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Abstract 
Pacific peoples have higher rates of type 2 diabetes (diabetes) compared to other ethnic 

groups in New Zealand; one in three Pacific adults aged ³45 years have diabetes.  Rates of 

end-stage renal disease (ESRD) are also high among Pacific peoples for whom diabetes is the 

leading cause of ESRD.  Progression from diabetes to ESRD can often be avoided or deferred.  

This does, however, require constant self-management by individuals and family, and many 

Pacific peoples are not well-engaged in self-management.  This study sought to identify 

factors that influence opportunities for Pacific peoples with type 2 diabetes to engage in self-

management of their illness. 

This study was underpinned by critical realism in which context is key to understanding 

what influences self-management and why.  A realist evaluation of self-management literature 

underscored how factors that influence effective engagement in diabetes self-management are 

socially derived and often outside the remit of the person with diabetes, the health care team, 

and the health system within which self-management is located.   

A sequential mixed method research design employed quantitative and qualitative methods. 

The retrospective cohort study using administrative data, used descriptive statistics and Cox 

model survival analysis to assess differences between Pacific ethnicities and associations with 

risk determinants.  A total of 17,616 Pacific people with diabetes were followed up to 9 years 

(mean 8.2, SD 1.83); 2,785 (15.8%) developed ESRD and 1,463 (8.2%) died without known 

ESRD.  Risk of ESRD varied significantly by ethnicity, along with health service use and 

engagement.  A focussed ethnography of 16 Pacific people on haemodialysis for diabetic 

ESRD, across two in-centre haemodialysis units within a large district health board explored 

their understandings and lived reality of diabetes.  Participants were between 30 to 69 years 

old and of Samoan, Cook Islander, Tongan, Niuean or Tokelauan ethnicity.  In-depth 

interviews revealed family is a primary context for understandings of disease across multiple 

generations; understandings shaped how individuals perceived benefits attached to engaging 

in effective self-management activities and patient-provider communication.  The devastating 

impact of ESRD diagnosis in combination with more personalised education (knowledge), led 

participants to actively self-manage and make more informed health care decisions.  

Diabetes and ESRD are increasingly being seen in multiple generations amongst Pacific 

populations.  This study demonstrates that knowledge of disease is key to effective self-

management; an essential contributor to improving Pacific family health outcomes and future 

legacies of diabetes.  Critical points of engagement necessary to delay or prevent onset and 

progression do lie within the scope of prevention strategies.  Health providers do have a role 

to play in the development of strategies and opportunities that improve Pacific health 

outcomes through active engagement.  If low engagement between patients and the health 
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system is itself a risk factor for ESRD, this should be as actively managed as any other 

changeable risk factors such as glucose or blood pressure.   

The findings from this study also have implications broader than the field of diabetes.  They 

contribute to the growing body of information for Pacific peoples’ health and access to health 

care, and allow for comparative analysis and interpretation of diabetes-related complications, 

now, and into the future.  The contribution of new knowledge can offer new insights for 

opportunities that could delay or prevent disease progression in other chronic diseases and 

populations. 
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Part A.  Introduction and background 
literature 

1. Introduction 
The rates of type 2 diabetes (diabetes) for Pacific peoples are the highest of any ethnic group in 

New Zealand.3  Pacific peoples are developing diabetes at an earlier age and living longer with 

their condition.  Unless urgently addressed “[diabetes] will place increasing burdens on health 

services and society, especially on Māori and Pacific people.” 4(p.i), 5  Diabetes accounts for a 

large proportion of amenable mortality rates;6 diabetes rates for Pacific peoples are 2.4 times 

higher than for non-Māoria, non-Pacific populations.9  Although life expectancy in New Zealand 

has increased, the gap in life expectancy between Pacific populations, and non-Pacific and 

non-Māori populations is at least 5 years less.10, 11    

While many commentators have predicted significant future increases in older adults living 

with more chronic illnesses, for Pacific populations, this has already happened.3  Of those with 

diabetes aged 65 to 74 years, Pacific comprise 51 per cent of the total population compared to 

New Zealand European (19%).  A greater percentage difference is seen in those aged 45 to 64 

years where Pacific comprise 29 per cent of the total population compared to New Zealand 

European (5%).3    

The rate of end stage renal disease (ESRD) is high for Pacific populations, at 288 per million 

population newly commencing renal replacement per year.  This compares to 75 per million for 

non-Pacific/non-Māori population.  Furthermore, for Pacific populations, 67 per cent of ESRD 

is due to diabetes, compared to 27 per cent for non-Pacific/non-Māori populations.12  The 

progression from diabetes to renal disease (diabetic nephropathy) can often be avoided. 

Evidence suggests careful control of glucose and blood pressure can help prevent renal disease 

in people with diabetes.13  Other known risk factors including age, gender, ethnicity, family 

history, and duration of diabetes are irreversible.14   

Engagement in health care is at the forefront of health policy and research, and is largely 

recognised as a precursor for maintaining health and wellness.15  Best practice for taking care 

of diabetes requires self-management skills, health literacy, adherence to therapies and 

effective patient-provider communication.16, 17  Compared to most chronic conditions, diabetes 

care requires continuous self-management by patients (and family).18  Recent system 

                                               

a Māori, the indigenous peoples of New Zealand, share the high burden of long‐term conditions (including diabetes) and other health inequities 
with Pacific peoples.7 To show more accurately the ‘gaps’ within health (equity) related data, general population comparisons often exclude 
Māori and Pacific populations (i.e. non‐Māori, non‐Pacific);8  data comparisons that include Māori within the non‐Pacific category would most 
likely show lesser or diluted differences.  For these reasons, data comparisons within this thesis largely relate to non‐Māori.    
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responses have included case management, community health workers visiting people in their 

home or workplace,19-22 and enrolment of patients into self-management education 

programmes.23  Yet such responses have been only partially effective24 and poorly adapted for 

Pacific.25   

Largely, self-management refers to an individual’s ability to manage living with one or more 

chronic disease, including treatments, symptoms, and physical and psychosocial 

consequences, along with changes to life-style.26-28  Self-management is a theoretically-derived 

construct that engages individuals and families in their own care, through participation and in 

the spirit of self-reliance and self-determination.  However, self-management becomes more 

complex when patients have more than one chronic disease, often referred to as comorbidity 

(when interacting with diabetes biology or management) or multi-morbidity (when co-existing 

but not directly interacting with diabetes).   

Key factors that impact upon effective diabetes self-management are dependent upon the 

severity of the additional condition(s), and the ability of the individual to manage.13, 14, 17  Co-

morbid, multi-morbid, and other conditions can place competing demands on an individual’s 

time and resources, potentially decreasing the self-management of diabetes, or vice-versa.  The 

management of (multiple) symptoms and medications can be a struggle for many because it is 

difficult to integrate more complex practices, routines, medications, and information into their 

daily lives.14, 17 

1.1 The problem 

There is a low degree of engagement by many Pacific peoples in the self-management of their 

illness(es).29  The effect of health and non-health-related factors that influence Pacific 

participation in their own health care is a concern that many researchers and health 

practitioners have raised (Hood C and Tutone V, personal communication, 2016).  Added to 

this complexity, Pacific peoples with diabetes, often have co- or multi-morbid conditions.   

Compared to the total New Zealand population, Pacific peoples have worse health outcomes,30, 

31 indicating that current health services are not meeting their health needs.  Services that 

offer more of the same cannot address the health disparities experienced by Pacific peoples 

with diabetes.  Alongside a need for new and deeper knowledge is a need for effective action.  

More than ever before, individuals and their families are being asked to take on a more central 

role in matters relating to their own or their families’ health; a role that requires (new) 

knowledge and skills.32  To appreciate the motivations and constraints behind Pacific people’s 

engagement in their well-being, it is important to examine the influences that shape the 

individual characteristics of complex lives, and the environments within which health care 

decision-making occurs.   
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1.2 The purpose of the research 

The purpose of this research is to identify opportunities that could delay or prevent disease 

progression through understanding contextual factors that affect engagement in effective self-

management by Pacific peoples with diabetes.   

1.3 The research questions 

The primary research question for this study is: 

What factors influence opportunities for Pacific peoples with type 2 diabetes to engage 

in the self-management of their illness(es)? 

To support exploration of these questions, secondary research questions are: 

a. How does context affect engagement in diabetes self-management? (Realist 

evaluation, Chapter 3) 

b. What personal and service-related factors are associated with ESRD for Pacific 

peoples with type 2 diabetes? (Cohort study, Chapter 6) 

c. What is the lived reality of illness for Pacific peoples with diabetes who have 

progressed to ESRD? (Ethnographic study, Chapter’s 7 and 8)  

1.4 Significance of the research 

Findings from this research will contribute to the knowledge surrounding the engagement, 

self-management, and health of Pacific peoples in New Zealand.  By understanding and 

identifying the contexts underpinning engagement in self-management behaviours for Pacific 

peoples with diabetes (specifically, those who have ESRD and one or more comorbidities), 

overall findings offer new insights for opportunities that could delay or prevent disease 

progression.  

For the purposes of this study, I have used ESRD as a proxy to explore factors related to 

disease progression and comorbidity.  The sample selected for face-to-face interviews (phase 3) 

includes only those who have progressed to ESRD.  I have purposefully excluded people who 

are perhaps excellent self-managers because I am explicitly exploring factors that underpin low 

engagement in self-management.  To reach the endpoint of ESRD, there is an initial failure to 

prevent onset of diabetes, and further failures to prevent disease progression.  I argue 

individuals whose health has progressed to an endpoint in which life is now time-limited, can 

provide a deeper insight into the reality of diabetes risks and consequences along with lessons 
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learned - albeit at this late stage; insights that might be key to effective future engagement in 

health care by Pacific peoples. 

Generally, findings can offer valuable insights towards a model of care that will help improve 

the health and well-being of Pacific peoples.  The contribution of new knowledge can also be 

transferred to other chronic diseases and populations and used to develop and pilot future 

interventions that are beyond the scope of this PhD project.  

1.5 About the researcher 

My role as the researcher within this study is shaped by my ethnic and cultural background, 

my work experiences, and my concerns about the health, social and economic outcomes of 

under-served populations, especially those of Pacific peoples.  My parents both immigrated to 

New Zealand in their early twenties - my mother from the village of Safotu in Samoa, and my 

father from Kent in England.  While immigrating for different reasons, they each saw 

opportunities for a better life in New Zealand.  

I was raised in West Auckland as part of a multi-cultural, multi-lingual family. The family 

environment was strongly culturally determined by my mother, so I learned to value a Samoan 

way of being, but to also respect European traditions.  Growing up, I was surrounded by an 

extended family on both sides; grand-parents, aunts, uncles, and first, second and third 

cousins.  Similar to many other Pacific families, the practice of fa’alavelave (family/cultural 

obligations of support, sharing financial burden in times of need) was a common occurrence.   

Between 1990 and 2010, I worked in a number of different settings across New Zealand: 

central government departments (Defence and Justice), regional council, a large privately 

owned engineering company, and an international IT, and telecommunications companies.  I 

held senior leadership roles within strategic planning and management, operations 

management, programme management, and human resource management.  Within the last 8 

years I have worked within the health sector in a large district health board that provides 

services to the highest proportion of Pacific peoples in New Zealand.  I programme managed 

national and regional initiatives spanning clinical and social dimensions of health in primary 

and secondary care settings.  Most projects focussed on Māori and Pacific populations with 

long term conditions, such as respiratory disease, diabetes, renal disease and associated co-

morbidities; and extended to services related to palliative care, social isolation, housing, health 

literacy, and access to health services. 

Since childhood I have personally experienced the emotional and financial impacts of chronic 

conditions within my own family.  Yet it was through my district health board role that I 

realised how wide-spread and devastating chronic disease was for many other families, 

especially Māori and Pacific.  This research is inspired by two long-standing questions I have 
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often asked myself: Why do (Pacific peoples) people with diabetes end up dying of renal failure?  

And as there are many resources, supports and interventions in place, What is going on that 

(Pacific peoples) people with diabetes ‘are still’ dying of renal failure?    

My research topic was chosen in response to my concerns about these devastating effects.  

Recognising the increasing numbers of families with diabetes-related complications, has led 

me to think more about factors underlying why many health initiatives are less effective for 

Pacific populations.  I conducted this research because I want to improve health care and 

contribute to research and policy that increases the awareness of health inequity in New 

Zealand.  While this particular study centres upon Pacific peoples, it raises important issues 

that may lead to improving the health of all New Zealanders, and especially those populations 

who are acknowledged as have the highest health and social needs. 

1.6 Organisation of the thesis 

This thesis is presented as a mixed methods study comprising four parts (Figure 1) and 

includes published peer-reviewed research articles and complete manuscripts in cases where 

publication is pending the review process.  Each manuscript serves as either a literature 

review or reports the key results or findings from respective quantitative and qualitative 

components.  

 

Figure 1: Organisation of the thesis 
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Part A. Introduction and background literature 

The current chapter has introduced the study, where the purpose and research questions were 

outlined prior to detailing the study’s significance for Pacific peoples with diabetes.  An 

overview of myself as researcher provides a context for my positionality within the research 

and my reasons and motivation for investigating this topic.   

Chapter 2 comprises background literature to provide a context for the study.  Specifically, a 

profile of Pacific peoples in New Zealand is discussed, along with characteristics of diabetes, 

diabetes management in New Zealand, and an overview of diabetes among Pacific peoples in 

New Zealand during the past 60 years.  Biomedical and social health perspectives are then 

outlined prior to a discussion relating to self-management and diabetes self-management. 

Chapter 3 is presented as a published manuscript and seeks to answer the secondary 

research question: How does context affect engagement in diabetes self-management?.  In this 

systematic review, diabetes self-management literature is reviewed where contextual factors 

that affect self-management of diabetes are identified.  Analysis is undertaken using realist 

evaluation to assess in what way these factors affect self-management effectiveness.   

Part B. Methodological approach and methods 

Chapter 4 introduces the study methodology.  Critical realism and mixed methods research 

design are discussed prior to presenting the conceptual framework of the study. 

Chapter 5 describes the methods for both the quantitative and qualitative phases of the study.  

The cohort study section includes relevant details for descriptive statistics, and survival 

analysis.  In the same way, the ethnographic study section provides relevant details of the 

focused ethnographic approach used within this study.  

Part C. Results and Findings 

Chapter 6 is presented as a manuscript (submitted, in review) and answers the secondary 

research question: What personal and service-related factors are associated with ESRD for 

Pacific peoples with type 2 diabetes?  The aim of this chapter was to identify factors associated 

with ESRD for Pacific peoples with diabetes and estimate associated risk.  Analysis is 

undertaken using descriptive statistics and survival analysis. 

Chapters 7 and 8 both report findings from the focussed ethnography that sought to answer 

the secondary research question: What is the lived reality of illness for Pacific peoples with 

diabetes who have progressed to ESRD?  Firstly, chapter 7, presented as a published 

manuscript, addresses the contextual factors that shape understandings of disease for Pacific 

peoples with diabetes and ESRD.  Following on, chapter 8, presented as a manuscript 
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(submitted, in review), reports participants’ motives behind why particular self-management 

practices were undertaken following ESRD diagnosis.   

Part D. Integration of findings 

Chapter 9 provides an integrated summary of study findings to answer the primary research 

question: What factors influence opportunities for Pacific peoples with type 2 diabetes to engage 

in the self-management of their illness(es)?  Strengths and limitations are discussed along with 

implications of findings and associated recommendations. 

Chapter 10 concludes the thesis with a final commentary. 
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2.  Background literature 
Chapter overview 

The following chapter provides a background context for Pacific people and diabetes in New 

Zealand.  A profile of Pacific peoples in New Zealand is presented with a focus on the social, 

cultural, and economic determinants that have been shown to greatly influence health 

outcomes.33  Characteristics, risk factors and complications of type two diabetes are then 

described prior to an overview of diabetes clinical management in New Zealand.  

Subsequently, a discussion on diabetes in New Zealand’s Pacific populations focusses on the 

past six decades, highlighting increases in incidence and prevalence among Pacific 

populations along with life expectancy and mortality rates.  This section aims to emphasise 

the magnitude of the problem within this multi-ethnic group.  To distinguish between 

disease- and health-focussed orientations to care and services, a brief overview of biomedical 

and social perspectives is provided.  In this section, health promotion provides a context for 

self-management.  Finally, a background to self-management is presented for the purpose of 

locating developments in diabetes self-management and self-management education.  The five 

activities most commonly reported in the international literature as central to effective blood 

glucose control in diabetes self-management are defined in Table 5 which form the basis of a 

realist evaluation of diabetes self-management (Chapter 3). 

2.1 Pacific peoples in New Zealand 

2.1.1 The term Pacific 

The term Pacific (peoples) refers to a group of people that come from more than 20 island 

countries and territories across the Pacific region.  Fifty seven Pacific ethnic groups live in 

New Zealand, including peoples who have an indigenous ethnic affiliation to the islands 

within the regional areas of Micronesia, Melanesia, and Polynesia.34  Most Pacific people 

within New Zealand are from Polynesia (including Samoan, Tongan, Cook Islander, Niuean, 

and Tokelauan).34 The term, peoples is used to signify the distinct ethnicities when referring 

to the combined group. 

The term Pacific also extends to those who identify with more than one ethnicity (e.g. Samoan 

and German, or Tongan and Māori or Chinese).  Additional sub-groups are also identified 

with regards to the length of time spent in New Zealand, or the islands, or the place of their 

birth.  For example, some Pacific people born in New Zealand may have lived most of their 

lives in the islands, while others have lived most, or all, of their lives in New Zealand.  

Similarly, for Pacific people born in the islands, there will be differences.  Accordingly, Pacific 
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peoples are not a homogenous group; they are diverse with distinctions between ethnicity, 

culture, customary practices, and language.  The complexity that cultural values may be 

interpreted and experienced differently, and therefore not held consistently among all 

individuals is recognised.35-39  

Over past decades, there have been noted shifts in the terminology used to describe the 

migrant New Zealand communities from Pacific Island origins.  The term ‘Pacific Islanders’ 

was used in the 1980’s to describe the various, resident Pacific ethnic groups.  ‘Pacific Islands 

people’ was used in the 1990’s and other terms and variations of spelling recently have 

included Pacific peoples, Pasefika, Pacifica, Polynesian, ‘PI’, and Pacifican.  These concepts 

however, have not gone unchallenged or without comment. Macpherson argues that unifying 

all Pacific peoples under the one umbrella term implies unity and homogeneity.38  

Tuimalealiifano39, Schuster40 and others have long pointed out that the use of such a blanket 

term “conceals and undermines the historical, social, political and cultural uniqueness of each 

Pacific Islands society”.41(p.181)  In contrast, arguments have supported the use of a collective 

term as “a discourse that recognises, values and respects the various unique Pacific nations as 

well as drawing groups together”42(p.40) where common interests are able to be addressed more 

efficiently and effectively through the collaboration.36  Within this study, where possible I 

have attempted to report data by respective ethnicities.   

Despite individual preferences and reasons for the use of a particular term, the underlying 

reference to the diverse Pacific collective in New Zealand remains.  In this thesis, I use the 

term Pacific peoples to refer to the collective group in New Zealand and acknowledge the 

historical, social, political and cultural diversity among the different ethnicities.  In addition, I 

use this term to address and advocate for the common interests of the collective group 

through the work in this study. 

2.1.2 Population demographics 

The population of New Zealand is ethnically diverse and is continuing to increase. The 

estimated resident population as at 1 March 2019 was 4.9 million43 where people identifying 

as New Zealand European made up the largest share of the total New Zealand population.  

Pacific peoples represent 7.4 per cent (295,941) of the New Zealand population.  This number 

may not be significant when considering the total population across the Pacific Islands as a 

whole (almost 7 million).  However, for smaller nations these numbers are highly significant.  

For example, the resident Cook Islander population in the Cook Islands is 21,00044 compared 

to almost 62,000 Cook Islanders living in New Zealand.34  Similarly, Niuean’s living in Niue 

number 1,61245 compared to almost 24,000 living in New Zealand.34  Of all the Pacific groups 

living in New Zealand, the largest comprise Samoan (49%), Tongan (20%), Cook Islands (21%), 
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and Niuean (8%).34  Tokelauan and iTaukei or indigenous Fijian (Fijian) in contrast, 

collectively make up less than one per cent of the NZ-based Pacific peoples population.   

The projected growth in Māori, Asian, Pacific, ‘Middle Eastern, Latin American, African’ 

(MELAA), and ‘Other’ populations will see an increase in respective shares of the overall 

population in future; a projection of higher birth rates and ethnic intermarriage will explain 

the growth for both Māori and Pacific peoples populations, while increases in the Asian 

populations will be driven mainly by migration.11  According to the last New Zealand Census 

in 2013, approximately 28% of Pacific peoples were aged below 15 years, 14% aged between 

35-45 years, and 7% over 65 years.  Pacific peoples have a younger age distribution and 

median age (22.1 years) than New Zealand European (41 years), Asian (30.6 years), MELAA 

(28.6 years), and Māori (23.9 years).46   

Most Pacific peoples in New Zealand (93%) reside in the North Island.  Most live in the 

Auckland region (66%), followed by the regions of Wellington (12%) and Waikato (5%).  Only a 

very small number live in the South Island where most reside in the Canterbury region (4%).34  

Preferences in location can be attributed to settlement patterns.  While most Pacific groups 

settled in close communities, some groups, such as the Niuean for example, were dispersed 

throughout Auckland’s inner suburbs.47, 48  Of those living in Auckland and Wellington, many 

reside within poorer neighbourhoods in urban areas.  The largest Pacific population lives in 

the Counties Manukau region of South Auckland, where the more well-established Pacific 

communities have families of up to four generations that have lived and worked in New 

Zealand.  

2.1.3 Health profile 

The health status of Pacific peoples in New Zealand has remained poor compared to non-

Pacific and non-Māori populations;9, 31 Pacific peoples have greater exposure to health risks, 

and experience barriers to accessing health resources and services. Key contributing factors 

to this disparity directly relate to socioeconomic determinants, including income, 

employment, education and quality of housing.49   

Along with Māori, Pacific peoples have significantly high ambulatory-sensitive hospitalisations 

(ASH) – those events which are considered to be avoidable with good self-management and 

primary care – including congestive heart failure, pneumonia, asthma, and cellulitis/skin 

infections.50  Over the past decades ASH rates have increased generally for all New Zealand 

populations, although ASH rates for Pacific are more than twice that of the non-Pacific and 

non-Māori.51  Furthermore, Pacific are also reported to have higher readmission rates.52  Just 

over one third of acute medical readmissions in New Zealand hospitals are ASH-related.52  
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Like other ethnic groups, lifestyle factors such as diet, physical activity, smoking and alcohol 

have influenced health loss among Pacific populations.  The recent New Zealand Health 

Survey (2017/18)53 reported Pacific peoples were less likely to eat enough fruit and vegetables 

and also less likely to engage in physical activities.  Smoking is also the main contributor to 

lung cancers among Pacific peoples.54  Pacific are the second youngest to begin smoking at 

16.6 years on average, where the transition from experimentation to regular smoking is the 

quickest of all ethnic groups.55  Approximately 25% of Pacific adults use tobacco, and 

compared to non-Pacific populations, they are more likely to become sick because of smoking.  

While most Pacific adults do not drink alcohol, those who do are 1.5 times more likely to have 

a hazardous drinking pattern than their non-drinking counterparts.53   

Long standing concerns regarding Pacific health and well-being have been raised.53, 56-58  

National prevention strategies for mental and physical health have been employed during 

past decades by national and regional health authorities to address disparities in health 

access, provision and coordination.31, 59-63 29-31, 61-63  For example, Ala Mo’ui – Pathways to 

Pacific Health and Wellbeing31 is a population health strategy for improving equitable health 

outcomes for Pacific peoples.  To monitor performance within the health sector, progress 

reports such as ʹAla Moʹui Progress Report: Health care utilisation November 201830 makes 

explicit areas that are performing well for Pacific populations (such as heart and diabetes 

checks, GP and nurse utilisation, ambulatory sensitive hospitalisations, and access to mental 

health services), as well as areas needing improvement.  Mental illness features as a key 

determinant to health loss across all ethnicities.  For Pacific populations, lower rates of 

diagnosed mood and/or anxiety disorders are reported.53  However, the Pacific population 

also have a high rate of under-diagnosis due to factors such as cultural differences in health 

beliefs and barriers in access to health care.64   

Although some improvements in access to care have been reported, health outcomes for 

Pacific peoples are worse than for non-Pacific and non-Māori ethnic groups.30  The factors 

influencing poor health status are numerous and complex, and include a combination of late 

presentation and diagnosis, less access to appropriate medications and treatments, less 

effective ongoing clinical management,31 and long-standing low engagement and participation 

in health care.24, 65  To a large extent, however, these factors are driven by socioeconomic 

determinants of health and well-being. 

2.1.4 Social, economic and cultural determinants 

2.1.4.1 Housing 

Compared to the general New Zealand population, Pacific peoples are more likely to live in 

households with extended and wider family members;66 approximately 36 per cent of Pacific 
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peoples live as extended family households, more than three times the general New Zealand 

population.54  The 2013 census information reports the compositions of families vary 

considerably – similar to other ethnicities - and include multiple generations.34  Few Pacific 

peoples own their own homes, with the majority mainly residing in rental housing including 

state-provided ‘social’ (and market/rent controlled) rental housing.  

During the past 25 years, there has been greater recognition of the relationship between 

housing and health.67, 68  In 2014, the New Zealand General Social Survey explored the 

quality of housing across different population subgroups.  Questions asked about the general 

condition of the house, and cold and dampness problems.  Compared to other ethnic groups, 

the Pacific population reported the highest number of housing quality issues and needs.  

Fifteen per cent reported major dampness or mould problems and 43 per cent stated they 

were often or always cold.67  By contrast, only four per cent of the NZ Asian population and 

eight per cent of the NZ European population report major dampness, mould or cold issues.  

In New Zealand household crowding is defined using the Canadian Normal Occupancy 

Standards, and identifies places requiring one or more additional bedrooms.66  Pacific peoples 

consistently experience the highest levels of household crowding.69  In contrast to NZ 

European (4%), Asian (18%), and Māori (20%), approximately 40 per cent of Pacific peoples 

live in crowded households and almost half have low incomes, experience housing-related 

illnesses, and generally have poorer health outcomes.31   

2.1.4.2 Employment and income 

Like other immigrants, adapting to the new language (English), and the social and economic 

environment of a new country has challenged the Pacific population.  Despite this, they have 

used migration as an opportunity to realise their ambitions of earning enough income to 

support their immediate, extended and wider families.65, 70, 71  Motivations also extend to 

providing a better life with increased opportunities of better employment, income, education, 

and health for their children and grandchildren. 

Historical relationships between New Zealand and a number of Pacific Islands together with 

the growing need for skilled, semi-skilled, and unskilled labour, supported the initial 

migration of Pacific peoples to New Zealand.70, 72-75  Throughout the 1950’s a post-war 

economic boom resulted in an immediate labour shortage in manufacturing and a high 

demand for agricultural, forestry, and domestic workers.  During the 1960’s and 1970’s, the 

New Zealand government introduced immigration schemes designed to encourage Pacific 

labourers to migrate to New Zealand.65  Two significant waves of migration were seen where 

Pacific peoples populations mostly worked in semi-skilled and unskilled industrial roles.70-72  

However, the labour force demand was short-lived due to an economic reform during the late 
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1970’s and Pacific peoples were significantly affected by unemployment due to the non-

transferability of limited skills.  The re-occurrence of economic restructuring in the late 

1980’s and again in 2008, also heavily affected the occupations and industries that many 

Pacific peoples were employed in.  This meant the burden of economic hardship 

disproportionately affected many Pacific workers through job losses, as their skills were no 

longer suited the New Zealand labour market.76   

Today, the industries where the proportion of Pacific peoples are highest are manufacturing, 

health care and social assistance, utilities and constructions, transport and warehousing, 

and public administration and safety.  For the year ended December 2018, the proportion of 

the working–age Pacific population in active employment was 65 per cent (194,300),77 where 

the number unemployed was 31 per cent (59,300) (Table 1).  Pacific peoples remained the 

lowest earners, with more than half of personal income coming from wages, salaries, or 

commissions; Pacific income levels have increased by only 1.5 per cent in the last 5 years.78  

Of those working in full and part-time employment, recent median weekly income statistics 

report Pacific peoples receiving $935 compared to New Zealand European ($1,187), Māori 

($1,007), Asian ($997), MELAA ($1,170), and Other ($1,112).78 

 

Table 1. Employment / unemployment rates in New Zealand ‐ December 2018 

Adapted from Statistics New Zealand77 

 

During the past three decades, research has identified a widening gap between the number of 

‘work-rich’ and ‘work-poor’ households.79-81  Work-rich and work-poor definitions originally 

defined by Gregg and Wadsworth80 were based upon whether there were any adults of 

working age in paid employment domiciled in the household (work-rich) or not (work-poor).  

Since then, variations have been evolved.  For example, the Royal Society of New Zealand 

have framed these terms in alignment to the contributing factors for the changed labour 

market low or unskilled employees have faced.  Work-poor households “…either have 

qualifications inappropriate to a changed labour market or lack advanced credentials 

altogether.”82(p.26)  In contrast to the total New Zealand population, there are twice as many 

Pacific peoples who do not have a personal source of income.77  A larger number of Pacific 

peoples are engaged in unpaid work and are more likely to perform carer roles of children, 

elderly, and others with illness or disabilities.  

  Working age population 
(000) 

Total labour force
(000) 

Employment rate
(%) 

Unemployment rate
(%) 

  2009  2018  2009 2018 2009 2018 2009  2018

NZ Euro  2,326.1  2,503.7  1,610.9 1,779.7 66.5 68.9 4.0  3.1
Asian  338.6  519.7  219.0 374.9 60.0 69.1 7.3  4.1
Māori  245.1  255.6  156.9 173.8 55.8 60.9 12.9  10.4
Pacific  148.2  194.3  87.8 125.5 51.7 59.3 12.7  8.3
MELAA  28.8  41.9  16.6 30.2 50.2 67.4 12.9  6.4

Total NZ  3,355.6  3,893.4  2,279.8 2,753.8 64.0 67.7 5.8  4.3
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Although often linked with joblessness, a large proportion of those in hardship are actually 

employed.  Termed as working-poor, those in this category have work-related incomes that are 

insufficient to meet the costs of daily living.  Like other countries, New Zealand has put in 

place initiatives to help address this concern through packages such as Working for Families 

– a strategy to reduce poverty through paid employment.  Working for Families incentivises 

beneficiaries to find paid employment and become independent from the welfare system.83  

However, while Working for Families has reduced overall child poverty, there has been very 

little impact for children in work-poor households.  The gap between rich and poor in New 

Zealand continues to increase,84 where evidence of visible increases of income and other 

inequalities remained over the past 10 years.  Currently, 59 per cent of Pacific households lie 

in the two lowest income quintiles, and receive some form of income via government benefit or 

transfer, e.g., welfare payments.85 

2.1.4.3 Material and financial hardship 

Maintained material and financial hardship remains persistent for those with the most 

constrained living standards.86-88  For many living at the lower end of the socio-economic 

spectrum, the experience of material and financial hardship is an everyday norm.  This 

experience is described as the state of being extremely poor; in poverty.  Compared to other 

New Zealand populations, Pacific households experience more financial insufficiency to meet 

every day needs54, 89 (Table 2).  Forty-two per cent of Pacific peoples live in severe or 

significant hardship where those living in large or multi-family households are worst off.85, 90, 

91  The majority of these households received a government benefit.92   

 

Table 2: Perceptions of financial well‐being by ethnicity 

Adequacy of income to meet 
every day needs 

Total 
population 

Pacific 
peoples 

NZ 
European 

Māori   Asian 

Not enough money  12.2  30.7  8.9  20.6  14.9 

Only just enough money  25.0  35.0  22.5  28.2  32.6 

Enough money  45.6  27.6  48.2  41.3  43.3 

More than enough money  17.2  6.7  20.3  9.9  9.2 

  Source:  Ministry of Pacific peoples54 

 

2.1.4.4 Education 

More Pacific peoples hold a school qualification as their highest qualification, or have no 

qualification, compared to the general New Zealand population who typically have a bachelor 

degree or higher qualification as their highest form of qualification.54  Although more likely to 

leave school education with a lower level of qualifications than non-Pacific students, a higher 

proportion of Pacific students (21.5 %) participate in full-time or part-time study, compared to 
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the total New Zealand population (14%).54, 93, 94  Pacific peoples however, are still represented 

amongst those achieving the National Certificate of Educational Attainment, University 

Entrance, and gaining achievement standards with excellence.94 

Recently, government and education sector agencies have put in place strategies to improve 

educational outcomes for Pacific peoples by commissioning programmes that focus on 

provider-performance and increasing Pacific peoples’ participation in education and enhanced 

school experiences.95  Alongside the Ministry of Education, numerous other agencies are 

working in programmes that link schools, universities, and prospective employers together.  

Counties Manukau District Health Board for example, have established a programme that 

works with Māori and Pacific students at a number of South Auckland secondary schools.  

This partnership assists students in the required subjects for health-related employment 

(English, mathematics and the sciences) at school level, enabling entry into tertiary level 

study – and eventually gainful health related employment.  The University of Auckland also 

has programmes in place to help Pacific students with placements across a range of 

disciplines (UTAS96) and to provide a supportive environment for students within the Faculty 

of Medical and Health Sciences foundation and undergraduate programmes to successfully 

complete and graduate (MAPAS97). 

2.1.4.5 Culture 

Family is the most important group in the lives of many Pacific peoples.  It is through family 

that Pacific individuals are supported socially, mentally, physically, spiritually and 

culturally.74, 98, 99  Family refers not only to the immediate or nuclear family, but also to 

extended and wider family, where linkages maybe blood related or not.  The paradigm from 

which families operate is a system of connections, interconnections and relationships where 

each person plays a role that contributes to the family’s responsibilities, obligations and 

benefits.100  Within many Pacific households, family welfare is the responsibility of the 

collective unit where decisions are made collectively by the family head together with adult 

family members.101-103  However, increasingly, responsibility has led to prioritising family care 

ahead of one’s own health needs.104 

Family commitment relies upon a system of giving;105 the contributing of physical, material 

and financial help in times (such as weddings, funerals, natural disasters, need) when other 

family require such support.  An example can be seen in the transfer of gifts, money or food 

parcels by New Zealand-based families back to their island-based families, which is a 

common practice.  This practice has continued over generations and for the island-based 

families, the receiving of these remittances is often a main source of income.105, 106  However, 

for many New Zealand-based families, it creates additional financial and emotional stress on 

already burdened households.  
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After family, faith and religion have a significant influence on the lives of many Pacific 

peoples; especially those who are island-born.54  Many Pacific people are deeply religious, and 

church is part of this identity.  Churches provide religious and cultural needs along with 

playing an important role in the provision of social, health, and community information and 

services.  Although the majority of Pacific people in New Zealand believe in a Christian 

faith,54, 107 there is an increasing divergence in religious affiliation.  Many belong to non-

Christian religions or opt not to identify with any church or religion.  As with other cultures, 

it is not unusual to find mixed beliefs within the one family unit.   

Since early migration to New Zealand, Pacific families retained many traditions to maintain 

familial ties and preserve their sense of belonging.108  However, there is also divergence in 

cultural orientation.  The degree of adherence to traditional values, models of leadership and 

ways of being, is different for every family, and differences can also be seen in individual 

Pacific people.109  These differences can be positioned within a continuum: from traditional 

orientation, an adapted orientation - mix of traditional and Western - through to a Western 

orientation.109, 110  The majority of Pacific people in New Zealand, are born in New Zealand107  

and are most likely to be conditioned towards Western behaviours, so alignments with 

ethnicity, geography, religion, family, school, age, and/or gender can vary.35  

The dynamics of the Pacific population are such that their influence is seen across New 

Zealand’s arts, politics, sports, literature, and architecture.  For example, there has been a 

constant representation of Pacific peoples in the creative arts, where many have become 

internationally known.111  Similarly, politicians of Pacific descent continue to hold political-

party seats and government portfolios,112 although many won their position in predominantly 

Pacific constituencies, a large number of non-Pacific also cast their vote based upon merit.  

The proportion of Pacific players in New Zealand’s rugby, rugby league, netball and boxing 

teams is extremely high compared to other ethnicities and often results in national and 

international sporting achievements.113  To encourage development within the upcoming 

generations, initiatives such as The Prime Minister's Pacific Youth Awards are held annually 

to recognise the excellence and outstanding achievement by Pacific youth in New Zealand.54  

These awards not only give recognition but also provide scholarships and internships to 

assist Pacific youth to reach their maximum potential. 

2.2 Type 2 diabetes 

2.2.1 Definition of diabetes 

Diabetes mellitus is a metabolic disorder characterised by hyperglycaemia (raised blood 

glucose) associated with abnormalities in carbohydrate, protein and lipid (fat) metabolism.114-

117  Type 1 diabetes (insulin-dependent diabetes mellitus) is an autoimmune disease in which 
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insulin-producing beta cells within the pancreas are destroyed, resulting in total insulin 

deficiency.  Individuals with type 1 diabetes depend upon regular insulin treatments to avoid 

ketoacidosis, coma and death.  Type 2 diabetes (non-insulin-dependent diabetes mellitus) is 

characterised by a combination of insulin resistance and decreased insulin production.  In 

contrast to those with type 1, Individuals with type 2 diabetes do not depend upon insulin to 

survive.114  If left uncontrolled, hyperglycaemia and the associated metabolic dysfunctions 

can damage multiple organs114, 115, 117 as detailed in later sections. For the remainder of this 

thesis, ‘diabetes’ refers to type 2 diabetes unless specified otherwise.  

2.2.2 Diagnosing diabetes 

By international consensus, diabetes is diagnosed by typical symptoms together with one 

raised glucose measure, or by two raised glucose measures on separate samples.118-120  

Typical symptoms include frequent drinking (polydipsia), frequent urination (polyuria), 

unexplained weight loss and blurred vision.  Glucose can be measured directly in blood. 

Average blood glucose levels can be assessed by measuring HbA1c which is haemoglobin with 

glucose chemically bonded to it - also called glycated haemoglobin; HbA1c is proportional to 

mean blood glucose over the previous 2-3 months. Historically, diabetes has been diagnosed 

principally on the basis of an ‘oral glucose tolerance test’ where the individual is required to 

fast overnight for a period of at least 8 hours. Fasting plasma glucose is tested prior to 

receiving an oral dose of glucose. A further blood sample is taken two hours later to measure 

how well the body disposes of the glucose load.  In New Zealand, and in many other 

countries, the oral glucose tolerance test is less frequently used, with HbA1c used in 

preference, although the exact cut-off used varies internationally.119 

 

Table 3: Diabetes diagnostic criteria 

Typical symptoms plus one abnormal glucose, or two abnormal glucose tests, where an abnormal 
glucose can be: 

  Fasting plasma glucose ≥ 7.0 mmol/L. Fasting is defined as no caloric intake for at least 8 hours. 

OR 
Plasma glucose ≥ 7.0 mmol/L either random or 2 hours after a glucose load (75 grams 
anhydrous glucose dissolved in water) during an oral glucose tolerance test.  

OR  HbA1c ≥ 48 mmol/mol (international) ≥ 50 mmol/mol (New Zealand).121 

 

Given that HbA1c is frequently used, clinicians need to be aware that there are exceptions 

where HbA1c results may be misleading.  Results may be falsely high in individuals with 

deficiencies in B12, iron and/or folate or who suffer from alcoholism, and may be falsely low 

in individuals who have undergone a blood transfusion within the last three months.122, 123 
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Along with long-term hyperglycaemia, the terms ‘pre-diabetes’,124  ‘intermediate 

hyperglycaemia’,125 and ‘high risk state of developing diabetes’126 are also used to identify a 

state in which glucose is raised above normal but does not meet the criteria for diabetes.124  

In New Zealand this means a HbA1c of 41 to 49 mmol/mol or a fasting glucose of 6.1 to 6.9 

mmol/L.13   In practice the term ‘pre-diabetes’ seems to be increasingly used, though some 

are concerned that the term appears to imply an inevitable progression to diabetes, whereas, 

with lifestyle and medication-based interventions it is possible to prevent progression or even 

to see pre-diabetes revert to normal glucose tolerance.  

There are many more people with long-term hyperglycaemia (pre-diabetes) than with 

diabetes.127 Coppell and colleagues127 report the rate of pre-diabetes increases with age and is 

particularly high among Pacific populations compared to non-Maori and non-Pacific 

populations.   

2.2.3 Risk factors for diabetes 

Demographic factors including age,128-131 gender,132-134 and ethnicity,30, 31 have been identified 

as having an impact on health outcomes, specifically chronic diseases14, 131, 135, 136   including 

diabetes.53, 91, 128, 134  As the accumulation of modifiable risk factors increases over the life 

course, age represents the impact of risk over time.  The term gender does not include 

biological differences (sex); it refers to socially constructed characteristics (despite age or 

ethnicity) of men and women.  In health the impact of gender is understood through the 

differences in lifestyle, environment, and culture, between men and women.137  Ethnicity is a 

social construct that comprises both self-identification and the categorisation of a shared 

culture and a way of life.  Within health, emerging and developed health inequities have been 

associated with various ethnically defined groups.  Culture - the knowledge, values, customs 

and practices that are shared by a particular people or society - is a term often linked with 

ethnicity.36, 38  However, ethnicity does not reliably predict beliefs, attitudes or behaviours.  In 

the context of health, culture refers to the association of these factors on health outcomes, 

where the particular people or group can be a subset within ethnicity, age and gender. 

Other factors that can increase the risk of developing diabetes include: obesity, overweight 

and low physical activity; a diet high in fat, sugar and alcohol and low in fibre; and 

smoking.138  Having parents with diabetes represents a 2-4 times higher risk for children 

developing the disease.139  Some medications impair the body’s ability to metabolise blood 

glucose.140  Examples include glucocorticoids used to treat inflammation in serious cases of 

rheumatoid arthritis and inflammatory bowel disease, and anti-psychotics used to treat 

psychotic mental health disorders.  
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Apart from relatively rare instances of monogenic diabetes, genome-wide association studies 

have identified more than 40 genetic variations contributing to individual susceptibility to 

type 2 diabetes.141  Theories of biological determinism suggest indigenous groups in Australia, 

the Pacific Islands and North America and a number of other populations are genetically 

predisposed to diabetes.114, 142   

2.2.4 Complications of diabetes 

Diabetes is associated with a high rate of complications.  In the short term, acute high blood 

glucose or low blood glucose, each with severe associated metabolic derangements, can be 

fatal.115, 143, 144  Over a longer term, complications can be classified as macrovascular (large 

blood vessel), microvascular (small blood vessel) and neuropathy (nerve damage). 

2.2.4.1 Macrovascular diseases  

Macrovascular disease effects the coronary arteries, the aorta and the large arteries of the 

brain and limbs.  Damage to theses arteries can cause myocardial infarction (heart attack), 

stroke and peripheral vascular disease.  Factors increasing risk of macrovascular disease 

include hypertension, abnormal cholesterol, obesity, reduced physical activity, long-term 

hyperglycaemia and smoking.115, 117, 145  Individuals with diabetes tend to develop 

cardiovascular disease at a much earlier age than others.115  Worldwide145 and in New 

Zealand,146 cardio-vascular disease (CVD) is the leading cause of death – mostly due to 

coronary artery disease and stroke.   

2.2.4.2 Microvascular diseases 

Microvascular disease can damage any tissue in the body, most commonly causing diabetic 

nephropathy (kidney damage) and diabetic retinopathy (eye damage). 

Diabetic nephropathy is characterised by progressive structural changes (glomerular 

hypertrophy) and functional changes (loss of filtration and reabsorption functions, and loss of 

protein in the urine).147  Albumin is a protein produced by the liver and circulating in the 

blood.  By exerting osmotic pressure, it controls fluid balance between small vessels and the 

extra-vascular space where it nourishes tissues.  It also transports hormones and other 

molecules such as calcium and medications.  Albumin remains in the blood when it passes 

through a healthy kidney.  When it passes through a kidney with diabetic damage, it can leak 

though the kidney filter into the urine and be lost to the body.   

A quantitative measure of albumin loss is a strong predictor of kidney damage and is used to 

monitor kidney function (Table 4).  The term albuminuria is used to describe an abnormal 
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presence of albumin in the urine and can be detected early in the process of diabetic 

nephropathy.   

 

Table 4: Stages of kidney function 

Stage Kidney function  Estimated GFR Description 

1  ≥90%    90ml/min  Normal or high function 

2  60‐89 %      60‐89ml/min  Mildly decreased function 

3  45‐59%  45‐59ml/min  Mild to moderately decreased function 

3  30‐44%  60‐44ml/min  Moderate to severely decreased function 

4  15‐29%  15‐29ml/min  Severely decreased function 

5  <15%  <15ml/min  Kidney failure 
Adapted from Ministry of Health148 

The other main measure of kidney function is the concentration of creatinine in the blood.  

Creatinine is a chemical waste product from muscles, usually sent to the urine as it passes 

through the kidneys.  With progressive failure of kidneys, progressively less creatinine is 

eliminated, and more is retained, where it is measured in the blood to estimate a glomerular 

filtration rate (GFR).  

There is a well-established association between diabetes and cardiovascular diseases.127, 134  

Separately albuminuria and non-diabetic nephropathy are independent risk factors for 

cardiovascular diseases.  Individuals with diabetic nephropathy are at high risk of suffering a 

serious cardiac episode,149 which may be why many individuals with diabetic nephropathy die 

before reaching stage 5 or kidney failure.  Risk factors for diabetic nephropathy include: 

smoking, age, gender, familial and ethnicity hyperglycaemia, hypertension, duration of 

diabetes, albuminuria, and dyslipidaemia.14 

Diabetic retinopathy refers to damage to the retina at the back of the eye, however damage 

can also occur to the lens and iris.  Retinopathy can occur prior to diagnosis of type 2 

diabetes, probably indicating a long, asymptomatic phase in which diabetes was present but 

un-diagnosed.115, 144, 150  Diabetic retinopathy is a leading cause of visual impairment and 

blindness among working aged adults.115, 117, 151 It can be well-advanced before loss of vision 

is noticed.  Regular eye screening can detect damage early and treatment can prevent or delay 

further damage.  Risk of retinopathy is increased in the presence of diabetic nephropathy, 

hypertension and high LDL cholesterol.152, 153  Of all diabetes-related complications, diabetic 

retinopathy is the most specific to diabetes. 

Diabetic neuropathy is caused by both microvascular disease and other metabolic 

derangements associated with diabetes.  It is the most common complication of diabetes 

affecting up to half of people with diabetes.115  Neuropathy can affect sensory, motor and 

autonomic nerves, leading to a wide spectrum of dysfunction.  Sensory neuropathy can give 

rise to symptoms in the feet and legs of burning, tingling, numbness, loss to temperature 
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sensation, and loss of proprioception (position sense) in the ankle.115, 143, 144  Sensory loss 

contributes to foot injury, to not detecting foot injury, and, in association with microvascular 

disease, to poor healing of foot ulceration.  It is therefore strongly associated with 

amputation.115  Autonomic neuropathy can cause problems with blood pressure, digestion, 

urination and erectile dysfunction.115, 144   

2.2.5 Management of diabetes in New Zealand 

2.2.5.1 Clinical management 

New Zealand and international guidelines state that individuals with diabetes require regular 

care based upon patient-centred care planning.13, 18, 154, 155  This plan integrates glycaemia 

management, cardiovascular risk management, self-management and self-care education, as 

well as screening for and addressing any diabetes complications. 

In New Zealand diabetes management the majority of people with diabetes receive the bulk of 

their medical care from general practitioners and primary care nurses.156  Recommendations 

for best practice care are readily available in The New Zealand Primary Care Handbook 201213 

and the Quality standards for diabetes care toolkit 2014.155  These documents provide guidance 

on service planning and the delivery of equitable and comprehensive patient-centred care to 

people with diabetes.  While these documents are still relevant, concern has been growing that 

PHARMAC does not fund several glucose-control medications that are readily available 

internationally.157  The president of the New Zealand Society for the Study of Diabetes advises 

use of the American Diabetes Association/European Association for the Study of Diabetes 

consensus report Management of Hyperglycemia in Type 2 Diabetes, 2018 154 as the most 

current guidance for glucose management (Orr-Walker, written communication, April 2019). 

Best practice for diabetes care requires health care providers use their best judgement for 

each individual person or case.  Apart from applying current best practice,13 health care 

decision-making should consider each person’s clinical state, age, ethnicity, gender, 

comorbidities, and personal (and family) preferences.  Diabetes is largely managed through 

individualised prescription of medications to control glucose, blood pressure and lipids 

underpinned by patient-centred care principles, lifestyle management, and ongoing patient 

self-management education and support.154  Preventing retinopathy especially requires 

glucose control (along with screening and management of early retinopathy).  Preventing 

nephropathy especially requires tight control of blood pressure, especially using angiotensin 

converting enzyme inhibitors or angiotensin II receptor blockers, along with glucose control.  

Preventing macrovascular disease especially requires management of smoking, blood 

pressure and lipids.158, 159   
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Screening for diabetes, which will also detect (long-term) hyperglycaemia, has been actively 

promoted as part of a cardiovascular risk assessment, and has been a national health target 

and part of the national Primary Health Organisation performance programme since at least 

2005.13  The New Zealand Guidelines Group recommended that screening take place at least 

every five years for women from age 55, for men from age 45, and 10 years earlier for all who 

are Māori, Pacific, from the Indian sub-continent or have other known cardiovascular risk 

factors.160 

Living Well with Diabetes is New Zealand’s national diabetes strategy which has been 

developed in an attempt to achieve better health outcomes for people with diabetes.7   

Through the improvement of health services, information and resources, and financial and 

broader societal factors, the strategy seeks to reduce diabetes-related disability, morbidity 

and mortality of New Zealanders, especially those deemed at high risk, including Pacific 

peoples.  The vision is quite clear, that “all New Zealanders with diabetes, or at high risk of 

developing type 2 diabetes, are living well and have access to high-quality, people-centred 

health services.”7  However, despite diabetes having a major financial impact on the public 

health system as well as a significant impact upon New Zealand’s society, reporting and 

monitoring of the strategy’s objectives are not included among the national health targets.161  

Furthermore, to date there appears to have been very little reported about the effectiveness of 

the Living Well with Diabetes strategy.  

2.2.5.2 Self-management 

Self-management is fundamental to diabetes care.154  Clinicians contribute by providing self-

management support which, for example, includes information about diabetes, providing 

practical support with adherence (medication, diet, foot-care), life-style advice (physical 

activity, weight loss, smoking cessation), psychological support, and regular clinical 

reviews.16, 154, 155  See Chapter 2.5 for detailed discussion on self-management. 

2.3 Diabetes in Pacific peoples in New Zealand 

Diabetes research in New Zealand dates from the 1920’s where John William Hall162 

investigated diabetes treatment and mortality in New Zealand.  Following on, important work 

was undertaken by Prior and Murray and their respective colleagues in the 1960’s who 

highlighted incidences of diabetes in Pacific peoples both in the Pacific Islands and in New 

Zealand.58, 163-166  Important subsequent contributors in progressing New Zealand diabetes 

research include Baker et al167 and Lawrenson et al168 (advancements in screening for 

undiagnosed diabetes), Moore and Lunt,169 Scragg et al,170 and Simmons et al171-174 

(escalating prevalence of diabetes and complications), and Beaven et al175 (Diabetes 

education).  More recently, the rising prevalence of diabetes in New Zealand had been defined 
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as a national priority area by the Ministry of Health.4, 53, 176-178  Ethnic disparities and the 

over-representation of Māori, and Pacific when compared to the New Zealand European 

population has been highlighted.  The overall burden of disease has historically been under-

estimated as accurate estimates of diabetes prevalence has proven difficult.127, 179 

Diabetes in Pacific peoples was noted during the early 1960s39 through to the 1980s58, 180 

where migrant Tokelauan (especially women) had higher incidences of diabetes than those 

living on the island.  In the years following, increases in diabetes prevalence and incidence, 

along with contributing factors such as increasing obesity, highlighted the beginnings of a 

potentially serious health problem among Pacific peoples and disparity between Pacific 

peoples and other New Zealand populations.181  For example, in the mid-1990’s the Public 

Health Commission181 identified significant prevalence differences between Pacific peoples 

and New Zealand European, while the South Auckland Community Diabetes Planning 

Group182 highlighted that diabetes was four times more common in Pacific peoples; a risk 

that increased up to 10 times with obesity, and at least 10 times with increasing age.  Earlier 

work by Lunt and colleagues128 in Wellington had identified that age of onset of diabetes in 

Pacific peoples was 10 years younger, and this was later confirmed by Tomlin and 

colleagues131  working across New Zealand.  Their work suggests that these differences 

increase the possibility of untreated hyperglycaemia before diagnosis.169   

The 1990’s saw diabetes become a leading cause of end stage renal disease (ESRD) in New 

Zealand,183 where the rate of progression from diabetic nephropathy to ESRD for Pacific 

peoples was much more rapid than in New Zealand Europeans.  Prevalence data published in 

by Moore and Lunt169 in 2000 showed of all individuals on renal replacement treatment, 33 

per cent were of Pacific ethnicity, 91 per cent of whom had diabetes.   

During the early 2000’s and more recently, health disparities among Pacific peoples have 

continued to rise.  Pacific peoples are more likely to be overweight and have higher HbA1c 

levels; furthermore, microalbuminuria has become a common condition within this group.131  

The past decade has seen deeper exploration of many clinical and social factors, and 

increasingly research has identified the clear relationship between diabetes prevalence and 

increasing age, and diabetes prevalence and higher material and financial hardship.53  For 

example, Kenealy et al134 found ethnicity to be associated with the first cardiovascular event 

for people with diabetes where compared to New Zealand European is 30 per cent higher in 

Māori and Pacific peoples, and, 30 per cent less for Asian populations.  Similarly, prevalence 

of diabetes in association with an acute myocardial infarction is reported to be higher in 

Pacific peoples (38%) than Māori (36%) and New Zealand Europeans (15%).184  Using socio-

economic position to assess the association between diabetes, and level of deprivation and 

household income, Metcalfe et al185 reported strong associations where low household income 

and high area-level deprivation increased risk of diabetes.   
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Current data reports Pacific peoples in New Zealand have the highest rates (10.5%) of 

diabetes (in adults) compared to European/Other (4.7%); Māori (5.1%); Asian (5.5%).3  Nearly 

all Pacific diabetes is ‘type 2’.  Compared to other New Zealand ethnic groups, onset of 

diabetes for Pacific peoples remains 10 years earlier and complications develop more 

rapidly.129, 130   

Diabetes has become a leading contributor to avoidable hospitalisations for Pacific peoples;186-

190 a significantly different picture to the reports of less than three decades ago where the 

main reasons for hospitalisation for Pacific peoples were accidental falls, parasitic diseases, 

cancers and pneumonia for males, and childbirth, pregnancy, obstetrics or gynaecology 

related reasons for females.181  One in three Pacific adults aged 45 years or over now have 

diabetes and experience more complications than non-Pacific peoples with the condition.9  By 

age 60-64, approximately 39 per cent of Pacific peoples have diabetes compared with 7 per 

cent for New Zealand European.3   

While factors such as age, ethnicity, weight, residential area, and deprivation (material and 

financial hardship) are associated with developing diabetes,91, 134 there are multiple other 

factors associated with the progression from diabetes to (an)other chronic disease(s) such as 

diabetic nephropathy or diabetic kidney disease.  In New Zealand, the poor rates of screening 

for associated complications (such as diabetic retinopathy), contribute to increases in 

comorbidity prevalence among Pacific peoples with diabetes.151, 191  Pacific also represent 21% 

of new patients receiving renal replacement treatments.12  Compared to New Zealand 

European, Pacific peoples have a 3.8 times higher incidence of ESRD.192  Within the Counties 

Manukau region, Pacific peoples constitute 21 per cent (118,000) of the population.193  ESRD 

in this region is growing by 7 per cent per year,194 twice that of anywhere else in New Zealand, 

and the increase is predominantly within the Pacific population.195   

Approximately 25 per cent of the New Zealanders with diabetes have some degree of 

retinopathy, of which 10 per cent have sight-threatening diabetic retinopathy.151, 191, 196, 197  

Pacific populations have higher prevalence, experiencing mostly moderate to more severe 

diabetic retinopathy.151, 198-200  Pacific peoples with diabetic retinopathy have presented with 

higher glycaemia and were probably exposed to hyperglycaemia over a longer term.199  In 

another example of variation by ethnicity, among those living in the Auckland metropolitan 

region 40 per cent of Māori, Pacific peoples, and Indian have been identified as having some 

degree of hyperglycaemia; and the figure rises to over 50 per cent in those aged 45–49 

years.201  
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2.3.1. Life expectancy and mortality 

Mortality rates for those with diabetes are higher and increase with existing comorbidities.12, 

131, 132, 169, 202  Further, gender and ethnicity are also noted factors in mortality prevalence.  

Until recently, Ministry of Health mortality data has predominantly centred on the general 

New Zealand population with limited statistics relating to Māori.174, 203  Pacific were 

introduced as a separate group in 2012.  Commentators have long suggested, that the under-

reporting of causes and rates of mortality for Pacific peoples, combined with a lack of 

knowledge about diabetes, have contributed to an excess in admissions to hospitals and 

preventable deaths.3, 172, 174, 204-206   

Research during the 1990’s found diabetes and diabetes-related infections, ESRD, ischaemic 

heart disease, and cerebrovascular disease were major contributors to mortality rates among 

Pacific peoples.174  During this period, Pacific had comparable mortality rates to New Zealand 

European, but their risk of mortality from ESRD was 3 times greater than for New Zealand 

Europeans.  Recent evidence however, reports that compared to other New Zealand 

populations the amenable mortality of Pacific peoples have shown the least improvement;207 

life expectancy at birth for Pacific peoples is at least 5 years less than non-Pacific and non-

Māori and populations.   

2.4 Health perspectives – an overview 

The predominant medical paradigm208 biomedicine,209 has been widely disseminated 

throughout the world.  Devised by scientists for the study of disease,210 biomedicine focusses 

upon the treatment of disease; its core discipline is internal medicine where health is 

understood in terms of a focus upon human biology, “or more accurately, on physiology, even 

pathophysiology.”211(p.306)  In this context, health is represented as a somatic or physical 

phenomenon – the body’s freedom from disease and pain.  Efforts therefore centre on the 

physical or biological aspects of an individual’s disease or disability;212-214    

Medicine’s function is derived from the clinical knowledge of disease, investigative procedures, 

and therapeutic treatments; a knowledge formed from the basic science knowledge of 

anatomy, physiology and biochemistry.32  The influence of personal factors relating to a 

person’s individual and social beliefs, attitudes and norms, lifestyle factors or psychological 

conditions have largely fallen outside the remit of medicine’s responsibility and authority.  

However, increasing recognition of lifestyle-related health issues has seen a shift from 

biomedical interventions to a wider range of interventions that also include social and 

economic factors.215  Unlike biomedicine, where disease prevention is generally not 

considered, Lalonde,215 Baum,212 and Marmot216 among others, argue that healthier people 
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and communities could be achieved through public and population health strategies.68, 214, 217-

219   

2.4.1 Health promotion  

Within New Zealand, Te Tiriti o Waitangi (The Treaty of Waitangi) lies at the heart of health 

promotion, where it is undertaken in the context of the principles of partnership, 

participation and active protection.220, 221  As a strategy to achieving ‘Health for All’ – health 

promotion is seen as a process of enabling people to increase control over and improve their 

health.222-224  In practice, Labonte contends health promotion extends the limitations of 

medically defined, institutionally controlled programs:  

“…empowerment, or the capacity to define, analyse and act upon problems in one’s life 

and living conditions, joins treatment and prevention as important health professional and 

health agency goals. Psychology, political science and social theories join educational, 

marketing, policy and medical theories in developing program actions.”225(p.348)  

Health promotion ‘practitioners’ work to enhance health and wellness (health protection) and 

avoid ill-health and disease (prevention).  The World Health Organization’s Commission on 

Social Determinants of Health reported in its 2007 Interim Statement:  

“We see empowerment operating along three interconnected dimensions: material, 

psychosocial, and political. People need the basic material requisites for a decent life, 

they need to have control over their lives, and they need political voice and participation 

in decision-making processes. Although individuals are at the heart of empowerment, 

achieving a better distribution of power requires collective social action – the 

empowerment of nations, institutions, and communities.”226  

Within the context of health promotion, practice, participation and partnership are valued 

processes, and empowerment is a valued outcome.227  As a theoretical construct, 

empowerment involves processes and outcomes that improve health for those who are well, at 

risk of becoming unwell, or for those who already have an illness.219 

Determinants of health are the key to understanding health inequities.228  Determinants can 

lead to health improvements as well as health inequities.  Good sanitation, clean water and 

high levels of immunisation are all determinants that improve health.  Social disadvantage 

however, is linked to health inequity.216, 228  Health inequities are “avoidable, unnecessary and 

unjust differences in the health of groups of people.”229   They stem from sustained unequal 

distributions of social determinants such as income, access to health care, and housing, and 

are compounded by social inequities where there is a privileging of people or groups based on 

factors such as ethnicity, gender or social class.229, 230  In all countries including New 
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Zealand,  those with lower socioeconomic position experience higher persistent levels of 

chronic disease – a leading cause of differences in health, and quality and length of 

life.25  (Health determinants among Pacific peoples in New Zealand are discussed in Chapter 

2.1).  

2.4.1.1 Health education 

Health education has always been a prominent element within health promotion and is 

strongly advocated as a tool for achieving healthier populations.227, 231, 232  Based upon the 

belief that providing information is sufficient as a mechanism to empower people, health 

education was said to improve people’s knowledge about a disease or health condition, and 

therefore increase health-promoting behaviours, regardless of socio-economic contexts.233  

During the 1970’s, health education was largely directed towards the prevention of chronic 

diseases234  and focussed on communication but often failed to consider personal context. 

Health education was found to be effective among only those with “higher levels of education 

and literacy, personal skills and economic means.”234(p.260) 

During the 1980’s, health education incorporated social contexts where theory-informed 

interventions aimed to help people develop skills that enabled engagement in actions to 

improve health.  The focus on social contexts underpinned behavioural decisions and led to a 

number of theories - including social learning theory,235 theory of reasoned action,236 trans-

theoretical model237 - related to behavioural change and social marketing intiatives.238  

Despite reaching more people the effects of behavioural change interventions tended to be 

modest239 and did little to improve equity in health for the most underserved populations. 

Over last 30 years, there has been wide agreement that health education remains a pivotal 

function to achieving (effective) health outcomes.217, 219, 240  More contemporary approaches 

and models of health promotion have all included health education as a key characteristic. 

Tannahil’s Model241 for example comprises three over-lapping spheres of activity - health 

education, prevention, and health protection, where health education includes wider 

determinants of health and health behaviour.  Naidoo and Wills,233 Antonovsky,242 and Tones 

and Tilford243 similarly include health education for the purpose of informing health care 

decision-making.  Unlike the traditional linear models of communication where there were 

top-down one-way transfers of knowledge (from health provider to individual),217 

contemporary approaches view communication as two-way or participatory.  For individuals, 

the two-way interaction allows for comprehension, interpretations and questioning.217   

For health providers, many opportunities exist where practitioners can offer expert care to 

their patients and advocate power-with relationships219 by engaging not only with the illness, 

but also with the cultural and economic reality of their lives.24  In a longitudinal study of 
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interactions between health providers and diabetes patients, Dowell at al244 found enhanced 

communication could be achieved through identifying pre-existing patient knowledge and 

understanding, consideration of the patient’s social context, and reducing biomedical 

language.  Similarly, Sheridan et al24 found patients pursued the ideal of an engaged 

relationship with clinicians who allowed a conversation relevant to their needs and 

understood the context of their lives.  It is only through participatory communication and the 

exchange of information that health providers can understand individuals in the context of 

their lives.  

2.5 Self-management 

2.5.1 Self-management, self-care, and self-management support 

Self-management has become a common term associated with health promotion and health 

education programmes.  This is because the practice of health promotion empowers 

individuals to actively engage in their health and health education.  Actions that promote 

health are used by individuals to maintain wellness, including in the presence of chronic 

illness.26   

The terms self-care, self-management and self-management support, although often used 

interchangeably, are not the same.  Self-management is a term first used in the 1970s by 

clinical psychologist Thomas Creer to describe care associated with looking after asthmatic 

children.245, 246  Since this time self-management has become widely used in describing 

“people with chronic conditions (who) are their own principal caregivers” 247 and who are active 

participants in their own treatment.18, 248, 249  The intent is aligned with the belief that 

individuals can take actions to meet their own health, psychological, social, and emotional 

needs when living with chronic disease(s);247 where health providers create environments that 

support and create conditions that empower patients to better manage their chronic 

conditions.24, 154, 249   

Self-care is performing an activity - such as going for a walk, the daily monitoring of blood 

glucose levels, or eating appropriate foods250, 251 regardless of whether an individual needs 

support or is completely independent.252  Because self-care is a socially constructed concept, 

like self-management, it can vary across different contexts.253 Views of self-care can include 

self-management26, 252, 254 and vice-versa.255, 256  More generally, however, self-management is 

understood as the overall process of managing life with one or more chronic disease(s)26-28 

and where the person with health conditions is expert in their own life.  A partnership with a 

health provider who has expertise in disease management247 may support individuals to make 

informed decisions about their care and treatment.  Self-management support is traditionally 

viewed as the role of the health provider, and refers to the care, encouragement and support 
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they provide to individuals and their families through resources, information, and services 

that to enable people to effectively manage their own condition(s).17, 257   

Supporting patient self-management is a core function of health providers - nurses, nurse 

practitioners, doctors, pharmacists, and others in the multidisciplinary team - but only 

recently has a comprehensive taxonomy (or classification) of self-management support been 

developed.  Pearce et al16 derived components of self-management support from 969 

randomized controlled trials described in 102 systematic reviews and 61 implementation 

trials.  They examined more than ten long-term conditions included in the Practical Reviews 

in Self-Management Support (PRISMS) project,17 consulted an expert stakeholder group, and 

tested the utility of the taxonomy using a self-management support intervention for cancer 

survivors.  This taxonomy is confined to the actions of health providers who provide ‘direct’ 

self-management support to patients and their family carers - while excluding the influences 

of organisations and other ‘indirect’ support (for example, by improving computer systems).   

 

The PRISMS taxonomy advises on what health providers might do.  If however, the “patient is 

the ultimate arbiter of whether self-management support has occurred and been acceptable and 

effective”258(p.2) engaging with individuals and their families on how to effectively support self-

management is vital to improving health care and outcomes.  The 14 components of self-

management support from health providers comprise:  

 

 Information about condition and/or its management; 

 Information about available resources;  

 Provision of/agreement on specific clinical action plan and/or rescue medication;  

 Regular clinical review;  

 Monitoring of condition with feedback;  

 Practical support with adherence (medication or behavioural);  

 Provision of equipment;  

 Provision of easy access to advice or support when needed;  

 Training/rehearsal to communicate with health care professionals;  

 Training/rehearsal for everyday activities;  

 Training/rehearsal for practical self-management activities;  

 Training/rehearsal for psychological strategies;  

 Social support; and  

 Lifestyle advice and support. 

Effective patient-provider engagement is recognised as a key determinant to achieving greater 

benefit from self-management support15, 259-261 and can enable individuals and families to 

build knowledge about a disease, associated factors and treatment options; manage 

medications; reduce health risks through diet and exercise; and access resources and 
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services.17, 26, 27, 250, 262-264  Internationally, and in New Zealand, provider-driven self-

management support and self-management programmes such as The Chronic Care Model249 

are a principle response to the increasing prevalence of chronic diseases such as diabetes.154, 

265  The Chronic Care Model249 is an evidence-based multi-dimensional framework that 

argues for collaboration “between an informed, activated patient and a prepared, proactive 

practice team.”250, p.1  Two decades on, it remains the pre-eminent integrated framework to 

help primary care providers in New Zealand and across the world to improve patient health 

outcomes.  Developed as an organisational approach to care for people with chronic diseases, 

the CCM identifies self-management support as one of six essential elements.  As the “final 

common pathway by which providers and organisations influence health outcomes for 

individual patients and populations”258(p.1) self-management support is a crucial element of 

patient care. 

Self-management is integral to health promotion and disease prevention strategies7, 256, 266 

primarily by facilitating health literacy; supporting problem solving and decision-making 

about medications and treatment plans; and by determining which health-related goals need 

pursuing.  Through these actions individuals develop and strengthen their confidence in 

engaging in a particular action (i.e., they develop self-efficacy)26, 267, 268 reducing dependency 

on the health system.  Self-efficacy supports engagement in self-management through the 

development of confidence which leads to an individual feeling empowered and able to 

manage their health.254, 267, 269  In theories of social and individual behaviour personal belief is 

often understood to be important for enabling (or constraining) a sense of control over an 

individual’s environment and behaviour.236, 237, 270, 271  When faced with diabetes, individuals 

who can master new ways of coping with disruptions to ‘normal’ life are likely to be feel 

stronger and better able to self-manage.271 

The notions of consequence and controllability are prominent within diabetes-related 

literature, where increasing evidence associates a family history of diabetes with the sense of 

inevitability and a lack of controllability.272-274  Commentators suggest observational learnings 

from family members influence an individual’s behaviour and illness perceptions in later 

(adult) life.275, 276  In this way, Leventhal et al275 suggest that where families place a low 

priority on the (serious) nature of diabetes, observational learnings seemingly lead individuals 

to adopt similar behaviours in adult life.   

In New Zealand, and internationally, health organisations endorse self-efficacy as a 

successful strategy to individuals developing the confidence necessary to manage their 

chronic disease(s).265  However, self-efficacy is task-dependent and an individual can 

demonstrate higher efficacy maintaining a diabetes-appropriate diet than monitoring their 

glucose.  Moreover, self-efficacy does not ensure an individual’s actual ability to perform the 
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task.  Despite attempts to effectively self-manage, the incidence of complications of diabetes 

and comorbidities remains a major concern.277-284   

2.5.2 Diabetes self-management 

Similar to other chronic diseases, diabetes self-management includes adherence to 

therapies,13, 18, 259 sufficient health literacy,261, 285 self-management skills,18, 26, 259 effective 

patient-provider communication,18, 244, 259, 286 and continuity and coordination of care.18, 261, 287  

The achievement of good glycaemic control is a primary goal in managing diabetes well.  The 

diabetes self-management activities most commonly reported as central to effective metabolic 

control17, 18, 155, 288 include maintaining a diabetes-appropriate diet, regular physical activity, 

self-monitoring blood glucose levels, adherence to medications, and attending clinical and 

educational appointments (Table 5).   

 

Table 5: Activities central to metabolic control of diabetes 

Area  Description  

Diet Many people with diabetes are overweight and their diet is not diabetes‐appropriate. 
Meal planning is a key strategy to prevent the disease and avoid complications.  Reducing 
calories and portion sizes can help achieve/maintain a healthy weight and reduce glucose 
levels in the blood.   

Increased physical 
activity  

Exercise is one of the most effective ways to reduce excess weight or high blood glucose 
levels.  The body’s muscles use glucose when exercising reducing levels in the blood. 

Blood glucose 
monitoring  

Self‐monitoring provides individuals with information about their current glycaemic 
status or blood glucose level.  Monitoring assists individuals to maintain clinically optimal 
glycaemic levels, and adjust their diet, exercise or medication.  

Medication 
adherence 

In only the early stages of diabetes blood glucose levels may be controlled with diet and 
exercise alone.  However, most individuals require a combination of diet, exercise and 
medications.289  For those on medication, non‐adherence is the single biggest, 
changeable factor in achieving metabolic control,289 where an understanding of diabetes 
and medication effects can enhance adherence.    

Attending of 
appointments 

Self‐management includes a number of activities that require collaboration and working 
together with health providers.26, 27, 250, 262, 263  In New Zealand, scheduled appointments 
commonly total 4‐6 hours per year for clinical assessment and guidance on symptom 
management, blood glucose monitoring, diet, nutrition and medication management.   

 

In addition to influencing health outcomes, these activities increase quality of life.  While 

supported by health care providers, these activities are necessarily also largely managed by 

the individual at home, work or another non-medical environment.  While responsibility for 

self-management is often attributed to an individual,290, 291 families have increasingly been 

associated with supporting individuals practically, financially and/or emotionally to self-

manage.273, 274, 292, 293  Individuals who have supportive family members have better health 

outcomes compared to those who manage independently.294  
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Observational studies on diabetes self-management report that not all individuals achieve the 

same level of self-management, despite experiences leading to increased confidence and a 

greater ability to develop skills and self-manage the activities of daily living.295, 296  A primary 

obstacle for individuals achieving effective self-management has been attributed to a lack of 

disease-based (bio-medical) knowledge32 and a non-normative understanding of health-

related concepts.297  Low levels of disease-specific knowledge can impact practical knowledge 

critical to self-management. 

Diabetes education directed at individuals with little knowledge, or little experience of 

symptoms or situations cited in the education material (such as ‘feeling dizzy’ or of ‘ 

uncertainty of what to do with glucose readings’), not only fails to build confidence, but may 

undermine the individuals belief in their ability to cope.298  Poor knowledge has also been 

attributed to a state of resignation where diabetes-related complications are perceived as 

inevitable.282  Diabetes, and other conditions where symptoms are known to wax and wane, 

can be difficult to understand and manage, which can lead to unpredictable responses from 

individuals.26, 299, 300  Coming to terms with diabetes self-management, accommodating 

symptoms, medications, physical limitations, and psychological and emotional effects, 

requires an individual to make adjustments to their private, work and social lives.   

Effective self-management is driven by a number of motives that are often personally derived.  

For example, hope has been identified to motivate individuals diagnosed with terminal 

illnesses to find meaning and purpose and transcend beyond the initial shock of the 

diagnosis.301-303  The perception of disease risk in conjunction with emotional responses such 

as fear, is also shown to motivate engagement in preventative self-management activities such 

as foot self-care, regular blood glucose monitoring, and CVD or renal function screening.304  

Health literacy, a ‘composite’ term that can comprise ‘knowledge’ and ‘understanding’234 

includes motivation as one of its outcomes that in turn, brings about self-management.285  

Motivational messages that use personal contexts such as maintaining quality of life have 

been used to encourage various behaviours related to self-management,304, 305 and self-

care.279, 306, 307  A New Zealand study by Glover et al308  investigated smoking cessation among 

Māori and Pacific peoples and found strong motivating reasons to stop smoking included 

personal health, children, future pregnancy and cost.  These authors further suggested that 

motivational messages for smoking cessation should draw on these findings – focussing on 

emotionally and personally applicable triggers such as the association of exposure to second-

hand smoke with children’s illnesses, or the immediate risk of cigarette smoking to an unborn 

child.  Similarly, Dobson et al309 found individually tailored motivational text messages 

supported improved foot care and overall diabetes control. 
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2.5.2.1 Diabetes self-management education 

Along with self-management support, diabetes self-management education (DSME) is vital to 

the care of individuals with diabetes.119  Guided by evidence-based standards, DSME is an 

“ongoing process of facilitating the knowledge, skill, and ability necessary for diabetes self-

care…[that] incorporates the needs, goals, and life experiences of the person with diabetes.”310  

The primary objectives of DSME are to support individuals with diabetes to develop 

incremental knowledge, skills and abilities necessary for ongoing diabetes self-care.118, 119  

While improved clinical and lifestyle outcomes remain temporarily (up to three years) 

following completion of a DSME programme,311-313 authorities recommend critical points in 

time when individuals should be supported to participate in DSME: upon diagnosis, annually, 

upon the occurrence of complications, during transitions in care, and when additional 

attention to self-management is needed.119, 314  

Diabetes self-management education interventions, both individual and group, report variable 

outcomes286,314 including variability in programme goals and outcome measures, frequency 

and duration, teaching and learning format, characteristics of the target participants, and 

evaluation outcomes.286,314   Evidence largely supports the effectiveness of both group-based 

and individual DSME initiatives.  However, issues associated with measuring the many 

different primary outcomes across studies (such as the quality of study design and reporting) 

make it difficult to fully understand ‘what are the active ingredients’ of the interventions to 

build on in future research and clinical practice. 

Group-based programmes are considered to have a higher degree of improvement in diabetes-

related outcomes.315  Group-based programmes normally comprise a series of structured 

(interactive) teaching sessions that offer an environment where individuals can share 

experiences and ideas – learning from one another within a supportive setting.  Group 

sessions have also been successful in fostering the ‘acceptance of information’ by 

participants, and have enabled different educational strategies for learning to be used.316   

Individual-based education allows for a more tailored approach that can better accommodate 

cultural and personal preferences.  Reliant upon effective patient-health provider 

communication, individual-based education facilitates the ‘building on’ of previous knowledge 

and education.264, 286 

The benefits of self-management education to the individual with diabetes include improved 

clinical outcomes,317 improvements in HbA1c levels,311 reduction in risk of onset and/or 

advancement of diabetes-related complications,314 reductions in all-cause mortality,318 

reductions in hospitalisations and health care costs,314 and improved self-efficacy and overall 

quality of life.311, 314, 317, 319  However, despite these benefits, the number of people that receive 

DSME is persistently low.314   Barriers associated with attendance for example, can include 
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the individuals misunderstanding of DSME’s usefulness and effectiveness.  During a recent 

review investigating reasons for non-attendance, Horigan et al298 identified two key contexts: 

external barriers that prevent attendance (logistical, financial or medical); and personal 

perceptions that persuaded non-attendance (lack of knowledge, no perceived benefits, 

emotional, cultural).  These authors among others, suggest the need for broader and more 

flexible options (peer and online resources, and tailored learning)320 and the need for diabetes 

education to also be curriculum-centred in addition to patient-centred.298  In New Zealand, 

successful DSME among Māori, Pacific and other ethnic minority populations has been 

impeded by factors relating to language and cultural specificity and acceptability.23, 319   

In New Zealand, a broad range of DSME courses and training programmes are offered by 

individual communities, District Health Boards, and primary health care organisations.321  

Consistent with international recommendations, national guidelines advocate that individuals 

(and family) are informed of, and provided with, appropriate and locally available support 

services and resources.155  Furthermore, guidelines recommend individuals with diabetes 

receive structured DSME that is tailored to meet individual and cultural needs, including 

personalised guidance on nutrition and physical activity.  Recognised DSME programmes 

were developed in populations and setting outside of New Zealand.312  Yet while work is being 

done to adapt international, or develop programmes for the diverse New Zealand context, 

there is little consistency within DSME programmes within New Zealand.23  

2.5.2.2 Self-management of ESRD 

The aim of self-management within the first three stages of kidney disease is to delay 

progression to kidney failure through adherence to medications (ACE-I, ARB), blood pressure 

control, blood glucose control, and diet and fluid regulations.322  However once in renal 

failure, self-management becomes more complex when managing in the context of competing 

morbidities.  For example, increased physical activity is recommended for individuals with 

diabetes, however side-effects of dialysis may restrict or limit achieving this task.   

Self-management of ESRD is more medically focused with the objective being to prevent 

further deterioration of already failed kidneys through regular dialysis treatments, diet and 

fluid regulation, and medication management.  Non-adherence in ESRD management 

significantly increases risk of morbidity and mortality, and again similar to other chronic 

diseases, reasons for non-adherence relate to modifiable psychosocial factors including 

knowledge, medication beliefs, coping, and depression.323  Additionally, individuals with 

ESRD commonly experience one or more comorbid conditions along with related symptoms.  

It is therefore important for health providers to communicate information that individuals can 

transform into actions of self-care.18, 244, 259, 286  Like other life-limiting diseases, responses to 

ESRD self-management stem from influences of personal and social contexts; contexts that 



Background literature 

-35- 

shape motivation305 and feelings of hope or despair.303, 324, 325  Self-motivation factors were 

shown to be strongly associated with taking medications in a recent study examining 

adherence to phosphate binders in dialysis patients;306 perceptions about the benefits of 

taking such medication were found to underpin patients’ motives. 

Within New Zealand, there is less media relating to ESRD than to diabetes or CVD.  

Organisations including the Ministry of Health, Kidney Health New Zealand, and respective 

DHB’s offer necessary information for patients, families, and other supports.326  Due to its 

close link with dialysis treatment, self-management education is often administered and 

provided under respective DHB’s as part of their renal services, however, these are separate 

from clinical management guidelines, and there appears to be no consistency between DHB’s 

in service provision and education offered.   

Chapter summary 

The aim of this chapter was to provide background and context to the study and to highlight 

long-standing concerns relating to the health and well-being of Pacific peoples in New 

Zealand.  A definition of the term Pacific was presented along with profiles of Pacific peoples, 

diabetes management, and diabetes incidence and prevalence within the New Zealand 

context. 

Generally, compared to non-Pacific and non-Māori populations, the health status of Pacific 

peoples in New Zealand has remained poor.  Socioeconomic determinants directly contribute 

to a greater exposure to health risks, and barriers to accessing health resources and services.  

Outcomes of such barriers include the combination of late presentation and diagnosis, less 

access to appropriate medications and treatments, less effective ongoing management, and 

long-standing low engagement and participation in health care. 

The prevalence of diabetes among Pacific peoples in New Zealand has increased in epidemic 

proportions to where, compared to non-Pacific and non-Māori populations, diabetes is much 

more common among Pacific peoples where onset is 10 years earlier.  Screening rates for 

associated complications are also poor and contribute significantly to increases in 

comorbidity prevalence among Pacific peoples with diabetes; in contrast to New Zealand 

European, Pacific peoples have a 3.8 times higher incidence of ESRD.  Diabetes and diabetes-

related complications including ESRD have contributed majorly to mortality rates among 

Pacific peoples.  Compared to other New Zealand populations, amenable mortality rate for 

Pacific peoples is the least improved. 

Concepts of self-care, self-management, and self-management support were defined and 

discussed to make distinct their functions, the relationship between these concepts, and who 

(patient/provider/family or carer) is attributed responsibility for carrying out associated self-
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management activities.  There is good evidence to support an argument for self-management’s 

integral role in health promotion and disease prevention strategies, where primarily self-

management is shown to facilitate health literacy; support problem solving and decision-

making about medications and treatment plans; and help health-related goals setting.  While 

diabetes education is proven to be an important component of diabetes self-management, an 

individual’s perception of related benefits and current modes of delivery are seen as barriers 

for Pacific populations. 

The motivation to engage has been demonstrated to be crucial to diabetes self-management 

and to self-care specifically.  Self-efficacy was highlighted in relation to self-management 

because it emphasises building an individual’s confidence so that they feel empowered to 

manage their own health.  For those with diabetes, effective self-management is crucial to 

length of life.  Activities most commonly reported as central to effective blood glucose 

management were defined and included diet, increased physical activity, blood glucose 

monitoring, medications adherence, and keeping appointments.   

For individuals with ESRD, effective self-management is crucial to continued life.  Individuals 

must undergo regular dialysis treatments, perform vital activities such as measuring fluid 

intake or monitoring blood pressure, as well as managing other comorbid conditions which is 

common among individuals with ESRD. 
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3. Systematic review and realist evaluation of 
self-management 

Chapter overview 

This chapter addresses the secondary research question, How does context affect diabetes 

self-management?  I have chosen to perform a realist evaluation of self-management for the 

specific purpose of understanding the construct of self-management; to give context about 

Pacific peoples with diabetes’ engagement in their self-management, and allow associations 

between Pacific peoples and self-management to be made.  By taking a theory-driven critical 

realist approach, a clear framing of diabetes self-management was established as a basis for 

informing subsequent phases of this doctoral work.   

Presented as a PhD manuscript, this chapter includes content from the published article in 

line with the publisher’s copyright policy1 (see p.v).   

Schmidt-Busby, J., Wiles, J., Exeter, D. and Kenealy, T. Understanding ‘context’ in 

the self-management of type 2 diabetes with comorbidities: A systematic review and 

realist evaluation. Diabetes Research and Clinical Practice. 2018 Jun 11;142(8):321-

334. doi:10.1016/j.diabres.2018.06.003 

3.1 Introduction 

Care for type 2 diabetes (diabetes) demands constant self-management by individuals and 

their family.  This load is increased when comorbidities are present – which is often the case.  

If there are 8760 hours in a year, an individual who spends approximately six hours per year 

with a health care provider in scheduled routine appointments, needs to manage the other 

8754 hours themselves. Self-management has become a widely-used term, underpinned by 

the premise that the individual (with the long-term condition) is an active participant in their 

treatment.28, 248, 327, 328  Self-management involves individuals taking necessary actions to 

meet their health, psychological, social, and emotional needs associated with living with one 

or more long-term condition.  Self-management places the responsibility with the individual. 

The need to better understand the factors that may influence an individual’s participation 

and (poor) engagement in their own health care is an issue that many researchers and health 

practitioners have raised.15, 24, 261  For example, misunderstanding their condition and options 

(low health literacy) could result from confusion of symptoms between comorbidities329 or 

limited access to information.279  In both cases further exploration is needed to understand 

the fundamental reasons leading to poor engagement.  Therefore, to appreciate why and to 

what extent individuals engage in the management of their well-being, it is important to 
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examine the influences that shape both the personal characteristics of their often-complex 

lives, and the context within which health care decision-making occurs.   

Much research on self-management has attempted to draw a causal link between successful 

self-management and favourable health outcomes, or to describe barriers within self-

management that prevent effective management for individuals experiencing long-term 

conditions.  Notwithstanding this, the proliferation of literature on improving implementation 

of self-management suggests strategies are being implemented without a proper 

understanding of how they work, and for whom.  This lack of understanding risks placing an 

undue burden on individuals seeking effective management of their long-term condition(s).  

Much of the literature discusses health outcomes and system outcomes, improvements to 

implementation, and services redesign.  However, there is a paucity of literature that 

articulates the philosophy behind self-management; specifically, the structural and 

contextual factors that influence self-management effectiveness. 

Realism as a methodological orientation is concerned with the foundations, methods and 

consequences of science.  In addition to being theory-driven, an assumption is that social 

programmes are social systems with structures and layers that interact to form mechanisms 

and contexts.330-332  Within this framework causation stems from a process where a specific 

context triggers a particular mechanism, which in turn generates an outcome.  Pawson and 

Tilley.331 who developed realist evaluation methodology, contend it is this process: context + 

mechanism = outcome that distinguishes a realist review (including evaluation) from all other 

types of review.  

As theory-driven appraisals, realist evaluations give a comprehensive understanding of why 

multi-dimensional or complex interventions are successful or unsuccessful.331  Unlike 

traditional evaluations where assessment focuses on outcomes, realist evaluations ‘unpack’ 

the relationship between intervention and outcome.  A realist evaluation identifies what 

works, for whom, in what circumstances, and is “not performed for the benefit of science as 

such, but pursued in order to inform the thinking of policy makers, practitioners, program 

participants, and public.” 331, p.xii-xiii  

This article examines the concepts of diabetes self-management where, ‘self-management’ has 

been broadly conceptualised to be a programme “a plan or system under which action may be 

taken toward a goal,” 333 and, where the term ‘self-management’ encompasses self-care and 

self-management support.  As diabetes self-management is inclusive of many actions, the five 

most common (glucose monitoring, taking and managing medications, attending 

appointments, doing regular exercise, and eating appropriately) have been chosen from 

national and international guidelines for diabetes self-management, education, and 
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support.13, 18, 265, 327 These five actions aid blood glucose control and will be used to assess 

diabetes self-management.  

Guided by a realist evaluation approach, the focus is on the following questions: 

1. What are the underlying contextual factors that activate the mechanism(s) of 

diabetes self-management?  

2. In what way do these factors affect the effectiveness of self-management? 

Addressing these questions may assist health providers, policy and decision-makers, and 

funders to better understand what prevents people with diabetes from gaining full benefit 

from self-management.  

3.2 Methods 

Approaches to integrating qualitative and quantitative evidence include realist 

synthesis/evaluation, thematic, framework, narrative, and meta-narrative.330, 334-337  The 

choice of realist evaluation allows a review of complex interventions or programmes such as 

self-management, and is consistent with the nature of both the research questions and the 

purpose of synthesising the evidence.335, 337, 338  The systematic review was informed by the 

Preferred Reporting Items for Systematic Reviews and Meta-Analyses reporting guidelines.339 

3.2.1 Literature search strategy 

Search terms were compiled by JS-B, JW and DE, and comprised a list relevant to 

experiences of individual engagement with diabetes self-management.  Search terms 

included: ([diabetes mellitus type 2] or [type 2 diabetes] or [diabetes] or [T2DM] AND [self-

care] or [self-management] or [self-management support]); with (patient or consumer or client 

or individual or person*) AND (perspective* or perception* or belief* or experience* or realit*) 

AND (barrier* or obstacle* or hurdle* or difficult* or problem* or challenge* or enable* or 

benefit* or success* or activat* or engag* or participat*) AND (co-morbidit* or multi-

morbidit*).   

3.2.2 Literature selection 

Literature inclusion considered primary intervention studies or observational studies that 

used either qualitative or quantitative methodologies to focus on individuals’ experiences of 

type 2 diabetes self-management, specifically within glucose monitoring, medication 

adherence, appointment attendance, regular exercise, and eating appropriately. 
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Article inclusion was limited to English language, human, adults aged >19 years, published 

between 2000 and 2016, and within urban or metropolitan areas in Australia, Canada, New 

Zealand, United Kingdom, United States and Western Europe (countries which New Zealand 

traditionally compares itself with).  Databases assessed were relevant to public health and 

health promotion: Medline, PsycINFO, Pubmed, CINAHL Plus, and Scopus (Figure 2).     

 

                                 Figure 2: Literature selection process 

 

3.2.3 Quality assessment and data extraction 

To improve searching for relevant and sound quality articles 340, each article was classified for 

"format" (as a primary intervention study or an observational study), for "interest" (on 

individuals’ self-management of diabetes, including comorbidities), and "purpose" (pertaining 

to all three categories: (a) individuals’ activities: glucose monitoring, taking and managing 

medications, attending appointments, doing regular exercise, and eating appropriately, (b) 

individuals’ experiences of self-management, and (c) facilitators and/or barriers to 

engagement in self-management). 
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Studies reporting qualitative findings were appraised for validity using the Critical Appraisal 

Skills Programme (CASP) tool for qualitative research.341  This tool addresses the principles 

and assumptions underpinning qualitative research, and allowed us to systematically assess 

the appropriateness of each study’s research design, sample, data collection and analysis, 

findings, and the value or contribution of each study to existing knowledge, practice or policy.  

Studies reporting quantitative findings were appraised using the National Institute for Health 

and Care Excellence (NICE) quality appraisal checklist for correlations and associations.342 

The NICE checklist assessed study design and internal and external validity.   

3.2.4 Analysis of data 

A general inductive approach was employed to identify themes, and sort facilitators and 

barriers to self-management.  A realist approach was then used to analyse and synthesise the 

data.  This methodological approach commonly involves the formulation of hypotheses that 

are then tested using multiple methods of data collection.  In our analysis, we validate our 

hypothesis (see below) by way of literature review; drawing on the results of primary 

intervention or observational studies that focus on diabetes self-management.   

Realist evaluations assume programmes to be theories of what might cause change.330, 331, 343, 

344  Constructing an initial theory begins with having an understanding of the issue or 

concern, and then hypothesising how changes or interventions to the issue might be made.  It 

is through implementing the initial theory that the assumptions are tested.  Diabetes best 

practice guidelines, standards and toolkits327, 330, 331, 343-345 were used to construct the initial 

theory, that ‘self-management is an effective programme for managing diabetes’.  From here, 

we drew upon our knowledge from earlier self-management research24, 261, 346 and personal 

experience to formulate a hypothesis that explored the minimisation of risk or progression of 

diabetes; that ‘self-management (what might work) effectively helps all individuals with 

diabetes (for whom) regardless of socio-economic position (in what circumstances).’  

3.3 Results   

Of the 1,517 articles retrieved, a total of 30 articles met inclusion criteria; 22 primarily 

related to self-management of diabetes with the remaining 8 relating to self-management of 

comorbidities and other conditions (Appendix 1).  Microsoft Excel was used to support coding 

and classifying, and thematic analysis used to identify themes.  Context-Mechanism-Outcome 

theories were then constructed to identify the underlying contextual factors that influence the 

effectiveness of diabetes self-management.   
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3.3.1 Analysis  

In this study, we assume adherence is on the final common pathway in the causal chain 

linking behaviours of providers and individuals to self-management outcomes.  We found 

‘adherence’ was the common mechanism that (within given contexts) bought about positive 

and negative changes to the effectiveness of a self-management programme.  Adherence to 

glucose monitoring, taking and managing medications, attending appointments, doing regular 

exercise, and eating appropriately was triggered by contextual factors that facilitated or 

inhibited effective diabetes self-management.  

3.3.2 Facilitators of diabetes self-management 

A small number of contexts facilitated a positive impact on diabetes self-management health 

outcomes (Table 6).  Access to information and resources increased self-efficacy, and aided 

individuals to adhere to appointments, diet and exercise.  Combined with a good knowledge 

about appropriate foods, blood glucose and symptom management, individuals reported 

improved sense of well-being and a positive outlook to living with diabetes.278, 283, 296, 347-351  

For one individual, having had polio motivated him to exercise,279 while others experiencing 

additional conditions were motivated to understand their multiple medications.280  

 

Table 6. Facilitators of diabetes self‐management 

Mechanism Context Outcome 

Adherence to: 

 glucose monitoring,  

 taking/managing 
medications,  

 attending appts  

 regular exercise  

 eating appropriately 

 

 

 

 

 

Access to (tailored) information, 
teaching and reinforcing of information.

Improved sense of well‐being; a 
positive outlook to living with 
diabetes; patient engagement, 
improved self‐efficacy. 

Ideal communication using common 
(non‐clinical) language by health care 
workers. 

Improved sense of well‐being; a 
positive outlook to living with 
diabetes; patient engagement, 
improved self‐efficacy. 

The experience of comorbidities and/or 
additional conditions. 

Motivation to understand multiple 
medical conditions; improved self‐
efficacy. 

Support from family or social networks.  Practical assistance and motivation to 
adhere to all aspects of diabetes self‐
management; increased feelings of 
comfort and a sense of inclusiveness 
in the family. 
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3.3.3 Key barriers of diabetes self-management 

The biggest barriers to (effective) self-management were time, financial difficulties, and low 

self-efficacy (Table 7).  Time constraints included work commitments that prevented 

individuals attending appointments,295, 352  Working irregular hours such as night or shift 

work also made it difficult to take scheduled medications.281, 295  Food shopping and 

preparation were seen as inconvenient and costly; often ready-to-eat meals or fast food 

options were purchased even though the food was not appropriate for diabetes.281, 351, 353, 354   

Financial difficulties were mainly expressed in terms of affordability.  A number of households 

had limited, and at times insufficient money to cover daily living expenses.261, 279, 354, 355  

Others focused on being unable to afford equipment and medication, transport, and food. To 

cope, individuals described undertaking glucose monitoring only when necessary,351, 352, 356, 357 

and missing or lengthening times between medication doses.277, 284, 355  Those unable to afford 

transport and parking costs chose to attend only the most important appointments - often 

missing out on receiving medication prescriptions.355, 356  Unaffordability severely impacted 

food availability where individuals described eating insufficient food, skipping meals, and 

buying cheaper foods to offset costs.277, 279, 281, 284, 295, 351, 354-356, 358 

 

Table 7: Key barriers to diabetes self‐management 

Mechanism  Context  Outcome 

Adherence to: 

 glucose monitoring,  

 taking/managing 
medications,  

 attending appts  

 regular exercise  

 eating appropriately 

 

Work commitments, working 
irregular hours/shifts. 

Hindrance to taking medications, glucose 
monitoring, shopping and preparation of 
foods. 

Time constraints  Hindrance to taking medications, glucose 
monitoring, shopping and preparation of 
foods. 

Financial constraints  Insufficient money to cover daily living 
expenses; Unable to afford equipment, 
medication, transport, and/or food; Reduced 
monitoring of blood glucose and food intake; 
Missing doses or stretching medications 
across a longer timeframe; Non‐attendance 
at appointments; Non‐collection/dispensing 
of prescriptions. 

 

Self-efficacy is an outcome that can be viewed as an individual result of the context-

mechanism theory.  However, we found that in most cases, individuals had low self-efficacy or 

lacked confidence that spiralled downwards, highlighting an underlying context that 

destabilises the effectiveness of a self-management programme.  Low self-confidence in the 

ability to self-manage lead to infrequent or no glucose monitoring,283, 351, 355, 357  as well as 
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increasing worry and concerns about adverse effects from (multiple) medications or wrong 

dosages;353, 359 decreasing motivation;281, 351, 358 and a fear of being responsible for so many 

things – diet, exercise, medication, comorbid conditions.278, 281, 295 

3.3.4 Contributing barriers of diabetes self-management 

Individuals stated a lack of continuity of care and of effective communication impeded them 

from keeping scheduled appointments (Table 8).  Asymmetry of information provided by 

health care team members was also described as a frustration, along with the insufficient or 

overload of information provided.277, 278, 284, 347, 360-362  Individuals perceived a central issue to 

be the absence of an engaged relationship between themselves and the health care team.   

 

Table 8: Contributing barriers to diabetes self‐management 

Mechanism Context Outcome 

Adherence to: 

 glucose monitoring,  

 taking/managing 
medications,  

 attending appts  

 regular exercise  

 eating appropriately 

 

Lack in continuity of care and 
communication; absence of 
fostered relationships. 

Hindered keeping of scheduled 
appointments 

Asymmetry, insufficient, or 
overload of information  

Hindered the keeping of scheduled 
appointments 

Family tensions, lack of support, 
prioritisation of diabetes within 
family structure. 

Hindrance to maintaining an appropriate 
diet and keeping to medication and 
exercise regimes ; Isolation within the 
family; Sabotaging meals and exercise plans 

The experience of comorbidities 
and/or additional conditions 

Extra burden; Juggling between conditions; 
Unable to manage multiple conditions; 
Physical limitations (e.g., injuries, breathing 
difficulties, poor eyesight); Barrier to tasks 
such as exercise or reading glucose levels. 

  Social stigma, embarrassment.  Barrier to glucose monitoring, maintaining 
appropriate diet; Low self‐esteem. 

  Lancing the finger (glucose 
monitoring). 

Pain;  Annoyance at constant reminder of 
having diabetes. 

 

Many felt they were treated as ‘just another number’ with diabetes rather than being seen as 

an individual person needing support to manage living with diabetes.24, 261, 278, 283, 347, 360, 361  

Some individuals believed the health care provider was not effective, and had no recollection 

of being taught self-management strategies.24   

For some, family support proved to be a hindrance.  Family tensions were evident and 

individuals had difficulties in maintaining an appropriate diet and keeping to medication and 

exercise regimes.281, 355, 363  Often family members did not want to eat the same meals as the 

individual with diabetes, or other people were prioritised above the individual with 
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diabetes.278, 351, 363  Instances were reported of family sabotaging individual’s efforts to manage 

their diet, encouraging them to eat the wrong foods.  Separate meals needed to be prepared, 

and in one case, an individual ate alone.281   

Comorbidities and other conditions added extra burden277, 280, 282 especially when individuals 

found themselves juggling between their conditions, managing multiple medications, and 

needing to prioritise the most severe symptoms or conditions they were experiencing at any 

one time.  Physical limitations such as injuries, breathing difficulties, and poor eyesight 

created additional barriers280, 282 where activities such as exercising or reading glucose levels 

became almost impossible.   

Individuals said they were embarrassed administering insulin outside of the home.  Many 

stated they were reluctant to give themselves insulin at work or when in social situations,295, 

351, 357, 362 because they felt uncomfortable and feared being judged.  A stigma surrounded 

having diabetes and the need to eat diabetes-appropriate foods within a social setting made 

diabetes visible.  Some described a loss of enjoyment in eating out and said affordability and 

social pressure often exacerbated the problem of feeling stigmatised.353, 364  Other barriers 

included pain from lancing the finger for glucose monitoring351, 354, 357 and feeling constantly 

preoccupied with having to be mindful of managing diabetes.359   

3.4 Discussion 

In this realist evaluation of the diabetes self-management programme, we show how 

underlying contextual factors have a dominant ability to positively or negatively influence 

diabetes self-management effectiveness.  Contextual facilitators and barriers of self-

management are much wider than the health system.  Analyses of the studies included in 

this evaluation suggest that while diabetes self-management does help individuals to self-

manage their diabetes, for reasons of context, it does not help all individuals equally.   

To support the integration of evidence and to capture the complexity of self-management, we 

constructed a conceptual model (Figure 3) to represent the underlying contexts that influence 

diabetes self-management effectiveness.335  The results indicate factors that can impede 

people with diabetes from gaining full benefit from self-management, and which warrant the 

attention of health service providers, policy makers, and health system funders.   

It is likely that our findings apply equally to the self-management of other chronic diseases.  

An increasing number of individuals are experiencing comorbidities and other conditions.  A 

deeper inquiry into the way we provide services and resources within the health system is 

needed to better understand the burden on peoples’ already constrained lives. 



 

  

-4
6
- 

 

Figure 3: Diabetes self‐management effectiveness model 
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Self-management can become a central focus within people’s lives as it involves regular, daily 

activities.  However, the opportunity to engage in self-management requires access to 

resources, information and services, and access to relationships with health care workers; in 

order to develop, increase, and maintain the health literacy which is needed to make informed 

decisions about medication and treatment plans; and, to determine which health-related 

goals need pursuing. When these conditions are right, opportunities for engagement can even 

include influencers commonly associated with obstructing engagement.  For example, 

experiencing comorbidities can build motivation to understand the interaction between 

medications for each condition, and therefore improve self-efficacy in diabetes self-

management.  Through developing coping skills to manage the day-to-day experience of 

multiple conditions, individuals may acquire improved emotional well-being and more 

confidence in decision-making. 

Ineffective self-management is often attributed to an individual’s behaviour.  This is not 

surprising considering explanations of ‘self-management’ frequently focus on changing 

behaviour.263, 269, 287, 365  Within our model (Figure 2), behaviour is an action that is influenced 

by contexts that shape how individuals act and cope with diabetes.  Looking further 

upstream, self-management and engagement have a bi-directional relationship that is 

dependent upon access to be effective.  This relationship regulates the flow of information 

between the individual and their health provider - determining the degree of action taken by 

the individual in the management of their health care.366  In turn, these actions support 

individuals to develop and strengthen self-efficacy26, 267, 268, 367 therefore, reducing dependency 

on the health system.   

Hibbard and Cunningham,366 among others, suggest individuals need to have belief in 

themselves, and the ability to engage with their health care.15, 260, 352 Again, we found that 

ability is strongly determined by context - the characteristics that shape peoples’ lives, such 

as, socio-economic position, gender, age, culture, beliefs, experience of illness, work and 

family obligations, position within the family, and what is most important to them.  Moreover, 

we found that whilst these contexts fell within a number of categories - external supports, 

experiences of comorbidities and other conditions - financial ability was underlying.  

Financial inability to access resources, information and services has been a long-standing 

concern of most health systems.368  Effectively (self) managing diabetes with insufficient 

personal financial resources is described as impossible and  requires a balancing between 

health and personal issues where individuals’ management strategies often have a short-term 

effect that can place them at greater risk.284, 354, 369  Over the past 20 years of published 

research, individuals have voiced their frustrations and anger at the stresses of trying to cope 
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with diabetes self-management.24, 277, 279, 281, 284, 295, 351, 354-358 It seems that effective and 

sustainable strategies to help (low income) individuals with diabetes are no further ahead.   

Affordability must be understood as a context that is subject to change.  Much literature has 

associated low income with food insecurity and unhealthy foods.  For those with diabetes, a 

lack of financial ability to access diabetes-appropriate foods will impede optimal blood glucose 

management.  However, for these individuals, a lack of financial ability might also be 

associated with, for example, sickness “presenteeism” (continuing to work while unwell).370, 371  

Time off work when there is insufficient annual or sick leave often means unpaid leave, and 

for those already financially constrained, can be a strong motivator for sickness presenteeism.   

Structural weaknesses of diabetes self-management are made explicit by our model (Figure 

2).  It illustrates how one context may influence other contexts, as well as the mechanism of 

adherence, and where some outcomes can also become contexts.  Further, our model 

highlights the broader issue that, an effective (diabetes) self-management programme requires 

supports from agencies external to health.  While health care workers may be aware of the 

financial burden experienced by individuals in their care, a deeper insight into individual’s 

ability to undertake self-management is required.  Many commentators have suggested self-

management strategies for low-income individuals might require health care providers to 

(re)negotiate their ideal treatment strategy and co-partner in the development of potential 

strategies with individuals (which may include family members and carers).  

While the mechanism of adherence primarily remains within the medical and health care 

domain, the contexts are socially derived and often outside the remit of the person with 

diabetes, the health care team, and the health system.  Therefore, when the (re)negotiation of 

ideal self-management strategies are undertaken within the health care environment, often 

social issues are addressed with limited resolve and ability to influence.  The social, 

economic, political, environmental and commercial influences upon health have long been 

acknowledged and intersectoral collaboration has been promoted as an approach to improve 

population health and health equity.  However, establishing such collaborations is 

challenging, complex and often constrained by limited time and resources.  Failures in 

collaboration and coordination between agencies, often mean individuals fall between the 

gaps. 

3.5.1 Limitations 

This study has several limitations.  The analysis is necessarily limited to the available 

literature.  Further, we explicitly limited our review to individuals’ experiences.  We recognise 

that our findings require corroboration from other analyses followed by a model that 
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integrates individuals’ perspectives with other perspectives.  There were other strategies 

available to synthesise the literature, and it is possible these might lead to different 

conclusions and emphases.  A realist evaluation approach was chosen to synthesising 

literature because it allows knowledge to be accessed from a wide range of studies allowing 

for programme outcomes, impacts, and contexts to be described in studies that have been 

peer-reviewed and shown to have high reliability and validity.   

3.5 Conclusion  

These findings do not invalidate the current or continued practise of using self-management 

by health care workers promoting and supporting diabetes self-management.  However, there 

is a need to recognise and incorporate realist evaluation (what works for whom, and in what 

circumstances) as part of the initial design and/or implementation strategy for diabetes self-

management.  Findings from realist evaluation illuminate programme mechanisms and fine-

tune context rather than generalise overall programme outcomes.  Service providers, policy 

decision makers, health system funders, and social welfare government agencies can use 

such finding’s (new or revisions of the initial understanding of how an intervention or 

programme was thought to work) to influence and (re)design (new) programmes.  In 

conjunction with this methodological requirement, such evaluations (and programme designs) 

need to incorporate key stakeholders from all sectors, not just health.  To further evaluate the 

diabetes self-management programme issues raised in this study for example, context-

mechanism-outcome theories could be continued across social sectors and used to identify 

suitable solutions. 

This article demonstrates where an evaluation tool such as realist evaluation, can illustrate 

the (in)effectiveness of a self-management programme across multiple sectors. Our findings 

suggest that the diabetes self-management programme will bring about change (positive 

health gain) for individuals if the change is triggered by the mechanism (adherence) acting in 

the right conditions or circumstances (context).  The findings support affordability as a key 

weakness of the self-management programme; a context that impedes effective self-

management preventing those with insufficient financial resources from gaining (full) benefit 

from self-management.   

 



Methodological approach 

 
-50- 

Part B. Methodology and methods 

4. Methodological approach 
Chapter overview 

This chapter briefly introduces the competing paradigms of positivism and interpretivism and 

introduces Critical Realism as a meta-theory that accommodates both paradigms while 

retaining the strengths of each.  Mixed method research, at both a philosophical and practice 

level, fits within this meta-theory.  While not all methodologies and methods are compatible 

within a single overarching enquiry, the ontological approach of critical realism recognises the 

validity and potential complementarity of both qualitative and quantitative methods.  Within 

that framework, this thesis has bought together a realist review of literature, a (quantitative) 

cohort study, a (qualitative) ethnographic study, and an integration of findings.  This chapter 

aims to make clear the stance of critical realism and to explain the social phenomena through 

which context underpins causation.  Characteristics of mixed method research designs are 

discussed along with the logical rationale for using a mixed methods approach within the 

current study.   

4.1 Competing perspectives of positivism and interpretivism 

Health research has traditionally followed a positivist approach, commonly based upon 

epidemiology and firmly rooted in the biomedical model and origins of disease.211, 372  

Ontologically, positivism stems from realism, where reality exists independent of those who 

experience it.373-376  Within this perspective, the researcher is separate from the study and 

contexts are often not considered. Reality is seen as a single, objective reality, and meaning 

resides in objects - not within ourselves.377  

Linked to the early thinking of theorists such as Auguste Comte, Emile Durkeim, and John 

Stuart Mill, positivist principles derive from the conviction that accuracy and certainty lie 

within the scope of scientific knowledge.  Knowledge, therefore, is generated (deducted) 

through laws and absolutes (time, context, universal).  In research, these approaches 

specifically aim to quantify and analyse causal relationships between variables,374 requiring 

large samples in order to make predictions and generalise results.  Conducted inside closed 

systems or artificial/experimental environments, causality is derived by the Humean analysis 

of causality in terms of constant conjunction and inductive statistics.378, 379  Focussing on 

quantifiable and patterned aspects of social behaviour, the strengths of positivist approaches 

include the ability to easily manage large datasets and generalise results for example, across 

large populations in different settings.380  Separating the social world into experimental 
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components or variables, it explores associations within patterns and can perform testing 

under different conditions without affecting real subjects.381  

However, positivist accounts of phenomena (within the social world) are mostly described as 

numerical relationships that can only describe or infer, but not explain.  As an example, 

positivist assertions may infer that regular attendance at diabetes management education 

clinics is associated with effective diabetes self-management.  Reasons or mechanisms behind 

why such clinics positively affect diabetes self-management are not explained.  Research 

within social science (including health) has been ontologically divided between positivist and 

interpretivist perspectives or worldviews.373, 378, 379, 382  Reality perceived through positivism is 

regular, uniform and constant.  Reality is also tangible, where objective knowledge is attained 

through direct experience or observation.383  In direct contrast to positivism, interpretivist 

perspectives highlight multiple (subjective) realities that are socially constructed and 

mediated by personal interpretation of the reality or realities.373, 377  Within interpretivism, 

knowledge is understood to be (inductively) gained through the social construction of ideas, 

language, discourses, and experiences.  Underpinned by relativist ontology, researchers 

working within a framework of interpretivism treat all phenomena as equally valid - where 

truth is relative to the individual.373  In this context, while individuals can experience the 

same phenomena, meaning can be constructed in different ways.   

Philosopher Immanuel Kant argued that people cannot directly experience phenomena of 

their external world as it is, rather, they experience it through the interpretation of their 

sensations;384 where sensations are representations or understandings caused by our 

receptivity.  For interpretivists, understandings about the social world can only be gained by 

those participating in it.377  Meaning that reality is created through our engagement with the 

world we are interpreting.  Using Crotty’s tree analogy as an example, within interpretivism, a 

tree is only a tree because people have constructed it to be a tree “…given it the name, and 

attributed to it the associations we make with trees.”377, p.43   

4.2 Critical realism 

“Critical realism is concerned with the nature of causation, agency, structure, and relations, and 

the implicit or explicit ontologies we are operating with.”385  What influenced the change? 

Would there be a change if circumstances were different?  Why?  What circumstances?  The 

answers to these questions require reflective assessment and critique.379   

Critical realism emerged from the ‘paradigm wars’ of the 1980s374 as an approach to recognise 

and incorporate the relative strengths of positivism and interpretivism.  It is largely associated 

with the British philosopher Roy Bhaskar379 and others who followed this tradition.385-387  

Critical realism is considered a suitable middle ground alternative to positivist and 
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interpretivist approaches for conducting social science and health-related research.331, 379, 386, 

388  As a meta-theory, critical realism is “a reflexive philosophical stance concerned with 

providing a philosophically informed account of science and social science which can in turn 

inform our empirical investigations.”385  The ontology of critical realism is located within post-

positivism, encompassing many frameworks, beliefs, and philosophical views.379, 382, 386  For 

critical realists, the nature of reality (ontology) is not reducible to our knowledge of reality 

(epistemology) - although understandings of reality are constructed through an individual’s 

judgements and perceptions.389  An important tenant of critical realism is that reality can 

exist outside of this perception390 and that some realities cannot be known;373 what is real, 

exists outside our own knowledge of reality.  Critical realists suggest social scientific 

investigation can only take place in a social or fully open-system.379   

Despite the opposing perspectives between positivism and interpretivism, reality within each 

perspective is reduced to human knowledge,379 regardless of whether such knowledge acts as 

a container or lens for reality.391  Yet within critical realism reality is perceived as theory-

laden, rather than theory-determined.379  Critical realism is critical because it engages 

explanations and causal analysis to examine how knowledge about that existence has been 

created, rather than solely relying upon empirical description,391 or taking appearances at 

face value.  Causality therefore, is not only established on the basis of association, but is 

determined through examining the social structures that generate them.  Hence social reality 

is complex and characterised by the understanding of agents and structures being 

interdependent.  In critical realism structure and agency each have distinct properties.379, 392  

Social structures are the conditions that influence agency -seen as relatively enduring social 

relations or institutions that are here prior to, and remain after the lives of individuals (who 

are the source of agency in the social world).393  Although shaped by structures, agency is the 

individual characteristics and outcomes of peoples actions; our individual ideas, values, and 

meanings as well as our actions, decisions and choices – elements that in turn, can 

reproduce and transform social structures.379, 392 

Considering how critical realists develop initial hypotheses about the nature of a structure, 

agency, relation or causation (which will in turn generate a theory or explanation about the 

outcome that is being observed) critics argue that the open-system explanation cannot test or 

appraise theories because critical realism relies upon a priori knowledge about how 

structures operate.387, 394  However, an outcome cannot be explained without an existing 

knowledge of how the structure operates.  Social science within realism is about explanation, 

not prediction.379  Sayer395 argues that “social life creates some of social science's most difficult 

problems” and that because it is almost impossible to isolate each one within research, that 

the inclination is to “attribute to one structure what is due to another”.  
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The realist perspective, of looking beyond what is observed, differs from other philosophical 

standpoints of causality.  Within positivism, causality is derived from empirical evidence373; 

while within social interpretivist or interpretivist paradigms, positionality is used within the 

research to make sense of and interpret the meanings others have about the world.396  Within 

critical realism however, reality is more than what is observed; it has many layers where 

outcomes result from causal or generative mechanisms (mechanisms), and knowledge is 

socially produced through theories and discourses (transitive) or through social phenomena 

and physical processes (intransitive).379   

Outcomes (states of change, no change or stability that result from interactions) are 

understood through causal influencers and their context (social environments or settings).385  

Reality is either real (objects, structures and mechanisms that exist), actual (occurrence of 

events but not necessarily experienced), or empirical (experienced directly or indirectly) as 

shown in (Table 9).379  Reality in this context does not conform to regularities among 

sequences of events, nor does reality take into account our experiences of events; reality has 

endless categories and possibilities that are not bound by our human knowledge or 

experiences.379   

 

Table 9: The overlapping domains of reality according to critical realism 

  Real  Actual  Empirical 

  (objects, structures and 
mechanisms that exist)

(occurrence of events but not 
necessarily experienced)

(experienced directly or
indirectly) 

Mechanisms       

Events       

Experiences       

Adapted from Bhaskar379 

 

Mechanisms belong to different (sub)levels or structures (physical, social, human, economic, 

aerodynamical) where, two or more features may combine to produce new events and/or 

experiences.379, 397   Commentators agree that within a critical realist approach, both social 

practices and existing theories behind why such practices are undertaken or adopted are 

critically examined.331, 386, 398, 399  Critical realism uses observation and a priori knowledge to 

construct hypotheses about causality of effect, an example is seen in Pawson’s and Tilley’s 

realist evaluation;331 identified in Chapter 3.  Another example, in research by 

Higginbottom400 on immigrants experiences of maternity care in Canada sought to identify the 

underlying structural influences - norms, values and beliefs held by migrant women and 

health providers that impeded their access to maternity services.   
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4.2.1 Critical realism in health services research 

Health services research has often maintained a focus on the strong and pervasive 

association between health, and contextual factors such as material deprivation, and 

poverty,401 and social determinants (including class, age, gender, ethnicity, disability, place) 

have been highlighted as key contributors to health outcomes.402, 403  Perhaps the clearest 

example of positivist health research is the randomised controlled trial in which people with 

‘known’ and ‘unknown’ context are randomly assigned to groups, allowing context to be 

eliminated as an otherwise-confounding factor.  However, the randomised control trial has 

been responsible for major advances in knowledge and evidence-based health care and is an 

example of the need for a range of research methods appropriate to the inquiry at hand.  

Nevertheless, context has become increasingly important and a factor to address research 

questions that should not be ignored.404  Within intervention-based programmes especially, 

paying greater attention to context offers a challenge to (historic and current) assumptions 

about target populations and highlights the necessity to align “program design and 

intervention activities with the realities of the setting for which they’re intended.”404(p.300) 

For this reason, critical realism has been effectively used as a philosophical framework in a 

number of evaluative studies within different health settings.  Harris and colleagues405 

explored the interactions between components of complex interventions for suicide prevention 

using an evaluation study design.  Through focussing on the context surrounding 

implementation, they identified how external elements such as media, self-support groups, 

and community affected the intervention.  Another study using critical realist philosophy 

explored factors associated with decisions not to have home-dialysis made by older adults 

with chronic kidney disease, despite clear health, societal and economic benefits.  Harwood 

and Clarke406 in seeking to understand how personal and structural factors influenced 

decision-making, found inadequate supports and resources and other personal factors, not 

age alone, influenced decisions.  

Critical realism offers the prospect of changing the current way we think about and approach 

health promoting initiatives, through uncovering causal or generative mechanisms.407  The 

use of observation to construct hypotheses about causality and effect provides a framework 

for understanding the reality of self-management for Pacific peoples with diabetes, the social 

generative mechanisms, and the interaction between the two.  While critical realism brings 

contextual variation to the forefront,379, 395 research outcomes of interest also extend towards 

examining process-centred or structural factors that enable or inhibit change (action).  

Critical realism offers a common logic for understanding both the construct of self-

management and an individual’s perception of disease.408  From a methodological perspective, 

it is considered philosophically and theoretically coherent with mixed methods research due 
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to its compatibility with the essential methodological characteristics of both qualitative and 

quantitative research.390, 409   

Since its inception, critical realism has increasingly been used within mixed method studies 

because it treats both qualitative and quantitative research perspectives as equally valid and 

useful.390, 408  A critical realist approach uses academic reasoning to interpret data from a 

range of sources.408  Many commentators agree that the relationship between critical realism 

and mixed methods research provides an opportunity for wider and more in-depth questions 

to be asked and answered and a more diverse range of perspectives to be explored.283, 390, 408, 

410  However, consensus suggests “it is the way that methods are used which is important, 

rather than the methods themselves.”411,p.414  That is, while some within critical realism do 

favour quantitative methods for identifying and distinguishing the properties of variables412 or 

qualitative methods for their ability to identify contextually-grounded explanatory 

mechanisms,395 there is agreement that relevant methods should be used ‘as and when 

appropriate’ 413(p.59) rather than rejected because of the way they might be traditionally used.  

In Table 10, I site the methods used in this thesis within the domains of Bhaskar’s critical 

realism.   

Table 10: Siting methods used in this thesis within the domains of Critical Realism 

  Real  Actual Empirical 

(objects, structures and mechanisms 
that exist) 

(occurrence of events but not 
necessarily experienced) 

(experienced directly or  
indirectly) 

Mechanisms   Realist review/evaluation     

Events     Cohort study   

Experiences       Ethnographic study 

 
Highlights structures and mechanisms 
of diabetes self‐management. 

Illustrates the events generated by 
structures and mechanisms. 

Describes the lived experience of 
diabetes self‐management. 

Adapted from Bhaskar379  

 

4.3 Mixed methods research design  

Mixed methods research is more than just a combination of quantitative and qualitative 

methods followed by an interpretation of the findings.  Mixed method research designs are 

considered “an approach to knowledge (theory and practice) that attempts to consider multiple 

viewpoints, perspectives, positions, and standpoints.”380  They are largely used to expand or 

enhance study aims,414 and ensure comprehensiveness and triangulation of results.415  

Compared to single method designs, this approach can accommodate a wider range of 

secondary research questions.  Mixed methods research represents the collection, analysis, 
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and interpretation of quantitative and qualitative data, either as a single or series of studies 

that investigate the same research problem.389, 416    

Yet the underlying assumptions of quantitative and qualitative philosophies have given rise to 

several debates about the incompatibilities between quantitative and qualitative 

paradigms,417-419 including the post-positivist war against positivism,381 and the disputes 

between post-positivist, constructivist, and critical theory paradigms.  It was during the ‘post-

positivist, constructivist, and critical theory’ dispute that the incompatibility thesis420 was 

challenged, and the use of mixed methods endorsed.418   

Mixed method research designs offer a suitable approach to explore the complex health and 

social issues of marginalised, underrepresented or underserved populations.375, 376, 389, 421  

Furthermore, ensuring interaction between methods infers a collaboration of complementary 

strengths and non-overlapping weaknesses.  By drawing upon the strengths of quantitative 

and qualitative methods, mixed method research provides an integrative approach for 

investigating complex and multi-layered processes and systems that may require both forms 

of data.414   

 

Table 11: Characteristics of basic mixed methods designs 

 

Design  Characteristics  Purpose  Strengths  Weaknesses 

Convergent  

parallel 

Concurrent 
quantitative/qualitative 
data collection. 

To confirm or 
corroborate findings 
within a mixed‐
methods study. 

Well validated and 
substantiated findings. 

Less time consuming 
than sequential 
approaches. 

Requires more effort 
and knowledge to 
adequately research a 
phenomenon with two 
methods.  

Sequential 
explanatory 

 

Priority:  
Quantitative 

Quantitative data 
collection that is 
followed by qualitative. 

Results/findings 
integrate during 
interpretation. 

To help interpret 
quantitative results.  

Explaining and 
interpreting 
relationships. 

A straight forward 
design that is easy to 
implement. 

Is time consuming, 
especially if both 
methods are given the 
same priority.   

Difficulties comparing 
findings with results 

Sequential 
exploratory 

 

Priority:  
Qualitative 

Qualitative data 
collection that is 
followed by 
quantitative. 

Results/findings 
integrate during 
interpretation. 

To help interpret 
qualitative results.   

To explore 
phenomenon. 

A straight forward 
design that is easy 
implement. 

Advantageous for 
building new 
instruments. 

Is time consuming, 
especially if both 
methods are given the 
same priority.   

Difficult to transition 
from qualitative analysis 
to quantitative data 
collection. 

Adapted from Creswell and colleagues389, 422 

Mixed method designs can use sequential, embedded or concurrent data collection strategies 

in which equal priority is assigned to both, or priority is skewed towards one method.422  The 

characteristics of these basic mixed methods research designs are presented as a summary in 
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Table 11 above.  Creswell and colleagues identified ‘convergent parallel, explanatory and 

exploratory’ designs as basic strategies for data collection, priority and integration of mixed 

methods389, 423 (Figure 4).   

Figure 4: Basic mixed methods designs  

(Adapted from Creswell and Plano Clark383) 

 

Building on the conceptualisation of Creswell and Plano Clark above, Leech and 

Onwuegbuzie416 developed a three-dimensional integrated design (Figure 5) that makes 

explicit the level of mixing, timing orientation, and priority or weighting for each approach 

within mixed methods design.  Within this concept, fully mixed method designs use 

qualitative and quantitative methods across all components of a study.  In partially mixed-

method designs, quantitative and qualitative methods remain distinct throughout the data 

collection, analysis, and results; mixing of data occurs during the interpretation phase.416   

 

 Figure 5: Three‐dimensional integration mixed methods design  

 (Adapted from Leech and Onwuegbuzie410) 
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The current study employed a sequential mixed method research design389 where the 

qualitative component has a stronger weighting.  Firstly, quantitative data collection, analysis 

and interpretation was undertaken, followed by qualitative (Figure 6).  During integration, all 

data was amalgamated and interpreted as a whole to answer the primary research question.  

 

Figure 6. Mixed method design used within the current study 

 

A mixed methods approach was chosen because the integration of the realist evaluation of 

self-management literature (phase 1) and the findings from both quantitative and qualitative 

phases could provide a more comprehensive answer to the research questions than by using 

either method alone.389  Participant criteria for the small qualitative dataset (n=16) were 

defined using selected criterion from a subset of those within the large quantitative dataset 

(n=17,616).389, 423  The practical nature of the mixed method design supports greater 

opportunity to explain, explore or corroborate findings within a single study.   

However, there are many issues relating to methodological rigour within mixed methods 

research paradigms, and an equally wide variety of  responses about the best way(s) to 

address rigour.424  Andrew and Halcombe argue that validation should follow the standard of 

the dominant method within the design,425 where consideration should not only be placed on 

the methods but also on the overall methodological design.  Dellinger and Leech, among 

others suggest individual methods adhere to respective standards for rigour.389, 426, 427  Teddlie 

and Tashakkori use separate arguments of internal and external validity, proposing 

methodological rigour be (1) the quality of the data, design, and data analysis, and (2) the 

quality of the integration and interpretation process.428  Creswell and Plano Clark suggest in 

the case of a sequential quantitative-qualitative design, that rigour is enhanced by selecting 

participants for the second phase from participants within the first phase.389  They add that 

rigour is further strengthened through “having a large quantitative sample complemented by a 

small qualitative group.”423  In this design, the quantitative and qualitative components each 

adhere to respective standards for rigour.389, 426, 427   
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A potential weakness of mixed methods research is that the gathering, analysing and 

integrating of mixed method data is time consuming, and the researcher needs to be 

knowledgeable in both qualitative and quantitative methods.410  Many commentators advise 

that the integration of very different philosophical paradigms can be challenging.376, 429  

Furthermore, mixed methods research can be difficult for a single researcher and may require 

the support of a team.  In my case, as the sole researcher, I have had the practical support of 

supervisors and advisors with diverse methodological, cultural, social and clinical knowledge.   

Like most approaches, mixed method studies are driven by the research question.376, 381, 430  

Creswell and Plano Clark,389 among others advise that the overall research question be well 

thought-out and that separate questions are formulated for respective qualitative and 

quantitative phases.431   

Table 12 gives an overview of how the overall research question is addressed in this mixed 

methods study.   

 

Table 12: Overview map of research question to study phase 

Primary research question   
What factors influence opportunities for Pacific peoples with type 2 diabetes to engage in self‐management of their 
illness? 

Secondary research questions 
Realist evaluation & 
background literature 

Cohort 
study 

Ethnographic 
study 

How does context affect effectiveness of self‐
management? 

    

What personal and service‐related factors are 
associated with end‐stage renal failure for Pacific 
peoples with type 2 diabetes? 

     

What is the lived reality of illness for Pacific peoples 
with diabetes who have progressed to ESRD? 

    

 

The overall research question is supported by secondary questions specific to each phase.  

The use of secondary questions in this thesis provided context and legitimacy to the research 

question through: 

 Evaluating the theoretical understanding of how self-management works through realist 

evaluation.331, 385 

 Providing a bio-medical context of the current landscape through descriptive statistics432, 

433 and survival analysis;434-437 where administrative data are used to illustrate the 

demographic and health characteristics of Pacific peoples with diabetes in New Zealand, 

and to identify factors associated with ESRD risk.  



Methodological approach 

 
-60- 

 Describing engagement in action through undertaking a focused ethnography438-440 of 

diabetes self-management among Pacific adults with diabetes who have progressed to 

ESRD. 

The integration of process and integration of findings are both critical to a strong mixed 

methods approach.  Several commentators highlight the challenges of maintaining the 

integrity of a coherent mixed methods study, cautioning against unintentionally allowing the 

study to convert into two or more parallel studies.376, 389, 441, 442  To minimise this risk, 

relationships between quantitative and qualitative data should be made clear throughout the 

different stages of the research429, 441, 443  In this way, integration generates thicker description 

and a fuller interpretation when stages are “explicitly related to each other within a single 

study and in such a way as to be mutually illuminating, thereby producing findings that are 

greater than the sum of the parts.”442    

Common strategies used for integration include the merging of data which consists of 

combining qualitative and quantitative data; embedding a secondary dataset within a larger 

primary dataset; and integration by linking or connecting data throughout the study.389  

Within the overall design of the current study, the findings of each phase complement one 

another, rather than oppose or contradict444 (Figure 7, Chapter 5).    The thesis design 

includes one or more publications for each study as the ‘results’ or ‘findings’ chapter.  In 

doing so, this means that both the ‘discussion’ and ‘strengths and limitations’ begin within 

each respective publication – and then are completed in the final chapters. 

For each phase, the data and findings were ‘pulled together’ to inform the discussion and 

conclusion for each respective publication manuscript.  While findings are also linked 

throughout the current study, the overall integration of data occurs during the interpretation 

(Chapter 9) and conclusion.  I used a convergent triangulation approach for integration, 

where knowledge is developed through bringing together “substantive findings across a 

diverse set of methodologies.”445  This approach was congruent with critical realism and mixed 

methods research, and enabled the generation of “valid and well-substantiated 

conclusions”.389  

Specifically, I used the overall and secondary research questions to frame the synthesis.  In 

addressing each question in turn, I consolidated relevant findings from each phase, 

integrating them into a combined narrative (summary discussion of findings, Chapter 9.1).  
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Chapter summary   

This chapter described taking a critical realist stance to understanding social phenomena 

through context underpinning causation and described how mechanisms embedded within 

social structure are contextually dependant.  Used within health research, a critical realist 

framework provides the landscape for the conditions (context) that facilitate or hinder health 

related activities. 

The current study uses a sequential mixed method design to enable the collection of different 

(quantitative, qualitative) but complementary data on the same topic of inquiry.  To maintain 

the integrity of a coherent mixed methods design, study findings in this thesis will be linked 

between phases and also integrated during interpretation using a convergent triangulation 

approach (Chapter 9).   
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5.  Methods 
Chapter overview 

This chapter presents the methodological framework of the study and describes the 

quantitative and qualitative methods used within this study.  The rationale for selecting these 

methods over other methods is described and includes detail on the strengths of the methods, 

and the strategies used to manage the potential limitations of a specific method.  The 

quantitative phase of the study is a closed cohort study that is retrospective and 

observational in design.  Data collection and analysis procedures include descriptive 

statistics, logistic regression modelling, and survival analysis. This phase addresses the 

secondary question, ‘What personal and service-related factors are associated with end-stage 

renal disease for Pacific peoples with type 2 diabetes?’   

The qualitative phase employed a focused ethnographic approach, where data collection 

comprised field observations, field notes, and in-depth face-to-face interviews.  To code and 

identify emergent themes, thematic analysis was used.  This phase addresses the secondary 

question, ‘What is the lived reality of illness for Pacific People with diabetes who have 

progressed to end-stage renal disease (ESRD)?’    

5.1 The methodological framework 

Each investigative component of the study is termed a phase and is conceptually presented in 

Figure 7 below.  
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       Figure 7. Methodological framework of the study 

Phase 1 comprises a review of background literature (Chapter 2), and a realist evaluation of 

self-management literature (Chapter 3).  Realist evaluations are a type of theory-driven 

evaluation method that uses a context + mechanism = outcome equations to evaluate social 

programmes; in this phase, diabetes self-management literature is used to understand the 

construct of self-management, and identify what might work, for whom, and in what 

circumstances.  Key findings (shown as     ) from phase 1 provide an understanding of how 

diabetes self-management works and are used to inform the quantitative and qualitative 

study phases.   

Phase 2 is a quantitative study (Chapter 6) where descriptive statistics and survival analysis 

are used to describe and identify factors (personal and health service-related) that are 

common and different between more than 17,000 Pacific peoples who either have diabetes 

and are currently on dialysis, or have diabetes but are not on dialysis (i.e., have not 

progressed to renal failure).  This phase (a) provides a backdrop to factors relating to Pacific 

peoples with diabetes and ESRD association, (b) highlights significant factors that (might) 

need further exploration in phase 3, and (c) helps inform the sample to be interviewed within 

phase 3.  As each Pacific ethnic group has their own respective ethnic customs and practices, 

quantitative results can uncover differences that lead to interventions that either target a 

specific ethnic group or focus on all Pacific groups. 

Phase 3 consists of qualitative enquiry (Chapters 7 and 8) using a focused ethnographic 

approach.  Drawing on findings from previous phases, in-depth interviews undertaken with 

Pacific peoples currently on dialysis are analysed to understand their lived experiences of 

diabetes self-management as they progressed from diabetes to end-stage renal failure.  

Interviews are also used to explore their ‘recommendations’ relating to possible ‘opportunities’ 

for acceptable interventions or practices that may delay or prevent progression of diabetes, 

including specific points and contexts for engagement.  Miles and Huberman446 among others 

contend that sampling within most qualitative research is not undertaken to represent the 

larger population(s), rather it explores in detail how a selected population experience the 

world.446-449  The qualitative findings of the current study are not intended to represent the 

experiences of all Pacific peoples with diabetes.  Rather, the voices of the participants will be 

used to explore in-depth, their experiences of health services and the broader New Zealand 

health system.  Participants’ experiences of engaging with health providers will be highlighted 

and will contribute to study findings that seek to inform future health care policy and health 

providers practice, ultimately preventing or delaying ESRD.  
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Phase 4 presents an integrated summary of findings from phases 1 to 3 (Chapter 9).  A 

discussion of key findings is provided together with the strengths and limitations of the study 

design and the implications of the findings for practice, research and health care policy.  
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5.2 Cohort study  

5.2.1 Survival analysis   

Survival analysis is used when the outcome of interest is time to an event, such as onset of 

disease.434-437  ‘Survival’ may measure time to a desired or to an undesired event.  Usually, at 

the end of follow-up some individuals have not had the event of interest so their true time to 

event is unknown.  Survival data are rarely normally distributed.  For example, there may be 

many early events and relatively few late events (such as death after a heart operation), or few 

early events and many late events (such as death following cancer treatments).434  These 

features of the data make special methods such as survival analysis, necessary.  Survival 

analysis can be used in observational or intervention studies.435  

It is often useful to visualise individuals as on a timeline that begins before and can end after 

the observation period of a cohort study.  Events that are unobserved can lead to 

underestimation of the true (but unknown) time to event.437  Events occurring before the 

observation period are referred to as left-censored, while events during a break in observation 

are referred to as interval-censored and events after the observation period are referred to as 

right-censored.437, 450, 451  Only right-censoring is relevant to this study, in which censoring 

may arise because: (a) a patient has not developed ESRD (but will do so at some later date); 

(b) a patient is lost to follow-up during the study period; or (c) a patient dies before developing 

ESRD that would have developed at a later date.  A strength of survival analysis is that each 

patient contributes information to the calculations for as long as they are known to be event-

free.434 

Survival data are generally described and modelled in terms of two related probabilities, 

survival and hazard.  The survival probability (also called the survivor function) is the 

probability that an individual survives from the time origin (in this case from cohort-entry) to 

a specified future time t.436  Survival probabilities at different values of t provide summary 

information from time to event data and describe the survival experience of a study cohort. 

The hazard is the probability that an individual who is under observation at time t has an 

event at that time, or equivalently, the hazard represents the instantaneous event rate for an 

individual who has already survived to time t.452  Whereas the survivor function focuses on 

not having an event, the hazard function focuses on the event occurring.  In other words, the 

hazard relates to the incident (current) event rate, while survival reflects the cumulative non-

occurrence. 
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Standard methods used to analyse survival data with censored observations are valid only if 

the censoring is ‘non-informative’.  Those who are censored at a given time should be as likely 

to have a subsequent event as those individuals who remain in the study.   

The most common survival analysis method is the Cox model; a model that can concurrently 

explore the effect of multiple variables upon survival.453  The most important assumption of 

the Cox model is the proportional hazard assumption: the hazard of the event in any sub-

group of interest is a constant multiple of the hazard in any other.452  This assumption 

implies that the hazard curves for the groups should be proportional and cannot cross when, 

for example, represented on a Kaplan-Meyer plot.  

Time to event studies must have sufficient follow-up to capture enough events and thereby 

ensure there is sufficient power to perform appropriate statistical tests.434  Each patient who 

does not have an event can be included in a survival analysis for the period up to the time at 

which they are censored, but completeness of follow-up is still important.   Unequal follow-up 

between different sub-groups of interest, such as different ethnicities, may bias the analysis.  

There is an assumption of homogeneity of treatment and other factors during the follow-up 

period.434  However, in a long-term observational study of patients, major changes in 

treatment options or social context during follow up could potentially change the relative 

event rate between sub-groups of interest.  There is no suggestion of such a change during 

the current study.  

When comparing groups, it is often necessary to adjust for patient-related factors (covariates, 

confounders) which could potentially affect the survival time of a patient.437  In the current 

study these are age, gender and ethnicity.  Multiple prognostic factors can be adjusted for 

using multivariate modelling.  To be valid, the covariate effect needs to be at least 

approximately constant throughout the duration of the study.437  There is no reason to doubt 

constancy of effect in this study.  

5.2.2 Cohort Study 

The quantitative component of this thesis is a closed, retrospective cohort study.  The term 

‘cohort study’ is used to describe a study that follows, or ‘observes’, a group of individuals in 

order to determine the incidence rate of a target event such as ESRD or death, and the risk 

factors associated with that event.451, 454, 455   

A closed cohort is one in which an initial cohort of people is identified and, after that, no 

further persons are introduced to the cohort.  An open cohort is one in which individuals can 

enter any time during the observation period.  For example, in a pragmatic study of people 
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with diabetes in a chronic care management programme in primary care. Cohorts are defined 

by a start-date for each individual (which may be the same date for all individuals), a date of 

target event (if it occurs), and a date when observations cease; which date could be death, 

loss to follow up, or end of available data (censor date).  Observations cease at the target 

event date if the study allows only one such event (such as death or ESRD) but can continue 

if multiple events are allowed per person (such as myocardial infarction).  Death may happen 

before a target event, in which case death is said to ‘compete’ with the target event as an 

endpoint to an individual’s observations.  

Data are collected on factors that might affect the presence, absence or timing of the target 

endpoint or death.  These data may be collected prospectively (from the present time through 

to the future) or retrospectively (at the present time, looking at a past event or outcome). 

Cohort studies are observational, that is they are non-experimental and do not involve an 

intervention to infer causation.  Disadvantages of cohort studies include being unsuitable for 

rare diseases, susceptibility to selection bias, and confounding data.451, 454-456  Disadvantages 

of retrospective cohort studies also include a risk of missing data, and more generally, being 

limited to the data already collected, usually by someone else and for a purpose other than 

cohort research.  On the other hand, retrospective cohort studies have the ability to examine 

multiple outcomes for a given exposure, determine rates of disease in exposed and non-

exposed participants over time, and, as in this thesis, compare risk factors amongst people 

who do, or do not, reach a specified event (ESRD). 

5.2.2.1 Cohort inclusion criteria 

Participants were included in the cohort for this thesis if they: 

 Were ever coded as a Pacific ethnicity in the National Health Index dataset 

 Were ≥18 years of age as at 1 January 2008 

 Had diabetes as defined by being on the national Virtual Diabetes Register (VDR) at 31 

Dec 2007 

 Had no prior history of ESRD or pre-existing renal diseases as at 31 December 2007 

5.2.2.2 Ethnicity coding 

Ethnicity is self-assigned so can be changed over time.457, 458  New Zealand health records 

allow participants to select up to three ethnicities using a standard ethnicity classification 

protocol.  Standard forms of reporting used within the New Zealand health sector include 

‘total response output’ where each individual is counted in each ethnic group and recorded, 

and ‘prioritised output’ for those with more than one ethnicity recorded, are hierarchically 

assigned a group according to need.457  Prioritisation ensures that where some need exists, 
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small sized ethnic groups or those of policy importance are not obscured by the majority New 

Zealand European ethnic group.  

In this thesis, participants were assigned on ethnicity; prioritised as Samoan highest because 

it is the largest group, followed, in order, by Cook, Tongan, Niuean, Tokelauan, Fijian and 

Other Pacific.457   

5.2.2.3 Defining ESRD and renal disease 

Prior history of ESRD was defined by the presence, in any hospital discharge code prior to 31 

December 2007, of any ICD-10 code on a published list developed for the purpose of 

identifying ESRD from the same New Zealand administrative data459 (Appendix 2). 

Pre-existing renal disease was defined by a similar list.459  People with pre-existing renal 

disease were excluded from the cohort as it was considered that some would already be in 

incipient ESRD so likely to progress early in the observation period.  The same criteria used 

to diagnose ESRD and renal disease prior to cohort entry were used to define end-points of 

ESRD and renal disease within the cohort observation period (1 January 2008 to 31 

December 2016).   

5.2.2.4 Data Sources 

The Ministry of Health receive data from across the health sector via mandatory reporting, 

national health surveys, and routine administrative systems principally designed around 

payments.  These data contribute to monitoring the health of New Zealanders and evaluating 

health services.460   

Everyone who receives health and disability care in New Zealand is assigned a unique 

identifier known as a National Health Index (NHI) number.  A master NHI database holds 

individuals’ demographic data; name (current, former, aliases), residential address, birth 

date, gender, ethnicity, New Zealand residency status, District Health Board related to 

residential address, and if applicable, date of death.  The NHI is used in every record of an 

individual’s contact with publicly-funded health services.  Thus, individual service use can be 

linked across hospital and outpatient services, laboratory services and medication dispensing 

(the datasets used in this thesis), amongst others.   

 Data sourced from the Ministry of Health 

The Ministry of Health datasets drawn on for this study are listed in Table 13 together with 

the variables used in this study.  Full descriptions of individual datasets and the linking 

variables are shown in Appendix 3: Ministry of Health dataset descriptions and linkages. 
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These data were supplied in response to the extraction request shown in Appendix 4: Dataset 

requirements for Ministry of Health. Details were arrived at in discussion with Ministry of 

Health data analysts. To preserve anonymity, the Ministry of Health encrypted the NHI, 

hereafter referred to as eNHI, before forwarding the data. 

 

 Virtual Diabetes Register (VDR) 

 

Table 13: Ministry of Health data collections and variables used within this study 

Collection   Variables used  

National Health index461 

 

Demographic descriptors (including NHI) of every 
person who uses health and disability support 
services in New Zealand. 

NHI (encrypted)
Date of birth 
Date of death if applicable 
Gender 
Ethnicity 
Deprivation quintile 
Domicile DHB 

Virtual Diabetes Register462 

 

Identifies individuals presumed to have diabetes 

NHI (encrypted) of each individual with diabetes
Diabetes‐related hospital admissions 
Diabetes management outpatient attendances 
Diabetes retinal screening 
Dispensing diabetes‐related medication:  

Insulin  
Metformin  
Insulin‐sensitiser   
Other diabetes medication  

Laboratory test for HbA1c 
Laboratory test for albumin‐creatinine ratio 

National Minimum Datasets463 

 

A national collection of public and private hospital 
discharge information, including coded clinical data 
for inpatients and day patients. 
 

Date of admission
Date of discharge 
NZ residency status 
Event type 
Diagnosis code 
Procedure code 
Diagnosis sequence 

National Non‐Admitted Patients Collections464 

 

Includes event‐based purchase units that relate to 
medical and surgical outpatient events and 
emergency department events. 

Date of visit
Outpatient or emergency department 
First or follow visit 
Attend or did‐not‐attend 
Health specialty 
Health professional 

Pharmaceutical Collection465 

 

Includes claim and payment information from 
pharmacists for subsidised dispensings. 

Medications dispensed
Date of dispensing 
Quantity dispensed 
Days supplied 
Chemical name 
Drug class 

Laboratory claims data warehouse466 

 

Includes claim and payment information for 
laboratory tests. 

Laboratory tests 
Date of test 
Test type 
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The Virtual Diabetes Register (VDR), established by the Ministry of Health, is currently the 

key data source of diabetes prevalence179 (Table 13), which combines data from six national 

administrative health datasets to identify individuals presumed to have type 1 or type 2 

diabetes.  

For each individual in the VDR, diabetes status is based on historical health service use 

consistent with having diabetes: diabetes-related hospital admissions, diabetes funded retinal 

screening, and dispensing of diabetes-related medications and laboratory tests.467  The VDR 

is considered to be 95 per cent sensitive and 97 per cent specific for having diabetes,467 and  

enables the Ministry of Health, DHB’s and primary care organisations to produce information 

for monitoring diabetes for the benefit of the whole population.179, 468 

Additional VDR data, including full ethnicity recorded on the national NHI dataset, were 

supplied by the Ministry of Health (M Nicolson, personal communication, 2019).  As of 31 

December 2017, there were 245,680 people on the VDR.  A further 100,000 may have 

undiagnosed diabetes.462, 469  Like Ministry of Health, official statistics collections allow up to 

three ethnicities per person.  To count one ethnicity per person, ethnicity classification in the 

VDR is prioritised as Pacific followed by Māori followed by Asian followed by Other.179  This is 

compared in Table 14 below with ethnic percentage in the 2013 census.   

 
 

Table 14: By ethnicity: 2017 VDR (prioritised to Pacific), compared to 2013 Census (total response 
count) 

 VDR (N) VDR (%) 2013 Census (%) 

Asian  35,028  14.3  11.8 

Māori  37,793  15.4  14.9 

NZ European / Other  139,626  56.8  75.2 

Pacific  33,233  13.5  7.4 

Totals  245,680  100  109.3% 

 
 

It should be noted that the VDR counts individuals while the Census data is reported, as a 

routine, by total response (where each individual is counted in each ethnic group and 

recorded).  This means that 7.4 per cent of the Census population reported a Pacific ethnicity.  

If they also reported Māori ethnicity, for example, they would be also be counted in the Māori 

total. 

Drawing on the same VDR data, Table 15 below shows the ethnic classifications of the Pacific 

people in the whole Register. 
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Table 15: Pacific ethnic codes, VDR 31 Dec 2017, individual count, (no prioritisation) 

 Ethnic code 1 (n, %) Ethnic code 2 (n, %) Ethnic code 3 (n, %) 

Samoan  13,460  43  492  24  46  31 

Cook Islander  4,502  14  295  14  24  16 

Tongan  6,264  20  180  9  30  20 

Niuean  1,759  6  192  9  20  13 

Tokelauan  632  2  72  3  1  1 

Fijian  3,735  12  665  32  12  8 

Pacific other  1,234  4  186  9  17  11 

Totals  31,586    2,082    150   

 

5.2.2.5 Describing the variables, data management 

 

 Demographic variables 

Age.  Age at cohort entry was calculated from the difference between 'date of birth' and the 

'start date' for this study of 1 January 2008.  For some descriptive reporting, ages were 

categorised into age groups: <30 years, 30-39 years, 40-49 years, 50-59 years, 60-69 years, 

70-79 years and 80+ years. 

Ethnicity.  Regressions require a single ethnicity per individual. For this study, ethnicities 

were prioritised to seven categories: Samoan (reference group), followed in order by Cook 

Islander, Tongan, Niuean, Tokelauan, Fijian and Other Pacific.  This last group included 

people from a named Pacific island not already listed, people categorised as Pacific but not 

further defined, and a group whose ethnicity, though not currently Pacific, had been recorded 

as Pacific on a previous NHI record. 

Gender.  Gender was recorded as a binary variable: female (1 = Yes, 0 = No). 

Quintile (Area deprivation).  The New Zealand Deprivation Index was used - a small area 

measure of deprivation derived from nine census variables representing eight dimensions of 

deprivation.470  Each small area in New Zealand is assigned a continuous deprivation score; 

typically operationalised as deciles or quintiles, representing 10 or 20 percentiles of 

deprivation respectively.  In this study, the quintile variable represents socio-economic 

position, derived from the New Zealand deprivation 2013 index470 of socioeconomic 

deprivation.  Each individual is assigned the average deprivation score of all the individuals 

living in the same geographically small area of about 100 people. Each small area is assigned 

a deprivation score from 1 (the least deprived 10%) to 10 (the most deprived 10%).  In this 

thesis, deprivation was recoded to quintiles (1-5), where quintile 5 represents the most 

deprived 20 per cent of people in New Zealand.  Quintile was assessed as both an ordinal 
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variable (1 to 5 with quintile 1 as the reference) and a binary variable (1 = quintile 5, 0 = 

quintiles 1 to 4).  

Domicile DHB.  All 20 District Health Board’s (DHB’s) were represented in the dataset. In 

this thesis only the seven (Counties Manukau, Auckland, Waitemata, Capital & Coast, 

Waikato, Hutt, Canterbury) with substantial Pacific populations are reported separately.  The 

remaining 13 are grouped under the category ‘Rest of New Zealand’.   

New Zealand resident.  Status of New Zealand residency was obtained from hospital 

admissions data. It is collected to determine patient eligibility for free care.  It was not 

available for individuals with no admissions during the observation period.  As agreements 

between New Zealand and Pacific Island governments allow non-resident individuals to 

undertake medical treatment in New Zealand,471 status has been included when describing 

the study population. 

Complications of diabetes.  The process used to identify ESRD and renal disease is 

described above.  The same process was used to identify cardiovascular disease,472 diabetic 

retinopathy199 and lower limb amputation.136  Ministry of Health data (ICD10 codes) were 

used to define each condition (Appendix 2). 

Date of onset of complications other than ESRD may have been prior to cohort entry so no 

date of onset was assigned.  A binary indicator was constructed to represent each condition 

as present (1 = Yes, 0 = No).  

 Baseline measures 

The VDR includes counts of events used within the algorithm to identify individuals as 

probably having diabetes. Counts applied to the year prior to cohort entry except for retinal 

screening, which were counted over the previous both one and two years.  Although their 

primary function in the VDR is to point to a diagnosis of diabetes, they also provide an 

indication of severity and morbidity of diabetes and its complications, and a measure of the 

intensity of management.  

Baseline hospital admissions.  A count of diabetes-related hospital admissions.   

Baseline diabetes management clinic appointments.  A count of appointments at a 

diabetes management clinic. Some diabetes care is undertaken in ‘general’ outpatient clinics, 

especially away from large hospitals, and some diabetes complications are addressed in 

clinics that are not specific to diabetes, such as vascular surgical clinics. 
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Baseline dispensing medications.  Medication dispensing counts were provided for 

metformin, sulphonylureas, insulin, insulin sensitisers and other diabetic medications.   

Baseline retinal screening.  Retinal screening should be undertaken at least two-yearly for 

most people with diabetes.  A one-year count is provided because all other activities in the 

VDR are counted over a single year.  

Baseline laboratory tests.  This include HbA1c and urinary albumin:creatinine ratio (a test of 

renal function and an early indicator of renal damage).  

5.2.2.6 Data management 

A single file was created from the multiple tables received from the Ministry of Health (see 

Table 13 above).  Missing data is an important issues for any statistical analysis.473 Defined 

as values that while unavailable, would be valuable if observed,474 missing data can reduce 

sample sizes and have significant implications upon inferences through biasing data.  

Moreover, scientific credibility can be called into question when causal inferences are drawn 

from data with substantial amounts of missing data.473-475  Missing data are commonly 

classified as missing completely at random (MCAR), missing not at random (MNAR), or 

missing because not-applicable (N/A). Missing data reduces sample size because one item of 

missing data causes the whole participant record to be dropped from the calculation; reduced 

sample sizes can lead to widener confidence intervals around estimates. MCAR data can lead 

to wider confidence intervals on estimates but it does not lead biased estimates. In contrast, 

MNAR data can bias estimates as well as widen confidence intervals. Data that are missing 

because it is not applicable does not widen confidence intervals or contribute to bias, in that 

it is part the appropriate data structure and is relevant to what questions are addressed 

within the data.   

Deprivation quintile was missing for 64 patients (0.04%), which warranted no further 

action.470  In the analyses, missing data are treated as missing in as a continuous variable 

and ‘not quintile 5’ as a binary variable.   

New Zealand residency status was present only for 91 per cent of the cohort, who were 

admitted to hospital.  So was missing for individuals with no hospital admissions during the 

observation period, and may also represent individuals from Pacific Island nations 

undertaking medical treatment in New Zealand funded by the New Zealand Aid 

Programme.471  

Four individuals had 30 duplicate records between them (due to changes in PHO, domicile 

code, and DHB) - duplicate records were combined to a single entry.  
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Each data element was inspected using measures of central tendency, dispersion and missing 

data.433, 476, 477  Count variables such as hospital admissions and out-patient attendance 

mostly included a high number of zero-counts and a small number of high-counts.  No 

transformations were able to normalise the data.  We opted to test two alternatives: count 

variables were represented as a binary with 0 for a zero count and 1 for any count of 1 or 

more; and rates, in which counts were converted to a count-per-year of observation because 

not all patients were observed for the full observation period (i.e. those who exited due to 

death or ESRD).   

5.2.2.7 Service use variables 

These variables describe events during the observation period.  As with baseline measures, 

these offer an indication of the severity and morbidity of diabetes and its complications.  

Hospital admissions.  A count of hospital admissions for any cause (not restricted to 

diabetes-related admissions).  Length of stay is available. 

Outpatient use.  These data include visits to the Emergency Department that did not result 

in a hospital admission.  Outpatient appointments are categorised into first specialist 

assessment and follow up appointments and data include counts of appointments attended 

and not-attended (labelled as DNA: did-not-attend). 

Diagnoses. Hospital admission data come with ICD-10 codes assigned following record review 

after discharge.  One primary code (the principal reason for admission) is required, and a 

further 98 codes are allowed.  These can identify diagnoses or procedures, but they must 

relate to a problem actively managed or affecting management during the admission. 

Diagnoses that may be important to the patient, but not actively managed during the 

admission, are not coded.  

Medication dispensing. Dispensing details were included for an agreed list of diabetes and 

cardiovascular medications, along with date of dispensing, dose instructions, amount 

dispensed and day’s supply.  For the purposes of the current study, medications were 

grouped as metformin, insulin, lipid-lowering, angiotensin-converting enzyme inhibitors and 

angiotensin receptor blockers (ACE_ARB’s), other anti-hypertensive medications and other 

diabetes-related medications.   

As these data are a record of dispensing, they cannot confirm that medications were actually 

consumed - such as when patients forget, make a conscious choice not to take the 

medication (perhaps due to side-effects), or where a medication is changed by the prescriber 

before the full dispensed amount is consumed.  
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Medication adherence.  Adherence was calculated for each medication by dividing the 

number of days a drug was supplied by the number of days between dispensings that 

occurred during the observation period for each individual.  Because not all medications were 

taken by all individuals, a mean adherence was calculated for each individual to include all 

the medications dispensed to that individual (mean 0.64; median 0.69).  On the small 

number of occasions when a day’s supply was missing, it was often possible to calculate days 

from the number of tablets dispensed and the known usual dose frequency.  Where no such 

calculation was possible adherence was treated as missing data.  No adherence was 

calculated for insulin, as the volume dispensed has an indefinite relationship to how many 

days it will properly last for each patient.   

Laboratory tests.  Tests were grouped as glucose or renal. Glucose tests were any of 

fructosamine, glycosylated haemoglobin, glucose tolerance test standard, glucose tolerance 

test post-polycose and serum glucose.  Renal tests were any of serum creatinine, serum urea, 

serum urate or uric acid, 24 hr urine creatinine and creatinine clearance test.  

5.2.3 Descriptive statistics  

Descriptive statistics enable explorations of the data with regards to knowing what exists 

within the data, the frequency of events or occurrences, how the information within the data 

is distributed, and what information is missing.  Descriptive statistics are also used for 

summary reporting.  Commonly, continuous variables are summarised by mean and 

standard deviation (when approximately normally distributed) and by median and 

interquartile range (25th and 75th centiles), and range when data are skewed.  Proportions are 

commonly presented as number and percentage.  In this study all counts had skewed 

distributions with many zero-counts and a small frequency of very high counts.  These are 

generally summarised in the thesis by median and range (minimum, maximum).  

When describing data collected, an overall statistical test is offered, for each variable, to 

compare by ethnicity.  Continuous data such as age and counts are compared by ANOVA, a 

form of regression analysis applicable when a continuous variable is compared across 

categories (such as ethnicity and gender).  Proportions and percentages are compared by a 

Pearson Chi-squared test.  

Multiple testing can lead to some apparently-significant results being merely the product of 

chance.  There is no way to identify which findings may be ‘false positives’ but one can 

estimate the frequency expected.  Tables 20 and 21 in the results chapter (Chapter 6) include 

32 statistical analyses of comparing distributions of variables by ethnicity.   
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The probability of finding one or more ‘significant’ results by chance can be calculated from:  

(1 – (1 – 0.05)^n) 

where 0.05 is the chance of each test being abnormal by chance and n is the number of tests 

conducted.  When 32 tests are conducted, the probability of one or more abnormal results by 

chance is 0.81. 

Statistical analyses were performed using R 3.6.0 (survival analyses) and Stata v13 (other 

analyses).  Statistical significance is cited at the conventional level of p <0.05 and 95% 

confidence intervals are also reported. 

5.2.4 Data specification for survival analysis 

Data must be specifically identified to meet the requirements of survival analysis. The 

terminology used here is as used by Stata.  The terms used by other programmes may vary, 

but the functions are universal and the Stata terminology is commonly understood. 

ID: this is a unique identifier for each subject. In this study the encrypted NHI is used. 

Failure: indicates a circumstance and a date at which the subject ceases to ‘survive’.  In this 

study ‘failure’ is death or ESRD. 

Origin: date when a subject becomes at risk of failure. 

Enter: specifies when a subject first comes under observation, meaning that any failures, 

were they to occur, would be recorded in the data.  In this study origin (of risk) and entry to 

the cohort are on the same date – 1 January 2008.   

Exit: date of end of observation.  This is often on the first instance of failure.  In this study, 

failure occurs on the first date of ESRD (no recurrent events are counted), and on death. Exit 

also occurs in all studies at the end of observation for each subject.  In this study the end of 

observation was 31 December 2016 unless preceded by ESRD or death. 

Covariates are considered to be either time-constant or time-variable.  Time-constant variates 

are specified once and the effect remains fixed for the duration of observation; this includes 

age which changes, but only as directly related to observation-time.  Time-variable covariates 

can hold different values during time parts of the observation period in which case the 

beginning and end date of each value needs to be specific.  Examples would be the results of 

laboratory tests where the beginning date would be the date of the test, and the end date 

would be one day before the result, of the next result, from this same test.  In this study no 

time-variable covariates were included.   
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5.2.5 Model construction 

Regression models refer to equations in which relationships are quantified between 

dependant variables (in this case death or ESRD) and independent variables (all other 

variables).  Commonly, a parsimonious regression model is sought in which a minimum 

number of important independent variables explain a maximum of variance in the dependant 

variables.  Parsimony refers to the principle that when “…given two explanations of the data, 

all other things being equal, the simpler explanation is preferable.”478 (p.377)  Relationships can 

be considered important either if they are statistically significant or if prior knowledge or 

theory suggests an expected size or direction of relationship.  In all but purely speculative 

enquiries, theory-driven relationships take priority over statistically-significant relationships.   

As is common practice, in this study each independent variable was considered alone in a 

Cox model relationship to the ESRD/death – producing a series of models referred to as 

univariate.  To produce a final model, theoretical importance was prioritised over statistical 

significance and parsimony.  A series of reduced models were tested, but none were 

convincing summaries.  Instead, it was considered that each of the independent variables 

were collected due to a potential, theoretical, relationship with ESRD/death and a decision

was made to retain all variables in a final model.  Where more than one variation of a single 

variable had been constructed, only one was included in the final model to avoid over-fitting 

the model.  For example, counts were tested in univariate relationships as count, as a binary 

(count >0, count 0) and as rates.  Only rates were taken to the final model (Table 22).   

The study received ethical approval from the University of Auckland Human Participants 

Ethics Committee. Ref: 018681 (Appendix 5).   

Results of the cohort study are presented in Chapter 6. 
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5.3. Ethnographic study   

5.3.1 Ethnography 

Ethnography is an observational approach to research where the aim is the interpretation of 

culture of a group or phenomenon.479-482  Interpretation however, goes beyond the simple 

descriptive reporting of events and experiences or phenomena, unlike earlier ethnography 

where for example accounts of non-Western culture were reported using colonial styles of 

representation.483, 484  A central tenet of ethnography is that culture can be understood only 

in context,485 and it is this emphasis on context that distinguishes ethnography from other 

approaches to research.486  The principle of context inherent to an ethnography is congruent 

with the overall research purpose, critical realist theoretical framework, and mixed methods 

methodology.  For example, to complement conversation, within many Pacific cultures, a 

common element of communication is the use of non-verbal communication; gestures such 

as rising of eyebrows, nodding, facial expression, and gaze patterns.109  In this context, 

understanding the message and meaning of the conversation requires a contextual knowledge 

for interpreting spoken language in conjunction with specific cultural contexts for non-verbal 

body language.  In this study researcher observations combined with purposeful 

conversations with participants facilitate a thick description487 of the context within which 

participants’ experiences occur.  This gives meaning and understanding to what is being 

observed.   

Ethnographic researchers seek to gain an emic, or insider’s perspective of a specific 

culture.488  In contrast, an etic perspective is where understanding is gained from the 

analytical orientation of the outsider looking in.  Both perspectives are used within 

ethnographic research where researchers often move between the two perspectives.489  As 

insiders, the researcher (as observer) uses a process of learning about people by learning from 

them.490, 491  Becoming deeply involved in the study setting, they attempt to look at culture 

from the inside - making meaning of phenomena through witnessing (and experiencing) 

different contexts.  As outsiders, they may seek to identify differences and similarities across 

subjects or groups.489  These complex requirements of an ethnographic researcher suggests 

that while the ethnographer must become immersed in the lives of those under study, 

simultaneously, they must be able to separate themselves to examine and interpret what is 

being learned. 

Understanding the emic perspective satisfies the aim of providing ethnographic accounts 

about the study groups through the understanding of their practices, beliefs and 

behaviours.479-482, 489  In this study I use my insiderness and knowledge about the area of 

inquiry to seek answers to the research questions.  I explore opportunities and contextual 
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factors relating to diabetes progression through face-to-face interviews with participants, field 

observations, and field notes.  Purposive sampling was used to ensure a wide variation of 

experiences are represented.  Deeper insight into the lived reality of diabetes self-management 

is gained through thematic analysis, a systematic approach used to analyse data within 

qualitative health research.492  

Ethnographic studies lay traditionally within the field of anthropology, where research 

centred on distant and exotic cultures such as New Guinea,479, 493 Samoa,494 and British 

Columbia.495  The later influence from the Chicago School of Sociology also focused on group 

culture, but in settings less exotic and less distant, such as homelessness in urban United 

States496 and the study of gang culture in Chicago.497  German sociologist Hubert Knoblauch 

argues the distinct differences between the two schools of ethnography centre around how 

each discipline gains knowledge.  Within anthropological ethnography, knowledge is gained 

through investigating a cultural context that is strange – unknown, alien, different to the 

researcher.  Within sociological ethnography, the research explores differences between other 

persons, settings, situations – the knowledge is one of alterity or other.439    

Different ideological currents over time have evolved ethnography to where ontology and 

epistemology have informed varied types of ethnographies.  For example, naturalist 

ethnography - the predominant orientation – seeks to understand social reality in its natural 

environment.498  Constructionist ethnography however, pursues the way in which social 

realities are produced, assembled, and maintained.486, 499  Within the different types of 

ethnography, while still maintaining respective underlying assumptions about reality, 

different approaches to enquiry focus on issues of power, knowledge and identity.  Systematic 

ethnography for instance, responds to traditional ethnography’s broad and unsystematic 

approach by characterising “step-by-step methodological approaches, schematic 

representations of cultural knowledge, ethnographic algorithms, and folk taxonomies.”438, p.2  

Conducted in a naturalistic setting, systematic ethnographers provide an understanding of 

shared norms and values through defining the structure of the culture under study.485, 500  

Kennedy used this approach to explore how school-aged children understood the concept of 

family-centred care by identifying domains and themes from children’s interviews that he 

then used as elements of their comprehension.501   

5.3.1.1 Applied ethnography in health care 

The knowledge acquired from the different approaches provides diverse insights into the 

culture observed, serving different sociological, political and economic purposes.  Applied 

ethnography commonly draws attention to social problems through characterising the 

relationship between the problem and the solution to change.480  This can be seen within the 
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context of political agendas of critical ethnography; an intentioned approach that illuminates 

and describes “hidden agendas, power centers, and assumptions that inhibit, repress, and 

constrain.”502, pp.2-3  Commonly seen as ‘traditional ethnography with a political purpose’ 

critical ethnography supports the ability to disrupt both partial and taken-for-granted 

assumptions through the examination (and uncovering) of power relations and influences.485, 

503  In a study exploring diabetes care and self-management with Latino communities Clark et 

al504 used a political-economic framework to highlight social and cultural barriers to access to 

resources in order to facilitate change to the status quo.  Their findings revealed inequities 

were caused by hierarchies of social privilege (social class, ethnicity).  This underscored 

effective policy and public engagement by health professionals as a recommendation for 

future practice. 

Commonly, applied research addresses real world social problems through scientific 

methodology.447, 505  Unlike pure research the aim of applied research is to investigate topics 

that have potential for practical application.  In applied research the generation of new 

knowledge is limited to the nature of the problem at hand.  The intent is to improve 

understanding of a given problem through purposefully providing thick descriptive 

information on systems and processes.505  

Increasingly, local knowledge has become important to progressing the development of multi-

disciplinary health care programmes.  Timeliness with regard to information sharing has also 

featured as a high priority among health agencies.  Traditional ethnographic methods have 

proven incompatible with health agencies’ fixed timelines and limited funding.485 

Consequently ethnography is evolving with rapid and focused methodologies becoming more 

relevant for use in health services research contexts, while still preserving the essential 

nature of the method. 

In recognising the potential value of speedier approaches, the World Health Organization 

stressed the need for guidelines on how findings of a rapid form of ethnographic research 

could be applied within their 1990’s Acute Respiratory Infections Programme planning and 

implementation.506  Preliminary findings between a focused ethnographic study (completed in 

six weeks) and a traditional longer-term prospective study, found similarities in 

information.506  More recently, commentary asserts focused ethnography “yields in-depth and 

nuanced information”507, p.731 that can help to progress social justice and equity.508  In this 

way, a focused ethnographic approach is considered suitable for exploring lived experiences of 

diabetes among minority and marginalised populations.507    

 



Methods: Ethnographic study 

 
-81- 

5.3.2 Focused ethnography 

Focused ethnography was first introduced during the early 2000’s by Knoblauch as a new 

sociological approach to ethnography.439  Knoblauch coined the term focused ethnography 

because it focuses on small aspects within one’s own society, unlike traditional ethnography 

that captures cultural behaviours in various contexts of everyday life.  Based upon a 

problem-centred research question, this ethnographic approach draws on traditional 

ethnography’s tenets of observation and its distinct centring on culture, to examine a single 

issue or shared experience of a subgroup of people within a context-specific setting.  Focused 

ethnography enables researchers to obtain and further understand definitive knowledge of 

specific beliefs, practices or processes within a shorter time-frame.439, 440   

Like more traditional ethnographies, focused ethnographies share the same commitment to 

conducting observation within a naturalistic setting, asking questions to determine what is 

happening, and using the available sources of information to obtain an understanding of the 

research objective that is as complete as possible.490  Characteristics that differ from 

ethnography’s traditional roots are identified in Table 16. 

 

Table 16: Comparison of characteristics between traditional and focused ethnography 

Characteristics  Traditional ethnography  Focused ethnography 

Field of inquiry  Broad; open  Focused, concentrated 

Research application  Pure/fundamental  Applied 

Study duration  Longer‐term   Short‐term  

Demands on researcher time  Continual work of long duration  Not continual as short duration 

Data collection demands  Observational intensity  Data and analysis intensive 

Data collection dependence  Setting observations  Expert informants 

Data analysis process  Individual analysis  Group discussions, reflexivity 

Forms of fieldwork or 
observations (data collection) 

Direct; written records  Indirect (video/audio/ photo); 
direct; written records 

Recorded data  Notes  Notes; transcripts 

Understanding of data  Subjective  Objective 

Type of knowledge collected 
from observations 

Insider knowledge  Insider/Background or existing 
knowledge 

Adapted from Knoblach,439 Higginbottom,440 and Morse.485 

 

With focused ethnographic research, the design of the study is predetermined by the purpose 

of the study; links between the research question(s), data collection method(s), and the data 

analysis process are made explicit.480, 485  Data collection involves a limited number of 
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participants and is reliant upon experiences via communication such as interviewing, 

document and/or human observation, as well as other communicative technologies.500 

Higginbottom et al440 among others, argues participants should be experts; informants who 

have in-depth knowledge and experience in the specific area of inquiry.439, 485, 509  These 

commentators further suggest, in addition to the principal participants, and dependent upon 

the context of the research, that family members and significant others for example, may also 

be included in the data collection to provide greater insight.  Compared to traditional 

ethnography, the overall duration of data collection is shorter, and is therefore substituted by 

intensity of data collection.439, 440, 447  An already existing knowledge or background and 

interest in the inquiry is a precondition to this approach that helps to produce the ambitious 

amount of data within the shorter time-frame.   

Scepticism has been raised about whether focused ethnographies qualify as ethnography 

because of its focused approach.438, 510  Focused ethnographies are smaller-scaled 

ethnographies that have a narrow area of enquiry yet encompass sense-making of 

observational data in similar ways to traditional ethnography.510  In support, Wolcott argues, 

in narrowing the area of enquiry, “the more effective the data collection…[and] the more 

efficient the progressive focussing.”511  The argument remains that since the central emphasis 

of enquiry is placed upon culture (including its context), it is legitimate to focus the enquiry 

towards answering specific questions.510, 511   

Adopted mostly within nursing and other practice-based disciplines, focused ethnography has 

been used effectively across ethnic cultures to understand how health beliefs and health 

practices are incorporated within people’s lives.440, 509  Other examples using this approach 

have explored: perceptions and experiences of chronic disease management including 

diabetes;512-514 assessment and evaluation of health and social needs;515, 516 and 

communication and knowledge-related impacts upon health.517, 518 

Focused ethnography was chosen for this phase of the overall PhD study because the area of 

enquiry was specific to Pacific adults with diabetes and ESRD and comprised exploring their 

diabetes self-management practices within their everyday life.  Focused ethnography offered a 

timely, efficient and pragmatic approach to learning about the personal and social contexts 

surrounding patient engagement for this group.440, 500, 509  It facilitated understandings about 

how members of a group assign meaning to their health care experiences, as well as offering 

the potential (of findings) to significantly influence and (re)design (new) initiatives for patient 

engagement.  Through exploration of self-management experiences, findings contributed to 

addressing the research problem and answering the overarching research question. 
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5.3.2.1 Study setting 

This study was conducted across two in-centre haemodialysis units within a large district 

health board in New Zealand, which serves a large Pacific population.  The ethnic makeup of 

patients accessing these units were predominantly Pacific peoples (52%), followed by Māori 

(25%), NZ/European (12%), Indian (6%), Asian (4%), and other (<1%).194  Available options for 

dialysis treatments include self-dialysis at home, satellite units, or community care facilities, 

and in-centre units.  In-centre facilities are normally reserved for fully dependant individuals 

such as those who are the sickest.  Unlike other treatment options, within these units, staff 

manage the dialysis process. 

5.3.2.2 Sampling strategy, recruitment, and participant selection  

A purposive sampling strategy was used within this study.  Focused towards applied 

research, purposive (or purposeful) sampling strategies deliberately select participants 

because of their ability to provide specific and rich information.447-449  It is a process where 

the researcher “can learn a great deal about issues of central importance to the purpose of the 

research…”448, p.230  Furthermore, it is the phenomena and experience that is the object of 

purposive sampling, not the participant in isolation.446  

Patton asserts the purposive selected sample strategy must be appropriate for the study 

objectives, the questions being asked, and any constraints encountered.448  Critical case 

sampling (CCS) for example, involves purposively recruiting a single case or group to bring 

attention to an important point, on the presumption “if that group is having problems, then we 

can be sure all the groups are having problems.”448, p.175  Nair et al519 used this approach in an 

attempt to understand how to best facilitate successful interdisciplinary research.  They 

explicitly sought participants from inherently interdisciplinary backgrounds such as statistics 

and health policy - this allowed the information learned to be logically (rather than broadly) 

generalised or applied to future interdisciplinary research.  Homogenous sampling for example 

captures information from a particular subgroup that share the same characteristics or 

traits.446, 448  Commonly used for collecting data through focus groups and case studies, this 

approach is suitable for reducing variation in the sample population, simplifying analysis and 

centring on the issue or problem to be addressed.  Seabourne and Guiseppe explored family 

experiences of living with someone who had intractable epilepsy and was soon to have 

corrective surgery for this condition.520  These authors wanted to understand what happens 

to family dynamics when there is a sudden decrease in illness, so they only recruited families 

that had a family member with the same clinical profile.  In contrast to this approach, 

maximum variation sampling (MVS) aims to capture information from a wide range of 

participants or cases, allowing the opportunity to document common, unique, and differing 
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perspectives.446, 448  In this approach, participants may have some degree of homogeneity but 

broad variations are present in their experiences.  To identify strategies for improving 

communication between Aboriginal patients with ESRD and health care workers, Cass used 

this approach to reflect maximum demographic, social and clinical diversity.521  This strategy 

captured the wide range of perspectives and experiences, strengthened validity of findings 

and provided an indication of how wide-spread the problem was.   

In this study, I employed two purposive sampling strategies.  Firstly, critical case sampling 

allowed me to explicitly recruit Pacific adults with diabetes who had progressed to ESRD.  

Other than death, ESRD is an example of the worst-case scenario for complications of, and 

progression of, diabetes.  By working with this group, I hoped to obtain a deeper insight into 

the complexities of diabetes self-management and lessons learned - albeit too late.  I then 

applied a maximum variation sampling approach, where I chose to interview Pacific 

individuals from the Pacific ethnic groups with high diabetes and ESRD, and from a range of 

age groups.  The cohort study had demonstrated differences in ESRD risk, health service use 

and engagement between ethnic groups, so it was important to maximise the (ethnic) diversity 

of experiences.  In using the two strategies, I would deepen the understanding of common 

and differing experiences and perceptions of diabetes and ESRD among Pacific peoples (MVS), 

while logically considering the implications of findings for Pacific peoples with diabetes and 

ESRD (CCS). 

The inclusion criteria for this study comprised: 

 Having type 2 diabetes 

 Having ESRD and currently under-going dialysis  

 Identifying as Samoan, Cook Is., Tongan, Niuean, or Tokelauan 

 Living in the district health board catchment area 

 Being 20 years of age or more  

 Having a good command of the English language 

Within the two in-centre units, information packs (study flyer, participant information sheet 

(PIS), and a copy of the consent form) were placed in accessible general spaces for prospective 

participants to self-select and read (Appendices 6-8).  Prior to distributing the information 

packs, I met with nursing staff of both units to explain the study in detail along with my 

strategy for recruitment.  I was aware there would be several staff changes and shifts over the 

next month, so I continued to meet with them at least three times per week for the next 3 

months to ensure queries could be addressed.   

The flyer and PIS informed potential participants about the study and provided several ways 

of volunteering to participate in the study.  Those interested could either text or email me, ask 
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the nursing staff to forward their name to me, or they could write down their name and 

contact details on the bottom of the flyer and give to nursing staff to forward on.  The names 

of potential participants were forwarded to me by a dedicated nurse member from each 

facility 1 -2 times per week.  

Initial contact with potential participants was by phone.  If there was no response after two 

attempts, I visited them in person at the dialysis unit, where I introduced myself, provided 

more information about the study and answered any questions they had.  Potential 

participants who met all inclusion criteria were invited to take part in an interview with me, 

at a time and place that was convenient to them such as their own home, during dialysis, or 

maybe at the house of family or friends. 

5.3.2.3 Data collection 

Data were collected over a period of nine weeks during August to October 2018 using field 

observations, face-to-face interviews, and field notes.  Throughout data collection, I kept a log 

book for recording observations, field notes and my personal reflections; the log book was 

accessible only to myself.   

 Fieldwork observations 

As an essential characteristic of ethnographic enquiry, fieldwork observations allow the 

researcher to see and record study participants in their natural socio-cultural contexts.  Such 

observations use the human senses to gather information, enabling richer description and 

deeper understanding of the enquiry.447, 482, 491, 522  I observed dialysis patients at the in-centre 

environment in which they engaged with for their treatment.  My observations did not engage 

or participate with potential participants, or the study setting; I was a non-participant 

observer.522  My observations were to an attempt to grasp the depth of feelings and emotions 

that surrounded the experience of ESRD and also dialysis.   

In my role as a programme manager at the DHB, I had previously worked on projects within 

the renal setting, and so was familiar with dialysis and understood much of the operational 

and clinical activities.  My established relationships with clinical staff facilitated my access to 

conduct observations – I had gained the trust of charge nurses for example in my discretion, 

conduct, and process within the units.  Non-participant observer roles are suitable for 

collecting specific information,440 where observations may move from being descriptive to 

focused to selective.482   

Although primarily wanting to observe the processes and rituals that take place within the 

dialysis units, I did not place any restrictions upon what I (as observer) saw and recorded; 

allowing a wide lens throughout the data collection process.482, 522  Observations were 



Methods: Ethnographic study 

 
-86- 

conducted in both sites across the various sessions – each observational period lasting 

between 2-4 hours.  Inside the units, I sat quietly at the nurses’ desk or at utility stations to 

observe and note-take.  I also sat in waiting rooms, and on outside seating at drop-off/pick-

up points.  I recorded notes of what I saw, heard, smelled, and/or felt in the unit including 

entry/exit points, rooms, and the dialysis unit general space.  I also took photographs of the 

walls within the (empty) waiting rooms, to remind me of the information pinned to the walls.   

To capture the difference context adds to my understandings of experiences, I undertook each 

observation twice, once before meeting with (prospective) participants, and again after I had 

finished interviewing the first 10 participants (Table 17).  

 

Table 17: Examples of differences in observations with/without context 

Before meeting with participants  After meeting with participants 

Observation: Participants walking with eyes cast down towards waiting room. 

Possibly tired; not feeling too well; looking where 
going; long walk; getting ready (mentally) for dialysis 
session of 4 to 8 hours; thinking about other things. 

Before plus:  

Not wanting to see if friends are absent; feeling 
invisible; poor eyesight; not wanting to be here. 

Observation: Most participants undergo treatment alone – without family/carer support 

Family/carers unable to stay for duration (working, 
other family commitments, etc); looking sad/lonely; 
crying; tired; some talking with others (short time); 
watching TV despite low/high volume; reading; 
passing the time.   

Before plus:  

This is their space, their time away from home life; 
free transport (many use this to relieve 
practical/financial burden upon family/carers); 
family/carer support are also sick.   

 

 Field notes 

Detailed field notes were used throughout the study to record my thoughts, experiences and 

observations throughout the study process.  Fetterman480 and others suggest these be written 

as soon as possible after interviews; delays affect the richness of information as memories can 

wane and become superceded by new events.448, 522, 523  Where possible I completed field notes 

at the time of observation or directly following each interview.  There were instances (following 

the interview) where participants would introduce me to another patient, often Samoan, and 

we would talk about family or village connections.  In these cases, I quickly jotted down 

keywords or dictated keywords or short descriptors into the audio recorder to jog my memory 

for later expansion into field notes.  All field notes were used to provide context and enrich 

data. 
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 Face-to-face interviews 

Ethnographic interviews are generally conversational and more informal than more 

structured approaches to qualitative interviews that place emphasis on a question-answer 

process;488, 522, 523 however, they still have a clear and specific purpose, especially within 

focused ethnography where questions may centre on the specific issue of the research 

problem.440  In this study, semi-structured interviews included a mix of structured and 

unstructured questions.  The fragility of wellness of the participants interviewed meant 

interviews needed to be balanced between what they told me of their experiences (their story), 

and the eliciting of specific information about aspects of living with diabetes to address the 

aim of the research.  Semi-structured interviews allowed the flexibility to focus on specific 

topics, as well as responding to emerging worldviews and new ideas (from previous interviews) 

within my enquiry.524  

Questions were guided by a list of topics to be explored (Appendix 9), while hypothesis-

directed or probing questions were used as required to delve deeper into an issue.523  

Hypothesis-directed questions aim to make the interviewee’s implicit knowledge more 

explicit.522  For example, asking if conversations about diabetes risks coupled with the 

experience of seeing and smelling infected (amputation) wounds, could have led participants 

to earlier engagement in their health care.  In using my insider knowledge and the analysis of 

previous interviews, I developed theoretical assumptions about the effectiveness of different 

modes for the delivery of health information to individuals.  I used this type of questioning to 

confirm or reject these assumptions when considering possibilities about future 

improvements.522 

Participants had received a copy of the consent form together with the PIS; immediately prior 

to each interview I went through the consent form with the participant and answered any 

questions before obtaining their signature.  Prior to commencing interviews, I gave 

participants a supermarket or petrol voucher to thank them for their time.  This meant 

participants could conclude the interview at any time they wished, without any hint of 

coercion.525  Interviews were digitally recorded and were between 30-80 minutes duration. 

Although initially planned to be between 60-90 minutes duration, I soon realised after the 

first two interviews, that these projected time allocations required flexibility.  For example, I 

stopped an interview after noticing the participant was becoming increasing breathless.  

Concerns about short interview durations have been raised in past, where commentators 

have suggested interviews of less than 30 minutes duration are unlikely to be of value.526  

However, evolving methods of contemporary qualitative research and increased research 

within sensitive domains527, 528 have placed an emphasis upon interviews that facilitate “the 

comfort of both interviewer and participant and enhance the probability of obtaining complete 

and accurate data”528, p.1.   
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During all interviews, I evaluated participants wellness;528 looking and listening for signs of 

fatigue, discomfort, and unwellness, as well as ascertaining, What does the participant 

understand about their condition? And, How open the participant is with telling their story?  

Flexibility and opportunistic moments have also been raised as important factors when 

interviewing seriously ill participants.528-530   

Seriously ill participants may be unwell on the appointed interview date, or they may have 

unexpected treatments that need to take priority.  Keeping research materials on hand, 

allows impromptu interviews to be conducted at short notice.528  Three participants requested 

to be interviewed during our initial meeting “because I might not be here next week” (Sa.2).  

Another three interviews were re-scheduled when I noticed participants appeared to be unwell 

(requiring oxygen, noticeable discomfort) despite the participant in each case wanting to tell 

their story.  We agreed I would visit at the time of their next dialysis treatment; all three 

participants were subsequently interviewed.  

All interviews were conducted during participants’ dialysis treatment sessions.  Excluding the 

three participants mentioned immediately above, all participants asked that I interview them 

at their next treatment session, as it was most convenient.  Prior to each interview, I double-

checked participants were present at their respective sessions by looking at the bed allocation 

board.  Before approaching participants, I looked to see if they had completed being 

connected to the dialysis machine and were free from therapies such as nebuliser or podiatric 

treatments.  I checked the participants were still willing to talk with me.  If so, I briefly re-

explained the interview process and went through consent before commencing.  Eight 

participants requested that I meet with them a second time; we agreed to meet 2-3 weeks 

later at the same treatment time.  During these brief second meetings, participants typically 

reflected on future generations and gave me their blessings for my future work.   

5.3.2.4 Ending practices within the study 

Given the efforts of building rapport and trust within the researcher-participant relationship, 

the importance of meaningful closure with participants is emphasised within qualitative 

methodology.488, 531  Ending practices not only signal an end to the 

researcher(s)/participant(s) relationship.  They also provide a process for recognising 

participants’ contributions to the study and allow for meaningful dialogue with participants 

who also have made reflective contributions to both the process and the study;532 participants 

often have an emotional investment from being involved in the research.533  

During the final week, I visited each participant to say thank you and good-bye for now to 

finalise the end of the participant-researcher relationship.  This process again involved a 

meaningful conversation with participants and also family members present.  Conversation 
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was predominantly lead by participants – they allowed me to listen to their perspectives about 

the importance of this study.  For example, an older participant said he was saddened by “too 

many young ones coming here [to dialysis]” and was also concerned at how many Pacific 

people have “so many health conditions and don’t understand why.”  Saying good-bye for now, 

indicates my obligation to teu le va534 or look after the relational space that has been created 

between myself and the participants (and family members) – a relational space that is 

permanent and expects continued respect and actions of care in any future meetings. 

5.3.2.5 Data analysis and theme generation 

I used a thematic analysis approach informed by Saldaña535 and Braun and Clarke.492, 536  

These authors arrange the scope of analysis against a ‘descriptive-to-interpretive’ analysis 

spectrum that they align to the ‘experiential-to-critical’ orientation of overall qualitative 

research.536  While descriptive and experiential categories typically detail the experiences 

expressed by participants, interpretive and critical representations interrogate these 

experiences; going well “beyond what is obvious…to explore meaning at a much deeper 

level.”536, p.174  In this study, interpretive analysis enabled me to look beneath the surface of 

the data to understand how, why and in what context participant accounts were generated. 

Unlike other methods of data analysis, thematic analysis is free from a specified theoretical or 

epistemological assumption492, 536 and offers flexibility to be used within many qualitative 

approaches and conceptual frameworks.  Acknowledged as a successful method within 

qualitative health research,531, 535, 536 thematic analysis allows a systematic organisation and 

rich description of data from multiple participants, through the identification, analysis and 

reporting of themes or patterns within the data.492, 537   

I allowed themes to be directly linked to the data, as opposed to a pre-determined coding 

framework.531, 536  Inductive coding is a useful method for insider-researchers such as myself.  

It helped to limit my own assumptions and biases being perpetuated.  However, inductive 

coding is not without researcher perspective,536, 538 because I am able to see and abstract 

relevant data, and reflect upon empirical literature and my understandings from past 

experiences. 

 Data preparation 

Digitally recorded interviews were transcribed by myself (11) and an external transcriber (5).  

Although I had hoped to transcribe all interviews demands on my time from competing 

aspects of the research made this difficult.    A confidentiality agreement was signed by the 

external transcriber.  
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Interview data were managed using Nvivo12-Pro (QSR International) and Microsoft Excel.  All 

identifying information was anonymised on transcripts and other identifiable material.  For 

example, participant’s names were replaced with an alpha-numeric code representing 

ethnicity and a sequential number (Table 18).  Family members or place names were replaced 

with a label such as [place name].  Participants were also categorised into one of four age 

groups and individual gender references omitted; without this further anonymity, participants 

were identifiable.   

 

Table 18: Examples of anonymised patient information 

Participants  Family / Place names  Age groups 

Cook Islander: Ck.1;  Ck.2;  etc 

Niuean: Ni.1;  Ni.2;  etc 

Samoan: Sa.1,  Sa.2;  etc 

Tokelauan: Tk.1;  Tk.2;  etc 

Tongan: Tg.1;  Tg.2;  etc 

[family member] 

[place name] 

[partner’s name] 

30‐39 years 

40‐49 years 

50‐59 years 

60‐69 years 

 

Transcripts and field-notes were read and re-read, allowing re-familiarisation and the 

recording of initial observational notes to refer back to.  Braun and Clark among others 

advise data familiarisation provides the foundation from which your analysis rests;446, 535, 536, 

539 immersion in the data offers “a general understanding of the scope and contexts of the key 

experiences under study.”539, p.1761  Familiarisation helped me appreciate the context within 

which meaning, patterns, and themes emerged.   

 Code generation 

Coding provides a formal structure for organising raw data where tags or labels are assigned 

to specific segments of text within the dataset such as words, sentences or paragraphs.492, 535, 

536  Codes characterise and capture the primary content and essence of a dataset.  The 

quality and strength of the overall research rests largely upon the merit of the coding 

process,535, 536, 540 and like other facets of qualitative research, coding also entails being 

conducted in a rigorous and systematic manner to produce meaningful and useful results.374  

To ensure a consistency in coding three transcripts were independently reviewed by myself 

and a member of the Pacific advisory group, where any differences were clarified.  Using 

Saldaña’s coding framework535 I created first and second cycle codes to inform theme 

development (Table 19). 
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Table 19: Example ‐ coding excerpt 

Transcript extract:  1st cycle code  2nd cycle code 

Diabetes you know, you can’t see it, you can’t feel it, but by 
the time you feel it, too late. 

Invisibility of 
symptoms 

Health literacy 

I:  how did you find out you had diabetes?  

P:  Umm, I had a, a, cut on my leg, and it didn’t heal after 
about 3 months. And then I went to see the doctor, and they 
sent me to a lab to do some blood test and all that? So then a 
week, the doctor rang me back he told me I had type 2 
diabetes, and he put me the tablets, and scheduled 
appointments… 

Diabetes diagnosis 

Opportunistic 
diagnosis of 
diabetes Health provider 

support 

 
 

5.3.2.6 Theme development and refinement  

Themes described the participants’ perspectives on the underlying issues associated with 

living with several comorbidities, as well their understanding of the causal links related to 

onset and progression of diabetes. Using a coding and categorising matrix (Appendix 10) as a 

guide, three candidate536 or initial theme ideas were identified:  

 Low health literacy: participant accounts portray low health literacy as an 

underlying issue within decision-making, and management of diabetes and 

comorbidities. 

 Lived experiences: participant accounts describe their experiences of living with 

illness. 

 In hindsight: the right messaging: based upon ‘knowing what they know now,’ what 

words of wisdom can participants give to others? 

Mindful that codes can quickly accumulate, I used the codebook to help keep an accurate 

record of emergent codes.535  The codebook comprised the definition for each code and any 

questions or comments I thought relevant.  As coding proceeded, I ‘fine-tuned’ definitions and 

added further questions and comments. 

Reviewing candidate themes entailed re-reading collated extracts and ensuring they formed a 

coherent pattern, and that themes were clear and distinct from one another.536  Following 

this, I refined individual themes to ensure they were an accurate representation of the 

meanings within the data-set as a whole;536  I related themes back to extracts and original 

transcripts re-read to find any data missed in cycle one that could now fit with any of the 

themes. 



Methods: Ethnographic study 

 
-92- 

While theme concepts identified the essence of overall data, I felt the titles and definitions 

were too loose and didn’t deeply depict the interpretation of each theme.  These views were 

similarly shared by JW and external advisors.  After further discussion, I mapped the themes 

schematically to highlight relationships.  In doing this, I thought about how each component 

fits within the overall story as well as how they fit in relation to the research questions.  

 Confirmed theme definitions  

The conceptual themes were confirmed, defined, and renamed (Figure 8).   

 

Figure 8. Thematic map of confirmed themes 

 

Understandings of diabetes: explores participant’s perceptions of diabetes using sub-themes 

to explain how these perceptions were formed, and how these perceptions influenced 

decision-making about their health prior to diagnosis of ESRD. 

 Diabetes, the name of a sickness adults get – describes participant’s recollections of 

diabetes, comorbidities, and general reflections when growing up. 

 Symptoms to diagnosis – explains how participants were diagnosed with diabetes and 

ESRD. 

 Health was not a central priority – provides a context of participants’ busy lives and 

identifies how limited understandings of diabetes influenced their approach to self-

management or low responsiveness towards symptoms of (pre/early) diabetes, renal 

disease, and renal failure. 

Speaking from experience: explores participants’ lessons learned from the perspective of 

their own hindsight.  This theme describes participants’ experiences of triggers that spurred 

them into active self-management.  In this context, a trigger is the event or occurrence that 

engages action, but is only activated when coupled with the reality of risk specific to that 

person. 

Speaking from 
experience

Self‐management  in 
action; (albeit too late)

Diabetes, the name of
a sickness adults get

Health was not a 
central priority

Symptoms to 
diagnosis

I can manage 
my health

Accepting self‐
management support

I hope to live long 
enough

Understandings of 
diabetes
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Self-management in action – albeit too late: describes participants after their diagnosis of 

ESRD in relation to actively managing their health. Includes the sub-themes: 

 I can manage my health - illustrates how participants began to actively manage their 

health following a diagnosis of ESRD and describes continued learning and knowledge 

building around taking care of their fistulas and managing diet and fluid 

requirements. 

 Accepting support with self-management - portrays participants’ acceptance of needing 

self-management support (emotional, practical and financial) from others, highlighting 

the magnitude of support that is needed. 

 I hope to live long enough - incorporates the emotional turmoil experienced after being 

told they had an incurable disease, and how new hopes and dreams motivated 

participants to keep living. 

 

5.3.2.7 Trustworthiness of data 

Rigour refers to the degree of confidence in the quality of the research.374, 430, 446, 541  A widely 

accepted and well-established set of criteria for judging the validity of qualitative research 

includes Lincoln and Guba’s four criteria of credibility, transferability, dependability, and 

confirmability.542  Applied to study findings, trustworthiness assesses the degree to which the 

interpretations of data: reflects the experiences explored (credibility); are relevant within other 

contexts or settings (transferability); are consistent and able to be reproduced (dependability); 

and are free from researcher bias (confirmability).   

Researchers have an obligation to conduct trustworthy research throughout the entirety of 

the enquiry,430, 541, 542 and credibility is one of most important factors in establishing 

trustworthiness.542  Throughout the current study, credibility was supported by prolonged 

engagement, peer debriefing, insider knowledge, crystallisation, and reflexivity.  To minimise 

distortion of information relating to individuals’ experiences within the haemodialysis 

treatment centres, field observations were recorded along with reflective notes and memos. 

Onwuegbuzie and Leech suggest these observations provide a greater understanding of the 

setting’s culture and enable researchers to obtain richer data.430  The sampling strategy 

employed a wide variation approach to capture different perspectives that reflect the reality of 

participant’s experiences.  The use of an interview topic guide, together with reflecting upon 

observation notes and memos, helped me obtain a deeper understanding of the phenomenon. 

During the coding, classifying, analysis, and interpretation of data, I held conversations with, 

and sought feedback from my supervisors and external advisors.  Peer debriefing provided an 

opportunity to test my “growing insights and to expose [myself] to searching questions”542, p.85 

through reflecting upon the experiences and perceptions of others. 
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By undertaking all interviews, I minimised the risk of cross-cultural understandings; my emic 

perspective supports the position advocated by Lincoln, Lynham and Guba543 who caution 

against misrepresenting the views of participants.  To enable experiences to become 

meaningful and resonant to the reader,531 in presenting this data I aimed to provide rich 

accounts of participant’s experiences and the context within which they occurred. 

Transferability, dependability and confirmability are established by the provision of a 

methodological framework of the enquiry (Chapter 5.1), along with a detailed description of 

the study methods being described here in the current chapter.  This assists the reader to 

assess and draw conclusions about the transferability to other settings, contexts, and 

populations, and about the consistency of findings from the data.446  To minimise potential 

risk from researcher bias and further strengthen dependability and confirmability, all stages 

of the research process were reviewed by my supervisors.  Confirmability was also 

strengthened through an audit trail, reflexive journaling, data reconstruction via findings, the 

writing of the study thesis, and, the dissemination of study findings in academic journals.   

5.3.2.8 Considerations of my emic perspective 

The researcher’s worldview (positionality) incorporates their assumptions about human 

nature and is influenced by categorical factors such as gender, nationality, and ethnicity, as 

well as elements that are contextual or temporal, such as lived experiences, education, 

political vantage points, and personal history.544  Together, these factors create fluidity 

between having insider and/or outsider status although at times, categorical variables can 

outweigh contextual elements and vice-versa, causing a shift in positionality.544, 545  

Commentators assert that being a member of a group does not represent complete sameness, 

just as not being a member does not mean complete difference.546, 547  With this in mind, to be 

considered the same (insider) or different (outsider), involves reference of oneself to another 

person or group.548   

I was an insider in two ways.  First, through having previously working within the renal 

setting and having established relationships with staff as discussed above.  Second, because 

my Samoan ethnicity, cultural knowledge and lived experiences around chronic diseases 

represented several factors of sameness.  As an insider, having a tacit knowledge of the 

research inquiry also enabled more meaningful questioning; creating a more authentic study, 

for example, being able to read non-verbal cues and being (already) able to deeply understand 

the culture under study.544, 549  Being an insider allowed me to ‘blend in’ to the setting with 

minimal disruption or disturbance to the social setting,550 and enabled me to have 

meaningful conversations (interviews) with participants.  However, in some ways, I was also 

an outsider.  For example, even though I had grown up around multiple family members who 

have diabetes and ESRD, I myself do not have either disease.   
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Power imbalances within relationships are always entangled with knowledge551, 552 and 

partnerships with participants.375  Recent scrutiny of power-based dynamics have exposed 

inequities between the relationships within research.  Historic examples such as scientific 

colonialism,553 where holders of colonial power had assumed unlimited right of access to 

information, have been underlined as insensitivities to the personal interests of 

participants.544  However, contemporary thinkers such as Minh-Ha assert power is negotiated 

and given, not taken;544, 551, 554, 555 where unexpected changes or events can also lead to the 

renegotiating of power, and often the re-balancing between multiple roles of the researcher.551, 

556  For example, participants may assign to me one or more roles within the interviews 

(researcher, mother, sister, daughter, carer, and other) depending upon the conversations 

and the verbal and non-verbal responses I give. For example, younger participants may view 

or position me as a mother-figure, those similar in age as a sister-figure, and older 

participants as a daughter-figure.  Introductory conversations with participants will inform 

them of my experience within the family and cultural structure and will most likely prime 

their expectations of cultural awareness and sensitivities that will then be expected of me.  

Similarly, I am pale in skin colour; depending on worldview and past experiences, this can 

initially mean being afforded the role of ‘other’.  Within an interview I may often move fluidly 

between all six assigned roles.   

Ethnographic research is not only shaped by underpinning theories that guide observation, 

but also by the practical application of observational procedures and processes that apply 

such theories in the field.  Reflexivity is one of the tenets or principles of ethnography; where 

subjectivity is centrally important.522  Defined as a turning back of oneself 557 such 

personalised (reflective) accounts of fieldwork are said to enhance ethnographic 

authenticity.488, 491, 558  The quality of the researcher as a social scientist is deemed to be 

reliant upon their ability to convince their audiences that the phenomena they are describing 

is credible, reliable and plausible.543, 554   

An added complexity to this dynamic in the context of this research is the vulnerability of 

participants relating to health, quality of life, and most likely socio-economic position.  

Moving within roles is not uncommon.551, 556  I may move ‘to and from’ researcher to mother, 

sister, or daughter roles.  However, delineating boundaries can be a difficult task.  In 

exploring how cultural factors affect diabetes self-management among the Swahili, 

Abdulrehman found demarcating herself as a researcher from her clinical role as a nurse 

proved problematic.556 Her connection to her community was long-standing and further 

strengthened through kinship.  Upholding herself as a researcher only, would have appeared 

culturally insensitive, and possibly hindered data collection.  I found similarities in the 

conduct of myself as a researcher, but more importantly, myself as an insider.  Time 

allocation per participant ranged between 3 to 5 hours.  This included continuing the 
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relationship with previously interviewed participants and others I engaged with in this 

process.  To be in the same place as those who were unwell (now known to me) without 

spending the time to stop and converse, ‘hello, how are you today,’ would have been 

disrespectful.  As a Samoan woman/Pacific person such behaviour would have demonstrated 

a lack of cultural knowledge, care and insight. 

Because research is never neutral,375, 551, 552 it is important to recognise the implications of 

the researcher’s involvement in, and the interpretation of, the observations being recorded.  

Criticism has been raised about the quality of data collected by insider researchers and the 

assumption that insiderness guarantees authenticity of what is discovered.559  Critics argue 

that familiarity challenges the process of objectivity,550 where prior knowledge and/or 

experience can influence interpretation of the data and representation of the participants.549  

Personal biases are also raised,544 such as when insider-researchers are seen as being too 

close to the topic of enquiry and may select to do, or not to do, certain activities.  In this 

context, insider-researchers may for example, choose not to raise known challenging or 

confrontational issues or questions,555 or may have unaccounted-for bias in participant 

selection.544    

Reflexivity is a self-reflective process that supports the integrity and nature of the knowledge 

claimed by the researcher.546, 560, 561  It allows the researcher to reflect on themselves by 

purposefully examining and acknowledging assumptions and biases that can shape their 

research.561  I acknowledge my beliefs, values, social background, cultural knowledge and 

lived experiences will unconsciously influence each methodological and analytical decision I 

make.  Therefore I have attempted to make my positionality transparent (Chapter 1.5) and 

have embraced ethnography’s reflexive stance throughout all phases of the research. 

 
 

Reflection. An excerpt from my field-notes: (Initial introductory meeting) 

[Participant name] looked at me startled and ‘not sure’…I introduced myself again (thinking I 

had the wrong person) he then said ummm oh sorry – I was expecting a deeper coloured tan.  

He laughed and then I laughed.  He said that I sounded much more fobbier [ethnic] on the 

phone.  I replied, Oh My Gosh! what does that mean!!  We both laughed again – we knew 

exactly what that meant.  Despite the laughter and the playing, I could see he was unwell – 

hyperpigmentation, yellow weeping eyes and swollen feet, black toenails.  
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Reflection. An excerpt from my field-notes: (During the interview) 

[Participant name] is softly spoken and although she has a big smile, her eyes remain sad.  

She became upset several times during the interview.  Each time I stopped – but she waved 

me to continue on.  

 

Reflection. An excerpt from my field-notes: (Following an interview) 

As I leave [Participant name] bed, the man across from her waves for me to come to him.  She 

says loudly eh, don’t go to him, he’s too ugly!  We all laugh… I talk with him for a little while – 

he knows my family. 

 

5.3.2.9 Ethical Considerations  

The key objective of ethnographic research is to produce a realistic account of social 

phenomena,488 and the pursuit of knowledge should follow good ethical practice.  Codes of 

ethics are formulated to address ethical issues in research, where underpinning principles 

regulate the effect of researchers upon the people and environments intended to be 

studied.522   

Ethical issues have therefore become an essential consideration in qualitative research design 

where key principles of ethical practice have been fairly consistent over the past decades, 

including participant confidentiality, anonymity, informed consent, harm, and researcher 

impact on participants.522, 562, 563 These principles have been included in previous discussions; 

see trustworthiness (section 5.3.2.7), the Participant Information Sheet (Appendix 7), and 

Consent Form (Appendix 8).  The current study was approved by the University of Auckland 

Human Participants Ethics Committee: Reference 020658 (Appendix 11). Research approval 

was also gained by the respective district health board. 

Established ethical standards for research with potentially vulnerable populations, including  

those who “may be particularly susceptible to harm because of their health status,”564 require 

the research study design incorporate measures to minimise participants from harm.563, 565  

Within the design of this study, there were no perceived physical risks to participants as the 

research and study did not interfere with their treatment or physical well-being.  However, as 

each participant had ESRD and (a)other condition(s), there was a risk that he or she may be 

unwell (at the time of interview) or become unwell during the interview.  

To follow ethical process, guides were put in place during ethic approvals and carried out 

where applicable during all interactions with all participants:  ‘If a participant was unwell or 
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became unwell or upset, the interviewer would pause or stop the interview.  Continuing the 

interview (most likely at a later date) was dependent upon the wishes of the participant, 

which would be respected.  Similarly, if a participant requested that the interview be stopped 

or suspended, this would also be respected.’  See also: Data collection (5.3.2.3).   

 Pacific research ethical principles 

Research within Pacific Island populations in New Zealand requires active collaboration from 

all stakeholders and a demonstration that the impact of the research builds the capacity and 

capability of Pacific peoples, and contributes to the knowledge of Pacific Island health and 

well-being.566  Cultural integrity was maintained throughout the study.  Although I have 

insider knowledge and am Samoan, I consulted and sought guidance from Pacific advisors, 

specifically relating to cultural etiquette with groups other than Samoan.   

Participants were meaningfully engaged in a manner that was culturally appropriate and 

accepted.567  Using a conversational approach for both the initial introductory meeting and 

the interviews, was a strategy to try to achieve a sense of equal power between participants 

and myself.  The sharing of personal information helped to build a relationship between us, a 

foundation on which several Pacific Island activities are made.568  The building of these 

relationships added value to the study.  Participants freely offered me additional ideas and 

support and commented on the relevance of the overall research.  

I feel personally committed to maximising the benefits of this study and sharing the findings 

with Pacific communities.  I recognise that it is essential to guard against avoidable harm and 

not cause harm to research participants.  While the participants in the study may not directly 

gain immediate benefit, the contribution of new knowledge from the overall PhD project may 

(1) facilitate awareness amongst health providers and policy makers about factors that 

influence Pacific peoples with diabetes to engage in self-management; and (2) be used to 

inform future interventions for future Pacific communities.  

Results of the ethnographic study are presented in Chapters 7 and 8. 

 

Chapter Summary 

This chapter described the quantitative and qualitative methods used within this study.  

Through the presentation of a methodological framework, the organisation of the methodology 

and methods were illustrated to show how the study objectives will be achieved.  The 

quantitative component comprises a closed, retrospective cohort study that utilised 

descriptive statistics and survival analysis to explore personal and service-related factors 

associated with ESRD for Pacific peoples with diabetes.  Data sources consisted of encrypted 
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administrative data from the Ministry of Health.  Observations were undertaken over the 

period 1 January 2008 to 31 December 2016 and included 17,616 individuals on the Virtual 

Diabetes Register who had no prior history of ESRD or pre-existing renal disease, were 18 

years of age or older, and who had ever self-identified as a Pacific ethnicity in the National 

Health Index dataset.   

The qualitative component employs a focused ethnographic approach to explore the lived 

experiences of Pacific peoples with diabetes who have progressed to ESRD.  Unlike traditional 

ethnography, focused ethnographies are smaller-scaled, have a narrow or defined area of 

enquiry, and rely upon an existing knowledge and interest in the inquiry.  Focused 

ethnography offered a timely and efficient approach to learning about the personal and social 

contexts surrounding patient engagement for Pacific peoples with diabetes who have 

progressed to ESRD.  While it facilitated specific understandings about their health care 

experiences, it allowed me to use my insiderness to gain a thicker description of such 

experiences.  Using a combination of critical case and maximum variation sampling, 16 

individuals from five Pacific ethnic groups who had type 2 diabetes, were aged 18 years and 

over, had ESRD and were currently under-going haemodialysis, lived within the DHB’s 

catchment area and had a good command of English, were recruited. Data were collected (via 

field observations, field notes and face-to-face interviews) from two haemodialysis units within 

a large metropolitan hospital in Auckland, New Zealand.  Data were thematically analysed 

where the process for identification of themes was informed by Saldaña535 and Braun and 

Clarke.492, 536 
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Part C. Results and Findings 

6. Risk factors for end-stage renal disease  
Chapter overview 

This chapter addresses the secondary research question, What personal and service-related 

factors are associated with ESRD for Pacific peoples with type 2 diabetes?  Factors associated 

with ESRD for the different Pacific Island ethnicities with diabetes and estimate the 

associated risk of ESRD are reported. 

The manuscript presented here is currently in review by BMC Nephrology. 

Schmidt-Busby, J., Exeter, D., Wiles, J. and Kenealy, T.  Risk factors for end-stage 

renal disease with diabetes in Pacific Island ethnic groups: A 9-year cohort study 

using administrative data.  Submitted, in review. 

Section’s 6.1 and 6.2 are condensed from the background literature (Chapter 2) and methods 

chapters (Chapter 5.2).  Section’s 6.3 to 6.5 report the results, discussion and conclusion. 

6.1 Background 

Globally, type 2 diabetes (diabetes) remains a major cause of serious but often preventable 

health complications including kidney disease, blindness, and lower limb amputations57, 115 

as well as contributing substantially to premature stroke and cardiovascular disease.9, 115  

The total population of New Zealand is approximately 4.8 million of whom more than 240,000 

have known diabetes569, 570 and a further 100,000 may have undiagnosed diabetes.469, 569  

The New Zealand Ministry of Health (MOH) has recognised diabetes as a national health 

priority area due to its rising prevalence4, 53, 178 and implications for ethnic disparities.  One in 

three Pacific adults aged ³45 years have diabetes.9  Nearly all Pacific diabetes is type 2.  For 

Pacific peoples diabetes is one of the main reasons for hospitalisation 186-189 and a leading 

cause of potentially amenable mortality.10, 571  Diabetic nephropathy has increased over the 

past decade, 192 and is a principle cause of ESRD in Pacific populations.9, 572  Compared to 

New Zealand European, Pacific peoples have a 3.5 times higher incidence of ESRD.  Most 

Pacific peoples with renal failure from diabetes will also have at least one of cardiovascular 

disease, diabetic foot disease or diabetic retinopathy.  More generally, compared to other 

ethnic groups within New Zealand, Pacific peoples have poorer health status, have greater 

exposure to health risks, and experience barriers to accessing health resources and 

services.53, 56-58 
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In New Zealand, the term ‘Pacific’ peoples refers to groups of people who come from more 

than 20 island countries and territories across the Pacific region (Micronesia, Melanesia, and 

Polynesia).  The use of the collective term draws Pacific ethnic groups together; enabling 

common interests to be addressed through collaboration.36  However, unifying all Pacific 

peoples under the one umbrella term implies unity and homogeneity;38, 39 it also allows ethnic 

differences in health outcomes to remain hidden.573  Pacific populations are diverse by 

ethnicity, culture, customary practices, and language.  Such differences in other contexts 

have been shown to lead to quite different levels of diabetes and rates of ESRD,574 however 

this literature is not available in a New Zealand Pacific context. 

To our knowledge, no published studies explicitly explore the risk factors of ESRD for 

individual Pacific ethnic groups in New Zealand.  The extremely high prevalence of diabetes 

among Pacific peoples in New Zealand makes research on diabetes progression to ESRD 

imperative.  A deeper understanding of distinct differences between ethnic groups could lead 

to intervention strategies that benefit all Pacific, or target specific Pacific groups.  We present 

the results of a cohort study where the aim was to identify factors associated with ESRD for 

the different Pacific Island ethnicities with diabetes and estimate the associated risk of ESRD.   

6.2 Methods 

We conducted a retrospective, closed cohort study of Pacific peoples with diabetes in New 

Zealand from 1 January 2008 to (a) ESRD, (b) death or (c) end of observation period at 31 

December 2016.   

Study inclusion criteria were: ever coded as a Pacific ethnicity in the National Health Index 

(NHI) dataset; age ≥18 years at 1 January 2008; had diabetes as defined by being on the 

national Virtual Diabetes Register (VDR) at 31 Dec 2007; and no prior history of ESRD or pre-

existing renal disease at 31 December 2007. 

6.2.1 Data sources 

This study used administrative data obtained from the MOH.  These data are collected 

routinely as part of the mandatory reporting of patient interactions with the publicly funded 

health system, and voluntary reporting from the private system.  The private system is minor 

in the context of this study; no dialysis is done in private.  All patients receiving health and 

disability care in New Zealand have a unique National Health Index (NHI) identifier, 

consistent across all health datasets.  Data were provided de-identified using an encrypted 

NHI. 
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New Zealand health records allow up to three ethnicity codes per person.  Ethnicity is self-

assigned and can be changed over time.457, 458  For our analyses we assigned one ethnicity to 

each person.  For the 10.3% of people with a second or third ethnicity, we prioritised Samoan 

first, followed, in order, by Cook, Tongan, Niuean, Tokelauan, Fijian and Other Pacific 

(following the arbitrary order of coding in the official classification system457).  The ethnicities 

provided were current at 31 December 2008, and included a group who had no Pacific 

ethnicity assigned at the time but who had recorded a Pacific ethnicity on a previous record.   

The Virtual Diabetes Register (VDR) is constructed by the MOH from administrative data569  It 

identifies individuals presumed to have diabetes by using an algorithm that draws on seven 

national health datasets including diabetes-related hospital admissions, retinal screening, 

dispensing of diabetes-related medications and glucose and renal laboratory tests.  The VDR 

does not distinguish between type 1 and type 2 diabetes nor does it include year of diagnosis 

or duration of diabetes.   

Prior history of ESRD was defined by the presence, in any hospital discharge code prior to 31 

December 2008, of any ICD-10 code on an previously established list.459  Broadly, these are 

codes that represent admissions in which ESRD was either the primary cause of admission or 

impacted on management of the primary cause, and include both diagnoses and procedures 

such as construction of an arteriovenous shunt.  Pre-existing renal disease was defined by a 

similar, unpublished, list (codes N040-N049, N060-N069).  People with pre-existing renal 

disease were excluded from the cohort as they were considered likely to rapidly progress to 

ESRD early in the observation period. 

6.2.2 Outcome and risk variables 

The principle outcome was ESRD, defined as occurring on the first date of an ICD-10 code 

from the same list used to identify prior ESRD.  Unless they occurred outside the country, 

ESRD and death are highly unlikely to be missing from New Zealand official records.    

Risk variables were grouped into six categories.  Demographic factors included age at cohort 

entry, ethnicity, gender, deprivation, domicile District Health Board (DHB), and New Zealand 

residency status.  Deprivation was measured by NZDep13,470 a rating from 1 (least deprived) 

to 5 (most deprived) based on results from a principal components analysis combining 9 

census-derived indicators for the small geographic area in which each individual’s residential 

address is located.  Baseline health service use in the year prior to cohort entry included 

number of diabetes-related hospital admissions, number of diabetes management clinic 

attendances, number of dispensings for diabetes-related medications, and number of 

laboratory tests for HbA1c and urinary albumin:creatinine ratio.  Service use during 
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observation was measured by number of hospital admissions (for any reason), and number of 

visits attended and not attended to a first specialist appointment or to a follow up visit to an 

outpatient clinic.  First specialist appointments can be for different conditions or in response 

to re-referral for a condition which has been previously assessed.  Medication dispensings 

during follow-up were counted for metformin, insulin, lipid-lowering agents, angiotensin-

converting enzyme inhibitors (ACE) or angiotensin receptor blockers (ARB), other medications 

with mixed uses – diuretics, beta-blockers and calcium channel blockers – that all have an 

anti-hypertensive effect, and other diabetes-related medications.  At the time of this study the 

only anti-hyperglycaemic medications registered and publicly subsidised in New Zealand were 

metformin, sulphonylureas, acarbose and insulin.  Medication adherence was calculated for 

metformin, lipid-lowering agents, anti-hypertensives, and ACE/ARBs by calculating days of 

medication supplied divided by days between repeat dispensings during the observation 

period.  As most individuals received medication from only some of these groups, mean 

adherence (across all medication groups) was calculated for each individual.  Laboratory 

tests during observation were grouped into glucose-related (glucose, fructosamine, glycated 

haemoglobin) or renal (blood/urine tests for creatinine, urea, and urate/uric acid).  Co-

morbidities - cardiovascular disease, retinopathy, amputation and renal disease without 

ESRD - were identified from hospital discharge codes and previously-established lists of ICD-

10 codes.134, 136, 575  Although these conditions were identified in the observation period, they 

may have been present prior to cohort entry.   

6.2.3 Statistical Analyses 

All statistical analyses were performed using R 3.6.0 (The R Foundation)576.  Descriptive 

statistics show number and percentage for categorical data; median and inter-quartile range 

are used for all continuous data because most count and rate data are skewed.  Chi-squared 

tests are used for statistical comparison of proportions; t-tests and ANOVA are used to 

compare continuous variables cut by two or more categories, respectively.  Count variables 

during the observation period were examined as a binary (1 = count 1 or more, 0 = count 

zero); as a count; and as a rate per year (because the length of observation varied between 

individuals).  Baseline counts were already a rate because they referred to one year.  

Outpatient appointment did-not-attend counts were also calculated as a proportion of total 

outpatient appointments, separately for first specialist assessment and follow up 

appointments.   

Univariable Cox models are used to estimate associations between each explanatory variables 

and ESRD.  A multivariable Cox model was constructed to include: age, gender and ethnicity, 

and variables that were statistically significant in univariable analyses.  The largest ethnic 

group, Samoan, was used as the reference ethnicity.  The rate measure was used for count 
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variables except for co-morbidities which were considered either present or not.  Glucose-

related and renal-related laboratory test rates were so closely correlated that only glucose-

related rates were included in the final model.  NZ resident status was not taken to the final 

model because data were not available on 27% of individuals and because Pacific non-

residents who develop renal failure are allowed to become residents and receive dialysis; there 

is generally no dialysis available in the Pacific nations from which the New Zealand Pacific 

population derives.   

Although it is common to seek a more parsimonious model, we concluded that all the 

measured variables had a plausible link to ESRD so should all be considered in the final 

model (irrespective of statistical significance in the univariable model).  The proportional 

hazards assumption was tested by examining the Schoenfeld residuals, which examines the 

relationship between residuals and time, for each variable in the final model and for the 

model overall. Statistical significance is cited at p < 0.05. 

6.3 Results 

All 17,616 Pacific people who met the inclusion criteria were followed up to 9 years (mean 8.2, 

SD 1.83); 2,785 (15.8%) developed ESRD and 1,463 (8.2%) died without known ESRD.   

6.3.1 Demographic and health service 

Demographic and health service use in the year prior to cohort entry and during observation 

are presented in Tables 20 and 21.  Of the seven ethnic groups represented, Samoan (35%) 

was the largest.  ‘Other Pacific’ represented 23%, the majority of whom comprised ‘not 

current’ 88%, with 9% from ‘other Pacific’ nations, and 3% were ‘Pacific, not further defined’.  

More than two thirds were aged between 40 – 69 years and 55% were female.  The majority 

(85%) lived within the Auckland and Wellington regions.  Of these, most live in Counties 

Manukau, an area in Auckland in which 79% of Pacific peoples live in the most deprived 

(quintile 5) neighbourhoods.  Fijian and Other Pacific were least likely to live in quintile 5 

neighbourhoods.  Ninety-one percent of those with residency data available were New Zealand 

residents. 
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Table 20. Description of cohort: demographics and baseline measures in year prior to cohort entry, by ethnicity, N = 17,616. 

Results: binary variables: n, %, Chi2 p-value; continuous variables: median (range), ANOVA p-value.   
 

 
Ethnicity (n, %) 

Samoan 
(6102,  35) 

Cook Is.  
(2132,  12) 

Tongan
(2629,  15) 

Niuean
(892,  5) 

Tokelauan
(309,  2) 

Fijian
(1515,  9) 

Pacific Other
(4037,  23) 

Totals  p‐value 

Demographics         

Age, cohort entry   56 (19,97)  56 (19,93)  54 (18,94)  57 (19,91)  56 (20,85)  54 (19,90)  56 (19,98)  55 (18,98)  <0.001 

Gender (n, %)       M  2644, 43%  906, 42%  1087, 41%  378, 42%  150, 49%  718, 47%  1972, 49%  7855, 45%   

 F  3458, 57%  1226, 58%  1542, 59%  514, 58%  159, 57%  797, 53%  2065, 51%  9761, 55%  <0.001 

Q5 Quintile (n, %)   3802, 62%  1505, 71%  1780, 68%  548, 61%  213, 69%  732, 48%  1641, 41%  10221, 58%  <0.001 

NZ residency (n, %)  4359, 71%  1516, 71%  1733, 66%  633, 70%  224,72%  1052,69%  2778, 69%  12284, 91%  0.001 

Baseline measures                   

Hospital admissions   1 (0, 42)  1 (0, 25)  0 (0, 19)  1 (0,26)  0 (0,9)  0 (0, 54 )  0 (0, 43 )  0 (0,54 )  0.002 

Diabetes clinic  0 (0, 61)  0 (0, 90 )  0 (0, 51)  0 (0,28)  0 (0,48 )  0 (0, 34)  0 (0, 58)  0 (0, 90)  0.205 

Retinal screening  0 (0, 9)  0 (0, 5)  0 (0, 6)  0 (0,6)  0 (0, 3)  0 (0, 8)  0 (0, 7)  0 (0,9)  <0.001 

Any DM medication  8 (0, 234)  9 (0, 241)  8 (0, 208)  9 (0, 206)  25 (0, 196)  8 (0, 212)  8 (0, 482)  8(0,482)  <0.001 

Metformin  5 (0, 110)  6(0, 113)  5 (0, 104)  6 (0, 105)  6 (0, 98)  3 (0, 113)  4 (0, 241)  5 (0, 241)  <0.001 

Insulin  0 (0, 79)  0 (0, 68)  0 (0, 50)  0 (0, 66)  0 (0, 45)  0 (0, 64)  0 (0, 96)  0 (0, 96)  <0.001 

Sulphonylurea  0 (0, 107)  0 (0, 111)  0 (0, 104)  0 (0, 103)  2 (0, 70)  0 (0, 104 )  0 (0, 241 )  0 (0, 241)  <0.001 

HbA1c tests  0 (0, 26)  0 (0, 16)  0 (0, 16)  4 (0, 27)  0 (0, 21)  0 (0, 15)  0 (0, 25)  0 (0, 27)  <0.001 

ACR tests  0 (0, 20)  0 (0, 25)  0 (0, 12)  2 (0, 12)  0 (0, 9)  0 (0, 13)  0 (0, 14)  0 (0, 25 )  <0.001 
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Table 21. Description of cohort during observation, by ethnicity, N = 17,616. 

Service use, medication, tests are counts, adherence is a percentage. Results: n,% (Chi2 p‐value); median (range) (ANOVA p‐value); mean (SD) (ANOVA p‐value) 
  

 
Ethnicity (n, %) 

Samoan 
(6102,  35) 

Cook Is.  
(2132,  12) 

Tongan
(2629,  15) 

Niuean
(892,  5) 

Tokelauan
(309,  2) 

Fijian
(1515,  9) 

Pacific Other
(4037,  23) 

Totals  p‐value 

Outcomes                   

ESRD (n,%)  1028, 17%  390, 18%  437, 17%  159, 18%  53, 17%  184, 12%  535, 13%  2785, 16%  <0.001 

Death (n, %) *  466, 8%  234, 11%  211, 8%  102, 11%  34, 11%  82, 5%  334, 8%  1463, 8%  <0.001 

Service use                   

Hospital admissions  2 (0, 52)  2 (0, 46)  2 (0, 80)  2 (0, 54)  2 (0, 30)  2 (0, 53)  2 (0, 144)  2  (0, 144)  0.035 

FSA attend  3 (0, 442)  3 (0, 262)  2 (0, 175)  2 (0, 25)  4 (0, 38)  3 (0, 522)  3 (0, 638)  3 (0, 638)  <0.001 

FSA DNA  0 (0,17)  0 (0, 27)  0 (0, 12 )  0 (0, 12 )  0 (0, 12)  0 (0, 17 )  0 (0, 23)  0 (0, 27 )  <0.001 

Follow‐up attend  12 (0, 2734)  12 (0, 1657 )  11 (0, 877)  12 (0, 717)  12 (0, 559)  12 (0, 540)  11 (0, 1248)  11 (0, 2734)  0.056 

Follow‐up DNA  1 (0, 73)  1 (0, 86)  0 (0, 43)  0 (0, 24)  1 (0, 42)  0 (0, 35)  0 (0, 44)  0 (0, 86 )  <0.001 

Medication, tests       

Metformin  34 (0, 1475)  35 (0, 485)  35 (0, 466)  35 (0, 470)  36 (0, 348)  34 (0, 557)  31 (0, 1952)  34 (0, 1952 )  <0.001 

Insulin  0 (0, 772)  0 (0, 240)  0 (0, 226 )  0 (0, 288)  0 (0, 234 )  0(0, 365)  0 (0, 1814)  0 (0, 1814)  <0.001 

Anti‐Hypertensive  1 (0, 1245)  18 (0, 823)  0 (0, 930)  2 (0, 922)  1 (0, 588 )  12 (0, 658)  7 (0, 2161 )  6 (0, 2161 )  <0.001 

ACE or ARB  32 (0, 678)  36 (0, 482 )  34 (0, 592 )  33 (0, 468 )  36 (0, 344)  33 (0, 412 )  29 (0, 1052 )  35 (0, 1052 )  <0.001 

Lipid lowering  30 (0, 613)  36 (0, 885)  33 (0, 555)  31 (0, 583)  32 (0, 315)  34 (0, 522)  30 (0, 2368)  34 (0, 2368 )  <0.001 

Adherence (%, mean (SD)  63% (26.4)  66% (25.8)  64% (25.4)  65% (25.9)  67% (26.5)  63% (27.7)  65% (27.3)  64% (26.5)  <0.001 

Glucose tests  21 (0,178)  20 (0, 119)  22 (0, 128 )  23 (0, 208)  15 (0, 68)  23 (0, 84)  21 (0, 100)  22 (0, 208)  <0.001 

Renal tests  21 (0, 280)  24 (0, 208)  26 (0, 234)  24 (0, 251)  15 (0,93)  23 (0, 213)  21 (0, 330)  22 (0, 330)  <0.001 

Complications       

CVD (n, %)  946, 16%  395, 19%  337, 13%  133, 15%  59, 19%  351, 23%  827, 20%  3048,17%  <0.001 

Amputation (n, l%)  42, <1%  26, 1%  27, 1%  1, <1%  3, 1%  14, 1%  26, <1%  139, <1%  0.024 

Renal disease (n, %)  21, <1%  11, <1%  17, <1%  5, <1%  3, <1%  6, <1%  8, <1%  71, <1%  0.055 

Retinopathy (n, %)  1731, 28%  573, 27%  639, 24%  260, 29%  72, 23%  409, 27%  895, 22%  4579, 26%  <0.001 

* Death in observation period when no ESRD observed, i.e. excluding deaths after ESRD
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6.3.2 Univariate and multivariate 

Univariate and multivariate relationships between each variable and ESRF, using Cox model 

survival analysis, are shown in Table 22.   

 

Table 22. Univariate and multivariate Cox models 

 
Univariate  Multivariate model 

Hazard 
Ratio 

Lower
95% CI

Upper
95% CI p‐value  Hazard 

Ratio
Lower 
95% CI 

Upper 
95% CI  p‐value 

Demographics 

Samoan  Reference 

Cook Is.  1.118    0.996    1.257  0.060  1.188  1.056  1.336  <0.01 

Tongan  0.692    0.591    0.809  <0.001  1.058  0.945  1.184  0.330 

Niuean  1.093    0.924    1.291  0.300  1.068  0.903  1.264  0.444 

Tokelauan  1.064    0.807    1.402  0.661    1.382  1.047  1.823  <0.05 

Fijian  0.987    0.882    1.104  0.815    0.680  0.579  0.780  <0.001 

Other Pacific    0.771    0.694    0.856  <0.001  0.630  0.560  0.708  <0.001 

Female  0.763  0.709 0.822 <0.001 1.377 1.276  1.485 <0.001

NZ resident   1.784    1.366    2.330 <0.001  

Age at cohort entry  1.034  1.031    1.037 <0.001 1.035 1.031  1.038 <0.001

Quintile 5   0.867    0.803    0.936 <0.001 1.068 0.983  1.160 0.120

Baseline 

Hospital admissions  1.083  1.074    1.091 <0.001 1.011 0.997  1.025 0.128

Diabetes clinic  1.034  1.026    1.041 <0.001 1.004 0.997  1.013 0.295

Retinal screening (1 yr)  1.013    0.973    1.055 0.518  

Any diabetes medication   1.008  1.007    1.009 <0.001  

Metformin   1.010  1.008    1.012 <0.001 0.986 0.982  0.989 <0.001

Insulin  1.023    1.019    1.026 <0.001 1.006 0.994    1.002    0.007
Sulphonylurea  1.014  0.012    1.017 <0.001 1.003 1.000  1.007 0.089
Test HbA1c  1.067  1.055    1.079 <0.001 0.963 0.951  0.976 <0.001

Test albumin:creatinine  1.083  1.069    1.097 <0.001  

In observation period 

Hospital admissions 

Admission ever  1.178  1.046  1.327  0.953         

Admission rate   1.306  1.296    1.316  <0.001  1.310  1.295  1.330  <0.001 

Medication dispensing 

Insulin ever  2.700    2.504    2.918  <0.001         

Insulin rate  1.029  1.028    1.030  <0.001  1.021  1.019  1.023  <0.001 

Metformin ever   1.230    1.093    1.393  <0.001         

Metformin rate  1.024  1.022    1.026  <0.001  1.011  1.006  1.016  <0.001 

Anti‐hypertensive ever  3.474    3.163    3.816  <0.001         

Anti‐hypertensive rate  1.024  1.023    1.025  <0.001  1.015    1.014    1.017  <0.001 

ACE or ARB ever    10.534    7.875    14.100  <0.001         

ACE or ARB rate  1.047  1.045    1.049  <0.001  1.030  1.025  1.035  <0.001 

Lipid‐lowering ever  3.077    2.634    3.595  <0.001         

Lipid‐lowering rate  1.023  1.022    1.024  <0.001  1.000  0.995  1.005  0.995 

Adherence mean  1.559  1.347  1.803  <0.001  0.645  0.540    0.771  <0.001 
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Univariate  Multivariate model 

Hazard 
Ratio 

Lower
95% CI

Upper
95% CI p‐value  Hazard 

Ratio
Lower 
95% CI 

Upper 
95% CI  p‐value 

Complications  

Nephropathy ever (Yes)  12.144    9.53    15.45  <0.001  0.190  2.223  2.623  <0.001 

Nephropathy codes rate  1.034  1.031    1.038  <0.001         

Retinopathy ever (Yes)  4.637    4.299    5.00  <0.001  2.415    2.223    2.623  <0.001 

Retinopathy codes rate  1.050  1.048    1.051  <0.001         

Amputation ever (Yes)  5.467    4.374    6.827  <0.001  1.659    1.308    2.104  <0.001 

Amputation codes rate  1.046  1.042    1.051  <0.001         

CVD ever (Yes)  3.762    4.061    3.484  <0.001  1.608    1.474    1.754  <0.001 

CVD codes rate  1.043  1.041    1.045  <0.001         

Service use 

FSA attend ever  4.775    3.956    5.764  <0.001         

FSA attend rate      1.047  1.043    1.051  <0.001  1.037  1.032  1.042  <0.001 

FSA DNA ever    1.721    1.595    1.858  <0.001         

FSA DNA rate  2.971  2.802    3.150  <0.001         

FSA DNA proportion  2.017  1.627  2.501  <0.001  2.325  1.808  2.990  <0.001 

Follow up attend ever  10.590    7.249    15.47  <0.001         

Follow up attend rate  1.020  1.019    1.020  <0.001  1.012  1.010  1.013  <0.001 

Follow up DNA ever  1.878  1.738  2.027  <0.001         

Follow up DNA rate  1.500  1.468  1.531  <0.001         
Follow up DNA 
proportion  2.017  1.627  2.501  <0.001  0.968  0.723  1.297  0.828 

Laboratory tests 

Glucose ever  15.701  7.478  32.970  <0.001         

Glucose rate  1.277  1.269    1.284  <0.001  1.169  1.160  1.179  <0.001 

Renal ever    23.300    9.69    56.020  <0.001         

Renal rate  1.122  1.119    1.125  <0.001         

 FSA: First specialist appointment   DNA: did‐not –attend 

 

The fully adjusted multivariable model (Table 22) shows that Tokelauan and Cook Islander 

have higher risk, while Fijian and Other Pacific have lower risk, than the reference group 

(Samoan).  Being female was negatively associated with ESRD on univariable but positively 

associated after adjustment in the multivariable model.   

Baseline measure Hazard Ratios, in the full model, were either non-significant or, even when 

significant, were close to 1.  The purpose of these measures in the VDR was to identify people 

as having diabetes.  Given that everyone in the cohort has diabetes, the measures add limited 

additional information about risk for ESRD.   

Medication dispensing rates, in the full model, show positive associations with ESRD for 

metformin, insulin, anti-hypertensive treatment and ACE/ARBs; this is likely to be due to 

more intensive management of individuals known to be at increased risk of complications.  

Similarly, service use rates – glucose testing, hospital admissions, attending first specialist 
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and follow up outpatient appointments – are associated with ESRD.  The proportion of first 

specialist outpatient appointments not attended is strongly associated with ESRD, but there 

is no association with failure to attend follow up appointments.    

The presence of cardiovascular disease, amputation and retinopathy are strongly associated 

with risk for ESRD, as expected.  The presence of renal disease short of ESRD is strongly 

associate in univariable, but negatively associated in multivariable models.  The relevant 

codes were identified in only a small number of individuals; hospital admission discharge 

codes may be a poor way to identify low grade and asymptomatic conditions.   

Because Tokelauan (and, to a lesser extent, Cook Islanders) were at increased risk in the full 

model, and Fijian were at decreased risk, we further investigated their data; we do not 

comment on Other Pacific here as this was a heterogeneous group.  During the year prior to 

cohort entry the percent of individuals with one or more HbA1c test, and for one or more test 

for urinary albumin:creatinine, were both overall significantly different by ethnicity; 

Tokelauan rate was lowest at 30%  and Fijian rate was 45% (p < 0.001 overall effect by 

ethnicity).  Similarly, retinal screening was significantly different by ethnicity; Tokelauan had 

the lowest rate at 13%, the Fijian rate was 33% (p < 0.001). Tokelauan also have the highest 

proportion of DNA at first specialist appointment at 15% compared to the Fijian rate of 5% (p 

< 0.001 overall effect for ethnicity). For mean adherence, however, Tokelauan rate was higher 

than Fijian, at 67% and 63%, respectively (p < 0.001 overall effect for ethnicity).  Proportions 

dying following development of ESRD, while still prior to 31 December 2016, also varied by 

ethnicity (p < 0.001) with Cook Islander and Tokelauan having the highest rates at 5.1% and 

4.5%, respectively.  

6.4 Discussion 

Rates of ESRD, death, and most of the administrative factors we assessed for association with 

ESRD, varied significantly by Pacific ethnicity; although not all these differences would be 

considered substantial from a clinical or policy perspective.  This is the first study to our 

knowledge that looks at factors associated with ESRD for Pacific adults with diabetes in New 

Zealand, and explores differences between Pacific ethnic groups.   

A fully adjusted survival model, with the largest group (Samoan) as a reference, showed 

increased risk of ESRD for Cook Islander and Tokelauan, and a lower risk for Fijian and 

Other Pacific.  We have not found in the literature an explanation for these specific 

differences.  Although it is known that Fijian may be subject to misclassification error (Fijian 

Indian wrongly classified as Fijian), this would likely influence the results in the opposite 

direction. 
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In general terms, our results support other studies in New Zealand134, 136 and 

internationally577, 578 where ethnicity is shown to be a key risk factor of health outcomes.  

There is strong evidence of a bi-directional relationship between socioeconomic deprivation 

and poorer health outcomes205 that includes, for example, a predisposition to the earlier onset 

of diabetic nephropathy and ESRD.  For Pacific people in New Zealand it is mostly a uni-

directional shift because of greater overall poverty.579  Quintile of deprivation was not 

significant in the final model, but this may be due to the majority of Pacific people in this 

study living in the most deprived areas, i.e. reducing our ability to detect difference, and 

variation may have been due to Fijian and Other Pacific, the groups at lowest risk of ESRD, 

also being least likely to live in quintile 5 neighbourhoods. 

Pacific peoples in New Zealand experience some of the highest rates of avoidable 

hospitalisations for conditions that are treatable within the primary care setting.53, 580  Our 

results show significant differences in hospital admissions by ethnicity, but these differences 

were not associated with ESRD on the final model.   

The presence of retinopathy, cardiovascular disease and amputation are associated with 

ESRD.  Anti-hypertensive medications and ACE or ARB medications may indicate treatment 

for hypertension but they all have mixed uses so the relationship to hypertension is not 

definitive.  Both anti-hypertensive and ACE/ARB medicine use were associated with ESRD on 

the final model.  Hypertension, retinopathy and CVD among study participants is consistent 

with previously reported findings,20, 53, 581 where over the last 10 years, these diseases have 

significantly increased among Pacific peoples in New Zealand.130, 198, 199, 581, 582  Evidence also 

supports hypertension as a key determinant of retinopathy among Samoan583 and that a 

statistically significant relationship exists between severity of retinopathy and the length of 

time since diagnosis of diabetes.  Similarly, recent study findings reported the combination of 

(severe) retinopathy and hypertension was common among Pacific adults, particularly Fijian 

males.198 

In the current study, retinopathy had the strongest association, which is expected because 

both retinopathy and ESRD are a consequence of microvascular disease.  Our results show a 

wide range of screening rates for both retinopathy and albumin:creatinine ratio, that often 

falls short of best practice recommended by guidelines current at the time of data collection, 

and also varies significantly by ethnicity.   

Diabetes, hypertension, and CVD are included among the most prevalent chronic morbidities 

in Pacific populations.135  A combination of comorbidities and limited access to health care 

services contribute to CVD morbidity, and CVD as a leading cause of mortality among Pacific 

peoples in New Zealand.56, 130, 584  Multi-morbidity, the presence of two or more chronic 
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conditions in an individual, is commonly seen in people aged ≥ 65 years.585  However, in 

Pacific adults, multi-morbidity occurs most in those aged ≥35 years where prevalence 

increases with age and increasing levels of socio-economic deprivation.135  This is recognised 

in guidelines for screening at-risk populations;13, 160 the start age for CVD risk assessments 

for Pacific peoples, Māori and Indo- Asian is recommended to begin at aged 30 years (males) 

and aged 40 years (females), 15 years earlier than other population groups.   

Inadequate disease knowledge is a primary underlying reason for poor medication adherence, 

especially for those with more than one long-term condition.  In a recent study of Pacific 

peoples we found poor knowledge directly influenced self-management, as symptoms were 

often used by individuals to guide their medication and treatment adherence.  In this context, 

absence of symptoms led to non-adherence and rates of non-attendance.586 

The number of outpatient appointments is positively associated with ESRD and is likely to be 

related to complexity and multi-morbidities.  Failing to attend appointments may represent a 

lost opportunity, and missing a first specialist appointment is particularly likely to result 

conditions being undiagnosed or late diagnosis and associated management.  This is 

consistent with our findings that ‘first specialist appointment’ did-not-attend rates (DNA) is 

strongly associated with ESRD, whereas ‘follow-up’ DNA, while significant on univariable 

analysis, was no longer significant on the final model.  The number of first specialist 

appointments attended, and DNA for both first specialist appointments attended and follow-

up also varied significantly by ethnicity.   

Our findings provide strong support of evidence that Pacific non-attendance rates in New 

Zealand are consistently high.29  The differential utilisation of health services by Pacific 

peoples may be a key contributor to their often-poor diabetes-related health outcomes.  

However, this is not independent from the social, cultural, and economic determinants of 

health that influence their lives.  The health system does not adequately respond to needs of 

ethnic minorities such as Pacific peoples where deprivation, comorbidities, and cultural 

barriers influence their engagement in health care.24  Opportunities for engagement require 

access to culturally appropriate and timely information and services, as well as fostered 

relationships with health care workers.24, 587  We have previously asserted that these 

conditions must be right for each individual as the ability to engage is strongly determined by 

context, the characteristics that shape peoples’ lives.587 

Adherence to medication is considered one of the essential elements of patient self-

management.  In general, adherence rates to medications for long-term conditions are found 

to be between 70 to 80%.289  In our data, mean adherence rates ranged from 63% to 67%, by 
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ethnicity, and higher adherence retains a strong association with lower risk of ESRD in the 

final model.   

6.4.1 Limitations 

This study is limited by the use of administrative data which does not include clinical 

information such as duration of diabetes, socio-cultural information such as health literacy, 

and other potential explanatory variables.  We do not have data to describe those Pacific 

people who fell outside our inclusion criteria.  In particular, we do not know how many were 

excluded by prior renal disease that fell short of ESRD.  Very few were identified during 

cohort follow up and it appears our method was not particularly sensitive to early renal 

diseases; however, excluding those with early renal disease could make our estimates risk of 

ESRD err on the conservative side.  Risks of progression to ESRD may differ between type 1 

and type 2 diabetes, and the VDR we relied on for this study does not distinguish between the 

two.  However, we know that nearly all Pacific diabetes is type 2.5  Finally, our data shows 

only associations, many due to common cause, so we cannot conclude that addressing a 

specific association will lower rates of ESRD for Pacific peoples as a whole or to lessen 

differences between Pacific ethnicities.   

 6.5 Conclusion  

We have demonstrated that the association with ESRD varied significantly by Pacific 

ethnicity.  While differences may appear small, these data contribute to the growing body of 

information for Pacific peoples, and allow for comparative analysis and interpretation of 

diabetes related complications, now, and into the future. 

Risk of ESRD, health service use, and engagement varies between ethnicities.  Because 

Pacific Island ethnic groups are not homogenous by culture, customary practices, and 

language, the health services may need to respond differentially to specific ethnic groups.  

There is limited knowledge on how this might be done, pointing to a need for further research. 

Although the associations we have shown do not prove that removing such risk factors will 

prevent ESRD, we reasonably argue the need to engage, perhaps differently with Pacific 

ethnic groups, in strategies that are relevant and intervene along the trajectory to ESRD.
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7. Understandings of disease  
Chapter overview 

This chapter presents the first of two manuscripts, reporting findings from the ethnographic 

study that sought to answer the secondary research, What is the lived reality of illness for 

Pacific People with diabetes who have progressed to ESRD?  The contextual factors that shape 

understandings of disease for Pacific peoples with diabetes and ESRD are reported here.   

The manuscript presented here is reproduced from the published article, in line with the 

publisher’s copyright policy2 (see p.ix).   

Schmidt-Busby, J., Wiles., Exeter, D., and Kenealy, T.  Understandings of disease 

among Pacific peoples with diabetes and end-stage renal disease in New Zealand.  

Health Expectations. 2019;00;1-10. Doi:10.1111/hex.12946  

Section 7.1 is expanded from applicable background literature (Chapter 2), section 7.2 is 

condensed from methods (Chapter 5.3), and section’s 7.3 to 7.5 report the results, discussion 

and conclusion. 

7.1 Introduction 

Compared to New Zealand Europeans, Pacific peoples in New Zealand develop type 2 diabetes 

mellitus (diabetes) at a higher rate3 and a younger age, and have a 3.8 times higher incidence 

of end-stage renal disease (ESRD).192  More than two thirds of Pacific ESRD is due to diabetes 

compared with just more than one third in New Zealand Europeans.192  Furthermore, 

diabetes and ESRD are increasingly being seen across multiple successive generations of 

Pacific families.  Our findings demonstrate how understandings of diabetes are shaped by 

multi-generational family beliefs and behaviours and are further compounded by 

misunderstandings and limitations to engagement with health providers. 

Control of type 2 diabetes, sufficient to reduce complications, requires constant self-

management which becomes more complex in the presence of complications and co-

morbidities.  Effective self-management requires health literacy and self-management skills 

supported by patient-provider communication; which, to be effective, must respond to 

culture-specific understandings of diabetes.588  

As a key determinant of health,234, 589 health literacy is critical to personal empowerment.  In 

its broadest sense, health literacy is a ‘composite’ term that can include ‘knowledge’ and 

‘understanding’ as targets of health promotion activities.234  Health care is complex and 

health literacy is best defined in terms of what it enables us to do,590 noting that people with 
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adequate general literacy may not necessarily have adequate health literacy.591  Furthermore, 

health literacy is constructed within a social context – in environments that include families, 

communities, and social networks.232, 234, 592  

Family context is pivotal to an individual’s understanding, beliefs and expectations (illness 

representations) of diabetes.273, 274  Because diabetes is epidemic, and commonly present 

across multiple family generations, judgements, (biased) perceptions and myths associated 

with disease can develop within families.273  What is observed within the family becomes the 

‘appropriate’ or normalised way to care for, or self-manage, diabetes; thus the platform is 

established for an individual’s foundational knowledge and illness representations275 about 

diabetes. 

Diabetes is largely asymptomatic in the years preceding a diagnosis or even to the onset of 

complications.  This invisibility can lessen an individual’s motivation to engage in diabetes 

self-management.  The difference between an individual’s illness representations273-275 and a 

clinical assessment can strongly influence adherence or commitment to recommended 

treatments.260, 272, 593  Leventhal and colleagues propose a model of beliefs in five domains to 

conceptualise how illness representations determine judgement of illness and health 

behaviour.275  These beliefs address: the label or diagnosis of diabetes and its associated 

symptoms (identity); possible causes of diabetes (causes); duration of diabetes (timelines); 

perceived physical, psychological or financial consequences of diabetes (consequences); and 

feelings of self-efficacy for managing illness (controllability).  Perceptions of consequences and 

controllability272 are prominent within the literature of diabetes outcomes where increasing 

evidence associates a family history of diabetes with a sense of inevitability and lack of 

controllability.272, 274 

The traditional Pacific Island worldview of health differs from a Western or European 

perspective.  Expressed as a notion of maintaining social order and harmony, health is viewed 

as a holistic concept of well-being (a balance of the body, spirit and mind), incorporating 

spirituality, and values and obligations centred around family kinship and communalism.101  

Although the importance of family among Pacific has been maintained since Western contact, 

there have been noticeable shifts in cultural orientation and health perceptions.109  Many 

Pacific peoples, especially migrants, have adapted their cultural beliefs about health to 

accommodate a biomedical Western paradigm, mostly likely because of their interactions with 

Western health services.  

Within the Pacific construct of health, illness is seen as dis-harmony and imbalance.  

Common beliefs within this worldview maintain that there was less illness and disease in the 

Pacific prior to Western contact and that illnesses experienced post-contact are Western in 
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origin.101  Consequentially, distinctions have been made between what are conceptualised as 

Pacific illnesses and those ascribed as Western illnesses, and two different systems of 

treatment perceived as needed.  

Compared to the Western world, in the Pacific Islands new technologies, consumption of non-

traditional foods and increased international social contact appeared within a relatively short 

period of time.  Similarly, the epidemiological transition to diabetes was rapid, especially in 

the Polynesian Pacific Islands.181, 594  Diabetes management in Pacific Island nations has been 

inhibited by social, political and economic structures that prevent or limit access to 

medicines, together with insufficient numbers of adequately trained health workers and 

health educators.595 

Concerns about general Pacific health and well-being in New Zealand are not new.53, 56-58  

National prevention strategies have identified disparities in access, provision and coordination 

of health services,13, 60 with government and sector reports proposing interventions to improve 

health outcomes for Pacific peoples.29, 31, 62  A low degree of engagement with health services 

by Pacific peoples has been identified as a central reason underpinning their much poorer 

health status compared to the general New Zealand population.29  Reasons for low 

engagement include issues relating to communication, lack of trust and experiences of 

discrimination influencing decisions to engage with services, and low health literacy.24, 29, 31, 

260  

For these reasons, commentators suggest that there is a need to determine baseline levels of 

knowledge and understanding of diabetes within Pacific Island communities so that effective 

strategies for patient engagement can be developed.29  However, research relating to low 

health literacy often centres upon ‘what is understood’ rather than ‘what are the underlying 

contexts and constructs explaining why things are understood in that way’.232  The research 

reported here forms part of a larger focused ethnographic study that sought to address the 

question ‘What is the lived reality of illness for Pacific peoples with diabetes?’  In this article, 

we investigated the contextual factors that shape understandings of disease for Pacific 

peoples with diabetes and ESRD. 

7.2 Methods 

7.2.1 Design, setting, and sampling 

This qualitative enquiry employed a focused ethnographic approach, which, unlike traditional 

ethnography, examines a single issue or experience of a subgroup of people within a context 

specific setting.440  The larger study aimed to understand the contexts and meanings 
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underpinning self-management behaviour - through participant accounts of living with 

diabetes.  As an applied research method, focused ethnographic approaches facilitate better 

understandings of complexities surrounding an issue or phenomenon from the perspective of 

the participant.490  In this context, the researcher can examine personal and societal factors 

that influence, for example, decision-making.  Cruz and Higginbottom509 among others 

reinforce this argument, asserting focussed ethnographies enable the researchers to consider 

how people integrate health beliefs and practices into everyday life.500  

A purposive sampling strategy (seeking maximum variation) was used to identify patient-

participants from two in-centre haemodialysis units (facilities reserved for those who are most 

dependent and most unwell) within a large district health boards (DHB) in New Zealand, 

serving a high Pacific Island population.  The inclusion criteria for the study comprised the 

five most common Pacific ethnicities in New Zealand (Samoan, Cook Islander, Tongan, 

Niuean, or Tokelauan), individuals aged 20 years or more who: had type 2 diabetes and ESRD 

(under-going dialysis); lived within the DHB catchment area; and had a good command of the 

English language.  The sample was restricted to those with type 2 diabetes and ESRD, 

because we believe those whose health has progressed to an endpoint in which life is now 

time-limited, may provide a deeper insight into the reality of diabetes risks and consequences 

along with lessons learned - albeit too late for them personally.  Participants with a ‘good 

command of English’ were selected because the researchers believed the original meanings 

within participant responses would be retained and not be lost during translation between 

languages.  Study information packs were made accessible in general spaces within the units 

for prospective patients to read and self-nominate if they wished to take part in the study.  

7.2.2 Data collection 

Data were collected by the first author (JS-B) who made field observations, conducted face-to-

face interviews and recorded field notes.  Interviews were between 30 and 80 minutes, in 

English, and undertaken while participants were undergoing haemodialysis and were either 

lying on their bed or sitting semi-recumbent in a chair.  The interviewer stopped the shortest 

interview after noticing the participant was becoming increasingly breathless.  Three 

interviews were re-scheduled due to general unwellness, despite participants in each case 

wanting to tell their story.  Those three interviews were conducted at their next dialysis 

treatment.  Another three participants wanted to be interviewed during the initial recruitment 

meeting “because I might not be here next week” (Sa.2).  A relaxed conversational approach 

easily accommodated interruptions from nurses who attended to alarms or checked monitor 

readings.  The interview aimed to explore: understandings of diabetes and kidney disease; 

health information and communication; self-management; and reflections on diabetes 
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(Appendix 9).  Written informed consent was gained prior to interview and all participants 

consented to their interview being audio recorded.  Interviews were transcribed, and interview 

data were managed using Nvivo12-Pro and Microsoft Excel.  

7.2.3 Data analysis 

A thematic analysis approach informed by Saldaña535 was used to identify  contextual factors 

underpinning participants’ understandings of diabetes and ESRD.  All identifying information 

on transcripts were anonymised prior to being read by those other than the interviewer.  

Transcripts were read several times by members of the wider research team.  Data were 

categorised using first cycle coding (descriptive or basic labelling) prior to being reorganised 

into groups based on shared characteristics using second cycle coding (pattern coding).535  

Initial themes were then refined into confirmed themes addressing the research question.  

The authors represent the disciplines of health services (JS-B); health and medical geography 

(JW; DE), and medicine (TK). JS-B is also Samoan.  Advisors additional to the research team 

represented sociology, diabetes nursing, and Pacific health, and supported coding and 

interpretation.  

The study was guided by our obligation to conduct trustworthy research throughout the 

enquiry.542  As an important component of trustworthiness, credibility was supported by 

prolonged engagement, peer debriefing, insider knowledge, crystallisation, and reflexivity.  

Field observations were also recorded along with reflective notes and memos to minimise 

distortion of participant information.430  Furthermore, to enable participants experiences to 

become meaningful and resonant to the reader,531 rich descriptive accounts of experiences 

and the context within which they occurred are provided. 

7.2.4 Ethical approval 

The current study was approved by the University of Auckland Human Participants Ethics 

Committee: Reference 020658 (Appendix 11).  Research approval was also gained by the 

respective District Health Board. 

7.3 Results  

Of the 42 potential participants who indicated an interest in the study, nine did not meet the 

inclusion criteria and 17 withdrew due to: hospitalisation (2), feeling unwell (4), and a change 

of mind (11). Sixteen took part in the study comprising five Pacific ethnicities: Cook Islander 

(6), Samoan (5), Tongan (3), Niuean (1), and Tokelauan (1).  Thirteen were Island-born.  All 
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were aged between 37 and 68 years, and half were female.  Nine had three or more 

comorbidities in addition to ESRD (Table 23).  

 

Table 23: Participant characteristics 

Code 
Age 
group 

Time in NZ  
(years) 

Length of illness 
(estimated years)  Comorbidities  Hospitalisations 
DM ESRD

Ck.1  50‐59  43  37  5  DF; CVD  DM, LLA, S 

Ck.2  40‐49  21  10  1  ED; G; CVD; LD  DM, P 

Ck.3  50‐59  41  30  9  ED; CVD; HTN; O(4)  C, DM, S, P 

Ck.4  50‐59  50  20  1  G; LD; O(1)  O 

Ck.5  60‐69  54  38  3  G, LLA; O(2)  DM 

Ck.6  50‐59  45  13  <1  HTN  K 

Ni.1  60‐69  38  27  17  CVD; HTN;  DM, K, C, P 

Sa.1*  40‐49  >40  10  10  A; DF; G; CVD; HTN; LD  P 

Sa.2  60‐69  48  32  13  CVD; HTN  DM, K, P 

Sa.3  40‐49  29  19  3  A; ED; HTN; LD; O(1)  DM  

Sa.4*  40‐49  >40  15  5  CVD; HTN,  K 

Sa.5*  30‐39  >30  9  2  HTN; O(2)  DM, O 

Tg.1  30‐39  38  18  2  ED; DF; G; CVD; LLA; O(2)  C, DM, K 

Tg.2  30‐39  7  10  1  ED; HTN  P  

Tg.3  60‐69  38  16  3  O(2)  O 

Tk.1  50‐59  52  20  3  HTN; O(2)  C, DM 

* New Zealand born     BOLD >1 Hospital admission 

Comorbidities: A Asthma; CVD Cardiovascular disease; DF Diabetic foot; ED eye disease;  G Gout; HTN  Hypertension; 
LD Liver disease; LLA Lower limb amputation; O Other conditions.  

Hospitalisations: DM Diabetes‐related; LLA lower limb amputation; S Stroke; C Cardiac‐related; P Pneumonia; K Kidney‐
related; R Respiratory‐related; O Other 

 
 

The results are summarised under two central themes: (1) Understandings of diabetes, which 

describes how participants’ perceptions of diabetes were formed, and how these perceptions 

influenced self-management and decision-making about health prior to diagnosis with ESRD; 

and (2) Speaking from experience, which describes participants’ hindsight about their own 

lessons learned and what they believe may help others with, or at risk of, diabetes and other 

chronic diseases.   

7.3.1 Understandings of diabetes 

7.3.1.1 Diabetes, the name of a sickness adults get 

All participants reported diabetes was a common condition within their families and most 

could recall parents, grandparents and other family members with diabetes over several 

generations.  They had heard of diabetes growing up but could not recall conversations about 
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the disease and were not aware of serious complications; “it was just the name of a sickness 

the adults get” (Sa.3).  

I’m not really understand[ing]. The diabetes is in my family, yes. But that’s all I knew 

back then. My mother got, my father got it, yeah. They didn’t talk to us childrens (sic) 

about it. I know it now, it’s bad, very, very bad (Ck.1). 

I used to watch my grandparents prick their fingers and I used to see them taking 

tablets and I never understood what it was until I got it (Sa.4). 

Commonly within Pacific cultures there are conversations that only the adults engage in, and 

it was usual and expected that children were not to ask questions.  In hindsight however, this 

participant and others felt strongly that parents had a responsibility to talk more openly 

about health conditions.  Many participants stated they now doubted that their parents and 

grandparents had fully understood diabetes, its complications or appropriate management, 

and thought this might also have been why parents and grandparents had appeared not to 

worry about the condition or discuss it in family conversations: 

My parents and them [grandparents] didn’t really say much about these things either. It 

was like having a cold or a sprained ankle, they got sick and then got over it. Although 

now, I know the sick is always there….They just seemed to go with the flow…No one 

seemed distressed or you know, as if it was a major or nothing, yeah, just like having a 

cold. (Tk.1). 

My Mum and Dad they didn’t speak about [it] to us. I don’t know if they really knew 

back then, you know. All the information’s available now…I only know [about] then - 

from what they know and what I seen. But now, I know heaps more about it (Ck.3).  

Participants could recount the names of sicknesses such as diabetes, heart disease, and 

stroke in their family histories.  And despite not having full information about particular 

condition(s), they could name which conditions came from which side of their family. 

…my parents were both diabetic.  My grandparents were [diabetic] on both sides.  The 

heart problems on my dad’s side. My mum’s side is the diabetes.  It’s like a whole 

family of, even aunties and uncles and cousins have got it (Tg.1.) 

…my dad on his side, just diabetes eh. Mums side no, they got asthma, and blood 
pressure. The old ones of mums [side] had heart trouble.  It’s in the family too. My other 
siblings and cousins got it too (Ck.6).   

Nothing much other than diabetes on both side[s].  Gout and cancer [on] dad’s side.  Not 

like my in-laws, they got heart, stroke, asthma, cancer, diabetes.  You know how us PI’s 
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always know the happenings of other families – it goes with the ‘which family got 

brains, which ones got nice eyes’ and that sort of thing (Sa.5). 

7.3.1.2 Symptoms to diagnoses 

Prior to diagnosis of diabetes, most described having swollen legs and feet, headaches, sticky 

eyes, itchy skin, lethargy, dizziness, and fainting spells.  Participants recalled being given 

advice about high blood glucose levels and being informed of the importance of on-going 

blood tests.  They also remembered being told about the need to reduce eating unhealthy 

foods and drinks. Despite being told these things, most could not remember being told of how 

important these things were in relation to preventing the development of diabetes:  

I didn’t know it was that bad (Tg.1). 

The doctor used to tell me how much my blood number was but I didn’t know what it 

was for….He told me all the time to cut down the fizzy drinks and my smoking…He 

never say it was serious (Ck.3). 

Only one person reported receiving a diagnosis of diabetes at an early stage of the disease.  

The remainder said they were told of their diabetes well after onset and most described 

finding out during a hospital admission or medical appointments that were perceived to be for 

another reason: 

I had a, a cut on my leg, and it didn’t heal after about 3 months. And then I went to see 

the doctor, and they sent me to a lab to do some blood test and all that? So then a week, 

the doctor rang me back he told me I had type 2 diabetes (Ck.2). 

I had a boil on my chest…I came to see my doctor, they took some blood, and then I 

went to hospital and operate on that, and that’s how I found out (Sa.3). 

Three participants expected that they would develop the condition because it was ‘in their 

family’: “I was waiting for it. My parents to me and one brother” (Tg.2).  But for the majority, 

although diabetes was also in their families, the diagnosis came as a shock: “No [I wasn’t 

expecting diabetes] ‘cos I don’t take sugar, I don’t eat sweets” (Ck.6). 

Between diagnoses of diabetes and ESRD, information given by health providers was again 

often misunderstood.  Participants did not always perceive their symptoms were caused by 

diabetes because they had other comorbidities: “I don’t know if my pain is for the diabetes or 

the other ones I’m also have it” (Ck.1).  Similar to diabetes, the realisation of having ESRD was 

a mixture of emotions and disbelief at what could have been preventable:  
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I didn’t really thought it was the end of the road, it was like ‘what?’ I wasn’t sure if I 

was angry or sad like someone had just died…I had all the advice given to me but 

because I didn’t understand it, it just hasn’t sunk in and now it’s too late (Tk.1) 

Almost all participants were diagnosed with ESRD while attending health services for other 

issues: 

…last year I got bad pneumonia, and that’s when I admitted at [hospital], the doctor say 

there was damage - fail my kidney (Tg.2). 

I had a cyst that was growing and they removed that…I was in hospital, I was here for I 

think about two months…and then the dialysis nurse came and told me I needed to be 

on dialysis cos my kidneys were failing (Sa.5). 

7.3.1.3 Health was not a central priority 

Participants described busy lives where health was not a central priority.  Self-management 

activities, such as increasing physical activity, did not always fit in with their everyday lives.  

One participant said she was only just coping with the stress in her life and could not 

manage her medications as well.  Clinical appointments were frustrating with clinicians 

making judgements that were not seen as helpful or relevant. Practical support was rarely 

given:  

 I didn’t really kept up with my appointments for diabetic. I stopped because every time 

I go…they talk to me to stop this, stop that, stop the food, and the food I love, and the 

drinks, and you know I don’t really want to listen what the doctor said. He didn’t help 

what I can do in my house (Sa.2). 

 …the doctor always said the same thing ‘oh it’s not good, it’s not good’. I’m ‘oh yeah 

ok’. Next time, ‘it’s not good, it’s not good’, me, same thing ‘oh ok, see you next time’ 

…Yeah he wasn’t helpful now that I’m here hooking up to this machine (Ck.4). 

I didn’t know if I’m coming or going. They tell me these things, but too many things, 

wanting me to go here for something and this one another thing. I had a young children 

to look after [more] than myself (Ck.5).  

One participant lost motivation to exercise: “I was doing a lot but it still wasn’t helping… like 

the walking was for fitness and I’m still unfit” (Tk.1). 
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The invisibility of symptoms in the early stages of diabetes also contributed to the low priority 

placed upon health.  Many described feeling confused when attempting to understand what 

their doctor was telling them:  

I felt ok and couldn’t see anything wrong with me each time, so just carried on as I was 

doing, carrying on until I finally got the message! And, got it too late!! (Sa.5) 

…I feel normal and the doctor say no you sick. Yeah that’s why I’m confused. I’m feeling 

normal (Tg.3) 

There were a few things now looking back that I should have picked up on. But I really 

didn’t understand diabetes. I didn’t even pay attention to the doctors or go to the 

appointments. How was I supposed to know how important it was? I felt sick then I felt 

ok. I thought it was ok in the beginning (Tg.1). 

7.3.2 Speaking from experience  

As adults, participants witnessed the consequences of diabetes and its serious complications 

in close family members.  Some reported seeing the same level of care:  

 …we understand that he’s [Dad’s] got a kidney problem but he wasn’t dying because of 

the kidney problem - he was dying because his heart broke down. He had a leg 

amputated in August and he passed on September (Sa.3). 

All participants acknowledged their diabetes was not because they were Pacific.  They said 

their current situation was because they did not understand the disease of diabetes:  

No, no, there’s nothing PI [Pacific Islander] about where I am. Sure there’s a lot of us, but 

that’s just ‘cos we all missed the boat on this one. How do you explain the other 

countries getting diabetes….No, PI is not the problem, it’s my ears and my 

understanding of the situation (Ck.4). 

…if anything it should help us - me from getting to this stage. We got enough examples 

out there but, yeah, no. It’s because I didn’t get the drift back then, too busy being a cool 

dude and thinking I’ll be ok, no worries… (Sa.5) 

The regret of not managing their diabetes was often combined with an overwhelming sadness.  

Although painful, these emotions were a catalyst to helping others in the family avoid getting 

diabetes and ESRD.  Commonly, participants wanted others to be free of diabetes: “have no 

diabetes or machines or sickness” (Ck.1).  They told their stories to family in the hope that it 

might build a better understanding of diabetes – a condition that needs to be taken seriously: 
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I didn’t want him to throw away his life. He got two good kidneys but he’s coming 

towards this [dialysis]. ‘Uncle I’m all good, I’m just fine, I only need one kidney’ that’s 

all they say. I’m angry, looking at myself, I want to live. ‘Ok then [I said], give me one 

kidney. If you only think you need one, give me the other one! (Ck.2). 

That’s why it’s important for families to understand – even though they haven’t got it 

[diabetes], they should still need to know what is going on… Tell them, tell them, wake 

up” (Ck.1). 

I’m telling my children and my grandchildren…don’t be like me now, I don’t want any of 

you to go on a machine like me…it’s no, you know, no life! (Sa.2). 

Participants’ conversations reflected a need for clearer messages from health providers.  In 

reflecting upon their conversations with doctors, many were unaware of their overall health 

risk and so did not realise the importance or urgency of the information being given to them:  

…they just kept telling me oh your kidneys are leaking... [I] never took any notice eh cos 

it was just like ‘oh yeah’. But it wasn’t like ‘if you don’t pay attention now to your 

health, this is what’s going to happen further down the track…” (Sa.5). 

One doctor said to me, I’m 30 then, ‘you know, when you’re 40 and I don’t know if 

you’re going to be here’ – I said pardon? ‘I don’t know how long you’re going to be here 

with your health’…[at] 40 ‘I don’t think you’re going to be here at 50.’  I’m 50 now – I’m 

still here! (Ck.4) 

They kept telling me that my kidneys were … my numbers were low. Yeah I didn’t 

understand about numbers. I just thought it would come right if I could change my diet 

and stuff like that…and I didn’t ask either (Tk.1). 

When comparing previous education sessions to education received since being diagnosed 

with ESRD, all participants agreed on how useful the information and education would have 

been before or at the time of being diagnosed with diabetes.  Many told of how they now felt 

more confident and knowledgeable about diabetes and looking after themselves.  They had 

learned about how dialysis works, caring for their fistula or graft, common side-effects related 

to dialysis treatments, and self-managing ESRD including diet, fluid intake, and general 

lifestyle advice.  Participants reported education felt personalised for their own conditions 

unlike previous sessions for diabetes that was in a classroom and generalised:  

I ask what I want to ask…The nurse she explain to me the things I need for my health, 

my diabetes, my foot, my kidney (Ck.1).  
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Yeah they told me about it but it was more just giving information…all about diabetes, 

not ‘me with the diabetes’…But when I started this I’ve had so much help, like 

dieticians, the nurses telling us, educating us.…if we had the same help before like 

around the diabetes and stuff, I think I wouldn’t even be on this (Sa.5). 

When asked about what might prevent future generations developing diabetes and ESRD, the 

majority advocated towards including more education about the interactions and 

management of multiple-comorbidities, and using different modes of delivery: 

To learn about the different diseases eh, how diabetes affects the heart and the heart 

blood pressure the diabetes and my legs. These kids don’t know those things (Ck.6). 

Sometimes people need to experience the sickness, like we do when the people died, 

they body is dead, but it’s real eh? Yeah, the same thing to sickness. I come here and 

you know the smell, sometimes it’s worse for the leg cut off but not healing, aawww I 

know it! (Ni.1). 

7.4 Discussion 

These findings explore the experiences of living with diabetes, and its progression to ESRD, 

for 16 Pacific Island adults in New Zealand.  Irrespective of age, gender or ethnicity, 

participants recounted similar experiences in relation to their knowledge of diabetes, diabetes 

self-management, and illness representations within their families.  The diagnosis of ESRD 

created a disruption that impacted them emotionally, physically and socially.  Although they 

accepted this reality, participants blamed themselves for making bad decisions about health 

care and were angry that they had missed earlier opportunities to manage their diabetes.  

The literature repeatedly confirms that health care decision-making is influenced by an 

individual’s perception(s) of their control over diabetes and the severity of consequences 

related to becoming ill.260, 274, 596  Participants made sense of their diabetes in the context of 

their own lives.  Childhood memories of family members with diabetes influenced how 

participants understood diabetes as adults.  Understandings of health and illness had largely 

been shaped by family illness representations over generations.260, 272, 596  These family 

perceptions and mis-conceptions of diabetes have faced limited challenge and re-direction 

because of a longstanding shortage of health educators in the Pacific across time.595  Scollan-

Koliopoulos and colleagues suggest family are the first diabetes educator where an 

individual’s understanding of diabetes is learned by witnessing role-modelled beliefs and 

behaviours.274  These beliefs and behaviours became deeply rooted within families and the 

knowledge they collectively share.  These authors further assert that common understandings 

shared in past and current generations will most likely be positioned similarly in future 
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generations.  We note the difficulty of shifting entrenched beliefs and understandings, 

described in the decision-making literature as anchoring and adjustment error, where, new 

information only partially ‘adjusts’ beliefs away from where they are ‘anchored’.597 

According to Leventhal’s model of illness representation, individuals construct a 

representation of reality from perceptions within their environment.275  For Pacific peoples, 

family is central to the conception of health101 and as shown in this study, family does shape 

an understanding about illnesses, such as diabetes.  The experiences and insights learned 

from previous generations proved insufficient for participants to self-manage their diabetes 

and participant narratives suggest they generally experienced more comorbid conditions than 

previous generations.  Their illness perceptions were not well-informed because families were 

not well-informed.  This further suggests early interventions were not accessed and 

contributed to diabetes often being diagnosed at an advanced stage.  In hindsight, 

participants questioned if previous generations had sufficient knowledge of diabetes. 

Participants reported their understanding of diabetes changed following dialysis and ESRD-

related education when they believed they developed sufficient knowledge to build on what 

they already knew.  They described realising the importance of adopting health-seeking 

behaviours, being able to ask important questions, and being more confident to discuss 

diabetes with others.  

The diagnosis of ESRD devastated participants.  One person described the complex emotions 

and disbelief experienced in coming to terms with an incurable illness that might have been 

prevented at an earlier stage.  The diagnosis was the trigger that engaged them in managing 

their conditions and compelled participants to strengthen their knowledge.  

Relevant knowledge shifted participants from responding to acute symptoms to managing 

diabetes in the longer-term.  This shift was similarly seen in a New Zealand study of Pacific 

adults with chronic obstructive pulmonary disease (COPD) who also initially focused on 

present symptoms rather than longer-term strategies.261  However, unlike the early stages of 

diabetes, the early symptoms of COPD such as shortness of breath and production of sputum 

are more obvious and persistent.  For diabetes, the invisibility of symptoms can often lead to 

unpredictable or no response from the individual, and therefore contribute to progressive 

complications and disabilities.300  

A growing literature supports the significant potential contribution of health literacy to 

reducing the burden of disease.234, 589, 598, 599  Robust evidence highlights the need for 

individuals to gain contextually relevant knowledge, skills and abilities to self-manage health 

conditions, especially for migrant and refugee populations where linguistic and cultural 

barriers often exist.600  Health literacy has recently been established as “an identifiable and 



Findings: Understandings of disease 

 

126 

manageable risk in clinical care”232, p.3 specifically within the management of chronic and 

complex conditions that depend upon successful patient engagement.  While, previously, 

health literacy education centred on the individual’s skills and capabilities, the focus has 

shifted towards the context within which health information is obtained, understood and 

acted upon.232  

The World Health Organization argue relevant health communications must help individuals 

“understand that there is a health risk for themselves…[and] that the risk could be severe and 

that they reduce that risk by undertaking recommended actions.”601  However, diabetes 

education programmes are often pre-packaged to convey a general message, commonly 

focussing on the dominant population or group.  In the current study participants perceived 

these sessions as too generalised, whereas education tailored towards their own health needs 

were considered effective and empowering.  

Messages tailored to a specific person or audience have been shown to be effective in a wide 

range of health outcomes including diabetes602 and ESRD.603  As a common element within 

health literacy models,592 tailoring messages can increase relevance604 and influence 

behaviour change605 by appealing to an individual’s values, beliefs, and personal and socio-

cultural characteristics.  Framing is a characteristic of health communication604 that enables 

messages to be identified and categorised within particular settings.307, 606  The way 

information is framed can influence decision-making and behaviour.307  Many participants 

advocated messages that delivered multi-sensory experiences such as seeing limb 

amputations and experiencing the smell of wounds that are not healing (Ni.1).  Framing 

messages delivered in a factual, case-based, and persuasive manner supports a perception of 

credibility,605 enhancing consequences of diabetes risk and the consequences of impact upon 

an individual’s life.   

7.4.1 Limitations and practice implications 

Participant self-reports often covered a long period of time.  Risk of recall bias was reduced 

through not asking for specific dates but rather asking about events in relation to one-

another, for example experiences before or after diagnoses of diabetes or ESRD.  We do not 

claim participant responses are representative of all Pacific peoples.  However, given the 

increasing global burden of non-communicable diseases on Pacific (and migrant) 

populations,607 this study may contribute to ongoing development and risk management 

associated with patient engagement and disease management.   

To consider family influences, we purposefully explored participant’s recollections without 

assessing family member’s views for convergence.  While we believe this does not lessen the 
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trustworthiness of our findings in respect of each participants’ reality, future research 

examining the perspectives of associated family members in households would add to existing 

understandings and literature.  At an individual level, health education needs to consider 

how health knowledge (illness representations) is constructed and the relevancy of health 

information given, within the context of each individual’s culture and family.  

7.5 Conclusion 

Preventing onset and/or progression of disease necessitates knowledge surrounding the 

consequences – the consequences of diabetes progression and the consequences to the 

individual’s life.  Messages delivering multi-sensory experiences may prove effective in 

instilling a sense of realness to these consequences.  Consideration of these factors can help 

health providers tailor messages to improve patient engagement.  The framing of health 

messages to individuals at risk or with diagnosed diabetes, requires relevancy to the 

individual’s context within which health information is obtained, understood and acted upon.  

Given diabetes is prevalent across successive generations of Pacific Island families, health 

providers need to consider an individual’s understanding and underlying contexts for ‘why 

they are understood in that way.’  This study found that family perceptions of diabetes across 

generations reinforced participants’ low engagement in diabetes self-management.  All 16 

families experienced simultaneous diabetes across multiple generations and interviews reveal 

indications of ESRD following the same pattern.  Findings reveal (mis)understandings about 

diabetes stemmed from education and communication from health providers that were 

insufficiently connected to the individual.  If mis-understandings are embedded in the family, 

then efficient and effective re-education needs to address both family perceptions and 

individual health needs in unison.  
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8. Self-management in action – albeit too late  
Chapter summary 

This chapter presents the second of two manuscripts that report the findings from the 

ethnographic study that sought to answer the secondary research, What is the lived reality of 

illness for Pacific People with diabetes who have progressed to ESRD?   The findings that 

portray self-management in action following diagnosis of ESRD, and the motives behind why 

particular self-management practices were undertaken by Pacific adults in New Zealand are 

reported here. 

The manuscript presented here is currently in review by PlosOne.    

Schmidt-Busby, J., Wiles, J., Exeter, D., and Kenealy, T.  Self-management in action 

and motivation of Pacific adults in New Zealand with end-stage renal disease: A 

focussed ethnography. PLoS ONE 14(9). doi/10.1371/journal.pone.0222642.   

Section 8.1 is expanded from applicable background literature (Chapter 2), section 8.2 is 

condensed from methods (Chapter 5.3), and section’s 8.3 to 8.5 report the results, discussion 

and conclusion. 

8.1 Introduction 

Self-management is generally understood as the overall process of an individual’s engagement 

in their management of one or more chronic diseases.26, 27  Diabetes and end-stage renal 

failure (ESRD) requires constant self-management, and care becomes more complex when the 

patient has co- or multi-morbid conditions.  An individual’s behaviour can influence 

ineffective self-management,269 where behaviour - as an outcome determined by context – 

shapes how an individual with diabetes acts and copes.587  Familial influences of how 

diabetes is understood for example, can facilitate or inhibit the self-management behaviours 

essential to managing the risk and complications of diabetes.272  

In New Zealand, Pacific peoples have higher rates of diabetes3 and ESRD192 compared to other 

ethnicities, and both diseases are increasingly being seen in multiple successive generations 

amongst this population.608  Diabetes is the leading cause of ESRD, with diabetic 

nephropathy (diabetic kidney disease) the leading cause of ESRD in 72% of Pacific, compared 

to Māori (68%), Asian (43%), and New Zealand European/Other (36%).192  Recent statistics 

report the incidence of renal replacement therapy (RRT) - including haemo- and peritoneal 

dialysis, and transplant) in New Zealand is equivalent to 128 per million of population (pmp), 

a proportion that is similar to Australia (124 pmp) who have a population of approximately 



Findings: Self-management in action 

 

129 

24.6 million.  As a group, Pacific RRT rates are significantly higher (471 pmp) compared to 

New Zealand European (71 pmp), where over the past 5 years RRT for Pacific populations 

have increased by 14% compared to New Zealand European (3%).192   

New Zealand’s health care system is a mix of public and private ownership.  New Zealand 

spends 9.5% of its GDP on health compared with an OECD of 8.9%, where public sources 

account for 80% of overall health spending – well above the OECD average (73%).609  

Secondary and tertiary care - including dialysis - is fully-funded by the government.  Primary 

care is largely provided on a small-business model with substantial government subsidy, but 

with levels of patient co-payment that limit access to primary care for some patients with 

diabetes or with renal failure.  Medical insurance is optional, and many people use this to pay 

for private secondary care, but no dialysis is done in private.   

In New Zealand, a broad range of diabetes self-management education (DSME) courses and 

training programmes are offered.321  Consistent with international recommendations, national 

guidelines advocate for individuals with diabetes receive structured education that is tailored 

to meet individual and cultural needs, including personalised guidance on nutrition and 

physical activity.155  Pacific DSME non-attendance rates are consistently high.29, 580  In part, 

contributing factors include poor cultural fit; many recognised DSME programmes have been 

developed in populations and setting outside of New Zealand.23, 312  In a recent study, we 

found (mis)understandings of disease risk and consequences reinforced the low engagement 

in diabetes self-management, including attending DSME programmes.586  We also concluded 

that health messages delivered by health providers required relevancy to the patients context 

within which the information is obtained, understood and acted upon.  In New Zealand, drug 

treatments to prevent developing ESRD follows international guidelines154 to address blood 

pressure, proteinuria, smoking, and glomulated lipids except that glucose lowering 

medications for New Zealand patients are limited to metformin, acarbose, sulphonylurea, and 

insulin. 

The most important group in the lives of many Pacific peoples is family, where family refers 

not only to the immediate or nuclear unit, but also to extended and wider family, where 

linkages may or may not be blood related.  Along with Māori, Pacific families in New Zealand 

are significantly more likely to give support to extended family when compared to other New 

Zealand families.610  Through family Pacific individuals are supported socially, mentally, 

physically, spiritually and culturally.74, 99  The paradigm from which Pacific families operate is 

a system of connections, interconnections and relationships where each person plays a role 

that contributes to the family’s responsibilities, obligations and benefits.100  Earlier research 

has reported familial obligations of care remain within the Pacific family system across 

generations,611 and these values continue today.   
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In this context, responses to a terminal or life-limiting disease such as ESRD, includes more 

than the individual’s reaction to the disease.  Responses also comprise influences of personal 

and social contexts294, 612 such as consideration of family in goal-setting, loss of financial 

income through cessation of employment, and restrictions within social activities.  Personal 

contexts also influence the motivation to self-manage.304, 305  Many individuals adjust to living 

with a life-limiting disease, and hope and motivation have been identified to aid successful 

adjustment.301-303  Factors influencing personal responses to self-management do not occur in 

temporal isolation either; knowledge, beliefs and experiences of life transitions over the life-

span for example, can interact to affect motivation and the ability to self-manage.613 

Long standing concerns regarding the health and well-being of Pacific peoples in New Zealand 

have been raised.53, 56, 57  Factors attributed to influencing their poor health status include a 

combination of low engagement and participation in health care.24, 29, 65  The findings reported 

here form part a larger study that sought to understand the lived experiences of Pacific 

peoples with diabetes and ESRD, so that we might identify opportunities to delay or prevent 

disease onset and progression.  In this manuscript, we report our findings that portray self-

management in action following diagnosis of ESRD, and describe the motives behind why 

particular self-management practices were undertaken by Pacific adults in New Zealand. 

8.2 Methods 

8.2.1 Design, setting, and sampling 

This was a qualitative study using focused ethnography.  Patient-participants were identified 

using a purposive maximum variation sampling strategy.  The study was undertaken within 

two in-centre haemodialysis units within a large District Health Board (DHB) in New Zealand, 

serving a high Pacific Island population.  Study inclusion criteria comprised being: of self-

identified Samoan, Cook Islander, Tongan, Niuean, or Tokelauan ethnicity; aged 20 years or 

older who: had type 2 diabetes and ESRD (under-going dialysis); had a good command of the 

English language; and lived within the DHB catchment area.  Study information packs 

containing a participant information sheet, a copy of the consent form, and a study 

information flyer were made accessible in general spaces within each unit for prospective 

patients to read, prior to self-nominating themselves to participate in the study if they so 

wished.   

8.2.2 Data collection 

Field observations, face-to-face interviews, and recorded field notes were undertaken by the 

first author (JS-B) over a period of 10 weeks in late 2018.  All interviews were undertaken (at 
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participants’ requests) during haemodialysis treatments, while participants were either lying 

on their bed or sitting semi-recumbent in a chair.  Field observations - made inside both 

treatment units, waiting areas, and pick-up/drop-off areas – helped inform analysis and the 

write-up that follows.  

Interviews were undertaken using a relaxed conversational approach that readily 

accommodated interruptions from nurses who checked monitor readings or attended to 

monitor alarms.  Interviews aimed to explore: understandings of diabetes and kidney disease; 

health information and communication; self-management; and reflections on diabetes.  

Written informed consent was gained prior to interview and all participants consented to their 

interview being audio recorded.  Interviews were transcribed and all identifying information 

on transcripts were anonymised prior to being read by those other than the interviewer.  

Interview transcripts were managed using Nvivo12-Pro and Microsoft Excel.  

8.2.3 Data analysis 

Transcripts were read several times by the wider research team.  We used a thematic analysis 

approach informed by Saldaña535 to go “beyond what is obvious…to explore meaning at a 

much deeper level”,536 to understand how, why and in what context participant accounts 

were generated.  First and second cycle coding535 produced initial themes, that were then 

refined and validated by relating themes back to extracts.  Confirmed conceptual themes 

described participants’ perspectives on self-management and future hopes after being 

diagnosed with ESRD. 

To ensure trustworthiness of the data Lincoln and Guba’s four criteria of credibility, 

transferability, dependability, and confirmability,542 were integrated into the study design.  

The authors represent the disciplines of health services (JS-B); health and medical geography 

(JW, DE), and medicine (TK). JS-B is also Samoan. Advisors additional to the research team 

represented the disciplines of sociology, (diabetes) nursing, and Pacific health; they supported 

specific aspects of coding and interpretation.   

Ethical approval 

The current study was approved by the University of Auckland Human Participants Ethics 

Committee: Reference 020658 (Appendix 11).  Research approval was also gained by the 

respective District Health Board. 
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8.3 Findings 

Forty-two potential participants showed interest in the study and all were followed up by 

phone (24) or in person (18).  Of those, 9 were ineligible because they did not meet the study 

criteria, and 11 declined following discussions about the study during the initial meeting.  Of 

the 22 who agreed to take part, six withdrew due to hospitalisation (2) or feeling too unwell 

(4).  Sixteen participants were interviewed, of which half were female and all but three were 

born in their respective Island nations.  The majority (15/16) have been resident in New 

Zealand for more than 20 years.  Participant characteristics are presented in Table 23. 

Interviews were between 30- and 80-minutes duration and were conducted in English.  The 

shortest interview was stopped after the researcher noticed the participant was becoming 

increasingly breathless. In total three interviews were re-scheduled due to general 

unwellness, despite the participant in each case wanting to tell their story.  A further three 

participants requested that their interview be conducted during the initial recruitment 

meeting “because I might not be here next week” (Sa.2).  All patients interviewed had ESRD 

and were under intensive management.  All were considered to be under good metabolic 

control despite their existing renal disease and co-morbidities. 

The results are summarised under three themes (1) I can manage my health; (2) Accepting 

support with self-management; and (3) I hope to live long enough.   

8.3.1 Self-management in action; albeit too late 

8.3.1.1 I can manage my health  

Before undergoing dialysis, all participants attended ESRD-related education sessions 

provided by the District Health Board.  These sessions were required prior to dialysis as they 

included information relevant to the dialysis process, such as understanding basic 

information displayed on the machine’s monitors, navigating the importance of recording 

weight and blood pressure prior to dialysis, and ‘what you can and cannot do’ when in renal 

failure.  Participants also received individualised education about self-managing their 

diabetes and the other conditions they had.  Prior to ESRD they had received more general 

education and information about diabetes through formalised self-management courses 

and/or via communication with health providers.  Nevertheless, after ESRD-specific 

education, participants recognised misconceived understandings of diabetes; recounting how 

insufficient knowledge and understanding about the risks and consequences of the disease 

influenced poor diabetes self-management and the development of ESRD.  Participant also 

remarked about now knowing symptom causation and management, the functions of different 
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body organs, and how conditions like high blood pressure can affect several organs.  Now 

diagnosed with ESRD, participants realised that self-managing ESRD also comprised self-

managing their diabetes and other conditions.  This was not an option, but a necessary 

activity to prolong life.  Important to most participants was looking after the arm that housed 

their arteriovenous fistula: 

I can’t do any heavy lifting or anything.  This is your lifeline - on my arm. (Sa.5). 

I try to massage it every day – look after it so it doesn’t play up or anything…I try my 

best to look after it.  I had one on this arm, but I slept on it so that wrecked it.  Yeah so 

now I know from that arm I’m not going to do it to this arm (Tk.1). 

An important part of self-managing ESRD included eating the right amount of proteins and 

limiting intake of fluids and foods containing salt, potassium and phosphates.  Prior to ESRD, 

many participants’ diets were predominantly made up of staples high in these restricted 

minerals - taro, coconut cream, salty crackers, and salted meats.  Moderating the amounts 

and types of foods challenged taste and eating preferences.  Many described attempting to 

learn how to keep these favourites in their diets: 

Sometimes you crave for the foods that you always have…And you’re not allowed to 

take more, so I try to learn how to do it (Ck.6).  

I’m not going to lie to you, sometimes you know you can’t eat it, but to satisfy your eyes 

and your taste buds, yeah I’m going to have a little bit of that (Sa.5). 

While most talked about their trials and errors of getting their regimen right with partners or 

family members, one participant said they found it helpful to discuss their experiences with 

others with ESRD who were more experienced with managing food and diet restrictions: 

…I usually had cramps, sometimes I’m having problems lying down and can’t breathe, 

and they [friends] told me ‘well, if you have too much fluids that’s what happens… 

(CK.2). 

Several participants said they used to enjoy sports and social activities.  However, many 

physical activities were now no longer available to them.  Participants could no longer swim 

for example in case their fistula or graft became infected.  Even simple activities such as 

enjoying a cup of coffee with friends or enjoying a night out, now needed to be a calculated 

action because of daily fluid limits: 

When I go nightclub[ing], I don’t drink.  I always make sure I get me an ice cup and after 

I’m dancing my mouth gets really dry and then I just have a cube of ice – that’s it (Sa.3). 
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Because at that time, I’m fit. Ummm, I was playing rugby, planting, or fishing…Now, no. 

Because of this [fistula] (Ck.1). 

Dialysis treatments became a ritual for these participants.  Scheduled three times per week, 

many said at times they found attending these treatments physically and mentally stressful - 

especially when feeling unwell.  Several recounted how their general unwellness prior to 

dialysis was often compounded by feeling poorly with flu and colds during winter months.  

Others seemed to persevere with symptoms they had no control over: 

 I’m always feel so sick before coming to the machine, my skin look[s] toxic, but I come 

for my life (Tg.3).   

I always catch those coughs, colds, you know the sneezing and dripping nose, my head 

spinning – that on top of feeling sickly is aarggh.[gasp] (Ck.6) 

The ability to leave town or go away on holiday required thoughtful planning.  For some 

travelling out of area was not an option.  A few, with the support of family, were able to take 

advantage of ‘holiday’ dialysis units located in Australia; “I hope and pray the Lord, I’ll be 70 

next year, and book my flight and go to Fiji [for a holiday]” (Ni.1).   

8.3.1.2 Accepting support with self-management 

All but four participants lived with partners (and children); three lived with parents or 

children, and one was “happy with my own self in my own house” (Ni.1).  Participants 

expressed how tiring ESRD was, and often felt restricted from fully participating in day-to-day 

living and dependent on family to support or complete tasks.  Many were acutely conscious of 

how they had become dependent on others for support: 

…when I was younger I moved out of home because I always wanted to have a life.... 

But now it’s like even though I say that I want to live on my own, which I have no 

problem with, but I think I need someone there, in case you know, something happens to 

me (Sa.1). 

I can do the washing because the washing machine’s doing it, and my [partner] takes it 

out to hang (Ck.3). 

Family members were the main source of support, helping participants face the emotional, 

physical, and practical challenges of adapting to, and living with ESRD.  The one participant 

who lived alone described following a strict regime to manage ESRD’s side effects and 

restrictions, “the routine’s got to be like clockwork.  Then I know where I am; no more scary, no 
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more wondering if I got it right…” (Ni.1).  However, like others, there was acknowledgement of 

needing family to help. 

Several participants living with family, emphasised how their family had relieved the 

challenges of managing alone.  Notwithstanding this, they also felt like a burden:   

I know she’s got two kids – it’s hard for her get up to the other one and come and take 

me… (Ni.1).   

…I feel like a burden to my family – my Mum.  My poor mother, she has to do my 

washing.  She fusses about me but then she has her own health problems (Tg.1). 

Accepting support with self-management, participants commonly agreed to being “more 

focused on me than any other time of my life” (Sa.5) and this appeared to include an 

expectation that family particularly, would be there in the future.  For one of the oldest 

participants, this expectation was related to having reached the end of their life as an older 

adult: 

I’m really OK to go now…I love my family and all the things an old man should be look 

forward to in old age, but I’m ready. I’m happy [if] I die in my bed and they [family] will 

look after it (Ck.5). 

For one of the youngest, family support appeared most important during times of unwellness: 

But now, even though I miss out on a few things, my life is more important as well as 

the people that are going to be there when I’m sick (Sa.5). 

Several participants were also faced with accepting that they could no longer work.  Dialysis 

treatments disrupted an ability to work.  Although participants reported initially being able to 

reduce or renegotiate work hours or schedule dialysis during night sessions/non-work hours, 

the side effects of dialysis (nausea, fatigue, low blood pressure), often meant needing to rest 

for several hours following.  This led to being unable to continue working.  For some, the 

inability to work disrupted their independence, and also meant being unable to financially 

contribute to the family’s income.  This participant described how despite having insufficient 

income to meet all financial needs, they still tried to keep a healthy diet: 

Only my [partner is] working now, so it’s enough to pay our house and some little bit to 

our fridge, and all that sort of thing…we didn’t get it 100% but we get most of things 

paid, but most of the time we run out of money…The can of tuna fish, its $3 for a really 

small can like that.  Even I have only enough money for three or four cans, but we try 

(Tg.3).   
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Friends provided a different kind of support, especially those who also had ESRD.  These 

relationships also offered practical support but allowed participants to vent their frustrations 

without having to explain the reasons why:  

I started talking with some sort-of friends with it, and then just went off.  I felt really 

bad that they had to hear it, but I felt heaps better inside.  Needed it, that burst.  I 

realised after a while that we all did it, you know let off, and all of us knew exactly how 

it was (Tk.1). 

8.3.1.3 I hope to live long enough 

The news of now having an incurable disease raised mixed emotions among participants: 

anger, helplessness, grief, confusion, deep regret, and hope.  Most told of their disbelief at 

getting ESRD and were angry at themselves, angry at others, and angry at the world:   

I didn’t like it. I felt angry, I didn’t want it eh.  Why would I?...But this is the way now 

(Ck.3). 

Well when I first found out I thought ‘oh no it will pass, I’m sure if I just be good and try 

the medication again, and stick to the insulin it’ll pass, it’ll get better.’  But they said it 

doesn’t, it doesn’t get better and the damage is done… (Sa.4). 

 It was literally a death sentence (Ck.4). 

What were once future hopes and dreams, were now discarded or repositioned as shorter-

term action plans that revolved around daily rituals of dialysis.  A small number of 

participants hoped to secure a kidney transplant in the future.  One participant had been 

waiting thirteen years, “I’ve been waiting long for a kidney...So, I just hope to get something 

soon” (Sa.2).  However, participants hoped to live long enough to fulfil their new plans; hope 

appeared to be the strongest and most important resource participants used to cope with 

their current reality: “I’m too busy to go at the moment…because of my daughter and my 

family, and my hope to help them” (Tg.1).   

Although not discussed specifically, spirituality and the belief in God underpinned most 

participant interviews.  Using gestures and non-verbal communication to complement 

conversation (a common element of communication within many Pacific cultures109), most 

participants nodded upwards or used upward pointing hand gestures while speaking of hope 

for the future of family.  The few that did explicitly mention God, expressed disappointment in 

themselves for having made bad decisions about their health care.  They also viewed the 
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consequences of ESRD (and most likely poor health in general) as not making the most of 

their life:  

God didn’t give us a brain and a body to waste it (Ck.5) 

I worry for the younger generations coming through. What they will achieve in life being 

sick…wasting the life that God gave us (Tg.3) 

All participants acknowledged their realisation that members of their family were (or about to) 

follow(ing) the same path of diabetes and most likely progression to ESRD.  With great 

sadness and regret, several told of how family members had already accepted a life with 

diabetes.  Participants could see the same perceptions and behaviours towards diabetes that 

lead them to ESRD existed among many of their family members:  

I can see myself in him [sibling].  But the thing is he’s killing himself…I’m so sad.  I hope 

while I’m alive I can change him. I have to, everyone else [other family members] thinks 

they’re going to be alright… (Sa.3). 

My siblings say they were destined for this too.  I just shake my head and think ‘what?’ 

I think they’ve just accepted this is how it will be.  Not while I’m still here!… I can accept 

me being in this situation, but not the rest of them, no.  (Tk.1). 

We do need to wake-up and realise that what we parents do, about health and food and 

that, affects the children for life (Tg.3). 

For those with young families, children gave them the motivation to keep going.  Two 

participants in particular expressed helplessness about dying too soon and found strength in 

their children to live for as long as possible.  Some were adamant that there was no one else 

but themselves to save their children: 

Some things that go in my mind is like whether I’ll be there for my son…I’m determined 

to change his life and this family disease or whatever.  It stops with me.  It’s made me 

think about the future – I mean not my one, but the future of other families (Sa.4).   

I’m grateful for that, my Mum.  And my sister, cos I know one day she’ll look after my 

daughter, one day far away I hope (Tg.1). 

At least I can save my baby [daughter].  NO.  I’m not letting this happen to…No this is 

not happening to my baby, that my mission for the rest of my life – my baby (Ck.4). 

The motivation to keep living to benefit others also characterised participants who were 

caregivers for their ill or elderly family members.  In this context (the ‘ill looking after the ill’), 
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caregiving became a bi-directional relationship between participant and family member.  Two 

participants had caregiving roles long-established prior to their ESRD diagnosis, and they 

explained that this helped ease their situation:  

It’s ok though…[my partner] was first to be sick. I think so it’s made it easier for me 

when I got this, to get on with it, you know, no time to worry about myself.  Just keep 

going. Who knows what [will] happen next (Ck.3). 

…but at the moment the old man, because he had a minor stroke - so [I’m] trying to look 

after him and I’m treating my health and it’s just, yeah [hard] (Sa.1). 

In contrast, one participant-carer explained how their partner was diagnosed with an 

aggressive terminal illness shortly after themselves being diagnosed with ESRD.  This turned 

their world upside down, and unlike other ‘bi-directional’ participant-family member ‘carer 

relationships,’ this caused an uncertainty about practical support in the future: 

Now I’ve got another thing on my plate, my partner’s just been diagnosed with terminal 

cancer. So it’s another, yeah [thing to cope with] I was stuffed really when [partners 

name] was diagnosed, ‘cos that’s my legs at home and now that this has happened, [I] 

don’t know (Tk.1) 

8.4 Discussion 

Participants illustrated their emotional responses to the news of having developed an 

incurable disease; a disease that interrupted their lives and required changes to 

accommodate regular dialysis treatments.  Participants also became actively engaged in self-

managing their health after, being diagnosed with ESRD, and receiving health education that 

was relevant and personal to their needs; positive differences were reported in current self-

management behaviours compared to pre-ESRD diagnosis.  For participants in the current 

study, despite now being able to effectively self-manage, they realised developing ESRD may 

have been preventable.  Furthermore, what was now evident to participants, was that family 

members were repeating the behaviours that had led them to ESRD.  Motivations for self-

managing their health were fuelled by hope; the hope to change future family illness 

trajectories, and the hope to live long enough to make this happen.  While participants in this 

study reported many reactions in line with existing literature, our focus was on a cluster of 

responses that constituted new findings.  

Much evidence supports the association between good self-management and improved 

outcomes.247, 587, 612  For those with ESRD, good self-management is particularly relevant as 

the incurability of ESRD places disease management (controlling/minimising risk to prolong 
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life) as the primary objective.  Attention has been drawn to the difficulties of integrating 

behavioural and practical changes (needed for managing chronic diseases) into pre-existing 

life contexts.17, 247, 268  For participants in the current study, the diagnosis of ESRD created a 

temporal disruption between a past unhealthy self and the current terminal self.  It signalled 

an approaching end of life and defined the importance of altering their family’s legacy of 

diabetes; participants did not want future generations to follow in their foot-steps.  

Previously, misguided attempts at self-management were ever-changing.  Misconceived illness 

representations led to reactive responses to presenting symptom(s) rather than considered 

management of diabetes.  In the present context of a terminal diagnosis, participants 

assumed responsibility and took purposeful control of their remaining health, rather than 

being controlled by it.  

For many people diagnosed with ESRD, hope is often related to future kidney 

transplantation.614  Although some participants expressed their hope for a kidney, all 

participants hoped to live long enough to educate family members in an attempt to stop 

diabetes continuing in current and future generations.  The outcome of stopping their family 

legacies of diabetes was contingent upon active self-management; in return, self-managing 

(ESRD especially), gave them more hope.  Duggleby and colleagues contend that hope is a 

valid process that comprises the future expectations of patients and carers.324  As a strategy 

for coping, hope creates an “uncertain expectation of achieving a future good which, to the 

hoping person, is realistically possible and personally significant”.615  

In contrast, hopelessness, also considered a coping strategy,302 reflects an individual’s 

estimate that the likelihood of achieving a goal or an outcome is not achievable.  As a 

consequence, it can lead individuals to feeling helpless, disillusioned, despairing, and 

uncertain.616, 617  Our participants used hope as an effective coping mechanism to keep from 

becoming helpless and despairing.  This supportive relationship between hope and family is 

also consistent with research undertaken by Rousseau who suggests, following the initial 

anguish of being diagnosed with a terminal disease, the meaning attached to (what is left of) 

life is often defined by family.  He further proposes, that an individual’s thoughts and 

concerns can become less self-centred as “they envisage, and hope for, a positive outcome for 

their family” .618 

Many participants set new future goals such as watching their children grow up or 

continuing to look after ill or elderly family members.  Crucially, time was a controlling 

mechanism that motivated self-management.  Diagnoses of terminal diseases often cause 

individuals to reframe their meaning of time.619, 620  Clock or linear time was relevant to 

participants at the point of diagnosis for context of ESRD severity; but no one could inform 

participants of exactly how much time they had left.  Herth among others, describes a 
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refocused time that is defined as future moments, hours, days, months, or non-specific.303, 615  

Mostly, time for participants was socially derived; (re)constructed through living with ESRD 

and dialysis, and defined by future activities and interactions (experiences) with the 

environment (dialysis unit, family, self-management).619, 621 

Participants balanced their uncertain futures with the hope of achieving immediate and 

future goals.  Yet within this constructed temporality, the uncertainty could easily become a 

mechanism that changed hope to hopelessness.261, 325  For participants waiting to secure a 

kidney transplant for example, time itself becomes a stressor that could shift hope to 

increased uncertainty and hopelessness.325, 622  Waiting creates a sober awareness that while 

waiting time is running out, simultaneously, time moves slowly while waiting.623  Only one 

participant expressed her uncertainty about being alive long enough to help her young son 

understand diabetes.  Health and social complexities do not necessarily equate to 

hopelessness.324  Participants moved beyond their terminal self, and found meaning and 

purpose through reflecting upon what they considered most important to them; their family. 

Evidence suggests families re-organise their lives in an attempt to normalise the chronic 

disease and support the sick family member to continue living a normal life.293  This was also 

seen in the current study.  However, for study participants and their families, the re-

organisation was a natural state of everyday family life.  Firstly, diabetes was reported by the 

participants as increasingly prevalent in at least three generations.  Therefore, the re-

organisation of family life around those with diabetes had become integrated into normative 

behaviour during the previous two generations.  What this meant for current generations, is 

that rather than in response to symptom exacerbation or illness management,293, 612 the 

practical, emotional, and financial support offered by families was every-day family culture.    

Secondly, although family support prior to ESRD and diabetes was not specifically enquired 

about in participant interviews, one could also assume from participant narratives, which 

were consistent with existing literature610, 624 and participant narratives, that participants and 

their families had Pacific (collectivist) value orientations.  Interviews revealed many 

participants lived within multi-generational households, and even the one individual living 

alone, had regular (if not daily) interactions with family.  There was a material and emotional 

dependence between family members and an obligation of reciprocity of support among family 

members.  During dialysis sessions, the researcher observed that often family members 

would share support; ‘taking it in turns’ so to speak.  Other observations were of practical 

support in assisting participants with putting on additional clothing or walking to and from 

the dialysis units; dependencies that would most likely increase in line with disease 

progression.   
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8.4.1 Future implications 

The importance of family support has been noted within self-management literature, where 

those without family support have increased risk of mortality.625  The current study findings 

support notion that family support in parallel with formal health services augments functions 

of chronic disease management, by providing self-management support.  But what of family 

members who also have health issues to address and also require support themselves?  And 

what are the consequences for the family?  One in three Pacific adults aged 45 years or over 

now have diabetes and experience more complications than non-Pacific peoples with the 

condition.9  In the current study, across generations there were increases in the ill looking 

after the ill.  Emotional tensions surrounding the growing number of family members 

developing late stage diabetes became apparent throughout interviews.  Repeat examples of 

the diagnosis-to-death cycle were recounted by several participants.  There was a clear 

expectation, however, that family would always be there.   

We accept the duration of ESRD varied between respondents and that over time, experiences 

and self-management may also vary.  An investigation of changing responses over time could 

best be undertaken using a longitudinal study with repeated interviews and recommend this 

design for future research. 

8.5 Conclusion 

Participant’s motivations to self-manage their health were fuelled by hope; the hope to stop 

family members repeating behaviours that lead to ESRD, and the hope to live long enough to 

make this happen.  The growing number of members (within family units) progressing from 

moderate to late-stage diabetes raises concerns about the sustainability of future family 

support in Pacific families in New Zealand with histories of diabetes, ESRD, and other chronic 

diseases. 

The burden upon informal carers (family) has been well documented throughout the past few 

decades, where burden has included physical fatigue, emotional exhaustion, depression, 

anxiety, and financial strain.  However, the dynamics of bi-directional carer support between 

(two or more) sick family members and their families have had less exposure.  This has 

potentially significant implications for Pacific peoples, considering the probable increases in 

diabetes prevalence within families. 
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Part D. Integration of study findings  

9. Factors that influence opportunities for 
engagement in self-management  

Chapter overview  

Concerns about the low engagement of many Pacific peoples in the self-management of their 

diabetes is longstanding.29, 53, 56-58  While health literacy, adherence to therapies, and effective 

patient-provider communication are central to effective diabetes self-management,16, 17 access 

and utilisation of health resources are strongly determined by the characteristics that shape 

people’s lives - including age, gender, culture, health beliefs, experience(s) of illness, and 

knowledge.272, 273, 587  In this context, limited knowledge and understanding of disease, for 

example, can negatively influence health care and self-management decision-making.  To 

appreciate why and to what extent Pacific peoples’ engagement in self-management occurs, it 

is important to understand the influences that shape both the personal characteristics of 

their often-complex lives, and the context within which health care decision making occurs.  

This study used a mixed method research design that was underpinned by critical realism in 

which context is key to comprehending what influences outcomes and why (Figure 7).  

Through a realist evaluation of diabetes self-management, I gained an understanding of how 

the effectiveness of self-management can change under different conditions.  This provided 

context for uncovering associations between Pacific peoples and their engagement in self-

management of diabetes. 

    

 

 

 

 

 

 

 

Figure 7: Methodological framework of the study  



Integration of study findings 

 

143 

Phase 1 comprised a review of background literature (Chapter 2), and a realist evaluation of 

self-management literature (Chapter 3).  Phase 2 comprised a closed, retrospective cohort 

study (Chapter 6) that utilised descriptive statistics and survival analysis to explore personal 

and service-related factors associated with ESRD for Pacific peoples with diabetes.  Phase 3 

consisted of a qualitative enquiry (Chapters 7 and 8) that employed a focused ethnographic 

approach to explore lived experiences of diabetes self-management in Pacific participants who 

progressed from diabetes to end-stage renal failure.   

Each of the phases has a multiplicity of findings as reported in the respected published 

manuscripts and summarised in Table 24 below.   

 

Table 24. Overview of study findings 

Phase  Findings 

1 

Self‐management is strongly affected by contextual factors that can facilitate or inhibit effectiveness. 

The opportunity to engage in self‐management requires access to resources, information and 
services, and access to relationships with health care workers 

Access to resources, information and services requires health literacy (knowledge) to make informed 
decisions about medication and treatment plans 

Ability to self‐manage is strongly determined by the characteristics (contexts) that shape peoples’ lives 

Financial ability is an underlying central factor influencing effective self‐management 

An effective (diabetes) self‐management programme requires supports from agencies external to health  

2 

ESRD risk, service use and engagement varied significantly by ethnicity 

Baseline results show consistently low attendances at HbA1c and ACR testing, retinal screening, and out‐
patient appointments.  Just under half (49%) had >1 diabetes‐related hospital admission 

Strategies to promote engagement need to be relevant to Pacific populations  

While differences between Pacific ethnicities may appear small, these data contribute to the growing 
body of information for Pacific peoples 

3 

Pacific families have multi‐generational legacies of diabetes and most likely other conditions such as ESRD

Illness representations of disease are deeply rooted within families and the knowledge they collectively 
share 

Preventing onset and/or progression of disease necessitates knowledge surrounding the consequences.  

This includes both the consequences of diabetes progression and the consequences to the 
individual’s life 

Engagement in effective self‐management requires an individual to be motivated  

The framing of health messages needs to be relevant to an individual’s context within which health 
information is obtained, understood and acted upon 

Bi‐directional carer support between (two or more) sick individuals and their families creates a more 
complicated context 

The increase in family members progressing from moderate to late‐stage diabetes raises concerns 
about the sustainability of future family support in Pacific families with legacies of diabetes, ESRD 
and other chronic diseases 



Integration of study findings 

 

144 

In this final chapter, I address only the points that relate directly to the research questions. 

Study findings are integrated to the extent that they address the primary and secondary 

research questions.  First, I present a summary of findings from the body of research, where 

the overall approach is underpinned by critical realism in which context is key to 

understanding what influences self-management and why.  I then discuss the strengths and 

limitations of the study.  Finally, I present the implications of the findings for future service 

provision, clinical practice and diabetes self-management education together with associated 

recommendations.   

9.1 Summary discussion of findings  

9.1.1 Personal demographic factors 

Cohort data (phase 2) reinforces the influence that age,128-131 gender,132-134 ethnicity,30, 31 and 

deprivation53 have upon health outcomes including developing diabetes53, 91, 128, 134 and 

progression to other chronic diseases131, 135, 136 such as ESRD.14  During the past two 

decades, differences in (diabetes-related) health outcomes for Pacific peoples in New Zealand 

has been foregrounded.  Compared to the New Zealand European population, Pacific peoples 

experience a significantly higher prevalence of diabetes,130 and higher rates of CVD risk.182  

Furthermore, amenable mortality for Pacific peoples over the past three decades has shown 

the least improvement, and life expectance at birth is at least five years shorter207 compared 

to other new Zealand populations. 

This thesis purposefully focussed on Pacific ethnic groups living in New Zealand.  Cohort data 

(phase 2) showed differences in risk of ESRD by ethnicity, age, and gender, although 

irrespective of age, gender or ethnicity, ethnographic data (phase 3) revealed similarities 

across these factors in levels of diabetes knowledge, self-management effectiveness, and 

illness representations among participants.   

In terms of deprivation, the impact of financial and material hardship on self-management 

has been well documented.86, 87, 92  This was highlighted as a key factor of effective self-

management during the realist evaluation of literature (phase 1),587 and was evident among 

some participant’s interviews (phase 3).  However, cohort baseline data (phase 2) showed 

cases of ESRD among those living within more affluent neighbourhoods and quintile of area 

deprivation did not have a significant association with ESRD in our final Cox model.  Within 

these data, just over half (58%) of the population lived in the most deprived areas, limiting 

statistical power to discriminate between level of deprivation.  To accurately measure financial 

or material hardship for individuals or households, a range of measures (such as the 

Household Economic Survey626 or the index of socioeconomic deprivation for individuals627) is 
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required.628  However, it is reasonable to assume that while deprivation does have an effect on 

access to health care, deprivation does not influence in isolation.  

In relation to contextual description, age, gender, ethnicity, and deprivation are largely 

categorisations or measures of affiliation or associations of people.  Within this thesis, the 

organisation of data by ethnicity, for example, provides quantifiable health information about 

Pacific peoples as individuals or a combined ethnic group.  In ethnicity, ethnic differences 

have been repeatedly reported in various health research findings - including much of the 

literature utilised within the current study.  Even so, identifying differences by ethnicity or 

another categorisation does not provide a sufficient understanding of underlying causation or 

context for such differences.   

The health status of all people is affected by structural and social determinants of health.68  

In this context, the construct of culture offers a more suitable explanation than 

categorisations for differences in health outcomes.  Comparable with other populations, 

Pacific peoples hold various roles and responsibilities within families, work places, and 

communities.  They move within multiple social and political spaces, and migrate within and 

between countries.  Pacific peoples also have their own respective ethnic customs and 

practices.  Pacific health outcomes are shaped by divergences within ethnic cultural 

orientation and the influences of ethnic cultural practices.30, 35, 109, 181  Within phase 3 of the 

current study, participants described Pacific cultural practices such as fa’alavelave and 

having to look after ill or elderly family members; practices that were described as relating to 

normal family life.  Yet simultaneously, participants expressed their beliefs that being a 

Samoan, or a Cook Islander, or a Pacific person per se, was not a cause of their diabetes 

onset or progression.  Rather, the participants strongly stated their current situation was due 

to their lack of ‘knowledge and understanding’ about diabetes.  In this context, a combination 

of sociocultural factors contributed to (mis)understandings of diabetes and diabetes self-

management. 

9.1.2 Illness representations 

This study supports the notion that health literacy is not associated with health outcomes in 

a linear fashion.  Ethnographic findings (phase 3) revealed family perceptions of diabetes 

shaped participants’ beliefs and behaviours that had become deeply entrenched within 

families across generations and the knowledge they collectively shared.586  These findings are 

supported by Rolland273 among others who argue the context of family is central to an 

individual family member’s understanding, beliefs and expectations (illness representations) 

of diabetes.274  In this way, judgements and  perceptions of diabetes stem from observational 

learnings of family culture.275  Reinforcing the earlier research of Leventhal et al275 concerning 
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observational learnings, Scollan-Koliopoulos and Walker276 contend that individuals who can 

recall a family member who has understood diabetes as a long-term disease, are more likely 

themselves to adopt the same belief.  In a further study, Scollan-Koliopoulos and Walker629 

reported significant differences in understandings between individuals with a family legacy of 

diabetes compared to those without; individuals with family legacies had less accurate 

understanding of diabetes than individuals without.   

Participants (phase 3 of this study) constructed a representation of reality from early 

recollections such as grand-parents taking medications or pricking their fingers for example, 

and considerations of how parents and grandparents appeared ‘not too worried’ about having 

diabetes.  Participants formed perceptions of diabetes that were aligned to having a cold or a 

flu “they got sick and then got over it (Tk.1).”  Furthermore, health conditions (including 

diabetes, ESRD, hypertension, and heart diseases) within families appeared to be ‘normal’ 

family general knowledge, and until their education following ESRD diagnosis, participants 

were unable to make sense of this information within the context of their own health 

management.   

Illness perceptions help guide individual’s considerations of future consequences, which in 

turn impact the severity of consequences related to becoming ill and therefore affect 

controllability over illness.  Poor knowledge and understanding of diabetes progression can 

often lead to unpredictability or inaction from the individual, and so contribute to progressive 

complications and disabilities.300  For example, findings from the realist evaluation (phase 1) 

described how limited knowledge and limited access to resources can result in low self-

confidence in self-managing diabetes – which often leads to infrequent or no glucose 

monitoring, increased worry and concern, and decreased motivation.587   

The association between knowledge and chronic disease development among Pacific peoples 

found in this PhD is supported by previous research in New Zealand spanning at least two 

decades.3, 172, 174, 204  Ethnographic interviews (phase 3) revealed that the invisibility of 

symptoms during early stages of the disease influenced the level of priority participants 

placed upon their health.  The connection between (asymptomatic) disease-related symptoms 

and knowledge of disease has also been reported in much of the literature.348, 630  

Commentators suggest perceptions of illness-related diabetes symptoms directly influence 

engagement in sustained self-management, as symptoms are often used by individuals as a 

guide for medication and treatment adherence.  In this context, absence of symptoms can 

lead to non-adherence and non-attendance.630  

Findings from phase 2 found consistently low testing and screening rates among the cohort – 

in the year prior to cohort entry less than half of the cohort underwent HbA1c and ACR 
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testing, and only one third underwent retinal screening.  Perceptions about the purpose and 

benefits of screening are likely contributing factors that may explain (a proportion of) these 

low rates.  The implications of low attendance rates can lead to underdiagnosed health 

conditions and lost opportunities for early intervention and management.150, 154  Comparably, 

participant accounts (phase 3) highlighted these implications, where for almost all 

participants, diabetes was diagnosed well after onset, and similarly for ESRD.   

The effect of perception also impacts how individuals perceive benefits attached to resources 

or services such as Diabetes Self-Management Education (DSME) programmes.  

Notwithstanding proven benefits that include improved clinical outcomes317 and improved 

overall quality of life,311, 314, 317, 319 the number of people that receive DSME is reported as 

persistently low.298, 314  This was reflected in the low attendance rates (19%) within cohort 

results (phase 2), and also in phase 3 where participants did not perceive DSME as an 

important activity.  Participants stated they commonly felt there was no recognised benefit in 

attending DSME and so elected not to attend.  

9.1.3 Education and communication 

Strong evidence asserts the need for individuals to gain contextually relevant knowledge, 

skills and abilities to self-manage health conditions.  The World Health Organization,601 

among others,217, 219, 240, 600 argue that relevant health communication must help individuals 

“understand that there is a health risk for themselves…[and] that the risk could be severe and 

that they reduce that risk by undertaking recommended actions.”  The correlation between the 

actual and perceived risk of diabetes progression among participants (phase 3) reinforces this 

notion.  Prior to ESRD, participants did not perceive themselves to be at risk and so placed a 

low priority on engaging in diabetes self-management.  Furthermore, participants did not 

always perceive their symptoms were caused by diabetes because they had other 

comorbidities.  Underlying these perceptions, participants also described many instances 

where health provider messages received about diabetes progression were missed; most were 

unaware of the importance and urgency of the information being given to them.  However, 

with the help of purposeful education, participants became motivated and engaged in self-

managing their ESRD, diabetes, and other conditions.  They made sense of the risks and 

consequences of diabetes; their recollections about physical, social and financial adjustments 

provided a context for these lessons learned.  In making sense of early memories, participants 

raised questions about whether previous generations had enough knowledge to fully 

understand diabetes, its complications or appropriate management.   

Knowledge is necessary, but it is not enough by itself to change behaviour.  A long-standing 

question has been how to convert people from being passive in their own health care to 
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becoming more actively engaged.15  Motivation underpins engagement in health care and 

while not disease specific, motivation is specific to the individual.  In my exploration of 

diabetes self-management practices (phase 3), motivations to engage in self-management 

were fuelled by participants’ hope to live long enough to change their family legacies of 

diabetes.  Similar findings have been reported by Richardson et al631 where hope was a key 

motivator to go on during the manifestation of cancer and heart disease.  Hope for those with 

terminal diseases is central to their capacity to cope and adapt with the transition to the 

terminal self.632  However, for those who do not have an end-stage disease, time is not a 

controlling mechanism,619, 620 other than in the sense of readiness to change.  Motives for self-

managing diabetes are commonly shaped by an individual’s perceived risk and fear of 

experiencing diabetes-related complications.304  Within families, perceptions may be based 

upon an individual’s comparison of diabetes severity or sameness of complications with other 

family members.  Scollan-Koliopoulos et al304 and others suggest emotional reactions, such as 

fear or concern, go on to motivate or discourage self-care behaviour.305  Education combined 

with the fear of diabetes consequences may help drive active engagement in self-management. 

Both education and communication involve the transfer of knowledge.217  The way health 

messages and information are conveyed play an important role in an individual’s ability to 

acquire and effectively use such knowledge.  Within the current study, many advocated the 

need for messages that delivered multi-sensory experiences such as seeing a limb amputation 

and experiencing the smell of infected wounds.  Rothman and Kiviniemi605 strengthen this 

concept, suggesting that framing messages delivered in a factual, case-based, and persuasive 

manner can support an individual’s perception of credibility, thereby enhancing 

consequences of diabetes risk and the consequences of impact upon their life.  For 

individuals who do not (yet) have severe diabetes symptoms, a multi-sensory encounter with 

a person with an amputation may for example, provide the closest and most memorable 

consequence associated with understanding that, they do have a health risk, and that the 

risk could be significantly reduced through active self-management.  Tailoring health 

communication and education to meet the unique needs of individuals has been shown to be 

more effective than generalised, standard approaches.308, 310, 603   

While both the literature and the current study’s findings argue the need for clearer messages 

from health providers, ethnographic findings (phase 3) also suggest a coinciding need for 

individuals to have a purposeful level of disease-based (biomedical) knowledge.  Although 

biomedical and general health knowledge among participants (phase 3) were not formally 

assessed, participants themselves remarked about their increased knowledge and 

understanding of their diseases, including: symptom cause and management; the purpose of 

specific medications and their side effects and management; the interactions between 

different body organs; and the long-term effects of high blood pressure and high (and low) 
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blood glucose levels.  However, prior to ESRD, the inability of participants in the current 

study to recognise early symptoms of an acute exacerbation, led to hospitalisations and a 

(slow) decline in health.   

Individuals frequently rely upon distinct kinds of knowledge for health decision making, such 

as perceptions of illness, experiential, cultural, and social.32, 275, 304  Yet increasingly, research 

findings suggests most people have insufficient understanding of basic disease-based 

knowledge.  During a recent review of medication adherence perspectives across several 

countries, Brundisini et al633 reported inadequate disease knowledge as a primary reason 

underlying poor medication adherence, especially for those with more than one condition.  

Similar to the findings in the current study, these authors found that individuals commonly 

managed diabetes based upon their own understandings of health, body and the disease.  

Furthermore, in times of symptom exacerbation, many were unable to translate such 

knowledge into appropriate courses of action.   

This example highlights possible difficulties individuals may have when integrating their own 

knowledge with the information provided by their health providers.  Biomedical knowledge 

provides a foundation which both clinical medicine and health management draw upon.32  

Clinical medicine requires an advanced knowledge of human anatomy, disease entities, 

diagnostic reasoning, investigative procedures, and therapeutic management.  Health 

providers use this depth of biomedical knowledge as a mechanism for explaining, justifying, 

and communicating medical decisions.  Whereas, effective diabetes self-management requires 

an individual to understand blood glucose regulation and metabolism, medication and 

treatments, and to have a knowledge of human anatomy, and disease - as it relates to their 

health and life.   

This does not mean the re-formation of a ‘disease model’ focussed strategy,213 rather it 

pertains to enhancing individuals’ knowledge to build and strengthen self-empowerment 

(knowledge builds knowledge), and to align with definitions of health literacy.234  Participants’ 

earlier accounts of medical conversations, describe complex medical explanations, and 

medical language; too difficult for most people to understand.32  However, there is still the 

need to understand diabetes – at a cellular and organ level, and how it affects the whole body 

– as well as how it affects our families and family members who have these conditions.  Being 

aware of the different ways in which health providers and patients understand concepts and 

use knowledge is integral to successful communication between the two; establishing a 

balance in biomedical terminology becomes increasingly important with the rising use of 

written communication formats such as email and health portals.  
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9.1.4 Family support structure  

Increasingly, chronic disease self-management is seen to include family and family contexts 

as an integral aspect of the self-management process.294, 587, 612, 634  However within these 

contexts, family are mostly considered a well resource for the support of an ill family member 

with chronic disease.  References to family member wellness largely relate to illnesses (such 

as depression, physical problems or injuries, and fatigue) in response to caregiver duties.635-

637  In contrast, ethnographic findings (phase 3) highlight intergenerational occurrences in 

already-ill family members looking after other ill or elderly family members and vice versa.  A 

family culture of reciprocal family support (practical, emotional, financial) across generations, 

contributed to expectations by participants (and family members) that that family support 

would always be there.  These findings are comparable to Adams’ study of female Hispanics 

with diabetes,638 where she also found expectations of care for other ill, injured, or elderly 

family members.  A recent systematic review by Li et al,639 considering research on 

experiences of older women living with diabetes reported similarly, and further highlighted 

the challenges in balancing multiple (caregiving) roles with the complexities of diabetes self-

management.  

Both cohort data (phase 2) and ethnographic data (phase 3) in the current study highlight 

cases where diagnosis of diabetes occurred at ages less than 30 years of age and diagnosis of 

ESRD at ages less than 40 years within ethnographic data.  Comparable to current evidence, 

the participants in phase 3 reported diagnoses of diabetes well after onset,127 and most likely 

also experienced long-term exposure to untreated hyperglycaemia.128, 131  For many decades, 

commentators have reported onset of diabetes to be 10 years earlier among Pacific peoples 

than New Zealand European.129, 130  National guidelines use evidence from research that has 

been restricted to people aged approximately 24 years and older.160  Accordingly, 

recommendations are based upon these age groups.  For Pacific peoples, (along with Māori, 

and Indian) guidelines recommend earlier risk assessment; males aged 30 years and females 

aged 40 years -15 years earlier than other ethnic groups.  However, the rates of type 2 

diabetes in Pacific children and young adults have been increasing for some time.640-642  Of 

most concern, is the increase in type 2 diabetes in Pacific children aged 14 years and younger 

increasing at 6% per year compared to NZ European (0%).641  Furthermore, diabetes 

(especially in younger people) is associated with early onset nephropathy and dyslipidaemia - 

almost from diagnosis.643  These statistics are alarming considering historically, type 2 

diabetes was rare in children. 
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9.2 Strengths and limitations of the study 

There are a number of important strengths and limitations that must be acknowledged and 

considered when interpreting these study findings.  The limitations specific to each method 

and analysis are reported in individual chapters and publications.  What are reported here, 

are the strengths and weaknesses that apply to the body of work (the thesis) as a whole. 

9.2.1 Strengths 

The key strength of this study is its mixed method research design.  The design represents a 

logical programme of research, that incorporated robust and evidence based research 

methods to both investigate the research problem and answer the research questions.380  

Underpinned by critical realism, this approach enabled a multi-perspective exploration of the 

inquiry through its triumvirate of domains: realist review/evaluation (real); cohort study 

(actual); and ethnographic study (empirical).379  The triangulation facilitated integration of 

findings to provide a holistic, comprehensive and in-depth understanding of the research 

problem.644  The overall design addressed the evidence gap where findings are also 

transferable to other ethnic populations.   

There are no published studies that explicitly explore the risk factors of ESRD for individual 

Pacific ethnic groups in New Zealand.  Additionally, there is a paucity in health literature that 

reports on comparisons between Pacific-only ethnicities.  This research is imperative 

considering the extremely high prevalence of chronic diseases such as diabetes, and 

associated comorbidities among Pacific peoples in New Zealand. 

Another strength of the research is that I was the principal researcher throughout the study 

and brought an emic perspective to the research.544, 549  This was particularly relevant within 

the qualitative interviews, and ensured consistency in data collection.  While disadvantages 

with single person researcher include risks of researcher bias,542 this risk was minimised 

through adopting principles of validity and trustworthiness throughout the study.430, 541, 542  

Credibility was supported by prolonged engagement, peer debriefing, insider knowledge, 

crystallisation, and reflexivity.  Furthermore, systematic and detailed field observations were 

recorded along with reflective notes and memos to minimise distortion of information relating 

to individual’s experiences within the haemodialysis treatment centres.  

9.2.2 Limitations 

The principal limitation of the cohort study was the use of administrative data which does not 

include clinical and socio-cultural information, and other potential explanatory variables.  
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Clinical data (such as diabetes duration, blood pressure and laboratory test results), socio-

cultural data (such as household demographics and health literacy levels), and other 

potential variables (such as access to health care and transportation) are available through 

different agencies but there is little consistency with data collection across agencies, and no 

central repository; such data were not available for this study. 

Limitations of the qualitative component (phase 3) of the study include being conducted in 

two haemodialysis units in one DHB in New Zealand.  A broader range of perspectives may 

have been gained from interviewing participants undertaking peritoneal or home dialysis, or 

dialysis in other regions of New Zealand.  For pragmatic reasons, data collection was 

restricted to the DHB with the highest Pacific population.   

All interviews were conducted - at participant request - during dialysis sessions.  While this 

restricted opportunities to observe participants in their home or supportive surroundings, I 

believe it enabled participants to speak more freely and openly.  Many participants described 

dialysis as a daily ritual and the unit as their place for dialysis; home was kept as a separate 

space.  Conducting interviews while dialysing still produced rich descriptive field notes and 

memories that provided context of their experiences.  

Conducting interviews in English is a possible limitation, as the experiences of Pacific peoples 

unable to converse in English may have provided different findings.  However, I purposefully 

chose English-speaking participants because I am unable to converse in Pacific languages 

other than Samoan.  Relying on my emic knowledge, I believe there were a sufficient number 

of Pacific people who spoke English and could tell me their experiences.  Only three 

participants were born in New Zealand and all participants were fluent in their own ethnic 

language.    

9.3 Understanding study findings as a context for engagement 

This study was primarily undertaken to identify issues and opportunities rather than develop 

solutions to the problem.  Refining local solutions and testing and evaluating implementation 

of them is beyond the scope of this thesis.  

Findings have provided a deeper understanding into factors that influence engagement in 

effective self-management by Pacific peoples with diabetes. The following implications offer 

new insights that can be used to help delay or prevent disease onset and progression through 

a number of interconnecting actions (see Figure 9).  The onus for engagement lies with health 

providers, health researchers, and policy makers to support individuals with diabetes and 

their families and communities to better manage diabetes.  However, like other Pacific 

researchers, I, myself, do not have the mandate to speak for all Pacific communities within 
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New Zealand.  I suggest therefore that these implications and recommendations are treated 

with some caution.   

Pacific ethnic identity is much more complex, in that Pacific peoples are defined by, gender, 

migration, age, religion and cultural orientation (traditional/western) among other things.  

Moreover, many Pacific children are multi-ethnic.  Such challenges need to be considered 

prior to the development and (local) implementation of initiatives.  Practitioners, researchers 

and policy-makers must take into consideration how these implications can be culturally and 

socially applied to the diverse and multi-ethnic Pacific population; one-size does not fit all.   

These actions include:   

Individual and family relationships 

 Individuals with legacies of family diabetes are motivated to change at-risk-behaviours 

in response to knowledge of family diseases (multi-generational).  

Social and health provider support 

 For individual and family packaged education, which incorporates knowledge of family 

diseases, communication / delivery of information, and recognises individuality within 

a collective orientation. 

 For the person with ESRD to deliver self-management support to family. 

‘Spheres of influence’ develop as different family members pass on information 

about diabetes; family-oriented ‘self-management support.’ 

Health provider initiatives 

 Prevention through tailored health education (including disease-based knowledge, 

risks and consequences). 

 Family history as a predictive tool. 

 Inclusive of all at-risk individuals and family. 

 Health education in schools and other settings. 

Health research initiatives 

 Comprehensive evaluations that include contexts, mechanisms as well as outcomes. 

 Illness representations among children and young people. 

 Family-oriented self-management support frameworks for families with multi-

generational chronic disease. 

Policy 

 Require more comprehensive monitoring and reporting on all Pacific ethnic groups, 

including by age for children and young people. 
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Prevention through tailored health education (including: 
disease-based knowledge, risks and consequences). 

• Family history as a predictive tool. 
• Inclusive of all at-risk individuals and family. 

• Health education in schools and other settings. 

Health research initiatives
Comprehensive evaluations that include contexts, mechanisms  

as well as outcomes.  
• Illness representations among children and young people. 
• Family-oriented self-management support frameworks for 

 families with multi-generational chronic disease.

Policy initiatives
Monitoring and reporting on all Pacific ethnic groups,  

including by age for children and young people.

Incorporates knowledge of family diseases, communication/delivery of 
information, and recognises individuality within a collective orientation 
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9.3.1 Implications for practice:   

Health providers can use an individual’s knowledge of their family history of diseases as a 

contextual resource.  Family history is an established risk factor for developing diabetes,608 

and can be used as one tool for predicting diabetes risks as well as identifying long-term 

hyperglycaemia among individuals with legacies of family diabetes (at-risk families).  As family 

history reflects both genetic and lifestyle factors, it can support preventative (rather than 

reactive) self-management for diabetes and other diseases.  The prevalence of diabetes and 

comorbidities within multiple successive generations is increasing and the reliance upon 

younger family members to help older members may be short-lived.  In 2004, Scollan-

Koliopoulos et al645 suggested that future diabetes management for families with multi-

generational legacies of diabetes would most likely result in household (as opposed to 

individual) treatments.  Notwithstanding this, the combination of multiple generations with 

diabetes together with earlier age onset could necessitate, for many Pacific families, caregiver 

support being provided by external providers rather than family members. 

Hope is a “dynamic inner power that fosters a positive new awareness of being.”615, 646(p.545)  

Effective engagement in self-management by participants in phase 3 was strongly motivated 

by their hope to live long enough to change their family’s legacy of diabetes.  Health providers 

can use this powerful emotion by working together with ‘index patients’ to deliver self-

management support to family members.  As a consequence, what is learned and observed 

can become the new normalised way to care for or self-manage diabetes,275 where family-

oriented spheres of influence are developed to encourage, support and refocus expectations of 

diabetes towards health-seeking behaviours.  

Given the increases in type 2 diabetes among Pacific children and youth, there is an 

immediate need for diabetes risk prevention and assessment strategies, which will need to be 

family-oriented.  Type 2 diabetes is increasing among Pacific children and youth, and in these 

age groups, type 2 diabetes is associated with early onset nephropathy and dyslipidaemia.643  

This information is important for health providers to consider, given that younger people with 

one risk factor are likely to have others – risk factors aggregate in all ages.   The option of an 

integrated package for all at risk families, could enable the family unit to be supported by the 

same health care team(s), while recognising that family (diabetes) health is connected, and 

most likely similar, but also distinctive between individuals.  Family-oriented interventions  

have proven successful because families are a primary social context.645  In the same way 

family legacies are established and maintained collectively, the same mechanisms might help 

build appropriate knowledge and understandings of diabetes, while potentially increasing 

empowerment and positive health gains.  To complement the family package, chronic disease 
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risk awareness could be incorporated within the school education programme.  Initiating a 

comprehensive programme that includes balanced (biomedical) disease education, may give 

younger aged at-risk individuals a head-start to acquiring relevant knowledge and preventing 

onset of disease.   

Health providers also need to be aware and understand that Pacific peoples are unique 

individuals with collective ways of being, who each have their own understandings of disease 

and motivations for self-managing risk and consequences.  Within most Pacific Island 

households, family welfare is the responsibility of the collective unit.101-103  However, previous 

studies have shown that while collective decision-making does consider medical care and/or 

treatment requirements of family members, Pacific individuals with chronic illness(es) will 

often place less priority on their own health - regularly considering competing demands above 

their own health.102, 104  It remains that each person’s experiences of disease, their ability to 

self-manage and access health care services is unique and individual.342  The accounts of 

phase 3 participants reinforce this notion; in accepting their diagnoses of diabetes and ESRD, 

they took individual responsibility for the factors that contributed to its development.   

The recognition that communication and education involve the transfer of knowledge is 

important for effective self-management; the way in which health information is delivered can 

directly influence an individual’s ability to effectively use such knowledge.  Effective diabetes 

(self) management requires individuals to understand the effect of diabetes upon the body 

and its organs, as well as understanding the components and benefits of clinical and self-

management.  Understanding the connection between blood glucose, symptoms and the 

longer-term impact, has potentially significant longer-term benefits for individuals.348   Health 

providers need to consider that these explanations might be layered and become more 

complex over time as people elaborate on their earlier understandings.  Additionally, 

appropriate delivery of information in combination with a relevant motive (risk and 

consequences of disease) may convert people from being passive in their own health care to 

becoming more actively engaged.  Health messages need to be clearer and relevant to the 

individual’s needs.  Clear and powerful messages such as ‘diabetes and hypertension are 

treatable and potentially reversible with adequate control’ may prevent renal disease and other 

diseases occurring. 

9.3.2 Implications for Pacific peoples 

Unless measures are taken to adequately improve baseline knowledge and understanding of 

diabetes, Pacific peoples remain at increased risk of developing diabetes and associated 

microvascular and macrovascular complications.  Increased knowledge and understanding of 

diabetes not only improve health outcomes of the index-patient, but also those within their 
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family unit.  For many Pacific people, self-management support is a combination of health 

provider and family support, unlike traditional definitions that view self-management support 

as the role of the health provider.17  As demonstrated in the ethnographic study, family 

members with chronic illness(es) supported other members who were also ill or elderly.  

Individuals with chronic diseases can help to change current legacies of disease through 

(continuing to) deliver(ing) self-management support to other family members.  With the 

support from their health providers, family-oriented support (spheres of influence) can become 

part of normal family culture and potentially achieve the greatest impact.   

9.3.3 Implications for research: 

Extending the findings above, future research should explore the effects of illness 

representations among younger adults and children with diabetes.  This may assist policy 

makers and health providers with prioritising and engaging funding and resources for that 

age group.   

Self-management support has been defined as the care, encouragement and support provided 

to individuals and their families.17, 257  Although traditionally understood to be the role of the 

health provider, findings from this study emphasise the importance of family support for self-

management; as noted within the literature, those without family support have increased risk 

of mortality.625  As stated above, there were many instances of the ill looking after the ill within 

the current study – care (self-management support) that was delivered within normal family 

practices of reciprocity.  From my emic perspective, this is a common practice among Pacific 

families.  Further research is strongly recommended to deepen our understanding of the 

impact of continued support by ill family members, and to identify health care needs and 

resources needed in the immediate future. 

The sample within the cohort study (phase 2) included all Pacific adults (who met the 

inclusion criteria) listed on the New Zealand VDR at 31 December 2007.  Data were stratified 

into seven Pacific ethnic groups which allowed ethnic specific analysis.  Of note is the 

inclusion of individuals from Pacific nations outside the largest Pacific Island groups in New 

Zealand - those whose ethnicity is categorised as those whose latest ethnicity was not Pacific 

but had recorded a Pacific ethnicity previously (88%), those from smaller Island nations (9%), 

and those who identify as ‘Pacific but not further defined’ (3%).  This group (Pacific other) are 

often under researched and received limited attention within the current study.  They 

represent 23% of our study sample and are the healthiest ethnic group.  This group 

represents islands that are very small in terms of numbers per ethnic group and much about 

their health has been assumed from larger Pacific Island groups, hiding possible serious 
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health concerns – or opportunities to learn from their relatively good health.  Further 

research within this group is recommended.  

9.3.4 Implications for policy 

Future strategies should encourage policy and service provision that integrate adult and 

younger people’s (diabetes) health; where management can be undertaken at the family level 

as well as the existing individual level.  The Living Well with Diabetes strategy was developed 

as a systematic approach to reducing the burden of diabetes.  Through the strategy’s ‘Priority 

areas for action’ a central focus was placed on prevention of onset and complications for 

Pacific peoples, and other at-risk populations such as Māori, Indian and those with long-term 

mental illnesses.7  There needs to be transparency and more accountability for diabetes 

prevention initiatives for Pacific populations.  Health initiatives are generally delivered by a 

range of organisations across local, district, regional and national levels, yet there is a lack of 

collaboration between organisations, and limited consultation with, for example, primary care 

practitioners relating to what might be needed to improve (diabetes-related) care in their 

practices.647  While diabetes is a priority area, it is no longer positioned as a national health 

target because the strategy of having targets has been suspended by the current government.  

Diabetes has a significant impact upon Pacific (and other) peoples, yet the monitoring of 

initiatives and the reporting of data appear non-existent, for example in the case of the Living 

Well with Diabetes strategy, or are diluted within DHB annual reporting. 
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10. Conclusion 
There is a low degree of engagement by many Pacific peoples in the self-management of their 

illness(es).  Diabetes has become a permanent aspect within the lives of many Pacific peoples 

and their families, where the legacy of diabetes casts a shadow over successive generations.  

Many have fallen into a state of dependency on health care professionals for recurrent 

episodic care of inadequately controlled and managed diabetes.  Despite the vast literature on 

engagement and self-management, there is a paucity of commentary surrounding the 

process(es) involved in becoming actively engaged in effective self-management.  In this 

thesis, I addressed the gap in knowledge relating to factors that influence Pacific people’s 

participation in their own health care  

This study found that family perceptions of diabetes across generations’ reinforced 

participants’ low engagement in diabetes self-management.  Insufficient knowledge of 

diabetes considerably influenced the onset and progression of diabetes.  Findings further 

demonstrated that opportunities to engage in self-management required an adequate level of 

disease knowledge and an understanding of diabetes risks and associated consequences that 

were relevant to the individual. 

While effective programmes can reduce diabetes onset and progression, health providers have 

a role to play in the development of strategies and opportunities that improve Pacific health 

outcomes through active engagement.  Self-management is increasingly a necessary adjunct 

to improving Pacific family health outcomes and future legacies.  Critical points of 

engagement necessary to delay or prevent onset and progression lie within the scope of 

prevention strategies where for example, tailored education is delivered within family-oriented 

and individual oriented initiatives, or through patient-provider interactions. 

These findings contribute to the growing body of information for Pacific peoples’ health and 

allows for comparative analysis and interpretation of diabetes related complications, now, and 

into the future.  The findings also have implications beyond the field of diabetes.  The 

contribution of new knowledge can offer insights and opportunities to delay or prevent 

disease progression in other chronic diseases and populations.   
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Appendix 1. Overview of included articles 
 Author(s), 

Year,  
Country 

n age Ethnicity Income Conditions:  
Diabetes + 

Investigation Findings / Themes 

         

49^ Bayliss et al 
(2003), 
United States 

16 31-70+ White/European (16) Low Heart disease, 
HTN, Asthma, 
OA, 
Depression, 
Vision, Other 

Barriers of care Access to resources, information and 
services   
Compound effects of (multiple) 
conditions 
Lack of knowledge 
Financial and physical constraints 
Side effects from medications 

32 Beverly et al 
(2010),  
United States 

23 51+ ND ND ND Spousal support 
in exercise 
adherence 

Collective support, responsibility, 
motivation 

35 Burke et al 
(2006),  
United States 

8 42-82 African American (3) 
White European (5) 

ND Heart disease, 
Renal, HTN, 
Depression, 
Vision, Other 

Perspectives of 
appointments 

Need for better communication 
Time consumption  
Useful for information 

38 Carolan et al 
(2015),  
Australia 

22 40-70  
Other (11) 
White/European (11) 

Low ND Experiences of  
self-management 

Access to resources, information and 
services 
Burden of managing diabetes care 
Challenges with the invisibility of 
diabetes 

43 Chlebowy et al 
(2010),  
United States 

38 44-87 African American (38) ND ND Facilitators and 
barriers to self-
management 

Access to knowledge 
Burden of managing diabetes care 
Collective support from family 
Financial constraints 

30 Chlebowy et al 
(2013),  
United States 

38 37-89 African American (38) Low ND Gender 
differences in self-
management 

Access to resources, information and 
services 
Burden of managing diabetes care 
Side effects from medications 
Time constraints 
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 Author(s), 
Year,  
Country 

n age Ethnicity Income 
Conditions:  
Diabetes + 

Investigation Findings / Themes 

9^ Coventry et al 
(2014),  
United 
Kingdom 

20 52-88 ND Low COPD, Heart 
disease, 
Asthma, OA, 
Depression, 
Other 

Self-managing 
with 
comorbidities 

Access to resources, information and 
services 
Burden of managing diabetes care 
Financial constraints 
Motivations and responsibility 

33 Ferrand et al 
(2008),  
France 

23 35-78 ND ND ND Motives for 
regular physical 
activity 

Social and psychological motives 

44 Gucciardiet et 
al (2008),  
Canada 

100 42-65+ ND Mixed ND Barriers of SME 
programmes 

Access to resources, information and 
services 
Compound effects of (multiple) 
conditions. 
Lack of family/social support 

47 Hallgren et al 
(2015),  
United States 

13 18+ Pacific (13) Low ND Perceptions of 
self-management 

Access to resources, information and 
services 
Burden of managing diabetes care 
Change in cultural diet 
Financial and time constraints 

37^ Hershey et al 
(2012),  
United States 

43 50+ African American (5) 
Hispanic (1) 
White/European (37) 

Mixed Cancer, Other Impact of cancer 
and treatment on 
diabetes self-
management 

Challenges with juggling conditions, 
treatments 
Challenges with medication 
management  
Prioritisation of self-care tasks 

45 Hu, et al  
(2013),  
United States 

36 18+ Hispanic (36) ND ND Perceived barriers 
to self-
management 

Access to resources, information and 
services 
Burden of managing diabetes care 
Financial constraints 
Physical and emotional impact of 
disease 

55^ Janevic et al 
(2014),  
United States 

25 20-63 African American (25) Low ND Impact of asthma 
and treatment on 
diabetes self-
management 

Challenges with juggling conditions, 
treatments 
Challenges with medication 
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 Author(s), 
Year,  
Country 

n age Ethnicity Income 
Conditions:  
Diabetes + 

Investigation Findings / Themes 

management  
Prioritisation of self-care tasks 

52 Langst et al 
(2015), 
Germany 

25 18+ White/European (25) ND ND Facilitators and 
barriers to self-
management 

Access to resources, information and 
services 
Burden of managing diabetes care 
Collective support from family 
Patient-physician 
communication/information sharing 

51 Lynch et al 
(2012), 
United States 

84 45-67 African American (35) 

Hispanic (49) 

Low ND Perspectives of 
self-management 

Access to resources, information and 
services 
Burden of managing diabetes care 
Financial constraints 

39 McElfish et al 
(2015),  
United States 

6 18-44 Pacific (6) Low ND Pilot test SME 
programme 

Access to resources, information and 
services 
Burden of managing diabetes care 
Financial constraints 

41 Mayberry & 
Osborn,  
(2012),  
United States 

96 40-78 African American (28) 
White/European (67) 

Mixed ND Perspectives of 
family support  

Instrumental support with daily care 
Sabotaging behaviour - diet, transport 

31 Moser et al 
(2008),  
The 
Netherlands 

15 55-77 White/European (15) ND ND Autonomy of self-
management in 
nurse-led setting 

Improves daily adherence of self-
management 

34 Onwudiwe et al 
(2014),  
United States 

31 43-81 African American (29) 
Hispanic (1) 
White/European (1) 

ND ND Barriers to self-
management 

Access to resources, information and 
services 
Continuity of care 
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 Author(s), 
Year,  
Country 

n age Ethnicity Income 
Conditions:  
Diabetes + 

Investigation Findings / Themes 

48 Polonsky et al 
(2014), 
United States 

886# 50+ African American (113) 
Hispanic (57) 
Native American (40) 
Other (136) 
White/European (532) 

ND ND Barriers to self-
management of 
blood glucose 

Burden of managing diabetes 
Health literacy 
Financial and time constraints 

53 Pooley et al 
(2001),  
United 
Kingdom 

47 50-76 ND ND ND Perspectives of 
care from GPs 

Time constraints 
Continuity of care 
Patient-physician communication 

46 Rendle et al 
(2013),  
United States 

20 43-69 African American (5) 
Hispanic (8) 
Other (3) 
White/European (4) 

Low ND Barriers to self-
management 

Access to resources, information and 
services 
Burden of managing diabetes care 
Financial and time constraints 

40 Rise et al  
(2013),  
Norway 

23 35-72 ND ND ND Facilitators and 
barriers to self-
management 

Access to knowledge 
Support from family, friends 
Motivations 

54 Ritholz et al 
(2014),  
United States 

34 43-70 Hispanic (6) 
White/European (28) 

High ND Perspectives of 
appointments 

Need for better communication 
Trust and acceptance by physicians 

50^ Senteio & 
Veinot, (2014),  
United States 

37 21-90 African American (37) Low Renal, HTN Facilitators and 
barriers to self-
management 

Access to resources, information and 
services 
Burden of managing diabetes and 
other conditions 
Continuity of care, relationships 
Financial constraints 
Intergenerational learning 

 



Appendix 1: Overview of included articles 

 

  

-1
6
5- 

 Author(s), 
Year,  
Country 

n age Ethnicity Income 
Conditions:  
Diabetes + 

Investigation Findings / Themes 

5^ Sheridan et al 
(2011),  
New Zealand 

42 55-74 Māori (8) 
Other (3) 
Pacific (19) 
White/European (20) 

Low COPD, Heart 
disease, OA, 
Depression, 
Other 

Perspectives of 
care from GPs 

Access to information and resources 
Continuity of care, relationships 
Financial constraints 
Need for better communication and 
support 

6^ Sheridan et al 
(2015), 
New Zealand  

29 65-89 Māori (2) 
Pacific (18) 
White/European (9) 

Low COPD, Heart 
disease, Asthma, 
Depression, 
Other 

Experiences of  
self-management 

Access to resources, information and 
services 
Burden of managing multiple 
conditions 
Feelings of helplessness 
Financial constraints 

56 Shultz et al 
(2001),  
United States 

97 48-73 ND ND Heart disease, 
Renal, Vision, 
Other 

Barriers to diet 
and exercise 

Burden of managing diet and activity 
tasks 
Complications of comorbidities 
Financial, physical, time and social 
constraints 

36 Von Goeler et 
al (2003),  
United States 

30 34-80 Hispanic (30) Low Heart disease, 
Renal, Vision  

Barriers to self-
management 

Access to resources, information and 
services 
Burden of managing  tasks 
Complications of comorbidities 
Financial, physical, time and social 
constraints 

42^ Ward et al 
(2011), 
Australia 

31 34-70 Aboriginal/Torres Strait 
Islander (31) 

Low COPD, Heart 
disease 

Experiences of 
family/social 
support 

Instrumental support with daily care 
and psychological support 

^Articles primarily relating to comorbidities and other conditions;  ND: Not defined;   #discrepancy;   Low: All low;  Mixed: High and low;  Low: mostly low;  High: mostly high;   
   COPD: Chronic  Obstructive Pulmonary Disease;   HTN: Hypertension;   OA: Osteoarthritis. 
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Appendix 2. Ministry of Health data_ICD10: 
Renal codes 

Codes that signify end-stage renal failure (note high priority codes important, low priority 
less important due to expected small numbers 
 

ICD10 code Type Description Priority 

Diagnoses   Low 

N040 A Nephrotic syndrome, minor glomerular abnormality Low 

N041 A Nephrotic syndrome, focal and segmental glomerular lesions Low 

N042 A Nephrotic syndrome, diffuse membranous 
glomerulonephritis 

Low 

N043 A Nephrotic syndrome, diffuse mesangial proliferative 
glomerulonephritis 

Low 

N044 A Nephrotic syndrome, diffuse endocapillary proliferative 
glomerulonephritis 

Low 

N045 A Nephrotic syndrome, diffuse mesangiocapillary 
glomerulonephritis Low 

N046 A Nephrotic syndrome, dense deposit disease Low 

N047 A Nephrotic syndrome, diffuse crescentic glomerulonephritis Low 

N048 A Nephrotic syndrome, other Low 

N049 A Nephrotic syndrome, unspecified Low 

N060 A Isolated proteinuria with minor glomerular abnormality Low 

N061 A Isolated proteinuria with focal and segmental glomerular 
lesions Low 

N062 A 
Isolated proteinuria with diffuse membranous 
glomerulonephritis Low 

N063 A 
Isolated proteinuria with diffuse mesangial proliferative 
glomerulonephritis Low 

N064 A 
Isolated proteinuria with diffuse endocapillary proliferative 
glomerulonephritis Low 

N065 A Isolated proteinuria with diffuse mesangiocapillary 
glomerulonephritis 

Low 

N066 A Isolated proteinuria with dense deposit disease Low 

N067 A Isolated proteinuria with diffuse crescentic 
glomerulonephritis Low 

N068 A Isolated proteinuria with specified morphological lesion, 
other Low 

N069 A Isolated proteinuria with specified morphological lesion, 
unspecified Low 

N180 A End-stage renal disease High 

N188 A Other chronic renal failure High 

N1890 A Unspecified chronic renal failure High 
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N1891 A Chronic renal impairment High 

N19 A Unspecified renal failure High 

E1420 A Unspecified diabetes mellitus with renal complications, not 
stated as uncontrolled High 

E1421 A Unspecified diabetes mellitus with renal complications, 
stated as uncontrolled High 

E1020 A Insulin-dependent diabetes mellitus with renal 
complications, not stated as uncontrolled High 

E1021 A Insulin-dependent diabetes mellitus with renal 
complications, stated as uncontrolled High 

E1120 A Non-insulin-dependent diabetes mellitus with renal 
complications, not stated as uncontrolled High 

E1121 A Non-insulin-dependent diabetes mellitus with renal 
complications, stated as uncontrolled High 

E1320 A Other specified diabetes mellitus with renal complications, 
not stated as uncontrolled High 

E1321 A 
Other specified diabetes mellitus with renal complications, 
stated as uncontrolled High 

Procedures    

1310000 O Haemodialysis High 

1310007 O Intermittent peritoneal dialysis, long term High 

1310008 O Continuous peritoneal dialysis, long term High 

1310900 O Insertion and fixation of indwelling peritoneal catheter for 
chronic peritoneal dialysis High 

1310901 O 
Replacement of indwelling peritoneal catheter for peritoneal 
dialysis High 

1311000 O 
Removal of indwelling peritoneal catheter for peritoneal 
dialysis High 

9035100 O Removal of temporary catheter for peritoneal dialysis High 

9035200 O Education and training for home dialysis High 

9035300 O Test for haemodialysis adequacy High 

9035301 O Test for peritoneal dialysis adequacy High 

3650300 O Renal transplantation High 

3450900 O Arteriovenous anastomosis of lower limb High 

3450901 O Arteriovenous anastomosis of upper limb High 

3451200 O Construction of arteriovenous fistula with graft of vein High 

3451201 O Construction of arteriovenous fistula with prosthesis High 

3451500 O Thrombectomy of arteriovenous fistula High 

3451800 O Correction of stenosis of arteriovenous fistula High 

Additional    

Z490 V preparatory care for dialysis High 

Z452 V adjustment and management of vascular access device High 
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Appendix 3. Ministry of Health dataset 
descriptions and linkages 

 

 

File: mis3246 (N=17,616)                                                                MASTER DEMOGRAPHIC 

Variable Content Missing 
(n) 

Missing 
(%) 

Description 

enhi Unique 
identifier code 

0 0 Encrypted NHI 

gender Category 0 0 Sex (Male; Female) 
ethnicg1 Category 0 0 Ethnic group code: Level 1 
ethnicg2 Category 15,800 90 Ethnic group code: Level 2 
ethnicg3 Category 17,496 99 Ethnic group code: Level 3 
dom_cd Numerical code 0 0 Domicile code representing 

person’s usual address. 
nhi_dob Date 0 0 Date of birth 
nhi_dod Date 15,391 87 Date of death 
last_updated Date 2 0 Date of last update to 

information 
ethnicgp Category 0 0 Ethnic group (prioritised) 
dep13 Range (1-10) 64 0 Level of deprivation (1-10) 
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File: mis3246_vdr (N=17616)                                                                                           VDR 

Variable Content Missing 
(n) 

Missing 
(%) 

Description 

mast_enc Unique 
identifier code 

0 0 Encrypted NHI 

dm_inpatient Count (1-61) 60,155 37 Patient hospitalised for 
diabetes related concern 

diabetes_management_clinic Count (1-121) 129,268 79 Diabetes management clinic 
diabetes_retinal_screening Count (1-14) 76,562 47 An indicator showing any 

episode for retinal screening 
dm_retinal_screening_in_last
_2yr 

Count (1-13) 89,332 55 An indicator showing any 
episode for retinal screening 
in last 2 years 

dm_pharm_dispense Count (1-1092) 24,046 15 An indicator showing any 
dispensing of diabetes related 
medicines 

dm_pharm_metformin Count (1-673) 35,324 22 Number of events metformin 
was dispensed to a patient 

dm_pharm_insulin Count (1-725) 120,985 74 Number of events insulin was 
dispensed to a patient 

dm_pharm_sulfonylurea Count (1-546) 83,062 51 Number of events 
sulfonylurea was dispensed to 
a patient 

dm_pharm_sensitiser Count (1-162) 158,117 96 Number of events sensitiser 
was dispensed to a patient 

dm_pharm_other Count (1-120) 155,097 95 Number of events other 
diabetes related medicines 
were dispensed to a patient 

lab_hba1c Count (1-30) 80,210 49 Number of the patient had 
HbA1c’s tested at a laboratory 

lab_acr Count (1-29) 80,210 49 Number of the patient had 
ACR’s tested at a laboratory 

pho Text  
(Yes/No) 

13,141 8 An indicator showing whether 
patient is enrolled at a 
Primary Health Organisation 
(PHO) 

dod Date 144,722 88 Data of death 
gender Category 0 0 Sex (Male; Female) 
domicile_code Numerical code 0 0 Domicile code representing 

person’s usual address 
age Number 0 0 Age (years) 
agegroup Category 0 0 Categories by age in 5-year 

bands 
domdhb_name Text 0 0 Name of DHB the patient 

belongs to 
live Text  

(Live/Dead) 
0 0 Live (or dead) at year of last 

data available  
year Number 0 0 Year of last data available 

when VRD compiled  
     
File: lab0294 (N=962,123)                                                                                      Lab events 

Variable Content Missing 
(n) 

Missing 
(%) 

Description 

mast_enc Unique 
identifier code 

0 0 Encrypted NHI 

event_enc Unique 
identifier code 

0 0 Encrypted event code 

claim_id Numerical code 0 0 The laboratory claim 
identification code 
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number_of_tests Number 0 0 The number of times test 
performed 

visit_date Date 0 0 The date of visit to Laboratory 
claim_received_date Date 526 <1% The date claim (for test 

provided) was received for 
payment 

amount_paid_excl Number 0 0 The exclusive GST amount 
paid to Laboratory for 
performing test 

lab_code Numerical code 0 0 The identification code of 
laboratory performing tests 

lab_description Text 0 0 The name of the laboratory 
dim_laboratory_test_key Text 0 0 The key table primarily linked 

to (Laboratory test) 
     
File: lab0294_laboratory_test (N=13)                                                            Lab event type 

Variable Content Missing 
(n) 

Missing 
(%) 

Description 

dim_laboratory_test_key Text 0 0 The key table primarily linked 
to (Laboratory test) 

lab_test Numerical code 0 0 A unique code that identifies 
test 

test_description Text 0 0 A description of test being 
undertaken 

test_grp Unique 
identifier code 

0 0 A code that groups test with 
others of a similar type 

group_description Unique 
identifier code 

0 0 A description for the group (of 
tests) 

     
File: nap0677 (N=685,126)                                                  Outpatients clinic appointments 

Variable Content Missing 
(n) 

Missing 
(%) 

Description 

mast_enc Unique 
identifier code 

0 0.00 Encrypted NHI 

event_enc Unique 
identifier code 

0 0.00 Encrypted event code 

attendance_code Text code (ATT; 
DNA; DNW) 

0 0.00 The code identifying the type 
of attendance (attended; did 
not attend; did not wait) 

event_type Text code 
(CR; OP; ED) 

0 0.00 The code identifying the type 
of health event 

health_specialty_code Numerical Code 0 0.00 The code for the health 
speciality handling the 
patients care 

health_provider_type Text code 
(M; N; O) 

0 0.00 The code for type of health 
provider (Medical; nurse; 
other) 

service_date Date 0 0.00 The date of service provided 
event_end_date Date 0 0.00 The date event ended 
service_type Text Code 

(CRD; FIRST; 
FOLLOWUP; 
PREADM) 

0 0.00 The code identifying the type 
of service (First; follow up; 
preadmission; community 
referred diagnostic) 

volume Number 12 <1% The unit of measure for 
purchase unit 

dim_purchase_unit_key Numerical Code 0 0.00 The key table primarily linked 
to (Purchase unit) 
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File: nap0677_dim_purchase units (N=1,863)                                  Outpatients clinic type 

Variable Content Missing 
(n) 

Missing 
(%) 

Description 

dim_purchase_unit_key Text 0 0 The key table primarily linked 
to (Purchase unit) 

purchase_unit_code Numerical code 0 0 The code for the unit which 
contract the event is funded 
under. 

pu_description Text  0 0 The type of purchase unit 
unit_of_measure Text 119 6 The unit of measure 
     
     
File: phh0648 (N=4,638,307)                                                                     Dispensing events 

Variable Distinct 
values 

Missing 
(n) 

Missing 
(%) 

Description 

mast_enc Unique 
identifier code 

0 0 Encrypted NHI 

event_enc Unique 
identifier code 

0 0 Encrypted event code 

date_dispensed Date 0 0 The date the medication was 
given to the patient. 

days_supply Number 0 0 The number of days 
medication the patient has 
been supplied with at this 
time. 

frequency Number 870494 19 How often the medication is 
supposed to be taken 

repeat_sequence_number Number 0 0 A sequential identifier of 
repeat dispensings for a 
prescription item 

quantity_dispensed Number 0 0 The total quantity of 
medication that was paid, 
including wastage 

quantity_prescribed Number 0 0 The quantity of medication 
claimed. 

dispensings_prescribed Number 0 0 The number of repeats on a 
prescription, including the first 
dispensing 

order_type Numerical code 0 0 The type of prescription or 
order 

nss_flag Numerical code 0 0 A indicator for the type of 
claim: standard claim, credit 
transaction, non-claim item or 
a resubmission of a previous 
claim 

item_number Numerical code 0 0 A sequential identifier of an 
item within a prescription 
form. 

dim_form_pack_subsidy_key text 0 0 The key table primarily linked 
to  

derived_disp_id Unique 
identifier code 

0 0 Encrypted code 

     
File: phh0648_dim_form_pack_subsidy (N=2,766)                           Dispensing event type 

Variable Content Missing 
(n) 

Missing 
(%) 

Description 

dim_form_pack_subsidy_key Text 0 0 The key table primarily linked 
to 
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tg_level1_id Numerical code 0 0 An identifier for ATC 1st level 
- anatomical main group. 

tg_name1 Text 0 0 The description for ATC 1st 
level - anatomical main group 

tg_level2_id Numerical code 0 0 An identifier for ATC 2nd level 
- therapeutic main group. 

tg_name2 Text 0 0 The description for ATC 2nd 
level - anatomical main group 

tg_level3_id Numerical code 0 0 An identifier for ATC 3rd level 
- therapeutic main group. 

tg_name3 Text 0 0 The description for ATC 3rd 
level - anatomical main group 

chemical_id Numerical code 0 0 A Pharmac identifier of 
primary active chemical 
ingredient. 

chemical_name Text 0 0 The chemical (generic) name 
of the active chemical 
ingredient 

formulation_id Numerical code 0 0 A Pharmac Identifier for each 
formulation classification of a 
drug 

formulation_name Text 0 0 The name of the formulation 
that usually describes the 
form and strength. C 

base_units Text (tab, cap, 
sach, inj) 

0 0 The unit of measure for 
dispensing and measuring 
dose 

change Text 216 8 The type of record  e.g. New 
Listing, Subsidy Change or 
Delisting etc 

effective Date 216 8 The date this record becomes 
effective 

expiry Date 865 31 The date this record expires 
     
File: pus9806_diags (N=507,656)                                                           Hospital admissions 

Variable Distinct 
values 

Missing 
(n) 

Missing 
(%) 

Description 

event_id 704,89 0 0 An internal reference number 
that uniquely identifies a 
health event. 

clinical_code_system 1 0 0 A code identifying the clinical 
coding system used for 
diagnoses and procedures 

diagnosis_sequence 99 0 0 A sequencing number for 
clinical codes derived from the 
diagnosis number as part of 
the mapping process. 

diagnosis_type 4 0 0 A code that groups clinical 
codes, or indicates the priority 
of a diagnosis 

procedure_acc_date 3,660 392,643 77 The date when the 
accident/injury occurred 

procedure_acc_date_flag 1 507,648 100 An indicator  for whether the 
external cause date of 
occurrence stored is a partial 
date 

clinical_code 7,755 0 0 A code used to classify the 
clinical description of a 
condition. 
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condition_onset_code 3 243,394 48 A code that identifies 
conditions which arise during 
an admission from those that 
were present at the time of 
admission 

File: pus9806_events (N=73,450)                                                                  Hospital events 

Variable Distinct 
values 

Missing 
(n) 

Missing 
(%) 

Description 

mast_enc 13,793 0 0 Encrypted NHI 
event_enc 14,097 0 0 Encrypted event code 
event_id 73,450 0 0 An internal reference number 

that uniquely identifies a 
health event. 

nz_res 2 0 0 A code that identifies resident 
status at the time of this 
event. 

adm_src 2 0 0 The description of the 
admission (Routine 
admission; transferred from 
another facility) 

adm_type 3 0 0 A code that describes the type 
of admission 

event_type 3 0 0 A code that identifies the type 
of health event 

end_type 18 0 0 A code that identifies how a 
health care event ended 

evstdate 3,697 0 0 Event start date 
evendate 3,653 0 0 Event end date 
lupdate 2,569 0 0 Last update date 
los 254 0 0 The length of stay in a facility 

in days. 
dom_cd 1,332 0 0 The domicile code 

representing person’s usual 
address. 

dhbdom 21 0 0 The code of the DHB the 
patient belongs to 
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Appendix 4. Dataset requirements from Ministry 
of Health 

 

National Health Index data  

The cohort will be identified as ever-Pacific (in any of levels 1-3); on VDR in 2007; Adult 
(≥18); No previous end stage renal failure (Refer xxx) 
 
The following fields were provided: 
 

Encrypted NHI 
Date of birth 
Gender 
Prioritised ethnicity  
Ethnic group 1 
Ethnic group 2 
Ethnic group 3  
Date of death  
Domicile code 
Deprivation score (NZDep13) 
Last updated date 
Smoking (if available) 

 
 

National Minimum Dataset (Hospital Events)  

Extract and format data for publicly funded hospital discharges with event end date from 1 
Jul 2007 to 31 December 2016. The following fields were provided: 
 

Encrypted NHI  
NZ resident status  
Admission source  
Admission type  
Event type   
Event end type  
Event start date  
Event end date  
Event leave days  
Last updated date  
Length of stay  
Event ID  

 
And in a separate table: 

Event ID 
Clinical code system  
Clinical codes (all reported}  
Diagnosis type  
Accident/procedure date  
Diagnosis sequence 

 
Data will be extracted in ICD-10-CM or current/preferred alternative 
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Pharmaceutical Claims Data Mart  
 
Extract and format pharmaceutical claims with dispensing date from 1 July 2007 to 31 
December 2016. The following fields were provided: Only for the following meds 
 
Diabetes 

Insulin 
Metformin 
Other anti-hyperglycaemic and hypoglycaemic medications 

Hypertension and cardiovascular disease 
 Antiotensin converting enzyme inhibitors 
 Angiotensin receptor blockers  
 Betablockers or calcium channel blockers 
 Statins 
 
Encrypted NHI 
Date dispensed  
Therapeutic Group 1+ 
Therapeutic Group 2 +  
Therapeutic Group 3+   
Days supply  
Frequency  
Repeat sequence number  
Dispensings prescribed  
Prescription number 
 

+ These fields were provided as a look up table with a key to link. 
 
 

Laboratory Claims Data Warehouse  

Extract and format laboratory claims with visit dates from 1 July 2007 to 31 December 2016. 
The following fields will be provided: Only for renal test group, glucose and HbA1c 
 
Encrypted NHI  
Laboratory code  
Laboratory test 
Laboratory test description  
Laboratory test group 
Laboratory test group description  
Test code  
Visit date 
 
 

National Non-Admitted Patients Collection  

Extract and format outpatient visits with dates of service from 1 July 2007 to 31 December 
2016. The following fields were provided: 
 
Encrypted NHI  
Attendance code   Event type 
Health specialty code  
Purchase unit code 
Purchase unit description  
Date of service 
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Virtual Diabetes Register (mis2198) 

Extract and format data from the VDR 1 July 2007 to 31 Dec 2016  
 
The following fields were provided:  
 
Encrypted NHI 
Year 
 
DM_inpatient 
Diabetes_specialist_clinic  
Diabetes_management_clinic  
Diabetes_retinal_screening  
DM_Retinal_screening_in_last_2yr  
DM_pharm_dispense  
DM_pharm_METFORMIN  
DM_pharm_insulin  
DM_pharm_Sulfonylurea  
DM_pharm_sensitiser  
DM_pharm_Other 
LAB_HBAlC LAB_ACR  
 
 
Format: the outputs were provided as SAS datasets 
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Appendix 5. Ethics approval - Cohort Study 
Research Office 
Post–Award Support Services 

 
 

The University of Auckland  
Private Bag 92019  

Auckland, New Zealand 
 

Level 10, 49 Symonds Street 
Telephone: 64 9 373 7599 

Extension: 83711 
Facsimile: 64 9 373 7432  ro-ethics@auckland.ac.nz 

 

UNIVERSITY OF AUCKLAND HUMAN PARTICIPANTS ETHICS COMMITTEE (UAHPEC) 

 

21-Mar-2017 
 

MEMORANDUM TO: 

 
Dr Daniel Exeter  
Epidemiology & Biostatistics 

 
 
Re: Application for Ethics Approval (Our Ref. 018681): Approved 

 
The Committee considered your application for ethics approval for your study entitled Easing the dis-
ease for Pacific people with type 2 diabetes. 

 
We are pleased to inform you that ethics approval has been granted for a period of three years. The 
expiry date for this approval is 21-Mar-2020. 
 
If the project changes significantly, you are required to submit a new application to UAHPEC for 
further consideration. 

 
In order that an up-to-date record can be maintained, you are requested to notify UAHPEC once your project is 
completed. 

 
The Chair and the members of UAHPEC would be happy to discuss general matters relating to ethics 
approvals. If you wish to do so, please contact the UAHPEC Ethics Administrators at ro-
ethics@auckland.ac.nz in the first instance. 

 
Please quote Protocol number 018681 on all communication with the UAHPEC regarding this application. 

 
 
(This is a computer generated letter. No signature required.) 

 
 
UAHPEC Administrators 
University of Auckland Human Participants Ethics Committee 

 
c.c. Head of Department / School, Social and Community Health 
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Appendix 6. Study Flyer 
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Appendix 7. Participant information sheet 
 

PARTICIPANT INFORMATION SHEET 

Project title: Critical points of engagement for Pacific peoples with diabetes 
Name of supervisor: Dr Janine Wiles 
Name of researcher: Jacqueline Schmidt-Busby 
Clinical advisors: Dr Timothy Kenealy, Dr Chris Hood, Dr Viliame Tutone 

You are invited to take part in a research study because you are a Pacific adult, have type 2 diabetes, 
and require regular dialysis treatments.  

Your participation is voluntary (your choice).  You do not have to take part in this study.  If you choose 
not to take part, any care or treatment that you are receiving will not be affected.   

To help you make your decision please read this information sheet.  You may take as much time 
as you like to consider whether or not to take part. 

About the study 

This study is specifically interested in learning from Pacific peoples who are on dialysis.  Your life story, 
experiences and advice will provide much needed insight into finding ways that may delay or prevent 
disease progression to diabetic kidney disease and kidney failure. 

Jacqueline Schmidt-Busby is Samoan and will conduct all interviews. She is the researcher undertaking 
this study to complete her Doctorate of Philosophy (PhD) degree.  This study is supervised by Dr Janine 
Wiles (University of Auckland). 

Who can participate in this study? 

Samoan, Tongan, Cook Islander, Niuean, and Tokelauan who have diabetes and: 

 Are on regular dialysis treatments  
 Are a New Zealand resident or citizen 
 Are aged 18 years or older 
 Have a good command of the English language 

How many people will be in this study? 

There will be up to 24 people recruited into the study. 

What is the expect time span of this study? 

The study is expected to start in April 2018 and will continue until July 2019.  

What happens if I decide to take part in this study? 

If you decide to take part, your name and contact number will be forwarded to Jacqueline who will 
contact you to introduce herself, and tell you more about the study.  

If you are happy to continue, Jacqueline will invite you to participate in an interview at a time and place 
that is convenient to you; this may be at your own home, during dialysis, or maybe at the house of 
family or friends. 

Each interview will be recorded and take about 60 to 90 minutes and you can have family members 
and/or carers present during the interview if you wish.  The interview will be conducted in English, and 
you will be asked about your experiences of self-managing diabetes and diabetic kidney disease.  You 
may also be asked about your opinion(s) of what changes are necessary to prevent or delay 
progression of diabetes for Pacific peoples.   
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Prior to interview, you will be asked to sign the Consent Form on the last page of this document.  A copy 
of both the Participant Information Sheet and the Consent Form will be made available for you to keep.  
Interviews will be recorded and transcribed by Jacqueline, or a third party; a Confidentiality Agreement 
will be signed to preserve confidentiality of information.  

You will not incur any expenses because of your participation in this study. Any travel or parking costs 
related to the interviews along with compensation for your time will be offered to you in the form of a $xx 
MTA or local supermarket gift card.  

Can I withdraw from this study? 

You are free to withdraw from the study at any time, without having to give a reason, until 30 November 
2018; after which all information collected may still be used to inform the study to ensure completion of 
the PhD. Withdrawing will in no way affect your health care.   

Risks and benefits from this study 

Assurance is given by the Clinical Director (Medicine), Counties Manukau Health (ref PRN:420) that 
your usual medical care will not be affected in any way by participation in the study, or by declining to 
participate or withdrawing from the study at any stage.   

There is no guarantee that you will benefit directly from being involved in this study. The results 
obtained from your participation may help others in the future. 

Confidentiality 

All information that you provide will remain strictly confidential.  No material that could personally identify 
you will be used in any reports on this study.  All personal information will only be known to Jacqueline 
and her supervisor Dr Wiles. All future use of the information collected will be strictly controlled in 
accordance with the Privacy Act. 

Your rights 

If you have any queries or concerns regarding your rights as a participant in this study you may wish to 
contact a Health and Disability Advocate: 0800 423 638.  

Publishing of study findings 

If you wish, a summary of study findings can be sent to you. Findings will also be published in academic 
journals, and at national and international conferences.  It is also intended that an article that discusses 
the study project, its findings, and associated recommendations be featured in a CMDHB community 
magazine.  Confidentiality will be maintained as stated above.   

Information ownership and storage 

The digital recording of your interview will remain the property of the researcher for the duration of the 
study timeframe (which includes storage after the study has been completed); unless you have 
withdrawn by 30 November 2018.   

All information will be stored securely stored at all time during the study and for 6 years, after which they 
will be destroyed. Information collected may be used for further ongoing analysis related to this study, 
after the PhD thesis has been submitted. 

How do I volunteer to participate in this study? 

If you wish to participate, you can do one of the following: 

 Write your name and phone number on the first page of this document and hand it to the nurse's 
station at your dialysis unit. 

 Tell your nurse or health worker at your dialysis unit that you are interested and they will pass your 
details onto Jacqueline. 

 Text your name and number to xxxxxxxx  
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Need more information? 

If you would like more about the study please feel free to contact the researcher:  

Jacqueline Schmidt-Busby j.schmidt-busby@auckland.ac.nz  Ph: xxxxxxxx 

Alternatively, you may contact: 

Dr Janine Wiles (Primary Supervisor): j.wiles@auckland.ac.nz  Ph: xxxxxxxx 

Dr David Newcombe (Head of Department) d.newcombe@auckland.ac.nz  Ph: xxxxxxxx  

For any concerns regarding ethical issues you may contact the Chair, the University of Auckland 
Human Participants Ethics Committee, at the University of Auckland Research Office, Private Bag 
92019, Auckland 1142. Telephone 09 373-7599 ext. 83711. Email: ro-ethics@auckland.ac.nz. 

This study is sponsored by Counties Manukau District Health Board (CMDHB), and coordinated by The 
University of Auckland.  This study is approved by the University of Auckland Human Participants Ethics 
Committee on 14 May 2018 for three years. Reference Number 020658. 
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Appendix 8. Consent form 
 

CONSENT FORM 
This consent form will be held for a period of 6 years. 

Project title: Critical points of engagement for Pacific peoples with diabetes 

Name of supervisor: Dr Janine Wiles 

Name of researcher: Jacqueline Schmidt-Busby 

I have read the Participant Information Sheet have understood the nature of the research and why I 
have been selected. I have had the opportunity to ask questions and have had them answered to my 
satisfaction. 

 I understand that my participation in this study is confidential and that no material which could 
identify me will be used in any reports on this study. 

 I agree to the interview being audio-recorded and understand the audio-recording will be transcribed 
by the researcher, or a third party; in which case, a Confidentiality Agreement will be signed to 
preserve confidentiality of my information. 

 I understand that taking part in this study is voluntary, and that I may withdraw myself without giving 
a reason. My withdrawal will in no way affect my present or future care. 

 I understand that I can withdraw from the study up until 30 November 2018, after which all 
information collected may still be used to inform the study. 

 I understand that electronic information will be securely stored at all times for a period of 6 years, 
after which they will be destroyed.  

 I understand my information may be used for further ongoing analysis related to this study, after the 
PhD thesis has been submitted. 

 I understand that, at the completion of this research, an article about this study, its findings, and 
associated recommendations may be featured in a CMDHB community magazine.   

 I have had time to consider whether to take part. 

 I know whom to contact if I have any questions about the study. 

 I wish / do not wish to receive a summary of findings, which can be sent to:  

____________________________________________________________________ 

I agree to take part in this research. 

 

 

Signed: 

 

Name:         Date: 

 

 

Approved by the University of Auckland Human Participants Ethics Committee on 24 May 2018 for three 
years. Reference Number 020658 
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Appendix 9. Interview topic guide 
 

Personal background  

 NZ/Island born; Additional conditions (self; family); Hospital admissions 

Diabetes.  Thinking back about having 
diabetes... 

Diabetic kidney disease.  When you found out 
your kidneys were not working too well… 

ESRD.  Now that you’re on dialysis… 

 Thoughts and feelings; expectation of 
disease 

 Perceptions or understandings of ESRD; self‐
management (incl. diabetes) 

 Symptom interpretation and management 

 Information received/education received 
(incl. health provider interactions) 

Comorbidities  

 Knowledge of and in relation to; DM/ESRD 

Knowing what you know now about diabetes and kidney failure. 

 Reflections? 

 Things you would do differently? 

Messages to family / others / health providers 

 Words of wisdom? 

 How explicit does the messaging need to be? 

Other comments 

 

 

.  
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Appendix 10. Coding and categorising matrix 
 

FIRST CYCLE CODING (Initial codes)  SECOND CYCLE CODING (Categories)  THEMES 

Diabetes (other illnesses) in the family 
Diabetes, the name of a sickness 
adults get 

Misconceived understandings 
of diabetes 

 

Health literacy: diabetes (before) 
Health literacy: KD/ESRD (Before) 
Invisibility of symptoms 
Hyperglycaemia 
Diabetes diagnosis 
ESRD diagnosis 

Symptoms to diagnosis 

Self‐management: Appts (before) 
Self‐management: Diet (before) 
Self‐management: Exercise (before) 
Self‐management: General (before) 
Self‐management: GM (before) 
Self‐management: Meds (before) 
Life gets in the way 
Sickness presenteeism 

Health is not a priority 

It’s not about being a Pacific Islander 
Messages to all 
Message to Health providers  
Message to others 
Messages to family  
Thoughts about messaging 
Family styled consultations 

Words of wisdom  Speaking from experience 

Adjusting to ESRD – Emotional  
Adjusting to ESRD ‐ Future hopes 
Motivations 
Supporting family 

I hope to live long enough 

Self‐management in action – 
albeit too late 

Adjusting to ESRD ‐ Physical  
Adjusting to ESRD ‐ Symptoms and 
understanding 
Hiding ESRF from others 
Independence 
Affordability 

I can manage my health 

Dialysis ‐ daily ritual 
Self‐management: Diet (now) 
Self‐management: ESRD 
Self‐management: General (now) 
Relationship with Health providers 
Family and friend support 

Accepting support with self‐
management 
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Appendix 11. Ethics approval - Ethnographic 
Study 

 
  Research Office 

Post–Award Support Services 

 
 

The University of Auckland  
Private Bag 92019  

Auckland, New Zealand 
 

Level 10, 49 Symonds Street 
Telephone: 64 9 373 7599 

Extension: 83711 
Facsimile: 64 9 373 7432  ro-ethics@auckland.ac.nz 

 

UNIVERSITY OF AUCKLAND HUMAN PARTICIPANTS ETHICS COMMITTEE (UAHPEC) 

 

24-May-2018 
 

MEMORANDUM TO: 

 
Assoc Prof Janine Wiles  
Social and Community Health 

 
 
Re: Application for Ethics Approval (Our Ref. 020658): Approved 

 
The Committee considered your application for ethics approval for your study entitled Critical 
points of engagement for Pacific peoples with diabetes. 

 
We are pleased to inform you that ethics approval has been granted for a period of three years. The 
expiry date for this approval is 24-May-2021. 
 
If the project changes significantly, you are required to submit a new application to UAHPEC for 
further consideration. 

 
If you have obtained funding other than from UniServices, send a copy of this approval letter to the 
Activations team in the Research Office at ro-awards@auckland.ac.nz. For UniServices contracts, send a 
copy of the approval letter to the Contract Manager, UniServices. 

 
The Chair and the members of UAHPEC would be happy to discuss general matters relating to ethics 
approvals. If you wish to do so, please contact the UAHPEC Ethics Administrators at ro-
ethics@auckland.ac.nz in the first instance. 

 
Please quote Protocol number 020658 on all communication with the UAHPEC regarding this application. 

 
 
(This is a computer generated letter. No signature required.) 

 
 
UAHPEC Administrators 
University of Auckland Human Participants Ethics Committee 

 
c.c. Head of Department / School, Social and Community Health 
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