
 

 

 

 

 

 

HEALTH MY WAY  

PEOPLE CENTRIC SELF CARE   

RESULTS OF A QUALITA TIVE RESEARCH STUDY  

 

Report  p repared for  the  Minist ry  o f  Heal th  

Phi l ip  Gandar ,  Suzanne Dale ,  Barbara  Young, 

Adr ian Fie ld   

Synerg ia  L imi ted  Nei lsen Research  

www.synerg ia .co .nz  www.nie lsen.com  

 

20 t h  May 2008  

 

 

 



People Centric Self Care :  

Health My Way ï People centric self care 080520      2 

TABLE OF CONTENTS  

 

1.  PART A: OVERVIEW  ................................ ................................ ........................ 7  

1.1  PURPOSE................................ ................................ ................................ ......  7 
1.2  STRUCTURE OF THIS REP ORT ................................ ................................ ..............  7 
1.3  CONTEXT OF SELF CARE IN CHRONIC CONDITIONS  ................................ ....................  8 
1.4  APPROACH ................................ ................................ ................................ ..  12  
1.5  KEY FINDINGS  ................................ ................................ .............................  14  

1.5.1  Challenges for self care  ................................ ................................ ...........  14  
1. 5.2  How might we reframe self care and become more effective in systematically 

supporting it?  ................................ ................................ ................................ ....  15  
1.5.3  Context of chronic diseases:  ................................ ................................ ....  15  
1.5.4  Structure of óselfô in self care: ................................ ................................ ..  16  
1.5.5  Functions, the work of self care:  ................................ ..............................  16  
1.5.6  Processes of self care:  ................................ ................................ ............  17  
1.5.7  Responsive self care  ................................ ................................ ...............  17  

1.6  CONCLUSION  ................................ ................................ ...............................  18  

2.  PART B: HEALTH MY WA Y ................................ ................................ ............. 19  

2.1  MAKING SENSE OF SELF CARE ................................ ................................ ..........  19  
2.2  THE CONTEXT OF SELF C ARE ................................ ................................ .............  20  

2.2.1  The Ever Changing Context of Chronic Conditions  ................................ .......  21  
2.3  STRUCTURE OF óSELFô IN SELF -CARE ................................ ................................ ....  25  

2.3.1  Structures of self ï ñIò identity, life story, values, spirituality  .......................  26  
2.3.2  Structures of self ï ñWeò identity ................................ .............................  27  
2.3.3  Structures of self ï ñI am what I doò................................ .........................  28  
2.3.4  Structures of self ï ñWe-doò ................................ ................................ ....  29  
2.3.5  Implications ï the structure of self in self care  ................................ ...........  30  

2.4  FUNCTIONS WITHIN SELF -CARE ................................ ................................ .........  31  
2.4.1  óIô work - Self Identity, self responsibility, motivation  ................................ ..  32  
2.4.2  óWeô work ï Family, role, social/cultural identity  ................................ .........  35  
2.4.3  Illness work -  personal behaviour, skills, symptoms, regimes and medications

 36  
2.4.4  Lifestyle work ïSocial behaviours and lifestyle  ................................ ...........  38  
2.4.5  The Tensions between work streams ................................ .........................  39  
2.4.6  Taking responsibility  ................................ ................................ ...............  40  
2.4.7  Implications of the streams of work  ................................ ..........................  41  

2.5  PROCESSES OF SELF-CARE ................................ ................................ ...............  41  
2.5.1  The micro experiential learning cycle  ................................ ........................  41  
2.5.2  The macro self care learning cycle  ................................ ............................  43  
2.5.3  The interaction between functions and processes of self care  .......................  46  
2.5.4  Difference in self care process by disease type, gender and ethnicity  ............  48  
2.5.5  Implications ï the processes of self care  ................................ ...................  50  



People Centric Self Care :  

Health My Way ï People centric self care 080520      3 

2.6  CONCLUSIONS  ................................ ................................ .............................  50  

3.  PART C: PATTERNS OF RESPONSE BY PATIENTS  ................................ .......... 55  

3.1  I NTRODUCTION  ................................ ................................ ............................  55  
3.1.1  An overview of the segments  ................................ ................................ ...  55  

3.2  EXPERTS ................................ ................................ ................................ ....  58  
3.2.1  Experts -  Segment Overview  ................................ ................................ ...  58  
3.2.2  Experts ï A Personal Story ï ñJohnò ................................ .........................  58  
3.2.3  Experts ï Segment Profile  ................................ ................................ .......  59  

3.3  TEAM PLAYERS ................................ ................................ .............................  61  
3.3.1  Team Players -  Segment Overview  ................................ ...........................  61  
3.3.2  Team Players ï A Personal Story ï ñTipeneò ................................ ..............  61  
3.3.3  Team Players ï Segment Profile  ................................ ...............................  62  

3.4  I NDEPENDENT ................................ ................................ ..............................  64  
3.4.1  Independent -  Segment Overview  ................................ ............................  64  
3.4.2  Independent ï A Personal Story ï ñJoeò ................................ ....................  64  
3.4.3  Independent ï Segment Profile  ................................ ................................  65  

3.5  DEPENDENT ................................ ................................ ................................  67  
3.5.1  Dependents -  Segmen t Overview  ................................ .............................  67  
3.5.2  Dependents ï A Personal Story ï ñBillò ................................ ......................  67  
3.5.3  Dependent ï Segment Profile ................................ ................................ ...  68  

3.6  CONFUSED AND VULNERAB LE ................................ ................................ ............  71  
3.6.1  Confused and Vulnerables ï Segment Overview  ................................ .........  71  
3.6.2  Confused  and Vulnerable ï A Personal Story ï ñLeseliò ................................  71  
3.6.3  Confused and Vulnerable ï Segment Profile  ................................ ...............  72  

3.7  I NTUITIVE  ................................ ................................ ................................ ..  74  
3.7.1  Intuitive -  Segment Overview  ................................ ................................ ..  74  
3.7.2  Intuitive ï A Personal Story ï ñTaylorò ................................ ......................  74  
3.7.3  Intuitive ï Segment Profile  ................................ ................................ ......  75  

3.8  COMPLACENT ................................ ................................ ...............................  77  
3.8.1  Complacent -  Segment Overview  ................................ .............................  77  
3.8.2  Complacent ï A Personal Story ï ñShelleyò ................................ ................  77  
3.8.3  Complacent ï Segment Profile  ................................ ................................ . 78  

3.9  STRUGGLER ................................ ................................ ................................  80  
3.9.1  Struggler -  Segment Overview  ................................ ................................ . 80  
3.9.2  Struggler ï A Personal Story ï ñGordonò ................................ ...................  80  
3.9.3  Struggler ï Segment Profile  ................................ ................................ .....  81  

3.10  REJECTOR ................................ ................................ ................................ ..  83  
3.10.1  Rejector -  Segment Overview  ................................ ...............................  83  
3.10.2  Rejector ï A Personal Story ï ñGavinò ................................ ....................  83  
3.10.3  Rejector ï Segment Profile  ................................ ................................ ...  84  

3.11  I MPLICATIONS  ................................ ................................ .............................  86  

4.  PART D:THE INFORMATI ON ENVIRONMENT OF SE LF-CARE  .......................... 87  

4.1  I NFORMATION ENVIRONMENT SUMMARY ................................ ...............................  87  
4.1.1  Lifestyle work  ................................ ................................ ........................  87  



People Centric Self Care :  

Health My Way ï People centric self care 080520      4 

4.1.2  Illness work ï Understanding the Condition and its Treatment  .....................  88  
4.1.3  Illness work -  Planning and decision making  ................................ ..............  89  
4.1.4  Illness work -  Accessing health service  ................................ ......................  89  
4.1.5  I llness work -  Medication  ................................ ................................ .........  90  
4.1.6  Monitoring  ................................ ................................ .............................  91  

4.2  LIFESTYLE WORK  ................................ ................................ ..........................  92  
4.2.1  Key themes  ................................ ................................ ...........................  92  
4.2.2  Resources and Tools to Help Lifestyle Work  ................................ ...............  93  
4.2.3  Differences according to Patient Segment  ................................ ..................  94  
4.2.4  Information Environment Implications  ................................ ......................  97  

4.3  I LLNESS WORK  ................................ ................................ .............................  98  
4.3.1  Illness Work -  Understanding the condition and its treatment  ......................  98  
4.3.2  Illness work -  Planning and decision making  ................................ ............  105  
4.3.3  Illness  Work -  Accessing health service  ................................ ...................  110  
4.3.4  Illness Work -  Medication  ................................ ................................ ......  113  
4.3.5  Illness Work -  Monitoring  ................................ ................................ ......  118  

5.  PART E: RESEARCH MET HODS  ................................ ................................ ....  124  

5.1  APPROACH AND METHOD ................................ ................................ ...............  124  
5.1.1  Literature review  ................................ ................................ ..................  124  
5.1.2  Prior research  ................................ ................................ ......................  125  

5.2  QUALITATIVE RESEARCH  ................................ ................................ ................  126  
5.2.1  Primary health team focus groups  ................................ ..........................  126  
5.2.2  Discussion guide development  ................................ ...............................  126  
5.2.3  Ethics approval  ................................ ................................ ....................  126  
5.2.4  Recruitment  ................................ ................................ .........................  127  
5.2.5  Research process  ................................ ................................ .................  127  
5.2.6  Analysis  ................................ ................................ ..............................  128  

6.  REFERENCES  ................................ ................................ ..............................  129  

 



People Centric Self Care :  

Health My Way ï People centric self care 080520      5 

Acknowledgements  

We are deeply grateful to the input and advice from Dr Janine Bycroft, Dr Lannes Johnson, 

Dr Tania Riddell and Dr Gary Sinclair in the development and implementation of this 

research.  

 

We also wish to thank the practice teams at Mangere Family Practice, HealthWest PHO, 

Westview Health Clinic, and Rotorua PHO for their extensive support in making the research 

possible.  

 

Our sincere thanks to the research participants who gave  so freely of their views and 

experiences.  

 

Our appreciation for the support from the Ministry of Health, Key Directions Team, Dr 

Andrew Holmes, Steve Creed and Vicki MacLauchlan 



People Centric Self Care :  

Health My Way ï People centric self care 080520      6 

 

 

 

 

 

 

Luisaôs story  

 

ñWhat happened? I call him the boy whose pants fell down. He lost 6 kgs in a weekéhe had 

a seizure on the way to school, he was semi conscious and cold, 32degrees. We went 

immediately to Starship. They were amazingé 

It dawned on me at Starship, the enormity of what had happened, and now at home, Iôve 

got the r esponsibility. I am it. I manage my son. I lost a lot of weight. I had to rewrite our 

familyôs relationship with foodé 

I didnôt cry. I didnôt feel grief...but I tried to find out why. I desperately wanted to know 

why. And no one could tell me. So you canôt blame anyone, you cant get angry. You can 

drive yourself nuts about why youôve got it. 

Our life fundamentally changed.  It is enormous, but manageableéwe can only manage it. 

We talk about ité 

Heôs had angry times. He woke up yesterday and said I donôt want to do it today. I just 

walked out and left him alone for a bit and gave him an alternative time lateré 

Thereôs no holiday from it. There are no Sundays. There is no downtime. The regime doesnôt 

allow it.ò 

                                      Mother of 8  year old Type 1 Diabetes   
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1.  PART A: OVERVIEW  

1.1  PURPOSE 

The report provides the results of a qualitative research study of the information 

environment that would better support self care for people with chronic diseases. This study 

casts the óinformation environmentô net widely, framing it as that created through the 

interplay of people, processes and information.  

The study was commissioned by the Ministry of Health under the Key Directions for the 

Primary Healthcare Information Environment, within which enabl ing self care (for 

individuals, family/whanau and community) is the central capability targeted for 

development.  

However t o achieve this purpose  required a deeper look at what self -care is in its own right, 

freed of the perspectives, assumptions and attrib utions that arise from a health service or 

health policy perspective .  

Building from the experience of people, and their families, struggling to deal with a 

spectrum of chronic conditions this report proposes a model of citizen centric self care . 

Within th is model people are  not defined as patients  or  passive health consumers, but seen 

as citizen actors , supported by health professionals, but creating their own story , óHealth My 

Wayô with family and friends , in response to the constraints and opportunities of a life lived 

with chronic disease.  

  

1.2  STRUCTURE OF THIS RE PORT 

This is the third  paper developed from this research, focusing on the information 

environment required to support self care.  The companion literature review to this report 1 

outlines the theor etical frameworks, approaches and information methods described in the 

literature.  The second paper  ñóHealth my wayô ï People Centric Self Care ò (in publication 

draft) , summarises the conceptual  framework of the proposed model of self care that is 

contain ed within Part B of this paper.  

Part B is recommended for those who are interested in gaining a rich understanding of the 

issues, challenges and opportunities of self care as seen through the eyes of people living 

with chronic diseases.  

Part C describes di fferent patterns of peoplesô response to the challenges of self care. This is 

significant for the information environment since a one -size - fits -all approach poorly matches 

the variety of requirements that different types of people have. The segmentation an alysis 

describes a number of potential clusters that could be used to better target a primary health 

                                                   

1 Field A, Bycroft J. 2007. The role of the information environment in support ing self care of 

health . Auckland: Synergia Ltd  
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response and tune the tools of self care more effectively.  Part C is therefore recommended 

for those interested in designing more effective primary health responses to the challenges 

of self care.  

Part D provides a detailed analysis of the implications for primary health information 

environment processes and tools identified from the research. This is recommended for 

those who are interested in the more spec ific information environment issues that are the 

focus of the Key Directions programme.  

Part E provides details of the research approach and methodology for those interested in the 

methods and processes used.  

 

1.3  CONTEXT OF SELF CARE  IN CHRONIC 

CONDITIONS  

Chronic conditions, such as diabetes, cardiovascular disease and asthma, account for a 

substantial and growing proportion of the service demands on our health system. They are 

characterised by ongoing and progressive development of disease that requires sust ained 

attention to regimes of medication, lifestyle modification and monitoring, in addition to 

more intensive support as required.  

Care for chronic conditions requires a partnership between the patient and a wide range of 

health professionals, yet the evi dence is clear that, from a health perspective, many simple, 

low cost and highly effective interventions are not happening reliably. The downstream 

impact on health outcomes, well -being and health resource utilisation is significant.  

Over the past decade  there has been a discernable shift in thinking about the management 

of chronic conditions  in primary health care services ;  from disease /symptom  management , 

to a patient and condition  focus , and more recently, towards a more person centric 

approach to care  that includes behavioural and life style changes .  

Central to this shift is an increasing emphasis on self -care , the active engagement  of 

patients as informed and motivated partners in care. Th ere is greater awareness t hat 

patients are making critical d ecis ions about their health  on a daily basis ; the health system 

challenge lies  in creating an environment where patient decision -making supports long - term 

health outcomes:  

óPatients with chronic conditions self-manage their illness. This fact is inescapable. 

Each day, patients decide what they are going to eat, whether they will exercise, 

and to what extent they will  consume prescribed medications.  

Patients are in control. No matter what we as health professionals do or say, 

patients are in control of these im portant self -management decisions. When 

patients leave the clinic or office, they can and do veto recommendations a health 

professional makes.  

The question is not whether patients with chronic conditions manage their illness, 

but how they manage.ô (Bodenhei mer, Lorig et al. 2002)  
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This paper reports the results of a qualitative study to understand the dimensions and 

attributes of self -care from the perspective of people and familie s living with chronic 

diseases, an inquiry into what self -care is in its own r ight, freed of the perspectives, 

assumptions and attributions that arise from a health  service or health policy perspective.  

In part we were lead to this deeper inquiry by our New Zealand context where the culture 

and worldviews of Maori and Pacific people s challenge the individually defined concept of 

óselfô that implicitly underpins the European notions of self-care in both literature and 

practice. By contrast a Maori world view sees self as a collective concept, defined in 

relationship to whanau, (the ex tended family). In a sense whanau is the core unit of 

identity, of which individuals are but part.  

This challenge is deeply embedded within public policy; in  He Korowai Oranga , the Maori 

Health Strategy (literally translated as óthe cloak of wellnessô) whanau ora 2 is a key concept, 

defined as Maori families supported to achieve their maximum health and wellbeing 

(Minister of Health and Associate Mini ster of Health 2002) .  Within He Korowai Oranga , the 

outcomes sought include whanau experiencing physical, spiritual, mental and emotional 

health and have control over their own destinies. These outcomes are more likely where 

whanau are cohesive, nurturin g and safe; whanau are able to give and receive support; 

whanau have the necessary physical, social and economic means to participate fully and to 

provide for their own needs.  

Of particular relevance to this research is the call to action within He Korowai  Oranga, which 

asks the health and disability sectors to recognise the interdependence of people, that 

health and wellbeing are influenced and affected by the ócollectiveô as well as the individual, 

and the importance of working with people in their social  contexts, not just with their 

physical symptoms. This focus suggests a  refram ing of  the concept of óself-careô to strongly 

bring into view the role of family and whanau in supporting the complex changes in 

behaviour that are at the core of the self -care c oncept.  

The concept of self -care also poses particular challenges in promoting the health of Pacific 

peoples. Analyses of Pacific health indicates that Pacific constructs of health are holistic and 

emphasise health as a property of the extended family rath er than representing a purely 

individual function or attribute (Ministry of Health and Ministry of Pacific Island Affairs 

2004) . So strong is the concept of family within Pacific cultures, that any service or 

programme emphasizing óselfô or focusing on individual care, without reference to the role of 

the wider family, can create unforeseen problems or poorly aligned care (Bycroft 2004) . 

If the pluralistic view of self makes sense within these cultures it als o part of what is 

necessary for effective self -care more generally?  For example many of the most difficult 

life -style changes that we are seeking in effective self -care for chronic conditions, such as 

diet and exercise, are largely socially mediated activ ities, where the behaviour we seek to 

change is supported and defined by interactions within networks of family and friends.  Is 

part of our difficulty in addressing these from a health service and policy perspective, due to 

the limitations on the way we h ave thought about and supported self care?  

                                                   

2 Whanau , ófamily ô and ora for being alive or healthy.  
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Traditional approaches to patient self management have been criticised for their underlying, 

if not explicit assumptions that physicians are the experts with responsibility for solving 

problems and dispensing advi ce and medication (Anderson and Funnell 2005) . In this 

paradigm, patients act as passive recipients, and non -compliance is a problem of the patient 

(Bodenheimer, Lorig et al. 2002) . The evidence is however that providing information is a 

necessary, but not sufficient , intervention to improve health behaviours and health 

outcomes (Bodenheimer, MacGregor et al. 2005; Coulter and Ellins 2007) . The (at best) 

partial success of the traditional model has led to a paradigm shift in managing lon g term 

illness, aimed at building partnerships between patients and families, health care teams and 

community partners. Positive outcomes for long - term conditions are considered more likely 

when these three groups are informed, motivated, prepared and work ing together (Bycroft 

2004) . 

The Flinders model is a well established model th at provides a set of tools and processes 

enabling clinicians and patients to assess of self -management behaviours, identify problems 

collaboratively and set goals that lead to the development of individualised care plans. It is 

based around a premise of ógoodô self-managers who have knowledge of their condition; 

follow a treatment plan (care plan) agreed with their health professionals; actively share in 

decision making with health professionals; monitor and manage signs and symptoms of 

their condition; man age the impact of the condition on their physical, emotional and social 

life; and adopt lifestyles that promote health (Markwick, Reece et al. 2002; Battersby 

2005) . This model incorporates service coordinators who work alongside GPs and patients in 

the care pathway, including goal setting and ongoing support. Its underlying premise is 

however based on the centrality of the clinician -patient relationship and less so with the 

wider social environment of patients and their families.  

The Chronic Care model and the Collaborative Care model are examples of multi -

dimensional approaches to long term il lnesses that bring together health systems, health 

practitioners and patients in managing long - term illnesses (Bodenheimer, Wagner et al. 

2002; Anderson and Funnell 2005) . 

The self -management support model, which is an integral component of the Chronic Care 

model, takes a more active focus on  the patientôs perspective. The self-management model 

seeks to balance the requirements of medical management of conditions; maintaining 

changing and creating behaviours or life roles; and dealing with the emotional challenges of 

living with a chronic cond ition (Lorig and Holman 2003) .  The strategies of self -management 

support begin with establishing an agenda from the patientôs starting point, and giving 

information to the patient that builds on and/or counters the understandings of the patient 

with regard to long term i llness. Through collaborative decision making, internal motivations 

are identified and used to build behaviour change, often based on short term goals. The 

aims are to develop skills for solving problems, and build confidence in patientsô own 

capacity for life - improving change. The agents of change can be either health professionals 

or peer leaders working alongside the patients (Bodenheimer, Lorig et  al. 2002; 

Bodenheimer, MacGregor et al. 2005) . 

A further well -established model is the Collaborative Care model, which is similar to that of 

the Chronic Care model and the approaches embodied in self -management support. It 

places the concept of ópatient empowermentô at its centre, recognising the ultimate control 
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that patients have in self -management decisions, and places clinicians as collaborators who 

provide patients with the information, expertise and support to make the best possible self -

management decisions based on the patientôs own health priorities and goals (Anderson and 

Funnell 2005) . 

There is evidence to support the effectiveness of self -care support interventions, where 

there is a participatory relationship between h ealth care providers and patients , and where 

goal -setting is part of the approach . Evaluations of many such programmes, across the 

spectrum of long term illness management (including asthma, arthritis, cardiovascular 

disease, diabetes and back pain) have f ound improvements in health behaviours, self -

efficacy (confidence in ability to achieve change), as well as clinical outcomes, such as 

fatigue, stress and health care utilisation (Lorig and Holman 2003; Bodenheimer, MacGregor 

et al. 2005) . There are relatively few studies that point to the cost -effectiveness of such 

models, although the merging evidence supports many such interventions from this 

perspective (Wanless 2004) . 

The emerging evidence on self -care interventions generally supports their use but at the 

same time raises  a number of new challenges for primary health care, particularly  in the 

nature of the relationship betwe en primary health care services and patients:  

Health information materials, decision aids, self management action plans, and 

other ñtechnologiesò of patient engagement are most effective when they 

supplement or augment, rather than replace, interactions be tween patients and 

professionals. As patients take on new health roles, ongoing support from health 

professionals may become even more important. Health professionals must be 

given the opportunity to develop their competencies in patient centred care ð

parti cularly their communication skills. Clinicians must also be given the resources 

needed to work collaboratively with their patients, to help them access and 

understand health information, and to offer support in making choices to those who 

need it (Coulter and Ellins 2007) . 

In the above descriptions it can be seen that the concept of  self management is gradually 

broadening from a bio -medical or psycho -bio -medical model to one encompassing the 

broader elements of a personôs life. However to date the various models of self -care tend to 

focus on individual patient s, rather than engage wi th the wider social environment of 

families , friends, workplace, culture or faith that form the natural support networks for most 

people.   

A recent critique of the expert patient model of self -care support argues that much of our 

current response to suppor ting self -care is based on prescriptive and narrow views of what 

patients should know or skills that they should master that pay little heed to the stage of 

their journey in accepting, understanding and adapting/coping to chronic disease.  

Although consist ent patterns may be discerned in individualsô and communitiesô successful 

approaches to living with long - term illness, awareness of the varied social processes 

underpinning everyday life warn against deriving from such patterns simplistic normative 

stateme nts about what patients should do . (Newbould, Taylor et al. 2006)  
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How can we understand the functions of self care within this broader context in a way that 

is useful for the development of effective health policy and support services?  

Part of the answer has been developing in the field of health sociology where the impact of 

long term conditions is seen through patientsô eyes as having consequences and significance 

for the sense of self iden tity and social functioning at home, at work and with friends. The 

sociology of chronic illness describes processes of biographical disruption where the onset of 

a chronic, irreversible condition necessarily changes the story we tell ourselves about the 

pathway and trajectory of our lives. Learning to reintegrate a life with chronic disease 

requires processes of seeking explanations, legitimisations that make sense of new 

biographical story. This process necessarily precedes the steps towards coping and ada pting 

that new life story to accommodate the demands of chronic illness (Bury 1991) .  From this 

perspective Corbin proposed three streams of self -care óworkô:  

¶ illness work ð symptom management, diagnostic - related work and crisis 

prevention and management;  

¶ everyday life work ð daily work tasks that need to be done, e.g. housework, 

looking after children, paid work (employment), eating, and self ïcare;  

¶ biographical work ð reconstruction of the ill personôs biography (Corbin J 1985) . 

The shift in conceptualisation from seeing self -care as only being concerned with bio -

medical óillness workô to having a broader range of social and psychological functions 

represents, in our view, a necessary step towards a truly person centric understanding of 

self care. Armed with this understanding it then becomes possible to ask what processes 

would be effective in supporting each strand of óthe work of self careô.  

In summary we believe that the current models of self -care have been following an 

evolutionary pathway of thinking, a discernible shift from concepts of patient compliance to 

óadherenceô; from adherence to patient self -management; and from s elf -management to 

person/family centred self -care . However in this pathway the lens through which self -care 

has been viewed is a health centric lens; illness focussed, individually oriented and prone to 

programmatic responses that seek to educate, influenc e or motivate people to do what is 

perceived to be right.   

 

1.4  APPROACH 

Synergia, a health research and consultancy company and Nielsen, a consumer research 

specialist , undertook a qualitative research study with people, and their families, who are 

managing chronic illnesses as part of the Ministry of Healthôs Key Directions programme. 

The approach was informed by a literature review  of  the prevailing theoretical frameworks, 

approaches and information tools used in self care.   From this the research was frame d into 

an inquiry into four core questions:  

1.  How does the changing context of chronic diseases, their progressive development 

over time, influence self -care ?  
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Of particular interest were the experiences of patients at three stages of disease 

progression (ea rly stage/asymptomatic; early symptomatic stages of chronic 

illness; and advanced stages with complications/co -morbidities); the critical 

moments or turning points in adopting self -care; and the support that the practice 

team and the information environmen t provide s at these points . Patients were 

recruited into the study by their usual chronic care nursing contact, using 

information contained in the practices health register to identify people at each of 

these three stages who met the research criteria.  

 

2.  How do people and their families individually and collectively respond to the 

challenges of self -care?   

Because family members were seen to be potentially  critical in self -care, through 

either reinforcing or undermining self -care behaviours and practices, t he focus 

groups and interviews were constructed to involve family/whanau members , 

generally the patient and one other family member attended.  

 

3.  What does self -care do, what are the functions of self -care as seen by people 

involved?   

Before undertaking the w orkshops and depth interviews, two focus groups were 

held with members of a primary health care practice (comprising GPs and practice 

nurses) to understand the patient pathways through primary health care for people 

with long term illness.  Based on the di scussions held with the primary health care 

team, a semi -structured interview guide was developed,  supported by a range of 

storyboards, which pictorially represented key moments in the patientôs journey 

with chronic diseases, including their relationships with families, communities and 

health professionals.   

 

4.  What are the processes of self care? How do people accept, understand, cope and 

adapt?   

The story boards played an essential role in enabling people to externalise their 

experience at such moments as d iagnosis, situations of being in control or out of 

control, managing social interactions etc . At each point they were asked their 

stories about processes and strategies they used to cope and move on, how they 

learned, from whom, what information or support  was valuable.  

 

Patients were recruited through three primary care practices.   The first services a lower 

socio, culturally diverse highly urbanised population and provides a highly sophisticated 

chronic disease management programme . Th e second practices services a smaller city with 

urban/semi - rural patient mix and provides a whanau  ora programme for chronic disease 

while the third practice services a population more representative of the mainstream 

European population  and uses a reasonably sophisticated bu t more traditional general 

practice approach to chronic care management.  
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A total of nine focus groups were undertaken across the continuum of chronic disease 

progression, with people recruited from primary health registers at three stages of disease 

devel opment: The sample was further stratified by ethnicity with NZ European, Maori and 

Pacific groups to better reflect the population disease burden.  

An additional 12 in depth interviews were conducted with people who had a more diverse 

range of backgrounds  and conditions including people mild to moderate mental health 

disorders, disabilities, cancer, parents of children with asthma and type 1 diabetes, and 

people from migrant communities with chronic diseases.  

Transcripts were separately analysed by two rese archers to develop the key themes. The 

synthesis was then undertaken by the combined Synergia/Nielsen team to utilise their 

respective health and consumer expertise.  

 

1.5  KEY FINDINGS  

1.5.1  Chal lenges for sel f  care  

The first challenge clearly illuminated by this res earch is that the accepted ideas of ópatient 

self careô start from the wrong place:   

¶ They are health service/illness centric and therefore exclude or devalue the role of 

family and social networks that are sources of strength and resiliency  

¶ They emphasise  one aspect of the óworkô of self care, óillness workô, and therefore 

are unbalanced and build poor foundations for sustainable learning and behaviour 

change  

¶ Their tendency to treat all patients as the same misses critical patterns of style and 

approach th at lead to successful learning and adoption of self care or failure.  

The second challenge is how the health system responds to self care needs generated by 

chronic conditions. For example the time of diagnosis, when the inevitability of a life with 

disease  is made clear, is a life change event where the learning potential should be high. To 

equip people and their families with new self care skills and capabilities requires us to open 

and maximise this window of opportunity ï and that can only be achieved by  a person 

centred approach, building from their starting points, based on what has meaning to them 

,not necessarily the elements that we might believe critical to the treatment plan. This was 

clearly articulated by one participant in the research as  óhealth my wayô. 

Indeed many of our current ópatient self managementô responses; care plans, patient 

education, support groups, information tools, not to forget things such as our family 

excluding privacy policies, are clearly not coming from a person centric, óhealth my way ô 

perspective. In our view this is a significant weakness, efforts to improve patient self 

management are unlikely to  produce the lift in health gain within chronic care that the 

sector  is seeking.  
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1.5.2  How might  we reframe sel f  care and become m ore 

effect ive in systematical ly support ing i t?  

The research suggests that the opportunity lies in deeply understanding the ósystem of self 

careô from a person/family centric óhealth my wayô perspective; its context, structure, 

functions and processes, as s hown in the diagram below:  

 

 

Figure 1: The ósystem of self careô 

 

1.5.3  Context  of chronic d iseases:   

Chronic disease represent s an ever changing context for people. Their aspirations and needs 

differ across the continuum, so should our  health responses. However, this research 

indicates that the point of diagnosis represents a critical moment where an intensive 

investment in activating óhealth my wayô could  pay dividends  in longer term health 

outcomes. By  building off the aspirations and  strengths of people and their families óhealth 

my wayô has the potential to better equip them with the orientation, capability and 

relationships to assume self responsibility and self determination of their health.  

More advanced stages of disease require  shifts in orientation to support people to navigate, 

coordinate and integrate a bewildering complexity of different care components and 

providers. Later stages still will require greater attention to more active support for mental 
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wellbeing and families a s the rising conjunction of depression and increased disability robs 

people of the sense of self efficacy, their confidence to act in a manner that supports self 

care.  

 

1.5.4  Structure  of óselfô in self care:  

The research strongly supports the concepts of whanau  ora as being relevant across all 

cultures, (recognising its culture -specific meaning). In particular the structure of self in self 

care can only be understood as both ñIò (the individual) and ñWeò (the individual as part of 

a family, whanau and community) . For example success in the individual lifestyle changes 

of diet and exercise depends as much on changes to the patterns family activity and 

function as it does on the efforts of individuals.  

Self care is a process that involves partners and families dee ply, yet our health response is 

largely geared to individuals. Likewise the research shows that óHealth My Wayô is as much 

about peopleôs sense of personal and collective identity, the redrafting of their life story to 

live well while carrying the burden o f illness, as it is about the external aspects of self care, 

such as taking medications.   

Indeed the research suggests that effective self care starts by facilitating these internal 

shifts ï helping people find their own source of self efficacy and ways o f continuing to 

belong within their roles and relationships as partner, parent, or friend.  Effective self care 

does not start with a treatment plan and prescription, although these are integral tools in 

self care.  

We believe that central to the reframing shift is that we move from the limited, partial 

construct of self implied by ópatient self-managementô towards a more person-oriented 

focus . This would acknowledge the interrelationships of the ñIò and ñWeò aspects of peopleôs 

lives and the validity of the  internal subjective and inter -subjective reality of personal 

identity, values and sense of belonging. Supporting self care is about helping people 

recreate and integrate a new life story for themselves, their family and friends that shapes 

new mental mode ls, new decision rules, (e.g. we only buy diet soft drink in our household), 

and behaviours of wellness.  

 

1.5.5  Funct ions,  the work of sel f  care :  

Self care requires constant work; as one respondent described, óthere are no Sundays, no 

days offô. Leading directly from the four part structure of self described above (óIô and óWeô 

plus the óinternal/subjectiveô and óexternal/behaviouralô aspects of self)  the research 

supports the idea that there are multiple strands of óworkô in self care, each with their own 

chall enges and opportunities:  

¶ óIô work - Self identity: Integrating óconcept of selfô with implications of illness 

¶ óWeô work ï Family, role, social/cultural identity: Adapting óconcept of self with 

conditionô, with existing roles and relationship/networks  
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¶ Illn ess work ï Personal behaviour and skills: Dealing with symptoms, regimes and 

medications  

¶ Lifestyle work ï Adapting social behaviours: Dealing with daily tasks, exercise and 

smoking. Adapting to social, work and cultural environments  

Successful self care in volves a balance of work in all streams yet there are tensions and 

paradoxes involved. My ñI donôt take pillsô self identity is in tension with my illness work 

medication regime. My need to belong with my mates, to be normal, is in tension with 

illness and  lifestyle work. Person centred self care, ñhealth my w ayò is the tension/resolution 

between these four personal areas of work,  the prioritisation and working through what is 

personally important to ómeô and óusô.  

People in the research reported examples  of how partnerships between themselves, their 

family and their doctor and practice nurse are already effectively supporting the full 

spectrum of self care work. Qualitatively we could see a stark contrast in self care 

effectiveness between those patients who experienced this form of support and those where 

the primary health response primarily focussed on illness work. The opportunity is to make 

full spectrum self care support the norm.  Within this, the challenge is to unpack what is 

already working withi n particular programmes and practices to build a generalisable 

capability across primary health care.  

 

1.5.6  Processes of sel f  care :   

The research found that there are distinguishable stages in the process of self care that take 

place within and across the strea ms of work described above, particularly processes of 

acceptance, skill learning, adaptation and resiliency development. Our current paradigm, for 

example, emphasises óillness workô-focussed patient skills education as an early activity in 

building self ca re capability, yet for many people the real work is moving through a process 

of feeling overwhelmed, out of control, life turned upside down. In other words it is ñIò work 

ï self identity and acceptance ï that needs to come first.  Current state of art pat ient self 

care uses motivational interviewing to find out where people are at and identify places 

where people are willing to try to make changes. This is perhaps better but still represents a 

non -person centric approach compared to that used by some pract ices where a nurse meets 

with the whole family, perhaps at home, using strengths -based processes to facilitate the 

process of acceptance and finding capability developing starting points with the person and 

family.  

 

1.5.7  Responsive sel f  care  

Perhaps the final challenge and opportunity from this research is that people -centric self 

care ï óhealth my wayô demands a health system response that shifts from standard 

packages applied in a one size fits all approach, to acknowledging the needs and capabilities 

of diff erent segments of our population.  Customer segmentation is the corner stone of 

effective and efficient service design in commercial domains; yet in health we have allowed 

the commonality of peopleôs biology to support a belief that a standard response is efficient, 



People Centric Self Care :  

Health My Way ï People centric self care 080520      18  

and that tailoring is a luxury. Yet supporting the processes of self care requires a rich 

psycho/social/cultural response ï one size fits all is doomed to fail.  

In this research we identified a number of potential segments based on their orient ation to 

the functions and processes of self care, for example órejectorsô who have stopped at the 

acceptance phase; and óindependentsô who have tried to make self care work as a personal 

mission, isolated from their social relationships, and hence struggl e to embed changes in 

their wider social context leading to increased vulnerability as their condition deteriorates.  

Each segment has different support needs, learning challenges and information 

requirements. The opportunity from this research is to test and develop usable 

segmentations that enable our health system to understand how to practically and 

efficiently support people of different types.  

 

1.6  CONCLUSION  

Self care is an essential, unavoidable necessity of any effective response to the rising 

prevalen ce of chronic conditions. Our current performance is poor, as evidenced by the well 

documented low óadherenceô of simple low cost, highly effective interventions that depend 

on the daily decisions and actions of people with chronic diseases. In this paper we have 

argued that our concepts of patient self -management are not fit for purpose ï we need to 

rethink and reframe what support for people -centric self care would be. Based on the 

empirical data from a cross cultural q ualitative research process, we  have  proposed a 

framework for this ï óHealth my way ô, that could form the basis of a more effective health 

system response. While it may seem radical, we would assert the key elements are already 

in place and working, within some whanau -ora programmes and lead ing primary health 

practices who have intuitively reached for response that made sense and work. What we 

need is to see these for what they are, pay attention to what is working, unpack their core 

elements, test, refine and then design them in to a concert ed programme to support self 

care.  
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2.  PART B: HEALTH MY WA Y 

2.1  MAKING SENSE OF SELF  CARE 

One of the most profound insights provided by the qualitative research is the imperative of 

re -alignment around the meaning of self care.  

While the starting point for this qualitative research project was centred in ópatient self 

careô, the overall approach was to understand self care from the viewpoint of óthe patientô. 

In particular the research sought to understand the context, structure, functions and 

processes of self c are, through the eyes of people, and family members, living with chronic 

disease.  

The resulting outcome transcends the implicit health centric perspectives of ópatient self 

careô, to reach a person centric perspective.  

The following diagram summarises th e underlying structure of this report, which takes into 

account the whole -person nature of self care:  

¶ Context  

ï Flow of disease progression, challenges, complexity, instability  

 

Å Structures  

ï Understanding the multiple aspects of óselfô and óothersò 

ï Subjective  identity vs.  objective behaviour  

 

Å Functions  

ï Balancing priorities and  strands of óworkô within self care, ówork streamsô 

 

Å Processes  

ï Flows over time  

ï Acceptance, learning, adaptation, resiliency  

 

The interrelationships between context, structure, functions a nd processes are 

diagrammatically shown below:  
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Figure 2: The ósystem of self careô 

This structure provides the framework for the balance of this report.  

2.2  THE CONTEXT OF SELF CARE 

The fundamental finding of this research is that self care exi sts in a far broader context than 

conventional defined by patient self management or patient self care .  

Critical to the effectiveness  of self -care strategies is recognition of the wider environment in 

which people live, and the construction o f responses that build on the opportunities and 

realities of peopleôs lives. 

The current concept of ópatient-centred self -managementô is an insufficient response to the 

complexity of peopleôs lives, which cannot exist separately from other aspects of everyday 

life. Instead, an approach is proposed, based on ópeople-centr ic self -careô or óhealth my wayô 

that are grounded in a view of self care as a ósystemô which has particular patterns of 

structure, function and process that exist with the larger context created by the dynamics of 

peopleôs lives, their disease and our societal and health system responses.  

ñI come from a big family too, and Iôve only got 2 brothers and 1 sister still alive.  

Two brothers died, 3 sisters died ï they had heart disease ï Iôve got heart disease.  

Iôve been diagnosed with Heart Disease for quite a while and at the moment now 

most of my family are Diabetic and I havenôt come to that part yet.  I just had two 

Context

S
tru

c
tu

re

Function

P
ro

c
e

ss

Stage 1
Asymptomatic

Stage  2
Symptomatic

Stage  3
Complications & co -morbidities

ñIò 
subjective 

identity

ñI doò  external 
self, actions, 
behaviour

ñWeò  
collective 
identity, 

belonging

ñWe-doò 
external 
collective role 
behaviour

The óworkô of self care

óIô work ïself identity, values, meaning, motivation

óWeô work ïfamily, roles, social/cultural identity

óIllnessô work ïpersonal behaviours & skills

óLife-styleô work ïadapting social behaviours

Cycles of 
learning over time

Acceptance

Resilience

Skill
Learning

Adaptation

Structures of 
self in self - care

Chronic conditions driven disruption, 
challenge and progressive vulnerability



People Centric Self Care :  

Health My Way ï People centric self care 080520      21  

knee transplants.  That was tough.  The first oneôs tough, and the 2nd  kne e I had to 

do and it was quite good.  I got through that.  At the moment Iôm looking after my 

wife cos sheôs had quite a few strokes.  She had one big stroke when we thought 

we had lost her then, and after about 6mths she decided she wasnôt going to hang 

around and stay at home and do nothing so she went back to work, and sadly she 

had another one, and that was when we said óthatôs enoughô.  And at the moment 

sheôs going through a hard time, and her and I ï weôre not the best in health ï and 

I look after he r.  Iôve got 5 kids ï Iôve had 23 grandchildren, and one great-

grandson.  Hopefully thereôs another grandson coming. I donôt think I need to add 

any more to that.ò 

Male Maori  65 years+, Heart Disease, Knee Replacement , Caregiver  

 

The first challenge clear ly illuminated by this research is that the accepted ideas of ópatient 

self -careô start from the wrong place:  They are health service/illness centric and therefore 

exclude or devalue the role of family and social networks that are sources of strength and 

resiliency, they emphasise one aspect of the óworkô of self care and therefore builds poor 

foundations for sustainable learning and behaviour change, their tendency to treat all 

patients as the same misses critical patterns of style and approach that lead to successful 

learning and adoption of self care or failure.  

 

2.2.1  The Ever Changing Context  of Chronic Condi t ions  

The one constant in chronic disease is continuous change.  The onset and progression of 

chronic diseases creates an ever changing context of disea se and symptom development 

that leads to more pervasive and debilitating complications.   

ñI think to be honest ï success is being able to get through day positively.  I think 

just learning to deal with everything that crops up ï like if you donôt have good 

nights sleep and youôre tired ï then coping with that day.  I suffer from depression, 

and you know you can have good days and bad days, but itôs just actually coping 

with all those things and actually enjoying life.  Some days can be pretty hairy but 

you learn to cope with it and you say ówell ok I could be a lot worse offô you know.  

And start looking around ï like weôve got some lovely trees out with the Kowhais 

and the Tui ôs come and itôs just so nice.  You can sit on the deck in the sun and you 

kind of  look at all these things and think how blessed we are.  And thatôs really 

cool.ò   

European Female 70 years, Stage 3, Multiple Conditions  

While the research clearly shows that the point of diagnosis is a life changing event for 

everyone , the challenges of  self care are strongly influenced by the disease stage context 

(see diagram below).  
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Figure 3 : The context of self care in chronic conditions  

 

2.2.1.1  Stage 1 Asymptomatic  Disease  

For those who are asymptomatic the invisibili ty of the condition can be a barrier to effective 

learning. The comment made by one person ñI was well before the doctor gave me these 

pillsò illustrates how, without tangible feedback the behavioural learning that is at the heart 

of self care is constrain ed. Perverse learning can be facilitated when feedback in the form of 

negative drug side effects is stronger than the weaker signals of the underlying condition. 

Those who are asymptomatic have fewer disruptions to the normal fabric of their lives, 

meaning  that it is easier for them to maintain the fiction of wellness and the patterns of 

existing  relationships with others, but harder to make changes to the  social  fabric  of their 

lives  since they are not overtly ill.  

Common responses in the asymptomatic phas e were ñwhy me?ò, mixed with a range of 

emotions including guilt, shock, surprise, and also pleased to have a ówake-up callô from the 

doctors. These responses were also mixed with fear, having known other people/family 

members with same condition, who have  gone on to later stages and suffered.  

The responses from those in the asymptomatic phase indicated three broad groups:  

¶ Reasonably positive ï itôs manageable, I can control it, I can live with the 

symptoms  

¶ Blind faith ï itôs okay and not that serious  

¶ Easy to forget / deny problem exists  

These responses presaged the degree of engagement with self -care strategies.  

The point of diagnosis is a critical life change event and  should be used as leverage point to 

develop self care. It provides an opportunity to e ngage and activate óhealth my wayô, 

building off the aspirations and strengths of people and their families to equip them with the 

orientation, capability and relationships to assume self responsibility and self determination 
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of their health. Activation is  harder at asymptomatic stage where there is no feedback or 

urgency, but is perhaps more critical given the length of time for self care to develop.  

 

ñThatôs ok but hey doc will it kill me? Will it kill me this disease that you say I 

have? And what will h appen next? Am I going to be in bed for the rest of my life? 

All these questions, the things that are never ever, and then he says pills. How 

long am I going to be on those pills for? All this coming on. Scary. I think that was 

another thing too was the bi ggest things was fear. You know am I going to drop 

dead tomorrow or whatever ?  

Maori Female 45+years Stage 2 Diabetes  

 

2.2.1.2  Stage 2 Symptomatic  

This stage was marked by symptoms of chronic illness emerging, coupled with uncertainty 

of their significance. An int ernal conflict was evident, of struggling come to terms with 

reality, and a belief that ñI can still be normal .ò 

Common responses were a realisation that ñthere are no Sundaysò, i.e. no days off, and itôs 

a permanent part of me/us. There remained a sense o f hope, in terms of ñI can control 

things ò or live with the symptoms. Respondents also described feeling isolated, as the initial 

wave of support from friends and families tapers off, couple with a sense that the person 

was not really sick enough for famil y to rally around.  

More advanced stages of disease require shifts in orientation to support people to navigate, 

coordinate and integrate a bewildering complexity of different care components and 

providers. Activation is easier when symptoms are clearly sev ere e.g. heat attack  and 

ignoring them will have patently negative consequences.  

 

2.2.1.3  Stage 3 Complexities and co -morbidities  

Respondents who were experiencing stage 3 of chronic illness spoke of increasing disability, 

and daily uncertainty over what may happe n next. The complexity of their lives and 

treatment regimes was often bewildering.  

ñSo itôs a problem and they change your medication so many times, they have 

taken that one off and giving me this one instead, they have taken that one off and 

we are givin g you this.  Instead of taking one of each you now have got to take 3 

of these.  It is so inconsistent with medication.  You can take one of these tablets, 

oh no we have changed that, we have taken that off now and you have got to take 

4 of these instead.  I mean so you go around my house, now I need a wheelbarrow 

to carry the medication round.ò 

European Male 75 years, Stage 3 Heart Disease  

Diagnosis at stage 3 was usually as a consequence of an acute hospitalisation event. This 

marked a crisis life change,  and the seriousness of oneôs condition became undeniable. 
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The internal context of these patients lives was often a struggle to hold on, and to not get 

worse. Participants encouraged themselves by saying ñItôs OK I can still be meò or realised 

that ñI am n ot the person I was ò. These stages were often accompanied by increasing 

depression and loss of sense of control.  

Later stages still will require greater attention to more active support for mental wellbeing 

and families as the rising conjunction of depress ion and increased disability robs people of 

the sense of self efficacy.  

 

2.2.1.4  Change  is Multidimensional  

Across the disease stages run three other dimensions of condition change. These changes 

can destabilise behaviour, and impact on peoplesô resilience and ability to adapt.  

Å Changes in condition  

Å Increasing complexity of condition  

Å Gradual degradation of capacity  

 

 

 

 

 

 

 

 

 

Figure 4 : Contextual changes influencing self care  
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differ across the continuum, so should our health responses.  
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Å Crisis events  

This call s for a dynamic, responsive approach as peoplesô needs change, suggesting regular 

reassessment of people to determine if and how self care needs have changed, with  flexible, 

adaptable support ï being able to increase or decrease the type or level of support speedily 

and seamlessly.  

 

2.3  STRUCTURE OF óSELFô IN SELF - CARE 

It was clearly  apparent in this research that the notion of self being described was rich and 

multifac eted. For some this was founded on a strength of assertion of self responsibility and 

self determinacy,  and spiritual values;  óhealth my wayô where self is centred on the core 

personal identity. For others the descriptions of self were centred on what they  did or could  

do , more objectively and externally defined. Others described self in more in terms of the 

relationships and roles, óI look after myself so that I can be a good father/grandfatherô. 

It is clear that a person centric  notion of self , one  that i s relevant to self care encompasses 

all these aspects.  

With the strong cultural emphasis of the research design is was clear that the concepts of 

whanau and extended family are strong within our Maori and Pacific cultures, however it 

was  equally clear that  the across all cultures the structure of self in self care can only be 

understood as both ñIò (the individual) and ñWeò (the individual as part of a family, whanau 

and community). For example success in the individual lifestyle changes of diet and exercis e 

depends as much on changes to the patterns of family activity and function as it does on 

the efforts of individuals.   

Similarly both the óIô and the ñWeô aspects of self have their interior, subjective or inter-

subjective aspects of shared meaning and id entity as well as their exterior objective aspects 

of individual and social behaviour.  

This four part structure is shown in the diagram below:  
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Figure 5 : Structures of 'self' in self care  
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The time of diagnosis, when the inevitability of a life with disease is made clear, is a life 

change event  for most people  that  represents a fundamental challenge to the prevailing 

story of their life .  For many their life is turn ed upside down such that the start on the 

journey towards self care is , in effect , th eir  start to self  author ship  of a new sense of self 

identity . For others the need to maintain their existing sense of identity is so strong that 

there can be no listening to the changes advocated.  

When I was first told oh I wasnôt listening. I was like oh he must be talking to 

somebody else. It was really because, I was looking out the window, thatôs what I 

am trying to do here really.  

And he says you are not listening. He  said I am trying to tell you and I says no but 

when he told me I had to take all these pills, I said oh I am not taking any pills 

because I donôt take pillsé  he just kept saying you could have a stroke, you could 

lose your legs and you know just telling me all the yucky things that could happen.  

But I was still like ówhateverô!  

Structures of óselfô

ñIò  My subjective identity,
values, spirituality

ñMeò  My external self, 
actions, objective behaviour
ñI doò

ñWeò  Inter-subjective
óself in relationô, belonging, 

roles, norms, culture

ñWe-doò My external 
social functions and activities 
with others as 
ñfather/motherò, ñfriendò, 

ñemployeeò

Internal/subjectively 
understood  & perceived

External actions
behaviour and effect
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Adapted from Wilber, K. 2000  Integral Psychology
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I am going to eat whatever I want to eat. Whatôs the bloody point if you are not 

going to eat and live your life. And they says you are not going to have a life to 

live. Oh well you can just roll me around in a wheelchair. I mean thatôs how bad it 

is.ò  

Maori, Female, Stage 2  

 

ñThe first picture is a sad face, how I was before. The other one is now happy. 

When I found out I hate myself. I didnôt expect it. I played lots of sports and rugby 

and didnôt expect it. But I am a heavy drinker. I didnôt like myself at that time. So I 

kept drinking and ended up in hospital. So I gave up drinking and smoking. I was 

feeling the needles in my toes and my fingers and I was sad. I didnôt know what 

was going on.  

Now I am proud of myself because I am doing something for myself ñ 

Pacific Islander, Male, 28 yrs,  Stage 2  

 

ñé and I was working at this wholesale place and the woman there used to say to me 

ñé. Youôre not looking too good today.  Youôre looking sort of greyò.. I said ñno Iôm 

fineò, but I was making up these orders to go to ï it was in the hardware, é and I got 

up the ladder to get these watering cans down that were tied up.  Anyway all of a 

sudden I had this tremendous pain and fell off the ladder.  Yeah. And then I was told 

then that I had a heart disease and Iôd have Angina.  I had an old personôs disease at 

36, so it was an eye awakening ï it really was, and from then I just progressed ï got 

worse. I had a big shock and I was too young  to die you know.  But I overdid it.  I 

pushed myself too hard.  

European, Female 42yrs Stage 3  

 

2.3.2  Structures of  sel f  ï ñWeò identity 

Diagnosis with a chronic disease has a profound impact on the relationships  roles and sense 

of social identity, both for thos e with the diagnosis and their partners and family . For some 

it can be deeply disturbing, threatening their sense of capacity as a father or ability to 

belong to a circle of friends.  Re-establishing social validity within these roles is a critical 

part of  the development of self care.   For some the process of readjustment to a chronic 

disease can also be extremely positive, awakening a deep moral sense of purpose and 

contribution to others in their life:  

Itôs a lot easier to get over something when itôs, when you donôt focus on yourself. 

When you focus on like your children or your mum, you husband. Itôs a lot easier 

to do something because of them, not because of yourself, because youôve, you 

are not thinking about yourself and when you think about yoursel f thatôs when it 

makes it all hard because you are only looking at yourself you are not looking at 

the bigger picture like a family and those who are around you all the time..  
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European, Female, Stage 2  

Well responsible to my mokopuna. Iôve brought up 12 mokopuna. I have 25 

mokopuna, thank god I am not dead but Iôve brought them up in my house and 

theyôve gone out to work. My oldest one is about 26 or 27. Heôs in Levin but my 

responsibilities make sure that I am healthy when they come back. I will always be 

there for them. I never have a down day. It is just in my nature not to be down. I 

am not down with the dog. I think my responsibility is to my whanau, to my wife 

as well. If I am ill I am just a burden.ò  

Maori, Male, Stage 2  

ñTo me I will always be there for him, always. I will always try and be one step 

ahead of him. Like heôs pretty good now. He can manage a lot of things by himself 

especially pills and things like that because Iôve got them in blister packs. If he 

doesnôt take them well I know he hasnôt taken them because the pills are still in 

that pack. What else. Just being there for himò 

Partner, Maori, Female  

ñWell I think the fact that initially I had 2 young children and a very loving 

husband, and it was that.  It kept me going.  It was my family  and my husband.  

He passed 5  years  ago ï that was rough, but someone had to sort of take that 

role, and it was my family that gave me the willò 

European Female  

 

2.3.3  Structures of  sel f  ï ñI am what I doò 

This aspect of self describes the external aspects, the  things that I do that partially define 

ómeô, ñI am a smokerò, ñI go runningò, ñI work in an officeò. 

This external, objective sense of self has been the focus of much of our existing self care 

support. Diagnosis demand s change in daily habits and necessit ate building new routines  

that shift and shape the behavioural structure of self.  

 

Well yeah. I had to change, being a diabetic I didnôt want to, my dad had diabetes. 

I didnôt want to go any worse with it so I started checking labels, changed my diet. 

I st arted walking. Doing things like that. I couldnôt walk far at that time. I was on 

crutches because of my leg but I used to get up every day and do everything. I 

used to look after my mother right up till a year and a half ago because she had 

Alzheimerôs, raised 3 children before that by myself, my ex divorced me in 88 so I 

was left alone with 3 young daughters and it was just a case of changing my 

lifestyle. I had to change. If I didnôt then I probably wouldnôt be here now. But I 

was way over weight .  

To st art off with itôs hard to make the changes because you get into certain habits, 

what you eat and how you eat and what you drink. In those days I would think 

nothing of going down to the RSA and having 6, 7 pints of beer and I go down 

there and I have 3 pin ts, sometimes twice a week and I drink lite beer instead of 
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ordinary beer and everything I look at now I look at the sugar content which Iôd 

never do before. Sugar didnôt mean a thing to me before. Cream cakes, things like 

that and I donôt go near them. I donôt eat cakes only biscuits. Itôs a case of just 

changing to what you can do.  

Interviewer: But it was hard at first ? 

Yep oh very hard at first. Itôs like giving up smoking. Itôs like giving, anything up 

that you enjoy. But once you get used to it and you  go back to it, it doesnôt ever 

taste the same. Just what you remember it so you are always better off once 

youôve done it. But it is hard. 

European Male Stage 2  

 

The complexity that can then result as chronic diseases develop can become a dominating 

influ ence in peopleôs lives. 

Thereôs just lots of things ï all of the time.  You know those little things like ï we get 

the phone call every ï he has blood test ï not the Diabetes ones ï but for the 

thickness of his blood for the bowel thing ï and we get a phon e call generally once 

every 7 -10 days from the anti -coag clinic ï which basically says your I&R is this.  This 

is your dosage for the next 10 days ï go and test again, so thereôs always that 

message.  We go to the chemist to pick up the prescription ï even  though itôs 4mthly 

itôs this huge, huge, huge packet that looks like this, you know.  He goes to the 

podiatrist every 6 weeks to get his toenails cut and feet checked.  Thereôs lots and 

lots of little moments all of the time. And then we have the big mome nts ï so when 

he goes to visit the specialist ï he see the heart doctor every 3 months, he sees the 

Renal doctor something ï he sees a doctor for ééé  I dunno ï itôs about once every 6 

weeks we go to the hospital for some ongoing regular check -up.  Normall y thereôs an 

eye doctor in there because heôs had cataracts in his 40ôs so weôve got to watch his 

eyes all the time, and at the moment ï his teeth ï heôs bleeding quite a lot cos he 

bites his lip ï so we go for that but not a normal dentist cos on the coag .  

Partner  Stage 3 , Maori, Female  

 

2.3.4  Structures of  sel f  ï ñWe-doò 

From the research it is clear that the social/behavioural aspects of self, the things ñwe doò 

are deep patterns of behaviours that  define the fabric of our social identity .  Diagnosis with 

a c hronic disease will inevitably create tensions between existing social behaviours and new 

life practises  

One of the hardest aspects of adapting to a life with chronic disease are  the changes 

required in lifestyle  ï the ówe doô structures of self.. 

Å Lifesty le is intimately linked with role and place within family and social networks  

Å Patterns of eating, sharing food and drink, smoking, are all integral processes in 

social bonding  



People Centric Self Care :  

Health My Way ï People centric self care 080520      30  

Å Making changes to these patterns are overt challenges to the social roles and 

individualôs self identity 

 

(Husband) Me and my wife and the 2 kids have a walk in the park and feel 

good...Exercise is hard work.I get home from work and I feel tiredé 

(Wife responds) Now we are flying with the wind. I love to do exerciseéBefore, my 

husband  and I, we were in a cage. Now I know I can help him to control his sugars 

because we exercise together  

Male and Female Pacific Islander ï Stage 2 Hypertension and Diabetes  

 

 

2.3.5  Impl icat ions ï the structure of  sel f  in sel f  care  

Self care is a process that inv olves the whole person, all aspects  physical, emotional, social, 

cultural, moral, spiritual . It includes partners and families  and the networks of social roles 

and behaviours that are part of ómeô, óweô, óusô. 

Yet our current health response is largely gea red to individuals  within a frame of ópatient 

self managementô, that is a more limited concept, a health fiction that  does not exist in 

reality .  

This  research shows that óHealth my way ô is as much about peopleôs sense of personal and 

collective identity,  the redrafting of their life story to live well while carrying the burden of 

illness, as it is about the external aspects of self care, such as taking medications.   

Indeed the research suggests that effective self care starts by facilitating these intern al 

shifts ï helping people find their own source of self efficacy and ways of continuing to 

belong within their roles and relationships as partner, parent, or friend.  Effective self care 

does not start with a treatment plan and prescription, although thes e are integral tools in 

self care.  

We believe that central to the reframing shift is that we move from the limited, partial 

construct of self implied by ópatient self-managementô towards a more person-oriented 

focus that acknowledges the interrelationships  of the ñIò and ñWeò aspects of peopleôs lives 

and the validity of the internal subjective and inter -subjective reality of personal identity, 

values and sense of belonging. Supporting self care is about helping people recreate and 

integrate a new life stor y for themselves, their family and friends that shapes new mental 

models, new decision rules, (e.g. we only buy diet soft drink in our household), and 

behaviours of wellness.  
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2.4  FUNCTIONS WITHIN SEL F- CARE 

Self care requires constant work. There are no Sunday s. There are no days off. Self care is 

life work, hard work, every day.  

ñThere is no holiday from it. There are no Sundays. There is no downtime. The 

regime doesnôt allow itò                    

Mother of 8 year old Type 1 Diabetes  

 

Leading directly from t he concept of the four part structure of óselfô (outlined in the section 

prior), the research proposes  that there are multiple strands of óworkô in self care, each with 

their own challenges and opportunities. These can be summarised into aligned four work 

streams:  

 

 

 

 

 

 

 

 

 

 

 

 

Figure 6 : The functional 'work' of self  care  

 

¶ óIô work - Self identity: Work concerned with integrating the óconcept of selfô with 

the implications of illness  

¶ óWeô work ï Family, role, social/cultural identity : work concerned with adapting the 

óconcept of self with conditionô, with already existing roles and relationship and 

social networks  

¶ Illness work ï personal behaviour and skills: Work that deals with symptoms, 

regimes and medications  

¶ Lifestyle work ï Adapting social behaviours: Work that deals with daily tasks, 

exercise, smoking; work concerned with adapting to social, work and cultural 

environments  

óIôwork ïself identity, self responsibility, motivation

óWeôwork ïfamily, roles, social/cultural identity

óIllness ôwork ïpersonal behaviours & skills

óLife -style ôwork ïadapting social behaviours

Functions of self careStructure of self

Functions describe the purposeful characteristics of a system,
the ñwhat & why ò - the work of self care

Adapted from Newbould et al 2006 Lay-led self-management in 

chronic illness: a review of the evidence. Chronic Illness 2 (249 -261)
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Critically, it is the tension between these work streams that derail people, as they 

continuously struggle to prioritise and resolve the inherent conflicts between them.    

 

2.4.1  óIô work -  Sel f  Ident i ty,  sel f  responsibi l i ty,  

mot ivat ion  

The idea of managing óselfô identity is central to understanding peopleôs attitudes and 

behaviours and has a strong impact on their  ability to successfully óself manage.ô  

2.4.1.1  Impact of Illness  on óSelfô 

Much is known about the powerfu l links between personal identit y and resulting behaviour . 

The way we see ourselves, the self reflective internal stories we tell ourselves, help to  

define our personal identify  of who we are, or  our óself imageô.  

A powerful effect of illness is the inherent need to reconcile the impact of the illness with 

the story of óselfô. 

People like to feel in control of themselves, to feel well and feel whole.  The initial diagnosis 

of illness often disorients people, they feel confusion and disempowerment. The internal 

story they have about who they are, is shaken. Their world view shifts. Their óselfô story 

often has undertones of a sense of loss :    

ñDonna told me I am diabetic , I am sad, I am very very sad, I donôt like myself at 

that time éò     

Male 28 years PI Stage 2 Diabetes  

To be ódifferentô, with illness, makes people feel diminished, less than before. T heir implicit 

message is óI am now the person I was, but  with an illness, a difference ï I am less than I 

used to beô:  

ñI feel ashamed, yeah especially my friends they know that I have diabetes, very 

ashamed, and I donôt talk this to them cause I believe they will look down on me.  

That is my point as well, I d onôt want them to know what is happening, I think to 

look at me I am healthy but on the other hand I have got this sickness. ò 

Pacific Male 28 years Stage 2 Diabetes  

2.4.1.2  Continuous  Reframing and Adaptation  

To move forward, peop le are faced with two options: t o feel they are a different óselfô, 

diminished and disempowered; or to maintain the same self same identity and integrate 

the ir  illness . 

As people move through stages of illness they reframe who they are, to maintain their core 

of original self. It is a cont inuous adaptive process to realign their personal view of who they 

are, with their illness . 

Critically people do not want to lose  their original identity, and they try to integrate their 

illness into this original sense of self rather than creating a new i dentity :   
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ñCause when I started having diabetes I would always be on the go, I donôt get 

sick at all, and when they said diabetes I didnôt know what was the diabetesé 

Interviewer: So you didnôt get sick until you got sick? 

Yeah, I had my 3 toes off and the n I realised, it was a good less onénow, well the 

doctor just guide me the right way and tell me what to do, so if I can halfway meet 

them we have got it rightéò 

PI Female 50+ years Stage 3 Diabetic, on Dialysis  

 

The sense of the finding the same óMeô self seems to be key to achieving internal balance, 

confidence and empowerment . This process is linked with the need to feel ónormalô:  

ñOh, of course, if they ask me I can tell, I am not hiding  it from my friend or 

relatives because most of my church they know me, some of my family and my 

husbandôs family, relatives, friends, they know yes.  But I am not ashamed of what 

feeling I am.  Just the disease I have got, I donôt know other people if they are 

ashamed but me I believe I am not ashamed because that is the thing I have got. ò 

PI Female 50+ years Stage 2  Diabetic  

 

2.4.1.3  Need fo r Normality   

The need for ósocial fitô means people inherently want to belong to their societal groups and 

ófit inô.  People donôt want to feel different, they donôt want special treatment or attention . 

The need to óbe like everyone elseô can be accentuated with illness. 

Overwhelming, throughout the research, almost every person spoke of wanting to be 

treated as normal . Almost no -one people described themselves as óillô or ósickô. Despite the 

physical challenges everyone wants to be ónormalô. 

The desire for normality runs throughout all stages of illness and is an important lever for 

adapting behaviour and resolving conflic t between the four work streams.  

¶ The desire for normality can either resu lt in driving better integration of the 

personal self with others/family/culture  

¶ Or lead to hiding and concealing the condition to óappear normalô ï the later is the 

pathological response     

Tellingly, as people move out of initial shock, and through accep tance of their condition, 

they say:  

 ñéI think I am normal, just with a condition that I have to manageò  

      European Female Stage 2  COPD 

ñéI just donôt think of myself as sickò  

     Maori F emale 50+ Type 2 Diabetes  
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The only caveat to the ómy normal selfô view, was those with mental illness. These people 

seemed to be less able to achieve the necessary adaptive mindset and felt more burdened 

by their illness . 

ñI donôt want to listen to the doctor because I know what she will say (about giving 

up smoking ) I donôt want to give it óupéI donôt think she knows how hard it is to 

give upéI need to smokeéI just blank it all out. 

ñWhat is hard is not taking things personallyéI take things to heartéfeel jokes are 

directed at me ò     

                                               European Female 30 years Depression Stage 2  

 

Critically the challenge to maintain a sense of normalcy is more difficult in Stage 3, people 

often have severe physical limitations, and depression takes hold .  

ñIf you donôt laugh about it you cry, so you may as well laughéI mean it will still be 

there tomorrow so you may as well laugh about it todayéit doesnôt ease the 

problem, but at least it gives you a bit of a positive slant. Otherwise you go to the 

negative and you go spiraling down and yo u're not much use to anybody really.ò  

  European Female 70 Stage 2 Diabetes, Arthritis, Cardio vascular  

ñThe diabetes wasnôt the shame at all because it wasnôt only me, I come to this 

one  (has just gone on to dialysis ) I was ash amed  é last week I was real ly ashamed 

of it éit is a sickness to me, a disease, really bad enough be getting diabetes is bad 

enough for me, and now going to anot her stageé 

    Female 50+ years, Stage 3 Diabetes, Dialysis  

ñIf anything happens to my wife (caring for wife), thatôs it for me. I donôt bother. I 

donôt care. I have to keep going for the wife, because unlike these other illnesses 

there is no support for mental health. I mean so me and my dog spend more time 

out on a the beach or the hills because who can you talk to?...my fri ends have got 

their own problems. They donôt want to listen to you. The fact that youôre suicidal 

makes no differenceéò  

 European Male 55years, Stage 3 Diabetes, Depression, also caring for ill wife  

 

2.4.1.4  ñIn control ò 

A key phrase, used repeatedly, is that peo ple need to feel in control . They speak of 

struggling to resolve or change or stabilise behaviour , ñbut now it is under controlò. óGetting 

in controlô is a stage after coming to terms with the diagnosis:  

ñAt first I really thought wow, weôve got to manage this as best as we canénow I 

think weôve got it under controlò  

       Maori Male 60 yrs  ï Triple bypass  

ñNow itôs all under control cos I take my pills and I go for my walks and I do what 

he says to do ò 

       Maori Female 65 years, Diabetes  
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This critical mindset underpins the notion that the original óself identityô is:   

Å Feeling In control   

Å Has/is developing mastery over the condition  

Å Is not becoming someone new or different because of the condition  

 

2.4.2  óWeô work ï Fami ly ,  role, social /cul tural  ident i ty  

Our s elf identity and sense of worth is referenced to the people that surround us, especially 

our families . People gain meaning and relevance from their roles and relationships, their 

place in social networks and their cultures . 

One key impact of illness is tha t it can challenge these relationships;  the equilibrium of 

relationships is disturbed . People feel undermined in their roles as óhead of the wakaô, 

provider, caregiver, parent, on the marae, with mates :   

ñItôs hard, especially telling my brothers and sisters what  I have got . M y brother 

knows that I have got diabetes, the other 3 (brother and sisters) donôt know 

anything about it, what is happening to meé. 

 Interviewer: When you go out with workmateséHow do you manage around that?  

When they say, especially F riday happy hour, and I just say I have got something 

else to do at home, I am trying to escape from them.  I t is hard to walk away from 

your mates.  Yeah, I had to lie and said I had some other things to do, only truth is 

I do want to drinkéò 

Male 28 years PI Stage 2 Diabetes  

 

Those who felt valued members of society as full time workers, can no longer work :  

ñOne of the minuses is that I had to leave work, You know I had been there for 11 

years. Well you miss your mateséwhen I couldnôt go to work that was the hardest 

thingéI used to be active, and youôre up before 6 am every morning and you are 

offéand then one Saturday you are sitting in the sun just enjoying it and you fall 

off your chairéò  

      Euro male 55years CVD, Diabetes  

Enrolling families, particul arly partners, appears to be the most successful self care model .  

Engaged families often adapt faster than the ill person . Their active involvement, supports 

and helps to normalise the condition back into the ófamily identityô. Where all the family 

adapts  their habits (e.g. food) this is very successful :   

ñMy partner has diabetes and other complicationséso we've been living with his 

condition for quite a long time. When we go out to dinner and weôre thinking about 

will he be able to have dessert and whatôs going to be there to eat?  
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Grocery shoppingéIôve had to cut out all of the white bread, chocolate biscuits and 

chippies in the house so he doesnôt have them 

I  do worry quite lotéif heôs got colour, if he is tiredéjust making sure he stays 

welléò  

      Fem ale 50yrs, caring for partner  

When partners are engaged in the process, the outcomes are noticeably improved . These 

óteamsô are often the most successful self ïcare model,  as the individual and the condition 

have been fully integrated into the family, and  supported by the family :  

ñIt was really a shock to my family when we found out that he got diabetes and the 

blood sugar was shooting up to 19 for the first time and I wasnôt very clear about 

what is diabetes, even though I hear about the diabetes but didn ôt know a thing 

about that, so that time I was really eager to learn about what is going on and how 

to help my husband through this difficult time.   

And we sort of trying to minimise all the stuff that we have at home so that even 

though it is for my husb and it is also help the girls and myself as well é I really 

tried to help him doing exercising, make sure that he do that one and make sure 

that the food we eat was vegetables, and leave out all the food that we normally 

have, and then come to a time that t hink that his blood pressure, the sugar really  

low, even to this day.ò  

Female PI, 45 yrs, caring for husband  

ñMy wife is asthmatic and I care for heréwhen an asthmatic gets to a stage where 

they canôt make decisions because they are struggling with each breathéso the 

carer needs to be aware of what is going on and have some knowledge. And you 

canôt ring the GP at 9pm and say we have a probleméBut if I have the knowledge 

and the medication and use it wiselyéthen if we are in the middle of the night we 

can do  something about easing my wifeôs problem.ò 

   European male 60 yrs, caring for wife with Stage Three Asthma  

 

2.4.3  I l lness work -  personal  behaviour,  ski l ls,  

symptoms, regimes and medicat ions  

Oddly, illness work is often seen as the easiest ówork streamô.  Taki ng m edications  or 

monitoring sugar levels  etc. is regarded as relatively straightforward and many people 

believe they do this fairly well. Most people recognise the value of taking pills, and relative 

to changing life habits, feel this behavioural change is easy . This perception may conflict 

with the view of health professionals who regard patientôs practise of taking regular 

medication as somewhat haphazard. It is possible that people feel relatively successful in 

their medication and monitoring habits, co mpared to the difficulties they have in embedding 

permanent lifestyle changes in food and exercise.  

Dynamics that drive succ ess in this work stream include several aspects, such as p erceived 

seriousness of condition. People at Stage O ne can believe the co ndition is a temporary 
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aberration  which will pass and they will be well again ïòHow long to I have to keep taking 

pills?ò 

Acceptance of the condition  is a key stage that those with chronic illness need to address.  

Some people fail to come to terms with th eir illness and never integrate it into their óselfô 

identity -  They tend to deny their condition -  ñI am not really sickò, ñI donôt like taking pillsò 

ñI donôt feel any differentò:  

ñWhen I first found out I thought so what? So what? Everyone gets sick, donôt 

theyéI can t be that badé.Will it kill me? What will happen next?... How long will I 

be on the pills?ò 

Female, Maori 45  years, Diabetes, Smoker  

 

For others, there is a c onflict with  their  perception of their ónormal selfô. There can be an 

inherent confl ict between wanting to óbe normalô, and taking medications and monitoring.  

People can feel the demands of the illness intrude on their sense of normality. Medication 

can clash with self image . A number or people spoke of being perfectly well, until they we re 

told they were sick :  

ñI used to be fit until the doctor told me I was sickò 

        Maori male Type 2 Diabetes  

Taking pills , for some , is the main overt sign of sickness :  

ñI was well until I had to start taking pillsò  

Maori Female 40ôs Diabetes and CDP 

 

One of the most challenging parts of illness work is t he ability to maintain routines ï often 

people manage their medication routines throughout the week, but are disrupted in the 

weekend, or on holiday . 

Complexity in medication regimes at deteriorating stages, adds difficulty . People spoke of 

being able to manage initially, but found it hard to stay on top as pills and times and 

quantities changed. This compounded with new complexities and conditions, often 

accompanied by depression.  

Critically, when fi rst diagnosed many take their pills, but often seem to fall by the wayside if 

their condition improves. Those who manage to imbed medication routines and monitoring 

appear to have crossed a watershed where the importance of controlling their illness 

outwei ghs some of the other work -streams such as óweô identity. They have compelling 

justifications for why illness work needs to have a prioritisation  -  regular pill taking kept the 

illness away ñso now I am all goodò. 

When medication is seen as supporting the sense of normalcy and providing a path to an 

improved self image, this is likely to be perceived more positively :  

ñNow I feel like I donôt have anything wrong with meéI can chop firewoodéfor me, 

lifeôs goodéwith the help of Mary I got off the couch ..and she coached me even 

when I wanted to tell her to piss offé.ò  
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Maori Male Type 2 Diabetes   

ñI donôt mind taking my pills now. I tried not taking them once and I collapsed. I 

was always healthy and taking pills wasnôt my thing. I was into sport. It just blew 

me apartéBut now I am great. I have come to terms with it. I take it because I 

have to take itò   

 Female Maori 30yrs Stage Two Diabetes  

An important key  to success in illness work include enrolment of partners and family to 

support and remind . 

 

2.4.4  Li festyle work  ïSocial  behaviours and l i festyle  

One of the hardest aspects  of integrating the illness/condition into peopleôs live s are  the 

changes required in lifestyle . L ifestyle is intimately linked with role and place within family 

and social networks . Patterns  of eating, sharing food and drink, smoking, are all integral 

processes in social bonding . 

Making changes to these patterns are overt challenges to the social roles and individualôs 

self identity . People start and stop ï true behavioural change is hard . 

Changing habits in isolation from support units is very difficult (independence, avoidance or 

concealment strategies) . People struggle to maintain their sense of normalcy and social 

belonging. Making lifestyle changes hits at the core of established family p atterns (Italian, 

Maori, PI families often have speciality foods), and social norms (drinking with friends, 

eating at church). Finding pathways to navigate through sometimes result in self denial and 

avoidance behaviours, which are difficult strategies to maintain.  

ñIt depends on the crowd you are withéif they are into drinking and carrying on 

and I want to join theméI supposed deep down you canôt be part of that group cos 

you've got to watch yourselfé now I go and take myself away from them and 

watch TV an d they say óWhy donôt you join usô and I say óOh I donôt feel like it 

tonightô.ò                                

Male 55 Maori Stage Two Diabetes  

Planning for changes in routines  is particularly difficult. Airline travel, foods, remembering 

all the medicati ons, coupled with a desire to minimise attention to the condition, can all 

create tensions.  

ñThings like planning holidays are a lot of work. How long we drive, how long we 

fly, where we stay, can we stop to eat, can we have a snack somewhere as we try 

to  stay away from takeaways while we travel. I didnôt realise how much of our life 

revolves around it, but you just have to get on with the job of living and we just fit 

it in.ò 

     Female of partner with multiple conditions  

Home is easy, having visitors is  hard . 

ñWell it is quite easy to manage to a point. When itôs just me and Mum at home itôs 

easy. But when you get visitors and that coming in éyouôve got to be real hard on 
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yourself to manage what you are eating and doing and drinkingéAlthough for 

about a year Iôve stopped eating and drinking and smokingébut eating in 

moderation is quite hard when you want to eat something.ò 

Male European 65 Years ï CVD 

Those who manage to integrate their families and their social networks maximise their 

opportunities for s uccessful self care. When the óWeô identity is integrated, families and 

friends adapt to and support the patient to embed lifestyle change.  

 ñAt our church, we have, like yesterday we have a shared mealé and because of 

my Minister and the wife they always go to this group and they always tell my 

church to protect the food, and they talk to the people of my church, donôt bring 

food that make the people sick.  Yesterday we have soup, I am telling the truth, 

yesterday the food of the church is only soup, some of them bring potatoes, 

banana, the soup, the fish.  No more fat food, yeah either salad and vegetables 

and all things, all good on the table, and the Minister say help yourself, the 

sandwich too, yeah yesterday é 

 Because there are lots of people in my chu rch that have diabetes, and this is the 

first time for my church yesterday, no more fizzy drinks, only the water.  And I am 

happy, yeah that is why. ..ò 

Female PI 55  years Stage 2 Diabetes  

 

2.4.5  The Tensions between  work st reams  

Alluded  to throughout this work stream section, is the conflict between the various 

components of self identity :  

¶ between ñIò and ñI with illnessò 

¶ between ñI with illnessò and roles in families and culture 

¶ between ñIò and taking medications 

¶ between ñIò and living the life I used to lead 

There is inherent tension in prioritising values  such as ho w to resolve ñmy role as a motherò 

over my need to rest , m y ñrole as a social drinking mateò over my need to not drink, and 

my  ñshared church meal ò over my need to be a good patient . 

It appears that  only when these conflicts are resolved can people truly imbed changes and 

become ôwholeô again. 

Part of integrating illness into óselfô, is the tension between the óperson I amô and my life 

with others .  People seem to choose three paths:  

¶ Denial or Concea lment -  These two paths  undermine integration of the four work 

streams . 

¶ Responsibility -  The only path that enables full integration of self, family, 

roles/relationships/culture, illness and lifestyle . 
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2.4.5.1  The Moral responsibility and the tension  

After accept ance of the condition and as part of the reconciliation process between self 

identify and illness, people start to take ownership of their condition . 

The degree to which they carry responsibility is influenced by:  

¶ Personal attitudes of confidence, independ ence, efficacy  

¶ A set of skills to know how to act/do/ôworkô 

¶ A cost: benefit trade off ï do I have more to gain through change, or more to lose  

by not?  

Those, for whom the perceived effort outweighs the benefit, take little or no responsibility . 

Those who ódonôt know howô, tend to become dependent (on spouse or doctor) . 

Those who see a go od reason why  become empowered . The ógood reason whyô often relates 

to the importance of their health for their family , and e ssentially justifies to people why they 

need to prioritise their óworkô, for the betterment of their families/community. 

Critically, this is most effective when people find justification for valuing their óillnessô and 

ólifestyleô work as key parts to their future. Generally this is when people recogniz e their 

wellness and their future survival is important to others such as their children or their 

partners, and they adapt their view of themselves within this context.  

ñSo I had to do something about it.  I know we all try but I want to live long, so 

that ôs why I did it.  I wanted to see my daughter grow up so I had to do something 

about it.ò 

Male 35  years Maori  Stage two diabetes  

ñYeah, if I want to live with my husband and my children and grandchildren yep do 

what the doctors say, with the help from the doctor and me, me is the first one to 

do what the things to help for my diet.ò 

Fem ale 45 years PI  Stage two diabetes  

2.4.6  Taking  responsibi l i ty   

People express the view that managing their illness is their responsibility. They have a 

moral responsibility to oth ers to stay on top of it, be as normal as possible, not to be 

dependent or a burden :  

ñI agree with the others, it is up to me. I had to change. I didnôt want to get worse. 

I have to look after my motheréI have to look after my 3 girlséso I HAD to 

change. I f I didnôt I wouldnôt be here today. It was really hard to make the 

changes, I used to go to the RSA a few nights a week and have 5 pints. I loved 

cream cakes. Now I donôt eat cream cakes of biscuits. It was very hard at first, but 

you get used to itéò 

    European Male  55 years, Diabetes and CVD 

ñI am totally responsible for my own health. Mary and the Doctor helped meé 
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 Maori Female 60+ years COPD  

ñI am responsible for my health. I have a responsibility to my wife too, otherwise I 

will be a burden on her.  But mostly my staying healthy is in my hands ...ò  

    Male 50+years Maori Stage Two Diabetes  

ñIôve got more conditions besides diabetes, so I have to stay healthyéItôs my 

responsibility. If I let myself go we will all looseéò  

European Male 50  years CVD  

 

2.4.7  Impl icat ions  of  the st reams of work  

Based on this analysis t here are distinct streams of óself care workô aligned to the aspects of 

broader óselfô.  Each stream has its own intrinsic purpose, function and challenges. 

There are interdependencies and tension s between these purposes, particularly the tensions 

between the illness driven life story, changes & continuity, and maintaining a sense of 

normality. Pathologies of self care arise through the way these tensions are balanced and 

prioritised.  

Critically, what can look like lack of motivation or ónon-adherenceô from a medico view 

point, maybe a rational choice, a lower priority of óillness workô compared to a wider social 

role ñI need to be a grandmother and bake for my grandchildrenò. 

ñHealth my wayò is a uniquely constructed dynamic mix and  balance of work across 

streams, a lived experience by each person & their family.  

 

2.5  PROCESSES OF SELF- CARE 

While the previous section described the functional streams of work of self care the 

processes , the pathways ove r time,  are best described by the ideas of experiential learning.  

 

2.5.1  The micro experient ial  learning cycle  

At a micro level each shift in belief, collective understanding or practical behaviour in self 

care can be seen as touching on the four stages of the e xperiential learning cycle described 

by Kolb 3. This theory of practical learning describes a process  where , beginning from 

concrete experience we reflect on what that  experience means to us, developing a tentative 

understanding which forms the basis of imp licit or explicit theories of action . These are then 

tested by doing things, which provides a source of new experience to further feed the cycle 

of learning.    

                                                   

3 Kolb, D. A. (1984). Experiential learning : Experience as the source of learning  and development. 

Englewood Cliffs, NJ: Prentice Hall  
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In self care terms the experiential learning cycle  can be see n in the process that people  

follow , for example ;   

¶ interpret ing  the new experience of disease,  (e.g. the tingling fingers of developing 

diabetes neuropathy) , as being a symptom of bad diet , 

¶ develop a n implicit  decision rule ï ñIôll drink diet soft drink from now onò,  

¶ put this variably into  effect  in their daily life,  then , after some delay , 

¶ have new experiences, for example a blood glucose reading, that may confirm or 

cloud the original understanding   

¶ leading to a strengthening of the decision rule or the abandonment for some other 

idea abo ut what works , and so on around the cycle . 

Unfortunately the learning that results from this process may or may not be effective in 

producing good health outcomes or use the evidence base of medical knowledge that could 

contribute to such outcomes.  

For exa mple one interpretation of the experience of tingling fingers given by a participant in 

this research was that it signified a shameful failure for him as a person , leading to a theory 

of action of ódenial and avoidance ô that enabled him to maintain preciou s social relationships 

with his friends.  

Since most people have no direct experience of their illness before diagnosis , or have 

limited  frames of reference to interpret their symptoms pre diagnosis , their starting mental 

models, ( ideas, constructs  and bel iefs), have a string impact on their self care learning 

process.  This leads to a proposition from the research that there is a distinguishable ómacro 

learning cycleô that is distinguishable in the process of self care , that take place within and 

across th e streams of work described previously.  
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2.5.2  The macro sel f  care learning cycle  

The research found that the  macro learning cycle can usefully be conceptualised as phases  

of acceptance, skill learning, adaptation and resiliency development.  

 

Figure 7 : The macro experiential learning cycle of self care  

 

2.5.2.1  Acceptance  

Our current self care paradigm  of patient self management puts its  emphasis  on  óillness 

workô and  a focus on  patient education as a means of  building understanding and self ca re 

capability . Yet for many people the real work is moving through a process of feeling 

overwhelmed, out of control, life turned upside down.  

In other words it is ñIò work, self identity and acceptance  that  needs to come first.  

Participants still in the acceptance phase need a particular process of learning to be 

supported that is about them and who they are now in terms  of a person living with a 

disease. People in this phase reported attending patient education sessions and being 

overwhelmed with informa tion that did not mean anything to them;  the process of 

acceptance can only be built from each individuals starting points ï what matters to them.  

ñKiora. Iôm a diabetic sitting at the River Nile. Been sitting there for a while. Itôs 

like no I will eat wha t I want to eat and I will do what I want to do and then.  
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Interviewer: Are you happy?  

Yes and the doctor says well you are going to have to go onto insulin. And I donôt 

think so because at the end of the day itôs my body and I chose. Still in denial. My 

motherôs got diabetes and my two brothers have got diabetes and a sister thatôs 

got diabetes, the other two are still diabetes free but they are only small too. Mary 

has been trying hard to get me to conform and do the right thing, take my pills. I 

donôt like taking pills. My doctor knows that so the more he gives me the more I 

rebel. I came here to try and get some more help and stop being at the river. I 

need to take control and I havenôtò 

Maori, Female, 40+ years, Stage 2  

 ñ I blame myself, I wasnôt listening, so in the end they had to cut my 3 toes off on 

this side, cause I wasnôt listening at all, but if I listened from the beginning , the 

doctor was giving me very good giving advice on what to do.  

é..Because I wasnôt listening, so when I started listening I coming right nowéIf I 

listened earlier I would never have lost my leg and things could be 100%, I could 

be still walking by now ò 

Pacific Island,  Female , 50+ years,  Stage 3 Diabetes and Dialysis  

 

ñIôve accepted that Iôve had a problem. I have no choice. I just need to look at my 

arm. I just need to look at my chest. I know that Iôve had a problem and itôs not 

going to go away. Itôs going to come back probably in 15 years time. I know thatôs 

a fact of life. Most people would like to think that after that s ort of surgery itôs not 

going to happen again but itôs not a fact. It does. So I know these things are out 

there to bite me in the bum again. So I think I just accept whatôs happened to me. 

I donôt look after myself as well as I should do because I still enjoy life but I have 

changed subtle things. But yeah I think itôs just an acceptance. Itôs there, itôs life, 

Iôve got it for the rest of my life however long that may or may not beò 

European, Male, 50+ years, Stage 3 Cardio Vascular Disease  

 

2.5.2.2  Skill learning  

Once the platform of acceptance is developed it is usually relatively easy for people to take 

on the basic ócomplianceô activities of self care, particularly medication which opens up the 

next phase of personal skill learning, seeking to understand the co ndition, attempting basic 

life changes and developing structured skills in managing their condition.  In this stage 

people may initiate  change in some of the more socially embedded life -style behaviours, 

usually through their own person efforts, perhaps den ying to others that they are now 

different and attempting to minimise the impact of the disease.   

ñI find it easy to take medication now because I have mine on the table with my 

ash tray and in the morning when I get up, first thing I do is have a coffee a nd 

thatôs what I take my pills with is coffee and I am not suppose to but yeah and I 
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donôt have my first smoke until I take my pills so if I donôt take my pills I canôt 

have a smoke .ò 

European, Female, Stage 2  

 

2.5.2.3  Adaptation  

In the adaptation phase people sta rt to move beyond personal skills to adapt their life style 

and social patterns to accommodate the demands of their illness.  This is clearly a 

particularly hard phase of self care since it involves shifts in their roles and functions within 

family and soc ial networks, and indeed requires shift s by  those families and networks.  

ñAnd then I took a good look at it and then my friend came along and said you got 

to go on insulin. Aye! So we had a good look at it her and I and we did large 

changes included diet,  exercise, a strict medication regime with insulin and with 

tablets and through all this we found out hello thereôs heart problems in there and 

if you donôt get that under control you will have a stroke which is all to do with 

diabetes and I thought who is  this diabetes person, what a cheek. So I took a look, 

good look at it but after I had the triple by pass I really thought wow, where are 

we going from here. Got to look after this lot and so I took another look at life and 

I am managing it as best as I ca n, with all these other tablets that are going into 

me. I think weôve got it under control. I hope weôve got it under control. And thatôs 

me.  

Maori Female 55+years Stage 2 Diabetes, Heart Condition  

 

One failure mode that seems to occur at this stage is whe n people master one or two of the 

more personal skills of self care, for example medication, and feel that because they can do 

these they are OK . Their progression in learning a balanced mix of self care capabilities may 

become arrested at this point , they  have ceased learning .  

ñThis picture here is me trying to get exercise. Me now and where I want to be 

basically. And Iôve got a clock here because the hardest thing I find is getting time 

for exercise. Sort of working full time, having a family. When I ha d my cancer I did 

a fitness programme through the Club Physical which my boss agreed to me doing 

in work time just twice a week. I actually found really helpful and really good but it 

was a 10 week course but now I am back at work full time and just gettin g the 

time to exerciseéò 

European Male 40 years, CVD  

 

2.5.2.4  Resilience  

While some people are able to make significant changes to aspects of their lifestyle in the 

skill learning and adaption phase s through their own personal capacity , these changes can 

seem frag ile and less resilient than those which involve the family as a whole and are part 
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of a wider adaptation of their social infrastructure .  For example contrast the strategies 

between the  participant who has managed to reduce his  beer consumption through a s hift 

to diet coke that he and his partner  take to parties versus another who has achieved the 

same result by avoiding social interaction ï by staying in the garage. The former has 

achieved a level of integration of  the demands of self care that maintains t he resiliency and 

strength of their normal social networks while the latter approach has functioned to isolate 

and reduce access to those strengths.  

ñMy family are very good, when I am doing something which I am not supposed to 

be doing they jump up and do wnéMy son and my nieces, always on my back, they 

are very good.  So I just have to play the game and come down and listen to them, 

cause they are only trying to help.ò 

Pacific Island, Female, 50+years, Stage 3 Diabetes and Dialysis  

ñThe first time I wasnôt very clear about what is diabetes, even though I hear about 

the diabetes but didnôt know a thing about that, so that time I was really eager to 

learn about what is going on and how to help my husband through this difficult 

time.  And we sort of trying to minimise all the stuff that we have at home so that 

even though it is for my husband it is also help the girls and myself as wellé.so by 

that time I really tried to help him doing exercising, make sure that he do that one 

and make sure that the food we eat  was vegetables, and leave out all the food that 

we normally haveò 

Pacific Island, Female, 45+years, Caregiver  

 

 

2.5.3  The interact ion between funct ions and processes 

of sel f  care  

This analysis has proposed a complex structure for self care that involves differe nt aspects 

of self and related functional streams of óworkô that interact with cycles of learning and self 

care capability development. It is clear that the different strands of work are all involved in 

the whole that is self care, and that each  strand may  develop at a different rate  even 

though they are interdependent. The table following provides one potential indication of how 

the interaction between functions and processes unfolds. The segmentation analysis in Part 

C provides another view based on the a nalysis of different patterns of response.   
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 Acceptance   Skill learning   Adaptation   Resilience   

ñIò work Self 

Identity   

Å Feel out of control  

Å Struggling to realign 

illness status with 

perception of self  

Å Seek to understand 

condition  

Å Adjusting internal  óselfô  

Å Confidence builds, can 

become complacent  

Å Integrating parts of 

condition into self  

Å Fully integrated condition 

into self identity ï full 

person  

Å Feel normal, in control  

Illness Work   Å Try taking pills as 

directed  

Å Learn monitor skills  

Å Learn about l ife style 

changes needed   

Å Some imbedded 

routines, more 

complexity  

Å Can forget medication  

Å Imbedded routines, 

sound monitoring  

Å Fully understands 

condition  

ñWeò work 

Family/ 

socialisation work   

Å Partner often accepts 

faster  

Å Involvement can speed 

acceptance process  

Å Often still only providing 

emotional support  

Å But normalisation more 

rapid when family 

involved  

Å If family/socialisation not 

addressed by this stage 

then often concealing 

condition rather than 

integrating  

Å Critically, 

social/cultural/family 

identit y is resolved and 

underpins resilient 

platform  

Lifestyle work   Å Not begun   Å Attempted lifestyle 

changes often falter as 

not imbedded into whole 

of life   

Å Often flounders at this 

stage ï lack resilience   

Å Able to embed lifestyle 

changes when supported 

by fami ly/social   
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2.5.4  Difference in sel f  care process by disease type,  

gender and ethnici ty  

Within the self  care process there are some marked differences in the pattern of response 

by types of people, these are the subject of  Part C. Less pronounced , but still  present, are 

the influences of disease type, gender and ethnicity.  

 

2.5.4.1  Disease Type  

Some conditions seem to be more ósocially acceptableô than others, for example a heart 

attack is very public  -  everyone knows. There is no s hame , it is somewhat heroic to be a 

heart attack survivoré people are happy to share war stories  and show the battle scars of 

their by -pass operations.  The drama of such an event makes it easier for people to mobilise 

their personal and family resources for self care. Denial is not an opti on.  

By contrast Diabetes  is o ften a surprise to patients to find out they have it , they are  

frequently d iagnosed óby chanceô and struggle to understand the links with their behaviour 

and the condition . People can feel quite angry  ñI was perfectly well until they told me I was 

sickò, or feel shameful ;  it is the ófat  diseaseô -  I am a bad person.  Denial seems to be more 

prevalent with diabetes than other conditions.  It is not an óobviousô outward condition, there 

may be no symptoms so there is a wide variat ion in the way that people interact with others  

é some talk about it, others tell no one except their partner .  

Depression retains somewhat of a stigma, it is less easy for people to talk about and they 

tend to cope alone rather than involve family.  

Asthma  is seen as a more óacceptableô condition, it has overtones of the drama of heart 

attack but is also seen to be more intimately linked with emotional and mental wellbeing, 

and as a consequence families have a greater sense of direct responsibility for help ing 

create a calm preventative environment  for self care .  

 

2.5.4.2  Gender differences  

From this research it seems that men have more difficulty with self care than woman. They 

find the challenges to their self identity and self image of their roles to be signific ant . I t can 

seen as a threat  to  their capacity to be an effective partner, parent and friend.  Men seem 

to be more inclined to keep their diagnosis secret from anyone but perhaps their partner, 

and are therefore more closed to outward help.  They can have a strong need to remain 

staunch and not admit that they different.  

While they may find the more individually oriented illness work components of self care 

relatively easy for them to do they have less aptitude with the elements life style change 

requiring adaptation of their social roles and functions.  
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Partners are often the main drivers and maintainers of self care for men. While this 

represents a highly effective pathway to develop self care behaviours some men have 

become reliant on their partners and ha ve handed over control of their lives. In effect these 

men have abandoned the óIô work of self care and seem diminished as a consequence even 

though the overt signs of successful self care maybe high.  

  

2.5.4.3  Cultural/ethnic differences  

The high levels of diseas e burden and the younger age that this burden develops for Maori  

were evident through the reported stories of generational and widespread family exposure 

to disease.  This often leads to a fatalistic sense of inevitability together with 

preconceptions, fea r and concerns that may reinforce the likelihood of denial.  

Strongly seen in the research is the influence of whanau, the clear sense of responsibility to , 

and for whanau. Particularly for those with children  or grandchildren,  their  mokopuna is a 

source of  strong  motivation for self care arising from a sense of contribution and 

responsibility.  

There is also a strong sense of wellness, self responsibility and self determinacy that was 

expressed by participants within the research that includes broad sense of  spirituality and 

moral responsibility.  

 

Pacific  peoples show  a number of attributes of self care arising from their cultur e or their 

degree of adaptation to a New Zealand environment:  

Å Attitude s to doctor s and professional,  somewhat fearful, inclined to s ay óyesô  

Å A mixture of l anguage difficulties and confusion with medical terms used in their 

encounters with the health system.  

Å Many report f inancial and working pressures:  e.g. long working long hours, factory 

jobs with unsuitable conditions (e.g. lots of  time on feet, poor air quality etc) . 

Å Shame about some diseases ï e.g. ósugar diseaseô is dirty because it has similar 

symptoms to leprosy . 

Å Pacific m en are particularly staunch , having a chronic illness is seen as a threat to 

their roles and functions and self identity. This sense of self identity can be so 

strong that it creates a ónot listeningô state, the information that health 

professionals are trying to communicate simply does not fit with the sense of self 

that there can be no listening, it is a stat e prior to denial that is particularly hard to 

break through . 

Å The primary influence for Pacific men towards self care is their partners, access 

through partners is almost essential for success.  

Å Church also provides a good way to support self care, perhaps more influential for 

woman than men  ï e.g. ministers telling some congregations what to eat, running 

exercise classes etc . 
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Å The y ounger generation is also an active influencer of their older family members,  

e.g. telling them to eat healthier etc . 

Å Diet chang es seem to be particularly hard  for Pacific peoples, diet provides a strong 

cultural heritage link that is deeply part of the óWeô identity and the shared life-

style activities.  

 

For European  people the beneficial influences of education and relative wealt h on the 

capacity for self care are evident. However some of the stereo - typical ideas of a strongly 

individualistic European culture as being more oriented towards self capacity and self 

responsibility do not seem to be supported within this research. Fami ly and social networks 

are equally important in self care for Europeans as for other cultures and the ir  sense of self 

responsibility was no more or less than that of Maori.  

 

2.5.5  Impl icat ions ï the processes of  sel f  care  

The research found that there are disti nguishable stages in the process of self care that take 

place within and across the streams of work described above, particularly processes of 

acceptance, skill learning, adaptation and resiliency development.  

We recommend that self care support is design ed to support  the  ñIò work ï self identity 

and acceptance ï that needs to come first.  Current state of art patient self care uses 

motivational interviewing to find out where people are at and identify places where people 

are willing to try to make change s. This is a step forward from generic patient education  but 

still represents a non -person centric approach compared to that used by some practices 

where a nurse meets with the whole family, perhaps at home, using strengths -based 

processes to facilitate th e process of acceptance and finding capability developing starting 

points with the person and family.  

 

 

2.6  CONCLUSIONS  

Part B of this report  has used  the results of a qualitative research study to lay out a 

framework for people centred self care for chronic conditions in a N ew Zealand context.  

The framework has used the dimensions of context, structure, function and process to 

describe the attributes of self care when people and their family and whanau are at the 

centre of focus.  

The context is created by the  ever changing dynamics of chronic illnesses where challenges 

for self care arise on multiple dimensions;  the gradual progression of disease, increasing 

multiplicative complexity from developing co morbidities combined with a gradual 

degradation of capacit y towards the end stages of the disease.  
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The research adopts a four part structure for self that allows for both the óIô or individual 

aspects of self as well as the óWeô aspects of family/whanau  and friends .  Both of these are 

considered in terms of their  internal, subjectively experienced worlds and their external, 

behavioural aspects.  

This four part structure provides the basis for considering self care as having four related 

functional streams of óworkô, each stream has its own drivers and requires chal lenging  

shifts, changes and developments to accommodate and reconcile the demands of chronic 

illness.  

The integration across these streams is described in this report as óhealth my way ô, a 

process of learning that builds capacities to adapt and integrate changes in each stream, 

developing a level of resiliency to handle both the small moments of daily living with a 

disease as well as the inevitable big moments when the context shifts and the challenges 

start anew.  

Three conclusions form from this analysis:  

Firstly that our notions of patient self management are inadequate to describe the world of 

people centred self care. The health service centric views that are implied by the term focus 

on limited aspects of self, they are likely to ignore the streams of w ork that are most 

demanding and influential and therefore prove ineffective.  

Secondly, to the extent that the framework proposed has validity, it offers the possibility of 

reconstructing an approach to self care that is people centric and has practical app lication to 

policies, service design, the practice of health professionals as well as the information 

environment issues covered in part D of this report. In particular:  

Å Greater focus on the point of diagnosis as a leverage point in policy and service 

desi gn , with an emphasis on rapidly establishing the cycle of experiential learning 

through the acceptance phase of self care.  

Å The structuring of s elf care support so that it recognises the require ment for 

intensive phases and continuity/maintenance phases ï it does not end . 

Å The explicit recognition of ñhealth my way ô as the basis for self care rather than a 

treatment plan of which patient self management is a component. This would 

addresses all aspects of self  and all types of work, not just óillness workô. 

Examples of work that are already heading in this direction can already be seen in 

other areas such as the maternity care and care for the elderly.  

Å Service design would pay greater attention to the engagement of  family/whanau 

and to the creation of óhealth  my way ô based on the starting inner personal and  

family identity as platform for developing self responsibility , using existing 

strengths as the source of change  

While these recommendations may appear radical and remote from current practice a  key 

insight  from the research is that there are already models of care that are substantially 

achieving these shifts and qualitatively demonstrating results . 
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One of the clear insights gained from the research, is the vitally important facilitation role 

the Primary Ca re clinics can play in helping people integrate their illness into their lives, to 

feel whole, normal and efficacious.  

The research showed a stark contrast between clinics that are people centric and view the 

patient as a whole, within the context of their  life, rather than their illness. For these clinics, 

the starting point is the person. The following paraphrases the Practice Nurseôs approach: 

óWhere is this person at? What else is going on in their life? What can they cope with? Are 

they in the middle o f a divorce, or is their kid in trouble with the Courts? What choices are 

they able to make, given what else is going on for them? Thatôs my starting pointéwhere do 

they  think they can make changes? Then we work from there éô 

These clinics give hands -on pra ctical advice, they can be an emotional support, and they 

can be tough when they need to be -  ñShe (the practice nurse ) kicked my buttò. Doctor and 

nurse can take complimentary roles -ñThe Doctor can give you the hard word, but she (the 

practice nurse ) giv es you a tissue if you need itò.  

Approach    

With Mary [ whanau -ora nurse coordinator ]  it was just someone out of the blue. 

Drove up, introduced herself when she came out to see me. We talked about 

starting a programme up with four people that needed to be  on the programme 

and she was always there. She never growled at us. She never told us off for not 

going to the exercise or anything like that but she just said if you would go out and 

walk then sheôs give her husband as an example, always riding a bike. Cool man 

must be doing all right. But we could say things like that to Mary and itôs not 

offensive but sheôs always been there to help us and even after we finished the 

programme, we did about a year I think, she kept ringing up. How are you. My 

sugar level s have come down to 6s and 7s instead of 20s and 18s. I said itôs 

because of her help, not entirely her help, my doctor too adjusted my medication 

and adjusted the insulin. Itôs been brilliant. 

And she comes into your home see how you are progressing. Sheôs also be there to 

make sure I havenôt stopped walking since she stopped comingò 

Maori, Female, stage 2  

Role of Specialist Nurse  ï straight forward, pulls me up  

ñInterviewer: who would you talk to about this? 

é. Donna, she is a good listener, I was really down to earth with Donna, she was 

the one who pulled me up, Donna I think she is a good lady, she is really good, she 

is straight forward.ò 

PI Female 55+ Stage 2 Diabetes  

 

Role of the Doctor involving Pacific Male and Wife ï Playing good cop and bad cop -both 

encouraging and telling off  
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ñ Interviewer: We were talking about é.what the doctor does in terms of 

helpingéyou were talking about those graphs and the charts. 

Yeah, I think that is really helpful, every time we visit the doctor each monthéhe 

always sh owed us the graph, you know how the sugar level is, and starting from 

the 19, when he know that he got the diabetes and then getting slowly down  

 éand sometimes it was higher, and then the doctor say ñUh huh, what is going on 

here?ò, and he said ñX , very naughty boy, what have you done!ò, he seen that he 

was, like a teacher and a little child, ñWhat have you done?ò, and then he has to 

remember what he has done, and then go ñOh I donôt know, donôt do exercise or 

maybe I ate too muchò , some things like that, and he weigh him up, and ñLook at 

that you are too heavy, how come?   What have you done, are you walking?ò  And 

X keep on the same answer..  

éand I think from there, when we went home X start to get a bit annoyed and 

break down when the doctor said this o ne is going up higher this one, and X try 

very really hard to make sure next time we visit the doctor and the doctor will be 

satisfied.  

éLater on it is coming down a little bit, you know, the way (the doctor) is trying to 

control X was really helpful. The talk with him was really encouraging, all the 

feedback, even Donna.   ñJust look at that line, look X you did so wellòé 

éThey are helpful even for my family as well, and then now they are, ñYou are 

very goodò, they say ñI donôt have to see him, why are you coming hereò, so it is 

really excitingébefore, we go to doctor, but now we donôt have to see doctor.ò 

 

On lifestyle and shopping support  

ñInterviewer: How does the doctor or the nurse help you understand what you 

need to do?  

ñDonna always spoke to me about  the food we eatéYeah, there are lots of things 

that Donna and the doctor talk to me about the food we eat.   We have, and the 

way that we cook our food, thatôs the main point for me and then I teach my 

children to do that, what the doctors say and Donnaé 

éBecause sometimes we eat takeaway, but now no more takeaway, just eat the 

right food like the fish, just only the water and onions cooked, the fish thatôs all 

and one banana and one scoop of rice, yep thatôs all and veges. 

Interviewer :So do they give you recipes or little booklets to help you with that?  

Yeah, Donna gave me that. Very helpful, yeah.   Even when she said, I didnôt know 

that before, go to the shopping and look for the Canola oil as well, the margarine 

canola oil, you know, low fat.  

ééand the vege, food, the kind of food you can use.   You take it, this list if you go 

do the shopping you can take this list to pick up the food you can use it and cook. 

Those are really really helpful, something that we didnôt realise, but I know now 
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what to do, eve n I help others to do the same thing, in my family they have got 

the same diabetes, it is very helpful for us.ò 

Two PI Females 50+ -  One a caregiver for Diabetes, one a Diabetes patient  

 

In conclusion, t his research has attempted to understand what self -care is in its own right, 

independent of its health system constructs. From a citizen centric perspective it is clear 

that our traditional concepts of ópatient self-careô start from the wrong place: they are 

health service/illness centric and therefore exclu de or devalue the role of family and social 

networks as sources of strength and resiliency. Traditional concepts emphasise one aspect 

of the óworkô of self-care and therefore build poor foundations for sustainable learning and 

behaviour change. Their tende ncy to treat all patients as the same misses critical patterns 

of style and approach that lead to successful learning and adoption of self -care or struggle 

and potential failure.  
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3.  PART C: PATTERNS OF RESPONSE BY 

PATIENTS  

3.1  INTRODUCTION  

At the essence of the óhealth my way ô framework is the recognition that every patient has a 

unique  response to the challenges of self care -  based on their unique personal context, óIô 

identity and óWeô identity, and the complex interaction of these factors.   

A one size fits a ll approach is clearly not appropriate in this context.  However, the research 

also highlighted some broad patterns  of self care response amongst patients, and through 

analysis of these response patterns we have identified a number of potential patient 

segments.  

The existence of segments suggests the opportunity for more efficient and effective self 

care service delivery to meet the needs of different patient types.  

 

3.1.1  An overview of  the segments  

Nine patient segments have been identified, each with different  contexts, capabilities, 

learning challenges and information requirements.   Each is described in detail in sections 

3.2 -3.9, with each section including:  

¶ Segment Overview ï A diagram summarising the segment in terms of the four 

main dimensions of óhealth my way ô:  Content; Structure; Function; Process  

¶ Personal Story ï The story of a typical patient from within the segment (based on 

the stories of research participants, but not an actual individual)  

¶ Segment Profile ï A summary of the segment in terms of th e four main dimensions 

of óhealth my way ô; A summary of the segment in terms of its typical relationship 

with health servicesô professionals; A summary of key information / support needs 

indicated by the research.  

 

3.1.1.1  Self care óFunctionô ï Differences Betwee n Segments  

The following diagram provides a summary of the broad differences between the segments, 

and where they sit in relation to each other.  It uses a two dimensional matrix to illustrate 

each segmentôs orientation to self care Function ï that is, the  óworkô of self care: 

¶ The x -axis shows the level of success with outer work  ï that is, the óIllness workô of 

self care, and the óLifestyle workô of self care  

¶ The y -axis shows the level of success with inner work ï that is, the óI identityô work 

of self ca re, and the óWe identity work of self care. 
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Segments sitting in the top -right quadrant of the matrix exhibit óadvancedô self care 

responses, whereas those in the bottom - left quadrant of the matrix display minimal, or 

óunder-developedô self care responses. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 8 : Segmentation dimensions  

3.1.1.2  Self care óProcessô ï Differences  Between Segments  

Self care learning processes are continual, reflecting the changing context of patientsô lives 

and the progression of their dise ase.  However, the research highlights a propensity for 

different patient segments to tend to ósitô at different stages of a typical learning process. 

The diagram below summarises of where each segment tends to sit in terms of self care 

learning processes.  

¶ Segments that sit in the óResilienceô stage tend to draw on the lessons learnt and 

skills developed from previous self -care behaviour to assist their transition to new 

challenges they are faced with.  Their ólearning curveô is less steep, and they move 

swiftly to a stable and effective self -care regime.  

¶ Other segments tend to get óstuckô at different learning stages.   
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Figure 9 : Segmentation by stage in the macro learning cycle  
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3.2  EXPERTS 

3.2.1  Experts -  Segment  Overv iew  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

3.2.2  Experts ï A Personal  Story ï ñJohnò 

 

John is 61 years old, and lives with his wife of 35 years.  Two of his children live nearby, 

and he sees them regularly.  He owns a small mechanical engineering business and enjoys 

a comfortable li fe with regular overseas trips.  He is articulate and well - read and uses the 

internet on a daily basis, to keep up with news and research topics that interest him.  

He has always kept fit and never been overweight but in his 40s John developed an interest 

in CVD due to its impact on several family members -  his mother died of CVD at 56, his 

brother at 48 and his father at 70.  At 45 he began having regular health and heart checks, 

and making changes to his diet.   

At the age of 52, John experienced some ches t pain and suspected his heart as the main 

cause.  His GP ólaughed it offô but John insisted on an ECG referral.  The ECG revealed a 

problem and John ended up having an angioplasty and was put on medication.  Since then 
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he has had two more angioplasties an d two stents inserted.  He has continued with a range 

of different medications.   

John came to terms with having CVD very quickly ï rather than worrying about the future, 

his approach was to learn even more about CVD by speaking to health professionals, 

reading a wide range of literature and using the internet.   

Nowadays he is fully conversant about the disease and talks to the doctor on an óequal 
footingô basis ï confidently discussing and debating various different medications and 
treatment options.  He is competent, independent and self -assured in all aspects of self -
care and doesnôt feel that he needs any extra support and assistance ï from family, friends 
or the health system.  However, he would love to try any new tools or technology that could 
make a ccessing the health system more convenient or give him more control over his 
treatment.  

 

òUnofficially ï my friends call me óthe doctorô and ask my advice because I know about a lot 

of conditions and medicinesò 

ñI went to a Heart Foundation seminar about diet ï but I didnôt learn anything newò 

ñIôll do whatever needs to be done ï itôs just in my bloodò 

 

3.2.3  Experts ï Segment  Prof i le  

Self care context  

¶ Disease Stage:  One/two  

¶ Demographics:  High socio -economic; Professionals; Well educated; Urban; 40 -55 

years  

¶ Ski lls: Literate, fast learners, confident communicators, highly competent with 

technology  

¶ Resources: High -  internet, finances, transport, housing, time  

¶ Social capital: High ï strong personal and professional relationships and networks  

Self care learning pro cess 

¶ Generally sitting in óresilienceô or maintenance stage  

¶ Rapidly cycle through new learning processes  
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Self care structures  Self care functions  

óIô  

¶ Self identity ï Strong sense of self; 

Strong sense of personal control / 

empowerment; Highly confide nt  

¶ Values ï Highly independent; Open 

to new ideas; Motivated by 

challenges and goals  

óIô work 

¶ Self identity ï Maintain sense of self 

or quickly reframe/adapt; Self 

responsibility ï Take full 

responsibility; Reluctant to 

relinquish any control; Motivation ï 

Highly motivated by self care 

goals/challenges; Take pride in 

achievements   

óWeô   

¶ Clear sense of key roles, capable 

juggling multiple roles  

¶ Secure in main relationships; Not 

reliant on wider affirmation  

óWeô work 

¶ Good use of informal networks; Tap 

into formal networks / expert 

support as needed  

óI doô 

¶ Focus on positive and constructive 

activities  

¶ Happy working independently, 

decides when/how to spend time  

¶ Good at juggling tasks / setting 

priorities  

óIllnessô work  

¶ Highly competent and capable 

across all  areas  

óWe doô 

¶ Effective at maintaining /sustaining 

informal networks  

¶ Confident accessing formal 

networks / expert support  

óLifestyleô work  

¶ Highly competent and capable 

across all areas  

Relationship with health services  

¶ Doctors ï ñColleaguesò  

¶ Chronic c are practice nurses -  ñCatalystsò 

Key information / support needs  

¶ Need guidance and pointers, not hand -holding  

¶ Will appreciate and can handle additional / complex information  

¶ Will respond well to tools which give them greater control / independence.  
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3.3  TEAM PLAYERS 

3.3.1  Team Players -  Segment Overview  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

3.3.2  Team Players ï A Personal  Story ï ñTipeneò 

 

Tipene has been married to Joy for over 30 years.  They have a large family, some living 

fairly close by.  They are enjoying their retirement, spending tim e gardening, playing bowls 

and seeing family and friends.  Their church is important for spiritual and social support.  

Twenty years ago Tipeneôs heart began racing and he and Joy rushed to the hospital, 

thinking that he might be close to death.  The doctor s told him he had óatrial fibrillationô and 

would need to start medication, stop his 30 -40 a day smoking habit, cut down his drinking 

and lose weight.   

Both Tipene and Joy believe that you should always follow ódoctorôs ordersô.  On the way 

home from hosp ital Tipene handed his packet of cigarettes to Joy and said ódonôt let me 

touch themô ï he has never smoked since.  Over the next few weeks they began making 

small changes to their routine ï both of them started walking, eating healthier food and 

limiting alcohol to special occasions.  They donôt make a big fuss about Tipeneôs condition ï 


