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 ABSTRACT  

Aim  
This research explores the concept of self-management through the eyes of the patient with 
a reported diagnosis of Chronic Obstructive Pulmonary Disease (COPD), living in rural Western 
New South Wales to explore their understanding and experience of self-management and 
how they measure it. 
 

Background  
COPD is a debilitating, life-altering chronic illness. Self-management programs are 
instrumental in addressing the chronicity and burden of COPD, both for the patient and the 
health care system. Although literature worldwide supports the efficacy of self-management, 
studies traditionally focus on the medical economic model of supported self-management 
with the primary outcome of decreasing healthcare utilisation. Despite this extensive body of 
literature, the rural perspective of the patient’s lived experience of Chronic Obstructive 
Pulmonary Disease Self-management (COPD SM) has not yet been described. 
 

Study Design and Methods 
Fundamental Qualitative Descriptive method allowed an understanding of the lived meaning 
of COPD that required self-management. A purposive sampling technique identified eligible 
participants with an active service referral of COPD from an existing Western New South 
Wales Local Health District (WNSWLHD) client database within a 12-month period. Maximum 
variation sampling resulted in the recruitment of eight participants who met the eligibility 
criteria (four male, four female). These participants all resided in Western NSW regional and 
rural areas and were living with a reported diagnosis of COPD. The Greater Western Human 
Research Ethics Committee approved the study. 
One semi-structured interview was conducted with each participant between August 2015 
and April 2017. Interviews were transcribed verbatim. Data were organised into meaning 
units and considered the participants’ narratives of being a person with COPD requiring self-
management, against the larger picture of the rural and regional health system, family and 
community. From these units cogent themes emerged. All themes were richly saturated with 
no new themes developing.  

 

Results / Discussion  
The data unveiled four themes: Adapt, Pace, Preserve and Own. Exploring COPD self-
management through the patients’ lens, their lived experience provides a meaningful and 
context-driven explanation of patients’ perceptions of self- management, opening up the 
concept of subjective patient measures as an indicator of self-management. 
 

Keywords: COPD, Self-management, Rural Health, Patient Experience, Descriptive 

Qualitative Method  
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EXECUTIVE SUMMARY   

Implications  
COPD is a serious and debilitating lung disease and was the cause of 5,306 premature deaths 
in Australia in 2011 -2013 1 and is the fourth leading cause of death internationally 2. The most 
frequent cause of COPD in Australia is tobacco-smoking, framing COPD as a preventable and 
manageable disease 3. As there is no known cure for COPD 4, assisting people with the disease 
to manage their symptoms and reduce disease progression is important to minimise the 
burden to the patient, the family and the healthcare system. 
 

Current Context  
COPD in the Western New South Wales Primary Health Network Area is ranked highest 
amongst the chronic diseases that contribute to Potentially Preventable Hospitalisations 
(PPH) with a rate of 371 PPH per 100,000 people 5. While WNSWLHD had an increase in 
mortality associated with COPD over the period 2011-2012, admissions for COPD decreased 
6. In 2008, the annual economic impact of COPD in Australia was estimated to be $98 billion 
through direct financial costs ($8.8 billion) and through loss of well-being ($89.4 billion) 7. 
Direct costs to the healthcare system were estimated at $900 million with hospital admissions 
being the largest contributor to cost burden 5. This represents a higher cost per case than 
arthritis, cardiovascular disease or osteoporosis 5. Self-management is mutually effective for 
the Healthcare System and person with COPD, by acting as a conduit impacting on economic, 
social and physical outcomes in the management of COPD. 
 

Current Research  
Self-management in COPD has been described as enabling individuals to 4: 

• identify and modify risk factors such as smoking, and exposure to noxious gases and 
irritants 

• take prescribed inhaled medicines (and if applicable, oxygen) 

• engage with pulmonary rehabilitation or any form of physical activity most days of 
the week 

• access support groups  

• proactively seek treatment for respiratory infections 

• discuss end-of-life issues  

 

Current research has focussed on outcomes primarily linked to the economic impact of COPD, 
such as healthcare utilisation, hospital admissions and length of stay 5,7. Since 2017 
WNSWLHD has adapted Leading Better Value Care (LBVC) 8, working with clinicians and health 
service managers to identify and treat gaps in managing COPD within their health service. 
With an increasing prevalence of COPD and the prediction that it will rise in rank for all-cause 
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mortality 3, further research exploring the meaning of living with COPD through the patient 
lens is warranted. There is limited literature that explores the true meaning of COPD self-
management through the patient lens and how patients measure their success. There is 
certainly no literature that explores this from the rural perspective in Australia.  

This research explored the lived experience of the person living with, and self-managing, 
COPD in rural Western NSW; how people define self-management and how people measure 
the success of their self-management.  

 

Methods 
This single-site study used a Fundamental Descriptive Qualitative research design. Eight in 

depth interviews with people living with COPD were conducted, with thematic analysis used 

to derive meaning from the data. 

Results 

This research unveiled four themes: Adapt, where participants discussed changes as a result 
of accepting their condition; Pace, where individuals describe pacing not only their activities 
but their emotions; Preserve, where quality of life becomes the primary focus; and Own, 
which described the process of self-reliance and self-control. These themes revealed the 
resilience and determination that people living with COPD in rural WNSW, exhibit in managing 
to live with the debilitating chronic disease of COPD. 

 

Discussion and Recommendations 

Reflective clinical practice is imperative to assisting patients to self-manage COPD. Health 
services often ask people how they are self-managing but neglect to explore what their unit 
measure of success is and if they reward themselves when they have achieved their goals. 

Transferring and implementing research outcomes into clinical practice is a challenge for 
clinicians and managers, though one that is achievable. These research findings are 
complementary to the implementation of Leading Better Value Care (LBVC).  

Research is often the catalyst for further research. The outcomes of this research will deepen 
clinicians understanding of COPD and enhance their management of COPD in WNSWLHD. To 
truly understand and provide holistic management of COPD further research could inform 
clinical practice and policy. Suggested future research could include: 

• The effect of Chronic Disease on men’s socialisation and isolation 

• Development of a two question COPD SM tool that can be utilised by both patient and 
clinician, ensuring concordance of self-management  

• An understanding of the patients’ unit measure of success for self-management 
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• The use of pedometers in COPD self-management – and consideration of an optimal 
range of steps 
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INTRODUCTION  

This report was supported by NSW Ministry of Health, Health and Training Institute, Rural 
Research Capacity Building Program. The provision of a grant, enabled acquisition of valuable 
skills in research through mentorship and training. The report provides insight into why and 
how the research evolved, outlining recommendations for practice and potential further 
research. This research provides a platform for the person with COPD to tell their story - the 
rural perspective of living with COPD and how people self-manage: an untold dialogue. It is 
envisaged that the findings of this report could foster changes to current models of care for 
people with COPD living in rural Western NSW, enhancing the body of literature, shaping and 
influencing clinicians’ clinical practice, and providing patient-clinician concordance within an 
already resource-poor and fiscally-challenged health care system. 

 

BACKGROUND  
Worldwide, COPD is the fourth leading cause of death, accounting for 6% of deaths globally 
2. It is estimated that by the year 2020, this debilitating disease will be ranked third worldwide 
in all-cause mortality 9. 
 
Similarly, COPD in Australia contributed to 5.3% of deaths in the age group >55 years, with 
mortality increasing with age and disease chronicity; 42.8% of the mortality for the age cohort 
75-84, was linked to the person’s COPD 3. Comparatively, Australia is placed midrange within 
the Asian-Pacific region for COPD mortality 3. The most frequent cause of COPD in Australia is 
tobacco-smoking, framing COPD as a preventable and manageable disease 1,3. As there is no 
known cure for COPD 4, assisting people with the disease to manage their symptoms and 
reduce disease progression is important to minimise the burden to the person with COPD, the 
family and the healthcare system. 
 
According to the Centre for Epidemiology and Evidence 6, WNSWLHD has had an increase in 

mortality associated with COPD from 33.5% (NSW 22.2% average) in 2011-2012, to 38.5% 

(NSW 24.3% average) in 2015-2016; well above the NSW average. However, hospitalisations 

for the same periods have decreased marginally from 1375 to 1352 per 100,000 people, 

suggesting possible progress in managing symptom impact. Additionally, a  remote area 

within WNSWLHD  ranked fourth nationally, with hospitalisation rates for COPD more than 

three times the national average 10. 

 

COPD Defined   
Chronic Obstructive Pulmonary Disease (COPD) is a progressive preventable illness defined by 
irreversible airflow obstruction post bronchodilator; with forced expiratory volume in one 
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second (FEV1) / forced vital capacity (FVC) < 0.7 4. It is associated with increased sputum 
production, dyspnoea and cough resulting in a complex syndrome of fatigue, physical 
incapacity, emotional and mental grief, leading to social isolation and forced changes in 
persons’ activities of daily living 11. 

 
Self-Management Defined 
Self-management refers to person’s engagement in activities that promote, prevent, interact, 
monitor, implement and manage health, and emotional and physical symptoms. It 
encompasses relationships that support the person with chronic disease to maintain 
functional capacity through a collaborative process of person-centered goal-setting 12, 13. 

 

Self-Management Models 
The concept of self-management is grounded in Albert Banduras’ Social Learning Theory 

which explores self-efficacy and its impact on self-management 14. The work of both Wagner 
15 and Lorig 16, 17 are synonymous with self-management. Lorigs’ model of Chronic Disease 

Self-Management – the Stanford Model, applies a set of generic principles of care to enhance 

chronic disease management based on Wagner’s earlier works 18. Australian clinicians have 

embraced the principle of self-management with the development of the Flinders Model of 

Chronic Condition Self-Management 18 and more recently the Health Change Australia 19 

model of care for chronic conditions. These self-management models have deviated from the 

once rigid medical model of care to the holistic concept of self-management driven by 

patient’s self-directed goals 20.  More recently, the NSW Ministry of Health’s clinical initiative 

to addressing the disparity in health and fiscal outcomes for COPD has embraced a new model 

of care – Leading Better Value Care (LBVC), with a change in focus from volume to Patient 

Reported Experience Measures (PREMS) and Patient Reported Outcome Measures (PROMS) 
8. 

 

Impact of COPD 
The annual economic impact of COPD in Australia was estimated to be $98 billion through 
direct financial costs ($8.8 billion) and through loss of well-being ($89.4 billion)7. The greatest 
burden of disease for COPD is in males aged 75-84 years 1. COPD is currently ranked third in 
Australia for Burden of Disease (disability-adjusted life years) 21. COPD is considered a 
targeted avoidable admission 22, 23 defined as, “hospital admissions that could have been 
avoided either through disease prevention, or more timely or improved care process” 24(p. II). 
In Western NSW Primary Health Network Area, COPD is the highest cause of PPH 5. Such 
admissions challenge and place undue pressure on healthcare utilisation 25. Equally, the 
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impact of hospitalisation on the person increases their risk of falls, loss of independence and 
cognitive dysfunction 26. In the social environment, COPD has a significant impact on the 
person, resulting in increased social isolation, and changing roles within the family, leading 
the person living with COPD to question their purpose and sense of worth 27,28.  

Search Strategies 
The current body of COPD self-management literature was accessed through the Clinical 
Information Access Program (CIAP). Support was received from the WNSWLHD librarian and 
mentor. Articles were reviewed from Embase, Medline, Psychinfo, Pubmed and CINAHL 
databases. Search terms included COPD, Self-management, Rural Health, Understanding, 
Experience and Descriptive Qualitative Research using a combination of ‘or and ‘and’ in a 
Boolean search strategy.  No time limits were placed on publication. Articles published in a 
language other than English were excluded. Relevant policy documents and reports were 
accessed electronically from Government bodies (for example The Australian Institute of 
Health and Welfare (AIHW). 

 

Literature Review 
An aging Australian population foreshadows an increased prevalence of people with COPD, 
which will continue to place undue strain and will impact significantly on both the healthcare 
system and quality of life of people with COPD. “Self-care and medical care are sometimes 
viewed as competing rather than complementary strategies” in the pursuit of chronic disease 
management 13 (p.1097). People with this chronic condition, who are often labelled ‘frequent 
flyers’ and ‘non-compliant’, provide a challenge for the acute health care setting 29. Successful 
management of COPD is often measured by volume in acute care facilities through decreased 
admissions and length of stay.  

The outcomes associated with self-management and COPD are the subject of many studies 
25. These studies have traditionally been entrenched in the medical economic model of 
supported self-management with outcomes, including but not limited to, decreasing 
healthcare utilisation as the primary endpoint. Every patient self-manages to some extent, 
even when supported by health care professionals or through the process of taking their 
medications as prescribed. Relationships between Health Care Professionals and the person 
living with a Chronic Disease is pivotal in supporting people to self-manage 30. 

A review of the COPD Self-Management literature concluded that self-management 
interventions correlate with decreased hospitalisations and/or presentations to the 
Emergency Department 31, 32, consistent with increased Patient Health Related Quality of life 
32, and symptom relief of breathlessness (short term) and anxiety 33. However, several studies 
note the ambiguity surrounding the effectiveness of self-management in decreasing 
healthcare utilization 34, 35. Whilst it is noted that reducing costs through improved self-
management should theoretically improve quality and access to effective health care 36, and 
self-management can result in decreased anxiety, depression and breathlessness, it does not 
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improve exacerbation rates 37. This questions the notion of hospital readmissions as a metric 
for effective patient self-management. 

In the primary healthcare domain, Chronic Disease Clinics provide case management, and 
recall and referral of people with chronic diseases to appropriate services. For COPD, the 
focus is pulmonary rehabilitation, with the purpose of improved symptom management and 
earlier detection and management of exacerbations through the use of COPD action plans 
and patient education 15, 38. Such an approach has resulted in improved patient self-
management and patient outcomes with decreased hospitalisations 39, 40.  

Although the burden of disease and death rates has decreased in Australia overall, people 
living in rural and regional Australia are more likely to have lower life expectancies than those 
of their metropolitan counterparts 1. A particular challenge in Australia is the delivery of 
optimal health care to the rural patient cohort who are disadvantaged by inequitable access 
to services such as specialist healthcare professionals, poor resource availability, the tyranny 
of distance and a lower socio-economic status 41, 42, 43. Within this challenging environment 
there are demands on clinicians to meet key performance indicators such as decreased length 
of stay and reduced avoidable admissions, in a healthcare system that is tasked with the 
challenge of working smarter with limited resources.  

Understanding the concept of self-management from the person’s perspective is essential for 

clinicians and healthcare professionals in supporting persons with COPD to self-manage their 

disease. The concept self-management has been discussed in terms of its impact on 

healthcare utilisation 35, improved healthcare outcomes such as decreased hospital 

admissions 34, individual patient goal setting 11 and behavioural change such as the use of 

motivational interviewing and cognitive behavioural therapy in individual tailor-made 

programs 25. This should be viewed against the findings of phenomenological research into 

living with COPD that reveals themes of subordination 44, identity protection 44 and the 

shrinking life-world of the person with COPD 45.  

Whilst there has been an increase in self-management programmes for COPD, there remains 
a gap in reporting of successful outcomes of implementing self-management of this chronic 
condition. As the chronicity of COPD increases, the reliance on healthcare utilisation also 
increases 46, which is often interpreted by clinicians as a result of the person’s poor self-
management. A recent review of COPD management in rural Australia and New Zealand, 
highlights the lack of research in this area 47. There is limited literature that explores the true 
meaning of COPD self-management through the patient lens and how people measure their 
success and there is no identified literature that explores this from the rural perspective.  
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RESEARCH AIM AND QUESTION 
This aim of this research was to explore the patient-centred understanding of COPD self-
management including how people define self-management, how patients measure the 
success of self-management and the lived experience of people living with and self-managing 
COPD in rural Western NSW.  

The research question was: 

“What is the understanding and experience of self-management of people with a 
reported diagnosis of COPD living in Rural Western NSW?”  

 

Rationale for Research  
The disparity between the health system’s key performance indicator of decreased healthcare 
utilisation 24, and the patient’s concerns for increased physical and social functioning 45, 48 is 
the catalyst for this research. 

• While people with COPD are known to have significant disability, there is a 
stigma attached to the disease which is considered to be self-inflicted 49. 

• While self-management is the cornerstone of COPD care, we do not 
understand what this means to patients. 

• While rural dwellers with COPD are considered a high-risk group for hospital 
admissions 50, COPD research in rural and regional Australia is limited. 

• COPD management requires a holistic approach to a partnership in care 45. 
 
Demystifying the paradigm of self-management is critical for healthcare professionals, to 
guide and influence their management of people with COPD across the health care spectrum– 
acute to community - to maximise healthcare resource utilisation and to encourage people to 
achieve their self-directed goals.  

 
 

STUDY DESIGN and METHODOLOGY  
Study Design 
This single site qualitative research explored the person with COPD’s lived experience and 

their ‘experience of the phenomena’ 51, in this case, COPD self-management in rural NSW. 

Semi-structured interviews encouraged open dialogue, with patient stories audio-recorded 

and transcribed verbatim. A fundamental qualitative descriptive method 52 informed data 

collection and analysis. 
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Ethics  
Ethics approval for this research was received from the Greater Western Human Research 

Ethics Committee (HREC) on 25th February 2015 (Reference Number: HREC/14/GWAHS/108).  

Site Specific Assessment approval was received from Western NSW and Far West Local Health 

Districts on 3rd June 2015 (Reference Number: SSA/15/GWAHS/32) for the eight health 

services within the Western NSW LHD from which the participant sample was drawn  

Sampling and Sample  
People were eligible for the study if they met the inclusion criteria of having an active 

service referral of COPD over a 12-month period from the principal researcher’s Western 

NSW LHD client database. Participants who were cognitively impaired, or who had a 

diagnosis of lung cancer were ineligible to participate.  

Eligible individuals were sent a letter of invitation and recruitment documents in blocks of 

ten, stratified for gender and geographical location. A third party, the Health Information 

Officer Western NSW Local Health District, compiled the eligible participant sample for the 

study (n= 41), ensuring recruitment transparency. Potential participants, were sent a covering 

letter of invitation, along with a Participant Information Statement (PIS) and consent form  

from a member of the research team (mentor, coresearcher JG), not involved in the person’s 

clinical care. Potential participants then returned their consent form in a stamped, pre-

addressed envelope. People were encouraged to discuss participation with family and friends. 

The initial contact letter provided contact numbers for both principal and co-researcher to 

answer questions potential participants may have.  

Letters were sent to 38 potential participants. Of these 11 replied and consented however 

two did not meet the selection criteria and were not interviewed. Of the nine remaining 

participants that were interviewed one was found to be ineligible after interviews, due to a 

recent diagnosis of lung cancer. The data from this individual was not included in the final 

analysis, leaving eight full transcripts for analysis. There was a 1:1 ratio of male to female 

participants (7), and a ratio of 1:1 for participants who geographically reside in a regional area 

of >40,000 population and a rural area of <40,000 population who met the inclusion criteria.  

Data Collection Methods  
The Principal Researcher contacted eligible consenting participants by phone, to arrange a 

time and place that was mutually agreeable to conduct the interview. Participants were 

offered an interview either face-to-face with the Principal Researcher or a telephone 

interview conducted by the Co-Researcher. All but one participant chose to be interviewed in 
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the comfort of their home with the remaining interview conducted in the Chronic Care Unit 

at the local health service. All interviews were conducted face-to-face.  

The interview process involved semi-structured interviews using an interview guide. The 

interview guide included five broad, open-ended questions (Appendix A) that encouraged 

open participant dialogue. Input was sought from clinicians from the Cardiopulmonary Unit 

at Dubbo Base Hospital and colleagues within NSW Ministry of Health on interview guide 

development. Interviews were audio recorded and transcribed verbatim to reveal themes 

that explore the phenomena of self-management through the eyes of the person with living 

with a reported diagnosis of COPD in rural Western NSW 51.  

Although the participants were known to the Principal Researcher who conducted the 

interviews; to build rapport and ensure participant comfort with the interview, the Principal 

Researcher discussed the reasons for the research and collected relevant demographics: - age 

group, gender, location population, prior to audio-recorded interviews. Participants were 

assured that their decision to participate, or not to participate, would not affect the care they 

received from the health service. 

Throughout the interview process the interviewer was cognisant of the potential for 

participants to become emotionally distressed or short of breath whist telling their story. 

Participants were offered to have a carer or family member present for support throughout 

the interview – all participants declined. A Participant Distress Protocol (PDS) (Appendix B) 

approved by ethics formed part of the interview process. Interviews were conducted at a 

steady pace guided by the participants, allowing time to articulate feelings. At the completion 

of the interview, participants were provided the opportunity to ask questions or time to 

further continue their story. The duration of the Interviews was 16 -49 minutes, (median 

duration 27 minutes).  

To ensure the researchers safety, a First Home Visit Assessment Safety Checklist was used as 

the basis for risk assessment by phone, as per the Home Visiting Safety Measures 

(WN_PD2011_ 107) (Western NSWLHD, 2011) (Appendix C) prior to interviews being 

undertaken. There was no financial reimbursement for people to participate in this research 

study. For the researcher’s reference and participant de-identification, each consenting 

participant was given a numerical code and a pseudonym for reporting of research results. 

After each interview had been completed, data was initially analysed and themed consistent 

with rapid analysis technique, understanding each interview transcript before continuing with 

the next interview. Robust qualitative samples do not set a sample size at the beginning but 

rely on the concept of data saturation, where sampling continues to a point where no new 
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themes are developing, and the method proposed by Francis et. al. 53, was used to determine 

the point of saturation, when after three consecutive interviews no new themes emerged 

from the interview data. Francis et.al. 53 suggest that for qualitative research the number of 

interviews to achieve the criterion of data saturation is up to 10 interviews (+ 3 consecutive 

interviews with no new themes arising from the interview data). In this study saturation was 

achieved at n=9.  

Data Analysis  
Transcription of the participant interviews was undertaken by the Principal Researcher. This 

process immersed the researcher in the richness and depth of the data allowing reflection 

and insight into what it is to live with COPD in rural Western NSW. Audio-recordings and 

transcriptions were replayed and reread ensuring all data was captured and understood. 

Discussions with the Co-Researcher (mentor), guided the novice researcher through the 

process of data analysis and theme development.  

Preliminary analysis of the rich data educed from the transcribed participant interviews, was 

coded and themed consistent with rapid analysis technique of understanding each interview 

transcript before continuing with the next interview, forming the basis of the research 

platform. Sandelowski describes fundamental qualitative description as the researcher 

presenting the data in a way that allows a comprehensive, conceptual, factual description of 

the events 52. The first three interviews were analysed and themed by both the Principal 

Researcher and Co-Researcher to ensure thematic consistency. The Principal Researcher then 

completed the coding and theming of the final interviews. 

Sandelowski acknowledges that “no description is free of interpretation” 52 (p. 335), but that 

fundamental qualitative description is low-inference. Remaining true to participant’s 

transcripts and meaning, the principal researcher contextualised findings, drawing on 

participant’s words to describe how people define self-management, how patients measure 

the success of self-management and the lived experience of people living with and self-

managing COPD in rural Western NSW. 

A process of reflexivity is important to maintain awareness of potential researcher bias and 

to allow a reduction of the interview data.  The Principal Researcher (MB) is a Nurse 

Practitioner for Chronic & Complex Care in Western NSW. She felt there was a 

disproportionate emphasis on avoidable admissions as a measure of successful disease 

management. She also felt that the term self-management was used extensively, without an 

understanding of how people with COPD understood or implemented this concept. The co-

researcher (JG) is a nurse academic with a long clinical background in the surgical 
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management of COPD, and as a researcher of patient experience of COPD. She believed that 

elements of self-management are actively engaged with by some patients, and avoided by 

others, according to their personal locus of control and social resources. 

 
FINDINGS / DISCUSSION 
Participant Demographics and Characteristics 

Of the total of eight participants included in the final analysis, four male and four females, 
with five coming from a regional centre and three from the surrounding rural area.  
Most participants (n=5) were aged 65-75 years, with one under 65 and two aged over 75. 
At the time of interview male participants had lived with COPD for two to twenty-three years, 
compared to the females who had lived with COPD for four to ten years. Six participants were 
married and living with their spouses and two were widowed, but described either close 
family support or friends. 
 
All participants described one to three existing comorbidities, consistent with Australia’s 
Health 2016 report 1, such as cardiovascular disease inclusive of heart and stroke, 
osteoarthritis, rheumatoid arthritis and cataracts which impacted on their management of 
COPD. Participants described the impact of comorbidities on managing their COPD. Ted 
explained the impact of his osteoarthritis and rheumatoid arthritis had on his ability to 
exercise which was important for managing his COPD “one works against the other” revealing, 
“other problems are worse than the lungs”. 

 
For Clare, the comorbidities led to an entwining of disabilities that shaped her ability to 
function effectively in her world:  
 

“Probably more because of the rheumatoid  …you know they are all sort of mixed up 
together… My lungs may feel great, but the bones… when the pain kicks in… it’s a 
combination of a lot of things. You know, one might feel great and something else 
won’t work. So, it’s a vicious circle sometimes.”  

 
All participants had a history of smoking (range 25-54 years, median of 40 years), with two 

participants continuing to smoke. Participants achieved smoking cessation status through the 

use of Nicotine Replacement Patches, prescription medicine like Varenicline and willpower. 

Henry who continued to smoke was ambivalent in portraying what stopped him from giving 

up smoking. He acknowledged he had had the conversation with his doctor regarding smoking 

cessation describing how the message was filtered and discarded: …the doctor, blah, blah, 

blah, but it just goes into your head. It goes out the back, so, I don’t worry about it. So, for now 

I think … I should have listened to that”.  
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Clare who was active as a volunteer, had tried to give up smoking many times, but found that 

stressful situations reinforced smoking as a stress relief, “When I get into a stress situation, 

that [smoking] is the first thing that happens”. 

The rich data unveiled four emerging themes: Adapt, Pace, Preserve and Own. Within the 
three themes Adapt, Pace and Preserve, domains emerged in the context of social, emotional 
and physical well-being, with Own exploring the meaning of self-management for people 
living with a reported diagnosis of COPD, and describing how they measure their success in 
self-management. 
 

Adapt 
For these participants, living with COPD was a challenge requiring belief in oneself. 
Participants needed the capacity to adapt their lifestyle and activities to maintain an 
acceptable quality of life by their standards. The resilience of participants living with and 
managing COPD, and the way that this resilience shaped and influenced their decisions was 
defined by their understanding and acceptance of their diagnosis and disease. 
 
For Barry, a keen lawn bowler, part of adaptation to COPD was a new understanding and 
acceptance of life with good days and bad days: “…some days I am worse than others...  I am 
worse when I have got a little bit of phlegm on my chest. And when I am clear of phlegm off 
my chest… I breathe a lot better”. 
 
Adapting to change required acceptance. Often people with COPD struggled to accept that 
smoking contributed to their burden of disease, and for some, this delayed their adaptation 
to life with a smoking-related disorder. Bruce was nonchalant in accepting that his COPD may 
have been attributed to his 25-years of smoking: “From smoking years and years ago, that I 
am told anyhow. So, you got to take it from there I suppose.” 
 
For Alison, a fiercely independent woman, acceptance of her diagnosis, underlying cause and 
prognosis was an important part of adapting to life with COPD: “I understand that 
emphysema is caused by my smoking, which I did for many years. There is absolutely no cure 
for it, and I will progressively get worse.”  

 

Failure to adapt 

Failure to adapt to living with COPD impacts on the person’s ability to self-manage. Henry the 

youngest participant (55-65 years age group) described the effect COPD had on his life and 
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his difficulty adapting to this new self that could no longer socialise or contribute to others in 

meaningful ways:  

“Buggered me life. I don’t go anywhere now, I can’t walk or I can’t do anything to the 
house or lawn mowing or, I can’t do nothing, nothing. I don’t do a thing. And I don’t 
walk, so I got rid of my licence there, because I can’t drive.” 

 
Bruce described feelings of inadequacy and anxiety, having difficulty adapting to his reduced 
level of contribution and function; “I think it’s just the inadequacy that makes you anxious, 
knowing that you can’t do things.” 
 

Social adaptation 

Adapting to the ‘new you’ was often fought with feelings of grief, shaped by loss of 
independence, self-image and changes to roles within the family and work environment.  
Kirby et. al. concluded that people with Chronic Disease whom accepted identity change were 
in a position to “activate the process of self-management” 29 (p. 204). Marcia described a change 
in her role within the family; “It’s like we’ve swapped roles. It’s like I’m the daughter now and 
she’s the mother’’. 
 

Two participants described companionship as a way of adapting to their COPD. Both 
participants were male, married and had been socially active throughout their work life of 
building and truck driving. Bruce who lives in a regional town noted the importance of 
maintaining social connections. Adapting to his life of living with COPD, required Bruce to 
source his social interactions from outside his usual work environment of which he was no 
longer a part;   
 

“I am a member of the RSL and I go to the, I go to the monthly meetings… Yes, it’s 
good when you can go to the meeting and you often meet some of them out in the 
street when you are doing shopping, you have a bit of a natter to them and discuss 
what’s happening” 

 
For Ted, a small rural town dweller, companionship and connection to the outside world was 
achieved through digital media, assisting his adaptation to COPD:   

 
“I try to make my life as best I can live it. And be that with the help of Foxtel… It’s some 
company, a companion… I like radio too. I have a little radio that I listen to… It is a form 
for me of being able to communicate with someone. I still like to know what is going 
on in the world; I still like to know what is happening around me.”  
 

Although both participants described the importance of their relationships with family, both 
participants also conveyed their feelings of social isolation. Both men were active prior to 
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ceasing work, one a builder, one a butcher. This highlights the importance for health 
professionals to screen for people’s sense of social isolation. 
 

Emotional adaptation 
Participants expressed many emotions in relation to adapting to their diagnosis and 
understanding of their disease, describing feelings of denial, anxiety, frustration, depression, 
loneliness and hope. Emotional wellbeing was a key attribute to living with and adapting to 
COPD. Alison struggled with her diagnosis of COPD: “I am fighting it, I think. I don’t think I 
have sorted myself out. I am learning to cope with; with where I’m at and what I can do … It 
is fighting the acceptance of it.”  
 
Emotional adaptation encouraged resignation of COPD as a lifelong coexistence. It would 
always be there and at times more prevalent than others. Clare who lived regionally and 
continued to smoke explained her adaptation: “I know it’s there and I’ll have it forever … yes 
there are things that I can improve on. I won’t fix it, but I can make life better.”.  
 
 

Physical adaptation 
Activities of Daily Living (ADLs) are often involuntary, they are learnt procedures embedded 
in our daily lives and existence, often taken for granted. Adapting how we manage daily 
activities is necessary to minimise the impact of COPD symptoms. It is often about breaking 
down the steps required to achieve the desired outcome. Barry once an active man who 
enjoyed tennis and ballroom dancing has adapted his practice of settling into bed: 
  

“I breathe a lot better when I am just sitting around. But when I lie down in bed… for 
the first three or four minutes… I seem to gasp for breath... I don’t seem to be able to 
breathe. A lot of the time I sit up… on the side of the bed for two or three minutes and 
then lower myself onto the bed slowly… when I first lie down, it tends to cut my breath 
off, after that I seem to be alright.” 

 
Clare found adaptation meant accepting a ‘new normal’ when it came to her daily activities. 
“Makes things a lot slower. You get out of breath, so you are not capable of doing as much as 
you used to do.” 
 

Pace 
Maximising quality of life and minimising symptoms required the person living with COPD to 
pace and employ strategies to help them achieve their goals, either written or verbal. Joan, a 
rural dweller who lived alone described how she managed pacing day to day activities; “a lot 
of things you can’t do that you would like to do. But, if you go at your own pace, you will get 
there.” 

 



  

20 

“If you believe you’ll achieve” 
Michelle Baird 
HETI REPORT 2015 

Social pacing 

To accept and understand limitations that have changed the way you socialise is a challenge 
requiring strength and humility. Alison a very independent person who had portable oxygen 
was “terrified she will become totally reliant on it”. She expressed her fear of going out and 
having to walk any distance: “It is impacting on my life in as much as I am getting frightened 
to go out places that, where I know I’m going to have to walk any distance”.  
 
Equally, Alison did not want to put herself in a situation that drew others attention to her: “If 
I become breathless, I draw attention to myself and I hate being the centre of attention. I hate 
people fussing over me”.  She describes an incident when she was out shopping: “I walked up 
from the carpark and, I became very breathless … I had people flocking around me and that 
actually made me worse because I don’t like being the centre of attention and I suddenly was”.  
 
When planning social activities, participants paced themselves, often tailoring their activities 
to ensure they were able to participate. Joan conveyed she needed to know what she was 
doing ahead of time; “If I’m going out tonight, I need to know this morning so as I can be on 
my oxygen, so I can go out tonight”. 

 
Emotional pacing 
Participants expressed a sense of responsibility and felt encumbered in the impact that their 
condition had on family and carers. Ted described feelings of loneliness, explaining that he 
had always been a persons’ person, having worked and ran his own business. Gullick and 
Stainton 45 have shown the effect of caring for a person with COPD has on a carer, however 
participants expressed concerns and were cognisant of not impacting on others’ lives. Ted 
conveyed how his lung condition affected him emotionally and how he managed this without 
impacting on family: “Lonely, you get lonely …. I’ve got my wife, but I try not to stop her from 
having a life and going places and doing things… it means that the most people I talk to is the 
two dogs”.  
 

Physical pacing 
Maintaining optimal physical strength and mobility played an important role in self-managing 
COPD. Participants described changes in their functional status as slowing down. “It slows me 
down a lot… a lot of things you can’t do you would like to do… you go at your own pace; you 
will get there. (Joan) 
 
Marcia who lived with her daughter in a regional town identified that she was not able to 
vacuum or mop. She explained that she “used to take pride in doing housework”, but has 
learnt to pace her activities thus being able to achieve her goal “I have found that I am able 
to do is iron. I only limit myself to 6 items and then I sit down and rest”. To manage activities 
required pacing oneself to achieve the desired result. Shortness of breath impacted 
significantly on participants, with participants often pacing themselves. Barry explained:  
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“I can walk a lot better on the flat than what I can up a hill. You know when I walk up 
a hill, I go for about five minutes, and then I’ve got to have a spell and get my breath 
back again.”  

 
Participants undertook many forms of exercises from a structured approach such as 
pulmonary rehabilitation to an ad hoc approach of walking. Setting goals and having a unit of 
measure inspired participants when exercising. For some participants’, their main form of 
exercise was walking, with two participants measuring their number of steps with a 
pedometer; Bruce had a home-based exercise program that he consistently did and used a 
pedometer as a measure of achievement “I like to have the pedometer on and walk 1000 steps 
per day”, whereas Joan who until recently was able to mow  her lawn, wore her pedometer 
and would each night check how many steps she had done “ I’d like to be up around five to 
six thousand”. 
 

Preserve 
Healthcare professionals often talk in systematic terms of lung function and treatment as 
tailored towards preventing or slowing the decline of lung function. To the person living with 
COPD preserving quality of life, maintaining independence, humility and a sense of belonging 
and worthiness is key to managing COPD 45.  
 

Social preservation 

Socialisation contributes significantly to the burden of disease 1, 49, impacting on the way in 
which the person living with COPD is able to socialise. Not only have participants adapted the 
way in which they socialise but they have also preserved their socialisation process. Joan who 
attributes her retirement to her COPD, describes how she uses her home oxygen, but also 
purchased a portable concentrator preserving independence and socialisation; “I have a little 
machine that I can take away – I went on a cruise... that was my best friend.” 
 
It is not always the art of socialisation that is the inhibitor but the means by which you are 
able to socialise. Home oxygen although it enabled some participants to socialise it also 
created a physical and emotional barrier to socialisation for others. Adams concluded that 
home oxygen is both a facilitator and a barrier to remaining socially connected to the world 
in which people with COPD live 54. Bruce who is a member of the local club, is delighted to be 
part of a club where he meets people with similar interests, however finds home oxygen limits 
his travel “you can travel to the extent as far as your oxygen will allow you to do”. 
 

Emotional Preservation 
The reported emotions associated with living with COPD range from euphoria to dysphoria, 
with participants expressing a sense of accomplishment when they were able to achieve their 
goals to disappointment and sadness when they were unable to achieve their goals or 
suffered an exacerbation. Joan conveyed how she feels when she had achieved “I feel 
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fantastic when I feel like I have achieved something”, gaining confidence and improved self -
esteem through positive self-affirmation “… each time I can do something I just feel happy 
that, “Yeh, I can do that”. 
 
Marcia had a history of depression was determined to preserve her emotional wellbeing, not 
letting COPD control her life, but that she controlled it. She reaffirmed that living with COPD 
is manageable: “I am determined I’ll go out and enjoy life while I can and when things that I 
can’t do, I’ve just got to put up with it.” Barry who attributes his retirement to his failing lungs, 
expressed feelings of grief as he no longer felt needed by his grandchildren “she is a camp1 
dafter now and she doesn’t need me anymore”. His role within the family unit had changed. 
Barry expressed that as he gets tired it changes his capacity for productive social interactions: 
“I might get cranky at times … a bit crankier than I normally was.” 
 
People’s past experiences, be they personal or vicarious, influenced and shaped the modality 
of care decisions. Marcia conveyed “everything is restricted because of these blasted lungs” 
and was determined not to go down the path of home oxygen “I would feel restricted, because 
I have seen my sister go through that oxygen and she became reliant on it so much and I don’t 
ever want to be like that”. 
 

Physical Preservation 
As COPD progresses, managing day to day activities is challenging requiring help from family 
or carers to preserve energy. Alison describes the loss of independence: “…I’ve always been 
so independent and I find now that everything is taking me twice as long and there are some 
things that I need to ask for help to do”.  She proudly described how she maintained self-
preservation and independence whilst shopping with assistance from her husband: “I am 
pretty much doing a large shop and he comes to help me, mainly to lift the bags out of the 
trolleys into the car. That’s something I find a bit difficult, but I still drive”. 
 
Participants preserved functional status through participation in pulmonary rehabilitation, 
engagement with healthcare professionals (HCP) and by adhering to a self-established 
routine. Clare described pulmonary rehabilitation as a motivator “motivation to get you in 
and do it and push yourself, do that bit more, that you’re not inclined to do when you are on 
your own”. Four of eight participants had attended exercise classes – pulmonary 
rehabilitation. Of the four who did not attend pulmonary rehabilitation, three were male, 
with only 50% residing in a regional area where pulmonary rehabilitation was available. There 
is a recognised need for further research into transference of interventions into rural and 
remote Australia and New Zealand 47.   

 
1 Camp drafter: “a mounted rider riding into a "camp" (corral or yard) which has six to eight head of cattle in it. The rider (cuts out) one 

steer or heifer from the cattle in the camp and brings that beast to the front of the camp and block and turns that beast at least two or 

three times to prove to the judge that they have the beast under control. The rider then calls for the gates to be opened.” 

http://www.abcra.com.au/Campdrafting/About-Campdrafting/ 
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Establishing a rapport with HCP promoted self-efficacy providing support, education and 
belief in the ability of participant in self-management. Some participants described regular 
visits with a respiratory physician 3-12 monthly, a respiratory nurse fortnightly, and bimonthly 
and regular follow up with a GP as key to managing their COPD. Joan conveyed her frustration 
at not being able to see the same GP regularly “I go to the Doctor, but you never see the same 
doctor twice and half the time they don’t know”, conveying the only people who truly knew 
what her COPD was like were those she saw on a regular basis; “ …the only people who knew 
what I was like was the respiratory nurse, my friend …and the girls at the chemist shop.” 
 

Preserving functional capacity was aided by well-established routine. Some participants 
had written action plans, whereas others were able to verbalise what they did when 
they were unwell. Participants described strategies for when and how to treat symptoms 

such as sputum and breathlessness. Clare had a written action plan and was confident 

implementing it; “I increase the Ventolin” and had antibiotics on hand “as soon as the colour 

of the phlegm changes or any sign of infection.” 

 
Own  

Self-Measurement 
Decreased hospitalisations and/or presentations to the Emergency Department are 
measurable outcomes for healthcare services (31, 32). HCP have adopted Health Related Quality 
of Life Questionaries to evaluate how patients perceive they are self-managing 32. 
  
While these measures are useful for health services, they may vary from how people living in 
rural Western NSW with a reported diagnosis of COPD measure their self-management 
success. 
 
Participants described objective self-measures of self-management such as completing a job, 
and subjective self-measures such as the way successful self-management of COPD makes 
them feel. Marcia who lives with her daughter and acknowledges a role reversal, measures 
her self-management success objectively: “I feel good when I can do something for her … I 
think to myself that’s one less job she had to do”. Ted, although limited by his COPD, took 
pride and a sense of achievement in managing to do odd jobs around the house: “I’ve done 
the little odds and sods I might have wanted to do for the day and I’ve got that done”.  
 

Participants who were on long term home oxygen, saw time off oxygen as taking control of 

their COPD, an objective measure of successful self-management. Henry who used his oxygen 

found he was able to take his oxygen off whilst watching TV: “I’ll just take that off for an 
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hour…it might be and hour and a half”, and Bruce was able to lay in bed without his oxygen: 

“and get my oxygen as and when I can, I don’t like to be on it all the time, if I can lay in bed 

without it I do”. 

 

Throughout the interviews, participants placed a strong emphasis on self-reliance and 

maintaining some control over their life as a measure of success. Bruce conveyed his 

philosophy as: 

“The more you do it and the better you feel for it, then it has to be doing the 

right thing. That’s my philosophy of the thing anyhow. If you don’t do 

anything you’re not going to do anything, are you? Whereas if you do 

something you, you are self-reliant to a certain extent.” 

Clare described a wish to have some control over her own life and destiny, “If I’ve got control 

of my life… being able to do what I want to do.” 

 

Positive verbal affirmation from significant others was a subjective measure of participants’ 

self-management success. This was illustrated by Joan, a resilient woman, who did not let 

home oxygen inhibits her activities. Joan described this external affirmation after a telephone 

conversation with her sister; “Either you feel good or you don’t feel good. It’s just. I don’t know 

my sister rang me up and then she said ‘You sound so good. You sound so clear’; I think that 

was the word she used.” 

While it is clear that people with COPD have their own defined measures of successful self-
management, the challenge for clinicians is the need to find simple measures of self-
management capability that aligns more closely with what self-management means to the 
patient. It may be that self-management could be measured by two vital questions: 

o Do you feel you have a purpose? 
o How self-reliant are you in managing your COPD? 

 

Reward 
It is a human trait to place an emphasis on reward for attaining a goal. Participants defined 
consumable materials (objective measure) as a reward for achieving their goal. Bruce 
describes how he enjoys a bar of chocolate to reward his wellbeing: “bar of chocolate would 
be nice… That’s how I reward myself actually. I love a bar of chocolate now and again.” Like 
Joan, Bruce also viewed external affirmation, not just as a self-measure, but as a reward … “I 
get my rewards when people come and say you look extremely good this week. Which is good 
enough for me!” 
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WHAT DOES THIS MEAN FOR SELF-MANEGMENT? 
Defining self-management from the patient’s perspective portrays a theoretical perspective 
that shapes and influences their very existence and their life world experiences in self-
managing. Self-management is a widely-used concept with outcomes measured through 
quality of life questionnaires such as Saint George Respiratory Questionnaire (SGRQ) and 
more recently the COPD Assessment Test (CAT) 32. These tools provide clinicians with an 
indirect measure of how the patient perceives they are managing. Chen et. al. 55 describes 
self-management as “those that prevented a bout or exacerbation of lung disease…. Choosing 
behaviours that suited and that helped them maintain stable living conditions.” (p. 598) 
 
From the data analysed, a definition of self-management has been constructed; participants 
owned their disease and conveyed a simple definition that resonated the truth of self-
management.  

 
Self-management is the person’s ability to manage day-to-day activities with the sole 
intention of being self-reliant, not interfering with others’ lives, and creating purpose 
and a sense of worth. 

 
This definition is supported through the work of Ek et.al  56 whose theme “protection of 
significant values of identity” describes the subtheme of the person living with advanced 
COPD as “striving to maintain one’s’ own self-image”. (p. 1484) 
 

 
Strengths and Limitations 
 
The strength of this study lies in the participant’s openness to share their journey of living 
with COPD. The momentum was sustained through the researchers’ passion and enthusiasm 
for exploring the phenomena. The rich data immersed the researcher in the world of the lived 
experience exploring and interpreting participant stories, revealing the true meaning of self-
management and living with COPD that shapes the participants lives in rural Western NSW.  
Careful attention to verbatim transcripts and mentoring of the novice principal researcher 
ensured transparency and accurate reporting of data.  
 
The study limitations were three-fold. Firstly, the principal researcher, embarked upon the 
research trail with a vision to enhance the body of literature related to the management and 
understanding of people living with a reported diagnosis of COPD. All participants were 
known to the interviewer (principal researcher) creating the potential for bias, however it also 
allowed free and voluntary participant storytelling, as a rapport had already been established. 
Furthermore, the participants were, recruited at arm’s length, reducing any sense of coercion 
to participate. The second limitation of the study is that field notes were not taken, which 
upon reflection could have contextualised the data, reminding the researcher of 
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environmental elements that could provide further understanding of the participant’s 
experience. Finally, it is not clear from this small sample, how the rural and regional framing 
influenced these findings. More specific questions in the interview guide about rural and 
regional living as it related to COPD and self-management could help to further understand 
the role of location and community as it relates to this phenomenon. 
 
 

CONCLUSION  
 
This study demonstrates the strength and resilience of people with a reported diagnosis of 
COPD living in rural Western NSW, self-managing their chronic condition.   
 
In managing COPD people were innovative, resourceful and demonstrated a sound 
understanding of symptom management. The emerging themes - Adapt, Pace, Preserve and 
Own, frame COPD self-management from the persons’ perspective. 
 
This self-management success was defined and measured by the individual through their 
ability to maintain their independence (self-reliance) and control. COPD self-management is 
impacted by existing comorbidities that inhibit the person’s ability to self-manage, enhanced 
by routine contact with clinicians, and both inhibited and facilitated by home oxygen. 
Positive affirmation from significant others is seen as reward in itself, though isolation 
remains a factor for many with COPD. 
Capturing the true meaning of self-management through the eyes of the person living with 
COPD, provides clinicians and policy makers with a clear contextualised understanding of 
COPD self-management.  
 

RECOMMENDATIONS  

This study has identified the following recommendations for enhancing client care: 

• As all participants in this research identified one to three existing comorbidities and 
their impact on them managing their COPD, clinicians need to recognise the role of 
these comorbidity in limiting a person’s ability to self- manage their COPD.  

• Is it important to identify how individual patient’s reward themselves, thus opening 
discussions that may provide meaningful incentives for ongoing engagement with the 
person’s self-management strategies? 

 
Although this research will contribute to the body of literature surrounding COPD, in 
particular in rural Western NSW, it has identified need for further research.  

• Further exploration of Chronic Disease and the impact of socialisation and isolation 
on men living with the disease. 
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• To test a simpler, person centred measurement tool of COPD self-management that 
aligns more closely with what self-management means to the patient, using the two 
questions 

o Do you feel you have a purpose? 
o How self-reliant are you in managing your COPD?   

• In this research two participants identified the use of a pedometer as a tool to 
measure their success. Further research could identify a possible range in the number 
of steps that contributes to the person’s wellbeing, acknowledging this could be tied 
to individual lung function. 
 

The outcomes of this research align with the LBVC initiative of NSW Ministry of Health 
focussing on patient-reported outcome measures and patient-reported outcomes. The 
challenge is implementing research findings into clinical practice. This could be achieved 
through targeted research dissemination such as through conference presentation and 
publication, through local engagement and education of clinicians, policy makers and 
managers, with the potential for findings to be tested and transferred across the Chronic 
Disease spectrum.  
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Appendix A  Interview Guide  
 

Interview Guide 

Self-management -the lived experience of patients with Chronic Obstructive 

Pulmonary Disease in rural Western NSW. 

Semi structured interview – open ended questions: leading questions and themes to be 

explored. Follow participants lead to explore themes. 

Ethics requirements  

The purpose of this interview is to explore the concept of self-management through the 

eyes of the patients – yourself, to gain a greater insight into what your understanding of 

self-management is, how you measure your ability to self- manage and to hear your story of 

how your condition has changed your life? 

Participation in this study is voluntary. You are under no obligation to participate – it is your 

choice. If you decide not to participate in this study or if you withdraw from the study, you 

may do so freely.   

You are free not to answer any questions you may choose. Any reports, papers or 

discussions with others will be confidential and no identifying information will be revealed 

to anyone outside the research team.  

I would like to electronically record this interview so I can concentrate on our conversation 

instead of taking lots of notes. The interview will be transcribed verbatim (word for word) to 

make sure all of the discussion is accurate and complete.  

Are you willing to have me electronically record our conversation?  

Yes     No  (please circle and researcher to initial)  

Are there any things you would like to ask me about this project?  

Yes     No  (please circle and researcher to initial)  
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(2 consent forms provided (if not already signed / photocopy to be given to participant) – 

one for participant to sign and return to researcher and one for participant to keep)  

Identifying data  

Date of interview: __________________________  

Male / Female     Population: <40 000  / >40 000  

Age: (years)  45-55  55-65  65-75  75-85  >85 

 

Leading Questions 

1. Can you tell me about your lung condition? 

a. Diagnosis 

i. Do you understand your lung condition? 

ii. When did you first become aware of your condition? 

iii. How does this impact on you? 

b. Reversibility 

i. Is there anything that you do that makes your lungs/symptoms feel 

better? – waiting to see if patient says they get a response from B2 

agonists. 

 

2. Has your life changed as a result of your condition – how? 

a. Activities 

i. What type of activities did you used to do? 

ii. What type of activities can you do now? 

b. Role  

i. What has been your role within the family – it that still your role? 

What has changed? 

ii. What has been your role within the work environment? How has it 

changed? 

iii. How has your lung condition contributed to your decision not to 

work? 

c. Isolation  

i. How has your lung condition affected your socialising? 
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ii. What socialising do you do? How do you socialise? Has this always 

been the way you socialise?  

d. Emotional and Mental wellbeing 

i. How do you feel emotionally? How do you think your lung condition 

affects your emotions? 

 

3. Can you describe how you manage your lung condition?  

a.  When you are well? 

i. Medications – dosage/inhaler technique/ spacer/  

• What stops you from taking the medications? 

• Do you use a spacer? 

ii. Home oxygen (if client uses) 

• How often do you use the home oxygen? 

• Do you use a portable cylinder for going out? 

• Do you smoke? 

iii. Exercise 

• How often do you exercise? 

•  What form of exercise do you do? 

- Attends Pulmonary Rehabilitation 

- Walking 

- Exercise Group 

iv. Specialist/GP/ health professionals 

• How often do you see your Specialist/GP/ respiratory nurse/ 

Generalist Community Nurse 

• What stops you from attending appointments? –transport/ 

cost 

v. Socialisation 

• How do you get to appointments and do your grocery 

shopping? 

- Family 

- Community Transport 

- Public Transport 

vi. Smoking cessation 

• How long did you smoke for? How many? (pack year history of 

smoking) 

• What stops you from giving up smoking? (If client still smokes) 



  

33 

“If you believe you’ll achieve” 
Michelle Baird 
HETI REPORT 2015 

• What strategies did you use to stop smoking? 

 

b. When you are unwell? 

i. Action plan –  symptoms :breathlessness / sputum/ medications 

• Do you have an action plan? Is it written? 

• Can you explain how you use your action plan? 

• How do you know when to use your action plan? 

• How confident are you in implementing your action plan? 

• What role does your family/ carer play in recognising you are 

unwell? 

• Can you describe when you would seek medical help? 

• If you need to go to the hospital for further treatment, how do 

you get there? 

 

 

 

4. What does the term self-management mean to you? 

a. Emotional well being 

b. Physical wellbeing 

c. Relationships  

d. Maintain functional capacity 

e. Patient centered goals. 

i. How do you achieve your goals? 

• Do you set goals? Are they written? 

• Does anyone help you with goal setting? 

• How do you know if you have achieved your goals? 

- documentation 

ii. How do you reward yourself when you have achieved your goals? 

 

5. When self-managing how you do know you are managing well? 

• How do you measure it? 

 
 
Master Interview Guide V1.5: 16/10/2014. Self-management -the lived experience of patients with Chronic 
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Appendix B    

 
 

Master Participant Distress Protocol V1.4. 25/10/2014  
Self-management -the lived experience of patients with Chronic Obstructive Pulmonary 
Disease in rural Western NSW.    1 
 
 

PARTICIPANT DISTRESS PROTOCOL 

RESEARCH PROJECT 

SELF-MANAGEMENT -THE LIVED EXPERIENCE OF PATIENTS WITH 
CHRONIC OBSTRUCTIVE PULMONARY DISEASE IN RURAL 

WESTERN NSW. 

   

 

 

 

A guide for management in the case of a participant’s emotional 
distress  

during or after the interview. 

1. It is recognised that research participants discussing emotive topics in 
in-depth interviews may become emotionally distressed. In such 
instances the following management will occur. 

Scenario Action 

The participant has a 
short, self-limiting 
period of emotion in 
response to a difficult 
topic 

1. Pause the interview 

2. Ask the participant if they would like to take a 
break or stop the interview completely 

3. If the participant expresses a wish to continue the 
interview and is able to do so without undue 
distress, allow them to do so. 

4. If the participant wishes to stop the interview ask 
if they would like to continue the interview at a 
later time or date, or withdraw from the study. 

5. At the end of the interview, offer to refer them to 
their local GP for counselling initiated through a 
GP Management Plan or to the hospital’s 
psychology/ social work service (if available) 
should they wish such access. If participant 
identifies as Aboriginal or Torres Strait Islander 
referral to an Aboriginal Health Education Officer/ 
Aboriginal Liaison Officer for emotional support, 
should they wish to access will be offered. 

The participant has 
an extended period 
of emotional distress. 

1. Stop the interview 

2. Ask if they would like you to call a support person 

3. Stay with the participant until they are calm.  

4. Refer them, with their permission, to their GP as 
above. Phone 000 if it is life –threatening 
emergency. 

5. Phone the next day to check on their well being  

6. Offer them the option to withdraw from the study. 

7. Report to the ethics committee as an adverse 
event. 

Michelle Baird 
Chronic and Complex Care Nurse Practitioner 
Western NSW LHD 
Chronic Care Unit 
Dubbo Base Hospital 
Ph. 0448 499 848 
E: Michelle.Baird@health.nsw.gov.au 
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Appendix C   Home Visiting Safety Measures 

 


