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ABSTRACT 
FACULTY OF MEDICINE, HEALTH AND LIFE SCIENCES 
SCHOOL OF HEALTH PROFESSIONS AND REHABILITATION SCIENCES 
Doctor of Philosophy 
A BREATH OF FRESH AIR - THE EXPERIENCE OF ACTIVITY IN CHRONIC 
OBSTRUCTIVE PULMONARY DISEASE 
by Veronika Maria Melhuish-Williams 

Chronic Obstructive Pulmonary Disease (COPD) is a chronic respiratory disease that 
gives rise to symptoms of breathlessness, chronic fatigue and cough. The impact of 
COPD on patients' quality of life has been widely acknowledged, yet it appears that 
little has been published regarding what really matters to these patients. 

A first, exploratory phase of this research aimed to explore the issues that matter most 
to people with COPD, using a qualitative approach. Six patients were interviewed. The 
main findings informed the development of the second phase, which explored the nature 
and experience of activity for people living with COPD, and how attending a pulmonary 
rehabilitation (PR) programme affected this experience. 

This qualitative, interview based research employed a Grounded Theory approach 
throughout. In the second phase, 18 patients with COPD (59 to 84 years old; 12 men 
and six women; COPD severity 'moderate' to 'very severe') were recruited from a) a 
PR programmes and b) self help groups for people living with chronic respiratory 
conditions. Interviews were tape-recorded and transcribed. Data were analysed to derive 
themes of importance to participants. 

'Activity' and 'social participation' were the main themes identified as important to 
people with COPD during the first phase. During the second phase, the two main 
themes that captured participants' experience of activity were 'stagnation' - as linked to 
being confined to indoors; and 'movement' - associated with being outdoors. Stagnation 
affected participants on a physical and psychosocial level and affected their perception 
of themselves and their breathing. Movement, including physical and psychosocial 
aspects and perceptions of movement, was perceived as having a positive effect, 
enabling people to escape feelings of stagnation. Fresh air was identified as the single 
most important aspect of spending time outdoors and was associated with a sense of 
freedom from their usual experience of having tight airways, having breathing 
difficulties and being 'shut in'. PR positively affected participants' perception of their 
breathlessness, and their experience of physical and social activities. 

This thesis identified the environment as an important context influencing the 
experience of COPD and activity. The stagnation-movement theory explains the 
experience of activity within its environmental context and how this experience may be 
affected on a physical, social and psychological level. PR supported the stagnation-
movement model by impacting on participants' perception of their breathlessness and 
therefore positively influencing their experience of physical and social activities. The 
findings of this research suggest a link between the environment and the experience of 
illness and activity, and indicate that health care professionals need to consider 
individuals' experiences of activity in order to provide care that is beneficial to COPD 
patients on a psychological as well as a functional level. 
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Definitions 

Activity: Within this thesis, activity refers to any activity or engagement on a physical, 

social or psychological level. 

Alveoli: Small air sacs in the lungs at the end of the small airways (bronchioles) that 

expel carbon dioxide from the bloodstream and accept oxygen in to it. 

Bullectomy: The surgical removal of one or more large air spaces caused by destruction 

of alveoli. 

Chronic bronchitis: a chronic respiratory condition which presents as an inflammation 

of the bronchi, the main air passages in the lungs. It is characterized by excessive 

bronchial mucus and a productive cough that produces sputum for three months or more 

in at least two consecutive years. 

Constructivism: An epistemological perspective that views all knowledge is 

constructed by human beings as they interact with the world. 

COPD: Within this thesis, COPD follows the definition by GOLD (2003) stating that 

COPD is a chronic respiratory condition which is characterized by airflow limitation 

that is not fully reversible. The airflow limitation is usually both progressive and 

associated with an abnormal inflammatory response of the lungs to noxious particles or 

Dyspnoea: Difficulty in breathing. 

Emphysema: This chronic respiratory condition consists of dilatation of the terminal 

air spaces (alveoli) of the lung distal to the terminal bronchiole with destruction of their 

wall. 

Forced expiratory volume in one second (FEVi) : Volume of air expelled in the first 

second of a maximal forced expiration from a position of full inspiration. 

Forced vital capacity (FVC): Volume of air expelled by a maximum forced expiration 

from a position of full inspiration. 
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Generativity: Within this thesis generativity follows Erik Erikson's (1963) definition, 

stating that generativity is primarily the concern in establishing and guiding the next 

generation. And relates to contribution to the wider community. 

Hypoxaemia: Insufficient oxygen in the blood. 

Interpretivism: refer to a theoretical perspective is concerned with not simply 

quantifying what actually happens in social phenomena, but in providing an 

interpretation and understanding of events and phenomena in terms of how the people 

involved understand their own experience 

Peak expiratory flow: Maximum rate of airflow during a sudden forced expiration 

(breathing out) from a position of full inspiration (breathing in). 

Realism: A philosophical belief that reality exists independently of observers 

Reflexivity: refers to the sensitivity of the way in which the researcher and the research 

process have shaped the collected data and requires an awareness of the researcher's 

contribution to the construction of meanings throughout the research process. 

Spirometry: One of the most common pulmonary lung function tests, measuring lung 

function, specifically the measurement of the amount (volume) and/or speed (flow) of 

air that can be inhaled and exhaled. It is an important clinical tool for assessing 

respiratory conditions such as asthma and COPD. 

Symbolic Interaction ism: A theoretical perspective coined by Herbert Blumer, which 

states that people act toward things based on the meaning those things have for them; 

and these meanings are derived from social interaction and modified through 

interpretation. 
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Chapter 1 Introduction 

1.1 Introduction to research programme 

The idea for this research programme came about while 1 was working as a staff nurse 

on a respiratory ward. It seemed that the care of patients with Chronic Obstructive 

Pulmonary Disease (COPD) primarily focused on interventions and outcomes deemed 

important by the medical and nursing staff (such as pharmacological treatment and 

objective measures of lung function and airflow), without necessarily taking into 

account what patients considered important to their well-being. Despite the high 

prevalence of COPD worldwide and its impact not only on the National Health Service 

but also on the quality of life of people affected, few studies had been published with 

regard to the patient experience of this chronic respiratory disease and issues perceived 

as important by them. I was therefore interested in exploring issues important to the 

lives of people living with COPD using qualitative research methods, which would take 

into account the patient perspective rather than focusing purely on objective measures as 

used in quantitative research methods. This research programme consisted of two 

phases, the first phase aimed at identifying issues important to people living with COPD 

and the second phase focused on exploring in more detail one particular issue that was 

identified as important during the first phase. 

Chapter 1 of this thesis gives an overview of COPD, its diagnosis, treatment and impact 

on the individual to provide a context and some insight into the effects of this condition. 

The underlying theoretical framework and methodology employed in this research 

programme and issues relating to the choice of methodology are discussed in chapter 2. 

Chapter 3 describes the methods used in the first, exploratory phase of the research 

programme, including; access to patients, recruitment, data collection, issues 

surrounding analysis and rigour and gives a reflective account of these processes. The 

findings of this exploratory phase and relevant literature are discussed in chapter 4. 

Although it is less common for theses to present results and discussion of literature in 



the same chapter, it was decided that this was appropriate for this particular research 

methodology and the reasons will be further discussed at the beginning of the relevant 

chapter. 

Chapter 5 provides the background to the second phase of the research programme and 

includes a second literature critique relating to findings of the first phase to provide a 

link between the two phases. Methods employed in the second phase are described in 

chapter 6. Results from the second phase of the research project are presented in 

chapters 7 and 8. Findings in relation to the experience of activity are presented and 

discussed in chapter 7 and findings related to the impact of pulmonary rehabilitation on 

the activity experience are presented and discussed in chapter 8. Chapter 9 provides a 

general discussion of the research programme to conclude this thesis. 

This thesis is predominately written in the third person. However to acknowledge my 

influence on the research process throughout this PhD programme, the reflective 

sections, such as section 3.7 and 6.7 are written in the first person. 

1.2 Literature review - Living with COPD 

A vast amount of literature exists in relation to the various aspects of Chronic 

Obstructive Pulmonary Disease (COPD). This section aims to provide an overview of 

COPD in order to provide a context for later discussion and to give some general 

background of this chronic respiratory disease to inform the reader. Therefore only 

issues identified as particularly relevant to the context of this research are considered in 

depth here. More detailed information is provided in a number of standard texts such as 

Bourke and Brewis (1998). 



1.3 The size of the problem - epidemiology and aetiology 

Although over 900,000 people in the UK have a diagnosis of COPD, it has been 

estimated that due to under diagnosis of this condition more than 1.5 million people are 

living with COPD in the UK (National Collaborating Centre for Chronic Conditions, 

2004) with some authors estimating this figure to be as high as 3 million (Stang et al, 

2000). Thirty thousand deaths per year in England and Wales can be attributed to this 

chronic respiratory condition (Office for National Statistics, 2006). COPD constitutes a 

major demand on health care services with over 200,000 hospital admissions in England 

in 2004/2005 (British Thoracic Society, 2006a). It affects as many as 18% of men and 

7% of women between the ages of 40 and 64 years in Britain (Gore et al, 2000; Britton, 

2003), at an age when most people are still in employment. Consequently, about 24 

million working days are lost each year as a result of COPD in the UK (British Lung 

Foundation, 2006). 

In 2000, the World Health Organisation estimated 2.74 million deaths worldwide as a 

result of COPD (GOLD, 2003) and by 2020 COPD is predicted to account for over 6 

million deaths worldwide, making it the third leading cause of death (Vermeire, 2002). 

However, the full extent of the burden of COPD is unknown and likely to be 

underestimated because it is usually only recognised and diagnosed once symptoms are 

apparent and the disease is moderately advanced (Calverley and Bellamy, 2000; GOLD, 

2003^ 

Smoking is the primary cause of COPD (Anto et al, 2001) and smoking cessation is one 

of the most important interventions in the treatment of COPD (NICE, 2004). In addition, 

other research suggests that genetic predisposition, infections and environmental factors 

also play a role in the aetiology of COPD (Anto et al, 2001; Silverman, 2002; GOLD, 

2003). There is a higher prevalence of COPD in men than women, in those of lower 

socio-economic status and in those living in urban rather than rural areas (Bourke and 

Brewis, 1998). Morbidity and mortality rates are higher in the north and west of England 



than in the southeast region (Britton, 2003). These demographic differences may be 

explained by the different smoking habits of these populations, however, with the 

increase in the proportion of women smoking, it is anticipated that these figures are 

likely to shift over the next decades (Vermeire, 2002; British Lung Foundation, 2005a). 

It has been recognised that despite these morbidity and mortality figures, COPD is a 

neglected medical and social problem in Britain both in relation to provision of health 

care services and research (Gore et al, 2000; Britton, 2003). Survival rates are worse 

than for many cancers (Sprangers et al, 2000), and the major impact of COPD on quality 

of life has been acknowledged (Kaiser et al, 1997; Peruzza et al, 2003). Yet it appears 

the experience of those living with COPD has received little investigation. 

It has been reported that this patient group does not have the same access to health 

services as patients with comparable terminal disease such as cancer or cardiovascular 

disease (Gore et al, 2000). In addition, successive governments in the UK have failed to 

give COPD the same status as other chronic conditions. The white paper Saving Lives: 

Our Healthier Nation (DoH, 1999) focused on tackling the disease related causes of 

death in this country (such as cancer, cardiovascular disease and mental health 

disorders), and aimed at reducing the effect these conditions have on peoples' lives. 

However, COPD was not mentioned despite imposing a similar threat to the people 

affected and impacting on their quality of life (Schrier et al, 1990; Gore et al, 2000). 

One reason for this may be the fact that COPD has been seen as an 'unglamorous' area 

of health care by clinicians and therefore has not been promoted to the same extent as 

conditions that are associated with more acute care, such as cardiovascular disease. 

People diagnosed with certain conditions, such as stroke or cancer, are strongly 

represented by charities and lobbies like the Stroke Association and Cancer Research 

UK. Although COPD is represented by organisations such as the British Lung 

Foundation and the British Thoracic Society, it is usually covered under the umbrella 



term of 'Lung Disease' rather than as a condition that requires representation in its own 

right. 

The National Service Framework for Older People emphasises the need for patient-

centred care to address the specific needs of individual people (DoH, 2001a). As COPD 

is a major cause of morbidity in old age (Yohannes et al, 1998), this framework should 

also be applied to this patient group. Interestingly, the National Service Framework for 

Long-Term Conditions, launched in March 2005 restricts its focus to neurological 

conditions, brain and spinal injury (DoFl, 2005a) and does therefore not address the 

increasing problems arising with COPD. In 2006, the UK government announced plans 

for a National Service Framework for COPD to improve standards of care, reduce 

inequalities in treatment across the country and provide more choice of treatment to 

patients and is expected to be published in 2008 (DoH, 2006a). 

COPD is associated with older age and as symptoms initially are often non-specific, 

many people affected do not recognise these as a cause of ill-health but attribute them to 

the aging process (Anto et al, 2001). However, it is important to recognise these early 

symptoms of COPD, as it can only be treated once it is diagnosed. Therefore a clear 

definition of COPD is required and the next section will therefore provide current 

definitions of COPD and describe the tools used to diagnose this condition. 

1.4 Definition and diagnosis 

COPD used to be defined as a condition characterised by the presence of airflow 

obstruction due to chronic bronchitis or emphysema (Bourke and Brewis, 1998). 

However, this definition has been revised over recent years and the Global initiative for 

chronic Obstructive Lung Disease (GOLD, 2003) defined COPD as: 



'...a disease state characterized by airflow limitation that is not fully reversible. The 

airflow limitation is usually both progressive and associated with an abnormal 

inflammatory response of the lungs to noxious particles or gases' 

This definition appears to have more clarity than previous definitions as it refers to 

disease process itself rather than an accumulation of other conditions, such as bronchitis 

and emphysema. 

1.4.1 Emphysema 

COPD is often characterised by the presence of emphysema (Celli et al, 2004). 

Emphysema is defined in terms of its pathological features (this makes diagnosis more 

difficult as pathology can only be confirmed post-mortem), which consist of dilatation 

of the terminal air spaces (alveoli) of the lung distal to the terminal bronchiole with 

destruction of their wall (Martini, 1998). With more advanced disease, large air cysts 

develop where normal lung tissue used to be (see Figure 1). Air is trapped in the lungs 

due to lack of supportive tissue, which decreases oxygenation and causes hyperinflation 

of the lungs. This in turn increases the work of breathing and leads to breathlessness. 

Figure 1 Destruction of alveoli in emphysema 

Source (free access): 

http://atoz.iqhealth.com/HealthAnswers/encvclopedia/img htm/Pulm-08.htm [accessed 

01/2005] 

http://atoz.iqhealth.com/HealthAnswers/encvclopedia/img


1.4.2 Chronic bronchitis 

Chronic bronchitis, another cause of airflow obstruction in COPD, is an inflammation of 

the bronchi, the main air passages in the lungs, which persists for a long period or 

repeatedly recurs. The condition is characterized by excessive bronchial mucus and a 

productive cough that produces sputum for three months or more in at least two 

consecutive years, when other causes of a chronic cough have been excluded (Bourke 

and Brewis, 1998). This is therefore a symptomatic diagnosis and dependent on accurate 

reports from the patient (Bourke and Brewis, 1998). COPD is generally diagnosed by a 

combination of clinical assessment and objective measurement. The most commonly 

used objective measure of lung function is spirometry, which is used to measure airflow 

obstruction. 

1.4.3 Diagnosis: Spirometry 

Airways obstruction in COPD is caused by an increased resistance to airflow due to 

diffuse airways narrowing, and/or destruction of alveolar walls. This means that air is 

expelled more slowly and the chest becomes hyper-inflated, increasing the work of 

breathing (Bourke and Brewis, 1998). Work of breathing is the amount of effort and 

energy required to breathe and is mainly affected by lung compliance (expandability of 

lungs) and lung mechanics e.g. of respiratory muscles (Martini, 1998). If the chest 

becomes hyperinflated the respiratory muscles are no longer able to work at their 

optimum length, and therefore work of breathing is increased. Narrowed airways lead to 

a reduced peak expiratory flow (PEF), decreased forced expiratory volume in 1 second 

(FEV) and reduced FEVi/forced vital capacity ratio (Bourke and Brewis, 1998). For 

definitions of these spirometry values please refer to Table 1 on page 8. 



Table 1 Definitions of spirometry values 

Peak expiratory flow (PEF) Maximum rate of airflow during a sudden 

forced expiration (breathing out) from a 

position of full inspiration (breathing in) 

Forced expiratory volume in 1 second 

(FEVi) 

Volume of air expelled in the first second of 

a maximal forced expiration from a position 

of full inspiration 

Forced vital capacity (FVC) Volume of air expelled by a maximum 

forced expiration from a position of full 

inspiration 

FEVI/FVC ratio This is the ratio of the FEVi to FVC of the 

lungs. The normal value for this ratio is 

above 0.70, though this is age dependent 

varying between 0.70 and 0.90. Values less 

than 0.70 are suggestive of airflow limitation 

with an obstructive pattern. 

The relevance of FEVj becomes clear when people perform a forced expiratory 

manoeuvre, as the mechanics of the chest wall and lungs dictate the result, and therefore 

unlike the FVC and PEF, the measure is effort-independent and provides an objective 

quantification of airways obstruction. However, the severity of airways obstruction, as 

measured with spirometry, may not correspond to the subjective, individual experience 

of airways obstruction as perceived by the patient (Jones, 1995). 



Figure 2 Normal and COPD spirometric values 

FEVi FVC FEVi/FVC 
Normal 4.150 5.200 8o% 
COPD 2.350 3.900 60% 

COPD 

Normal 

1 2 3 4 5 6 Seconds 

Source (with permission): GOLD (2003) 

Figure 2 shows a typical spirometric graph of a COPD patient and a healthy person. It 

can be seen that a healthy person is able to expel 80% of their lung capacity within the 

first second of forced expiration, whereas a person with COPD is likely to have a 

smaller capacity, yet is still only able to expel 60% or less during this first second. In 

addition, it takes a COPD patient considerably longer to expel all the air. 

The patient's best spirometry values should be recorded and compared with the 

predicted normal value based on height, age, gender and ethnicity, as these factors affect 

a person's lung capacity (Miller et al, 2005). There are normal spirometry values 

available for a number of different populations around the world. This means that 

spirometry values are usually expressed as 'percentage predicted' rather than 'raw 

values'. These percentages of predicted values, together with symptoms experienced, 

will give an indication of the severity of the disease (see Table 2 on page 10). There are 

five different stages of COPD. A person with normal spirometry values but who is 

experiencing chronic symptoms of cough and sputum production is at risk (stage 0) of 

developing COPD. Mild COPD (stage 1) is diagnosed when the FEVi/FVC ratio is less 



that 70% but FEVi remains at or above 80% of the predicted value and chronic 

symptoms are present. When lung function deteriorates even further, the disease 

progresses through moderate (stage 2) to severe COPD (stage 3). Very severe COPD 

(stage 4) is diagnosed when FEVi falls below 30% of the predicted value or is less than 

50% and chronic respiratory failure is present. At this stage, COPD will affect a person 

in a variety of ways and restrict their daily activities (Bourke and Brewis, 1998). 

Table 2 Stages of disease severity in COPD 

Stage 0: 

At risk 

normal spirometry 

chronic symptoms (cough, sputum production) 

Stage I: 

Mild 

FEVi/FVC < 70% 

FEVj > 80% predicted 

with or without chronic symptoms (cough, sputum production) 

Stage 2: 

Moderate 

FEVi/FVC < 70% 

50% < FEVi < 80% predicted 

with or without clironic symptoms (cough, sputum production) 

St age 3: 

Severe 

FEVi/FVC < 70% 

30% < FEVi < 50% predicted 

with or without chronic symptoms (cough, sputum production) 

Stage4: 

Very severe 

FEVi/FVC < 70% 

FEVi < 30% predicted or FEVI < 50% predicted plus chronic respiratory 
failure 

with or without clironic symptoms (cough, sputum production) 

(source: GOLD, 2003) 

Some authors suggest that FEVi relates to impairment in quality of life (Renwick and 

Connolly, 1996; Peruzza et al, 2003) and such authors have measured quality of life 

using quantitative methods. However, other research suggests that there is only a weak 

correlation between worsening lung function and quality of life (Jones, 1995; Yohannes 

et al, 1998; Hajiro et al, 2000). Although the latter authors also employed standardised 

quality of life measures, they highlight that objective measurement of lung function may 
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not necessarily correlate with the patient perspective of the experience of living with this 

condition. The measurement of clinical values is clearly important in order to diagnose 

COPD. However, using a similar approach to the consideration or assessment of quality 

of life reflects a rather reductionist view. Furthermore, it has been argued that for a 

subjective experience, such as quality of life, to be explored in a way that would allow 

participants to express their own views and experiences, the use of qualitative methods 

may be more appropriate than quantitative measurement (Nicolson and Anderson, 

2003y 

1.5 Clinical features 

Breathlessness, chronic cough (with or without sputum production) and chronic fatigue 

are the main characteristic features of COPD (Woo, 2000). These clinical manifestations 

vary according to disease severity, with a general deterioration over a period of 10-40 

years leading to disability such as reduced mobility and functional ability. Lung function 

deteriorates over this time from non-specific symptoms of chronic respiratory disorder 

(such as lethargy, headaches, loss of energy) to more severe and specific signs 

associated with the acute phase of ventilatory failure (such as severe hypoxaemia and 

hypercapnia i.e. abnormal levels of oxygen and carbon dioxide) eventually leading to 

premature death (Bourke and Brewis, 1998). 

1.5.1 Breathlessness 

One of the main symptoms associated with COPD is dyspnoea. This term is defined as 

'difficulty with breathing' in the Oxford Dictionary of Nursing (McFerran, 1998) and is 

often used interchangeably with the term 'breathlessness'. However, it is important to 

differentiate between those two terms. Having 'difficulty' in doing something, as 

dyspnoea suggests, is quite different to being 'without' something as the term 

breathlessness describes. It has been suggested that breathlessness describes this 

phenomenon more accurately (Margereson, 2001) as it refers to the sensation of being 

'breathless' and 'out of breath', descriptions which are often used by patients 
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themselves. As this thesis is concerned with the patient experience of COPD, the term 

breathlessness will be used. 

Although healthy people can also experience breathlessness when undertaking strenuous 

exercise, this experience relates to an increased breathing rate, i.e. number of breaths 

taken per minute. People with COPD often feel breathless even when they are sitting or 

lying still, are often unable to complete sentences due to feeling breathless and this 

experience often worsens with physical effort (Margereson, 2001). The severity of 

breathlessness varies between individuals but most COPD patients experience 

breathlessness at least to some extent (Schrier et al, 1990; Elkington et al, 2004) and the 

impact of breathlessness on daily activities has been reported in a number of studies 

(Leidy and Haase, 1996; O'Neill, 2002; Lomborg et al, 2005; Odencrants et al, 2005). 

The experience of lack of air as linked with breathlessness is often associated with panic 

and/ or anxiety and this relationship has been reported in a number of qualitative and 

quantitative studies in relation to a range of respiratory disorders such as COPD and 

asthma (Carrieri-Kohlman et al, 1993; Rose et al, 2002; Goodwin and Pine, 2002; 

Bailey, 2004; Katon et al, 2004). However, there is a debate within the literature 

regarding the causal relationship between breathlessness and panic and anxiety. Some 

authors argue that this cycle starts with anxiety (Carrieri-Kohlman et al, 1993) 

suggesting that patients' emotional state triggers breathlessness, which in turn worsens 

their perception of breathlessness. However, Bailey (2004) suggests that the emotion of 

anxiety is an indicator to patients suggesting that they are indeed breathless. Other 

authors suggest that anxiety caused by breathlessness can lead to withdrawal from social 

interaction with others as the person tries to avoid anxiety provoking situations 

(Williams, 1993). Despite these different views on the causal link between 

breathlessness and anxiety, all authors agree that the experience of panic and anxiety 

associated with breathlessness can have a major impact on peoples' lives. 
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Breathlessness is the main symptom associated with COPD and it has to be recognised 

that this experience is subjective and can have an impact on the individual's life on 

many levels, i.e. physical, social and psychological. Breathlessness is, not unlike pain, a 

subjective experience and has been described as 'one of the most frightening and 

distressing symptoms that a patient can experience' (Van der Molen, 1995, p. 949). Due 

to this subjective experience, which can only be interpreted by the person experiencing 

breathlessness, it has been suggested that this phenomenon and its impact on the 

individual should be explored using qualitative rather than quantitative methods 

(Nicholls, 2000). 

1.5.2 Cough 

The presence of a cough, often accompanied with sputum production, is frequently 

present in COPD and can have a major impact on people's lives, such as socialising and 

psychosocial well-being (Kaiser et al, 1997; Yohannes et al, 1998; Nicolson and 

Anderson, 2003). Coughing attacks can last from a few seconds to ten minutes or longer 

and often leave the person exhausted. Cough can lead to disruption of sleep, chest wall 

pain from muscular strain and headaches (Madge and Esmond, 2001). Patients often 

report embarrassment about coughing in public, particularly if it is a productive (i.e. 

accompanied by sputum) cough (Nicolson and Anderson, 2000). The symptoms of 

breathlessness and cough usually worsen during an acute exacerbation of the condition, 

causing further problems for the person. 

1.5.3 Fatigue 

COPD has effects beyond the respiratory system; its systemic effects, particularly on 

skeletal muscles have been acknowledged (Agusti et al, 2003). Skeletal muscle 

dysfunction is one of the causes of chronic fatigue in patients with COPD (Jones and 

Killian, 2000; Agusti et al, 2003). Chronic fatigue can affect people on a physical and 

emotional level and has been linked to limitations in daily physical activities, 

recreational activities, low self esteem and depression (Moody et al, 1990; Ream and 
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Richardson, 1997; Small and Lamb, 1999; O'Neill, 2002). Fatigue also appears to be 

related to breathlessness and patients often reduce their physical activities in order to 

avoid breathlessness and fatigue (Small and Lamb, 1999; Woo, 2000). Although the 

relationship between fatigue, breathlessness and physical activity it is as yet unclear 

(Woo, 2000), the impact of fatigue on various aspects of the lives of people with COPD 

has been established. 

1.6 Treatment options 

As COPD is an incurable chronic condition, treatment options are mainly focused on 

relieving symptoms and managing the condition, utilising different drug therapies, 

oxygen therapy and pulmonary rehabilitation. In some cases, surgical options are 

considered to improve patients' health status. Sections 1.6.1 to 1.6.4 give an overview of 

these four treatment options. 

1.6.1 Pharmacological treatment 

The National Institute of Clinical Excellence (NICE, 2004) has recently updated 

management guidelines for COPD and the British Thoracic Society have also recently 

updated their guidelines for intermediate care in COPD (BTS, 2006b). 

Bronchodilators in inhaled or nebulised form are the cornerstone of symptom control as 

they reduce airway resistance and levels of pulmonary over-inflation (Tiep, 1997). 

Short-acting bronchodilators relax bronchial muscle and provide short-term relief of 

symptoms, whereas regular treatment with long acting bronchodilators gives more 

prolonged relief. A combination of both kinds of bronchodilators is usually prescribed 

for patients with moderate to very severe COPD (GOLD, 2003). Acute exacerbations, 

usually caused by respiratory infections, present as a worsening of the previous stable 

condition, and may require hospitalisation. At this stage, inhaled gluco-cortico steroids 

are often used to reduce the frequency of exacerbations (Bourke and Brewis, 1998; 

14 



GOLD, 2003). For an overview of NICE management guidelines, please refer to Table 

3. 

Table 3 COPD management guidelines 

Stage 0: at risk Avoidance of risk factors; 

Smoking cessation 

Reduction of exposure to environmental pollution 

Stage 1: mild COPD As above plus: 

Short-acting bronchodilators as needed 

Stage 2: moderate COPD As above plus: 

Regular treatment with one or more long-acting 

bronchodilators 

Pulmonary rehabilitation 

Stage 3: severe COPD As above plus: 

Inhaled gluco-cortico steroids if repeated exacerbations 

Stage 4: very severe COPD As above plus: 

Long-term oxygen therapy if respiratory failure 

Consider surgical options 

(source: NICE, 2004) 

1.6.2 Oxygen therapy 

Oxygen therapy in the UK is usually prescribed for patients with severe to very severe 

COPD, who have severe airflow obstruction (FEVi <1.51) and hypoxaemia (partial 

pressure of arterial oxygen (PaO?) < 7.3 kPa. For comparison, the normal range of PaO? 

in a healthy adult is 11-14 kPa and respiratory failure is indicated when PaOz falls below 

8.0 kPa. For long-term oxygen therapy (LTOT) to be of benefit in terms of improved 

survival rates, it needs to be administered for at least 15 hours daily (Cranston et al, 

2004). The majority of NHS patients receiving LTOT at home are provided with an 

oxygen concentrator. This machine is installed in the patient's home and plastic tubing 

distributes the oxygen to various rooms. 
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Due to the prescribed length of daily administration, patients need to use oxygen during 

the night and for several hours during the day. This can be very restrictive to patients' 

lives as it generally limits them to their homes. Ambulatory oxygen prescribed as part of 

NHS treatment is provided in cylinders, which are heavy, not very aesthetic in 

appearance and only last for 2-3 hours depending on usage (British Lung Foundation, 

2005b). This has a major impact on patient's lives in terms of activities. In addition, 

researchers using quantitative approaches measuring adherence to supplemental oxygen 

(including LTOT and ambulatory oxygen) have found adherence to be only 55% when 

using indirect measures, such as a clock measuring time the oxygen concentrator is 

switched on (Walshaw et al, 1990), but less than 40% when using direct devices, which 

assess the time that the oxygen mask or nasal cannulae are in contact with skin (Phillips 

et al, 1994). However, these studies fail to address the reasons for the poor uptake of 

home oxygen therapy. Studies examining this issue using qualitative methods have 

identified several barriers to LTOT for people with COPD including issues of self-

consciousness, social stigma, fear of side effects and physical limitations in handling 

ambulatory oxygen systems (Earnest, 2002). 

In 2006 ambulatory oxygen became available on prescription as part of an integrated 

(i.e. cylinder, concentrator and ambulatory oxygen) service delivered under a new 

service contract (DoH, 2006b). However, the effects of this change in terms of benefits 

for patients and adherence levels have yet to be assessed. 

1.6.3 Pulmonary rehabilitation 

Pulmonary rehabilitation (PR) is a non-pharmacological intervention available to 

patients with COPD. The aims of PR are to reduce disability in people with lung 

disease, return the patient to the highest level of independent functioning and improve 

quality of life (BTS, 2001; Bestall et al, 2003). The American Thoracic Society and 

European Respiratory Society have recently jointly updated guidelines on PR and state 

that programmes should include members of the multidisciplinary health care team and 
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should consist of exercise training, dietetics, occupational therapy, psychology and 

social support (Nici et al, 2006). PR should be considered at all stages of the disease 

progression when symptoms are present, the condition has an impact on the individual's 

daily activities and when adjustment to the condition has not been achieved despite 

optimal medical management (Nici et al, 2006). 

A Cochrane review (Lacasse et al, 2006) found that PR can improve breathlessness, 

fatigue, health-related quality of life (as measured using standardised scales) and 

exercise capacity. However, only randomised controlled trials were included in this 

review and such methodology may fail to explore the patient perspective of these 

rehabilitation programmes. Qualitative studies that have explored the benefits of PR 

from a patient perspective have found that PR gave patients more confidence, increased 

control over symptoms and improved social interactions (Camp et al, 2000; Toms and 

Harrison, 2002). However, current research on PR seems to neglect the importance of 

identifying whether this intervention addresses patients' self- perceived needs. Issues 

surrounding pulmonary rehabilitation will be discussed in more detail in relation to the 

second phase of this research programme. 

1.6.4 Surgical options 

Surgery is only considered in a small number of patients with COPD as the risks of 

surgery often outweigh the benefits (Trayner and Celli, 2001). The three types of 

surgery considered in the treatment of severe COPD are bullectomy (removal of one or 

more large air spaces caused by destruction of alveoli), lung volume reduction surgery 

(removal of sections of damaged lung tissue) and lung transplantation (Celli et al, 2004). 

Benefits of such surgical options include improvements in lung function, exercise 

capacity and breathlessness (Martinez, 1999; Do Image et al, 2004). 
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1.7 What do we know about the experience of living with COPD? 

The majority of researchers aiming to explore the patient perspective on what it is like to 

live with COPD have employed quantitative methods using standardised quality of life 

measures. However, there are certain disadvantages associated with using quantitative 

methods to explore a subjective experience, such as quality of life. Standardised 

measures may not be able to capture the individual experiences of people and do not 

allow for an in-depth exploration of a concept with so many facets. Furthermore, quality 

of life is a much debated concept and is often ill defined (Chung Cheung et al, 1997; 

Leplege and Hunt, 1997; McPherson et al, 2001). Research into other chronic conditions 

such as arthritis, stroke, diabetes and cancer (Daaleman et al, 2001; McPherson et al, 

2001; Ferrell et al, 2003; McPherson et al, 2004) has attempted to explore the patient 

experience and issues important to patients employing qualitative methods, and has 

identified issues that might not have been identified if quantitative methods had been 

employed. To that end, qualitative research exploring the experience of living with 

COPD was the focus of the following review. 

1.7.1 Overview of literature 

The data bases Cinahl (1982- 2006), Medline (1966- 2006, including daily update), 

AMED (1985- 2006) and Psychlnfo (1985- present) were searched using the following 

keywords both in combination and alone: COPD; CO AD; chronic obstructive 

pulmonary disease; chronic bronchitis; emphysema; quality of life; well-being. 

This search returned over 2000 publications and the majority of these were not relevant 

to the focus of this research programme, as they predominately focused on quantitative 

research, such as clinical drug trials. The search was therefore limited to 'abstract' and 

'title', i.e. the search terms had to appear either in the title or the abstract. As the aim of 

this literature review was to identify what was known about the experience of living 

with COPD as perceived by patients themselves, it was also limited to 'qualitative 

methods'. However, the main findings of relevant quantitative research will be referred 



to where applicable, for example in relation to breathlessness and activities of daily 

living. In recognition that some selected journals would be likely to contain both 

quantitative and qualitative work of interest, the following journals were hand searched: 

Disability and Rehabilitation, Respiratory Medicine and Journal of Advanced Nursing. 

This search was carried out on a regular basis (three monthly) between October 2002 

and June 2005. Due to the chosen methodology, a comprehensive review and critique of 

the literature was not carried out until the data analysis of this study had substantially 

progressed in order to avoid the influence of ideas from previous research on data. This 

issue will be discussed further in chapter 2. Relevant papers published after this date 

will be discussed in relation to results chapters and the second phase of this research 

programme, chapter 5. 

This search identified 21 qualitative studies published in relation to at least one aspect of 

the patient experience of living with COPD. Findings of three studies were published in 

more than one paper, and therefore 24 papers are discussed here, however they relate to 

21 separate studies. The majority of these papers were published between 2000 and 

2005 (16 papers), which reflects the increased recent interest of research in this area. 

Only eight papers were published between 1980 and 1999. For an overview of all 21 of 

these studies please refer to table 4 on pages 21 to 27. 

Most of the studies were carried out in North America, including the USA and Canada 

(seven studies), or in the UK (nine studies). Three studies were conducted in 

Scandinavia and two in Hong Kong. This distribution of publications is not surprising as 

the search was limited to 'English Language' (German language was also included as 

the researcher is fluent in both languages, however, no relevant publications were 

identified). Another reason for this geographic variation may be related to a difference 

in research resources, with the main funding bodies (such as the European Respiratory 

Society, British Lung Foundation, American Thoracic Society) for such research located 

in the UK and North America. 

19 



The reviewed research considered a wide spectrum of participants with regard to disease 

seventy and length (moderate to very severe); however, none of the studies included 

people with mild COPD. This is possibly related to the nature of disease progression, 

whereby symptoms often only become apparent at the moderate stage of the disease 

(Calverley and Bellamy, 2000). A small amount of literature focused on the very severe 

end of the spectrum of COPD (Skilbeck et al, 1998; Seamark et al, 2004; Elkington et 

al, 2004) in particular in relation to experience and satisfaction of health services 

provided at this stage of the disease. 
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1.7.2 Living with COPD 

The issues covered in the qualitative literature as described in table 4, can be divided 

into four themes: the experience of symptoms, impact on psychosocial well-being, 

impact of COPD on activities related to everyday life and issues relating to what is 

important to people with COPD. These will be discussed in more detail in the next 

sections. 

1.7.2.1 Experience of symptoms 

The predominant focus of these studies was the experience of the main symptoms in 

COPD: breathlessness and fatigue. As previously discussed in section 1.5 the 

experience of breathlessness can have a major impact on people's lives, and has 

predominately been studied during a phase of an acute exacerbation of COPD (DeVito, 

1990; DeLaurentis, 2000; Bailey, 2001; Bailey, 2004). People with COPD have 

expressed the emotional impact of breathlessness relating to fear, helplessness, anxiety 

and panic (DeVito, 1990; Bailey, 2004), which increased even further during acute 

exacerbations of the condition (Nicolson and Anderson, 2000; Bailey, 2001). However, 

it appears that little qualitative research has been published with regard to the 

experience of breathlessness during a stable of phase of COPD, and the experience of 

breathlessness during a stable phase may differ from that of an acute phase. 

Paradoxically, the daily experience of breathlessness has been described as often 

occurring suddenly and unexpectedly (DeLaurentis, 2000). Breathlessness was also 

found to have implications beyond people's physical and emotional well-being as it can 

affect their social life by disrupting family life and social relationships (Nicolson and 

Anderson, 2003). This will be discussed further in section 1.7.2.2. 

As described in section 1.5.3 fatigue has also been found to affect and limit people with 

COPD in all aspects of life, including physical, emotional and social interferences 

(Ream and Richardson, 1997). The main impact of fatigue, which seems to be closely 
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linked to the experience of breathlessness (Woo, 2000), has been found to be related to 

difficulties in engaging in activities due to a lack of energy (Ream and Richardson, 

1997; Small and Lamb, 1999). 

The findings of some of these studies have to be interpreted with caution as some only 

include predominately male participants (DeLaurentis, 2000), or do not give any 

information on age range, gender or disease severity (Bailey, 2001, 2004). In addition it 

is also of concern that some studies include a very large number of participants, despite 

aiming to explore the patient experience using qualitative methods. For example DeVito 

(1990) included 96 patients with COPD and analysed data using thematic analysis to 

explore the experience of breathlessness as experienced by patients with COPD. 

However, it is questionable whether it is possible to analyse such a vast amount of data 

in-depth to explain the conceptual links related to this patient experience. 

In contrast to the relatively small body of qualitative literature, there has been a much 

larger body of quantitative research published in relation to breathlessness and COPD. 

This literature has been noted, but not reviewed in any depth, as it does not contribute to 

the main focus of the thesis. It has been reported that breathlessness has an impact on 

health related quality of life (Katsura et al, 2005; Hu and Meek, 2005; Wang and 

Bourbeau, 2005) as well as functional performance and activities of daily living (Woo, 

2000; Ngaage et al 2004; Jones et al, 2005). 

1.7.2.2 Impact on psychosocial well-being 

Other qualitative research, focusing on the general experience of COPD and the impact 

of this condition on people's lives, found that COPD not only affects people on a 

physical level but also on an emotional and social level. 
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The psychological impact of COPD is closely linked to the experience of breathlessness 

as discussed in the previous section 1.7.2.1. Feelings of fear of death (Guthrie et al, 

2001), anxiety, panic and depression (Chan, 2004; Bailey, 2004) have been related to 

the experience of COPD. These findings are also supported by quantitative research 

(Yohannes et al, 2000; Mikkelson et al, 2004). The effect of COPD on the self esteem 

of patients in relation to feelings of being ill, how others perceived them and loss of 

independence, was found to add further to feelings of depression (Guthrie et al, 2001; 

Nicolson and Anderson, 2003). 

Social isolation, a loss of social activity and change in family role as a result of the 

physical limitations of COPD are also issues concerning patients with COPD (Williams 

and Bury, 1989; Jonsdottir, 1998; Nicolson and Anderson, 2003; Chan, 2004). The 

effects of COPD were found not only to affect the person but also family and friends 

surrounding them and disrupt family life, personal and intimate relationships (Nicolson 

and Anderson, 2003). Symptoms, physical limitations, changed abilities and a shift in 

the family role as a result of COPD were found to be the main issues affecting 

relationships within families and amongst friends and neighbours (Nicolson and 

Anderson, 2000, 2003; Bamett, 2005). These findings are not surprising, given that 

COPD is a chronic progressive condition affecting people on a daily basis and 

impacting on various aspects of their lives. The impact of COPD on functional 

independence reported in quantitative studies (Falter et al, 2003; Skumlien et al, 2006) 

may also affect those people close to the patient, i.e. family and friends, and may result 

in the changed relationships revealed through qualitative research (Nicolson and 

Anderson, 2000, 2003). 

There are some methodological issues in relation to some of the studies presented here. 

Chan (2004) only included three participants to explore the patient experience of 

COPD. Although a very in-depth analysis of data is provided, a bigger sample would 

strengthen the findings and allow for further exploration of themes. Other studies 

(Jonsdottir, 1998; Bamett, 2005) do not provide any information on age range, gender 

30 



or disease severity and as such it is difficult to judge whether the results presented only 

apply to a specific group of people with COPD. 

People with COPD appear to cope with the difficulties imposed by breathlessness, such 

as physical limitations, mainly by using practical methods related to breathing 

techniques, pacing themselves and avoiding triggers of breathlessness, such as tobacco 

smoke (O'Neill; 2002). Such coping strategies have been related to the effect of 

pulmonary rehabilitation (PR) (Toms and Harrison, 2002) and research suggests that 

participants' perceived well-being and self-esteem was improved post rehabilitation 

programme (Camp et al, 2000; Toms and Harrison, 2002). Studies relating to the 

perceived impact of PR will be further explored in chapter 5. 

1.7.2.3 Impact on activities related to everyday life 

Only two qualitative studies were identified which related to the experience of COPD 

and its impact on specific activities of daily life, meal related situations and personal 

care. One qualitative interview based study of 13 patients with COPD exploring the 

patient experience of meal related situations, found that such experiences were 

influenced by feelings of dependence, impact of symptoms on the eating experience and 

difficulties in transporting groceries due to physical limitations (Odencrants et al, 2005). 

Some of these issues were also apparent in a second study, including interview and 

observational data of 12 patients with COPD on the experience of assisted personal care 

in hospital (Lomborg et al, 2005). The experience of body care was mainly linked to the 

experience of breathlessness and dependency on others due to physical limitations, 

which impeded peoples' body care activities (Lomborg et al, 2005). These findings 

highlight the impact of symptoms of COPD, such as breathlessness on daily activities 

and the feelings of independence on others as a result. However it has to be noted that 

Lomborg et al (2005) specifically explored the experience of assisted care in hospital 

and therefore only included participants with more advanced COPD who due to an 

exacerbation of their condition required hospitalisation. Therefore the authors' findings 
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have to be interpreted in the context of hospitalised care, which is likely to differ from 

the experience of personal care in the participants' own homes. 

The impact of COPD on wider range activities is apparent from most of the studies 

exploring the patient experience and impact of symptoms. Two qualitative studies 

explored this issue further in relation to perceived meaning and satisfaction of 

functional performance (Leidy and Haase, 1996, 1999) and experiences of daily 

activities (Jeng et al, 2002). A wide range of activities (including physical, social and 

mental activities) have been reported to be affected by symptoms of COPD, in 

particularly breathlessness (Leidy and Haase, 1996, 1999; Jeng et al, 2002). These 

studies will be further explored in relation to the second phase of this research 

programme in chapter 5. 

All but one of these studies were carried out by researchers with a nursing background 

and these aspects, particularly personal care, are integral to nursing care. It could be 

suggested that issues relating more closely to nursing care aspects have therefore 

received more focus within these research studies. 

1.7.2.4 What is important to people with COPD 

This section discusses four qualitative studies that appear to relate most closely to the 

area of interest of this thesis and will therefore be discussed in more detail. 

Guthrie et al (2001) used qualitative interviews with 20 patients with COPD to 

illuminate standardised quality of life measures and to improve our understanding of the 

experience of patients living with COPD. They identified five main issues relating to 

how participants perceived quality of life: family support, housing and environment, 

mobility and activities of daily living, concomitant disease and fear of dying. However 

their findings need to be read with caution, as it is difficult to judge the methodological 
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rigour of their study. This qualitative study was carried out as part of a randomised 

crossover trial of nebulisers versus high dose inhalers. The sample for the qualitative 

interviews was drawn from the original trial sample, using convenience sampling by 

approaching patients sequentially as they were recruited for the nebuliser trial. It is 

presumed that the sample selected for the trial followed homogeneous selection (as the 

authors do not comment on the strategy used), with specific criteria, as this is part of 

experimental research designs (DePoy and Gitlin, ] 998). However, such a strategy is 

not suitable for qualitative studies, where the aim is to choose a varied sample in order 

to capture the wide experiences of participants and aid the development of theory 

(Silverman, 2000). Data collection steps are unclear, interviews were not tape-recorded 

and only notes were taken during the interviews. Therefore, data analysis was reliant on 

the researcher's memory of what was said during the interview rather than an accurate 

account of the participants' experience. Furthermore, although Guthrie et al. refer to 

'coding' and 'categories' in the analysis section, it is unclear how data were analysed as 

no reference is made to the underlying methodology used or precise analytical steps 

carried out. 

Nicolson and Anderson's study (2000, 2003) also focused on what is important to 

people with COPD and the experience of their condition. The findings were published 

in two separate papers. Their study, which consisted of four focus groups with a total of 

20 participants, aimed to identify the subjective perceptions of what people with chronic 

bronchitis considered important to their lives and their adjustment to the disease in 

terms of self-esteem and emotional relationships. This study focused on patients with a 

diagnosis of chronic bronchitis, which is a form of COPD and causes similar symptoms. 

The physical effects of the condition (walking, sleeping, and dependence on 

medication), changes in social relationships (dependency on others and family conflict) 

and emotional reactions, including life disruption and loss of self-esteem were the main 

themes identified. As such the study was predominately concerned with the way 

participants adapted to their condition rather than what was important to their lives. It is 

interesting that this study employed focus groups rather than individual interviews as 
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the method of data collection, as some issues were very personal (such as family 

relationships and emotional reactions) and participants may have felt inhibited to 

disclose such problems in a focus group. 

The third study to be discussed is by Seamark et al (2004), which aimed to explore the 

experiences of ten people living with severe (end-stage) COPD and the impact on their 

carers. This study confirmed findings discussed earlier in this section about the 

experience of breathlessness and associated fatigue (Ream and Richardson, 1997; Small 

and Lamb, 1999; Bailey, 2004). Anxiety and fear were found to affect the participants' 

ability to carry out daily activities, leading to increasing dependence on others and 

social isolation. Due to the severity of their condition, participants were in frequent 

contact with health care professionals including general practitioners, respiratory 

specialist nurses and specialist palliative care nurses. Both positive (reassurance, 

conscious discussion of diagnosis and prognosis) and negative (access difficulties, 

inconsistent quality of interaction) aspects of these relationships were identified. It has 

to be noted that this study only included participants with severe COPD (FEV, < 40% 

predicted), with five of ten participants receiving oral morphine to control symptoms of 

breathlessness (an indication that these patients had end-stage COPD) and seven 

participants using prescribed long-term oxygen therapy. Although this study focused on 

one end of the COPD spectrum and included predominately men (nine of ten 

participants), it gives an important insight into the experience of living with COPD, in 

particular participants' perception of health care services and their relationship with 

health care professionals. 

Finally, Bamett (2005) used a phenomenological approach to explore the experience of 

people with COPD. The author interviewed ten people diagnosed with moderate to 

severe COPD using unstructured interviews. The main themes related to perception of 

severity of symptoms, functional disabilities and the emotional trauma of coping with 

COPD. All of these issues have been reported as being of concern to patients with 

COPD in previous studies (Nicolson and Anderson, 2003; Seamark et al, 2004) and 
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although Bamett (2005) has used a different methodological approach to explore the 

patient perspective, this study seems to offer few new insights into the experience of 

living with the condition. In addition the author does not give any information on 

gender or age range and as such it is difficult to judge whether findings only apply to a 

specific age group or gender or could be related to people with COPD from a wider age 

range and both men and women. 

These four qualitative studies provide some insight into the experience of living with 

COPD and what is important to their perceived well-being. However, they either lack 

methodological rigour (Guthrie et al, 2001), focus on a specific aspect of the illness 

experience (Nicolson and Anderson, 2003), or concentrate on one spectrum of disease 

severity (Seamark et al, 2004). These studies predominately focused on the impact of 

COPD on patients' lives, and as such there is still a gap in our understanding of the 

patients' experience in relation to what matters most to them. 

1,8 Summary 

COPD is a chronic, incurable respiratory condition that affects an increasing number of 

the population in the UK. Symptoms of COPD vary between individuals but generally 

people with COPD will experience breathlessness, fatigue, and a cough (often 

accompanied with sputum production). These symptoms can affect physical activities, 

social interactions and cause psychological problems such as anxiety, depression and 

reduced self-esteem. In addition, the nature of medical treatment, which often involves 

oxygen therapy, limits peoples' mobility and causes them to spend much of their time at 

home. Despite the prevalence of this condition, there is a gap in our understanding of 

the patient's experience of this condition and what is important to them. The vast 

majority of previous research aiming to explore patient centred issues has used 

quantitative methods employing standardised quality of life measures. However, quality 

of life is a widely debated concept and often ill defined. In addition, quantitative 

methods may not capture fully the patient experience of this condition and so qualitative 
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methods which allow in-depth exploration of this phenomenon may be more 

appropriate. Although some qualitative research has been carried out to explore the 

experience of people living with COPD, such studies have mainly focused on specific 

pre-defined issues, appear to lack methodological rigour or only focus on one end of the 

COPD spectrum. Therefore our understanding about what matters most to people living 

with COPD is still limited and highlights the need for further research into this area. 
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Chapter 2 Methodology 

The aim of this thesis was to explore the experiences of people with COPD and 

therefore a qualitative approach was chosen as this research approach allows for in-

depth exploration of psycho-social phenomena (Hall and Gallery, 2001). Within 

qualitative research, there are different methods of data collection, the main being 

interviews and observation. As the interest of this research project was to explore 

participants' experiences and perceptions, interviews were chosen as the most 

appropriate method of gaining insight into what it is like to live with a chronic 

respiratory condition. Interviews can be conducted in two ways, either as one-to-one 

individual interviews or as focus groups. Individual interviews were chosen as the more 

appropriate data collection method as the researcher was interested in exploring 

individual experiences rather than exploring the views and experience of a group of 

people. In addition, it was anticipated that participants were experiencing breathlessness 

as well as some physical limitations, which would make it difficult for them to leave 

their house and attend a focus group. In order to include a wide as possible spectrum of 

COPD and not exclude potential participants due to their physical disabilities, it was 

decided to conduct individual interviews either at participants' homes or at the hospital 

(according to the participant's preference). 

There are many qualitative approaches that utilise individual interviews as method of 

data collection, the main ones being phenomenology, narrative and Grounded Theory. 

Phenomenology is concerned with the study of phenomena, their nature and meanings. 

The focus of a phenomenological study is on the way things appear to us through 

experience or in our consciousness. The phenomenological researcher aims to provide a 

rich textured description of lived experience (Giorgi and Giorgi, 2003). Narrative 

research seeks to explore participants' stories to describe their lives and aims to 

organise a sequence of events into a whole so that the significance of each event can be 
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understood in its relation to that whole (Elliott, 2005). Grounded Theory is a systematic 

methodology with the aim to generate or further develop theory that explains social 

phenomena (Glaser and Strauss, 1967). As this research project aimed to develop an 

explanation in form of a theoretical model to explain how people with COPD 

experience their condition and the impact of COPD, Grounded Theory was chosen as 

the methodological approach. 

Qualitative research is often criticised for the subjective nature of its data collection and 

analysis strategies and lack of methodological rigour (Easton et al, 2000; Cutcliffe and 

McKenna, 2002). However, it is often judged by inappropriate criteria. Qualitative 

research sets out to accomplish very different aims from quantitative studies. A 

particular aim is to obtain in-depth, rich data and an explanation of psychosocial 

phenomena (Hall and Gallery, 2001), the topic of interest of this thesis. By contrast, 

quantitative research is concerned with observing the outside world empirically and 

testing hypotheses in order to generalise research findings (DePoy and Git]in, 1998; 

Cutcliffe and McKenna, 2002). 

It has been suggested that the underlying assumptions of qualitative methods are often 

not made explicit in research articles (Morse, 2002). However, it is important to explain 

underlying methodology clearly, not only to convince fellow researchers of its 

importance and significance within research, but also to enable novice researchers to 

recognize and understand the underlying theory of how knowledge is generated 

(Thome, 1997). 

This chapter will explore the epistemological and theoretical background of this 

research project and discuss the chosen methodology within the context of this study. 
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2.1 Theoretical perspective - constructing meaningful reality 

The methodology employed within this research project, Grounded Theory, is rooted 

within interpretivism and symbolic interactionism. Interpretivism is mainly concerned 

with understanding and explaining human experience and the social world. This 

theoretical perspective lies within the epistemological position of constructivism 

(Crotty, 1998; Hall and Gallery, 2001). In contrast to a positivist view, constructivism 

suggests that meaningful reality does not merely exist and be discovered but rather is 

actively 'constructed' (Hall and Gallery, 2001). This view proposes that human beings 

construct a meaningful reality as they interact with the world. This would suggest that if 

there were no consciousness capable of interpreting the world, there would be no 

meaning at all (Crotty, 1998). Hence, for a tree to be a tree, a human being has to see 

and perceive it as a tree, in other words, if there was no human being on earth, there 

would still be 'things' but they would not be trees because no one would be there to 

perceive them as trees. In relation to this particular study, this would suggest that 

patients' experiences of the phenomena to be studied already existed prior to the 

investigation. However, only when these experiences are perceived and constructed in a 

certain way by the participant and the researcher, can they be named or labelled. A 

different researcher investigating the same research question with the same group of 

participants may reach different conclusions as he or she may perceive and construct 

these phenomena differently. 

Some authors argue that the positivist - constructivist debate ignores a third approach to 

how knowledge is generated: realism (Wainwright, 1997). A constructivist view ignores 

the possibility of the existence of such phenomena and entities independently from our 

perceptions of these, as stated within realism (Wainwright, 1997). The realist claims 

that scientific theories relate mind-independent objects, whereas the constructivist 

argues that the world is constructed by our concepts and phenomena do not exist 

independently of our conceptualisations (Raftopoulos, 2006). Although it can be argued 

that the purpose of exploring phenomena that may not even exist beyond our own 

conceptualisation is somewhat doubtful (as the realist may claim) (Wainwright, 1997), 
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it has to be acknowledged that the story constructed between the researcher and 

participant is always dependent on what kind of story the participant wants to tell. 

Therefore, we can never claim to explore what is really happening. However, we can 

explore the way in which meaningful realities are constructed at one particular moment 

in time. 

Interpretivism, one approach within constructivism, emerged as a challenge to positivist 

approaches in an attempt to understand and explain human and social reality. Whilst 

interacting with others we perceive interactions, experiences and objects in a certain 

way, and each individual may interpret human behaviour in a different way. According 

to this theoretical perspective, there is no one truth but rather different ways of seeing 

things (Crotty, 1998). Nevertheless, conclusions drawn from a study with an 

interpretivist approach need to be plausible and convincing to readers. A different 

researcher may interpret the data collected in this particular study in a different way, but 

as long as the analytical steps are logical to others these conclusions will be valid. This 

also highlights the issue of the researcher's influence on data, which will be further 

discussed in subsequent sections of this chapter and chapter 5. 

Symbolic interactionism, a theoretical perspective that was derived from interpretivism, 

focuses on the subjective aspects of social life, rather than on objective aspects of social 

systems (Mead, 1934). For interactionists, humans continually adjust their behaviour 

according to the actions of others (Mead, 1934). Symbolic interactionism suggests that 

we are only able to adapt in this way because we are able to interpret actions by giving 

them 'symbols'. Hence, symbolic interactionism emphasises that people construct their 

realities from the symbols around them through interaction with one another and 

therefore people are active participants in creating meaning in a situation (Morse and 

Field, 1995). 
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This particular study is concerned with the subjective experience of people with COPD 

and focuses on the social world, which participants construct for themselves. The 

meaning of these experiences can only be understood through interpretation as 

suggested by interpretivists (Jeon, 2004). Hence this study fits within the theoretical 

perspective of interpretivism and symbolic interactionism. 

2.2 Grounded Theory 

Grounded Theory provides strategies for conducting rigorous qualitative research by 

using a systematic set of data collection and analytical procedures to develop an 

inductively derived theory from the data (Glaser and Strauss, 1967). Although different 

approaches to Grounded Theory exist, they all share certain distinctive features: delay 

of literature review, theoretical sampling, simultaneous data collection and analysis 

(constant comparative analysis) and theory being developed from data, not from 

preconceived hypotheses, to explain behaviour and processes. 

These methods were originally developed by the sociologists Barney Glaser and 

Anselm Strauss during the 1960's, with the aim to provide rigorous qualitative research 

methods that could cut across disciplines and discover social processes present in 

human interaction. The theoretical framework of Grounded Theory as a systematic, 

logical approach to explaining behaviour and processes, has been influenced by Glaser's 

rigorous quantitative training at Columbia University; the close link to symbolic 

interactionism stems from Strauss's training at the University of Chicago with Herbert 

Blumer, who created the term symbolic interactionism, and formulated the most well-

known version of this theoretical perspective (Crotty, 1998; Charmaz, 2001). Grounded 

Theory aims to gain understanding of how a group of people define their reality (via 

their social interactions) (Stem et al, 1982; Hutchinson, 1993). 

2.2.1 The Glaser versus Strauss debate 

Since the Discovery of Grounded Theory (1967) Glaser and Strauss have taken different 

paths in further developing the use of Grounded Theory. This led to the development of 

41 



two differing versions of Grounded Theory often characterised as 'Glaserian' and 

'Straussarian' (Stem, 1994). The differences between these two versions have been 

described as subtle but relating to substantially different epistemological emphases 

(Duchscher and Morgan, 2004). The main differences are to be found in the process of 

data analysis whereby Glaser (1978) emphasised the need to adhere to an emergent 

model of theory generation in which theory rises directly from the data and is devoid of 

interpretivism (Duchscher and Morgan, 2004). Strauss on the other hand, who worked 

with Juliet Corbin on subsequent publications on Grounded Theory (Strauss and Corbin, 

1998), stated that although the researcher needs to allow the theory to rise from the data, 

'analysis is the interplay between researchers and data' {p. 13). It has been argued that 

these differences relate to the different epistemological beliefs of Glaser and Strauss; 

Glaser came from a positivist research background, having been trained in quantitative 

research methods; and Strauss was a social scientist who had worked with Herbert 

Blumer, and was therefore strongly influenced by interpretivism and social 

interactionism (Charmaz, 1995; Duchscher and Morgan, 2004). 

The differing views of data analysis have led to different coding strategies between 

these two approaches to Grounded Theory. Glaser adhered to the original method of the 

emergence model of theory development in which categories and theory emerge directly 

from the data, are returned to the data for verification and are free from interpretation 

(Duchscher and Morgan, 2004). Strauss and Corbin (1998), on the other hand, proposed 

a new coding framework (consisting of open, axial and selective coding) that includes 

specific analytical tools to facilitate organisation of data and conceptualisation of codes 

to allow theory development. This variation in the data analysis process between Glaser 

and Strauss has led to the 'emergence versus forcing' debate, whereby Glaser criticised 

Strauss and Corbin's method of fracturing data through directive questioning that 

appears to force preconceived ideas onto the data (Glaser, 1992; Duchscher and 

Morgan, 2004). 

Despite these differences, both Glaser and Strauss agree on the core characteristics and 

purpose of Grounded Theory: use of coding, constant comparison, questions of the data, 
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theoretical sampling, and memos to aid the process theory development with the aim 

that the creation of theory is true to the data, makes sense to the participants involved in 

the study and provides for relationships amongst concepts (Duchscher and Morgan, 

2004; Walker and Myrick, 2006). 

It has been argued that the Glaserian and Straussarian versions of Grounded Theory 

have distinct differences, and as such should be treated as two different methods (Stern, 

1994; Melia, 1996; Duchscher and Morgan, 2004; Walker and Myrik, 2006). However, 

there is a debate whether the two approaches could be merged (Heath and Cowley, 

2004) or whether this merging could lead to an erosion of the Grounded Theory method 

as argued by Stem (1994). Furthermore, other researchers have adapted this 

methodological approach and applied their own epistemological beliefs, such as 

Charmaz (2001), who has a constructivist view and states that the 'researcher actively 

constructs the data in concert with his or her participants' (p.32). Some authors caution 

against the adaptation and merging of different approaches within Grounded Theory, in 

particular for novice researchers (Morse, 1991). On the other hand it could be argued 

that it is not always possible to carry out a 'pure' Grounded Theory study for practical 

reasons, such as difficulties in employing theoretical sampling within organisations such 

as the National Health Service. Some of these issues relating to this particular study will 

be discussed in later sections of this chapter and chapter 3. 

Although Glaser's call for caution with regard to the forcing debate has to be 

considered, the approach that Strauss and Corbin put forward was found to be more 

transparent to this researcher, in particular their coding framework of open, axial and 

selective coding. This approach seemed to provide more guidance to a novice researcher 

throughout the often daunting process of data analysis. Also, it was more in line with 

the researcher's own stance in using interpretative/constructionist methods. Therefore, 

Strauss and Corbin's approach to Grounded Theory was applied within this research 

programme. Not all of the specific tools were used as they were found too prescriptive 
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and therefore hindered what has been described as the analytical, creative and inductive 

process of qualitative data analysis (Silverman, 2000). 

2.2.2 The role of a literature review in Grounded Theory 

There has been an ongoing debate within the literature regarding the nature and process 

of Grounded Theory (Backman and Kyngas, 1999; Cutcliffe, 2000; Wimpenny and 

Gass, 2000; Eaves, 2001). Grounded Theory has increasingly been used in qualitative 

research studies over recent years. However, this growing body of literature has been 

criticised for its lack of adherence to the original method described by its creators 

(Wilson and Hutchinson, 1996; Eaves, 2001). The debate regarding the role of literature 

review in Grounded Theory presented a certain tension in this research project and is 

therefore discussed in more detail in this section. 

A purist approach to Grounded Theory would advise avoiding conducting a review of 

the literature prior to commencing data collection (Glaser and Strauss, 1967) in order to 

ensure that the emerging theory will be grounded in the data rather than being 

influenced by previous knowledge of the literature surrounding the research question. 

However, Hutchinson (1993) argues that a literature review preceding data collection is 

necessary to identify gaps of knowledge and help provide a rationale for the proposed 

research. Although the original view on literature review appears to follow the logical 

'rules' of Grounded Theory, it is increasingly difficult to expose gaps in knowledge at a 

time when a vast number of new research articles are being published every day and 

may overwhelm the researcher. In addition, funding for research has become very 

competitive and therefore it is essential to justify the need for a study to any granting 

body, which is impossible to achieve if a review of the literature has not been carried 

out when writing a research proposal. 

Cutcliffe (2000) states that research questions require conceptual clarity. The initial 

literature review for this particular study, demonstrated that Quality of Life and well-
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being were both concepts that lack such clarity. The original question of this research 

project (How do people living with COPD perceive their psychosocial well-being?) was 

adjusted and a more focused and distinct question was developed. In this way, this 

initial literature review was necessary in order to identify conceptual problems. 

Although the decision was taken to carry out a literature review, it was recognised that a 

detailed and comprehensive literature review is not the first stage in a Grounded Theory 

study (Smith and Biley, 1997). The key questions were a) how rigorous and thorough 

should the first literature review be and b) at what point of the theory induction should 

this literature review occur (Cutcliffe, 2000). These are potentially very confusing 

questions for the novice researcher as it may be difficult to know how much reading is 

too extensive. It may be problematic to stop the review when immersed in the literature, 

as there might be a drive to continue the literature review. If a researcher approaches a 

study with 'too much' background knowledge, a situation may occur where the 

researcher has already begun to form theoretical and initial conceptual links, which is 

clearly inappropriate for a Grounded Theory study (Glaser and Strauss, 1967). As a 

result, it is arguably important to decide the limits of any review prior to its initiation. In 

this study, a literature review was decided to be appropriate to address the following 

aims: 

1. To establish what was already known about this subject area in order to expose a 

gap in knowledge 

2. To achieve clarity of the concepts employed 

Although an initial literature review was undertaken in order to achieve point 1 above, 

critical appraisal of this literature was not carried out until data analysis was completed 

in the first phase of the study, to avoid impose pre-existing knowledge onto the data. 

Even with such a cautious approach to reviewing existing literature, researchers will 

still have some pre-existing ideas and concepts. It is important to acknowledge that no 

researcher is a 'blank sheet', each coming with his/ her own history and experiences. 
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Through the clinical experience of working with people diagnosed with COPD, the 

researcher had already formed some ideas on the subject. This is not necessarily a 

disadvantage, as this experience aided to expose the knowledge gap and therefore 

helped to provide the rationale for the research project. However, it is essential to be 

explicit about pre-existing knowledge and ideas in order to distinguish these initial 

concepts from the theory arising from the data and ensure that the results are not 

moulded to the researcher's own beliefs and experiences. 

Other difficulties that arose within this Grounded Theory study will be discussed in 

Chapter 3. 

2.2.3 Theory development 

The main objective of Grounded Theory is theory development. As well as generating 

novel theory from the data, existing theories can be tested or further developed (Strauss 

and Corbin, 1998). Two types of theories can be generated using Grounded Theory: 

formal or substantive theory (McCann and Clark, 2003a). Formal theories are more 

general than substantive theories and deal with a conceptual area of investigation, such 

as illness experience (Morse and Johnson, 1991), professionalism and power relations in 

clinical practice (McCann and Clark, 2003a). Substantive theories are the most common 

type of theory development in Grounded Theory and focus on specific social 

interactions and processes. These are developed for narrower areas of investigation, 

such as therapeutic touch, nurse-patient relationships in palliative care and carer's 

perspectives on health services. 

It was not possible to develop and test out theory during the first phase of this research 

project. However, the findings highlighted an important area for investigation, which 

led to the development of a second phase. The aim of the second phase was to build on 

findings of the first phase, explore these in more depth and develop a substantive theory 

through further data collection and analysis. 
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The objectives and aims of this research programme correspond with the objectives of 

Grounded Theory as the study aimed to explore processes by which the research 

participants view their own reality and what these realities mean to them. As the 

theoretical perspective follows that of symbolic interactionism, the method employed 

was of a qualitative nature, thus producing data rich in experiences. As little has been 

published in relation to the area of investigation of this particular study, the aim was to 

develop a substantive theory rather than test an already existing theory. 

Having discussed the underlying theoretical perspective and methodology employed in 

this research programme and issues relating to these, the next chapter moves on to 

describe the specific methods used in the first phase of the project. 
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Chapter 3 Method phase 1 

3.1 Overview of study 

As discussed in chapter 1 of this thesis, COPD poses a major medical and social 

problem in Britain today. Despite its prevalence and the impact this chronic illness has 

on the individual, little has been published regarding the patient's own perspective. In 

addition, research that purports to study what is important to patients often uses the 

problematic concept of Quality of Life (QoL). Although QoL measures are clearly 

important within research in terms of comparing populations and evaluating 

interventions, they may not reflect what is important to patients (McPherson et al, 

2001). As such, there appeared a need to explore the patient perspective using 

qualitative methods, allowing experiences of participants to be explored within the 

context of social processes and relationships (Mason, 2002). At the outset, the focus of 

this study was to explore issues surrounding self-perceived QoL and well-being of 

patients with COPD. The initial research question was 'What is important to the Quality 

of Life of patients living with COPD?'; however, having undertaken the initial literature 

review and through analysis of early data, the aims of this study were reviewed and 

adapted in discussion with PhD supervisors as the concept of QoL and well-being were 

found too elusive to explore. Hence, the research question for this exploratory, first 

phase of this PhD programme was rephrased to 'What is important to the self-perceived 

well-being of patients living with COPD?' and aimed: 

• To explore how COPD affects patients' daily lives 

• To identify issues that people with COPD perceive as being important to their 

sense of well-being, which could then be further explored in a second study 

phase. 
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3.2 Design of study 

This was a cross-sectional interview study with six people, who were living with 

COPD, accessed via the outpatient chest clinic and respiratory specialist nursing service 

at the Oxford Radcliffe Hospitals Trust. Participants were asked to talk about their 

experience of living with COPD, how their condition affected them and what was 

important to their lives. The following sections describe recruitment of participants and 

research procedure. 

3.3 Participants 

Participants were recruited according to purposeful sampling strategies and using the 

inclusion criteria below. Purposeful sampling strategies were used to select a sample 

according to the needs of the study to choose participants who would have knowledge 

of the research topic and provide in depth data (Coyne, 1997). 

Inclusion criteria: 

• People who were either patients at the outpatient chest clinic or respiratory nursing 

service at the Oxford Radcliffe Hospitals Trust and lived within 20 miles of Oxford 

(to minimise time and financial constraints of travelling to participants). 

• People over 18 years of age: COPD is a disease that mainly affects adults during the 

later stages of their lives, the researcher wanted to ensure that all participants were 

consenting adults. 

• Diagnosis of COPD: by medical staff as documented in patients' medical records 

(mainly using spirometry and medical history). 

• Consent to take part in the study: only those able to give informed consent were 

eligible. 
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Exclusion criteria: 

• People who primarily suffered from other chronic illnesses: such as cardiovascular 

disease, cancer, neurological disabilities, and mental health disorders. These patient 

groups were excluded, as there may be a variety of factors influencing these 

patients' experience of their disease. 

• People whose primary diagnoses were other respiratory conditions: such as asthma 

or bronchiectasis. These respiratory conditions have a very different aetiology and 

present themselves with different symptoms; therefore they may affect patient 

experience in a different way to COPD. 

• Patients during an acute phase of their disease requiring hospitalisation or having 

been discharged from hospital within the last two weeks. This patient group was 

excluded as a) the researcher did not want to add pressure on a patient who was 

currently experiencing respiratory distress, which would affect their ability to 

communicate and b) this situation would require a very different sampling strategy 

and would not have been practical within the limitation of this PhD programme. 

• People living in nursing homes, residential homes or other care settings such as 

hospices: this patient group would be difficult to recruit as they are mainly cared for 

by their GP and District Nurse and would therefore require different recruitment 

strategies. 

• People who were unable to communicate in English or German (the researcher is 

fluent in both languages). 

3.4 Research Process 

This section outlines the process of gaining ethical and Trust approval for this study and 

the way in which services and participants were accessed and recruited. 
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3.4.1 Ethical considerations 

This study was submitted for ethical approval to the Applied & Qualitative Research 

Ethics Committee for the Oxford Radcliffe Hospitals Trust (ORHT) and ethical 

approval was granted in October 2003 (see appendix 1). One of the changes required 

was that patients could not be contacted directly by the researcher as this may have been 

seen as coercive. Although this ethical issue had to be taken into account, it also meant 

that the recruitment relied on clinicians whose workload was often already very high. 

Recruitment may therefore have been affected as clinicians may not have had the same 

motivation as the researcher. In addition, having to rely on 'gatekeepers' may have 

biased the recruitment process as clinicians may have approached certain patients they 

believe to be 'good' research participants and exclude others. However these limitations 

were unavoidable as ethical issues in research have priority. 

The researcher had previously worked on the respiratory unit as a nurse and this may 

have influenced participants' decision to take part in the study, as they may have been a 

patient on the ward during that time. However, the researcher had stopped working on 

this particular ward more than eight months prior to the start of recruitment. In addition, 

no direct contact with participants was made unless they showed interest and contacted 

the researcher first. 

As specified in the information sheet, any interview would have been stopped if the 

patient became too breathless to speak. This is a difficult assessment to make as the 

perception of breathlessness is very subjective and can vary enormously between 

individuals. General medical guidelines suggest that breathlessness requires medical 

attention when the person is unable to complete sentences (Cox, 2001). However, some 

patients are constantly breathless and therefore their perception of severity of 

breathlessness can differ from the perception by the assessor. Therefore, no strict 

guidelines were used in the exclusion criteria. However, as the researcher is experienced 
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in talking to COPD patients, decisions about prematurely ending an interview were 

made for each individual participant on a case by case basis. 

3.4.2 Research Governance 

The ORHT Research and Development co-ordinator was contacted to ensure 

compliance with research governance issues, such as data protection (e.g. storage of 

patient personal data), health and safety (e.g. lone working), financial implications (e.g. 

staff costs to Trust) and specific responsibilities of the research team (e.g. supervision, 

day to day organisation of research project and dissemination of findings) (DoH, 

2001b). The University of Southampton acted as the research sponsor. 

A project registration form was submitted to the ORHT Research and Development 

department. In order to gain R&D approval, the study was discussed with the 

Directorate Manager and Directorate Financial Manager. An honorary contract was 

applied for and obtained via Human Resources after discussion with the Respiratory 

Unit Manager. 

3.4.3 Insurance 

Indemnity insurance was provided by the University of Southampton (see appendix 2) 

and by the ORHT once R&D and ethical approval was granted. 

3.4.4 Risk assessment 

Potential risks and hazards to both researcher and participants were identified and 

discussed with supervisors. In order to comply with the University of Southampton's 

guidelines, a risk assessment was completed and submitted to the departmental safety 

officer of the School of Health Professions and Rehabilitation Sciences (see appendix 

3). Key aspects were issues surrounding lone working. 
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3.4.5 Access to Services 

The researcher had previously established links with the respiratory specialist nurses 

and respiratory physicians when working as a staff nurse on the respiratory unit prior to 

commencing this research project and continued to maintain these links throughout the 

study. In addition, a presentation was made during a seminar to physicians, respiratory 

specialist nurses and therapists working within respiratory medicine. 

Information letters were sent to all consultant respiratory physicians and nurses from the 

Respiratory Specialist Nursing Service to find out whether they would be interested in 

supporting the recruitment of patients for this study. All six physicians and three nurses 

agreed to the study and were happy to support the recruitment of patients. 

The study and recruitment requirements were discussed and patient information packs 

were given to individual respiratory nurses and physicians willing to help with the 

recruitment. 

3.4.6 Recruitment / Access to Participants 

The respiratory nurses and consultant physicians identified patients during routine 

consultations and provided the patient with an invitation letter (see appendix 4) and 

information leaflet about the study (see appendix 5). The patient was asked to contact 

the researcher directly, either by phone or by returning the reply-slip, if interested in 

taking part in the study. Once this contact was made, the patient was given time to ask 

questions and a time for interview convenient to the patient was arranged. This was 

either at the patient's home or in a room at the hospital, according to the patient's 

preference. 

Throughout the recruitment process regular contact was made either in person or by 

letter with the clinicians involved in recruitment. However, it was noted that recruitment 
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via the consultants was slower than via respiratory nurses. One reason for this difference 

may have been that the researcher had a closer working relationship with the respiratory 

nurses dating back to when working as a staff nurse on the respiratory ward. In addition, 

the researcher was able to use the respiratory nurses' office to receive phone calls from 

interested patients and therefore contact was more frequent than with physicians. 

The use of the office may have influenced participants as they could have assumed a 

connection between the researcher and the respiratory nursing service due to the same 

telephone number supplied. However, due to various constraints, such as ethical 

requirements precluding use of a private telephone; the financial considerations of 

setting up a separate telephone line; and the travel implications of using the University's 

phone (as the researcher was living in Oxford at the time of data collection), it was 

decided that the use of the telephone in the respiratory nursing office was the best 

option available. In addition, it was emphasised to participants prior to the interview 

that the research was not connected to the respiratory nursing service and the researcher 

was merely talking to the person in the capacity of a PhD student. The reply slip 

supplied stated the University's address and therefore avoided any connection made 

with the respiratory nursing service. All but two participants used the reply slip to 

respond to the study. 

Although the researcher had previously met some of the participants when working as a 

staff nurse, it was not felt that this might have unduly influenced patients to participate 

in the study, as this work ended over 6 months prior to commencing recruitment and 

participants were self-selected. 

Respiratory physicians were initially informed of the study, however, they were not 

notified of the participation of individual patients who had been accessed via the nurses, 

as it was felt that this would further control and possibly limit recruitment. In discussion 

with the supervisory team, it was decided that the specialist respiratory nurses knew 
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their patients well and were experienced enough to judge whether patients would be fit 

to take part in this study (and ethical approval did not require respiratory physicians to 

be informed of the participation of individual patients). This raises an important issue 

regarding patients' autonomy to decide whether to take part in research studies. It has to 

be acknowledged that physicians may have more knowledge with regard to the 

requirements of participating in research projects and possible effects on patients' 

health. However, it could also be argued that the need to gain permission from 

physicians or nurses before approaching potential research participants may be seen as 

patronising and may add to the unequal power relationship that often exists between 

patients and health care staff. In relation to this particular study it was decided that 

patients should have the autonomy to decide whether they feel able to take part in the 

research and this was supported by the ethics committee. General Practitioners (GPs) 

were informed of the participation of individuals once consent was given by the 

participants to inform their GPs. 

3.5 Data Collection 

Data were collected using in-depth semi-structured interviews. As the researcher was 

new to the area of research, interviews were piloted with colleagues and one patient. 

3.5.1 Pilot Interviews 

Although experienced in carrying out clinical interviews, the researcher was 

inexperienced in conducting interviews for research, and therefore three pre-pilots with 

supervisors and peers were carried out. These pre-pilots aided in getting used to the 

recording equipment, improved interview style and provided feedback on practical 

aspects of recorded interviewing. One pre-pilot was video taped in order to increase the 

researcher's awareness of the impact of body language. 
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The main lessons learned from conducting pilot interviews were the different ways of 

asking questions, and ways of picking up on participants' responses to inform 

subsequent questions. One pilot with a COPD patient was conducted, once ethical 

approval was granted, prior to the main data collection to test the interview schedule 

and issues specific to COPD patients, such as clarity of recordings due to breathlessness 

of patients and noise from oxygen concentrators. 

Issues highlighted in this particular pilot interview were how to deal with situations 

when the participant 'veers' off the topic and ideal positioning of audio taping 

equipment in order to optimise the quality of recording. 

3.5.2 Interview schedule 

Interview questions were prepared to help structure the interview. These were 

developed through discussion with supervisors, health care professionals working in the 

area of respiratory care, and drawn firom the literature and the researcher's own 

professional experience. Interview questions included questions about the experience of 

participants' disease, what mattered to them the most and how COPD afkcted them on 

a daily basis (see appendix 6). As this exploratory phase aimed to establish what was 

important to patients and as very little previous research was found using a qualitative 

approach, the questions were kept broad and used as prompts to allow participants to 

talk about issues important to them rather than imposing pre-existing views. 

3.5.3 Interviews 

Six patients took part in the study. All six patients were interviewed in their own homes. 

Four participants were interviewed on their own, and during two interviews the 

participants' spouse was present. Interviews lasted from 30 to 65 minutes. At the 

beginning of each interview, the researcher introduced herself and offered to answer any 

questions the participants may have. The interview procedure was explained and the 

tape recorder was introduced. It was pointed out that the recording could be stopped at 
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any time. All participants agreed to take part in the study and consent was taken (please 

refer to appendix 7 for a copy of the consent form). 

The tape recording was commenced and the interviews were started by asking the 

patient about how their life was affected by their respiratory condition and what a 

normal day would be like for them. The aim of these semi-structured interviews was to 

give participants the opportunity to talk about issues important to them without limiting 

the outcome of the interview by imposing too much structure in the form of precise 

questions. However, if the interview topic left the subject area too much, the researcher 

tried to lead the conversation back to the area of interest by asking more specific 

questions. The interview came to an end when the interviewee stopped talking and no 

further issues arose. One interview was cut short prematurely as the participant was 

struggling to breathe during the conversation, i.e. was unable to talk in full sentences. 

The researcher stayed with the participant until he had fully recovered. This incident 

was discussed with the respiratory nurses on agreement with the participant. 

There is a debate concerning the influence of a researcher upon an interview and 

consequently data collection. It is important to consider which questions to ask, how to 

phrase them and in what manner to convey them, as all of these issues can influence the 

interview (Mason, 2002). Unlike the structured interview, semi-structured or open 

interviews give the interviewee the opportunity to share issues important to them, 

enable the interview to enter novel areas and allow the participant to take direction of 

the interview (Smith, 1995). Qualitative methodology tries to place the participant as an 

equal contributor to the researcher (Mason, 2002) and in semi-structured and open 

interviewing the interviewees are perceived as the experts, hence it is imperative that 

they are given the maximum opportunity to tell their story (Smith, 1995). As the aims 

of the interviews in this study were to explore issues important to participants, the 

researcher did not want to limit the interview to preconceived ideas on this subject, and 

therefore it was decided that a semi-structured interview would be the most appropriate 

data collection tool. 
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3.5.4 Field notes 

Initial feelings about the interview and general notions of what happened during the 

interview were recorded immediately after (away from the patient) in the form of field 

notes. Field notes included impressions on how the interview went, observation of home 

surroundings, (i.e. medical equipment and presence of other family members) and 

description of the participant's body language and less obvious issues that may have 

influenced the interview (such as the participant's perception of the researcher). In 

addition, initial ideas about issues important to participants were recorded. For example, 

one participant had various different electrical items in his living room waiting to be 

fixed. This was recorded as: 'likes DIY/ fixing goods'. For further examples of field 

notes please refer to appendix 8. These data were used to aid data analysis and augment 

findings from the interviews. 

3.5.5 Questionnaires 

The Medical Outcomes Survey Short Form 36 item (SF-36) (appendix 9) and St. 

George's Respiratory Questionnaire (SGRQ) (appendix 10) were administered once the 

interview finished. These measures contain specific questions about the impact of a 

condition and the researcher wanted to ensure that the participant was not influenced by 

these questions prior to the interview, therefore the questionnaires were administered at 

the end of the interview. These data were used to describe the participant group in terms 

of perceived physical and emotional well-being and symptoms in order to communicate 

these with others, especially more positivist researchers, and to relate findings to other 

groups of patients. Both questionnaires are frequently used in respiratory research 

(Mahler and Mackowiak, 1995; Hajiro et al, 2000; Boueri et al, 2001; Peruzza et al, 

2003). Details of each assessment are given below. 
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3.5.5.1 The Short Form 36 item 

Purpose: 

The SF-36 is a multi-purpose, short-form health survey with only 36 questions. It 

consists of eight health concepts including functional health and well-being scores. The 

SF- 36 is a generic measure, as opposed to one that targets a specific age, disease, or 

treatment group. Accordingly, the SF-36 has proven useful in surveys of general and 

specific populations, comparing the relative burden of diseases, and in differentiating 

the health benefits produced by a wide range of different treatments (Ware et al, 1993). 

bacagroww. 

The eight health concepts were selected from 40 concepts included in the Medical 

Outcomes Study (Stewart and Ware, 1992). The chosen concepts represent the most 

frequently measured concepts in widely used health surveys and those most affected by 

disease and treatment (Ware et al, 1993). 

The SF-36 is easy to administer and only takes five minutes to complete. It includes 

aspects of physical functioning, social functioning, energy and fatigue as well as general 

health perceptions. These aspects were of particular interest to this study in order to 

describe the sample in terms of overall health perceptions. 

It has been reported that respondents often misunderstood questions (Mallinson, 2002). 

In addition, it has been found that researchers may interpret items differently from the 

original author's intended meanings. However, the purpose of this particular study was 

not to use the SF-36 as a health status measure but to enable description of the 

population. 
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Nottingham Health Profile, Sickness Impact Profile. 

The SF-36 was chosen in preference to these as it is easy to administer, less time 

consuming than others considered, and has been evaluated for its use with populations 

with respiratory conditions (Mahler and Mackowiak, 1995). 

3.5.5.2 The St George's Respiratory Questionnaire 

The SGRQ is a disease specific instrument designed to measure impact of illness on 

overall health, daily life and perceived well-being. It was developed for use by patients 

with irreversible and reversible airways obstruction. It has been designed to allow 

comparative measurements of health between patient populations and quantify changes 

in health following therapy (Jones et al, 1991). 

Background: 

The SGRQ was developed by Jones et al in 1991. The SGRQ contains 50 items and 

76 weighted responses divided into three components: Symptoms, Activity, and 

Impacts. The Symptoms component contains items concerned with the level of 

symptoms, including frequency of cough, sputum production, wheeze, breathlessness, 

and the duration and frequency of breathlessness or wheeze. The Activity component is 

concerned with physical activities that are either caused or are limited by breathlessness. 

The Impacts component covers such factors as employment, being in control of health, 

panic, stigmatisation, the need for medication and its side effects, expectations for health 

and disturbance of daily life. 
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The SGRQ only takes 10 minutes to complete and gives an indication of perceived 

impact of illness. With regard to this particular study it allows for disease specific 

description of the sample. 

This is a fairly complex questionnaire as it contains 50 items. The 'true'/ 'false' 

statements may be confusing to respondents. To avoid any confusion, the questions 

were read to participants and clarified immediately if needed. 

Chronic Respiratory Questionnaire, Breathing Problems Questionnaire. 

The SGRQ was chosen as it is less time consuming than others considered. This was the 

main deciding factor in choosing the questionnaires, as participants had already spent 

30-60 minutes talking to the researcher and the aim was to keep time needed to 

complete data collection to a minimum, as patients with COPD can experience 

respiratory distress when talking for a long time. 

Although both questionnaires can be self administered, the questionnaires were 

administered by the researcher for practical reasons (such as space to write) and to 

facilitate understanding of questions. 

Demographic data (disease severity, medication, confirmation and length of diagnosis) 

were collected from medical notes after consent was given. These notes are stored at the 

Chest Clinic Outpatient Department, and the respiratory nurses were helpful in locating 
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the medical records for participants. Data on social circumstances, such as marital status 

and employment were obtained during the interview. 

3.5.5.3 Sampling and Saturation 

Sampling in Grounded Theory follows the rules of non-probability sampling. Within 

non-probability sampling a sample is deliberately selected and as such does not intend 

to be statistically representative but reflect the variety of characteristics found within the 

sampled population (Ritchie et al, 2003). In order for concepts and categories to be 

identified during data collection and analysis, sampling of participants continues until 

each category is saturated (Cutcliffe, 2000). Hence, simultaneous involvement of data 

collection and analysis is required. 

Saturation refers to the point at which the researcher has obtained sufficient information 

to understand the phenomenon and subsequent data do not provide new insights or 

understandings (DePoy and Gitlin, 1998), categories have conceptual density and all 

variations within categories can be explained (McCann and Clark, 2003b). Within this 

first phase of this research programme, not all categories were fully saturated as this 

study aimed to explore issues important to participants rather than develop theory. 

However, during the second phase, some of these identified issues were explored further 

with a larger sample and saturation of these categories was achieved. 

Sampling within grounded theory is often described as 'theoretical' rather than 

purposeful as it is led by categories and themes identified (Glaser and Strauss, 1967; 

Becker, 1993). During the initial stages of a study sampling strategies can not be based 

on theory development, as it has yet to be developed. Therefore, researchers may 

approach groups, who they believe maximise the possibilities of obtaining data, thus 

following purposeful sampling strategies (Glaser, 1978). Initially, the researcher may 

aim to talk to the most knowledgeable people on the subject to be explored, in this case 

people living with COPD. As data collection and analysis progresses, theoretical 
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sampling, whereby participants are selected in order to construct theory, is carried out 

until saturation is reached. 

It has to be recognised that theoretical sampling is not always possible due to practical 

reasons. For ethical considerations it was impossible to access patients' medical notes in 

order to ascertain their disease characteristics or socio-economic background prior to 

interviews and taking consent. This particular study relied on health professionals for 

recruitment and it was therefore possible to recruit patients with different backgrounds, 

because the respiratory nurses and physicians knew patients from previous visits and 

consultations. However, even in this case it was difficult to employ theoretical sampling 

fully as health professionals did not always see the kind of participant required to build 

categories, or forgot which patients to approach at a particular time. In addition, when 

recruitment is slow and the anticipated sample size seems to be difficult to achieve, 

researchers may have to take all participants, regardless of theoretical sampling 

requirements. Therefore, in the reality of undertaking research, theoretical sampling is 

not always practicable and the researcher will need to employ mainly purposeful 

sampling strategies. Although an initial interview prior to recruiting a patient could have 

been carried out, in order to ascertain such characteristics, this was rejected due to time 

constraints on both the researcher and the participant. However, the aim was to recruit 

more participants (beyond the point of saturation) in order to maximise the potential of 

recruiting people with different characteristics. 

3.6 Data management and analysis 

The interviews were analysed using a Grounded Theory approach, by which data were 

coded and categorised. However, the analysis did not follow purist Grounded Theory 

for various reasons, which were discussed previously in chapter 2. This first phase of 

the research programme set out to explore issues important to people with COPD, 

which would then lead to a more focused question for the main phase of this research 

project. Due to time constraints, it was anticipated that saturation would not be achieved 
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as the topic area was veiy broad and therefore it would have been expected that a larger 

sample would be needed to achieve saturation (McCann and Clark, 2003b). 

Although it was not possible to saturate categories fully, emerging themes from 

interviews were explored in more detail with subsequent participants. Initial 

interviewees were all male and therefore the importance of one of the categories related 

to work and activity could be related to their working lives. Therefore an effort was 

made to recruit more women to explore this link and it was found that this aspect also 

matters to women who had worked in paid employment for only part of their lives. 

3.6.1 Questionnaire data 

Data collected with the SF-36 survey and the St George Respiratory Questionnaire were 

analysed to describe the sample rather than to make statements of the participants' 

Quality of Life. Data were analysed by means of descriptive statistics, using Microsoft 

Excel®, in order to describe the participant group in terms of age range, symptoms, 

level of activity and perceived well-being. 

3.6.2 Transcripts 

The interviews were transcribed verbatim. The transcription process was very time 

consuming, but it allowed the researcher to get immersed in the data early, and due to 

financial constraints it was decided not to involve a transcription service. 

Each interview was listened to in full before commencing transcription to provide 

familiarity with the participant's voice. The recordings from both participant and 

researcher were then transcribed in full and once completed, were checked for accuracy 

against the original tape recording. The interviews were transcribed including unrelated 

conversations, as the researcher did not feel experienced enough at this point to be 
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selective; data may often appear irrelevant at first sight but subsequently turn out to be 

useful in the analysis. 

Each transcript was line-numbered and anonymised in accordance with data protection 

requirements by the Ethics Committee. Laughing, crying, coughing were notated in 

italics and parts of the interview which could not be understood were notated as [...]. 

For a full list of notations please refer to appendix 11. 

Transcripts, tapes and participants details were stored at the University of Southampton 

in a secure place and only accessible to the researcher, although data were shared with 

supervisors. 

3.6.3 Data management 

Due to the small number of interviews (n=6) it was decided to manage the data 

manually rather than using a computer software package. A software package would 

have required training and time to familiarise oneself to its use and due to the small 

amount of data it was decided that it would be more efficient to code data manually on 

paper. Individual phrases and sections of data were highlighted and given initial code 

phrases (marked in the outer margin on the transcript). Codes were then collated into 

categories. This process was managed using Microsoft® Word 2000 documents. This 

process was repeated several times to reflect on codes and categories and explore 

alternative ways of categorising. 

3.6.4 Development of codes and categories 

A Grounded Theory approach uses a systematic set of inductive strategies for analysing 

data and developing theory grounded in the data (Strauss and Corbin, 1998). A 

Grounded Theory analysis begins with the data and remains close to the data (Charmaz, 
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2001). Theory is developed by comparing codes and categories with new data and 

gathering further data (Glaser and Strauss, 1967). 

In accordance with suggested procedures of analysing qualitative data (Mason, 2002), 

data were analysed by line by line coding and/or key phrases, thus creating shorter code 

phrases for each interview (open coding). Codes were created to sum up what a 

particular section of data conveyed. The codes (with corresponding data) were collated 

in a separate Word document for each interview. Please refer to appendix 12 for an 

example of open codes. Once all data were coded during this phase of open coding, 

axial coding was used to form categories with the use of mind maps (see appendix 13). 

Axial coding is the second step in data analysis and is the process of relating categories 

to subcategories (Strauss and Corbin, 1998). 

Some codes did not seem to fit with any other codes. These were noted in the margin of 

each mind map. Several codes appeared to fit within more than one category. For 

example 'unpredictable condition' could be seen as both part of ' loss of control' (as the 

patient is unable to take control or plan ahead as the condition seems to change from 

one day to the next and is susceptible on many different external influences, such as 

weather and infections), and could fit within the category 'loss of spontaneity' 

(participants were unable to do things spontaneously as they would never know how 

their condition would be). When this occurred, the researcher referred back to the 

original data and interpreted the data within the context of what was happening in the 

interview. In the case of 'unpredictable condition', it was decided that it would be 

categorised as 'loss of spontaneity' as the context suggested that participants felt unable 

to do things spontaneously rather than indicating a feeling of loss of control. 

Short memos were written for categories formed. Memo-writing is a way of exploring 

codes and categories during data analysis (Charmaz, 2001). Memos are an exploration 

of codes and the researcher's ideas of their construct and conceptualisations. Therefore, 
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memo-writing is about writing all of these ideas down quickly and teasing out various 

aspects of the data, rather than writing these for an academic audience. Much of the 

memo-writing was used to make comparisons of one participant's experience, belief or 

behaviour with another and it is an essential part of the constant comparative method 

(Charmaz, 2001). Memo-writing helped to clarify categories in terms of their 

importance, similarities and differences and aided the analytical process. Although 

memo-vmting was used to explore and clarify categories, this aspect of data analysis 

was not employed to its full extent at this stage; this will be discussed further in the 

reflective section 3.7. 

Once all data were categorised for each interview, categories were compared across 

interviews to establish similarities and differences. This method is called constant 

comparative method. Constant comparative method refers to the simultaneous 

collection and analysis of data in Grounded Theory (Glaser and Strauss, 1967). Codes 

and then categories, which were developed from each participant's data, were compared 

with new data. It is recognised that within the time available it was not possible to 

achieve data saturation, develop core categories and central themes, and generate new 

theory in this first phase of this research project. However, as the research questions of 

the first phase were fairly broad, the findings led to the development of a new and more 

specific research question. Thus, the second phase of this research project aimed to 

explore two of the main themes, activity and participation, in more depth and build on 

the findings from this first phase in order to develop theory. 

3.6.5 Rigour in Grounded Theory 

The criteria for ensuring rigour in research is dependent on the underlying theoretical 

perspective employed and therefore the process of ensuring validity and reliability 

within qualitative research is different from that associated with quantitative research. 
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'Truth' in interpretivism, is not regarded as an objective 'truth' that can be discovered 

as in positivist quantitative research (CutclifTe and McKenna, 2002) but is constructed 

by human beings as they engage with the world that they are interpreting (Crotty, 1998). 

Therefore the next section will not refer to reliability, generalisability and validity, as 

these terms are associated with methods used in quantitative research to ensure rigour. 

Instead, ways of ensuring rigour in a qualitative Grounded Theory study will be 

discussed in relation to sampling issues, theoretical saturation, transparency of data 

analysis, credibility of findings and reflexivity. 

3.6.5.1 Transparency 

It is essential that other researchers are able to follow methods of analysis and 

conclusions made as a result of these. It is therefore recommended that the researcher 

makes the process by which interpretations are made as transparent as possible, so 

others are able to trace the logic whereby certain methodological choices are made 

(Mason, 2002). This makes it necessary to specify sampling decisions made, to illustrate 

how data were coded, how these were categorised and how core themes were 

constructed (Chiovitti and Piran, 2003). The steps of coding and analysing data in this 

study are discussed in a previous section within this chapter to illustrate how categories 

were constructed and the steps of the analysis can be seen in appendices 12 and 13. 

3.6.5.2 Credibility 

Credibility is a term that relates to trustworthiness of findings and depends on a) 

whether the reader perceives findings as credible and can recognise experiences b) the 

extent the population from which the sample was drawn can see themselves in the 

identified themes (Chiovitti and Piran, 2003). The former point relates to transparency 

of the research process and the extent to which data support identified themes (Cutcliffe 

and McKenna, 1999). The latter point is often enhanced by respondent validation, i.e. 

the findings are discussed with participants who will then confirm their accuracy 

(Chiovitti and Piran, 2003). However, this method has received much critical discussion 
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in the literature. Skeggs (1994) noted from her own experience that participants do not 

always understand the theoretical links made and therefore are unable to confirm the 

validity of interpretation. However, in view of recent research governance regulations 

(DoH, 2001b) it is important to disseminate findings not only among researchers and 

health care professionals but also among the population from whom the sample was 

drawn. Therefore, interpretations must also be presented in a way that lay people are 

able to understand how they were made. 

Mason (2002) maintains that no single person or group can claim epistemological 

privilege i.e. a person has a particular standpoint in relation to the study and is therefore 

best placed to understand a certain phenomenon (e.g. the impact of COPD can only be 

understood by people with COPD). She elaborates that a certain social standpoint and 

experience of the phenomena studied is indeed useful in research where reflexivity has 

to be acknowledged; however, this cannot be regarded as sufficient to demonstrate 

validity of interpretations. Therefore, validity should be demonstrated through retracing 

and reconstruction of the route by which conclusions were reached, i.e. thought 

processes need to be spelt out so others are able to follow and understand these 

processes (Mason, 2002). 

Silverman (2000) claims that overt respondent validation is only possible if results of 

analysis are compatible with the self-image of respondents. Yet some qualitative 

research which aims to develop theory about social processes, may not be concerned 

with respondent validation as participants are not able to comment on these findings 

(Silverman, 2000). To ensure credibility of the data it is essential that findings represent 

the experience of participants, if that is what the researchers are claiming to do. Instead 

of validating and verifying interpretations and theoretical links, the focus of'respondent 

validation' could be placed on ensuring that there is some agreement between the 

researcher's findings regarding the patient experience and participants' perception of 

such experience. The response to findings could then be used for further analysis, which 

would strengthen the research findings (Bloor, 1997). 
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Although the first phase o f this study aimed to explore the patient experience, it was 

decided not to use respondent validation, as the aim was to explore a broad subject area 

in order to identify a more specific area important to patients with COPD, which could 

then be explored in further detail, rather than development of a theory. In addition, 

COPD has a high mortality rate and most participants were diagnosed with very severe 

COPD. By the time data analysis was completed, two of the six participants had already 

died as a consequence of their condition. In order to ensure findings were credible, 

emphasis was placed on retracing the ways by which findings were reached to enable 

others to understand these processes, as Mason (2002) suggests. However, respondent 

validation as a way of ensuring credibility was considered for the next phase of this 

project and is discussed further in chapter 6. 

Chiovitt i and Pi ran (2003) list several methods of enhancing credibility o f research 

findings. They recommend that participants should guide the inquiry process and 

participants' actual words be used in the theory. This is an important aspect to ensure 

credibility o f a qualitative study and was applied within this research project. When 

participants introduced a new concept about the phenomenon of interest, the interview 

schedule was adjusted and the new codes were included in subsequent interviews with 

participants.. The research question was initially expressed as 'What is important to the 

Quality o f L i fe of patients l iving with COPD?', but early interviews and a literature 

review revealed that the concept of quality o f life was not o f specific importance to 

participants. Therefore, the research question was rephrased to 'What is important to the 

self-perceived well-being of patients l iv ing with COPD?'. This process, whereby the 

data determines the research question developed, is a characteristic o f Grounded Theory 

(Cutcliffe, 2000) and the research question of the second phase was developed as a 

result o f the findings from this first phase. 
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3.6.5.3 Reflexivity 

Reflexivity refers to the sensitivity of the way in which the researcher and the research 

process have shaped the collected data (Mays and Pope, 2000). This includes the role of 

prior presumptions and experience o f the researcher, which w i l l influence the way data 

are collected and analysed. In addition, personal characteristics of both the researcher 

and the participant influence the relationship and thus affect the way data are collected. 

It is important to be aware of these influences and acknowledge these throughout the 

process data collection and analysis. A reflexive account in relation to this particular 

study is given in the next section o f this chapter. 

3.7 Reflection 

This section is a personal reflective account o f the research process and my own 

development throughout this first phase of the PhD programme and is therefore 

presented in the first person. Some of the issues that arose during this first phase were 

taken into consideration when planning the second phase of this research project. 

3.7.1 Recruitment 

I chose the sampling criteria in order to obtain a varied sample, however on reflection I 

removed the exclusion criterion 'people l iving in nursing homes, residential homes or 

other care settings' from the selection criteria o f the second phase o f recruitment. As 

sampling strategies in qualitative research aim to provide a varied sample of people with 

different backgrounds, people l iv ing in care settings should not be excluded as they may 

give a very different insight into their needs compared to people living in their own 

homes. 

Slow recruitment poses a potential problem with any research. I was dependant on 

health professionals to recruit patients, and this required regular contact with 

professionals to ensure recruitment continued over a period of time. During the second 
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phase of recruitment, I decided to send invitation letters directly to patients (via 

pulmonary therapists, due to data protection issues) rather than relying on others to 

select potential participants and hand out letters during visits and appointments. This 

meant that all patients on the waiting list were invited to take part in the study rather 

than being pre-selected by health care professionals. 

3.7.1.1 Data collection 

Although 1 have experience o f conducting clinical interviews with patients, these are 

very different from research interviews. When working as a nurse, clinical interviews 

took place in a hospital environment, and I would fol low a specific interview schedule, 

usually relating to a specific nursing assessment. 1 found that it was a very different 

experience when carrying out research interviews. These interviews took place in the 

participant's home, which meant that the person was in their familiar environment 

whereas I was in an unfamiliar environment, rather than my familiar work place. Also, 

from my previous experience I was used to setting questions aimed at getting targeted 

and short replies from patients. In my research interviews I had to learn to use open 

questions to allow the participant to tell their story and their views and experiences, 

which meant that they took an active part in guiding the interview. As a result, I felt that 

the power relationship between myself as the interviewer and the interviewees was more 

equal than in clinical interviews. It appeared that the context or environmental setting of 

the participants' home enabled them to take a more active part in the interview process. 

Although this felt slightly uncomfortable for me to begin with, practise interviews with 

my supervisors combined with the experience of the first few interviews enabled me to 

feel progressively comfortable with conducting qualitative research interviews. 

In relation to practical aspects of conducting research interviews, I had to become 

familiar with recording equipment. Although this was practised during pre-pilots, 

interviewing at participants' homes can pose a variety o f problems. In one case a dog 

caused a fair amount of disturbance. In another case, the participant's l iv ing room was 
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so ful l o f medical equipment, various magazines and other household items, that it was 

nearly impossible to f ind space to position the recording equipment close enough to the 

participant to obtain a recording of high enough quality to be transcribed easily. 

In addition, spouses were present on two occasions and at the time I decided not to 

include their comments in the transcripts and deleted their voices from the tapes, as the 

main purpose of the study was to explore patients' views. However, on reflection these 

comments may have added to the process of data analysis as these pose different 

contextual situations compared to interviews wi th only the interviewee present. I 

therefore decided either to ask spouses to leave, or as this was not always possible, take 

their consent to be tape-recorded and included in the data analysis. 

On the whole interviews went well as participants were wi l l ing and engaged in talking 

about their experiences and views o f l iv ing with COPD. The technical aspects of 

recording interviews also did not pose any problems. The main problems were 

encountered when on one occasion, a participant asked for medical advice on his 

symptoms (he was aware that 1 was a nurse) and this situation posed a tension for me as 

a researcher and as a nurse. On this occasion, 1 told the participant that 1 was unable to 

advise him, but with his consent would ask the respiratory nurses to contact him with 

advice. This solution appeared acceptable to him and we were able to continue the 

interview on the topic of the research questions. 

One aspect that particularly shaped subsequent interviews was the question o f how 

participants perceived their Quality o f Life, the focus of the very initial research 

questions (see page 48). During interviews wi th the first two participants, I found that 

responses were very short and vague and appeared to indicate that participants were not 

familiar with this concept or had at least not thought much about it. Indeed one 

participant asked me what I meant by 'Quality o f L i fe ' and when I responded that this 

largely depended on what he thought Quality o f Li fe meant to him, I started to realise 
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how complex the concept itself was and how elusive and variable definitions of its 

meaning can be. Indeed, this complexity has been wel l identified in the literature 

(Armstrong et al 2005). As a result, I revisited both the research questions and expanded 

my literature search. The research questions were amended so that this concept that did 

not appear to have intuitive appeal to this population (Quality o f Life) was not used as a 

reference point. Rather, the questions focused on what was perceived to be important 

and meaningful to people with COPD. 

3.7.1.2 Data management 

Data collected during the first phase o f the project were coded manually. The process o f 

organising and storing codes and categories manually posed a diff icult task. I therefore 

attended several sessions regarding different computer software packages for qualitative 

analysis, such as Nudist® and Nv ivo®. After discussion with peers and supervisors, I 

decided to use the computer software package Nv ivo® during the second phase o f this 

project to facilitate the organisation o f data. 

3.7.1.3 Data analysis 

Data were analysed simultaneously to data collection. Findings from early analysis o f 

initial interviews led to changes to the interview schedule of subsequent interviews. The 

pilot interview dealt very much with the importance o f having respiratory nurses to talk 

to, the role of music and teaching and the experience of panic. These topics were 

followed up with the next participant. However, not all leads were fol lowed through and 

therefore saturation o f categories was not achieved. As the next phase o f the study not 

only included two recruitment sites but also targeted people more directly by sending 

invitation letter directly to potential participants, it was anticipated that the sample 

would be bigger thus increasing the opportunity for saturation of categories found. 

Another aspect that I had not ful ly integrated during the first phase of the study was 

memo-writing. Although I did make notes on particular thought processes whilst coding 
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and categorising data, this aspect of Grounded Theory methodology needed to be 

expanded during the next phase of analysis to explore ideas, patterns in data and 

relationships between categories to a greater depth. 

3.7.1.4 My influence as the researcher on the data 

It is important to recognise that I am part o f the data analysis and therefore part o f the 

findings. This is reflected in constructivism, the epistemological background of this 

research, which suggests that meanings are only created when we interpret the world. 

Researchers construct meaning when interpreting data and hence it is important to 

acknowledge my own influence on the collection and interpretation o f these data. 

Through my presence during the interviews, 1 have influenced participants' behaviour. 

In addition, two participants knew that I had a nursing background. This knowledge 

may have led to participants discussing more nursing related issues or avoiding certain 

issues, such as complaints about hospital services. Indeed, one participant, who was 

aware o f my nursing background, told me that he was concerned about being on his 

own whilst his daughter was away and asked me whether I could arrange nursing cover 

for this period o f time. In this case I explained that was unable to do so as I was talking 

to him in the capacity of a research student but that I would inform the nursing team 

wi th his permission. He was satisfied wi th this solution. Participants who perceived me 

as a research student may have withheld certain issues that they would have felt more 

comfortable talking about to a health care professional, but may have felt encouraged to 

talk about other issues, such as their views on health care services. 

Although semi-structured interviews were used to enable participants to discuss issues 

important to them, there is a question as to how I may have influenced their story. The 

interview was directed by me as I aimed to explore a certain area o f participants' 

experience. The way questions were asked w i l l have influenced participants' responses 

and this is not always apparent until interviews are transcribed. However, during the 
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transcription o f interviews, I made notes about my interview style and adapted questions 

accordingly when conducting subsequent interviews. 

The main influence of the researcher on data in qualitative research occurs during data 

analysis, as this is a personal interpretation o f data. M y personal and professional 

background influenced data analysis. I am a nurse by profession wi th a particular 

interest and experience in respiratory nursing, and this has inevitably influenced my 

interpretation o f the data. Particular issues that are familiar to nurses might have been 

either more or less significant to me than to someone from a different background wi th 

little or no respiratory experience. 

Using systematic strategies to analyse data, and describing clearly how codes and 

categories were created (thus enabling the reader to fol low the process by which 

conclusions were made), increased the rigour of this qualitative analysis. In order to 

avoid imposing pre-existing ideas about the phenomenon onto the data, these were 

noted prior to commencing data collection and compared to issues identified during 

analysis. Although some findings were not new and were similar to pre-existing ideas, 

the main findings, which led to the development of the second phase, have not been 

much discussed in the literature and were not part o f my initial ideas o f what might be 

important to patients. 
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Chapter 4 Results and discussion phase 1 

This chapter represents the findings from the exploratory study of this research 

programme in terms of codes and categories that were identified from the interview 

data. The first interview was carried out as a pilot interview and the interview questions 

were adapted accordingly in subsequent interviews. The research questions changed 

during data collection as a result o f simultaneous data analysis. 

The overall aim of this exploratory phase of the research was to provide insights into 

issues that are important to people l iv ing with COPD in order to develop a more focused 

research question. This second phase of the research w i l l be discussed in chapters 6, 7 

and 8. 

When reporting on quantitative studies it is generally accepted that results and 

discussion sections are presented separate from one another. When reporting qualitative 

studies, the author has to make a choice whether to fol low this format or to combine 

findings wi th discussion o f literature. The latter approach has several advantages: it 

allows the reader to interpret findings wi th in the wider context o f existing literature 

related to the phenomenon; it also avoids repetition that can often occur when 

discussing findings of qualitative data and literature separately as data are presented in 

form of text rather than displayed as tables and graphs (as in quantitative studies). 

Another reason for choosing to present a combined results and discussion o f literature 

chapter is that it reflects the methodological approach of Grounded Theory, whereby a 

comprehensive literature review is not the first step in a Grounded Theory study but 

rather undertaken once data collection and analysis has commenced. Disadvantages of 

this approach to reporting a study are that it can be overwhelming for the reader to be 

presented with data, interpretation and discussion of literature at the same time. 
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After consideration of these issues, it was decided to combine the presentation of 

findings and discussion due to the epistemoiogical approach of a constructivist -

inductive - quahtative methodology, as this way of presentation seemed to be more 

appropriate to this particular research methodology. 

4,1 Participant details 

Data collection took place from October 2003 to January 2004. In total six participants 

four male, two female with an age range of 64- 83 years were recruited. Two 

participants contacted the researcher directly by phone and four participants replied by 

post using reply slips. A l l participants who were interested in taking part in the study 

were eligible. 

A l l participants lived within Oxfordshire. Table 5 on page 79 shows some diversity o f 

the participants in terms o f socio-economic background and disease status. A l l 

participants were Caucasian. The participant group reflects a typical picture o f patients 

with COPD, whereby the disease affects mainly older people and more men than 

women. Symptoms of the condition usually become apparent at the moderate stage of 

COPD and at this point patients usually come into contact with health care services. A l l 

but one participant were married and lived with their spouses. One participant was 

widowed and lived on his own. 
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The majority o f participants were l iving in their own home with two participants l iv ing 

in rented accommodation. A l l participants were retired, however, one continued to teach 

a few hours of music to a small number of private students at home. As COPD is 

usually present for a considerable amount of time before it is formally diagnosed by a 

physician, the duration o f disease is not precise. The majority o f respondents were 

l iving with COPD for more than ten years, had very severe COPD and were using 

prescribed long-term oxygen therapy. 

Table 6 shows some of the data collected with the SF-36 in order to provide a picture of 

the participant group. No questionnaire data are available for participant 1 as the use of 

the SF-36 and St George's Respiratory Questionnaire was introduced as an amendment 

after data collection had started and at the point o f the first interview the researcher was 

still awaiting ethical approval o f this amendment. 

Table 6 Participants phase 1 SF-36 data 

Health 
status 

Limitations in 
vigorous 
activities 

Walking 
several 

hundred yards 

Walking 
100 yards 

' I expect my 
health to get 
worse' 

1 N/A N/A N/A N/A N/A 

2 Poor Limited a lot Limited a little 
Limited a 

little 
Don' t know 

3 Fair Limited a lot Limited a lot 
Limited a 

lot 
Definitely true 

4 Good Limited a lot L imited a lot 
Limited a 

lot 
Don' t know 

5 Fmr Limited a lot Limited a lot 
Limited a 

lot 
Don' t know 

6 
Very 
good 

Limited a lot Not limited Not limited Mostly false 
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As Table 7 on page 82 shows, all but one participant stated that their lung condition was 

the most important problem they had. One participant rated her illness as 'causing her a 

few problems'. This could be explained by the fact that she had the least advanced 

disease and did not require oxygen therapy at home. 

Al l but one participant disagreed with the statement '1 seem to get sick a little easier 

than other people'. The participant agreeing with this statement made also negative 

comparisons o f herself to others, which w i l l be illustrated in a later section o f this 

chapter. 

4.2 Myself as the researcher 

When describing participants' details, it is also important to describe myself as the 

researcher as my presence and therefore my persona influenced the data collection. 

Ways in which data collection and analysis may have been influenced by me as a 

researcher have been discussed in the previous chapter and therefore this section w i l l 

only outline a description o f me. 

I am a 29-year-old white female. I have a BSc (Hons) in Adult Nursing and my 

profisssional background is mainly in respiratory nursing. Whilst English is not my first 

language (I was bom and brought up in Germany), I communicate in English well, 

having undertaken my nurse training and first degree in the UK and I have been living 

permanently in the U K for the past nine years. 
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4.3 Findings from interviews 

This section discusses the categories identified from the six interviews conducted during 

the first phase of this research programme. Qualitative data analysis can lead to varying 

amounts o f codes depending on the interview structure. Within this first phase over 250 

codes were identified, not all o f which related to the research question. Therefore, only 

those categories which appear most important in relation to the research question (What 

is important to the self-perceived well-being of people with COPD?) are discussed here. 

The first section discusses issues found to be similar across participants in terms of 

impact o f COPD on their lives and what is important to them. 

A number of identified categories were similar across all interviews. Some of the issues 

identified, such as loss of control (panic due to breathlessness and inability to change 

condition), and contact with health services (regular contact, nurses as experts, oxygen 

therapy) were not unexpected as these are familiar in the nursing literature and, from the 

researcher's own clinical experience, are often encountered in the clinical setting. 

Three other categories were identified as concerns to participants: activities (walking, 

household maintenance and driving), social participation (holidays and socialising) and 

social isolation. These issues were of particular interest as a) they have not been 

discussed a great deal elsewhere in relation to COPD and b) activity and social 

participation needs of patients with COPD are not commonly part o f nursing 

assessments and care. Therefore, only these categories will be presented here in depth. 

Quotes from specific participants are used to support and illustrate identified themes. 

They are referenced participant no; line numbers i.e. Pt2; 75-84. In some cases, i f 

required to add to the understanding and clarification of context, relevant text was added 

in brackets, i.e. [going out] vgyy All names have been changed to 

ensure anonymity of participants. 
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4.3.1 Activities and Participation in COPD 

Figure 3 on page 85 shows the main themes identified as important to participants' lives 

and how these different aspects are related. The symptoms of COPD leading to physical 

restrictions were perceived to result in social isolation. Despite these restrictions and in 

order to overcome feelings of being lonely and housebound, participants engaged in a 

variety o f both physical and social activities, which allowed them to participate in life. 
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4.3.2 Physical Activities 

The category 'activities' related primarily to physical activities and included three main 

areas; walking, household maintenance and driving. These activities were mainly 

related to physical aspects of activity, however the meaning of these activities was 

beyond mere Ainctional ability but was linked to a sense of participation in life. 

4.3.2.1 Walking 

All participants felt restricted in their walking ability to some extent due to their 

breathlessness. One participant managed to walk only a few feet around his home before 

having to sit down. In addition, all but one participant used oxygen therapy at home and 

due to the weight, bulky appearance and impractical size o f their portable oxygen 

systems, it was dif f icult for them to leave their homes. Participants also felt embarrassed 

by displaying their breathing problems in such an obvious way. Yet despite these 

difficulties, all but one participant spoke about walking as an activity that they enjoyed 

doing and which they tried to maintain within their limitations. Walking was carried out 

as a leisure activity, as a way of getting around the home and to carry out activities 

outside the home, such as shopping. Despite their severe disability, participants made an 

effort to maintain their walking level, and although some were unable to leave the home 

environment due to their oxygen therapy dependency they still tried to walk around the 

home and garden. Mr Brown talked about his limited walking abilities but emphasised 

that he was still trying to maintain walking around his home and garden: 

/ go owf / wa/a: wp rae garckn 7 tmg 2 go .yo ̂  amj' / 

gô ra j:rop caw ge/ fo rAe ogam, 7 VZ 

happy about that' {A; 189-191) 

He also appeared to be satisfied with his ability to walk around his small garden, which 

could be an indication of changed expectations in relation to his ability to walk. Some 

86 



of the participants were unable to leave the house independently and therefore mainly 

talked about walking in their homes or gardens. 

M r Stevens was using long-term oxygen therapy and although he did not use a portable 

oxygen system when leaving his home, he tried to do some walking whilst on holiday 

which he enjoyed: 

7 w a / a e g / f a e cefme/eay m fo /ag pa /a ' (2/ ... 'ffiewf 

round Welsh Cathedral; I can M>alk around there M'ith me stick. You know it's, it's really 

Mfce, j/ga/z, 174-175). 

Both of these participants (Mr Stevens and Mr Brown), talked about their ambition to 

keep walking despite their worsening condition and perceived breathlessness, which 

highlights the importance of walking as an activity to them. 

It is interesting to note that participants mainly talked about walking as a leisure activity 

rather than a function to get from one place to another. This suggests that walking was 

important as an activity beyond its functional purpose. However, as most participants 

were diagnosed with severe to very severe COPD, they felt restricted in their walking 

abilities, thus experiencing difficulties in leaving their homes, which is supported in a 

variety of other studies, both qualitative and quantitative (Anderson, 1995; Guthrie et al, 

2001; Nicolson and Anderson, 2003; Bamett, 2005; Pitta et al, 2005). This aspect will 

be discussed further in a later section in relation to social isolation. 

Leidy and Haase (1996) used a qualitative approach to explore the functional 

performance o f people wi th COPD from a patient perspective and also identified 

walking as an issue that concerned people. Their interview based study included 12 

people diagnosed with moderate to very severe COPD. However, the focus of their 

study was patients' satisfaction with their functional ability to perform these activities 

rather than the activities' importance to their lives. As such, their study focused on the 

functional decline o f people with COPD and the satisfaction with their performance 
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rather than exploring what activities such as walking meant to patients. The findings 

from the study presented here suggest that walking was perceived as an important 

activity to participants not only in relation to its functional purpose, but was also 

perceived as a way of staying active within their home environment. The present study 

was able to determine that for this group o f participants walking was important not just 

for its own sake, but because o f the 'meaning' attributed to the activity. 

4.3.2.2 Household maintenance 

Housework was an important activity for women, whereas men tended to refer to work 

around the house, such as D I Y related work. This may relate to the different roles and 

activities o f men and women o f this generation, which the participants in this study 

were keen to maintain despite their illness. Wi th the exception of one participant, all 

talked about household maintenance issues. One participant did not talk about 

household activities; however, he had the most advanced disease within this study and 

he found it difficult to walk even a few steps and therefore he may have not been able to 

carry out these activities. As discussed earlier, most participants found it difficult to 

leave their homes due to their breathlessness and need for oxygen therapy and therefore 

it seemed easier to maintain activities within their home and garden. 

Mrs Thompson talked a lot about the things she did around the house: 

c o o a : c / g o m a / w r w .../(fo a// fae a/w,5^0 rae (6; 

63-65) 

She enjoyed this activity and explained how she would feel without being able to do the 

housework; 

7 don't know what I'll do if Ijust had to sit here I couldn Y stand that' (6; 70-71) 

This also highlights her perception of not being able to carry out many activities other 

than within her home, i.e. if she was not able to cany out household activities she had 

nothing else she could do to keep active. 



M r Stevens particularly enjoyed repairing electrical appliances and a large proportion of 

his interview dealt wi th this subject; 

7 can sit here with a pad up here, a pair of pliers and screwdriver and I can tinker 

about with them all day' (2; 189) 

He also did repairs for his sons and this was part o f his regular activities since he 

retired, thus providing him wi th both a purposeful activity and some involvement with 

his family. As participants often experienced difficulties when leaving their homes, the 

majority o f their activities were home-centred. 

These different household activities, which participants carried out on a regular basis, 

were identified as being important to their lives. Although they referred to the purpose 

of these activities, such as repairing a broken light or cleaning the house, they also 

viewed household maintenance activities as a way of spending time and therefore 

appeared to be important beyond their primary purpose. Leidy and Haase (1996) also 

identified household maintenance as an important issue to people with COPD. 

However, the authors focused on specific tasks and participants' satisfaction wi th their 

performance o f such tasks and as such the authors used a pre prepared coding scheme 

that already included household maintenance rather than identifying this issue as it 

arose from the data. 

4.3.2.3 Driving 

Driv ing was interpreted as another important activity and three out o f the six 

participants talked about their ability to drive. With in this context they mainly referred 

to the ability to get from one geographical location to another as M r Stevens illustrated: 

7 can drive which is a great asset... / can get around' (2; 145/153) 

The ability o f driving also gave M r Stevens a sense of freedom and 

independence: 
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'mk* wz/e com d!r/vg w <7 vgyy (fr/vgy, auf can (/r/ve j/ow a?]om' ivaa/ 7 

mgom, ^ae w/z/ (/r/ve, '// dy-zvg /m); car 6wr faa^ eam, wao/ /^6ry, / caw (fo /my oŵm 

/AfMga/k/zY... ffg/vĝ };owaĵ ew6()/}7"ee&i7M'(2; 155-158) 

M r Brown did not leave his house much but he still managed to drive around with his 

wife: 

7'vg a car our ̂Agyg / can <3&"/ve oA, OMe goo(/ ' (4; 59-60) 

However, due to his worsening condition he was not always able to drive and this did 

not only impact on his ability to travel to different places but also on his role as the 

person who always drove his wife, a role that was now increasingly being taken over by 

his daughter: 

7 y (/nve aecau^e fy aow, aow w/ez/ / a/m. ca, fae porf aaowz 

/f ago aa, we m/w w/g w/ow/d); y aozag/" a6owf ^ae w/f/e /earmmg /o 

agcazwe 7w 6g a6ze fo faae aer a6ow ,̂ w;g// / ca/? y mow;, 6wr ^ae (fawgafer 

that now' (4; 60-64) 

Participants expressed difficulties in leaving the house as they felt restricted in their 

walking abilities due to their breathlessness. Dr iv ing was interpreted as a way in which 

participants maintained their mobil i ty within the community. The ability to leave the 

house independently rather than having to rely on others gave participants the feeling of 

freedom. COPD is a condition that progressively deteriorates and therefore participants' 

ability to maintain activities such as driving independently changed. This did not only 

affect their functional ability but often also changed their role within their family. 

Dr iv ing was a way in which participants maintained community mobil i ty as this was an 

activity that they were still able to carry out independently. However with the 

progressive deterioration of their condition, their ability to drive was affected and may 

have contributed to an increased feeling of social isolation. In a study of the relationship 
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between disability and independence in COPD, Falter et al (2003) found that people 

with higher disability scores felt significantly less independent in relation to community 

mobil i ty. Although Falter et al.'s study used quantitative methods to examine the 

relationship between independence and disability and therefore does not offer insights 

into participants' experience o f these issues, the l ink between dependence on others and 

perceived social isolation is also supported in the study presented here. 

Participants clearly found that being engaged in these activities was important to them, 

but they also expressed feelings of social isolation, which will be discussed in the next 

section. 

4.3.3 Social Isolation 

Although participants were engaged in various activities, the m^ority of these took 

place at home or within solitary spaces such as the car. Therefore, it is not surprising 

that all participants in this study expressed feelings of social isolation. The symptoms of 

COPD such as breathlessness and coughing (with or without sputum production) often 

hindered people from leaving their homes. They felt physically restricted in walking 

distances further than about 100 yards and some felt embarrassed by their symptoms, in 

particular when they were experiencing a persistent cough. Social isolation as a result of 

their condition was an issue for all participants. Two specific aspects of this are 

illustrated here: loneliness and feeling housebound. 

4.3.3.1 Loneliness 

Participants talked about loneliness and being on their own. M r Brown l ived wi th his 

wife but had very little contact with the rest of his family or friends and talked about his 

loneliness: 

7 (fom y any rag / (aowgar q / " y .ygg fag/m now, 

<̂/g<̂  /'m vg?̂  /nwcA OM mg ow/M' (4; 226- 228) 
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He felt that the lack o f visits from family and friends was a result o f his condition and 

that it was the choice of other family members and friends not to visit him anymore. 

Mr Baker spent most of his time with his wife but rarely saw his friends: 

He felt that social contacts were broken o f f as a result o f his condition and visits from 

people became less frequent: 

7've go/ 7 come w, 7 v/ faae j/ow o w r ( 7 rzwe / (fo w 

so but you never see them' (1; 164/165) 

M r Brown felt similarly about his friends and family; 

7'vg yowWi / W zAw /̂ ee vgfy /////g q//Ae peop/g' (4; 225/6) 

Although all participants had support from at least one person, usually their spouse or in 

Mr Miller's case his daughter, all expressed feelings of loneliness and being on their 

own. This highlights the need for social contact outside the immediate family. 

The problem of loneliness was also identified in Elofsson and Ohien's study (2004) on 

the lived experience of six older people with COPD (age range 78- 88 years). Although 

this study confirms the issue o f loneliness for people with COPD as presented here, 

their findings related primarily to the experience of old age rather than COPD. 

4.3.3.2 Housebound 

Due to their dependency on oxygen therapy and restricted physical ability, participants 

talked about having to, or having decided to, stay at home all the time, which was 

interpreted as being housebound: 

yag om/y ĵ gm.y/6/g /amg ro m /o af aomg' (3; 135) 
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7 aerg azz fae aere ' (5; 138) 

This also had an effect on their ability to take part in activities with others, as Mrs 

Adams explained: 

7 couldn 'I go out for a walk, I couldn 't go out with [husband] this morning he went for 

a w/aZA: / couZ<jM Y go wzYA Az/M' (3; 63 -65) 

In this case, the participant was unable to join her husband for a walk, which also has 

social implications. Although walking was talked about in the context of ability, the 

latter quote shows that physical restrictions can also result in social restrictions as the 

participant in this case had to stay on her own at home. 

M r Baker felt reliant on others to enable him to leave the house: 

7 (/oM Y go ow/ a/ a// .yomeoMe mg owf' (1! 29/30) 

This dependency on others to make leaving the house possible increased participants' 

perception of being housebound, especially as many felt their social contacts had been 

broken o f f and that they saw friends and family less frequently. 

The m^ority of participants were using home oxygen therapy and, as existing portable 

oxygen systems were very restrictive due to size and weight, it was not surprising that 

participants felt unable to leave the house. Therefore, social restrictions appeared to be 

not only related to symptoms and physical limitations, but also the nature of medical 

treatment. In addition, all participants were retired at the time of interview and four o f 

six participations stated that their condition had caused them to retire early. This may 

have contributed to their perception of feeling isolated and alone, as not only their social 

contact to friends and family was diminishing but they also no longer had the daily 

social contact with their work colleagues. 

Feelings of social isolation were elicited by all participants in this study. Social isolation 

was mainly related to difficulties in leaving their homes due to breathlessness and 
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dependence on oxygen therapy. Issues that particularly stood out were being 

housebound and lonely. Jonsdottir (1998) found in her qualitative, interview based 

study exploring the life pattern of 10 people with COPD that patients' life pattern of 

isolation and being closed was characterised by resignation to the situation as it is, 

unsuccessful solutions to traumatic events, and difficulties in expressing oneself and 

relating to others. The focus of Jonsdottir's study was based on recognising life pattern 

based on Newman's theory of health (Newman, 1990), rather than on what people 

l iv ing wi th COPD perceived to be important to their lives and their experience o f l iving 

with this condition. The perception of feeling socially isolated has also been identified 

in other chronic conditions, such as heart failure (Home and Payne, 2004) and cancer 

(Hoybye et al, 2005). 

It is interesting to note that participants who expressed these social restrictions also 

talked about their efforts to continue going out and socialising. This would suggest that 

despite their restrictions, these participants still tried to maintain a certain degree of 

social activity. This aspect of social participation will be discussed in the next section 

4.3.4 Social Participation 

The findings suggest that there is a conceptual distinction between activities that refer to 

a physical ability and those that suggest involvement and participation in a life situation. 

Data were coded according to the way participants talked about activities. When 

referring to the functional ability to carry out a task (oAen expressed with verbs such as 

doing, can, able to), data were coded as 'activities', whereas data relating to social 

participation, engagement in a life situation or relating to the participant's social role, 

were coded as 'participation'. Certain codes were identified as activity, such as driving 

and household maintenance. However, their context suggests that these codes also 

related to something more than the mere functional ability o f carrying out an activity. 

They seemed to be associated wi th life involvement and were therefore categorised as 

'social participation'. For example 'driving' was mostly categorised as 'activity' as 

participants referred to driving as ' I can' which was interpreted as ' I am able to'. 
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However it also seemed to be related to 'participation' as M r Stevens explained, when 

talking about a friend who has given up driving: 

7 wayf Ae Agcome a rec/wfe tecaztyg Ae woM Y jy-Zve awyw'Ae/'g' (2; 422-

423) 

This would suggest that driving was seen as more than a form of transport, but enabled 

participants to socialise, take part in l ife and overcome the social isolation experienced 

when feeling housebound. Consequently, as the above quote illustrates, 'not driving' 

was seen as becoming a 'recluse' and socially isolated. 

Mrs Thompson was mainly concerned with doing the cooking and cleaning for her 

husband and son (as illustrated in the previous section), which was categorised as 

'activity' as she said ' I do all the cooking' and was therefore interpreted as ability. 

However, she referred to this later on in the interview when talking about issues 

important to her: 

'and to be able to look after my husband and my son' (6; 158) 

This suggests that doing the housework may be more than merely having the functional 

ability to cook and clean, but relates to her family role, thus leading to involvement and 

participation in life. The personal meaning attributed to this activity seems to have more 

weight than the activity itself. Within the category of social participation two aspects are 

discussed here: holidays and going out. 

4.3.4.1 Holidays 

Participants found it di f f icult to go away on holiday due to their dependence on oxygen 

therapy, in particular i f aeroplane travel was involved. However, five of the six 

participants talked about going on holidays as being important to them. M r Stevens 

talked about past holidays but also plans for future holidays within the UK: 

'vpg <3 /amuga a g o o n 

Mgxf j/ear' (2; 402-403) 
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He talked about this subject for a considerable time during the interview and used 

positive adjectives such as 'lovely' and rekrred to travelling twice with the phrase 

'good l i fe' indicating that holidays and travelling were perceived as a positive and 

important activity in his life. 

Mr Miller felt unable to go on conventional holidays, as he felt that many hotels did not 

cater for people wi th COPD, mainly due to his need for oxygen therapy: 

me ' (5; 115) 

but explained that he bought a caravan to enable him to go on holidays. The ability to 

go on holidays with his caravan wherever he wanted to, may have given Mr Mi l ler an 

increased sense of control. 

Going on holidays was important to most participants and although some were unable to 

realise all their holiday ambitions due to their condition, they still found other ways of 

going away. It could be suggested that holidays are such an important activity for 

participants in this study as this allowed them to not only leave their homes where they 

spent much o f their time but also enabled them to engage wi th the outside world whilst 

travelling. 

In this study holidays were perceived as a way of participating in life and leaving the 

home environment to which participants were bound for most of the time. This was 

identified as a way of overcoming the perception of social isolation. Little published 

research has been reported on the importance of holidays for people with COPD. Leidy 

and Haase (1996) identified holidays as an aspect o f recreation but focused on how 

participants' ability to take part in recreational activities and their satisfaction of these 

changed over time. The findings presented here highlight that holidays are important 

even to those participants with very severe COPD. Hunter- Jones (2003) found that 

holiday taking had positive psycho-social effects on people wi th cancer and impacted on 
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personal health, social effectiveness, personal identity, self-image, independence, future 

career prospects, and personal behaviour. 

4.3.4.2 Going out and socialising 

Maintaining a social life was another aspect that concerned participants. Participants 

talked about the importance of being able to go out as Mrs Thompson explained: 

a/Ky ge/ fAar '.y fAe ' (6; 158) 

Mr Baker elaborated on why socialising was such as important aspect for him: 

'it's someone to talk to... And eh, if I don't speak to anyone I get terribly depressed you 

And it's always nice to talk' (1; 103-114) 

thus indicating the importance of interaction with others as part of participating in life. 

Social contact is clearly important to all people, not just those with chronic conditions 

or disability. However, physical restrictions and symptoms associated with COPD can 

hinder people from leaving their homes, thus impeding socialising and lead to social 

isolation. The participants in the study presented here tried to overcome their 

perceptions of social isolation to some extent by participating in life and maintain some 

degree of social contact. 

4.4 Limitations 

This study set out to serve as an exploratory study with the aim to develop a second, 

more focused phase as part of this PhD programme. Due to time constraints the sample 

was small and saturation of categories was not achieved. This was mainly due to the 

broad issues covered in the interviews, as the opportunity for theoretical saturation to 

occur is enhanced when the research questions are explicit and focused (McCann and 

Clark, 2003b). In addition, it is acknowledged that the theoretical links made between 

categories are only suggestive findings, thus requiring further investigation. Therefore, 
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the second phase was planned to explore further the importance and impact of activity 

and social participation for people with COPD. 

Another limitation to this preliminary study was that the findings were not confirmed 

with participants. One reason for this was the high mortality associated with COPD, as 

noted earlier. However, it is acknowledged that such a step can be an important part of 

ensuring credibility of findings in qualitative research and this issue was addressed in 

the second phase of data collection. 

Thirdly, most issues discussed in the literature in relation to the experience were also 

identified in this study (such as impact o f symptoms on physical activities, social 

isolation). However, other issues discussed in the literature such as embarrassment, 

which for example is included in the Chronic Respiratory Questionnaire (Guyatt et al, 

1987) were not identified to the same extent in this exploratory study. This could be due 

to a number of reasons. Firstly, as discussed in chapter 1, a comprehensive literature 

review is not the first stage in a Grounded Theory study as one attempts to avoid 

'contaminating' data collection and analysis by pre-conceived ideas drawn from 

existing literature. Nevertheless, some literature was reviewed with the aim to a) expose 

a gap in the current knowledge in this topic area and b) to inform the interview 

schedule. As this research project was commenced in 2002, at a time when published 

research on the experience of COPD was still limited, many issues that are now well 

established (such as the role o f embarrassment) had not been explored to the same 

extent. In addition, although the researcher had some expectations o f what issues may 

be discussed by participants, such as the impact of breathlessness on daily life, specific 

issues were not noted as the researcher wanted to avoid 'looking' for these when 

collecting as wel l as analysing data. Indeed the main theme o f social participation and 

activity were not amongst those issues that were expected to emerge, and therefore, this 

approach o f avoiding focusing on specific issues allowed participants to discuss issues 

important to them, rather than ideas deemed important by the researcher and existing 

literature and allowed the researcher to explore novel ideas. A third reason to why 
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certain issues such as embarrassment did not emerge, may be related to the participant 

group, whereby the majority of participants had been living with COPD for several 

years and may have therefore had different emotional responses to the consequences of 

COPD than those who had only recently been experiencing symptoms related to the 

condition. 

4.5 Conclusion 

Firm conclusions cannot be drawn from this part of the research due to the small sample 

size of this exploratory phase. It was found that COPD affected various aspects of 

patients' lives on a daily basis. The feelings of loss of control, and in particular panic 

and breathlessness were the main issues that impacted on participants' lives. The study 

presented here confirmed findings from other studies that COPD affects patients 

emotionally and physically, and has an effect on their social life. 

The exploratory study of this research project highlighted areas of importance to 

patients with COPD. A qualitative approach to identify issues important to participants' 

lives and the impact of health conditions allowed the researcher to explore areas that 

may have not been brought to light when employing standardised quality of life 

questionnaires. Semi-structured interviews allowed the participants to voice their own 

views and opinions and give a rich description of the impact of disease. Without 

conducting these initial interviews, it would not have been possible to identify 

participation and activity as important issues for people living with COPD. As little has 

been published in this area, a second study was developed and employed to explore this 

subject further. The methods and findings of the second phase will be discussed in 

chapters 6, 7 and 8. 
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Chapter 5 Background to phase 2 

The aims of the second phase of this research programme were to explore aspects of 

activity and participation, issues identified as important in the first phase of this 

research programme, in further detail. Two specific aims were addressed: firstly to 

• explore the experience of activity for people living with COPD in depth, 

whereby activity was defined as related to any social, physical or psychological 

activity. 

Information gained from a review of the literature, combined with personal clinical 

experience, indicated that pulmonary rehabilitation (PR), as discussed in chapter 1, 

seemed to be ideally placed to address activity needs, as it aims to increase peoples' 

exercise capacity and independent functioning (BTS, 2001). Therefore the second aim 

was to 

• identify how this experience is affected by PR programmes, as perceived by the 

patients themselves. 

The next section discusses the literature in relation to activity in COPD and what is 

currently known about this area. Section 5.2 will discuss the current provision of PR 

within the UK in more detail. 

5.1 Activity and COPD 

This section gives an overview of previous research on activity as perceived by 

participants with COPD and as such relates mainly to qualitative studies. 
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5.1.1 Overview of literature 

The databases Cinahl (1982- 2006), Medline (1966- 2006, including daily update), 

AMED (1985- 2006) and Psychlnfo (1985- present) were searched using the following 

keywords: COPD; CO AD; chronic obstructive pulmonary disease; chronic lung disease; 

chronic bronchitis; emphysema; activity; engagement; participation. 

As the aim was to identify what was known about the patient perspective of issues 

surrounding activity needs in COPD, the returned publications were limited to 

'qualitative methods'. In addition some selected journals (Disability and Rehabilitation, 

Journal of Advanced Nursing, Qualitative Health Research, Respiratory Medicine) were 

hand searched. This search was carried out periodically between June 2005 and January 

2007. Due to the chosen methodology, a comprehensive literature review was not 

carried out until the data analysis of this phase of the research programme had 

substantially progressed in order to avoid the influence of preconceived ideas on data, as 

discussed in chapter 2. 

5.1.2 Activity and COPD - what do we know? 

This search identified that little research has been published concerning the individual's 

own perspective on activity and COPD. Indeed only three qualitative studies (published 

in four separate papers) containing at least one aspect of patients' perspectives of issues 

related to activity in COPD were identified. Two studies were published between 1990 

and 1999 and the most recent study was published in 2002. It is acknowledged that 

there is a considerably body of quantitative literature in relation to aspects of activity, 

function and exercise tolerance in COPD. Although these aspects were not the focus of 

this thesis, as the aim was to explore how activity is experienced by people with COPD, 

findings from relevant quantitative research will be referred to within this section. 

Two studies were carried out in North America (USA and Canada), one study was 

carried out in Taiwan. This lack of studies performed in the UK highlights the need to 
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carry out research with a U K based sample as cultural difkrences may exist with regard 

to the experience of activities as perceived by people with COPD. 

As most of these studies have already been discussed in chapter 4 in relation to findings 

from phase 1, these will only be briefly summarised in this section to give an overview 

of what is known about the experience of activity and perceived activity needs in 

relation to COPD. The main topics covered by the studies identified related to 

participants' perception and experience of their functional performance and activities 

(Leidy and Haase, 1996, 1999; Jeng et al, 2002) and participants' attitudes towards 

measures that may increase activity tolerance (such as energy conservation and 

breathing techniques) (McBride, 1994). 

Despite physical limitations, people with COPD appear to be engaged in a variety of 

activities mainly relating to physical and social activities (Leidy and Haase, 1996). 

However, factors that hinder (such as symptoms) and promote (such as coping 

strategies) engagement in activities seemed to influence peoples' satisfaction with their 

functional performance (Leidy and Haase, 1996). 

People with COPD experience activities as a sense of effectiveness (physical ability) 

and connectedness (sense of meaningful relationship with others) which affect the way 

people cope with preserving daily activities (Leidy and Haase, 1999). This study by 

Leidy and Haase (1996, 1999) was published in two separate papers relating to different 

aspects of findings. The first paper focused on activities that people with COPD were 

engaged in, and their satisfaction with their functional performance (1996); the second 

paper presents a more in-depth analysis of the meaning of functional performance to 

participants (1999). Although it is not unusual to publish the same study with different 

aspects of findings in separate papers, the authors appear to have used two different 

analytical methods for the same data set. Thematic analysis and phenomenological 

analysis differ in the way concepts are identified and explored, and these two 
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approaches also differ in the way data are collected, whereby the interview in a 

phenomenological approach is open, uses reflection clarification and description to 

explore the 'lived experience' of the participant (Wimpenny and Gass, 2000). 

Interviews in thematic analysis, on the other hand, are often more structured and the 

interviewer may have prepared questions for each interview to explore specific aspects 

of the participant's experience (DePoy and Gitlin, 1998). As the authors do not 

comment on how data were collected other than referring to interview data, it is difficult 

to judge which approach was used to collect data. 

Other issues that have been reported about the patient experience of activities in COPD 

relate to perceived physical attributes (strength), emotional aspects related to symptoms 

(fear of having another attack), adapting to physical limitations and preventing attacks 

of breathlessness (slowing and simplifying activities, acting within limitations, 

protecting oneself), and aims for future activities (striving for an independent life and 

trying to continue living) (Jeng et al, 2002). It has to be noted that this study took place 

in Taiwan and was therefore based on a culturally different experience to the UK. In 

addition, as participants were recruited only two weeks after discharge from hospital 

following an exacerbation of COPD, participants' accounts of their experience of daily 

activities may have been influenced by their recent hospitalisation. 

McBride (1994) carried out a study comprising 32 patients with COPD and explored the 

attitudes of patients to engage in measures (such as such as energy conservation and 

breathing techniques) that may increase activity tolerance and may therefore increase 

activity levels. He found that a sense of control appeared to be the main influential 

factor for people with COPD to engage in such activities (McBride, 1994). 

Given the limited qualitative data about the experience of living with a disease, it is 

important to consider the consequences of the disease that are measurable, and have 

indeed been addressed. Quantitative studies have identified various aspects of activity 
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and COPD, such as difficulties with, or loss of, physical function (Katula et al, 2004); 

the impact of breathlessness on functional performance (Reishtein, 2005) and the 

negative effect of long term oxygen therapy on level of activity (Okubadejo et al, 1997). 

Leidy (1994) introduced an analytical framework for the study of functional status, 

which has been used as an underlying framework for quantitative research of functional 

status in COPD (Leidy, 1999; Leidy and Knebel, 1999). This Functional Status 

Framework consists of four dimensions: capacity (one's maximum potential to perform 

activities); performance (activities that people actually engage in); reserve (the 

difference between capacity and performance, i.e. the 'dormant' activities that can be 

called upon in time of perceived need); and functional capacity utilisation (the extent to 

which functional potential is called upon in the selected level of performance). This 

framework focuses on functional aspects of activity and may neglect the patient 

perspective of activity as well as social, cultural, psychological and other aspects that 

may influence the experience of activity. 

Some researchers have tried to quantify patients' activity levels objectively. For 

example. Pitta et al (2005) reported that activity monitoring in patients with COPD was 

accurate in assessing time spent on physical activities. However, they also reported 

some discrepancy between the patients' self estimation of time spent and the objective 

assessment, whereby patients overestimated the amount of time spent walking. Such 

studies suggest that although quantitative studies are useful in assessing the impact of 

COPD on activities objectively in terms of time spent and functional performance, these 

methods are not suitable to explore the meaning and perception of activities from the 

patients' perspective. 

5.1.3 Summary 

A variety of research has been published in relation to activity and COPD, these studies 

have predominately focused on the quantitative assessment of activity, rather than the 

meaning of such activities for participants. A limited number of qualitative studies have 
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been published exploring various aspects of activity in COPD, these either focus on a 

specific aspect of activity, such as performance, or may have culturally different 

implications. As a result our understanding of the patient experience of activity in 

COPD within a wider context (including social, physical and psychological aspects) is 

still limited and highlights the need for further exploration of this important aspect of 

the patient experience of COPD. 

5.2 Pulmonary Rehabilitation 

As discussed in chapter 1, pulmonary rehabilitation (PR) is a non-pharmacological 

intervention available to patients with COPD. The aim of PR is to reduce disability in 

people with lung disease, return the patient to the highest level of independent 

functioning and improve their quality of life (BTS, 2001; Bestall et al, 2003, Nici et al, 

2006). The next sections give an overview of the provision and structure of PR 

programmes in the UK and will discuss relevant key studies examining the effects of 

PR for patients with COPD to set a context for the next phase of the study. 

5.2.1 Definition 

A variety of definitions of PR exist (Petty, 1993; Donner and Muir, 1997) and although 

they slightly differ in their wording they have certain features in common: a 

multidisciplinary approach; achieving and maintaining the individual's maximum level 

of independence and functioning; attention to individual needs and the importance of 

outcome measurement. The two definitions cited below are most commonly used and 

have been published by national and international professional respiratory societies. 

The American Thoracic Society and European Respiratory Society have recently 

updated their definition of PR in a jointly published statement (Nici et al, 2006, p. 

1391): 
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' f wZ/MOMary w an oMd" comprg/zefM/vg 

z M f e r v g M ^ / O M i t / f Y A cAroM/c rejp/mfo/y >t;Ao are a W 

q/fen Am ê dlecrgoj'g^f ///g acf/v;Yfgĵ . TMfggrafgty mfo rAg /Mc/fVfWwa/Mĝ / frga/mgnf Âg 

(̂7n'gMf, jDuZ/MOMa/}; rgAa6//zYa /̂oM ;\y (/g /̂gMg(f fo rg f̂wcg ^7? f̂o7M ,̂ op//fMMg^Mc/foma/ 

(MCfgofg /'ar^/cfpa^zoM a W rg(/wgg Aga/̂ A corg fAmwgA or 

fgygr^/Mg jyj'rgm/c TManz/g f̂â zo/M q/fAg c^Mga^g.' 

Although the British Thoracic Society (BTS) (2001) does not give a specific definition 

of PR, it embraces a more general definition of rehabilitation and states that 

'ZAg q/rgAaAfVf/ar/oM arg rg(/ucg rAg jy/Mpfo/zty, (/waA/ZzY)/, AaM(/fc<^ 

/w^rovg^McnoW WgpgM(/gMcg fM /?go^Zg ivf̂ A /wMg (/z\ygayg. 7%g rgAa6z%a/fOM 

process incorporates a programme of physical training, disease education, nutritional, 

/^jycAo/og/ea/, wcW, amcf AgAovfowra/ m/g/rgMr/oM. j(gAa6f%a^zoM w pmv/c^d' A); a 

/Mw/rf-^rq/g^j^mW fga/M wz/YA mw/vgrngnf q//Ag ̂ ar/gMf:; 'ya/M/(y (ZM6̂  affgyin'oM ro 

individual needs. The outcome of rehabilitation for individuals and programmes should 

6g gOM ẑMwa//y o6j^gn;g(f w'/zA Âg o^mpr/a^g mgaĵ urĝ y q/"ffMpa/rfMgM/, 

handicap.' (BTS, 2001, p. 827) 

Both definitions share common components, such as delivery by a multidisciplinary 

team, comprehensive content and improvement of functional status. The ATS/ERS 

statement places more emphasis on the need for evidence- based interventions and 

reduction of health care costs, whereas the BTS highlights the need to involve the 

patients' family and continual evaluation of outcomes. Therefore, the focus of PR 

centres may differ according to which statement is endorsed. 

5.2.2 Current provision and structure in the U K 

Several authors, including those of a Cochrane review, have suggested that PR 

improves quality of life, reduces symptoms, increases functional activities and exercise 

tolerance, improves emotional function and increases patients' independence (Lacasse 
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et al, 1996; Lacasse et al, 2003; Troosters et al, 2005; Verrill et al, 2005; Sewell et al, 

2005). The British Thoracic Society states that PR becomes appropriate when the 

individual becomes aware of his or her disability and should be considered at all stages 

of disease progression when symptoms are present rather than at a predetermined level 

of impairment (BTS, 2001). It is suggested that this point would be at the MRC 

dyspnoea grade 3 and above (see Table 8). As discussed in previous sections, symptoms 

are often only apparent and recognised once the disease is moderately advanced 

(GOLD, 2003) and therefore patients attending PR programmes usually present at 

moderate to very severe stages. 

Table 8 M R C dyspnoea scale, patient self-perceived breathlessness 

Grade 1: 'I only get breathless with strenuous exercise' 

Grade 2: 'I get short of breath when hunying on the level or up a slight hill' 

Grade 3: 'I walk slower than people of the same age on the level because of 

breathlessness or have to stop for breath when walking at my own pace on 

the level 

Grade 4: 'I stop for breath after walking 100 yards or after a few minutes on the 

level' 

Grade 5: 'I am too breathless to leave the house' 

(source: Bestall et al, 1999) 

The BTS published guidelines in 2001 and made recommendations for the structure of 

PR programmes (BTS, 2001). These have been recently been reviewed by the European 

Respiratory Society (ERS) and the American Thoracic Society (ATS) (Nici et al, 2006). 

In 2002, the BTS and the British Lung Foundation (BLF) carried out a survey regarding 

the provision of PR programmes in the UK (BTS and BLF, 2002). The survey was sent 

to all hospitals with departments of respiratory medicine (n= 266). Of the 207 responses 
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received, 77% (n= 160) replied positively to either running a PR programme or having a 

pilot scheme in operation. However, only 57% had secure funding for their 

programmes. 

Although the statements on PR by the BTS (BTS, 2001) and ATS/ERS (Nici et al, 

2006) that PR programmes should include a multidisciplinary approach, comprising 

physiotherapists, occupational therapists, nurses, dietetics, education, psychological and 

social interventions, the lack of secure funding may hinder the inclusion of 

multidisciplinary staff and restrict staffing to a minimum. 

The majority of programmes run twice a week, each lasting between one and three 

hours (BTS and BLF, 2002; Yohannes and Connolly, 2004) and 85% of PR 

programmes surveyed provide access to up to 100 patients per year (BTS and BLF, 

2002). Taking these figures provided by the BTS/BLF survey (2002) into account, this 

would suggest that 160 centres across the UK provide access to approximately 16,000 

patients per year. This not only includes COPD patients, but also those diagnosed with 

other chronic respiratory conditions such as bronchiectasis. According to published 

literature there are currently more than 900,000 people diagnosed with COPD living in 

the UK. When considering the figures of prevalence of COPD in the UK, it is apparent 

that this provision is not sufficient to offer adequate access to PR programmes for this 

patient population. 

A survey carried out to assess the provision of PR programmes in terms of content, 

duration and staffing in the UK, included 171 physiotherapy centres, of which 68 

responded positively to providing a PR programme (Yohannes and Connolly, 2004). 

The authors report that 77% of PR programmes surveyed were physiotherapy led. 

However, it seems there is a strong sampling bias in this survey, as it only included 

physiotherapy departments rather than respiratory departments. A literature search 

(Cinahl, AMED, Medline) for 'physiotherapy and pulmonary rehabilitation' returns 
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almost twice as many publications than for 'nursing and pulmonary rehabilitation' and 

more than four times as many as for 'occupational therapy and pulmonary 

rehabilitation'. However, a publication bias may exist as this difference in publication 

record could relate to the amount of time different health care professionals have to 

conduct and publish research alongside their clinical work. In addition, there may also 

be a difference to the extent different professional groups feel able and skilled to 

conduct and publish research. 

According to the ATS/ERS guidelines, a PR programme should consist of a minimum 

of six weeks of physical exercise, disease education, psychological and social 

intervention, though physical exercise and improvement of function are heavily 

emphasised in the statement on PR (Nici et al, 2006). However, these components may 

not necessarily correspond with patients' perceptions of their needs from PR 

programmes (Toms and Harrison, 2002) and this issue will be discussed in the next 

section. 

5.2.3 Patient perspective in pulmonary rehabilitation 

Pulmonary rehabilitation programmes are designed by health care professionals and 

professional organisations such as the ATS, ERS, BTS (BTS, 2001; Nici et al, 2006). 

The content therefore reflects professionals' perceptions of patients' needs, but it is 

currently not clear whether the content meets the self-perceived needs of patients with 

COPD. 

In order to identify the current knowledge of patient perspectives in COPD the 

databases Cinahl (1982- 2006), Medline (1966- 2006, including daily update), AMED 

(1985- 2006) and Psychlnfo (1985- present) were searched with the following keywords 

both on their own and in combination: COPD; CO AD; chronic lung disease; chronic 

obstructive pulmonary disease; chronic bronchitis; emphysema; pulmonary 

rehabilitation. 
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As the aim was to identify what was known about the patient perspective of pulmonary 

rehabilitation (PR) in COPD, the returned results were limited to 'qualitative methods'. 

In addition some selected journals (Disability and Rehabilitation, Journal of Advanced 

Nursing, Qualitative Health Research, Respiratory Medicine) were hand searched. This 

search was carried out periodically between June 2005 and January 2007. Due to the 

chosen methodology, a comprehensive literature critique was not carried out until the 

data analysis of this phase of the research programme had substantially progressed in 

order to avoid the influence of preconceived ideas on data, as discussed in chapter 2. 

This search identified five qualitative studies published containing at least one aspect of 

patients' perspectives of PR in COPD. Three studies were published between 2000 and 

2007 and two studies were published in the 1990's. 

Two studies were carried out in North America, including the USA and Canada and two 

in the UK. Although some variation in content and structure of PR programmes is 

expected between countries and different regions, the core structure of these 

programmes is expected to be similar as the American Thoracic Society and European 

Respiratory Society have jointly published a statement on PR (Nici et al, 2006). 

The topics covered by these five studies related to changes of the illness experience post 

PR programme (Camp et al, 2000; Toms and Harrison, 2002) and to issues surrounding 

adherence to PR (Rabinowitz, 1999; Young et al, 1999; Arnold et al, 2006). 

A qualitative study of seven participants with chronic lung disease on patients' 

perceptions of PR, found that patients' perception of the experience of their condition 

post PR related to increased ability, improved social engagement and increased control 

which were linked to increased confidence (Toms and Harrison, 2002). The authors 

used one focus group as part of their phenomenological approach to collect data. 

However, as phenomenological research sets out to explore the lived experience of an 
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individual it could be suggested that individual interviews would be more appropriate 

for this research methodology as one-to-one interviews allow the in-depth exploration 

of an individual's experience. Focus groups tend to be employed when the aim is to 

understand the views of a selected group of people (Barbour and Kitzinger, 1999), e.g. 

the professional views of nurses compared to doctors on the subject of caring. Although 

this study by Toms and Harrison (2002) included bronchiectasis patients as well as 

COPD patients, these findings are nevertheless important, as very little research has 

been published with regard to patients' perspectives of PR programmes and therefore 

indicates the need for further exploration. 

Camp et al (2000) found that in their study of seven patients with COPD on the 

perceived benefits of PR, patients described these benefits as 'acquiring skills and 

knowledge', 'gaining control and feeling more energetic' and 'realizing one's potential'. 

Although a positive effect of PR was found in the study by Camp et al (2000), using 

both qualitative and quantitative methods, it appears that the qualitative component of 

this study was carried out less rigorously than the quantitative part: 

• The interview sample was small (n=7) and patients were only interviewed once, 

after the rehabilitation programmes were completed; 

• The interview schedule included very specific questions and may have not given 

participants enough opportunity to express their own views and experiences; 

• Sampling was restricted to demographic factors and severity of illness; 

• It is unclear how the authors reached the themes identified and although V&oA-gnW 

processes underlying the themes' (p.991) are mentioned, no reference is made to 

what these were, how themes were identified or whether a methodology, such as 

Grounded Theory (to which theory building is a central outcome) has been used. 

Despite some of these perceived benefits of PR, uptake of programmes (failing to 

respond to invitation, failing to turn up or dropping out before the end of the course) 
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amongst COPD patients appears to be low (Young et al, 1999; Arnold et al, 2006). 

Young et al (1999) found in their questionnaire based study including a sample of 55 

participants with COPD who were adherent to the programme and 36 participants who 

were non- adherent, that non-adherence was related to social isolation, lack of social 

support, and non-adherence with other health care activities. However, these data were 

collected using questionnaires focusing on socio-demographic, economic and health 

care factors, rather than exploring the patients' perception of reasons for their non-

adherence. Arnold et al (2006) explored factors that influence adherence to PR 

programmes of patients with COPD and found that the single most important factor for 

adherence was the attitude of the clinician referring the patient to the programme. 

Although only a small amount of literature exists in relation to qualitative research 

exploring the patient perspective of PR programmes in COPD, there is a significant 

body of published quantitative research in relation to PR (e.g. Strijbos et al 1996; 

Ketelaars et al, 1997; Griffiths et al; 2000; Katsura et al, 2004; Sewell et al; 2005). This 

difference in publication record with regard to methodology is probably related to health 

professionals' approach to PR and COPD research, in which the predominant model for 

evaluation of effectiveness has historically been based on objective measures rather than 

patients' perceptions. Interestingly a study of 16 patients with physical disabilities by 

Maher et al (1999) found that a quantitative evaluation of an exercise intervention did 

not show any significant increases in self^reported physical activity, Ainctional status or 

exercise self- eflicacy and it could be concluded that this intervention did not benefit 

patients. However, qualitative interview data revealed that patients reported perceived 

physical, social and psychological improvements post exercise intervention. Although 

the methodological limitations of this study have to be taken into account (such as small 

sample size), it is nevertheless important to note that qualitative methods allow for an 

in-depth exploration of patients' perceptions and experiences, which quantitative 

methods may not be able to show. 
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It is clear, therefore, that there is still a gap in our understanding of patients' 

perspectives of PR programmes and how these may affect their experience of COPD. 

5.2.4 Summary 

PR programmes involve various members of the multidisciplinary health care team and 

aim to reduce disability and improve functional independence of patients with COPD. 

However, uptake of programmes by patients appears to be low and the positive effects 

of rehabilitation seem to reduce after one year. PR programmes are currently designed 

by health care professionals, yet it is crucial that the self-perceived needs of patients are 

addressed in order to reduce drop out rates and improve long term benefits. 
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Chapter 6 Methods phase 2 

6.1 Overview of study 

Having identified activity, including physical, social and psychological aspects, as an 

issue important to people living with COPD and established that few studies have been 

published in this area, the second phase of this research programme aimed to explore 

further the meaning of activity as perceived by people with COPD. 

The first aim of this second phase was to 

• explore the experience of activity* of patients with COPD, 

Activity' was defined as any activity, including physical, social and psychological 

aspects that people engaged in or viewed as important. 

The second aim was to 

• explore how NHS pulmonary rehabilitation programmes affected this 

experience. 

Initially two pulmonary rehabilitation (PR) sites were selected for recruitment of 

participants. These two sites differed not only geographically but also with regard to the 

programme content. The first site was led by an occupational therapist and the 

programme had a slightly more occupational therapy focused programme (e.g. the 

Canadian Occupational Performance Measure was used to assess patients pre and post 

programme and the occupational therapist was involved in most sessions). In order to 

gain a picture of PR that reflected the current situation in England as described in the 

previous chapter, it was decided to include another, more physiotherapy focused 

programme. However, during this phase several recruitment problems were encountered 

due to the closure of PR programmes at two NHS Trusts. This is discussed in more 
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detail throughout section 6.3. In view of this change of provision of PR during the time 

of the study, It was decided to approach and include participants f rom a charity based 

self help group, called Breathe Easy (organised by the British Lung Foundation) f rom 

three different geographical sites (Oxford, Reading, Romsey). The changes associated 

with this revised recruitment strategy will be discussed throughout this chapter. This 

change in recruitment strategy led to an increased emphasis on the first aim of the study 

as data from interviews with Breathe Easy participants could not be used to explore 

perceptions of PR, due to the different context of these two groups (although most 

Breathe Easy participants had previously taken part in a PR programme, the time span 

between PR and interview ranged between one and nine years). 

Certain aspects of the methods employed here are similar to the methods used in the 

first phase and described in chapter 3. Where applicable the reader will be advised of 

this and these issues will not be repeated in this chapter. 

6.2 Participants 

Participants were recruited from four different areas, one PR programme and three 

Breathe Easy groups using purposeful and theoretical sampling strategies. 

6.2.1 Participants recruited via pulmonary rehabilitation 

Potential participants were recruited if they fulfilled the criteria set out below. 

Justifications for criteria were the same as previously stated in chapter 3. 

Inclusion Criteria: 

# People who were on the waiting lists for PR at the included Hospital Trusts. The 

waiting lists provided the sampling frame for this study. 

* People over 18 years of age. 
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• Diagnosis of COPD by medical staff as documented in patients' medical records. 

* Consent to take part in the study. Only those able to give informed consent were 

eligible. 

Exclusion criteria: 

* People who primarily suffered from other chronic illnesses such as cardiovascular 

disease, cancer, neurological disabilities, mental health disorders. 

® People whose primary diagnosis was another respiratory condition such as asthma 

or bronchiectasis. 

* Patients during an acute phase of their disease requiring hospitalisation or having 

been discharged from hospital less than 2 weeks ago. 

* People who had any kind of communicative problems, which would have made it 

difficult to take part in an interview, were excluded. 

6.2.2 Participants recruited via Breathe Easy Groups 

Inclusion Criteria: 

For justifications please refer to chapter 3. 

• People over 18 years of age. 

• Self-reported diagnosis of COPD. 

• People who were members of one of the Breathe Easy Groups within Romsey, 

Reading, or Oxford. These groups were selected on the basis of accessible 

geographical location. 

• Consent to take part in the study. Only those able to give informed consent were 

eligible. 
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For justifications please refer to chapter 3. 

# People who primarily suffered from other chronic illnesses such as 

cardiovascular disease, cancer, neurological disabilities, mental health disorders. 

People who reported a different respiratory diagnosis such as asthma or 

bronchiectasis. 

• People who had any kind of communicative problems, which would have made 

it difficult to take part in an interview, were excluded. 

6,3 Research Process 

This section outlines the process of gaining ethical approval for a multi-site study and 

individual Trust approvals, and the way in which services and participants were 

accessed and recruited. 

6.3.1 Ethical considerations 

This study was submitted for ethical approval as a multi-site research project to the 

Southampton and South West Hampshire Research Ethics Committees including the 

Southampton University Hospitals Trust and the Oxford Radcliffe Hospitals Trust and 

ethical approval was granted in November 2004 (see appendix 14). Due to changes in 

the provision of pulmonary rehabilitation, the Royal Berkshire and Battle Hospitals 

Trust, the Portsmouth University Hospitals Trust and individual Breathe Easy Groups 

were approached at a later stage. Details about these changes to the recruitment strategy 

will be discussed throughout this chapter. Approval by the ethical committee of this 

amendment to include Breathe Easy groups was granted in April 2006 (see appendix 

15). 
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As patients were recruited in association with a PR programme, some participants may 

have felt that their disclosures about therapists and treatment during interviews could 

adversely affect their relationship with the PR team. Therefore, it was made explicit to 

participants both in the information letter and verbally, when arranging interview dates 

that the research team was independent of the rehabilitation team and all information 

would be kept confidential. 

Ethical considerations specific to patients experiencing breathlessness were outlined in 

the method chapter 3 for the first phase. These were also implemented in this phase of 

the research project. 

6.3.2 Research Governance 

The Research and Development Coordinators for all sites included in the study were 

contacted to ensure adherence to Research Governance issues as outlined previously in 

chapter 3 and R&D approval was gained (see appendix 16). The University of 

Southampton acted as the research sponsor (see appendix 17). Honorary contracts were 

applied for and obtained from all three sites. 

6.3.3 Insurance 

The University of Southampton provided indemnity insurance once ethical approval 

was granted (see appendix 18). 

6.3.4 Risk assessment 

Potential risks and hazards to both myself as a researcher and participants were 

identified and discussed with the supervisory team. The original risk assessment for the 

first phase of the study was reviewed with the departmental safety officer at the School 

of Health Professions and Rehabilitation Sciences (see appendix 3). There were no 

changes to this assessment other than an update on geographical data collection sites. 
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6.3.5 Access to Services 

The researcher had previously established links with staff at the Oxford Respiratory 

Unit during the first phase of the study. Links with Southampton were made through 

existing links of one of the PhD supervisors with the respiratory staff working at this 

Trust. The Southampton PR programme was cancelled in November 2004 due to 

budgetary reasons. The PR centres at the Royal Berkshire and Battle Hospitals NHS 

Trust, the New Forest Primary Care Trust (which provides PR at the Lymington 

Hospital), and the North Hampshire Hospitals NHS Trust were contacted to ascertain 

any interest in taking part in the study. These Trusts were chosen on the basis that they 

provided PR and were within commuting distance. Of these, only staff from the PR 

centre at the Royal Berkshire Hospital responded. Meetings with the appropriate PR 

staff were set up and all clinicians involved in the PR programme were willing to help 

with the recruitment process. However, as this Trust also cancelled their PR programme 

in January 2006 at short notice, a third Trust, the Portsmouth University Hospitals Trust 

was approached. Since commencing this research project, certain requirements for 

obtaining honorary contracts with NHS Trusts had changed and an advanced disclosure 

with the Criminal Records Bureau (CRB) was now required. This process takes on 

average 4-6 months and in some cases longer than that. An amendment was submitted 

to the ethical committee at the same time to include individual interviews with people 

attending Breathe Easy groups at Oxford, Reading and Romsey. As no progress was 

made with the CRB application by March 2006, it was decided to change the 

recruitment strategy and recruit from Breathe Easy groups. The amendment for this was 

approved in April 2006. 

6.3.6 Recruitment/ Access to Participants 

PR programme 

The PR coordinator was initially asked to send the invitation and information letters 

provided by the researcher to 15-20 patients on the PR waiting list, prior to the 

programme commencement. Interested patients were asked to contact the researcher 
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using a reply slip and prepaid envelope or by telephone. Once contact was made, the 

study was verbally explained and patients were given time to ask questions. A time for 

interview convenient to the participant was arranged, which either took place at the 

participant's home or a room at the hospital, according to the participant's preference. 

In January 2005 invitation letters and information leaflets (see appendices 19 and 20) 

were sent to patients on the waiting list for the Oxford PR programme starting in May 

2005. In order to increase the response rate and explore certain issues that may have 

been linked to the climate and weather, further invitation letters were sent out in 

November 2005 to recruit patients on the waiting list for the rehabilitation programme 

commencing in January 2006. 

Breathe Easy Groups 

Due to the changes in the provision of PR, Breathe Easy group coordinators at Romsey, 

Reading and Oxford were also contacted via the British Lung Foundation. The 

researcher attended the monthly meeting at Reading to explain the study and provided 

all attendees with invitation and information leaflets (see appendices 21 and 22). 

Interested participants who fitted the inclusion criteria were asked to contact the 

researcher directly. Invitation and information leaflets were sent to Group coordinators 

at Romsey and Oxford and asked to distribute these among attendees as the researcher 

was unable to attend at the time of their monthly meetings. 

6.4 Data Collection Pulmonary Rehabilitation Group 

Data were collected using face-to-face interviews on two occasions before and after PR. 

Figure 4 on page 121 shows the individual data collection steps. One participant was 

unable to complete the programme due to an exacerbation of his condition and, as he 

was still unwell at the time of the post PR interviews, a second interview was not 

carried out and a thank you letter was sent. 
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Figure 4 Flowchart of data collection steps pulmonary rehabilitation 

Qualitative interview 
SGRQ/ SF36 (n=9) 

Assessment by PR staff/ COPM 
(n=9) 

Accepted onto programme 
(n=9) 

Duration: 8 weeks 

Not accepted onto programme 
(n=0) 

Drop out (n=l) 1 PR completed (n=8) No further data collection 

Thank you letter to participants 
COPM Thank you letter to participants 

Qualitative interview 
SGRQ/ SF36 (n=8) 

6.4.1 Interview schedule 

As pilot interviews were previously conducted to practise using the recording 

equipment and improve interview style, as described in chapter 3, no further pilot 

interviews were conducted at this stage. The interview schedule was developed based 

on themes emerging from the exploratory study of this project and was discussed with 

supervisors prior to commencing the interviews (see appendix 23). 

During the pre PR interviews the questions focused around the experience of activity of 

patients. Questions were prepared to start the interview or for situations when the 

conversation came to a halt; however, the participant was given the opportunity to talk 

about issues particularly important to him or her. The interview schedule was revised 

(please refer to appendix 24 for an example) as the interviews proceeded to allow the 

researcher to explore further issues identified in previous interviews. 
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The questions during the post PR interview (see appendix 25) explored the extent to 

which the PR programme had influenced the experience of activity of people with 

COPD. A strategy was in place for a follow up interview with participants who did not 

complete the programme, however this situation did not occur. 

6.4.2 Interviews 

At the beginning of each interview the researcher introduced herself and offered to 

answer any questions the participant or relatives present may have had. The interview 

procedure was explained and the tape recorder introduced. The participants were told 

that the tape recorder couid be stopped at any time. All participants agreed to take part 

in the study and written consent was taken (see appendix 26). On those occasions where 

spouses were present, written consent was taken from all those present in the room 

(using an adapted consent form, i.e. point 3 regarding medical notes was crossed out). 

Interviews lasted between 25 and 65 minutes. 

Pre PR interview: 

The tape recording was commenced and the interviews started by asking the participants 

how their respiratory condition affected their lives on a daily basis. The questions then 

centred around activities that were important to the participant, activities which he or 

she still carried out or was unable to carry out. The interview focused on specific 

activities and why they were important to participants. The aim of these semi-structured 

interviews was to give the participant the opportunity to talk about issues important to 

him or her rather than being too prescriptive about the interview content. However, 

when the interview left the broad subject area of activity, specific questions were asked 

to lead the conversation back to the topic area of interest. 
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Post PR interview: 

The second interview was arranged once the PR programme had finished. Eight 

participants completed the PR programme and took part in the second interview, one 

participant was unable to complete the programme due to ill health and was therefore 

not invited to take part in this second interview. 

The interview focused on how taking part in the PR programme had changed 

participants' lives, how it affected carrying out activities and participating in social life. 

Participants were also asked which aspects of PR they found particularly helpful or less 

useful. At the end of each interview participants were thanked for their time. 

The issues surrounding the influence of the researcher on data collection have been 

discussed in chapter 4 and will therefore not be repeated here. Specific issues that arose 

during this phase of the research programme will be discussed in the reflective section 

6.7. 

6.4.3 Field notes 

Initial ideas and impressions of the interview were taken immediately after the interview 

was finished, but away from the participant in the form of field notes. These included 

first impressions on how the interview went overall, home surroundings (i.e. medical 

equipment, presence of family members), body language and overall appearance. Issues 

that appeared as particularly important were highlighted and revisited whilst 

transcribing and coding. For an example of such field notes please refer to appendix 27. 

6.4.4 Questionnaires 

The St George's Respiratory Questionnaire and the Short Form 36 item survey were 

used to describe the population. Both questionnaires and their use have been described 

in chapter 3. 
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In addition to these, the Canadian Occupational Performance Measure (COPM) was 

used to augment interview data (see appendix 28). This questionnaire is routinely 

administered pre and post rehabilitation by therapists at the Oxford rehabilitation centre 

and was administered by them to all patients who took part in the PR programme, 

including those who took part in this study. This assessment was carried out after the 

first interview in this study but prior to the second interview (as the post PR assessment 

by therapy staff was carried out during the last PR session it was not possible to 

interview participants prior to this assessment). 

The COPM is a goal-setting assessment based on the Canadian Model of Occupational 

Performance (Warren, 2002), and specifically focuses on occupational activity and 

performance. The COPM is an outcome measure that is administered as a semi-

structured interview. This outcome measure has been found to be reliable for the use in 

patients with COPD (Sewell and Singh, 2001), and responsiveness to change and 

construct validity have been demonstrated in previous studies (Law et al, 1994; McColl 

et al, 2000; Donnelly and Carswell, 2002). 

Patients are asked to identify the five most important activities that are of concern and 

rate these according to their perception of a) their performance and b) their satisfaction 

with that performance. All ratings are on a 1 - 10 point scale ( M unable to carry out 

activity, not satisfied at all; 10= doing extremely well, satisfied). The Performance (P) 

and satisfaction (S) scores are then separately summed and divided by the number of 

problem areas. This provides the mean score for P and S. Following a period of 

intervention, the activities are reassessed for both, performance and satisfaction. The 

difference between initial and subsequent scores provides the outcome measure. A 2-

point change in either direction indicates a clinically important change (Law et al, 

1994). 
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This outcome measure specifically focuses on activities that are important to the patient 

and pays particular attention to performance issues and satisfaction with these. 

Therefore, these data were used to augment findings from the interviews as they 

provided an insight into occupational issues from a more structured and slightly 

different focus than the interviews. 

This questionnaire is validated in a variety of chronic conditions, including COPD 

(Sewell and Singh, 2001). In addition, it was already being used at the PR centre 

included in this study and therefore did not pose an additional workload for the 

researcher and the PR team for this PR site. Participants also did not have to complete 

an additional assessment. 

It is a lengthy questionnaire to administer and can take up to one hour. As it is an 

interview style assessment, it is influenced by the person administering it and reliant on 

the assessors' interviewing skills. 

6.5 Data collection Breathe Easy Group 

Data were collected during individual one-off interviews. Please refer to Figure 5 on 

page 126 for a flowchart of data collection steps. The precise number of people invited 

to take part in this the study cannot to be given, as information packs were sent to the 

individual group coordinators to pass on to members of their Breathe Easy Group, for 

data protection issues. However, the estimate given by each co-ordinator was between 

10 and 15 members, and 20 information packs were sent to each group. Six of the 15 

respondents did not meet the inclusion criteria and were therefore excluded from the 

study. 
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Figure 5 Flowchart of data collection steps Breathe Easy Groups 

People who were not eligible, 
thank you letter sent (n=6) 

Interested people contacted researcher (n=15) 

Eligibility established using clinical judgment and self 
reported diagnosis 

Eligible participants recruited to study (n=9) 

Qualitative Interview (n=9) 
SGRQ/ SF36 

Information letters distributed to 
Breathe Easy members (n > 30) 

6.5.1 Interview schedule 

The purpose of these interviews was to explore further the activity experience of people 

living with COPD as perceived by participants. The interview schedule used for pre PR 

interviews was used and questions were adapted according to issues identified during 

simultaneous data analysis. 

6.5.2 Interview 

Nine participants were interviewed in their own homes. Five participants were 

interviewed on their own and four participants were interviewed with their spouses 

present. Interviews lasted from 20 to 48 minutes. At the beginning of each interview the 

researcher introduced herself and offered to answer any questions the participant or 

relatives present may have. The interview procedure was explained and the tape 

recorder introduced. The participants were told that the tape recorder could be stopped 

at any time. All participants agreed to take part in the study and written consent (please 
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see appendix 29) was taken. On those occasions where spouses were present, written 

consent was taken from all those present in the room. 

The tape recording was commenced and the interviews started by asking the participants 

how their respiratory condition affected their lives on a daily basis. The questions (see 

appendix 23) then centred around activities that were important to the participant, 

activities which he or she still carried out or was unable to carry out. The interview then 

focused on specific activities and why they were important to participants. Participants 

were also asked about the importance of the Breathe Easy Group meetings, including 

beneficial aspects of the group and issues that are less helpful. 

The data collection steps with regard to questionnaires (SF-36 and SGRQ) and field 

notes were the same as previously described in sections 6.4.3 and 6.4.4. 

6.6 Data management and analysis phase 2 

Data in this main phase of the research project were collected from two participant 

groups: PR and Breathe Easy. Participants in the PR group were interviewed twice, pre 

and post PR, whereas participants in the Breathe Easy group were only interviewed 

once. The pre PR data and Breathe Easy data related to the same research aims and as 

such formed one data set. The post PR data formed a second data set which was 

analysed separately. 

This phase of the research project required management of data from two different 

groups (pre PR and Breathe Easy) as well as two different data sets (pre and post PR). A 

detailed description of how and when data from the two different groups of participants 

in the first data set were collected, managed, analysed and pooled is given in the next 

section. 
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6.6.1 Management of data from two different participant groups 

During the first phase of this research programme, data were managed manually (using 

Microsoft® Word 2000). Reflecting on this experience, it was found to be very time 

consuming and despite only six interviews, this approach to organising and storing data 

was very dif f icult and inefficient. As this phase of the research required management o f 

a much larger amount of data, as wel l as management, analysis and pooling of data from 

two different participant groups, the researcher attended a training workshop for 

NV ivo®, a computer software package for qualitative analysis, which was used during 

the second phase of this research project to facilitate the organisation and storage of 

data. 

In accordance with a Grounded Theory approach data were collected and analysed 

concurrently, and therefore these two phases were not distinctly different phases but 

occurred at the same time. Figure 6 on page 129 shows a chronological record of when 

data from the two different participant groups were collected analysed and when data 

were pooled. 
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Figure 6 Chronology of data collection and analysis of pre PR and Breathe Easy 

data in relation to research question 1 

Pre PR data 
collection Feb-
Jun 2005 

Pre PR data 
collection Nov 
2005-Apr 2006 

Breathe Easy 
data 
collection 
Jun-Jul 2006 

Concurrent data 
analysis (open/ 
axial coding) Feb-
Aug 2005 

Concurrent 
data analysis 
(open/ axial 
coding) Jun-
August 2006 

Concurrent data 
analysis (open/ 
axial coding) 
Nov 2005-June 
2006 

Pooling of data/ 
combined analysis 
(selective coding) 
of pre PR and BE 
data 

Initially pre PR data were collected between February and June 2005. Data were coded 

(open coding) concurrently and preliminary categories (axial coding) were identified. 

Between November 2005 and April 2006 further pre PR data was collected, which was 

analysed concurrently and new codes and categories were compared with previously 

collected data and as a result preliminary codes and categories were further developed, 

expanded and modified. Throughout this process, the focus of data analysis was to form 

preliminary categories and explore these further through memo-writing (see appendix 

30 for an example). Between June and July 2006, Breathe Easy data were collected. 
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These data were initially analysed (open and axial coding) on their own. Once 

preliminary categories and ideas had been identified, data from both participant groups 

(pre PR and Breathe Easy) were pooled, i.e. codes and categories were compared across 

data from both groups to confirm, explore and further develop initial categories and 

identify overarching themes (selective coding) with the use of memo-writing. 

Data from post PR interviews were collected and analysed separately, as this comprised 

a different data set with different interview schedules and research aims. However, in 

order to explore, understand and explain the impact of the PR programme on the 

activity experience of participants, data from the pre PR interviews were revisited and 

where appropriate included in the post PR analysis (please see Figure 7). 

Figure 7 Chronology of data collection and analysis of pre PR and post PR data in 

relation to research question 2 

Pre PR data 
collection and 
analysis Feb-Jun 
2005; Nov 2005-Apr 
2006 

Post PR data 
collection (2"^ 
interview) and 
analysis Aug 2005 
and Mar-Apr 2006 

Data from interviews with participants from pre PR and Breathe Easy groups were 

managed and analysed in the same NVivo® project file as these data were analysed to 

explore the experience of activity and therefore all codes needed to be kept together. 

However, interview transcripts were given differently coloured icons in order to 

distinguish between pre PR data and Breathe Easy data. In addition, the different 

geographical location of Breathe Easy Groups (i.e. Reading, Romsey, Oxford) were 

added to the description of individual interviews. 
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6.6.2 Transcripts 

The transcribing process of the interview data collected during the second phase of this 

project was similar to the first phase, as described in chapter 3. The main difference was 

the use of a transcribing machine, which accelerated the transcribing process. A l l 

interviews were transcribed by the researcher. Each transcript was line-numbered and 

anonymised in accordance with data protection requirements by the ethics committee. 

Participants who were recruited via PR and took part in two interviews were given the 

same number for both interviews but the second interview was marked wi th a two, i.e. 

interview two for participant 7 would be indicated as 7.2. 

Laughing, crying, coughing were notated in italics and parts of the interview which 

could not be understood were notated as [ . . . ] . For a list o f all notations used in the 

transcripts please refer to appendix 11. 

Transcripts, tapes and participants details were stored at the University o f Southampton 

in a secure place and only accessible to the researcher, although data were shared wi th 

supervisors. 

6.6.3 Data management 

The interviews were transcribed in Microsoft® Word 2000 and were then transferred 

and stored in NVivo®. NVivo® was used to carry out open coding, as it allows for 

easier organisation o f codes (see appendix 31 for an example). In addition, memos and a 

research diary were kept on the same N V i v o ® project. Second level coding (axial 

coding) was carried out using Inspiration®, a mind map software package, to form 

categories for each individual interview. N V i v o ® was found to be useful for 

undertaking open coding as it facilitates the organisation of data and makes coding less 

time consuming compared to coding wi th pen and paper. However, qualitative analysis 

is a creative process and codes and themes are identified through an iterative process of 

l inking codes in order to understand their importance and relationship. The very 
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structured approach o f N V i v o ® did not allow for these initially unstructured often 

changing processes and it was felt that it forced a structure upon codes, where maybe no 

structure existed. The use of mind maps was found to be very helpful in the first phase 

to categorise data; however, this was done manually wi th pen, paper and scissors, which 

was very time consuming. It was therefore decided to use mind map software such as 

Inspiration®, which facilitates this flexible process of forming categories and 

identifying themes. 

6.6.4 Development of codes and categories 

As previously discussed in chapter 3, codes and categories were developed using a 

Grounded Theory approach. On reflection on the first phase, it was decided to employ 

memo wri t ing to a greater extent as it forms an essential part o f exploring and clarifying 

categories and relationships and links within themes. Memos were written within the 

N V i v o ® project. For an example of memo writ ing please refer to appendix 30. 

6.6.5 Questionnaire data 

The same questionnaires were administered and data analysed as previously described 

in chapter 3. Data collected wi th the Canadian Occupational Performance Measure 

(COPM) were not used to merely compare scores pre and post PR programme but the 

qualitative data (i.e. goals identified between patient and therapy staff) were used to 

augment findings from interviews, mainly to examine whether participants may have 

disclosed different needs to staff than to the researcher. 

6.7 Reflection 

The issues identified using a reflective process previously described in section 3.6 were 

also considered during this phase, such as my influence on data. To this end only issues 

that were not previously discussed are presented here. As this is a personal account of 
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the research process taking into account personal development it w i l l be presented in the 

first person. 

6.7.1 Recruitment in the NHS - changing services 

Init ial ly I aimed to include two PR programmes from different NHS Trusts to have a 

more complete picture of current PR services. The first Trust involved was the Oxford 

Radcliffe NHS Hospitals Trust and once ethical and Trust approval was granted 

recruitment commenced in January 2005. The Southampton University Hospitals NHS 

Trust was approached as a second recruitment site and all ethical and Trust approvals 

were in place by November 2004. Unfortunately, due to staffing changes and budgetary 

deficits, the PR programme was cancelled and 1 approached the Royal Berkshire and 

Battle Hospitals NHS Trust. (A number of NHS Trusts offering PR within a 40 mile 

radius travel distance were approached; however, staff from this particular PR centre 

were the only ones who responded to the information letter.) 

After a lengthy process of obtaining additional Trust approval and honorary contract, all 

approvals were in place in November 2005 to recruit participants commencing PR in 

January 2006. However, this PR programme was also cancelled at short notice due to 

lack of facilities (the Trust was reorganising and moved services to different buildings). 

During 2005 I had made links with a clinician working as the PR co-ordinator at the 

Portsmouth University Hospitals NHS Trust and she was interested in being involved in 

the recruitment of participants. Ethical approval was approved but due to changes in 

research governance all researchers were required to apply for enhanced disclosure with 

the Criminal Records Bureau in order to gain Trust approval. Due to an increasing 

number o f applications made in this period of time, this was a lengthy process and no 

progress had been made by March 2006. Therefore, due to time constraints, I decided to 

change the recruitment strategy and approach Breathe Easy groups. For an outline of the 

recruitment difficulties encountered please refer to appendix 32. 
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The difficulties experienced in recruiting patients from PR programmes due to sudden 

cancellation o f programmes very much reflects the current inconsistent provision of this 

NHS service. As discussed earlier, almost half o f all PR programmes throughout the UK 

do not have secure funding, which makes the provision of these services vulnerable to 

budgetary changes in the individual NHS Trusts. Furthermore, it highlights the 

dif f iculty o f delivering consistent reliable health care services to people wi th chronic 

respiratory conditions, as PR programmes are not given the same priority as other NHS 

services. This has primarily a detrimental effect on patient care but can also, as in this 

case, affect the running o f research projects that aim to improve NHS services. 

6.7.2 Recruiting via self-help groups 

As I was unable to recruit further participants from a different PR site, I decided that 

recruiting participants from the Breathe Easy groups would allow for further exploration 

of the experience o f activity o f people with COPD. In addition it would offer the 

opportunity to explore issues with people who are possibly at a different stage o f their 

condition (as people with COPD often only seem to receive information about Breathe 

Easy at PR programmes and w i l l therefore have undergone PR at an earlier stage). 

Although recruiting via self-help groups was much easier to set up than recruiting via 

NHS, there are certain issues wi th this recruitment strategy that need to be discussed. 

It has to be acknowledged that the group of participants that can be recruited via PR or 

self-help groups differs from people who do not take up such services, in that a certain 

self-motivation is required to attend such rehabilitation groups (Siegert and Taylor, 

2004). However, this is possibly even more the case wi th self-help groups such as 

Breathe Easy, where participants jo in on a completely voluntary basis rather than a 

consultant physician recommending and referring them for such services, as in PR. 

Secondly, it was not possible to obtain medical records for participants recruited via 

Breathe Easy, as the practicalities o f tracing such records for each participants would 
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have been too time consuming. However, as previously described, only those 

respondents who were able to confirm a diagnosis of COPD, were included in the study. 

In addition, this was a qualitative study concerning patient perspectives on the 

experience of l iv ing wi th COPD, and as such, medical data such as lung function 

values, were less important than interview data when exploring the patient experience. 

6.7.3 Pooling of data from the two different participant groups 

The inclusion of two different groups of participants within one data set brings up 

certain questions: a) in what ways do these two groups (pre PR and Breathe Easy) differ 

from each other and b) how do these differences affect the generalisability o f the theory 

developed? 

As with any participant group in qualitative research, participants inevitably are not 

homogenous and differ from each to some extent. However, this difference is not a 

disadvantage affecting rigour (like in quantitative research) but is a core principle o f 

qualitative research allowing the researcher to explore a phenomenon wi th a varied 

sample to maximise theoretical general isability (Silverman, 2000). In terms of 

differences, most participants in the Breathe Easy group had undergone a PR 

programme at some point in the past, whereas the PR participants had yet to take part in 

such a programme. This difference may have affected the experience o f both activity 

and COPD, however, this allowed me to explore these different experiences. On the 

other hand it also allowed me to explore experiences that were similar across both 

participant groups (despite this differences in PR experience) and indeed the main 

themes explaining the experience of activity was similar for both groups (as w i l l be 

discussed in the next chapter 7). This clearly shows that differences amongst 

participants in qualitative research contributes to the in- depth exploration of a 

phenomena and strengthens findings by allowing the researcher to explore both 

differences in experiences and similarities. Yet, it also has to be acknowledged the 

contextual differences have to be taken into account during data analysis, and therefore I 
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decided to keep data analysis separate in the beginning and then pool data once data 

analysis had advanced. This allowed me to explore data within the same context first 

and the compare data across groups to explore both similarities and differences in 

identified categories. However, in many other aspects (such as age, gender ratio, disease 

severity, length of diagnosis, overall health status, perceived disability level) participant 

groups were similar and as such the pooling of data from both participant groups 

seemed appropriate and strengthened the generalisability o f the developed theory as it 

explained the activity experience o f both groups, those who had to undertake PR and 

those who had taken part in a PR programme in the past. 

6.7.4 The interview process 

Overall the interviews went well , participants appeared to be comfortable in talking 

about their experiences and no adverse events occurred. 

The majority o f participants appeared to find it easy to talk about activities they carried 

out on a daily basis and what these meant to them. However, on a few occasions 

participants focused just on physical activities. As I was interested in social aspects of 

activities, as wel l as the physical experience of these, 1 rephrased questions to ask 

specifically about their social life, family and friends. A few participants seemed to 

have difficulties in expressing what certain activities meant to them and how they 

experienced them. In order to facilitate my understanding what such activities meant to 

participants, I asked them how they would feel i f they could no longer carry out or take 

part in the activity. Participants appeared to find it easier to talk about the importance, 

meaning and experience o f certain activities i f they thought about the lack of such 

activity. In addition, I also asked participants how it made them feel when they were 

engaged in a certain activity, and participants seemed to be able to talk about this more 

easily. These responses were more useful for me to be able to understand the meaning 

and experience of activities than responses in early interviews. 
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Another issue that arose during this main phase of this project was related to spouses 

being present during interviews. Seven of eighteen participants wanted their spouses to 

be present during the interview. In most o f those cases, spouses would only listen to the 

interview and occasionally add a comment. On two occasions the spouses were 

contributing a large proportion o f the interview. The presence of another person during 

interviews can have profound effects on the data and the way data are collected, as the 

participant as well as the researcher may behave differently (Silverman, 2000). 

Participants may have told a different story i f spouses were not present and in some 

cases spouses influenced the direction of the interview by commenting on what was said 

during the interview. When transcribing the interviews, I made notes when this occurred 

in order to be able to interpret such data in its context. In addition, I aimed to l imit such 

influences by focusing on the participant throughout the interview and avoided direct 

questioning o f the spouse present. 

Although the presence of spouses w i l l have influenced the data collected, it was 

important to accept the participant's choice o f having a spouse present. Some 

participants felt more comfortable wi th their spouse present, others did not. I f this 

choice had been declined, the participant would have felt less relaxed and this would 

have also influenced the data collected. 

6.7.5 Respondent validation 

Although respondent validation whereby the findings are 'validated' by the respondents 

involved in the study was found to be unsuitable a) as it would have been very time 

consuming to interview each of the 18 participants again and b) for certain 

methodological reasons (as discussed in chapter 3), it was important that the people 

with COPD could identify wi th the findings in order to enhance credibility. Therefore, I 

presented themes identified as capturing the experience o f activities to two groups of 

patients wi th COPD (attending Breathe Easy meetings) and I asked for their views, 

feelings and opinions about these findings and the extent they could identify with these. 
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In addition, I also presented perceived benefits of PR programmes to these groups, as 

the majority o f people had previously taken part in a PR programme. For information 

leaflets and consent forms please see appendices 33 and 34. 

No one in the group disagreed with the findings; those who commented on the 

presentation confirmed the themes and in some cases gave further insight into the 

meaning of findings. These presentations were tape-recorded (as approved by the 

Ethical Committee), to avoid note taking during the discussion; however, as the 

background noise (one meeting was held in a social club where other activities were 

carried out) affected the quality o f the recording, additional notes were taken (please see 

appendix 35 for an example). 

The next chapter presents the findings from the data collected during this second phase 

of the study. 



Chapter 7 The Experience of Activity 

7.1 Introduction 

This chapter describes the concepts identified from the data collected during interviews. 

Interview data were collected from two different groups, those who took part in the 

pulmonary rehabilitation programme (PR) at the Oxford Radcliffe NHS Hospitals Trust 

and those who were members of one of three Breathe Easy Groups (Oxford, Reading, 

Romsey). These two participant groups w i l l be described in relation to socio-

demographic background, disease severity and data collected with the MOS SF-36 item 

survey (SF-36) and the St. George's Respiratory Questionnaire (SGRQ) in the first 

section (7.2) of this chapter. Data collected by PR therapy staff using the Canadian 

Occupational Performance Measure are not presented in the form of scores, as the aim 

was not to compare satisfaction with individual activities, but w i l l be discussed in 

relation to findings from interview data within section 7.2. 

During data analysis, over 1000 separate codes were identified, which were collated to 

over 50 categories. Two concepts relating to the experience of activity of people living 

with COPD and the impact o f the condition, were found to be of particular interest in 

improving our understanding of the patient experience; the experience o f 'stagnation', 

which was closely linked to being confined to indoors; and the importance of 

'movement', in particular relating to spending time outdoors. Therefore, this chapter 

focuses on these two concepts and whilst it is acknowledged that these were not the 

only themes identified from the interview data, they were found to be the most 

important concepts which would contribute to existing knowledge of the patient 

experience of living with COPD and their experience of activity. 
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The findings from interview data w i l l be presented in two sections: 1) section 7.3 to 7.5 

w i l l present and discuss similarities o f identified themes relating to the experience of 

activity across all participants from both pre PR and Breathe Easy group data; and 2) 

section 7.6 w i l l present and discuss the differences found in data analysis. 

The findings w i l l be presented and discussed in relation to literature within the same 

chapter for reasons previously discussed in chapter 4. 

7.2 Details of respondents 

This section describes the participants from both groups, Breathe Easy and PR, in 

relation to medical and demographic data collected from medical records and during 

interviews, including data gathered wi th standardised questionnaires, the SF-36 and 

SGRQ. With regard to the questionnaire data, only those issues o f relevance to the focus 

o f this particular study wi l l be described here. 

Within qualitative research, the aim is to recruit a varied group of participants to reflect 

the differences in the population. However, when recruiting people who have a chronic 

condition that affects a specific age group (e.g. predominately older adults as in the case 

of COPD), it is unlikely that this group w i l l be truly heterogeneous. These people w i l l 

have a number of similar characteristics, such as age and demographic background. 

Within this study, participants on the whole were similar in relation to age, employment 

status, l iv ing set up and symptom presentation, which was to be expected as the 

diagnosis o f a chronic condition, such as COPD, which affects mainly older people and 

restricts physical activity levels, w i l l l imit the possibility o f great variability. 

Participants' characteristics reflected the predominant picture of people with COPD in 

the UK, whereby this condition affects mainly people in later life and more men than 

women (Yohannes et al, 2000). Taking into account the difficulties o f recruiting a truly 

heterogeneous group, all efforts were made to select participants that varied at least to 

some extent in terms of age, disease severity, gender and employment status. 
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7.2.1 Pulmonary rehabilitation group 

Twelve patients in total responded to the invitation letters sent out in January and 

November 2005 to patients on the PR waiting list o f the Oxford Radcliffe NHS 

Hospitals Trust. O f these twelve respondents, two did not fit the inclusion criteria; one 

patient had a respiratory condition other than COPD (Interstitial Lung Disease) and the 

other, although diagnosed with COPD, had symptoms mainly related to cardiac 

problems, both were therefore excluded from the study. (This was explained to both 

patients). One patient decided not to take part after enquiring about the study (no reason 

was given for this decision). O f the nine patients who were eligible to take part in the 

study and consented to participate, eight subsequently completed the PR programme. 

One participant was unable to complete the programme due to i l l health. A second 

interview was not carried out as he was experiencing an exacerbation of his condition at 

the time and a thank you letter was sent. 

Eight participants were interviewed in their own homes and one participant was 

interviewed in a room at the hospital at his request. Six participants were interviewed on 

their own, and on three occasions spouses were present. Interviews lasted from 25 to 65 

minutes. 

As Table 9 on page 142 shows, the age of PR participants ranged from 54 - 84 years, 

three were women and six participants were male. A l l participants were married and 

lived in their own homes with their spouses. Two participants (both women) had 

children under the age o f 25 who were still l iv ing at home. A t the time of the first 

interview, three participants were still in ful l time employment, one participant worked 

on a part time basis, three participants were retired for more than ten years, two 

participants took early retirement on grounds of ill-health, with one being retired for 18 

months and the other had given up work only two months prior to the first interview. 

One participant took early retirement during the course of the PR programme. 
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A l l participants were formally diagnosed wi th COPD by a respiratory physician as 

recorded in medical notes on the basis of lung function tests, medical history and, in 

some cases, x-rays. Disease severity ranged from moderate to very severe (GOLD, 

2003). As it was dif f icult to establish the exact disease onset (as symptoms are often 

mistaken for other health conditions) participants were asked when they first noted their 

symptoms. This time span ranged from five to more than ten years, with the majority o f 

participants (seven) having experienced symptoms for more than eight years. One 

participant was prescribed long term oxygen therapy and used an oxygen concentrator 

in his home; all participants were using prescribed inhalers, with three participants also 

using nebulisers at home. 

The next section focuses on the data collected with the standardised questionnaires 

MOS Short Form 36 item Survey (SF-36) (Ware et al, 1993) and St. George's 

Respiratory Questionnaire (SGRQ) (Jones et al, 1991). As the aim o f this data collection 

was to describe the population rather than measuring quality o f life, descriptive statistics 

were employed and only those domains relevant to the aims o f this research project w i l l 

be discussed here. 

Questions relating to perceived health status and impact o f COPD on activities were of 

particular interest to this study, as these questions relate to the aims o f the study. As 

Table 10 on page 144 shows, prior to PR, six participants rated their general health as 

poor, two as fair and one as good. This was to be expected, as the impact o f COPD on 

patients' lives has been widely documented (e.g. Jones, 1995; Leidy and Haase, 1999; 

Fraser et al 2006). The issue o f expectations regarding deterioration o f health was of 

interest in relation to the findings from interview data and w i l l be further discussed in 

section 7.4.1 
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A l l participants felt limited to some extent in carrying out moderate activities of daily 

l iving such as cleaning, carrying groceries etc. A l l participants felt ' l imited a lot' in 

carrying out vigorous activities such as running, l i f t ing heavy objects or participating in 

exercise. A l l but two participants felt limited in walking several hundred yards^ and four 

participants felt limited a lot in walking more than 100 yards. 

Table 10 SF-36 data: Participants Pre PR 

Pts 
Health 
status 

Limitations in 
moderate 
activities 

Walking 
several hundred 
yards 

Walking 
100 yards 

' I expect my 
health to get 
worse' 

7 Good Limited a lot Not limited Not limited Definitely true 

8 Poor Limited a little Limited a little 
Limited a 
little 

Definitely false 

9 Poor Limited a little Limited a little 
Limited a 
little 

Mostly true 

10 poor Limited a lot Limited a lot 
Limited a 
lot 

Mostly true 

11 Limited a lot Not limited Not limited Don't know 

12 Poor Limited a little Limited a little Not limited Definitely true 

13 Poor Limited a lot Limited a lot 
Limited a 
little 

Definitely true 

14 Poor Limited a lot Limited a little Not limited Definitely true 

15 Fair Limited a little Limited a little Not limited Don't know 

Despite COPD being a chronic, progressive condition not all participants felt their 

condition was definitely going to get worse. Those participants, who agreed with the 

^ All length measure are given in imperial measures as both the standardised questionnaires and 

participants referred to yards rather than metres 

144 



statement ' I expect my health to get worse' also reported that they felt worse compared 

to one year ago and therefore had already experienced the progressive nature of COPD. 

5'̂  George gwe 

As Table 11 on page 146 shows, pre PR, all participants reported that they felt short o f 

breath for most days o f the week. Although some participants had co-morbidities, such 

as osteoarthritis and hypertension, seven of nine participants stated that COPD was the 

most important problem they had. These participants were not excluded as it is to be 

expected that people at this age with a pre-existing chronic condition may have other 

health problems. In addition, participants did not rate these co-morbidities as an 

important health problem. O f those participants who were diagnosed wi th COPD while 

still in employment, four reported that it made them stop work altogether and two stated 

that it interfered wi th their work; only one participant felt her condition did not affect 

her work. Two participants were already retired when diagnosed with COPD. 

A l l participants experienced breathlessness when walking outside on the level and all 

participants reported that their breathing affected their daily activities and caused them 

to walk slower than other people; housework took a long time and they had to stop for 

rests after cl imbing stairs or walking fast. A l l participants felt it was diff icult to carry 

out activities such as gardening, dancing or playing golf, and felt unable to take part in 

moderate to strenuous activities such as swimming, jogging, heavy manual work or 

playing competitive sports. AH but one participant felt that COPD stopped them from 

doing things they liked to do. One participant did not feel hindered in doing anything 

but felt it took more effort to carry out activities. However, it has to be noted that she 

may not have want to complain or give an image of being disabled, particularly as this 

participant had her teenage children l iving wi th her and may have therefore felt that she 

had to be able to look after her family. Eight o f nine participants reported that they felt 

afraid or panicked when feeling short o f breath. 
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Most participants felt embarrassed by their breathing problem in public. Four 

participants felt that exercise was not safe for them with one respondent being unsure. 

Six participants felt they were not going to get better, one was unsure and two 

participants disagreed with this statement. In comparison with the statement on the SF-

36 about whether participants felt their condition was going to get worse, more 

respondents felt sure that they were not going to get better rather than getting definitely 

worse. This was reflected by interview data as respondents reported that they were told 

by their physician that 'you are not going to get better' rather than stating the negative 

o f this statement 'you are going to get worse'. This issue w i l l be further discussed in 

section 7.4. 

Canadian Occupational Performance Measure (COPM) 

The findings from the COPM assessments wi l l be discussed in more detail in chapter 8, 

on pages 204- 206. Activities listed during COPM assessments by participants did not 

differ from those identified during research interviews. Activities, such as gardening, 

housework, walking and climbing stairs were also identified from research interview 

data. However, the analysis o f research interview data showed that the experience of 

activities in COPD is influenced by wider psychosocial as wel l environmental aspects, 

which w i l l be explored in more depth in sections 7.3 to 7.5. The use o f COPM data to 

augment interview data and provide a cross reference for activities important to 

participants was nevertheless useful. 

7.2.2 Breathe Easy group 

A total o f fourteen people responded to invitations either sent by post or given to them 

during Breathe Easy meetings in Romsey, Oxford and Reading during the period from 

Apr i l to May 2006. As discussed in the previous chapter, no medical records were 

available for these participants, and therefore respondents were initially asked about 

their diagnosis and were only included i f they met the fol lowing criteria: they were able 

to confirm a diagnosis of COPD (including emphysema, chronic airf low obstruction) 
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and this diagnosis had been made by a respiratory physician, as reported by respondents 

themselves. In order to clarify the diagnosis further, respondents were asked whether 

they had attended a chest clinic within the past 12 months. Five people who showed 

interest in the study could not confirm a diagnosis of COPD and were therefore 

excluded from the study. 

Table 12 on page 149 shows the demographic characteristics o f the nine participants 

who were recruited to the study. The participant group comprised three women and six 

men and their age ranged from 62 to 84 years. A l l but two participants were married and 

lived wi th their spouses; the other two participants were widowed and lived on their 

own. A l l participants were retired, with one participant undertaking occasional, irregular 

paid work (accompanying children wi th disabilities to and from school). This high rate 

o f retirement was to be expected as all Breathe Easy meetings were held on weekday 

afternoons and people in full-t ime employment would therefore not have been able to 

attend these meetings. 

A l l descriptors of participants' condition were based on the researcher's clinical 

judgement as wel l as participants' self-reported medical history and drug prescription. 

Disease severity was judged to range from mild to very severe, wi th reports o f disease 

length ranging between five and 20 years. A l l but two participants had previously taken 

part in a PR programme ranging from one year to nine years prior to the interview. 
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As Table 13 shows, participants in the Breathe Easy group rated their overall health as 

better compared to the pre PR group. Similarly to the PR group, all respondents from 

the Breathe Easy group experienced limitations in activities o f daily l iv ing to varying 

degrees, but particularly in walking; wi th all but one participant feeling ' l imited a lot' in 

walking several hundred yards and participants from the Breathe Easy group appeared 

to have more severe COPD overall than those in the PR group. More than half o f all 

participants in the Breathe Easy group felt that their health was definitely going to get 

worse. 

Table 13 SF-36 data: Participants Breathe Easy Group 

Health 
status 

Limitations in 
vigorous 
activities 

Walking 
several 100 
ymds 

Walking 100 
yards 

' I expect my 
health to get 
worse' 

16 Poor Limited a lot Limited a lot 
L imited a 
little 

Don' t know 

17 Very good Limited a lot Limited a lot 
Limited a 
little 

Definitely true 

18 Very good Limited a lot Limited a lot Not limited Definitely true 

19 Excellent Limited a lot Not limited Not l imited Mostly false 

22 Limited a lot Limited a lot 
Limited a 
little 

Don' t know 

23 Good Limited a lot Limited a lot 
Limited a 
little 

Definitely true 

24 Poor Limited a lot Limited a lot 
Limited a 

little 
Mostly true 

25 Fak Limited a lot Limited a lot 
L imited a 
little 

Definitely true 

26 Poor Limited a lot Limited a lot 
Limited a 
little 

Mostly true 
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St George's Respiratory Questionnaire 

As Table 14 on page 152 shows, five participants felt short o f breath for most days of 

the week, one experienced shortness of breath several days a week, one only a few days 

a month, and two participants experienced shortness of breath only with chest 

infections. A l l participants experienced difficulties in carrying out activities such as 

personal hygiene, housework and any form of exercise due to their condition. 

Five participants were already retired at time o f disease onset and therefore felt it did 

not affect their work, whereas four participants had to retire early on grounds o f i l l -

health. 

Only one participant felt that exercise was not safe for her, which could be explained by 

the fact that she had not previously taken part in a PR programme, whereas all other 

respondents had either taken part in a rehabilitation programme in the past or did regular 

exercises on their own (in case of one participant). A l l but two participants agreed that 

their chest was not going to get any better. Five participants experienced panic when 

they were unable to get their breath but only two participants felt that they were not in 

control o f their chest problem. 
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7.2.3 Summary 

Participants were recruited from diflHsrent groups, from a PR programme at one INHS 

Hospitals Trust and from three different Breathe Easy groups. A total o f 18 participants, 

nine from PR and nine from all Breathe Easy groups were recruited. Although the 

combined participant group shared similarities in certain demographic and disease 

specific aspects, they also showed some variability in age, employment status and 

disease severity, associated with a range of physical limitations. 

Participants from the PR group were interviewed twice, pre and post programme, 

whereas the Breathe Easy group participants were only interviewed once. Concepts that 

were identified as similar across both groups, pre PR and Breathe Easy w i l l be 

discussed in sections 7.3 to 7.5 and differences found in the analysis of data w i l l be 

presented in section 7.6. Issues identified from the post PR data w i l l be discussed in a 

separate chapter 8. 

7.3 Similarities in identified themes 

The aim of this research was to explore the experience of activity o f people l iv ing with 

COPD. Two main concepts, 'stagnation' and 'movement', were identified from these 

interviews, giving some insight into how participants perceived COPD and the ways in 

which this condition affected respondents' activities. These two concepts, which w i l l be 

discussed in section 7.4 and 7.5, were explored with the use o f two metaphors: 'a 

stagnant pond' and 'a f lowing stream'. In qualitative analysis, metaphors have been 

widely used to explore tacit aspects o f data (Aita et al, 2003; Schmitt, 2005). As 

qualitative analysis primari ly deals with language, both in the form o f raw data and the 

way they are collected, metaphors can form an important way of exploring and 

unravelling concepts during data analysis (Schmitt, 2000; Ai ta et al, 2003). The main 

concepts wi th in this thesis relate to perceptions and experiences of participants and how 

these are affbcted; the use of the two metaphors of a stagnant pond and a flowing stream 

was a way to explore the differences in meanings. However, it is acknowledged that not 
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every participant's experience w i l l f i t neatly into such metaphors, and any dissonance 

w i l l be discussed where applicable. 

Quotes from specific participants are used to support and illustrate identified themes. 

They are referenced participant no; time of interview (if appropriate): group (PR = 

Pulmonary rehabilitation, BE = Breathe Easy Group); line numbers i.e. Ptl4; PR; 322-

325. Comments by people other than the participant, such as the researcher and spouses 

were only included where they were part o f the quote. These comments are referenced 

VMW for the researcher or husband! wife where applicable. In some cases, i f required to 

add to the understanding and clarification o f context, relevant text was added in 

brackets, i.e. Ht's [going out] very important'. A l l names have been changed to ensure 

anonymity of participants. 

Figure 8 on page 155 . shows a model o f the stagnation-movement theory and the 

relationship to indoors and outdoors. Fresh air was perceived as the single most 

important aspect o f spending time outdoors and the way it changed participants' 

perception of their symptoms. Both PR and the Breathe Easy groups were perceived to 

have had a beneficial effect on participants and to have promoted feelings o f movement. 
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7.4 A stagnant pond - effect of COPD on activities 

As discussed in Chapter 1, COPD is a chronic, progressive condition and the symptoms 

of difficulties in breathing, fatigue and cough can have a restricting effect on all aspects 

o f life, particularly causing physical limitations, which can lead to feelings o f being 

housebound, as discussed in Chapter 4. 

Stagnation was a theme identified as a result o f being confined to spending time 

indoors. In order to explore stagnation further, including its meaning and characteristics, 

the metaphor o f a stagnating pond is proposed. Stagnant water is motionless and the 

lack of a stream flowing through it causes stagnation. Similarly, participants felt 

inactive and stagnant as a result o f COPD and this impacted on their lives on different 

levels: physically, affecting aspects o f daily l iv ing (physical stagnation, loss o f 

spontaneity, routine); stagnation perceived as staleness changed their perception o f 

breathing, self and life; and psycho-social stagnation (mood, social isolation). Although 

feelings o f being confined to indoors mainly related to the concept o f stagnation, ways 

of escaping stagnation within indoors by keeping engaged in activities and participating 

in life were also identified and w i l l be discussed in section 7.4.4 

A l l o f these themes are closely interlinked, but in order to explore each concept in depth 

they w i l l be presented in turn and where applicable reference w i l l be made to l inking 

themes. 

7.4.1 Physical stagnation and effects on daily life 

Participants' physical limitations had an impact on their lives in various ways but all 

participants described feelings o f being confined to indoors as a consequence o f these 

limitations. As a result, participants not only felt physically stagnant but also 

experienced a loss of spontaneity and perceived life as mundane as all activities had to 

be planned ahead. 
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7.4.1.1 Physical stagnation 

The main reason for physical stagnation was participants' difficulties in walking. Most 

participants experienced severe breathlessness when walking for any distance (more 

than one hundred yards), or when walking up a hill or stairs. This severely limited their 

ability to leave the house on foot, as Mr Higgs explained: 

svaen / go wa/a: ea, zy rajkj: mg aggjr, a w rama: 

is my limit, which is the length of the garden and then 1 have to sit down when I come 

m '(Ptl3;PR; 6-8) 

These often severe restrictions in walking made it very difficult to leave the house, as 

participants walked significantly slower than other people and were often only able to 

walk for short distances before they had to sit down and recover from the physical 

effort. This left participants housebound and, when asked how this made him feel, Mr 

Higgs replied: 

'Well I feel stagnant. Absolutely stagnant' (Ptl 3; PR; 102) 

This physical stagnation was mainly related to physical limitations (in particular 

walking) caused by COPD. The detrimental impact of COPD on walking has been 

explored in a variety of both qualitative and quantitative studies (Leidy and Haase, 

1996; Nicolson and Anderson, 2003; Seamark et al, 2004; Pitta et al 2005) and walking 

ability was found to be affected by factors such as severity of COPD, need for long-

term oxygen therapy and perceived severity of symptoms (Okubadejo et al, 1997; 

Ringbaek and Lange, 2005). Limitations in physical movement were also identified as a 

major concern to participants with COPD in a study by Jonsdottir (1998), which has 

previously been described in section 1.7 on page 24. This study used a 

phenomenological approach employing multiple interviews with ten participants 

diagnosed with COPD and found that restriction in physical movement affected 

participants. Jonsdottir (1998) identified a link between perceived lack of air and 

restriction in movement, indicating the importance of air to this patient group as also 
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identified in the study presented here. However, Jonsdottir's findings of movement did 

not go beyond the physical meaning of movement, whereas the findings presented in 

this thesis suggest that movement had meaning on more than one level, which will be 

discussed in a later section 7.5. In addition, the upper age limit criteria for her study was 

65 years and this may have limited the possibility to explore experience of physical 

restriction and movement for those who are older and hence may have been living with 

the condition for longer. In addition, no information is given on the participants' 

severity of COPD and therefore it is not clear whether these results apply to different 

stages of COPD or just one end of the severity spectrum. 

A longitudinal study by Donaldson et al (2005) included 147 patients with COPD and 

authors monitored patients' self-reported time spent outdoors and increase in respiratory 

symptoms on a daily basis and completed the St George's Respiratory Questionnaire 

yearly over a period of eight years. The authors found that severity of COPD, in 

particular the frequency of exacerbations, had an impact on the level of outdoor activity 

as reported by patients, and the amount time spent outside the home was reported to 

decline over time. The findings presented here support these results, as those 

participants who were diagnosed with more advanced COPD reported less time spent 

outdoors than those at less severe stages of the disease. However, due to methodological 

differences, the study by Donaldson et al (2005) does not give any insight into the 

patient experience and perception of physical limitations which, as the results presented 

here suggest, did not merely relate to a reduction in functional ability but triggered 

feelings of stagnation affecting their lives on different levels. 

Due to the walking difficulties experienced, participants expressed that they felt stuck 

indoors and unable to leave the house as freely as they would like. This loss of freedom 

of movement is potentially analogous to the loss of freedom experienced by prisoners, 

and Mr Campbell described this feeling as being 'walled in', a perception that further 

worsened feelings of physical stagnation: 

158 



... j/ow ggf aow.ye6owm<^ ve/y goo6( ifa/ze^y /», 

Anct W W (Pt25; BE; 97-98) 

In a qualitative interview-based study on the meaning of mobility for residents in long 

term care, Bourett et al (2002) found that participants expressed similar feelings of 

imprisonment due to being restricted in their mobility. Although this study focused on 

older people requiring long-term care, the issue of restricted mobility resulting in 

feelings of imprisonment and feeling 'closed in' are similar to those found in this study 

with COPD patients. Jonsdottir (1998) also identified similar issues of isolation and 

feelings of being closed in, when exploring the life patterns of people with COPD. 

However, she concluded that participants resigned themselves to isolation as the most 

effortless way of dealing with their condition; whereas the findings presented here 

suggest that participants perceived these feelings as negative and wanted to break free 

(the concept of movement is discussed in section 7.5). The difference in findings 

between Jonsdottir's study and the current study may be related to cultural differences, 

as her study was carried out in Iceland. In addition, her study focused on ways in which 

participants' life patterns had changed and as such, her concept of resignation appears to 

be related to acceptance of changing limitations. 

The concept of physical stagnation was associated with being still and lacking 

movement; and for these participants it was clearly perceived as a negative concept. 

However, COPD is a chronic, progressive condition with no cure available and the aim 

of drug therapy and medical intervention is to prevent deterioration. Hence, amongst 

health care professionals, stagnation or halting of the condition is seen as a positive 

outcome (Bourke and Brewis, 1998). Yet, for participants, stagnation was perceived as 

negative. A possible explanation for this could be that participants were told by their 

physicians that their condition would not get better, rather than that it would get worse; 

and therefore participants were more concerned with a lack of improvement rather than 

the absence of deterioration. The reluctance of health care professionals to impart a 

negative prognosis has been reported in previous studies relating to palliative care and 

cancer (Fallowfield and Jenkins, 2004; Clayton et al, 2005). This avoidance of a 
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negative view of prognosis was reflected in participants' responses to question 35 on the 

SF-36 'Do you expect your health to get worse?' which only eight of 18 participants 

answered with 'definitely true'. However, 13 participants agreed that they did not 

expect their chest to get any better (as stated on the SGRQ, section 4). During the 

interview with Mrs Cooper, this perception was reflected as she talked about her 

expectations with regard to her health: 

7 know it's not gonna get any better' (Pt7; PR; 45) 

However, she never said 'I know it's going to get worse'. Interestingly, a survey by the 

British Lung Foundation (2006) on communication issues in COPD found that more 

than a third (34% of all participants) did not understand that their condition will get 

worse. The lack of improvement in their condition, and the physical stagnation they 

were already experiencing, contributed further to feelings of stagnation, as no change 

for the better could be anticipated. However, it has to be noted that these participants 

were talking to a researcher they had not met previously and may have not wanted to 

complain. 

7.4.1.2 Loss of spontaneity 

Another aspect of stagnation was loss of spontaneity. Returning to the image of a 

stagnant pond, people felt sluggish and unable just to get up and do things without 

careful prior planning. As COPD affects mainly older people, these issues may be 

related to general aspects of ageing. However, COPD worsened this perception as it 

hindered participants' ability to engage in certain activities, which other people take up 

once retired. Indeed, Pitta et al (2005) found that patients with COPD spent significantly 

less time walking and more time sitting and lying when compared with sedentary 

healthy older people. Consequently, the changes related to older age, such as retirement 

and changes in physical activities, were even more marked for participants in the study 

presented here, as they were unable to engage in activities due to their breathlessness. In 

addition, healthy ageing people are still able to do things spontaneously, such as 

shopping or going out to meet friends, whereas people with COPD had to plan these 

160 



activities and take their physical limitations ('How far do I have to walk from the car 

park to the shops or house? Are there any stairs?') and medical needs (portable 

nebulisers, ambulatory oxygen, inhalers) into account. 

Leidy and Haase (1996) also found that the need for planning reduced spontaneity in the 

lives of people with COPD. However, their study, which used a qualitative approach 

using in-depth interviews with 12 participants, focused on the functional performance 

issues in people with COPD, rather than exploring meaning of activities. The loss of 

spontaneity as a result of the need to plan activities has also been reported in clinical 

practice; many PR programmes include educational sessions on energy conservation to 

help people avoid approaches that will leave them exhausted and severely breathless 

(Turner-Lawlor, 2004). Research on the effect of other chronic conditions such as 

cancer and stroke on patients' lives has found that loss of spontaneity was of concern 

not only to participants (Rozmovits and Ziebland, 2004; Barker et al, 2004) but also to 

spouses living with a chronically ill partner (Eriksson and Svedlund, 2005). 

This loss of spontaneity was described by Mr Sullivan who, when asked how being 

restricted to indoors affected his life and what he missed most, responded: 

m rag car go fomewagrg, ye mor a w 

fy 'j; oa a /gf go, y c a r c/nvg a w go .yomew/agrg 

like I say you got to plan it much more, you got nebuliser, well travel nebuliser and 

p#r^'(Pt8; 132-135) 

When comparing these findings of loss of spontaneity with data collected during the 

first phase of this research programme, it was noted that previous participants also 

talked about loss of spontaneity. Participants were unable to do things spontaneously as 

activities had to be planned and thought about, in order to find ways in which these 

could be carried out with the least amount of effort required. Even relatively simple 
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activities such as cleaning the floor had to be planned as Mrs Adams, who took part in 

the exploratory phase of the research project, explained: 

7 fo /zgrg a w /ama: rae fo /y ... 7 om fae a/w w/g 'vg gor 

mop famg)/ou twow;, .yo }/om .yzv on f w fo r w e w fae aow.ye, amcf 

this one to do this end of the room' (Pt3; 195-199) 

This loss of spontaneity as a result of the need for planning ahead was seen as a 

negative effect by these participants. However, Leidy and Haase (1996) identified this 

issue also as a positive way in which people were able to perform enjoyable activities 

that might otherwise have been missed if they had chosen to avoid the discomfort of 

physical activities altogether. The data excerpt chosen to illustrate this issue related to 

one person looking after her grandchildren and the preparations that had to be made, 

such as food preparation. However, it seems that the issue of planning in Leidy and 

Haase's study (1996) related more to the concept of organisation (something we all do 

to some extent) rather than the loss of spontaneity as identified in the study presented 

here. 

7.4.1.3 Monotony 

Another aspect of stagnation that affected participants' daily life was monotony. This 

idea was closely linked to loss of spontaneity as participants had to plan activities rather 

than be spontaneous leading to a sense of monotony and life being mundane with little 

variety. Mr Fuller, talked about his life being mundane; 

And she'd say all right then, and now you 're gonna ask me what double s dd stands for 

/fiygf/fo .yA* ' (Ptl4; PR; 148-151) 

The perception of routine and lack of development in life was further exacerbated by 

forced early retirement on grounds of ill-health. As discussed in section 7.2, a number 
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of participants felt that COPD had affected their work and, in some cases, forced them 

to give up paid employment altogether. This sudden change in their lives, in addition to 

physical limitations, led to feelings of monotony and routine with little variety in their 

daily life as Mr Fuller illustrated: 

a w a// q/(z faaf '.y anew/ a w a// a 're m a .yfyuaf/on 

wagaeaj/j/ou 7 w/afca r w rg/evmon prng/'ammg ^ w / / go a w wa/a; 

around the shop, mmh, ehm, shall 1 do some washing today, shall 1 do the ironing and 

that's really it' (Ptl 4; PR; 116-119) 

This lack of varied activities leading to perceptions of monotony of life has also been 

found in patients with dementia living in a nursing home environment (Camp et al, 

2002) and older people living in the community (Gabriel and Bowling, 2004). In these 

studies the issue of monotony was mainly related to immobility and this link also 

seemed to exist in people with COPD. As physical activities are even further limited by 

the condition, the issues of physical stagnation, monotony and loss of spontaneity are 

possibly an even bigger concern for these participants. 

7.4.2 Perception of stagnation as staleness 

Stagnation not only affected physical aspects of daily living, as discussed in the 

previous section, but also changed the way participants perceived their breathing, 

themselves and their lives. This perception was identified as 'staleness' as a way in 

which participants experienced stagnation in relation not only to themselves but also to 

the indoors air surrounding them. This perception of stale air appeared to worsen the 

experience of breathlessness and participants described this perception as suffocation. 

Staleness of self led to perceptions of premature ageing, a mismatch between body and 

mind, whereby participants wanted to be physically active but their stale bodies would 

not allow this to happen. 
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7.4.2.1 Perception of breathlessness: Suffocation - the 'dead zone' 

Breathlessness is one of the main symptoms of COPD and its impact on the individual 

has been widely reported (Nicolson and Anderson, 2003; Seamark et al, 2004; Bailey, 

2004; Fraser et al, 2006). Participants in the study presented here also described the 

experience of breathlessness as frightening and frequently related this experience to 

feelings of dying and fighting. The novel findings from this study are the impact of 

stagnation and stagnating indoors air on perceptions of breathlessness, identified as 

suffocation which augments our understanding of this experience. 

Although suffocation is a different concept from stagnation, it was physical stagnation 

and stagnation of air that caused perceptions of suffocation. To return to the image of a 

stagnating pond, it is the lack of oxygen that causes the 'dead zone' of stagnant water 

leading to the suffocation of animal life in the affected water body (Engelhardt et al, 

2004). Feelings of a tight chest, restricted airways and the inability to breathe enough 

air as identified from interviews, are all descriptors of suffocation and a lack of oxygen. 

This very much related to the feelings of suffocating indoors as experienced by 

participants, as Mr Shepherd described: 

'the first time it happened to me I must admit I was fi'ightened to death I thought I was 

having a heart attack I thought I was gonna die, everything, because you go into this 

... a w . y w / o w e r awe/r/ga/er a w a w / a y r g r 

g v e w f W j / o u Ye g o n n a o u f ' (Ptl7; BE; 253-

257) 

Similarly Mr Fuller had frightening experiences when he had difficulties breathing: 

_yow com a w 're mof geffmg fae 

ojxygen ayr/g/zfeMmg, r e a Z / x ( P t l 4 ; PR; 237-238) 

These quotes illustrate that breathlessness was not only a physical sensation of being 

unable to breathe but also had an enormous psychological impact. The emotions 

associated with breathlessness, such as panic, fear of dying and the feeling of being 

helpless in controlling the situation, are all associated with the sensation of suffocating. 
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In a large multi-national interview-based study of 125 COPD patients Kessler et al 

(2006) found that some participants associated the experience of an acute exacerbation 

of their condition with suffocation. However, their study focused on the patient 

experience of exacerbations, whereas the findings presented here suggest that the 

perception of suffocation is not only present during exacerbations but is also linked to 

the perception of being confined to indoors. 

The experience of suffocation was linked to issues of helplessness and loss of control. 

Mr Gerrard described his feelings of being unable to control his breathing difOculties: 

'How it makes me feel, terrible, you don't know what's happening to you, you just 

your breath' (Pt 26; BE; 56-59) 

This helplessness, loss of control and struggle to breathe leading to a fear of dying, has 

also been identified in other studies exploring the patient perspective in COPD (Bailey, 

2001; Bailey, 2004; Elkington et al, 2004; Bamett, 2005; Kessler et al, 2006). The link 

between panic disorders and chronic respiratory disease (such as COPD and asthma) 

has been widely reported (Kim et al, 2000; Goodwin and Pine, 2002; Mikkelsen et al, 

2004; Katon et al, 2004). However, the latter studies explored this link using 

quantitative methods, thus examining associations between COPD and anxiety and 

panic, rather than exploring the experience and meaning of these symptoms for patients. 

Bailey (2001; 2004) conducted a narrative analysis study of ten cases comprising 

patients, family and nurses to explore the experience of breathlessness and anxiety 

during an acute exacerbation of COPD. She found that the emotional component of the 

breathlessness experience was linked to feelings of vulnerability, a similar concept to 

helplessness and loss of control as described here within the theme of suffocation. 

However, Bailey's study (2004), like Kessler et al's study (2006) only included 

participants during an episode of acute exacerbation. As stated previously, the findings 

presented here suggest that this experience of suffocation linked to fillings of anxiety. 
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panic, helplessness and loss of control is also an issue for patients with COPD during 

stable phases of the condition. 

The experience of suffocation was further worsened by the perception of indoors air as 

being stagnant and stale. Outdoor air on the other hand, was perceived as fresh air 

alleviating breathlessness (this issue is further discussed in section 7.5). Mr Shepherd 

illustrated this difference between indoors and outdoors air and its effect on his 

perception of his breathing in the following quotes: 

yyow '/-g raerg mo afr moverngmr eam, j/ow cam y r e a / z y / a g a/r 

into your lungs' (Ptl 7; BE; 100-103) 

and 

'indoors to a certain extent it's a stale air... because you've got no air movement and 

/ae a/r become.ywg awcf .yfagmanr a/k/icom re// r/ze wzya fag arga/a/mg' 

(Ptl 7; BE, 85-86; 106-108) 

Thus it appears the main differences between outdoor and indoor air were movement 

and fireshness of air. Lack of air movement was linked to the idea of stale air, which 

appeared to worsen participants breathing and added to the suffocating and stagnating 

effect of indoors. In a qualitative study on the experience of cancer patients in isolation, 

Campbell (1999) found that cancer patients, who were in protective isolation as a 

consequence of chemotherapy and did not have any access to outside air, described the 

lack of fresh air as worsening perceptions of isolation, and being closed in. Although it 

was not reported that participants in Campbell's study (1999) experienced respiratory 

symptoms, her findings indicate that a lack of fresh air can worsen feelings of isolation 

and confinement. The findings presented here give additional insight into the perception 

of lack of fresh air worsening the perception of breathlessness, one of the most 

prevalent symptoms of COPD. 
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7.4.2.2 Effect of staleness on self: old body - young mind 

The perception of stagnation also changed the perception of self and participants 

referred to feeling stale. Stagnation and staleness of self as a consequence of being 

confined to spending most of the time indoors was associated with a sense of premature 

ageing, regardless of age and employment status, as illustrated by Mr Gerrard. He was 

diagnosed with severe COPD and was prescribed home oxygen therapy. He was 

confined to his home for most of the time, but he tried to spend as much time as 

possible outside his house and go for trips to the surrounding area, particularly London. 

/o go fo zowom fo ///e, a// wg cam 

aegp gofmg m/agm a r//mg cofmg.y can v (fo f w w/// j/ou gomg 

to start getting old don't aren 'tyou, we got use of the outside at the moment you know' 

(Pt26; BE; 48-51) 

Mr Gerrard was 84 years old and retired at the time of interview, but he did not consider 

himself at a point in his life where he wanted to remain within his house all the time. He 

associated confinement to indoors with old age and staleness of self. Therefore it was 

not only the air indoors that was perceived as stale and worsening participants' 

breathing as illustrated previously by Mr Shepherd (see 7.4.2.1), but also participants 

themselves felt they had become stale, stagnant and old as Mr Gerrard described: 

ggf ^ w g j^gop/g ga, ggr gwf/g j^fa/g //"jyow woo/-.; a// zag n'mg, 

you get really you know stale' (Pt26; BE; 135-137) 

It is important to note that these perceptions mainly related to their bodies as they felt 

their minds were still young and they wanted to engage in activities but their bodies 

would not let them, as Mr Cricket explained: 

'tow m 7'm gomg fo raff / 'm gomg ro faaf w/agm 

fAgĵg rAmg^ jxow ggr coTMp/gfg/y owf AfgafA' (Pt23; BE; 8-10) 
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Mr Cricket further described the impact of his physical restrictions and the mismatch 

between what he wanted to do in his mind and what his body was able to do, as he was 

still keen to engage in activities, such as gardening: 

'because Ijust can't do it although I have power mowers that cut while you just walk 

fy zy, zy ,9 cam y 

do it, you get out of breath' (Pt23; BE; 55-57) 

The issue of stagnation of self has been discussed in Erikson's (1963, 1980, 1985) 

theory of psychosocial development. His theory suggests that in each stage of life a 

person is confronted by different psychological and emotional challenges, which need 

to be mastered. Each stage builds on the successful completion of earlier stages. The 

challenges of stages not successfully completed may be expected to reappear as 

problems in the future. Within the stage of middle adulthood (35- 60 years) the main 

concern is generativity as opposed to stagnation, and generativity is defined as 

r/zg concgrM m gwfV/fMg fAe Mgxr ' (Erikson, 1963, 

p.267). However, this is not only related simply to having or wanting children, as this in 

itself does not achieve generativity, but also requires contribution to the wider 

community. Stagnation, on the other hand, is defined as self-absorption, and the 

stagnant person ceases to be a productive member of society. Stagnation is seen to be 

the result of an unsuccessful ageing process. This theory has since been applied in a 

variety of studies to explore these issues in older adults, and those affected by chronic 

conditions in later life (McAdams et al, 1993; Lewis, 2000; Belizzi, 2004; Warburton et 

al, 2006). Although these studies focused predominantly on life stories of older adults 

and the impact on identity, they highlight the issue of stagnation as a concern to older, 

less generative people. 

Stage 8 of Erikson's theory relates to late adulthood (60 years onwards) and is 

concerned with ego integrity versus despair, i.e. a person's sense of fulfilment and unity 

versus fear of death and loss of self- sufficiency. This stage can also evoke a sense of 
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biological uselessness, as the body no longer does everything it used to do. This idea is 

supported by the findings presented here, as participants expressed feelings of a 

mismatch between body and mind. This tension between old body and young mind can 

be seen in the way Mr Fuller explained how he felt about being unable to carry out day 

to day activities: 

'it's a shame because as I say my mind is still very young, my mind is still as active as it 

PR; 152-153) 

This body-mind disparity has also been identified in the experiences of people post 

stroke and has been described as body-self split (Ellis-Hill et al, 2000), whereby people 

no longer felt in control of their bodies, as these did not function as they used to do. The 

experience of a stroke differs from that of COPD as it is a condition with a sudden acute 

onset, whereas COPD generally only causes mild symptoms initially and then gets 

progressively worse over time. However, it is interesting to note that the experience of a 

body that does not function as well as the mind would like it to, is similar in both 

conditions, despite the difference in disability. 

To return to Erikson's theory (1985), COPD added to the tension of stagnation versus 

generativity as participants were no longer able to contribute to their families or 

community and many had to give up work due to their condition. In addition, COPD 

accelerated feelings of stagnation and despair (during late adulthood) as there was a 

disparity between participants' desire to engage in day to day activities and their 

physical limitations, which prevented them from so doing. Although Erikson's theory 

provides a framework to explore the concept of stagnation of self and life, it fails to 

acknowledge that the timing of the different stages can be influenced by chronic 

disease, and therefore some of the issues relating to middle and later adulthood merge, 

or are brought forward, as the body ages 'before its time'. 

169 



7.4.3 Psycho-social stagnation 

The third theme identified within the concept of stagnation was the psychological and 

social impact of stagnation. The perception of stagnation was also found to affect mood 

and social aspects of life, leading to social stagnation. 

7.4.3.1 Mood 

The psychological impact of COPD, leading to feelings of anxiety, panic and 

depression, has been widely reported (e.g. Yohannes et al, 2000; Lacasse et al , 2001) 

and these feelings were also expressed by the participants in this study. 

The perceived impact of stagnation on mood is illustrated by Mr Green, who used to be 

very active in his life and enjoyed playing golf on a regular basis. Due to the 

deterioration of his condition, he was forced to take early retirement and give up playing 

golf. Although he had started playing golf again with the aid of a buggy, he frequently 

talked about how he felt when he was unable to do anything and was spending most of 

his time indoors: 

(Pt9; PR; 250-252) 

The physical stagnation of being confined to being indoors led to feelings of depression 

and another participant, Mr Higgs, who appeared very low in mood during the whole 

interview, expressed similar feelings with regard to lost activities: 

7 can't tell you, it's horrible isn't it, it's horrible, after being so active yeah' (Ptl 3; PR; 

119) 
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The prevalence of depression in COPD has been widely reported in the literature (van 

Ede et al, 1999; Yohannes et al, 2000; Lacasse et al, 2001; McCathie et al, 2002; 

Mikkelson et al, 2004). The link between increased levels of depression and higher 

disability scores, poorer perceived quality of life and lower functional status has also 

been found in people with COPD (Anderson, 1995; Peruzza et al, 2003; Cully et al, 

2006) and other chronic conditions, such as advanced cardiac failure (Sullivan et al, 

2004). However, these studies did not explore the specific perceived impact of 

breathlessness and physical stagnation on the individual, which, as the findings 

presented here suggest, can add to perception of depression and low mood. Ho et al 

(2001) found that breathlessness had a substantial impact on psychological well-being 

(both depression and anxiety levels) and functional status of older community dwelling 

people, who were diagnosed with a range of conditions other than COPD, such as 

arthritis, stroke, heart disease and diabetes. This suggests that breathlessness, linked to 

physical restrictions, may also impact on mood in conditions other than specific 

respiratory disorders. 

As well as depressive feelings, a sense of frustration was also identified as a result of 

stagnation. Mr Fuller describes this perception of frustration as a result of his physical 

limitations; 

7 7 .yge ramgy 7 na: oa 7 can v attymorg oa, 7 can y tmawagg 

anymore, I look at the garden, you know I mean, god, ten years ago it was a run now I 

mea/i 7 Aeep zY f&rg are .yo /ywzfr)/ r W ckmg / W 7 mm Y 

mawagg aMyfMoz-gjyow AMOw;' (Ptl4; PR; 153-156) 

Similarly, Mr Shepherd felt frustrated at being inactive as a result of COPD, particularly 

as he had been a very active person throughout his life; 

M/AgM w Yg <19 7 aw gx gAm, vg/y acf/vg /)gr̂ 0M 7 Mox; gĝ  

fO/Mg/(/?7g.y vgfŷ ;tŷ arg<7 Mof fo 6g a6/g Âg q/"fAzMg.y (Ptl 7.1; PR; 77-78) 
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The experience of frustration in COPD has been reported in other studies (Toms and 

Harrison, 2002; Bailey, 2004; Bamett et al, 2005), however this was related to an 

overall feeling of frustration, rather than linked to the specific impact of physical 

restrictions within the concept of stagnation. It has also been reported that patients with 

COPD have difficulties in expressing and controlling emotions (Labott et al, 2001; 

Bailey, 2004). Although this particular finding was not supported by the study presented 

here, this lack of emotional control may also add to feelings of frustration. 

7.4.3.2 Social stagnation - Embarrassment 

Stagnation not only impacted on perception of mood but also social aspects of 

participants' lives. The physical limitations experienced as a result of COPD not only 

affected participants' ability to maintain social contact outside their homes, but also 

made socialising difficult due to the to social stigma associated with symptoms, in 

particular persistent coughing which was often productive (with sputum) as Mrs 

McCullen explained: 

'and then phlegm is there, and every time I breathe into this I start coughing wherever I 

you have to cough' (Ptl6; BE; 94-96) 

Similarly Mr White felt embarrassed when he and his wife went out for dinner and he 

had a coughing attack; 

'it can be quite embarrassing because we can be out and I'm always reaching for a 

aanaife anef ar/mgrng a /of q/mwc* up you ivzya aarvrng fo gaf, 

f w f amofaer jdma/gtm, waem yg cougamg evgfy aw aour a/mg ^aaf. 

[I kel] a Y m W go/mg owf awe/ fAew a// a 

/ ge / faw .yorf pa/ggm j/gaa, ^/goa, ^aa^ 'j: x/a)/ reoz/y aecauye a/z 

a j/ow ye armgrng a /of o/muca: up a w j / o u a?zow org zooaingj^ou 

Ww;' (Ptl 5; PR; 5 ] -54, 66-69) 
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This embarrassment further added to feelings of social isolation already experienced 

due to participants' physical limitations. Other studies exploring the patient experience 

of chronic lung disease have also identified embarrassment as concern to patients, 

particularly in relation to coughing up phlegm in public (Toms and Harrison, 2002; 

Nicolson and Anderson, 2003). Embarrassment of 'unsocial ' symptoms that are obvious 

to others, leading to social isolation and withdrawal from social interactions has also 

been found in other chronic conditions, such as disfiguring eye conditions (Clarke and 

Williams, 2000) and epilepsy (Martin et al, 2005). 

7.4.4 Escaping stagnation - Movement indoors 

Participants predominantly talked about indoors as a negative situation to be in, as it left 

them feeling stagnant on a physical, social and psychological level. However, 

participants also talked about activities they carried out indoors in order to escape these 

feelings of stagnation. These activities brought about movement within the stagnating 

situation indoors, and related mainly to housework, watching television and spending 

time on the computer using the Internet. It appears that these activities were a way in 

which participants were able to stay occupied, to feel less stagnant and to maintain a 

link to the outside world, even whilst being indoors. 

Mr Fuller talked about the housework he now engaged in since having to retire early on 

grounds of ill health. He did not enjoy doing these activities, but fbit he needed to stay 

occupied within the house to avoid stagnation: 

programme and before you know you 're just stagnant' (Ptl 4; PR; 193-197) 

Mrs McCullen preferred to be outdoors, but her breathing had worsened and she felt 

unable to go out much and talked about how she spent her time at home. She enjoyed 
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watching television and preferred watching documentaries and news, as a way to stay in 

touch with what was happening in the outside world: 

7 love television and I choose my programmes and I know what I want to see, 1 don't 

care / /fvke /o waar m fae 

(Ptl6; BE; 251-253) 

Both Mr Gerrard and Mr Cricket had been keen sportsmen when they were younger and 

still able to undertake strenuous exercise. However, since the effects of COPD had 

made it impossible to play these sports, they felt connected to the sport by watching it 

on television: 

7 //jke / /ove warcamg any jpor/f, jwf/mtmfmg, awy, 

awyfamg fo jporfj; 7 /ove, 7 ro au/ 7 caw y zy mow, 7 mve ro warca 

g/j'e a/W gfyoy fr};ou AMOif' (r*t26; BE; 93-95) 

'7've a /o/ m my Zf/e 7'vg go^ 7 cowMn Yp/cry cncjWr, 7 

cam Y go^MOw; ../we go ow/ 7 my groMdiyoM cr/cjkef wA/cA 7 rawgAr 

affm a /or a6owf cr;c&r 6gcaz/^g 7 f » fae ... we go ro c r / m a f c a e ^ , we 

don't participate there isn 't any way' (Pt23; BE; 49-62) 

Engagement in these indoor activities was a way in which participants tried to overcome 

feelings of physical, psychological and social stagnation. 

7.5 A flowing stream - the importance of movement 

Participants strived to break free firom feelings of stagnation and staleness due to COPD 

by spending time outdoors. Movement was identified as the main theme to capture this 

eflbrt to escape stagnation, and the image of a flowing stream, characterised by moving, 

fresh water, is proposed as the converse to the stagnant pond metaphor. Whereas 

stagnation was associated with being confined to indoors, movement was linked to 

spending time outdoors. Within this theme, three categories were identified: physical 

movement, change in the perception of breathlessness and self and psycho- social 
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impact of movement. Fresh air was identified as the single most important aspect of this 

'movement' theme and spending time outdoors. 

7.5.1 Physical movement 

Although, as discussed in the previous sections, participants engaged in activities 

indoors in order to overcome stagnation, the m^ority of physical movement took place 

outdoors. Driving was identified as the most important way of maintaining community 

mobility, which allowed participants not only to move physically from one place to 

another but also to engage in social activities. 

7.5.1.1 Driving as community mobility 

Participants felt stagnant because they were predominantly confined to their own homes 

through severe walking difficulties, isolation and lack of social contact. However, 

participants firequently tried to overcome these feelings of physical stagnation, and 

driving was identified as the main means to maintain mobility. This theme was also 

identified in the first phase of this research (see chapter 4) but will be discussed in more 

depth in this section. 

Driving was perceived as a means to maintain mobility and to leave the confines of the 

home. Mr Cricket was unable to walk more than approximately 50 yards before he 

became so breathless that he had to sit down, which severely restricted his mobility. 

However, his car allowed him to go to places he would not have been able to walk to: 

'It's about mobility, it can get you from A to B, I mean I'm not housebound, if I didn't 

/aa car / w a/faowga faere a azty a e a w rag fagre wira 

...yow ggf ro /ae ofaer ar w/aere yow go, 

gof fo ggr fae awcf jxow gef fo fae .yaop^ gof g'wffe a 

fo wa/a, ybr yow mofamg me ... a zong way, it/agreay now 7 rae 
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car awj' c/rqp j/ou v/rrwa/zy rae /r gg/j^ me ro /)/acgj^ faaf 7 ivou/̂ zm y morfmaz/y 

ggrro'(Pt23;BE; 196-293) 

Mr Gerrard highlighted the importance of his car as a way to get around (he frequently 

drove to London to go to the theatre) and how the lack of a car would affect him: 

... a car 7 /mcom we re m a area y w/e, ĵ ow can y gef 

to any place we want to go to canyon' (Pt26; BE; 46-47). 

Similarly, Mr Shepherd viewed his car as a life line to the outside world which enabled 

him to stay mobile: 

///e, wfyaouf m;; car / m;owz(fmy ger ^ r ^ a c r ^aan acro.y^ raaf c/earmg 

fAere a^W 6act af it'fY/z fM;); cor 7 cam go aM)4vAgrc / f,y ve/y 

/mporfaMr... 6ur w;YAoû  a car 7 ivowZcf Mever 6e a6/e /o go fAere [town] 6gcaŵ g rAe Azty 

stop is too far for me to walk from my house you know you 're talking at the end of this 

om^o /ac tma/m roa6( jyow've come faw ivay your.ye//'eam, 7 i4 ;ouz<7m y 6e a6ze f̂ o 

do it, it would cause me so much discomfort 1 wouldn Y he able to get on the bus and 

cany on like, so yes the car is a very important tool to me' (Ptl7; BE; 220-230) 

This idea of driving as a life-line to the outside world and a way of maintaining 

independence is supported by research carried out to examine the driving patterns of 

older people (Fonda et al, 2000; Marottoli et a), 2001). Fonda et al (2000) found that 

cessation of driving worsened symptoms of depression in healthy older people. The 

importance of driving to maintain community mobility and preserve a sense of 

independence was a key finding among these COPD patients, so it is very likely that 

cessation of driving would have a negative impact on their psychological well-being. 
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7.5.1.2 Keeping fit - physical exercise 

In addition to driving, some participants also engaged in physical activities which were 

related to exercise, such as attending a gym (participants with less severe symptoms), 

and taking part in more socially engaging sports, such as golf and bowls. 

Mr Colley, who only reported mild to moderate symptoms of COPD, regularly went to 

a gym: 

v g o /o fag gy/m / w gomg gym ybr fw/cg a 

a w row/mg, gam 34/gfgara^,^r an aowr or 2 

aowm, ^otmgn'fmg^ /gg^ a 6/^ argafa/g^j; 7 cwr zy jbw/m fo an aowr, /omg / 'm 

WM^gf rAg ffwfrucfOM ar fAg gym w/Ao 'vg ouf a/^mgrammgybr mg' (Ptl 9; BE; 

27-30) 

Other participants who were experiencing more severe symptoms of breathlessness and 

were therefore unable to take part in more strenuous exercise, took part in more socially 

focused games such as bowls, as Mr Shepherd described: 

7 spent a lot of time sat out at the bowls club watching bowls as a recreation I find it 

vgy^ fagrqpgwffc rag/ocf faar / go owf zf gzvgf mg a w g gxgfcmg a w /aar 

Aĝ :̂  TMg w;Agrga$ / W w ; wAgn /<jbM Y go o u r a ivAo/g dlcy a W Z/fiyr arowMef, /ggf 

argafa/g^y^mgĵ ĵ  6gc(zk9g 7'vg nof aa^/ a / y gxgrcf^g a w ^o ^ag z#f/g amowmf gacgrcmg / 

(/o &»gĵ  Ag^ mg... fAg j^ocWwmg ĵfWg c/fAmg^ fgM̂ k fo m}' 

pro6/gm'(Ptl7;BE;35-42) 

This quote highlights the importance of physical movement (playing bowls) on three 

levels: the physical movement of exercise as a way of overcoming physical stagnation 

(which was perceived to be beneficial in relieving symptoms); as a way of maintaining a 

social life and overcoming social stagnation; and the perceived psychological benefit of 

distraction from breathing problems. 
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The importance of physical movement for people with COPD has also been identified in 

a study by Leidy and Haase (1996) in which the authors describe movement within 

three contexts: purposeful activities, therapeutic movement and exercise. Although 

these findings are supported by the results presented here, their study does not give any 

insight into the meaning and perceived impact of movement as a result of such activities 

for participants, but rather lists the activities participants were engaged in. 

7.5.2 Change of perception of breathlessness and self 

In contrast to feelings of suffocation such as a tight chest and difficulties in breathing, 

as discussed in the previous section 7.4, participants experienced the outdoors, and in 

particular fresh air, as a way of gaining temporary relief from the symptoms of COPD. 

Fresh air contributed to the perception of open airways and ability to breathe easier. Sea 

air was perceived as particularly beneficial and spending time at the seaside changed 

participants' perception of themselves and their symptoms leading to feelings of 

normality. 

7.5.2.1 Fresh air: open airways 

Fresh air was the single most important aspect of movement and spending time 

outdoors, as described by participants. The perceived benefit of firesh air was mainly 

related to relaxation and opening of airways, thus relieving perceptions of 

breathlessness. The specific characteristics of fi-esh air related to movement and 

temperature will be discussed in section 7.5.2.2. 

Mr Fuller described the feelings of being outdoors and breathing fresh air, and its 

relaxing benefits on his airways and the easing of the breathing problems he usually 

experienced: 
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mvcy /wo or faree mmufg^^'ow, oa faa/'^ ae/fgr and' 

-̂ou caM̂ eeZ fAe fzgA/Mĝ ĵ̂  aM(/ rAg /)â fYa/;oyw ga^mg ^om j/ow' (Pt) 4. ]; PR; 235-

136) 

Mrs McCullen talked about the benefits of fresh air, and when asked how it changed her 

breathing she responded: 

'you can feel it opening up the airways' (Ptl 6; BE; 52-53) 

This opening of airways is very much in contrast to the perceptions of suffocation as a 

result of stagnation, as discussed in section 7.4. The benefits of fresh air on aspects of 

psychological well-being, such as stress relief and relaxation, have also been widely 

reported in the Alpine research and leisure literature (Reichler, 2005; Guignard, 2005). 

The benefits of fresh air for health were the central idea of sanatoria into the mid 20^ 

century; in particular to treat respiratory conditions such as tuberculosis (Bates, 1992). 

Guignard's (2005) discourse analysis on texts relating to aerotherapy in the Alpine and 

desert regions describes the benefits of fresh air on respiration, in particular easing 

breathing and evoking relaxation. It appears that these abilities of fresh air to improve 

breathing are even more marked in people with COPD, where any relief to difficulties 

in breathing is sought. 

All participants talked about fresh air to varying degrees, although those participants 

who talked more about anxiety and panic described fresh air as more beneficial to their 

breathing than those who did not express feelings of anxiety and panic when getting 

breathless. This would suggest that A-esh air may contribute to feelings of relaxation, 

thus reducing perceptions of panic associated with episodes of breathlessness. This 

difference in meaning of fresh air will be further explored in section 7.6. 
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7.5.2.2 The effect of movement and temperature of air 

In order to be beneficial to participants' breathing, the air had to fulfil certain 

characteristics. Two aspects of fresh air were identified as contributing to the beneficial 

effects of outdoor fresh air: temperature and movement. Fresh air, as the word fresh 

implies, had to be cool, rather than hot, in order to improve breathing. Hot air was 

perceived to worsen breathing: 

'Ifind it more difficult in the summer, you might find that hard to believe because 

more difficult to breathe in the summer, whether the pollen count or all that affects you 

/ jom v or fy aavem % jxow am/g gor raaf 

still air and everything seems stale (Ptl4; PR; 243-249) 

Mr Fuller referred to still, hot and stale air in this quote, a stark contrast to the image of 

fresh, crisp, cool air. Therefore, fresh air was associated with movement whereas hot air 

was associated with stagnation. The meaning of staleness was discussed earlier and 

there is a clear contrast between feelings of staleness associated with stale, still air and 

feelings of liberation and ability to breathe associated with fresh air. To return to the 

image of the flowing stream, the water of a stream is linked to images of clear, fresh, 

moving water, similar to fresh outside air, whereas stagnant water is associated with 

images of murky, still water comparable to hot, stale air. 

Baldwin (1992), a physiologist, has described the attributes that make firesh air 'fresh' 

and beneficial to well-being. It appears that the amount of air ions, in particular 

negatively charged ions, in fresh air is five to ten times higher than in 'recycled second 

hand air' found indoors. It has been reported that negatively charged ions in the air have 

an effect on respiration (Wehner, 1969) and some research suggests an effect of 

negatively ionised air, as found in fresh air, on other chronic respiratory conditions, 

such as asthma (Ben-Dov et al, 1983). However, the evidence of ion generators 

improving symptoms in asthma was found to be inconclusive in a recent Cochrane 
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review (Blackball et al, 2006). Research into the properties and effects of air within 

Alpine Research suggests that the various properties of air have an influence on people 

and their perceived well-being (Reichler, 2005). The findings presented in this study 

suggest that fresh outdoor air was beneficial to people with COPD; however, this 

perceived benefit was predominantly linked to the meaning of fresh air as being 

outdoors and the psychological impact, such as relaxation. Therefore the benefits of 

Aesh air may not be related to a single attribute, such as negative ion content or socio-

psychological implications, but may be an amalgamation of these. 

Although fresh air had positive associations for participants, very cold air was perceived 

to have a negative effect on their breathing. The temperature of the air had to be 'just 

right', i.e. extreme temperatures were detrimental and more moderate cool temperatures 

were preferred, as Mr Kline and Mr Shepherd described: 

a/r m mzcg, ve/y ve/y exfremg / cam 

pressure on my heart and things' (Ptl8; BE; 92-94) 

6g a6/g /o argafag m^g.ya a//" wagm fagrg ^ a afggzg aaour ^ag 

temperature is right, it's super' (Ptl 7; BE; 92-94) 

Donaldson et al (1999) found that a fall in temperature in a UK based study, usually 

associated with the onset of autumn/ winter, was linked with an increased frequency of 

exacerbation in people with COPD. Similarly, Nicolson and Anderson (2003) identified 

fear of extreme temperatures as a m^or concern for people with chronic bronchitis after 

an exacerbation of their condition. However, neither of those studies identified a 

beneficial effect of moderate fresh air on participants' breathing, as suggested in the 

study presented here. 

As well as temperature, movement of air was important to make fresh air beneficial. 

Still air was perceived to be stagnant whereas a slight breeze would improve breathing. 
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Again there is a metaphorical link between stagnation and still air with no movement, as 

opposed to a breeze that suggest air movement. Both Mr Fuller and Mr Shepherd talked 

about air movement as the main beneficial aspect of fresh air: 

'since I've had COPD1 love the feel of a breeze like today oh it's lovely I can stand in 

the garden, oh come on wind, cause it really does help you breathe' (Ptl4; PR; 249-

250) 

7feel more comfortable, whereas over a period of time with stale air like humidity, 

when there is no air around like last week is a classic example there has been no air 

and you 're fighting all the time to get air into your lungs, whereas if there is a bit of air 

movement you 're not fighting quite so much because you can feel the air going down 

into your lungs' (Ft 17; BE; 110-114) 

Even when being indoors, participants sought the feeling of fresh air or a fresh breeze 

by opening windows and having electrical fans in most rooms, as Mrs McCullen 

explained: 

'It helps me a lot. Breathing I'd say is a different thing to sitting indoors trying to 

breathe it is completely different for us, it's like in my bedroom, two of the windows I 

have opened halfway and I've got a little tiny one that sits on the side [points at fan] 

and it's just the fact of the air blowing on your face and it seems to when you breathe it 

m (Pt]6; BE; 278-282) 

Participants felt their breathing was improved with fresh air and sought fresh air when 

feeling particularly breathless. Mr Campbell would go to the coast as his symptoms 

were much improved there and he explained the beneficial effects of fresh air: 

'the fi'esher the air the better, I breathe better down at the coast than I can here' (Pt25; 

BE; 27-28) 
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Mr Shepherd felt that there was a marked difference in his breathing when being 

outdoors compared to being indoors due to the different air: 

'when 1 stand outside and I breathe fresh air it appears to penetrate my lungs better and 

c a n q / g o z m g cfown j/ow can 

the air going down into your lungs whereas if you 're indoors because there is no air 

eam, j/ow can v /ag a/r move j/ou wagrea^y a/r 

movement, and you can feel it going down into your lungs' (Ptl 7; BE; 98-103) 

Although a sense movement and liberation from symptoms was identified within the 

concept of spending time outdoors, certain aspects of stagnation continued despite this 

perceived sense of liberation. Air was perceived on a continuum of movement and 

temperature and the air had to be moderate on both aspects to be 'just right' in order to 

be beneficial. Extremes of both, movement and temperature were perceived as 

detrimental to breathing and hindered most participants in leaving the house, as 

illustrated by Mr Silver's explanation for being unable to watch his grandchildren play 

football: 

7 used to watch him play you know, not every match, now and again you know. But now 

you see I haven't seen them play, now the football season has started, it's too cold for 

me ... [I don't go out] during the winter, because ... I get out of breath too quickly' 

(PtlO; PR; 32-34, 66-68) 

Therefore, weather conditions contributed to the loss of spontaneity of movement, as 

they affected participants' ability to spend time outdoors. 

In summary, fresh air appeared to be the most important aspect of spending time 

outdoors, and participants preferred natural, outside air over indoor stale air whenever 

possible. Fresh air was linked to liberation from symptoms and increased energy levels. 

The perceived benefit of fresh air was dependent on temperature, humidity and 

movement of air and a moderate climate was preferred over extreme conditions. 
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7.5.2.3 Perception of self: freedom and normality 

The perception of outdoors as liberation from the usual experience of breathlessness led 

to feelings of normality and freedom, as participants perceived a temporary relief from 

this constant reminder of their condition. 

Mrs Cooper described this freedom when walking outdoors in the fresh air as she talked 

about feeling that there was nothing wrong, giving her a sense of normality; 

'Roger and I and we walk along the seafront and that, oh I love it, it's I suppose it's 

freedom in a way, you feel there is nothing wrong that's how it makes me feel' (Pt7; PR; 

102-104) 

Fraser et al (2006) conducted a phenomenological study to explore the patient 

perspective of living with COPD and found that participants tried to gain control by 

attempting to act normally. The link between gaining control and normality was not 

identified in the current study, as normality for these participants appeared to be more 

associated with spending time outdoors. Furthermore, participants in the study by Fraser 

et al (2006) purposely tried to act normally in order to gain control over their condition, 

whereas the findings presented here suggest that participants experienced a sense of 

normality as a by-product of spending time outdoors, rather than actively seeking it. 

Mrs Winter, who had severe COPD and used oxygen therapy at home regularly, went 

on holidays to the seaside and talked about the benefits of the sea air: 

7 knew I wasn 't well before I went away but I knew that when I got to the sea, I don't 

know why but it has to be sea air and Ifeel better, and sure 1 was, I just breathe in the 

sea air, at, it was lovely ...I've been a lot better since... it sort of clears all the 

passageways ...I just breathe that in, 1 sat there and I breathed it in, it M>as lovely, I 

thought I'm feeling better for this you know... I used to come from the hotel and then 

walk along and then go into the park and then I used walk along and then we'd go and 
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j'fy ay fag); caz/ fae oncf ^ae pz<3za am f̂ ^aew we w go ( k a y ^ag ^ e z 

ô a W wafcA fAe wa/gr ...aWfAa( /ovg/yyow AMow; (Pt22; BE; 27-37; 103-

106) 

Interestingly, spending time by the sea was described as important by a third of all 

participants, and the images associated with the open sea such as open space, fresh air, 

tranquillity and freedom stand in contrast to perceptions of stagnation and being 

restricted to indoors. All participants were recruited from the South of England and 

many had regular access to the coast. The relaxing benefits of spending time by the 

seaside have been reported in other publications, particularly in relation to therapeutic 

benefits of the Dead Sea for dermatological conditions (Harari et al, 2000; Matz et al, 

2003). The perceived beneficial properties of the seaside have not been explored 

empirically to a great extent in respiratory conditions. However, the perceived 

therapeutic effects of holiday taking by the seaside have been reported in other chronic 

conditions such as cancer (Hunter-Jones; 2003). 

The seaside has various elements that draw many of us there for holidays and leisure, 

such as the vast open water, wind and wave movement, beaches, coastal walks, open 

sky, salt water. Some of these are associated with potential health benefits, for example 

salt therapy has been reported to have beneficial effects as an adjunctive therapy in 

asthma (Hedman et al, 2006). Any of these elements (or others not mentioned) may 

have influenced the participants' perceived beneficial impact of the seaside. However, it 

was fresh air that was most commonly talked about in association with the perception of 

freedom and relief of breathlessness. 

7.5.3 Psychosocial impact of movement 

Spending time outdoors also led to perceived psychosocial benefits for participants. As 

well as relaxing airways, as discussed in the previous section 7.5.2, moving fresh air 

was also perceived as inducing relaxation of self; and in contrast to feelings of being 
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sluggish (as discussed in relation to stagnation in section 7.4), participants felt buoyant 

and energised when breathing fresh air. 

Another aspect of movement and spending time outdoors was participation in life, 

which was identified as a way of engaging and participating in life on a social level. 

Although some participants also talked about social aspects of spending time indoors, 

such as visits from family, participating in life was primarily associated with spending 

time outdoors. 

The third aspect of psychosocial impact of movement was generativity and contribution 

to family. This idea stands very much in contrast to stagnation of self/ life as discussed 

in section 7.4. 

7.5.3.1 Fresh Air: Relaxation of self 

Fresh air was perceived to have a relaxing effect on airways as discussed in section 

7.5.2. However, fresh air was also perceived to have an overall calming and relaxing 

effect on participants, as Mr Fuller explained: 

'you can breathe all you like and as fast as you like but you're not getting the oxygen 

it's a frightening, really frightening thing, and ehm, it relieves that, [breathes out] oh 

that's better and when you get nice fresh air into you, that's nice, I mean you don't get 

c a n f y z f ' . y r e / o x / m g , / can y ygg/mg 

goes away, recedes a little bit you know' (Ptl4; PR; 237-241) 

Fresh air was perceived not only to relieve breathlessness by opening airways but also 

to have a relaxing effect on self, thus easing feelings of panic. Many people who do not 

have respiratory problems perceive fresh air to have beneficial effects and seek the 

outdoors to relieve stress and enjoy the calming effects of breathing fresh air (Pawelko, 

2004). However, breathing itself is not something that many of us think about as we 
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carry this out so effortlessly in most cases (Hindelang, 2006). Yet, people with COPD 

are constantly reminded of the threat to this vital body function, as their breathing 

requires effort and they often struggle to breathe. Therefore, fresh air takes on a much 

more significant meaning to this group of people as it provides temporary relief from 

the continuous fight for breath. Indeed Hindelang (2006) suggests that the word 'breath' 

is a metaphor for life for people with COPD who experience difficulties with breathing 

often on a daily basis. This struggle to breathe can lead to a crisis at every level of 

human life, physical, spiritual, emotional and psychological (Hindelang, 2006). The 

psychological impact of difficulties in breathing was also apparent in this current study, 

as the majority of participants experienced panic and anxiety associated with 

breathlessness, and fresh air seemed to have a relaxing and calming.effect on them, 

again allowing them temporarily to forget their condition. 

Although the perceived relaxing benefit of fresh air in COPD has not been discussed 

elsewhere, the image of fresh air has been used in guided imagery as part of relaxation 

training to reduce symptoms of anxiety disorders (Overholser, 1991) and in the 

treatment of symptoms such as depression, anxiety and pain in cancer (Golden and 

Gersh, 1990; Bauer-Wu, 2002). Interestingly, those participants who described panic 

and anxiety associated with breathlessness in the study presented here, also talked more 

about the perceived benefits of fresh air. This idea will be further discussed in chapter 8, 

where differences in meaning fresh air will be discussed. 

7.5.3.2 Energy 

As well as having a perceived relaxing benefit, participants also felt more energised 

when breathing fresh air compared to when being indoors, breathing stale air. Mr Kline 

described this using the metaphor 'being more buoyant': 

'If it's moderate it's nice [I feel] a bit more buoyant, energetic' (Ptl8; BE; 97-98) 

Similarly, Mr Campbell talked about having more energy when spending time outdoors 

and breathing fresh air; 
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Tow go/ TMorg gMefgyjxow cam a TMore' (Pt25; BE; 31) 

Buoyancy gave the image of being light and full of air at the surface rather than being 

heavy and sinking, whereas the metaphors previously used in relation to being indoors 

and being restricted, such as stagnation and staleness are associated with being stuck, 

sluggish and being unable to move on. Interestingly the idea of fresh air providing 

energy counterbalances one of the main symptoms of COPD, fatigue. Other studies 

have reported the impact on fatigue on people with COPD resulting in a reduction of 

activities (Woo, 2000; Theander and Unosson, 2004). The findings presented here 

suggest that spending time outdoors and breathing fresh air changed participants' 

perception of fatigue and gave them the feeling of being more energetic. 

Leidy and Haase (1999) also identified energy as an important characteristic of 

participants' sense of effectiveness, i.e. ability to carry out an activity. This study, as 

described in chapter 5, included 12 participants and aimed to explore the meaning of 

functional performance for people living with COPD. However, their findings did not 

highlight situations in which participants may have felt more energetic, such as 

spending time outdoors. 

7.5.3.3 Participation in life 

The ability to leave the house was associated with keeping one's life going and was 

identified as 'movement of life'. Although this idea was closely linked to 'movement of 

se l f , the idea of movement of life related more to the importance of social relationships 

and participation in life, rather than physical movement. 

Mr Cricket talked about the importance of being able to go out in his car, go shopping 

and go to see friends; 

'it's [going out] very important we have to keep our life going' (Pt23; BE; 44) 



Similarly Mr Gerrard described the importance of maintaining a life outside the home: 

'...m/g fo go fo zowom ive /zvke /o ///e ///g, we efyoy ///e, };eaa, 

something to keep us going' (Pt26; BE; 48-52) 

Social contact as part of community mobility was important to all participants and they 

made an effort to maintain social relationships. Mr Silver was severely restricted by his 

condition and was using long term oxygen therapy as well as ambulatory oxygen. He 

was unable to leave his house for most of the time but talked about what it meant to him 

when he was able to go out occasionally to the nearest shops, which were about 100 

yards away from his house: 

7 used to go and meet and see people passing, instead of looking through the window 

a// /Ae nme' (PtlO; PR; 81-82) 

This excerpt affirmed that being confined to indoors was perceived as being cut off 

from the outside world whereas being mobile enough to go outdoors enabled Mr Silver 

to engage with people and take part in life. The social impact of COPD leading to social 

isolation and being housebound has been widely reported elsewhere (O'Neill, 2002; 

Seamark et al, 2004; Bamett, 2005), however these studies fail to highlight the 

importance of life participation to people with COPD. 

Even those disabled so severely by their condition that they felt unable to leave their 

house on foot tried to maintain contact with their community. Mr Higgs was unable to 

leave his house by foot by would walk to end of his garden to stay in contact with his 

neighbours: 

WA:'(Ptl3;PR; 162-163) 

Mr Kline belonged to a social club and talked for a considerable amount of time about 

the different activities they did as a group: 
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7 a growp, we /ayf 5'w»<j< ,̂ s'wn^a^ a wgea; om fag maftox; 6oar, 

and it was a lovely day that was [pause], we took a first time I've ever been on one, and 

when we have our little dos, or when we 're at someone's house we usually bring a 

bottle and a plate, you know, something to eat and a drink and share it' (Ptl 8; BE; 115-

118) 

Mr Green used to play golf on a regular basis but since his condition deteriorated he 

was not always able to play golf but still went to the club to socialise: 

'mostly the socialisation I like the social side of it, oh, we don't, we're not that 

competitive or anything ... it's the social side of it more than anything else really, have 

a bit of a banter, a little bit of a laugh' (Pt9; PR; 87-92) 

The exercise aspect of belonging to a sports club was discussed in section 7.5.1.2, but 

for those participants who were unable to take part in strenuous exercise due to the 

severity of their symptoms, the social aspect of belonging to such a club was most 

important. It appears that for those participants who experienced the most severe 

limitations perceived the social contact of such activities most important as their 

opportunity to engage with others and participate in life was considerable reduced 

compared to those who felt less limited by COPD. 

7.5.3.4 Contributing - Generativity 

As discussed previously in section 7.4.2.2, generativity has been discussed in relation to 

stagnation in Erikson's theory of psychosocial development (1963, 1980, 1985) and is 

defined as the way of establishing and guiding the next generation and is of particular 

concern during the middle adulthood stage. Erikson highlights the importance of 

contribution to the family and wider community in order to achieve generativity. 

Involvement in activities outside the home allowed participants to become involved in 

life and contribute to family life. Mr Shepherd drove his wife to the weekly supermarket 

trip and although he was unable to walk the whole distance around the shop, he would 
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walk as far as possible and turn around to wait in the supermarket cafe for his wife. The 

meaning of this activity was beyond the functional ability to walk a certain distance or 

do some shopping but meant that he was able to retain some freedom and self 

determination and enabled him to contribute to his family even though he felt dependent 

on his wife for most of the time. 

w / 've aeen 

married 36, 37 years everybody has their independence ...and now I have to rely on my 

a// fagyotm/zy .yorf q/fafng:; oa/e f o g o rowncf g/ve.; me 

satisfaction that I've got a little bit of independence ehm, in that aspect' (Ptl7; BE; 75-

80) 

All but four participants were retired at the time of interview and only two participants 

still worked full time. Two participants who were retired still worked occasionally and 

despite their difficulties at work relating to their condition, being able to work was very 

important to them as it gave them a sense of being needed, and enabled them to 

contribute not only within their families but also their community. Mr Higgs used to 

work as a chauffeur but at the age of 78 years was retired. He was still keen to work 

occasionally by driving former clients, family and friends to events. He felt very 

saddened that he was no longer working full time as a chauffeur and explained what this 

job had meant to him: 

yoy fo zy. ^ 4 w f a e paowe /o r/ng can / come tomorrow; a w ifg go 

a w fag)/ arg zomg ivaem / w a / c a / gfyoj/... <3m<̂  faaf zn a maf^gr 

yacr /Aaf w fM)/ q/"p/ga^ye w/Agn fAg pAong rmgj^ zY How amc/ owe m}; pgqp/g 

fo TMg, caŵ g fAg)/ ggr m /oucA w/fA mg, cow/̂ /7 f(zAg fAgfM fo v4j;co( /go [I 

enjoy] 6gzMg owf a W a6ow( 6gmg ow/ a6ow^ and'^g/ ŵ oM̂ gcf /̂ yẑ oĵ g' (Ptl 3; PR; 

47-54) 
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Both Mrs McCullen and Mrs Cooper worked within the social and health care sector. 

Mrs McCullen worked occasionally and accompanied children with disabilities to 

school and back and, despite feeling too unwell at times, she was reluctant to give up 

the job: 

'...children with special needs they're so nice, they need help, they're mostly deaf the 

ones ... they make you feel they need you and I really like doing it but I'm just not well 

enough to but I don't really mind' (Ptl 6; BE; 229-234) 

Mrs Cooper worked part time as a warden in a retirement home; 

'when you 're responsible for 36 flats it's quite a responsibility cause you feel sometimes 

you go there and you don't do and awful lot but you do because you are responsible for 

all those people ... I think that's why I enjoy that because you're still needed' (Pt7; PR; 

198-201) 

Both participants felt needed in their job, as they were looking after people who needed 

their help, and therefore felt they were able to add to the community they lived in by 

helping others. However, in their personal lives, both women were reliant on their 

spouses and family to help them with the household and other tasks, as they felt 

restricted by their condition. Being able to work, even if only occasionally (less than 

two days per week), was important to them beyond financial reasons, as it gave them a 

sense of purpose and being needed, hence allowing them to contribute to the community 

in a way they that was not possible within their own personal lives. 

To return to Erikson's theory of generativity, people in later life are said to have an 

innate need to contribute to society and families. This idea has been explored in a 

variety of studies (Belizzi, 2004; Morfei et al, 2004; Warburton et al, 2006) that have 

highlighted the importance of generativity and contribution to family and the wider 

community as part of successful ageing. The findings presented here support this 

theory. COPD poses an additional threat to successful ageing in terms of generativity 
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and contribution as it restricts people's physical abilities, adding to feelings of 

stagnation rather than generativity. 

A subgroup of participants were interviewed before and after a pulmonary rehabilitation 

(PR) programme in order to explore to what extent such programmes influence people's 

experience of activity. The next section will discuss the findings from this subgroup. 

7.6 Differences in the data 

Analysis of qualitative data does not only aim to identify similarities amongst 

participants but also differences. Not all participants fitted every aspect of the 

Stagnation-Movement model. Two aspects on which some participants differed were 

the meaning of stagnation and fresh air. 

7.6.1 Differences in perception of stagnation 

Some participants did not associate indoors with feelings of stagnation. Those 

participants who were still in employment were less likely to talk about stagnation than 

those who were retired. This is not surprising and could be related to several reasons. 

The participants who were still working had to leave the house to get to their place of 

work and would therefore not have experienced the same level of physical stagnation as 

those who were spending most of their time indoors. 

Mrs Langdon and Mrs Hiscock, who were both in full time employment at the time of 

interview, did not express feelings of stagnation when spending time indoors. On the 

contrary they talked more about enjoying spending time indoors. Mrs Hiscock, when 

asked whether she spent much time going out and socialising she responded: 

7 like being at home. I don't drink or anything, no I don't, we don't hardly go out, my 

husband won't go out unless I go out, and by the time you 've done a full days work 

you 're tired so' (PtI2; PR; 44-46) 
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One reason for this perception of indoors as being enjoyable for Mrs Hiscock could be 

the fact that she was working fulltime and was doing the housework as well, and so felt 

too tired to go out, and therefore enjoyed the opportunity to rest at home. In addition, 

she was working in social care and therefore had social contact at work: 

7 meet a lot of people and different people, and ehm, 1 go fi'om house to house looking 

after clients' (Ptl 2; PR; 30-31) 

Those participants who were retired and spent most of their time at home did not have 

this work related social contact. Mr Green, who had recently retired, talked about how 

he missed this aspect of his working life the most: 

[I miss] the people, my staff, I miss them immensely, I'm in email contact with them 

constantly... 1 think 1 miss the people and the staff... as a matter of fact, I think 1 miss 

probably the people more than the job' (Pt9; PR; 64-71). 

Previous research found that employment was a way of enhancing social integration for 

people with mental health problems (Buckle, 2004) and early retirement has been linked 

to difficulties in maintaining and establishing social relationships (Elovainio et al, 

2003). These findings are in part supported here, whereby those participants who were 

retired, particularly those who took early retirement, expressed a lack of social 

interaction with others. 

Another aspect of employment is a sense of contribution and generativity as discussed 

in the previous chapter, section 6.5.3.4. Participants in full time employment may have 

experienced less tension in the stagnation versus generativity crisis as proposed by 

Erikson (1985) and therefore expressed feelings of stagnation as associated with being 

confined to indoors to a lesser degree. 

Mrs Langdon also enjoyed spending time indoors and engaged in indoor activities such 

as sewing and quilting: 
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'because it's very creative you know ... and you know they 're [quilts] lovely things, 

but it's nice, I don't know, calm and you know the handwork, if you 're going to do 

handwork, I don't always, it's Just relaxing and it's calm and it's you know what we 

should be doing really not charging around like lunatics you know 1 did that for a long, 

long time' (Ptl ]; PR; 54-60) 

As she was very busy with work and looking after her two teenage children, she 

enjoyed this calming activity in the relaxing environment of her own home. It has to be 

noted that she was talking to a researcher, who was interviewing her as part of a 

research project and, (as all other participants) she may have wanted to portray herself 

in a certain way. 

7.6.2 Differences in meaning of fresh air 

Although all participants talked about fresh air, a difference in importance was 

identified in the way people talked about this concept. Those people who talked more 

about their experiences of panic and anxiety described fresh air to be more beneficial 

than those who did not express the same levels of panic associated with breathlessness. 

As discussed in chapter 6, most participants perceived fresh air to be beneficial to their 

breathing as Mrs Cooper described: 

fy w a z r zove/y, zove/y, 

feel you can breathe' (Pt7; PR; 95-96) 

Those participants who described fresh air as beneficial also described breathlessness as 

frightening, as Mr Fuller explained: 

7 would wake up at three o 'clock in the morning and I would be gasping for breath and 

that is a terrible frightening thing' (Ptl 4; PR; 219-220) 

On the other hand, Mr Cricket did not perceive fresh air to be beneficial and when asked 

whether it helped his breathing, he described the negative effect of cold air: 
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'Notparticularly I think, I might help with the breathing ... 1 can't honestly say that I'm 

gomg fo ore a w 

cold, cold air seems to hit you, although I can't really experience it because I don't go 

ow^ muca m fae cozd' w w g r wgafaer / 6wf w/ag» / go owf / 'm m (ae car };ow 

you 're not walking around the area breathing a lot of cold air, it could affect me but eh, 

I don't let it affect me. 

fmff." (fom v^gz m a aeafggm fwoor a/r 

your breathing? 

Mr Cricket: Not in the normal circumstances' (Pt23; BE; 151-161) 

When asked whether he ever experienced panic when breathlessness, he answered: 

No, I don't really panic at all' (Pt23; BE; 215) 

He also disagreed with the statement i get afraid or panic when I get short of breath' as 

stated on the St George Respiratory Questionnaire, whereas the majority of the other 

participants agreed with this statement. 

Lung function data were not available for all participants, and no causal links between 

severity of COPD, anxiety and perception of fresh air can be explored in this data. 

However, the difference in experience did not seem to be related to severity, as some 

participants, who showed similarities in disease severity, medication, living set up and 

perceived impact of COPD (as documented with SF-36 and SGRQ) reported quite 

different experiences of breathlessness and fresh air. 

The data suggest that those participants who talked more about their anxiety and panic 

related to breathlessness perceived fresh air to be more beneficial in terms of relaxation 

and relief from symptoms associated with breathlessness. Those participants, who did 

not describe their breathlessness as causing panic and anxiety, talked about fresh air 

differently and did not perceive the same relaxing benefits. 
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7.7 Limitations 

Certain limitations of this study have to be acknowledged. Firstly, the participant group 

in this second phase predominantly included people diagnosed with moderate to severe 

COPD, with only two participants using prescribed long-term oxygen therapy. 

However, the first phase included mainly people with very severe COPD of whom all 

but one participant used oxygen therapy at home. As such people are even more 

restricted in their ability to leave their houses and the perception of stagnation may have 

been even more marked had the second phase included more people on long term 

oxygen therapy. However, once these themes were identified, the data collected during 

the first phase of this study was revisited and themes identified during the second phase 

were found also to relate to categories identified during the first phase of this research 

programme. 

The second limitation of this study is the way participants were recruited. Participants 

were recruited from two groups, PR programme and Breathe Easy Group. The 

attendance of both these groups requires a certain amount of self-motivation. Therefore, 

the illness experience and experience of activity needs of those people who did not 

attend PR or Breathe Easy were not explored. In addition, participants were self 

selected, i.e. had to make the first contact in order to take part in the study. However, 

any researcher is faced with such self-selection bias to some extent as respondents must 

have the right to refuse to take part in studies, and therefore the needs of this particular 

group are largely unexplored. 

A third limitation is the recruitment via self-help groups. As discussed in chapter 6, no 

medical data were available for this group of participants and therefore length and 

severity of COPD were less accurate than from those recruited via PR. However, certain 

strategies were employed (as outlined in chapter 5) to ensure only those who reported a 

diagnosis of COPD were recruited. 
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Interestingly, the issue of embarrassment, which may have been expected to be 

identified earlier in the exploratory phase of this project (see chapter 4.4) was identified 

in relation to the theme of social stagnation in the main phase of this study. This may be 

due to different reasons: a) the researcher explored a more specific area of interest in 

depth with a larger group of participants and was therefore able to saturate categories 

more fully; b) the participant group in this main phase differed from the exploratory 

phase in disease severity and length of diagnosis and as such may have had different 

experiences and emotional responses to the condition; c) the participants in the 

exploratory phase may have (due to various reasons) not wanted to talk to the researcher 

about the subject of embarrassment. 

7.8 Conclusion 

The two main themes capturing participants' experience of activity were 'stagnation' 

associated with being indoors as a result of COPD, and 'movement' linked to spending 

time outdoors in order to overcome feelings of stagnation. To capture these themes, a 

stagnant pond and a flowing stream of water were proposed. Similar to a stagnating 

body of water, COPD was perceived as suffocating people and they felt stagnant, 

sluggish and inactive. Movement was identified as a way to escape these feelings of 

stagnation and was associated with spending time outdoors. Sub-themes of movement 

included 'movement of air', 'movement of self/ generativity' and 'movement of life'. 

Fresh air was central to this idea of movement and gave participants temporary relief 

from the usual experience of panic and anxiety associated with breathlessness. In 

contrast to being indoors and restricted in a physical sense, and related feelings of a 

tight chest, being unable to breathe and feeling suffocated as discussed in the previous 

section, outdoors was associated with feelings of liberation from symptoms. The 

restrictive image of being confined to indoors and tight airways had changed to open 

space in the outdoors and open airways, which was associated with changed perceptions 

of their breathing. 
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Chapter 8 The impact of pulmonary rehabilitation on the 

experience of activity 

8.1 Introduction 

This chapter presents the findings from interview data collected with the sub group of 

nine participants who took part in a pulmonary rehabilitation (PR) programme and were 

interviewed twice (pre and post PR). The first section 8.2 describes the PR programme. 

Section 8.3 describes the participants in more detail with regard to selected data 

collected with the questionnaires SF-36 and SGRQ as well as the Canadian 

Occupational Performance Measure (COPM) to show differences pre and post PR 

programme. As the socio-demographic background of participants was described in the 

previous chapter (7.2) these details will not be repeated here. Section 8.4 presents the 

findings relating to themes identified from both interview data and data collected with 

the COPM which were used to augment interview data. 

Quotes from specific participants are used to support and illustrate identified themes. 

They are referenced participant no; time of interview (if appropriate): 1 = pre PR, 2= 

post PR; line numbers i.e. Ptl4.1; PR; 322-325. 

8.2 The pulmonary rehabihtation programme 

The PR programme took place in an outpatient chest clinic at the Oxford Radcliffe 

Hospitals NHS Trust and consisted of an eight week long programme of two sessions 

(each lasting 1.5 hours) twice a week. The PR programme comprised physiotherapy, 

including physical exercise components; occupational therapy, including relaxation 

techniques; and educational sessions on various aspects of the condition, such as oxygen 
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therapy issues, inhaler technique and energy conservation. For the detailed programme 

content please refer to appendix 36. 

The staff delivering this programme consisted of a multidisciplinary health care team, 

including a physiotherapist, occupational therapist, nurses and chest physicians. The 

programme was co-ordinated by an occupational therapist, and although this is not 

unique, it may have influenced the content of the programme by including more 

occupational therapy aspects than a programme led by a physiotherapist or nurse. 

Despite the increased occupational therapy input, the content of the PR programme in 

this study appeared to be comparable to other PR programmes organised in the UK 

(BTS and BLF, 2002). 

Due to the small sample size, it is not possible to make any conclusive statements 

concerning the effectiveness of the PR programme. However, all three measures used, 

the SF36, SGRQ and COPM (which will be discussed in the next section 8.3) show a 

positive trend post PR and this would suggest that the PR programme has had a 

beneficial impact on participants' overall well-being, their experience of their condition 

and their level of activities. The experience of staff (ail PR staff had worked in PR 

between four to eight years) and their ongoing educational development (e.g. the lead 

therapist was undertaking a MSc) would suggest support for the view that the context of 

the programme was comparable to other programmes in the countiy. However, the 

British Lung Foundation survey of pulmonary rehabilitation provision in the UK in 

2002 (BTS and BLF, 2002) was insufficiently detailed to make such comparisons 

possible. Participants' experience of their activities post PR is likely to have been 

affected by their attendance of the programme, but may have also been influenced by 

other changes in their lives. However, participants themselves ascribed changes in their 

activity experience to the effect of PR. 
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8.3 Participant details 

Eight of the nine participants completed the PR programme. One participant was unable 

to complete as he had an exacerbation of his condition and so no further data were 

collected. One participant had limited time when interviewing post PR and it was 

decided that the interview data were more important than the questionnaire data and 

therefore no post PR questionnaire data are available for this respondent. Therefore post 

PR questionnaire data are only available for seven participants. All participants who 

completed the PR programme reported some benefits to varying degrees. It has to be 

acknowledged that due to the small sample size the findings reported here are merely 

descriptive and only aim to give a brief overview on some of the changes reported post 

PR programme. 

As Table 15 on page 202 shows, all participants reported an improvement in their 

overall health. A number of previous research reported that quality of life (as measured 

by both generic and disease specific scales) improved post PR (Wijkstra et al, 1995; 

Boueri et al, 2001; Lacasse et al, 2003). Therefore, it is not surprising that the 

respondents in this study rated their overall health better post PR compared to pre PR 

programme. Although some participants still reported some limitations in carrying out 

activities, in particular vigorous and moderate activities, some felt less limited in these 

activities. 

Interestingly some respondents changed their views on whether they 'felt as healthy as 

anyone they knew' and whether they expected their health to get worse. During 

interviews participants talked about meeting other people with similar conditions and 

participants felt that there was someone else who was worse than them. This would 

explain why some participants felt post PR that they were actually 'healthier' than their 

peers on the rehabilitation course. On the other hand, some participants with moderate 
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disease may have seen the effects of COPD when meeting people with severe to very 

severe COPD and therefore reahsed that the condition would get worse over time. 

Table 15 SF-36 data: Individual differences 

participants 

in pre and post PR programme for 

Participants 7 8 9 11 12 14 15 

Health 

Pre 
PR 

Good Poor Poor Fair Poor Poor Fair 

status 
Post 
PR 

Very 
good 

Fair Fair Good Fair Fair Good 

Limitation 

Pre 
PR 

Limited 
a lot 

Limitec 
a little 

Limited 
a little 

Limited 
a lot 

Limited 
a little 

Limited 
a lot 

Limited 
a little 

in moderate 
activities Post 

PR 

Not 
limited 
at all 

Limitec 
a little 

Limited 
a little 

Not 
limited 
at all 

Limited 
a little 

Limited 
a lot 

Not 
limited 

I am as 
healthy as 

Pre 
PR 

Def^ 
false 

Def 
false 

Def 
false 

Def 
false 

Mostly 
false 

Def 
false 

Def 
false 

anybody I 
know 

Post 
PR 

Def 
true 

Def 
false 

Def 
false 

Mostly 
true 

Def 
false 

Def 
false 

Def 
true 

I expect my 
health to get 
worse 

Pre 
PR 

Post 
PR 

Def 
true 

Def 
false 

Def 
false 

Def 
true 

Mostly 
true 

Mostly 
true 

Don't 
know 

Mostly 
true 

Def 
true 

Def 
true 

Def 
true 

Def 
true 

Don't 
know 

Don't 
know 

' D e f i n i t e l y 
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St George's Respiratory Questionnaire 

As Table 16 on page 203 shows, all but one participant reported a change in the 

frequency of feeling short of breath. During interviews participants reported they still 

felt the same levels of breathlessness, which seems a contradiction to the data collected 

with the SGRQ. However, participants experienced breathlessness differently post PR, 

which may explain why they also reported a change in frequency as they perceived low 

levels of breathlessness as less frightening. This concept will be discussed in more 

detail in section 8.4.1. 

All but one participant still felt that COPD was the most important problem they had. 

One participant felt that COPD was now no problem at all. In general, participants 

reported that they were able to carry out more activities, and COPD hindered them less 

in doing the things they wanted to do. They also felt that their breathlessness interfered 

less with activities than prior to the PR programme. One participant felt he was less able 

to do the things he wanted to do than prior to the PR programme; however, this may be 

related to the fact that he took early retirement due to ill health during this period and 

was spending more time at home rather than being at work. This may have changed his 

perception of how COPD impacted on his life. 

All but two participants felt they no longer panicked or experienced less panic when 

getting breathless; and more people disagreed with the statement '1 feel that I am not in 

control of my chest problem' than prior to the rehabilitation programme. In addition, 

post PR none of the participants felt that exercise was unsafe for them. 

Canadian Occupational Performance Measure (COPM) 

COPM data were collected by the lead PR occupational therapist as a routine clinical 

outcome measure. Data were not collected for two participants, as decided by the PR 

therapist. Generally, people were asked to identify up to 5 activities of importance, but 
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this did not always happen. As the researcher did not have any influence over this data 

collection process, it is unclear why some participants did not list the requested five 

activities or why COPM data for some participants are missing. Table 17 on page 206 

shows activities listed by participants during the COPM assessment and how 

participants' perceived performance and satisfaction changed over the period of the PR 

programme. The increase of more than two points suggests a clinically important 

change (Law et al, 1992). Due to the small sample size no firm conclusion can be drawn 

from these results, however, the findings give some insight into some of the changes 

relating to activity that were identified post PR. 
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8.4 From stagnation to movement: the impact of PR on the activity 

experience 

Pulmonary rehabilitation (PR) impacted on participants' experience and meaning of 

their breathlessness, their experience of physical activities (mobility, housework-related 

activities) and social activities (increase in social participation, overcoming feelings of 

being housebound). 

Prior to taking part in a PR programme, fear of dying, panic and anxiety related to 

breathlessness were the main issues associated with participants' reluctance to take part 

in any physical activities and spend more time outdoors. Following the programme, 

although participants still experienced breathlessness to the same extent as pre PR 

programme (as reported by themselves), they felt more confident in dealing with their 

breathlessness, and feelings of anxiety, fear and panic usually associated with being 

breathless were lessened. This change in the meaning of symptoms led to a decrease in 

fear of breathlessness and anxiety, thus enabling an increase in participants' activity 

levels, both on a physical and social level. 

All of the identified themes are closely interlinked, but in order to explore each concept 

in depth they will be presented in turn and where applicable reference will be made to 

linking themes. 

Figure 9 on page 208 shows the model relating to the perceived impact of PR on 

participants' perception of their symptoms and their experience of physical and social 

activity. 
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8.4.1 Impact on the perception of breathlessness 

The main and most important impact of PR on the experience of activity, as described 

by participants, was a change in the perception of breathlessness, which appeared to be 

related to an increased confidence in managing breathlessness and loss of fear of 

activity. 

8.4.1.1 Experience of breathlessness: increased confidence 

Post PR participants felt more confident in managing their breathlessness and talked 

about how their perception of breathlessness had changed from fear and panic to a level 

that was acceptable to them. Although participants still experienced breathlessness post 

PR to a similar extent as prior to the rehabilitation programme (as reported by 

themselves), the way they perceived their breathlessness had changed. The experience 

of panic, anxiety and fear of dying associated with breathlessness was lessened. Mrs 

Cooper talked about this change; she had associated breathlessness with dying prior to 

the PR programme, but this perception changed post PR: 

'the main thing that I got out of it is confidence to be quite truthful, I know that I'm not 

gonna die when ! get out breath and think that's got a lot to do with why people lose 

their breath' (Pt7.2; 11-13) 

Although she still experienced breathlessness, she felt some liberation from her 

symptoms and during the 2"̂ ^ interview, she talked about having open airways as 

opposed to having tight airways pre PR: 

'I do [get breathless] but not as bad, the exercise itself must have opened up the lungs 

because I definitely seem to be able to do more' (Pt7.2; 33-34) 

This opening up of airways was also described in relation to the perceived impact of 

fresh air within the concept of movement in the previous section 7.5. The perception of 

'open airway' as opposed to 'tight airways' seemed to be influenced by both movement 
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of air and physical movement. The perception of open airways was also linked to a 

perceived increase in physical activity which will be further discussed in section 8.4.2. 

Although the experience of breathlessness appeared to have changed, the perceived 

level of breathlessness as reported by participants did not seem to have changed. Mr 

Silver, who had very severe COPD and was unable to walk more than 30 yards, 

experienced breathlessness post PR to the same extent as prior to the programme. 

However, having taken part in PR he perceived his breathing differently and felt more 

confident in dealing with breathlessness. 

'Iwouldn 't say better in breathing you know cause that's still [a problem], but better in 

myself like, more confident, they have given me more confidence by being with people 

and going out twice a week for about 3/4 hours, go there and come back you know, and 

meet people' (Ptl 0.2; PR; 4-6) 

This quote also illustrates the increased confidence Mr Silver acquired through having 

to leave his house to attend the hospital based PR programme, whereas he previously 

felt housebound due to his severe walking restriction and oxygen therapy dependency. 

Whilst PR did not appear to reduce participants' perceived levels of breathlessness, it 

changed the way they perceived and managed their breathlessness. The programme not 

only increased participants' exercise capacity as perceived by them (which will be 

discussed in a later section), but also seemed to contribute immensely to their 

confidence in dealing with their breathlessness when undertaking physical activities 

thus lessening the experience of panic and anxiety. PR appeared to contribute to the 

perception of liberation from symptoms, as experienced when spending time outdoors. 

This change of perception of breathlessness could be attributed to a desensitisation to 

breathlessness as suggested by clinical trials examining the effect of PR on exercise 

capacity and health status on people with COPD (Carrieri-Kohlman et al, 1993; Garrod 

et al, 2000; Bestall et al, 2003). However, due to the different methodological 
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approaches, these studies cannot report on how patients' perceptions of their 

breathlessness had changed. 

Not only did participants feel more confident in dealing with their breathlessness, they 

also reported an increase in perceived control over their breathing. Mr Green described 

an increase in perceived control over his breathlessness resulting in a change of 

perception of breathlessness post PR: 

7 think one of the fears was before that when I got out of breath I would get into trouble 

you know, in fact that's how I did feel; one of things that 1 have learned is that to get out 

of breath a little bit is good, ah, and it's knowing how far to take yourself and I think 

I've learned that you know, that there is a point where you get out of breath and then 

stop whereas I think I got a fear before that if I got out of breath I was gonna get into 

trouble but I think now I can I can control my limitations on that and I think that is 

reaZ/ygoW (Pt9.2; PR; 22-28) 

This increased control over breathlessness was related to an increase in confidence in 

dealing with breathlessness, whereby Mr Green learned during the PR programme that 

breathlessness to a certain extent is no cause for panic. This impacted on the meaning of 

breathlessness, whereby he no longer experienced panic and anxiety with a certain level 

of breathlessness, which ultimately impacted on his experience of activity. 

Although Mrs Langdon did not talk about feelings of anxiety and panic when getting 

out of breath during the first interview, during the second interview she talked about 

feeling less worried about dying in relation to feeling breathless, and her increased 

confidence levels: 

7 stopped doing such a lot of things because I was worried I was going to really do 

myself some damage you know, I'd rather not die, I'd rather die later than sooner, and 

so I but I have learned that I can actually get through that, ... it's Just liberated me I'm 

not totally fit or anything like that but ehm, I feel that now I am more confident because 

I have been through all these different things with the physiotherapists ehm, and I've 
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said this is what's happening right now and they have said, you know, they've explained 

it and they've said that's OK and that I should continue and I think that's the most ehm, 

the most important thing to me that I have learned, 1 have learned that I can actually do 

more that I was confident in doing' (Ptl 1.2; PR; 15-25) 

Similarly Mr White, when asked how his breathing was post PR, explained that he felt 

more in control of his breathing and experienced less panic as associated with 

breathlessness, thus feeling more confident about his breathing; 

'Much better, hut yes, it depends what you 're doing. You know if you try and rush it, 

you start to panic a bit and that doesn 't help, well know they show you what to do when 

that happens, like you know if anywhere you can sort of lean on anything like that, just 

make yourself comfortable and ehm take deep breaths three or four and your breathing 

will come back. Quite naturally.' (Ptl 5.2; PR; 64-68) 

This change in perception of breathlessness post PR appeared to result in increased 

perceived control and confidence and lower levels of perceived panic, which has also 

been identified in previous studies and are in support of the findings presented here 

(Camp et al, 2000; Toms and Harrison, 2002). However, the study by Camp et al (2000) 

employed predominantly quantitative measures to assess change post PR and 

interviewed seven participants only once, after a PR programme, rather than both pre 

and post programme. Although Toms and Harrison's study (2002) also identified 

confidence as the main benefit of PR as perceived by participants, they do not link this 

finding to a change in perception of breathlessness, as suggested in the current study. In 

addition, their study not only included people with COPD but also bronchiectasis, a 

condition, that although similar in some symptoms (such as breathlessness and 

productive cough) has a very different aetiology to COPD, and can affect people from a 

young age (childhood) onwards; therefore the patient experience may be very different 

to that of COPD. 
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In this study, although participants still experienced similar levels of breathlessness post 

PR, the meaning and perception of their breathlessness had changed. Participants felt 

more able to manage their breathlessness with techniques learned during the programme 

and experienced less anxiety, panic and perception of dying usually associated with 

attacks of breathlessness. 

8.4.1.2 Loss of fear of activity 

One aspect that was very closely linked to increased confidence in dealing with 

breathlessness post PR, was a loss of fear of activity. The change of perception of 

breathlessness, in particular decreased levels of anxiety and panic, was associated with 

increased activity levels. 

Although Mr Green acknowledged that he would never be able to do strenuous physical 

activities due to his condition, he felt he was at least trying to do more within the 

household, which left him with feelings of achievement and increased well-being as he 

described during the 2"*̂  interview: 

' it's better because I... 1 am attempting to do something now whereas before I'd totally 

given up you know, I'd just let it all go ... my wife, will say, no, you sit down and I'll do 

it sort of thing and I'll say no I want to have a little go you know, if I get stuck you can 

always come and finish it o f f . Which she does, you know, but I feel quite a seme of 

achievement to have if I go out at least 5 or 10 minutes or whatever, and I can feel I can 

manage you know, ah, it makes me feel better' (Pt9.2; 126-132) 

Similarly, during the 2"'' interview, Mrs Cooper talked about her increased levels of 

physical activity and how this changed her abilities at work; 

I go to work, well, instead of using the lift now, I'm using the stairs and I'm talking 

well, my flat is 4 storeys up and there is several stairs actually you know and I'm 

walking up and down them, which is quite a thing because before I always used the lift 

[before] I was worried' (Pt7.2; PR; 92-97) 

213 



And when asked whether she was still worried to go up the stairs she responded: 

'No, because I can the do the stairs better now, 1 know the lift is still there and 1 can use 

z'fm (y'j: gooc/ybr /we, j/ow tm}" ow/m 

health, no I'm not quite so worried' (Pt7.2; PR; 99-101) 

This again highlights the change in perception of breathlessness whereby Mrs Cooper 

experienced less anxiety associated with getting breathless compared to prior to the PR 

programme. Jeng et al (2002) studied nine patients with COPD at two weeks post 

discharge from hospital following an exacerbation of their condition. The authors did 

not identify any change in perception of breathlessness, but found that patients' 

experience of activities was related to fear of breathlessness. The findings from this 

current study show that this link between perceived fear of breathlessness and fear of 

activity is also an issue to people during a stable phase of COPD. 

Mr Silver, who was diagnosed with very severe COPD and was using long-term oxygen 

therapy, explained during the first interview that he rarely left the house and even felt 

worried to go out in the garden, due to his condition. However, during the second 

interview he talked about his garden and how he spent much more time sitting outside; 

1 have been afraid to go out there, not afraid, but knowing that if I go out there and you 

know get, well not panicking, because I don't panic, not ever, but knowing that if I get 

out of breath. But since I've been up there [PR programme], having confidence, I go 

owf /aerg, morg / w a ramg, go wp' 

(PtlO.2; PR; 20-23) 

He also felt that he was able to do a lot more in the house: 

' Well, it doesn 't bother me such now, cause I've got more confidence to do things not 

[heavy work], little things, but you know, some things' (Ptl 0.2; PR; 28-29) 
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Prior to PR participants experienced anxiety and panic when breathless and were 

worried about engaging in physical activities, which might exacerbate their 

breathlessness. Fear of dying as a result of the experience of breathlessness has also 

been found to have an effect on peoples' adherence to exercise post PR (Rabinowitz, 

1999). As discussed in a previous section, participants in this current study felt more 

confident post PR in dealing with their breathlessness and therefore felt more confident 

in engaging in activities, which is supported by other studies (Camp et al, 2000; Toms 

and Harrison, 2002). They were actively trying to engage in activities both in- and 

outdoors and this led to a change from stagnation to movement. Although the link 

between fear of breathlessness and subsequent fear of activity in COPD has not been 

discussed in the literature, the spiral of physical deconditioning due to breathlessness 

and associated inactivity has been observed in clinical practice (Tiep, 1997; Turner-

Lawlor, 2004). The idea of fear avoidance belief stems from research into lower back 

pain, where a fear of the pain resulting from movement was associated with reduced 

activity (Waddell et al, 1993; Crombez et al, 1999). Further research has been done 

with people with chronic fatigue syndrome (Silver et al, 2002), fibromyalgia syndrome 

(Burwinkle, 2005) and people at risk of falls (Yardley et al, 2005). However, this theory 

of fear avoidance has yet to be established empirically in people with breathlessness. 

8.4.2 Impact on the experience of physical activities 

The change in the meaning of breathlessness post PR programme was also linked to a 

perceived increase in physical activity levels post PR programme. Taking part in a PR 

programme impacted on participants' experience of activities on a physical level, 

whereby pre PR, participants experienced physical limitations, however post PR, 

participants talked about physical abilities (linked to a change in perception of 

breathlessness). The impact of PR on the experience of physical activity were apparent 

in two areas; physical mobility and housework (both in and outside the home). 
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8.4.2.1 Effect on physical mobility 

Pulmonary rehabilitation had an effect on how participants experienced activities related 

to physical mobility. The issue of physical mobility includes a variety of physical 

activities, but participants mainly talked about walking and climbing stairs, issues which 

have previously been identified as important activities to people with COPD within this 

thesis (see chapter 4). 

Mrs Cooper talked about her physical limitations due to COPD and felt that these were 

interfering with her mobility, particularly when climbing stairs during the pre PR 

interview: 

'...actually we 're in the process of selling our house and we 're gonna look for a flat 

before you know I get too bad or if I got left on my own I wouldn 't be able to cope ... 

it's the stairs ehm, so we 're you know, we 're trying, well the house is on the market 

MOW.'(Pt7.1;PR.; 49-53) 

She felt so restricted in her ability to climb stairs that her and her husband decided to 

sell their one storey house and buy a flat on ground level. However post PR she 

experienced a change in her physical limitations resulting in an increase in physical 

mobility to climb stairs: 

7 do the stairs never, even think about it, never even enters my head that I'm going up 

and down them, whereas before I used get up there and hang up over the rail, not any 

TMorg.' (Pt7.2; PR.; 26-29) 

Data from the Canadian Occupational Performance Measure (COPM) also support this 

change in experience of physical mobility, whereby Mrs Cooper's perception of her 

performance in activities such as climbing stairs increased by three points and her 

satisfaction with these activities increased by six points, which indicates a clinically 

important change. 
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Mrs Cooper perceived the PR programme to have affected her experience of physical 

activity, such as climbing stairs and this had wider implications beyond physical effects. 

At the time of the interview Mrs Cooper found it very difficult to use the stairs to the 

first floor of her home due to her breathlessness. She and her husband had put the house 

up for sale, as she was afraid she would no longer be able to manage walking up the 

stairs. However, at the time of the 2"'̂  interview she explained how her experience of 

physical activity had changed and its effect on climbing stairs. They now no longer 

wanted to move and had withdrawn their sale. 

Similarly, Mrs Langdon had to climb stairs at work. Prior to the PR programme she 

found this very difficult and easily got out of breath: 

' ...everything physical I do is hard work really, there are 2 flights of stairs where I 

work, we don't have a lift, so I'm always out of breath when 1 get back up there' 

(Ptll.l;PR; 5-7) 

However, during the 2"^ interview (post PR) she explained how the experience of this 

physical activity had changed: 

'Certainly I mean where I work, in Milton Keynes, I have two flights of stairs and I 

wouldn 't be able to have a conversation when I go to the top I would be catching my 

breath and now I'm fine' (Ptl 1.2; PR; 56-58) 

The experience of climbing stairs had changed post PR to an extent that Mrs Langdon 

no longer felt that climbing the stairs daily at work was a physical activity that would 

leave her exhausted. 

Mr Fuller did very little walking prior to the PR programme as he found it too difficult, 

mainly due to his breathlessness: 

'but of course, being limited in walking and ...I mean I walk to the shop which takes 

me, which is about 15, 20 minute walk away and I walk back but the thing is I can't 

walk back with a load of shopping because I can't manage that I can walk and get a 
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newspaper, and I walk back then and OK that takes me half an hour ehm and that gives 

TMg a a/r g/z/M, zY 'j', fY Mof veA}; 7 car' 

(Ptl4.1;PR; 205-212). 

However, after he had taken part in the PR programme, he explained how he now 

walked everyday to the shops and even increased his physical activities by walking 

longer distances as well as going to the gym: 

'but now I now I walk, which is nice and if I don't I quite miss it, my afternoon walk, 

and ehm and I was doing it quite easily so I thought go the long way around which I do 

so it's it's I go all the way around the village and come in the other side, which takes 

me about 20 minutes, so it's 20 minutes walk I have eveiy day, which is something I 

never used to do before and ehm but of course, now I should start, once I get into my 

gym routine, hopefully that will really start improving that ' (Ptl4.2; PR; 123-129) 

Data from the COPM also support this change in experience of physical activities, 

whereby the COPM scores of Mr Fuller's perception of performance and satisfaction 

with activities relating to walking, gardening and housework increased by over 4 points, 

which indicates a clinically important change. 

The effect of PR on the experience of physical activities, such as mobility is confirmed 

by findings from previous qualitative studies. Toms and Harrison (2002) explored the 

patient perspective of PR using a focus group with seven patients diagnosed with COPD 

and bronchiectasis and found a change from 'physical immobilisation' to 'physical 

ability' as perceived by patients. However, the authors interviewed patients only once 

(post PR) and therefore had less data available to compare the perceived effect of PR. 

Camp et al (2000) also reported a change in physical activities post PR in their study on 

quality of life and the effect of PR using a mixed method approach. The qualitative 

analysis of interviews with seven participants with COPD revealed that they were able 

to engage more in physical activity due to the skills and knowledge acquired during the 

PR programme. Again, the authors interviewed patients only once, post PR, and as they 
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report on the qualitative part of the research to a lesser extent than the quantitative 

findings, it is not possible to comment how PR exactly impacted on patients' experience 

of their activity. 

The effect of PR on patients' functional status and exercise tolerance and activity post 

PR has also been reported in various quantitative studies (Ngaage et al, 2004; Sewell 

and Singh, 2005) and this improvement was also supported in the study presented here. 

However, these studies aimed to examine the effect of PR on a particular aspect of 

patients' lives, such as functional independence and quality of life using quantitative 

methods, rather than using a qualitative approach to explore patient perceptions of the 

impact of such a programme and how it may have affected their experience of physical 

activity. 

8.4.2.2 Effect on housework related activities 

As well as the effect of PR on mobility related activities, participants talked about the 

impact of PR on housework related activities. These included activities inside the house 

(such as cleaning, vacuuming) and activities in the garden. Pre PR participants 

described their difficulties with certain activities, however during the post PR 

interviews, participants explained how this experience had changed. 

During the pre PR interview Mrs Cooper explained how she found it difficult to do any 

heavy housework and was reliant on her husband to help with housework such as 

vacuum-cleaning: 

7 can't hoover eh, if 1 hoover I'm, that's me finished. I mean if I didn 't have my 

husband I don't know what I'd do, he sort of he does lots and lots of things for me, 

ehm, I mean just dusting, I get out of breath, you you, it's hard to believe ...I can't 

garden, I can't mow the grass, even with an electric mower (Pt7.1; PR; 31 -34; 47-49) 
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Post PR Mrs Cooper explained how her limitations had changed to ability whereby she 

was now able to carry out more household activities that required physical effort and 

was less reliant on her husband: 

but I can do it now, he bought me a nice light weight hoover, I knoM> some people 

say oh yeah, but I you know he shopped around and I'm doing my own hoovering which 

I wasn 't doing because he did it, I'm cleaning windows, which he did, I do, you know 

there is, yeah, definitely sharing the jobs more' (Pt7.2; PR; 72-75) 

7 have no drawbacks at all. I mean I actually my husband has just got over back 

trouble and I had to cut the grass and I did not cut that grass for 10 years. And I mean 

no bother, no bother at all' (Pt7.2; PR; 24-26) 

This effect of PR on her experience of physical activities may have also led to her 

regaining her family role. During the interview, she talked about being the housewife 

and doing most household activities prior to her condition, she was no longer able to 

take on this role once her symptoms had progressed and her husband took over much of 

this role. However, post PR she felt more able to carry out these activities thus allowing 

her to resume her old role of doing certain household activities. 

Similarly Mr Green experienced an effect of PR on this ability to carry out certain 

physical activities. Prior to PR he talked about how he was unable to do much around 

the house and although he used to be an enthusiastic gardener, his wife would do most 

gardening activities as he felt unable due to his COPD: 

' ...particularly over the past couple of years it made a lot of difference in so much as I 

used to take a great pride in my garden andfor the last couple of years.... my wife had 

just taken over basically grass cutting and I've totally neglected the garden' (Pt9.1; 

PR; 21-26) 

Post PR he described how he still experienced limitations in physical activities, but he 

now felt able to do more and at least attempted to cut the grass: 
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7 /Mean 7 Y cwf fAe ybr Aî o jx̂ arf, fM)/ wf/e (̂fo/ng /f, / 

7'fM Mof (jbmg zY a// ̂Ag ffme Mow; 6ŵ  / w/// go our aM(/ Aavg a 6/Y go', 

I'm doing a little bit more housework ah ... definitely doing more than I was (Pt9.2; PR; 

56-58; 79-81) 

Again, the effect of PR on the experience of physical activity also led to a change in the 

roles within Mr Green's family. Whereas he used to do all the gardening prior to his 

respiratory condition, his wife took over this role when he was unable to look after the 

garden due to a worsening in his condition. Post PR his ability to mow the lawn 

improved and therefore was able to regain some of his gardening role. 

Mr Silver was also a keen gardener but had long given up heavy gardening activities as 

his condition got progressively worse. However, post PR he talked about how he 

walked around his garden, sat on a chair and managed to do light gardening activities: 

7 go our rAe goTijgM a W cfo AYr/g 6//̂^ you AMOit;, ̂ rhMg Aerg rAgrg, a 6/̂  a 

weeding you know' (PtlO.2; PR; 13-14) 

The effect of PR on his experience of physical activity meant that Mr Silver spent more 

time in his garden. Although he was still within the boundaries of his own home, he 

nevertheless managed to spend time outdoors gardening rather than sitting indoors 

watching TV, which was the main activity he talked about during the pre PR interview. 

The effect of PR on the experience of housework related activities was also reflected in 

an increase in COPM scores (by more than two points) of both Mrs Cooper's and Mr 

Green's satisfaction and performance of activities, such as vacuum-cleaning and 

gardening. 

Although very little previous research has been published in relation to housework 

related activities and the effect of PR, other research on the impact of rehabilitation in a 

variety of chronic conditions (such as fibromyalgia and cardiovascular disease) found 
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that participants reported a perceived improvement in housework related activities 

(King, 2001; Ripley et al, 2003). One study exploring the patient perspective on 

participation and drop-out in PR found that activities related to personal care and 

housework were amongst patients' self-set treatment goals (Fischer et al, 2007), 

indicating that this area of activities is clearly important to patients in terms of outcome 

from PR programmes. 

8.4.3 Impact on the experience of social activities 

Pulmonary rehabilitation also had an impact on the experience of social activities. 

Attending PR appeared to provide social support and an opportunity for social 

interaction. It also resulted in some people undertaking activities outside of PR sessions 

(such as dancing and attending an exercise group) which allowed participants to 

overcome their feelings of social isolation and increase their social activities. 

8.4.3.1 Overcoming feelings of social isolation 

Feelings of social isolation were apparent on two levels: lack of social support from 

others and feelings of being housebound. For those participants who were able to leave 

the house, feelings of social isolation pre PR programme seemed to relate primarily to a 

lack of ability to talk about problems with others, especially other people who also had 

COPD and therefore could understand the specific problems participants were facing. 

Those participants who had very severe COPD primarily talked about feelings of social 

isolation resulting from being housebound and not having the ability to leave their 

homes to meet other people. 

Taking part in the PR programme appeared to impact on these feelings of social 

isolation and enabled people to overcome these by providing social support to each 

other and an opportunity to leave their homes and meet other people in a safe 

environment, where assistance was available if needed (such as oxygen therapy and re-

assurance from PR therapists). 
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Although Mr Green did not talk about lack of social support and feelings of social 

isolation during the first interview, he explained how he used to feel alone with his 

problems prior to PR and how PR affected these feelings: 

7 think just support from one another and being able to talk to other people about 

problems, I think when you sit around in your primary circles I know there are a lot of 

other people around with the same problem but you don't always meet them, and you 

can feel you 're the only one with the problem, and nobody understands but being 

together in a group like that you know it's like self support and you can talk to one 

aMofW' (Pt 9.2; PR; 30-35) 

The social support by other patients in the PR programme enabled Mr Green to 

overcome feelings of being alone with his problems as he felt there were other people 

with similar illness experiences and therefore he felt less isolated. 

The importance of social support as part of a rehabilitation programme in order to 

overcome feelings of social isolation has also been found in previous research exploring 

the patient perspective of PR programmes (Camp et al, 2000; Toms and Harrison, 2002) 

as well as rehabilitation for other chronic conditions such as cardiovascular disease 

(Koivunen et al, 2007). However, findings from the study presented here show that in 

some cases, the impact of PR on the experience of social activities not only enabled 

participants to support each other but also enabled them to overcome feelings of social 

isolation due to being housebound. This will be discussed in the next paragraph. 

Mr Silver had very severe COPD and used home oxygen therapy. During the first 

interview he talked about being unable to leave the house prior to the PR programme. 

He would spend all his time indoors watching TV: 

'[I do] nothing really, only stopping in the house really and listen to the radio and 

WevmoM' (PtlO.l; PR; 37-38) 
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Taking part in the PR programme gave him the opportunity and confidence to leave his 

house on a regular basis to socialise with other people, which he enjoyed: 

'...they have given me more confidence by being with people and going out twice a 

w/ggA;ybr oAow/ 3/̂  AouM, go /Aere a W co/Me aW/Mggf peop/e'... YAere 

were the same people, 3 women and 3 men you know, it was lovely and we got on well, 

OAwf ij/e were fo owe /e/Zmg a q/"a 

you know, being what I am, and they used to love this, they used to laugh and I used to 

look forward to meeting them and tell a few jokes and making them laugh you know' 

(Pt]0.2; PR; 5-7; 64-68) 

Taking part in a PR programme gave Mr Silver, who had very severe COPD and was 

using long-term oxygen therapy, more confidence to leave his home, and he was able to 

socialise with other people and escape feelings of being housebound. However, once the 

PR programme finished he no longer met with the same people on a regular basis and 

therefore this positive effect on his confidence to leave his house may be lost over time. 

Other research exploring the patient perspective of PR programmes found that patients 

felt less socially isolated post PR, as the programme provided the opportunity to meet 

other people (Camp et al, 2000; Toms and Harrison, 2003). The findings presented in 

this thesis also show that PR not only impacted on participants' experience of social 

activities by enabling them to meet others but also by giving participants more 

confidence in leaving their homes, particularly for those who expressed feelings of 

being housebound pre PR. 

8.4.3.2 Increase in social activities 

Prior to the PR programme, participants talked about how they had to give up certain 

social activities as they were no longer able to engage in these activities. Although these 

activities mainly related to physical aspects (such as dancing and exercising), 

participants talked about these with regard to their social context. 
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Mrs Cooper explained how she used to go dancing with her husband prior to the 

deterioration of her condition. Although dancing could be seen as predominately a 

physical activity, Mrs Cooper mainly talked about dancing in a social context, whereby 

she was able to spend time with friends and socialise with others. During the first 

interview she was even contemplating never being able to go dancing again: 

'I can't dance now and I used to love dancing, ...he [husband] played in a dance band 

...so I used to go you know with the band wives ... but I wouldn 't be able to now' (Pt7.1; 

FPU 21-29) 

After taking part in the PR programme, Mrs Cooper talked about joining a dancing 

group with a friend in the near future: 

'we 're gonna have a go at line dancing, at Christmas, well we 're gonna start in the 

winter, I'm gonna go, [husband] will take us and we 're gonna go round at the school 

and ehm and have a go a line dancing so that will be my dancing debut.' (Pt7.2; PR; 

123-125) 

Taking part in a PR programme affected Mrs Cooper's experience of social activities in 

a way that she was now able to consider taking part in activities such as dancing, which 

involved both physical and social aspects of activity. 

Mr Green, who felt a bit sceptical about being in a group at first, talked about how he 

enjoyed the social aspect of exercising together, meeting new people and sharing 

experiences: 

7 must admit 1 was a bit sceptical at first it being a group thing, but the group thing in 

actual fact Ifound quite beneficial with the people there you could talk to one another' 

(Pt9.];PR; 14-16) 

Once the PR programme had finished, he continued to meet with a group of people to 

exercise but also to spend time socialising and meeting people: 

'since that has finished I'm attending that, with one other guy, there was five of us and 

there is one other guy who was in the same group as me and we go at least once a week, 

... and also you meet a lot more people' (Pt9.2; PR; 39-44) 
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Not only did he continue to exercise but he was also socialising with new people thus 

increasing the social activities he was engaged in. 

Very little published research exists in relation to the perceived impact of PR on the 

experience of social activities in COPD. Interestingly, Wempe and Wijkstra (2004) state 

that in order to prevent relapse post PR both physical and social activities need to be 

maintained, an indication that social activities may be of equal importance to the 

physical exercise component in terms of maintaining the benefits of PR. However, due 

to a lack of published research in this area, further studies are needed to explore the 

impact of PR on the experience of social activities long-term. 

8.4.4 The impact of pulmonary rehabilitation on the activity experience - from 

stagnation to movement 

Findings from these qualitative PR data show that PR impacts on the activity experience 

of people with COPD in a positive way, on a physical (such as physical ability) as well 

as psycho-social level (such as social engagement, loss of fear of activity and increased 

confidence). 

Figure 10 on page 228 shows how model 3 on page 209 fits within the overall 

stagnation- movement model (as discussed in chapter 7). The impact of pulmonary 

rehabilitation was perceived to decrease feelings of physical, social and emotional 

stagnation and was perceived to promote feelings of physical and psychosocial 

movement. Therefore taking part in PR helped participants move from stagnation to a 

level of movement and as such PR impacted on the experience of both participants' 

activities and their condition. 
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8.5 Limitations 

There are certain limitations of this part of the study that have to be considered when 

interpreting the findings. Firstly, the impact of PR on the experience of activity cannot 

be solely ascribed to the effect of the programme but may relate to how participants 

perceived the impact of PR on their activity experience. As such this study did not aim 

to explain cause and effect but aimed to understand how a PR programme affected the 

experience of activities from the participant's perspective. 

Secondly, a small number of participants (n=8) took part in pre and post PR interviews. 

Although the small participant group may have somewhat limited the opportunity of 

theoretical saturation, conducting two interviews with each participant provided rich 

data and allowed the researcher to explore issues related to the impact of PR in depth 

and over time. It also has to be acknowledged that previous qualitative research 

exploring the impact of PR on the patient experience only included one post PR 

interview with each patient. As such the methodology used in the study presented here 

provided additional data on how PR impacted on participants' experience of activities. 

Thirdly, only one of the participants in the PR group was using oxygen home therapy. 

Long-term oxygen therapy may affect patients' experience of both their condition and 

activity as well as the impact of PR and as such the patient experience may differ from 

that of someone who is not using oxygen therapy at home. Although the inclusion of 

one participant on long-term oxygen therapy allowed the researcher to explore such 

issues to some extent, the study's focus was largely on the experience of patients who 

did not use long-term oxygen therapy. However, according to the latest guidelines by 

the ATS/ERS (Nici et al, 2006), PR 'should no longer be viewed as a "last ditch " effort 

for patients with severe respiratory impairment... it should be an integral part of the 

clinical management of all patients with chronic respiratory disease, addressing their 

functional and/or psychological deficits' (p. 1390). Therefore COPD patients are 

usually invited to a PR programme at an earlier stage of the condition as the effects of 
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COPD usually present at the moderate to severe stage, when long-term oxygen therapy 

may not be required yet. 

8.6 Conclusion 

Pulmonary rehabilitation affected participants' experience of activity on a physical and 

social level, as well as participants' perception of their breathlessness, which in turn 

appeared to impact on their activity levels. On a physical level, participants' experience 

of mobility and house related activities changed from limitations to ability. The 

experience of social activities changed from feelings of social isolation to social 

participation whereby participants were able to lessen feelings of social isolation and 

increase their social activity levels. Taking part in a PR programme also appeared to 

change participants' perception of their breathlessness giving them increased confidence 

in dealing with their symptoms. Prior to the rehabilitation programme participants 

associated activities with breathlessness and panic, leading to a perceived fear of 

activities. However, post PR participants no longer felt frightened so the same extent, 

and felt able to increase their activities. This effect of PR on the perception of 

breathlessness has not been found elsewhere in the literature and as such adds to our 

understanding of how PR affects participants' experience of activity. 

These findings further illustrate how a) the experience of activity and b) the impact of a 

clinical intervention may affect the stagnation-movement model identified in chapter 7 

of this thesis. Taking part in a PR programme appeared to decrease feelings of 

stagnation and promoted a sense of movement by changing participants' experience of 

their breathlessness (fear of dying to loss of fear), physical activities (physical limitation 

to physical ability) and social activities (social isolation to social engagement). In view 

of further research, it would be interesting to explore if this impact of PR on the 

experience of activities can be maintained in the long-term. 
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Chapter 9 Discussion and conclusion 

This chapter will discuss the key findings that add to our understanding of the patient 

experience of COPD and their experience of activity and pulmonary rehabilitation (PR). 

The first section discusses theoretical implications of this thesis and section 9.2 

discusses implications of findings for clinical practice. Section 9.3 explores the 

implications of this thesis for future research. 

9.1 Theoretical implications 

This section discusses three key conclusions drawn from this thesis that add to existing 

perceptions and understanding of the patient experience of living with COPD. 

9.1.1 Perception of symptoms as linked to the environment 

Previous research exploring the patient perspective in COPD has predominately focused 

on the impact of bodily symptoms (such as breathlessness, fatigue and cough) on 

patients' lives. The current study has extended our knowledge and understanding of 

COPD by identifying that the environment (such as fresh air, indoors and outdoors) has 

a marked influence on participants' perception of their symptoms and on their lives. The 

influence of the environment on well-being and health has been reported in a number of 

publications within the disciplines of geography, environmental psychology and 

ecology (Kaplan, 1995; Bolund and Hunhammer, 1999; Morris, 2003; van Kamp et al, 

2003). The potential beneficial aspect of green space on recovery from illness has also 

been reported, such as a reduction in perceived level of pain post surgery for patients 

who had the view of a park through their hospital window (Ulrich, 1984). In addition, 

the influence of nature on psycho-physiological aspects, such as concentration and 

blood pressure, has been identified in older people living in care homes (Ottosson and 
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Grahn, 2005). These studies emphasise the influence of environmental aspects on the 

experience of symptoms as also argued in this thesis. 

The participants in this research programme not only experienced bodily symptoms as a 

result of COPD, but also environmental limitations, associated with spending time 

indoors. One environmental aspect in particular, the air, worsened perceptions of 

breathlessness when stale, and improved such sensations when fresh. Stale air 

(associated with indoors) was found to worsen the perceptions usually linked with the 

experience of breathlessness, such as tight airways, inability to breathe and feelings of 

suffocation. Fresh air (associated with outdoors) was perceived as providing temporary 

relief from the experience of breathlessness and fatigue, and brought about feelings of 

open airways, relaxation and energy. This concept of fresh air providing relief from the 

symptoms of COPD has not been identified elsewhere in the literature. However, the 

idea of 'freshness' has been widely used in guided imagery within psychotherapy to 

provide relaxation and calmness (Overholser, 1991). These perceptions were also 

identified as beneficial aspects of fresh air for people with COPD whose symptoms are 

often related to panic and anxiety. 

The health benefits of fresh outdoors air over stale indoor air have long been 

recognised, particularly in the treatment of tuberculosis throughout the 19^ century and 

early 20"̂  century (Bates, 1992). Florence Nightingale also recognised the benefits of 

fresh air for health, describing air as the most basic of human needs. She disagreed with 

contemporary nursing knowledge on the benefits of heat for patients (Andrews, 2003) 

and described ways to improve a patient's access to fresh air: 

'With a proper supply of windows, ... fresh air is comparatively easy to secure when 

your patient or patients are in bed. Never be afraid of opening windows.' (Nightingale, 

1859, 
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During the time when tuberculosis was very prevalent in the late 19^ and early 20* 

century in North America and Europe, wards for these patients were located outdoors to 

expose patients to the therapeutic properties of fresh air (Bates, 1992). The perceived 

benefits of fresh air on health are commercially exploited today, for example Alpine 

holidays are being offered with promises to alleviate symptoms for people with asthma 

(e.g. www.tyrol.com). Although the benefits of fresh air on symptoms in chronic 

respiratory disease have yet to be established quantitatively in randomised controlled 

clinical trials, the findings presented in this thesis show that fresh air can change the 

perception of symptoms in COPD, thus improving peoples' sense of well-being. This 

finding highlights the potential benefits that can be gained from breathing fresh air over 

stale indoors air and suggests that people with COPD should be encouraged to spend 

more time outdoors, when climatic conditions are favourable. 

The idea of fresh air was closely associated with movement and being outdoors, in 

contrast to the concept of stale air, stagnation and being indoors, all of which were 

associated with having COPD. This concept of stagnation versus movement will be 

discussed further in the next section. 

9.1.2 The meaning of environment: stagnation versus movement 

We have limited knowledge about the experience of activity for people living with 

COPD and their perceived needs relating to activity. Although it has been found that 

people with COPD engage in a variety of activities despite their physical limitations 

(Leidy and Haase, 1996), little is known with regard to peoples' experience of activity. 

The experience of activity as perceived by people with COPD has previously been 

described as related to physical attributes, emotional aspects of symptoms, adaptation to 

physical limitations and aspirations for future activities (Jeng et al, 2002). The 

importance of social relationships with others as a way to maintain a sense of integrity 

in day-to-day activities has also been identified (Leidy and Haase, 1999). The findings 

presented in this thesis add to this limited knowledge by highlighting the perception of 
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activities as related to the meaning of the environment linked to indoors and outdoors 

and will be discussed within its wider context in the next section. 

Participants expressed feelings of being housebound and confined to indoors, which 

were associated with a sense of stagnation that went beyond the perception of physical 

stagnation, and impacted on mood and perceptions of body and self. In order to 

overcome these feelings, participants tried to engage in activities within the house. 

However, to escape stagnation, participants had a need for movement, which was 

mainly associated with spending time outdoors. Although not all aspects of this time 

spent outdoors related to nature, the importance of fresh air and spending time by the 

sea was highlighted. The beneficial aspects of spending time outdoors, particularly in 

natural environments on psychological well-being (such as stress relief) have been 

reported within the leisure and environmental psychology literature (Kaplan, 1995; 

Iwasaki and Schneider, 2003). However, as a population we spend most of our life 

indoors (in some regions more than 90% of time) (Sundell, 2004) and this proportion is 

likely to be even higher for people who experience difficulties in leaving their home, 

such as people living with COPD. It could be argued that the meaning of outdoors 

becomes more important when our ability to leave the house is restricted, as we may 

take this ability for granted whilst having functional independence. Participants in this 

research expressed a desire for spending as much time as possible outdoors. 

Within this context the experience of activity was related to the importance of the 

meaning attributed to the environmental aspects of indoors and outdoors, rather than the 

actual level of activity. In this way the 'participation' within the context of environment, 

regardless of the extent of the 'activity' involved, appeared to be what mattered most. 

The importance of such meaning and perception of the environment, as part of the 

experience of activity for people with COPD has not been discussed elsewhere, and this 

therefore adds to our overall understanding of the patient experience. 
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Two main aspects of activity involved the concept of movement related to two main 

aspects of activity: physical movement, including driving and keeping fit, and 

psychosocial movement, such as participation in life and generativity. Prior to the work 

presented in this thesis, little was known about the patient's experience of activity in 

COPD. The findings from this research suggest that experience of activity for people 

with COPD is linked to the concept of movement both in- and outdoors. Although other 

research has identified movement as a concern for people with COPD (Leidy and 

Haase, 1996; Jonsdottir, 1999), this was primarily related to physical movement, 

whereas the findings from the work presented in this thesis suggest that this concept 

goes beyond mere physical aspects, to include psychosocial aspects and a change of 

perception of self and symptoms. Movement was identified as a way to overcome 

feelings of stagnation linked to the impact of COPD and in future we need to consider 

this stagnation versus movement model, when thinking about the activity needs of 

people with COPD. As such, the findings from this thesis highlight that a purely 

functional view of activity may not capture the whole activity experience of people with 

COPD as these models tend to focus on physical aspects of activity and may neglect 

environmental, social and psychological aspects of activity. 

We need to acknowledge the importance of the multifaceted concept of movement to 

minimise feelings of stagnation for people with COPD, not only in research but also in 

clinical practice, by focusing on activities that fulfil patients' physical and psychosocial 

needs, in particular making use of fresh air and the outdoors. Such implications for 

practice will be further discussed in section 9.2. 

9.1.3 Pulmonary rehabilitation: loss of fear of breathlessness 

Although previous research has found that people with COPD felt more confident post 

pulmonary rehabilitation (PR) (Camp et al, 2000; Toms and Harrison, 2002), this was 

related to an overall confidence in coping with the condition. The findings presented in 

this thesis suggest that this confidence was linked to a specific change in the perception 
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of breathlessness from fear of dying to a level that was acceptable to participants, which 

in turn appeared to allow participants to move from stagnation to movement by 

increasing their social and well as physical activities. 

Fear of death or dying has also been found to be of concern for people with cancer and 

other terminal conditions (Roberts et al, 1997; Fitch et al 2000) and this experience was 

found to have an impact on peoples' daily lives by overshadowing activities and other 

interests (Greer, 1995). The experience of breathlessness, which many people with 

COPD experience most days of the week, was perceived as a constant reminder of their 

mortality and therefore people avoided engagement in activities in order to limit the 

sensations of fear of dying. However, once this perception of breathlessness had 

changed to a level that was acceptable to participants, they no longer feared activities, 

and even though they still experienced physical limitations, they tried to engage more in 

such activities. 

Pulmonary rehabilitation appeared to impact on participants' activity experience on a 

physical and social level, and these findings are supported by previous research in the 

field (Camp et al, 2000; Toms and Harrison, 2003; Fischer et al, 2007). However, these 

studies did not explore the link between the impact of PR on the perception of 

breathlessness and the experience of activities. As such, this thesis contributes to a 

better understanding of how PR may impact on patients' experience of activities by 

impacting on their perception of breathlessness. 

In addition, findings indicated that the Canadian Occupational Performance Measure 

(COPM) may be an appropriate tool to assess individual, specific patient set activity 

goals and patients' satisfaction and perception of performance of these activities. 

However, this measure does not allow an assessment of the wider psychosocial 

implications of both the patient experience of activity and the impact of symptoms of 

COPD. Therefore, it would be useful to combine the COPM with an assessment that 
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enables patients to fully and holistically address their activity needs taking into account 

social, physical psychological and environmental aspects as well as the impact of COPD 

on these activities. 

The research and analysis carried out supports the argument that the interpretation or 

meaning of breathlessness, rather than actual levels of breathlessness were linked to the 

way people with COPD experience activity and to the way in which they engaged in 

social and physical activities. It is therefore suggested that a change of perception of 

breathlessness (rather than an alteration of breathlessness levels) was connected to a 

perceived increase in confidence post PR and perceived increase in activities. It may 

well be that such programmes should include explicit consideration of the meaning of 

breathlessness to individual patients in order to provide patient-centred interventions 

and impact on the experience of both social and physical activities, as discussed in the 

next section. 

9.2 Clinical implications 

The findings suggest that the main benefit of pulmonary rehabilitation (PR) as 

perceived by these participants related to a change in the meaning of breathlessness and 

thus they felt they were able to engage and participate in both physical and social 

activities to a greater extent. This suggests that outcomes in PR for patients with COPD 

should not only relate to an increase in walking distance or walking speed, but to a 

change in perception of breathlessness, from feelings of fear of dying to a level that is 

acceptable to them. Therefore, any exercise intervention should not just focus on 

improving exercise tolerance and desensitising patients to their breathlessness, but also 

take into account the individual perception and experience of breathlessness and 

activity. Health care professionals working with patients with COPD during a PR 

programme may gain a better understanding of their patients' needs and may promote 

greater engagement in activities and life if they explicitly assessed: 

a) patients' perception of their breathlessness 
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b) the psychosocial impact linked to this experience such as anxiety, panic and 

social isolation 

c) environmental aspects that can influence such perception (indoors and outdoors) 

in some depth. 

Assessment of these factors should arguably enable the provision of individualised care 

that takes into account both the patient's physical and psychosocial needs and provide 

outcomes that are meaningful to the patient. As such, patient assessment within PR may 

need to take into account specifically whether patients experience fear, panic and/ or 

anxiety linked to breathlessness and how this perception affects their willingness to 

engage in activities in order to provide interventions that may be able to address and 

change this experience and increase levels of activity. 

The importance of social activities to participants has been identified throughout this 

thesis and previous research (Engstrom et al, 1999; Wempe and Wijkstra, 2004) 

suggests that social as well as physical activities may be important patient outcomes in 

terms of maintaining the benefits of PR long-term. Therefore it is essential that PR 

programmes not only focus on improving physical activities and exercise capacity but 

also consider the need to improve social activities as part of PR but also beyond the 

programme. 

The need for meaningful outcomes for patients has received much attention in the 

literature (Sherboume et al, 1999; McPherson et al, 2001; Ganz, 2002; Levack et al, 

2004) in order to provide interventions that address patients' needs. The increased 

emphasis on patient centred outcomes can be seen in the increasing number of recent 

publication of government documents focusing on this issue such as Creating a patient 

led NHS - Delivering the NHS Improvement Plan (DoH, 2005b). In addition, many 

research funding bodies, such as the NHS Health Technology Assessment Programme, 

state that grants are provided for 'clinical trials with outcomes that matter to patients' 
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(NIHR, 2006, p. 2). Use of such outcomes may improve patient centred care, by 

providing interventions that are meaningful to patients and therefore may improve their 

overall well-being (Sherbourne et al, 1999; Paterson and Britten, 2000; Ganz, 2002). 

Within pulmonary rehabilitation such interventions may need to consider how patients 

with COPD perceive and experience their breathlessness and ways to reduce associated 

fear, panic and anxiety in order to increase patients' activity levels. Although the 

outcome measures currently used to assess the effects of pulmonary rehabilitation are 

clearly important to assess functional change, they may not always be meaningful to 

patients. Patient centred outcomes are currently acknowledged to be as important as 

objective, physiological parameters. As such, assessment within PR may need to take 

into account specifically whether patients experience fear, panic and/ or anxiety linked 

to breathlessness and how this perception affects their willingness to engage in activities 

in order to provide interventions that may be able to address and change this experience 

and increase levels of activity. This highlights the need to adapt pulmonary 

rehabilitation programmes to address the individual activity needs of patients both on a 

physical level and psycho-social level. Such an individualised programme should take 

into account the environmental and bodily aspects of the experience of activity and the 

meaning of breathlessness, as these aspects can have an impact on how people with 

COPD experience and engage with physical and social activities. Although we know 

that exercise tolerance is an important outcome in PR (Nici et al, 2006), findings from 

this thesis suggest that people do not necessarily recognise that an increase in exercise 

tolerance may be linked to improved functional ability. Instead participants talked about 

how their experience of activities had changed. It may therefore be useful for PR 

therapy staff to talk specifically about patients' individual experiences of activity and 

try to link these experiences to the benefits of exercise training and how it may affect 

daily activities. This individualised approach may also facilitate the longer term 

maintenance of an exercise training programme and thereby make the benefits of PR 

more sustainable. 
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In addition to the general implications already discussed, this thesis also has some 

specific clinical implications for future practice: 

® The individual's experience of breathlessness should be assessed and any links 

to fear of activity and anxiety should be explored 

• The individual's experience of activity should be assessed within a wider 

psychosocial and environmental context, such as 

o an assessment of where activities take place (indoors/ outdoors), 

o the impact of fresh air on such experience 

o the importance of social activities and feelings of social isolation 

• Patient (and carer, if appropriate) education should aim to improve 

understanding of the importance of increased exercise tolerance in relation to 

functional ability, and the experience of activity. This may facilitate the patients' 

maintenance of regular exercise beyond PR programmes. 

Specific measures that could be used to assess some of the issues above have not yet 

been identified. This lack of appropriate measures (such as fear of activity scale in this 

population) links to implications for future research and will be discussed in section 9.3. 

Other issues, such as the individual assessment of activity experience, may be 

approached in a more meaningful way if it was incorporated into an individual goal 

setting interview pre and post PR. The available standardised measures are less suitable 

for exploring the wide range of individual patient experience relating to activity. 

In order to enable health care professionals to provide holistic, patient-centred care we 

need to ensure that educational and training programmes not only include the level of 

physical symptoms of COPD but also incorporate the importance of the psychosocial 

(such as fear of activity, feelings of stagnation and social isolation) impact of this 

condition, the individual meaning of such symptoms and the wider influence of 

environmental aspects that may affect such meaning and perception of the illness 
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experience. As a result, it is important to develop assessments and interventions that 

address these issues and as such further research is needed to empirically develop and 

test such assessments and interventions. Some of these implications for future research 

will be discussed in the next section. 

9.3 Implications for future research 

The issues of stagnation and movement may apply to people with other respiratory 

diseases, such as bronchiectasis, and other chronic conditions, such as cancer, stroke 

and cardiac condition, and therefore it would be of interest to explore the similarities 

and differences of the experience of a chronic condition in relation to meaning of time 

spent indoors and outdoors. Such a project would include further qualitative interviews 

with people diagnosed with different conditions and would aim to develop and test the 

theory of stagnation-movement presented in this thesis. The findings of such a study 

would further inform our understanding of chronic illness, clinical practice and in 

relation to nursing, may challenge current theoretical models and highlight a need to 

modify existing nursing models for practice. 

One particular finding of this work has led to the collaboration between myself and 

other researchers at the School of Health Professions and Rehabilitation Sciences 

(University of Southampton) to develop a research project that explores the link 

between fear of breathlessness and activity in people with COPD. This new project aims 

to explore the theory that fear of breathlessness results in fear of activity, which in turn 

leads to a decline of physical activity, leading to de-conditioning and hence worsens 

breathlessness in a 'vicious circle'. The aim is to develop a validated scale for assessing 

fear of activity for use in clinical interventions such as pulmonary rehabilitation. Such 

an assessment would facilitate further research with regard to the development and 

implementation of individualised interventions that specifically target the experience of 
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activity, aim to change feelings from fear to tolerance and ultimately increase levels of 

activity for patients with COPD. 

As well as a measure assessing fear of breathlessness, it would be useful to develop an 

assessment that in combination with the COPM would allow a more holistic approach to 

assessing activities important to patients. This would include a consideration of social, 

physical, psychological and environmental aspects related to the experience of activity 

as well as the impact of COPD on this experience. 

Another important project which could be developed as a result of this thesis, would be 

further explore the importance of social activities as part of PR programmes and how 

these are related on the long- term benefits of PR. Such a longitudinal research project 

could include a mixed method approach which would integrate an in-depth exploration 

of how patients experience social activities before and at different points after PR and a 

quantitative investigation into the link between physical and social benefits post PR. 

The original idea for this thesis was to explore issues that matter to people with COPD 

in terms of their self-perceived well-being. The importance of the individual's 

perception of the environment on the experience of activity, and the overall illness 

experience in COPD has not previously emerged from standardised generic or disease-

specific quality of life questionnaires. Future research into quality of life may need to 

explore further the link between the influence and perception of environmental factors 

and perceived quality of life so that the experience of COPD can be captured more 

thoroughly. 

9.4 Conclusion 

The limitations of qualitative research, as employed in this thesis, have to be taken into 

account, as such research aims to explore one aspect of the human experience in depth 
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rather than generalise findings or make suggestions about cause and effect. However, 

within the remit of qualitative research, this thesis has contributed to deepening our 

understanding of the experience of COPD in relation to activity and the perceived 

benefits of pulmonary rehabilitation. 

The main concepts of 'stagnation' (associated with being indoors) and 'movement' 

(associated with being outdoors) shed further light on how this chronic respiratory 

disease affects people on a daily basis and the ways in which they perceive their 

environment, the symptoms of COPD and themselves. The stagnation-movement theory 

presented in this thesis explains the perception and experience of activity within its 

environmental context and how COPD may affect the patient on a physical, social and 

psychological level, as well as their perception of their life on the stagnation -

movement continuum. As such the experience of disability may not only be linked to 

bodily symptoms but also the environment. 

The findings of this research programme suggest a link between the environment and 

experience of illness and activity, and indicate that health care professionals need to 

consider individual activity experiences within its physical, psycho- social and 

environmental context in order to provide care that is beneficial to COPD patients on 

more than a functional level. Such consideration of the wider implications of the 

experience of COPD as presented in this thesis may help people with COPD to not only 

change the experience of their symptoms but also move on in life from a 'stagnant 

pond' to a 'flowing stream'. 
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Appendix 1 Ethical approval phase 1 

If 

Oxford Radcliffe Hospitals 
NHS Trust 

NHS 

OorRef: JB/VW/A0Z093 ApplW * QWkWke (tWaCommkM* 
rwwmh & developmmkotpmment 

SAool of :%*Mi Profmiom: & RehabilitMioo Sdcoccs HMdlcy way 
UmvenilyofSoathatqXoa HtiSngton 
Building 45 Oxford 
Higixfield C a n t o s 

fax: 01865 222699 
Enuib va)cri*.wtHt«Oorti.nht.uk 

Dear Verooiia 10 June 2003 

R E : X02f l93 Vsyidioeodi l well b d o s of p iUen t s t l v l n j wHh cblnSnk obt tMeBVepohnommiy d b e m * 

Thxidc you for yoor letter dU£d 4 iatx;20CO a d d r e s s the points railed by tbe ComonWe at their meeting oo 
21 March and in our subsequent cocresjxwdence. h accordance with tbe Mehqnty set oat in the Terms 
Reference. I am to coofinn ediical approval and wish you every success w t h the study. 

Pkaseoo te : 

• Ethical approval is valid for three ycaats from the dale of this letter. Annual updates of A e p r o g r o * of tbe 
ruearcb and a rqx)rt of the outcome are reqtiired. (A icmioder letter will be sent when these reports arc 
due). 

• No significant changes to the research protocol should be made without appnqxiaie leseareh Abies 
ajonattee/chainnan's approval. Any deviatioos from or duanges to the {xrouxot which increase the risk to 
subjects, aifect the conduct of the research or are made to eliminMc hazmis to the research su^ects, should 
be made known to AQREC 

• AQREC d)QWd be made aware of any senous adverse events. 

• Whilst the study has received approval oo ethical grounds, it is necessary for you to obtain management 
— aRJTOval from the relevant Oinical Director* and/br Chief Executive of the Trusts (or Heahh 

Bcards/StHAs) in which the work will be dooe. 

I should be very gratcfd if y<» couW semi nw a copy of aoy publication that may arise to 

Yoois sincerely 

D r j c t m y Boiler 
Chair 
Applied and Qualitative Research Ethics Committee 

AppB«d> Qualitative Recareh EthksCoavnlttM 
Chair - Or itnnf Sutler 
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Appendix 2 Indemnity phase 1 

UnWersit/ I Finance 
of Southampton I D^arenent 

1 Memorandum 

From: Ruth McFadycn 

E lk 22417 

E-maa; hrm@satCMi.8c.uk 

To: Vejoiuka Zibl 

Dept: School of Health Professions and 
Rehidnlitaticm ScieiKxs 

Date: 4 At^ust 2003 

Rtfenmce: CLNTRLWRM/GFT 

Profosxinal Indemnity Imurance 

Project No: A01A93 

Psydiosocial Well Being of Pkticats living wifli Chronic Obstructive 
Pulmonary Disease 

Thank you for forv.'arding the con^eted qucsdonnmr: and ataehcd papers. 

Having taken note of die infonnatioa pmvkkd. I can coofinn that this prcgect will be covered 
under the terms and condittoos of the above policy, subject to written consent being obtained 
6xm the participating vtriunteers. 

Rudi McFadyen 
Insarance Adminittr*tor 
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Appendix 3 Risk assessment 

University 
of SouttMvnpton 

School of ficahli Professlotti mad 
Rdbabfiititkw Sdexkces 

To be completed in accordance with the above guidelines 

RISK 
ASSESSMENT 

F O R M 

ActMty; 

w&fvigws - jfhedo»vvikau+^ partjayts/iafs' hCiyyysl-

c k u r c l i l l ?fowrha.( cfciwcjl 
S^piiSouit H m r d t ; ' ' 

' ^ v u l w o r k u p 

i>cuvsrwv£. ^ 

VItIki mî s be expoicd/ft£f<Kted: 

E x h t i t eoatra) a i t i m r t c 

'w leoi'^ o^e t^rti be of toke/s ( 

ii^+rfvigw oa oou 
• i wi(( ca r ' y a rY\d^(e. ^kcxag cU- o-xx t^>v<s-
•« \ wul ircfrt ^f<xt< (fomlt "tw r f 
• Pav«ufcw/rtS uko c<|^cj -to be. dGfi-<S$<di kjiLi. tx: rc^errecA"^ 

R i s k e v t J o * r i o i K 

Caacbtrisfcbefttrdierrcdictd; yci(7j^ 

Flutter cootbr̂  required: 
• -to CvP (ux-Hv r u U f 'vp[&<&vc.O a.vvc( -n-ut iKKjr."Cvj 

u l o l tyc. sbcmptcl t ivvvi'v^cti g ^-14, . 
(_/ CoodgQcd Qvgicaf 
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dmttby wwchfmrthcf 

Are the cootroU salisfactory; Ko 

Date fo r reas&essmtBt: 

C o m p k i M b y : 

n signature 

ifzyplicibk lume 
..y,..a.bi ( j f M = a t ® OS. 
name K g a c u f c 

(ocjccVvoo ', 

)̂ c? (2cw\\7̂ \̂  o*~ Â CLX̂ Jiî  

k/: 
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Appendix 4 Invitation letter phase 1 

School of Hcjith and Rehab*ution Socnccs University 
o f S o u t i i a m p t o n FWeM(yMwr*wj&mnond*.HW«fS«*ool 

UniyersityofSoudiiitiipeDn TW+44(D)2J80592)<2 
H%MWW Admtetooi+44 (0)23 8059^ 
Souchampton fax+44 (0)23 BOS? 5301 
SOI7 IBj Enafl soc{>adm@s<xoaacufe 
United Ki-giom Wdbw*fwjK*pj0t0fLacuk/K*p/ 

invitBOonMtar 

Sooa/arK/eff»ebfl«/f)e«f^ o f p e c ^ 

You are invited to take part m this research stixfy. wWdi b being carried out 

tiyVefwkaZDil. PM) student at the Hef#i Reseat* Unit at the 

Soutttampton. 

The research project aims to find out about the issues that matter to people 

fiving with chronic lung disease and wffl be taking place from September 2003 

to April 2004. 

Your respiratory nurse spedaBst has given you this letter and information 

leaflet because we are approad»ing everyone who has chronic king disease. 

Thank you very much for takmg the Sme to read this letter and infomtatkm 

VenjnBca 25hl 
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Appendix 5 Information leaflet phase 1 

q# health prpfrtuont rcfwbilitatkxi sciwkm University 
of S o u t h a m p t o n prcWorM«jmMj%nmond&H«»dofSchool 

UnivenkyorSouiaTvKon W+4i(0)23«»9 2I« 
Adtrt»ioni+44 (0J23 8059 5260 

S o u i a i r p e a r , F«+44 <0)23 8059 S»l 
SOin^ &nai <o(pidm@soeon.ac«i( 
Urieod Kinpkxn VWa iwwwjohp-toesnjc-iî tohp/ 

Infonra t tor i lwf la t torpa t iBnte 

SocisiarKSwiKak)nedwi^bek>gc^ permits MTgvMhchrof^k^ 

You are being aiviteel to take part in this research study, which is being carried 

out by Veroreka ZW. PhD student at the HeaWi Resefiwch Urrit at the 

Unh«f8ity of Southampton. Before you decicte. it is Importart 

wxJerstaixJ wtiy the research fe being done and virtiat it wffl invo^ 

take time to read tttefoSowing inAxmaNon car^tty and discuss it your 

farnUy. tnends or health cam professionals wish. Do ask us if there is 

anything thsrt is rx>t dear or ̂  you VKKdd ice more irifbfnialk^ 

Tharric you for taWng the timo in reading this. 

The research prĉ ect wifi be taking ptace from September 2003 to Aprt 2004 

and akns to fiixl out about the issues that rnatter to people i\ring with chronk; 

lung disease. 

Whit ist»|xapaMori»akdy? 

We are keen to understand peof^'s own ̂ ews on what it is Ske to have a 

chronic king disease. At present, very little research has been carried out in 

tNs subject area ar*d ft wouM be very helpful to heWth care professkmals to 

have 3 better urxienitandirH) of their patients'well being atKf con^ 

can deliver better care and offer "mproved health care management 

packages. 

VZ/pdnAVverJ /June 2003/refjao.A02.093 
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DolhiMitotatopMt? 

tt is eritWy up to you to dedde whether or n<* yc^ 

this study. If you decide to take part in this study, you would be given this 

'mfbnna1k« sheet to keep and be asked to sign a consent f b ^ 

not to take part in ttw study, this w8i not affect your future care Of 

disad\afita@e you h any vwy. You may withdraw fnam the study at any time 

without havh>g to give aiiy reason for this. Wthdrawal wroô  

treatment or ttte standard of care in any way. 

VVhrtwouidhinMntomeif i tatopvl? 
The study wouW inv<^ the researcher. Veronika ZW. asWng you to take p®t 

in an intenriew lasting about 45 minutes to ooe hour. However, if this W too 

long for you to tak then the irrterview can be sdieduled for a shorter tinte. The 

researdw \wl stt^ irnnwdiately if you are eo?)erierKing any proWw^ 

continumg the Werview. She wouW also ask those who take part In t te 

intenriew to complete a short questwrmaire about their health whteh wouW 

take about S-10 minutes. She would ask your pwnmission to access your 

rnedkarf records to find o«A about your previous br^rthing tests and king 

investigations. She wooW either visit you at home or make arrangernents to 

see you in a(p«iet room W the ChURmH<%pital.whicheveryou prefer. The 

convetsaScm would be tape recorded with your s^reement. so that she does 

n<* have to take notes while you are talldng and can listen to the tape again 

later on. Partkapants in previous studies using this technique have found tWs 

quite ben^aal as they are being given the tiifne to talc about their own 

experiences. 

A# inibrrnation a4x>ut you wouW be kept in strfctest «)nfidence and y w 

wouW not be used in aiythbg written or presented about the roMwrch p r ^ ^ 

This means that you woWd not be able to l » identified. AN the inkxmatkm 

coBecled wouW be used solely for this study. The ta*)e recadbigs wouW be 

completely anonymous and confidential Afi t^ses wouk) be stored In a safe. 

VZ/ptiiifo/vcr3 /June 2003Ac£jnoj\a2-093 
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Ttiank you vwy much for taking the tirne to read this tesflet 

information sheet for Mure reWmce. 

SocM and &m(^k>n^weS being of pi^SentsBvmgw^ciwx^ 

I am interested in taking pait in this study and wouM like you to contact me at 

the foVowing address: 

Name: 

Address: 

Postcode: 

(f y«» pnlM'fating c i M by Veronloi ZN: 

Telephone number (indudmg area code): 

PWese return in the prepak) envelope to 

Vefonika 2M 
School of Health Piofesskm arxl Reh^fitatfon Sdertces 
Urtvecsity of Southampton 
Fre^xwt (S0288) 
HighAeW 
Southampton 
S0171YN 

AlWnalWy you can cofAadVerori0mZM to arrange a time for the 

VeronSca ZHiI: 01865 225472 (Tumdm»»«d 1huHKl«y» botwean 4t»it aiid # n 

only) 

VZi-ptinfoAwJ /June 2003/refjx)wA02.093 
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Appendix 6 Interview schedule phase 1 

The interviewer w i l l ask the participant about his/her support at home, how he/she 

copes wi th the illness and aspects o f his/her life that help him/her to cope or make the 

situation worse. These questions are only being used to start the conversation and ease 

the participant into the interview. The researcher w i l l ask the interviewee very few 

direct questions to allow the person to talk about what he/she feels is important. The 

researcher w i l l only ask direct questions i f the participant starts to talk about a 

completely different subject other than psychosocial aspects of his/her l ife and illness. 

Specific questions/ prompts: 

1. How does your condition affect you on a daily basis? 

2. Tell me about a typical day. 

3. What do you do on a daily basis. 

4. What things are important to you? 

5. How does you condition affect you relationship wi th your family/ friends/ 

neighbours? 

6. What difficulties do you experience as a result o f your condition? 

7. What is particularly important in your life? 

Participants w i l l be thanked for their time. 
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Appendix 7 Consent phase 1 

University 
of Southampton 

of hwkh pfofr)von\ #kĥ b*t*uom stfcmcm 
Pro<4»tor HtixMAj Smnmnds. Head ofSdmot 

lMv«nlt)r of Southampoon 

Soudampcon 
S01718I 
unimd kingdom 

•w-t-44{0)2j 8059 2142 
/wmwom+44((q23*m9s260 
gk++i (0)238059 5301 
Emal joepadingijotoaituk 
wfcb ww*mahp4k*<*uc.ui«<>ohp/ 

Consent Form 

Psychosocial weQ being of pmtkots living witb ckronic obstructive pairaonary 

disesm 

(SoctaJ and cmotioaal well bang of people living witfa dtrcmk lung disease) 

Naaws of researcl>a^ Vcroniiai Zihi Please initt*! box 

]. I con&m I have rmd and undcraand &e Infbrmadoa 
sheet (dated June 2003/vetsion 3) ft* the above study and 
have had tbe oppottnnity to ftdc <iues6oDS. 

2. iunderstaiklthatinypaitic^paiiooisvohmtatyandt^ 
fitee to whhdiaw «t any tinx^ without pving any 

3. I a^jee that my GP can be contacted and informed that I am 
taking poit in study. 

4. I tmdcRtand&atseciioMofanyofmy medical notes may be 
looked at Iqr respcw^te itKfividuals from &e 
Southampton or fiom regulatory authorities where it is 
relevant to iny taking part in research. 1 give pexinissoD for 
these individaais to have access to my leaxds. 

5. I agree that interwew will be t s ^ rcwwded fat the iise of 
data analy j^ however the tapes will be erased once the study 
is completed. 

6. I agree th« any vrords I inay say daring the interview cjBi be 
used, anonymously, in the jKtsentatiai and publication of fee 
research. 

7. I agree to take part in tbc above study. 

Ye, No 

o o 

o a 

o o 

o o 

a o 

o o 

Name of Patioit Signature Date 

Name of Rjesearcher Signature Date 
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Appendix 8 Example of field notes phase 1 

Field notes participant 2 

Participant interviewed on own. 

Appears optimistic, various items on the table that need to be fixed such as a broken 

lamp. No obvious signs o f medication/ nebuliser/ oxygen cylinder, although oxygen 

piped around the house as taps in the l iving room. 

Out of breath when he opened the door. 

Talks a long time about D I Y and fixing things, has always worked in manual skilled 

jobs: car mechanic, painter and decorator. Seems unable to walk very far but really 

enjoys being engaged in D I Y activities. Hates sitting around doing nothing. 
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Appendix 9 Rand SF-36 Item Health Survey 

(size reduced to fit) 

Participant number; 

In general, would you say your health is: 
Excellent 1 
Very good 2 
Good 3 
Fair 4 
Poor 5 

Compared to one year ago, how would you rate your health in general now? 
Much better now than one year ago 1 
Somewhat better now than one year ago 2 
About the same 3 
Somewhat worse now than one year ago 4 
Much worse now than one year ago 5 

The following items are about activities you might do during a typical day. Does your health now limit you in these activities? 
(Circle one number on each line) 

Yes, limited 
a lot 

Yes, limited 
a little 

No, not 
limited at all 

3. Vigorous activities, such as running, lifting heavy objects, 
participating in strenuous exercise (1) (2) (3) 

4. Moderate activities, such as moving a table, pushing a vacuum 
cleaner, bowling or playing golf (1) (2) (3) 
5. Lifting or carrying groceries (1) (2) (3) 
6. Climbing several flights of stairs (1) (2) (3) 
7. Climbing one flight of stairs (1) (2) (3) 
8. Bending, kneeling or stooping (1) (2) (3) 
9. Walking more than a mile (1) (2) (3) 
10. Walking several hundred yards (1) (2) (3) 
11. Walking one hundred yards (1) (2) (3) 
12. Bathing or dressing yourself (1) (2) (3) 

During the past 4 weeks, have you had any of the following problems with your work or other regular daily activities as a result of 
you physical health? 

Yes No 
13. Cut down the amount of time you spent on work or other activities 1 2 

14. Accomplished less than you would like 1 2 
15. Were limited in the kind of work or other activities 1 2 
16. Had difficulty performing the work or other activities (e.g. it took extra effort) 1 2 

During the past 4 weeks, have you had any of the following problems with your work or other regular daily activities as a result of 
any emotional problems (such as feeling depressed or anxious)? 
(Circle one number on each line) 

Yes No 
17. Cut down the amount of time you spent on work or other activities 1 2 
18. Accomplished less than you would like 1 2 
19. Didn't do work or other activities as carefully as usual 1 2 

20. During the past 4 weeks, to what extent has you physical health or emotional problem interfered with you r normal activities 
with family, friends, neighbours, or groups? 
(Circle one number) 

Not at all 1 
Slightly 2 
Moderately 3 
Quite a bit 4 
Extremely 5 
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21. How much bodily pain have you had during the past 4 weeks? 
(Circle one number) 

None 
Very mild 
Mild 
Moderate 
Severe 
Very severe 

22. During the past 4 weeks, how much did pain interfere with your normal work (including both work outside the home and 
housework)? 
(Circle one number) 

Not at all 
Slightly 
Moderately 
Quite a bit 
Extremely 

These questions are about how you feel and how things have been with you during the past 4 weeks. For each question, please give 
the one answer that comes closest to the way you have been feeling. 

How much of the time during the past 4 weeks.., 
(Circle one number on each line) 

All of the 
time 

Most of 
the time 

A good bit of 
the time 

Some of 
the time 

A little of 
the time 

None of 
the time 

23. Did you feel full of life? 1 2 3 4 5 6 
24. Have you been a nervous 
person? 

1 2 3 4 5 6 

25. Have you felt so down that 
nothin.e could cheer you up? 1 2 3 4 5 6 
26. Have you felt calm and 
peaceful? 

1 2 3 4 5 6 

27. Did you have a lot of energy? 1 2 3 4 5 6 
28. Have you felt downhearted 
and sad? 

1 2 3 4 5 6 

29. Did you feel worn out? 1 2 3 4 5 6 
30. Have you been a happy 
person? 

1 2 3 4 5 6 

31. Did you feel tired? 1 2 3 4 5 6 

32. Durmg the past 4 weeks, how much of the time has you physical health or emotional health interfered with your social activities 
(like visiting friends etc.)? 
(Circle one number) 

All of the time 1 
Most of the time 2 
Some of the time 3 
A little of the time 4 
None of the time 5 

How true or false is each of the following statements for you? 

Definitely true Mostly 
true 

Don't 
know 

Mostly 
false 

Definitely false 

33.1 seem to get sick a little easier than 
other people 

1 2 3 4 5 

34.1 am as healthy as anybody I know 1 2 3 4 5 
35.1 expect my health to .get worse 1 2 3 4 5 
36. My health is excellent 1 2 3 4 5 

257 



Appendix 10 St George's Respiratory Questionnaire 

ST. GEORGE'S RESPIRATORY QUESTIONNAIRE 
ORIGINAL ENGUSH VERSION 

ST. GEORGE'S RESPIRATORY QUESTIONNAIRE (SGRQ) 

t7)ij(jt«s«icy»5airbodbs!s 
you and your Sh. Weana^MlofaSotit 

aspects of your mn»sscfMae you most problmns. raStar than nM Ota 
docton and mtrsaa thiAyoorpfobiams en. 

pteas®(»«<}tf>»ins(ruejio<»c8«<wy»̂  0° 
iKtss>at>d too kiog (Sacking ̂ xxa your msmrs. 

Participant number:. 

Br*>ncomfa^ngO>araistoltt>a<tuasSonn^: 

PiaaM tk* if onalxtxto shcm how you desaibt 
youraxmKtiaatth: 

Vwygood Good ftk Poor Vmyvax 
• • • • • 

copyright rwrwd 
P.W. jonw. PhD FRCP 
(^ofessor of Rsspiratoiy Medicine. 
St George'* Hospital Medical School. 
Jonnof Wmg, 
Cranmef Terrace. 
London SWir ORE, UK. 

Tel +44 (0)20 8725 5371 
Fa* +44(0)%! 8725 5955 

UK/Engiiati (ortgimd) vefsion 
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Questions about how much chest troutife you have had over the past 4 weeks. 

Please tick (V) one box for each question: 

6. 

most 
days 

a week 

several 
days 

a week 

afew 
days 

a month 

only with 
chest 

infecticms 

not 
at 
ail 

Over the past 4 weeks, 1 1 have coughed: • • • • • 
Over the past 4 weeks. 1 
phlegm (sputum): 

1 have brought up • • • • • 
Over the past 4 weeks, 1 
of breath: 

1 have had shortness • • • • • 
Over ttie past 4 weeks. 1 
of wheezing; 

1 have had att£(cks • • • • • 
During the past 4 weeks, how many severe or very 
unpleasant attacks of chest trouble have you had? 

How long did the worst attack of chest trouble last? 
(Goto question 7 if you had no severe aUacks) 

Please tick ( / ) one: 

more than 3 attacks D 

3 attacks CH 

2 attacks D 

1 attack D 

no attacks O 

Please tick ( / ) one: 

a week or more d l 

3 or more days O 

1 or2 days • 

less than a day O 

Over the past 4 weeks, in an average week, how many good days 
(with little chest trouble) have you had? 

8. If you have a wheeze, is it worse in the morning? 

Please tick (v') one: 

No good days D 

1 or 2 good days D 

3 Of 4 good days D 

nearly every day is good CH 

every day is good O 

Please fick ( / ) one-

No • 

Yes O 
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Section 3 

Some mon quosOons about your cough and broatM9ssm»ss these davs. 
Please tick ( / ) m eacA box that 

applies to you these days: 
True False 

My cough hurts • • 
My cough makes me tired • • 

1 am teeathtess when 1 taSc o • 
1 am breathless when 1 bend ov» • • 

My cough or breathing disturbs my steep • • 
1 get extiausted easily • • 

Section4 

Questions about otfrar affects that your chest trouUn may hav» on vou these davs. 

Please tick M in •acftfxwthat 
applies to ytxi these days: 

True False 
My cough or breathing is embarrassing in public • • 

My chest trouble fe a nuisance to my family, friends or neighbours • • 
1 get afrakl or panic when 1 cannot g ^ my breath • • 
1 feel that 1 am not in control of my chest problem • • 

i do nĉ  expect my chest to get any better • • 
1 have become frail or an invaiki because of my chest • • 

Exercise is not safie for me • • 
Everything seems too mudi of an effort • • 

sections 

Questk>ns8boutyourmedkxtk»i,ffyoumvmc^ngnoniedk^^ 

Please t k k ( / ) m eacA Aoxthat 
applies to you these days: 

True False 
My mediation does not help me very mudi D • 

1 get embarrassed using my medkaOon in pubtic • • 
I have unpleasant side effects from my medksafon • • 

My medkatkxi interferes witt my life a tot • • 
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St George's Respiratory Questionnaire 
PART 2 

S«ctia«i< 

Th^ mn<fu»*tkmsai>oM htm your rncMvmmtiUghtiM 

Plesw tick {<0 « ••cfc fceat Biat «ppS«« to 
you JMcaoMO^/ourfifWHth^ 

T n * False 
1 take a toog time to get washed or dressed • • 

1 carax^ taica a &«S! or «howw. or) take a k>ng finw • • 
1 wak skMMT than o # w people, or 1 ttop tor neat® • • 

Jobs sucA as hotiaentcric tate a long lirn«. or f hav« to s i ^ • • 
If t one light of stairs,) have to 90 slowty or stop • • 

tf 1 hurry or wa& fait 1 have to stop or stow dcwn o • 
My breathing mW(*» 8 (fifficuK to do things such as waSc up hiUs. carrying things 

up stairs. 8ght gardening sucti as weeefiog. <laf»oe, ptoy bowfator p5»y gotf • • 
My brwming makes it diffkxtff to do things such as carry heavy loads. cSg the 

garden or shov^ snow, jog or *Wk at 5 m W per hour. pJay tennis or swan • • 
My breathing rrakes idifScuft to do thirjgs such as vary heavy rnanualwortc, 

run. cycte, swim fast or piay competi6ve sports • 0 

Sactkm? 

W« wovkS /ttw to know trow rotir cA*K ti» utlfv *n»ca vow dm/tv m». 

Please tidk M in eacfc 6o* that applies to 
you 6#c«us# of yoor cf>»rttroubiv 

True False 
1 cannot play sports or games Q • 

lcanne< go out for entertainment or recraaSon D • 

1 cannot go out 0* the house to do me Stopping Q • 
1 cannot do housework Q • 

i cannot RKuve far from my bed or chair D • 

UKf EngBsti (ocigfaMl] vwslon 

oonHmjeni... 
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Hare is a list of other acUvitiBS Otat your chest troutae may prevent you doing. (You do not have 
to tick etiese, fAey are Just to remind you of ways in which your breathiessness may affect you): 

Going for walks or walking the dog 

Doing things at home or in the garden 

Sexual intercourse 

Going out to church, pub, club or place of entertainment 

Going out in bad weather or into smoky rooms 

Visiting family or friends or playing with children 

Please write in any other important activities that your chest trouble may stop you doing: 

Now wouW you tick in the box (one only) which you think best describes how your chest affects you: 

It does not stop me doing anything I would like to do O 

It stops me doing one or two things I would like to do D 

It stops me doing most of the things I would like to do • 

It stops me doing everything I would like to do D 

Thank you for filing in this quesSonnairs. Before you finish would you please check to see that you have 
answered alt the questhns. 
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Appendix 11 Notations 

Laughter. Crying, Smiles - emotions 

[silence] - pause in conversation 

[ . . . ] - unable to understand participant; words omitted 

[points at] - non- verbal communication 

(breathing) - breathless, difficulties breathing 

(...) - other interruptions such as coughing, people entering room etc. 
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Appendix 12 Example open codes Phase 1 

Open codes excerpt participant 1 

Preparation 
I have to sort o f prepare myself for that. 212 

sit out there on that chair you know we've got a, a chairliA, so that I only walk from 
there to the door so when I go into the room Tm not too puffed to start 214/6 
which you can't always do that you know the bell goes and the wife is not in 220/221 
But i f I gage it right 219 

Not complaining 
but I mustn't moan 171 
1 mustn't grumble 426 
it 's no good moaning about anything 496 

Old age 

I can't remember what happened yesterday but I can remember what happened 50 years 
ago, this is a typical old person's complaint, 422/424 
You get these funny sort of terms when you get older, 425/426 

Restrictions 
you can't do the things 153 
but 1 can't do much now you know, 170/171 
getting up going to the bathroom and dressing and coming down and watching 
television is an event more than just, you know it 's something ah, I . . .big today 
compared to something you wouldn't think about at one time 227-230 
it 's a bit o f struggle in the shower 232/2 
doing everything you want to do o f course, which I can't. 413/414 
I ' m definitely restricted now than what I was doing before 460/461 

Enjoyment 
staying alive! I do I think it's marvellous, 372/373 
but want to live I like life 374 
I enjoy each day as it comes along basically 411/412 

T V 
I watch television 31 
I can watch television 446 

Reading 
I do a fair amount o f reading 31 

I read a lot, and I do like, one of the greatest things for me is biographies, 447/448 

Monotony 
life is pretty monotonous 29 
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Going out 
but I say well look you go out, 117 
occasionally one of my, two of my friends say I take you out for a ride you know, 
120^21 
he and his wife pick me up and he drops o f f with me so we go and have a drink 166/167 
but it doesn't happen very often about every three months or so, you know 168/169 
at one time getting around 170 

Taking time 
it takes me a considerable time at the bathroom 24 
also to dress it takes me about an hour 25 
i f I take my time 232 

Driving 
I had to sell my car eh, that's one of the biggest, saddest things of all, 461/462 
I could get in the car and go anywhere 462/463 

Dependency 
but I got to rely on people and I don't like doing that 463/464 
I don't go out at all unless someone takes me out 29/30 
1 think gosh i f only 1 wasn't stuck with this thing (points at oxygen tube) 270 

Oxygen therapy 
I have got an oxygen cylinder then, 30/1 
but I should be on it 18 hours a day, 16 hours I should say 61/2 
I take my portable oxygen cylinder 121 
these new ones are good cause they're light weight these new light weight ones 121/2 
they last longer too, 3 hours instead of 2 I think 123 

Walking 
you couldn't walk far 89 
I do walk i f 1 go from here to there or to the front door 89/90 
how I breath when I got back for five minutes 90/91 
i f I 've gotta walk from here to the front and then all the way back here again it's pretty 
rough after 218/9 
so that I only walk from there to the door 214/5 

Could be worse 
you know there is a thousands of people worse of than me 87 
somebody can always be far worse of f than me 91 
we are not badly o f f 110 
she is only about 45 at least I was lucky 298 
I could be worse o f f 367 
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Social contact 
i t 's a social visit 102 
it's someone to talk to 103 
it's someone to talk to 111 
it's always nice to talk to the ladies 113 
I do miss all the activity 151/152 
I was quite sort o f (pause) ehm, what shall we say, quite a bit o f a socialiser 169/170 
i f I don't speak to anyone I get terribly depressed 111/112 

Alone 
i t 's just the two of us here all the time 104 

i f I don't speak to anyone 1 get terribly depressed you know 111/112 

Panic 

I 've learnt a lot, not to panic 27 
learnt the art o f not panicking you know 28 
my worst panic attack ... I sat from 4 o'clock one morning until eight on the edge o f the 
bed just like this 68, 74-75 
I didn't know what to do 75 
I couldn't call an ambulance 76 
I don't get those attacks like I did 79 
1 managed to get over it now 79 
I used one time sort o f ring up and panic 140 
it was a panic attack you can go home 142/3 
not to panic, learning not to panic 487 
everyone thinks when they start panic, eh, what eh, to get it under control as best as you 
can 488/489 
Breathing 
learnt the art o f . . . to control breathing 28 
the real heat, pretty awful you know or i f it gets exceptionally cold but eh, 64/5 
someone's told me about what to do you know breathing and so forth 78/9 
it keeps the tubes so to speak open a bit longer 132/3 
so when I go into the room I 'm not too puffed to start 215/6 
we're a pretty sort o f chesty family 360/1 

Freedom 
The greatest thing in life is doing everything you want to do 413 
do what I wanted 463 
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Appendix 14 Ethical approval phase 2 

NHS 
CPW/hph 
10 Novwnbef 2004 

Miss V«ron»a25h! 
M-PhiWh-DStuetent 
Sc^ooi of Heattt Professions 
Univefsity of Southampton 
Highfield 
Southampton 
S017 18J 

SOUTHAMPTON & SOUTH WEST HAMPSHIRE 
LOCAL RESEARCH ETHICS COMMITTEES 

l " Floor. R«g«nti P** Swg«y 
Pmfk S w t , SWrlsy 

swahenpum 
S01$4«U 

Tet 02330362466 
02380383462 

fax: OZ3 803$4110 

6«fl*ntl EnquiriM: 
AppKulion «ubmk*lo«»@9p-iR203.nh*.W( 

Dear Miss ZiW. 

W Ml titia of study: Patimt perapucilvas In COPD: occupatton^ participation and pulmonary 
rohaMltation 
RBC T^tr«nc9 numbmz 04/Q1702/103 
Protocol nuwbw: 1 

Thank you for your l«ter of 05 November 2004, responding to the Committee's request for further 
irrformation on the above research. 

The further informatiari has been considered on b ^ l f of the CommtSee by the Vtce-Chakman. 
Edward Carter. 

Confirmation of ettttcai opinion 

On behalf of the Committee, t w ) pleased to confirm a ^ o w a b l e ethical opWon for the ^)ove 
research on the basis described in the application form, protocol w d supporting documentartioa 

The favourable opinion a f^ ies to the research sites fisted on »ie attached sheet Confinnation of 
approval for other sites listed in the appfication will be issued as soon as local assessors have 
confkmed that they have no objection. 

Conditions of approval 

The tavourable opinion is given provided that you comply with the conditions set out in the attached 
docum«it You are advised to study ttie corxfiiions c a r ^ l y . 

Approved documents 

The final list of documeNs reviewed and approved by the Commitfee is as follows; 

Document Type; AppKcation 
Version: 
Dated; 06«»«2004 
Date Received: 08/09/2004 

Document Type: Investigator CV 
version: for Miss V Zhil 
Dated; 31/08/2004 

An commine* to H»mpshir« and We of Wight Stntcgic Authority 

268 



Date Received: 08/OSW1004 

Document Jypv. Investigator CV 
Version; for Dr K McPhersoo 
Dated: 31/08/2004 
Date Received: 08/09/2004 

Document Type; investigator CV 
Version; for Dr A Bruton 
Dated; 31/08/2004 
Date Received; 08/09/2004 

Document Type: Investigator CV 
Vetsioo;fofOrCEas-HiB 
Dated; Oa0iy2004 
Date Received: 08/09/2004 

Document Type; ProtooS 
Version: 1 
Dated: 31^8/2004 
Date Received; 08«)9fi2004 

Document Type: Covewig Letter 
Version; 
Dated: 0wai2004 
Date Received; 08/09/2004 

Document Type; Summary/SyrK)psis 
Version; 1 
Dated: 31/08/2004 
Date Recoved; 08/09/2004 

Document Type: Peer Review 
Version: 
Dated: 25/08/2004 
Date Rec«ved: 08/09/2004 

Document Type: C<*wmsation Airangements 
Version; 
Dated; IGm/2004 
Date Received; OMW2004 

Document Type; Interwew Schedules/Topic Guides 
Version; 1 - Interview Schedule for Patient lnter«ew One 
Dated: 31W2004 
Date Rec^ved; 08m/2004 

Docunrtent Type: lnfer\rtew SchedWes/Topk Guides 
Version; 1 - Interview Sciwdule for Patient WenAew Two 
Dated: 31/080004 
Date Received: 08/090004 

Document Type; Copy of Questionnaire 
Version; Rand SF36 - Item Health Survey 
Dated: 08/09f2004 

An «(Mw>y to Hampshire and We of VWght Stmegk. H«*t* Authority 
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Date Received: 08/09/2004 

Document Type; Copy of Ques6onn«re 
Verrion; S t Geofgee Respiratory Questionnaire (SGRQ) 
Dated: 08/09^004 
Date Received: 08W9Q004 

DocumwaType: Copy of Qgestkxinaite 
Versiofl: Canadian Occupatiorval Peffoonanee Measure 
Dated: 01/01/1994 
Date Received: 08/09/2004 

Document Type: Liters Invitation to Participants 
Version: 1 
Dated: 31/08/2004 
Date Received: 08/09'2004 

Document Type: GP/Coosu«ant tnfbfmation Sheets 
Version; 1 
Dated; 31/08C004 
Date Received; 08«5a2004 

Document Type; Participant WormaUon Sheet 
Version: 2 - Interwew + Rejrfy Sip (Oxford) 
Dated: 01/10/2004 
Date Received; 08/11/2004 

Document Type; Participant Information Sheet 
Version: 2 - Interview + Re(% Slip (Southampton) 
Dated: 01/102004 
Date Received: 08/11/2004 

Document Type; Partic^nt Information Sheet 
Version: 1 - Focus Group 
Dated; 01/1W2004 
Date Received; 08/11/2004 

Document Type: Participant Consent Form 
Version: 1 - Focus Grotg) 
Dated: 01/1W2004 
Date Received; 08/11/2004 

DocumW Type: Participant Consent Form 
Version; 2 - interviews 
Dated: 01/10/2004 
Date Receved: 06/11/2004 

Document Type: Response to Request for Further Information 
Version; 
Dated; 05/11/2004 
Date Received; 08/11/2004 

Document Type: Other 
Version: Letter from Denise Gibson 
Dated; 23A)B/2004 

An advisory commltwe to HampAire *nd lite of Wight Strategic Hwlth Authority 
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Date Racaived: 08/09^2004 

Documeol T ^ : OB>er 
Version; Letter from Or M Hardinge 
Dated; 01/07/2004 
Date Recwvad: 08/09/2004 

ManagwiMfrt approval 

If you are th« p r i n c ^ investisator for the lead site: You should obtain final managetnem anvovai 
from your host organisation before commencing this rese^ch. 

The #wdy ^ m d d not commence at any other site unta the local PnncipW InvesSgjttor has obtained 
fmal management approval fram the relevant host organisation. 

AS researchers and research colaborators who wW be p@rtlclp«tir*g in the research must obtain 
managemeril :sNPproval fK*n the relevart host organisation before comrnendt^ 
procediaes. M w e a subs t anW contract is not held vWA the host organisation, it nwy be necessary 
for an honorary contrart to be issued before approvid for the research can t»e jpven. 

Notification of other bodies 

We shaS notSy the reseweh sponsor, Southam^on University Hospitals NHS Trust that the study has 
afavourabJe AWcal opirtion. 

Statement vX compliance (from 1 May 2004) 

The Cornmittee is corwfitoted h accordance viith Ihe Governance A r r a ^ ^ 
Comridttees {Jirfy 2001) and cof f^ ies fully the StiwKtard Operating P r o ^ 
Ethics Committees in ttve UK. 

I rec rtfwane* number 04/Q1702/103 Pl*### quof this number on ## corrsspoiKlencs 

Yours sincerWy. 

vf MrsCMrWMgbt 
^ LREC Manager 

Endosures, 

Starxlaid af^proyal oandHlons fSL-ACI orSL-ACZl 

l&fofabpromxfa&es 

An advisocy tommltte* to HwnpjWf* *nd bit of Wight Strategic Htaith Authority 
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Appendix 15 Ethical approval amendment phase 2 

SL32 FRNVOUMM* OPWOM <RF MNWMDMAFIT 
V#WOA 3. 200$ 

STA/hph 

05 April 2006 

NHS 
SOUTHAMPTON & SOUTH WEST HAMPSHIRE 

RESEARCH ETHICS COMMITTEES (A) 
1" Floor. Resentt P#ik Surjefy 

P»i* Street, ShWey 
southamfhoo 

K»inpfhife 
S0164RJ 

Mrs Veronika Mefhuish-WiHiams 
M.PhiW»h.D Student 
University of Southampton 
Sdiool of Health Professions and Rehabilitation Sdenoes 
Highfi«ld 
Southampton 
S017 18J 

T«J: 023 8036 2<66 
023 8036 3«2 

Fmc 023 8036 4t 10 

Email; GM.EJhio-au,SW»«eCA®r>ht,r>et 

Dear Mrs Methuish-Williams 

Study title: 

REC reference: 

Patient perspectives in COPD: occupeKorwiI participation 
and pulmonary rehabilitation 
04/Q1702/103 

Amendment number: Amendment 1 
Amendment date: 02 March 200$ 

The at>ove amerxlment was renewed at the meeting of the Sub-Committee of the Research Ethics 
Committee held on 4 April 2006, 

Ethical opinion 

y The members of the Committee present gave a favourable ethical <^'nion of the amendment on the 
basis described in the notice of amendment form and supporting documentation. 

Approved documents 

TTie documents reviewed and approved at the n^eeting were: 

Document V#sion Date. . 

Covering Letter 05 March 2006 

Interview Sctiedules/Topic 
Guides 

2 06 March 2006 

Letter of invitation to participant 2 06 March 2006 

Notice of Substantial 
Amendmsftt (rxwvCnMPs) 

Amendment 1 02 March 2006 

Participant Consent Form 1 06 March 2006 

Participant Information Sheet 1 06 March 2006 

Protocol 3 06 March 2006 

An advistxy committee to Kampjhije and of Wight Strategic Health Authority 
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vxtteoiJawiOOS 

Mwnb«r«h3p of th« Committee 

t b . m w d , « . o , W E m k . C o m m a ! w ^ w . m p c M W , . , * . m w h 9 m « ^ 

sheet 

Rasearch governance approval 

approved of (he research. 

Statem«nt of compliance 

Ethics Commiaees in the UK. 

fM«M702rt03: M ^ q w o ^ d d a m m A ^ o n a m c o w M p o m d w ^ - . -

Yours swcef«»y 

Mrs Sharon Atwill 
Actins Committee Co-ordinator 

Emai; GM,E.hio-au.SWHRECA®nhs.net 

Copy to: Dr Peter Hooper 
University of Southampton 

who subfTtittocf writt&t cofnny^nts 

Southampton & South We«t Hampshire REC (A) 
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Appendix 16 R & D approval phase 2 

Oxford Radcliffe Hospitals 
NHS Trust 

NHS 

JM/JS/4669 Ffom W M«dlc«I Difsctor 
Dr James Moms. FBCPMh 

KfissVeronikaZihl c/o RSD Offiw. Manor h<h«» 
MJhiL/Ph.D. Student The John Raddifft Hospital 
University of Southampton Me«ilcy W*y, Hejdinjton 
School of Healfti ProfesMoxvs Oxford 0X3 9D2 

hig^eid tek (01865) 222672 
Southampton Fa* (01865) 222699 
S017IBJ Email: jytie.shankiandftofh^hs.td( 

Dear Miss Zihl 16 November 2004 

R e 4669 - Patient perspectives in COPD: occupational participation and pulmonary 
rehabilitation 
04/QI605/s4 

I can confirm that the Oxford RaddiJtfe Hospitals NHS Trust will provide management 
approval for the above study, as described in your application to the Research Ethics 
Committee. This corvfinmtion is dependent on the formal approval of Ae Research Elhics 
Committee, 

This letter also confirms that indemnity vkill be provided by the Trust for the above study, 
according to d>e information you have provided wtdun the application form. This 
confirmation is also subject to the formal approval of the Research Ethics Committee and on 
the understanding that you have a contract of employment with ftus Trust, 

Tmst management approval is ongoing and dependent upon conviction of satisfactory 
annual reports when requested by the Trust 

I wish you e\'ery success with the study. 

Yours smcerelv. 

imjjmsrracpath 
i i ^ Director 

Oxford RjdcWfe Hospitals NHS Trust' 

276 



Appendix 17 Confirmation of sponsorship phase 2 

University 
of Southampton 

Support OffKc 

Or Peter Hooptr. Oiftaor 

University of SojthajT^ton 

SO!7 United Kif»gd<Kin 

% "44 (0)2) mm k7z 
f« 4̂4 {0)23 805? 8471 
emiil tfvfô rio-&0'ton.ac.uk 

Tet: (023) 8059 469$ 

E mail: info'S?t«>.50ton.ac .uk 

Rcfcrcnce: pw'h/aWl 6/1/2314 

S* November 2004 

Vcrooika Zihl 
Postgraduate Stu<fcnt 
School of Health Professions and 
Rebsbilhalion Scicnccs 
University of Southampton 
Highficid 

Southampton SO 17 IBJ 

Deaf Veroflika 

Proj«l Tilit: Patkot ptrepccfivcs in COPD: occopalioiutl purtidpafion and pnlraonao' 
rehabiHtatioa. 
I am writing to confirm that the University of Southampton is prepared to act as sponsor for this study 
under the terms of the Department of Hc^th Research Gov ernance Framevk'ork for Hcahh and Social 
Care. 

The University of Southampton fulfiis the role of research sponsor in ensuring management, monitoring 
and reporting arrangements for research 

E understand that you will be acting as the Principal Investigator responsible for the dai^ management 
for this study, and that you will be providing regular repwts on the progress of the study to the School 
on this basis. 

1 would like to take this opportunity to remind you of your responsibilities under the tenns of the 
Research Governance Framework for researchers, principal investigators and research sponsors and 
these are included with this letter fwyour reference. 

Please do not besiiote to contact me should you require any additional information or support Mav I 
also lake this opportunity to wish you every success with your research. 

Yours sincerely 

Dr Peter Hooper 
Director 
Research Support OflSte 

Erne 

File 
Rofli McFadŷ en 
Dt Katb M c F h o s o n 
Dr Anne Bruton 
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Appendix 18 Indemnity phase 2 

I C L « I Memorandum 

From: RuthMcFa^'eti To: Veronica 2Sh] 

Ext; 22417 Dept: School of Health Professions and 
Rehabilitatioii Sciences 

E-raaU: hnn@»>tCM)JBC.uk D»te: 25 August 2004 

Refcreoce: CLNTRL/HRM/GFT 

ProfesdoDil lodemnit}- Inntraace 

Project No: TBA 

COPD «Ad Occapstioiud Partid^tion bt Poimoaaiy ReiuibtHtstioii 

Thank you for f<x\v3niing Oie con^k^xl fajsurai^ 

Having taken note of the infomnstkm provided, I can coafinn that dm projcct will be covered 
under the tents aod conditions of the above polity, subject tpjwritten consent bring obtained 
fitra the partidpating vohmteets aiKl the projea itxdving 

Please ibrwani a copy of the Ethics Committee iqiproval letter as soon as it is to hand to 
complete the insurance plaoemem. Receipt of the letter will activate the insurance and the 
prcgeict may not commence ixior to (his. 

RuA McFadyen 
Insurance Services Man;^;er 
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Appendix 19 Invitation letter PR group 

school of hcufth and rfkabikwtion University 
Southampton nrotesor RoKftr H«*d of School 

Ut*nnicf ol Soadamfxan tw *44 {l%23 *%* 214% 
hitfimd f=*)f»44 {1̂23 8059 5301 
So<«h>nt(jccio Wibwww^KhfxMcoiUKJjk/sten/ 
sotr iBj 
unkwkhgdom 

Invttstion letter 

You are hvftod to take pat in this research study, Wikh k b^ng carried out 

by Vemnika MeitUiish-V f̂iUianra. PhD student at ttie University of 

Southampton. 

The research project aims to imd out wftich actMties m daily life people living 

with chrortic lung disease find importai^ and VHb be taking place from January 

2005 to August 2006. 

The respimtory department staff has sent you this letter and information 

because we are approaching everyone who has a chronic king problem. 

Thank you very much for taking the time to read this tetter arKi infbnnatkxi 
leafleL 

VeronSca Mehuish-WilBams 

RiD student 

VZ/ptinvit/ver.l/August 2004/feCno. (W/Q1702/103 

Occupational T^a-apy PhjrbocSeripy fbdmuy 
in % rcMBWCh led kKmrdbdpNmmnr Wfirofwwi'K 
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Appendix 20 Information leaflet PR group 

SthoW of Hf and S(#fncc$ University 
of Southampton pwBwRog«fBfi#«.HWofsdKX)i 

UmhvWcycfS«XKh*mpM>A T«l •44(0)23 $05^21 
Fax ̂ < 0 ) 2 3 8059 530) 

Sotfdhvnptorv Web wmwohpiaocMWCjukWipM/ 
soirm 
united kingdom 

Infonnation kwAet - interview 

AetMti*9 ht Chronk Lung [H»ms» (nfjio. 04/Q1702/103) 

You are being inwted to lake part in this research study, wWch is being carried 

out by Vefonka Melhutsh-WMiams. PhD student at the University of 

Soutttartptoa Before you dedde to t ^ part it is important you uixJeratarxf 

why the research is beii% done and What % wRI involve. Piease take time to 

read the following information carefiifly and discuss it with your farnWy. friends 

or health care imfessionals if you «vish. Do ask us if there is anything that is 

notdearorif you would Ike more information about the study. Thank you for 

t ^ n g the tkne in reading this. 

The research project wiB take place from January 2005 to /Wgus* 2006 wd 

aims to find out which activities are important to peof^ Bving king 

problems. 

What Is the purpoc* of the study? 
V\fe are keen to understand pe<^ie's own views on what a is Ike to have a 

chror^ lung disease and what things are knpoitant We are particularly 

interested in wfdch activities are importmtt to people with lung disease. At 

present, very little research has been carried out m this sW))ect area and it 

woWd be very helpful to health care professionals to have a better 

understarxiing of their patients' needs so they can deliver better care. 

Why have I been dhoeen? 

You have t>een serrt this inforrrtation leaflet by the chest dink: in Oxford 

because we me currently apfxoacNng al patients who are on the waiting Bst 

for a puhnonary r^iabifitatkm programme. 

VZ^ptinfb/ver.2/October 2004/oxfrefjio. OVQl 702/103 

Oc<tip»do«al Therapy Ptyaiotfwapy PcM&«ry 
b 1 rm«ftrch ltd kiwrdbĉ i&wy emifonm#n% 
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Do I h#v# to taktt part? 

Itsentireiy uptoycHJtodecicfe whetherorn<^you if 

you decide to take part in this «Wdy. you would be given this information sheet 

to keep and be astod to sign a consent form, tf you dedde not to take part m 

this study, thb w0 not affect your futim care or disadvantage you in any way. 

You may vnthdraw from the j^jdy at any time without having to give any 

reason for this. VWthdrawal wl not a f f ^ fuh»» treatrneot or the standari 

care in any way. 

What would happen to me If I tak» part? 
The study woukj involve the researcher, Verontka Me#iuish4A^ams. asking 

you to take part in two interviews iastbig about 30 m i n t ^ to one hour. 

However, if this is too k>ng for you to talk then the interview can be scheduled 

for a d>orter tinw. The researcher wM stop inHne(fiaisly if you are 

experieixing any problen» with conSruiir^ the interview. The first inters 

will take part t>^ore you start your pulmonary rehabiitation programme, the 

2^ htenriow when you have fwisbed the programrne. She wooW also ask you 

to complete a short questionnaire about your health, wtvwh wmuld take about 

5-10 minutes. She would ask your permissfon to access your medical records 

to find out ̂ XHit your previous breathing tests and liKig investigations. She 

would either visit you at horne or ma)!» arrangements to see you in a quiet 

room at the hospital. v^Khever you prefer. The conversation woukl be t a ^ 

recorded wiAyow agreement, so th«A she does not have to take notes while 

you are talking ar>d can Bsten to the tape again later on. 

Would my taWng part in thW study be kept confidential? 
AM information about you wouki be kept in strictest confktence and your name 

wouki not be used in anyth^ written or presented about the research project 

This m^ns that you woukl r*ot be able to be identified. AB the infiormation 

ct^lected woukI be used sok9^ for this study. The tape recordhgs wouM be 

completely anonymous and confidential. AS t£9>es wot#d be stored in a safe, 

secure place and only used for this project 

What would happen to the results of the research study? 

VZ/ptjnfb/ver.2/October 2004/oxffreiioo. 04/Q1702/1CG 
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The nssute may be puWshed in relevant journals mkj presented at 

conferences; however none of Ae parBdpants' names woidd ̂ >pear on amy 

written nftaterial or be rnentk>ned during a preseritatkm. A sunwnary of the 

results would ateo be cfispiayed as a poster p<esentation at chest 
patients are abte to s e e the study resufts. The oittcomes of the research may 

also be presented at semirtars. where heaSh care profisssjonals woridng with 

people wtx> have breathing problems are present 

Who has r»vi«w*d the study? 

The study has been reviewed by the Southainpton & South VV%8t IHanipshm 

Local Research EtNcs CommAtee (ref. no. 04A31702/103), This research has 

also been reviewed by academic staff at the Umvemity of $outharr$^. 

If you would IS(e to take part in this study please contad me, Veronica 
KM)uish-W3Hams, either by phone or post the attached sTp to 
anat>ge a tkne for the interview conveniertt for you. You wN also be aliMe to 
ask any questions you may have. I would be very grateful if you could reply as 
soon as possible. 

If you have any immediate questions or wotddDke to discuss the study further, 

please do rwt hesitate to contact Veronika MeAuish-WMams at Ihe 

Postgraduate Department. University of Southampton, EkdMing 45. Hi#meld, 

Southampton S017IBJ, phone: (023) «K9 8921, e-mal 

V.Mu!:9)l@soton.ac.uk or one of the academic supervisors at the same 

address: 

Dr. Arme Bruton. phone: (023) 8059 5283, e-mail: £^7@soton.ac.uk 

Dr. Caroline ENs-HiB, phone: (023) 8059 5066. e-ma8: ceeh@sotcm.aauk 

Thank you vay much lor taking the tirrw to read this leafl^ Please keep this 
information sheet for future reference. 

V2yp«iiifc/vcr.2/Ociober 2i004/oxfiiefjK>. (MAJI702/103 
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ActMtios h Chronic Lxetg [Xseass - Ir^&view 

I am intsiested/ not interested* in tWdng part in this study and would Uce you 

to contact me at the Wowing address; Cptease delete as appropriate) 

nane: 

Address: 

Postcode: 

if you prefer being called by Veronika Methuiah-WHKatns: 

Telephone number (including area code): 

x 
Please retiwn in the prepaid envelope to 

Veronica Melhidsh-Wilams 
Postgaduade Department 
School ci Health Professions arid Rehabilitation Sdertces 
University of Southanyton 
Freepost (S0286) 
Ffighfield 
Southanpton 
S0171YN 

Ansnurtivety you can contact Veronika Meftiuish-WBtanw to annaf>ge a thne 

for the interview on 02380 598921 

V2/ptinfo^ver.2/Ociober 20<M/ox£'re£no. 04/Ql 702/103 
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Appendix 21 Invitation letter Breathe Easy individual interviews 

University 
of Southampton 

schoo) pfofettwi* and rf-habfutatww scicnce* 
Profcisor Roger Bnjjs, He»d cf School 

LUvarskyorSoudnmpcon TW +41 (0)23 8059 2142 
t-khWd Fax *44 (0)23 8QS»S30! 
Scudwnipwn Wtb vn«*jo»^ijotoiuK4*/ihprs/ 
s o i r i B } 
Unlttd KA^dom 

Invitation krttar 

You are invited to take part In tWa research study, whfch is tjeing carried out 
by Veronika Melhuish-WiBtams. PhD student at the University of 
Southampton. 

The researdiproiect aims to Ax) out wMch activities mdaBy^ 

with chroi*: hmg disease (COPD) find important and wlB be takmg place from 

April 2 0 0 6 t o O c t o b e ^ 2 0 0 6 . 

Your Breathe Easy group fas given you this letter and information leaflet 

because we are approadiing everyone who is part of this group. 

Thank you very much for taking the time to read this tetter and information 
leaflet 

Veronika MeDniish-Wiliams 

PhD student 

VMW/pci0vit/ver.2/March lOOWretjM. 04/Q1702/J03 

OocwpmdomlTh#mpy Phyxfodwrnpy Bodboy 
h « reteardi led intarfecipfinary 
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Appendix 22 Information leaflet Breathe Easy individual interviews 

sfhoo* of hfjilch juw* rrhabthmwi University 
Southampton Pro(morRot*rgr%{i.H«»dorSchoo( 

UrnhMAyofSoWnmpK* 1!el*44((92380S»2)42 
hiiwb«w ftk-m4<(^80s»s30l 
Souttafnpeoo VSto wi<rt»jolipjoeoiiac.uW«hp»i/ 
SOI7 iSj 
unk#d kingdom 

Information 

actmttos In Chronic Lung ofewwe (nfjto. 04/01702/103) 

You are being mvited to take part in this research study, which is being carried 

out by Veronika Melhuish-WiKams. PhD student at the Untversity of 

Southampton. Before you decide to tzdte part, it is Important you understand 

why the research is bdng done and what it wtl involve. Please take time to 

read the Mowmg information carefully and discuss it with your family. Mends 

or health care profes^onals ? you wish. Do ask us if there is anything that is 

not dear or if you wouki Hce more information about the study. Thank you for 

taking ttie line in reading ttiis. 

The research project wffl take ptace from April 2006 to October 2006 and aims 

to fmd out wfwdi activities are important to people living king prcAlems. 

What is the purpose of the study? 
We are keen to unders t^ p&opla's own views on what it is 11® to have a 

chronk; lung disease (COPD) arx! what things are lmp<xtant We are 

particularly mterested m whKh activities are important to people with lung 

disease. At present, very little research has been carried out in this sutyect 

area and it wouM be very helpfW to heWth care professionals to have a tietter 

urKjerstanding of their patients'needs so they can deSver better care. 

Why have I been chosen? 

You have been spven ttm infbrmatxjn leaflet by your Breathe Easy Group 

because we are cunendy approaching all peopte attending Breathe Easy 

Groups in your area. 

VMW/pdnfo^wI/Miirch 2006/brea^ easy indiv. interview/ tcCno. 04/Ql 702/103 

oeeufwoomlthtopj' phyjloch«mr pa&oy 
if» 1 research led hemrdbdp&wy enviroomiK 
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O o l h m t o W v p a r t ? 

K is entWy up to you to decide whether or you would l&e to take pait If 

you decide to take part in this study, you wouk) be given this information sheet 

to keep and be asked to si£Ki a c o n s ^ fbtm. If you decide not to take part in 

this study, this will not disadvantage you in any way. You may withdraw from 

the study at any tine wiflxxit having to give smy reason for this. 

VVhat would happen toim if 1 M s pait? 

The study woukJ involve the researcher. VeronBca Melhuish-WBSams. asking 

you to t ^ part in one intwview lasting about 30 ntinutes to one hour. 

However. iftNs is too long tor you to tak then the interview can be scheduled 

for a shorter time. The researcher wia stop imrhediate^ if you are 

experiencing any proMems with corttinuir>g the interview. She would also adc 

you tocornplete a short (fjes8ormaire about your health, which would take 

atKXJt 5-10 minutes. She would visit you at home to conduct the interview. 

The conversation wouM be tape recorded with your agreement, so that she 

does not have to t ^ notes while you are taikHig and can Bsten to the ( 

again later on. 

WfoiAi iny taMng psrt iri Mssfexly be kBptoanlkiMiCli^ 

All information about you woWd be kefAk strictest confidertoe by the 

researcher and your name wouM not be used in anything written or presented 

about the research prpiect This rneans th^ you woukl not be able to be 

idetiftffied. AB the mtomratxxi colected would be used solely for this study^ 

tape recordings woidd be completely ancmymousarxl confkWW. AS tapes 

would be stored in a safe, secure place and only used for this project 

vmatwouldh^:pentof»i8auiior«iti«mcha(uds^ 
The resute may be published in relevant journals and preswtod at 

conferences; however none of the participants* names would appear on any 

written material or be merdtoneddurkig a presentaOon. A summary of the 

results would also be di^teyed as a poster presentation at chest cfinfes, so 

VMW/f«iBfo/v«rl/Match 2006rt*saiJ)C easy indiv. interview/ icCoo. 04/QI702/103 
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oUw peofde with s » i t o corriitkm as yoore are able to 

The outeames of the research may aiso be presented at seminars, where 

health cam professionals wodmg wNh people who have IwBathing prd)#ems 

are present 

vmn hminviwmd fwakily? 

Research Bhics Committee (ref, no. 04/Q1702/103). This research has also 

been reviewed by academic staff ^ the University of Southampton. 

H" you wouki like to part in this study please coritact nie, Veror^ 

MeRiWsWAWams. ^ther by phone or via post usmg the attached reply sSp. 

You wll also be able to ask »iy quesOons you may have. 1 would be very 

grateftit if you couki reply witMn 10 days of receipt this letter. 

If you do rK)( wish to take part, you need do r>othing more. 

If you have any immediate questkxts or wouU like to discuss the study further, 

please do not hesitate to contact Veronika MeSiuish-Wffians at the 

Postgraduate Department University of S<*ithampton, Buikfiog 45. HtghfieM, 

Southampton S01718J, phone; (023) 8059 8921, e^na» 

V.MJahl@solon.ac.uk or one of the academic supervises at (he same 

address: 

Or. Anrw Bniton, phone: (023) 8059 5283, e-maM; ab7@soton.ac.uk 

Dr. Carofirw EBs-HiB, phone; (0Z3) 8059 5066. e-mail: c8eh@soton.ac.uk 

Thank you very much for taWng the time to read this l^flet Piease keep this 

infbrmatwn sheet for future reference. 

VMW/ptinfofSnerl/March 2006/brestfae easy indiv. interview/' refcno. 04/Q1702/i03 
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AcSv^s in ChfotA: IjMig CXseasa 

I am intBfBsted in taking part in this study and would Ike you to contact me at 

Ihe following address: 

Name; 

Address: 

Postcode: 

>f you i m f r being oAad fay V^MOiSai 1 ^ ^ 

Telephone nimAer (including area code): 

% 

Mease return in the prepaid envelope to 

Veronica Melhutsh-WBBams 
School of Health Prafessions and RehabNitalxxi Sciences 
Unhwrsity of Souttiampton 
Freepost (S0288) 
HighWd 
Southampton 
S0171YN 

AttHmttMly you can contact Veronica Melhuish-Wifliams (023) 80S9 8921 

VMW/ptinfb/vcrl/Marcii 2006/brcafce easy indiv. interview refjoo. 04/Q1702/103 
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Appendix 23 Interview schedule phase 2 

The participant will be asked about the activities he/she still carries out, what aspects of 

these are important with particular focus on outdoor activities. However the participant 

will be given the opportunity to talk about issues important to him/her. Specific 

questions will be used to lead to interview back onto the subject of occupational 

participation/ activity in case the topic changes. 

Specific questions/ prompts: 

1. Tell me how your condition affects you on a daily basis? 

2. What does a normal day for you look like? 

3. What activities do you engage in? 

4. How does your condition affect these activities? 

5. What is it that is important to you about these activities? 

6. What do you enjoy about taking part/ engaging in these activities? 

7. How does it make you feel being able (or being unable) to take part/ carry out 

these activities? 

Participants will be thanked for their time. 
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Appendix 24 Example of revised interview schedule phase 2 

Revised interview schedule: 

1. Tell me how your condition affects you on a daily basis? 

2. What does a normal day for you look like? 

3. What activities do you engage in? 

4. How does your condition affect these activities? 

5. What is it that is important to you about these activities? 

6. What do you enjoy about taking part/ engaging in these activities? 

7. How does it make you feel being able (or being unable) to take part/ carry out 

these activities? 

8. Can you tell me more about the activities you are involved in indoors and 

outdoors? 

9. How do these different activities indoors and outdoors make you feel? 

10. Other people I have spoken to have talked about fresh air, how do you feel about 

fresh air? 
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Appendix 25 Interview schedule sub group post PR 

Questions/ prompts post PR interview: 

1. How are you feeling at the moment 

2. How does COPD affect you since you have taken part in the rehabilitation 

programme? 

3. What has changed since last time I spoke to you? 

4. Which particular aspects of the rehabilitation programme did you find helpful/ 

not so helpful? 

5. How do you know feel about taking part in activities/ going out/ walking? 
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Appendix 26 Consent form PR group 

University 
of Southampton 

school heal* and !wwb*ta%ion scwmcm 
Pro(«Jc r J Smmood i , H«a«J o f School 

Univeniey of Souchampcon 
hghwd 
Souchainpcsn 
SOI7I8I 
Uoitod Kkigdonj 

ty+44to23aas92i-« 
AdrnkiioM +44 (0)Z3 8059 5260 
fa*+44 (0)2J 8059 5301 
Emja (Otp»dm@KXonjc.uk 
wavwwaohpaooxijkjukaohp/ 

Consent Form 

lotervkm 

Activities in Chronic Lung Disease (ref.HO 04/QI702/I03) 

Partldpant no; 
Name of researdier: VerooikaZih! 

neasemitial box 

I confirm that I have read aid undef«i«nd the information 
sheet (dated October 2004, version 2) for the above studv- and 
h i w had the opponunilj- to ast questions. 

I undetstand thsi participation is votontan- and that I am 
free 10 wthdrjw at any time, without giving any reason, 
without m> medical care or legal rights bcir% affected. 

Yes No 

o o 

o o 

3. I wdaaand thai sections of any of i w medical notes mz) be 
looked al bj- responsible individuals from the Univrnit} of 
Southampton or from regjilaiory authorities where it is 
relevant to nj>- talking part in research. S give permission for 
these individuals to ha\-e access to tm records. 

4. I agree &at all intervie*^ will be t:q)c recorded Ibrtheuseof 
da taanahw the tapes %ill be storW sectirdv in line w f t the 
trust's and Univerat>'"s data protection policies 

5. I agree that a% *x)nls I ma)' say duri% the interview? and 
observ ations can be used, anonymoustv'. in die prcscmaoon 
and publication of the research. 

6. I agree to lake part in the abo*-® stud)-. 

o o 

O [ ] 

o o 

• • 

Name of Pamdpant Signature Date 

Name of Reseaaxher Signatace Date 

VZJcxxaeM. ptVvcr.2/0ctcbcr 2004/ ref no. 04/01702/103 

Occupiooral Therapy MiyxkxNfzpy Pexfcwy 
in» rwcwreh W IfittrdiKipSnwyww r̂ontntnt 
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Appendix 27 Example of field notes phase 2 

Field notes participant 16. 

Surroundings: 

Two fans are in use in the living room. Patio doors are fully opened (it is a hot summer 

d a ^ 

Issues: 

Fresh air has come up again as opening airways. Spends most time indoors but always 

has windows open and a fan switched on. Feels she can't breathe with windows shut. 

Being able to work on an occasional basis very important. Feels being needed/ being 

wanted/ ?part of life. Also 'on move' . Indoor activities: watching news (likes to know 

what is going on in the world), internet (email: friends and family/ finding out about 

COPD). Feels too poorly at present to take part in exercise. 

Explore further in next interview: influence of fresh air indoors and outdoors, being 

outdoors as a way of moving, work: purpose/ meaning/ role/ relationships with other, 

How does spending time outdoors make you feel. 
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Appendix 28 Canadian Occupational Performance Measure 

CANADIAN 
OCCUPATIONAL 
PERFORMANCE 

MEASURE 
second mmon 

auihor*: 
Mary Usyf, S u e BapS»te, Ann® C o n w o H , 

M o r y Ann McColL Helen® Polota jko, N o n c y Pollock 

Th* Canactkin OccvpoHoool Perfbrmonce M m a i w {COPMJ !» a n 
Indlvidixsllzed measure designed for usm by occupalionol therapl»>» to 

detect »el^perceived change In occupaHoool per formance problem* o v w «me. 

Client Name: 

Age: Gender: I0#: 

Respondent {if not client:) 

Date of Assessment : Planned Date of 
Reassessment: 

Date of Reassessment 

Therapist: 

Facility/Agency: 

Program: 

PuWijhed b y CAOT P u b l l w i k M ACE 

•.»rjriT9-v 

> M. Uw, S. A. CMweH. MJk. McCoD. H. PoUiMjko. N. Mock. 199* 
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STEP 1: 
l o e n v k a t x l n of occupational performankx issues 

«%**. #bow*dd̂ »edda** i*odoe*d̂ *md&d**& jvwcg*** 
w wwxify dwty wikh *i#y m m##d i* d» or ## mp#ct«d t# d* 
bymooiMgingdimmtothWcmbouratypWdmy. Than #»!( Aa cCecu w iaentify 
wweh *f **# ** #mk*a kf ll*m w d» a»* w w r wtwecikm. 
M#oonl *#«# #e**y proWmf In Swp* 1A. IB. of 1C. 

step 2: 
rat inq 
mportance 

u#!ngih##**#ig 
c»ml|wvkw. mk 

on* #8*1 of 11* 

of wch mcWty. 
puk»(h#f#k**ln 

boxm* In $*p« 1*, 
IB. wIC . 

s7ep1a: sekcrnw 

pw«b«<c*« 
(e.g.. drmwln*, kwhlme. 
i«#dimg, hygw,) 

pwmetwwimowky 
imdoof. owdqcf) 

commwni* m»n#9wm 
w*, trmmpwiwioo. 
chopping. 

iwportance 

IB: Productivity 

wwnpwwo* 
l*.9̂  bndho/k**plng 

fkwwho&l 

wumdfy. welikigl 

m»yf*ch*ol 
pl#y ̂ da*, 

hOMWMKW 
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1 C ; L e i s u r e 

CW#t Roeraadon 
le.g.. hobbies, 
crafts, reading) 

Aetiv* Recreation 
(e.g.. spofss, 
outings, travel) 

sociagzaden 
i« .g„ visiting, 
phona calls, parties, 
correspondence) 

IMPORTANCE 

S T E P S 3 & 4 : S C O R I N G - INITIAL A S S E S S M E N T a n d R E A S S E S S M E N T 

Confirm with ike cSen: the 5 most important problems and record them below. Using the scoring cards, ask the 
client to rate each probiem on performance ar>d satisfaction, then calculate the total scores . Total scores are 
ca to t a t ed by addirvg together the performance or satisfaction scores for all problems and dividirvg by the number 
of problems. At reassessment , she client scores each problem again for performance and satisfaction. Calculate 
the nevif scores and the chartge score. 

Initial A s s e s s m e n t : 

OCCUPATIONAL PERFORMANCE 
PROBLEMS: 

pjjtfOftwANce 1 SATSFACTIOM 5 

2 . 

3. 

4 . 

5. 

R e a s s e s s m e n t : 

raRfORMANCE I SATJSFACDON J 

S C O R I N G - . 

Total 
Score 

Tots! performance 
Of satisfaction 
scores 

f of problems 

PtreeOSMANCE 
SCORE t kow 1 scow 2 : 

/ / 

J ! L 

CHANGE IN PERFORMANCE m PerfOfmanc* Score 2 

CHANGE XN SATISFACTION - Scofc 2 

P«ffofmanc« Score 1 I 

Sad%f#c(*on Score 1 # 
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Appendix 29 Consent form Breathe Easy individual interviews 

University 
of Southampton i>rafoKrRoi«-Bria«.H«>dorsd>ooi 

U i * i » r t l q f o f S o u t h a n J p o o B T * I * 4 4 ( 0 ) Z ) @ 0 $ $ 2 I 4 I 

H l f W W k t F i x - M 4 ( 0 ) 1 3 8 0 S 9 S 3 0 I 

S o c d a r a p t o n 

soi7 iq 
united kintdom 

Consent Form 

Interviews 

Activities in Chronic Lung Disease (t^.no 04/Ql702/103) 

Participant no; 
Name of researcher VeroDika Melhui^-Williams 

1. I coofifm that I h@ve read and mdentand the Wbnna6on 
sheet (dated March 2006, version 1) fca the above study and 
have had the opportunity to ask questions. 

Pieaie initia] box Yes No 

• • 

2. I understand to my {wrtidptttioa is volmtary and ftst lam 
fixe to withdraw at any time, \vitbova gjnring any 
without my medical care or legal ri^its being affected. 

o o 

3. I agree that aU interviews will be isfie recorded for the use of 
data analyse; the tqpes will be stored securely in line with the ) | j j 
mjst's and University's data jmtection policies 

4. 1 agree that any words Itnay say during the iriterviews and I 1 f | 
observations can be used, anonymously, in the preservation — — 
and publication of the research. 

5. I agree to take part in the above study. | [ 

Nmne of Paitidpant Signature Date 

Nacneof Researchcr Signature Date 

VMW/co«isent breathe easy individual itrterview»/vw.l/M»fch 06/ refjw. (WQ1702/103 

O c c u p a b o n a l T K w a p y M y d o d w n p y P o c f i a t o y 

i n » r c s c a r c h l e d a 
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Appendix 30 Example of Memo writing phase 2 

Excerpt from memo 'Fresh Air' 

The issue of fresh air appears particularly interesting as these participants have a 
respiratory condition and all experience breathlessness to some extent. Hence what we 
breathe, air, becomes very important to this patient group. The way fi-esh air is talked 
about indicates that it is perceived to be beneficial to peoples' breathing and generates 
contrasting feelings and perceptions to breathlessness. Breathlessness is often associated 
with panic and anxiety (also dying, see literature), whereas fresh air is associated with 
adjectives such as relaxing, peaceful and easing panic. Participants experiencing 
breathlessness also talk about a 'tight chest' whereas fresh air seems to be easing this 
tightness as Mr Fuller explains: '1 don't know, it's ehm, it's just, you know [takes deep 
breaths] you don't get it straight away but after two or three minutes you, oh that's better 
and you can feel the tightness and the palpitations easing away from you I suppose, 
getting your breath back'. Airways are perceived to be opening up with walking in the 
fresh air as Mrs Cooper explains: 'the best part of walking is you definitely feel as if it's 
opened up a bit inside I can och, you know and it's the fresh air that the fresh air that 
definitely'. 

Some participants talk about the temperature as having an effect on their breathing. This 
is related to seasonal temperature changes, i.e. most participants prefer the cooler, time 
of the year to the muggy weather in the summer. This is very interesting to note as 
people with COPD typically experience exacerbations of their condition during the 
winter months due to infections and colds. However the people interviewed here 
associated winter with &esh air and the ability to breathe easier. The word 'fresh air' 
itself indicates that participants prefer the cool fresh air compared to warm air. See 
literature for effect of air temperature on airways/ breathing. 

Mrs Hiscock talks about not getting enough fresh air when she is feeling bad: 'I like the 
fresh air, it seems sometimes, when it's bad, I can't get enough of the fresh air'. 
Although she felt unable to say what it is that she found beneficial about firesh air (she 
wasn't very talkative anyway) she kept referring to needing fresh air when feeling bad 
(with her breathing) and she would stand next to the open back door to get more fresh 
air. 

It appears that the main issue about being outdoors is related to fresh air as this theme is 
repeatedly identified throughout interviews and is talked about by participants in 
connection with exercise/physical activity; nature; relieving breathlessness. Symptoms 
associated with breathlessness such as panic and anxiety appear to be relieved or at least 
lessened with fresh air. 

People with respiratory conditions such as TB used to be cared for outside in 'open air' 
hospitals, these days patients with TB are treated in negative pressure air flow rooms 
and it is difficult for patients to leave their room and go outside. Although the data 
clearly show that participants (even those with severe COPD) have a need to spend time 
outdoors and perceive spending time outdoors as beneficial to their breathing, patients 
are not necessarily encouraged to spend time outdoors, (look at literature) 
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Appendix 31 Example of open codes in NVivo phase 2 

Code FRESH AIR 

Document 'Mr Campbell', 2 passages, 493 characters. 

Section 0, Paragraph 9 ,311 characters. 

I've been fishing for years, rest, sit there, put the world to right, I used to have a mate, 
he had emphysema as well, he died just before Christmas, used to go fishing, sit there, 
put the world to right, catch a few fish, if you didn't catch any fish, it didn't matter sat 
there, in the sunshine and fresh air 

Section 0, Paragraphs 10-11, 182 characters. 

VZ: Do you enjoy being outdoors? 
Mr Campbell: Yeah, well I did, half my life I worked down in a coalmine, so when 
we're out you love the fresh air, you don't stop indoors very often 

Document 'Mr Fuller Oxf l ' , 6 passages, 2100 characters. 

Section 0, Paragraphs 25-26, 69 characters. 

VZ: What did you enjoy about playing golf? 

Mr Fuller: The fresh air. 

Section 0, Paragraphs 39-40, 79 characters. 

VZ: What do you enjoy about being outside? 
Mr Fuller: Exercise, fresh air, yeah 
Section 0, Paragraph 42, 328 characters. 

the last thing you want is waking up three or four times a night, can't breathe, and 1 sort 
of sit at the end of the bed, [breathes heavily] and then you know, sometimes you'd be 
able to settle but veiy often I'd go and stand in the garden at three o'clock in the 
morning, just to get of a breath of air, to improve my the air. 

Section 0, Paragraphs 43-44, 328 characters. 

VZ: What does the fresh air do to your breathing? 
Mr Fuller: [silence] I don' t know, it's ehm, it's just, you know [takes deep breaths] you 
don't get it straight away but after two or three minutes you, oh that 's better and you 
can feel the tightness and the palpitations easing away from you I suppose, getting your 
breath back 
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Section 0, Paragraph 44, 408 characters. 

but you can breathe all you like and as fast as you like but you're not getting the oxygen 
it's a fiightening, really frightening thing, and ehm, it relieves that, [breathes out] oh 
that's better and when you get nice fresh air into you, that's nice, I mean you don't get 
instant relief; but you can feel it it's just relaxing, and that whole I can't breathe feeling 
goes away, recedes a little bit you know. 

Section 0, Paragraphs 45-46, 888 characters. 

VZ: Are you getting any seasonal differences with your breathing? 
Mr Fuller: In the summer yeah, I find it more difficult in the summer you might find 
that hard to believe because everyone loves the you know, yes, I love the summer, I am 
a summer person, but I find it more difficult to breathe in the summer, whether the 
pollen count or all that affects you I don't know, or maybe it's because you haven't, 
sometimes you have got that still, hot, still air and everything seems stale, ehm, you 
know I love to feel, now, since I 've had COPD I love the feel of a breeze like today oh 
it's lovely I can stand in the garden, oh come on wind, cause it really does help you 
breathe, when it 's hot and of course, I 'm already feeling hot anyway and ah, we have a 
couple of fans going in the bedroom just to give me a little bit of a breeze, so yeah, I am 
getting there to prefer the winter time. 

Document 'Mr Gerrard', 2 passages, 324 characters. 

Section 0, Paragraphs 34-35, 205 characters. 

VZ: I have spoken to a few people now and some of them have said that being in the 
fresh air helps them breathe how does that apply to you? 
Mr Gerrard: yeah, it does, it does, we have the windows wide open 

Section 0, Paragraphs 36-37, 119 characters. 

VZ: How does the fresh air make you feel? 

Mr Gerrard: Make me feel? Good, very good, I could lay out there all day long 

Document 'Mr Kline', 1 passages, 406 characters. 

Section 0, Paragraphs 45-50, 406 characters. 

VZ; Do you like the fresh air? 
Mr Kline: Yeah 
VZ: does it help with the breathing at all? 
Mr Kline: [long pause] 
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VZ: does it make a difference? 
Mr Kline: Yeah, heavy air, when it 's humid it's gets, fresh air is nice, very cold, very 
extreme temperature, very cold, frost I can hardly breathe in that, it makes it tight on my 
chest and throat and when it 's very hot it puts pressure on my heart and things. 

Document 'Mr Shepherd', 1 passages, 158 characters. 

Section 0, Paragraphs 21-24, 158 characters. 

VZ: What would you say is more important to you spending time indoors or spending 
time outdoors? 
Mr Shepherd: Outside. 
VZ; Why is that? 
Mr Shepherd: Fresh Air 

Document 'Mr Sullivan Oxf l ' , 1 passages, 16 characters. 

Section 0, Paragraph 58, 16 characters. 

I like fresh air 

Document 'Mrs Cooper Oxf 1', 4 passages, 365 characters. 

Section 1, Paragraph 35, 38 characters. 

Well, I suppose it is fresh air mostly 
Section 1, Paragraph 35, 160 characters. 

the best part of walking is you definitely feel as if it 's opened up a bit inside I can och, 
you know and it 's the fresh air that the fresh air that definitely. 

Section 1, Paragraph 35, 104 characters. 

Roger and I and we walk along the seafiront and that, oh I love it, it's I suppose it's 
freedom in a way. 

Section 1, Paragraph 35, 63 characters. 

you feel there is nothing wrong that 's how it makes me feel mmh 

Document 'Mrs Hiscock Oxf l ' , 3 passages, 250 characters. 
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Section 0, Paragraph 55, 105 characters. 

And I sometimes come and stand out on the doorway, it feels that you can't take enough 
of it in, the air. 

Section 0, Paragraph 57, 98 characters. 

Yes, I like the fresh air, it seems sometimes, when it's bad, I can't get enough of the 
fresh air 

Section 0, Paragraph 59, 47 characters. 

it's just different. It's cooler, it's cooler 

Document 'Mrs Langdon OxG' , 1 passages, 190 characters. 

Section 0, Paragraph 28, 190 characters. 

but no, the fresh air is lovely, ehm and it's very good, I get headaches quite a lot so 
that's very good, ehm but I can sit in the garden wi th a glass o f wine to get some fresh 
air [laughs] 

Document 'Mrs McCullen', 1 passages, 425 characters. 

Section 0, Paragraphs 61-62, 425 characters. 

VZ : What do you like about the fresh air? 

Mrs McCullen: It helps me a lot. Breathing I'd say is a different thing to sitting indoors 
tiying to breathe it is completely different for us, it's like in my bedroom, two of the 
windows I have opened half way and I've got a little tiny one that sits on the side 
[points at fan] and it 's just the fact o f the air blowing on your face and it seems to when 
you breathe it in it helps. 
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Appendix 32 Overview of recruitment difficulties phase 2 

August 
2004 

Oxford and Southampton PR staff 
approached wi th regard to inclusion in 
study 

PR coordinators from both 
Trusts happy to take part 

November 
2004 

Ethical approval granted 

December 
2004 

Recruitment commenced at Oxford 
Radcliffe Hospitals Trust 

December 

2004 
PR programme at Southampton General 
Hospital cancelled due budgetary deficits 

February 
2005 

PR coordinators at Royal Berkshire 
Hospitals Trust, Lymington Hospital and 
Basingstoke approached as alternative PR 
centres 

PR staff from Royal 
Berkshire interested to be 
included in the study, 

March 
2005 

Ethical and R & D approval received to 
include Royal Berkshire Hospitals Trust 

Next PR programme to 
commence January 2006 
(delay due to geographical 
move of PR centre to main 
hospital site) 

December 
2005 

Phone call from PR coordinator at Royal 
Berkshire Hospitals Trust that PR had 
been cancelled due to lack of room 
resources at new hospital and programme 
w i l l not be continued until September 
2006 

Link established with PR 
coordinator at Portsmouth 
University Hospitals Trust 

January 
2006 

Ethical approval received to include 
Queen Alexandra Hospital (Portsmouth) 

February 
2006 

R & D approval delayed due to change in 
requirements: application to Criminal 
Records Bureau for enhanced disclosure 

Due to time constraints; 
Apr i l 2006 as cut o f f point 
for Portsmouth, alternative: 
include Breathe Easy groups 
in recruitment 

February 

2006 
Amendment to ethical committee to 
include Breathe Easy groups in 
recruitment 

.Apnl2006 Still awaiting R & D approval from 
Portsmouth R & D department, delay in 
CRB check 

Decision: to abandon 
Portsmouth as recruitment 
site and focus on Breathe 
Easy Groups 

April 2006 Amendment approved by ethical 
committee to include Breathe Easy 
Groups 

May 2006 Recruitment from Breathe Easy Groups 
commenced 

August 2006 Data collection 
completed 
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Appendix 33 Information leaflet Breathe Easy group interview 

University 
of Southampton ProhaorRaprBagkHmd 

UnlvtnicjrofSowhampcan Td (0)23 805? 2)42 
H*iWd F»%*W(̂ a05»S3QI 
Soodwnpcoft VNWJ wwwjohpJOCorLscuk/sl̂prsy 
S017 1% 
Un!t»d KKitdom 

Information ieaffet 
Braafiw Easy Group Intarvkmr 

ActMtima in Chronic Umg Dbt»a*» (nfjto. 04/01703/103} 

You are being kivitod to take part in ttrfs research study, which is being carried 

out by VefMiika Mettt^sh-VVffi»ns, PhD student at the Univefsity of 

Southampton. Bekxe you deddek) Impart, it is knpwtarA you u 

why the research is being done and wAat it w9 involve. Please taice time to 

read the Wowing infoimartion carefuBy and discuss it with your family. Werxls 

w healA care ;M)kssionajs*you wish. Do ask us if therein 

not dear or if you wouU Nke more formation about the study. Thank you for 

taking the time in reading this. 

The research project viil tato {^ace from AprI 2CX)6 to October 2 0 ^ 

to find out which activities are Important to people living with lung problems. 

Wiat is th* purpose of (he study? 

We am keen to understarxl people's own views on what it is Hce to have a 

chromk lung disease and what things are impottant We are particularty 

interested ki which activities am krqaoftant to people with lung disease. At 

present very fittle research Im been canled out in this s u b ^ area and it 

wouki be very h^xfW to health care professicm^ to have a better 

understanding of their patients' needs so they can d^ver better cam. 

Why have I been chosen? 
You have been given this irrforniation leaflet by your Breathe Easy Grot^ 

because we are currently approaching al people attendmg Breathe Easy 

Groups in your area. 

VZ/pdnfb/vBrl/October 2004/brcathccasy/ retno. 04/Q1702/103 

O c c u p * b o m f T h * m p y A y x i o d w m p y P o t f a t r y 

hmrmmn* Wk«#dbdpamfy«(Mromm#K 
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Do I Kave to take part? 
It is ©ntireJy up to you to <tecide whether or rtot you 

you dedde to take part in this study, you wouM be given this îformation sheet 

to keep and be asked to sign a consent form. If you decide not to take part in 

this study, Ws vii! fKit affisct your future care or disadvantage you in any v i^ 

You maywithdrawfromthestudy ̂ any tirmvwihout having tog 

reason for this. Withdrawal wiB not affect future treatment or the standard of 

care in anyway. 

What wouid happen to me If I tiJce part? 
The ^udy wouM involve reseanSw, Veron&a Melhutsh-Wiliams, asking 

you to take piwt in a group interwiew with other peof^ who attend your 

Breathe Easy Group and are happy to take part in the study. The resewcher 

has (XBvkxisiy intenriewod people with breathbg problem 

(Aam her findings w # you arxltak to you fAout your experieoce of ywr 

bmalhing problems. The interview wil last about 30 minWes to one hour. 

However if this is too ter^ for you or you are experiencing any diffkxilties 

continuing with tt)e hrtervtew, you can wkhdraw from the study at any point 

The conversation wotdd be tape recorded with your agreemerrt, so that she 

does not have to take notes wNk you are talking and can listen to tfie tape 

agiwi later ort 

Wouki my taWng part In this atudy be kept confidentiiri? 
Mlnforma^on about you woWd be kept h strictest cwiMdenoe by the 

researcher and your none wouW not be used in anyAmg writtem or presented 

about the research project This means that you would not be abie to be 

kientified. All the information ctrflected wotdd be used solely fix this st 

tape recordings would tie contpiet^ anottymous and confkientiaL AH tapes 

woufci be stored in a safe, secure place and only used for this project 

Although confkfentiaSty cawwt be guaranteed for Informatkm, wt*h you 

might disdose dtmng the group intenriew, al particqaants are encouraged to 

keep aS informatran discfosed during the mterview confidential. 

VZ/pdnfb/verl/Octobcr 2004/bresthe easy/ ic£no. 04/Q1702/103 
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What would happen to the results of th* m*a»rch study? 
TT» results may be pubBshed In rriev«rt joumate and presetted 

conferences; howBver none of the partxapai^ 

written material or be mentioned during a presentation. A summary of the 

resulte wojW also be dtjq^ayed 8$ a poster presentafioo at chest cfirto. so ^ 

patients are able to see the study nwute. The outcomes of the research rnay 

also be presented at seminars, where health care fwofessionals worlwg writh 

people wtK> have bresthng problems are present 

Who has reviewed the study? 

The study has been rewewed by tt>e Southatiplon S South West HampsNre 

Locai Research Ethics Committee (ref. no. 04/Q1702/103). This research has 

aiso been reviewed by acadentic staff at the Univefsity of Southampton. 

If you wotdd lice to part in ttw stixJy please caitect ine, VenM^ 

MeBiuî vWIIianw, either by frfione or via post usBig 

You w81 also be ^>ie to ask any quesOons you may have. I would be very 

grateAil If yw could lefWy within 10 days of receipt of this letter. 

If you do not wish to take p» t you need do nottiing more. 

if you have any krenediate questions or wouM Ike to discuss the study further, 

please do rK)t he»tate to contact Veronica Mehuish-VSfitBarns at ttie 

Postgraduate Department, University of Southampton, Buiding 45, HighfieW, 

Southampton S0171BJ. f^wne: (023) 8059 8921. enroi 

V.MJZihi@soton.ac.uk or one of the academic supervisore at the same 

address: 

Dr. Anne Bruton, phone: (023) 8059 5283, e-nuA: s4)7@soton.ac.uk 

Or. Caroline Els-HBI, phone; (023) 8059 5068, e-maifc cseh®sotoaac.uk 

Thank you very nwch for taking the tiiTie to read this leaflet Rease keep this 

Rifbrmatkxi sheet for future reference. 

V2yptinfo/verl/October 2004/braahe easy/ refcoo. 04/Q%702/103 
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AcSviSes m Ctmxik; Ltmg Dissase 

I am interested in taidng part in this sbKiy ̂  would lice you to 

the foitowing address; 

Name: 

Address: 

Postcode; 

M you prefer being called by Venxdkm Melhuteh-WHtlam*: 

T^ephone number (bdudkig area code): 

X 

Pfease retiffn in the prepaid envelope to 

Veronica Me&iuish-WaSarrjs 
School of Health Professions fmd RehaWkation Sdwces 
University of Southampton 
Freepost(S0286) 
HIghfield 
Southampton 
S0171YN 

Alternatively you can contact Vwonka MeOtuish-Wliams; 

Monday to Wednesday 10 am to 4pm on (023} 805S 

VZ/ptinfo/verl/October 2004/toeatbe easy/ rcCno. (WQ1702/103 
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Appendix 34 Consent form Breathe Easy group interview 

UnfversNy 
of Soudiampton n r e f e s o r Ra ja r B i i pp , H « i d o ( S d m o l 

UnhwTtlqr o f Soixtompcon 

W*A*d 

S 0 1 7 I 8 J 

LWwdKlî pkm 

Ta<-M{0)23aK9 21« 
F » ' M 4 ( 0 ) B i K I S 9 $ 3 0 l 

Wib ww»nohpJO»njcuW»hpn/ 

Consent Form 

Breatlie easy groaii 

Activities in Chronic Lung Disease (nf.no iWQI702/103) 

Name of researcher Vcronilca Mctbuish-Willutms 
P l o w iaitia] box 

1. IconjEbnmthaiIhavei«adm)dtiiidmtaiidte 

Yt* No 

sheet {(Wed Ockibef 2004. vernon 1) ibr Ac above study and ( — 1 E Z l 
have bad the o{)pofttinity to ask questions. 

2. I umknaaod that my pwdcipwion is voloalaiy and Am I am 
fiee to vothdnrw at any tiiae, wiAKMd gmng any 
whbotS my medical care or l ^a t n^kts being 

• • 
3. %agrceiWmMMiews*@bciaperecmiW(brihcuseof 

data analysis; the tsqjes will be stated secordy in line with fee 
trust's and Univecnty's data protection policies 

4. I agree that any Twrds I may say during the interviews and 
observBtioas can be used, anoaymously, in fte presentation 
and pidiUcatioa of die research. 

5. ImKicfstandthatconfidentiaUtycaimotbeguamiieedlbr 
informaurao, which 1 might disclose in the gro^> interview. 

6. I agree to take part in the idsove study. 

o o 

a o 

o o 

o o 

Name of Partfcipant Signature Date 

Name of Researcher Signature Date 

V2yibcus group oonscnt/Octc^ 2004/ ver.l/ rcCao. 04/Q1702/I03 

Ocâ abooalThwjpjf Phjniothtrap̂ r PoAxay 
h » r e w i u d t led imt re fadp ina fy w A ' o n m e ' K 
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Appendix 35 Interview notes Breathe Easy group interview 

Excerpt f rom Notes: 

Group; Nine in total, two spouses, five wi th COPD, two wi th other chronic respiratory 

conditions. Of those wi th COPD 3 men, 2 women. 

Weather influences how people feel, wet, cold, windy weather is bad, too hot and t i l l 

sticky weather also worsens breathing; 

Indoors is associated wi th 'wor ld is going by' 

Outdoors; seeing people 

Embarrassment o f symptoms keeps people indoors; (although some feel disability is not 

obvious to others and dif f icult for others to realise problems) 

Frustration at being unable to do things but wanting to do things themselves ^ conflict 
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Appendix 36 Pulmonary rehabilitation programme schedule 

Week 1 - Tues am 

Thurs am 

Welcome and Introductions. Expectations 

Goal setting. 
Chest conditions 

Occupational 
Therapist (OT) 
OT 
Physician 

Week 2 - Tues am Stress Management OT 

Thurs am Physiotherapeutic techniques Physiotherapist (PT) 
Week 3 - Tues am Review home programme/ walking diary 

Inhalers & nebulisers 
PT/OT 
Respiratory specialist 
nurse (RSN) 

Thurs am Does Pulmonary rehabilitation reduce 
shortness o f breath? 
Relaxation 

Physician 

OT 
Week 4 - Tues am Review o f home programme/ walking 

diary 
Energy conservation 
Relaxation 

OT/PT 

OT 
OT 

Thurs am Coping Strategies OT 
Week 5 - Tues am Review home programme/ walking diary 

Managing your chest condition 
PT/OT 
RSN 

Thurs am Benefits o f exercise PT 
Week 6 - Tues am Review home programme/ walking diary 

Stress management 
PT 
OT 

Thurs am Relaxation 
Speech Therapy 

OT 
SLT 

Week 7 - Tues am Yoga Yoga instructor 

Thurs am Feedback and Farewell OT/PT 
Week 8 - Tues am Assessment 

O X R A D gym 
OT/PT 
OT/PT 

Thurs am Assessment OT/PT 
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