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Abstract

Abstract

Type 2 Diabetes Mellitus (T2DM) is currently recognised as a major health issue. Individuals with
T2DM are at higher risk of developing a number of microvascular, macrovascular and
neuropathic complications. Globally, the prevalence of T2DM is increasing at epidemic rates and

it is reaching alarming levels worldwide.

Published data confirms that management of diabetes is more challenging among minority
ethnic groups, compared to the general population, for several reasons: higher diabetes-related
morbidity and mortality rates, worse glycaemic control, underutilisation of medical services,

lower adherence rates, cultural and communication barriers.

Understanding the relationship between patients’ cultural and health beliefs and diabetes self-
care practices such as dietary behaviours, exercise, self-monitoring of blood glucose and
medication-taking has been shown to provide an opportunity to inform development of
culturally appropriate diabetes education. Drawing on substantial evidence documenting its
effect on clinical outcome measures, the provision of culturally appropriate diabetes self-
management education is widely acknowledged as an integral component of diabetes care
among ethnic minority groups. Currently, there is a large body of research on cultural beliefs and
diabetes experiences that have been conducted among ethnic minority groups such as
Latinos/Hispanics, African Americans, Asians, Pacific Islanders and others. Anecdotally, it is
known that ASB immigrants have a strong sense of cultural identity, adherence to their
traditional and cultural norms and do not assimilate easily into western host society. There is,
however, little research conducted among Arabic-speaking background (ASB) immigrants.
Diabetes experiences from the perspective of ASB immigrants in Australia were needed to be
explored to identify difficulties in performing self-management activities and to recognise

modifiable health beliefs that are associated with non-adherence behaviours.
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Abstract

This research, through the two stages reported herein, has investigated ASB immigrants’ views
and beliefs about diabetes, identified issues in quality use of medicines, explored factors that
influenced health care seeking behaviours, assessed diabetes learning needs and preferences,

and measured the relationship between health beliefs, adherence and glycaemic control.

Prior to this study, little was known about the diabetes profile, cultural and health beliefs and
barriers to diabetes care among ASB immigrants in Australia. The results obtained highlighted
poorer knowledge about diabetes and its management among ASB immigrants, compared to
their English-speaking background (ESB) counterparts. Arabic-speaking background immigrants
intentionally delayed accessing medical services when they experienced classical signs of
diabetes, so diabetes complications were already developed at the time of diagnosis for the vast
majority of them. Diabetes control of ASB immigrants was suboptimal and they were
significantly less adherent to all aspects of diabetes self-care activities (dietary behaviours,
exercise and physical activity, foot care, SMBG and medication-taking) than the ESB group. The
negative health beliefs held by ASB immigrants were associated with non-adherence behaviours

and with worse glycaemic control.

This research has made a significant contribution to diabetes treatment adherence research in
an ASB immigrant population. Findings of this research provide detailed information about the
interplay between an individual’s cultural and health beliefs, adherence behaviour and glycaemic
control. Such understanding, which has previously been lacking, may assist diabetes health
professionals in planning culturally appropriate diabetes interventions and establishing best

practice for this ethnic minority group.
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Chapter 1
Introduction

1 Introduction

1.1  DEFINITION OF DIABETES MELLITUS

Diabetes mellitus (DM) is a common and progressive chronic condition that is associated with
reduced life expectancy and diminished quality of life." It is a metabolic disorder characterised by
a defect in insulin secretion, insulin action, or both.>* A common effect of uncontrolled diabetes
is hyperglycaemia, a condition where the blood glucose level is raised and over time leads to
serious damage to many of the body's organs, especially the nerves and blood vessels, causing
significant morbidity and mortality due to microvascular and macrovascular complications such

L56 There are a number of

as ischaemic heart disease, stroke and peripheral vascular disease.
specific causes of DM. The majority of clinical cases, however, fall into two classes, currently
termed type 1 (resulting from B-cell destruction, usually leading to absolute insulin deficiency)
and type 2 (resulting from a progressive insulin secretory defect on the background of insulin

resistance).’> Around 90% of people with diabetes in the world have type 2 diabetes (T2DM),

largely as a result of excess body weight and physical inactivity.”®

1.2 PREVALENCE AND BURDEN OF TYPE 2 DIABETES MELLITUS

1.2.1 Global snapshot

%12 pata for

There are several studies on future projections of the prevalence of diabetes globally.
trends in diabetes prevalence is showing rapid rising of diabetes worldwide.® Currently, the total
number of people with diabetes is estimated to be 366 million and this is expected to rise to 552
million by 2030.* According to the International Diabetes Federation (IDF), approximately three
more people are being diagnosed with diabetes every 10 seconds.” Shaw et al, projected that by
2030 there will be a 69% increase in numbers of adults with diabetes in developing countries and

a 20% increase in developed countries.'® This group also mentioned a major concern regarding

the expected increase in prevalence of diabetes in developing countries in that it will affect
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mostly those in the middle, productive years of their lives - between 35 and 64 - while in
developed countries, most people with diabetes are close to, or above, the age of retirement.*
Boyle et al, forecast that the number of adults with diabetes in the United States (USA) is
projected to increase 165% by 2050; with the fastest increases occurring in ethnic minority
groups and elderly subpopulations.”” A study conducted in 2010 projected that the prevalence
of total diabetes (diagnosed and undiagnosed) in the USA , over the next 40 years, will increase

from its current level of about 1 in 10 adults to 1 in 3 adults in 2050."

Diabetes is currently recognised as one of the most challenging health problems, often resulting
in substantial morbidity and mortality; diabetes was estimated to be the fifth leading cause of

death, and in 2011 it was reported that diabetes caused 4.6 million deaths.” *¥%°

A recent study
by Emerging Risk Factors Collaboration calculated hazard ratios for cause-specific death,
according to baseline diabetes status among 820,900 people in 97 prospective studies.”* Results
showed that after adjustment for age, sex, smoking status, and body-mass index, hazard ratios
among people with diabetes as compared to those without, death from any cause was 1.80

times higher (95% confidence interval [CI], 1.71 to 1.90), while death from vascular-related

causes 2.32 higher (95% Cl, 2.11 to 2.56).*"

Diabetes is known to place heavy economic burdens on health care systems worldwide; some
studies have estimated that the health care expenditures are as much as five times higher for

222 According to the American

patients with diabetes compared to those without diabetes.
Diabetes Association (ADA), health care costs of an individual with diabetes in USA were
estimated to be approximately 2.3 times higher than that of an individual without.** ** In 2010,
according to data from the United Nations (UN) and the World Health Organization (WHO), for
193 countries, at least 12% of global health expenditures were spent on diabetes care —

approximately $376 billion United States Dollars (USD) or $418 billion International Dollars (ID).*®

In the USA, national diabetes costs in 2007 were in excess of USD 174 billion (per year), and it is
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expected to be USD 336 billion billion by 2034.%* * The results of the Costs of Diabetes Mellitus
(CoDiM) study in Germany showed that direct costs of patients with diabetes were estimated to
account for 14.2% of total health care costs.”® In China, at least 23.46 million people currently
have diabetes and this number is projected to increase to 42.30 million by 2030.% The direct
medical cost of T2DM in China was estimated to be USD 26.0 billion in 2007 and were projected
to rise to USD 47.2 billion by 2030.*" Based on enormous economic burden of diabetes it is

recognised as an important clinical and public health challenge.*

1.2.2 Australian snapshot

Diabetes is the fastest growing chronic disease in Australia where it is estimated to affect in

excess of 1.5 million people; it is projected that one Australian is diagnosed with diabetes every

33,34 33,35

five minutes. Currently, more than 3.6 million Australians have diabetes or pre-diabetes.
The prevalence of diabetes in the Australian population more than doubled from 1.5% to 4.1%
over the 20 years to 200708 (Figure 1). Approximately 7.4% of the adult population in Australia
is affected with diabetes; and almost 1 in 4 Australians over 25 years old has either diabetes or a

37, 38

condition of impaired glucose metabolism. It is predicted that diabetes will be the major

3% The pandemic of

cause of morbidity and mortality in the Australian community by 2016.
diabetes and the associated economic burden to the Australian healthcare system is no longer in

dispute.”® The estimated total economic burden of the T2DM is estimated to be AUD 6.57 - 10.3

billion annually depending on how and when the estimates were derived.*"*
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Figure 1: Trend of diabetes prevalence in the Australian population, 1989-90 to 2007-08."

1.2.2.1 A snapshot of diabetes in culturally and linguistically diverse (CALD) groups in

Australia
It is well known that Australia is a nation of immigrants, which is defined as people born
overseas who have settled permanently.* The Australian society is known to be a multicultural,
and that it has one of the most diverse immigrant populations in the world; 48 % of Australian
population have either been born overseas or have at least one parent born overseas.””
Compared to the Australian-born population, it is well established that certain culturally and
linguistically diverse (CALD) groups, including ASB communities, have higher prevalence rates of
diabetes. Arabic-speaking background immigrants make up a significant minority group of the
Australian population; in 2011, Arabic was third most common language spoken at home (other

than English). In Figure 2 it is shown that men of ASB born in the Middle East and North Africa

reported 3.6 times more diabetes compared to Australian-born men.*
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Figure 1: Standardised prevalence ratios for self-reported diabetes, males by birthplace, 2001
Standardised prevalence ratio
6.0 N
5.0 1
4.0
*

3.04
2.0
1.Q_:. i i
0.0-

Australia UK &Ireland  North & West Southern & Middle East & South-East Asia All other

Europe Eastern Europe & North Africa & Southern Asia  countries
Central Asia
Region of birth

Figure 2: Standardised prevalence ratios for self-reported diabetes, males by birthplace,
2001.%

The NSW Chief Health Officer reported that the prevalence of diabetes or high blood sugar was
statistically significantly higher among people born in Middle East (8.1%); compared to

Australian-born people (3.8%).*

The high prevalence rates of diabetes among the ASB
communities living in Australia were supported by findings of a study conducted in an ASB
general medical practitioner’s office in Sydney where results showed that 13% of ASB males and
5% of Arabic-speaking females surveyed had diabetes.”® Differences in the prevalence of
diabetes between Australian and overseas born people are attributed to a combination of

genetic, biological, behavioural and environmental risk factors.?® > >2

1.2.3 A snapshot of diabetes in Arabic-speaking countries

In the Arabic-speaking countries, usually taken to mean the 22 member countries of the Arab
League where Arabic is either an official language or it is spoken by a significant portion of the
53, 54

population; the prevalence of diabetes has increased alarming over the last three decades.

In terms of T2DM prevalence, six of those Arabic-speaking countries are among highest in the
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world: Kuwait, Lebanon, Qatar, Saudi Arabia, Bahrain and United Arab Emirates (UAE).>> °° |

n
2011, it is estimated that 32.8 million (9.1%) of the populations from the Middle Eastern/North

Africa (MENA) region have T2DM, and this number is projected to rise to 60 million by 2030.”’

Modifiable risk factors that play a key role in the current increase of T2DM in the Arabic-
speaking countries include physical inactivity and sedentary life styles, especially after rapid
economic growth generated by oil-rich resources in Arabian Gulf countries, changes in dietary
behaviours with a proliferation of fast food, due to increased exposure to western lifestyle, and
consequential increased rates of obesity, which is known to be a major risk factor for the

58-60

development of T2DM. The obesity rates in the adult population of the MENA region are

37.61.62 Another

amongst highest in the world (up to 55% of females and 30% of males are obese).
important factor that is contributing to the increased prevalence of T2DM in some Arabic-
speaking countries is consanguinity in marriage.’ In a study in Saudi Arabia, results showed
positive correlation between consanguinity in marriage and incidence of diabetes; 80% of
related marriages had a positive family history of T2DM compared to 20% in non-related
marriages.®* High diabetes-related mortality rates are common in Arabic-speaking countries: in
2011, annual T2DM-related mortality rate was estimated to be around 280,000." High diabetes-
related morbidities are also common in Arabic-speaking countries: results of a study in Saudi
Arabia have shown that 82% of patients had neuropathy (one of the highest in the world).®* In
the late 1990s, 40% of patients on renal replacement therapy were diabetic (diabetic
nephropathy), whereas only 4% of patients entering renal replacement therapy were diabetic in
1980s.°® ®” Results of studies in Saudi Arabia have shown that about 37% - 41% of patients with

% % |n Egypt, a cross-sectional study has shown that 42% of patient

diabetes develop a stroke.
with diabetes had generalised nephropathy, 22% had peripheral neuropathy and around 5%

were blind.” In Yemen, the prevalence of retinopathy in diabetic patients was found to be 55%,

while in Oman it was 14.4%.”%7*
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Type 2 diabetes mellitus is affecting a large proportion of populations in the Arabic-speaking
countries with high morbidity and mortality rates. Arabic cultural norms appear to have a
negative impact on healthy practices needed for diabetes management. Increased food intake at
social gatherings is fostered by a cultural norm of ‘generosity’. For the host, offering guests large
food portions is a gesture of care and welcoming and the habits of over-eating by guests is a

demonstration of respect and appreciation.”” 3

All these factors, in addition to inadequate
public awareness about diabetes management draw attention to the need for determining best

practice in diabetes care for ASB patients that do not conflict with cultural norms and address

their specific barriers to self-management.

1.3 MANAGEMENT OF TYPE 2 DIABETES

The approach to diabetes management is multifactorial, focussed on optimisation of blood
glucose level, reducing risk factors for cardiovascular diseases, and motivational counselling to
encourage patients to adopt healthier lifestyles, in addition to regular screening and monitoring

for diabetes-related complications.”*”®

The burden of diabetes self-management (DSM) falls
largely on patients and involves dietary modifications, taking medications as prescribed,
engaging in regular physical activity and appropriate exercise, self-monitoring of blood glucose,
and foot care.”’ Effective DSM is required for achieving and maintaining optimal glycaemic

I 78-80

contro There is now irrefutable evidence supporting the benefits of adequate glycaemic

control to delay and prevent the devastating and disabling long-term diabetes complications.®***
Nevertheless, adequate glycaemic control has proved to be difficult to achieve and maintain at a
practical level, and a significant proportion of patients with T2DM do not meet targets for

glycaemic control, blood pressure, and lipids, exposing them to a higher risk for developing

complications.®*
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In DSM, patients themselves are given the responsibility of more than 95% of diabetes care, and
healthcare professionals have very little control over how patients manage their diabetes in their
daily lives.”” This realisation that diabetes is largely a self-managed condition has stimulated new
treatment frameworks and models of care to focus on strategies that promote the achieving and
maintaining effective DSM, mainly through providing appropriate and tailored information about
DSM and available health services to increase each patient’s use of, and access to, healthcare

services.® %

A recent position statement of the American Diabetes Association (ADA) and the
European Association for the Study of Diabetes (EASD) has emphasised the importance of
patient-centred care, which is defined as an approach to “providing care that is respectful of and
responsive to individual patient preferences, needs, and values and ensuring that patient values
guide all clinical decisions”.?’ Patient-centred care is currently recommended as the organising
principle underlying healthcare for all individuals with any chronic disease, and is particularly

88, 89

appropriate in T2DM. Supporting patients with appropriate education to enable them

making informed decisions regarding lifestyle choices and, to some degree, the medications they

h.%¥ % On the importance of patients education

use is an integral part of patient-centred approac
in the management of T2DM, the Royal Colleges of Physicians and General Practitioners in the
UK and the British Diabetic Association have reported that, in the treatment of T2DM, the twin
cornerstones are patient education and lifestyle modification. Many factors at patient,
healthcare provider, and health system, levels can either directly or indirectly influence a
patient’s self-management behaviours and metabolic control.”? At the patient level and in
addition to internal physical (biological) factors, there are the psychosocial factors such as family
demand, lack of family and social support, lack of cultural support, lack of community and
psychological factors. In addition, health beliefs, poor motivation and emotional issues have

been shown to profoundly affect the DSM of diabetic patients.”® **
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1.3.1 Plasma haemoglobin Alc (HbAlc)

Plasma haemoglobin Alc (HbAlc) is a useful test to characterise dysglycemia in people with
diabetes.” HbA1c test measures average blood glucose control for the past 2 to 3 months and
has a strong predictive value for diabetes complications.”® Elevated levels of HbAlc (>7%) In
people with DM are known to be associated with a higher incidence of microvascular and

7.8 currently, it is widely acknowledged that HbA1C testing should

macrovascular complications.
be performed routinely in all patients. The frequency of HbAlc testing for any individual patient,

however, depends on the clinical situation, the treatment regimen used, and the judgment of

the clinician.?

1.3.2 Non-adherence among people with diabetes

“In literature, terms ‘Adherence’ and ‘compliance’ have been used interchangeably referring to
patients’ efforts to follow healthcare advice. The term compliance was defined as “the extent to
which a person’s behavior (in terms of taking medications, following diets, or executing lifestyle
changes) coincides with the clinical advice”.” (‘Non-adherence’ is defined as patients not
following treatment recommendations that are mutually agreed upon with healthcare
professionals”.’® Through several well-designed clinical trials, the benefits of medications in
terms of improving glycaemic control, micro-vascular complications, cardiovascular risk,
mortality, and a patient’s quality of life have been well established.104, 105 In medical practice,
however, the non-adherence of patients to prescribed medications, across chronic diseases
including diabetes, is recognised as a significant problem.107 Poor adherence rates have been
well documented among people with diabetes for whom medications are prescribed.108-111
Results of studies that examined the extent of adherence to diabetes medicines, however, have
indicated wide variation in the percentage of non-adherent patients. Some studies reported

non-adherence by patients using oral hypoglycaemic agents (OHAs) from 13% to 64%,* '

whereas, in a systematic review of medication adherence among patients with diabetes by
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Cramer in 2004, it was reported that adherence rates for OHAs among 11 retrospective studies

in which large databases were used ranged from only 35% - 93%.'"

A significant association has been demonstrated between adherence to diabetic medication and
improved glycaemic control in diabetic patients using a number of measures of adherence.®
Patients with better adherence had reductions of up to 10% in HbA,. level, while poor adherence

was associated with elevated HbA,levels."**

1.3.3 Adherence and health care services utilisation

Using hospitalisation rates as an endpoint, the results of five studies show a statistically
significant association between higher adherence levels and decreased hospitalisation rates.'*®
122 After adjusting for demographic factors, disease severity, and comorbid conditions, patients
with medication adherence below 80% had more than double the risk of having diabetes, or
cardiovascular disease-related hospitalisation. By contrast, patients with adherence ratios

119,123 galkrishnan et

greater than 80% had a 29% decreased risk of hospitalisation for any cause.
al reported the association between poor adherence and hospitalization rates. Their results
showed, after controlling for demographic factors and disease severity, each 10% of increase in
adherence was associated with a mean decrease of 6.6% in hospitalisation rates for any cause (P
< 0.05)."* Two studies evaluated emergency department visits as an endpoint and reported
results showing a statistically significant association between higher levels of adherence and
decreased visits to emergency department; each 10% increase in adherence was associated
with a 3.6% decrease in the mean number of emergency department visits (P <0.05), whilst
patients with high adherence levels (ranged between 80% and 99%) were very unlikely to have a
visit to emergency department (88%) compared to non-adherent patients (P value or confidence

115, 125

interval was not reported). Moreover, adherence to diabetes medications has been

reported to be associated with a reduction in total diabetes-related medical costs, as well as in

total medical costs.**® **’
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1.3.4 Adherence and glycaemic control

Asche et al in 2011 provided a comprehensive summary of empirical studies that examined the
association between adherence and glycaemic control, and reported the findings of 13 studies.
They drew the conclusion that a significant association existed between improved adherence

and better glycaemic control.™®

In 2004, Krapek et al conducted a study among 301 patients
with T2DM to assess the relationship between medication adherence and HbA,., and found that
patients with better adherence had 10% lower associated HbA,, measurements.**® Similarly, a
study by Pladevall et al also conducted in 2004, showed that non-adherence was statistically
associated with elevated HbA,. in 677 randomly-selected adult patients with diabetes, even after

adjusting for demographic and clinical characteristics; a 10% increase in non-adherence was

associated with an increase of 0.14% in HbA.""’

1.3.5 Challenges in diabetes care among ethnic minority groups

1.3.5.1 Higher prevalence rates

Previous research has shown that in western countries diabetes prevalence is higher among

ethnic minority groups (EMGs) compared to their counterparts in the non-immigrant

128, 129

Caucasian/white population. In the USA, data from the National Health Interview Survey

indicated that 6.6% of non-Hispanic whites, 7.5% of Asian Americans, 10.4% of Hispanics, and

3% McBean et al also reported

11.8% of non-Hispanic blacks had been diagnosed with diabetes.
that the prevalence of T2DM was the highest among Hispanic patients and the lowest among
white patients in a random sample of Medicare fee-for-service beneficiaries.”*" Similar results
have been reported from the Netherlands: a recent study by Ujcic-Voortman et al, in Amsterdam
showed that the prevalence of diabetes was significantly higher in Turkish (5.6%) and Moroccan

132

(8.0%) people, compared to the Dutch (3.1%).”" Similarly, in the UK diabetes prevalence is

reported to be significantly higher (up to five times) among certain ethnic groups compared with
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the white population.*®

In the UK the prevalence of T2DM was reported to be 4.3% in the white
population, but diabetes prevalence among certain EMG was as high as 11.2%."**
Epidemiological data from the UK have shown that by the age of 55 years, 1 in 5 South Asians
and 1 in 7 African-Caribbean men and women would have diabetes compared to a national rate
of 1 in 20.”° A range of factors are likely to account for the increased prevalence of T2DM
among EMGs including genetics, history of gestational diabetes, physical inactivity, excessive

food consumption and socio-economic factors.****’

1.3.5.2 Higher risk of developing diabetes

Although the prevalence of diabetes can provide information on the burden of diabetes in
certain populations, it does not capture the individual’s risk of developing diabetes, and EMGs
are known to have higher risks to develop diabetes compared with white populations.’* 3 13°
Narayan et al, estimated the age, sex, and ethnicity-specific lifetime risk of diabetes for a
population in the USA and showed that, compared to a white population, Hispanics had the

highest lifetime risks for diabetes.'*

Likewise, the results of a recent prospective cohort study
that included 78,419 women showed that diabetes was significantly higher among Asian,
Hispanic and black people than among whites, even after differences in Body Mass Index (BMI)

were taken into account.141

It is known that the presence of pre-diabetes increases the risk of
developing T2DM and includes a 1.5 times increased risk for cardiovascular disease, compared
with people who have normal glucose levels.** Data from the USA showed that compared with a
white population, Hispanics are also much more predisposed to develop pre-diabetes.**?
According to the National Health and Nutrition Examination Survey data showed that for
Hispanics the lifetime risk of developing T2DM in 2000 was 45.4% for men and 52.5% for
women.' Given the documented higher risk of pre-diabetes and the development of T2DM
among Hispanic/Latino, it is therefore not surprising that the American Association of Clinical

Endocrinologists and the ADA supported priority screening among these populations.** **°
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1.3.5.3 Higher diabetes-related complications

Ethnic minority groups are known to have worse glycaemic control compared with white
population as shown in a recent study by Adams et al.**® '’ Poorer glycaemic control among
EMGs, as well as increased cardiovascular risk factors such as high blood pressure and lipid

disorders, has been recognised as a key factor placing these groups at a higher risk of developing

148, 149

serious diabetes-related complications. EMGs are also known to have significantly higher

150

diabetes-related morbidity and mortality.” The American Public Health Association reported

that amongst EMGs the diabetes-related mortality is around 2.7 times higher than white

population, and when underreporting is taken into account then the rate is estimated to be as

151

high as 4.3 times compared to Caucasians.™" Ethnic minorities residing in western countries have

worse glycaemic control , even after adjusting for factors that are known to affect glycaemia and

they also have higher rates of diabetes associated complications that are only partially explained

by poorer diabetes control and associated cardiovascular risk factors.™* **>*

1.3.5.4 Underutilisation of health services
Lower rates of access to, and use of, health and preventative services are well documented

among EMGs residing in western countries compared with their non-immigrant counterparts.ge’

155160 pesearch on disparities of health care access among EMGs showed that these EMGs are at

161, 162

higher risk of missing the benefits of health care. Many barriers to the use of health

services among these groups have been identified, with most of the attention directed towards

183 1t has been reported that patients from EMGs

language problems and cultural differences.
may respond differently when they experience disease-related symptoms compared to white
population, because of their particular health beliefs, cultural perception and understanding.*®
Smith et al. reported that the cultural perceptions of EMG patients regarding experienced

161, 162

symptoms may be different from the medical paradigm. In some cases, patients from EMGs

consumed time in the process of symptoms appraisal, which is commonly mentioned as a barrier
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to medical services access. Thus, such occurrences may result in missed opportunities for timely

diagnoses.'®” 1%

One of the major factors that inhibits the use of available health services is the lack of local
language skill, which acts as barrier to effective communication between patients and healthcare

166, 167

professionals. In 2003, Manderson and Allotey reported that culturally and linguistically

diverse groups (CALD) in Australia are less engaged with the health system because of these

factors.™®®

Henderson and Kendall showed that four prominent CALD communities in Logan,
Queensland (Sudanese, Afghani, Pacific Islander and Burmese), experienced difficulties in
accessing appropriate health care mainly due to language difficulties and cultural differences.'®®
Similarly, Hoang in a qualitative study among Asian migrants in Tasmania showed that

170
I

participants faced language and cultural barriers when dealing with the healthcare system.”” In

the international literature there are reports of language problems having detrimental effects on

Y17 Language problems and patients’

health care access among Latino patients in the USA.
cultural beliefs are, however, not the only factors known to obstruct access and use of health
services among ethnic groups: lack of family and social support has also been reported as a

barrier to health care in an unconstructive way, especially when collective family burdens and

responsibilities take precedence over an individual’s need.'’**’®

In some cases EMGs may experience delay and inequalities in accessing to health care services
due to health care professional-related and system-related factors: lack of cultural awareness by
health professionals about patients from EMGs has been mentioned as a barrier to access, and
can also generate resentment in patients. In a study by Adamson et al that included 2500
individuals aged between 18 and 75 years in the South West of England, patients responded to a
guestionnaire that contained two short vignettes describing scenarios related to cardiovascular
disease and cancer. Results indicated that Black respondents, lower socio-economic groups and

women were at least as likely to report immediate health care seeking in response to the clinical
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vignettes compared to White respondents, higher socio-economic groups or men. The authors

concluded that inequalities in accessing health care by ethnicity, socio-economic position and

gender are not necessarily related to patients in these groups failing to self-refer to primary or
accident and emergency care, but rather many delays and inequalities in access to medical

services occur at the level of healthcare provision.'”®

Of particular significance is the impact of underutilisation of available medical services on health
outcomes for EMGs. It has been reported that limitations in accessing health care services are
linked to poor health outcomes especially for those patients with chronic diseases.”””"”° Within
this context, the link between a patient’s utilisation of diabetes-related medical services and
poor glycaemic control was examined in a study by Rhee et al.’® Results of adjusted analysis of
605 African-Americans with diabetes have shown that HbA,. levels were higher among patients
who reported a history of trouble in obtaining medical care, and in patients who reported not

having a usual source of care.™®

1.3.6 Challenges to diabetes self-management among ethnic minority groups

Literature on DSM among EMGs suggests that a patient’s socio-cultural environment influences

181-183

self-management practices. Within the dimension of cultural influence on self-

management, there are several key phenomena of interest that have been studied to identify

184

culturally-relevant issues and challenges in DSM.™" The vast majority of studies have been

conducted among the following ethnic groups residing in western countries: Black (African-

Americans, people of Caribbean decedent), Asians, Hispanics/Latinos and Pacific Islanders.'®>**°

Amongst key cultural phenomena identified were: each patient’s knowledge about, and

experience of, illness (explanatory models), fatalism and religious beliefs, and social support and
» 191-194

influence of family and significant ‘others’. These cultural constructs appeared to largely act

as barriers, and in certain cases increased complexity of diabetes management. However, some
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of these constructs have also been reported as facilitators, depending on culture being

195 196, 197
d.

studie Very little has been published on the perspective of ASB immigrants with T2DM.

1.3.6.1 Knowledge and experience of diabetes

Research has shown that a patient’s cultural background shapes attitudes and beliefs,

30, 198-200

understanding and knowledge of, and response to illness. Patients of different cultural

201203 Erom a clinical

backgrounds may have different understanding and experience of diabetes.
practice point of view, understanding of the concerns, experiences and knowledge of individuals
of EMGs about diabetes is warranted to identify barriers and facilitators of adherence to
diabetes self-management, thus enabling development of appropriate health promotion

interventions that are compatible with cultural norms and beliefs of target group.”®* *®

Although it is known that there are differences between newly diagnosed people and those who
had diabetes for some time regarding diabetes knowledge, however, this section is focusing on
inadequate knowledge or different understanding among EMGs about diabetes and its

management.zoe

A patient’s’ diabetes-related knowledge is recognised as a key factor in
determining strategies used to manage diabetes. Studies on diabetes-related knowledge, using
both qualitative and quantitative approaches, have produced a rich empirical literature about
perspectives of non-Arabic-speaking EMGs. Quantitative approach used in these studies was
mainly to evaluate patients’ knowledge about diabetes compared to ‘correct’ biomedical

views .189, 207, 208

Although, such an approach allowing health professionals to determine how each
patient’s knowledge about diabetes relates to their demographic and clinical characteristics it is,

however, limited. Quantitative research designs do not usually enable in-depth understanding of

participants’ perspectives and meanings..

Qualitative-based approaches generate an in-depth understanding of each participant’s

209-214

perspectives about diabetes and their health beliefs in various cultural groups. Some
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studies use a mixed approach, such as the research conducted by Chesla and colleagues that
explored differences in diabetes experiences among European and Latino background patients in
USA. 2 In this study a mix of open-ended and fixed-choice questions was used that addressed
five aspects of personal models: cause, nature, seriousness, and effects of and future concerns
about the disease.(adapted from the work of Kleinman and the Personal Models of Diabetes

?1® The authors reported that disease descriptions about the nature of diabetes were

Interview).
categorized as experiential, biomedical, or psychosocial. Disease descriptions varied significantly
by ethnicity, with more Latinos using an experiential model and more Europeans using a

biomedical model.**®

Those patients who described a more biomedical model of diabetes
focussed more on lifestyle changes, while those who described a more experiential model placed

greater emphasis on managing fatigue and mood symptoms.

It has been observed that a patient’s belief about causes of their disease are an important factor
in determining their behaviours.?"” Results of studies that examined causal beliefs among ethnic
minority patients with diabetes have shown that patients attributed the development of their
diabetes largely to external factors such as intense emotions generated by death of family
members or loss of loved ones, physical trauma by the way of car accidents or physical violence,

209, 218, 219

punishment for previous self-indulgence. Others connected their development of

diabetes to their own past behaviours, such as substance abuse, consumption of alcohol and

193,209, 220, 21 pagylts of these studies indicated more active treatment behaviours in

smoking.
those who took personal responsibility for their diabetes, compared to those who attributed

onset of their diabetes to external factors.’®

In summary, diabetes-related knowledge and experience among EMGs appears be shaped in
part by culture, and these determine approaches to self-management. A patient’s knowledge

about diabetes is a complex cultural domain that entails understanding about causes, course of
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iliness, complications in addition to treatment strategies of diabetes. As yet, little is known about

the perspective of ASB immigrants with T2DM.

In Australia, one study explored the perceptions of people with type 2 diabetes about their self-
management strategies and relationships with health professionals using four focus groups, one
of which was among ASB patients. The small sample size of ASB participants, use of an
interpreter, and cultural differences between researcher and participants may limit

interpretations of the findings.'*

1.3.6.2 Social support of family and significant ‘other’

At a broad social level, the role of family and significant ‘others’ (defined as partner/family
member/friend/peer within ASB communities) as a vital factor in diabetes management, which
has positive and negative aspects, has long been recognised.?**** Researchers have reported on
how family dynamics, cohesion, interdependence, interference, co-operation and contextual
issues can make a difference in diabetes outcomes and influence self-care activities.””’*** While

some researchers proposed the family role to have a positive impact on diabetes

230, 231 232-236

management, others have reported negative influences. On the negative influence of

family on DSM among EMGs, Samuel-Hodge et al, showed that putting family's needs first,
difficulty saying ‘no’ to family members, and the large number of adults living in one household

were identified as barriers to diabetes self-care, and were negatively associated with quality of

232

life, and positively with stress.”” Also, studies have found that those patients who experience

high levels of family conflict displayed poorer adherence or poorer metabolic control.”*” 2%

Unresolved family conflicts about diabetes have been related to significantly more depressive

239

symptoms and lower quality of life with diabetes.”” Family members (immediate or extended)

0

are reported to serve as considerable sources of misinformation.’*° Likewise, care-giving

responsibilities to multiple family members are reported as a significant barrier to self-

management and potential stressor.** 23> 24!
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On the positive role of family providing important support to patients with diabetes, Wen et al
showed that Mexican Americans with T2DM who reported higher levels of family support and
greater self-efficacy, had higher levels of adherence to diet and exercise.?*? Similarly, Epple et al,
examined whether active family support for nutritional changes was associated with improved

231 Results have shown that

metabolic outcomes for Dine” (Navajo) individuals living with T2DM.
active family nutritional support was significantly associated with control of triglyceride,
cholesterol, and HbAlc levels. The authors concluded that family-based intervention is a more
useful compared to individual-based educational intervention for Dine’ individuals. Results

reported by Carter-Edwards et al, showed that African-American women drew important

support from their families.'”*

In summary, social support, family involvement and significant ‘others’ are sociocultural factors

influencing diabetes self-management, and these factors appeared to be different across various

211

cultures.”” Such factors do not appear to have been investigated thoroughly among ASB

immigrants with T2DM.

1.3.6.3 Fatalism and religious beliefs

The perspectives of fatalism and religious beliefs and their association with patients’ health

243-246

behaviours have been studied extensively among EMGs. Findings are inconsistent and vary

247251
d.

across studied groups, and both positive and negative aspects have been identifie Those

who viewed God as a healer and believed that the outcomes are in God’s hand tended to be
passive in relation to self-care. This was supported by findings of Lawton et al among Muslim
Indian and Pakistani patients with T2DM who reported that they believed that God is the healer

252

and everything is controlled by Him.”* Others perceived God to have more of a supportive role

whereby the individual’s religious beliefs play a prominent and positive role by way of providing

240, 253

patients with the strength needed to deal with diabetes-related challenges. Different

cultural interpretations and understandings of religious beliefs appeared to be associated with
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254

different approaches to illness management among EMGs.” Although ASB immigrants are

known to hold strong religious beliefs, yet little is known about how these religious beliefs

influence DSM practices.”>> **°

1.4 SUMMARY OF THE LITERATURE REVIEW

Adherence to diabetes treatment recommendations is crucial for optimal outcomes. It is a
multifactorial issue, especially for EMGs that can be understood only through the eyes of the
‘target groups’ of patients, taking into consideration their cultural and health beliefs. A thorough
understanding of the patient’s perspective on issues related to DSM, particularly non-adherence
to medication instructions, provides an opportunity for improving diabetes care through
development of interventional strategies and models that promote adherence behaviours and

patient-centeredness while recognising each patient’s unique cultural perspective.

1.4.1 Gaps identified

Arabic-speaking background groups appeared to be the one of the least-studied ethnic groups:
there is a dearth of information about how cultural and health beliefs of ASB immigrants with
T2DM, living in Australia or anywhere else in the world, are affecting adherence to DSM

practices and glycaemic control.

1.5 SCOPE, AIMS AND OUTLINE OF THE PROJECT

The focus of the research reported in thesis was on exploring psychosocial and psychological
factors that are known to influence patients’ DSM behaviours, but have not yet been completely

investigated among ASB immigrants with T2DM.

1.5.1 Theoretical Framework

In the field of health psychology variables such as beliefs, expectations, anxiety, and health-

related behaviours are regarded as separate facets of individuals. It examines complex
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interrelationships among these factors. For example, patient’s beliefs are considered to create
changes in behaviour, behaviour interaction This study is guided by the self-regulation model of
iliness representation developed by Leventhal et al, also known as the “common sense model”

(csm).>’

1.5.1.1 Description of the Common Sense Model (CSM)

The CSM postulates that when a health threat is confronted, people start to construct a mental
scheme of perceptions and beliefs about that threat, termed “illness representation”.”® This
representation has two dimensions, cognitive and emotional, both of which drive the individual’s
selection of the coping strategies they use in response to the perceived health threat.'® %26
Within this model, developing a disease like T2DM is considered as a ‘health threat’, thus the use
of the CSM illness representation provides an opportunity to understand people’s coping
behaviours, that is, health-related behaviours that individuals adopt in response to their

illness, 9% 262

1.5.1.2 Theoretical underpinnings and utility

The CSM of illness representation has been widely and successfully used to explain how
individual’s cognitive and emotional processes influence the way in which people perceive,
organise, interpret, represent, and make inferences about their somatic experiences, and the

way with which they choose to deal with these symptoms.****

According to this model, people
are perceived active problem-solvers who seek to be engaged in activities with the intention of
either maintaining or enhancing their health status. The CSM has been successfully adapted to
examine patient’s self-management behaviours for a wide range of illnesses and in various

populations.?*®27°

Leventhal’s CSM suggests that patients’ health-related behaviours are heavily
influenced by patient’s own beliefs and illness representations (Figure 3). To gain a better

understanding of study participants’ health-related behaviours requires a thorough

understanding of participants’ beliefs and illness representation. In first phase of this research
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participants’ cultural and religious beliefs are explored in depth using two qualitative methods
described in detail in Chapter two (section 2.2). In the second phase, associations between
participants’ health beliefs, health-related behaviours and outcomes are assessed using
quantitative approach (cross-sectional multi-centre survey, explained in detail in Chapter seven
(section 7.2). Data collection tools, used in this research, were designed to enable assessment of

variables of interest and were informed by CSM of Leventhal.

Social Environment, Personality,
Religious Beliefs; Cultural Beliefs

Strategies to )
Manage Illness Health A

A

Personal Model
of Diabetes Appraisal

y

Strategies to Emotional 1
Manage Emotions + Well-Being

Social Environment, Personality,
Religious Beliefs; Cultural Beliefs

264
I

Figure 3: Representation of the Self-Regulation Mode

The CSM framework acknowledges socio-cultural, environmental and religious beliefs as

271, 272

contextual factors that influence patient’s iliness representation. According to the cultural

consensus theory, illness and treatment representations can be viewed as culturally shared
schema, and reflect a form of collective memory, such as information obtained through family

273-275

members, friends and community and healthcare providers. These factors have been
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shown to have an impact on a patient’s adherence behaviours, especially among EMGs with

diabetes.?’® 2"

Using CSM as a research framework allows cultural differences in patients’ health
behaviour (e.g. adherence) to be investigated by eliciting patients’ thoughts about their health

and illness.?”

Research in the field of adherence to medical treatment has demonstrated the usefulness of the
CSM in understanding factors that influence patients’ adherence to medical regimen or health-

278, 279

related behaviours that patients’ engage in to manage their illness. Literature reports that

the CSM has a considerable strength as a predictive model of patients’ adherence behaviours.*

81 Understanding of such factors enables development of more appropriate patient-centred

282

education.”™ The CSM is, therefore, particularly useful in pharmacy research to gain a better

understanding about patients’ disease experiences, which in the context of this research are

diabetes self-management practices.

1.5.2 Aims of this Research

The overall aims of this research are:

1- To explore cultural factors influencing adherence to diabetes management among (Arabic-
speaking background (ASB) immigrants with T2DM residing in Australia, using a comparative
approach whereby Caucasian English-speaking background (ESB) patients with T2DM are

used as the comparable group.

2- To explore factors influencing healthcare seeking behaviours and utilisation of available

diabetes health services.
3- To explore learning needs and preferences of ASB immigrants with T2DM.

4- To assess patients’ treatment and illness perception about diabetes, adherence behaviours

and glycaemic control among ESB and ASB groups.
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5- To investigate the relationship between patients’ beliefs, adherence behaviours (self-care
activities and medication taking) and treatment outcomes measured by glycaemic control

(HBA,.) among ESB and ASB groups.

THE THESIS IS STRUCTURED AS FOLLOWS:

Chapters 2, 3, 4, 5 and 6 describe results of the qualitative phase of the research (two studies:
28 semi-structured individual interviews and 10 focus group sessions). Chapter 7 describes the
results of the quantitative phase of the research (multi-centre cross-sectional survey) conducted
in the Melbourne metropolitan area and a rural region of Victoria. Chapter 8 provides a
summary of the results obtained from the two phases, conclusion and recommendation for

future directions.

CHAPTER ONE: INTRODUCTION

This chapter describes background and contextual information. It also provides a summary of
previous research findings including a critical appraisal of literature. It concludes with identified

gaps in the literature, and the scope and aims of this PhD Project.

CHAPTER TWO: PATIENTS’ UNDERSTANDING ABOUT DIABETES AND ITS TREATMENT

This chapter describes patients’ understanding of diabetes and its treatment, using Kleinman’s
Explanatory Model (EM) as a framework. The qualitative methods, individual semi-structured

interviews and focus group sessions, are described in detail in this chapter.

CHAPTER THREE: HEALTHCARE-SEEKING BEHAVIOURS

This chapter describes participants’ healthcare-seeking behaviours with a specific focus on
barriers to, and factors associated with, access and utilisation of currently available diabetes

health services.
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CHAPTER FOUR: ISSUES IN QUALITY USE OF MEDICINES

This chapter describes issues in quality use of medicines, with a specific focus on patient’s
knowledge about their prescribed medications, views and beliefs about their medications, and

medication-taking behaviours.

CHAPTER FIVE: BARRIERS TO DIABETES SELF-CARE ACTIVITIES

This chapter describes difficulties patients encounter in performing diabetes self-care activities

within their own social environments.

CHAPTER SIX: LEARNING NEEDS AND PREFERENCES OF ASB PARTICIPNTS

This chapter describes learning needs and preferences from the perspective of ASB immigrants
with T2DM, with a specific focus on educational topics, preferred learning materials and

preferred mode of delivery for diabetes education.

CHAPTER SEVEN: PATIENTS’ BELIEFS ABOUT DIABETES AND ITS MANAGEMENT

This chapter reports phase two of the research and describes patients’ beliefs about diabetes,
adherence to diabetes self-management and medications, diabetes-related distress,
involvement in medical treatment decision-making, perceived health status and acculturation
levels. It also investigates the relationship between patients’ beliefs, adherence behaviours (self-

care activities and medication taking) and treatment outcome.

CHAPTER EIGHT: DISCUSSION AND CONCLUSION

This chapter summarises the PhD studies and suggests future directions for research
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CHAPTER TWO: PARTICIPANTS’ PERCEPTIONS AND
UNDERSTANDING OF DIABETES

KEY POINTS ABOUT THIS CHAPTER

This chapter describes:

- Participants’ perceptions and knowledge about diabetes using the constructs of

Kleinman’s Explanatory Model (EM).

Summary of findings:

- Results indicated large differences in knowledge and perception of diabetes and its
treatment between English speaking background (ESB) and Arabic speaking
background (ASB) participants.

- The views of ESB participants’ regarding diabetes and its treatment were generally

consistent with orthodox medical knowledge. In contrast, the views of ASB

participants were drawn mainly on cultural belief systems.
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2 Participants’ perceptions and understanding of
diabetes

2.1 BACKGROUND

Research to improve diabetes care has examined modifiable patient-related factors such as
knowledge, views and attitudes, and perceptions; these factors are known to be important in

4 216, 283288 Thare has been a growing interest in

determining successful self-care practices.
investigating participants’ perceptions and knowledge as part of the recent shift in medical
sector towards a patient-centred approach, particularly in diabetes care. Understanding the

patients’ perspective has been shown to provide a vital opportunity to design and develop

effective participant-centred behavioural interventions.?*’

Over the past decades, a growing body of research has shown that people with diabetes who are
members of ethnic minority groups (EMGs), may experience, understand and perceive disease

0 For those minority groups,

differently from mainstream population in western countries.
culturally appropriate diabetes education has generally been developed so that it is oriented
towards their beliefs, attitudes and behaviours.”* This has been done by ensuring there is a
thorough understanding of their perceptions, cultural norms and health beliefs, customs, food
patterns and health practices.”® Research to gain this understanding typically preceded the

process of developing culturally appropriate health education.?*

These culturally appropriate
diabetes educational interventions have demonstrated significant improvement in clinical

outcomes among EMGs, however, up until now no such interventions are available to ASB

communities.>*

There are several theoretical models and frameworks that have been used to guide researchers
in assessing the way patients perceive diabetes and the role of patients’ beliefs, views,

216, 257, 271, 286, 294

knowledge and attitudes in determining health behaviours. There may be some

conceptual overlapping between some of these models but they differ in their theoretical
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2® One of the most widely used models is Kleinman’s Explanatory Model

grounding and focus.
(EM) of illness, which refers to stories that people construct to make sense of an illness within
the context of their culture. These stories are drawn from patients’ beliefs, knowledge, views,
perceptions, experiences and emotions, and they are translated into patients’ behavioural

286,295 Explanatory models have five components: aetiology, time, onset

responses to their illness.
of symptoms, pathophysiology, course of sickness and treatment.”®® Klienman’s EM has proved

to be a powerful device to examine patients’ perspectives and has stimulated a large body of

research among people with a wide range of conditions including depression,”’ cancer,”® heart

9 303

disease,”, irritable bowel syndrome,300 asthma,*, hypertension,302 obesity, tuberculosis,**

autism,*® and diabetes.”® 3%

Kleinman’s EM constructs include both cultural and biomedical perspectives. Thus, the notion of
disease versus illness is typically inherent in studies examining EMs. The biomedical view of
patients’ complaints when conceptualised within the medical framework is referred to as
‘disease’, whereas the notion of illness includes social, cultural, as well as personal components

of sickness.”®

Within this context, Cohen et al., clearly articulated the importance of exploring
differences in explanatory models between patients and healthcare practitioners, and these

differences have been suggested as one reason for non-adherence in several disorders.>®

Kleinman and his associates described the importance of their explanatory model as follows:

“Eliciting the participant’s (explanatory) model gives the physician knowledge of the
beliefs the participant holds about his illness, the personal and social meaning he
attaches to his disorder, his expectations about what will happen to him and what the
doctor will do, and his own therapeutic goals. Comparison of the participant model
with the doctor’s model enables the physician to identify major discrepancies that may

cause problems for clinical management. Such comparisons also help the physician
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know which aspects of his explanatory model need clearer exposition to participants

(and families), and what sort of participant education is most appropriate.”

The usefulness of using EMs as a framework among patients with diabetes is in two main areas.
Firstly, knowledge of EMs may inform the design of more effective behavioural interventions
and, secondly, for healthcare providers (HCPs), assessing EMs related to diabetes can provide a
rapid assessment of the patient’s perspective. Research has shown that there are differences
between patients and healthcare providers EMs. Loewe and colleague compared diabetes
models between Hispanic patients and physicians. The physicians believed that the onset of
diabetes is a long and slow process. By comparison, patients attributed the onset of diabetes to
events or triggers (external factors) such as domestic violence, intense emotions like anger
resulting from the act of betrayal, trauma due to the breakup of partners, or stress of migration
to the USA>® Such differences may contribute to patients’ non-adherence to medical

308, 311

instructions. Larme and Pugh reported in 1998 that when HCPs do not understand patients’

perceptions of diabetes, their communication with these patients is impaired.**?

Arcury et al, in 2004, conducted in-depth interviews in the USA among rural-dwelling Latino

313 Diabetes was viewed as a serious disease

immigrants who were not diagnosed with diabetes.
that is based on heredity, it can result from several factors such as strong emotions and lifestyle-
related factors (an unhealthy diet, not taking care of oneself), and participants believed that a
major and undesirable outcome of diabetes was weight loss. The findings of this study provided
valuable insights into beliefs of undiagnosed Latinos to inform community-based interventions

33 A further study in 2005 by Arcury et al, also described diabetes EMs

for diabetes prevention.
in low-income white women and men, aged 18 to 54 years, living in a rural Southern US town.

Findings demonstrated that participants had a vague and incomplete understanding of

diabetes.?™
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A 2011 study on EMs of diabetes among participants in a Mexican Oaxacan community showed
differences between participants’ and healthcare providers’ views on diabetes causes.*® The
Mexican participants placed emphasis on strong emotions and traumatic events as causal factors
for the development of diabetes, while healthcare professionals emphasised diet and lifestyle
factors. Jezewski et al., in research among Mexican Americans with diabetes also demonstrated
that each of the five components of their EMs of diabetes included elements of both the cultural
and the biomedical perspective.’® The authors concluded that, in clinical practice, when
diabetes healthcare professionals assess participants’ EMs, it can provide insights into

participants’ perspectives and describe what is important for those living with diabetes.**

Health professionals, including pharmacists, have sought to gain a better understanding about

3% such endeavours are

how people’s cultural beliefs affect their experiences with diabetes.
driven by the realisation that a patient is more likely to assimilate new medical information
about diabetes when it fits within their pre-formed ideas or when it is perceived to be more
helpful and valuable than previous ideas.*” Howard et al, argued that the healthcare providers’

educational message on benefits of optimal glycaemic control should be framed by reference to

participant’s perspectives.318

There is a paucity of research that describes how ASB immigrants with T2DM about perceive and
understand diabetes and its management within their own socio-cultural environment. Such
information will help guide health practitioner interaction and future development of culturally
appropriate diabetes education that addresses specific cultural characteristics of ASB

participants.'®’- 31934

The aim of this chapter was to explore ASB participants’ understanding of diabetes and its

treatment using Kleinman’s EM of iliness as the research framework.
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2.2 METHOD

Two qualitative methods were used for this exploratory study: semi-structured individual
interviews and focus groups conducted in Victoria, Australia. Results of the individual interviews

and focus groups are reported in this chapter and in Chapters 3-6.

2.2.1 Setting

The research was conducted in diverse localities of the Melbourne metropolitan area in Victoria,
Australia. Various primary and secondary healthcare settings, both community- and hospital-
based locations, were purposefully selected to obtain a diverse group of participants with a wide
range of socio-demographic and clinical characteristics as well as broad experiences with
diabetes. All interviews in this study were conducted in private rooms at the various sites: two
major hospitals (diabetes out-patient clinics), six general medical practices, four community
centres (at times, used for diabetes support groups), and the Faculty of Pharmacy and

Pharmaceutical Sciences at Monash University.

2.2.2 Recruitment

To avoid the possibility of neglecting significant ‘lay’ viewpoints, recruitment strategies used in
this study aimed at enrolling participants with maximum variation. A purposive sampling
procedure was used to ensure the inclusion of people with diverse socio-demographic
characteristics, different diabetic control (measured by HbA,. values), and a wide range of
diabetes experiences (measured by duration of diabetes). Participants were eligible to be

included in the study if they met the following inclusion and exclusion criteria:

® |nclusion criteria

1. Arabic-speaking background (ASB) participants:

e Diagnosed with Type 2 diabetes mellitus
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Self-identified as ASB, which was defined as someone whose first language is Arabic,
born in any of the following countries: Iraq, Kuwait, Bahrain, Oman, Qatar, Saudi Arabia,

United Arab Emirates, Yemen, Jordan, Lebanon, Syria or Egypt

2. English-speaking background (ESB) participants:

Diagnosed with Type 2 diabetes mellitus

Self-identified as “Western” which was defined as someone of Anglo or Caucasian
identity born in North America, Australia or United Kingdom, New Zealand and whose

first language is English.

®  Exclusion criteria (for both groups)

2.2.3

Participants diagnosed with Type 1 diabetes mellitus
Participants older than 75 years
Participants with any form of malignancy (cancer). This was because it may affect

general disease perceptions

Newly diagnosed participants (less than 6 months) with Type 2 diabetes. This was
because it was felt that participants needed time to gain the necessary experience of

diabetes self-management.

Ethical considerations

The study protocol was approved by the Monash University Human Research Ethics Committee,

the Austin Health Human Research Ethics Committee and the Western Health Human Research

Ethics Review Panel (Appendix 1, Appendix 2 and Appendix 3). Assistance was also provided by

the Victorian Arab Social Services (Appendix 4). Written informed consent was obtained from

each participant prior to commencement of the study; patient information sheets were given to

participants providing full description about research and involved procedures (there were

available either in Arabic and English). Consented participants were reminded that taking-part in

this research is voluntary, and if they decided to withdraw from the project they can at any stage

prior to beginning of the interview/focus group or in case they become distressed during the
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conduct of the focus group. Prior beginning of interviews all participants were reminded that any
information obtained in connection with this research project that can identify them will remain
confidential and will only be used for the purpose of this research project. Obtained information

was securely stored in de-identified form at Monash University.

2.2.4 Data collection and analysis

Demographic information was gathered from eligible participants prior to the interviews and/or
focus group sessions using a self-completed questionnaire whereas contact details for their
doctor and permission to obtain clinical data was obtained afterwards (Appendix 7; Face and
content validities of the questionnaire were established following review by two university
academics, and five patients). All interviews and focus group sessions with ASB participants were
conducted in Arabic without an interpreter, because one of the researchers spoke Arabic

fluently. The choice of research questions was guided by Kleinmans’ EM.

Interviews and focus groups with ESB participants were conducted in English. All focus groups
and interviews were audio-recorded and transcribed verbatim. Arabic transcripts were
translated into English by an independent translator and by the Arabic speaking researcher, and
the two versions were compared for any discrepancies. Differences were resolved by discussion
between the two parties. The transcripts were entered into NVivo (QSR NUD Vivo: version 8.0)
software for thematic analysis. After each interview, new data were analysed and new codes and
themes were developed that were used to probe for information in subsequent interviews. Data
collection continued until data saturation was reached, when no new and relevant information

arose.

The multistage process of thematic analysis began with a line-by-line reading of the text to
identify the range of responses to the research questions. Data were coded and organised into

themes that described the perceptions and views of participants. The author carried out initial
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analysis, while two members of the research team separately analysed 30% of the transcripts to

compare coding and emerging themes. Discrepancies were resolved through discussion.

2.2.5 The Research focus of this chapter

The results reported in this chapter address the following questions posed to the sample of

participants with diabetes: both ASB participants and ESB participants:

1. What do you think has caused your diabetes?

2. When someone says ‘diabetes’, what comes to your mind? What image you have for a

person with diabetes?

3. What do you think diabetes does to you? How does it affect your body?

4. How severe is your diabetes? Will it have a short or long course?

5. How do you perceive the effectiveness of prescribed diabetes treatment?

6. What is/are the treatment for diabetes? What kind of treatment do you think you

should receive; please reflect back to the time of diabetes diagnosis?

Overall this chapter addresses two specific research questions: What is the EM of diabetes from
the perspective of ASB participants? And how do the diabetes EM of ASB participants’ compare

with the EM of ESB participants?

2.2.6 Limitations

Although recruitment strategies used in this study aimed at enrolling ASB immigrants with
maximum variation, however, purposive and non-probabilistic sampling process may preclude
any generalisation or extrapolation of findings without further research. Absence of cultural
difference between the author and ASB interviewees has helped in obtaining participants’
perceptions in a permissive, non-threatening environment and delivering questions in a very
clear and cultural-appropriate language. Given the very strong preference of most ASB

participants for discussing diabetes and its treatment in a gender-separated session, for all
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female focus groups a Muslim female research assistant was present helping not only in taking
flied notes during the interviews but also in making sure that female participants are

comfortable.

2.3 RESULTS

2.3.1 Study participants

A purposive sample of 100 participants with diabetes was recruited in the two groups: 60 ASB
participants and 40 ESB. Recruitment continued until data saturation was achieved. Twenty-
eight individual interviews and 14 focus group sessions involving a further 72 participants were

conducted.

2.3.2 Participants’ characteristics

The socio-demographic and clinical characteristics of the 100 participants are shown in Table 1.
The two groups of participants were of a similar age, had a similar gender representation (male
to female ratio) and range of co-morbidities. More participants in the ESB group compared to
those participants in the ASB group had well-controlled diabetes. Use of insulin to control
diabetes was higher among the ESB group. Compared to the ASB group, more of the ESB

participants were working, either part-time or full-time.

Participants described their perceptions and viewpoints of their diabetes using each of the five
constructs of Kleinman’s EMs. Resultant themes, sub-themes, and categories related to each

construct are reported in Table 3.
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Table 1: Participants' socio-demographic and clinical characteristics

Percentage or mean (number or range)

Characteristic

ASB (n=60) ESB (n =40)
Gender

- Female 63% (38) 60% (24)

- Male 37% (22) 40% (16)
Mean age, years (range) 57 (35-68) 60 (54-69)
Mean years since diabetes diagnosed (range) 9(1-17) 7 (3-14)
Mean years in Australia (range) 8 (3-18) NA
Diabetes status (HbA1c)*

- Excellent control (6—-6.9%) 5% (3) 17.5% (7)

- Good control (7-7.9%) 46% (28) 47.5% (19)

- Indifferent control (8-8.9) 20% (12) 22.5% (9)

- Poor control (9-9.9%) 22% (13) 40% (1)

- Exceptionally poor control (>10%) 7% (4) 2.5% (1)
Co-morbidity

- Hypertension 27% (16) 45% (18)

- Dyslipidemia 37% (22) 22.5% (9)

- Retinopathy 15% (9) 12.5% (5)

- Other cardiovascular disorder 21% (13) 20% (8)
Medication (n, %)

- None 2 (3%) 3(7.5%)

- Oral hypoglycaemic medications 48 (80%) 22 (55%)

- Insulin 6 (10%) 7 (17.5%)

- Both, oral and insulin 4 (7%) 8 (20%)
Family history of diabetes mellitus 35% (21) 32.5% (13)
Workforce participation

- Working part-time 32% (19) 45% (18)

- Working full-time 15% (9) 27.5% (11)

- Housewife 37% (22) 12.5% (5)

- Pensioner 5% (3) 12.5% (5)

- Unemployed 11% (7) 2.5% (1)
Living arrangement

- Married and living with spouse 97% (58) 67.5% (27)

and/or children

- Living alone 3% (2) 32.5% (13)
Proficiency with English (self-rated)

- Little or none 35% (21) NA

- Moderate 47% (28)

- Excellent 18% (11)
Country of birth

- Lebanon 38% (23) NA

- Jordan 7% (40)

- lraq 18% (11)

- Syria 5% (3)

- Egypt 32% (19)

ASB= Arabic-speaking background patients; ESB= English-speaking background patients
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Table 2: Participants’ characteristics

Type of interview

Glycaemic control

Participants Age Gender Focus group . Sf-:r:ni-str?cturgd (HBA,, level)
session individual interview
1. ASB-1 60 | Male v 9.4
2. ASB-2 64 | Male v 9.2
3. ASB-3 38 | Male 4 6.8
4. ASB-4 66 | Male 4 9.4
5. ASB-5 52 | Male v 7.8
6. ASB-6 48 | Male 4 7.4
7. ASB-7 61 | Male v 7.6
8. ASB-8 58 | Male 7.4
9. ASB-9 64 | Female v 8.4
10. ASB-10 58 | Female v 7.2
11. ASB-11 56 | Female v 7.8
12. ASB-12 64 | Female 4 7.6
13. ASB-13 61 | Female 4 7.8
14. ASB-14 59 | Female 4 8.4
15. ASB-15 60 | Female 4 8.7
16. ASB-16 46 | Female 4 7.6
17. ASB-17 62 | Female v 10.6
18. ASB-18 60 | Female v 7.4
19. ASB-19 63 | Female v 7.2
20. ASB-20 56 | Female 4 9.6
21. ASB-21 51 | Female 4 7.6
22. ASB-22 58 | Female 4 8.7
23. ASB-23 48 | Female 4 6.9
24. ASB-24 70 | Female 4 9.4
25. ASB-25 54 | Female v 7.4
26. ASB-26 63 | Female 4 7.6
27. ASB-27 66 | Female v 9.3
28. ASB-28 59 | Female v 7.2
29. ASB-29 68 | Male v 8.7
30. ASB-30 38 | Male v 7.2
31. ASB-31 47 | Female v 6.9
32. ASB-32 52 | Male v 9.4
33. ASB-33 51 | Female v 8.2
34. ASB-34 60 | Female v 7.4
35. ASB-35 52 | Male v 9.2
36. ASB-36 53 | Male v 8.4
37. ASB-37 64 | Male v 9.2
38. ASB-38 44 | Male 4 7.0
39. ASB-39 60 | Female 4 9.6
40. ASB-40 59 | Female 4 7.8
41. ASB-41 61 | Female v 8.3
42. ASB-42 57 | Female 4 8.2
43. ASB-43 64 | Female v 10.2
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44, ASB-44 53 | Female v 7.2
45. ASB-45 64 | Male 4 9.4
46. ASB-46 56 | Female 4 7.0
47. ASB-47 57 | Female 4 8.2
48. ASB-48 68 | Female 4 9.4
49. ASB-49 63 | Male v 9.6
50. ASB-50 35 | Male v 7.3
51. ASB-51 62 | Male 4 10.4
52. ASB-52 67 | Male v 7.4
53. ASB-53 59 [ Male 4 7.8
54. ASB-54 49 | Male 4 7.0
55. ASB-55 61 | Female 4 8.2
56. ASB-56 64 | Female 4 10.4
57. ASB-57 59 | Female v 7.2
58. ASB-58 62 | Female 4 8.2
59. ASB-59 67 | Female v 7.6
60. ASB-60 62 | Female v 7.8
61. ESB-61 56 | Female v 6.5
62. ESB-62 63 | Female 4 8.4
63. ESB-63 68 | Male v 7.4
64. ESB-64 64 | Male v 7.2
65. ESB-65 59 [ Male v 7.6
66. ESB-66 58 | Male v 7.8
67. ESB-67 64 | Female v 8.4
68. ESB-68 61 | Female 4 6.5
69. ESB-69 59 | Male v 6.4
70. ESB-70 62 | Female v 7.4
71.ESB-71 60 | Female 4 7.2
72. ESB-72 57 | Female 4 10.8
73. ESB-73 66 | Male v 8.2
74. ESB-74 67 | Male 4 8.2
75. ESB-75 68 | Male v 7.6
76. ESB-76 58 | Male v 7.2
77. ESB-77 66 | Female v 7.4
78. ESB-78 69 | Male v 9.6
79. ESB-79 57 | Female 4 7.8
80. ESB-80 56 | Male v 7.4
81. ESB-81 60 | Male v 9.2
82. ESB-82 54 | Female 4 6.8
83. ESB-83 59 | Female v 6.4
84. ESB-84 62 | Female 4 7.6
85. ESB-85 67 | Female v 8.4
86. ESB-86 68 | Female v 7.6
87. ESB-87 57 | Male v 6.8
88. ESB-88 67 | Male 4 7.6
89. ESB-89 62 | Female v 9.4
90. ESB-90 64 | Female v 7.2
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91. ESB-91 64 | Female v 8.2
92. ESB-92 58 | Female v 7.8
93. ESB-93 59 | Female v 9.2
94. ESB-94 63 | Female 4 8.4
95. ESB-95 58 | Female 4 7.9
96. ESB-96 62 | Female 4 8.4
97. ESB-97 55 | Female v 7.2
98. ESB-98 58 | Female v 6.4
99. ESB-99 66 | Female v 7.2
100. ESB-100 | 64 | Female 4 8.4
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Table 3: Participants' understanding of diabetes and its treatment

Constructs of Kleinman’s Themes Sub-themes Categories
Explanatory Model of illness*
1. Aetiology Beliefs about causes of Cultural factors Intense emotional traumas
diabetes - death of a close family member

- fears post physical traumas i.e. car
accident

Cumulative stresses
- strong bonding between family
members was viewed to be a source of
chronic stress

Migration
- separation from home ties
- re-location in a strange country with
different language and different cultural

norms
Religious factors Fatalistic views about health and illness
Biomedical factors Hereditary factors

Lifestyle-related factors
- inappropriate dietary behaviors
- lack of exercise and physical activity
- Obesity

2. Time of onset Beliefs about symptoms of Symptoms of diabetes Hypoglycaemia and hyperglycaemia
diabetes

Meaning of the diagnosis of
diabetes
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3. Pathophysiology

Beliefs about pathophysiology
of diabetes i.e. mechanisms of
disease

4. Course of illness

Beliefs about course of
diabetes

5. Treatment

Beliefs about treatment of
diabetes

*Constructs of Kleinman’s Explanatory Model of illness.

308
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2.3.3 Aetiology: participants’ beliefs about the causes of diabetes

Based on participants’ responses, the causes of diabetes could be grouped into three categories:
cultural, religious, and biomedical factors. The majority of participants in the ASB group believed
that cultural and religious factors predisposed them to develop diabetes. In contrast, the

majority of ESB participants believed that biomedical factors were the cause.

2.3.3.1 Cultural and religious causes

Within the ASB group, both emotional and physical traumas were cited as the causes for
developing diabetes. The participants described emotional trauma as immensely stressful events
that generated intense emotions such as severe distress, anxiety, and fretfulness. They believed

that these intense emotions affected their bodies and caused diabetes.

“... | got diabetes because | was saddened very much after the death of my younger
sister. | loved her very much, and she was like my daughter. | got diabetes right after her

death.” ASB-17

“... My son is very special. | loved him more than life itself ... he broke my heart [when he
died] ... my body couldn’t deal with this shock, so I got diabetes. Strong shock can cause

diabetes.” ASB-42

“.. | got diabetes because of too much stress in my life. | lived most of my life in Iraq and
we had wars for the last 25 years. | think all that accumulative stress and suffering made

me have diabetes.” ASB-26

Arabic-speaking background participants also attributed the development of their diabetes to
migration. They talked about difficulties encountered in adjusting to their new lifestyle in
Australia, including not being able to speak English and fears about raising children in a country
with different cultural traditions. When they were probed about what effect migration had had
on their health and why they linked the development of diabetes with migration, they talked

about experiencing depression and anxiety due to loss of their homeland.

52 | Page



Chapter 2
Participants’ perceptions and understanding of diabetes

“It’s not easy to be displaced from your homeland. | felt | lost my world when I left Iraq.
Yes, life was difficult there, but | still feel depressed knowing that | can’t go back. It’s very
sad to lose ‘home’... all these sad emotions have effects on my body. Sometimes, | think

I’m lucky that | ended up with diabetes. It’s still better than other diseases.” ASB-5

Some participants also presented a different view, believing that migration was a reason for

attaining better health.

“I think now | have better health compared with when | was back in Jordan. Here
[Australia] they have a very good health care system. Doctors actually care about
people. We can access medical services without big concerns about costs. Now | have

started to take better care of myself.” ASB-38

Physical trauma was also blamed as a cause by ASB participants.

“.. | got diabetes 15 years ago. | had a car accident. | was very much afraid, and around

10 months after that [accident] / learnt that | have diabetes.” ASB-7

Contrary to the ESB participants, where religion seemed not to play a significant role in their EM
of diabetes, all the participants in the ASB group expressed very strong religious beliefs. They
believed that they have little say about the events of their lives, that God (Allah) has the ultimate
power and that His will determines the course of their life, and therefore that diabetes was
meant to happen. Fatalistic thoughts about health and illness were frequently cited as a factor
for the development of diabetes. Participants believed Allah’s (God) will determines the
individual’s ‘razzaq’, a term referring to financial status, health status, and achievements that
are preordained events of life. In gauging ASB participants’ religious views, two distinct thought
patterns were expressed. Some ASB participants seemed to be indifferent about their health
status, as they believed that diabetes was meant to happen, whereas others viewed Allah’s will

as a support structure, in which they can make amends with having diabetes.

“I don’t think too much about why and what caused my diabetes. In this life, Allah knows

everything, He is almighty. When | was born | had my ‘razzaq’ predetermined for me. This
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‘razzaq’ includes prosperity, health status; whether or not one | would have children,
finances, etc. The way | see it, is that | was destined to have diabetes. So | accepted it as
is.” ASB-59
2.3.3.2 Biomedical causes
Biomedical causes of diabetes cited by participants in both groups included: inappropriate eating
patterns (including high sugar intake), sedentary lifestyle (minimal engagement in exercise),
heredity, consuming too much alcohol, being overweight, and not taking care of oneself. English-
speaking background participants, however, had a better understanding about the causes of
diabetes, regularly attributing the development of their diabetes to lifestyle-related factors,

heredity and the body’s deteriorating functioning with age.

“Mly eating habits used to be very bad. After so many years, my pancreas couldn’t handle

it anymore and | got diabetes” ESB-100

“It’s not one thing that caused me to have diabetes. It’'s my wrong eating patterns,
incorrect lifestyle... | also used to drink too much, and | got it when | turned 61 years, so |

guess ageing counts.” ESB-98

“l used to eat lots of sugar and fatty foods for so many years, plus | had a family history

of diabetes, so when | was told that | have diabetes | wasn’t shocked!”ESB-67

In comparison, ASB participants more frequently cited cultural and religious causes, with only a
few citing inappropriate eating patterns: eating too much sugar, high carbohydrate and fat

content in traditional Middle Eastern food, large portion sizes, being over-eaters.

“You know we typically eat large portions of food at lunch and dinner and there are lots
of fats in our foods. We tend to eat very big lunches and go to sleep for two hours after
that. No exercise whatsoever, and when we drink tea we load it with sugar. | can’t
believe that | used to drink 5 to 6 cups of tea a day, each cup with lots of sugar.... Of

course | ended up with diabetes!” ASB-19

Although ASB participants reported heredity as one cause of diabetes, their responses reflected

a misunderstanding of the level of influence this risk factor had on the development of diabetes.
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ASB participants’ indicated that they felt that diabetes was inherited, due to the large number of

family members, friends, and peers who had diabetes.

“If diabetes runs in your family, you will have it. Nothing can be done about it.” ASB-37
2.3.4 Time of onset: Participants’ beliefs about the onset of the symptoms of

diabetes

When asked about their knowledge of symptoms of diabetes, participants’ responses fell into
three categories: knowledge of diabetes symptoms at diagnosis, current physical symptoms

associated with diabetes, and hypoglycaemia and hyperglycaemia.

Before diabetes was medically diagnosed, ASB participants had a poor understanding about
typical diabetes symptoms, although they were already experiencing them. They struggled to

understand what they were experiencing at the time of diagnosis.

“I knew something was wrong. | had some symptoms, but | didn’t know that they were of
diabetes. If | knew that, | probably would have taken it more seriously and gone to a

doctor sooner.” ASB-19

“I had no idea about diabetes symptoms. | heard about it [diabetes] and | knew it was a
pretty serious disease. But as for the symptoms that come with this horrible disease, |

had no idea.” ASB-40

A few ASB participants stated that they knew diabetes symptoms, yet when they were asked to
list them, they could not. Even though ASB participants recognised symptoms as ‘abnormal’,
they seemed not to seek immediate medical attention; rather, they decided to ignore them.
They took time to observe and evaluate these ‘abnormal’ symptoms, mainly to see whether they
worsened, persisted or resolved. On a few occasions, ASB participants declared that they

suspected their symptoms could be diabetes-related.

“I felt something was wrong. | had some symptoms for quite some time, but | didn’t go

to doctor to have a check.” ASB-15
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“If there was a severe pain, one would go to see a doctor immediately, but in my case |
was just feeling tired and exhausted most of the time. Later, | started to realise that | was
thirsty and went to the toilet many times. A long time after that | decided to go and see a

doctor and | was told | had diabetes.” ASB-7

It was only after symptoms persisted or worsened that participants decided to access medical
services. They feared a medical diagnosis of diabetes, preferring not to know that they had

diabetes.

“I knew about diabetes symptoms; my mother had diabetes, and my best friend had it
too. | suspected that | had diabetes based on the symptoms | had, but | just preferred not
to follow up on it. | didn’t want to be ‘officially’ told that | had diabetes. It is a very
difficult disease and hard to manage. | preferred not to find out more, so | postponed a

check-up for a while.” ASB-4

Compared with ESB participants, ASB participants more frequently reported experiencing
symptoms of diabetes that included sadness and depression, tiredness and fatigue, being
overwhelmed, blurred vision, and headaches.
“Diabetes affects my life immensely. | feel overwhelmed and tired most of the time. |
have no energy to do anything. | feel sad most of the time.” ASB-32

Participants in the ESB group appeared to have a better understanding of diabetes symptoms,
compared with ASB participants. They knew the most common symptoms associated with
diabetes including: blurred vision, fatigue and tiredness, dry mouth and feelings of thirst, and

frequent urination.

“I knew | had diabetes | started to feel tired, thirsty and went to toilet. All the classical

symptoms” ESB-74

“I had lots of symptoms for months, but | did not know they were related to diabetes”

ASB-3
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Participants in both groups viewed hypoglycaemia as a major concern. They were able to
describe symptoms associated with hypoglycaemia including feeling faint, muscle shaking,
dizziness and palpitations. Participants in both groups reported great fear of hypoglycaemic

attacks.

“Hypoglycaemia is pretty bad. Once | felt | was going to die! | pray that you won’t ever

experience such feelings.” ASB-28

“I feel like all my energy is drained out of me. My body becomes so weak and | start
shaking. Sometimes, my heart beats fast. It may sound like it is not serious but it feels

really bad.” ASB-29

“I believe that every patient with diabetes can describe hypoglycaemia very well! It’s

really scary, but we all have lollies and we knew how to deal with it” ESB-89

Responses from ASB participants suggested that hyperglycaemia was perceived to be less

serious, compared to hypoglycaemia:

“I’'m much more afraid of low sugar in my blood. It feels really bad. If | had to choose, |

would rather have it [blood sugar] too high than have it too low.” ASB-36

2.3.5 Meaning of the diagnosis

Participants spoke about what it means to have diabetes. Although participants in both groups
reported emotional reactions such as fear, anxiety, worry and nervousness that were coupled
with their diagnosis, the intensity of these emotions varied between the two groups. More

negative emotions were reported by ASB participants, compared with their ESB counterparts.

“Surely diagnosis with diabetes is very unpleasant for many people. But for me it was
traumatic. | saw images in my head of very ill, amputated, depressed men. | wasn’t
imagining or anything, | just saw myself becoming like my father who also had diabetes.
He had very poor health and was ill most of the time. Diabetes brought so many other

diseases along with it.” ASB-33

57| Page



Chapter 2
Participants’ perceptions and understanding of diabetes

The way in which the doctor informed the participants about their diagnosis seemed to have an

impact on participants’ reactions. For the ASB group it generated negative emotions.

“.. | remember how little the doctor told me about diabetes. | felt | was all alone with

this awful disease. | knew nothing and | was overwhelmed.” ASB-51

There was a trend in the relationship between the place of diagnosis and intensity of negative
emotions associated with the diagnosis. It appears that ASB participants who were diagnosed in
the Middle East had more negative reactions regarding their diagnosis than those diagnosed in

Australia.

“I was terrified when the doctor said | had diabetes. | remembered that he spent most of
the 5-minute consultation writing my prescription. He told me how to use these pills and
a couple of other instructions about diet, and that was pretty much it. | had lots of
questions, concerns, and fears that | never had the chance to discuss. | learnt over the
years from peers and friends with diabetes how to manage this disease. There is no

support whatsoever back there [in the Middle East].” ASB-19

In contrast, those diagnosed in Australia felt more positive regarding their future with diabetes.

“I was very nervous when | was told that | had diabetes. | felt my life was almost ended. |
wouldn’t be able to eat the same food | used to, | would have other diseases, | might
have my legs amputated or my eyes would be affected. But after a while, the doctor told
me that nowadays diabetes can be looked after, it could be managed, and | took comfort
from his continual support. I’'m lucky I’'m here in Australia. | wouldn’t get the same care

back there [in the Middle East].” ASB-47

Negative connotations and labels associated with diabetes were reported by ASB participants,
but not by participants in the ESB group. Arabic-speaking background participants reported that
in the Middle East, diabetes is generally associated in people’s minds with poor health status,

therefore diabetic males were perceived as ‘weaker’.
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“Diabetes is perceived as a serious disease. When a male is diagnosed with it at a young
age, people may look at him as a ‘sick person’ or ‘weak’. This illness doesn’t come alone,

many other illnesses accompany it.” ASB-44

English-speaking participants had very little to say about perceived images of an adult with
diabetes compared with ASB participants. When ASB participants reflected on perceived images
of a person with diabetes, both males and females talked about the social stigmatisation
associated with diabetes. Females spoke of a female with diabetes being a ‘less desirable bride’

because of the fear of passing diabetes onto children:

“Having diabetes is a terrible thing... You know how things are back in the Middle East. If
a girl is known to be sick, she would end up with fewer opportunities to get married. |
wouldn’t allow my son to marry a girl who has diabetes. | would just be concerned about

his future kids; they might have it [diabetes] if their mother has it.” ASB-46

Male participants’ perspectives on the public image of an adult with diabetes were mainly
concerned with potential sexual dysfunction, especially when diagnosed with diabetes at a
young age.
“I heard that diabetes has an impact on sexual performance. In TV shows back in the
Middle East [educational shows about marriage relationships], the first question that
the experts or the doctors ask any caller is if he has diabetes. So people assume that

diabetes inevitably affects sexual function. It is not good to be known among your peers

to have diabetes.” ASB-35

2.3.6 Beliefs about the pathophysiology of diabetes

Arabic-speaking background participants did not appear to have a basic understanding about the
pathophysiology of diabetes. In contrast, ESB participants had a better understanding; they
talked about the relationship between insulin and sugar in the blood. Some described the failure
of the pancreas to produce enough insulin in people with diabetes. Within the ESB group,
participants also talked about the development of diabetes complications as a result of elevated

glucose levels in the blood.
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2.3.7 Beliefs about the course of diabetes

Participants with a relatively longer history of diabetes and those who had developed diabetes-
related complications considered diabetes as a more serious illness than those who were
recently diagnosed. At the time of diabetes diagnosis, ASB participants reflected that they did
not understand that diabetes is a chronic disease, which often requires life-long lifestyle

modification and management.

“When | was told that | had diabetes, | had no idea about the illness. | learnt about it
over the years. | wasn’t informed much at all. | learnt about diabetes mainly by trial and

error and from my peers.” ASB-11

English-speaking background participants were more knowledgeable about the seriousness of
diabetes, compared with ASB participants. They talked about diabetes-related complications and
they were aware of the importance of diabetes self-management practices, especially in terms

of delaying onset or preventing these complications.

2.3.8 Beliefs about the treatment of diabetes

The two groups of participants had different approaches to treating diabetes as well as different
attitudes toward ‘conventional’ or ‘western’ treatment modalities. English-speaking background
participants reported greater belief in the effectiveness of diabetes treatments than ASB
participants, generally acknowledging that oral medications, modification of dietary habits,
engagement in physical activity and the use of insulin are the main treatment options for people

with diabetes.

In comparison, ASB participants were somewhat sceptical about the use of western medicine. All
ASB participants, however, believed that alternative therapies (herbal products) are safe and

effective treatments for diabetes and had used them for management of their diabetes.
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“These herbal medicines are safe. They come from nature, so there are no chemicals, no

poisons.” ASB-33

Arabic-speaking background participants talked at length about their use of traditional
treatments, either in conjunction with prescribed treatment or instead of their prescribed
treatment. Within ASB communities, the advice of peers about the effectiveness of alternative

treatments seemed to provide validation for the uptake and use of these treatments.

“When someone you know and trust says that these herbs work, you believe him/her

don’t you?” ASB-40
Some participants changed their views and attitudes towards herbal treatments. They became
more sceptical and developed more negative attitudes towards the use of herbal treatments
when these treatments failed or when participants experienced an exacerbation of their disease.
Only after ASB participants came to their own decision that these herbal treatments were not
improving their diabetes symptoms were they willing to stop using such treatments and resume

their prescribed (Western) diabetes treatment.
“I started using herbs, special tea; made of seven tree leaves boiled in hot water | was
told it is very good for diabetes. | tried it for six months. | could feel that | wasn’t ok, but |
kept using it! Meanwhile, | stopped my diabetes pills. | was very ill, they took me to a
hospital and they gave me insulin as my blood sugar level was very high. They [the

healthcare providers] told me that my kidneys were affected. After that, | stopped the
herbs and used the prescribed pills [OHAs] only. It was a bit late though.” ASB-23

It appears that participants often did not inform their GPs about use of herbal treatments.

“I did not tell my doctor, and he did not ask me.” ASB-37

More ESB participants were prescribed insulin compared to ASB participants (Table 1). Both
groups viewed insulin use as a sign of diabetes becoming more serious. Arabic-speaking

background participants, however, reported active resistance to using insulin when it was
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proposed by their treating doctor. They expressed fear of the use of insulin, recalling people who

had died shortly after insulin was initiated, thereby associating the use of insulin with death.

“I heard that insulin had lots of side effects. My doctor discussed with me the possibility

of starting insulin, but | refused it completely. | was terrified!” ASB-30

“I don’t want to use insulin. It’s very bad. Once people start using it, it means they might

die soon. My grandmother died pretty soon after she started to use insulin.” ASB-14

Participants raised concerns about the difficulty associated with insulin use. One ESB participant
described his concerns about the use of insulin in public. Injecting insulin was sometimes

mistakenly perceived as something akin to ‘drug use’.

“What most concerned me with insulin is whether or not | could learn how to use it

”

properly. | think it is not an easy task at all to administer insulin. | prefer to use pills.

ASB-38

“I’'m a truck driver. Sometimes | inject insulin in public toilets. It hurts to see some people

7

think that I’'m using a [illicit] drug or something. | can tell from the looks in their eyes.

ASB-36

2.3.9 Relationship between EMs and glycaemic control

This study also explored the relationships between EMs, self-care and diabetes control. Results
indicated that EMs of diabetes relate to diabetes control (measured by glycated haemoglobin
[HbA1.] value). Arabic-speaking background participants, who mainly reported the cultural belief
model, seemed to have worse glycaemic control compared with their ESB counterparts who
reported biomedical models. In this study, only 20% of ASB participants attained glycaemic

control of <7%, compared with 47% of ESB participants (Table 1 and Table 2).

62| Page



Chapter 2
Participants’ perceptions and understanding of diabetes

2.4 DISCUSSION

This research investigated challenges in diabetes care in ASB immigrants in Victoria, Australia, a
previously underexplored subject in this ethnic minority group. It is known that participants’
beliefs about causes of diabetes have an important role in shaping self-care behaviours.*” This
chapter explored Kleinman’s EM of diabetes among ASB and ESB participant groups and
corroborated the findings of a limited number of previous investigations conducted among other

ethnic minority groups.3°6’ 307,317,323

The results showed that EMs of diabetes differed between the two participant groups. All five
constructs of Kleinman’s EM showed elements of difference between the views of ASB and ESB
participants. Furthermore, two of the constructs, beliefs about the causes of diabetes, and
beliefs about the treatment of diabetes, showed important differences related to the cultural
belief and biomedical interpretation of diabetes that have the potential to impact the self-

management and outcomes and these will be the focus of discussion.

Arabic-speaking background participants reported reliance on cultural belief models whereas
ESB participants predominantly used a biomedical model of diabetes, similar to results of Luyas
et al and Jezewski et al where Mexican-American participants also reported elements of cultural

belief models of diabetes.>*® 3"/

2.4.1 Beliefs about the causes of diabetes

The focus of ASB participants on intense emotions as a central explanation for their diabetes is
consistent with findings of research conducted among other ethnic groups with diabetes such as
Mexican Americans, where they reported strong emotions (susto; a word used to describe a very

frightening experience) as the cause for the development of their diabetes.?*® 3% 324

In this study, religious factors formed part of the ASB participants’ causal explanations for the

development of diabetes. Arabic-speaking background participants are known to hold strong
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religious beliefs.”” In 2000, Al-Krenawi and Graham reported the influential role of religion in

Arab societies, finding it to be an important context wherein problems are constructed and

resolved.'®®

Hjelm et al. investigated beliefs about health and diabetes among men from
different cultural backgrounds living in Sweden and concluded that, similar to results obtained

from ASB participants in this study, religion was considered to be of great importance for the

Arabic group in understanding their medical conditions.™’

Participants’ ideas about the cause of their diabetes have been proposed to be associated with

self-care behaviours.* 3%

Results of the current study suggest a relationship between causal
factors described by participants and self-care practices that is consistent with research reported
by Hunt et al. in a Mexican population.® English-speaking background participants who cited
their own past behaviours as the contributory factors for the development of their diabetes
seemed to be more actively involved in self-management behaviours as evidenced by seeking
medical advice sooner after the development of symptoms. In contrast, ASB participants who
cited cultural and religious factors, with far less emphasis on their own behaviours as triggering

factors for development of diabetes, delayed their diagnosis until symptoms were severe and

also had poorer self-management practices.

Participants’ perspectives about causes of diabetes have also been reported for other ethnic
minority groups with diabetes, such as the Dakota Indians. Participants’ interpretations and
narratives indicated that diabetes was integrated with their cultural history and identity, similar
to the ASB participants.’”’ Research among Canadian Anishinaabe (Ojibway) communities,
however, reported that these communities seemed to link diabetes to their individual choices

more like the ESB participants.’®**°
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2.4.2 Beliefs about the treatment of diabetes

Arabic-speaking background participants’ beliefs about diabetes treatment gave high priority to
the use of herbal treatments before considering Western medicine. Especially at the early stage
following diagnosis, minimal discussion with healthcare provider, lack of knowledge about
diabetes treatment, fears and concerns about ‘Western medicines’, and beliefs that herbal
treatments are safe and effective led them to rely heavily on herbal medicines. Arabic-speaking
background participants are known to use alternative treatments, often without the knowledge

32533031 yse of alternative treatments among ASB group did

of their healthcare professionals.
not appear to be influenced by religious beliefs, most seemed to use alternative remedies as a

consequence of the recommendations made by their peers within ASB communities.*”’

2.5 CONCLUSION

Participants in both groups had specific views on what triggered the development of their
diabetes. Arabic-speaking background participants felt that external factors, rather than their
own health-related behaviours, were the cause of their diabetes (e.g. Allah’s will, fate, trauma,
cumulative stress, heredity), while ESB participants were more likely to blame personal lifestyle
behaviours (e.g. inappropriate eating habits, lack of exercise and obesity) as causal factors for
developing diabetes. These results contribute to existing body of literature on diabetes health
education by way of exploring ASB immigrants’ knowledge and perceptions about diabetes and
its management using constructs of Kleinman’s EM. Findings reported in this chapter have
implications for the delivery of healthcare and education, especially for the ASB population with

diabetes.
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IN PATIENTS WITH DIABETES

KEY POINTS ABOUT THIS CHAPTER

This chapter describes:
- Factors influencing the access to, and the use of, healthcare services among two groups of

participants: those of Arabic-speaking and English-speaking background.

Summary of findings:

- Multiple factors that influenced healthcare seeking behaviours were identified.
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3 Healthcare seeking behaviours in patients with
diabetes

3.1 BACKGROUND

Populations in upper-middle and high income western countries are becoming increasingly
multi-ethnic as a result of a rise in migration.>** Many studies have looked at the healthcare
seeking behaviours and utilisation of health services by ethnic groups. Results showed that

ethnic minority groups underutilised and delayed access to health care services, when compared

with their non-immigrant counterparts.™? 3333

Andersen and Newman discussed determinants of patients’ healthcare seeking behaviours and
accessing of medical services at two levels - societal and individual.*®” In Australia, with other
publicly funded health care systems, access and utilisation of healthcare services are primarily
dependent on each patient’s decisions.*® Findings of previous research suggest that patients’

delay in seeking medical help is one of the key factors that determine outcomes of health

care,®* 3 resulting in late treatment, and leading to missed opportunities to impact fast

341-343

response with consequent increase in the probability of severe morbidity. The focus of this

research, therefore, was to examine individual determinants of healthcare seeking behaviours.

Numerous studies have been conducted within various social and cultural settings and across a

wide range of diseases to gain an in-depth understanding of the patient’s decision-making

process through which they judge their need to use and access available medical services.'”® ***

3% Delay in, and barriers to, accessing healthcare services is recognised as a major concern and

has been investigated among ethnic minorities at three levels; patients, health care providers,

163

and systems.”> Amongst identified barriers to the use of healthcare services among these

groups are: patients’ appraisal and knowledge of the symptoms, anxiety and depression, health
and cultural beliefs, language problems, low level of acculturation, perceptions about health

347-349

care providers, and lack of private health insurance and high medical costs. In Australia,
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lack of health insurance is not necessarily a barrier, especially since the extent of financial
hardship resulting from out-of-pocket medical expenditures is reduced by the Australian

government’s Medicare system.

Limited information is available about health care seeking behaviours in patients with T2DM.**°

Y71t is important to understand factors associated with patients’ delay in seeking medical care
especially in diabetes where timely diagnosis and treatment limit the chances of developing

351-353

serious complications and ameliorates the burden of disease. Within this context, only a

single study, which was conducted among Yugoslavians and Arab men in Sweden, could be

found.™’

The study focused on how health health beliefs affected patients’ care-seeking
behaviour. The author concluded that Arabs showing an active information-seeking behaviour
had sought help from health care professionals to a greater extent compared with Swedes and
former Yugoslavians.®®® Information about health care seeking behaviours specific to Arabic-

speaking background (ASB) immigrants with diabetes is lacking, as is information about this

population in Australia."”’

Without greater understanding of why people delay accessing treatment, current interventions

% The current study aimed

that aim at improving timely access to services may be less effective.
to explore how ASB immigrants with T2DM in Victoria, Australia made their decision to seek

medical care at the time of development of diabetes symptoms and factors that influenced their

decision.

3.2 METHODS

This study used two qualitative methods; semi-structured interviews and focus groups to

capture culturally-relevant information about variables of interest (Chapter 2, section 2.2).
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3.3 RESULTS

3.3.1 Participant characteristics

The description of study participants, a total of 100 participants in the two groups, is reported in

chapter 2, section 2.3.1.

Six main themes emerged from the interviews and focus groups that seemed to influence
participants’ healthcare seeking behaviours. Access to, and use of, currently available health
services varied between the two groups of participants. Arabic-speaking background participants
intentionally delayed accessing medical services when signs of ill-health appeared, resulting in a
late diagnosis of T2DM. When participants in both groups were asked about their health care
behaviours after receiving the medical diagnosis of T2DM, participants’ responses in the ASB
group were different to those of ESB group. Overall, ASB participants reported using herbal
products while discontinuing, or not commencing, their prescribed diabetes treatment. Use of
these alternative treatments was without knowledge of their healthcare providers and appeared
to continue until participants recognised that such treatment modalities were not effective in
attaining adequate glycaemic control. By contrast, ESB participants reported following
prescribed diabetes treatment and appeared doubtful about use of herbal treatment (Chapter
2.3.8) Unique socio-cultural and religious beliefs that hindered ASB participants’ access to
diabetes health services were reported. More negative views and beliefs about healthcare

providers were expressed by ASB participants compared to the ESB group.

The findings reported in this chapter are focused on describing the six main themes that

influenced participants’ healthcare seeking behaviours (below).

3.3.2 Making sense of symptoms

Recognising and identifying symptoms marked the beginning of the decision-making process to

seek healthcare for participants in both groups. The majority of ASB participants, however,
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struggled to understand what they were experiencing at the time of onset of diabetes. In cases
where symptoms were perceived as ‘less dramatic’, ASB participants reported observing these
symptoms and adopting a ‘wait and see’ culture. During this waiting period, which varied among
participants and ranged from four weeks to more than a year, the experienced symptoms were
observed to see whether or not they worsened, resolved, or persisted. More participants in the
ASB group than in the ESB group reported disregarding their symptoms and thought that the
most appropriate course of action was to allow time to recover. Contrary to the ESB group, ASB
participants reported not seeking medical attention for symptoms commonly suggestive of
diabetes. Many ASB participants attributed initial symptoms to a range of non-diabetes related
factors mainly cumulative stress. In contrast, many ESB participants reported suspecting that

their experienced symptoms could be diabetes-related.

“We are [ASB people] are known to have the ‘wait and see’ mentality. | knew something
was wrong with me. But | did nothing about it. | was feeling a bit of blurry eyes when |
woke up in the morning and sometimes | was feeling thirsty. It didn’t occur to me that |

might be diabetic” ASB-31

“I felt tired and thirsty most of the time. | suspected having diabetes. So | went for a

check-up and | was told that | have diabetes.” ESB-78

“I recognised that | wasn’t quite myself, | mean | was generally tired and fatigued.
Initially | didn’t pay much attention, but after a few days | decided to go and see a
doctor.” ESB-65

Male participants in both groups reported a tendency to ignore their symptoms and had a
reluctance to have further medical check-ups especially when they had no pain and they were
able to function relatively normally. They described a ‘personal threshold of being sick’, which is

when it would be appropriate for a man to seek medical help.

“I felt tired and my muscles hurt especially my calf muscles, but | ignored these

symptoms for a long time. One must not run to see a doctor unless he is very sick. You
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know it’s quite different for men; we have not to appear very cautious about screening

and check-ups. To do so it’s not very manly.” ASB-44

“I had some mild symptoms, nothing too serious. | did not want to go to see a doctor for
just having mild symptoms. But now | think | should have. | would have been diagnosed

much earlier.” ESB-69

3.3.3 Presence and influence of another person:

Healthcare-seeking behaviours of ESB patients seemed not to be affected much by significant
‘others’; they seemed to be more autonomous when it came to health-related decisions
compared with the ASB group. Many of the ASB participants however, elaborated on how the
presence of another person influenced their healthcare-seeking decision. For ASB participants,
significant ‘others’ seemed to play important roles, mainly in interpreting experienced symptoms
and providing information about what could be the best course of action. The influence of
significant ‘others’ in the ASB group contributed to a further delay in accessing needed medical
services. Several participants reported being less independent when it came to health-related

decisions.

“There are lots of differences between our culture and here [western society], see for
example, | remembered when | realised having certain symptoms e.q. feeling tired, lack
of energy, and losing weight my mother in law advised me that all these symptoms are
because of stress and | shouldn’t be worry. She even advised me to use certain herbal

treatment to boost my energy levels and increase immunity.” ASB-13

Arabic-speaking background participants were, however, reluctant to discuss their symptoms
with their partners. They were gender-specific as they sought information, advice, help or
reassurance about experienced symptoms. Female respondents discussed their symptoms with
other female family members or with their female friends; male participants discussed their
symptoms with male friends. However, gender differences in accepting and believing advice of

significant others was apparent. Female participants’ decision-making relied heavily on the other
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person’s recommendations; whereas, male participants did not always take offered advice or

believe the other person, especially when the advice was to access medical services.

“I knew | need to go to a doctor for a check-up but | didn’t want to burden my only son.
He has two jobs and takes his father for kidney wash three times a week, so | felt |

shouldn’t trouble him.” ASB-48

“I think that’s very common in our culture that most people are not accustomed to go to
see a doctor for check-ups! It would be unusual for people like me to go to a doctor
unless there is something very wrong or I’'m in severe pain! If a person can tolerate
whatever symptoms he/she might have, then it’s more likely that they won’t go to see a
doctor! Going just for a regular check-ups, is very rare, especially for men! If a man start
to be worried or concerned about his health, then he will be perceived as being ‘soft’ or
‘feminine’. | can’t imagine myself saying to my wife, for example, that tonight I’'m going
to see a doctor for a check-up as I’'m feeling tired and generally unwell!! She would laugh

at mel” ASB-16
3.3.4 Perception of healthcare providers and perceived accessibility to medical

services

Decisions of the ASB group to seek medical care seemed to be influenced by participants’
perception of the knowledge, expertise and attitudes of healthcare providers as well as the
perceived accessibility to medical services. They reported mainly negative beliefs and
stereotypes about healthcare providers as well as a general distrust in the healthcare system.
Almost all ASB participants who were diagnosed in the Middle East believed that medical
services should only be accessed for medical emergencies, severe pain and serious illness, and
should be reserved for life-threatening situations. At times, participants’ description of not
seeking medical help unless severe pain or loss of ability to function was experienced was

reinforced by their experience of healthcare professionals’ reactions.

“We [ASB patients] are not used to go to a doctor unless we are in a severe pain or in
case of emergencies. | don’t know if that’s right or wrong! But it’s how it is! | still

remember that once | went to see a doctor in Jordan just for a check-up, he looked at me
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with a funny look, and said that | shouldn’t be worried that much about my health
especially if all was well with me. That encounter made me sort of reluctant to go to a

doctor for just having screening tests or check-ups.” ASB-37

For those ASB participants who were diagnosed in Australia, different views about healthcare
providers were voiced. They were less reluctant, embarrassed, or concerned about going to

doctors and they had more trust in the healthcare system.

“I’'m very grateful for healthcare system here [Australia), | can go and see my GP at any
time. There is a follow-up system and everything is computerised. | wouldn’t imagine
myself going for follow-up appointments and keep a record for my health check-up tests
as | do now, if | was still back in Egypt. GPs here [Australia] are in general more

trustworthy than back home.” ASB-9

All ASB participants irrespective of whether they were diagnosed in Australia or in Middle East,
reported a preference to access general practitioners (GPs) of Arabic-speaking background.
Participants reported that it was more likely for ASB GPs to properly understand their
experienced difficulties and concerns, compared with non-Arabic-speaking background GPs,
because of shared cultural and linguistic background. Participants in the ASB group were willing
to delay their access to medical services if Arabic-speaking GPs were not available. In such

situations, this appeared to contribute to further delay in getting needed medical assistance.

“I like [Dr-XY an ASB GP], he really understands me. | can talk to him about my ‘real’
concerns and problems. | never felt that he judged me. | feel safe with him, maybe
because he speaks the same language and have the same cultural background. When he

goes overseas, | don’t see any other doctor, even if | needed to!” ASB-15

Compared to the ESB group, there appeared to be a reluctance and fear among ASB participants
when they are referred to hospital-based diabetes services, mainly consultations with specialists
or endocrinologists. Some ASB participants attributed their unwillingness and fear of accessing
such services to the fact that diabetes health professionals at such secondary medical services

are more likely to be of non-Arabic-speaking background. ASB participants reported difficulties in
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relating to hospital consultants. When they were probed to elaborate more on their fear of
referral, they spoke of two main issues: the fear of being blamed and accused of not being
adherent enough and the fear of treatment intensification such as increasing prescribed doses of
OHAs, adding another type of OHAs or introducing insulin. Participants reported having further
discussions with ASB GPs about treatment plans suggested by specialists, if treatment
intensification was suggested. Some participants reported attempting to convince their ASB GPs
not to act on these suggestions by promising the ASB GP to adopt healthier lifestyles.

“l don’t like to come here [diabetes outpatient clinic], doctors here are strict. | usually feel

anxious prior seeing specialists. They demand more things to do, and sometimes suggest

increasing doses of my diabetes pills” ASB-17

The ESB group not only reported strong trust in the advice of diabetes healthcare professionals
at secondary care settings; there was much praise for the approach of diabetes healthcare

providers at these settings.

“I trust specialists here [diabetes outpatient clinic], they are very knowledgeable...| have

received really good care. | have a great respect for them.” ESB-80

In comparison, ASB participants were less inclined to trust such advice.

“I trust my GP more [compared with specialist], / can talk to [Dr-XY ASB GP] without the

need for an interpreter, she gets me. | came here just because | had to” ASB-59

3.3.5 Socio-cultural and psychological factors

Only in the ASB group, were unique cultural beliefs and psychological factors cited and appeared

to influence decisions to seek medical care services. ASB participants reported being anxious,
pessimistic and held negative views about their health status at the time symptoms were
experienced. When participants talked about context of their formal lives in the Middle
East; some reported fear of bearing responsibility for one’s own health status, amongst

factors that contributed to delay in consulting with healthcare providers.”
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“I knew | had some symptoms, and | should have gone to see a doctor. But, | preferred
not to. | was afraid of being ‘officially’ told | have diabetes, because then | would be
responsible for my own health. | preferred not to know, and hoped that these symptoms

to go away” ASB-6

Other ASB participants talked about social labelling, stigma and discrimination for people with

diabetes as factors for delaying access to medical services.

“For us [ASB patients] diabetes is such a big thing that sometimes one would prefer to
suffer rather than being told to have diabetes. People in our community consider
diabetes to bring lots of other diseases with it and it severely diminishes one’s health
status. | suspected that | have diabetes, but | just delayed going to doctor! | basically |
was just buying more time! ... Now | knew better, | wish time goes back and acted more

quickly” ASB-38
Participants reflected on how fear and embarrassment of the possibility of being diagnosed with
diabetes and general state of anxiety contributed to further delays in accessing medical services.
Cumulative stress, feelings of powerlessness and being overwhelmed were reported by
participants in the ASB group. These feelings impacted negatively on participants’ healthcare

seeking behaviour.

“We [ASB people] in general have a shared sense of stress and unease. Noticing mild
symptoms like being thirsty or generally tired won’t necessarily mean that we go and

actively find out what’s wrong with us” ASB-33

3.3.6 Religious beliefs and fatalistic views

As reported previously, ASB participants held strong religious beliefs (Chapter 2.3.3). Participants
spoke of the notion that ‘everything is predetermined’ and fatalistic beliefs were frequently
reported such as: ‘human life is transient’, and ‘one should not be consumed in doing things to
extend one’s life such screening behaviours and accessing to medical services’. A few ASB
participants favoured having illnesses; it was perceived as a sign of being close to Allah. These

beliefs appeared to act, more often than not, as a barrier to seeking medical care.
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“I had symptoms for quite some time, and | ignored them. | don’t see the point of running
to see a doctor and get examined. In this life time, Allah [God] determines everything ... |
was meant to have diabetes. So what is the big fuss about going for check-ups or have

blood tests we will die when we suppose to not earlier and not before!”ASB-3

“I have diabetes now for many years. My health is generally weak! I’'m happy to put up
with physical suffering by being ill. The closer the person to Allah [God] the more
challenges he experience. Suffering through illness is a way of living in a state of

remembrance to Allah.” ASB-5

3.3.7 Lack of knowledge of services

There was poorer understanding among the ASB group about available healthcare services for
people with diabetes. The majority were not aware of currently available diabetes-health
professionals and facilities. There appeared to be a lack of engagement of ASB participants in
community-based support groups. Limited access to diabetes educational sessions was also
reported. They attributed their limited knowledge of available healthcare services to their poor
reading skills and lack of proficiency, not only in English, but in the Arabic language as well. The
majority of ASB participants reported their inability to access internet-based educational

materials.

“When sometimes | hear people talk about diabetes care services, | have no idea what do

they mean? | just go to see my ASB GP. Are there other medical services?” ASB-8

3.4 DISCUSSION

Participants in the ASB group intentionally delayed access to, and seeking of, professional
healthcare services even when alarming signs of diabetes were experienced. This is contrary to
the findings of Hjelm et al, who reported that Arab men with diabetes had accessed and used
professional health care services to a greater extent compared with Swedes and former

%7 This divergence in health care seeking behaviour of the ASB

Yugoslavians in Sweden.
immigrants could be explained by differences in migratory experiences, integration levels and

adaptation to the new host society, in addition to the differences in lifestyle and living

76 |Page



Chapter 3:
Healthcare seeking behaviours in patients with diabetes

conditions. In Sweden, the vast majority of ASB residents are refugees who fled from war and

persecution.355

The findings of this study identified six factors affected healthcare seeking behaviours in ASB
immigrants with T2DM. Four of these factors matched what is already known from previous
international and Australian studies about factors and barriers to healthcare seeking conducted
among other minority groups: patients’ knowledge, perception of healthcare providers,

language problems, and lack of knowledge about available services.*’* 3°¢3%°

Although patients’ religious and cultural beliefs have been previously identified as a key factor

influencing health care seeking behaviours,> 3%

ASB immigrants in this study reported
unique socio-cultural, psychological and religious beliefs that hindered access to available
diabetes health services, such as collective cultural views, and the lack of accountability and fear
of being responsible for one’s own health. Anxiety, negative views and indifferent attitudes

about a person’s own health status at the time symptoms were experienced are amongst

reported factors.

In line with previous investigations,*** 3%

ASB participants used alternative treatments, herbs
predominantly, without informing their healthcare providers. Many described their use of herbal
treatments not to be complementary to prescribed diabetes treatment, but rather as an
alternative. Within this context, the study Singh et al. conducted in South Africa reported
different findings; participants informed their doctors about their use of alternative treatment,

unlike participants in the research reported here.**

A shared cultural and linguistic background
between the researcher and participants in addition to the safe and comfortable environment of

interviews may have contributed to ASB participants being more willing to share their ‘real’

experiences with diabetes.
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3.5 CONCLUSION

Arabic-speaking background immigrants in this study intentionally delayed access to medical
services. They reported unique socio-cultural, psychological and religious beliefs that hindered
access to available diabetes health services. These findings have the potential to improve current
educational interventions that are aimed at facilitating timely diagnosis of diabetes, reduce delay
in accessing medical services and impact fast response to diabetes symptom especially in this
understudied ethnic minority communities. Providing patients with general information on
symptoms of diabetes, and what to do in the event of experiencing these symptoms, however,

may not necessarily be sufficient to promote prompt access to professional healthcare services.
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CHAPTER FOUR: ISSUES RELATED TO USE OF
MEDICINES

KEY POINTS ABOUT THIS CHAPTER

This chapter describes:

- Issues patients encountered that affect quality use of medicines, grouped in three
major areas:
0 Patient knowledge about diabetes medications
0 Patient views and beliefs about their diabetes medications

0 Patient medication-taking experiences

Summary of findings:

- Both patient groups had obvious knowledge deficits about their prescribed OHAs,
but the Arabic-speaking background (ASB) patients appeared to have a poorer
understanding of their diabetes treatment compared with English-speaking

background (ESB) participants.

- Arabic-speaking background participants displayed strongly negative views and
orientations toward medicines; they believed that continuous use of prescribed

diabetes medicines could be harmful in various ways.
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4 Issues related to use of medicines

4.1 BACKGROUND

In diabetes management, medications are recognised as one of the main treatment options.* >’

The value of pharmacological therapies in achieving and maintaining adequate diabetes control

367-369
d.

is widely recognise Several well-designed trials have demonstrated the benefits of

medications in improving clinical outcomes and avoiding costly diabetes microvascular and

97, 370, 371

macrovascular complications. Traditionally, pharmacological therapies are initiated only

when lifestyle modifications, including dietary behaviours and physical activity, fail to adequately

372

lower HbA;. levels. The American Diabetic Association, however recently made a

recommendation to initiate pharmacological therapy at diabetes diagnosis, together with

appropriate lifestyle modification for all patients, provided there are no contraindications.®

The last three decades have witnessed an expansion in the number and type of diabetes

medications available, increasing the likelihood of attaining adequate glycaemic control.>”?

Diabetes control, however, often remains suboptimal, possibly related to patients’ inappropriate

374-376

medication-taking behaviour. It is widely recognised that after prescribing appropriate

diabetes medication regimens, the next step to improve clinical outcomes of individuals with

377

diabetes relies largely on patients’ medication adherence.”’ Poor adherence rates to OHAs are

114, 378
d.

well recognise Patients’ low adherence levels are one of biggest challenges in medical

practice. In the realm of medication-taking behaviours, it is known that around 50% of patients

with chronic diseases are not-adherent.*”

Attaining adequate glycaemic control and optimal
outcomes not only requires patients to use prescribed medications effectively, but also requires

engagement in a range of self-care activities.**

The first step toward helping patients to successfully adhere to their prescribed diabetes

treatment is to identify barriers to medication-taking from their perspective.’’”® Many previous
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studies have focused on why patients do not adhere to prescribed treatments and factors

381-385
d.

associated with this challenge have been identifie For patients with diabetes frequently

cited barriers to medication-taking are grouped into patient, medication, and healthcare

378, 386

provider-related factors. Patient’s beliefs and views about medicines and the meaning they

387 previous

attach to medication-taking are associated with their medication-taking behaviour.
research has also shown how patients react to, think about, and experience medication-taking,
within their own social and cultural context, helps GPs understand the challenges in medication-

taking.388'390

To competently meet patient’s medication-related needs, understanding medication-taking from
the patients’ perspective is required.®® 3°% 3%2 previous studies have explored the meaning
attached to, and the subjective experience of, medication-taking in patients with a variety of

chronic illnesses.*®® 3933%

The findings of these studies suggest patients’ experiences of
medication-taking transcend specific diseases and medications. Patients with chronic diseases

are known to hold wide range of beliefs about their prescribed medications.**®

Results of limited studies on patients’ knowledge about prescribed diabetes medications,
reported that most patients with diabetes had deficits in their knowledge about these

medicines, and their importance to improving health outcomes.**” %

There is a paucity of data on barriers to medication taking in ethnic minority groups (EMGs) with
T2DM. These groups tend to have higher non-adherence rates, worse glycaemic control and
poorer outcomes compared to Caucasians population.’® There is also little information about

ASB diabetic patients’ knowledge and attitudes toward diabetes medications.

The objective of this part of the study was to explore ASB patients’ medication knowledge, views

and beliefs, and behaviours to identify issues in quality use of diabetes medicines.
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4.2 METHODS

Methods used to obtain the results reported in this chapter are presented in detail in Chapter 2,

section 2.2.

4.2.1 Focus of this chapter

Reported results are based on participants’ responses to three key areas:

e What do they know about their prescribed diabetes medications?

e What are their perceptions, beliefs, and attitudes toward their diabetes medication?
e How do they experience medication-taking on daily basis.

All questions, key and probing, are listed in the moderator guide (Appendix 7). Participants were

asked questions to determine their knowledge about their prescribed diabetes medicines,

specifically in relation to food, dosing intervals, mechanism of action and side effects.

Firstly, participants were asked, “Do you know when to take your diabetes tablets?” In the case
of receiving closed-ended responses, participants were then asked to elaborate further on how
they administered each of their OHAs, such as, before, during or after meals. Participants were
also asked about dosing schedules - ‘How many times do you take your diabetes medicines each
day?’ ASB participant responses were compared with their medication list obtained from their

GP records to elicit the accuracy of their medication taking.

For those who were using more than one type of OHA, the question was asked, “Do you know
why you are currently using different types of diabetes tablets?” Participants were also asked
about side effects of prescribed diabetes medicines, “Do you know what side effects your

diabetes tablets can cause?”

Participants were asked about their medication experiences and how they manage their

medications. There was no underlying assumption that people were, or were not, taking their

82 |Page



Chapter 4
Issues related to use of medicines

medications simply because they were prescribed. Rather, participants were encouraged to
reflect on whatever their daily medication taking practices were, with regards to their diabetes
treatment, and comment on that. The HbA,. values were obtained from medical records to

establish the relationship between knowledge and outcome.

4.3 RESULTS

The themes, sub-themes and categories resulting from the responses to the questions on page

81 are summarised in Table 4.

Table 4: Summary of themes, sub-themes and categories

Themes Sub-themes Categories

1. Participants’ knowledge about | 1.1 Participants’ Perception e Mechanism of action
Oral Hypoglycaemic Agents of Information provided e Correct administration
(OHAs) e Side-effects

2. Participants’ beliefs and 2.1 Social aspects of

attitudes about medicines medicine self-management

3. Participants’ medication 3.1 Appraisal of medication-

experiences taking

3.2 Medication-taking
behaviour

3.3 Self-evaluation of
medicines taking

4. Communication between
participants and healthcare
professionals about medicines

4.3.1 Participants’ knowledge about oral hypoglycaemic agents (OHAs)

Both patient groups had obvious knowledge deficits about their prescribed OHAs, but the ASB
participants appeared to have a poorer understanding of their diabetes treatment compared

with ESB participants.

All participants perceived OHAs only as ‘diabetes tablets’. Arabic-speaking background
participants were unable to differentiate between the different classes of OHAs (sulphonylureas,

biguanides, alpha-glucosidase inhibitors, etc) and were unable to explain why they were using
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medication from different classes. The ESB participants, even if they could not name which class
their medication belonged to, understood that the medication worked in different ways to
control their diabetes. By way of comparison, ASB participants did not understand why they

were using more than one type of OHA.

“Currently, I'm on these three types of diabetes tablets. But | have no clue why | was put

on the different types” ASB-18

“I'm using two different types of diabetes pills; they work in different ways to help my

body cope with diabetes” ESB-91

Participants in the ESB group seemed to have basic understanding about actual action of their
prescribed medicines. Participants in the ASB group, however, repeatedly spoke about their lack

of understanding about mechanism of action of their prescribed OHAs.

“I have no idea how these pills work [OHAs]. | just take them” ASB-27
“I really don’t know when it is best for me to take my diabetes pills” ASB-25

“I know that there is not enough insulin in my body, so these tablets [OHAs] help in

lowering sugar levels in my blood” ESB-76

Compared to ESB participants, participants in the ASB group had a poorer understanding about

administration of their diabetes medicines in relation to food and correct dosing intervals.

“... | know how many times | should use my diabetes pills, but | don’t know whether it is

best to use them with, before or after food. Does it make a difference?” ASB-19

“I know exactly when | suppose to take my diabetes medicines. To avoid forgetting to

take these tablets; | established a daily routine for myself” ESB-78

Participants from both groups had poor understanding of OHAs side effects: most participants

failed to describe any of the possible side effects of their prescribed treatment.
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“I know that these pills [OHAs] cause side effects, but | can’t tell you what these side
effects are, simply because | don’t know. I’m very convinced that they do cause lots of

problems in our bodies. But what can | do?” ASB-36

“All medicines have side effects. They [medicines] fix something in our bodies and they
damage another. I'm always worried about side effects of these Western medicines”

ASB-46
“I don’t know much about side effects of my diabetes pills” ESB-96

4.3.1.1 Participants’ Perception of Information provided

Patients from both groups reported receiving brief information from their GPs about their
prescribed OHAs, mostly during the medication initiation period. This information centred on
how these diabetes medications should be used. Differences were reported between the groups
regarding other information resources accessed about OHAs. Despite the ASB patients
acknowledging the need to have more information on their prescribed diabetes treatment, none
of the participants reported taking steps themselves to obtain more information by asking
pharmacists or by accessing the Internet. Most ASB patients reported asking peers within their
own community about prescribed diabetes treatment. Arabic-speaking background participants
did not report obtaining any information from pharmacists about their OHAs and do not discuss

their diabetes medications when having a prescription refilled.

“The doctor prescribed the medications in two minutes and told us how they should be
used. That’s it really! It’s like | was hit between the eyes when | was told | had diabetes.
And then | was left on my own. | felt powerless and overwhelmed! | had no idea what
diabetes was or how it was managed. Actually, many of us feel unsure and have lots of
unvoiced concerns! ... | can’t use the Internet or read the information sheets that were
given to us, so reaching out to friends and relatives for information about what to do is

what most of us used to do [on diagnosis]” ASB-22

“.. Haven’t you heard the saying, ‘Asking a person with a similar disease is better than

asking a doctor’? | usually check with my friends [about diabetes medications]. We meet
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twice a week, and we chat about many things. Many of my friends have diabetes, so we

exchange ideas and information” ASB-51

English-speaking background participants reported quite a different experience. Most ESB
participants were satisfied with the information they had received. Contrary to the ASB
participant experiences, nearly all the ESB participants reported that their GP was the main
source of information regarding OHAs. Some also reported pharmacists being their source of

information on how to use OHAs.

“..When | was prescribed diabetes tablets, the doctor talked to me about them. | was
told how to use them and that they would help in controlling my diabetes... Also when |
went to pick up the prescription from our local pharmacy, the pharmacist there told me
how to use these [OHAs] tablets. When | want to know more about my medicines |
usually use the Internet, read the enclosed information sheet, or | ring my doctor.” ASB-

36

“If | forget what the doctor told me about the diabetes pills, the pharmacist usually talks

to me about them anyway. And If I’'m still unsure, | call my GP and ask.” ASB-8

“My GP always talks to me about my medicines, and if | don’t know what to do or needed
more information | usually ask. | also received lots of information about diabetes from
diabetes educator... | certainly can claim that I’'m adequately informed about basic self-

management issues” ESB-87

Participants with better understanding of their OHAs appeared to have better glycaemic control

(Table 2).

4.3.2 Participants’ beliefs and attitudes about medicines

Arabic-speaking background participants displayed strongly negative orientations toward
medicines in general. They preferred not to take any medicines and to spare their use only for
exceptional circumstances. Those who held a more positive attitude toward medication were

more likely to be young and diagnosed with T2DM in Australia.
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“Medicines are made to help us treat diseases; they are safe. Yes, they may cause some
side effects, but in my experience | have used them and | haven't experienced any side

effects.” ASB-32

“Before medicines are available to the public, many trials have been conducted. Their

safety is proven, if you like.” ASB-16
Participants in the ASB group seemed to believe that taking diabetes medicines was not
necessarily the best course of action. Many participants questioned the validity of their
prescribed OHAs. There was a dislike of diabetes medicines among ASB participants, after being
diagnosed with diabetes and initiating OHAs, they described their predominant emotions as
feeling overwhelmed, distressed, powerless and uncomfortable. These strong emotions,
generated by the diabetes diagnosis, seemed to impact on participant approaches to medicines

use.

“I really hate medicines; | wish | could stop using them. | feel sad when | put them in my

mouth.” ASB-36
“.. I cannot absolutely know that taking diabetes medicines are really helpful” ASB-54

Participants in the ASB group expressed a lack of conviction about the efficacy of their
prescribed medications. They perceived that OHAs were not imperative to attain adequate
glycaemic control. Participants associated the persistence of diabetes-related complications with
medicines inefficacy. Such beliefs seemed to stem from the perceived association between an
absence of immediate diabetes complications and not taking medications as prescribed and
lacked awareness that inappropriate prescribed medication use could lead to serious
consequences. Such experiences seemed to generate a belief that diabetes medications are of

low importance and they failed to perceive their prescribed medications as “life-saving”.

“I don’t know why they [healthcare professionals] make such a big fuss about diabetes
medications. Sometimes | don’t take my medicines, and here | am... nothing wrong has

happened!” ASB-9
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“I still got most of diabetes complications. My eyes were affected, my kidneys are
damaged, | have high blood pressure, | have lipid problems and | have my foot problem.
So what is the use of these medicines? I’'m not sure why everyone makes such a fuss
about using them. They are not that helpful, at least in my experience, you know!” ASB-

60

Arabic-speaking background participants expressed misgivings about use of Western medicines
(prescribed medicines). They expressed not only their lack of trust in Western medicines but also
the belief that such medicines could be harmful in various ways. Medicines were described as

'unnatural' and 'toxic'.

"I don’t like medicines; they are all made of chemicals.” Male, FG, aged 60

“These pills are toxic; | don’t like using medicines at all. | only use them when needed. We
have a saying, ‘Drop the medicine and breathe fresh air’. What this means is that one
should stop using these chemicals and try natural things. They are much safer.” Male,

FG, aged 64 years

This mistrust of western medicine appeared to be a phase participants went through in the early

stages following diagnosis before ultimately came to accept them as beneficial.

“We [participants with diabetes] all passed through this ‘phase’ of distrusting Western
medicines. For example, in my case | stopped using my diabetes pills and tried various
things — mainly herbs — for a long time. Only when | got very sick and my diabetes didn’t

get better, | realised that | should be using the pills.” ASB-8

“I used lots of herbal treatments when | first found out that | had diabetes. | guess |
didn’t like to take diabetes pills and | thought they do more harm than good. But now |

know better. But | have to admit that | came to this conclusion belatedly.” ASB-9

4.3.2.1 Social aspects of medicines-taking
Arabic-speaking background participants talked about the social labelling that occurred for
people with diabetes, and the association between taking OHAs and being socially

disadvantaged. These cultural beliefs translated into a reluctance to use OHAs. Negative social
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labelling associated with medicine-taking; signified illness and made participants feel as though
they were older than they really were - no longer fit and worn-out. ASB participants
acknowledged that part of their initial negative reaction towards their diabetes medication was
attributed to the popularly held views of diabetes as an illness. It was evident that ASB
participant reluctance to use diabetes medications was a response to the perceived stigma of
having diabetes in their socio-cultural context. Amongst described collective social labelling for
people with diabetes was the perception of dependency, where those who had diabetes were

perceived as poorer in health and needed lots of care and support.

“.. A person with diabetes is perceived as weak, a very ill person who needs lots of care.
People [in ASB communities] would think that this person is no longer ‘normal’, or if you

like, no longer ‘healthy’.” ASB-31

“People think that diabetes is a troublesome disease with no cure and nothing can be
done about it, apart from using diabetes pills and trying to manage the diet — which is a
very difficult thing to do. If a person is to be jinxed he/she would have diabetes. It is a
disaster! One would end up with lots of complications e.g. leg amputations and such
horrible stuff. Sometimes people think it would be easier not to even think or admit to

having this horrible.” ASB-24

Use of diabetes medicines, for some ASB participants, was even equated with shame attached
to diabetes being a disease. They also reported their reluctance to take their diabetes medicines

when in public. English-speaking background participants did not raise these views.

“Taking medicines is not very acceptable in our society. You know people try their best
not to use medicines in front of others as people start to think you are sicker than you
are, or even that you may have more conditions than you actually suffer from. They read

/

sick’,

¢

too much into it... you might be labelled as ‘old’, weak’: all sorts of things. Because

of this | sometimes skip my doses when I’'m outside and around people that | don’t know

very well.” ASB-30

Arabic-speaking background males spoke about the social stigma of having diabetes. They had

specific concerns about sexual functioning for a male with diabetes and indicated that in
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people’s minds, for a young male, a diagnosis of diabetes is perceived as a ‘disaster’. Participants
talked about the widespread understanding that existed in their communities about the link
between diabetes and sexual dysfunction. They were therefore troubled about their social image

and their peers’ opinion. Accordingly, they tried to deny having diabetes.

“If you are not lucky in life, you will have diabetes. It is like a jinx! You end up with lots of
other diseases and complications. | don’t want to use my diabetes pills around my friends
— I don’t want them to know that | have diabetes. They will make jokes about me. In our
society, a male should try his best not to take medicines. It signifies him getting older,
becoming ill and weak. And if you have diabetes at my age, people would start thinking

that | will have sexual problems by the age of 44. That is a disaster!” ASB-3

Arabic-speaking background participants felt it would be worse if a person was diagnosed with
diabetes prior to getting married. Males would be perceived as a less desirable potential
‘eroom’, as people would be concerned about his sexual health. Female participants also spoke
about the drawbacks of females having diabetes and cited problems such as being perceived as

less desirable “brides” due to the perceived possibility of passing diabetes to their children.

“If people knew that a woman had diabetes, she wouldn't have many people proposing.
She would be in trouble! People would be fearful of proposing to her because she might

give birth to children with diabetes.” ASB-15

“..a woman with diabetes would not only be a less desirable bride, rather her sisters
might be also affected! Some traditional men would prefer to get married to a healthy

girl from a healthy family.” ASB-29

4.3.3 Participants’ medication experiences

Participants provided what seemed to be honest insights about their medication experiences

and how they managed their diabetes medicines in particular.

"I don’t know... it may be because of our similar cultural background or because you

asked me simple questions... | don’t know! Or it could be because you are not my doctor
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or pharmacist, | feel more relaxed to share my true experience. | hope it will help other

people with diabetes!" ASB-6

Participant experiences associated with medication-taking included:

e appraisal of medication-taking

e medication taking behaviours

e self-evaluation of medication-taking
4.3.3.1 Appraisal of medication-taking
Participants reported going through a lay evaluation process i.e. an appraisal phase; during
which they attempted to make sense of their medications within their socio-cultural
environment. This phase typically began at the time of diabetes diagnosis, after the doctor had
initiated diabetes treatment. Frequently ASB participants spoke of an overwhelming sense of
burden coupled with the diabetes diagnosis and the many uncertainties about their condition
and its treatment. Arabic-speaking participants were always gender specific when seeking

information.

‘When | was first told to use diabetes tablets, | knew nothing about diabetes or its
treatment ... | was left alone. | didn’t know what should be done! | had lots of questions. |
asked my female friends for advice. They told me many things;, some were right and
some were wrong, but | felt more confident in talking with my group of female friends

than asking the doctor any questions related to diabetes.” ASB-24

Most ASB participants reported that the appraisal phase was an on-going process whereby they
evaluated diabetes medication taking by seeking information and external validation about their
condition and prescribed treatment from a ‘significant’ other. They then integrated the latest
information with their prior knowledge, views and beliefs on diabetes and its treatment, in an
attempt to better understand their condition and prescribed medications, judging taking

diabetes medication as either making sense or as not making sense.
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“First you [a participant with diabetes] don’t know or are unsure about your diabetes
pills. You are told to use them and that’s it! So you try your best to get your head around
what should be done, and you seek a network of people you trust to get more
information from. | guess this phase of wanting to know more and seek validation from
people you trust is a common thing for all Arabs with diabetes. We don’t use the Internet

to get more information — we like to talk with our friends.” ASB-7

Arabic-speaking background participants reported that taking diabetes medicines as prescribed
by the doctor was not necessarily perceived as the best course of action, especially during the

early stage of diagnosis.

“At first [right after the diagnosis of diabetes] / was thinking about whether | should use
diabetes tablets or not. | don’t know but | didn't accept the use of medicines easily at
first. It is not as if | can use these pills for only three days or a week. | was told that |

should use them for a lifetime! | wasn’t happy about that” ASB-31

Arabic-speaking background participants who were diagnosed in the Middle East talked about a

feeling of being on their own without adequate support after the initial diabetes diagnosis.

“The doctor [in the Middle East] told me that | had diabetes, and it wasn’t good. So | was
told to start taking diabetes pills. He told me how to use them and wrote me a
prescription. That consultation lasted for a few minutes! | felt very sad about the
diagnosis. | had no one to talk about it to, | was pretty much left on my own ... | had no

idea about diabetes or what | should be doing. | was very distressed!” ASB-17

4.3.3.2 Medication taking behaviours

After going through the appraisal phase, participants described adapting different approaches to
the use of diabetes medicines— acceptance, rejection or sceptical. These approaches appeared to
impact and shape participants’ medication taking acts. Participants who adapted ‘acceptance’
approach reported that taking diabetes medicines as prescribed by GPs was the best course of
action. Compared to the ESB group, only a few participants in the ASB group reported adapting

acceptance approach.
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“I don’t think too much about it [diabetes]. | take my tablets as the doctor tells me to. He
knows what he is doing and | trust him. Ultimately, what the patient should do is to

follow the doctor’s orders” ASB-59

Participants in the ASB group who were accepting of medicine use were more likely to be
diagnosed in Australia. They expressed their trust in their doctors and felt that they should
follow the prescribed treatment regimen. These participants accepted the idea of needing to

take chronic medications.

“Doctors here [in Australia] are good. | mean | can trust them, they know what they are

doing. So if they say | should take these tablets, | do.” ASB-24

‘I didn’t think much about it [diabetes] once the doctor told me | needed to use the pills.
Probably, it is just me, I’'m like that, if a doctor says something, | do it; | don’t complicate
things for myself. He [the doctor] knows what is best for me. So taking medicines is not a

big deal for me ... | don’t mind using medicines if they are prescribed by a doctor” ASB-50

Participants who rejected the idea of taking diabetes medicines reported stopping the use of
their medicines altogether. Such approach was reported largely among the ASB group compared
to the ESB group. Participants who adapted ‘rejection’ approach described a significant
emotional burden associated with their diabetes diagnosis. They were greatly troubled with their
initial diagnosis and reported a wide range of feelings about taking medication, particularly

uncertainty, anxiety and stress.

“I refused to take any tablets for so long. | did not know how serious diabetes could be. |
thought if | just make a few changes in my food, | will be fine. | was mistaken! When |
was prescribed these tablets, | thought | shouldn’t use them. Using pills means you are a
weak person or ill, and | hated medicines in general. | was always like that; even if | have

a severe headache | don’t use paracetamol” ASB-10

“I still remember very well when the doctor first prescribed me the medicines for
diabetes. He was calm and smiling, and | was wallowing in pain and stress about the fact

that | was now doomed for life to use these pills,” ASB-13

93| Page



Chapter 4
Issues related to use of medicines

Arabic-speaking background participants, who rejected use of diabetes medicines as a treatment
strategy, went as far as expressing their reliance on their faith, rather than medicines, with one
participant declaring that he prayed to God [Allah] to cure him. He decided not to take his

medicines but rather reduce sugar in his diet.

“Initially, | kept praying to Allah [God] to cure me from diabetes. | did cut sugar from my
diet and that was it. | did nothing about it [the diabetes] for a while, until I got really
sick. Then | went to the doctor again and | ended up with more medicines.” Participant-

60

Some participants revealed a willingness to endure diabetes-related symptoms just to escape

taking OHAs.

“At the beginning there weren’t many symptoms, so | put up with them so that | didn’t

have to use the diabetes tablets.” ASB-25

Between these two opposite medication taking behaviours, there were people who appeared to
be sceptical about use of diabetes medicines. They played down diabetes as a medical condition
and failed to recognise the need for the use of diabetes medicines as prescribed by GPs.
Participants who adapted ‘sceptical’ approach reported developing their own medication taking

practices, where they actively altered prescribed regime to supposedly suit their lifestyle or diet.

".. | don’t necessarily use diabetes pills as prescribed. Sometimes | take extra pills,
especially if | am invited for a social event. It is hard to control myself in such situations

and | end up eating lots of food. So | usually go home and have an extra pill.” ASB-11

Various ways were reported of participants actively engaging in modifying their prescribed
diabetes medication regimen. They described three different approaches to altering their
prescribed treatment regime: decreasing prescribed doses, increasing prescribed doses, and

replacing or supplementing diabetes medicines with alternative treatments.

“After | was prescribed diabetes medications, | decided to use half the prescribed dose. |

thought that since diabetes would be there with me for the rest of my life, | should try to
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use smaller doses and save them for later. But my situation got worse —, | had eye
problems —, so now | follow whatever the doctor tells me. | paid a high price for these

trials [modifying the prescribed treatments]"” ASB-2

“Even until today my doctor thinks that I’'m using all the three different types of diabetes
tablets [OHAs], but I'm not! | use only two types and in fewer doses. | hate using diabetes
medicines! What is the use of them anyway? Everyone with diabetes will end up with lots
of complications anyway, so why should | keep taking these chemicals into my body? But

I wouldn't say this in front of my doctor though.” ASB-6

More participants in the ASB group compared to the ESB group reported sceptical approach
toward use of prescribed diabetes medicines. Arabic-speaking background participants
described having a need for more discussion with their peers and people with diabetes who
share a similar cultural background. They seemed to actively seek ‘trusted’ people's opinions

about what to do in regard to their diabetes.

“I was not sure about use of diabetes medicines. | just wanted ‘validation’ from my
friends! | asked ASB people with diabetes about what should be done to manage
diabetes; | got all sort of advice. | tended to use less doses of my prescribed diabetes

treatment.” ASB-16

Overall, ASB participants consistently reported failing to conform to their prescribed diabetes
treatment regimen. The vast majority reported developing their own medication taking

practices.

4.3.3.3 Self-evaluation of medicines taking

Participants pointed out that the diabetes medication experience is not a static event; rather
they referred to it as a dynamic process that varied over time. They seemed inclined to test their
diabetes medicines themselves to establish whether the medicines worked for them or not.
Participants talked about their self-evaluation of diabetes medication taking including two
components: the assessment of treatment value or effectiveness, as well as the assessment of

medication side effects. The participant below described herbal treatment that she used; it was
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‘special tree leaves'. She described adding boiling water to the 7 leaves and left them to brew for

30 minutes before drinking the herbal tea.

4.3.4

“I was told to try some herbs. My friend said it was very good for diabetes. | didn't want
to use medicines; they are made of unsafe chemicals. So | thought | should try these
herbs. | continued using them for a long time. My diabetes got much worse. | didn’t know
that then. | was hospitalised and my kidneys appeared to be damaged. | later came to
realise that the herbs actually don’t work. | now use my medicines and medicines only...”

ASB-1
Communication between participants and healthcare professionals about

medicines

Participants reported relying on their peers and family members for advice about prescribed

treatment and to a lesser extent on their ASB GPs as information resources. Participants in the

ASB group spoke of being unaccustomed to seeking advice from pharmacists to answer

questions about their prescribed treatment.

4.4

“I usually ask my friend. Consultations with doctors are short, and usually after
consultations | still have some questions, so | ask my friend who are like me [in having
diabetes). Only if | have a major issue or concern would | call the doctor. I’'m not used to
asking pharmacists; just the whole idea [of asking a pharmacist] is not much to my
liking. But to be honest, | never tried doing that before, so | can’t really assess such an

experience.” ASB-7

DISCUSSION

This is the first study conducted among an ASB group residing in a developed Western country

with a publicly funded health care system, using a qualitative approach and with a comparable

group (ESB) representing mainstream society to explore the knowledge, views and beliefs, and

medications experience of ASB participants with T2DM. Results revealed that participants in

both groups had an incomplete understanding about their oral hypoglycaemic agents; which is

consistent with the findings of previous research by Browne et a

397
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Arabic-speaking background participants had more knowledge deficits about their prescribed
diabetes treatment compared to ESB participants. Generally, they were unable to name their
OHAs, recount their mechanism of action, describe their common side effects and were
oblivious to the rationale for being prescribed more than one OHA type. On the contrary, ESB
participants had a better understanding about tablet administration in relation to food, they
could list commonly seen side effects, and in some instances knew correct actions of their
medications. Although, participants in both groups admitted failing to conform to prescribed
treatment regimens, which concurs with results obtained from previous studies,'** 3% 3%° aAsp
participants admitted lower adherence rates to their prescribed diabetes treatment and evolving
their own medication taking practices, typically, using lower doses than prescribed mainly due to
fear of long-term side effects and mistrust in western medicine. This mistrust, however, does not
necessarily apply to all western medicines, as previous research showed overuse of certain
medicines such as antibiotics and antidiarrhoeals among patients in the Middle East.*?” ***
Mistrust about use of OHAs (western medicine) appeared to be related with the need for its
chronic use, compared to short term use of other western medicines such as antibiotics.
Research among this ethnic group, had previously identified issues in quality use of medicines.”
Clearly, effective use of medicines is imperative for both groups in attaining adequate glycaemic

control; however, it is of special importance for ASB participants who are reported to have

higher morbidity and mortality rates.**

Differences between the two groups emerged about the sources used to obtain information
about their prescribed diabetes treatment. For the ASB participants, information on diabetes
and its treatment was predominantly gathered from ‘significant’ close contacts: mainly friends,
relatives, or other senior citizens with diabetes within the Arabic-speaking community. English-
speaking background participants appeared to obtain their information on OHAs from their GPs

and used the Internet to search for information on their diabetes and its treatment. This
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apparent difference in information seeking may be explained partially by language difficulties

and technical problems encountered by ASB participants.

This study adds to existing literature that adherence is not only related to the participant’s
experience with current medications, but also to experiences with the disease itself, with
medication use in the past, and experiences of people with a close relationship to the
participant. These experiences influence the participant’s attitude towards diabetes medicines,

as well as the opinion of the treating physician. **°

4.5 CONCLUSION

Arabic-speaking background participants with T2DM had significant gaps in their knowledge
about their prescribed treatments. The majority of ASB participants were unable to list the
names of their prescribed medications, their purpose, and the rationale behind using more than
one type of OHA or their major side effects. There was pattern an association between

participant knowledge, adherence rates and glycaemic control measured by recent HbA,. values.

To counsel ASB patients with diabetes more effectively during medical encounters with the
intention to promote better medications adherence, diabetes healthcare professionals need to
acknowledge and understand that ASB patients may have significant deficits in their knowledge
about medicines. They may also hold different beliefs and views about medicines and these may

impact negatively on their medicine self-management behaviours.
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CHAPTER FIVE: BARRIERS TO DIABETES SELF-
MANAGEMENT

KEY POINTS ABOUT THIS CHAPTER

This chapter describes:
- Perceived barriers to diabetes self-management among ASB and ESB participants.
Summary of findings:

- Four main themes emerged from participants’ responses as barriers to diabetes-self
management: cultural beliefs and social networks, poor knowledge and language

problems, religious beliefs, and lack of motivation and emotional distress.
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5 Barriers to diabetes self-management
5.1 BACKGROUND

Effective diabetes self-management (DSM) activities by patients, such as adhering to diet and
exercise recommendations and monitoring blood glucose levels, foot care and smoking cessation
are considered as key factors in attaining adequate glycaemic control, as well as delaying

3, 97, 133, 403, 404

diabetes-related complications. Evidence suggests that 95% of the daily DSM

routine required for maintaining adequate glycaemic control is provided by the patient.'*" %> 4%
The daily routine, however, is complex, time-consuming and often requires the changing of long-

held habits.”>* Therefore, from the patient’s standpoint, these self-care activities have been

perceived as difficult, demanding, challenging and frustrating.*®’

Patient-related barriers to self-care have been defined as the “patient’s own perception of how
challenging are the social, personal, environmental and economic obstacles to achieving or
maintaining a specific behavior”.*® Against this background, previous research conducted
among certain ethnic minority groups has identified several barriers to DSM including: cultural
beliefs and attitudes, fatalism, lack of knowledge, lack of social support, language problems and

cost-related factors.>9® 409414

Ethnic minority groups with T2DM were found to be less likely than the mainstream population
to be engaged in diabetes self-care activities.””> When compared to that of educated English-
speaking populations, ethnic minority groups are known to suffer more from the burden of
diabetes, have higher rates of diabetes-related complications, have poorer glycaemic control and

worse health status on a number of indicators,* 415418420

Identifying key barriers to self-care from the patient’s perspective has been recognised as a
crucial step in the process of helping patients to be effectively engaged in DSM behaviors. Such

understanding about the barriers to DSM enables the development of appropriate diabetes
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education that has been shown to reinforce adherence behaviors and improve important

outcomes among certain ethnic minority groups.m3

Hitherto, there has been little research conducted with ASB communities with T2DM leading to a
paucity of information about barriers to DSM behaviors among this ethnic group. The research

reported in this chapter was undertaken to address this knowledge gap.

5.2 METHODS

Qualitative methods used to obtain the results described in this chapter are presented in detail

in Chapter 2, section 2.2.

Results reported in this chapter focus on the response of participants’ to the questions listed in
section D of moderator guide (Appendix 7), specifically responses to the question - “What makes

it hard for you to manage diabetes in your daily lives?”

5.3 FINDINGS

Five main themes emerged from participants’ responses about barriers to diabetes-self
management: cultural beliefs and social networks, poor knowledge and language problem,

religious beliefs, lack of motivation and emotional distress.

5.3.1 Participant characteristics

Characteristics of participants whose responses are reported in this chapter are described in

detail in section 2.3.2.

5.3.2 Cultural beliefs and social networks

The role of cultural beliefs and social networks emerged only from responses from participants
in the ASB group, not the ESB participants. The ASB participants spoke of cultural norms such as

‘hospitality’ and ‘generosity’ that seemed to foster overeating at social ceremonies. Such cultural
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norms and traditions appeared to cause challenges to ASB participants in managing their
diabetes. These participants talked about temptations and tendencies to overeat, and that food
has a significant role and meaning in their social lives, to the extent that was perceived to

transcend being a necessity for survival.

“In our culture [ASB communities] one has no choice but to overeat when he/she is
invited because hosting people keep serving food. In many instances | know that |
shouldn’t have kept eating and instead said something like ‘Thanks, but NO, | had
enough’. I’'m afraid that if | say something along those lines people would think of me as

rude.” ASB-41

“Food is very important thing in our culture. We gather around food. We talk about it a
lot. We have lots of traditional dishes, they are very yummy, and ASB communities are
‘foodie’. If we are happy we eat, if we are sad we eat, if we want to show our respect to
certain people we invite them over and cook lots of stuff. Food is a way of

communication in our culture.” ASB-44

Health-related decisions of ASB participants were reported to be taken at a collective level with
participants reporting that they seek external validation from significant ‘other’, particularly
family members, peers and friends. The involvement of significant ‘others’ in the form of advice

appeared to hinder self-care activities.

“We are not accustomed to make health-related decisions on our own. We need to

consult and talk to friends, peers or family members prior to any action” ASB-28

“My best friend told me that it would be great for me if | start using herbal tea. She told
me that diabetes pills are good but they cause lots of problems on long term, and |
should try not to use them. | did use herbal tea that she recommends and reduced sugar
in my food and stopped using diabetes pill simultaneously...] now know that was a stupid

decision.” ASB-60

Some of the female participants thought that within ASB communities a man with diabetes is
more likely to receive more support from his wife than what diabetic woman gets from her

husband.
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“l used to have diabetes for a long time, but | don’t remember that my husband gave me
a support or engaged me to take better care of myself. Ironically, he was told that he has
diabetes 9 months ago. Now | try my best to help him to adapt to this disease. | stopped
buying baklava because | know he likes it very much and he would be tempted to eat it if
it is at home. | also modified my cooking style to more healthy ones. Whereas before he
got diabetes | never changed a thing because | wanted him to enjoy and not to suffer

because of my diabetes” ASB-56

Many participants in the ASB group reported cultural beliefs prevented them from undertaking
physical exercises. These beliefs included negative views of society about engagement in any
structured physical activities, senior status and feelings of being unsafe. Exercise was viewed as
an activity in which only young people might be interested. Older adults, in comparison, are

more likely to withdraw from exercise as a result of their perceived senior status.

“In our society, a man like me can’t be seen jogging around parks. People [ASB] will
disrespect that. When one’s head is filled with gray hair, he should not care that much

about exercising” ASB-20

Within this context, ASB female participants spoke of negative perceptions held by ASB
communities about female participation in sport, especially for those who have children and
those who exercise in public places. Such perceptions seemed to negatively impact on women'’s

involvement in exercise in general.

“l can’t go for exercising on my own, doing so is not wrong but it’s just not quite

appropriate either, especially for ASB people” ASB-30

“Women like me are better off with not exercising! | have two small children, and |
should be spending all my time taking care of them ... if my mother-in-law happened to
know that | left house to exercise even for 30 minutes, | would be perceived as less of a

mother” ASB-26
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5.3.3 Poor knowledge and language problems

Participants’ knowledge about diabetes and its management was reported in Chapter 2 and
described poor knowledge as a barrier to DSM. Overall, ASB participants had poorer knowledge
about all aspects of DSM compared with the ESB group. Poor knowledge as a barrier to DSM
behaviors is shown using self-monitoring of blood glucose (SMBG) as an example. Participants in
both groups reported integrating SMBG as a part of their daily lives to a varying extent, but

participants in the ASB were less regularly engaged in SMBG compared with the ESB group.

“I regularly check my blood sugar, and | keep a record of the readings.”ESB-82
“I rarely check my blood sugar” ASB-5

ASB participants’ poor knowledge about how to interpret results of SMBG and the confusion

about what to do if the readings were high seemed to represent a challenge.

“I don’t check my blood sugar levels as much anymore. | just don’t understand what
these numbers mean. | don’t know what to do when the readings are so high, other than
feeling guilty and blaming myself! To be honest, it seems pointless [testing blood

glucose]” ASB-8

By contrast, the ESB group seemed better able to deal with abnormal readings.

“If I measure my blood sugar and found that it is high, | usually go for a 30-45 minute

walk...come back home rest for a while and repeat the measurement” ESB-85

Furthermore, language problems limiting the interaction with healthcare professionals were

reported by ASB participants as a potential barrier to learning about DSM practices.

“There is one pharmacist; she is very nice she always try her best to give me information
on how to manage diabetes. | usually smile at her and pretend that | understand but |

don’t”ASB-17
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5.3.4 Religious beliefs and fatalistic attitudes

While the role of religion on diabetes management was explored in both groups, this dimension
seemed not to affect ESB participants’ self-care activity in any significant way. Conversely, ASB
held strong religious beliefs as reported in Chapter 2.3.3 and their religious and fatalistic beliefs
appeared to negatively impact on diabetes self-management. For example, ASB participants who
attributed development of their diabetes to Allah (God) and those who believed that everything

in one’s life is pre-destined were less likely to conform to DSM recommendations.

“Whatever meant to happen will happen, so | don’t think exercise 20 minutes more or
reducing sugar in my tea will have a great impact on my health or the course of my life!

Sometimes they [healthcare providers] make a fuss for no good reason!” ASB-27

“They [diabetes health professionals] told me to do many things to help with my

diabetes, but, what | know for sure is that ‘Allah’ is my healer.” ASB-58

“lliness and health are already predetermined ‘KUL INSAN W NASEEBH’ [everyone has
his own fate]. Allah is the most merciful, and everything happen in our lives, happens for

a reason.” ASB-1

5.3.5 Lack of motivation and emotional distress
Lack of motivation as a barrier to DSM was reported by participants in the two groups.
“I don’t have the interest in exercising or eating healthier! To be honest, it’s [diabetes] a

life time thing, if it was short-term things would be different...it’s just boring if one does

everything he/she should be doing to manage diabetes, it become too much!” ASB-11
“Testing blood glucose is just not interesting! | just can’t be bothered” ESB-77

Interference of emotional context in self-management was stronger amongst ASB participants
compared to their ESB counterparts. In the discussion about living with diabetes, negative
emotional responses, indicating high levels of distress, were more prominent among the ASB
group compared to the ESB group. Participants in the ASB reported being subject to stress most

of the time; which appeared to contribute to participants’ decreased interest in learning or
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performing diabetes-self management (DSM) activities. Amongst the reported stresses in the
ASB group were: leaving their home country and breaking ties, settling down in a new country
with different traditions, cumulative stress due to worrying about family members or relatives
back in the Middle East, as well as the frustrations with, and negative social stereotyping about,

having diabetes.

“Stress is a part of our lifestyle, there are so many things to worry about ... one has to
priorities, ok so in my case | worry about how the rest of my family can join me, | worry
about not being able to raise my kids in a balanced way. | want them to be part of the
Australian society but at the same time | want them to retain our cultural habits and
traditions. | don’t have the right mind set to learn more about diabetes management! Or
go out and do some exercise ... it’s really hard to do right health actions in such lifestyle!”

ASB-4

5.4 DISCUSSION

The findings about barriers to DSM reported in this chapter fell into four themes, the first three
of which were only reported by ASB participants. Only lack of motivation was reported by both
groups. Many of these barriers have been reported in other EMGs and the results reported here
demonstrate that ASB people with diabetes have similar barriers to DSM activities to other

421424 A relationship

EMGs, but provide a depth of understanding not reported in other studies.
was established between participants’ knowledge and diabetes control, measured by recent
HbA,. values. Participants with more knowledge tended to have better glycaemic control.
Previous studies have documented the notion that improved knowledge results in improved

.27 The results in the current research indicated that ASB participants had a lower level

contro
of knowledge and poorer medicine-use practices and this group also had poorer diabetes control

judged by the increased percentage of participants who had HbA,. values >7%.
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A successful patient-centered approach requires diabetes health professionals to increase their
understanding about patients’ ongoing barriers to DSM. Such understanding has the potential to
help healthcare providers overcoming these barriers, thus increasing patients’ participation in

self-care activities and improve outcomes.*?***°

A study, conducted among foreign-born Chinese Americans by Chesla et al in 2009, highlighted
how cultural and social aspects were barriers to diabetes management in that group.”* Arabic-
speaking background participants in the study reported here also reported unique cultural
norms that appeared to negatively impact on DSM behaviours, such as cultural social behaviours

related to food.

The ASB participants reported strong religious beliefs that included fatalistic views about the
development of disease that negatively impacted on engagement in DSM practices. These
findings are consistent with findings of Egede and Bonadonna in 2003, on the role of religious

beliefs and fatalism on diabetes management in African Americans.'®!

Walker et al, in a
qualitative study that was conducted in Melbourne, Australia in 2005 among Chinese,
Vietnamese, Greek, and Italian people reported that fatalism was not a central issue in these
peoples’ responses to health.”*! It therefore appears that ASB diabetic patients may have unique
cultural aspects, which must be considered when devising DSM activities. It seems that ESB
group, as cultural the dominant culture in Australia, takes their values for granted and do not

necessarily regard them as cultural. The ASB group on the other hand, as immigrants whose

culture differs from that of the dominant group, is more likely to identify their values as cultural.

Participants in both groups reported lack of motivation as a barrier to DSM. This is consistent
with findings of a qualitative study by Brown et al (2002), in which a total of 36 family physicians
participated in focus groups; they also perceived patients’ lack of motivation as a key barrier to

DSM.*? The often onerous nature of DSM activities combined with a lack of understanding of
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their purpose is likely causes of decreased motivation. Emotional stress as a de-motivation factor

negatively influencing adherence to DSM has previously been reported.***%

5.5 CONCLUSION

Cultural and religious beliefs, poor knowledge and emotional distress appeared to adversely
affect ASB participants’ DSM. Knowledge of these barriers will enable healthcare providers to
tailor education programs for ASB diabetic patients to improve adherence to DSM and improve

Iong-term treatment outcomes.
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CHAPTER SIX: LEARNING PREFERENCES AND NEEDS
OF ARABIC-SPEAKING BACKGROUND PATIENTS WITH
TYPE 2 DIABETES

KEY POINTS ABOUT THIS CHAPTER

This chapter describes:
- Learning needs and preferences of Arabic-speaking background participants with type 2

diabetes.

Summary of findings:

- Arabic-speaking background participants identified topics that were missing in current
diabetes self-management education, such as eating in social ceremonies, modifying
traditional meals and ways to exercise in culturally acceptable ways.

- Some education delivery modes that work well with other ethnic minority groups were
also highly regarded by Arabic-speaking background participants, including the oral
delivery of information, small group educational sessions and a peer support model of

diabetes education.
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6 Learning preferences and needs of Arabic-speaking
background patients with type 2 diabetes

6.1 BACKGROUND

To achieve best clinical outcomes for people with diabetes, , modern treatment strategies
highlight the need for teaching and supporting patient’s self-management practices.*’ This shift
toward a patient-centred approach has been in the vanguard of the change in diabetes

438

management over the last decades.” However, patients with diabetes may not have the

necessary knowledge or skill needed to successfully manage their diabetes.**

Providing information to patients with diabetes does not necessarily ensure accurate application
of knowledge principles.'> Within this context, Duchin and Brown in 1990 reported the absence
of the individualisation of content to patient needs, identification of what patients want to know

and assessment of patient readiness for learning as central issues.**°

In diabetes care, deficits in patient education have been identified including inaccurate
assumptions of learning needs, inappropriate teaching strategies, oversimplification of
behavioural goals, and improper outcome evaluation. To improve quality of diabetes patient
education and to facilitate improvement in health care outcomes, the National Diabetes
Advisory Board (NDAB) in the USA has developed national standards for diabetes patient

443, 444

education programs, which are updated regularly. Currently, international and national

guidelines for diabetes education are available. A large body of research has demonstrated
positive effects of educational intervention on diabetic patient’s knowledge, self-care behaviours

and glycaemic control.'?> 4454

The uptake of diabetes education for ethnic minority groups (EMGs) is strongly affected by

188

cultural beliefs.”™ Therefore, it has been recognised that in providing diabetes education for

these groups is not merely a matter of providing general information, but rather that the
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education must focus on specific learning needs and cultural experiences and norms of these
groups. A crucial stage in the process of developing and providing patient-centred and culturally
appropriate diabetes education involves exploring of patients’ views, attitudes and beliefs, along
with identifying patients’ incorrect health behaviours and determining knowledge deficiencies

449

and assessing of learning needs.” Such a process enables accurate identification of both

opportunities and barriers for the implementation of health promotion program.*%**

The effectiveness of culturally appropriate diabetes education in terms of improving patients’
glycaemic control, knowledge, and healthy lifestyles has been demonstrated through several
well-designed randomised trials conducted in ethnic minority groups, but not including Arabic-

Speaking grOUpS.123' 253, 454-456

Currently there are culturally appropriate diabetes education programs only for some EMGs.”
Greenhalgh et al, in their work with British Bangladeshi patients with diabetes proposed that
culturally appropriate diabetes health education that concords with patients’ views and beliefs is

more likely to achieve desirable behavioural changes than one that does not.”**

There is a paucity of information about learning needs and preferences of Arabic-speaking
background (ASB) immigrants with T2DM. The aim of the research reported in this chapter was
to address this knowledge gap by providing insights about learning needs and preferences from

the perspective of ASB immigrants with T2DM living in Victoria, Australia.

6.2 METHOD

The qualitative methods used to obtain the results described in this chapter are presented in
detail in Chapter 2.2. Results reported in this chapter are based on responses to the questions
asked of ASB participants about two specific areas: what they would like to be taught about

diabetes and how they like would to receive such information.
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6.3 RESULTS

Two main themes emerged from the responses of ASB participants with T2DM about their
learning preferences and needs for diabetes self-management education: preferred education
topics and preferred delivery mode. Participants also spoke about current major sources of

information and education, and these responses are also reported.

6.3.1 Participants

The characteristics of the ASB participants’ whose responses are reported in this chapter are

described in detail in section 2.3.1.

6.3.2 Preferences for educational topics and current sources of education

6.3.2.1 Social group meetings as a source of information

Arabic-speaking background participants spoke of having discussions about their diabetes-
related issues, concerns and uncertainties with peers and friends within ASB communities. They
preferred social group meetings as a way of voicing their diabetes-related concerns, which are
not typically expressed during medical consultations. They also reported accessing a healthcare
professional (their GPs — who were exclusively ASB) to obtain information only if they perceived

their questions to be valid enough to warrant the discussion.

“When | talk with my friends, | feel relieved. We understand each other very well. We
don’t need to be wise or to plan what we have to say! We get to talk about all our real
concerns. Even when we all don’t have an answer for a question about our diabetes, at
least we get to feel we are all in the same boat! We support each other, and we get to

learn from one another!” ASB-58

“l only go to see [GP.65] she is of Arabic-speaking background. | feel we have lots in
common, things like language, religion and culture...| feel less judged and more

understood”ASB-33

112 |Page



Chapter 6:
Learning preferences and needs of ASB patients with T2DM

6.3.2.2 Diabetes-related topics preferred by ASB participants

Participants said that they needed to be better educated about how to manage diabetes. Six
main topics emerged from the inquiry into what ASB patients would like to be taught about
diabetes self-management: dietary behaviours, physical activity and exercise levels, self-
monitoring of blood glucose, meaning and importance of laboratory tests, prescribed diabetes
medicines and stress management. The lack of understanding of ASB participants about this
range of topics was compounded by their reluctance to ask questions of diabetes health
professionals, predominantly due to embarrassment, the perceived need to maintain personal

dignity and the fear of appearing ignorant.

“I was embarrassed to ask what she meant; | didn’t want to look stupid. | think for us
[ASB patients), it’s really hard to admit that we don’t know. So, if we are asked a
question like ‘Do you know what | mean?’ or ‘Did you understand?’ the answer would
always be ‘Yes’.” ASB-3
¢ Information about diet

The cultural and social norms that added to participants’ difficulty with managing diabetes on a

daily basis is presented in Chapter 5: they preferred receiving a dietary management educational

program that would teach them specifically about: appropriate modification of traditional Arabic

food, diabetes-friendly food choices, appropriate daily portions of food and fruit for patients

with diabetes, and how to eat in social ceremonies.

“In our culture ... if you are invited you have to eat to demonstrate your appreciation for
your hosts ... if you are the one who hosts the social event you should keep eating mainly
to encourage others to keep eating, in either case, one is pressured to keep eating. We
should learn more about how to eat and what to do in such event! Especially as social

events happen very frequently, and they are centred on food” ASB-6

Those ASB participants who had access to diabetes education reported that the focus of current
‘conventional’ diabetes education seemed to be on what an individual with T2DM should avoid

rather on what patients want to know. Perceived lack of consideration of patients’ life situations
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and cultural norms was reported a contributing factors in ASB participants current avoidance of

attending diabetes education sessions.

“They [diabetes health professionals] talked about a meal plan that | should follow. But
they did not ask me if | can follow it or not. Even more than that, all the food | like was

not on this plan. They [give] general advice, but it doesn’t work that way!” ASB-10

“She [the diabetes educator] once gave me advice on foods suitable for a person with
diabetes. During the entire session she kept repeating ‘should’ and ‘should not’ in
reference to food choices. | didn’t pay much attention to what she said, simply because |
felt that she should ask me about my eating patterns first. After establishing what my
eating patterns are, she could then give me some suggestions about it. But no! It was like
a one-way discussion, where she told me what she knew rather than what | needed” ASB-

45

Most ASB participants displayed significant knowledge gaps concerning numbers and sizes of
food servings that are appropriate for patients with diabetes. Participants expressed their desire
to learn about what appropriate amount of food per day for a patient with diabetes. Most
participants were oblivious to the concept of food portions. ASB participants did not know what

one ‘serve’ or one ‘portion’ of food meant.

“I would prefer if | was told specifically how much a ‘portion’ is. She [diabetes educator]
talked about eating one or two portions of a fruit. The problem for me was that | didn’t
know how much the ‘portion’ is. | think many of us don’t understand how much a serve

or portion is!” ASB-59

¢ Information on exercise
While participants seemed to recognise the general benefits of exercise they were unaware of
the required amount of physical activity per week for a person with T2DM. Participants voiced
frustration about continually receiving abstract advice about the importance of exercise in
achieving adequate glycaemic control. Conversely, they expressed their desire to receive precise

advice on how much exercise is required per week. They wanted to learn more about range of
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specific exercise activities that would help in controlling diabetes, yet consider health limitations

of some participants.

“We will all receive health messages in a better way if it is delivered with a context for
our own life i.e. is tailored to our needs. Unfortunately, this is not the case. They
[healthcare professionals] talk about what ‘should’ be done, with no focus on what we

are, and aren’t, able to do” ASB-13

“My doctor keeps reminding me to exercise. He often suggests walking, but it would be
great if he tells me how much i.e. what the minimum and the maximum amount of

exercise are required from me.” ASB-17

There was a widespread misunderstanding among ASB participants about the difference
between ‘physical activity’ and ‘exercise’. The majority of female participants consistently

reported household chores as their main form of exercise.

“I don’t exercise at all; it is not to my liking, but | do all the household chores e.g.

vacuuming, dish washing, sweeping, .etc. | think this is more than enough!” ASB-1

Participants, especially females, appeared to be reluctant to engage in any ’structured’ exercise

activities, especially in public places.

“Nowadays there are gyms for females only, yet they are not available everywhere, and |
don’t drive so it is a bit difficult [to get to them]. But to be honest with you, even if there
was such a gym next to my house, | wouldn’t go. The idea of exercising in a public place—
even if it was for females only—it is not to my liking. ... It may be because of how we were
brought up back in the Middle East with a general dislike to the notion of exercising,

especially for females” ASB-44

¢ Information about results of medical tests (including Self-monitoring of blood
glucose)

Participants expressed clear desire to be better educated about how to interpret medical test

results. Participants performed blood glucose self-monitoring to a varying extent (Chapter 5.3).

Those who reported using blood glucose meters expressed a need for education on how to use
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the resulting data to achieve better glycaemic control. Participants wanted to be taught what to

do when their blood glucose levels are high.

“l use the machine [blood glucose meter] two times a day, and the problem for me is
that | don’t know what to do when the readings are too high — which happens many

times” ASB-40

Participants also linked their dislike of, or their resistance to, performing self-monitoring of

blood glucose (SMBG) to their lack of understanding of what to do if they had a high reading.

“l used to measure my blood glucose levels, but not anymore. | stopped because | didn’t
know what to do when it [blood glucose level] was high. They [diabetes professionals]
taught me how to measure my glucose levels very well and | was advised to keep a
record of the reading. But I still don’t know what exactly to do when these readings are

high. It is quite stressful to record true readings when sugar levels are high” ASB-19

Lack of knowledge among ASB participants about the meaning of test results extended beyond
SMBG to other laboratory tests. Participants favoured receiving more information on ideal or
required targets and goals, to help them make sense of their current health status. They wanted
more details from their GPs about their laboratory test results, specifically when readings are

high, what should be done to attain the required levels.

“When the doctor talks to me about test results he usually says, “Good”, “Not so good”,
or “It is bad”. It would be great if | could have a more solid discussion on lab results. |
mean, if he could show me the papers and tell me what these numbers mean, and what

they should be, it would be great and clearer for me” ASB-2

¢ Information about diabetes medicines
The ASB participants expressed a desire to receive more information on how diabetes medicines

work and how they affect the body and why more than one type of OHA may be needed.

“I don’t know how these medicines [OHAs] work! Nor do | know how they may help me

with my diabetes” ASB-33
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“I’'m using all these diabetes medicines [OHAs] but | don’t know why! I’m not sure if they

are all the same or if they are different” ASB-52

Arabic-speaking background participants reported a lack of knowledge about side effects of their
prescribed medicines (Chapter 4.3). They preferred receiving more information about possible
side effects of their prescribed OHAs; to be assured that diabetes prescribed medicines are safe
and effective. Participants’ preferred clearer explanation about OHAs during medical
consultations; they spoke of information being provided is not enough. Some attributed minimal
information during medical consultation to GPs’ fears that such discussions may lead to patients’

withholding their prescribed treatment.

“We [ASB patients] fear using medicines. But if |, however, had more knowledge about
side effects of my diabetes pills, | might use them as prescribed without this fear that

comes from not knowing what harms can these pills can cause” ASB-13

“.. | think that she [GP] worried that if she tells me more about side effects of my
diabetes pills, | would stop using them! But, it is the opposite! When first | started using
them, | hold lots of negative thoughts about these pills and | imagined them causing
more harm than good! So | used them less than what | was told for years! But, now |
have a better understanding about them [OHAs]! If | knew what | know now | would

have used these pills as the doctor told me!” ASB-42

¢ Information about stress management
The ASB participants expressed a desire to learn more about stress management. There was a
high level of diabetes-related stress reported by participants. They spoke of several cultural,

religious, and political factors that foster their feelings of stress and anxiety.

“We [ASB] are stressed people ... It is just part of our lives. We grow-up with cumulative

stress! It is part of our culture! It is the way of life back there [Middle East]!” ASB-30

“They [health care provider] don’t teach us how to cope with stress or how to manage
the burden of diabetes. It is very important for all of us to learn about stress
management. Our life is full with stress. I’ll be happy if | knew how, and my diabetes will

be just ok” ASB-1
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The ASB participants who were diagnosed in the Middle East described feeling stressed and

overwhelmed especially after being diagnosed with diabetes. They expressed feelings of ‘being

left alone’ without any form of support after the initial medical diagnosis with diabetes.

6.3.3

“After the doctor told me that | have diabetes, | was so afraid. | was left alone with this
horrible disease. | knew nothing about it. All what was in my mind were images of me as
a sick lady who will have lots of complications in the future. | was alone facing this ugly

disease” ASB-41

Preferences for the delivery of diabetes education

Three main categories emerged about participants’ preferred modalities for receiving diabetes

education: oral versus written materials, small group versus individual education and preferred

personnel to deliver educational interventions.

Participants overwhelmingly preferred the oral mode of information delivery rather than reading

written information. They spoke of their dislike for reading written information, even when in

Arabic.

“I don’t like reading in general, even in Arabic language, and | don’t think that I'm the
exception to this ‘rule’. | think most of Arabic-speaking background patients are just like

me” ASB-57

“I think we [ASB patients] understand better verbally, honestly | never read any of those
materials, which | was given. And if | have a question | usually ask my friends but if it was

something serious then | ask my doctor or pharmacist” ASB-18

“.. it doesn’t matter even if the reading materials were in Arabic, | still prefer for
someone to demonstrate things in front of me rather than looking at pictures in the

pamphlets” ASB-6

Some suggested live demonstrations for learning about self-management practices especially for

food preparation.
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“It would be of great help if they [diabetes health professionals] can teach us self-
practices in a more interesting ways, like do a live class where a group of us come and
learn. Food preparation class with live demonstration would be of great help and fun at

the same time” ASB-19

Small group, gender-specific, educational sessions appeared to be the preferred medium to
obtain information on diabetes and its management compared to individual information
sessions. Participants acknowledged forgetting information on diabetes management and small
group meetings could be helpful as they can remind each other of what they have learned. They
also reported that group meetings could be an opportunity to meet with other ASB patients with
diabetes. In this format those who learned how to keep their diabetes under control could help

other members to learn/acquire recommended self-practices.
“You know, | forget many of the stuff they [diabetes professionals] tell me, usually they

[diabetes professionals] throw lots of information at me at once. So if | was told similar

information with a group of friends, like in this group, we can remind each other” ASB-31
The peer support model of diabetes education delivery was highly regarded by ASB patients.
Participants wanted to share both negative and positive experiences with diabetes, wanting
other members of their community with T2DM to benefit from such experiences.

“In a group setting, when some really get it, | mean really learned how to better manage

their diabetes. ... We would have a real example of the change we need” ASB-28

“.. | succeeded you see! My recent blood sugar levels are down. The GP was happy. |

would like to share my story with my community: | might help someone” ASB-39

6.4 DISCUSSION

The exploration of learning needs and preferences of ASB participants with T2DM revealed an
expectation of culturally appropriate diabetes self-management education, filling a gap that has

now been identified in current knowledge in this area. They provided insights into, and
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suggestions for, culturally appropriate diabetes self-management education for ASB

communities, filling a gap that has now been identified in current knowledge in this area.

Results showed that current diabetes education programs are perceived to neglect ASB patients’
life situation and cultural norms. There was an apparent mismatch between currently provided
diabetes education and participants’ learning needs and preferences. Results of previous
research, conducted among Puerto Rican immigrants in the US with T2DM, showed that many of
the study participants shunned receiving further education when they perceived the offered

advice as neglecting their cultural traditions.*”’

Arabic-speaking background participants’ educational needs and preferences were, in many

areas, similar to other EMGs that have been studied both in Australia and internationally.242' 450,

38 459 Arab-speaking background participants in this study, as with these other EMGs, wanted
more tailored information than what they have received about dietary management, exercise,
interpretation of test results, stress management and the use of diabetes medicines. Patients’

desire for more information than what they receive has been reported previously.*®**%

Lack of knowledge of how to modify traditional food, numbers and sizes of food servings or
eating correctly reported by ASB participants in this study, is consistent with the reported

findings of studies conducted among other ethnic minority groups.>?® 4628

The study participants desire for more information about their medicines, to learn more about
stress management and for emotional support, while not previously been reported for ASB
patients with diabetes, is consistent with Kokanovic and Manderson’s results on Chinese, Greek,
Indian and Pacific Islander immigrants with T2DM in Australia,”*! and to the findings of other

EMGs elsewhere.*® 4

Arabic-speaking background participants preferred peer-lead delivery of diabetes education.

This is consistent with previous findings and the literature reports that diabetes peer support
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model has been used successful among other EMGs and shown to improve glycaemic control.*®*
466, 469-472 . . . . . . .

Arabic-speaking background participants disliked reading educational materials, even
those translated to Arabic and produced at a low reading level, consistent with findings of

#0473 Pparticipants in the ASB group reported their

previous research in other ethnic groups.
preference for small interactive gender-separated diabetes education sessions. Stone et al, in
research with South Asian patients with diabetes, also reported a preference for gender-
separated diabetes education sessions.’ The potential for learning via oral/verbal sources was

highly regarded by ASB participants. Greenhalgh also reported a preference for oral education

sessions in research conducted among British Bangladeshis with diabetes.”®*

Finally, poor understanding by ASB participants about a range of diabetes topics as described in
chapter 2, and poor health knowledge are consistent with findings of previous research
conducted among other minority groups.”*® However, ASB participants’ poor knowledge was
further compounded by reluctance to ask questions and cultural norms of agreeing to avoid
embarrassment. This finding has not previously been reported, but provides insight into why
patients understanding of disease-related issues may be poor in other ethnic groups as well as

ASB communities.

6.5 CONCLUSION

The learning needs and preferences for diabetes education in ASB groups have not been
identified previously. The ASB participants expressed a clear desire for more tailored information
and different delivery modalities for diabetes education. They identified topics that were missing
in current ‘conventional’ diabetes self-management education: modifying traditional meals,
eating in social situations/ceremonies and ways to exercise in culturally acceptable ways.
Preferred diabetes education delivery modalities were also identified, particularly peer-led,
small, interactive, gender-separated education sessions and receiving information verbally.

Healthcare providers who are involved in diabetes education will continue to see a number of
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ASB patients, including those with limited health literacy. It is crucial to recognise that this ethnic
minority group might differ from the mainstream population for which most currently diabetes

educational materials have been developed.
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CHAPTER SEVEN: ILLNESS AND TREATMENT
PERCEPTIONS, ADHERENCE TO DIABETES SELF-CARE
AND DIABETES OUTCOMES

KEY POINTS ABOUT THIS CHAPTER

This chapter describes:

- Participants’ perceptions of health beliefs, their adherence to self-care activities, their
adherence to medication instructions, and diabetes-related distresses.
- Relationships between participants’ perception, self-care activities, medication adherence

and diabetes control.

Summary of findings:

- Arabic speaking background (ASB) participants were significantly less-adherent to their
prescribed OHAs than English-speaking participants (ESB).

- Diabetes control was suboptimal among the ASB participants (mean HbA,. 8.03 £ 1.22);
only 16.5% of the ASB participants met target glycaemic control of < 7%.

- Arabic speaking participants’ beliefs about medicines differed significantly from ESB: the
ASB group reported significantly lower belief in the need and safety of their OHA; most
were more concerned about long-term effects and harm of OHAs than the ESB
participants.

- Participants’ beliefs about medicines correlated with medication adherence: those who
viewed diabetes medicines as necessary to control their diabetes, and were less
concerned about long-term side effects and harmfulness of these medications, reported
better adherence levels.

- There were strong and statistically significant correlations between participants’ iliness
perceptions, self-management activities, and glycaemic control.

- Negative illness perceptions amongst ASB participants were strongly and significantly
associated with decreased adherence to all aspects of self-care activities including dietary
behaviour, exercise and physical activity, foot care, self-monitoring of blood glucose,

which were in turn associated with poorer glycaemic control.
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7 lllness and treatment perceptions, adherence to
diabetes self-care and diabetes outcomes

7.1 BACKGROUND

Prescribing of medicines is known to be the most common treatment intervention in the medical

encounter, irrespective of the disease state,*® however, about 50% of prescribed medicines are

349, 474

subsequently not taken as directed by healthcare providers. Optimal benefits of

prescribed treatment can only be realised if patients are adherent to instructions. Notably, low

adherence levels can lead to poorer health outcomes, lower quality of life, increased healthcare

340, 345, 441, 442

costs, and can bias assessment of the effectiveness of treatments. Patients’ non-

adherence to prescribed medicines remains a significant challenge for health professionals.*** *’®

To tackle the problem of non-adherence, numerous studies have been performed to understand

476-479

the underlying causes, and two categories of non-adherence - intentional and non-

intentional — have been identified.”*® Gadkari and McHorney reported that unintentional non-

adherence is characterised as passively inconsistent medication-taking behaviour by patients

481

mainly due to forgetfulness.”™ Whereas intentional non-adherence is seen as a cognitive

decision that is influenced by a range of factors related to the patient, the disease, and the

482, 483

treatment. Previous research on adherence-related factors showed that these could be

either modifiable or non-modifiable. Socio-demographic, age, ethnicity and environmental

factors are amongst unmodifiable factors which inconsistently predict non-adherence to

482

medication when compared with modifiable factors.™ The key modifiable factors include

patient beliefs about medicines, their perceptions about illness, their knowledge levels, and the

perceived impact of their health-related decision on daily lives.*®® **

To understanding adherence behaviours of patients, newer approaches have focused on

assessing two dimensions: the beliefs patients have about treatment; and the their illnesses

479

perceptions.”” In relation to the first dimension, the Necessity—Concerns Framework has been
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suggested as a way to develop a clear understanding about key patients’ medicine-related

beliefs that influence their adherence behaviours.*®**¢

According to this framework, beliefs
about medications are categorised into two types: adherence-increasing beliefs that are the
perceived necessity and advantages of prescribed treatment, and adherence-reducing beliefs

487

that are concerned with perceived harmfulness, risks, and barriers to treatment.”™’ Several

studies have reported significant association between patients’ belief about medicines and their

adherence levels.*> 488 489

The Necessity-Concern framework can be quantified using the Belief
about Medicines Questionnaire (BMQ), which has been found to predict patients’ adherence,

not only among those with diabetes,”®” but also in other several disease states such as

asthma,*® renal disease,”* and arthritis.***

In relation to the second dimension, patients’ illness perceptions, several studies have
demonstrated that relationships exist between the beliefs patients have about illness and their
self-care behaviours across a wide range of disease states, including, asthma, haemophilia and

267, 268, 493

heart disease. In diabetes, studies have investigated relationships between patients’

216, 286, 381, 468, 494, 495
l. Results

iliness beliefs, adherence to self-care activities and glycaemic contro
indicated that patients who believed that diabetes was controllable, reported better self-care

behaviour by way of diet, exercise and glucose testing, than those who did not.

Most of the research on treatment and illness perceptions in diabetes has been conducted
among predominately Caucasian populations. Only two studies examined the role of illness
perceptions in diabetes self-care among multi-cultural patient populations (non-ASB EMGs), and

144,49 1n addition, EMGs are

results showed different patterns of correlation in different groups.
known to have different illness perceptions,”® therefore findings from the largely European-

origin patient population are unlikely to be applicable to those diabetic patient from ethnic

minority groups, including ASB patients.
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No previous studies have examined relationships between treatment and illness perceptions,
adherence or glycaemic control in ASB immigrant populations with diabetes. Research to
investigate such relationships among this ethnic minority group is therefore important. The aim
of the research reported in this thesis was to identify cultural differences in diabetes illness
perceptions and medication beliefs among ESB and immigrant ASB people with diabetes, and to
examine the relationships between these beliefs and adherence to diabetes self-care regimens

and the impact of these factors on glycaemic control.

7.2 METHOD

The study described in this Chapter was designed as a multi-centre, cross-sectional survey
conducted at various settings in the Melbourne metropolitan area and in rural Victoria,
Australia. This phase (phase IlI) of the research started months after completion of phase I.
Approval for this study was obtained from Monash University Human Research Ethics
Committee (MUHREC), the Human Research Ethics Committee at Austin Health (The Non-Drug
Scientific Review Committee), the Human Research Ethics Committee at Melbourne Health
(covering Royal Melbourne Hospital and Western Health) and The Goulburn Valley Health Ethics
and Research committee (covering rural sites) (Appendix 8, Appendix 9, Appendix 12 and

Appendix 13).

Participants in the Melbourne metropolitan area were recruited through diabetes outpatient
clinics at three major hospitals, ten general medical practices and five community support
groups. For the rural arm of the study, participants were recruited in Shepparton, Victoria
through diabetes outpatient clinics at a major rural hospital and its affiliated satellite clinics,
three general medical practices and various community support groups. This geographic location
was chosen as the rural centre because of its relatively large population of the target participant
group for the study - Arabic-speaking people (ASB) who had recently migrated from countries in

the Middle-East.
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Throughout the twelve month recruitment period, all patients attending diabetes outpatients’
clinics were approached and invited to participate in the study while waiting for clinic
appointments. Patients themselves determined their eligibility to take part in the study by
answering a screening question that was listed on a separate card attached to the front page of

the questionnaire (Appendix 14).

Eligible, consenting patients completed a questionnaire (Appendix 15) that included validated
measures of each patient’s diabetes-related beliefs, their perceptions, behaviours and outcomes
(details below). Participants were classified as having an ASB or English-speaking background
(ESB) using similar criteria reported in Phase | (Chapter 2, section2.2.2). An Arabic version of the
questionnaire, translated by a professional and independent translation service, was available
for those who required it. Research assistants helped participants in completing the

questionnaire when requested by the participant (Appendix 16 Questionnaire (Arabic Version).

7.2.1 Development of Questionnaire

The 10-page questionnaire comprised 98 items in thirteen sections (Appendix 15), and used self-
reported data, except for clinical measures of diabetes control that were obtained, by consent,
from each patient’s medical records. Eleven of the twelve sections used in this questionnaire
were validated tools. The twelfth comprised demographic information and health-related
measures. Face and content validities of the questionnaire were established following review by
three university academics, two diabetes educators, and nine patients who pilot-tested the

questionnaire. Each of the twelve sections is elaborated in more detail below.

7.2.2 Socio-demographic and clinical data

This section of the questionnaire included a total of 13 questions relating to socio-demographic
and health-related data. Socio-demographic data included age, gender, birth place, occupation,

marital status and educational status. Health-related data included co-morbidity, duration of
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diabetes and perceived health status. Three questions assessed each patient’s preferred sources

of information about diabetes and their history of diabetes education.

7.2.2.1 Patient-pharmacist relationship

This section had four questions that were used to assess patient’s relationships with community
pharmacists. These questions were originally used to determine the trust patient’s had in

community pharmacists (TRUST-Ph).**’

7.2.2.2 Patients’ beliefs about diabetes medicines
The Beliefs about Medicines Questionnaire (BMQ) is a validated tool that has been widely used

in patients with chronic illness, including diabetes.*®* %% 4%°

It was used to assess each patient’s
beliefs about diabetes treatment, and has been shown to predict adherence to treatment.*® The
BMQ consists of ten items measuring two subscales: necessity and concern. Each participant’s

perceptions on each of the two sub-scales were scored on a five-point Likert scale, ranging from

strongly agree with a score of ‘1’ to strongly disagree with a score of ‘5.

Mean scores were calculated for the necessity and concerns subscales. For the necessity sub-
scale lower scores indicated a stronger belief in the necessity of diabetes medicines. For the

concerns sub-scale lower scores indicated greater concerns about use of diabetes medication.

1°° and to identify

Based upon the empirical and theoretical framework of Aikens et a
participants with high versus low perceived need and concerns about diabetes treatment, the
necessity scores were split at a pre-determined value of two, whereas concerns scores were spilt
at pre-determined value of three. A similar approach of splitting BMQ scores among patients
with diabetes has been reported by Mann et al,*®* Clifford et al “® and Tibaldi et al.®* Using a

combination of the spit scores, participants were categorised into one of four subgroups

according to their attitudes towards medications: skeptical (low necessity, high concerns);
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ambivalent (high necessity, high concerns); indifferent (low necessity, low concerns) and

accepting (high necessity, low concerns).

7.2.2.3 Patients’ beliefs about diabetes

Participants’ beliefs about diabetes were assessed using the validated Brief lllness Perception
Questionnaire (BIPQ).’” The BIPQ has 9 items measuring cognitive illness representation,
affective responses to illness (emotional representations) and overall understanding (illness
coherence). There are five cognitive illness representations: cause (perceived cause);
consequences (patients’ beliefs about effects and impact); control (divided into personal control
and treatment control); identity (patients beliefs about symptoms attributed to illness) and
timeline (patients’ beliefs about course and duration of disease), and each is measured using a

single item. The BIPQ provides a rapid assessment, and it has been widely used. **

High scores
on the consequences, identity, and timeline items represent more negative beliefs about their

prognosis with respect to these domains. Conversely, high scores on the coherence, personal

control and treatment control dimensions represent more positive beliefs.

7.2.2.4 Diabetes self-care activities

Self-care in this context is defined as the daily regimen tasks that the individual performs to
manage diabetes. A recently revised version of the Summary of Diabetes Self-Care Activities
(SDSCA) was used to assess each patient’s diabetes self-management behaviour: diet, exercise,
blood glucose testing, foot care and smoking status.”® The SDSCA has 11 items, and it is a brief,
reliable and valid measure of diabetes self-management behaviours that has been widely used.
The first 10 items of this scale, measure how many days in the previous week patients have been

engaged in a certain activities, on a scale of 0-7.

Diabetes self-care activities data is reported in two ways: as mean days of activity in the prior

week; and by splitting each aspect of self-care into a binary category, into adherent, if patients
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have been engaged in self-care behaviours for more than three days of the last seven days, and

non-adherent if patient performed specific self-care for less than three days of the past week.

7.2.2.5 Medication Adherence

Each participant’s medication adherence was measured using the modified version of the

% This scale consists of four items to assess medication-taking behaviour.

Morisky scale.
Reponses for each item were scored 0 for ‘Yes’ and 1 for ‘No’, except that the score for item 2
was reversed to score 1 for ‘Yes’ and O for ‘No’. Poor adherence was defined as a Morisky score

of less than four. Based on total score of the four items, patients were grouped into either

adherent (if the total score was four) or non-adherent (if the total score was less than 4).

7.2.2.6 Medication underuse
This section had two items measuring cost and non-cost related underuse of medication over

the past 12 months. These items have been used in previous studies.**’

7.2.2.7 Functional health literacy
Three previously validated items that measured difficulties in reading medical forms or learning
about medical conditions were used to measure Functional Health Literacy (FHL). Inadequate

FHL was indicated if the total score of the three items was < 10 out of a possible total of 15.>%

7.2.2.8 Treatment decision making

In this section, each patient’s involvement in treatment decision-making was assessed using a
modified version of the Control Preferences Scale. This scale comprises five statements that
describe different roles for doctors and patients in treatment decision-making. Participants were
asked to select only one statement out of five that best described their participation in

treatment decision-making.>*’>%
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7.2.2.9 Diabetes-related distress
Diabetes-related distress was assessed by the Diabetes Distress Scale - The DDS17. It is a new,

brief, validated and reliable instrument.”*

The scale has a total of 17 items representing
potential problems that people with diabetes may experience. The DDS17 has four subscales:
emotional burden, physician-related distress, regimen-related distress and interpersonal
distress. Participants were asked to indicate the degree to which each ‘issue’ might have
distressed them in their daily lives on a scale of 0 to 5, in which ‘0’ represented that the item was
perceived as ‘not a problem’ and ‘5’ where the item was perceived as a ‘very serious problem’.
As per the scoring instructions, a mean item score of two or higher indicted a level of distress

worthy of clinical attention and was labelled as (moderate distress), whereas a mean item score

of less than 2 was labelled as (low distress).

7.2.2.10 Patients satisfaction with healthcare decisions

In this section, each participant’s satisfaction with healthcare decision was assessed, using

1L %12 The modified scale measures satisfaction with

modified Satisfaction with Decision scale.
decision independently of their prognosis, and it comprises six statements to which participants

indicate their level of agreement on a five-point scale. The possible range of scores is 6 to 30,

with higher scores indicating greater satisfaction.

7.2.2.11 Self-efficacy

In this study self-efficacy was defined as the confidence a participant feels about adhering to

diabetes medications.”

To measure medication-specific self-efficacy, a single item — “How
confident are you in your ability to take your diabetes medications exactly as directed by your
doctor”— was used. Each participant’s response to this item was recorded on a 5-point Likert
scale ranging from 1, “not at all confident,” to 5, “extremely confident.” This item has been

validated in prior studies among patients with diabetes.?*">**
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7.2.2.12 Adherence to traditional values and attitudes (acculturation levels)

Acculturation of ASB participants, the level to which they have integrated into the Australian
society, was assessed using two subscales. In the first , three questions adapted from the
General Acculturation Index were used that have been validated in Mexican Americans.”™ The
second subscale was a six item scale, used to assess adherence to traditional values and
attitudes among Arabic-speaking patients with diabetes.*'® Five items of the original six were

used in this study.

7.2.2.13 Diabetes outcome measures

The most recent glycated haemoglobin value (HbA,.), along with other measures of disease
control (BP and lipids), were obtained from each participant’s medical records with their written
consent. There could be wide variation among participants when ‘the most recent’ HbAlc was

performed, which could be a confounding variable.

7.2.3 Sample Size Estimation

The sample size was determined based on minimum correlation (r) strength of 0.20, a-level of
5% and a power of 80%. The sample size required for the survey was estimated using an online
version of correlation coefficient calculator. A total of 360 participants were needed to complete

the survey (180 in each arm).

7.2.4 Data analysis

All data were analysed using SPSS version 20.0. Data are summarised as percentages, mean *
standard deviation (SD), and mean differences [95% confidence interval (Cl)]. The Chi-square test
was used for categorical parameters, while Gamma test was used for ordinal parameters.
Descriptive statistics were used for participants’ characteristics. Univariate comparisons of
categorical date between the two ethnic groups were conducted using chi-square test for equal

proportion (or Fisher’s exact tests where numbers are small), while Gamma test was used when
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the parameter was ordinal, and results were reported as numbers and percentages. Univariate
comparison of continuous normally distributed variables was tested using the independent-
samples Student’s t-test, and results were reported as means (+ standard deviation) whereas
non-parametric data was compared using Wilcoxon rank-sum tests and reported as medians
(interquartile range). A two-tailed significance level of 0.05 was used in all analyses. Bivariate
associations for continuous normally distributed variables were tested with Pearson’s
Correlation (r), whereas non-parametric data was tested using Spearman's rank correlation

coefficient.

7.3  RESULTS

Results are presented in this chapter both as descriptive statistics and as correlations between
diabetes illness and treatment perceptions, self-care activities, adherence to medication and

clinical outcomes.

7.3.1 Patients’ characteristics

The study population included a total of 701 adult participants classified into; 392 participants in

the ASB group and 309 in the ESB group.
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Table 5 and Table 6 summarise demographic and clinical characteristics. All ASB participants
were born in the Middle East; their mean age was 58 years, whereas 76.7% of the ESB group
were born in Australia; their mean age was 60 years. Male to female ratio (gender
representation) was approximately equal within both groups. About 84% of ASB participants
reported low functional health literacy. Arabic-speaking background participants had inadequate
glycaemic control (mean HbA;. = 8.03%) and inadequate blood pressure control (mean SBP/DBP
= 134/80 mmHg). The majority of participants were prescribed OHAs (91.5% of ASB and 81.4% of

ESB participants).
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Table 5: Socio-demographic characteristics

Participants’ characteristics

Patients' ethnic background

ASB%(n) ESB% (n) \ Total % (n)
Gender Male 50.1(197) |53.9(166) 51.8 (363)
Patient's age (yrs) mean + SD 58.04 +8.00 {60.41+9.54 |59.09 +8.78
. Australia 0.0 (0) 76.7 (234) 33.5 (234)
Country of birth
Other 100.0 (393) |23.3(71) 66.5 (464)
Iraq 18.3(72) 15.5(72)
Egypt 24.7 (97) 20.9 (97)
UAE 0.8 (3) 0.6 (3)
Lebanon 32.6 (128) 27.6 (128)
. Syria 3.6 (14) 3.0 (14)
Country of birth ASB -
Somalia 12.0 (47) 10.1 (47)
Jordan 3.1(12) 2.6 (12)
Kuwait 1.3 (5) 1.1 (5)
Palestine 1.8 (7) 1.5(7)
Sudan 2.0 (8) 1.7 (8)
UK 2.8 (2) 0.4 (2)
Ireland 4.2 (3) 0.6 (3)
Country of birth ESB USA 0.0 (0) 0.0 (0)
New Zealand 7.0 (5) 1.1 (5)
W. Europe 85.9 (61) 13.1 (61)
<12" grade 45.5(176) |36.3(109) 41.5 (285)
Level of education High school 31.5(122) 30.3(91) 31.0(213)
>university 23.0 (89) 33.3(100) 27.5(189)
Low 83.9(329) |33.2(100) 61.9 (429)
Functional health literacy
Moderate 16.1 (63) 66.8 (201) 38.1(264)
Part-time 19.1 (74) 22.5(69) 20.6 (143)
Full time 20.4 (79) 21.9 (67) 21.1(146)
Employment Status Unemployed |10.3(40) 4.6 (14) 7.8 (54)
Retiree 16.5 (64) 38.5(118) 26.2 (182)
Housewife 33.6 (130) 12.4 (38) 24.2 (168)
Married 69.3 (266) |57.5(177) 64.0 (443)
Widowed 16.1 (62) 8.8 (27) 12.9 (89)
Marital Status De-facto 0.3(1) 6.2 (19) 2.9 (20)
Single 1.6 (6) 15.6 (48) 7.8 (54)
Divorced 12.8 (49) 12.0 (37) 12.4 (86)
Acculturation levels
-Integration to Australia mean t SD 1.97.£0.57 NA
-Adherence to Arabic tradition 2.35+0.69
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Table 6: Clinical and health-related characteristics

Patients' ethnic background

Patients’ characteristics

ASB % (n) ESB % (n) Total % (n)

History of diabetes (years) |7.18 +4.63 (363) 10.51 £8.39 (293) 8.67 £6.78 (675)
Use of oral hypoglycaemic
I AZ)p gl 91.5 (354) 81.4 (250) 87.0 (604)
Insulin use 27.9 (101) 48.7 (146) 37.3 (247)
Diabetes co-morbidities 81.9(321) 78.6 (242) 80.4 (563)
High blood pressure 50.5 (198) 51.6 (159) 51.0 (357)
High cholesterol 51.8 (203) 33.4 (103) 43.7 (306)
Kidney problem 11.0 (43) 13.3 (41) 12.0 (84)
Heart condition 16.3 (64) 22.4 (69) 19.0 (133)
Eye disease 21.9 (86) 12.7 (39) 17.9 (125)
Cancer 1.0 (4) 5.5(17) 3.0(21)
Stomach ulcer 10.7 (42) 5.8 (18) 8.6 (60)
Arthritis 28.8 (113) 20.5 (63) 25.1(176)
Others 2.3(9) 14.0 (43) 7.4 (52)
Self-reported health status

- very poor 3.3 (13) 3.6 (11) 3.4 (24)

- poor 22.6 (88) 8.4 (26) 16.3 (114)

- fair 34.1 (133) 26.6 (82) 30.8 (215)

- good 19.7 (77) 37.3(115) 27.5(192)

- very good 19.7 (77) 19.5 (60) 19.6 (137)

- excellent 0.5 (2) 4.5 (14) 2.3 (16)
HbA,, value 8.03 +1.22 (296) 7.88 + 1.46 (286) 7.96 + 1.36 (582)

- <7 10% (n)] 16.5 (65) 27.9 (82) 21.5 (151)

- >7 [% (n)] 58.8 (231) 64.9 (200) 61.5 (431)
BP Systolic 134.90 + 12.19 (195) | 133.07  16.42 (217) | 133.94 + 14.58 (412)
BP Diastolic 80.40 £ 27.41 (195) |76.55+11.20(216) |78.38 +9.77 (411)
Total Cholesterol 4.87 +1.15 (199) 4.31+1.11 (200) 4.59 +1.16 (399)
LDL 2.38+£0.74 (199) 2.27 £0.89 (193) 2.32+0.82(392)
HDL 1.51 +£0.95 (196) 1.24 £ 0.58 (198) 1.37 £0.80 (394)
Triglyceride 2.02 £+0.81(198) 1.95+1.36 (197) 1.98 +1.11 (395)
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7.3.2 Patient-pharmacist communication

Table 7 shows different relationships between study participants and community pharmacists.
Significantly more participants in the ESB group than ASB reported having thought of a
pharmacist when they had health problems (P = 0.002). Participants in both groups reported
accessing community pharmacies only to obtain information about prescribed medicines; 52.4%
and 47.6% in the ASB and ESB groups respectively. Overall, only 19% of study participants in
both groups reported always following pharmacist recommendations with significantly fewer

participants in the ASB group than ESB (7% versus 32.9% respectively).

Table 7: Relationships between patients and pharmacists

Patients' ethnic background

Patient—pharmacist relationship P value
ASB% (n) ESB% (n) Total (n)

Whether patients had thought of the

. 46.7 (98) 53.3(112) 210 0.002*
pharmacist when they had health problems

Whether participants visited a pharmacist

only to get more information about| 52.4(132) | 47.6(120) 252 0.234
prescribed medicines

Whether patients had discussed their

prescribed medications with their 64 (246) 71 (218) 464 0.061
pharmacist

How often patients followed pharmacist
recommendations:

- sometimes 36.4(88) | 39.5(83) |37.8(171)| 0.01*
- often 56.6(137) | 27.6(58) |43.1(195)
- always 7.0 (17) 32.9(69) | 19.0(86)

*P values for the first three questions were calculated with y-test (categorical data). Gamma test
used to calculate P value of last question (ordinal data).

7.3.3 Adherence to Diabetes self-care activities

As reported in section 7.2.2.4, results of adherence to self-care activities are reported in two
ways — summary results are presented as means and medians; a pre-defined cut-point is used
for a data-oriented approach, where non-adherence is categorised as fewer than 3 of the

previous 7 days self-reported as adherent. Frequency histograms (
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Figure 4) show data distributions of diabetes self-care activities of the two groups as measured
by the SDSCA scale. Mean and median scores of participants’ self-care activities, as per
healthcare providers’ recommendations, during the past seven days are shown in Table 8. ASB
participants were significantly less adherent to all aspects of diabetes self-care compared with
ESB participants: dietary behaviours (P = <0.01; 95% Confidence Interval = -1.17, -0.84), exercise
and physical activity (P = <0.001, 95% Confidence Interval -1.14, -0.61), blood glucose testing (P =

<0.001) and foot-care (P = <0.001).

Table 8: Summary of diabetes self-care activities

Patients' ethnic background 95%
ASB Mean  SD ESB Mean + SD Pvalue | Confidence
Interval
Diet (Total) 3.93+0.93 4.94+1.26 <0.001* | (-1.17,-0.84)
Diet — General 3.56+1.34 4.98+1.57 <0.001*
Diet — Specific 4311097 4.90+1.42 <0.001*
Exercise 2.77 £1.40 3.65+2.13 <0.001* | (-1.14,-0.61)
Patients' ethnic background
ASB Median ESB Median
(interquartile range) (interquartile range)
Blood sugar testing 4(2-5) 1(0-3.5) <0.001"
Foot care 5(4-7) 2.5(1.5-4) <0.001"

SDSCA = Summary of diabetes self-care activities; *P calculated with independent t-test. P
calculated with Wilcoxon rank-sum tests. Differences is significant at the 0.01 level (2-tailed)

138 |Page



Chapter 7
lliness and treatment perceptions, adherence to self-care and diabetes outcomes

60—

40—

asv

Frequency
o
punoubyoeq oluy3lg ,sjuaned

207

. DDJE(M Jhd]mmmm

60—

407

gs3

20—

Diet

Figure 4: Frequency of Dietary self-care behaviours during past 7 days by the two groups (ASB
and ESB), assessed using SDSCA scale.
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Figure 5: Frequency of Exercise behaviours during past 7 days by the two groups (ASB and ESB),

assessed using SDSCA scale.
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Figure 6: Frequency of Foot-care behaviours during past 7 days by the two groups (ASB and ESB),
assessed using SDSCA scale.
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Figure 7: Frequency of Exercise behaviours during past 7 days by the two groups (ASB and ESB),
assessed using SDSCA scale.
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Table 9 shows a data-oriented approach that dichotomised each aspect of diabetes self-care
into binary categories: adherent, when patients have been engaged in the self-care behaviour
for more than three days of the last seven days, and non-adherent if patient performed specific
self-care for less than three days of the past week. Participants in the ASB group were
statistically less adherent. On adherence to dietary recommendations, there was a statistically
significant difference between the two groups, with ASB participants being less adherent (P =
0.002). Low levels of adherence to physical activity and exercise were reported by more than
half of study participants in the two groups (54.1%). Compared with the ESB group, significantly
lower levels of adherence to blood glucose monitoring were reported by ASB participants (P =
<0.001). A significant difference was also found in the number of smokers within each group;

26.7% of ASB participants compared to only 13% in the ESB group.

141 |Page



Chapter 7
lliness and treatment perceptions, adherence to self-care and diabetes outcomes

Table 9: Summary of diabetes self-care activities (binary)

s G, Patients' ethnic background P.value for
ASB%(n) | ESB%(n) Total% (n) | difference®

Diet

- Non adherent 15.1 (59) 7.5 (23) 11.7 (82)

- Adherent 84.9 (331) 92.5 (285) 88.3 (616) <0.01*

Exercise

- Non adherent 65.1 (254) 40.1 (123) 54.1(377)

- Adherent 34.9 (136) 59.9 (184) 45.9 (320) <0.001*

Blood glucose testing

- Non adherent 42.8 (167) 20.6 (63) 33.0(230)

- Adherent 57.2 (223) 79.4 (243) 67.0 (466) <0.001*

Foot care

- Non adherent 70.8 (276) 57.5(176) 64.9 (452)

- Adherent 29.2 (114) 42.5 (130) 35.1 (244) <0.001*

Smoking

-No 73.3 (277) 87.0 (267) 79.4 (544)

- Yes 26.7 (101) 13.0 (40) 20.6 (141) <0.001*

SDSCA = Summary of diabetes self-care activities. *P calculated with y-test (categorical data).

7.3.4 Diabetes-related distress

Diabetes distress refers to worries and emotional burdens that patients’ experience when they
manage a demanding disease like diabetes; diabetes distress was measured using the DSS-17
(section 1.2.1.10). The frequency histogram (Figure 8) shows data distributions of diabetes
distress by the two the groups. Overall, ASB participants displayed higher levels of diabetes-
related distress compared with their counterparts in the ESB group (P = 0.04). Statistically
significant higher levels of distress were experienced by ASB participants across the three sub-
scales, emotional burden, regimen-related distress and diabetes-related interpersonal distress (P
= < 0.001). There was no significant difference between the two groups on the fourth subscale

physician-related distress.
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Figure 8: Frequency of diabetes-relates distress by the two groups (ESB and ASB) assessed using

the DDS-17.

143 |Page



Chapter 7

lliness and treatment perceptions, adherence to self-care and diabetes outcomes

Table 10: Diabetes-related distress

The DDS-17

Patients' ethnic background

P value for
difference*

ASB% (n)

| ESB% (n)

Total% (n)

Emotional burden

Low 30.6 (120) 63.2 (194) 44.9 (314)

High 69.4 (272) 36.8 (113) 55.1 (385) <0.001*
Physician-related distress

Low 91.1(357) 87.2 (266) 89.4 (623)

High 8.9 (35) 12.8(39) 10.6 (74) .108
Regimen-related distress

Low 50.0 (196) 75.5 (231) 61.2 (427)

High 50.0 (196) 24.5 (75) 38.8 (271) <0.001*
Diabetes-related

Interpersonal Distress

Low 52.3 (205) 84.3 (257) 15.7 | 66.3 (462)

High 47.7 (187) (48) 33.7 (235) <0.001*
Total

Low 76.0 (298) 84.0(258) 16.0 | 79.5 (556)

High 24.0 (94) (49) 20.5 (143) <0.04*

DSS = Diabetes distress scale. *P calculated with y-test (categorical data).
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7.3.5 Patients’ beliefs about diabetes treatment (treatment perception)

With regards to participants’ beliefs about diabetes medicines, Table 11 shows that ASB
participants exhibited higher concerns about the use and the effects of diabetes medicines
compared with their counterparts in the ESB group, based on average mean score of the five
items of BMQ-Concern sub-scale (mean + SD of BMQ-Concern; 2.60 + .86, and 3.41 * .76
respectively). ASB participants were less likely to see the need for diabetes medicines than ESB

participants (P = <0.001, 95% Confidence Interval = -0.93, -0.68).

Table 11: Participants' beliefs about diabetes medicines

Patients' ethnic background 95% Confidence
The BMQ Interval
ASB Mean * SD ESB Mean % SD P value
Need 2.35+ .51 1.86+ .82 <0.001* (0.38 t0 0.58)
Concern 2.60 + .86 3.41+.76 <0.001* (-0.93 t0 -0.68)

BMQ = the Beliefs about medicines questionnaire; *Correlation is significant at the 0.05 level

Boxplots have been used to graphically depict participants’ beliefs about diabetes medicines
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Figure 9 and Figure 10). Average mean scores of ASB participants were higher on BMQ- need,

and lower on BMQ-concern subscales compared to ESB participants.
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Figure 9: Boxplot of BMQ-need subscale scores by the two groups

146 |Page



Chapter 7
lliness and treatment perceptions, adherence to self-care and diabetes outcomes

Average of BMQ-Concern Score
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Figure 10: Boxplot of BMQ-need subscale scores by the two groups

When examining patients’ beliefs about diabetes medicines using a data-oriented approach
(section 7.2.2.4), a mid-point split was conducted on the Necessity and Concerns scales of the
BMQ. Accordingly, participants in both groups were assigned to one of following four groups:
Accepting (high Necessity, low Concerns), Ambivalent (high Necessity, high Concerns),
Indifferent (low Necessity, low Concerns) or Sceptical (low Necessity, high Concerns). Figure 11
shows the distribution of participants across the four attitudinal groups. More than half of the
ASB participants were sceptical about the use of OHAs, by contrast only about 11% of the ESB
participants were sceptical. Similarly, more than half of ESB participants accepted the idea of
using OHAs to manage their diabetes, by contrast only about 14% of the ASB participnts were

accepting.
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Figure 11: Participants' distribution across the four beliefs groups
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7.3.6 Patients’ beliefs about diabetes (illness perception)

Significant differences were found between the ASB and ESB groups across all items of the Brief
lliness Perception BIPQ. English-speaking background participants reported more positive beliefs
about diabetes than the ASB group. For example, ESB participants reported higher beliefs in their
personal ability to control diabetes, they also reported higher beliefs in the ability of their
prescribed treatment to control diabetes, and they reported a better overall understanding
about diabetes (Personal control, treatment control, and coherence perception, P values for the
item <0.001). More negative beliefs about diabetes were reported by the ASB group in
comparison with their counterparts in the ESB group. For example, more somatic complaints due
to diabetes were reported by ASB participants (identity perception, P values <0.001). They also
believed that their diabetes had a considerable negative impact on their personal lives
(consequences, P values <0.001). Regarding timeline dimension, ESB participants reported more

chronic perception of their diabetes nature compared with ASB group (P = <0.001) (Table 12).

Table 12: Comparison between the two groups of iliness perception

Patients' ethnic background 95% Confidence
ASB Mean +SD  ESB Mean + SD Interval
Consequences 6.28 +1.92 4.71+2.61 <0.001* (1.21, 1.89)
Timeline 7.86+1.76 8.90+1.77 <0.001* (-1.30,-0.78)
Personal control 5.76 +1.49 6.57 +2.10 <0.001* (-1.08, -.54)
Treatment control 6.28 +1.49 7.90+1.82 <0.001* (-1.85, -1.36)
Identity 5.73+1.92 4,29 +£2.37 <0.001* (1.12,1.76)
Concern 6.59 £2 .27 6.21+£2.76 .054 (-0.01, 0.74)
Coherence 5.46 +1.97 7.23+2.02 <0.001* (-2.06 ,-1.46)

BIPQ = Brief lliness Perception Questionnaire; *Differences is significant at the 0.01 level (2-
tailed); 'P calculated with independent sample t-test.
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Figure 12: Frequency of illness perception (diabetes) by the two groups (ESB and ASB), assessed
using the BIPQ.

7.3.7 Patients’ involvement in treatment decision-making

Participants’ responses on the modified Control Preference Scale were classified into three
distinct categories: active, collaborative or passive roles in treatment decision-making. There
were significant differences in the distribution of the three roles across the two groups (P =
0.002). Overall, more than half of ASB participants reported passive roles. Of the ESB group,
13.6% chose the ‘active’ role statement, whereas among ASB group only 2.6% of participants

reported playing active roles (Table 13).

Table 13: Patients’ involvement in treatment decision making

Patients' ethnic Patients’ roles in treatment decision-making P value for the
background Active% (n)  Collaborative% (n) ‘ Passive% (n) difference*
ASB 2.6% (10) 40.5% 1(58) 56.9% (222)

ESB 13.6% (41) |37.4% (113) 49.0% (148) |0.002

Total 7.4% (51)  |39.2% (271) 53.5% (370)

*Differences are significant at the 0.01 level (2-tailed); T P value was calculated using Gamma
test to (ordinal data).
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7.3.8 Patients satisfaction with healthcare decision

Reported satisfaction with healthcare decisions was generally higher among the ASB group

compared to the ESB group (P <0.001), as shown in Table 14.

Table 14: Patients' reported satisfaction with the decision.

The Satisfaction with Patients' ethnic background 9'5%

. . P value Confidence
decision scale ASBMean+SD  ESB Mean & SD Interval
Average total of the six | oo, o7 1.89+.71 <0.001* | (0.87 to 1.06)
statements

*P calculated with independent sample t-test.

7.3.9 Patients’ self-efficacy

Self-efficacy in taking OAHs as prescribed by healthcare providers was significantly higher

among participants in the ESB group compared with ASB group (P <0.001) ( Table 15).

Table 15: Participants reported self-efficacy in taking diabetes medication

Patient’s self-efficacy in taking diabetes medication P value for
exactly as prescribed Total the
Not at all Not Unsure | Confident| Extremely difference*
confident confident confident
ASB 7 17 59 283 8 374 <0.001
ESB 4 1 12 176 104 297

*P value was calculated using Gamma test (ordinal data)

7.3.9.1 The correlations between illness perceptions and adherence to diabetes self-
management

There were significant relationships between participants’ illness perceptions and self-reported

adherence to diabetes self-care activities ( Table 16). For the ASB group, negative beliefs about

diabetes were strongly and significantly correlated with poorer adherence to diet

recommendations, exercise, blood glucose testing and foot care. Identity perceptions (reflect

more somatic symptoms linked to diabetes) were strongly and significantly associated with poor

adherence to dietary behaviours, exercise, blood glucose testing and foot-care (Spearman's rank
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correlation coefficients: -.228%; -.503t; -.481%-.494 respectively; P values <0.001 for four
aspects of diabetes self-management). Positive perceptions were also significantly and positively
associated with better adherence to DSM. ASB participants’ perceptions about their ability to
control diabetes (personal control) were strongly associated with better adherence behaviours

to exercise = (rs=.286); blood glucose testing (rs = .274); and foot care (rs = .242).

Table 16: The correlations between illness perceptions, adherence to diabetes self-care
activities, and glycaemic control by the two ethnic groups (ASB and ESB)
Adherence to Diabetes self-care activities

BIPQ
Dietar . Blood glucose
AT behaviozrs Exercise tesfing Aeleimslis
Consequences -.124* -.485% -.435% -.516%
Timeline .106 -.241% -.160% -.284%
Personal control 181+ .286% .274% .242%
Treatment control 213+ .260t 321+ .258+
Identity -.228t -.503% -.481% -.494%
Concern -.132% -.401t -.414+% -.489%
Coherence -.263% 335+ 312+ .284+%
Total score of BIPQ -.210% -.604% -.580% -.629%

Adherence to Diabetes self-care activities

BIPQ
ESB group 2l ETR Exercise LS ATTEEEG Foot-care
behaviours testing
Consequences -.137 .037 -.137* -.163%
Timeline .010 -.039 .123* .029
Personal control 3107 .115%* .120* .133*
Treatment control .065 .052 215+ .168+
Identity -.035 -.013 .001 -.044
Concern -.052 -.025 .010 .103
Coherence 325+ .051 112 112%*
Total score of BIPQ -217% -.045 -.128* -.128*

BIPQ = Brief lliness Perception Questionnaire; *Correlation is significant at the 0.05 level (2-
tailed); tCorrelation is significant at the 0.01 level (2-tailed); ¥Spearman's rank correlation
coefficient (P Value).

7.3.9.2 The correlations between illness perceptions and treatment perceptions and

glycaemic control
Correlations between participants’ illness perception, treatment perceptions and glycaemic
control (HbA,.), are presented in Table 17. For the ASB group, positive beliefs about medicines

(low scores on the BMQ-Need subscale indicating strong beliefs in need for diabetes medicines)
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were strongly and positively correlated with better glycaemic control (rs. = 320%, P <0.001).
Participants who had higher concerns about diabetes medicines had worse glycaemic control.
Negative beliefs about medicines were significantly correlated with worse glycaemic control in
both ASB and ESB groups (rs. = -.355%, P <0.001); rs. =-.2161, P <0.001 respectively). Overall, the
perception that diabetes is a threating illness (assessed by computing an overall score of BIPQ)
was significantly correlated with better glycaemic control; stronger associations were observed
in the ASB group compared with ESB (rs. = -.406%, P <0.001); rs. = -.2661, P <0.001). Participants
in both groups who reported high belief in their personal ability to control diabetes had a better
glycaemic control (rs. = .244t, P <0.001); rs. = -.251%, P <0.001 for ASB and ESB groups
respectively). For the ASB group, illness coherence (overall understanding about diabetes) was
significantly correlated with HbA,; participants who reported better understanding about

diabetes had better glycaemic control (rs.375%, P <0.001).
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Table 17: The correlations between treatment and iliness perceptions and glycaemic control
by the two ethnic groups (ASB and ESB)

Glycaemic control (HbA,.)
Treatment and iliness perceptions

ASB group (P value)

ESB group (P value)

The BMQ

Need 320t (<0.001) .020 (.734)
Concern -.355t% (<0.001) -.2161 (<0.001)
The BIPQ

Consequences .21271 (<0.001) .150(.012)
Timeline -.118 (.043) .089 (0.134)
Personal control .244%(<0.001) .2511 (<0.001)
Treatment control .239% (<0.001) -.014 (.810)
Identity 306t (<0.001) .128* (.003)
Concern .2021 (<0.001) .107 (.071)
Coherence .3757% (<0.001) .084 (.159)

Total score of BIPQ

4061 (<0.001)

2661 (<0.001)

BMQ = the Beliefs about medicines questionnaire; *Correlation is significant at the 0.05 level (2-
tailed); TCorrelation is significant at the 0.01 level (2-tailed); ¥Spearman's rank correlation
coefficient (P Value).

7.3.10 Relationship between treatment perception and adherence to medicines
ANOVA was used to examine the relationship between treatment perceptions and self-reported
adherence to medicines and Ethnicity (Table 18); there were significant differences between
adherent and non-adherent participants. Interaction between ethnicity and self-reported
adherence to diabetes medication was tested and there was no significant effect (P= 0.3),
therefore it was removed from analysis. Adherent participants in both ethnic groups displayed
more positive beliefs about need for, and use of, diabetes medicines (measured by lower scores

on the BMQ-Need compared with non-adherent (1.88 versus 2.18 respectively).

Table 18: ANOVA testing of ethnicity, treatment perception and medication adherence

Tests of Between-Subjects Effects

Dependent Variable: Participants beliefs about medicines (assessed by mean score of BMQ-
Need subscale)

Type IlI Sum of
Source Squares df Mean Square F Sig.
Corrected Model 58.275° 3 19.425 51.441 .000
Intercept 1610.671 1 1610.671 4265.381 .000
Ethnicity 14.172 1 14.172 37.530 .000
MS_BI 9.916 1 9.916 26.259 .000
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Ethnicity * MS_BI .403 1 .403 1.067 .302
Error 257.533 682 .378

Total 3383.073 686

Corrected Total 315.808 685

a. R Squared = .185 (Adjusted R Squared = .181

Remove interaction
Dependent Variable: Participants beliefs about medicines (assessed by mean score of BMQ-

Need subscale)

Type HlI Sum of
Source Squares df Mean Square F Sig.
Intercept 2328.337 1 2328.337 6165.301 .000
Ethnicity 22.117 1 22.117 58.564 .000
MS_BI 9.697 9.697 25.678 .000
Error 257.936 683 .378
Corrected Total 315.808 685

a. R Squared =.183 (Adjusted R Squared =.181)

2. Patients' ethnic background

Dependent Variable: Participants beliefs about medicines (assessed by mean score of BMQ-

Need subscale)

Mean

Std. Error

95% Confidence Interval

‘Lower Bound

Patients' Ethnic background

Arabic-speaking background patients 2

English-speaking background patients 1

.232
.823

.039
.036

2.156
1.753

Upper Bound
2.308
1.893

3. Medication adherence

Participants beliefs about medicines (assessed by mean score of BMQ-Need subscale)

MS_BI

adherent

Mean Std. Error

1.881 .046

non-adherent2.175 .030

95% Confidence Interval

Lower Bound Upper Bound
1.790
2.116

1.971
2.234

155 | Page



Chapter 7
lliness and treatment perceptions, adherence to self-care and diabetes outcomes

7.3.11 Acculturation levels and glycaemic control

Glycaemic control was negatively associated with ASB participants’ acculturation levels - the
more acculturated the participant into Australian society the lower the HbA,. value, thus better
glycaemic control. Less integrated ASB participants (lower scores on General Acculturation
Index) had worse glycaemic control [P <0.001, person’s (r) correlation = -0.321]. The more
adherent ASB participants to Arabic tradition and values (lower scores on five-item scale for
assessing adherence to traditional values and attitudes), had worse glycaemic control [P <0.001,

person’s (r) correlation = -0.325].

7.3.11.1 Multivariable predictors of glycaemic control

Stepwise multiple linear regressions by the ASB and ESB groups were performed separately to
predict glycaemic control (Dependent Variable was HbA; ). Four variables significantly predicted
HbA,. value in the ASB group: positive beliefs about diabetes medicines were positively
associated with HbA,. i.e. the stronger the belief in the need for diabetes medicine the better
the glycaemic control (Unstandardised B Coefficient = .447, P < 0.001). While negative beliefs
about treatment (assessed by the BMQ-Concern subscale) were negatively associated with HbA,,
(Unstandardised B Coefficient = -.187, P < 0.001), the lower patients concerns about diabetes
medicines were, the better glycaemic control. Exercise was negatively associated with HbA,. -
the more exercise participants reported, the lower their HbA,. (Unstandardised B Coefficient = -
.207, P = 0.001). Finally, overall understanding about diabetes (assessed by coherence
perception) was positively associated with HbA,. (Unstandardised B Coefficient =.088, P = 0.009).
A total of 25 variables have been entered into the model, 19 variables have been excluded from
ESB group, and 18 from the ASB. For the ASB group, the overall model explained 24% of variance
in HbAy. (R Square = 0.24) (Table 19). Amongst excluded variables were diabetes-related distress
(assessed by DDS17 scores) there was no improvement in the ASB (P = 0.32) however, a slight

improvement in the ESB group (P = 0.051). The relationship overall was positive; with those
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reported higher diabetes-related depressive symptoms had a worse glycaemic control (HbA,

value). In the ESB group the co-efficient was 0.19, whereas in the ASB group it was 0.09.

Table 19: Stepwise multiple linear regression model summary

Model Summary

Patients' Ethnic Adjusted R Std. Error of
background Model R R Square Square the Estimate
Arabic-speaking 1 .376° 141 .138 1.12110
background patients 2 451° .204 .198 1.08173
3 A77° .228 219 1.06743
4 .490° .240 .228 1.06081
English-speaking 1 .274° .075 .071 1.34840
background patients 2 320 .102 .095 1.33095
3 3448 118 .107 1.32179

a. Predictors: (Constant), Exercise

b. Predictors: (Constant), Exercise, BMQ_Need_Ave_Orig

c. Predictors: (Constant), Exercise, BMQ_Need_Ave_Orig, Brief Illness Perception
questionnaire item 7(coherence) R

d. Predictors: (Constant), Exercise, BMQ_Need_ Ave_Orig, Brief lllness Perception
guestionnaire item 7(coherence) R, BMQ_Concern_Ave_Orig

e. Predictors: (Constant), Brief lliness Perception questionnaire item 3 (personal control) _
R

f. Predictors: (Constant), Brief lliness Perception questionnaire item 3 (personal control) _
R, BMQ_Concern_Ave_Orig

g. Predictors: (Constant), Brief lliness Perception questionnaire item 3 (personal control) _

R, BMQ_Concern_Ave_Orig, History of diabetes (years)

7.4  DISCUSSION

This multi-centre cross-section large Australian study is the first to investigate relationships
between patients’ illness and treatment beliefs, adherence behaviours and glycaemic control in

ASB immigrants with T2DM.
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Of particular significance was the finding that compared to the ESB group, ASB participants had
significantly poorer adherence levels to all aspects of diabetes self-management including: diet,
exercise, blood glucose testing and foot-care. This is consistent with findings of research among
other ethnic groups. Given the importance of diabetes self-management in achieving optimal
glycaemic control, these poor adherence levels among ASB immigrants are noteworthy;

highlighting need for effective clinical intervention.

Evidence suggests that diabetic patients’ self-care practices may be driven by their illness and
treatment perceptions. Exploring iliness and treatment beliefs may be one way of addressing the
challenge of poor diabetes adherence and sub-optimal glycaemic control (high HbA,. levels)
among this ethnic group, especially since research has shown a correlation between patients’

illness perceptions and their HbA;.**

In this study, perceptions and beliefs about diabetes differed significantly between the ASB and
ESB groups. Significantly more negative illness and treatment perceptions were reported by the
ASB participants and they were associated with significantly lower DSM adherence rates and
poorer medication adherence. Negative illness and treatment perceptions reported by the ASB
participants were also significantly associated with poor glycaemic control. Arabic-speaking
background participants perceived their diabetes to have greater serious effects (higher
consequence scores), more somatic complaints due to diabetes (higher identity score), and
higher concerns about diabetes (higher concern score). These findings are similar to findings of a
recent systematic review and meta-analysis showing the correlation between illness perceptions

517

and glycaemic control in diabetes.”™ This review included results for 2006 patients recruited

from a range of countries and settings, but did not include Arabic-speaking patients.

The research reported in this thesis is the first to identify the association between illness
perception and glycaemic control in ASB immigrants with T2DM. Predictors of HbA;. were

investigated in this study given its importance as an indicator of diabetes control. The final
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regression model to predict HbA;. among ASB group showed that positive treatment perceptions
(stronger beliefs about need for using medicines and lesser concerns about use of these
medicines) and understanding about diabetes were associated with better glycaemic control and
that ASB patients had more negative perceptions and poorer understanding that were

associated with poorer outcomes.

Arabic-speaking background participants saw less of necessity for diabetes medicines compared
to ESB participants and reported higher concerns. These beliefs were associated with poorer
adherence to diabetes medicines. Similarly, Barnes et al reported that Tongan patients with
diabetes had less belief in the necessity of diabetes medicines and those beliefs were associated

with poor adherence compared to European patients.**®

The results of this study, therefore,
suggest that patients’ adherence may improve by addressing modifiable negative illness and
treatment perceptions. Interventions based on changing iliness perceptions have been shown to
improve outcomes among patients with heart attack.”* *'® >* very little is known about such

interventions for poorly controlled diabetic patients.**®

Those in the ASB group in this study who had lower levels of acculturation into the Australian
society had worse glycaemic control. Lack of acculturation was also reported as an important risk

factor for dysglycemia among Arab immigrants in USA.>*

Research has shown that Hispanic
patients with diabetes who have been able to integrate into European-American culture
appeared to have a lower prevalence of T2DM, whereas those who were less acculturated had
dysregulation of glucose metabolism and more pronounced patterns of insulin resistance.”*® **!
Cairampona reported that acculturation levels of Mexican Americans with diabetes were
significantly related to their diabetes knowledge and had the potential to impact on how

patients manage their disease.’”

Added to the lack of acculturation of first generation Arab
immigrants with T2DM in Australia are strong social kinships and ties within ASB communities

and the difficulty caused by the lack of diabetes education back in the Middle East where the
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lack of public awareness about the healthy lifestyle required for diabetes management is
pervasive.” These 'closed' social networks and dynamics are known to impose a strong negative

effect on diabetes self-management.”?****

7.5 CONCLUSION

This study showed that ASB immigrants’ illness and treatment perceptions about diabetes health
were significantly different from their counterparts in the ESB group. Participants in the ASB
group were less-adherent to all aspects of diabetes self-management. Non-adherent patients to
diabetes medicines reported significantly less belief in the need for diabetes medicines and more
concern about their use. Negative illness perceptions, of ASB participants, were strongly and
significantly associated with lower adherence to all aspects of self-care activities, including
dietary behaviour, exercise and physical activity, foot care, self-monitoring of blood glucose and
were also associated with worse glycaemic control. Understanding patients’ perceptions may
provide opportunities for improving adherence to medication and self-care activities.
Importantly, poorer adherence to all aspects of DSM in the ASB participants correlated with

poorer diabetes outcomes, according to HbA,. levels
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8 Conclusions and Recommendations
8.1 SUMMARY AND CONCLUSION

Type 2 diabetes (T2DM) worldwide is rising to epidemic levels, placing an enormous financial
burden on health care systems. Epidemiological data has shown that T2DM affects large

numbers Arabic-speaking background (ASB) patients throughout the world.>

In Western countries, T2DM management among ethnic minority groups (EMGs) is known to be
more challenging when compared to the ESB population.” Manifestation of challenges include:
higher prevalence rates, higher risk factors, poorer treatment adherence rates, worse glycaemic
control, higher diabetes-related morbidity and mortality rates, higher hospitalisation rates and

416, 525-528

underutilisation of available health services. Several randomized clinical trials confirmed

that lifestyle modification, particularly diet and exercise, can decrease the incidence of T2DM
and improve outcomes; however, the uptake of such modifications is known to be poor among

EMGs 529-533

To successfully manage EMGs with T2DM, research has shown that a thorough understanding of

the illness experiences within the patients’ socio-cultural environment is required®? and that

233, 250, 276, 534, 535

culture affects adherence to disease management. There is a large body of

literature that has identified culturally relevant issues in T2DM management across several

EMGs including Hispanics/Latino, Asian, African-Americans and black populations living in

185, 186, 277, 284, 326

western societies. Till now, very little is known about how ASB immigrants

38, 196, 197

experience and manage their T2DM. Research suggests that health beliefs of EMGs may

differ between cultures and these beliefs are known to influence self-management practices and

healthcare seeking behaviours.>*®

It is important to know more about the ASB diabetic
population, as the findings of previous research has demonstrated that EMGs have more deficits

in their knowledge about diabetes, experience more potential barriers to the use and access of

available health services and self-management, and they also exhibit worse diabetes-related
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47537 1t is not known whether these barriers to care

outcomes compared to white populations.
extend to the ASB group. A comprehensive study was needed to determine the cultural and
health beliefs among the ASB population with T2DM. Studies among non-ASB EMGs have shown
that culturally appropriate interventions improved HbA;. levels, knowledge and adoption of a

9L 23 A thorough understanding of ASB patients’ cultural and health beliefs is

healthy lifestyle.
needed before similar interventions can be developed for this ethnic minority community with

diabetes.

Phase | of this research was designed as a qualitative exploration of cultural issues associated
with, and knowledge about, diabetes management among 60 ASB patients with T2DM using a
comparative approach with a group of 40 ESB diabetic patients representing western culture.

Results are reported in Chapters 2-6 of this thesis.

The key findings were that ASB participants differed from the ESB participants in their
knowledge, healthcare-seeking and medication-taking behaviours. Arabic-speaking participants
believed external factors, rather than their own health-related behaviours, were the cause of
their diabetes (e.g. Allah’s will). They intentionally delayed accessing medical services when they
experienced classical signs of diabetes, therefore diabetes complications were already
developed at the time of diagnosis for the vast majority of ASB participants. The denial and
downplaying of diabetes symptoms by ASB participants emanated mainly from fear of having to
bear the responsibility and accountability for their own health, coupled with the collective
negative views about poor diabetes prognosis and its associated poor quality of life. Arabic-
speaking background participants developed their own medication-taking practices that varied
from what was prescribed, without the benefit of input from health professionals. This research
has identified several issues with the quality use of diabetes medicines, including poor
knowledge (e.g. when to take them, how often, with or without food, common side effects, why

different types of OHAs are prescribed), collective negative views about regular use and side
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effects OHAs, social networks within ASB communities that seemed to have a strong negative
effect on medication-taking behaviours. Conflicting treatment advice from family members,
peers and friends within ASB communities appeared to foster use of herbal medicines instead of
prescribed treatment. Learning needs, preferences and barriers to diabetes education of ASB
immigrants have not been identified previously. Arabic-speaking background participants
expressed a clear desire for more tailored information and they identified topics that are missing
in current ‘conventional’ diabetes self-management education. They also identified their
preferred modalities for the delivery of diabetes education. It is essential to recognise that the
education needs of this EMG may differ from the rest of the population, for which current

diabetes educational materials have been developed.

After qualitatively exploring cultural issues in management of T2DM among ASB immigrants in
Phase |, and to triangulate these findings, a quantitative approach was used in Phase Il. The
second phase was designed as a multicentre, cross-sectional survey using a number of pre-
validated questions to quantify diabetes profile, adherence levels to self-management, and
examine predictors of diabetes control among ASB immigrants. Individual patient glycaemic

control measures were used to identify outcomes of treatment for each participant.

Phase Il findings described adherence behaviours, diabetes-related distress and glycaemic
control among 392 ASB immigrants with T2DM compared to 309 ESB participants. Health beliefs,
treatment and illness perceptions were found to be associated with poor adherence and with
poor glycaemic control, thereby linking beliefs, behaviours and outcomes. These associations
have not been investigated previously in this ethnic group. Compared to the ESB group, ASB
immigrants were significantly less adherent to their prescribed OHAs. Participants’ beliefs about
medicines in both groups significantly correlated with medication adherence. Those who viewed
diabetes medicines as necessary to control their diabetes and were less concerned about long-

term side effects and harmfulness of these medications reported better adherence. Health
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beliefs and perceptions about diabetes were significantly different between the ASB and the ESB
groups. Negative perceptions of diabetes that characterised ASB participants were strongly and
significantly associated with lower adherence levels in all aspects of self-care activities including
diet, exercise, foot-care and self-monitoring of blood glucose. These negative perceptions were
also significantly associated with worse glycaemic control. Results showed suboptimal control of
diabetes among the ASB participants, highlighting the need for an appropriate and effective

intervention.

8.2 WHAT THIS THESIS ADDS

The Leventhal Common Sense Model of health behaviour postulated a connection between
health beliefs, behaviours and outcomes. This model was explored in an Arabic-speaking
population with diabetes and is the first research to demonstrate how sub-optimal health beliefs
in ASB patients are associated with poor self-management behaviours leading to poor treatment

outcomes.

8.2.1 Knowledge

Compared to their ESB counterparts, ASB Immigrants had major deficits in their knowledge

about diabetes and its management.

8.2.2 Beliefs

Arabic-speaking background immigrants held significantly more negative beliefs about diabetes,
perceived significantly less necessity for, and higher concerns about, diabetes medicines and

exhibited significantly higher diabetes-related emotional distress compared with the ESB group.

8.2.3 Behaviours

Arabic-speaking background immigrants were significantly less adherent to all aspects of

diabetes self-care including: diet, exercise, foot-care, and self-monitoring of blood glucose
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compared with ESB participants. They also had significantly poorer adherence to diabetes

medicines taking.

8.2.4 Outcomes

Arabic-speaking background immigrants had suboptimal diabetes control, with only 16%
attaining adequate glycaemic control. Poorer adherence was significantly associated with poorer

glycaemic control.

8.3 CONCLUSION

This work has made a significant contribution to diabetes treatment adherence research in ASB
patients. Findings of this research provide detailed information about the interplay between
individual’s cultural and health beliefs, adherence behaviour and glycaemic control. Such
understanding may assist in planning of culturally appropriate diabetes interventions for this
ethnic minority group, which is currently lacking. Finally, lessons learned from the ASB immigrant
communities in Victoria may also apply to other ASB communities in Australia and elsewhere,
contributing to improving health outcomes and quality of life, both within Australia and

internationally.

8.3.1 Recommendation for future research

Future research in diabetes care for ASB communities might build on the findings of this
research to formulate successful, culturally appropriate health education for these communities.
It is suggested, for future diabetes interventions for ASB communities, to incorporate learning
needs and preferences identified in this research to rectify those negative beliefs, attitudes, and
behaviours that already exist in Arabic culture, and which hinder attaining adequate control.
Research should also address the practical barriers to patients’ adopting positive health
behaviours. Development of intervention models specifically addressing identified barriers to

ASB patients adherence is the next step. If future research interventions focused on patient-
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level determinants of adherence behaviours, and limit clinical interventions to what is feasible
aiming at achieving ‘realistic’ health targets, then significant improvements to diabetes care in

ASB communities are possible.

8.3.2 Recommendations to healthcare professionals

Based on key results identified in this study healthcare professionals need to acknowledge that
ASB immigrants require clearer and more culturally tailored diabetes education. Specific
recommendations for diabetes health professionals working with ASB immigrants include the

following:

(1) acknowledgement of the importance of cultural mores in diabetes self-management ;

(2) encouragement of patients to voice their questions and uncertainties in part by
providing a safe environment in which they can share stories about their diabetes

challenges;

(3) provision of orally and delivered by peer-led modalities in small interactive and gender-
separated educational sessions about self-care activities and alternative therapies is

highly regarded by this ethnic group; and

(4) addressing the importance of food within Arabic-culture and help patients to control

their eating habits during social ceremonies.
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Telephone +61 3 9905 5490 Facsimile +613 9905 1420

Emnal scerh@@adm monash edu.au www_monash_edufr chiethic
ABN 12 377 614 012 CRICOS Provider #00008C

206 | Page



Appendices

Appendix 2 Ethics Approval letter from Austin Health

Human Research Ethics Committee
Research Ethics Unit

Henry Buck Building

Austin Hospital

TO: Ms Victoria Stevenson
Endocrine Unit
Repat Campus
PROJECT: Influence of culture on diabetes self management
PROTOCOL
NO:
PROJECTNO: H2009/03517
FROM: Jill Davis Research Ethics Unit Manager
DATE: 15 July 2009
RE: Protocol Version dated 19 January 2009
Participant Information and Consent Form Version dated 8
June 2009
Demographic Data

Focus Group Guide (Moderator Guide)
Invitation Letter

Approval 16 July 2009 to 16 July 2012
Period:

...hgendafem:6.11

Further to my letter dated 25 June 2009 conceming the above detailed project, | am
writing to acknowledge that your response to the issues raised by the Human
Research Ethics Committee at their meeting on 18 June 2009 is satisfactory. This
project now has full ethical approval for a period of three years from the date of this
letter.

For trials involving radiation to volunteers, the research must be added to the Austin
Health Research with Human Volunteer's licence issued by the Department of
Human Services — Radiation Safety Section prior to commencement. The HREC
must be notified when the research has been added to the licence

It is now your responsibility to ensure that all people associated with this particular
project are made aware of what has actually been approved. Any changes to the
original application will require a submission of a protocol amendment to the
Committee for consideration as this approval only relates to the original application
as detailed above.
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Appendix 3 Western Health Ethics approval

= Western Health

Low Risk Human Research Ethics Panel

Office for Research

Research and Education Centre
Sunshine Hospital

176 Furlong Rd

St Albans 3021

6™ March 2009

Cheryl Steele

Diabetes Education Team Leader
Westem Health

Gordon St

Footscray 3011

Re: Culiural Influence on Diabetes Self Management: A Cross Cultural Comparison.
(WHRP: 2009.11)

Dear Cheryl,

I am pleased to advise that this project is now approved by The Westem Health Low Risk
Human Research Ethics Panel for the period from the date of this letter until 1* September
2009.

Responsibilities of Primary Investigator

It is important to emphasise that primary investigators are responsible for ensuring that the
project proceeds according to the approval by the Westemn Health Low Risk Human Research
Fthics Panel. The Panel’s approval of the project is not absolute. New and unforseen ethical
issues may arise. A researcher should continue to consider the ethical dimensions of the
research as the project progresses.

‘Western Health Researchers’ Code of Conduct

All researchers conducting research in the Western Health Network will need to submit a
signed Westem Health Researchers’ Code of Conduct to the Secretary of the Panel within
two weeks from the date on this letter (see attached). Please note that ethics approval of your
project may be withdrawn unless ALL researchers on the project team submit a signed code
of conduct in the required time. The Westen Health Researchers” Code of Conduct is
available from: http://www.wh.org_an/Research/Office for Research/index aspx.
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Adverse Events or Unexpected Outcomes

As the primary investigator you have a significant responsibility to monitor the research and
to take prompt steps to deal with any unexpected outcomes. You must notify the Panel
immediately of any serious or unexpected adverse effects on participants, or unforseen
events, which may affect the ethical acceptability of your project. Any complaints about the
project received by the researcher must be referred immediately to the Secretary of the Panel
(see attached template).

Reporting

Approval to continue a project is conditional on the submission of bi-annual research reports.
A final report should also be provided at the conclusion of the project (see attached
templates). If your work is completed within 6 months a final report only is required. All
reporting timeframes begin from the date on this letter. Report forms are available from The
Western Health Low Risk Human Research Panel website:

hitp://www wh.org. an/Research/Ethics/index .aspx . Please note that failure to submit reports
will mean that a project is no longer approved, and/or that approval will be withheld from
future projects.

Conditions of Approval
The Panel may apply additional conditions of approval beyond the submission of bi-
annual/final reports.

Conflicts of Interest

When reporting the research, the researcher should again disclose any actual or potential
conflicts of interest, including any financial or other interest or affiliation that bears on the
research. Conflicts of interest can arise after a project has been approved, and where they do
they must be reported as soon as possible.

Amendments

If, as you proceed with your investigation you find reason to amend your research method,
you should advise the Panel and seek approval for the proposed changes. If you decide to
discontinue your research before its planned completion you must also advise the Panel of
this and of the circumstances. Depending on the type of amendment — whether it is minor or
major — will determine how long the review process for an amendment will take (see attached

template).

Storage of Data

All data should normally be stored on Western Health Network systems. These systems
provide high levels of manageable security and data integrity, can provide secure remote
access, are backed on a regular basis and can provide Disaster Recovery processes should a
large scale incident occur. The use of portable devices such as CDs and memory sticks is
valid for archiving, data transport where necessary and some works in progress. The
authoritative copy of all current data should reside on appropriate network systems; and the
principal investigator is responsible for the retention and storage of the original data
pertaining to the project for a minimum period of five years.

If you anticipate any problems meeting this requirement please contact me to discuss an
altemative secure data storage arrangements.

All reports or communication regarding this project is to be forwarded to the Secretary of the
Panel.
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On behalf of The Western Health Low Risk Human Research Ethics Panel I wish you well

with your research.

Regards
Lowise Sitllow
Secretary

On behalf of

David Newman

Panel Chairperson
Western Health Low Risk Human Research Ethics Panel
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Appendix 4 Letter of Approval from Victorian Arab Social Services (VASS)

ARABIC Broadmeadows VIC 3047

SOCIAL SERVICES T l03] 9309 0055

PN TR W RS T F (03) 8307 6447
E mail@vass.org.au
W www.vass.org.au

® ]
(VASS’
v VICTORIAN 178 Dallas Drive,

ABN 19 633 403 991 NCORPORATION NO. A00091730

TO WHOM IT MAY CONCERN

| am pleased to advised that we agreed to extend our help to Mr. Hamza
Alzubaidi a PhD student at Monash University with regards to recruiting
patients of Middle Eastern background for his project “influence of culture on
diabetes self-management: across cultural comparison”.

Groups’ co-ordinators have been contacted and explained the purpose and
aims of the project. The involvement of our organisation in the recruiting
process will be through distribution of invitation letters about the project and
participants who are expressing their interest to take part in the project will
contact researchers at Monash University (on contact details listed in the
invitation letter) to inform their willingness to participate and/or to obtain any

further information about the project.

Yours Sincerely

Leila Alloush
Manager
Victorian Arabic Social Services (VASS)
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Appendix 5 Patients’ Explanatory Statement and Consent form (English version)

P9 MONASH University
%@/ﬁ Pharmacy and Pharmaceutical Sciences AUStin Hea|th

PARTICIPANT INFORMATION AND CONSENT FORM (PICF)

Site: Austin Health

Full Project Title: Cultural influences on diabetes self management: A cross cultural
comparison

Principal Researcher: Victoria Stevenson, Cheryl Steele

Associate Researcher(s): Associate Professor Jennifer Marriott

2.

Professor Colin Chapman
Mr. Hamzah Alzubaidi

Introduction

You are invited to take part in this research project. The research project aim is to
explore cultural issues which may affect how you manage your Type 2 Diabetes. This
Participant Information and Consent Form tells you about the research project. I
explains what is involved to help you decide if you want to take part.

Please read this information carefully. Ask questions about anything that you don’l
understand or want to know more about before deciding whether or not to take part.
You might want to talk about it with a relative, friend or your local health worker.

Participation in this research is voluntary. If you don’t wish to take part, you do nol
have to.

If you decide you want to take part in the research project, you may be asked to sign
the consent section. By signing it you are telling us that you:

- Understand what you have read,;
. Consent to take part in the research project;
. Consent to be involved in the procedures described;

. Consent to the use of your personal and health information as
described. You will be given a copy of this Participant Information and
Consent Form to keep

What is the purpose of this research project?

The purpose of this project is to explore:

212 | Page



Appendices

Appendix 6 Patients’ Explanatory Statement (Arabic version)

Pacific Intemational Translations (Australa) Phone {(all offices) 1800175145 tite INTERNATIONA L

Pty Lid Fax Sydney {61 2) 9994 8008

e Neboune (519 0 160 LANGUAGE
_ Brisbane 3839 4649 ) TN

The Intemnational Language Company Perth (61 8) 94813177 e

AB.N. 32094 720 073 Adelaide {61 8) 8423 4500

www.intlangco.com.au E-mait nfo@inlangco.comau
Professional transkotion and foreign language typesetting services in over 80 languages

TRANSLATION
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k@JMONAS‘H University S
¥ Pharmacy and Pharmaceutical Sciences Al.lstln Health
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gt b KA T i Zallh
gy ba pabiien faeboall SN 1 saelad] G sialdll
Ol 2l £ 3N
\é.‘._.p)ll B jes J.'Lu'.”

Qadiadl 1
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AR S 1l e el 4 i L g
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Certified as a troe translation, completed by an accredited Arabic translator on onr behalf, e
of the document/s sapplied by the Department of Pharmacy Practice of Monash University. VA
’ < ]
/3 )
\
Dated: 08 Tuly 2000 Tob Nac M09070045 \\
N\ 2 /
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Appendix 7 Self-reported questionnaire and Moderator Guide

PR MONASH University

@\@ﬁ Pharmacy and Pharmaceutical Sciences

PART A: Demographic and clinical data

Q1. Sex

(] Male
(] Female
Q2. Age: years

Q3. Level of education

Less than high school
High school

College or University graduate

0 0 R

Post graduate
Q4 From the following choices, please choose what describes best your living arrangement?

O Married and living with spouse and/or children
\ Living alone

Q5. Have you ever attended a diabetes education class?

O Yes, if yes how many?........cccccceeennnneee.
\ No

Q6. How long have you been diagnosed as diabetic? (Duration of diabetes)
.................. years and ........ months
Q7. Country of origin

O Australia

\ Overseas

Q9. if you were born overseas how long have you been in Australia?
TR { =F-1 £

Q10. Are you taking any oral hypoglycaemic medicine (diabetes pills)?

O Yes, please specify how many oral medications you are using .....................
] No

Q11. Are you using insulin?

U Yes
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0 No

Q12. From the following choices, please choose what describes best your employment status?

O Employed

O Unemployed

[ Pensioner

(] Housewife

[ Others, please specify .................

Q13. From the following choices, please choose what describes best your marital status?

O Married
0 Widowed
O Single
0 Divorced
Q14. HbAlc ............. (from medical record)

Q15. do you have any other illnesses beside diabetes?

[J Yes
[J No

If yes, do you have any of the following?

0 Blood pressure

[ Lipid problem

0 Retinopathy

[1 Heart problems

[] Others, please specify .....cccevveverennnnen.

Q16. Do you have family history of diabetes mellitus?

[l Yes
[J No

Q17. How do you rate your proficiency in English language (for Arabic-speaking background

patients ONLY)

[0 Little or none
[1 Moderate

[0 Excellent
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PART B: focus group guide (Moderator Guide)

AECTION A: CULTURE AND CONCEPTUALISATION OF DIABETES

When someone says ‘diabetes’, what comes to your mind? What image you have for a person
with diabetes?

Probes;

= Definition of diabetes

= Symptoms of diabetes

= Complications of diabetes

= How diabetes affects the body

=
What do you think diabetes does to you? How does it affect your body?

How severe is your diabetes? Will it have a short or long course?
How do you perceive the effectiveness of prescribed diabetes treatment?

What is/are the treatment for diabetes? What kind of treatment do you think you
How did you know that you have diabetes?

When do you seek health care or access medical services?
Probes;
On regular bases
When you feel something is going wrong (feeling unwell)
Experiencing troublesome symptoms
When you need medication
Is there any fear or reluctance to seek health care unless necessary?

Uy d Uy

What do you know about the cause of your diabetes?
Probes;
= hereditary or genetics
= life style; eating excess sweets, alcohol consumption,
= stress such as death of family members

SECTION B: PATIENT-PROVIDER COMMUNICATIONS

Is there any information that you wanted to have from your doctor? Or wanted to say but
couldn’t it, during your consultation?

Do you have any issues with expressing your concerns to your doctor during consultation?
How do you perceive your involvement in making decisions regarding your prescribed regimen?

SECTION C: USE OF PRESCRIBED MEDICINES

What do you know about their prescribed diabetes medications?
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How do you feel about use of diabetes medicines?
Can you describe your experience with medication-taking on daily basis?

How many times do you take your diabetes medicines each day?

SECTION D: SELF-MANAGEMENT OF DIABETES
What makes it hard for you to manage diabetes in your daily lives?

In your point of view how culture affects your food intake?
Probes;
= What does your daily meal compose of, mainly?
= What food do you classify as “popular” in your culture?

Can you describe the challenges of modifying the traditional diet?
Can you describe the role of food in social ceremonies?

Being Middle Easterner / westerner diagnosed with diabetes; how do you perceive God'’s
involvement in having the disease?

Probes;

= God’s will oris it a punishment?, Caused and controlled by God?

How do you feel about the control of your diabetes?

What do you think of herbal products/remedies in the management of diabetes?
Probes;
= Would you use alternative (unconventional) treatments for diabetes, if they were
recommended by people you trust?
= Have you ever/sometimes substitute your prescribed medication with alternative
treatments? And if you use these products would you discuss their use with your GPs.
= Do you have any concerns or doubts about the use of herbs in the treatment of
diabetes?
How you perceive the involvement of your family in the management of your diabetes?
Probes;

SECTION F: CULTURE AND EDUCATION PROGRAM INFORMATION

Have you ever accessed information about diabetes?

Probes;

= How do you perceive accessing to information when needed?

= Do you face understanding and interpreting self-management information?
What diabetes-related topics would you like to know more about?

What are the preferred ways for you to receive diabetes education?

What are your suggestions for the development/design an educational program especially for
Middle Eastern patients with type 2 diabetes?
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Appendix 8 Monash University Ethics Approval

% MONASH University

Monash University Human Research Ethics Committee { MUHREC)

Research Office
Human Ethics Certificate of Approval
Date: 13 August 2010
Project Number: 2010001188
Project Title: A com parison between Arabic-speaking and English-speaking
diabetic patients" beliefs, adherence and treatment outcome
Chief Investigator: Assoc Prof Jennifer Mamiott
Approved: From: 13 August 2010 To: 13 August 2015
Termns of approval

1. The Chief mvestigalor is responsible for ensuring that permission letters are oblained, if relevant, and a copy

farwarded to MUHREC before any data collection can occur at the specified corganisation. Faillure to provide

pemission letters to MUHREC before data collection commences is in breach of the National Statement on

Ethical Conduct in Human Research and the Australan Code for the Responsible Conduct of Research.

Approval is only valid whilst you hold a posiion at Monash University.

It is the responsibility of the Chief Investigator 1o ensure that all investigators are aware of the terms of approval

and 1o ensure the project is conducted as approved by MUHREC.

You should nolify MUHREC immediately of any serious or unexpecied adverse effects on participants or

unforeseen events affeciing the ethical accepiability of the project.

The Explanalory Slatement must be on Monash University letlethead and the Monash University complaints clause

must contain your project number.

Amendments to the approved project (including changes in personnel)l: Requires the submission of a

Request for Amendment form fo MUHREC and must nol begin without written approval rom MUHREC.

Substanlial variations may require a new application.

7. Future comespondence: Please quole the project number and project fitle above in any further comespondence.

8. Annual reports: Continued approval of this project is de pendent on the submission of an Annual Report. This is
delermined by the date of your letier of approval.

9. Final report A Fnal Report should be provided at the conclusion of the project. MUHREC should be notified if the
project is discontinued before the expected date of completion.

10. Monitoring: Projects may be subject 1o an audit or any other form of monitoring by MUHREC at any time.

11. Retention and storage of data: The Chief Investigator is responsible for the storage and retention of original data
pertaining to a project for a minimum period of five years.

@ o oA wN

Professor Ben Canny
Chair, MUHREC

cc: Prof Colin Chapman; Ms Kathleen Steele; Ms Victoria Stevenson; Mr Hamzah Alzubaidi

Postal — Monash University, Vic 3800, Australia

Buiding 3E, Room 111, Clayton Campus, Welington Road, Clavion

Telephone +61 3 9905 5490 Facsimie +61 3 9905 3831

Email muhreciadmmonash.eduau www monash.edu/r hiethicsh findex/hitmi
ABN 12 377 614 012 CRICOS Provider #00008C
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Appendix 9 Austin Health Ethics Approval

Human Research Ethics Committee
Research Ethics Unit

Henry Buck Building

Austin Hospital

TO: Ms Victoria Stevenson
Endocrine Unit
Repat Campus
PROJECT: Relationship between illness and freatment beliefs, adherence,

and treatment outcomes among diabefic patients: a multi-
cultural comparison

PROTOCOL NO:

PROJECT NO: H2010/03884

FROM: Ms Jill Davis, Research Ethics Unit Manager

DATE: 28 July 2010

RE: Protocol Version dated 15 April 2010
Participant Information and Consent Form Version 7.0
dated 27 July 2010

Eligibility Questionnaire
Approval Period: 28 July 2010 — 28 July 2013

...gendaltem:

Further to my letter dated 27 May 2010 concerning the above detailed project, | am
writing to acknowledge that your response to the issues raised by the Human
Research Ethics Committee at their meeting on 20 May 2010 is satisfactory. This
project now has full ethical approval for a period of three years from the date of this
letter.

Before the study can commence you must ensure that you have:

» For trials involving radiation it is your responsibility to ensure the research is
added to the Austin Health Management Licence issued by Department of
Human Services — Radiation Safety Section prior to study commencement
should it be required (check your Medical Physicist Report). The HREC must
be notified when the research has been added to the licence.

* ltis a requirement that a progress report is submitted to the Committee
annually, or more frequently as directed. Please note a final report must be
submitted for all studies. Should you plan for your study to go beyond the 3-
year ethics approval, please request in writing an extension of ethics approval
prior to its lapsing. If your study will not commence within 12 months, a
request must be forwarded to the HREC justifying the delay beyond 12
months. Should such a request not be received, ethics approval will lapse and
a resubmission to the HREC will then be necessary.
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Appendix 10 Patient Information and Consent form (English version)

FAHB18178

RIMONASHURESYY B 1 e
Austin Health “‘@«‘ Phermecy and Phameceuical Sciances Melkolre Hyuspil'al
Western Health
. Version 7.0
Date: 27-07-2010

PARTICIPANT INFORMATION AND CONSENT FORM

Participant Information and Consent Form
Version 7.0 Dated 27-07-2010
Project No. 03884
Protocol No. 04

Full Project Title: The relationship between patients' beliefs, adherence, and treatment
outcomes among diabetic patients: a comparison between Arabic-speaking and English-
speaking patients

Principal Researcher: Associate Professor Jennifer Marriott

Associate Researcher(s):
Professor Colin Chapman
Mrs Victoria Stevenson
Mrs Gloria Gilmartin
Mrs Cheryl Steelel
Mrs Kathleen Steele
Mrs. Lisa Roberts
Ms. Rebecca Coghlan
Mr. Hamzah Alzubaidi

1. Introduction

You are invited to take part in this research project because you have type 2 diabetes
and are either from a western background or an Arabic speaking background. The aim of
the research project is to explore your beliefs and understanding about diabetes mellitus
and about the medicines that you are curmrently taking for its treatment. This will increase
the understanding of healthcare providers about what patients with type 2 diabetes think
about their treatment and how they perform their self-care activities.

This Participant Information and Consent Form tells you about the research project. It
explains what is involved to help you decide if you want to take part.

Please read this information carefully. Ask questions about anything that you dont
understand or want to know more about. Before deciding whether or not to take part,
you might want to talk about it with a relative, friend or your local health worker.

Participation in this research is voluntary. If you don't wish to take part, you don't have
to. If you decide you want to take part in the research project, you will be asked to sign
the consent section. By signing it you are telling us that you:

« understand what you have read;

« consent to take part in the research project;

[Study Number 03884] PICF Version 7.0, 27-07-2010 Page 1 of 4
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FAHO18178

« consent to participate in the research processes that are described;
« consent to the use of your personal and health information as described
You will be given a copy of this Participant Information to keep.

2. What is the purpose of this research project?

The purpose of this research is to compare health beliefs and behaviours among people
with type 2 diabetes mellitus from a western background and an Arabic speaking-
background. This study aims to increase the current understanding of healthcare
providers about how patients with type 2 diabetes perceive their treatment and how they
perform their self-care activities.

The information obtained from this study may help us make recommendations to doctors
for improving the use of medicines by patients with type 2 diabetes and to help in
advising health care providers on which aspects of diabetes and its management they
should focus their patient education efforts.

The results of this research will be used by the researcher Hamzah Alzubaidi in the
Department of Pharmacy Practice - Monash University, to obtain his Doctor of Philosophy.

3. What does participation in this research project involve?

Participation in this study involves completion of a questionnaire about you in general,
your health and your use of medicines. This questionnaire will take about 15 to 20
minutes for you to complete, with help if you require it from a person not involved in the
research. You will not be paid for your participation in this research.

4. What are the possible benefits?
There may be no direct benefit to you from your participation in this research. The

knowledge gained may assist in the future management of patients with type 2 diabetes
mellitus.

5. What are the possible risks?

There are no foreseeable risks other than the inconvenience of your time required to
complete the questionnaire. If you become upset or distressed as a result of your
participation in the research, the researcher is able to arrange for counselling or other
appropriate support. Any counselling or support will be provided by staff who are not
members of the research team and without cost to you. In addition, you may prefer to
suspend or end your participation in the research if distress occurs.

6. Do I have to take part in this research project?

Participation in any research project is voluntary. If you do not wish to take part you
dont have to. If you decide to take part and later change your mind, you are free to
withdraw from the project at any stage.

Your decision whether to take part or not to take part, or to take part and then withdraw,
will not affect your usual care or your relationship with those treating you or with Austin
Health.

7. How will I be informed of the results of this research project?

If you would like a copy of the aggregate resulis to be sent to your home address please
provide full postal address on the consent form. Alternatively, you can obtain a copy of
the study reports, by contading Hamzah Alzubaidi on (03) 9903 9057, e-mail;

[Study Number 03884] PICF Version 7.0, 27-07-2010 Page 2 of 4

2

21| Page



Appendices

hamzah.alzubaidi@monahedu or Associate Professor Jennifer Mamiott on (03) 9903 9533,
e-mail; jennifer marriott@monash edu

8. What will happen to information about me?

All the information collected from individual participants during the course of this study
will be kept confidential. Storage of the information will adhere to Austin Health
guidelines. Information collected will be kept on Austin Health premises in a locked
cabinet or password protected computer for 7 years from the date of completion of the
study.

FAHB18170

Any information obtained in connection with this research project that can identify you
will remain confidential and will only be used for the purpose of this research project.
Information about you may be obtained from your health records held at this, and other,
health services for the purposes of this research.

In any publication andfor presentation information will be provided in such a way that
you cannot be identified.

9. Is this research project approved?

The ethical aspects of this research project have been approved by the Human Research
Ethics Committee of Austin Health.

10. Who can I contact?

The person you may need to contact will depend on the nature of your query. Therefore,
please note the following:

For further information or appointments:

If you want any further information conceming this project or if you have any problems
which may be related to your involvement in the project (for example, feelings of
distress), you can contact the principal researcher Ms Victoria Stevenson on Ph: (03)
9496 5000, Pager 2608, (03) 9496 4414 or Hamzah Alzubaidi on {03) 9903 9057.

For complaints:
If you have any complaints about any aspect of the project, the way it is being conducted

or any questions about being a research participant in general, then you may contact:
Ms Jill Davis, Manager Research Ethics Unit, 9496 4034.

[Study Number 03884] PICF Version 7.0, 27-07-2010 Page 3 of 4
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FAHO18178

11. Consent

I have read this document, or have had it read to me in a language that I understand,
and I understand the purposes, procedures and risks of this research project as
described within it.

I have had an opportunity to ask questions and I am satisfied with the answers I have
received.

I freely agree to participate in this research project as described.
I understand that I will be given a signed copy of this document to keep.

Participant’s name (printed)

Signature Date

Name of witness to participant’s signature (printed)

Signature Date

If you would like a copy of the aggregate results to be sent to your home address please
provide full postal address:

Declaration by researcher*: I have given a verbal explanation of the research project, its
procedures and risks and I believe that the participant has understood that explanation.

Researcher’s name {printed)

Signature Date

[Study Number 03884] PICF Version 7.0, 27-07-2010 Page 4 of 4
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Appendix 11 Patient Information and Consent form (Arabic version)

PARTICIPANT INFORMATION AND CONSENT FORM (PICF)
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Appendix 12 Royal Melbourne Health Ethics Approval

The Human Research Ethics Committee operates in accordance with the MNHMRC National Statenrent on Ethical Conduct in Human
Revearch 2007

PO Royal Melbourne Hospital
Farkville: Victoria 3050

Teiephone 61 3 9342 8530
Facsimilie 61 3 9342 8548

Email: research@mh.org.au
Websile: http.//research.mh.org.au
ABN 73 802 TOB 572

OFricE For RESEARCH MELBOURNE HEALTH
Research Directorate - Human Ethics Committee Approval Form
Telephone: 9342 8530 Facsimile: 9342 3548
This is to certify that
HREC Project No: 2009.203 Approval date: 24/03/2010 Expiry date: 24/03/2013
Project Title: Niness beliefs and adherence in diabetes mellitus: a comparison between Middle Eastern and Western patients
Principal Investigator: Ms Kathieen Stecle
Diabetes Education Centre
13 Wreckyn St
' ) North Melbourne 3051
Sponsored by: N/A
Protocol No: Study Protocol Version:3 Dated: 26/10/2009
Participant Information and Consent Form: Version 4 Dated 16th February 2010
Investigator Brochure: N/A Dated:

Other enclosures: (please deseribe eg advertisement etc.) Iliness beliefs and adherence in diabetes mellitus: a comparison between
Middle Eastern and Western patients questionnaire.

Conducted at: The Royal Melbourne Hospital has been approved
This proposal meets the requirements of the MHMRC National Stevement on Ethical Conduct in Hhman Researcl 2007,

It is now your responsibility to ensure that all people conducting this research project are made aware of which documents have been
approved.

This approval is subject to ongoing, current and valid insurance coverage throughout the duration of the conduct of the study.

) You are required to notify the Secretary of the Human Research Ethics Committee of

. Any change in the protocel and the reason for that change together with an indication of ethical implications (if any) by submitting
an amendment to the study.

. Serious adverse effects on subjects and the action taken to manage them, including amended Plain Language Statement and
Consent Form where appropriate.

. Any unforseen events.

. Your inability to continue as Principal Investigator, or any other change in research personnel involved in the study

. A delay of more than 12 months in the commencement of the project.

. The actual date of commencement of the study.

You are required to submit to the Human Research Ethics Committee

. An Annual Report every twelve months for the duration of the project.
. A detailed Final Report at the conclusion of the project.

The Human Research Ethics Committee may conduct an audit at any time.

conclusion date should be sought from the Human Research Ethics Committee,

An exten g

Signed:
Dr, Ange
Secretary — Human Research Ethics Commitiee

Incorporating: The Royal Melbourna Hospital {City Campus and Royal Park Campus), NorthWestern Mental Healln,
Morth West Dialysis Service, Victorian Infectious Diseases Reference Laboratory, NMW Shared Support Service
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Appendix 13 Western Health Ethics Approval Letter

WESTERN HOSPITAL

GORDON STREE

PRIVATE
VicTor
[ELEPHONE: 61 3 834 56666
FACSIMILE: 61 3 9318 5349

WEB SITE: htep:/fwww.wh.org.au

11/06/2010

Office for Research

PO Royal Melbourne Hospital
Parkville, Victoria 3052

RE: HREC Project: 2009.203

Project Title: Illness beliefs and adherence in diabetes mellitus: a comparison between
Middle Eastern and Western Patients.

I approve the above titled study being conducted at Western Hospital in accordance
with the ethics approval 24/3/2010.

Yours sincerely,

Ass/Prof Shane Hamblin
Director Diabetes
Western Health

“Eg Western Health

WESTERN HosPITAL 1S A PROVIDER HOSPITAL OF WESTERN HEALT!

226 |Page



Appendices

Appendix 14 Eligibility screening question

The relationship between patientzs® beliefs, adherence, and treatment cutcomes
among diabetic patients: a comparison between Arabic-speaking and English-
speaking patients

Q1 |Eligibility question: | C=* What is your ethnic background?

A- [ Arabic-speaking background B- [ English-speaking background C- [ Others
defined with any of the following characteristics. defined with any of the following characteristics
" If Arabic is your first language v" I English is your first language X Mot elighble
v If you were bom in any of the 22 couniries of v If you were bom n any of these countries:

the Arab league (listed on the back of the US, Canada, UK, Ireland, Australia, New

card) Zealand
v I your parents were of Arabic-speaking v If your parents were of English-speaking

background background

If your answer was either (A) or (B) then please answer (Q2)

Q2 | Expression of interest question: | == Are you interested in filling out a questionnaire?

L Interested [t interested

If you are interested in taking part in this study then please read the Patient Information sheet (Pl) and sign
the Consent Form (CF).

Elgeria gﬂﬂ ComoTos: m
{Oimeam Ega.;tlb Saud Arabia
Somalla Sudan Syria Tunisla
United Arab Emiraies Yemen
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Appendix 15 Questionnaire (English Version)

" -@4 The Rowval @ MQNASH Unf\:"ersl:yn — Western Health
“ustheal[h Melbourne Hospital £ Pharmacy and Pamaceuiical Sciences

The relationship between patients’ beliefs, adherence, and treatment outcomes among diabetic
patients: a comparison between Arabic-speaking and English-speaking patients

Section A: Questions about you

1.Sex: O Male 1 Female 2. Age: years
3. In which country were you born? [ Australia ] Others, please specify...............

If you were born outside Australia, in what year did you first arrive in Australiato live? ... ..

4_What is your level of education?

L) No formal education [, 6™ Grade or less 3 12" Grade or less
1 High school graduate 1 College graduate ] Post graduate
5. How long have you been diagnosed as a diabetic patient? ._...__.._._._years

6. Are you taking any diabetes tablets (diabetes pills)?
Ll Yes, please specify how many oral medications you are using for your diabetes ...

1 No
7. Are you using insulin? Ol Yes 1 No
8. What is your employment status?
L1 Waorking part-time 3 Working full time 1 Unemployed
L1 Pensioner 1 Housewife [ Self-funded retiree
9. What is your marital status?
1 Married . Widowed ) De-facto
CJ Single 3 Divorced ] Separated but not divorced
10. Do you have any medical conditions, besides diabetes {you can tick more than one)?
L] High blood pressure [ High cholesterol 3 Kidney problem
CJ Heart condition CJ Eye disease L1 Cancer
L) Stomach ulcer LJ Arthritis or rheumatism T Others, please specify...............
11. Have you ever attended diabetes education session?
L1 No LI Yes, how many sessions have you attended?
L 1 session L1 2-10 sessions 1 More than 10 sessions

12 If you would like to have more information about diabetes and its treatment, which one of the following
resources will be your main source?

L1 Intemet 1 Family and friends 1 Pharmacists

1 Doctors ] Diabetes educators ] Others, please specify..........._...
13. What would you say about your health at present?

1 Very poor 3 Poor . Fair

] Good ] Very good . Excellent
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Section B: Questions about your communication with health professionals

14. Apart from getting a prescription for medicines, when you have an appointment with your doctor, do you
discuss all your concems? ] Yes LINo

If yes, how often? 1 Sometimes 1 Often Ll Always
15. Have you ever disagreed with pharmacist about your medications?
J Yes 1 No

16. Have you thought of a pharmacist when you have problems with your health or medications?

1 Yes 1 No

17. Have you ever visited a pharmacist only to get more information about your prescribed medicines?
CJ Yes L1 No

18. Have you ever discussed your prescribed medications with your pharmacist? ClYes L[J1 No

If yes, how often? L) Sometimes L1 Often L] Always

19. Do you prefer a pharmacist who speaks the same language or of the same race as yourself?

J Yes 1 No
20. How often have you followed pharmacists’ recommendations?
1 Sometimes 1 Often 1 Always

Section C: Questions about what you think about your diabetes treatment

Please select only ONE rating for each statement, by ticking (') the most appropriate response.

A= Strongly agree B= Agree C= Neither agree nor disagree D= Disagree E= Strongly disagree

A B|C|D|E

21. My health, at present, depends on diabetes medicines

22 Without diabetes medicines | would be very ill

23. My health in the future will depend on diabetes medicines

24 My diabetes medicine protects me from becoming worse

25. Missing diabetes medications for a day won't matter in the long run

26. Diabetes medicines are my best hope for the future

27. Diabetes medicines keep me alive

28. Having to take diabetes medicines worries me

29. | sometimes worry about long-term effects of diabetes medicines

30. Diabetes medicines are a mystery to me

31. Diabetes medicines disrupt my life

32. | sometimes worry about becoming too dependent on diabetes medicines

33. Diabetes medicines give me unpleasant side effects
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Section D: Questions about your diabetes

For the following questions, please circle the number that best corresponds to your view:

- How much does your diabetes affect your life?

0 1 2 3 4 5 6 7

no affect at all

10

severely affects my life

35. How long do you think your diabetes will continue?
0 1 2 3 4 5 6 7 10
a very short time forever
36. How much control do you feel you have over your diabetes?
0 1 2 3 4 5 86 7 10

absolutely no control

extreme amount of control

37. How much do you think your treatment can help your diabetes?
0 1 2 3 4 5 6 7 10
not at all extremely helpful
38. How much do you experience symptoms from your diabetes?
0 1 2 3 4 5 6 7 10

no symptoms at all

many severe symptoms

39.

How concerned are you about your Diabetes?
0 1 2 3 4 5 6 7

not at all concermned

10

extremely concerned

40.

41.

How well do you feel you understand your diabetes?
0 1 2 3 4 5 6 7

don't understand at all

10

understand very clearly

Please list in rank-order the three most important factors that you believe caused your Diabetes:
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Section E: Questions about self-care activities

The questions below ask you about your diabetes self-care activities during the past 7 days. If you were
sick during the past 7 days, please think back to the last 7 days that you were not sick. Please circle the
most appropriate response.

42 How many of the last SEVEN DAYS have you followed a healthy eating plan?

0 1 2 3 4 5 6 li

43. On average, over the past month, how many DAYS PER WEEK have you followed your eating plan?

0 1 2 3 4 ] 6 7

44 On how many of the last SEVEN DAYS did you eat five or more servings of fruits and vegetables?

0 1 2 3 4 5 6 7

45 On how many of the last SEVEN DAYS did you eat high fat foods such as red meat (which is not the
lean meat or game tnmmed of all visible fat meat) or full-fat dairy products?
0 1 2 3 4 5 6 7

46. On how many of the last SEVEN DAYS did you participate in at least 30 minutes of physical activity?
(Total minutes of continuous activity, including walking).

0 1 2 3 4 2 6 7

47_0n how many of the last SEVEN DAYS did you participate in a specific exercise session (such as
swimming, walking, cycling) other than what you do around the house?
0 1 2 3 a 5 6 7

48_On how many of the last SEVEN DAYS did you test your blood sugar?

0 1 2 3 4 3 6 7

49 On how many of the last SEVEN DAYS did you test your blood sugar the number of times
recommended by your health care provider? ?

0 1 2 3 4 B 6 7

50. On how many of the last SEVEN DAYS did you check your feet?

0 1 2 3 4 3 6 7

51. On how many of the last SEVEN DAYS did you check or inspect the inside of your shoes?

0 1 2 3 4 3 6 7

52. Have you smoked a cigarette—even one puff—during the past SEVEN DAYS?
Ll No

L1 Yes If yes, how many cigarettes did you smoke on an average day? ... ..
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Each statement indicates an aspect related to your medicines. Please tick (v') for the most appropriate
response

YES | NO

53. Do you ever forget to take your diabetes medicines?

54. Are you always careful in taking your diabetes medicines?

55. When you feel better, do you sometimes stop taking your diabetes medicines?

56. Sometimes if you feel worse when you take your diabetes medicines, do you stop taking
it?

57. In the past 12 months, have you ever taken less of your diabetes medications than
prescribed by your doctor because of cost?

58. Many people do not take their prescription medications exactly as prescribed by their
doctor. In the past year, have you ever taken less of your diabetes medication than
prescribed for any reason other than the cost?

Section G: Questions about medical information

Please select only ONE rating for each statement, by ticking (v') the most appropriate response.

A= Strongly agree B= Agree C= Neither agree nor disagree D= Disagree E= Strongly disagree

AlB|C|D|E

59. | have problems learning about my medical condition because of the difficulty in
understanding written information

60. I'm confident filling out medical forms by myself

61. | often have someone help me read hospital materials

Section H: Question about treatment decision-making

62. Each of the following five statements describing different roles for doctors and patients in treatment

decision-making. Please select the ONE statement that best describe your preference.

| made the decision

| made the decision after seriously considering the doctor’s opinion

The doctor and | made the decision together

The doctor and | made the decision after seriously considering my options

ojojojojo

The doctor made the decision
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Section I: Questions about the distress caused by diabetes
For the following statements please rate how much of a problem each statement is for you.

If you feel that a particular item is not a bother or a problem for you, you would circle “0”. If it is very
bothersome to you, you could circle “5”, or you may circle any number in between.

Ranking seriousness of the

Problem
problems

63. Feeling that diabetes is taking up too much of my mental and

physical energy every day. 0 1 2 3 4 5

64. Feeling that my doctor doesn't know enough about diabetes and
diabetes care.

65. Feeling angry, scared and/or depressed when | think about living
with diabetes.

66 Feeling that my doctor doesn’t give me clear enough directions on
how to manage my diabetes

67. Feeling that | am not testing my blood sugars frequently enough. 0 1 2 3 4 5
68. Feeling that | am often failing with my diabetes regimen. 0 1 2 3 4 5
69. Feeling that friends or family are not supportive enough of my self-
care efforts (eg planning activities that conflict with my schedule, 0 1 2 3 4 5
encouraging me to eat the “wrong” foods).
70. Feeling that diabetes controls my life. ] 1 2 3 4 5
71. Feeling that my doctor doesn't take my concerns seriously

enough.

72. Not feeling confident in my day-to-day ability to manage diabetes. 0 1 2 3 4 5

72. Feeling that | will end up with serious long-term complications, no
matter what | do.

73. Feeling that | am not sticking closely enough to a good meal plan. 0 i | 2 3 4 5

74. Feeling that friends or family don't appreciate how difficult living
with diabetes can be.

75 Feeling overwhelmed by the demands of living with diabetes 0 1 2 3 4 5
76. Feeling that | don't have a doctor who | can see regularly about my

diabetes. 0 1 2 3 4 5
77. Not feeling motivated to keep up my diabetes self-management. 0 1 2 3 4 5

78. Feeling that friends or family don’t give me the emotional support
that | would like.
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Section J: Questions about satisfaction with a health care decision

Please select only ONE rating for each statement, by ticking (v') the most appropriate response.
A= Strongly agree B= Agree C= Neither agree nor disagree D= Disagree E= Strongly disagree

A|B|C|D | E

79. I'm adequately informed about the issues important to diabetes treatment decision.

80. Diabetes treatment decision was the best possible decision for me.

81. I'm satisfied that the decision was consistent with my personal values.

82| expect to successfully continue to camry out the decision.

83. I'm satisfied that this decision was mine to make

84. I'm satisfied with the decision

Section K: Questions about your confidence in following prescribed treatment regimen

For questions 85 and 86 Please select only ONE rating for each statement, by ticking (v') the most
appropriate response.

85. How confident are you in your ability to take your diabetes medications exactly as directed by your
doctor?

Tl Notatall confident LJ Notconfident CTJ Unsure [ Confident [ Extremely confident

86. How confident are you in your ability to carry out all the self-care activities in your daily routine?
C1 Notat all confident [ Notconfident CJ Unsure [ Confident ] Extremely confident

Section L: Questions about adherence to traditional values and attitudes

THIS SECTION IS TO BE COMPLETED ONLY BY PATIENTS OF ARABIC-SPEAKING BACKGROUND.

Please select only ONE rating for each statement, by ticking (+') the most appropriate response.
A= Strongly agree B= Agree C=Undecided D=Disagree E=strongly disagree

A B C|D|E

87. Duty to one's family comes before personal desires.

89. Australian of Arabic-background shouldn'’t disagree among themselves if there are
Caucasians around

90. It would be more comfortable to live within an Arabic-speaking community in
Australia.

91. In the Arabic-speaking community. Human relationships are more warm and
comfortable than the outside society

92. Marrying within the Arabic-speaking community is good

For questions “93 - 95” Please select only ONE rating for each statement, by ticking (+') the most
appropriate response.

93. | read/speak:
] Only Arabic [} Arabic better than English L] Both equally well TJ English better than Arabic L1 Only English

94. Currently my circle of friends are:
L] Only Arabic ] Mainly Arabic [ Both Arabic and Australian [ Mainly Australian ] Only Australian

95. in relation to having an Arabic-background, | feel
L) Very proud [JProud CJ Somewhat proud ] Little pride 1 No pride
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To be completed by Health Professional

96. Haemoglobin A1C (latest reading) .......cccoovvvvnnnnnn
97. Blood pressure (latest reading) ...................... Systolic [ Diastolic mmHg
98. Lipid profile

- Total Cholesterol ......................

- Triglycerides.........cccevvvnnns

Thank you for your time
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Appendix 16 Questionnaire (Arabic Version)
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1- Haemoglobin A1C (latest reading) couveevvssescvsnnsnans
2- Blood pressure (latest reading)  .vcvvvcrmmrsmrnsrann Systolic / Diastolic mmHg
3- Lipid profile

Total Cholesterol ...

LDL wvesanrsmsnnrenananes
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