this long period of enormous responsibility the caregivers turn to

be affected mentally, physically as well as quality of life (Bottomley & Andrew, 2002).
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Quality of lifeis one's persona satisfaction (or dissatisfaction) with the cultural or intellectual
conditions under which you live (as distinct from material comfort) and also quality of lifeisthe
general wellbeing of individuals and societies (Khalid et a, 2008)

Caregivers face numerous problems, challenges and issues which affect their psychological
wellbeing. The emotional and physical stress that they carry can take many forms like frustration,
depression, fatigue, anger, guilt, loneliness, etc. According to Women's health.gov (a project of
the United States Department of Health and Human Services Office on Women’s Health), care-
giving stress affects women more than men.

Approximately, 75 percent cases of emotional, physical, or financial stress have been reported by
women. Although the concepts of caregiver burden and strain have not been well defined in the
studies, they suggest a direct measure of the duty of caring. This is directly opposite to the
concept of QoL which appraises a far broader spectrum relating to an individua’s overal
wellbeing (Brody & Jane, 2012)

Depending on the clinical scenario, both agreeing and disagreeing perspectives in couples have
been related to better patient adjustment (Kaptein et al, 2007). Other studies have focused more

on the relevance of relatives' illness perceptions to the experience of the relatives.

2.10 Summary of Literature Review

The literature review has highlighted the importance of understanding illness perceptions in
primary care patients. It also demonstrated strong associations between illness perceptions and
the later use of hedthcare. The literature suggests that discussions with patients about their
thoughts and ideas about their illness could help clear up misconceptions and reduce the risk of

the health problem developing into alater chronic condition.
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The review also shows that the diagnosis of any chronic illness/disease confronts individuals
with acollection of tasks necessary for both physical and psychological adjustment. It was found
that relatives of patients with chronic diseased/iliness perceptions are related to emotional and
behavioral responses to the individual with the illness and distress in the relatives who care for

these patients.

The literature review shows that most of the research in Ghana has focused on the prevalence of
chronic diseases and cardiovascular diseases (CVDs). The literature review shows that there is
significant unmet need for the prevention, treatment and care of chronic needs. The studies in
Ghana have not shown the relationship or impact of chronic diseases on the quality of life of the

victims and their relatives.

Literature on the impact of chronic diseases on the QoL of the victims and their caregivers is
limited and very scanty. This study seeks to add to the literature that explores the QoL of people

living with chronic diseases in the Bolgatanga Regional Hospital and Ghana as awhole.

The literature review concludes that most illness perception studies have been designed to
demonstrate the associations of illness perceptions with behavioral and emotional outcomes of

illness.
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CHAPTER THREE

METHODOLOGY

3.0 Introduction

The methodology that was used in conducting the study is presented in this chapter. The sections
under this chapter include the study design, description of the study area, study population,
sample size determination and sampling procedure, data collection, dependent and independent

variables, data processing and analysis and ethical considerations

3.1 Description of study setting

The Regiona hospital, Bolgatanga was established in 1946 to serve the minority white
population of the then Gold Coast .It is a Regional Referral Hospital and training center for

doctors, laboratory personnel, nurses and midwives.

It has accreditation to train housemen medica officersin surgery and O & G and has atotal Bed
complement of 226. It has total staff strength of about 415 on the payroll but engages the

services of 96 casual workers, bringing the total workforce to about 511.

AsaRegiona Referral Hospital, it has a catchment area population of about 1,084,656.

The main economic activity of the people in the region is agriculture involving crop production
and livestock farming. Some of the crops cultivated are maize, sorghum, millet, groundnut,
cowpea, soya beans and rice. Other economic activities undertaken in the region are small- scale
agro-based procedures such as Shea butter processing, rice milling, groundnut oil extraction

Pottery, basket weaving and soap making. Fishing and lives stocks are considered as
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supplementary activities to crop farming. Large scale fishing is carried out at in Tono dam in

Navrongo and Veadam also in Bolga.

There are different ethnic groups in the Munucipality. The maor groups, however, are Gurunes,

Kusasis, Kassenas, Bulisas and Manprusis. Others include Ewes, Akans and Biisas.

There are three magjor religious groups in the Region. These are as follows. Islam constitutes

about 24.3% Christianity 66.7% while traditional religion also constitutes about 8.3%.

There has been a steady rise of chronic diseases in the region especialy in the Upper East

Regiona Hospital .According to the end of year performance of the hospital for three years

running,

DISEASE YEAR YEAR YEAR TOTAL
2013 2014 2015

DIABETES 444 669 785 1898

STROKE 58 72 134 264

HIV/AIDS 267 328 432 1027

SCHIZOPHRENIA | 437 524 645 1606
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3.2 Study Design

A cross-sectional design was adopted for this study and respondents across various
departments/disease units were involved (HIV/AIDS, Diabetes, Stroke, and Mental Health),
sexes, ages, religion, and educational levels were used in examining the respondents
(client and caregiver) quality of Life and illness perception. Thisisanon-experimental study in

which data was collected from 4"May 2015 to 17t"July, 2015.
3.3 Samplesize

Participants in this study were 144 pair of patients and their caregivers (CD patients and their
partners) who were recruited from the outpatient clinics of the Departments of the Regional
Hospital. Chronic Diseases(CD) patients from the facility were selected if they had received a
clinical diagnosis of CD at least 1year prior to commencement of the study, and they were
capable (mentaly, emotionaly, and physically) of participating in an interview lasting
approximately 1hour. The selected patients and their caregivers were invited during clinic days
to participate. A total of 288 respondents (married or living together) were identified. Patients

and thelr caregivers were interviewed separately at the clinics by the trained research assistants.

The sample size for the study was calculated using Cochrane sample size calculation formula

below: (Cochrane, G.C. 1989)

_Z*p(1-p)
n = —
eZ

where:
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n = the sample size
Z = the confidence level set at 95% = 1.96
p = the proportion of chronic diseases in Ghana = 12%
e = is the desire level of precision = 0.05

_ 1.96 X 1.96X 0.12(1 — 0.12)?
n= 0.052

_ 1.962(0.12)(0.77)
- 0.0025

_ (3.8416)(0.0924)
- 0.0025

= 142

In order to take care of non-response rate, 2%of the sample size was added.

2/100 x 142 = 2.84

2 + 142 = 144

Hence the sample size for the study = 144 participants

3.4 Study Population

The Population for this study is al individuals with chronic illnesses (specifically, HIV/AIDS,
diabetes, stroke, menta illness) in the Upper East Region who attended the regional hospital

various clinics for services.
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3.5 Study Variables

Dependent Variables

The dependent variables of the study are;

= lllness perception of Patients and family Caregivers
= Quality of life of Patients and Caregivers

= |ndependent variables of the study are
* The various disease conditions/ Clinics

= Age of respondents

" Sex

* Triba distribution

» Marital status

»  Parity

* Religion

3.5 Sampling Procedures

The convenience sampling procedure was used to select the respondents for this study as this
method involves using samples who are readily available (Leedy & Ormrod, 2010). That is,
respondents who were available and willing to participate in the study were used.

Patients were selected according to specific inclusion and exclusion criteria. The inclusion
criteria for patients were: patients, who were over 10 years of age, diagnosed with HIV/AIDS,
Stroke, Diabetes and Schizophrenia and had been on regular routine visits as prescribed at the

regional hospital for more than three months. Exclusion criteria were patients who were too sick



>

o

3

k<— J

UNIVERSITY FOR DEVELOPMENT STUDIES

i

www.udsspace.uds.edu.gh

to give information, those without caregivers and patients and caregivers who refuse to give

consent.

3.6 M easurement of outcome variables

3.6.1 Demogr aphics

Pertinent demographic and clinical information including age, sex, employment, educational, and
marital status were gathered using a self-designed questionnaire labelled demographical

characteristics.

3.6.2 Quality of Life

QOL was measured with the World Health Organization Quality of life questionnaire (WHO
QOL-BREF) instrument. WHO QOL-BREF is a shortened version of the WHO QOL instrument
consisting of a 26 item questionnaire that is comparable across different languages and cultures.
WHO QOL-BREF has been well validated for measuring quality of life in people living with
chronic diseases across different settings and has been extensively used by similar studies
elsewhere. It has a Cronbach's alpha of 0.70 (Ngafi et al, 2009). The questionnaire gathered data
on the four domains, Physical, Psychological, and Social as well as Environmental. This
information focused on the client’s rating of his or her views on quality of life related to the four
domains.

In measuring the illness perception and quality of life of respondents, the Iliness Perception
guestionnaire (IPQ-R) and WHOQOL-BREF questionnaire were used to respectively collect
data. Both questionnaires are standard tools where respondents answer likert questions, which
are then scored under a likert scale. In the likert scale, each respondent is scored based on their

response to a number of questions which can then be scaled to measure the variable of interest;
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in this case, the variables of interest are illness perception and quality of life, each corresponding
to its scaled questionnaire. Kindly refer to appendix for both questionnaires. Both patients and
caregivers were administered each of the questionnaire.

Both questionnaires have a number of questions which a participant responds to. In scoring and
scaling, each questionnaire is divided into domains where each response score feeds into a
particular domain. Each domain therefore comprises a number of scored and scaled responses

coming together to represent a particular implication.

3.6.3 Thelllness Per ception Questionnaire

This questionnaire by Helder et al, 2000, was used to assess the illness perceptions of patients
and those of their partners/ carers'. The IPQ consists of the following five subscales: “Identity”,
“Timeline’, “Cause”, “Consequences’, and “Cure/Control”. Patients are asked to rate whether or
not they have experienced each symptom since their illness began, and if they believe the
symptom to be specifically related to their illness (yes or no). Caregivers completed a caregiver
version of the Brief IPQ developed and utilized in prior study (Broadbent et al, 2009) with items
phrased to reflect the caregivers perception of the patient’s chronic disease. Partners/Caregivers
were asked whether or not their partner (the patient) had experienced each symptom since onset
of their illness, and to report if they believed the symptom to be specifically related to their
partners' /Patient’ s illness (yes or no). The summed yes-rated items on the second questions were
divided by the number of items to form the illness identity scale, with higher scores indicating a
stronger belief that the experienced symptoms are part of the patient’s illness. Cronbach’s alpha
for patients and partners/caregivers was 0.88 and 0.82, respectively. The Iliness Perception

Questionnaire has 9 domains which include Identity, Timeline, Consequence, Personal Control,

Treatment control, Illness coherence, Time Cyclical, Emotional representation and causes of
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illness. Responses/items for the Identity domain is scored as yes=1 and no=2, whiles items for
the other domains are scored on ascale of 1 to 5 ranging from strongly disagree to strongly agree
respectively. Domains of the Quality of Life questionnaire are Physical health, Psychological,

Social relationship and environment. Each response/item is scored on ascale of 1to 5.

3.7 Quality Control Measures

Reliability is the degree of consistency that the instrument of procedure demonstrates whatever it
is measuring and it does so consistently. The interviewers were trained on how to trandate the
guestionnaire into the local language before work commenced. The questionnaire was pretested
in one of the hedth facilities to ensure clarity and that the respondents will give the right

responses before it was administered.

All completed questionnaires were checked on the field by the field supervisor to ensure that all

the questionnaires were properly completed.

In order to establish the reliability of the tool the Cronbach’s alpha was calculated. This was
found to be 0.8622 which is high and closer to 1. This represents a higher internal consistency of

the variables or scale.

Training: There was a training session for the research assistants who assisted in the data
collection to ensure that valid and reliable data were collected. The training gave the data

collectors much insight into the questionnaires and what it sought to achieve.
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Pre-testing of questionnaires:
Pre-testing of the tool was done to check clarity of items, ambiguity of the language and

feasibility of the tool. Formal permissions were obtained from the concerned authorities.

A pilot study of 20 conveniently selected respondents from Sickle Cell Unit was used to
ascertain the consistency or the appropriateness of the various measures used to collect data

from the respondents.

The time taken by each respondent to answer the questions varied from 20-30 minutes. The tool

was found to be clear feasible and there was no ambiguity in the language

Double entries of data: The quantitative data was entered by two persons after which the two

data sets were compared to check inconsistencies in the data.

3.8 Data Processing and Analyses

All 288 participants successfully responded to each questionnaire. Each response was scored
based on respective likert scales of the standard questionnaires. Individual respondent’s scores
were then entered into the Statistical Package for Social Sciences (SPSS), version 21, to generate
the group mean of each category of respondents (caregivers and patients). To ascertain any
difference in illness perception between caregivers and patients, a t-test was carried out to
compare the two group means (caregivers and patients). However, to ascertain any difference in
illness perception among the four illness conditions, an ANOV A was carried out to compare the
means of each illness group. Where the anaysis resulted in a difference in means, a posthoc was
further done to specifically explore the differences among the means. The ANOVA (and posthoc

if necessary) was aso carried out to compare the means of the four illness groups of patients to

47



>

o

3

k<— J

UNIVERSITY FOR DEVELOPMENT STUDIES

i

www.udsspace.uds.edu.gh

establish any differences in quality of life. Same was done to also ascertain any difference in

quality of life for the caregivers.

Demographic data of respondents were also collected and entered into the SPSS to generate any

descriptive statistics. Kindly refer to appendix for questionnaire.

3.9 Ethical Consideration

The proposal for the study was presented to the Medical Director of the Upper East Regional
hospital after it was approved by the University as well as the hospital’ s research team.

A letter of introduction from the Regiona Hospita management was taken and given to
the heads of the various selected clinics/departmentsto help seek permission to conduct
the study after ethical clearance has been granted. A written consent note was attached to the
guestionnaire and communicated orally to the participants before the interviews were conducted
This random study was done among individuals who attended the outpatient Anti-Retroviral
Therapy (ART) Clinic, Diabetic Clinic, Mental Health Unit (MHU) and the Physiotherapy
Department (for Stroke patients) of Regional Hospital, Bolgatanga (RHB), from May -July 2015.
The clients and their caregivers were informed about the nature of the study, its importance as
well as the benefits of being part of the study. Therefore, available and willing respondents were
helped in responding to questionnaire of the study. All ethical protocols (informed consent,

anonymity, confidentiality, and debriefing) was adhered to.
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CHAPTER FOUR

RESULTS

4.0 Introduction

This chapter presents results of the study. Data from a total of 288 respondents were analyzed.
Results were presented based on responses from participants and caregivers and are illustrated in
tables and figures. Results were obtained from responses from a single hospital visit. Analysis

was done at the univariate, bivariate and multivariate levels.

4.1 Socio-demogr aphic characteristics of the Patients

The demographic characteristics of the patients are presented in Table 4. 1. The total sample size
used for the study was two hundred and eighty-eight (288), representing one hundred and forty-
four (144) for patients and a hundred and forty-four (144) for patients caregivers. These
constitute 50% for Patients and their caregivers equaly. Descriptive statistics for patients
reveded that there were 54 (37.5%) from Anti-Retroviral Therapy (ART) clinic, 35 (24.3%)
from Mental Health Unit (MHU), 36 (25%) from Diabetes clinic and 19 (13.2%) from the
physiotherapy department. Females recruited were 82 (56.9%) whilst males were 62 (43.1%).
Furthermore, mgority were Christians (66.7%), married (61.8%), with about 3-5 children
(38.2%), and ‘O/A’ level education (40.3%). Other further details about patients used in this

study are reported in Table 1.

Patients were asked whether they were currently ill and they responded as follows; 74.31% of
them said they were ill of one illness or another and 25.69% said they were not ill at that

moment.
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The patients were asked to list the illnesses that affect them if any and the following responses

were realized.

4.2 Sample Characteristics

Table 4.1 Socio-demographic Characteristics of the Patients

Variable N Percentage (%)
IlIness

HIV/AIDS 54 375
SCHIZOPHERENIA 35 24.3
DIABETES 36 25
STROKE 19 13.2
Total 144 100
Sex

Maes 62 43.1
Femaes 82 56.9
Total 144 100
Religion

Christian 96 66.7
Muslim 35 24.3
Traditionalist 12 8.3
Total 143 99.3
Marital Status

Single 26 18.1
Married 89 61.8
Separated 5 35
Divorced 4 2.8
Widowed 18 12.5
Total 142 98.6
Number of Children

None 29 20.1
1-2 36 25
35 55 38.2
Morethan 5 24 16.7
Total 144 100
Highest Educational L evel

No formal Education 74 514
‘O'/'A’Leve 58 40.3
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Undergraduate 4 2.8
Postgraduate 4 2.8
Total 140 97.2

4.3 Signs, Symptoms and Complaints about the Diseases

From the table 2, 9(6.25%) said they came because of the diabetes, 9(6.25%) aso complained of
having headaches, 7(4.86%) reported having palsy; weakness of limbs and 5(3.47%) also
reported dueto HIV/AIDS related symptoms. The rest of the responses can be seen in the table.

Table4. 2 : Presenting signs and symptoms

Diseases Complaints Frequency Per cent
Diabetes 9 6.25
Headache 9 6.25
BP 1 0.69
HIV/AIDS 5 3.47
Abdominal Upsets 3 2.08
Psychosis 2 1.39
Germs/Viruses 1 0.69
Poor Nutrition 3 2.08
Typhoid 1 0.69
Palsy ; Weakness of Limb(s) 7 4.86
Non-respondents 103 71.53
Total 144 100.0

4.4 Sour ce of Income of Respondents

From the table 4.3, respondents gave the varied avenues through which people had their daily
bread.47 (32.64%) of them get their income from family and friends, 35(24.31%) are through
savings, interest and dividends, 15(10.42%) income comes from pensions. The sources of

income are shown in table 3;

Table 4.3: Primary sour ce of income

Sour ces of income Frequency Per cent
Savings, interest dividends 35 24.31
Annuity 12 8.33
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Pension 15 10.42
\Veterans' benefits 13 9.03
Family and Friends 47 32.64
Job/ Salary 10 6.94
Social security 3 2.08
Business 9 6.25
Total 144 100.0

4.3 Socio-demogr aphic characteristics of the Caregivers

The demographic characteristics of caregivers are presented in Table 4.4. Descriptive statistics
reveded that majority of caregivers were currently employed (68.8%). More so, mgjority of their
relatives or neighbours lived with significant others/spouse (39.6%) before the sickness,
currently magjority lives with significant others/spouse (43.8%) in an apartment or home (95.1%).

Other descriptive stetistic details are also presented in Table

Table 4.4: Socio-demographic Characteristics of the Caregivers

Variable N Percentage (%)
Clinic/Unit/SELECTED DISEASE

Anti-Retroviral Therapy ( HIV/AIDS) 54 37.5
Mental Health Unit (Schizophrenia) 35 24.3
Diabetic Clinic ( Diabetes) 36 25
Physiotherapy (Stroke) 19 13.2
Total 144 100
Currently Employed

Yes 99 68.8
No 42 29.9
Total 141 97.9
Who was your relative/neighbour living with?

Alone 11 7.6
Friend/Room mate 3 2.1
Children 39 27.1
Parents 29 20.1
Significant Others/Spouse 57 39.6
In school 1 0.7
Total 140 97.2
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Who isyour relative/neighbour living with now?

Alone 4 2.8
Friend/Room mate 4 2.8
Children 33 229
Parents 40 27.8
Significant Others/Spouse 63 43.8
Total 144 100

Whereisyour relative/neighbour living now?
Apartment/home 137 95.1

Boarding house 2 14
Group home or Halfway home 4 2.8
Homeless 1 0.7
Total 144 100

4.5 Treatment Goals

From table 4.5, 92 (63.89%) of the respondents said good health for their relatives is what the
desired, 28(19.45%) wanted their relatives illnesses managed through constant medical care, aso
12 (8.33%) wants their relatives to be able to use the affected body part to work, whilst 3(2.08%)
wants to see their friends' blood Sugar level controlled and 1(0.69%) needed their relative's
stigmato be reduced.

Table 4. 5: Important treatment goalsfor your relative/friend/neighbor

Treatment Goal 1 Frequency | Percent
Good health 92 63.89
Manage ilIness by ensuring constant medical care 28 19.45
Good Hygiene 8 5. 56
Reduce stigma 1 0.69
Control sugar level 3 2.08
To be able to use the affected body part( hands, legs etc) 12 8.33
Total 144 100.0

From the table 4.6, 63 (43.76%) of the caregivers desired that complications should be prevented

or controlled for their relatives, whilst 29(20.14%) wants their neighbors to be able to associate
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with others without stigma, 26 (18.06%) also wants good nutrition and the ability to be able to
manage their diet well.

Table 4.6: Important treatment goalsfor your relative/friend/neighbor

Treatment Goal 2 Frequency | Percent
Nutrition; diet management 26 18.06
Prevent complication/control illness 63 43.76
/Associate with others and to avoid stigma 29 20.14
Reduce stigma 5 3.45
To be able to walk and use hands to work 21 14.59
Total 144 100.0

The third goal that the caregivers wish for their relatives is that they should be educated on their
illnesses, 63(43.75%), adso 32(22.22%) wants good nutrition and personal hygiene maintained,
29(20.14%) wants the psychologica well-being of their neighbors and to be able to integrate into

society. The caregivers also wants their relatives to be able to speak well again, 12(8.33%) and

UNIVERSITY FOR DEVELOPMENT STUDIES

8(5.56%) of them wants to see their neighbors perform their daily activities.

Figure 4.2 Treatment goals
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Figure4.3: Treatment goals

4.6 Role of money on the Quality of life

Figure 4.4 represents the views of the caregivers concerning the role of money on their relatives
quality of life. About 43.75% believe money is extremely important, 36.11% of them think
money is moderately important, 11.8% of the caregivers believe it is mildly important, 5.56%
thinks it is dlightly important and 2.78% sees money not to be important in determining their

relative’s quality of life.
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Figure 4. 3 Role of money

Never
i 278
slightly
I 556
mildly H Role of money2
R
i M Percectage
moderately
" 3611
extremely
m 43.755

0 10 20 30 40 50

4.7 Role of Work on Occupational Activities
Figure 4.5 shows the views of the respondents on the impact of work, school and other
occupationa activities on their QOL.88 (61.11%) of them see these factors to be moderately

important,24(16.67%) sees them to be extremely important, whilst 19(13.10%) view those

g UNIVEERSITY FOR DEVELOPMEINT STUDIES
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factors as mildly important.

56



g UNIVERSITY FOR DEVELOPMENT STUDIES

www.udsspace.uds.edu.gh

Role of work, school and other occupational activities
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Figure 4.4 Role of work, school and other occupational activities

As to friends, family, people, relative/neighbor’'s time with patient being a determinant,
38(26.39%) of the respondents believe it was extremely important, 79(54.86%) thinks it was

moderately important. The other views can be seenin table 4.7.

Table 4.7: Friends, family, peoplereative/friend/neighbor's spends time with

Time spent with
_ _ ) Frequency Per cent

Friends/Relatives/Neighbors

Not important 2 1.39
Slightly important 10 6.94
Mildly important 15 10.42
Moderately important 79 54.86
Extremely important 38 26.39
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Total 144 100.0

g UNIWVEERSITY FOR DEVELOPKMENT STUDIES
A~ 4

Mental health according to 72(50%) of the care givers believes it moderately determines the QoL
of their relatives. Also 50(31.72%) of them think mental health extremely determines one's QoL,

whereas 16(11.11%) thinksit is mildly important and 6(4.17%) believe it is slightly important.

Role of mental health
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W Responses M Percentage

Figure 4.5: Role of mental health

Caregivers were asked as to what they will now want to be done for their neighbors and these
were some of the responses;59 (40.975%) of them want drugs to be provided since most of them

relied on that, 39(27.08%) of them also wants their relatives to be educated on the importance of
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reviews and prescriptions,whilst 33(22.92%) of carers wants them to be well and fit well in

society and 13(9.03%) of them wants their relatives exercises to be intensified.

Table 4.8: Important needs

Additional care/support Frequency Per cent
Provide drugs for them 59 40.97
Educate him/her on importance of review/prescription 39 27.08
For himto fit well in society 33 22.92
Intensify exercise 13 9.03
Total 144 100

4.9 Objective 1: Differences between patients and caregiversillness perception

According to Table 4.9, caregivers (M = 171.50, SD = 12.45) had significantly more scores
(total) than the patients (M = 166.62, SD = 15.29) on illness perception [t (286) = 2.966, p =
.003]. At the subscale level, it was found out that there was no significant difference between
caregivers view about illness and patients view about illness [t(286) = 1.843, p = .066].
However, caregivers had significantly more scores (M = 46.12, SD = 9.70) than the patients (M =
43.31, SD = 9.52) on possible causes of the illness [t (286) = 2.483, p = .014]. Therefore, the
objective that a significant difference would exist between caregivers and patients on illness

perception was supported by the data.
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Table 4. 9: Means and Standard deviations of Patients and Caregivers perception on

[lIness
Respondents  Variables N M SD df t Sig
Caregivers Views about 144 12538 7.11 286 1.843 .066
Patients illness 144 12332 11.39
Caregivers Possible Causes 144 46.12 9.70 286 2483 .014
Patients 144 4331 9.52
Caregivers Total 144 17150 1245 286 2966 .003
Patients 144 166.62 15.29

Objective 2: Differencesin illness per ception among the four conditions

Results in Table 4.10 indicated that there are differences between the Means (and Standard

Deviations) of patients from the four different conditions. However, these differences were

subjected to testing using the inferential statistics, One-Way ANOVA to find out whether a

significant difference exists. The results are shown in Table 4. 11.

Table 4.10: Means and Standard deviations of Patients of different Conditions on Illness

Per ception
Variables HIV/AIDS SCHIZOPHRE | DIABETES | STROKE
NIA
M SD M SD M SD M SD
Viewsabout illness | 129.98 | 10.74 | 118.26 | 14.08 | 113.47 | 7.87 | 120.53 | 9.60
Possible Causes 40.35 6.53 5091 | 11.14 | 4200 | 879 | 40.89 | 6.92
Total [llness | 167.33 | 14.77 | 169.17 | 20.68 | 155.47 | 10.82 | 161.42 | 11.88
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Per ception

Results revealed that in total, there was a significant difference between the four illness
conditions on illness perception [F (3, 140) = 14.392, p = .000]. At the subscale levels too there
was a significant difference between the four conditions on Views about illness [F (3, 140) =
4.523, p = .005] as well as Possible Causes [F (3, 140) = 13.638, p = .000]. The Scheffe post hoc
test was used to find out the exact differences between the groups. It was revealed that for views
about illness, HIV/AIDS patients have more significant scores than Schizophrenia patients. For
causes of illness, it was revealed that HIV/AIDS patients have more significant scores than
Schizophrenic patients whilst Schizophrenic patients have more significant scores than Diabetes
patients. In total, Schizophrenic patients have more significant scores than Diabetes patients.
Hence, the objective that different group of patients would have different perception about their
illness was supported by the data.

Table 4. 11: Sum of squares and Mean squar e of Patients of different Conditionson IlIness
Per ception

Sum of Mean Scheffe Post Hoc
Squares Df Square F Sig. Comparison
Views about HIV/AIDS >
1616.513 | 3, 140 538.838 4523 | .005
illness SCHIZOPHRENIA
Possible Causes HIV/AIDS >

SCHIZOPHRENIA,
2934.903 | 3,140 978.301 | 13.638 | .000
SCHIZOPHRENIA,

> DIABETES
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Total  lllness SCHIZOPHRENIA,
3274.730 | 3,140 991.577 | 14.392 | .000
Per ception > DIABETES

Results in Table 4.12 indicated that there are differences between the Means (and Standard
Deviations) of patients with chronic conditions from the four different illness conditions.
However, these differences were subjected to testing using the inferential statistics, One-Way
ANOVA to find out whether a significant difference exists. The results are shown in Table 4.13.

Objective 3: Differencesin quality of life of patients

Table 12: Means and Standard deviations (SD), Comparing quality of life of patients
suffering from selected chronic diseases

Variables HIV/AIDS Schizophrenia Diabetes Stroke
M SD M SD M SD M SD
Physical 24.70 | 3.89 2391 | 2.78 23.14 | 3.74 2216 | 4.25

Psychological 20 3.19 2037 | 261 1942 | 3.30 1958 | 3.53

Social 943 | 234 974 | 2.36 10.17 | 1.80 9.68 1.8

Environment 25.28 | 4.46 2549 | 4.96 26.36 | 3.86 25.95 | 447

Total 79.41 | 11.92 7951 | 11.32 79.08 | 9.97 77.37 | 12.39

Results revealed that in total, there was no significant difference between the four conditions on
patients' quality of life (QoL) [F (3, 140) = 0.175, p = .913]. At the subscale levels too there was
no significant difference between the four illness conditions on Physical QoL [F (3, 140) =
1.772, p = .054], Psychological QOL [F (3, 140) = 0.633, p = .595], Social QOL [F(3, 140) =

0.855, p = .466] and Environmental QOL [F(3, 140) = 0.473, p = .702]. Therefore, the objective
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that different group of patients would have significantly different quality of life was not

supported.

Table 13: Sum of squares and Mean squar e of Patients of different conditions on Quality of
Life

Domain Sum of Squares df Mean Square F Sig.
Physica 111.492 3, 140 37.164 1.772 054
Psychological 18.669 3, 140 6.223 .633 595
Sociad 11.894 3, 140 3.965 .855 466
Environmental 28.108 3,140 9.369 473 702
TOTAL 68.049 3, 140 22.683 175 913

g UNIVERSITY FOR DEVELOPMENT STUDIES

Results in Table 14 indicated that there are differences between the Means (and Standard
Deviations) of caregivers from the four different illness conditions. However, these differences
were subjected to testing using the inferential statistics like the One-Way ANOVA to find out

whether a significant difference exists. The results are shown in Table 15

Objective 4: Differencesin caregiversillness perceptions of patients

Table 14 : Means and Standard deviations of Caregiver of different conditionson I1iness Per ception

Variables HIV/AIDS SCHIZOPHRE | DIABETES STROKE
NIA

M SD M SD M SD M SD

Views about | 127.46 | 6.96 12471 | 6.11 | 123.72 | 7.11 | 123.84 | 8.25
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illness

Possible Causes 42.69 9.28 53.20 6.19 | 4411 | 9.06 | 46.63 | 10.97

Total Illness| 170.15 | 1249 | 17791 | 9.72 | 167.83 | 10.46 | 170.47 | 16.37

Per ception

Results in Table 15 revealed that in total, there was a significant difference between the four
different conditions on caregivers perception of illness [F (3, 140) = 4.735, p = .004]. At the
subscale levels too there was a significant difference between the four diseases on Views about
illness [F (3, 140) = 2.687, p = .049] as well as Possible Causes [F (3, 140) = 10.875, p = .000].
The Scheffe post hoc test was used to find out the exact differences between the groups. It was
revedled that for views about illness, HIV/AIDS caregivers have more significant scores than
Diabetes caregivers. For causes of illness, it was revealed that Schizophrenia caregivers have
more significant scores than HIVV/AIDS caregivers as well as Schizophrenia caregivers having
more significant scores than Diabetes caregivers. In total, Schizophrenia caregivers have more
significant scores than HIV/AIDS caregivers and Diabetes caregivers. Hence, the objective that
different group of caregivers would have different illness perception was supported by the data.

Table 15: Sum of sguares and Means squares of Caregivers of different conditions on
I lIness Per ception

Sum of Mean Scheffe Post Hoc Comparison

Squares Df Square F Sig.

Views HIV/AIDS>Diabetes
31
about 393.676 131.225 2.687 .049
140
illness

Possible 2541.768 3, 847.256 10.875 .000 SCHIZOPHRENIA>HIV/AIDS
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Causes 140 SCHIZOPHRENIA >Diabetes

Total SCHIZOPHRENIA>HIV/AIDS,
3,

[lIness 2042.705 680.902 4735 .004 SCHIZOPHRENIA >Diabetes
140

Per ception

Objective 5: Differencesin caregivers quality of life

Table 16 : Means and Standard deviations of Caregivers of different conditions on Quality of

Life
Variables HIV/AIDS SCHIZOPHR DIABETES STROKE
ENIA
M SD M SD M SD M SD
Service 2687 227 2697 270 26.03 265 2553 270

Family Assistance 29.43  8.68 2877 7.36 3125 8.87 3142 857

Life Activities 3944 270 4157 3.25 4164 4.70 39.74 3.89

Total 95.74 951 9731 856 98.92 1118 96.68 12.08

Results in Table 16 indicated that there are differences between the Means (and Standard
Deviations) of caregivers from the four different illness conditions. However, these differences
were subjected to testing using the inferential statistics, One-Way ANOVA to find out whether a

significant difference exists. The results are shown in Table 17.
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Results in Table 17 revealed that in total, there was no significant difference in quality of life

(QOL) among four conditions of caregivers [F(3, 140) = 0.728, p = .537]. At the subscale levels

too there was no significant difference between the four illness conditions on Service QOL [F(3,

140) = 2.145, p = .097] and Family Assistance QOL [F(3, 140) = 0.778, p = .508]. However,

there was a significant difference between caregivers on Life Activities QOL [F(3, 140) = 4.113,

p = .008]. The Scheffe post hoc analysis revealed that Diabetes caregivers have more significant

scores than ART caregivers. Nevertheless, the objective that different group of caregivers would

have significantly different quality of life was not supported.

Table 17: Sum of squares and M ean squar e of Caregivers of different conditions on Quality

of Life
Sum of Mean Scheffe Post Hoc
Squares df Square F Sig. Comparison
Service 41.220 3,140 13740 2145 .097 -
Family Assistance  165.216 3,140 55.072 .778 .508 -
Life Activities Diabetes >
157.765 3,140 52588 4.113 .008
HIV/AIDS
TOTAL 222982 3,140 74327 728 537 -
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CHAPTER FIVE

DISCUSSION OF RESULTS

5.0 Introduction

This study aims primarily to describe the quality of life of people living with chronic diseases. It
explored the perceptions of the victims and their relatives of the chronic diseases. This study
tested five objectives in its quest of examining illness perception and quality of life of patients
and their caregivers.

Medication alone is not sufficient to meet the needs of these patients. The demands of caregiving
for mentally ill patients are problematic, as caregivers often have to grapple with the societal
stigma associated with mental illness, emotional stress caused by caring for asick relative or the
symptoms associated with a family member's illness, and the combined emotiona and physical
stress caused by the actions and/or attitudes of patients. In some cases, there is aso a cost factor
incurred by treatment. These demands have been described as burdens by Gibbons and

colleagues (Gibbons et al.1984)

5.1 Differences between patients and car egiversillness perception

Difference in illness perception between patients and caregivers could either have a positive or
negative influence in managing and coping with the illness condition. For instance in a case
where a caregiver has a poor perception about the patient’s illness condition, thereis likely to be
poor psychological capacity to manage and cope with the illness. Also, patients with poor
perception of their illness condition are likely to face challenges psychologically and emotionally
managing and coping with the iliness. A condition could be well managed by medication but if

the patient is not well poised with the right illness perception, managing and coping with the
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condition will be difficult. The inability of a patient to psychologically reconcile with his/her
illness condition or the inability of a caregiver to do so could worsen the illness state. Thereisa
saying that there is no health without mental well-being. This is aso plausible considering the
WHO definition of health which emphasizes on mental well-being.

The implication of the findings from this study is that, irrespective of the difference in illness
perception both caregivers and patients should have a sound perception of the patient’s illness
condition. However, the difference shouldn’'t be ignored because it could lead to difference in
ideology and efforts in managing and coping with the condition. This could probably result in
conflicting efforts in managing the illness.

Though the study reveals a difference in illness perception, factors that might account for the
difference was not investigated since that wasn't within the scope of the study. It is however
worth investigating for any existing factors that could account for the difference.

The implication of difference in illness perception aso applies to the differences ascertained
among the four illness conditions. As the results indicate, there is a difference in illness
perception of caregivers as well as patients among the four illness conditions. This implies that,
different illness conditions present different perceptions. It therefore means that patients and
caregivers illness perception could vary depending on the illness condition they are dealing with.
Though factors surrounding the difference have not been explored in this study, it is worth noting
that the difference in illness perception among the four conditions may require different
psychological management and coping mechanisms. Results from the post hoc test indicate the

specific differences among the four conditions.
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Caregivers had significantly more scores (total) than the patients on total illness perception as
well as the possible causes of illness at the subscale level but there are no differences for views
about illness.

Thisisin line with several studies which demonstrated that caregivers feel burdened more than
their relatives as shown in the literature; Most people living with HIV/AIDS find it challenging
to attend to daily tasks of living, participate in moderate to vigorous physical activities, or have
sufficient energy or vitality to engage in an active social life while managing HIV/AIDS. Fatigue
or low energy has been associated with both physical and psychological morbidity (Breitbart et
al, 1998) and poor QOL (Zinkernagel et al, 1999) in persons with HIV/AIDS. In addition, fatigue
and a CD4 T-cell count less than 500 are associated with physical limitations and disability
(Ferrando et al, 1998). Among HIV-positive patients, disease progression is related to decreasing
energy and increasing difficulties with daily activities and pain (Sarna et al, 1999).

Boye et al (2001) prospectively examined the relationship between relatives distress and
patients' symptoms and behaviors, but no clear relationship emerged between PANSS total score
and the relatives’ distress. High levels of emotional distress and burden were observed by
(Ukpong, 2006) in the caregivers of schizophrenia patients in Nigeria which were significantly
associated with positive and negative symptoms of schizophrenia.

Treatment-related worries and concerns about physical limitations and pain were also more
common among partners.

There are significant differences between patients’ illness perception and caregivers perception
in symptoms like, weight loss, fatigue, headaches, upset stomach, sleep difficulties, dizziness and
loss of strength. There are also differences in views about duration of illness, seriousness of

condition, impact of illness on self and others, serious financia consequences, effect of
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treatment, understanding the illness, emotions about the illness and the variations in the

symptoms.

5.2 Differencesin Patients' illness perception

Many researchers have described living with chronic illness, including Michael (1996) who
reports how patients with chronic illnesses have integrated these into their lives. Rush deals with
themes such as being confronted with losses, which implies not functioning as well as before,
and being confronted with changed affinity with others; as well as a fluctuating feeling, which
term describes a mix of frustration, guilt, anger and fear; and changed routines which lead to
dilemmas about identity conflicts related to meeting the demands. Finally, control over an
altered life situation, which includes support, learning about the disease, fighting against or
striving to cope with the demands and making the illness meaningful, helps people to integrate
the disease (Michael, 1996). These views about the illnesses were evident in this study as they
were dominantly mentioned both by the patients and their caregivers. Due to lengthy disease
processes and absence of cure, patients may perceive chronic timeline to be an inherent part of
their illnesses. Therefore patients may have adjusted their behaviors to manage the duration and
subsequent impact of their illnesses on physical quality of life. It is also possible that other
multiple factors influence physical quality of life and that timeline might have been outweighed

by physical symptoms.

5.3 Differencesin Patients quality of life.
In total, there was no significant difference among the patients' quality of life as well as at the
subscale levels too. This implies that none of the patients with the four diseases seem to have

significant differencesin their views about the concept, quality of life.
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The results clearly indicate no significant difference in overall mean scores on the quality of life
among patients of the four illnesses. However, caution should be taken when interpreting this
since the study hasn’t further done any analysis to control for other factors such as age, sex,
occupation, and so on. This is because QoL is a multidimensional concept (WHOQOL Group
1995, Harrison et a. 1996, Haas 1999, Moons et a. 2006). This study is therefore however with
the recognition that other potential factors as mentioned above are worth considering when
assessing an individual’s QOL. Though there hasn’t been a significant difference in overall mean
scores, the various domains of the QOL assessment present different mean scores among
patients. Generally, the social domain scored the lowest for all four categories of patients, with
the lowest being HIV/AIDS with a mean score of 9.43 and the highest being Diabetes with a
mean score of 10.17. The implication here is that, considering the QOL of all the four categories
of patients, they perform least in terms of their satisfaction concerning their socia life. The
highest score for diabetes could be due to the fact that, diabetic patients are largely not
stigmatized or not incapacitated depending on the level of illness. The lowest score for
HIV/AIDS is in line with existing evidence from similar studies (Bello and Bello 2013; Rao et
a., 2012; Folasireet al, 2012). This could be tied to issues of stigma (including self-stigma) and
other possible factors. Stigma draws an individual from socia life to an extent, which
subsequently contributes to diminishing their QOL. This is in line with existing evidence that
explain the link between socidl life, stigma and QOL (Rao et al., 2012 & Folasire et a , 2012).
This implies that healthcare and other service providers for HIV/AIDS patients should provide

services with recognition that, social support plays akey rolein QOL improvement.

In terms of the physical domain, stroke patients recorded the least mean score, whiles the

HIV/AIDS patients recorded the highest score. This outcome is not so surprising since stroke
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patients are obviously physically incapacitated which is mostly not in the case of HIV/AIDS
patients. Physical limitations of an individual incapacitate them in carrying out their normal daily
functions. The implication is that, the QOL of the individua is affected to some extent. It is
therefore worth recognizing that, people with low physical scores on quality of life should be
handled in away so as to enable them realize to a satisfactory level, their physical capabilities. In

some situations, such patients need close assistance in their daily lives.

For the environment domain, HIV/AIDS patients recorded the lowest score whilst Diabetes
recorded the highest score. This is somewhat surprising because one would expect the stroke
patients to have recorded the lowest score, since they may be more likely to find it physically
challenging to interact with the physical environment. However one could link the low score for
HIV/AIDS group to issues of the socia environment. This is because having a problem with the
social environment could possibly affect ones judgment on how they perceive their interaction
with the physical or general environment. For instance the issue of stigma among HIV/AIDS
patients could limit their interaction with the physical or general environment. In such cases,
HIV/AIDS patients should be given much social support as well as counselling to enable them

interact fully with their physical or genera environment.

With the psychological domain, the diabetes group scored lowest whilst the Schizophrenia group
scored the highest. The high score for schizophrenia (as compared to the others) may need to be
interpreted with caution since some other studies show that, some individuas can rate
themselves as healthy individuals (Moons et al. 2005). An explanation for the surprisingly high
score for the psychological domain for schizophrenia may be that, many patients with
schizophrenia have poor insight into the presence of their illness (Lincoln et al. 2007, Picchioni
& Murray 2007). The lowest score for diabetes may not be surprising because a study suggests
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that, diabetes could strongly affect the physical and psychological domains as compared to the
other domains (Eljedi et a, 2006). The implication of the psychological domain scores for al the
illness groups is that, psychologica therapy should not only be limited to mental patients.
Effectively managing diabetes therefore has to be with the recognition that patients need

psychological support especially in coping with theillness.

Overal, one can see that despite the little differences in scores, these differences are not
statistically significant. The results also generally show low scores for al the QOL domains. It
therefore brings to mind the fact that, any of these illnesses could affect an individual’s QOL.
Though other studies might find some significant difference in QoL among these illnesses, this
study does not establish any significant difference. One should however bear in mind that, the
level of illness in terms of duration could account for any difference in QoL among various
illnesses. Various studies conducted indicate that as HIV infection progresses, it affects the QoL

of theindividua (Bourgoyne & Saunders 2001, Costa et a 2003).

Another explanation for research findings related to satisfaction with QoL is that patients have
adapted their standards of QoL downwards (Becker et al. 2005, Katschnig, 2006). Various
studies conducted across the globe which report that as the HIV infection progresses, it affects
the QoL of the individual (Bourgoyne & Saunders 2001, Costa et al 2003). Various factors apart
from physical and menta health like employment status, age, gender, income, education, HIV
stage, severity of HIV infection, and similar others are found to impinge on the QoL of PLHIVs

(Cleary et d ,1993; Cowdery & Pesa, 2002).

In line with the above research, the study came out with the following as important for the QoL

of the patient; Friends, family, people relative/friend/neighbor's time spent, work ,school and

73



UNIVERSITY FOR DEVELOPMENT STUDIES

>

o

3

k<— J

i

www.udsspace.uds.edu.gh

other occupational activities, the mental stability of patient and having enough money. Holding
down ajob certainly has a positive influence on the perception that an individual has of his or her
role in society and it contributes towards improving self-esteem, which is considered to be an

important aspect of QOL (Bohlke et al., 2008).

5.4 Differencesin Caregivers perception about neighbour’sillness

According to the research, caregivers of the HIV/AIDS patients had significantly more different
views about their patients’ illness than those of diabetes. This is not surprising as stigma is so
much associated with HIV/AIDS and most of them believe there is no cure and they therefore
wait to die. Depending on the stage of the disease, the symptoms can be so devastating especialy
when the care is not adequate. Diabetes patients see the illness as one of the several diseases just
as their caregivers once they are capable of managing their lives especially the diet and
medication. Caregivers mostly adjust to the new life of the relative or spouse and are of immerse
help to the patient. Some of them even act as treatment supporters.

On the possible causes of the conditions, mental health caregivers perceive the causes of the
illness more significantly than the rest of the illnesses. Patients with menta illness usually
attribute the causes of their condition to different factors due to the lack of insight into their
conditions like the halucinations, delusions and illusions. The reverse is true of the other
illnesses as they can easily recount the real causes of their predicament. These thoughts of theirs
are difficult to be erased by their caregivers making some of them to fall prey to such ideations.
Compared to findings with healthy subjects (Moons et al.2005) patients named heath much
more often as the important QoL area as was seen that 70% of the carers saw mental health to be

moderately important in their relatives' recovery. This is not surprising, since schizophrenia is
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one of the most serious and disabling mental disorders (Mueser & McGurk 2004, Picchioni &

Murray 2007).

In a study by Freeman and Simmons (1963), they observed that severe mental symptoms were
most upsetting for the family members because the emergence of symptoms predicted re-
hospitalization. A significant degree of symptom tolerance was noted by Creer and Wing (Creer
Wing 1975) abeit at a great dea of internal distress and family burden: Physical, emotional and
financial. The commonest distressing behaviors noted were those related to social withdrawal

and other negative symptoms.

5.5 Differencesin Caregivers quality of life

In total, there was no significant difference among the four disease conditions of caregivers on
quality of life (QOL) and at the subscale levels too except for Life Activities QOL which
reveded that Diabetes caregivers have more significant scores than HIV/AIDS caregivers.
However, there was a significant difference between caregiverson Life Activities QOL .Patients
QOL score was lower than caregivers', but the difference was not statistically significant. This
isin line with a study by Unruh et al, 2004 who found no significant difference between patient
and genera population in QOL scores. Perhaps the most striking research finding is a tendency

for the partner's quality of life to be worse than that of the patient.

Partners of stroke patients found that the physical dependency, cognitive and communication
deficits and psychological symptoms of their spouses meant that the spouse ‘was not the same
person’. This led to partners describing a decrease in their marital satisfaction although, by

contrast, most patients claimed they had no marital difficulties (Bethoux, et al, 1996).
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Sexual satisfaction was mentioned by some caregivers in the study to be decreased as they spend

most of their time battling with the symptoms of theillness.

Caregivers perceptions of caregiving in the study were comparable to other studies with
caregivers of stroke survivors [Grant et a , 2000]. These findings also add to the literature in
demonstrating that caregiving can be a positive experience for some ( McKevitt et al, 2009,
Schulz et a , 2007, Kinney et al, 1995) and that both rewards and burdens can co-exist [Grant

et d, 1998].

Research directed toward an understanding of relationship factors that influence positive and
negative role perceptions and caregiver outcomes are particularly important for designing
interventions to promote the well-being of both members of the dyad.HRQoL is a
multidimensional construct that consists of at least three broad domains — physical,
psychological, and social functioning — that are affected by one’s disease and/or treatment

(Sprangers .2002):

Interestingly, most of the patients 82(56.9%) in the study were females. This significant finding
speaks to a larger sociocultural issue, an unwritten code in Jamaica that says ‘Women are
nurturers and carers and that ‘If there is a disabled child in the family, he or she is the
responsibility of femae family members, and in the case of a child, a grandparent.” This
unwritten code requires further exploration, but the latter half of this code in particular underpins

the stigmathat is often directed at the disabled and their caregivers by community members.
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CHAPTER SIX

6.1: MAIN FINDIINGS

The implication of the findings from this study is that, irrespective of the difference in illness
perception both caregivers and patients should have a sound perception of the patient’s illness
condition. However, the difference shouldn’'t be ignored because it could lead to difference in
ideology and efforts in managing and coping with the condition. This could probably result in

conflicting efforts in managing the illness.

It therefore means that patients and caregivers illness perception could vary depending on the

illness condition they are dealing with.

Due to lengthy disease processes and absence of cure, patients may perceive chronic timeline to
be an inherent part of their illnesses. Therefore patients may have adjusted their behaviors' to

manage the duration and subsequent impact of their illnesses on physical quality of life.

The results clearly indicate no significant difference in overall mean scores on the quality of life
among patients of the four illnesses. Overall, one can see that despite the little differences in
scores, these differences are not statistically significant. The results also generally show low
scores for all the QOL domains. It therefore brings to mind the fact that, any of these illnesses
could affect an individual’s QOL.

In total, Mental Health Unit (MHU) caregivers have more significant scores than Ante-Retroviral

Therapy (ART) caregivers and Diabetes clinic caregivers [F(4.735),p=0.004].

In total, there was no significant difference between the four clinics of caregivers on quality of
life (QOL) and at the subscale levels too except for Life Activities QOL which revealed that
Diabetes clinic caregivers have more significant scores than ART caregivers. However, there
was a significant difference between caregivers on Life Activities QOL [F (3, 140) = 4.113,p =
.008]. Patients QOL score was lower than caregivers’, but the difference was not statistically

significant.
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CONCLUSION

The study demonstrated that the perception of illness and quality of life differs between
patients and their family caregivers; this implies that people will have different views about

illness depending on the type of condition they are suffering from. Care must be taken when

handling them.

A condition could be well managed by medication but if the patient is not well poised with

the right illness perception, managing and coping with the condition will be difficult.

The support given by caregivers positively affects the QoL of patients as they help the
patients in their daily activities, as well as helping them solve the financia problems. Some

are also supported psychological and emotionally to able to integrate well into society.

Caregivers desire to see their neighbors relate well in society, have good menta health, and
healthy lifestyle coupled with the carers’ having a bigger say in the decision making process
of the patient’s care. This can be achieved if all the stakeholders play their part to bring about
a comprehensive care to the patient and relieving the caregivers too from the burden they go

through.

The results clearly indicate no significant difference in overall mean scores on the quality of
life among patients of the four illnesses. However, caution should be taken when interpreting
this since the study hasn't further done any analysis to control for other factors such as age,

sex, occupation, and so on.
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SUMMARY OF FINDINGS, CONCLUSION AND RECOMMENDATIONS

6.0 Introduction

The main objective of this research is to assess the Quality Of Life (QOL) of patients and their

caregivers. An assessment of the perceptions of sufferers of chronic diseases and had the

following specific objectives,
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1.

To examine whether patients illness perception will be significantly different from
caregivers perception.

To determine whether different group of patients would have different perception about
their illness.

To explore whether different group of patients would have significantly different quality
of life.

To examine whether different group of caregivers would have significantly different
perception about their relatives/neighbours’ illness

To determine whether different group of caregivers would have significantly different

quality of life.

6.2 Recommendations

Based on the findings of the study, the following recommendations are made;

In order to improve the QOL of both patients and their caregivers on chronic illness, the
government and Non-Governmental Organizations need to support these groups of
people in terms of communication such as devel oping special support groups that consists
of patients, caregivers as well as health staff. They can share their knowledge,

experiences, ways to handle crisis, improve treatment compliance, and many more.
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It is recommended that clinical psychologist should be involved in the management of
chronic diseases. The management of chronic diseases should not be left in the hands of
clinicians alone because the study found that emotional and psychological trauma are
associ ated with these diseases.

Hospitals should aso consider adopting the mobile or home-based treatment modules for
people living with chronic diseases. This will help to reduce the anxiety and the

economic cost of transportation to health facilities every week or at scheduled days.

There is the need for treatment and follow-up as well as improvement in family
intervention programs delivered by health services. These factors should be considered in
future research in this area. Program design should take into account socio-cultural
characteristics of the population attending a health service. Efficacy of such interventions
needs to be proved since they could be beneficial not only for the patients, but also for the

caregivers.

6.3 Suggestions for Further Research
Further research should be conducted to assess the contributions of the spouses/caregiver’'s
perceptions of theillness that may be associated with outcomein chronically ill patients and their

partners.

6.4 Limitations of the Study

a. Medicaly diagnosed chronic illness patients who did not attend their disease units

were not included in the study due to difficulty in locating them.

b. The study is cross-sectional; therefore, direction and causation among variables

cannot be established. Longitudina data would alow for the assessment of
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potential mediators to explain the relationship among independent and dependent

variables.
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Questionnaire—PATIENTS

| am a student from UDS offering MPHIL programme in community Health and Development.

I am conducting a health facility based study to assess the Quality of Life (QOL) and illness
perceptions of patients and their informal caregivers with chronic diseases so as to inform policy
and development partners. Due to your experience and position you have been chosen to

participate in the study.

All the information you provide will be handled in a strictly confidential manner. You do not
have to reveal information that makes you uncomfortable if you do not want to, but if you are
willing to share your experiences; it will be very helpful to me in understanding issues relating to

chronic illnesses within the facilities.

Background Characteristics

This questionnaire asks for your views about your health status and quality of life. Please begin

by
Providing the following information about yourself. Please check (') the best answer.

1. Age

2. Sex:

3. Rdigion:  Christianity [ ] Musim [ ] Traditionalist [ ]

Others

4. What isyour current status: Single[ ] Married [ ] Separated [ ] Divorced [ ] Widowed [

]

5. How many children haveyou given birth to?
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None[ ] 1-2[] 3-5[ ] Morethan5[ ]

6. Highest Educational Level Attained: Noformal () 'O'levelsor GCSEs( ) 'A'level or
Higher School Certificate Diploma () Undergraduate ( ) Postgraduate ( )

7. Areyou currently ill? YesNo

8. If something is wrong with your health what do you think it is? illness/

problem

9. What is your religious affiliation? Please check () the most appropriate answer.

Catholic Muslim
Jewish Other specify:
Protestant None

10. Who do you currently live with? Please check () the most appropriate answer.

Living alone Other, please explain:

Living with spouse and/or children
Living with non-relative

11. What is your current living arrangement? Please check () the most appropriate answer.

Living in own home Living in an institution
Living in an apartment Living in an assisted living facility
Living in aboard and care facility Other, please explain:
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12. What is your primary source of income? Please check () all that apply.
__ Savings, Interest Dividends__ Annuity

Pensions  Veterans' Benefits

Family and Friends__ Disability Insurance
__ StocksandBonds  Job

Social Security Other, please specify:

APPENDIX 2: WHOQOL-BREF

The following questions ask how you feel about your quality of life, health, or other areas of
your life. | will read out each question to you, along with the response options. Please choose
the answer that appears most appropriate. If you are unsure about which response to giveto a

guestion, the first response you think of is often the best one.

Please keep in mind your standards, hopes, pleasures and concerns. We ask that you think about

your lifein thelast four weeks.

Neither
Very
Very poor Poor poor nor Good
good
good
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1. 'How would you rate your
1 2 3 4 5
quality of life?
Neither
Very satisfied Very
Dissatisfied Satisfied
dissatisfied nor satisfied
dissatisfied
2. How sdisfied are you
1 2 3 4 5
with your health?

The following questions ask about how much you have experienced certain things in the last

g_ UNIVERSITY FOR DEVELOPMENT STUDIES

four weeks.
A An
Very
Not at all A little | moderate extreme
much
amount amount
3. |To what extent do you feel
that
Physicdl pain prevents 5 4 3 2 1

you from doing what you

need to do?

4. |How much do you need any
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Medical treatment to 5 4 3 2 1
function in your daily life?
5. |How much do you enjoy life? 1 2 3 4 5
6. |To what extent do you fedl
1 2 3 4 5
your life to be meaningful ?
A
Very
Notatall | Alittle | moderate Extremely
much
amount
7. |How well are you able to
1 2 3 4 5
concentrate?
8. |How safe do you fedl in
1 2 3 4 5
your daily life?
9. |How hedthy is your
1 2 3 4 5
physical environment?

@ UNIVERSITY FOR DEVELOPMENT STUDIES

The following questions ask about how completely you experience or were able to do certain

things in the last four weeks.

Notatal | Alittle | Moderately, Mostly | Completely

10. | Do you have enough energy

for everyday life?

11. Areyou able to accept your 1 2 3 4 5
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bodily appearance?
12. 'Have you enough money to
1 2 3 4 5
meet your needs?
13. |How available to you isthe
information that you need 1 2 3 4 5
in your day-to-day life?
14. | To what extent do you have
the
Opportunity  for leisure 1 2 3 4 5
activities?
Neither
Very
Very poor Poor poor nor Good
good
good
15. |How well are you able to get
1 2 3 4 5
around?
Neither
Very Very
Dissatisfied | satisfied | Satisfied
dissatisfied satisfied

nor
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dissatisfied

16.

How satisfied are you

with your sleep?

17.

How satisfied are you
with

your ability to perform
your daily living

activities?

18.

How satisfied are you
with your capacity for

work?

19.

How satisfied are you

with yourself?

g UNIVERSITY FOR DEVELOPMENT STUDIES

20.

How satisfied are you with

your personal relationships?

21.

How satisfied are you with

your sex life?

22.

How satisfied are you with

the

support you get from your

friends?
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23.

How satisfied are you with
the conditions of your living

place?

24.

How satisfied are you with
your access to hedth

services?

25.

How satisfied are you with

your transport?

The following question refers to how often you have felt or experienced certain things in the last

@ UNIVERSITY FOR DEVELOPMENT STUDIES

four weeks.
Quite Very
Never Seldom Always
often often
26. |How often do you have
negative feelings such as 5 4 3 2 1

blue mood, despair, anxiety,

depression?

Do you have any comments about the assessment?
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[The following table should be completed after the interview is finished]

Raw Transformed scores*
Equations for computing domain scores
score 4-20 0-100
27. |Domainl (6-Q3) + (6-Q4) + Q10 + Q15 + Q16 +
Q17 + Q18
T+t +tT+t+T+1+ 7 a= b: c
28. |Domain2 Q5+ Q6+ Q7+ Q11 + Q19 + (6-Q26)
tT+f+t+ t+ T+ 7t a= b: c:
29. |Domain 3 Q20+ Q21 + Q22
T+t +t a= b: C:
30. Domain4 Q8+ Q9+ Q12+ Q13 + Q14 + Q23 + Q24
+Q25
t+f+t+ T+t +t+ 1+ 71 a= b c
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APPENDI X 3: ILLNESS PERCEPTION QUESTIONNAIRE (IPQ-R)
PATIENTSAND CAREGIVERS

YOUR VIEWSABOUT YOUR ILLNESS

Listed below are a number of symptoms that you may or may not have experienced since your
illness. Please indicate by circling Yes or No, whether you have experienced any of these
symptoms since your illness, and whether you believe that these symptoms are related to your
illness

| have experienced this This symptom is related
to
symptom sincemy illness my illness

Pain Yes No Yes No
Sore Throat Yes No Yes No
Nausea Yes No Yes No
Breathlessness Yes No Yes No
Weight L oss Yes No Yes No
Fatigue Yes No Yes No
Stiff Joints Yes No Yes No
Sore Eyes Yes No Yes No
Wheeziness Yes No Yes No
Headaches Yes No Yes No
Upset Stomach Yes No Yes No
Sleep Difficulties Yes No Yes No
Dizziness Yes No Yes No
Loss of Strength Yes No Yes No
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Weareinterested in your own personal views of how you now seeyour current illness.
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Please indicate how much you agree or disagree with the following statements about your
illness by ticking the appropriate box.

Vl EWSABOUT YOUR | L L NESS STRONGLY DISAGREE QEI;;EE:\TOR AGREE STRONGLY
DISAGREE DISAGREE AGREE
"L | My illnesswill lagt a short time
P2 | My illness is likely to be permanent rather
than temporary
| My illnesswill lagt for alongtime
P | Thisillnesswill pass quickly
I | expect to havethisillnessfor therest of my
Life
e My illnessis a serious condition
VIEWSABOUT YOUR ILLNESS | STRONetY | PIseRee | e o | “OFEE [ STRoNerY
DISAGREE DISAGREE AGREE
IP” | My illnesshasmajor consequenceson my life
| My illness does not have much effect on my
life
1P9

My illness strongly affects the way others see

me

P10

My illness has serious financial consequences

IP11

My illness causes difficulties for those who are

closeto me

P12

There is a lot which | can do to control my

symptoms

P13

What | do can determine whether my illness
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getsbetter or worse

P14

The course of my illness depends on me

IP15

Nothing | do will affect my illness

IP16

| havethe power to influence my illness

1P17

My actions will have no effect on the outcome

of my illness

1P18

My illnesswill improvein time

P19

There is very little that can be done to

improve my illness

1P20

My treatment will be effective in curing my

illness

P21 | The negative effects of my illness can be
prevented (avoided) by my treatment

P2 | My treatment can control my illness

P2 | Thereisnothing which can help my condition

P24 | The symptoms of my condition are puzzling
tome

P35 | My illnessisamystery tome

P26 | | don’t understand my illness

P27 | My illnessdoesn’t make any senseto me

P28 | | have a clear picture or understanding of my
condition

1P29

The symptoms of my illness change a great

deal from day to day
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1P30

My symptoms come and go in cycles

1P31

My illnessisvery unpredictable

1P32

| go through cycles in which my illness gets

better and wor se.

P3| | get depressed when | think about my illness
P4 | When | think about my illness| get upset

P 1 My illnessmakes mefeel angry

I | My illness does not worry me

IPS7 | Having thisillness makes me feel anxious

P38

My illness makes me fed afraid

CAUSESOF MY ILLNESS

We are interested in what you consider may have been the cause of your illness. As people are very
different, thereisno correct answer for this question. We are most interested in your own views about
the factors that caused your illness rather than what others including doctors or family may have
suggested to you. Below isalist of possible causesfor your illness. Pleaseindicate how much you agree
or disagreethat they were causesfor you by ticking the appropriate box.

POSSIBLE CAUSES

STRONGLY

DISAGREE

DISAGREE

NEITHER
AGREE NOR
DISAGREE

AGREE

STRONGLY

AGREE

C1

Stressor worry

c2

Hereditary - it runsin my family

C3

A Germ or virus

Diet or eating habits

C5

Chance or bad luck
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¢ | Poor medical carein my past

= Pollution in the environment

< My own behavior

e« My mental attitude e.g. thinking about life

negatively

€10 | Family problems or worries caused my

illness

Cil | Overwork

€2 | My emotional state eg. feeling down,

londly, anxious, empty

C13 Ageing

C14 | Alcohol

¢ | Smoking

€16 | Accident or injury

UNIVERSITY FOR DEVELOPMENT STUDIES

€17 | My personality

€18 | Altered immunity

In thetable below, pleaselist in rank-order thethree most important factorsthat you now believe caused
YOUR illness. You may use any of the items from the box above, or you may have additional ideas of
your own.

Themost important causesfor me:-

1

2.
3.
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| am astudent from UDS offering MPHIL programme in community Health and Development.

| am conducting a health facility based study to assess the Quality of Life (QOL) and illness
perceptions of patients and their informal caregivers with chronic diseases so as to inform policy
and development partners. Due to your experience and position you have been chosen to

participate in the study.

All the information you provide will be handled in a strictly confidential manner. You do not
have to reveal information that makes you uncomfortable if you do not want to, but if you are
willing to share your experiences; it will be very helpful to me in understanding issues relating to
chronic illnesses within the facilities.

APPENDI X 4: Background Information for Caregivers

BACKGROUND INFORMATION

1. Please list members residing in your household :

UNIVERSITY FOR DEVELOPMENT STUDIES

Name (First names only) Relationship to client

~

>

71
"

2. Doyou haveajob at thepresenttime?  Yes  No (if no, please skip to #5)

3. How many hours aweek do you work or go to school ? hours per week
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4. What is your occupation?

5 a Who was your relative/friend/neighbor living with when he/she first became ill? (Check all

that apply)
Alone with parents
friend/roommate with significant other/spouse
with children other, please specify;

5b. Where was your neighbor/relative friend living when he/she first became ill? (Check one)

in an apartment/home at school/college
in a boarding home in an ingtitution (i.e. hospita or nursing
home)
in an group home or halfway house injail/prison
Homeless other, please specify:

6 How old was your relative/friend/neighbor when he/she first becameill? years

7 a. Who is your relative/friend/neighbor living with now? (Check one)

Alone with parents
friend/roommate with significant other/spouse
with children other, please specify;

7 b. Where is you relative/friend/nei ghbor living now? (Check one)

in an apartment/home at school/college
in a boarding home in an ingtitution (i.e. hospital or nursing
home)
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in an group home or halfway house in jail/prison

Homeless other, please specify:

8. When was the last time the patient spent more than 7 consecutive overnights in your

household?
Currently Within the past year
Within the past month Longer than a year

ago

Within the past six months

9. Inthetimethat you have been involved with the patient, how many times has he/she been

Hospitalized? None #times

10. What services has the patient received during the past 6 months? Don't know

Please check al that apply.

Community Support Program/

Assertive Case Management with Regular Community Outreach...........coccoveeeenenerienienne.

Job/V ocational
THAINING. .ttt ettt e b e b e e b ae e e e seesae e e e sreenes

Individual Psychiatrist APPOINtMENTS.........cccvevierieriiiisiere e

MeEdICAION GIOUP  ..oeeiiiceeeierieeieeie sttt se e e e seesae e sn e s e e nnenne s

Case MaNBGEMENL..........coeiieieieerie e

Individual Therapy other than Case Management............cocceveivervene
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Groups including Living Skills, Social, Recreational, and Therapy groups....

Day TrealmMeNt........ccceiieieeie e

General Medical Health................oooii

HOUSING SUPPOIT. ...ttt s

ANY OtNEN SENVICES.......eiiiieiiiieseeie et ?

Please Specify:

SERVICES

11. People are often required to tak with health professionals in trying to help their
relative/friend/neighbor with mental illness. To what extent do the following statements

reflect experiences you have had in getting treatment for your relative/friend/neighbor?

For each statement below, please tell us whether you strongly agree, agree, have no
opinion, disagree, strongly disagree with it or don't know. Under each statement please

check the corresponding box that best reflects your feelings.

a. The health care professionals that | have dealt with feel that | can play an important role in

the treatment process.
Strongly Agree No  Disagree Strongly Don’'t Know/

Agree Opinion Disagree Doesn't Apply

b. The health care professionals that | have dealt with have given me as much information as

| have needed.
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Strongly Agree No  Disagree Strongly Don’'t Know/

Agree Opinion Disagree Doesn't Apply

c. | am comfortable questioning health care professional s about advice they give me.
Most of Some of No Rarely Never Don’'t Know/ the time the time Opinion
Doesn't Apply
d. I would like to have more say than | do now about the services and medication my
relative/friend/neighbor receives.
Strongly Agree  Agree No Opinion Disagree strongly disagree don’t Know/

Doesn't Apply

e. Sometimes | feel that the health care professionas that | work with do not understand the

problems people face in caring for a person with a mental illness.
Strongly Agree No  Disagree Strongly Don’'t Know/

Agree Opinion Disagree Doesn't Apply

f. | often wish that | knew more about menta illness when | talk with hedth care

professionals.
Strongly Agree AgreeNo Opinion Disagree Strongly Disagree Don’t Know/

Doesn't Apply

g. | am comfortable in getting a second opinion when | have questions about advice | get
from a hedlth care professional.
Strongly Agree Agree No Opinion  Disagree Strongly Disagree Don't
Know/Doesn't Apply
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In general, how many contacts does your relative/friend/neighbor have with members of your

household? Please fill in the blanks as appropriate.

Patient resideswithyou. Yes No

If yes, patient has spent overnights away.

| and other members of my household and the client have seen each other ___times in the

past month

I and other members of my household and the client have talked on the telephone __timesin

the past month.

| and other members of my household and the client have corresponded in the past month.

Yes No

No contact in the past two months Yes No

Other, please specify:

In the past six months have you or any other member of your household had any meetings,
any visits or phone cals to or from individuals who are treating the patient? (Doctors, Social
workers, Psychologists, Counselors, Welfare workers).

If yes, please complete the following information:

Number Agenciesinvolved

Personal Visits

Phone Contacts
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Other:

Were any of these contacts of any help to you?

Yes No, please specify why not:

If no, i.e., you haven't had contact, would you like to have had contact with any of these

people?

Yes No

FAMILY ASSISTANCE

14. Family and friends often take on responsibilities to provide care and support for a person with
Chronic diseases. During the past four weeks how much support or supervision did you give
to your relative/friend/neighbor in dealing with these particular problems/difficulties shown

below and how did you feel about giving this support?

a. Maintaining personal hygiene  None Little Some Much

How did you feel about giving such support? Satisfied Accepted Dissatisfied
b. Taking prescribed medication  None Little Some Much

How did you feel about giving such support? Satisfied Accepted Dissatisfied
c. Preparingmeals None Little Some Much

How did you feel about giving such support? Satisfied Accepted Dissatisfied
d. Getting up and gettingdressed None Little Some Much

How did you feel about giving such support? Satisfled Accepted Dissatisfied
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e. Doing household chores None Little Some Much
How did you feel about giving such support? Satisfled Accepted Dissatisfied

f. Managing money None Little Some Much
How did you feel about giving such support? Satisfied Accepted Dissatisfied

g. Shopping for food, clothing, etc. None Little Some Much
How did you feel about giving such support? Satisfied Accepted Dissatisfied

h. Making use of leisuretime None Little Some Much
How did you feel about giving such support? Satisfied Accepted Dissatisfied

15. During the past four weeks, how much support or supervision did you give to help the patient

control (overcome) the particular behaviors shown below?

a. Socially embarrassing behavior None Little Some Much

How did you feel about giving such support? Satisfied Accepted Dissatisfied
b. Attention-seeking behavior None Little Some Much

How did you feel about giving such support? Satisfied Accepted Dissatisfied
c. Inappropriate sexual behavior  None Little Some Much

How did you feel about giving such support? Satisfied Accepted Dissatisfied
d. Threatening or violent behavior None Little Some Much

How did you feel about giving such support? Satisfied Accepted Dissatisfied
e. Talk or threatsof suicide None Little Some Much

How did you feel about giving such support? Satisfied Accepted Dissatisfied
f. Disturbing behavior at night None Little Some Much

How did you feel about giving such support? Satisfied Accepted Dissatisfied
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16. What is the hardest part in giving support to your relative/friend/neighbor? Please list the

three hardest things to you, in order from most difficult to least difficult.
1.
2.
3.

17. Are there things that you enjoy about supporting your relative/friend/neighbor? Please

explain

LIFEACTIVITIESAND GOALS

Now we are interested in knowing about your relative/friend/neighbor's abilities during the past

four weeks.

18. ACTIVITY During the past four weeks, my relative/friend/neighbor has:

Not been working or studying and/or going out at all

Been working or studying; but requiring assistance or a reduction in

hours worked

Been working or studying in usual manner

19. DAILY LIVING During the past four weeks, my relative/friend/neighbor has:

Not been managing personal care and/or not leaving home or institution at all
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Been requiring assistance for daily activities and transport, but performing

very light tasks

Been sdlf-reliant in daily tasks; using public transport or driving

20. HEALTH During the past four weeks, my relative/friend/neighbor has:

Been feeling ill or poorly most of the time

Been lacking energy or not feeling well more than just

occasionally been feeling well or great most of the time

21. SUPPORT During the past four weeks, my relative/friend/neighbor has:

Had infrequent support from family and friends or only when absolutely

necessary

Been receiving only moderate support from family and friends

Been having good relationships with others and receiving support from

family and friends

22. OUTLOOK During the past four weeks, my relative/friend/nei ghbor has:
Been seriously confused, frightened, or consistently anxious and
depressed
Been having some periods of anxiety or depression because not
fully in control of personal circumstances

Felt calm and positive in outlook and been accepting of personal circumstances
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23. From your perspective, what do you think are the important treatment goals for your

relative/friend/neighbor?

God 1:

How important is this goal to your relative/friend/neighbor?

Not at all Extremely

important 1 2 3 4 5 6 7 8 9 10 I mportant

To what extent has your relative/friend/neighbor achieved this

goa?
Not at all Completey
achieved 1 2 3 4 5 6 7 8 9 10 achieved

Goa 2:

How important is this goal to your relative/friend/nei ghbor?

Not at all Extremely

important 1 2 3 4 5 6 7 8 9 10 I mportant

To what extent has your relative/friend/neighbor achieved this

goa?
Not at all Completey
achieved 1 2 3 4 5 6 7 8 9 10 achieved

God 3:

How important is this goal to your relative/friend/nei ghbor?
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Not at all Extremely

important 1 2 3 4 5 6 7 8 9 10 I mportant

To what extent has your relative/friend/neighbor achieved this

goa?
Not at all Completey
achieved 1 2 3 4 5 6 7 8 9 10 Achieved
24. Please check a box below to indicate your rating of your relative/friend/neighbor's quality of

life during the past four weeks.

Lowest quality means your relative/friend/neighbor's life is as bad as it
could be. Highest quality means your relative/friend/neighbor's life is

the best it could be.

LOWEST HIGHEST QUALITY
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QUALITY 1 2 3 4 5 6 7 8 9 10

If your relative/friend/neighbor’s quality of life is less than he/she hoped for, how hopeful

areyou that he/she will eventually achieve his/her desired quality of life? (Check one)

Not at all Somewhat  Moderately Very

How much control do you fedl your relative/friend/neighbor has over the important aress of

his/her life?

None Some A moderate amount A Great amount
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25. How confident are you that your rating of your relative/friend/neighbor's quality of life is

accurate? Please check the appropriate box.

Notatall Very Notvery  Quite Very Absolutely
Confident  Doubtful Confident  Confident Confident Confident
26. Which of the following Not Sightly | Mildly |Moderately | Extremely
factors do you think are most |important |important [important | important | important

important in determining your
relative/friend/ neighbor’s quality

of life?

Work, school or other

occupational activities

Y our
relative/friend/neighbor’ s feelings

about him/hersalf

Y our
relative/friend/neighbor’s

physica health

Friends, family, people your
relative/ friend/neighbor

spends time with

Having enough money
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Y our
relative/friend/neighbor’s  ability

to take care of him/hersalf

Mental health

Other, please specify:

27. Have there been any important factors which would influence your relative/friend/neighbor's
quality of life (i.e., deaths in the family, serious physical illness, accidents)? Please briefly

explain.

28. Isthere anything else you would like to tell us?

29. What is the most important thing that now needs to be done for your relative/friend/neighbor?

>

o

3

k<— J

UNIVERSITY FOR DEVELOPMENT STUDIES

i

This is the end of the questionnaire. Thank you for giving your opinion and sharing
your responses with us. If you have any questions about this questionnaire, please call

or write Mr. Amoah Anetu Damien-0205643249 P.O.BOX 26 Regional Hospital,

Bolgatanga
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APPENDIX 5
GHANA HEALTH SERVICES

POST OFFICE BOX 26
BOLGATANGA
27™ APRIL, 2015

THE MEDICAL DIRECTOR

UPPER EAST REGIONAL HOSPITAL

P.0.BOX 26

BOLGATANGA

DEAR SIR,

PERMISSION TO USE FACILITY FOR DATA COLLECTION

As part of my MPHIL in Community Health and Development programme, | wish to use your
august facility to gather datafor my thesis on the topic, “Quality of Life and IlIness perception of

Clients' and informal caregivers living with chronic diseases’.

The study areas would basicaly be Diabetic clinic, Mental Headth Unit, ART clinic and
Physiotherapy department and the method is by convenient sampling using questionnaire. The
information obtained is strictly for academic purpose. If accepted, | would like to start on

29/04/15.Please be honored to inform the various unit in-charges on my behalf.
Counting on your usual response.
Thank Y ou.
Sincerely Yours.
Amoah Anetu Damien

(Nursing Officer)
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