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Abstract  

Background: Telemonitoring (also termed telehealth, telecare, ehealth etc.) is promoted as a way to 
reduce healthcare costs and promote self-management in long term conditions such as COPD.  
Research suggests telemonitoring may be useful in COPD management, but barriers remain to its 
uptake and sustained use.  Research has often been limited to testing technologies at a late stage 
and potential usersô perspectives are not often considered. 
Aims/objectives:  1. Explore the barriers to using telehealth technologies from a user and potential 
user perspective: people with COPD (pwCOPD), their informal carers and health professionals 
(HPs).  2. Understand the challenges of living with and managing COPD to identify how telehealth 
models should be designed/existing models refined to better meet the needs of (potential) users. 
Methods:  Multiple qualitative methods were used.  This included a meta-synthesis of published 
papers that investigated usersô experience of telehealth in COPD; semi-structured interviews and 
focus groups with HPs; focus groups and longitudinal interviews with pwCOPD and their informal 
carers.  User involvement consisted of an advisory group (pwCOPD and HPs) that helped guide the 
research. Transcripts were analysed using a broadly thematic approach. 
Findings:  Meta-synthesis: Findings indicate contradicting consequences of telehealth use.  1. It 
influenced moral dilemma of help seeking (increased dependency or improved self-care practices).  
2. It transformed interactions (increased risk or reassured).  3. It reconfigured work practices 
(burdened or empowered).  HP data: presented three overarching themes:  1. Telehealth was often 
implemented within a technology centred approach which failed to engage clinicians and did not 
result in efficiency savings. Recognised that telehealth implementation needed to focus on patient 
need before technology.  2. Organisational pressures and professional roles impact upon HPsô 
perception of telehealth. Telehealth undermined holistic care and threatened professionalsô identity if 
it focused reductively on biometric monitoring.  3. Telehealth was not considered useful in ócomplexô 
patients with high needs and considered more suitable in patients with fewer needs.  Identified a 
need to tailor telehealth to patientsô needs which was consistent with professional values of providing 
holistic support.  PwCOPD and their informal carersô data: presented three overarching themes.  1. It 
identified how pwCOPD and their carers lived and responded to unpredictable illness trajectories and 
highlighted the work they did to manage illness at home.  Identified reasons why they failed to seek 
timely help at times of acute illness: these were numerous and involved experiences of illness 
trajectory and healthcare.  2. PwCOPD and their carers carried out technical work for routine 
monitoring and at times of acute illness. Some did not consider technical work to be their 
responsibility.  3. People with mild illness expressed no felt need for telehealth and considered it a 
threat to their independence and identity; people with complex illness expressed a felt need for 
telehealth and perceived it would increase connectedness with clinicians and improve continuity of 
care.  Some felt telehealth was not sophisticated enough to manage their complex illness and 
respondents did not want telehealth to replace current care.  
Discussion/conclusion:  Patients and HPs hold different views regarding whereabouts in the illness 

trajectory telehealth would be considered useful.  Greater recognition of the work that patients and 

their informal carers do to manage illness at home is needed to identify when patients need support 

at different times in their illness trajectory.  Findings have implications for wider service support and 

organisational factors for supporting telehealth use, to identify where it may or may not be suitable.  

The study highlights a need for tailoring telehealth to patientsô needs (which is more consistent with 

HPsô professional values of providing ógood careô). The findings provide valuable insights to inform 

telehealth solutions fit for reacting to uncertainty and changing trajectories of need in pwCOPD. 

Abstract for thesis by Lisa Brunton. 
The University of Manchester 
For the degree of PhD titled:  An experience based analysis of barriers to the adoption of 
telemonitoring technologies in UK healthcare: a case study on Chronic Obstructive Pulmonary 
Disease (COPD).  
Date of submission: 25th February 2017  
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 Introduction  Chapter 1.

1.1. Overview  

Around 15 million people in England live with at least one long term condition (LTC) and 

this is expected to rise to 18 million people by 2025 (DOH 2015a; Joint Improvement 

Team 2012b).  In addition, the number of people over the age of 80 years is set to double 

from 2.9 million in 2010 to 5.9 million in 2035 (Office for National Statistics 2012).  The 

increasing burden of chronic disease together with an ageing population are expected to 

place unprecedented demand on health and social care services over the coming years.  

Such demands on resources have motivated successive United Kingdom (UK) 

governments to target the prevention and management of chronic disease and to search 

for new ways to deliver care; namely to move care out of the hospital setting and into 

patientsô homes (NHS England et al. 2014; Roberts et al. 2012). 

Since the late 1990ôs, UK health policy has promoted the use of remote monitoring 

technologies (variously termed telehealth, telecare, tele-monitoring, telemedicine, e-health 

etc.).  They are viewed as one way to reduce the demand for expensive hospital or 

residential based services and to enable people to remain independent in their homes for 

longer by self-managing their LTCs better (NHS Wales 2015; Joint Improvement Team 

2014a; Telemonitoring N.I. 2012b; DOH 2012b).  However, despite policy initiatives, low 

uptake is a common problem; hence, translating technologies into the óreal worldô of 

healthcare has long proved difficult (May et al. 2001). Some suggest that low uptake is (in 

part) a result of usersô views being largely ignored in the process of developing and 

researching such technologies and services (Goodband 2012; Schot and De La Bruheze 

2005). 

This thesis is concerned with understanding the perceptions and experiences of users and 

potential users (health professionals, patients and their carers) of remote monitoring 

technologies and focuses on the needs of people with chronic obstructive pulmonary 

disease (COPD) in an effort to bridge the gap between technology development and its 
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integration into routine care.  COPD was chosen as the case study1 (Stake 2005) because 

it places significant burden upon National Health Service (NHS) resources and patients 

alike and is predicted to become one of the leading causes of death and disability in the 

next few years. 

 Defining the terminology  1.2.

There is a lack of agreed taxonomy within this field which perhaps reflects the complex 

nature of the technologies and services that are developed and researched.  Terms such 

as telecare, telehealth, telemedicine, e-health, tele-monitoring etc. are often used 

interchangeably or the same words have been given different meanings (Dewsbury 2010; 

Hards 2008).  Therefore, it is important to outline the definitions used throughout this 

thesis: 

Telehealth refers to the remote exchange of data (such as blood pressure (BP), pulse, 

oxygen saturation levels, blood sugar) and other information from patient to health 

professional as part of the diagnosis and overall management of the patientôs health 

condition (adapted from Bower et al. 2011). 

Telecare refers to the continuous, automatic and remote monitoring of changes in an 

individualôs condition or environment (which can include emergencies or changes over 

time) in order to manage the risks associated with independent living.  Telecare 

technologies include things such as fall sensors, gas sensors or movement sensors 

(adapted from Hards 2012). 

Tele-monitoring is the group term used to define technology that can include either 

telehealth or telecare or both (adapted from Doughty et al. 2007). 

This thesis is mainly concerned with investigating the use and potential use of telehealth 

technologies because the studyôs interest lays in investigating technologies where patients 

are actively engaged (on some level) in monitoring their own health. 

                                                           
1
 In this study, COPD acts ŀǎ ŀƴ ΨƛƴǎǘǊǳƳŜƴǘŀƭ ŎŀǎŜ ǎǘǳŘȅΩ ό{ǘŀƪŜ 2005); that is, COPD is used as an exemplar 

to provide insight into the issues of exploring the barriers to using remote monitoring technologies within 
the UK health system. 



 15  

 Different models of telehealth  1.3.

Telehealth models of care are often considered to meet the MRCôs definition of ócomplex 

interventionsô (McLean et al. 2011).  As will be identified in chapter 3, different types of 

telehealth models have been implemented into healthcare and it is often difficult to tease 

out the successful elements of the ócomplexô telehealth interventions used (Brunton et al. 

2015; McLean et al. 2011).   

However, telehealth models often include the following features (adapted from McLean et 

al. 2011: p.3): 

¶ Information from the patient (as identified above, this may include biometric data 

such as oxygen saturation levels or other information such as patientsô symptom 

experience, e.g. breathlessness scores, collected through symptom questionnaires 

or verbal information) 

¶ Information is transferred electronically over a distance 

¶ Feedback from  the health professional (who uses their expert judgement to 

assess the remote data in order to provide personalised care) to the patient 

Telehealth interventions can include asynchronous óstore and forwardô models; this means 

that information is transmitted from the patient and stored to be reviewed by the health 

professional at a later time (Pennic 2015) or ósynchonousô models, which involves live 

interactions between the patient and health professional, such as during video-

consultations (Pennic 2015) or may be a mixture of both.   

Furthermore, a variety of electronic devices are used to deliver telehealth models of care. 

For example, the Motiva system by Philips uses a set top box which connects to the 

patientsô television and enables the patient to view a dedicated ótelehealth channelô which 

is controlled by a dedicated remote control.  The set top box receives patientsô biometric 

measurements via Bluetooth enabled machines e.g. blood pressure monitors.   
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tƘƛƭƛǇǎΩ aƻǘƛǾŀ ǘŜƭŜhealth system                                               ©Philips 

The newer version of Motiva, alongside more recent telehealth models, use computer 

tablet devices in place of set top boxes; these mobile devices fulfil the same function, but 

do not restrict the patient to a particular setting when carrying out telehealth óworkô.   In 

addition, telehealth applications are now being developed for use on patientsô own smart 

phones.  

As will be reported in chapter 5, models of telehealth were often differentiated by health 

professionals into two categories: óheavy touchô and ólight touchô telehealth solutions. 

óHeavy touchô was the term used to refer to models of telehealth which enable a fully 

monitored solution. An example of a óheavy touchô telehealth model would be the Motiva 

system which enables health professionals to remotely monitor patientsô vital signs and 

enables clinicians to react to abnormal readings and make timely decisions about patientsô 

care (DHACA 2016a).  Such systems often enable extra features, such as delivering 

educational videos for patients to watch.   By contrast, ólight touchô telehealth solutions 

were considered those which provide a ólower levelô of assisted technology to enable 

patients to manage their own health condition (DHACA 2016a). An example of a ólight 

touchô telehealth solution was óFlorenceô Simple telehealth.  This is a text messaging 

system that utilises patientsô own mobile phones to send tailored health messages (The 

Health Foundation 2017). Flo may involve texting a message to patients to request their 

oxygen saturation levels. The patient would text the results and if outside their agreed 

normal parameters, Flo would send the information to their clinician and send a text 
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message to the patient to advise them to contact their clinician.  It may also be used to 

provide text reminders to take medications or give lifestyle advice.  

 Medical Research Council Industrial CASE studentship  1.4.

This PhD is funded through a Medical Research Council Industrial Collaborative Award in 

Science and Engineering (MRC iCASE) studentship and is a collaboration between the 

University of Manchester and Philips Research UK.  These types of studentships aim to 

develop and strengthen partnerships between academia and industry and aim to provide 

the student with research experience across both settings (MRC 2017a). 

Because of the way in which such studentships are applied for and awarded, I was not 

involved in the initial conception of the research idea, as the award had been granted by 

the MRC prior to me being awarded the studentship.  Two people were involved in the 

studentship application: CS (my main supervisor) and a principal scientist at Philips 

Research UK.  The proposed research aimed to build on previous qualitative work that CS 

had undertaken as part of a qualitative evaluation of a large scale randomised controlled 

trial of telehealth and telecare in the UK: the Whole Systems Demonstrator project (WSD) 

(see Sanders et al. 2012; Bower et al. 2011).  Philips Research UK manufactures and 

sells the Motiva telehealth system outlined above.  Being involved in this study enabled 

Philips Research UK to engage with a social researcher and gave them access to an 

extensive body of research that was to be conducted with potential users and users of 

such technologies in the hope of providing óbottom upô solutions to feed into their future 

technology innovations. 

The research proposed in the application was a loose outline of work which had the 

capacity to change as the study developed and with the studentôs input.  Whilst this has 

occurred, the focus of the research (as outlined above) has remained the same. 

 Structure of the thesis  1.5.

This thesis is structured into 7 chapters (including this introductory chapter).  This section 

outlines the structure of the chapters as they are presented. 
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Chapter 2 provides context for the study in terms of providing information on COPD (i.e. 

epidemiology, patientsô experience, cost implications for NHS and how COPD is managed 

in UK healthcare) to explain why COPD was a useful case study upon which to base the 

research.  The chapter then moves on to present the key UK policy initiatives that have 

promoted the use of tele-monitoring in UK healthcare and outlines the current state of 

tele-monitoring uptake in the UK.  It then discusses the wider factors that influence the 

uptake of tele-monitoring (such as the competing views of stakeholders; current evidence 

on effectiveness and organisational factors) before exploring how usersô perspectives 

might impact upon implementation. 

Chapter 3 presents the methods and findings from a previously published meta-synthesis 

which explored usersô (health professionals, people with COPD, informal carers of people 

with COPD) perspectives and experiences of using telehealth technologies in COPD and 

identifies the implications for future research. 

Chapter 4 then presents the research aims and research questions for the primary study 

and provides an outline of the methodology and methods used.  This includes justification 

for the research design, details on user involvement and presents information on the use 

of reflexivity throughout the study process.  It describes the process of recruitment, data 

generation and data analysis and explains how quality was maintained throughout the 

research process. 

Chapter 5 presents the findings from the focus groups and interviews conducted with the 

health professional respondents in the study.  It outlines the respondentsô characteristics 

before discussing three overarching themes: 

1. Implementing and operationalizing telehealth models of care into routine practice 

2. The challenges of holistic management in a changing care context 

3. Moving towards a patient-centred approach to telehealth implementation 

Chapter 6 presents the findings from the focus groups and longitudinal interviews 

conducted with people with COPD and their informal carers.  It outlines the respondentsô 

demographic and clinical characteristics before discussing three overarching themes: 
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1. Living with and responding to unpredictable illness trajectories in the social context 

2. The ótechnicalô work that people with COPD and their informal carers do 

3. Conflicting telehealth needs in the context of illness trajectory 

Chapter 7 provides a summary and interpretation of the key findings from the study in 

relation to previous research in this area.  The strengths and limitations of the study are 

discussed before outlining its implications for future technology design, practice, policy, 

and research.  
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 Context Chapter 2.

 Introduction  2.1.

This chapter discusses COPD within a UK context to identify the significant burden it 

places upon the UK health system and the lives of individuals who experience it.  The 

chapter discusses how UK health policy has influenced the uptake of tele-monitoring 

within the UK.  It then presents the latest figures on telehealth and telecare usage 

throughout UK health and social care before outlining the factors that have impacted upon 

implementation.  This, together with the meta-synthesis presented in chapter 3, provides a 

critical interpretation of current evidence and provides context for why the study was 

undertaken. 

 COPD 2.2.

COPD is the umbrella term used to describe diseases which cause airflow obstruction in 

and out of the lungs and is characterised by conditions that cause progressive, irreversible 

damage to the lungs.  COPD includes (but is not limited to) two main diseases: chronic 

bronchitis and emphysema. 

 Epidemiology  2.2.1.

A recent study commissioned by the British Lung Foundation estimated that 

approximately 1.2 million people are diagnosed with COPD in the UK; they state that this 

is significantly more than the estimate conducted by the Department of Health in 2011, 

which suggested around 900,000 people were diagnosed with the condition (British Lung 

Foundation 2016).        

COPD progresses over a number of years and can become more noticeable in midlife to 

later life, with most people being diagnosed over the age of forty (British Lung Foundation 

2016; Anto et al. 2001).  Because COPD is difficult to diagnose in the early stages, most 

people have some form of permanent pulmonary damage by the time they are diagnosed 

(Healthcare Commission 2006).  Problems in diagnosing the condition could stem from 

there being many definitions of COPD in existence and there not being a single diagnostic 

test; health professionals have to rely on gaining a comprehensive clinical picture that 
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takes into account a detailed history, physical examination and spirometry results (British 

Lung Foundation 2007). 

Whilst smoking is the biggest cause of COPD, around 15% of people develop it after 

working in occupations where they have been exposed to fumes, chemicals or dust 

(Health and Safety Executive 2012).  People with a lower socioeconomic status are more 

likely to be affected by COPD (British Lung Foundation 2016).  Multiple factors increase 

their risk; these include an increased tendency to smoke.  Although smoking rates in the 

UK have reduced over the past 50 years, smoking patterns vary markedly within the 

population.  For example, compared to the general population where smoking prevalence 

is 19% in Great Britain (Health and Social Care Information Centre 2016), statistics from 

England report that smoking prevalence is 30% in the unemployed compared to 16% in 

those employed (NHS Digital 2017).  Furthermore, whilst smoking prevalence is generally 

low in ethnic minorities (A.S.H. 2012), 37% of black Caribbean men and 37% of 

Bangladeshi men reportedly smoke (Millward and Karlsen 2011).  Other risk factors for 

COPD include reduced access to healthcare (Healthcare Commission 2006) and 

previously mentioned occupational hazards.  They are also more likely to be living in 

poorer housing that may be prone to damp or mould; this has been linked to an increased 

risk of bronchitis (Fisk et al. 2010).  Furthermore, people with lower socioeconomic status 

are least likely to be diagnosed and, hence, least likely to receive adequate treatment for 

their condition (Healthcare Commission 2006).  There is some evidence to suggest that 

the stigma of having COPD, together with feeling responsible for causing COPD due to 

their smoking habits, contribute to some peopleôs reluctance to seek help (Harrison et al. 

2015; Healthcare Commission 2006). 

 Patient experience of COPD 2.2.2.

Symptoms experienced by people with COPD can include breathlessness, productive 

cough, wheezing and recurrent chest infections (NICE 2010).  These symptoms, 

especially breathlessness, make the experience of living with COPD distinct from other 

chronic conditions and make it a particularly frightening and disabling disease (Williams 

1993).  A phenomenological study of ten patients with severe COPD was conducted to 
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explore the lived experience of the illness (Barnett 2005); breathlessness was the most 

bothersome symptom and was associated with fear, anxiety and pain.  Their fear of 

breathlessness was linked to loss of function, such as reduced nutritional intake as 

participants described the fear of not being able to breathe whilst eating (Barnett 2005).  

Fraser et al. (2006) explored the experiences of older people living with severe COPD and 

found that breathlessness pervaded nearly every aspect of their existence.  People 

adapted their lifestyle to compensate for their illness (such as getting help with house 

chores, moving into one area of the house), but as the disease progressed, their ability to 

compensate for additional loss of function faded and this threatened their independence, 

led to feelings of isolation and poor quality of life (Fraser et al. 2006). 

Reduction in the ability to perform activities of daily living and an increase in social 

isolation has been reported in previous studies (Seamark et al. 2004; Guthrie et al. 2001).  

Whilst constraints on social interactions may be brought about by decreased function it 

may also be related to wanting to avoid potentially stigmatising situations brought about 

by ósocially unacceptableô symptoms of cough, breathlessness and sputum production 

(Berger et al. 2011).  Other studies have identified that people purposely withdraw from 

social interactions for reasons such as a perceived lack of usefulness to others, feeling a 

burden to others, or feeling that people did not understand how they felt (Ellison et al. 

2012; Gullick and Stainton 2008; Nicolson and Anderson 2003). 

People with COPD are more likely to experience depression compared to the general 

population (Egede 2007; Wagena et al. 2005) and compared to people with other chronic 

conditions such as diabetes (van den Bemt et al. 2009).  Comorbid depression is linked to 

an increased risk of mortality, poorer health related quality of life, increased symptom 

burden and prolonged hospital stays (Ng et al. 2007), as well as being a predictor for 

hospital readmission following acute exacerbation (Coventry et al. 2011).  A decline in 

emotional wellbeing, such as feelings of anger, frustration and irritability have been linked 

to a deterioration in disease and perceived loss of effectiveness (Gullick and Stainton 

2008) as well as perceived changes to oneôs identity after the onset of COPD (Nicolson 

and Anderson 2003).  Anxiety is also a prevalent comorbidity: a recent systematic review 
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identified that up to 55% of hospitalised COPD patients and up to 46% of COPD out-

patients could experience clinical anxiety (Willgoss and Yohannes 2013 ); with women 

being more likely than men to experience it (Willgoss and Yohannes 2013 ).  Anxiety in 

COPD has been associated with poorer exercise performance, lower health related quality 

of life, increased functional limitations and increased risk of acute exacerbation (Eisner et 

al. 2010).  Furthermore, anxiety has been associated with the symptom of breathlessness 

(as perceived by the patient; termed dyspnoea) (Eisner et al. 2010), and patients 

experiencing more severe dyspnoea are more likely to experience an increase in their 

anxiety levels (Gift and Cahill 1990).  It is unclear whether anxiety or breathlessness is the 

precursor, with some suggesting that increased anxiety leads an increased perception of 

breathlessness (Carrieri-Kohlman et al. 1993) whilst others argue that anxiety may be a 

sign of acute breathlessness (Bailey 2004).  An ethnographic study of 10 patients with end 

stage COPD, 15 caregivers and 10 nurses explored patientsô stories to further understand 

the affective components of dyspnoea/anxiety when experiencing acute exacerbations 

(Bailey 2004).  She found that patientsô stories of dyspnoea were complexly entwined with 

anxiety and emotional functioning.  Patients had developed ways to control their emotional 

reactions as they lived with the disease; therefore, when participants felt anxious it was 

viewed as an indicator of respiratory failure; Bailey (2004) terms this the ódyspnea ï 

anxiety ï dyspnea cycleô (p.775) and suggests that health professionals should 

acknowledge anxiety as a measurable symptom of dyspnoea given that there is no better 

(objective) measurement. 

 Financial burden of COPD on NHS 2.2.3.

As well as the burden COPD places upon those who live with the condition, COPD also 

places a significant financial burden upon the NHS.  It is estimated that the NHS spends 

up to £500 million each year in providing care for the disease (NICE 2010).  Despite the 

drive for COPD to be managed in the primary care setting, it is the second biggest cause 

of emergency admission to hospital with more than one million bed days per year 

attributed to COPD in England (DOH 2010).  Furthermore, the incidence of COPD is on 

the increase and is expected to become the third leading cause of death by 2030 (World 
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Health Organisation 2008) and fifth leading cause of disability worldwide by 2020 (Murray 

and Lopez 1996). 

 Diagnosis and management of COPD in UK healthcare 2.3.

 Diagnosis of COPD 2.3.1.

The National Institute for Health and Clinical Excellence (NICE) 2010 recommends the 

following conditions are present to consider a diagnosis of COPD: 

1. Patient is aged over 35 years 

2. Patient smokes, has a smoking history or occupational exposure to air pollution 

3. Patient presents with respiratory symptoms such as: breathlessness upon 

exertion, productive chronic cough, wheezing or recurrent bronchitis in the winter 

months. 

Diagnosis should include taking a full medical history, a physical examination and be 

confirmed by a lung function test called spirometry (NICE 2010).  Spirometry measures 

the volume of air that an individual can forcibly expel from their lungs in one breath: 

termed forced vital capacity (FVC) and the volume of air that an individual can forcibly 

expel in one second: termed forced expiratory volume in one second (FEV1 ) (British 

Thoracic Society 2005).  Spirometry should be performed after the individual is given a 

bronchodilator inhaler or nebuliser to open up the airways (British Thoracic Society 2005) 

and is a test that can be performed in most General Practitioner (GP) practices.  

Diagnosis of COPD is only confirmed in individuals who have a FEV1/FVC ratio of <0.7. 

Severity of COPD is determined by the severity of airflow obstruction (confirmed by 

spirometry), prognostic factors (such as breathlessness, health status, exercise capacity, 

arterial gas blood test results, body mass index) and frequency of COPD exacerbations2 

(NICE 2010).  Staging of COPD is achieved by comparing the predicted normal values of 

FEV1 (i.e. the values of people who are the same age, gender and height as the patient) 

                                                           
2
 NICE (2010:p.37) defines an exacerbation of COPD as άa sustained worsening of the patient's symptoms 

from their usual stable state which is beyond normal day-to-day variations, and is acute in onset.  Commonly 
reported symptoms are worsening breathlessness, cough, increased sputum production and change in 
ǎǇǳǘǳƳ ŎƻƭƻǳǊέΦ 
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with the patientôs FEV1; this calculation is termed FEV1 % predicted.  The Global Initiative 

for Chronic Obstructive Lung Disease (GOLD) provides classification for COPD severity, 

from stage 1 (mild) through to stage 4 (very severe) (GOLD 2016).  NICE (2010) 

guidelines present similar classifications, but state that COPD should only be diagnosed in 

patients with mild air obstruction if respiratory symptoms (as outlined above) are present.  

See table 1 (adapted from table in NICE clinical guidelines, 2010:p.7) for an explanation of 

severity stages. 

Table 1. COPD severity classification  

FEV1/FVC FEV1 % predicted NICE classification 2010*  GOLD classification 2014*  

<70 >80% Stage 1 ς Mild** Stage 1 ς Mild 

<70 50-79% Stage 2 ς Moderate Stage 2 ς Moderate 

<70 30-49% Stage 3 ς Severe Stage 3 ς Severe 

<70 <30% Stage 4 ς Very severe Stage 4 ς Very severe 

*post bronchodilator 
**respiratory symptoms should be present to diagnose COPD 

 Management of COPD 2.3.2.

In the UK, the management of LTCs is focused on 3 levels of need: case management, 

disease management and self-management (DOH 2005).  Figure 1 outlines the different 

levels of need (adapted from figure in DOH, 2005:p.10). 

 /ÕÔÌÉÎÅ ÏÆ ÃÁÒÅ ÄÅÌÉÖÅÒÙ ÍÏÄÅÌ ÁÃÃÏÒÄÉÎÇ ÔÏ ÐÁÔÉÅÎÔȭÓ ÌÅÖÅÌ ÏÆ ÎÅÅÄ Figure 1.
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This model of health care (based upon the Kaiser Permanente triangle) states that 

patientsô level of need determines the interventions required (DOH 2005).  People with the 

highest level of need (level 3) are considered to be those with highly complex multiple 

morbidity, who require case management; this may include their care being managed and 

coordinated by a community matron (DOH 2005).  The role of community matron was first 

recommended as a new, extended role for nurses within the NHS Improvement Plan 

(DOH 2004).  Community matrons are described as experienced óadvanced practitionersô 

who co-ordinate, manage and provide extended clinical care to patients who are most at 

risk of hospital admission (DOH 2004).  Community matrons are expected to provide pro-

active care through educating patients to self-manage their condition better in the hope 

that it will reduce unnecessary hospital admissions (Williams et al. 2011) and it was 

anticipated that this new care model would help towards reducing emergency bed days by 

5% by 2008 (Bentley 2014). 

Specific disease management (level 2) is considered for people who have complex needs 

from a specific disease or those with less complex multiple LTCs.  Their care should be 

co-ordinated using multi-disciplinary teams and in line with disease specific protocols 

(DOH 2005).  The most up to date disease specific protocol for the management of COPD 

is published by NICE (2010).  Single disease guidelines, such as those produced by 

NICE, have been criticised for failing to take into account the cumulative treatment burden 

on patients with multiple morbidity (Hughes et al. 2013).  The recently published 

óMultimorbidity: clinical assessment and managementô by NICE (2016) aims to address 

this problem by providing guidelines to optimise the care of patients with multimorbidity 

through shared decision making, in order to understand patientsô needs and preferences 

in terms of ótreatments, health priorities, life style and goalsô (p.4). 

NICE (2010) offers guidance to clinicians caring for patients with COPD and promotes 

ópatient-centred careô (p.8), stating that clinicians should take into account the needs and 

preferences of patients and ensure decisions about care and treatment are made in 

partnership with patients.  It also highlights the importance of good communication and 

tailoring information to patientsô individual needs.  The guidance also states that family 
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members and carers should be involved in care and treatment decisions (with patientsô 

permission).  Furthermore, the guidance states that multidisciplinary working is needed to 

provide care (NICE 2010), for example, referring patients with end stage COPD to 

palliative care services. 

Management of stable COPD attempts to slow the progression of COPD and minimise 

symptoms (GOLD 2016).  Patients who continue to smoke experience greater disease 

progression, regardless of COPD severity (Vestbo et al. 2011); hence stopping smoking is 

considered the most effective way of slowing the progression of COPD (GOLD 2016).  

Therefore, smoking cessation is considered to be an integral part of COPD management 

in the UK, for patients at all stages of COPD (NICE 2010).  This involves eliciting patientsô 

smoking status, encouraging smokers to stop and offering them help to do so (including 

offering nicotine replacement therapy) óat every opportunityô (NICE 2010: p.9). 

Pharmacological therapy in the form of inhaled therapies (such as long and short acting 

bronchodilators and steroid inhalers), oral medications (such as corticosteroids, antibiotics 

and mucolytics) and vaccines (such as influenza and pneumococcal) are recommended to 

reduce the frequency and severity of symptoms and exacerbations of COPD, increase 

tolerance to exercise and improve health status (GOLD 2016; NICE 2010).  Treatment 

regimens should be regularly reviewed to assess inhaler technique and treatment effects 

as part of follow ups (NICE 2010).  NICE (2010) also recommends titrating pharmacology 

therapy according to patientsô individual needs, although recommendations are given on 

which types of pharmacological therapy to prescribe at certain stages of disease.  Further 

types of treatment are recommended in certain patients with severe to very severe COPD, 

such as the use of nebuliser therapy, oxygen therapy and non-invasive positive pressure 

ventilation (NICE 2010). 

The guidance also recommends assessing patients for anxiety and depression following 

hospital admission or emergency admission for exacerbation (NICE 2010).  Anxiety and 

depression should also be routinely assessed in patients who have hypoxia and severe 

breathlessness (NICE 2010). 
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In addition, NICE (2010) recommends that pulmonary rehabilitation3 should be offered to 

all suitable patients, especially those who have had a recent hospital admission for 

exacerbation of COPD or those who consider themselves ófunctionally disabledô by their 

condition.  A recent Cochrane review undertook a meta-analysis of 65 pulmonary 

rehabilitation randomised controlled trials (RCT), involving 3822 patients; they found 

statistically significant improvements in patientsô health related quality of life and exercise 

capacity in those who received the intervention compared to usual care  (McCarthy et al. 

2015). 

In treating exacerbations of COPD, hospital at home and early discharge schemes are 

considered safe alternatives to hospital admissions for certain patients (NICE 2010).  

Specialist respiratory or COPD services provide nurse/physio led care that enables 

patients to be managed at home during acute exacerbation of COPD.  Such óhospital at 

homeô services were first introduced in to UK Health Policy in the 1990ôs in a bid to reduce 

the costs of hospital admissions associated with exacerbation of COPD (Halpin 2008) and 

to move the care of COPD into the primary care setting.  Evidence from two systematic 

reviews suggests that they are a safe way to treat certain patients with acute exacerbation 

of COPD and patients report their preference for being treated in their home environment 

(Jeppesen et al. 2012; Ram et al. 2004).  Such changes in COPD management have led 

to an expansion of the nursesô role.  This means that nurses are taking on roles that were 

previously the domain of medical doctors (Fletcher and Dahl 2013).  For some óspecialist 

nurseô roles, this can extend to prescribing medications to patients, as well as diagnosing 

exacerbations and carrying out physical examinations. 

The majority of people with a LTC are considered to be level 1 need (see figure 1 above); 

this means they require support to manage their LTC through self-care interventions 

(DOH 2005).  Self-management is presented as an important part of managing COPD in 

the NICE (2010) guidelines.  For example, providing self-management advice to people 

                                                           
3
 The following definition of pulmonary rehabilitation is provided by the American Thoracic Society and 

European Respiratory Society: άtǳƭƳƻƴŀǊȅ ǊŜƘŀōƛƭƛǘŀǘƛƻƴ ƛǎ ŀ ŎƻƳǇǊŜƘŜƴǎƛǾŜ ƛƴǘŜǊǾŜƴǘƛƻƴ ōŀǎŜŘ ƻƴ ŀ 
thorough patient assessment followed by patient tailored therapies that include, but are not limited to, 
exercise training, education, and behavior change, designed to improve the physical and psychological 
condition of people with chronic respiratory disease and to promote the long-term adherence to health-
enhancing ōŜƘŀǾƛƻǊǎΦέ (Spruit et al., 2013:e14) 
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with COPD is considered necessary to ensure early detection and treatment of 

exacerbations (NICE 2010).  As part of self-management plans, NICE (2010) 

recommends supplying patients who are at risk of having exacerbations of COPD with 

órescue medicationsô.  These are a supply of oral corticosteroids and antibiotics that 

patients keep at home to start taking in the event of an exacerbation. 

As outlined in the introductory chapter, UK health policy is increasingly focused on 

supporting patients with LTCs to self-care, in an effort to mitigate the rising costs of 

healthcare.  However, supporting self-care is also framed within a move towards óperson-

centredô care and recognition that people with LTCs are best placed to understand their 

own needs and how these needs should be met (Skills for Care 2015).  More recent 

policies, such as óLiberating the NHS: no decision about me without meô (DOH 2012e) 

have focused on patients gaining greater control over the management of their LTCs and 

having a greater say in the health care they receive.  The next section considers in more 

depth, the role of self-management in LTCs, including COPD. 

 Self-management of chronic illness  2.4.

The terms self-management and self-care are often used interchangeably in chronic 

disease literature and in health policy documents, although some consider the terms 

relate to different conceptual constructs (e.g. see Jones et al. 2011).  For example, some 

consider self-care to be conducted independent of health professional support, whilst self-

management is more often perceived to be a collaborative effort between the patient, 

health professionals and the wider health system (Jones et al. 2011; Lorig et al. 2000).  

Notwithstanding this distinction, self-care can be broadly defined as 

Ψŀ ǊŀƴƎŜ ƻŦ ŀŎǘƛǾƛǘƛŜǎ ǘƘŀǘ ǇŀǘƛŜƴǘǎ ǳƴŘŜǊǘŀƪŜ ŦƻǊ ǘƘŜƳǎŜƭǾŜǎ ƛƴ ƳŀƴŀƎƛƴƎ ƛƭƭƴŜǎǎΦ  ¢Ƙƛǎ ƛƴŎƭǳŘŜǎ 
ƴŜƎƻǘƛŀǘƛƴƎ ƻƴŜΩǎ ǿŀȅ ǘƘǊƻǳƎƘ ǘƘŜ ƘŜŀƭǘƘ service, the use of skills, information, technology and 
resources, mobilising and drawing on social networks and the use of guided self-management 
ǇǊƻƎǊŀƳƳŜǎ ŘŜǾƛǎŜŘ ōȅ ǇǊƻŦŜǎǎƛƻƴŀƭǎΩ όwƻƎŜǊǎ нллфΥǇΦмст-168). 

In response to an increasing ageing and ailing society, recent successive UK 

governments have focused the health and social care policy agenda towards managing 

chronic disease.  This has included a focus on increasing patientsô self-management 

capabilities in order to improve outcomes for managing chronic disease (Rogers 2009; 
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Taylor and Bury 2007) and in an effort to reduce the demand for health services (Gately et 

al. 2007).  Whilst this is a relatively recent direction in UK healthcare, the impetus for self-

care also derives from earlier óbottom upô social movements in response to dissatisfaction 

with formal provisions of health care services (Rogers et al. 1999; Anderson et al. 1991) 

particularly care delivered in the areas of womenôs health, mental health and disability 

(Rogers et al. 1999).  The óbottom upô self-care agenda is geared towards empowering 

people to take control of their health, whether or not their self-care strategies are in line 

with formal advice from healthcare systems (Rogers et al. 1999).  Rogers (2009) argues 

that these two self-care agendas (top down government policy and bottom up social 

movement) have developed separately and there is little evidence of health policy 

recognising óbottom upô approaches to self-care.  Furthermore, Piette (2010) argues that 

whilst the shift in policy from clinician-centred care towards supporting self-care has been 

made, future efforts need to acknowledge that patients do not óselfô manage, rather 

disease management is often shared within a personôs social network of family and 

friends. 

 UK policy  agenda: towards self -management  2.4.1.

Key health policy documents from the late 1990ôs started to promote self-care as a way to 

manage LTCs (DOH 1997) and the NHS Plan (DOH 2000) set out the Governmentôs 

commitment to making self-care a central component of the new NHS (Rogers 2009; 

Taylor and Bury 2007).  The move towards self-management was underlined in the 

Wanless Report (Wanless 2002), which determined that the most cost effective and 

efficient use of NHS resources involved the public becoming ófully engagedô in their own 

care.  Supporting patients to self-care would enable them to have more control over their 

illness and make better use of services available (Rogers 2009; Taylor and Bury 2007). 

The commitment towards self-management of LTCs has led to government initiatives 

such as supporting the roll out of the expert patient programme (EPP) in 2001.  The EPP 

is based on the chronic disease self-management programme (CDSM) (Lorig et al. 1999).  

These programmes, developed by Lorig and colleagues in the United States of America, 

aim to teach patients generic skills to better manage their LTC, such as problem solving, 
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decision making, making plans and developing better communication with health 

professionals (Rogers 2009).  CDSM is based on the psychological theory of self-efficacy 

first introduced by Bandura in 1977 (Lorig et al. 1999).  Self-efficacy refers to a personôs 

belief in their capability to perform actions required to attain given results (Bandura 1997). 

Sociologists have criticised such programmes, and the way that self-management is 

framed within UK health policies more generally, due to their focus being upon the 

individual to change their behaviours and failing to take into consideration the social 

context within which LTCs manifest and are managed (Rogers 2009; Kennedy et al. 2007; 

Taylor and Bury 2007).  Rogers (2009), argues that whilst previous policies described 

what patients needed to do to manage their health, more recent policies have focused on 

required attributes for self-management.  This criticism is best summed up in the following 

paragraph. 

Ψ¢ƘŜ ƛŘŜŀƭ ǘȅǇŜ ƴƻǘƛƻƴ ƻŦ ǇŀǘƛŜƴǘƘƻƻŘ ŘŜƳŀƴŘǎ ǘƘŜ ŎŀǇŀŎƛǘȅ ƻŦ ōŜƛƴƎ ŎƻƴŦƛŘŜƴǘΣ ƛƴ ŎƻƴǘǊƻƭΣ ŀōƭŜ 
to monitor and manage a condition, engage with technological innovations whilst at the same 
time alloǿƛƴƎ ŎƻƴǎǘǊŀƛƴǘǎ ƻƴ ǘƘŜ ŘŜƳŀƴŘǎ ƳŀŘŜ ƻƴ ǎŜǊǾƛŎŜǎΦ  ¢ƘŜ ΨŦƭŀǘ ǇŀŎƪ ǇŀǘƛŜƴǘΩ ƛƴǾŜǎǘǎ ǘƘŜ 
ideal self-ƳŀƴŀƎƛƴƎ ƛƴŘƛǾƛŘǳŀƭ ǿƛǘƘ ǘƘŜ ŀǇǘƛǘǳŘŜǎ ƻǊ ŀōƛƭƛǘƛŜǎ ƻŦ ŀƴ ŀŎǘƛǾŜ ŎƻƴǎǳƳŜǊΩΦ  όwƻƎŜǊǎ 
2009: p.172) 

This leads to concern that patientsô abilities are considered the most important aspect of 

self-managing an illness and fails to take into account social needs, social inequalities or 

the messy reality of living life with a LTC (Rogers 2009; Taylor and Bury 2007).  The next 

section focuses on key sociological work that has studied how lay people manage chronic 

illness at home. 

 Lay experience of managing chronic illness at home  2.4.2.

Medical sociology has highlighted how the work to manage chronic illness often happens 

without involvement from healthcare professionals or healthcare services (Sanders and 

Rogers 2011).  In their book óDemanding Patients?ô Rogers et al. (1999) reported data 

from the óPathways to Careô study.  They identified that out of the 500 illness episodes 

experienced by approximately 250 people in a 4 week period, only 110 illness episodes 

resulted in contact with health professionals and self-care was reported as a management 

strategy in 70% of all illness episodes (Rogers et al. 1999).  In this study, self-care was 

defined as any changes in usual daily activities brought about by the personôs illness or 
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injury (this included taking non-prescription medications or home-made remedies, taking 

time off work, changes to eating habits, use of aids etc.) (Rogers et al.1999: p.102).  This 

and other studies (e.g. see Bentzen et al. 1989; White et al. 1961) highlight how formal 

healthcare systems deal with a small fraction of illness that occurs (Rogers 2009).  This 

leads Rogers to claim that the management of chronic illness is the laypersonôs domain 

(Rogers 2009:p.168). 

Whilst understanding the effects of living with chronic illness has long been of interest in 

sociological studies, Corbin and Straussô seminal research (Corbin and Strauss 1988; 

Corbin and Strauss 1985) focused on understanding the óworkô that people and their 

spouses do at home to manage their illness, recognising that óthe key players in the 

drama of accommodating chronic illness at home are the ill people and their spouses, 

rather than the assisting medical staffô (Corbin and Strauss 1998: xii).  In addressing the 

problems of managing chronic illness, they used the concept of óworkô to understand how 

people and their spouses manage their illness at home and identified three types of work 

undertaken: óillness workô, óeveryday life workô and óbiographical workô (Corbin & Strauss 

1985).  They used the term óillness trajectoryô (first coined by Glaser & Strauss 1968) in 

place of the medical term óillnessô to incorporate both the social context in which the work 

takes place and the social relationships that affect the work that people do (Corbin and 

Strauss 1985).  It is recognised that the personôs social network (including spouses, 

family, friends and health professionals) are involved in carrying out óillness workô and 

óeveryday life workô to navigate their illness trajectory (Corbin and Strauss 1985). 

2.4.2.1. Three types of work: illness work, everyday life work, biographical 
work  

Illness work refers to the work conducted to manage symptoms and diagnosis.  For 

people with COPD this might include taking routine medications such as inhalers or 

nebulisers, performing breathing exercises, monitoring their vital signs (such as oxygen 

saturation levels) or performing crises prevention such as resting on days when feeling 

breathless, increasing inhaler dosage at times of breathlessness or starting rescue 

medications. 
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Everyday life work consists of the work that people do to keep the household functioning.  

Examples include housework, employment work, marital work, child care and also 

includes activities such as personal washing and eating (Corbin and Strauss 1985). 

Biographical work refers to the work that people do to (re) establish a sense of self in light 

of their illness trajectory.  This may include coming to terms with not being able to carry 

out tasks they were previously able to do or coming to terms with impending death (Corbin 

and Strauss 1985). 

2.4.2.2. Illness trajectory management  

The work that people do fluctuates with the changes that occur in the illness trajectory and 

everyday life.  Corbin & Strauss (1985) describe two central conditions that impact upon 

the management of the illness trajectory: óstructure in processô and óreciprocal impactô. 

In understanding the management of the illness trajectory, one must examine the 

underlying processes of the structure under which management occurs (Corbin and 

Strauss 1985).  For example, the relationship that somebody has with their home will 

change according to the phase of illness trajectory, the type of illness they have and their 

home conditions (such as, if they live in a house with stairs, they may need to make space 

downstairs if they are too unwell to climb the stairs to their bedroom).  Additionally, the 

management of the illness trajectory occurs within the context of everyday life work, which 

also requires that certain tasks are completed (Corbin and Strauss 1985).  This may mean 

that at times of illness (e.g. exacerbation of COPD), a personôs ability to do household 

tasks may be limited and the division of labour within the household is changed to 

accommodate the illness.  It may also mean that more permanent structures (i.e. new 

divisions of labour) need to be put in place to accommodate peopleôs deterioration in the 

illness trajectory (Corbin and Strauss, 1985).  It is therefore important to consider the 

trajectory phase, illness type and associated work required, since this all impacts upon the 

ability to manage illness and manage everyday life work.  Hence, it may be more difficult, 

and require more work, to manage an illness trajectory for people with multiple-morbidity 

over those with a single illness (Corbin and Strauss 1985). 
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Reciprocal impact refers to how the changes in the phase of trajectory (or work to manage 

it) or changes in an ill personôs biography (or the work required to realign with their 

reconstructed life) can impact upon each other, and hence, impact upon a personôs ability 

to manage their illness trajectory (Corbin and Strauss 1985).  Whilst the relationship of 

biography and trajectory are reciprocal, they need not be mutual (Corbin and Strauss 

1985).  However, situations of acute illness or crises often lead to biographical disruption 

(Bury 1982).  Managing the illness trajectory may be more difficult if effort is not taken to 

address the biographical disruption (Corbin and Strauss 1985).  Consequently, if 

biography is impeded by a crisis in everyday life (such as when experiencing divorce, 

death or unemployment), effort must be directed to keep the management of illness 

trajectory from getting out of control, or this could lead to deterioration in symptoms or 

prognosis (Corbin and Strauss 1985). 

Rogers (2009) calls for an agenda which brings into focus the notion of óworkô (that people 

do to manage their illness at home) to progress the research and implementation of self-

care support in future primary care practice.  This should extend to the development of 

tele-monitoring technologies, since such technologies are designed to operate at the 

interface of formal service provision and self-care domain (i.e. what people do at home, 

outside of formal service provision).  Hence, it is important to comprehend the challenges 

that people face, and to understand the work that people do to manage their illness at 

home, if technologies are to be successful in supporting self-care. 

Additionally, understanding the above literature is important because tele-monitoring 

necessitates a change in illness work: it places new requirements for illness work on 

individuals and redistributes tasks; for example, it may delegate tasks that were previously 

the domain of health professionals to patients (Oudshoorn 2011).  Such technological 

interventions can also create marked changes in the social relationships people 

encounter, such as relationships with health professionals and/or their peers (Vassilev et 

al. 2015).  Tele-monitoring interventions may also reconfigure responsibilities around self-

care and illness work that can have differing implications in different social contexts; for 
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example, involving family members or informal carers who live with patients in technical 

illness work (e.g. see Dinesen et al. 2013). 

 UK policy context  2.5.

In keeping with transitioning care towards the prevention and management of chronic 

disease (Pickard and Rogers 2012), various UK policy initiatives have encouraged the use 

of tele-monitoring in health and social care since the late 1990s.  The devolved 

assemblies of Scotland, Wales and Northern Ireland are responsible for their own health 

and social care budgets; the Department of Health (DOH) is responsible for health 

services in England only.  As a consequence, each country within the UK has taken 

different approaches to supporting the implementation of tele-monitoring technologies. 

 England 2.5.1.

In England, health policy started to refer to tele-monitoring technologies in the late 1990s.  

In 2006, the Government produced a White paper óOur health, our care, our sayô (DOH 

2006b) which set out their intention to support older people and those with LTCs in their 

own home; one strategy to do this was through developing technologies.  The 

Preventative Technology Grant (PTG), also initiated in 2006, was the Governmentôs first 

attempt to pump prime money into councils to encourage new ways of delivering health 

and social care using tele-monitoring technologies (i.e. telehealth or telecare 

technologies).  The PTG ran from 2006 to 2008 and provided £80 million to local councils 

in England to support development of tele-monitoring services to enable an extra 160,000 

older people in England to remain independent at home for longer (therefore reducing 

admission to hospital and care homes).  There were no conditions attached to the PTG, 

although it was expected that councils would develop tele-monitoring services in 

conjunction with local NHS partners, housing services, service users and their carers 

(DOH 2006a).  Few telehealth services were developed but it is thought that the PTG 

resulted in 160,000 people receiving telecare (Brownsell et al. 2012).  However, it also led 

to disparity of telecare services throughout the country as some councils used the funding 

as intended whilst others did not (Corbett-Nolan and Billivant 2012; Barlow et al. 2012b).  

Furthermore, in an early evaluation, there was little evidence that PTG money was 
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encouraging inter-organisational working, with some councils reporting that development 

of services was impeded by a lack of enthusiasm for tele-monitoring throughout the local 

authority (Woolham et al. 2007). 

Following on from the proposals stated in óOur health, our care, our sayô (DOH 2006b) 

white paper, the DOH set out to develop a robust evidence base to assess the clinical and 

cost effectiveness of tele-monitoring.  This resulted in the WSD trial, which was a £31 

million funded, 2 year individual cluster randomised controlled trial (Bower et al. 2011).  

With over 6000 patients involved, WSD is thought to have been the largest randomised 

controlled trial of telehealth and telecare in the world (DOH 2011a).  After a competition 

process, three areas in England were chosen as WSD sites: Newham borough of London, 

Cornwall and Kent.  They were chosen because they had already demonstrated an ability 

to initiate service redesign (Bower et al. 2011) and were representative of boroughs 

throughout England as they included diversity between rural and urban settings (Hendy et 

al. 2012). 

The purpose of WSD was twofold: 

1. To use telehealth and telecare to change traditional practices of delivering care so 

that health and social care services worked together both at an organisation and 

service delivery level 

2. To test the effectiveness of up-scaling telehealth and telecare to large scale 

proportions (Hendy et al. 2012) 

Early óevidenceô from WSD, published by the DOH in December 2011, showed when 

telehealth was used in the right way, it could realise a 15% reduction in A&E attendance, 

a 20% reduction in emergency hospital admissions and a 45% reduction in mortality rates 

(DOH 2011b).  Subsequent peer reviewed published papers presented more equivocal 

results (these will be outlined in section 2.6.2 below) but this persuaded the DOH to move 

forward by deploying telehealth and telecare at scale and announcing the roll out of 

3millionlives (DOH 2012a). 
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The main objective of the 3millionlives campaign was for the DOH to work with industry 

and other stakeholders to develop the telecare and telehealth market and remove barriers 

to implementation in order to help 3 million people over the next 5 years, with either health 

or social care needs or both, to benefit from telehealth and telecare (DOH 2012b).  A 

concordat between Government and Industry was signed in early 2012, to demonstrate 

the joint commitment to the cause (DOH 2012c).  After a review of progress in 2013, 

which identified low uptake (Cashman 2013; Robinson 2013), the campaign was taken 

over by NHS England and renamed the Technology Enabled Care (TEC) services 

programme  (NHS England 2014).  The TEC programme was widened to include all 

technologies (e.g. telehealth, telecare, tele-coaching and telemedicine) and focuses on 

supporting professionals in health and social care to commission, procure, implement and 

evaluate TEC services (Cashman 2013).  This has led to a recently published toolkit 

resource for commissioners (NHS England 2015).   

Whilst the WSD was underway, the Government launched a further £50 million of funding 

through the Assisted Living Innovation Platform (ALIP) in November 2007.  This was an 

initiative between the DOH, the Technology Strategy Board (TSB), the Engineering and 

Physical Sciences Research Council (EPSRC) and the Economic and Social Research 

Council (ESRC).  The main aim of the ALIP was to ósignificantly advance technology to 

meet the demand for independent living from people suffering from long term conditionsô 

(TSB, 2007; p.1).  They aimed to do this through supporting the innovation of new 

technologies as well as developing services and business models (TSB 2009).  The 

ALIPôs final stage was the Delivering Assisted Living Lifestyles at Scale (DALLAS) 

programme, which ran from 2011 to 2014.  This was a £23 million initiative funded by the 

TSB (£18 million) and the Scottish Government (£5 million) to establish 4 communities 

across the UK to demonstrate how assisted living technologies could be delivered at scale 

to improve quality of life, enable people to live independently at home for longer and 

reduce service costs ; see 

http://jamia.oxfordjournals.org/content/suppl/2015/08/08/ocv097.DC1 for an explanation of 

the 4 communities.  It aimed to deliver technologies to 169,000 people by the end of the 

http://jamia.oxfordjournals.org/content/suppl/2015/08/08/ocv097.DC1
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programme; however as of January 2015 only 24, 588 people were using technologies 

across the 4 communities (Devlin et al. 2015).  More recent health policy initiatives have 

moved towards integrating health and social care, with policy indicating telehealthôs 

potential role in creating new models of person-centred care (National Collaboration for 

Integrated Care Support 2013).  Although tele-monitoring is not specifically mentioned 

within the document, the óFive Year Forward Viewô (NHS England et al. 2014) aimed to 

create new models of care over the next five years through bringing together 

technologies, financial incentives and service re-design (Honeyman et al. 2016).  In 

keeping with the plans in the óFive Year Forward Viewô, in September 2016, NHS England 

announced funding for 12 NHS Trusts of up to Ã10 million each to act as ódigital 

exemplarsô.  This was an effort to drive óradical improvementsô in patient care through the 

use of digital technologies (NHS England 2016). 

 Scotland 2.5.2.

A number of Scottish policy documents since the mid 2000ôs have promoted the use of 

technologies in redesigning services.  This has included the use of telecare and 

telehealth, first as separate entities and latterly attempting to join the two technologies to 

promote the integration of health, housing and social care and third sector services 

(Scottish Executive 2005; NHS Scotland 2005; Audit Scotland 2007; Joint Improvement 

Team 2008; Joint Improvement Team 2010; Scottish Government 2012). 

In 2006, the Scottish Government set up the Telecare Development Programme (TDP).  

This awarded £8 million of funds to the 32 local care partnerships of Scotland in 2006-

2007.  To be awarded a share of the grant, each local care partnership had to outline its 

plans to adhere to at least one of the programmeôs eight objectives (which included 

reducing the number of emergency hospital admissions and readmissions, improving 

hospital discharge times, reducing the use of residential homes, growing telecare services 

through effective procurement practices) (Joint Improvement Team 2012b).  Monies were 

available up to 2011 (resulting in a total spend of £20 million), although in later years, 

further funds were allocated to those who were progressing well and was subject to match 

funding (Newhaven Research 2010).  By 2011, the TDP had resulted in 43,665 people 
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receiving telecare services in Scotland (Newhaven Research 2011).  In contrast to other 

pump priming funds in the UK, the Scottish Government set out measureable efficiency 

targets to assess the success of the TDP.  Generally, the TDP was seen as successful 

with £48.4 million of efficiencies being realised over the 4 year period (Newhaven 

Research 2011).  Regarding sustainability of services, almost 80% of local care 

partnerships felt that telecare services would continue once the funding stopped, although 

only 7 out of the 32 local care partnerships felt that telecare was part of mainstream 

services; 20 partnerships felt they were on their way to mainstreaming and 5 felt they 

were not making progress (Newhaven Research, 2010). 

At the same time as the TDP funding, Scotland was separately developing strategies for 

telehealth.  The óDelivering for Healthô document (Scottish Executive 2005) set out 

proposals to set up a Scottish Centre for Telehealth (SCT).  The SCT was established in 

2006.  It was tasked with helping NHS boards to develop telehealth in four specific areas: 

supporting LTCs (particularly COPD), paediatrics, unscheduled care and care in remote 

and rural areas (Scottish Executive 2007).  However, no measureable targets were set for 

the SCT and a review in 2009 suggested that the SCT lacked a strategic focus, had poor 

internal communication and was confused over its role and purpose (Scottish Government 

2009).  This led to the SCT merging into NHS24 in 2010, to provide a platform on which to 

deliver telehealth on a national scale (Audit Scotland 2011). 

In 2011 the SCT changed its name to the Scottish Centre for Telehealth and Telecare 

(SCTT) to reflect their motivation to join up technologies.  In 2012 the óNational Telehealth 

and Telecare Delivery Plan for Scotland to 2015ô (Scottish Government 2012) was 

published.  This paper set out ambitious plans to redesign and integrate services in 

housing, health, social care and third sector working, with an emphasis on scaling up tele-

monitoring technologies to mainstream proportions.  The Scottish Government also 

invested £5 million in the DALLAS project (outlined in section 2.5.1 above).  A review of 

the National Telehealth and Telecare Delivery Plan identified that some progress had 

been made but uptake of telehealth remained inadequate, the implementation of telecare 

was still variable across Scotland, interoperability with existing technology systems 
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remained a problem and integration of telehealth and telecare technologies was not yet 

sufficient to support patient-centred care (Joint Improvement Team 2012a). 

This led to the announcement of a 3 year, Ã30 million óTechnology Enabled Care 

Programmeô (Joint Improvement Team 2014b) in 2014 to support further implementation 

and scaling up of telehealth and telecare throughout Scotland.  The five overall aims of 

the programme aligned with the previous initiative but concentrated on: expanding home 

tele-monitoring; expanding the use of video consultations; expanding the uptake of 

telecare; creating a national digital platform and researching the possibilities of digitising 

telecare (from current analogue provision) (Joint Improvement Team 2014a).  Early 

indications show that in its first year, there was a 285% increase in telehealth use from 

495 people to 1900 people and a further 7,124 people using telecare services (Scottish 

Centre for Telehealth & Telecare 2016) throughout Scotland.  In addition, Scotland 

continues to be involved in a number of European wide strategies aimed at sharing best 

practice (Scottish Centre for Telehealth & Telecare 2016; Audit Scotland 2011). 

 Wales 2.5.3.

In 2007, a óTelecare Capital Grantô (TCG) of Ã8.92 million was shared between the 22 

local authorities (LAs) to supply tele-monitoring to 10,000 people by 2009.  The grant 

stipulated that monies could be spent on telecare, telehealth or electronic assistive 

technology devices.  The purpose of the grant was to move away from a reactive to a 

preventative approach to health and social care, enabling people to live independently for 

longer in their own homes, thereby reducing residential costs (Telecare Capital Grant 

Wales 2007).  Whilst the grant has been successful in providing telecare services for up to 

15,000 new users in Wales (Barlow et al. 2010) due to budget constraints, the majority of 

Local Authorities spent the grant on providing telecare services to people with the highest 

care needs (Barlow et al. 2010).  This reduced the likelihood of redesigning services 

towards a preventative model.  Furthermore, a lack of national guidance on pricing for 

telecare resulting in localised variation and the creation of a ópostcode lotteryô in Wales 

(Barlow et al. 2010:p.6). 
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There has been less progress with implementing telehealth services.  Up to 2010, 60% of 

Local Authorities reported that they had purchased telehealth devices, but only for use in 

pilot studies (Barlow et al. 2010).  Telehealth services were viewed as more difficult to 

establish given the integrated working required between social and health care services 

(there was an acknowledged lack of integrated working between these bodies), the 

intricate needs of service users and concerns over risk if services went wrong (Barlow et 

al. 2010).  However, statutory legislation now requires health and social care services to 

plan services jointly (Welsh Government 2014b; Welsh Government 2014a); hence this 

should go some way towards encouraging integrated working.  Furthermore, the Welsh 

Government recently published a Digital Health and Social Care Strategy for Wales 

(Welsh Government 2015) which included the commitment to redesign services to include 

the greater use of telehealth and telecare technologies nationally.  This was supported by 

a £70 million fund from the UK Government to help re-design service delivery in Wales, of 

which £10 million has been dedicated to enabling technologies (NHS Wales 2015).  This 

included £250,000 to pilot a telehealth scheme (Health IT Central 2015). 

 Northern Ireland  2.5.4.

Northern Ireland has appeared somewhat slow in taking up tele-monitoring compared to 

other countries within the UK.  However, in March 2011, the Northern Ireland Government 

announced an £18 million, 6 year initiative to provide tele-monitoring services to 20,000 

people with chronic conditions.  Tele-monitoring NI service was awarded to TF3 

consortium, which comprises Tunstall Healthcare, Fold Telecare and S3 group to provide 

an end to end managed service (Telemonitoring N.I. 2012a).  The initiative is a 

collaboration between the Centre for Connected Health and Social Care and Public Health 

Agency and is working across the five Health and Social Care trusts of Northern Ireland.  

After 5 years, there still does not appear to be any official evaluation of the service.  

However a publication by Tunstall states that 3295 people (over 4 condition groups: 

diabetes, stroke, COPD and heart disease) were referred to the service and over 1.4 

million telehealth days were delivered (the average length of time people used telehealth 

appears to be approximately 500 days) (Tunstall 2015).  They also state that over 3,000 
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people were using telecare in Northern Ireland up to August 2015 (Tunstall 2015).  In 

2016, the Minister for Health, Michelle OôNeill set out her strategic vision for improving 

health and social care in Northern Ireland in the document óHealth and Wellbeing 2026: 

delivering togetherô (DOH 2016).  This outlines a strategy to provide a new model of care 

delivery for Northern Ireland; centring on co-production of service development to provide 

a new model of person centred care (DOH 2016).  It includes further development of 

technologies to support patients better, with a focus on enabling patientsô access to online 

health records (DOH 2016). 

 Tele-monitoring uptake in the UK  2.5.5.

It is difficult to assess how many people are using tele-monitoring in their care within the 

UK as no cumulative figures exist: reporting procedures vary depending on the country 

(and none appear to have any formal reporting procedures).  In 2009, it was estimated 

that there were around 22,500 users of telehealth in the UK from a potential market of 

450,000 (S.I.M.P.H.S. 2009), representing a 5% telehealth uptake.  Other estimates put 

the figure at around only 5000 users (Goodwin 2010).  A more recent report stated that 

108 out of 176 Clinical Commissioning Groups (CCGs) had commissioned telehealth 

services in the year 2013/2014, with a total spend of £15.2 million (Imison et al. 2016), 

although no data are given on how many patients were in receipt of telehealth. 

A comprehensive calculation of how many people were receiving telecare services in the 

UK (excluding Northern Ireland) was conducted in 2012 (Barlow et al. 2012a).  Those who 

only used pendant alarms were removed from the calculation.  They estimated that there 

was a steady rise in the uptake of telecare services following the PTG initiatives which 

brought the total number of telecare users in 2010 to around 350,000; representing 

around a quarter of people that could potentially benefit from telecare (Barlow et al. 

2012a).  However, a more recent report states that only 14% of people over the age of 65 

have access to telecare in the UK (Imison et al. 2016). 

Whatever the accuracy of the figures, it is clear to see that tele-monitoring still has a long 

way to go before it is implemented into the mainstream.  For example, despite 

Government initiatives to encourage its use, telecare is still not a priority for most Local 
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Authorities: only 4% (£28 million) of the additional £648 million allocated to Local 

Authorities in England by the NHS, to support social care services in 2011/12, went 

towards funding telecare services  (Corbett-Nolan and Billivant 2012).  Furthermore, a 

recent survey of 10 Chief Executive Officers of NHS Hospital Trusts highlighted that their 

average spend on digital technology in the preceding 3 years was between 0-3% of 

expenditure (Imison et al. 2016); they cited financial constraints as an impediment to 

future investment. 

 Factors that influence the uptake of tele -monitoring  2.6.

As outlined above, significant funding initiatives, underpinned by major policy momentum 

have attempted to increase the use of tele-monitoring and other technologies into UK 

health and social care.  These are predicated on the assumption that such technologies 

will help to manage the spiralling costs for an ageing and multi-morbid population.  

However, to date, there is a lack of evidence to indicate fulfilment of this vision and tele-

monitoring remains far from being normalised into routine UK health and social care 

provision.  This section identifies and discusses the main factors that influence the uptake 

of tele-monitoring in an effort to highlight the complex issues that surround the design and 

implementation of such technologies and outlines the need for more research in this area. 

 Competing views of stakeholders  2.6.1.

One of the complexities of putting tele-monitoring into practice stems from the wide range 

of stakeholders that are involved.  Stakeholders range from industry that develop the 

technology and/or service, governments that produce relevant policy, commissioners 

responsible for buying the technology/services, health and social care clinicians involved 

in the delivery of care, patients that are offered the technology/service and researchers 

involved in evaluating the technology/service (Greenhalgh et al. 2012).  Greenhalgh et al. 

(2012) undertook a discourse analysis of 78 texts; these included 68 publications on tele-

monitoring and field notes from 10 conferences/workshops.  Four competing discourses 

were found: 
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1. The modernist discourse.  This presented a vision of tele-monitoring as a futuristic 

solution to solve the burden of older people by implementing cost effective tele-

monitoring at scale.  This discourse was favoured by industry, policymakers and 

biomedical or health informatics researchers. 

2. The humanist discourse, favoured by social scientists, placed tele-monitoring in 

the ónowô and placed the user at the centre, acknowledging that tele-monitoring 

could be a hindrance as well as a help. 

3. The political economy discourse.  This was critical of the techno-economic drivers 

that promote the mainstreaming of tele-monitoring in order to drive funds out of the 

public and into the private sector.  This discourse was mainly espoused by critical 

academic researchers. 

4. The change management discourse.  This discourse accepted the need for tele-

monitoring but acknowledged the complexity of managing large scale roll out and 

called for effective change management.  People who favoured this discourse 

included those involved in large scale uptake of services such as WSD and think 

tanks. 

Greenhalgh et al. (2012) concluded that the implementation of tele-monitoring had been 

impeded by stakeholdersô conflicting views and their competition to be heard whilst barely 

acknowledging other stakeholdersô discourses.  In addition, the modernist discourse has 

been the key driver for implementation, ahead of more critical evidence building.  They 

acknowledge the need for all discourses to be considered, if the potential of technologies 

is to be realised (Greenhalgh et al. 2012).  

 Existing evidence on effectiveness of tele -monitoring  2.6.2.

One of the main drivers for the Government to encourage the up-scaling of tele-monitoring 

is to realise cost savings for the NHS.  However, a lack of good quality evidence on the 

cost effectiveness of tele-monitoring is suggested as one of the main reasons why it is not 

yet integrated into mainstream care (Goodwin 2010).  Whilst some studies have shown 

that tele-monitoring can reduce costs (Darkins et al. 2008; Hebert et al. 2008; Finkelstein 
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et al. 2006), a number of systematic reviews have concluded that there is both a paucity 

of research and a lack of quality research (Whitten et al. 2002; Pare et al. 2007; Wootton 

2012; Udsen et al. 2014).  Economic studies of tele-monitoring rarely conform to 

accepted, standard economic evaluation methods (Bergmo 2009). 

A systematic review conducted by Polisena et al. (2010) assessed the cost effectiveness 

of telehealth in chronic disease.  In 20 out of the 22 studies included, telehealth showed a 

cost saving for the healthcare or insurance provider.  However, whilst they concluded that 

telehealth had the potential to reduce healthcare costs, they found that the vast majority of 

the studies included were of poor quality and heterogeneous, making it difficult for those 

allocating resources to make informed decisions (Polisena et al. 2010).  A more recent 

systematic review of the cost effectiveness of telehealth use in COPD found similar results 

(Udsen et al. 2014).  Although all 6 studies included in the review identified potential cost 

savings when using telehealth compared to usual care alone, they concluded that the 

quality of economic evidence was poor and therefore too weak to recommend wide scale 

implementation (Udsen et al. 2014).  Furthermore, when cost effectiveness studies have 

been performed, they have usually been conducted in the United States of America; 

making difficult to translate in to a UK setting due to differences in health care systems 

(Barlow et al. 2012b). 

Therefore, the WSD trial was much anticipated to provide the statistically significant, cost 

effective evidence needed to entice the commissioning and delivery of tele-monitoring in 

the UK (Clark and Goodwin 2010).  In actuality, when the results were presented in peer 

reviewed publications, they were much more ómeasuredô in comparison to the 

ósensationalistô headline findings presented earlier by the DOH (as highlighted in section 

2.5.1 above), for which they used to inform subsequent health policy, such as the roll out 

of the 3millionlives initiative (Greenhalgh 2012: e5280).  Results concluded that telehealth 

implemented in the WSD study did not appear to be a cost effective addition to usual care 

(Henderson et al. 2013).  The main outcome measure used to evaluate cost effectiveness 

was incremental cost per quality adjusted life year (QALY) gained.  Investigators found 

that the QALY gain in the telehealth arm (patients receiving usual care plus telehealth) 
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were similar to the control arm (patients receiving usual care only) and the telehealth 

intervention was associated with higher total costs (Henderson et al. 2013).  Investigators 

did find that telehealth use was associated with statistically significant lower mortality rates 

over 12 months and lower hospital admission rates, but they were cautious in their 

interpretation of the results (Steventon et al. 2012).  They identified increased hospital 

admissions in the control group in the first 3 months of the trial but when this was 

excluded from analysis, the statistically significant difference between groups disappeared 

(Steventon et al. 2012).  They concluded that recruitment processes could have affected 

this initial increase in hospital admissions in the control group and this may have 

accounted for the difference (Steventon et al. 2012).  Furthermore, the trial did not find 

any evidence that telehealth reduced the number of contacts with GPs or practice nurses 

during the trial (Bardsley et al. 2013).  Neither was there any evidence that quality of life 

was affected either positively or negatively by the implementation of telehealth (Cartwright 

et al. 2013). 

Aside from the large WSD trial, over the last 20 years, the majority of studies evaluating 

the effectiveness of tele-monitoring in chronic disease have been mostly small scale 

pilots, of short duration, poor quality design and are heterogeneous in nature (Wootton 

2012).  Furthermore, whilst RCTs are thought to be the gold standard of research, some 

have questioned the usefulness of them when evaluating something as complex as tele-

monitoring, which inexorably involves service redesign (May 2006; Williams et al. 2003; 

May et al. 2001).  A reliance on RCTs for evaluating tele-monitoring  risks óshoe horningô 

technologies into existing services as technology is investigated much like a new medicine 

or treatment (May et al. 2001:p.133).  This can impede the adoption of telehealth because 

the RCTs conducted bear little resemblance to what happens in the real world of 

healthcare; the evidence becomes redundant as local decision makers are not convinced 

to make purchasing decisions based on this (May et al. 2006). 

WSD sought to address this by not only testing the wide scale impact and effectiveness of 

telehealth and telecare but also by delivering a model of whole system change and 

investigating the organisational factors that impacted upon the redesign of services using 
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qualitative methods (Hendy et al. 2012).  However, strict RCT conditions, such as the 

creation of new trial models of assessment and care delivery which replaced previously 

proven local models, left managers feeling that the goals of the RCT countermanded any 

attempts to understand the local organisational processes that were needed if tele-

monitoring was to be implemented at scale in their area (Hendy et al. 2012).  More recent 

publications, such as the ones emanating from the DALLAS programme, have focused 

less on evaluating the effectiveness of individual technologies and more on the barriers 

and facilitators to implementing technologies at scale (Agbakoba et al. 2015; Devlin et al. 

2015).  This will be expanded in section 2.4.3 below when discussing organisational and 

implementation factors. 

The evidence on the effectiveness of telehealth use in COPD care remains equivocal as a 

number of quantitative systematic reviews have reported mixed results (Udsen et al. 2014; 

Bolton et al. 2011; McLean et al. 2012; Polisena et al. 2010).  A systematic review by 

Polisena et al., 2010 found that telehealth (compared to usual care alone) reduced the 

number of emergency and hospital visits in people with COPD.  A later Cochrane review 

supported these findings and, in addition, suggested that telehealth also had the potential 

to reduce the number of COPD exacerbations and improve patientsô quality of life 

(McLean et al. 2012).  However, more recent systematic reviews determined that current 

evidence remained inadequate to support wide-scale roll out of telehealth in COPD care 

(Udsen et al. 2014; Bolton et al. 2011).  This was due to the lack of quality studies, 

proliferation of small scale studies and heterogeneity of studies conducted in this area 

(Udsen et al. 2014; Bolton et al. 2011).  Each systematic review used a different definition 

of telehealth so different types of telehealth interventions were included in each review; 

this makes it difficult to assess which types of telehealth intervention (or individual 

components of an intervention) may be more beneficial.  The TELESCOT trial is a more 

recent RCT which evaluated the effectiveness of telehealth use in COPD in a Scottish 

healthcare setting (and hence, not included in the systematic reviews discussed above).  

This involved 256 people with moderate to very severe COPD, of which 128 were 

randomised to the telehealth arm (Stoddart et al. 2015; Pinnock et al. 2013).  This study 
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found no reduction in hospital admissions and no improvement in health related quality of 

life in patients who received telehealth compared to those who received usual care only 

(Pinnock et al. 2013).  Moreover, the investigators concluded that the telehealth 

intervention delivered in the TELESCOT trial was not a cost effective way to deliver care 

(Stoddart et al. 2015).  The TELESCOT trial included a nested qualitative study, the 

results of which were included as two published papers in the meta-synthesis; these are 

discussed in detail in chapter 3. 

 Organisational and implementation factors  2.6.3.

Liddell (2008) identified four technology adoption models to explain the different ways that 

technology is adopted into the NHS: 

1. Top-down, policy led uptake 

2. Uptake within local management 

3. Uptake by professionals within NHS 

4. Uptake by consumers 

Most tele-monitoring adoption can be explained by model 2; whereby the decision to 

implement technology is made at a local management level, although adoption may be 

informed through national frameworks and policy (Liddell 2008).  Adoption at this level is 

often slow as decision makers need to be convinced of the technologyôs effectiveness 

before purchasing expensive equipment (Liddell 2008).  Some health professionals 

suggest that implementation of tele-monitoring is held up because government policy has 

only gone as far as introducing guidelines instead of putting mandates in place (May et al. 

2011).  The barriers to adoption in this model ranged from a lack of financial and 

organisational resources; decision making processes that involved separate budgets and 

a lack of long term financial planning; lack of incentives to take up the technology and 

problems with the procurement of services; and use of pilots that slow down 

implementation as outcomes need to be proven before the technology is up-scaled 

(Liddell 2008). 
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A large scale, qualitative study conducted by May et al. (2011) explored the factors that 

influenced the implementation and integration of tele-monitoring for managing chronic 

disease in the community from a whole system perspective and aimed to develop a set of 

guidelines to inform policy and implementation.  Multiple stakeholdersô views were sought 

(from industry, health and social care managers and clinicians, and patients and their 

carers) from 221 participants, using a mixture of interviews and workshops.  Barriers 

identified included a lack of joint working between health and social care, with industry 

and social care participants highlighting the often indifferent and sometimes obstructive 

attitude of primary care workers towards tele-monitoring, and a lack of sustainable service 

or business models (May et al. 2011). 

A lack of integration between health and social care was also seen at the WSD sites 

(Hendy et al. 2012), although it is recognised that these studies was conducted prior to 

health legislation which now requires health and social care to work together (DOH 

2012d).  They found a general lack of readiness at the sites to join up health and social 

care organisational processes.  Work practices continued as before and the two sectors 

remained independent of each other with single structures and independent financial 

arrangements.  Managers were said to be more interested in expanding tele-monitoring 

services than integrating care (Hendy et al. 2012).  Some suggest that integrated working 

where the benefits, risks and costs are shared between health and social care services 

should more readily enable the uptake of tele-monitoring (Barlow et al. 2012a; Brownsell 

et al. 2012); although this reflects a modernist discourse that assumes these technologies 

are integral to new ways of working across boundaries. 

Devlin et al. (2015) published a paper on the lessons learnt from the 4 communities in the 

DALLAS programme that aimed to implement technology at scale.  They identified five 

key challenges to implementing a wide range of technologies in a national context.  They 

experienced difficulties in establishing and maintaining partnerships between large and 

diverse organisations (Devlin et al. 2015).  They identified how the 4 communities had to 

overcome setbacks and stay resilient in their efforts to deliver technology at scale in an 

often changing healthcare environment (Devlin et al. 2015).  They also identified a tension 
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between working within a co-design model to produce innovative technologies whilst 

having to deploy technology at scale (Devlin et al. 2015).  They also highlighted the 

difficulty of branding and marketing digital technologies in a non-commercial healthcare 

setting and having to overcome issues of interoperability and information governance 

(Devlin et al. 2015).  Interoperability refers to the ability for technologies to work with other 

technologies and systems; lack of interoperability has been cited as a barrier to 

implementation over a number of years (Devlin et al. 2015).  One community within 

DALLAS worked on trying to achieve interoperability.  They found that some technology 

suppliers had concerns that enabling interoperability of their products could lead to loss of 

market share as it could lead to greater competition (Devlin et al. 2015).  The DALLAS 

programme has furthered the aim of achieving interoperability by developing guidelines.  

This also led to the setting up of the Digital Health and Care Alliance (DHACA) which is a 

non-profit organisation led by its members (which include statutory and private service 

providers, technology manufacturers, consumer representative bodies and regulatory 

bodies) to promote scalability and interoperability of technology throughout Europe 

(DHACA 2016b). 

 User perspective  2.6.4.

Despite the important role that patients play in the success (or not) of tele-monitoring, they 

were often an absent voice in early attempts to design and implement technologies 

(Oudshoorn 2008).  The majority of research has focused on assessing the effectiveness 

of technologies (through evaluation studies and RCTs) and understanding the wider 

(macro and meso level) barriers to implementation (such as organisational factors).  This 

has meant that much less focus has been paid to usersô and potential usersô views of the 

technology.  This is reflected in the May et al. (2011) study (as reported in section 2.3) 

where stakeholders such as technology suppliers, managers and health professionals all 

highlighted the need to include service users in the design of technologies and services, 

but in reality, they found little evidence that this occurred.  For example, patients reported 

that they were not consulted on the possible impacts that the technology might have upon 

their lives or their living space (May et al. 2011).  This can also be seen in the recently 
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published paper from the DALLAS project (Devlin et al. 2015: as reported in section 2.6.3 

above) where the authors acknowledge eschewing evaluation of micro-level 

implementation (hence limited data was collected from health professionals delivering 

front line care and no data was presented from users of DALLAS technologies) in favour 

of a macro-level evaluation of implementation. 

Hence, compared to those with power (such as technology developers, policy makers and 

academic researchers), the usersô voice is often anonymised in the process of developing 

and studying the technology (Schot and De La Bruheze 2005).  However, usersô views are 

important too and their role should not be viewed as that of passive recipient as they can 

be critical in shaping all processes of technology development (Oudshoorn and Pinch 

2005).  Moreover, including users in studies can overcome the problems associated with 

science and technology studies that are dominated by the agendas of powerful actors 

(Wyatt 2005) (such as those identified in section 2.6.2 above) and help implementation at 

the ócoal faceô. 

Therefore, since tele-monitoring is designed to change care delivery and patient 

experience, this chapter identifies a need for a more detailed focus on usersô experiences 

in considering future development and implementation of technologies to ensure they are 

ófit for purposeô.  Although less attention has been paid to users of the technology, more 

recent studies have started to explore clinician or patient perceptions of tele-monitoring.  

These perspectives are important to understand the micro-level factors that affect the 

implementation of tele-monitoring.  However, these have tended to be nested in on going 

effectiveness trials or pilot studies (see for example: Fairbrother et al. 2013; Fairbrother et 

al. 2012; Sanders et al. 2012; Ure et al. 2012; Mair et al. 2008; Hibbert et al. 2004), with 

the majority recruiting participants that are already using developed technology 

(Fairbrother et al. 2013; Fairbrother et al. 2012; Ure et al. 2012; Mair et al. 2008; Hibbert 

et al. 2004).  When undertaking a literature review back in 2012, it was apparent that a 

gap existed in the literature, as there had been no systematic review of studies which 

qualitatively explored usersô perspectives of telehealth use within COPD care.  Therefore, 

using the current published evidence available, a meta-synthesis was conducted to 
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explore the experiences and perceptions of the users of telehealth (people with COPD, 

their carers and health professionals) in order to understand the factors which may impact 

on its uptake and sustained use.  This is presented in chapter 3. 

 Summary  2.7.

This chapter has explored COPD within a UK context and has identified how, in an effort 

to reduce the burden of LTCs on health resources, successive UK Governments have 

promoted the use of technologies (such as telecare and telehealth) to find new ways of 

delivering care.  However, as described above, there is still a long way to go before such 

technologies are normalised into routine care.  This, in part, is because of a dominance of 

the modernist discourse that assumes technologies can be readily adopted into care 

practices, without understanding the complex issues that arise when attempts are made to 

introduce such technologies.  Through a comprehensive review of the literature, this 

chapter has highlighted a need for research which focuses on usersô perspectives and 

experiences of tele-monitoring technologies to understand the barriers to using such 

technologies at the micro-level.  Chapter 3 presents a meta-synthesis which starts to 

address this research area.  
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 A qualitative meta -synthesis to Chapter 3.
ÅØÐÌÏÒÅ ÕÓÅÒÓȭ ÐÅÒÓÐÅÃÔÉÖÅÓ ÁÎÄ 
experiences of telehealth in COPD care 

 Introduction  3.1.

This chapter presents a qualitative meta-synthesis which was conducted and 

subsequently published in PLOS ONE journal (Brunton et al. 2015) (see appendix 1).  For 

the purposes of this meta-synthesis, I used the definition of telehealth provided in chapter 

1 (section 1.2).  This is because, as outlined in chapter 1, this thesis is interested in 

understanding the barriers to using telehealth technologies in healthcare.  Therefore, from 

this point forwards, the main focus will be upon telehealth technologies. 

 Aims of the meta -synthesis  3.2.

The aims of the meta-synthesis were to: 

1. Systematically search the literature to identify relevant qualitative studies that 

explored user experience of telehealth in COPD 

2. Conduct a meta-synthesis to identify shared themes in user experience across 

studies and gain new insights from synthesising the data 

3. Discuss how findings can contribute to the design of new or the refinement of 

existing telehealth technologies and services 

4. Discuss how findings have implications for future research 

 Meta-synthesis methods  3.3.

 Selection criteria  3.3.1.

Only full text, peer reviewed published qualitative studies were included in the review; 

therefore, unpublished studies, dissertations, book chapters and conference abstracts 

were excluded.  Papers which did not support their qualitative findings with verbatim 

quotes/observational field notes were also excluded as they do not enable reviewers to 

judge authorsô interpretation of the data or the quality of analysis undertaken (Elliott et al. 

1999).  Studies which explored usersô experience of telehealth technologies were 
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included, but papers which reported only the views of people who did not have a direct 

role in providing patient care (such as commissioners or technology suppliers) were 

excluded; studies whose interventions did not correspond to the definition of telehealth 

used (see 3.1.  introduction to the chapter) were excluded (e.g.  telephone consultations 

between patient and their health care provider or online internet self-help programmes).  

Due to resource constraints, only studies that were published in the English language 

were included. 

 Search Strategy 3.3.2.

To simplify the reporting of the search strategy, three stages of searching that were 

carried out are reported.  However, in reality, the searching process was not a linear 

process prior to synthesis, rather, an iterative process of searching and synthesising 

occurred.  My knowledge of the literature from conducting previous literature reviews in 

the area, together with initial searches started off the synthesis process; I then conducted 

more searches and added papers as they were identified (but all 10 included papers were 

captured in the final searches reported below).  The search strategy was developed by 

me, my two supervisors (CS and PB) and following advice from a librarian with expertise 

in database searching.  The three stages of searching are reported below. 

1. Test searches were carried out to identify key words and titles, after which I 

increased the number of telehealth search terms and removed the óqualitative 

research filterô (Shaw et al. 2004) to optimise sensitivity of the search and the 

number of studies identified. 

2. I searched 6 electronic databases with the finalised search terms from their 

inception to October 2014: ASSIA; CINAHL; Embase (Ovid); Medline (Ovid); 

PsychInfo (Ovid); Web of Knowledge; these were chosen because they represent 

the areas of nursing, medicine, social sciences and psychology (Flemming and 

Briggs 2007).  The finalised key search terms (and their variants) were grouped 

into two categories: ótelehealthô (intervention) and COPD (population).  Each 

category consisted of a mixture of medical subject headings and free text terms 
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which were adapted to suit each individual database (see appendix 2 for Ovid 

Medline search strategy). 

3. My main supervisor (CS) and I manually searched the reference lists of included 

studies and key papers.  Searching stopped when the included studies enabled 

sufficient development of the concepts and theory to create the interpretive 

synthesis (Dixon-Woods et al. 2006). 

 3ÔÕÄÙȭÓ ÓÃÒÅÅÎÉÎÇ ÍÅÔÈÏÄ 3.3.3.

All search results were entered into Endnote, a bibliographic database, and duplicate 

references were removed before screening.  I independently assessed titles and abstracts 

for inclusion; ten percent of retrievals were reviewed by CS.  Full text articles were 

retrieved for further scrutiny when a title and abstract appeared to meet inclusion criteria; 

where inclusion of a paper was judged to be equivocal, CS independently assessed for 

inclusion (n=3).  All papers judged to meet the inclusion criteria (n=10) by myself were 

then independently reviewed by CS before being included in the review. 

 Assessment of quality  3.3.4.

Quality was appraised not to exclude studies but to ensure that too much weight was not 

given to studies that were of lower quality (Atkins et al. 2008); hence, studies of lower 

quality were given less prominence when conducting the synthesis process.  Excluding 

studies because of minor design errors can risk excluding important studies that could 

contribute valuable concepts to answering the question under study (Dixon-Woods et al. 

2006; Booth 2001).  Methodological quality of identified studies was assessed 

independently by two researchers (myself and Adwoa Hughes-Morley (AH-M) a PhD 

student) using the method outlined by Masood et al. (2011).  This uses an adapted 

version of the CASP qualitative appraisal tool (Critical Appraisal Skills Program (CASP) 

2013) to answer up to 30 yes/no questions to assess the credibility, relevance and rigour 

of each paper (where evidence is present, a score of 1 is given; where no evidence is 

present, only partially present or unclear, a score of 0 is given).  Not all questions are 

applicable to each paper so scores are calculated to produce a percentage in order to 

gauge how far each paper meets the CASP criteria.  Both AH-M and I came together to 
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discuss discrepancies in scores awarded.  Unresolved discrepancies would have been 

discussed with my main supervisor (CS) but in the event, this was not required. 

 Synthesis Approach  3.3.5.

Analysis was guided by the meta-ethnographic approach as first outlined by Noblit and 

Hare (1988); this approach was chosen for its ability to move beyond summarising the 

data (such as in a narrative approach) to achieve a more interpretive, conceptual 

explanation of the data.  Most methods of synthesis are applicable to synthesising 

heterogeneous data; this synthesis is in keeping with others who have used a meta-

ethnographic approach to synthesise studies that used disparate methodologies 

(Campbell et al. 2011).  Whilst the included studies used different methodologies, these 

could be categorised as broadly thematic in terms of the endpoint of analysis which we 

could identify as secondary constructs for comparison. 

Papers were independently read and re-read by my main supervisor (CS) and I to gain an 

understanding of the constructs.  First and second order constructs were extracted from 

the results, discussion and conclusion sections of the papers.  I then entered first and 

second order constructs into Nvivo 10 (computer assisted qualitative data analysis 

software package) in order to manage the data.  First order constructs refer to 

participantsô verbatim quotes and second order constructs to the authorsô interpretations 

of the participantsô quotes, usually expressed as themes or categories within the papers.  

Third order constructs are the new interpretation or theory that is derived from 

synthesising first and second order constructs (Atkins et al. 2008).  Constructs were 

independently reviewed by me and CS to identify how they compared and contrasted 

across papers; this enabled us to identify how studies were related (Britten et al. 2002).  

The second order constructs were further scrutinised by me and CS and third order 

constructs were developed that summarised and incorporated the various concepts 

across studies.  To enable this, I extracted the first and second order constructs into a 

spread sheet under the themes of the emerging 3rd order constructs to see how studies 

translated into one another.  Third order constructs were further refined through 
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discussion at regular researcher meetings (between myself, and two of my supervisors 

CS and PB) until consensus was reached. 

In order to make sense of consistent themes and contradictions within the data (mainly 

stemming from the different perspectives of patients and health professionals), a óline of 

argumentô synthesis was developed.  Essentially, this type of synthesis is concerned with 

inference; that is, it serves to build a ówholeô that makes sense of its parts (Noblit and Hare 

1988).  This was achieved by first translating the studies into one another (as described 

above) and then developing a new interpretive context by exploring the similarities and 

differences identified within and across studies (Noblit and Hare 1988). 

 Findings  3.4.

 Quality appraisal  3.4.1.

The quality scores are presented in table 2 and appendix 3.  Overall, findings were clearly 

presented, and five papers met at least 76% of the CASP criteria.  One study (Horton 

2008) met only 45% of CASP criteria and was considered to contribute less to the 

synthesis: this was due to low quality appraisal score, and thin description.  Throughout 

the papers, there was scant reporting of reflexivity and limited reporting of ethical issues 

raised by the studies. 

 Search results  3.4.2.

Search outcomes are presented in the PRISMA flow diagram in Fig.1; the final searches 

retrieved 705 references (after duplicates removed), of which 10 papers were eligible for 

inclusion in the review.  Table 2 details the papers selected for inclusion in the meta-

synthesis.  The ten papers relate to seven studies.  Three studies had two publications 

reporting their qualitative findings: Fairbrother et al. (2013) and Fairbrother et al. (2012)  

utilised the same data sets to report the qualitative findings from an RCT; two studies 

utilised overlapping datasets to report qualitative findings from an RCT (Mair et al. 2008; 

Hibbert et al. 2004; Dinesen et al. 2013; Huniche et al. 2013).  Of the seven studies 

included, three were qualitative studies nested within RCTs of telehealth interventions; 

two were qualitative evaluation studies of small telehealth pilots, one was a nested 
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qualitative study within a pilot study and one was a mixed methods (qualitative and 

quantitative) evaluation of a telehealth pilot study.  Six of the studies were conducted in 

the UK and one in Denmark (Dinesen et al. 2013; Huniche et al. 2013). 

 PRISMA flow diagram  Figure 2.
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Table 2. Characteristics of included studies  1 

References 

(n=10) 

Country 

setting 

Research type Aims 

Sample 

Patients* ( age, gender) 

Health professionals 

(job role) 

*all patients received 

telehealth 

Patient group 

Telehealth intervention 

(include monitoring and frequency, 

extra features and duration) 

Time point of 

data collection 

Data collection 

method 

Data analysis 

method 

Quality 

Appraisal  

(% of how 

far paper 

met CASP 

criteria) 

Williams et al. 

(2014) 

Oxford, UK 

Qualitative 

study nested 

within a pilot 

study 

9ȄǇƭƻǊŜ ǇŀǘƛŜƴǘǎΩ 

expectations and 

experiences of 

using Mhealth 

telehealth 

application to 

support self-

management of 

COPD 

19 patients: 11 men/8 

women, 50-85 years 

(mean 67) 

People with 

moderate to very 

severe COPD 

Monitoring and frequency: patients 

completed pulse rate, oxygen levels 

and symptom diary daily.  Data 

reviewed at regular intervals by 

research nurse (not daily). 

Extra features: multimedia educational 

materials (video, text, images) 

Duration: 6 months 

Twice (before 

telehealth use and 

after 6 months 

use)  

Semi structured 

interviews 

Grounded 

theory approach 

83% 
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References 

(n=10) 

Country 

setting 

Research type Aims 

Sample 

Patients* ( age, gender) 

Health professionals 

(job role) 

*all patients received 

telehealth 

Patient group 

Telehealth intervention 

(include monitoring and frequency, 

extra features and duration) 

Time point of 

data collection 

Data collection 

method 

Data analysis 

method 

Quality 

Appraisal  

(% of how 

far paper 

met CASP 

criteria) 

Dinesen et al. 

(2013) 

Region of 

Northern 

Jutland, 

Denmark. 

Qualitative 

study nested 

within an RCT. 

What are COPD 

ǇŀǘƛŜƴǘǎΩ ŀǘǘƛǘǳŘŜǎ 

towards 

telerehabilitation 

as seen from a 

learning 

perspective? 

22 patients: 8 men, 64 to 

74 yrs (mean 69); 14 

women, 45 to 81 yrs 

(mean 66). 

 

26 Health professionals (6 

GPs; 4 hospital nurses; 2 

hospital Drs; 6 healthcare 

centre nurses; 8 district 

nurses). 

People with 

severe to very 

severe COPD. 

Monitoring and frequency: Health care 

professionals assessed patients' 

readings (BP, oxygen levels, peak flow, 

weight) on the agreed days of self-

monitoring and contacted patients.  At 

onset of exacerbation, daily contact 

maintained between patient and 

healthcare professional. 

Extra features: telehealth part of 

pulmonary rehab programme.  On 

agreed days, health professionals rang 

patients to discuss their health and 

offer advice.  Patients could connect 

with other patients via web portal; 

exercise via games console. 

Duration: 16 weeks 

Patients: 

3 times (before, 

during and post 

telehealth use). 

 

Health 

professionals: 

After supervising 

ǇŀǘƛŜƴǘǎΩ ŜƴǘǊȅ 

into trial. 

Patients: 

Semi structured 

interviews plus 

participant 

observation. 

 

Health 

professionals: 

Semi structured 

interviews. 

Thematic 

analysis. 

79% 
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References 

(n=10) 

Country 

setting 

Research type Aims 

Sample 

Patients* ( age, gender) 

Health professionals 

(job role) 

*all patients received 

telehealth 

Patient group 

Telehealth intervention 

(include monitoring and frequency, 

extra features and duration) 

Time point of 

data collection 

Data collection 

method 

Data analysis 

method 

Quality 

Appraisal  

(% of how 

far paper 

met CASP 

criteria) 

Fairbrother et 

al. (2013). 

Lothian, 

Scotland, UK. 

Qualitative 

study nested 

within an RCT. 

9ȄǇƭƻǊŜ ǇŀǘƛŜƴǘǎΩ 

ŀƴŘ ǇǊƻŦŜǎǎƛƻƴŀƭǎΩ 

views on self-

management in 

the context of 

tele-monitoring in 

COPD. 

38 patients: 18 men/20 

women, 44 to 85 yrs.  

(mean 67.5). 

 

32 professionals (included 

primary/secondary care 

nurses with several 

ƳƻƴǘƘǎΩ ŜȄǇŜǊƛŜƴŎŜ ƻŦ 

delivering telehealth 

service, COPD trial 

research nurses, GPs -

some who declined trial 

involvement, service 

managers, information 

technology suppliers, 

support staff). 

People with 

moderate to 

severe COPD. 

Monitoring and frequency: Monday to 

Friday telehealth service; weekday daily 

monitoring of symptom questionnaire 

and oxygen levels; weekly monitoring 

of weight and FEV1.  Patient contacted 

if abnormal results or if no data 

submitted. 

Extra features: video link for remote 

consultations (but only used twice 

during study due to poor connection). 

Patients given (hard copy) self-

management action plan and 

emergency supply of antibiotics and 

steroids. 

Duration: 1 calendar year. 

Patients: 

Midway through 

telehealth use. 

 

Professionals: 

After several 

ƳƻƴǘƘǎΩ 

experience of 

telehealth service. 

Semi structured 

interviews. 

Framework 

analysis. 

76% 
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References 

(n=10) 

Country 

setting 

Research type Aims 

Sample 

Patients* ( age, gender) 

Health professionals 

(job role) 

*all patients received 

telehealth 

Patient group 

Telehealth intervention 

(include monitoring and frequency, 

extra features and duration) 

Time point of 

data collection 

Data collection 

method 

Data analysis 

method 

Quality 

Appraisal  

(% of how 

far paper 

met CASP 

criteria) 

Gale & Sultan 

(2013) 

The Black 

Country, UK. 

Qualitative 

service 

evaluation. 

Understand how 

people with COPD 

experience and 

interact with 

telehealth to 

recognise how it 

incorporates into 

their everyday life 

and home space. 

N=7 patients (5 male/2 

female; mean age 66.9 

yrs). 

People with mild 

to very severe 

COPD. 

Patients of a 

community 

respiratory 

service who had 3 

or more COPD 

related hospital 

admissions in 12 

month period and 

deemed able to 

use equipment. 

Monitoring and frequency: Monday to 

Friday telehealth service (as an addition 

to 12 hour, 7 day a week Community 

Respiratory service - CRS). 

Weekday daily monitoring of pulse, 

oxygen levels, BP, weight and 

temperature.  Patients contacted if 

abnormal results or if no data 

submitted. 

Extra features: none. 

Duration: 9 months. 

During telehealth 

use. 

Ψ{ƛǘǳŀǘŜŘΩ 

interviews 

(observation and 

interview). 

Framework 

analysis. 

72% 

Huniche et al. 

(2013)  See 

Dinesen et al., 

2013 (same 

study). 

See Dinesen 

et al., 2013 

(same study). 

Explore how 

COPD patients 

make use of 

readings during 16 

weeks of self-

monitoring in a 

telerehabilitation 

project. 

22 patients: 8 men, 64 to 

74 yrs.  (mean 69); 14 

women, 45 to 81 yrs.  

(mean 66). 

See Dinesen et al., 

2013 (same 

study). 

See Dinesen et al., 2013 (same study). 3 times (before, 

during and post 

telehealth use). 

Semi structured 

interviews. 

Thematic 

analysis. 

69% 



 63  

References 

(n=10) 

Country 

setting 

Research type Aims 

Sample 

Patients* ( age, gender) 

Health professionals 

(job role) 

*all patients received 

telehealth 

Patient group 

Telehealth intervention 

(include monitoring and frequency, 

extra features and duration) 

Time point of 

data collection 

Data collection 

method 

Data analysis 

method 

Quality 

Appraisal  

(% of how 

far paper 

met CASP 

criteria) 

Fairbrother et 

al. (2012) 

See 

Fairbrother et 

al., 2013 

(same study). 

See 

Fairbrother et 

al., 2013 

(same study). 

Investigate the 

views of patients 

and clinicians on 

the impact of tele-

monitoring 

service to 

continuity of care. 

See Fairbrother et al., 

2013 (same study). 

See Fairbrother et 

al., 2013 (same 

study). 

See Fairbrother et al., 2013 (same 

study). 

See Fairbrother et 

al., 2013 (same 

study). 

See Fairbrother et 

al., 2013 (same 

study). 

Framework 

analysis. 

83% 

Ure et al. 

(2012) 

Lothian, 

Scotland, UK. 

Qualitative 

study as part 

of pilot study 

evaluation. 

Assess the 

acceptability of 

tele-monitoring 

service to patients 

and clinicians. 

20 patients: 13 men, 7 

women,.(mean age 68.9 

yrs). 

25 health professionals (4 

GPS; 4 Practice Nurses; 2 

hospital based respiratory 

nurses; 2 nurse managers; 

2 physiotherapy 

managers; 3 

physiotherapists; 2 non-

clinical managers; 6 

community nurse 

managers). 

People with 

moderate to 

severe COPD. 

Monitoring and frequency: Monday to 

Friday telehealth service.  Weekday 

daily symptom questionnaire and 

oxygen levels; weekly monitoring of 

weight and FEV1.  Patients contacted if 

abnormal readings or if no data 

submitted. 

Extra features: Patients given (hard 

copy) self-management action plan and 

emergency supply of antibiotics and 

steroids. 

Duration: 2 months. 

Patients: 

Twice (before 

telehealth use and 

=/>2months of 

telehealth use). 

 

Professionals: 

Occurred at 

different time-

points during 

service set up. 

Semi structured 

interviews and 1 

professional focus 

group. 

Techniques of 

grounded 

theory/ 

thematic 

analysis. 

79% 
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References 

(n=10) 

Country 

setting 

Research type Aims 

Sample 

Patients* ( age, gender) 

Health professionals 

(job role) 

*all patients received 

telehealth 

Patient group 

Telehealth intervention 

(include monitoring and frequency, 

extra features and duration) 

Time point of 

data collection 

Data collection 

method 

Data analysis 

method 

Quality 

Appraisal  

(% of how 

far paper 

met CASP 

criteria) 

Mair et al. 

(2008) 

Liverpool, UK. 

Qualitative 

study nested 

within an RCT  

Use the 

Normalisation 

Process to 

understand and 

interpret findings 

from a qualitative 

evaluation of RCT. 

N=9 patients (no further 

info). 

 

N=11 specialist 

respiratory nurses 

involved in telehealth 

trial. 

People 

experiencing an 

acute 

exacerbation of 

COPD. 

Monitoring and duration: BP, 

temperature, oxygen levels (no 

information on frequency) Extra 

features: analogue video link for 

remote consultations. 

Duration: 2 weeks. 

No information. Semi-structured 

interviews. 

Framework 

analysis. 

62% 

Horton (2008) 

South East 

England, UK. 

Qualitative 

service 

evaluation. 

Evaluate 

telehealth. 

N=3 healthcare 

professionals (no further 

details) involved in 

redesign of COPD service 

(included telehealth) and 

one key member from 

telehealth call centre + 6 

case studies of patients  

receiving telehealth (no 

further details). 

ΨhƭŘŜǊΩ ǇŜƻǇƭŜ 

following 

discharge from 

hospital after 

acute 

exacerbation of 

COPD. 

Monitoring and frequency: daily 

monitoring included oxygen levels, 

pulse and respiratory rate (no further 

info).  Data transmitted to a local call 

centre, escalation procedure was set up 

so call centre operator would know 

what intervention would be 

appropriate. 

Extra features: none. 

Duration: 5 days. 

6 months post 

service 

implementation. 

Focus group. 

 

6 case studies 

(chosen by health 

professionals) to 

examine key 

issues related to 

implementation 

of telehealth. 

Thematic 

analysis. 

45% 
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References 

(n=10) 

Country 

setting 

Research type Aims 

Sample 

Patients* ( age, gender) 

Health professionals 

(job role) 

*all patients received 

telehealth 

Patient group 

Telehealth intervention 

(include monitoring and frequency, 

extra features and duration) 

Time point of 

data collection 

Data collection 

method 

Data analysis 

method 

Quality 

Appraisal  

(% of how 

far paper 

met CASP 

criteria) 

Hibbert et al. 

(2004) 

See Mair et al. 

2008 (same 

study). 

See Mair et 

al., 2008 

(same study). 

Document the 

responses of 

specialist nurses 

using telehealth 

and identify key 

issues relating to 

its integration into 

routine care. 

N=12 specialist 

respiratory nurses 

involved in telehealth 

trial. 

See Mair et al., 

2008 (same 

study). 

See Mair et al., 2008 (same study).  during set up and 

implementation 

of RCT. 

Participant 

observation. 

Using 

ΨŜǘƘƴƻƎǊŀǇƘƛŎ 

ǇǊƛƴŎƛǇƭŜǎΩκ 

constant 

comparison. 

62% 
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Regarding the aims of the ten included papers, the majority (n=4) aimed to explore the 

experiences of both patients and health professionals in the use of telehealth; three 

explored the experiences of patients only; two explored the experience of health 

professionals only, and one (Dinesen et al. 2013) explored patientsô attitudes to 

telerehabilitation from a health professional and patient perspective.  Of the seven studies, 

four were using telehealth in the routine care of a patientsô LTC; two were using telehealth 

in the care of patients following acute exacerbation of COPD, and one study was using 

telehealth as part of a telerehabilitation programme.  This impacted on the length of time 

patients used telehealth equipment within the studies; length of telehealth use ranged 

from five days following acute exacerbation of COPD in the Horton study (Horton 2008) to 

one calendar year in the Fairbrother et al. study (Fairbrother et al. 2012; Fairbrother et al. 

2013) study, which used telehealth for routine monitoring. 

A distinction also exists between the types of telehealth interventions used within studies, 

as some studies used telehealth to only monitor patientsô physiological signs (such as BP, 

pulse, oxygen saturation levels, temperature etc.), whilst others utilised other 

technological features to further support self-management, such as video-links to facilitate 

remote consultations or getting patients to complete daily symptom questionnaires.  Two 

studies had more comprehensive telehealth interventions to support self-management 

(Dinesen et al. 2013; Huniche et al. 2013; Williams et al. 2014). 

The interaction between health professionals and patients varied throughout the studies: 

some only contacted patients when their physiological or other monitoring data were 

abnormal or if they did not receive data, whilst other studies maintained more regular 

contact with patients regardless of their data results.  Telehealth was an addition to usual 

care provided in the majority of studies; only two studies appeared to introduce telehealth 

intended as a new service delivery: in one study it was used as part of a COPD service 

redesign to integrate primary care, social care and a local call centre (Horton 2008) and 

within an RCT, telehealth was compared to existing home visits in a nurse led service 

(Mair et al. 2008; Hibbert et al. 2004).  When interpreting the findings from this meta-

synthesis, the heterogeneity of studies therefore needs to be borne in mind. 
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The results are presented in relation to the third order constructs that emerged from the 

synthesis of the included studies (see table 3), these are: 

1. The influence of telehealth on moral dilemmas of help seeking 

2. The transformation of interactions 

3. Reconfiguring the nature of óworkô 

Table 3. Examples of 1st, 2nd and 3rd  order constructs   

Study 1st order construct 2nd order construct 3rd order construct 

Dinesen et 

al., 2013. 

ΨLǘ Ƙŀǎ ƳŜŀƴǘ ǘƘŀǘ L ƘŀǾŜ ōŜŜƴ ŀōƭŜ 

to keep track.  bƻǿΣ L ŘƻƴΩǘ ƪƴƻǿ 

ƳǳŎƘ ŀōƻǳǘ ōƭƻƻŘ ǇǊŜǎǎǳǊŜΧōǳǘ 

ǘƘŜ ƻȄȅƎŜƴ L ƘŀǾŜ ǿƻǊƪŜŘ ƻǳǘΦΩ 

Male patient, 3
rd

 interview. 

Evaluating and keeping track of the 

state of the body [help] stay in 

control of the disease. 

Telehealth functions on a 

continuum between 

dependency/self-care.  

Telehealth takes away the 

moral dilemma of help-

seeking: this can be perceived 

to increase dependency or 

enable self-care. 
Fairbrother 

et al., 2013. 

ΨLŦ ȅƻǳ ƘŀǾŜ ŀ ōŀŘ ǊŜŀŘƛƴƎ ȅƻǳΩǊŜ 

not going to go out and do the 

gardening or go up and clean the 

ōŀǘƘǊƻƻƳ ƻǊ ǎƻƳŜǘƘƛƴƎΦΩ  aŀƭŜΣ тн 

years. 

 

ΨL ŦŜŜƭ ƛǘ ǊŜƛƴŦƻǊŎŜǎ ŀ ǎƛŎƪ ƳƻŘŜƭ ŦƻǊ 

the patient.  .  .  the patient would 

see themselves as very unwell on a 

Řŀƛƭȅ ōŀǎƛǎ ōŜŎŀǳǎŜ ǘƘŜȅΩǊŜ 

constantly focussing on their 

ŘƛǎŜŀǎŜ ǎǘŀǘŜΦΩ bǳǊǎŜΣ ǎŜŎƻƴŘŀǊȅ 

care, ID24. 

Many patients reported using tele-

monitoring data to validate their 

decision to self-medicate and/or to 

contact healthcare professionals. 

 

[health care providers] expressed 

concern about creating 

dependence on the technology 

and/or practitioner support, 

particularly among patients with 

severe COPD. 

Mair et al., 

2008. 

ΨΦΦΦ ¢ƘŜ Ƴŀƛƴ ŀŘǾŀƴǘŀƎŜ ƛǎ ƪƴƻǿƛƴƎ 

that I can do it myself, if I see that 

ƛǘΩǎ ƎƻƛƴƎ Řƻǿƴ Χ ōǊƛƴƎ ŀ ƴǳǊǎŜ ƻǳǘ 

ŀƴŘ ǘƘŜȅ ǿƛƭƭ ŎƻƳŜ ƻǳǘΦΩ 

[patients] felt that using the 

ǎȅǎǘŜƳΧ ƎŀǾŜ ǘƘŜƳ more 

autonomy. 

Williams et 

al., 2014. 

ΨLǘΩǎ ŀ ǇǊŜǎŜƴŎŜ ƛƴ ǘƘŜ ƘƻƳŜΣ ƛǘ 

encourages me to do what I call 

ōǊŜŀǘƘƛƴƎ ŜȄŜǊŎƛǎŜǎΦΩ 

 

ΨǘƘŜȅ ώǊŜǎǇƛǊŀǘƻǊȅ ƴǳǊǎŜǎϐ ǘŜƭƭ ƳŜ ǘƻ 

Řƻ ǘƘƛǎ ǿƘŜƴ LΩƳ ƴƻǘ ǿŜƭƭ ŀƴŘ ǘƘŜȅ 

[respiratory nurses] come and see 

ƳŜΦΩ 

[telehealth] reminded patients of 

the need to engage in self-

management. 

 

Some patients perceived 

ώǘŜƭŜƘŜŀƭǘƘϐ ŀǎ ƭŜǎǎ ǳǎŜŦǳƭΧ ǘƘƻǎŜ 

ώǇŀǘƛŜƴǘǎϐ Χ ŀǇǇŜŀǊŜŘ ǘƻ ōŜ ƭŜǎǎ 

engaged with managing their 

COPD. 
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Study 1st order construct 2nd order construct 3rd order construct 

Fairbrother 

et al.,.2012. 

ΨLǘ ƳŀƪŜǎ ȅƻǳ ŦŜŜƭ ƭƛƪŜ ǎƻƳŜōƻŘȅΩǎ 

looking after you.  If anything goes 

wrong, you can get in touch with 

ǘƘŜƳ ŀƴȅ ǘƛƳŜ ȅƻǳ ǿŀƴǘ ΦΦΦ ȅƻǳΩǾŜ 

got the confidence that they're 

ƎƻƛƴƎ ǘƻ ƎŜǘ ǎƻƳŜǘƘƛƴƎ ŘƻƴŜΦΩ 

(Male, 79 years). 

The service was extremely popular 

with patients who reported a sense 

of reassurance in having someone 

ΨǿŀǘŎƘƛƴƎ ƻǾŜǊ ǘƘŜƳΩΦ 

Telehealth transforms 

interactions.  This threatens 

positive user experience when 

it is perceived to impede 

clinical assessment or lead to 

a false sense of security; it 

enables positive user 

experience when it is 

perceived to increase social 

connectedness and 

reassurance. 

Gale & 

Sultan, 

2013. 

ΨL ŦŜƭǘ ƛǘ ǿŀǎΣ L ŦŜƭǘ L ǿŀǎ ōŜƛƴƎ 

monitored, I felt like a connection, 

to be honest, like you know, to the 

ώ/w{ϐ ǘŜŀƳΦΩ όtпύΦ 

They particularly valued the 

ΨŎƻƴƴŜŎǘƛƻƴΩ ǘƘŀǘ the telehealth 

ōǊƻǳƎƘǘ Χƛǘ ǿŀǎ ŦŜƭǘ ǘƻ ōŜ 

important that at the other end of 

the line there was a real person. 

Mair et al., 

2008. 

ΨL ǘƘƛƴƪ ȅƻǳ ǇƘȅǎƛŎŀƭƭȅ ƴŜŜŘ ǘƘŜ 

ǇŀǘƛŜƴǘ ƛƴ ŦǊƻƴǘ ƻŦ ȅƻǳΧƛǘΩǎ ǿƘŜƴ 

you start talking to them and 

getting more of a rapport with 

them that they open up and tell you 

ǘƘƛƴƎǎΦΩ 

 

ΨL ǘƘƻǳƎƘǘ L ŎƻǳƭŘ ƘŀǾŜ ŘƛǎŎǳǎǎŜŘ 

ŀƴȅǘƘƛƴƎ ǘƘŜȅΩǊŜ ǎǳŎƘ ƴƛŎŜ ǇŜƻǇƭŜΦΩ 

Patient 60. 

ΧƴǳǊǎŜǎ ōŜƭƛŜǾŜŘ ǘƘŀǘ ŎƭƛƴƛŎŀƭ 

interactions using the system were 

less likely to achieve an accurate 

and full clinical assessment.  The 

ǇŀǘƛŜƴǘǎΧ ŦƻŎǳǎŜŘ ƻƴ ǘƘŜ ǇŜǊǎƻƴŀƭ 

qualities of nurses. 

Ure et al., 

2012. 

ΨL ǘƘƻǳƎƘǘ ƛǘ ǿƻǳƭŘ ōŜ ƳƻǊŜ ŎƭŜŀǊ-

ŎǳǘΦ  Lǘ ŘƛŘƴΩǘ ƻŎŎǳǊ ǘƻ ƳŜ ƛǘ ǿƻǳƭŘ 

be so difficult to work to a standard 

ōŀǎŜƭƛƴŜΦ  LǘΩǎ ŀ ƭƻǘ ƳƻǊŜ ŎƻƳǇƭŜȄ 

than I thought it was goiƴƎ ǘƻ ōŜΦΩ 

/ƭƛƴƛŎƛŀƴǎΧŘŜǎŎǊƛōŜŘ ǘƘŜ 

importance of interpreting the 

ǎŎƻǊŜǎ ƛƴ ŎƻƴǘŜȄǘΧώƘƻƳŜϐ Ǿƛǎƛǘǎ 

were made to clarify the reality of 

the individual clinical situation 

when the score breached the 

threshold. 

Huniche et 

al., 2013. 

Ψ!ƴŘ Ƴȅ ǿƛŦŜ Ƨƻƛƴǎ ƳŜ ŜǾery time 

ŀƴŘ ǿŜ ŘƛǎŎǳǎǎ ƛǘ ŀƴŘΧ ƛǘΩǎ ƻƴ 

Mondays and Fridays that we 

measure.  We have a good time 

ŘƻƛƴƎ ǘƘŀǘΦΩΩ  aŀƭŜ ǇŀǘƛŜƴǘΣ н
nd

 

interview. 

aŜŀǎǳǊƛƴƎ ǾŀƭǳŜǎΧōŜŎƻƳŜǎ ŀ 

shared practice between patients 

and relatives, thus securing and 

supporting their mutual 

ƛƴǾƻƭǾŜƳŜƴǘ ƛƴ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ƘŜŀƭǘƘΦ 

Telehealth reconfigures the 

nature of work for patients 

and health professionals.  This 

is perceived as a burden when 

it increases patient anxiety, 

increases health professional 

workload or threatens 

professional identify; it is 

perceived to empower when 

ƛǘ ƛƴŎǊŜŀǎŜǎ ǇŀǘƛŜƴǘǎΩ ŀōƛƭƛǘȅ ǘƻ 

self-care. 

Gale and 

Sultan, 

2013. 

Ψ{ƻ Ƴȅ ƻȄȅƎŜƴ ƭŜǾŜƭǎ ǘƻŘŀȅ ǿŜǊŜ 

фрΧфр ƛǎ ǊŜŀƭƭȅ ƎƻƻŘΧ {ƻ ȅƻǳ ǘƘƛƴƪ 

ǘƻ ȅƻǳǊǎŜƭŦΣ ΨLΩƳ ƘŀǾƛƴƎ ŀ ƎƻƻŘ Řŀȅ 

ǘƻŘŀȅΩΦ  ΦΦ²ƛǘƘƻǳǘ ǘƘƛǎΣ LΩƳ ƎƻƛƴƎ ǘƻ 

think, ǿƘŀǘΩǎ Ƴȅ ƻȄȅƎŜƴ ƭŜǾŜƭǎ 

ǘƻŘŀȅΚ Χ 5ƻ L ƴŜŜŘ ǘƻ Ŏŀƭƭ ǘƘŜ 

ƴǳǊǎŜΣ Řƻ L ƴŜŜŘ ǘƻ ǎŜŜ ǘƘŜ DtΚΩΦ 

Patients were required to take their 

measurements and send them via 

the telehealth equipment to the 

/w{Χ ǘƘŜȅ ōŜŎŀƳŜ ŎƻƴŦƛŘŜƴǘ ƻǾŜǊ 

time with what numerical level was 

ΨƴƻǊƳŀƭΩ ƻǊ ƴƻǘ ŀƴŘΧǳƴŘŜǊǎǘŀƴŘ 

and interpret their body through 

these numbers. 
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Study 1st order construct 2nd order construct 3rd order construct 

Fairbrother 

et al., 2012. 

ΨΧ ǿƘŜǊŜ ŎƻƳƳǳƴƛǘȅ ǘŜŀƳǎ ŀǊŜ 

involved with our COPD patients, 

we get a lot more contact, a lot 

more calls, a lot of those are not 

appropriate in our eyes.  A lot of 

buck passing.  I think potentially 

ǘƘŀǘΩǎ ǉǳƛǘŜ ŘŀƳŀƎƛƴƎ ǘƻ ǇŀǘƛŜƴǘ 

ŎŀǊŜΦΩ  ά¦ǎǳŀƭ ŎŀǊŜέ DtΣ L5фΦ 

While some GPs appreciated 

sharing communication about 

patients and working in partnership 

ΧƻǘƘŜǊǎ ŦƻǳƴŘ ǘƘŜ ƛƴǾƻƭǾŜƳŜƴǘ ƻŦ 

nonmedical community-based tele-

monitoring professionals intrusive, 

unwelcome and unhelpful. 

Hibbert et 

al., 2004. 

While they were setting up the 

equipment, the patient remarked 

Ψ!ǊŜƴΩǘ ȅƻǳ ŎƭŜǾŜǊΗΩ ŀƴŘ ƘŜǊ 

ƘǳǎōŀƴŘ ŀŘŘŜŘΣ Ψhƴ ǘƻǇ ƻŦ ǘƘƛǎ 

ȅƻǳΩǊŜ ŜƴƎƛƴŜŜǊǎΩΦ 

The technology was sometimes 

ǎŜŜƴ ŀǎ ǳƴŘŜǊƳƛƴƛƴƎ ƴǳǊǎŜǎΩ 

professional security and 

ŎǊŜŘƛōƛƭƛǘȅΧǘŜƭŜƘŜŀƭǘƘΧƻǇŜƴŜŘ 

fundamental debates about 

professional values and status.  The 

transporting and setting up of 

ŜǉǳƛǇƳŜƴǘ ǿŜǊŜ ΧƛƴŀǇǇǊƻǇǊƛŀǘŜ 

professional activities, with one 

nurse describing feeling like a 

ΨŎŀǊǇŜǘ ŦƛǘǘŜǊΩΦ 

Horton 

2008. 

ΨL ƘŀŘ ǘƻ ŎƻƳŜ Řƻǿƴ ǘƻ ǘƘŜ 

ƻŦŦƛŎŜΧŀŎŎŜǎǎ ǘƘŜ ŜƭŜŎǘǊƻƴƛŎ ŎŀǊŜ 

ǇƭŀƴΧ ²Ŝ ŀƭǎƻ ǎǇŜƴǘ ŀ ƭƻǘ ƻŦ ǘƛƳŜ 

ǎƻǊǘƛƴƎ ƻǳǘ ǘƘŜ ǘŜƭŜǇƘƻƴŜ ƭƛƴŜΦΩ 

 

Ψƛƴ ŀ ǿŀȅ L ǘƘƛƴƪ ƛǘ ƳŀŘŜ ƳƻǊŜ ǿƻǊƪ 

ŦƻǊ ǘƘŜ ƴǳǊǎŜǎ ŀŦǘŜǊ ǿŜΩǾŜ been in 

ώŀŦǘŜǊ ƛƴǎǘŀƭƭŀǘƛƻƴϐΦΩ 

Because of the inherent problems 

with the equipment, health care 

professionals reported that a lot of 

time was wasted. 
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 The influence of telehealth on the moral dilemmas of help 3.4.3.
seeking 

A persistent theme across five of the seven studies relates to how telehealth eased 

patient responsibility for seeking help and legitimised contact with health care providers.  

Patients felt burdened by dilemmas of when to seek help prior to using telehealth; this had 

often delayed help seeking.  Analysis across first and second order constructs identified 

that telehealth lifted responsibility for help seeking in two ways: 

1. By providing patients with óconcrete evidenceô to contact their health care provider 

through identification of abnormal readings 

2. By shifting the responsibility for initiating contact to health care providers 

3.4.3.1. Dependency versus self -care 

On the whole, studies reported that patients experienced a sense of relief that telehealth 

legitimised contact with their care providers and helped them feel supported in self-care.  

However, one study reported health professionalsô concerns that telehealth may promote 

dependency on healthcare providers and telehealth data, especially in patients with more 

severe disease (Fairbrother et al. 2013).  Further analysis of first and second order 

constructs identified that most papers reported these conflicting consequences of 

telehealth within first order constructs but they were not always recognised or explicitly 

reported in authorsô second order interpretations.  Primary data across five studies 

indicates telehealth functions between both self-care and health care dependency (see 

table 3 for examples).  Studies which reported data on patientsô perspectives had a focus 

on exploring how patients used telehealth in their every-day lives and how it helped them 

to self-manage (Dinesen et al. 2013; Huniche et al. 2013; Williams et al. 2014; Gale and 

Sultan 2013); therefore, there was an emphasis towards exploring the self-care side of the 

continuum.  For example, the Danish study (Dinesen et al. 2013; Huniche et al. 2013) 

demonstrates several ways patients used telehealth readings to self-care.  This study did 

report that five out of the 22 patients did not make use of telehealth readings.  Williams et 

al. (2014) also reported that telehealth enabled patients to self-manage; suggesting those 

who did not experience benefit were less engaged in managing their condition. 
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Table 4. 1st order constructs to show the self -care/dependency continuum 
in telehealth use.  

towards dependency towards self-care 

ΨLƴ ŀ ǿŀȅ ƛǘ ǿŀǎ ŀ ǊŜƭƛŜŦ ǘƘƛƴƪƛƴƎ ǘƘŀǘ L ǎƘƻǳƭŘ ƛƎƴƻǊŜ Ƴȅ ƻǿƴ 

thoughts on getting a doctor or something like that.  This 

organisation was going to get hold of a doctor if their readings 

ǎƘƻǿŜŘ L ƴŜŜŘŜŘ ŀ ŘƻŎǘƻǊΦΩ Ure 2012. 

ΨLŦ ǿŜ ƘŀŘ ŀƴǘƛōƛƻǘƛŎǎ ƻǊ ǎǘŜǊƻƛŘǎΣ ǿŜ ŎƻǳƭŘ ǎǘŀǊǘ ǘƘŜƳ 

and then see on the Monday morning, you know, to 

assess what we hadΦΩ ¦ǊŜ нлмнΦ 

ΨL ƘŀŘ ƻƴŜ ǇŀǘƛŜƴǘ ƻƴ ǘƘŜ ƳŀŎƘƛƴŜ ŀƴŘ ƘŜ ƘŀǎƴΩǘ ōŜŜƴ ƛƴ 

ƘƻǎǇƛǘŀƭ ŦƻǊ ŀ ȅŜŀǊΧIŜ ŀŎŎǊŜŘƛǘǎ ǘƘŀǘ ǘƻ ƻǳǊ ǎŜǊǾƛŎŜ ŀƴŘ ǘƘŜ 

machine, and is petrified that when the trial ends that 

machine will be taken away from him, because it has become 

Ƙƛǎ ƭƛŦŜƭƛƴŜΧƘŜΩǎ ōŜŎƻƳŜ ŘŜǇŜƴŘŜƴǘ ŀƴŘ ōŜƭƛŜǾŜǎ ƘŜ ǎƘƻǳƭŘ ōŜ 

ƎŜǘǘƛƴƎ ǇƘƻƴŜ Ŏŀƭƭǎ ƻƴ ŀ ǊŜƎǳƭŀǊ ōŀǎƛǎΦΩ (Health Professional) 

Fairbrother 2013. 

ΨLΩƳ ƻƪŀȅ ŀǘ ут҈ όƻȄȅƎŜƴ ǎŀǘǳǊŀǘƛƻƴύ ǳǇǿŀǊŘǎ ŀƴŘ L 

ƴŜǾŜǊ ƎŜǘ ōŜǘǘŜǊ ǘƘŀƴ фнΦ  9ǾŜƴ ǿƘŜƴ LΩƳ ǾŜǊȅ ǿŜƭƭΣ L 

never get better than 92.  But I go out and about and I 

Řƻ ǿƘŀǘ L ƴŜŜŘ ǘƻ Řƻ ŀƴŘ L ƳŀƴŀƎŜ ƛǘ ōȅ ǿŀƭƪƛƴƎΦΩ 

Fairbrother 2013. 

ΨLŦ ǘƘŜȅ ǘŀƪŜ ƻǳǘ ǘƻƳƻǊǊƻǿΧand I go back to, have to rewire 

the panic button up again, you know, and that type of thing, 

am I going to be calling the girls [nurses] out more, am I going 

to be in hospital more, am I going to go back to square one 

Ƨǳǎǘ ōŜŎŀǳǎŜ ƻŦ ǘƘŀǘ ŜǉǳƛǇƳŜƴǘΦΩ Gale 2013. 

ΨLǘΩǎ ƳŀŘŜ ƳŜ ƳƻǊŜ ŎƻƴŦƛŘŜƴǘ ƛƴ ƳȅǎŜƭŦ ōŜŎŀǳǎŜ L ƪƴƻǿ 

ǿƘŀǘΩǎ ƘŀǇǇŜƴƛƴƎΦ  ²ŜƭƭΣ ōŜŦƻǊŜ L ŘƛŘƴΩǘΣ ŘƛŘ LΚ ΦΦΦ LŦ L 

ŘƛŘƴΩǘ ƘŀǾŜ ǘƘŀǘ ώǘŜƭŜƘŜŀƭǘƘϐΣ L ǿƻǳƭŘƴΩǘ ƪƴƻǿ Ƙƻǿ ƭƻǿ 

L ǿŀǎΣ LΩŘ Ƨǳǎǘ ŎŀǊǊȅ ƻƴ ǿƛǘƘ ŀ ƴƻǊƳŀƭ ŘŀȅΣ ǿƻǳƭŘƴΩǘ LΚ  

bƻǿ ȅƻǳΩǾŜ Ǝƻǘ ǘƘŀǘΣ ƛǘ Ǉǳǘǎ ȅƻǳ ŀǿŀǊŜ ƻŦ ǿƘŀǘΩǎ 

ƘŀǇǇŜƴƛƴƎΦΩ Gale 2013. 

Ψ.ǳǘ ǘƘŜǊŜ ƛǎ ƴƻǘ ƳǳŎƘ ǘƻ ƘŀǾƛƴƎ ƛǘ ƛŦ ƛǘ ŘƻŜǎƴΩǘ Ǝƻ ǘƻ ǎƻƳŜ 

facility like it did to [home nurse].  So that she could keep 

ǘǊŀŎƪΦΩ Huniche 2013. 

Ψ{ŜŜƛƴƎ Ƴȅ Řŀǘŀ ƻƴ ǘƘŜ ǿŜō ǇƻǊǘŀƭ ƎƛǾŜǎ ƳŜ ŀ ōŜǘǘŜǊ 

understanding of how to exercise and interpret the 

development of my symptoms when I experience the 

ƻƴǎŜǘ ƻŦ ŀƴ ŜȄŀŎŜǊōŀǘƛƻƴΦΩ Dinesen 2013. 

ΨŦŜƭǘ ƛǘ ǿŀǎ ŀ ǿŀǎǘŜ ƻŦ ǘƛƳŜΩ     Ψ ǘƘŜȅ ώǊŜǎǇƛǊŀǘƻǊȅ ƴǳǊǎŜǎϐ ǘŜƭƭ 

ƳŜ ǘƻ Řƻ ǘƘƛǎ ǿƘŜƴ LΩƳ ƴƻǘ ǿŜƭƭ ŀƴŘ ǘƘŜȅ ώǊŜǎǇƛǊŀǘƻǊȅ ƴǳǊǎes] 

ŎƻƳŜ ŀƴŘ ǎŜŜ ƳŜΩΦ  Williams 2014. 

ΨLǘΩǎ ŀ ǇǊŜǎŜƴŎŜ ƛƴ ǘƘŜ ƘƻƳŜΣ ƛǘ ŜƴŎƻǳǊŀƎŜǎ ƳŜ ǘƻ Řƻ 

ǿƘŀǘ L Ŏŀƭƭ ōǊŜŀǘƘƛƴƎ ŜȄŜǊŎƛǎŜǎΦΩ Williams 2014. 

 

 Conflicting consequences of interactional transformation in 3.4.4.
telehealth  

This focuses on telehealth and the consequences of interactional transformation, including 

the conflict between patientsô and health professionalsô experiences that are engendered 

by this change in interaction.  Telehealth can be seen to transform interactions between 

patients and their health care providers in three ways, by: 

1. Shifting emphasis from traditional face to face consultations to remote 

consultations 

2. Changing the frequency of interaction between patients and their health care 

providers 

3. Providing a óbenign form of surveillanceô (Gale and Sultan 2013) through remote 

monitoring of physiological and other data 
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3.4.4.1. Reassurance 

A consistent theme reported in all studies was that telehealth provided patients with a 

sense of reassurance and a strong sense of feeling ólooked afterô.  No studies reported 

any patient concern regarding the change in mode of interaction, although it is not clear in 

six studies whether significant shifts occurred.  Only one study clearly reported that home 

visits were replaced by remote consultations which patients found suitable (Mair et al. 

2008; Hibbert et al. 2004).  Patientsô sense of reassurance came from two other 

components of interactional transformation: through an increase in patient-health care 

provider interaction and through knowing that their data was being remotely monitored.  

Components of interactional transformation are interlinked as patients valued being 

remotely monitored but only in the context that if problems occurred they would be able to 

interact with a human being. 

Patients concentrated on, and valued, the increased contact and level of continuity that 

telehealth enabled.  A sense of continuity associated with interventions brought additional 

reassurance: this was evident within three of the papers (Fairbrother et al. 2013; Huniche 

et al. 2013; Williams et al. 2014).  In the Williams et al. (2014) study, patientsô sense of 

reassurance came from the óvirtual linkô obtained by sharing their data with a research 

nurse, despite knowing their data was not monitored regularly nor intended to replace 

usual care.  A sense of continuity came from increased telephone contact with telehealth 

professionals for patients in the Fairbrother et al. (2013) paper; this enabled trusting 

relationships to be formed, in part because telehealth professionals facilitated patientsô 

access to other health professionals.  Patients in one study (Dinesen et al. 2013; Huniche 

et al. 2013) reported feeling a ósense of securityô due to regular weekly contact with a 

specialist health care provider and through access to telehealth data. 

The exchange of telehealth data between patient and health care provider plays an 

important role in patientsô sense of reassurance through enhanced feelings of social 

connectedness.  This theme was explicit in two studies: Gale and Sultan (2013) reported 

that remote monitoring alleviated feelings of isolation and patients felt a connection to their 

health care providers.  Feelings of isolation were reduced in another study (Dinesen et al. 
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2013; Huniche et al. 2013) through patients and health professionals sharing telehealth 

data which enabled shared decision making. 

3.4.4.2. Risk 

Reassurance provided through increased social connectedness may be threatened when 

telehealth does not live up to patientsô expectations: this was evident in the Ure et al. 2012  

study whereby one man delayed help seeking as he mistakenly believed his heart 

problem would be identified through telehealth monitoring. 

In contrast to the generally positive experience of patients, there is evidence across three 

studies (Fairbrother et al. 2012; Fairbrother et al. 2013; Mair et al. 2008; Hibbert et al. 

2004; Ure et al. 2012) that health professionals held less positive views on the 

interactional changes brought about by telehealth.  There was evidence that health 

professionals perceived telehealth as undermining their capacity for holistic surveillance: 

they lost the view of the social and physical environmental context.  This theme is most 

prevalent throughout the Mair et al. (2008) paper where regular video-link consultations 

were used in place of home visits to patients who were experiencing acute exacerbation 

of COPD.  In contrast to patientsô positive views on the acceptability of remote care within 

this and other studies, a strong theme reported was that nurses felt remote consultations 

impeded communication with patients and this compromised the nurse-patient 

relationship.  In contrast, health professionals in another study (Fairbrother et al. 2012) felt 

telehealth helped to form trusting patient relationships due to an increase in the frequency 

of interaction; this was perhaps due to telehealth monitoring patients over a 12 month 

period, whilst telehealth was in place for only 3 weeks in the Mair et al./Hibbert et al. study 

(Mair et al. 2008; Hibbert et al. 2004).  However, as identified in the construct above, 

health professionals in the Fairbrother et al. study (Fairbrother et al. 2012; Fairbrother et 

al. 2013) expressed concern that increased interaction plus monitoring created 

dependency in patients as well as increasing their workload (this will be explored in third 

order construct 3). 

Safety issues were raised by health professionals in three studies (Fairbrother et al. 2013; 

Fairbrother et al. 2012; Mair et al. 2008; Hibbert et al. 2004; Ure et al. 2012).  Nurses in 
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the Mair et al./Hibbert et al. study felt that remote interaction resulted in less accurate 

clinical assessments, in part due to the technical issues that they encountered with the 

equipment: nurses questioned the safety of telehealth and concluded it was unsuitable in 

their care context.  In two studies (Fairbrother et al. 2013; Fairbrother et al. 2012; Ure et 

al. 2012) health professionals expressed concern that telehealth may lead to an 

overtreatment of COPD.  Telehealth data needs to be assessed accurately within the 

overall context of the individual patientôs condition.  Telehealth therefore requires health 

professionals to work in new ways: this necessitates a change in the type of interactions 

that occur and transition to a more technical type of working.  This theme will be explored 

in further detail below. 

 Telehealth as transforming the nature of work and the 3.4.5.
consequences for identity and burden  

Telehealth can be seen to transform the nature of work for both patients and health 

professionals.  Using telehealth reconfigures patients as more active members of the 

workforce; for the most part, patients welcome this.  New responsibilities occur as patients 

now play a more óactiveô role in their care by taking on monitoring of their physiological 

signs and becoming more involved in managing their condition; this can bring welcomed 

responsibility but also burden. 

3.4.5.1. Empowerment  

Only one study (Williams et al. 2014) identified patientsô hesitancy in taking on the burden 

of monitoring prior to telehealth being installed.  However, patientsô initial concerns were 

not realised as they found the equipment easy to use.  This resonates with the majority of 

studies that identified patientsô acceptability of performing these new roles, with most 

patients finding the equipment easy to use (Fairbrother et al. 2013; Fairbrother et al. 2012; 

Mair et al. 2008; Hibbert et al. 2004; Dinesen et al. 2013; Huniche et al. 2013; Gale and 

Sultan 2013; Ure et al. 2012).  Patients were aware that they were taking on roles 

traditionally performed by health professionals and this gave them a sense of 

accomplishment.  There is evidence that these new responsibilities are not performed by 

patients alone but also by family members who become more actively involved in the 
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management of the patientsô condition through the use of telehealth (Mair et al. 2008; 

Dinesen et al. 2013; Huniche et al. 2013). 

3.4.5.2. Burden  

Patients often viewed becoming a more active member of the workforce as a positive 

consequence of using telehealth and they reported feelings of empowerment and 

independence in being able to better manage their condition.  Whilst most patients 

welcomed this new way of working, some patients can feel over burdened by the 

responsibility: when readings are abnormal or when they deem telehealth equipment too 

difficult to use (Horton 2008; Mair et al. 2008; Dinesen et al. 2013; Huniche et al. 2013; 

Ure et al. 2012).  For example, two studies reported patient anxiety when readings 

breached agreed ónormalô parameters (Horton 2008; Huniche et al. 2013; Dinesen et al. 

2013).  No studies explored this in any depth so there was no insight into the types of 

people who may feel burdened by knowledge of [abnormal] physiological readings.  In the 

two studies that tested telehealth in acute exacerbation of COPD (Horton 2008; Mair et al. 

2008; Hibbert et al. 2004), health professionals questioned patientsô ability to perform 

tasks and/or felt telehealth would be too bothersome for them; they felt it particularly 

unsuitable for older people.  In one study, this influenced their decision to offer telehealth; 

in part, this also stemmed from their perception of the [lack of] user friendliness of the 

equipment (Horton 2008).  Equipment failure was an issue in most studies (Horton 2008; 

Fairbrother et al. 2013; Fairbrother et al. 2012; Mair et al. 2008; Hibbert et al. 2004; 

Huniche et al. 2013; Ure et al. 2012).  Whilst studies reported mainly patientsô positive 

views of telehealth, despite equipment failure, it was reported that a minority of patients 

stopped using telehealth due to dissatisfaction with equipment (Horton 2008; Ure et al. 

2012).  This was not an issue explored in any detail because patients who withdrew from 

using telehealth did not appear to have been interviewed in the qualitative studies. 

Less positive views were reported by health professionals who indicated that the technical 

type of work brought about by telehealth increases burden and undermines aspects of 

their professional identity.  All studies that investigated health professionalsô experiences, 

reported telehealth increased health professional burden by increasing their workload 
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(Horton 2008; Fairbrother et al. 2013; Fairbrother et al. 2012; Mair et al. 2008; Hibbert et 

al. 2004; Ure et al. 2012).  In one study, nurses were expected to install the equipment in 

patientsô homes which they deemed inappropriate (Mair et al. 2008; Hibbert et al. 2004).  

Problems with connectivity, failed equipment and incompatibility of equipment with 

existing NHS systems also increased workload (Fairbrother et al. 2012; Mair et al. 2008; 

Hibbert et al. 2004).  Furthermore, health professionals reported making more phone calls 

or home visits to determine patientsô health status after receiving óabnormalô readings (Ure 

et al. 2012). 

Burden also comes from health professionals feeling that a shift to a more technical type 

of work undermines their professional identity.  In one study, specialist respiratory nurses 

were concerned that increased telehealth use could lead to a decrease in the number of 

nurses needed; moreover, they felt telehealth threatened the very aspects of their role 

which were integral to their identity as a specialist respiratory nurse (Mair et al. 2008). 

 Synthesis summary  3.5.

It was apparent from the second order constructs within the included studies that the 

authors of most papers had identified both positive and negative experiences of telehealth 

use within the management of COPD; in particular, where both patient and health 

professional views were sought, they identified an incongruence of views between 

patients and health professionals (patients on the whole described more positive 

experiences).  By combining results from across all included studies and applying a óline 

of argumentô synthesis, new insights were derived from the data through conceptualising 

these contrasting experiences.  It was identified that instead of there being independent 

barriers and facilitators to telehealth use, users perceive telehealth as having the same 

characteristics; however, these can be viewed positively or negatively depending on 

usersô experiences.  A theoretical framework was developed in order to explicitly identify 

the conflicting consequences of telehealth use in COPD (see Figure 3).  The framework 

centres on three third order constructs which have the potential to inhibit or facilitate 

positive user experience: the influence on moral dilemmas of help seeking (which is 

perceived to enable dependency or self-care); transforming interactions (perceived to 
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increase risk or reassurance); and reconfiguration of óworkô practices (perceived to cause 

burden or empowerment). 

Telehealth took away the moral dilemma of help seeking for patients as telehealth 

enabled them to contact health professionals and/or receive greater input when telehealth 

triggered health professionals to contact them.  Health professionals appear to perceive 

this as indicative of creating greater dependency in patients, whereas most patients in the 

studies view this in terms of providing greater support to enable them to self-care.  

Synthesis of the included studies revealed that telehealth functions on a continuum 

between increasing dependency and increasing self-care.  It was not clear from the 

studies if the same patients might fluctuate between dependency and self-care ï at times 

needing more input from their healthcare provider during their illness trajectory or whether 

certain types of patients who have the potential to self-care are made more dependent by 

telehealth; more research is needed into this. 

The characteristic of transforming interactions threatened positive user experience it if 

was perceived to increase risks to patient safety.  For example, if it was portrayed as 

impeding clinical assessment or when over reliance on telehealth as a monitoring device 

led to a false sense of security.  Conversely, transforming interactions enables positive 

user experience when it is perceived to increase social connectedness and this together 

with having readings remotely monitored, increases feelings of reassurance.  However, 

there is a tension when ópositiveô feelings of reassurance are perceived to derive from 

telehealth enabling greater dependency on health care providers. 

Telehealth as reconfiguring the nature of óworkô for both patient and health professionals is 

perceived to create burden when it increases patient anxiety, increases workload or 

threatens the professional identify of health professionals.  Patients perceive this new way 

of working as a positive experience when it empowers them to become more independent 

in their ability to self-care. 
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 Theoretical framework to show conflicting consequences of telehealth use in COPD  Figure 3.
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 Discussion:  3.6.

In attempting to introduce telehealth technologies into COPD services, the main focus has 

been upon reducing the demand for health care resources and much less attention has 

been paid to user experience.  This synthesis shows that telehealth technologies have the 

potential to be beneficial in the management of COPD compared to usual care alone 

(such as enabling self-care, providing feelings of reassurance and empowerment) but 

highlights how these benefits can each be regarded as detrimental (increasing 

dependency, risk, and burden).  Therefore, a key strength of this synthesis has been to 

bring together the perspectives of different users (patients, their carers and health 

professionals); this enabled the development of a conceptual framework that accentuates 

the positive and negative dimensions of telehealth use.  The synthesis did not show that 

the type of telehealth intervention implemented was related to user acceptability or its 

ability to increase self-management; however, this warrants further investigation as it is 

suspected that differences may exist between telehealth interventions that are more likely 

to enable self-management and increase user acceptability. 

This synthesis highlights a notable difference between patientsô and health professionalsô 

views and experiences of telehealth, with patients being generally more positive about 

telehealth use than health professionals.  Reasons for this may be because the majority of 

patients included in the sample received enhanced care as telehealth was an addition to 

usual care in the majority of studies.  Less positive views may have been expressed if 

telehealth had replaced existing services.  In addition, it appears that the only patients 

who were included in the studies were those that had already agreed to and were using 

telehealth technologies; patients who had refused telehealth or those that withdrew from 

the intervention seem to have been excluded in most of the studiesô findings (this is 

discussed further in the limitations section below).  In contrast, health professionals 

(particularly nurses working at the point of delivering care) are often removed from the 

decision making process to incorporate telehealth into their current service provision; plus, 

telehealth within the included studies seemed to operate outside of existing service 

provision. 
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Whilst the synthesis highlights mainly negative health professional perceptions of 

telehealth, a qualitative study which was part of the WSD trial highlighted mixed 

perceptions from front line health professionals delivering telehealth services to patients 

with heart failure, COPD and diabetes (MacNeill et al. 2014).  Their findings support the 

interpretation that telehealth can be perceived either to burden or empower which leads to 

dependency or self-care.  Nurses (who were actively engaged in providing care via 

telehealth) generally perceived telehealth as empowering patients by increasing their 

understanding of their disease and helping them to change health behaviours, whilst GPs 

(who were less engaged in providing care via telehealth) generally perceived telehealth as 

a burden on patients: provoking anxiety in ówellô patients through clinical surveillance and 

overburdening patients with severe disease.  Furthermore, there was evidence from 

nurses that telehealth had enabled self-care but both nurses and GPs had concerns 

regarding patients becoming dependent on the technology.  GPs were also more likely to 

perceive telehealth as a burden in terms of increasing their workload whilst nurses mainly 

welcomed its introduction provided it supported but did not replace traditional care 

(MacNeill et al. 2014).  This synthesis highlights the threat to identity and professional 

roles that nurses can feel when their traditional roles are changed to a more technical type 

of work.  Building on from this, it is also important to understand and acknowledge the 

potential conflict between professional roles that may occur when telehealth is introduced 

in to existing primary care services.  The Fairbrother et al. (2013) study alluded to this, 

whereby health professionals were divided in their views on whether cross-boundary 

working had been successful, although this was not the focus of the study.  A previous 

study has also highlighted the tensions that existed between telehealth service 

professionals (who were involved in delivering a telephone advice service for patients with 

a LTC) and practice nurses and GPs (who were not involved in the delivery of telehealth) 

(Segar et al. 2013): not only were GPs and practice nurses sceptical regarding the 

benefits of telehealth in LTC management but there was evidence that nurses and GPs 

perceived telehealth to threaten their existing roles and this brought about tensions 

regarding professional boundaries.  When telehealth services are implemented, care 

needs to be taken to recognise how telehealth impinges upon professionalsô 
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understanding of their roles and identity (Segar et al. 2013).  This highlights the 

importance of involving health professionals (including those at the point of delivering 

care) in the decision making process of changing services/developing new services from 

the outset. 

Four of the seven studies intimated that the telehealth interventions tested were unlikely to 

be sustained into routine care (Horton 2008; Fairbrother et al. 2012; Mair et al. 2008; Gale 

and Sultan 2013).  This is a common problem of telehealth studies, in that the 

interventions are only sustained into practice for as long as the research study lasts.  One 

reason for this may be that telehealth technologies are often evaluated using pre-

determined outcomes, which often relate to current policy goals (such as reducing 

resource demands); a problem which arises when pre-determined outcomes are not met, 

but other, arguably equally important, goals are met (Pols and Willems 2011).  For 

example, previous evidence suggests that the stigma of having COPD, together with 

feeling responsible for their illness due to their smoking habits, contribute to some 

peopleôs reluctance to seek help (Healthcare Commission 2006).  This synthesis 

highlights how telehealth interventions met a previously unmet need by increasing access 

to and legitimising contact with health professionals.  So, the pre-determined goals of 

telehealth (e.g. to realise efficiency savings) may need to be changed or adapted as the 

technology develops, rather than halting implementation because pre-determined goals 

have not been met  (Pols and Willems 2011).  This is difficult to achieve within the 

confines of an RCT; yet, as outlined in chapter 2, to date there has been a reliance on 

conducting RCTs for evaluating telehealth; these can impede implementation because the 

RCTs conducted may bear little resemblance to what happens in the real world of 

healthcare (May 2006).  Therefore, despite RCTs being classed as the ógold standardô of 

research, some have questioned the usefulness of them when evaluating something as 

complex as a telehealth intervention (May 2006; Williams et al. 2003; May et al. 2001). 

In appraising the quality of studies included in the synthesis, a modified version of the 

CASP appraisal tool was used.  This was a useful tool to appraise conduct and rigour but 

a limitation is that it does not differentiate between studies which are conceptually rich 
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compared to those which are descriptive (Masood et al. 2011; Campbell et al. 2003).  

Therefore, whilst the CASP checklist helped to guide quality appraisal of the included 

studies, in reality, I also used my experience as a qualitative researcher to judge how far 

each paper contributed to the overall synthesis (Masood et al. 2011). 

 Limitations  3.6.1.

Because studies not published in the English language were excluded, relevant studies 

may have been excluded from this review.  The majority of studies included (n=6) were 

conducted in the UK, with only one study being conducted in Denmark; therefore, the 

findings may not transfer to other countries.  The study may be viewed to be 

methodologically weakened as double screening of references was not performed; 

however, a subset of references (10 percent) were screened by my main supervisor (CS), 

with high inter-rater reliability observed, suggesting satisfactory screening methods were 

employed.  I only included studies that conformed to my definition of telehealth; this may 

be considered a narrow definition but my interest was in interventions where patients 

played an óactiveô role in their care (i.e. through having to take their physiological readings 

or answer symptom questionnaires).  This ensured that I did not include studies where the 

same care was being delivered but remotely (i.e. telephone consultations).  Most of the 

included studies appeared not to include patients who had refused telehealth and/or those 

who had withdrawn from the intervention/study.  This can inevitably introduce bias into the 

sample and could explain the overwhelmingly positive views of the patients within the 

included studies.  This is an important limitation of the findings because a recent mixed 

methods systematic review assessing the uptake and sustained use of telehealth in trials 

of COPD and heart failure patients found that on average 32% of patients refused 

telehealth (refusal rates ranged from 4-71%), with 20% of those who agreed to participate 

withdrawing from the studies (withdrawal rates ranged from 4-55%) (Gorst et al. 2013).  

The main reasons given for refusing telehealth were patientsô disinterest in the technology 

and no felt need for telehealth whilst the main reasons for withdrawal were patients not 

wanting to use equipment, deteriorating health and technical problems (Gorst et al. 2013).  

My search strategy found only one study (Sanders et al. 2012) which qualitatively 



 83  

explored patientsô reasons for non-participation in the WSD trial.  This study was excluded 

from the review because it was a mixed sample containing COPD, diabetic and coronary 

heart disease patients and the results were not separated.  The study conducted in-depth 

interviews with 22 people who had either declined or withdrawn from the WSD trial, 

together with 23 observational home visits.  The following themes were identified: patientsô 

perceived a lack of technical competence and a perceived inability to use the equipment; 

they perceived telehealth as a threat to their identity and independence; satisfaction with 

current services and an expectation that telehealth may lead to disruption of these 

services (Sanders et al. 2012).  Patients withdrew from telehealth mainly due to technical 

difficulties with the equipment and frustration with slow response to technical problems 

(Sanders et al. 2012). 

 Implications for future research  3.6.2.

Through conducting this meta-synthesis, a number of gaps in the current literature have 

been identified.  Whilst there was potential for telehealth to be successful in the 

management of COPD, there was limited qualitative evidence on how telehealth is used in 

the óreal worldô context of healthcare.  This means that further barriers might exist to 

implementing telehealth.  Introducing telehealth might bring about changes to the 

delineation of roles or re-configure health professionalsô clinical roles to a more technical 

type of work, which might affect adoption of telehealth into routine care, but this is not yet 

fully understood. 

The meta-synthesis also highlighted that more research needs to be done to understand 

how models of telehealth might facilitate more positive user experience and meet usersô 

needs.  It also highlighted that there is little evidence to understand whereabouts in the 

illness trajectory telehealth might prove most useful.  For example, the synthesis 

highlighted that health professionals deemed telehealth to be unsuitable for patients with 

acute exacerbation of COPD, although patients accepted telehealth as an acceptable 

mode of care (Mair et al. 2008). 

The synthesis identified that previous qualitative studies have often been conducted on 

users of specific telehealth technologies, but there is also a need to understand the views 
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of potential users.  This would enable multiple perspectives to be heard, from those who 

already hold positive views of telehealth to those who might be more reticent about its use 

and therefore help to bridge the gap between technological innovation and successful 

service delivery. 

 Chapter summary  3.7.

In conducting this meta-synthesis, an early attempt was made to develop an explanatory 

model of the conflicting consequences of telehealth use as perceived by patients, their 

informal carers and health professionals (as outlined in figure 3 above).  However, this 

meta-synthesis also served to outline the gaps in research and provided a theoretically 

informed framework for the primary research that followed.  Further development of the 

constructs identified in the meta-synthesisôs overarching themes can be seen in the 

presentation of findings in chapters 5 and 6.  The next chapter outlines the aims of the 

research and explains the chosen methodology and methods that were employed in this 

study. 
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 Methodology and methods  Chapter 4.

 Introduction  4.1.

This chapter presents a discussion and rationale of the methodology and methods used in 

this study.  Firstly, the aims of the research and research questions are presented before 

justifying the qualitative approach.  The design of the research is then outlined before 

discussing the importance of reflexivity and ethical consideration throughout the research 

process.  The process of data generation and data analysis is presented and a discussion 

of the rigour and trustworthiness of the research conducted is outlined. 

 Identification of research questions  4.2.

As reported in chapter 2, telehealth has largely failed to be routinely implemented and 

sustained into the management of LTCs (including COPD) within the UK health setting 

(Imison et al. 2016; Barlow et al. 2012a), despite policy efforts and some evidence of 

potential benefits to its use (McLean et al. 2012).  Therefore, the first aim of this study 

was to: 

¶ Explore the barriers to the adoption and sustained use of telehealth within COPD 

UK healthcare, from a [potential] user perspective 

As explained in chapter 2, previous research into the use of telehealth has often been 

applied in a ótop downô way that insufficiently engaged with users; it frequently ignored the 

social context in which technologies were being introduced.  Studies mainly focused on 

single service settings or the technology itself, rather than the context and implementation 

issues that may come with introducing technology into care settings.  There is increasing 

acknowledgement of the need for co-design when making changes to service delivery or 

when designing digital interventions (Rogers et al. 2008; Yardley et al. 2015).  Therefore, 

an important aspect of this study was to enable a more óbottom upô approach by involving 

[potential] users at every stage of primary research in order to bridge the gap between the 

development of technological innovation and its delivery into routine care.  Hence, the 

second aim of this study was to: 
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¶ Understand the challenges of living with and managing COPD to identify how 

future telehealth models should be designed or refined to meet the needs of 

potential users 

Research questions were developed in order to achieve the stated aims of the research.  

These are presented in table 5, together with an explanation of the data sources and 

methods used and justification for the specified approach (adapted from table in Mason 

2002: p.28). 

Table 5. Outline of research questions, data sources & method and 
justification for methods used  

Research question Data sources and method Justification 

From a user perspective 

(people with COPD, their 

informal carers and health 

professionals), what 

barriers exist to using 

telehealth in the 

management of COPD? 

Previously published 

qualitative studies: meta-

synthesis. 

No systematic review of primary 

studies has been published which 

qualitatively explores how users of 

telehealth experience or perceive the 

technology.  Conducting a review of 

previously published papers will 1.  

Identify the state of the literature on 

the subject 2.  Identify factors which 

impact upon the uptake and 

sustained use of telehealth. 

A meta-synthesis approach was 

chosen because it moves beyond 

merely summarising data towards a 

more interpretative and conceptual 

explanation of the data (Noblit and 

Hare 1988). 

Health professionals with 

experience of telehealth 

(including commissioning 

services/leading 

services/referring patients 

or caring for patients using 

telehealth) from various 

healthcare settings: semi-

structured interviews. 

Meta-synthesis highlighted a need for 

further research to explore health 

ǇǊƻŦŜǎǎƛƻƴŀƭǎΩ ŜȄǇŜǊƛŜƴŎŜǎ ƻŦ 

implementing telehealth into current 

work practices.  Interviews with a 

variety of health professionals from 

different health care settings will give 

insight into how telehealth is used in 

ǘƘŜ ΨǊŜŀƭ ǿƻǊƭŘΩ ŎƻƴǘŜȄǘ ƻŦ ƘŜŀƭǘƘŎŀǊŜ 

and further identify barriers (and 

possibly facilitators) to uptake and 

sustained use. 

What are the challenges of 

living with and managing 

COPD and [how] can 

telehealth support these 

1.  Health professionals 

who care for people with 

COPD: focus groups (or 

semi-structured interview 

if unable to attend focus 

This will provide data from the 

perspectives of potential users of 

telehealth; previous research has 

often concentrated on users of 

specific telehealth technologies.  
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Research question Data sources and method Justification 

challenges? group). 

2.  People with COPD and 

their informal carers: focus 

groups. 

tƻǘŜƴǘƛŀƭ ǳǎŜǊǎΩ ŀŎŎƻǳƴǘǎ ǿƛƭƭ 

illuminate what is important to 

patients and health professionals in 

the management of COPD and 

understand whether current models 

of telehealth meet their needs and if 

not, why not.  Focus groups with 

people with COPD will act as a 

precursor to the longitudinal 

interviews in order to understand the 

main issues affecting people with 

COPD which will help develop the 

topic guide. 

How do the needs of people 

with COPD change over 

time? 

¶ How does symptom 
experience and disease 
progression impact 
upon the individual 
needs of patients? 

¶ What models of 
telehealth might 
support the 
management of COPD 
throughout the illness 
trajectory? 

People with all stages of 

COPD and possibly their 

informal carers: 

longitudinal semi-

structured interviews. 

Longitudinal interviews which 

provide the accounts and experiences 

of people with COPD and their 

informal carers will reveal their 

experiences of living with COPD over 

time and will provide data on how 

current models of telehealth need to 

change to meet the needs of patients 

at different stages of their illness. 

 Methodology and epistemology  4.3.

Research methods are distinguished as either quantitative or qualitative.  Generally, 

quantitative methods are informed by a positivist paradigm which is grounded within an 

objectivist epistemology4 (Crotty 1998).  A positivist paradigm asserts that the ótruthô exists 

and is waiting to be discovered, irrespective of whether we find it or not (Barbour 2014).  

An objective epistemology assumes that knowledge is objectified in the people we wish to 

study and this objective knowledge can be found if we research it in the correct way 

(Crotty 1998).  Therefore, positivism attempts to test hypotheses through a set of 

scientific, objective measures (Barbour 2014).  Quantitative methods are often used in this 

attempt to uncover objective knowledge; for example, through the use of randomised 

                                                           
4
 Epistemology is the theory of knowledge and what we class as evidence (Krauss, S. E. (2005). Research 

paradigms and meaning making: A primer. The qualitative report, 10(4), 758-770.Krauss 2005) and is closely 
related to ontology which is our ideas about the social world and how we can go about studying it (Barbour 
2014:p.29) 
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controlled trials or surveys (Babbie 2008).  In addition, a positivist paradigm endeavours to 

minimise variables, to óstrip awayô the context of the phenomena under study, in order to 

separate it from societyôs laden values so that an objective and rational ótruthô can be 

found (Green and Thorogood 2009). 

In contrast, qualitative methods (such as interviews, focus groups, observation) are more 

likely to be informed by a broadly interpretivist paradigm which is grounded within a 

constructivist epistemology (Crotty 1998).  The most prominent approaches in qualitative 

research are linked to an interpretivist sociological tradition which includes epistemologies 

of phenomenology, ethnomethodology and symbolic interactionism (Mason 2002).  These 

approaches are mutually concerned with meaning and action in social life (Donovan and 

Sanders 2005).  Qualitative methods within an interpretivist paradigm were developed 

within the social sciences in rejection of a positivist approach (Green and Thorogood 

2009; Bryman 2008).  Instead, researchers affiliated to an interpretivist approach 

acknowledge that reality is constructed from the subjective and multiple perspectives of 

the people involved (Green and Thorogood 2009). 

The above suggests a neat line between quantitative and qualitative research; however, it 

must be acknowledged that qualitative research is borne out of a wide range of intellectual 

disciplines and there are no set techniques or traditions that unify what we term 

óqualitative researchô (Barbour 2014; Mason 2002).  Rather, qualitative research 

incorporates a plurality of approaches and philosophical underpinnings that subsequently 

inform the qualitative data collection and analysis methods used (Donovan and Sanders 

2005).  Hence, qualitative research might be considered to exist on a spectrum from 

objectivity or realism at one end, to constructionism or relativism at the other.  For 

example, some argue that grounded theory (as originally proposed by Glaser et al. 1967) 

is consistent with a more realist, positivistic approach (usually associated with quantitative 

methods), because it accepts that there is a theory waiting to be discovered (Charmaz 

1990).  In contrast, techniques such as discourse analysis are more relativist in their 

approach because their interest lies in de-constructing language and analysing social 

interaction (Gee 2010).  Proponents of relativist qualitative approaches, such as social 
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constructionists, assert that órealityô is socially constructed (Green and Thorogood 2009).  

This means that their interest lay in understanding how phenomena are constructed 

(Green and Thorogood 2009). 

Some assert that researchers should not constrain themselves to one methodological 

approach or epistemology, rather they should utilise complimentary approaches that react 

to the aims of the study and meet the needs of the data (Coffey and Atkinson 1996; 

Silverman 1993).  Furthermore, rather than look for the points of differences in analytical 

techniques, it might be more useful to highlight their overlapping similarities (Donovan and 

Sanders 2005).  This is the approach that Charmaz (1990) appears to have followed in 

her version of grounded theory which was informed by social constructionism and 

phenomenology. 

In consideration of the above, using qualitative methods within a broadly interpretive lens 

was considered the most appropriate choice given that I sought to research an under 

explored area and ógive voiceô to users ólived realityô (Green and Thorogood 2009).  This 

enabled me to gain a deep understanding of the phenomenon under study.  Moreover, 

placing the research in its social context was considered crucial to understanding the 

multi-faceted and complex reasons why telehealth has not been integrated into routine 

care and to ensure that future telehealth models are developed from usersô and potential 

usersô perspectives. 

 Research Design 4.4.

The research design should be chiefly influenced by the research aims and research 

question(s) (Green and Thorogood 2009).  Hence, a qualitative multiple-methods design 

was considered the most appropriate for this study.  Charmaz (2014) states that while 

some research questions need only one method of data collection to explore the 

phenomenon under study some may require several methods, either in combination 

and/or using a stepped approach.  Denzin and Lincoln (2003) term a qualitative 

researcher who uses multiple methods an óinterpretive bricoleurô (p.5); that is, one whom 

draws on any available methods and brings together evidence in order to investigate 

complex situations (Denzin and Lincoln 2003; Becker 1998). 
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The primary research design used 2 methods of data generation: focus groups and semi-

structured interviews (a cross sectional interview with health professionals; longitudinal 

interviews with patients and their carers).  In addition, users were involved in all stages of 

primary research (from the beginning of primary data generation through to data analysis 

and write up).  User involvement in this study took the form of an advisory group (made up 

of people with COPD and health professionals) and their involvement is outlined in section 

4.4.1 below.  Figure 4 highlights the planned stages of data generation. 

 Planned stages of data generation and methods used  Figure 4.
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In order to answer the research questions, data generation was split into 3 stages, with 

the intention of prior stages informing subsequent stages of the research.  For example, 

the qualitative meta-synthesis (stage 1; methods and findings of which were presented in 

chapter 3) informed the design of the primary research (stages 1b, 2, 3); focus groups 

with patients (stage 2) informed the development of the topic guide for the longitudinal 

interviews (stage 3); while user involvement influenced and shaped the primary research 

throughout.  However, data generation was not as neat as figure 4 suggests.  For 

example, informant interviews were conducted throughout all data generation periods 

(due to the availability of health professionals to interview).  This was not seen as 

problematic since a multiple methods approach was also used in order to achieve 

ócomplementarityô (as coined by Greene et al. 1989:p.258; cited by Alexander et al. 2008); 

that is, it afforded a full investigation of the phenomenon under study to understand the 

ódifferent dimensionséand to enrich understandings of the multi-faceted, complex nature 

of the social worldô (Alexander et al. 2008:p.128). The pictorial representation below 

shows the timelines for data generation across all stages of primary research. 
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Pictorial representation of timeline showing trajectory of data generation across all stages of primary research 
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The next section moves on to explain each method in detail and gives justification for the 

individual methods used. 

 User Involvement ɀ advisory group  4.4.1.

Involving users in the research process was important to ensure that any 

recommendations from the study were situated in usersô reality of living with and 

managing COPD and in the realities of delivering services based on the perspectives and 

experiences of staff (Clark et al. 2005).  Engaging with users of the technology means that 

future designs of telehealth are more likely to be implemented in a way that is acceptable 

and useable for people with COPD and those who care for them.  This is echoed in the 

MRC complex intervention framework which suggests that using qualitative research 

methods, informed by user involvement, is a useful methodology when developing 

complex interventions (such as telehealth), leading to more relevant interventions that are 

more likely to be implemented (Craig et al. 2013). 

4.4.1.1. Setting up the advisory group  

The advisory group was set up prior to the start of primary research.  Involving users early 

in the research process is important to enable them to gain a sense of ownership for the 

study (Hayes et al. 2012).  I considered users to be people who lived with the condition of 

COPD and health professionals who deliver support and services to COPD patients.  As 

outlined in chapter 2, this is because there is a need for further research at the coalface of 

delivery and to understand the ómicroô aspects of experience within the broader policy and 

organisational landscape. 

Users were recruited with initial help from the Patient information Forum (PiF) which sent 

out an email óadvertisingô the research to their members (see appendix 4).  This 

opportunity occurred after I introduced myself and explained my study to a member of the 

PiF at a networking event.  The email elicited responses from the British Lung Foundation 

(BLF) and the Greater Manchester Collaborative Local Research Network (GM CLRN).  I 

attended 2 BLF local óBreathe Easyô groups where I presented my proposed research and 

handed out written information about the advisory group (see appendix 5) to those 
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interested in joining.  GM CLRN put me in contact with two health professionals (a 

specialist COPD physiotherapist and a specialist COPD nurse working at a local COPD 

service) who I met face to face to discuss the research and they agreed to join the group.  

An established contact (specialist COPD nurse) also agreed to join the advisory group. 

Recruitment of the advisory group was purposeful in terms of aiming to recruit users or 

potential users of telehealth.  However, recruitment could also be viewed as opportunistic, 

as recruitment lasted for as long as I gathered enough people to make up the advisory 

group.  Therefore, the recruitment of users could be considered self-selecting; for 

example, users with COPD were recruited from only one of the óBreathe Easyô groups as 

no members from the other group contacted me. 

The advisory group comprised seven users: four people with COPD and three health 

professionals, of which four were men and three were women.  One health professional 

also had a diagnosis of COPD.  Although I intended to recruit informal carers to the 

advisory group, this did not prove possible.  None of the users with COPD had experience 

of using telehealth during their involvement in the study.  The health professional users all 

had previous experience of caring for patients who were using telehealth, although none 

were using telehealth during their participation in the advisory group.  Through previous 

experience of working with user involvement groups, it was felt that seven members would 

be a satisfactory number.  It ensured that the advisory group would be large enough to 

elicit group discussion without being too unwieldy.  It was acknowledged that users may 

not always be able to attend a meeting or that some could withdraw their involvement 

altogether; therefore, this number was deemed suitable in case such events occurred. 

4.4.1.2. Level of user involvement  

As discussed in chapter 2, user involvement is often considered to exist on a continuum 

from consultation through to user control (Boote et al. 2002); increasing the level of user 

involvement within the research process increases their status, which in turn leads to 

greater empowerment (Boote et al. 2002).  Users in this study were involved as 

ócollaboratorsô.  Figure 5 identifies whereabouts in the research process user involvement 

occurred within this study. 
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 Identifying whereabouts user involvement started in study  Figure 5.

Users were actively involved in the research study from February 2014 to December 

2015.  They attended six advisory group meetings which lasted for approximately two 

hours each time.  It was acknowledged that users might not be able to attend every group 

meeting (see above) but every effort was made to ensure access to the meetings.  

INVOLVE guidelines were followed to encourage user attendance (Hayes et al. 2012).  

This included arranging meetings for a time/place that suited the majority of users; making 

sure that venues were accessible for people with COPD who had limited mobility (e.g. 

disabled parking near to venue, venue chosen for availability of rooms close to front 

entrance/lifts and toilets).  Taxis were also offered to people with COPD to attend 

meetings; however, all users chose to travel independently.  Users were reimbursed travel 

costs on the day of the meeting (train/bus fares or mileage and car parking charges).  A 

Ã25 óthank youô payment was also given to people with COPD on the day of each meeting 

attended (see section 4.4.1.3 below for further discussion on this).  Refreshments were 

also served during the meeting: this generally consisted of a sandwich lunch and selection 

of drinks. 

1.identifying 
research 
idea/submitting  
application 

2. studentship 
awarded 

3. designing and 
managing 
research 
(including ethics 
submission) 

 

4.undertaking 
research 

5.disseminating  
findings 

6.evaluating 
impact of 
research 

research process 

User involvement 

started here 
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After every meeting, I sent out a meeting summary (with attached copies of appendices 

such as interview topic guides or presentations I had delivered) via email to all but one 

user who requested a posted hard copy.  When users were unable to attend a meeting, 

they were encouraged to comment on the summary via email or through telephone 

conversations.  However, aware of not wanting to over-burden users, only a general 

appeal for feedback was requested; non-attendees were not pursued individually for 

feedback.  Table 6 identifies the date meetings were held, what was discussed at each 

meeting and outcomes of meetings.  User involvement is sometimes criticised because 

researchers often fail to measure its impact upon the research project (Staniszewska et al. 

2011).  Therefore, in an effort towards transparency, table 6 highlights how user 

involvement informed and shaped this research study.  In essence, I concur with Smith et 

al. who stated that users acted as ócritical friends, challenging and stimulating us to reflect 

on our own understanding of the issuesô (Smith et al., 2008:p.309). 

 



 97  

Table 6. Record of advisory meetings and outcomes  

*pwCOPD = person/people with COPD 

Date of 

advisory 

meeting 

Number of users 

attending 
Topics discussed Outcomes 

18.02.14 1 pwCOPD* 

3 Health 

Professionals (HPs) 

1 researcher (LB). 

1.  Welcome to advisory group. 

2.  Introduction of members ς own experiences/views of TH. 

3.  Overview of study presented. 

4.  Users scrutinised early drafts of patient focus group (FG) topic guide 

and clinician FG topic guide and made recommendations for change. 

5.  Users identified importance of clear explanation of TH to FG 

attendees prior to FG discussion ς suggested power-point presentation 

prior to FG. 

¢ƻǇƛŎ ƎǳƛŘŜǎ ǊŜŦƛƴŜŘ ǘƻ ƛƴŎƭǳŘŜ ǳǎŜǊǎΩ ǎǳƎƎŜǎǘƛƻƴǎΦ 

 

After meeting, via email: 

LB composed and then circulated a set of power-point slides for FGs.  

Users subsequently provided feedback; slides amended in light of their 

feedback. 

29.04.14 3 pwCOPD 

2 HPs 

1 researcher (LB). 

1.  New users joined advisory group ς welcome & introduction to new 

members. 

2.  Study update. 

3.  LB presented early findings and verbatim excerpts from patient FGs. 

4.  Users discussed the findings above. 

5.  Short discussion of early draft of longitudinal interview topic guides. 

aŀƛƴ ǘƘŜƳŜǎ ŜƳŜǊƎƛƴƎ ŦǊƻƳ CDǎ ǊŜǎƻƴŀǘŜŘ ǿƛǘƘ ǳǎŜǊǎΩ ŜȄǇŜǊƛŜƴŎŜǎΤ 

users suggested further exploration of following: 

¶ Living with multiple conditions ς TH often given for specific disease. 

¶ 9ȄǇƭƻǊŜ Ƙƻǿ ¢I ƳƛƎƘǘ Ŧƛǘ ƛƴǘƻ ǇŀǘƛŜƴǘǎΩ ŎǳǊǊŜƴǘ ŜȄǇŜǊƛŜƴŎŜǎ ƻŦ 
healthcare. 

¶ Explore if TH has role to play in educating patients about their 
illness. 

After meeting, via email and phone contact: 

¦ǎŜǊǎΩ ǎǳƎƎŜǎǘƛƻƴǎ ƘŜƭǇŜŘ ǘƻ ǊŜŦƛƴŜ ǘƘŜ ƭƻƴƎƛǘǳŘƛƴŀƭ ƛƴǘŜǊǾƛŜǿ ǘƻǇƛŎ 

guides e.g. some thought topic guide too long for pwCOPD; think of 

ways to reduce length of topic guide when necessary. 
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Date of 

advisory 

meeting 

Number of users 

attending 
Topics discussed Outcomes 

23.09.14 4 pwCOPD 

1 HP 

1 Researcher (LB). 

1.  Update on study progress. 

2.  Presented findings from meta-synthesis/discussion of findings. 

3.  Sought advice on re-framing longitudinal interview topic guide to get 

patients to open up more during interviews regarding their use of 

health care (e.g. why ǘƘŜȅ ŘƻƴΩǘ ŎƻƴǘŀŎǘ Itǎ ǎƻƻƴŜǊ ŘǳǊƛƴƎ ǇŜǊƛƻŘǎ ƻŦ ƛƭƭ 

health) and also in relation to eliciting further discussion on TH in 

ǇŀǘƛŜƴǘǎ ǿƘƻ ŘŜǎŎǊƛōŜŘ ǘƘŜƳǎŜƭǾŜǎ ŀǎ ΨǘŜŎƘƴƻǇƘƻōƛŎΩΦ 

4.  Discussed ways to publicise study results to patients/carers. 

Meta-synthesis findings provoked interesting group discussion on the 

intended purpose and (sometimes unexpected) consequences of adding 

¢I ǘƻ ǇŀǘƛŜƴǘǎΩ ŎŀǊŜΦ  ¢Ƙƛǎ ƘŜƭǇŜŘ ƳŜ ǘƻ ŎƻƴǎƛŘŜǊ ǘƘŜ ŘƛǎŎǳǎǎƛƻƴ ǎŜŎǘƛƻƴ 

of paper. 

Users gave suggestions on how to re-frame topic guide ς I used their 

suggestions and felt that I elicited richer descriptions from patients who 

ǇǊŜǾƛƻǳǎƭȅ ƎŀǾŜ ΨŎƭƻǎŜŘΩ ŀƴǎǿŜǊǎ ǘƻ ǉǳŜǎǘƛƻƴǎΦ 

User gave suggestions of people to contact at BLF to publicise study. 

17.03.15 4 pwCOPD 

1 HP 

1 researcher (LB). 

1.  Update on study progress ςincluding upcoming presentations at 

conferences. 

2.  Presented some early codes/categories from longitudinal interview 

study and users looked at excerpts of anonymised transcripts. 

9ȄŎŜǊǇǘǎ ǊŜǎƻƴŀǘŜŘ ǿƛǘƘ ǳǎŜǊǎΩ ŜȄǇŜǊƛŜƴŎŜǎ ŀƴŘ ǘhey agreed with the 

emerging early codes/categories (e.g.  important role carers play in 

decision to seek emergency help and how TH can share this 

responsibility; whether TH can assist in providing education to patients; 

more felt need for TH in patients with severe to very severe COPD ς 

usually to help legitimise their contact with HPs ς this was something 

that users had experience of struggling with). 

09.06.15 4 pwCOPD 

2 HPs 

1 researcher (LB). 

1.  Update on study progress ς discuss ATA conference experience. 

2.  Users looked at various excerpts of anonymised transcripts from 

Health professional data 3.subsequent discussion on how the excerpts 

presented fit to overarching themes presented. 

¢ǊŀƴǎŎǊƛǇǘ ŜȄŎŜǊǇǘǎ ŀƴŘ ƻǾŜǊŀǊŎƘƛƴƎ ǘƘŜƳŜǎ ǿŜǊŜ ǎƛƳƛƭŀǊ ǘƻ ǳǎŜǊǎΩ 

experiences and perceptions; particularly in terms of implementing and 

operationalising telehealth into care practices; their views on whether 

TH could empower patients to self-care and what types of patients are 

suitable for telehealth interventions.  Helped me to feel confident that 

overarching themes were situated in the reality of people who have 

COPD and health professionals who care for people with COPD. 
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Date of 

advisory 

meeting 

Number of users 

attending 
Topics discussed Outcomes 

15.12.15 4 pwCOPD 

3 HPs 

1 researcher (LB). 

1.  Update on study progress. 

2.  Users looked at different excerpts from longitudinal patient data set. 

3.  Discussion on the overarching themes across and within the data 

sets. 

¢ǊŀƴǎŎǊƛǇǘ ŜȄŎŜǊǇǘǎ ŀƴŘ ƻǾŜǊŀǊŎƘƛƴƎ ǘƘŜƳŜǎ ǊŜǎƻƴŀǘŜŘ ǿƛǘƘ ǳǎŜǊǎΩ 

ŜȄǇŜǊƛŜƴŎŜǎΣ ǳǎŜŦǳƭ ƛƴ ŘƛǎŎǳǎǎƛƴƎ ΨŜōō ŀƴŘ ŦƭƻǿΩ ƻŦ ƛƭƭƴŜǎǎ ǘǊŀƧŜŎǘory and 

needing support at different stages of ill health ς this seems to be an 

underlying theme throughout the data.  Users agreed with early 

overarching themes in light of the data they looked at. 
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4.4.1.3. Practical considerations  

Ethical approval was not required to set up the group, as group members were not 

research respondents, rather I was conducting research with the users; therefore they did 

not sign consent forms.  However, the principles of informed consent (Denzin and Lincoln 

2003) were followed to ensure that users were fully informed of what involvement in the 

advisory group entailed.  For example, prior to involvement, all users received verbal and 

written information about participating in the advisory group (see appendix 5) and had a 

chance to ask questions prior to making a commitment. 

At the outset, I explained the minimum level of commitment required to be an advisory 

group member whilst ensuring that users were aware that involvement was purely 

voluntary and they had the right to withdraw from the group at any time.  It was also 

important at the start to manage usersô expectations of how they might influence the 

research process, in making it explicit that this was not a óuser controlô led study but a 

collaboration whereby their views would be taken into account but may not always be 

acted upon (Boote et al. 2002).  This was to minimise them feeling óusedô or exploited by 

the research.  All users within the group were supportive of the study both inside and 

outside of advisory group meetings.  For example, some users helped with recruitment 

(HPs only) or facilitated public engagement opportunities (such as presenting findings at 

local óBreathe Easyô groups). 

It was initially envisaged that some users within the advisory role may want to take on a 

more active role such as being involved in interviewing respondents or taking a more 

active role in data analysis.  Such enhanced roles would have required further training and 

education in research methods (Hanley 2005).  Although this was offered to users, none 

chose to take up an enhanced role; this appeared to be mainly due to not feeling able to 

commit further time to the study due to competing demands. 

Providing payments to users involved in research has been debated in the past (Smith et 

al. 2008) and can be a complex issue.  For example, for users on benefits, receiving 

payment can potentially affect their benefit payments.  However, despite these 

complexities, it is now generally accepted that users should be remunerated for their time 
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(Hayes et al. 2012).  Therefore, a decision was made to provide payment to people with 

COPD for attending the 2 hour meetings.  HPs were not remunerated for their time: 

meetings were held within their working hours and HPs considered involvement in 

research as part of their HP role.  However, HPs (along with people with COPD) were 

reimbursed travel expenses.  I organised a ócash advanceô prior to meetings in order to 

pay monies on the day of the meeting, so that people were not out of pocket. 

All usersô views were considered to be valuable and effort was made to ensure that usersô 

voices were heard within meetings.  Some advocate formalising órulesô for the group to 

adhere to during meetings (Hayes et al. 2012); however, advisory group members felt 

strongly that they did not require óformalisedô written group rules but agreed verbally to be 

considerate of othersô views, not talk over other people and maintain confidentiality 

outside the group.  In the event, advisory meetings were easy to facilitate because users 

were considerate of their peers and there was a feeling of mutual respect from the outset.  

Meetings, while productive, were often fun (with a lot of laughter involved) and 

relationships developed over the course of the study. 

Since the advisory group were looking at óraw dataô (i.e. excerpts of transcripts), user 

involvement also raises ethical consideration with regards to the maintenance of 

confidentiality and anonymity for respondents participating in the study (Smith et al. 2008).  

Therefore, prior to advisory group users viewing transcripts they were anonymised (this 

included anonymising family/HP names and place names).  In addition, all respondents 

were made aware that users from the advisory group may have access to excerpts of their 

anonymised transcripts. 

 Focus Groups 4.4.2.

Focus groups have the advantage of enabling data to be gathered from numerous people 

at the same time (Morgan and Scannell 1998); however, they produce different data from 

that generated from individual interviews (Cronin 2008).  It is suggested that focus groups 

should not be used as a sole method of data collection (Michell 1999) or as a replacement 

for conducting individual interviews as it is unlikely that focus groups will stimulate in-

depth, rich, personalised accounts (Barbour 2007 ).  Rather, the raison dô°tre of focus 
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groups is the generation of data that is situated within the social context of interaction 

between group members (Kitzinger 2013 ; Stewart et al. 2007 ).  Views are óco-

constructedô through membersô interactions: by the questions they ask one another and in 

the sharing and challenging of each otherôs views (Lehoux et al. 2006). 

Focus group methodology is considered to be less hierarchical than conducting interviews 

in that the balance of power shifts away from the researcher towards respondents who are 

able to óassert their own agendas and points of viewô (Wilkinson, 1999: p.66).  This occurs 

because the researcher has less input in a focus group setting, given that the researcher 

is one voice amongst many (Barbour 2007 ).  Hence, focus groups were a useful method 

to enable health professionals and people with COPD to discuss the topics that were most 

important to them.  It allowed me to observe how they responded to each otherôs 

perspectives and also meant that topics were discussed that I had not previously 

considered.  For example, in both focus groups conducted with people with COPD and 

their informal carers, the concept of óembarrassmentô of their illness and symptoms was 

brought up spontaneously by a member of each group and this elicited further discussion 

between respondents.  This may have happened because the focus group gave them a 

shared, safe space to ask questions and divulge their concerns with people whom they 

perceived to share similar experiences.  Health professionals within both focus groups 

also appeared more willing to discuss what could be considered ósensitive subjectsô; for 

example, they were more likely to criticise other health professionalsô management of 

COPD patients than respondents who were interviewed individually.  In each focus group, 

the health professionals were also work colleagues who appeared to work closely as a 

team; this may have elicited a more frank discussion between them. 

The purpose of conducting focus groups in this study was to complement the interview 

data collected (Michell 1999).  For example, the focus groups conducted with health 

professionals were analysed together with the interview data generated from health 

professionals to provide a robust investigation of the phenomenon under study.  The focus 

groups conducted with people with COPD and their informal carers were used in 2 ways: 
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1. They served as a precursor to the longitudinal interview study and enabled me to 

explore the perspectives of people with COPD to understand the topics that were 

meaningful to them.  These topics were then explored in more detail within the 

longitudinal interview study.  Using focus groups within the early, exploratory 

stages of the study is considered a useful and popular use of the method (Barbour 

2007; Stewart et al. 2007 ) 

2. Focus group data was also incorporated into the findings from the longitudinal 

interview study, as the themes were consistent across the data.  This meant they 

also served to illuminate the overarching themes and provide strength to the study 

findings 

 Semi-structured interviews  4.4.3.

Interviews are the most commonly used method to generate data within qualitative 

research (Fielding and Thomas 2008) and particularly within qualitative health services 

research (Britten 2007).  Further, interviews pervade our everyday lives: we read 

journalistic interviews in print and online media, watch personalities being interviewed on 

television (Barbour 2014) and may have personal experience of job interviews or being 

canvassed on the street for our opinion in market research polls (King and Horrocks 

2010).  This has led some to argue that we now reside within an óinterview societyô 

(Gubrium and Holstein 2002; Atkinson and Silverman 1997).  Such omnipresence of 

interviews within our culture has led to concern that ability to carry out the interview 

process is a taken for granted assumption (Fontana and Frey 2003; Mishler 1991).  

Holstein & Gubrium (1995) have therefore cautioned against less experienced 

researchers taking a traditional view of the interview process: one which renders 

respondents as passive beings and disregards the influence of the researcher and 

respondent interaction upon the interview (Fontana and Frey 2003). 

Instead, for an interview to be conducted within the qualitative tradition, it needs to be 

recognised that an interview is not ósimply excavating factsô (Mason, 2002: p.64).  Rather, 

in keeping with my epistemological position as outlined above, interviews were chosen as 

a methodology recognising their ability to explore respondentsô perspectives and 
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experiences in an under explored area (Green and Thorogood 2009), whilst at the same 

time acknowledging that the data generated was co-created through interaction between 

researcher and respondent, meaning that the knowledge produced was specific in terms 

of time and place (Mason, 2002).  Therefore, as King and Horrocks (2010:p.3) identify, 

three key features define a qualitative interview: 

1. A flexible approach 

2. A focus on peopleôs experiences over their general beliefs/opinions 

3. The importance of the interviewer/interviewee relationship to the methodology 

Many types of qualitative interviews exist, but they are often separated into three broad 

categories: structured interviews; semi-structured interviews and unstructured interviews 

(Bryman 2008).  Structured interviews entail researchers asking the same, specifically 

worded questions, in the same sequence to each respondent without deviation (Britten 

2007).  However, as Mason (2002) argues, it is perhaps misleading to describe a 

structured interview as qualitative, since they are quantitative in their approach and 

conduct, and given that the methodology is actually developed from survey research.  By 

contrast, in unstructured interviews respondents control the direction of the interview and 

interview schedules are rarely used (Bryman 2008).  Again, Mason (2002) critiques 

óunstructuredô interviews, suggesting that interviews cannot be totally void of structure 

since choices made by the researcher during the conduct of interviews always influence 

the generation of data.  Instead, interviews can be viewed as being on a continuum from 

more structured to less structured (Berg 2009).  Hence, a ósemi-structuredô approach to 

interviewing was chosen; this meant that I was able to set the agenda regarding which 

topics to cover, whilst the approach was flexible enough to allow respondentsô to direct the 

interview towards topics most important to them (Green and Thorogood 2009). 

4.4.3.1. Qualitative longitudinal research  

Longitudinal research is a broad methodological approach which incorporates collecting 

data at multiple time-points and has a strong tradition of use within anthropology, 

education research, age cohort studies and panel studies (Elliott et al. 2008).  Qualitative 
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longitudinal research (QLR) is increasingly being used within health services research as 

policy makers and funders become interested in its potential to investigate how policies or 

complex interventions are experienced by recipients (Thomson and McLeod 2015; 

Calman et al. 2013). 

Longitudinal research varies in terms of the type of data collected (e.g. quantitative 

questionnaire data, qualitative interviews, observations, diary entries, letters etc.), the 

number of times data collection occurs and the length of time respondents are involved in 

the research.  Indeed there is no minimum length of time a study needs to be continued 

for it to be considered longitudinal (Saldaña 2003).  However, whilst a feature of 

longitudinal research is collecting data at multiple time-points, not all studies that collect 

data over time are considered longitudinal (Grinyer and Thomas 2012).  Therefore, repeat 

interviewing of the same respondent is sometimes used solely to gain a more in-depth, 

rich data set that may not be possible during a cross sectional interview (Earthy and 

Cronin 2008; Hollway and Jefferson 2000).  For example, Earthy & Cronin (2008) suggest 

multiple interviews may be useful in narrative approaches when capturing a personôs life 

story.  Multiple interviewing can also have the advantage of enabling trust to develop 

between researcher and respondent which can result in more insightful data being 

generated (Grinyer and Thomas 2012).  It can also enable researchers to have the time to 

analyse previous interviews before exploring or clarifying points of interest in future 

interviews (Earthy and Cronin 2008).  Conducting repeat interviews with people who have 

chronic conditions (such as COPD) and may tire easily means that interviews can be 

shorter in length without the concern of not being able to capture the necessary data in 

one sitting (Earthy and Cronin 2008). 

However, what separates QLR from merely having multiple data collection points is its 

preoccupation with the concept of time when investigating the phenomenon of interest 

(Grinyer and Thomas 2012).  QLR is defined by the way in which ótemporalityô is built into 

the research design to analyse the process of change or continuity over time (Holland 

2011).  So, whilst all the features of repeat interviewing outlined above proved 
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advantageous when interviewing people with COPD, the main justification for choosing a 

longitudinal research design was to capture respondentsô changing needs over time. 

The QLR design chosen was to conduct three semi-structured interviews within a 9 month 

period.  The length of time in the field was limited by the constraints of undertaking a PhD 

study.  However, time was not dealt with as a linear trajectory to capture precise events 

(Neale and Flowerdew 2003); rather the aim was to explore the ódynamic unfolding of real 

livesô (Holland, 2011: p.1).  Interviews were therefore situated within both a forward 

looking and backward looking gaze to contextualise them within the changes and 

processes occurring over time  (Calman et al. 2013; Neale and Flowerdew 2003) this 

helped to make sure that interviews were not simply treated as discrete snapshots in time 

(Neale and Flowerdew 2003).  This was achieved by starting second and third interviews 

with a recap on respondentsô previous interviews and asking them to reflect on their 

previous experiences/perspectives as well as asking them to tell me how they were 

feeling in the present.  Further details regarding the interview process is explained in 

section 4.7.4.4. 

Other approaches to longitudinal data collection were considered; for example, I hoped to 

conduct observations of respondents in their homes when using telehealth equipment 

(from installation through to removal).  This would have helped to supplement the 

interview data by placing it in context (Green and Thorogood 2009) and therefore act to 

illuminate the interview data collected.  However, this was not possible as no respondents 

were using telehealth at the time of data collection.  Another useful tool in longitudinal 

prospective data collection is the use of diary entries, whereby respondents are asked to 

complete a diary in between interviews (Elliott 1997).  While this was considered, it was 

dismissed due to concern that it would be too onerous for respondents (some of whom 

would have severe, multiple illnesses) to complete diaries over the 9 month period and 

may have increased sample attrition; a challenge for longitudinal research (Calman et al. 

2013). 
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 Reflexivity  4.5.

Finlay (2002) defined reflexivity as óthoughtful, self-conscious awarenessô (p.532).  

Researchersô and respondentsô backgrounds, social status, knowledge, assumptions and 

actions all have an impact upon how the research is produced (Charmaz 2014).  As 

highlighted above, this is not generally considered a problem within qualitative research; 

however, it is important to recognise how the research has been constructed within its 

context (Guillemin and Gillam 2004).  Researchers are therefore encouraged to engage in 

a constant process of reflexivity; this involves critically scrutinising every stage of the 

research process, and those involved in the research, to question how knowledge is 

generated and interpreted (Guillemin and Gillam 2004; Hertz 1997).  Finlay (2002) 

identifies three stages when reflexivity should occur: pre-research; data generation and 

data analysis.  The following sub sections give a flavour of how I went about reflexivity in 

these stages of the research process.  However, whilst I have dedicated a section within 

the thesis to reflexivity, the process of doing a qualitative study is a constant process of 

reflexivity and therefore reflexive and reflective thought is evident throughout the thesis; 

for example, in the explanations and justifications of the choices that I have made. 

 Reflexivity pre -research  4.5.1.

It is suggested that researchers should start to think reflexively at the very inception of the 

research idea; to question their own interests and assumptions they bring to the topic in 

order to understand how they may influence the research direction (Finlay 2002). 

As previously explained, I was not involved in the initial conception of the research idea or 

the grant application, but was awarded the pre-defined PhD studentship.  However, I had 

control of the study in terms of being able to direct the research in line with my own 

interests.  In addition, the reason I was interested in conducting this research, and why I 

applied for the studentship, was because of my interest in research that involved patient 

and public involvement (PPI).  As explained in the óAbout the authorô section at the 

beginning of the thesis, I had previously worked on an action research project to develop 

a group based education programme for people diagnosed with glaucoma (see 

Richardson et al. 2013) and am passionate about ensuring patientsô and health 
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professionalsô voices were heard within health services research.  For me, involving users 

in research is important to ensure that researchers are not separated from the society 

they are studying (Green and Thorogood 2009) and to enable the knowledge generated 

by research to be influenced by all stakeholders involved rather than the elite few.  

Furthermore, as outlined in óAbout the authorô section, I am a nurse by background and 

have worked in a variety of roles, including working on hospital wards, as well as caring 

for people with COPD during my time as a practice nurse.  Additionally, I have 5 yearsô 

experience of working within an industry setting, so I had some inside knowledge of how 

industry worked.  The research team therefore combined different stakeholders: social 

scientists/academic researchers (CS, PB & LB), industry (Philips Research UK) and 

potential users of telehealth (advisory group). 

Therefore, it was important to consider the competing discourses that stakeholders might 

bring to this research.  The four competing discourses by Greenhalgh et al. (2012) 

presented in chapter 2 (section 2.6.1) were important in understanding the different 

viewpoints that those involved in this research team might bring.  Understanding different 

stakeholdersô views was important to identify how these may influence the research.  It 

also meant that I recognised the industry discourse and ensured this did not become the 

dominant voice within this study; previous research studies in this area have been 

dominated by a modernist discourse that failed to place telehealth within its social context 

(Greenhalgh et al. 2012) and there is little evidence of their ability to translate results into 

the óreal worldô of healthcare.  Additionally, in addressing the aims of the research it was 

considered important to bring together different stakeholders with competing views in 

order to bridge the gap between developing technologies and getting them integrated into 

routine care. 

 Reflexivity during data generation  4.5.2.

As the researcher undertaking data generation it was important for me to analyse my own 

influence on the data generated and therefore reflect on how my knowledge and previous 

experience might impact upon the data (Guillemin and Gillam 2004).  I felt that being a 

nurse by background had both potentially positive and negative effects on the data 
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produced.  For example, I felt my nursing background gave me some credibility when 

negotiating access into healthcare areas and when recruiting health professionals.  It also 

meant that I had some understanding of the challenges they faced when caring for 

patients with LTCs.  When interviewing patients I was aware of their challenges of living 

with and managing their illness.  However, this also meant that I had to be careful that 

respondents did not assume that we shared the same knowledge or experiences; or 

indeed, that I should take their responses for granted without questioning them.  This 

could have resulted in superficial data being generated if implicit knowledge was not made 

explicit during our interactions.  For these reasons, I only disclosed my background to 

patients if they asked. 

During data generation I was conscious of how I was perceived by respondents.  Patients 

often commented upon my strong Lancashire accent when meeting me for the first time.  I 

felt that this often helped to óbreak the iceô and put some patients at ease as it perhaps 

signalled to them that we shared a working class background.  The following is an excerpt 

from my field notes: 

ΨWǳǎǘ ŀǎ L ǿŀǎ ŀōƻǳǘ ǘƻ ƭŜŀǾŜ ώǊŜǎǇƻƴŘŜƴǘΩǎ Ƙƻǳǎe] she commented that she had enjoyed my 
ǾƛǎƛǘΦ  {ƘŜ ǎǘŀǘŜŘ ǘƘŀǘ ǎƘŜ ǿŀǎ Ψŀ ōƛǘ ǿƻǊǊƛŜŘΩ ōŜŦƻǊŜ L ŎŀƳŜ ōŜŎŀǳǎŜ ǎƘŜ ŘƛŘƴΩǘ ƪƴƻǿ ǿƘŀǘ L ǿŀǎ 
ƎƻƛƴƎ ǘƻ ōŜ ƭƛƪŜ όL ǘƘƛƴƪ ǎƘŜ ǘƘƻǳƎƘǘ L ǿƻǳƭŘ ōŜ ǾŜǊȅ ΨŀŎŀŘŜƳƛŎΩΗύ {ƘŜ ǎǘŀǘŜŘ ǘƘŀǘ L ƘŀŘ Ǉǳǘ ƘŜǊ 
mind at rest and felt ǘƘŀǘ L ƘŀŘ ōŜŜƴ Ŝŀǎȅ ǘƻ ǘŀƭƪ ǘƻ ŀƴŘ ǘƘŀǘ ǎƘŜ ƘŀŘƴΩǘ ƳƛƴŘŜŘ ǘŀƭƪƛƴƎ ŀōƻǳǘ 
her illness.  She said that she would look forward to speaking to me again when I visit for 2nd 
ƛƴǘŜǊǾƛŜǿΦΩ  CƛŜƭŘ ƴƻǘŜǎΣ мǎǘ ƛƴǘŜǊǾƛŜǿΦ 

In this instance and others, I felt that my accent helped me to develop a rapport with 

patients which in turn helped towards generating rich data as respondents appeared to 

feel comfortable when sharing their experiences of illness and perceptions of telehealth 

with me.  Commonalities (and differences) in social and/or ethnic background has been 

identified as influencing the research process including impacting upon the relationships 

developed with respondents (Green and Thorogood 2009). 

As an experienced researcher, I have carried out numerous in-depth interviews in the past 

although I have never had formal training.  The PhD gave me the opportunity to attend a 2 

day interview course which included being observed whilst conducting an interview and 

then receiving feedback.  Also, after every interview or focus group I wrote down my 
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reflections on how I felt the interview went, how I was feeling at the time of the interview 

and what I could have done to improve the interview.  For example, when conducting first 

interviews with people with COPD as part of the longitudinal interviews, I felt that I was 

óclumsyô in my questioning of patientsô perceptions of telehealth.  I reflected on this and 

asked the advisory group for help on how I could get patients to open up further about 

their perceptions of telehealth.  I feel that reflecting after each interview was important not 

only to identify where I could improve for future interviews but how this may have 

influenced the generated data. 

I was conscious of remaining neutral when talking about telehealth technologies with both 

patients and health professionals as I did not want to bias their responses.  Some 

respondents asked for my opinion; when this happened I would try to deflect the question 

back to them to ask their opinion.  In actuality, I did take a neutral position on telehealth.  I 

had no prior experience of using telehealth either personally or professionally (e.g. I had 

no experience of caring for patients using telehealth and had not conducted previous 

research in this area).  Furthermore, although I use technology in everyday and work life 

(e.g. I use a laptop, iPad and smart phone) I am ambivalent about technology.  I would 

therefore situate myself within a humanist discourse (see section 4.5.1 above).  I felt that 

this helped me to remain critical during data generation, to be able to critically reflect upon 

respondentsô responses in interviews and this helped me to probe them further.  For 

example, during an interview with a person who had experience with telehealth I wrote in 

my field notes: 

ΨώLƴŦƻǊmant Interview 1] was positive about their experiences of using telehealth as part of their 
management of COPD but could not articulate any benefits it gave the nursing team, despite 
ǇǊƻōƛƴƎΧǘŀƭƪŜŘ ŀōƻǳǘ Ƙƻǿ ƛǘ ƘŀŘ ƛƴŎǊŜŀǎŜŘ ǘƘŜƛǊ ǿƻǊƪƭƻŀŘΣ ōǳǘ ŘƛŘ ƴƻǘ ŦŜŜl that this was a 
ƴŜƎŀǘƛǾŜ ŎƻƴǎŜǉǳŜƴŎŜΧL ŘƛŘ ŦŜŜƭ ǘƘŀǘ ώLƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ мϐ ǿŀǎ ǊŜǘƛŎŜƴǘ ǘƻ ŎƻƳŜ ŀŎǊƻǎǎ ŀǎ 
being negative about the telehealth service and I felt that there was a sense of me being told 
what they thought I wanted to hear.  Also, participant is aware that I am interviewing the 
ǘŜƭŜƘŜŀƭǘƘ ƭŜŀŘ ǎƻ ƴƻǘ ǎǳǊŜ ƛŦ ǘƘƛǎ ŀƭǎƻ ƛƴŦƭǳŜƴŎŜŘ ǘƘŜƛǊ ŀƴǎǿŜǊǎΩΦ 

I was aware that my collaboration with industry might influence the responses of 

respondents.  I sensed that some respondents wanted to ópleaseô me by appearing 

positive about potentially using telehealth.  After these initial interviews I started to be 

more explicit at the start of interviews to state that I did not have an opinion on whether 
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telehealth was good or bad and instead was interested in gaining their honest opinions.  

Some respondents would directly ask me about Philipsô involvement in the study and this 

gave me the chance to explain that I was independent from Philips and they had not 

influenced the study design or outcomes. 

 Reflexivity d uring data analysis  4.5.3.

Mauthner and Doucet (2003) argue that qualitative data analysis techniques are often 

reduced to a set of procedures to follow which risks separating data analysis from the 

process of reflexivity.  In order to ensure that the data stayed óinterdependent and 

interconnectedô (Mauthner and Doucet 2003: p.414) to the social context in which it was 

generated, I kept a reflexive diary during data analysis.  Throughout the primary data 

collection and subsequent analysis, transcripts of interviews were read by members of the 

wider research team (supervisors and advisory group members) and key issues/early 

themes were discussed.  This aimed to ground the analysis in the experiences of potential 

users of technology and influenced how the data was interpreted and presented. 

 Ethics throughout the research process  4.6.

Guillemin & Gillam (2004) differentiate between two types of ethics in qualitative research: 

óprocedural ethicsô and óethics in practiceô (p.  263). óProcedural ethicsô refers to seeking 

approval from relevant bodies to carry out the research (such as local research ethics 

committees and NHS governance departments) while óethics in practiceô is concerned with 

the ethical issues that can occur when carrying out research.  Because researchers 

cannot plan for all potential ethical issues that may arise when carrying out research with 

human subjects, ethical consideration does not stop when approvals are gained but 

continues throughout the whole research process (Guillemin and Gillam 2004).  However, 

the two types of ethics are inter-related as procedural ethics provides a foundation to 

guide researchersô ethical conduct when carrying out the research (Guillemin and Gillam 

2004).  I will therefore outline not only the necessary óprocedural ethicsô that were required 

for this study but also discuss how I dealt with óethics in practiceô, such as ensuring 

informed consent, dealing with ósensitive momentsô during data generation and 

maintaining respondentsô anonymity and confidentiality. 
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 Procedural Ethics  4.6.1.

Because the study aimed to recruit both health professionals and NHS patients into the 

study, I was required to apply for ethical/governance approval through the Integrated 

Research Application System.  The study received ethical approval from Greater 

Manchester East Research Ethics Committee (GM East REC) (Rec Ref: 14/NW/0040; see 

appendix 6) and governance approval from 6 NHS sites within the North West of England.  

Three substantial amendments were submitted and approved by GM East REC and 

relevant NHS Trusts during the course of the study; see table 7 for an outline of 

substantial amendments. 

Table 7. Reasons for substantial amendments  

Substantial 

amendment 

Date 

submitted 

Reason for substantial 

amendment 

Date approved by GM East 

REC 

1 21.02.2014 Focus group topic guides (stage 2) 

were subsequently submitted for 

approval.  These guides were 

developed from stage 1 of 

research & in collaboration with 

advisory group. 

27.02.14 (see appendix 7.1) 

2 09.05.2014 1.  Longitudinal interview guides 

were subsequently submitted for 

approval.  These guides were 

developed from stage 2 findings & 

in collaboration with advisory 

group. 

2.  Request to add another NHS 

site to recruitment sites to enable 

recruitment of health 

professionals into stage 1 

(informant interviews) of research 

όƛŘŜƴǘƛŦƛŜŘ ŀŦǘŜǊ ΨǎƴƻǿōŀƭƭΩ 

recruitment strategy). 

29.05.14 (see appendix 7.2) 

3 15.07.2014 Requested a widening of patient 

recruitment methods for stage 3 

of study to enable patients to be 

approached during planned 

telephone consultations, and 

home visits, to reflect the type of 

consultations that occur in the 

primary care/community setting. 

08.08.2014 (see appendix 

7.3) 
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 Ethics in practice  4.6.2.

4.6.2.1. Ensuring Informed Consent  

As Denzin and Lincoln (2000) stress, two conditions are necessary to gain informed 

consent: 

1. Potential research respondents should have full information about the research 

study in order to make a fully informed choice about whether or not to take part 

2. Respondents should not be coerced into taking part; their involvement should be 

entirely voluntary 

In order to ensure that these conditions were met, participant information sheets (PIS) 

(inviting people to take part in the research) were written in plain English and free from 

medical or research jargon (see appendices 8 and 9 for examples of PIS). 

People with COPD (and their informal carers) were encouraged to contact the researchers 

if they wanted clarification on any aspect of the research prior to involvement; this was 

important because respondents in the main were being recruited by health professionals 

during their consultations (see section 4.7.3 for an explanation of how patients were 

recruited into the study).  Thus, before agreeing to take part, I ensured that respondents 

were informed about all aspects of the study (such as the length of time they were 

requested to be in the study, the aims and methods of the study and who would have 

access to their data) and gave them the opportunity to ask any questions.  Health 

professionals were also given the opportunity to contact me to ask questions prior to 

agreeing to take part. 

It was important that respondents were made aware of the time commitment required to 

take part in the study; this was particularly relevant for respondents who entered into the 

longitudinal interview stage in order to minimise study attrition.  However, all respondents 

were made aware that they were able to withdraw from the study at any time, without 

having to give a reason and without their care being affected. 

Immediately prior to the start of data generation, respondents completed a written consent 

form; a requirement of the procedural ethics.  Respondents who took part in the 



 114  

longitudinal interview stage signed one consent form before the start of their first interview 

but on-going (verbal) informed consent was gained.  Thus, before the start of every 

subsequent interview I gave respondents the chance to re-read the PIS, gave them the 

opportunity to ask questions and checked that they were happy to continue before we 

started the interview. 

4.6.2.2. Reacting to sensitive mome nts during data generation  

All respondents were considered to be at minimal risk of harm as a result of taking part in 

the study.  However, because people with COPD and their informal carers were 

discussing their experiences of living with a LTC it was anticipated that some might 

experience short term distress.  Therefore, steps to minimise respondentsô distress were 

considered prior to data generation.  For example, I identified that there was a risk that 

focus group respondents might disclose sensitive issues (e.g. personal feelings) to the 

group that they might later regret.  Respondents may also get upset when discussing their 

experiences during focus groups or longitudinal interviews.  Therefore, at the beginning of 

each focus group and longitudinal interview I advised respondents that they did not have 

to discuss any issues if they did not feel comfortable doing so.  I also carried a list of 

useful contact numbers to give to respondents if they required further help or advice 

following the interview. 

In a small number of cases, respondents became upset during interviews.  When this 

occurred I asked respondents if they wished to take a break (audio-recorder was switched 

off) or wished to stop the interview entirely.  However, after taking a short break all 

respondents chose to continue the interview.  Furthermore, as an experienced qualitative 

researcher, I feel that over the years I have gained skills in anticipating and identifying 

sensitive moments during interviews.  Therefore, I used my experience to identify when it 

was acceptable to probe respondents for more information and, importantly, knew when to 

stop probing when I sensed signs of respondentsô distress (i.e. through subtle changes in 

respondentsô behaviour such as body language, eye contact, giving closed answers etc.  

(Mason 2002)).  In such instances, I directed the conversation towards less sensitive 

subjects or made ósmall talkô to relax the respondent before resuming with interview 
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questions.  In addition, when such instances occurred, I would report and reflect upon 

them in my field notes to understand the social situation in which it had occurred and to 

reflect on how I had dealt with the situation. 

There were also times when I sensed respondents wanted to disclose something óoff the 

recordô; this included wanting to discuss personal or family problems and healthcare 

issues.  At such moments the audio recorder was switched off.  While I reported 

interruptions to interviews in my field notes I did not describe the nature of the óoff recordô 

discussions as I felt an ethical obligation to only report data that respondents had been 

willing to disclose during the audio recording.  Respondents were also reassured that óoff 

the recordô conversations would remain óoff the recordô. 

4.6.2.3. Maintaining confid entiality and anonymity  

Prior to agreeing to take part in the research, respondents were assured that I would take 

every precaution to ensure their confidentiality and anonymity (World Medical Association 

2001).  Anonymity was maintained by removing any traceable information from the 

transcript that could identify the respondent.  One health professional verbalised concern 

regarding being identified through their responses; hence, I made efforts to maintain their 

privacy through giving vague details of job roles and not disclosing which NHS Trusts 

health professionals were recruited from.  When writing up the research, I also attempted 

not to disclose the gender of health professionals in a further effort to maintain 

confidentiality. 

Every respondent was assigned a óstudy codeô and this was used in place of real names 

on all data generated on or from respondents (e.g. audio recordings, transcripts, 

participant characteristics forms, field notes, memos etc.).  The óstudy code keyô linking 

study codes to identifiable respondent information was stored electronically on the 

University of Manchesterôs secure server.  Audio-digital recordings of interviews were 

stored on the University of Manchesterôs secure server and were uploaded as soon as 

possible after an interview had taken place.  Hard copies of respondent pseudo-

anonymised data were kept in a locked filing cabinet, in a locked room.  Signed consent 
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forms were kept in a separate locked filing cabinet, away from the pseudo- anonymised 

hard copies of data. 

There was a possibility that breaches of confidentiality could have occurred during the 

focus groups (e.g. if people with COPD or their informal carers divulged sensitive 

information to the group).  To minimise this, respondents were advised not to divulge 

anything to the group that they did not want to go beyond the group. 

 Data Generation ɀ process and technique  4.7.

 Sampling and recruitment  4.7.1.

Because the aim of the research was to gain multiple perspectives from potential users of 

telehealth, I wanted the sample to be as broad as possible.  Therefore, purposive 

sampling techniques (Patton 1990) were used to recruit a maximum variation sample 

(Sandelowski 1995).  A maximum variation sample enables researchers to óexplore the 

common and unique manifestations of a target phenomenon across a broad range of 

phenomenally and/or demographically varied casesô (Sandelowski, 2000:p.337-8).  

Hence, when recruiting people with COPD (and their family members) I sought a varied 

sample in terms of their age, gender, living circumstances, work status, ethnicity, severity 

of COPD, experience of other health problems and experience of telehealth technologies.  

When recruiting health professionals I sought a diverse range in terms of their job roles 

(e.g. different types of health professionals delivering front line care to those in more 

strategic/leadership roles), their geographic location (e.g. hospital based and community 

based) as well as their experience of telehealth technologies.  Respondents only took part 

in one stage of the research study (i.e. people with COPD who took part in focus groups 

were not re-recruited into longitudinal interview stage). 

The study was adopted on to the National Institute for Health Research Clinical Research 

Network (NIHR CRN) portfolio.  This enabled me to gain access to a number of NHS sites 

to recruit health professionals, people with COPD and their family members.  Table 8 

identifies each stage of the primary research and which NHS sites respondents were 

recruited from.
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Table 8. "ÒÅÁËÄÏ×Î ÏÆ ÅÁÃÈ .(3 ÓÉÔÅȭÓ recruitment figures  

NHS site 

Number 
Stage of Research Type of respondent recruited 

Number 

recruited 

 1 2 (focus group) Health Professional 5 

2 (focus group) Person with COPD 7 

3 (longitudinal interview) Person with COPD 8 

3 (longitudinal interview) Family member 2 

 2 1 (informant interview) Health Professional 2 

2 (focus group) Health professional  2 

2 (focus group) Person with COPD 7 

2 (focus group) Family member 2 

3 (longitudinal interview) Person with COPD 3 

3 (longitudinal interview) Family member 1 

 3 1 (informant interview) Health Professional 1 

2 (focus group) Health Professional 5 

3 (longitudinal interview) Person with COPD 5 

3 (longitudinal interview) Family member 3 

 4 1 (informant interview) Health professional  3 

 5 1 (informant interview) Health Professional 1 

3 (longitudinal interview) Person with COPD 6 

3 (longitudinal interview) Family member 1 

 6 1 (informant interview) Health Professional  2 

 

The following sub sections give more detail into sampling methods and recruitment 

strategies of health professionals and people with COPD/their family members. 

 Recruiting Health Professionals  4.7.2.

4.7.2.1. Stage 1 

Study documents relating to recruitment of health professionals are in appendix 8.  Box 1 

identifies the eligibility criteria for respondents in stage 1. 
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 Eligibility criteria for stage 1 (informant interviews)  Box 1.

Any health professional with direct experience of telehealth services. 

Can include: 

1. Health professionals in strategic/leadership roles; for example: 
a. experience of setting up telehealth services 
b. experience of managing/leading telehealth services 
c. experience of commissioning telehealth services. 

2. Health professionals who provide front line care and: 
a. have experience of referring patients into telehealth services 
b. use telŜƘŜŀƭǘƘ ŀǎ ǇŀǊǘ ƻŦ ǇŀǘƛŜƴǘǎΩ ŎŀǊŜΦ 

 

Respondents were recruited via established contacts that I had made prior to data 

generation, in part through the help of the NIHR CRN who initiated contact with relevant 

stakeholders.  However, an element of ósnowballô sampling was also used, whereby my 

initial key contacts referred and/or suggested other people to contact (Miles and 

Huberman, 1994).  This necessitated submitting an ethical substantial amendment to add 

another recruitment site so that I could interview staff working at a different NHS Trust 

(see table 8 above). 

I aimed to conduct up to 10 óinformant interviewsô in stage 1 of the primary research.  

These exploratory interviews included respondents from six NHS sites and this enabled 

me to identify key implementation issues affecting telehealth in different healthcare 

settings. 

4.7.2.2. Stage 2 

Box 2 identifies the eligibility criteria for health professional respondents in stage 2 of the 

research (focus groups). 

 Eligibility criteria for stage 2 (Health professional  focus groups)  Box 2.

Any professionally qualified member of staff who works with patients with COPD. 

Can include: 

1. Health professionals with professional experience of telehealth. 
2. Health professionals who have no professional experience of telehealth. 

 

I aimed to conduct two focus groups at two different NHS sites and respondents were 

recruited from three pre- identified NHS recruitment sites.  In most cases, I recruited 

health professionals after handing out PISs to eligible respondents during site initiation 
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visits (where I presented the research to health professionals who would be potentially 

involved in recruiting patients into the study).  In one site, I was invited to present my 

research at a monthly óresearchô meeting and this resulted in two extra ófocus groupô 

interviews being conducted.  I aimed to recruit between five to eight health professionals 

into each focus group as this is considered a large enough group to elicit discussion 

(Kitzinger 2013 ) but small enough to identify individual voices on digital recordings and 

ensure the researcher is still able to facilitate the group (Barbour 2007 ). 

 Recruiting people with COPD and their informal carers  4.7.3.

Study documents relating to the recruitment of people with COPD and their informal 

carers are in appendix 9. 

4.7.3.1. Stage 2 

Box 3 identifies the eligibility criteria for respondents in stage 2 (focus groups). 

 Eligibility criteria for stage 2 (people with COPD/informal carers)  Box 3.

1.  >= 18 years of age 

2.  Diagnosed with COPD (any stage, plus can have other LTCs or social needs) or 

3.  Informal carer of patient diagnosed with COPD (any stage) 

4.  Able to understand English and be able to participate in a group setting 

5.  Can have experience of using telehealth technologies 

6.  Can be naïve to using telehealth technologies 

 

I aimed to conduct two focus groups and, to ensure that I gained a wide variety of 

perspectives, I recruited respondents from two NHS sites.  Eligible patients were first 

approached about the study by their treating clinician when they attended for an 

appointment.  If they expressed interested in the study, they were given a participant 

information pack (containing PIS, acceptance slip and prepaid envelope; see appendix 9).  

Upon receiving signed permission from eligible respondents, I telephoned respondents 

(after waiting at least 24 hours since first contact to allow them time to read the 

information and consider questions they may wish to ask) to provide more information 

about the study and elicit their interest.  Respondents who still wished to take part were 

then given details about the arranged focus group.  Again I aimed to recruit between five 
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to eight respondents into each focus group; however, I slightly over recruited in case 

some respondents did not attend. 

4.7.3.2. Stage 3 

Box 4 identifies eligibility criteria for respondents who entered into stage 3 (longitudinal 

interviews). 

 Eligibility criteria for stage 3 (people with COPD/informal carers)  Box 4.

1.  >= 18 years of age 

2.  Diagnosed with COPD (any stage, plus can have other LTCs or social needs) or 

3.  Informal carer of patient diagnosed with COPD (any stage) 

4.  Able to understand and speak English* 

5.  Can have experience of using telehealth technologies 

6.  Can be naïve to using telehealth technologies 

*this is a necessary limitation to the study as limited research funds will not extend to translation 

of PIS or translators required for interview. 

Respondents were recruited in the same way as stated in section 4.7.3.1 above.  In 

addition, where capacity existed, I attended clinics in one NHS site and recruited patients 

into the study personally.  Patients were first approached by their treating clinician during 

their clinic visit and those that expressed further interest in the study were asked to speak 

to me whereby I gave them the participant information pack and discussed the study in 

more detail.  If patients gave permission, I arranged to telephone them at a later date to 

elicit their continued interest. 

I estimated that I would need to recruit between 20-30 people with COPD (and possibly 

their informal carers to be interviewed at the same time) to be able to achieve a broad 

sample which reflected multiple perspectives.  However, final sample size was contingent 

upon iterative analysis and saturation of data.  In determining data saturation, I did not aim 

to achieve ótheoretical saturationô which was first proposed by Glaser and Strauss (1967).  

In this type of saturation, the aim is to exhaust all possible avenues to feel confident that 

each category is saturated in order to develop theory (Guest et al. 2006) and is therefore 

more suited to researchers who are conducting grounded theory studies.  Instead, I used 

the definition provided by Guest et al. (2006) who state that data saturation is óthe point in 

data collection and analysis when new information produces little or no change to the 

code[s]ô (p.65).  An example of how I determined sample size can be seen in my 
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recruitment of people with a diagnosis of mild COPD.  I found that after interviewing five 

people with mild COPD, no new codes were emerging from the data that answered the 

research questions and at this point I chose to stop sampling from this group. 

 Conducting focus groups and interviews  4.7.4.

Before beginning focus groups or interviews, I again explained the purpose of the 

research and reiterated details of participation in an effort to ensure that respondents gave 

their informed consent to taking part in the study.  As previously explained all respondents 

(in both focus groups and interviews) signed consent forms on the day of data generation; 

respondents with COPD gave verbal consent for subsequent longitudinal interviews. 

Alongside the letter confirming attendance for the focus group/interview, respondents with 

COPD were sent a participant characteristics form (see appendix 9.9) and requested to 

complete it and hand in on the day of data collection.  All respondents with COPD gave 

their (written) permission for me to collect clinical data from their medical records and a 

clinical data extraction form was subsequently completed for each respondent (see 

appendix 9.10). 

All data was generated by me.  The quality of data gathered is considered to be 

dependent on the skill of the interviewer (Morgan and Scannell 1998).  Prior to starting my 

PhD, I was already experienced in conducting in-depth qualitative interviews, and had 

prior experience of conducting longitudinal interviews.  However, this was my first time 

conducting focus groups, although I had previously facilitated action research groups and 

stakeholder meetings.  To increase my skills, I attended a two day training course on 

conducting focus groups at the National Centre for Social Research (NATCEN) before 

gathering focus group data.  In line with advice from Patton (2002) I intended to have two 

people conducting the focus groups: one skilled qualitative moderator to guide the 

interview/discussion and one to take detailed notes and ensure the equipment (i.e. digital 

audio- recorder) was working.  However, due to resource issues, this was not possible 

and hence I was the sole facilitator for all but one focus group. 

For each stage of data generation, a topic guide was used to guide the interview/focus 

group (see appendix 10).  Topic guides were developed in collaboration with the advisory 
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group and the supervisory team and from the literature and previous stages of the 

research in order to answer the research questions set out in table 5 above.  None of the 

topic guides included specifically worded questions; instead, topic guides were laid out 

with headings of interest and prompts underneath.  This way of developing topic guides 

was learnt when attending the NATCEN Depth Interviewing Skills training course.  

NATCEN tutors consider this best practice because it encourages researchers to word 

questions in a language that is appropriate to the situation and context in which the 

interview is being conducted; whereas pre-designed specifically worded questions are 

more suitable to survey research. 

All focus groups and interviews were digitally audio-recorded and transcribed verbatim.  

Having audio-recordings transcribed verbatim meant that they included pauses, non-

verbal utterances (e.g. óMmmô, óErrô etc.) and colloquial language was retained (such as 

ómeô instead of ómyô, ócauseô instead of óbecauseô, óayeô instead of óyesô etc.).  This is 

considered to be useful for analysis, so that the transcript is not stripped of context 

(Donovan and Sanders 2005).  I made the decision to outsource the transcribing of all 

digital audio-recordings to a University of Manchester approved professional transcription 

service.  This was due to time constraints, given the large volume of data that was 

generated from the study. 

Field notes were written soon after data generation (after every focus group and interview) 

whilst the event was still fresh in my mind.  Field notes consisted of my immediate 

thoughts and reflections on the interview; hence field notes were un-edited, rough drafts.  

Field notes included different types of observations, such as my critical reflections on my 

performance during the interview process, for the purpose of improving future interviews.  

This enabled me to more easily identify any problems that I was having with the topic 

guide.  An example of this can be found in the field notes I recorded after completing the 

first longitudinal interview: ΨώwŜǎǇƻƴŘŜƴǘϐ ǿŀǎ ǉǳƛǘŜ ŎƭƻǎŜŘ ƛƴ ŀƴǎǿŜǊƛƴƎ ǉǳŜǎǘƛƻƴǎΦ  5ƛŘƴΩǘ ŦŜŜƭ 

that I probed a lot ς need to get the transcript back and analyse interview to see where I could 

ƛƳǇǊƻǾŜ ǉǳŜǎǘƛƻƴƛƴƎΩ.  I sometimes included observations on personal events that were 

occurring in my life if I felt that this had impacted upon the quality of the interview: ΨL ŦŜƭǘ 



 123  

ŘƛǎǘǊŀŎǘŜŘΧŜŎȊŜƳŀ ƻƴ ώƳȅϐ ŦŀŎŜ ƛǎ ōŀŘ ǘƻŘŀȅ ŀƴŘ Ƴȅ ŜȅŜǎ ŀǊŜ ǎǿƻƭƭŜƴ ŀƴŘ L ǘƘƛƴƪ ǘƘƛǎ ŀŦŦŜŎǘŜŘ 

ώǘƘŜ ǉǳŀƭƛǘȅ ƻŦ ǘƘŜ ƛƴǘŜǊǾƛŜǿϐΩ. 

Field notes also included a summary of the main points that were discussed during the 

interview without any interpretation and as more interviews were conducted (and as data 

generation and analysis occurred together) field notes included my theoretical 

interpretations of how themes were developing: 

ΨώƘǳǎōŀƴŘϐ ŦŜŜƭǎ ǘƘŀǘ ǎƘŜ ƴŜŜŘǎ ƳƻǊŜ ŎƻƴǘŀŎǘ ōŜŎŀǳǎŜ ƛŦ ǎƘŜ ŎƻǳƭŘ ǎǇŜŀƪ ǘƻ ǎƻƳŜōƻŘȅ ǿƘŜƴ ǎƘŜ 
was feeling unwell, they could suggest ǿƘŀǘ ǘƻ Řƻ όƎƛǾŜ ƘŜǊ ŀŘǾƛŎŜύ Χ¢Ƙƛǎ ƛǎ ǊŜƭŀǘŜŘ ǘƻ ǘƘŜ 
findings from the meta-ǎȅƴǘƘŜǎƛǎ ǿƘŜǊŜ ǇŜƻǇƭŜ ŘƻƴΩǘ ǿŀƴǘ ǘƻ ōƻǘƘŜǊ their health professionals 
and re legitimated contact.  I think there is something about getting personalised health 
ŜŘǳŎŀǘƛƻƴ ŀōƻǳǘ ǘƘŜƛǊ ŎƻƴŘƛǘƛƻƴ όǿƘƛŎƘ ƛƴ ŀ ǊƻǳƴŘŀōƻǳǘ ǿŀȅ ƘŜ ǿŀǎ ŘƛǎŎǳǎǎƛƴƎύΩΦ 

4.7.4.1. Focus groups: health professionals  

To maximise participation, the two focus groups with health professionals were conducted 

at a time and place suitable to respondents.  At site 1, the focus group was conducted in 

their communal office, shortly after their morning debrief; at site 3, the focus group was 

conducted in a meeting room within the hospital grounds during lunchtime.  Refreshments 

were provided at each focus group. 

At site 3, the focus group started with me giving a short presentation on telehealth (see 

appendix 11).  This was to familiarise respondents with the technology as the majority of 

respondents at this site had no experience of telehealth.  This was not necessary at site 1 

because all had previous experience of using such technologies. 

4.7.4.2. Semi-structured interviews with HP  

Interviews with health professionals were arranged for a time and place that suited them.  

This meant that most interviews were conducted at respondentsô workplace (n=8) either in 

their office or in a meeting room within their work environment.  One respondent chose to 

be interviewed in a café. 

4.7.4.3. Focus groups: people with COPD and their informal carers  

To encourage attendance and ensure accessibility for respondents with more severe 

disease, respondents were offered a taxi to and from the focus group venue or were 

offered reimbursement for their travel costs.  Focus group 1 was held in a meeting room at 



 124  

a local hospital and focus group 2 in a meeting room within a University building.  Rooms 

were chosen for wheelchair accessibility and I made sure they were close to the main 

entrance and lift, so that respondents with mobility problems would not have to walk too 

far.  Both focus groups were arranged to start at lunchtime (refreshments were provided).  

This was because respondents had expressed a preference for focus groups to be held 

later in the day as they reported difficulty getting out of the house in the mornings due to 

symptoms of breathlessness (and hence wished to wait until they had taken medication 

and their symptoms had settled). 

4.7.4.4. Longitudinal interviews with patients  

At respondentsô preference, all longitudinal interviews were conducted within their homes.  

This proved useful for the purposes of the research because not only did respondents 

appear to be more comfortable within their own surroundings but it gave me an insight into 

their home lives and I saw first-hand how their home surroundings had been adapted in 

response to their illness.  This was particularly stark in the case of one respondent whose 

condition had deteriorated and at third interview his downstairs living space had changed 

into a medical space: in place of his sofa was now a hospital bed, a feeding machine 

beside and on the table were medical supplies such as syringes, bottles of intravenous 

feed and vials of saline solution.  Other peoplesô living spaces were taken over by oxygen 

therapy machines, oxygen tanks, nebuliser machines and inhalers and nebuliser 

medication was often placed on tables within reach.  Such observations were recorded in 

field notes and added context to the transcribed data. 

Because I was carrying out interviews as a lone researcher, I had attended a lone worker 

training course and read the lone worker University policy.  In addition, I put in place an 

escalation system (see appendix 12).  Before contacting respondents for subsequent 

interviews, I spoke to their health professionals to ensure that they were well enough to be 

approached.  Interviews were planned to be conducted at 4.5 month intervals.  However, 

this did not always happen as some interviews were postponed due to illness and 

therefore organised when respondents were well enough to carry out an interview.  One 
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respondentôs second interview was conducted early because she was abroad for several 

weeks at the time her second interview was due. 

 Data analysis  4.8.

An iterative approach was taken, whereby data generation and data analysis were 

conducted in parallel.  This meant that data analysis from earlier focus groups/interviews 

influenced subsequent data generation (Donovan and Sanders 2005).  For example, it 

influenced the decisions I made regarding who to recruit for subsequent interviews in the 

longitudinal interview study.  It also meant that as interviews progressed, I made changes 

to the questions I asked respondents in future interviews.  For example, I felt that in early 

interviews, I did not sufficiently explore respondentsô reluctance to contact health 

professionals at times of ill health, for concern that probing would be considered 

apportioning blame.  I took my concerns to the advisory group who suggested asking 

respondents when they decide to contact health professionals, instead of concentrating on 

why they had not contacted health professionals sooner. 

Analysis methods were chosen to complement the aims of the research and to answer the 

research questions rather than trying to ófitô the data to a particular method (Silverman 

1998).  This meant that I took a pragmatic view of data analysis and drew on techniques 

from a range of analytic approaches that I thought suitable for the needs of this study.  So, 

whilst a broadly thematic approach was taken to analyse the data, I used the constant 

comparative method (as outlined by Barbour 2014) and utilised techniques from narrative 

analysis within the overall analysis process.  These methods were chosen to complement 

an inductive approach to data analysis (Patton 2002), which meant that the constructed 

overarching themes still remained deeply embedded in the data and enabled a rich 

description of the phenomenon under study.  An inductive approach is suited to 

conducting analysis where, as is the case in this research area, little has been previously 

established (Braun and Clarke 2006). 

Thematic analysis is a method for identifying and exploring themes within the data through 

coding sections of data (Braun and Clarke 2006).  It is considered to be the most 

commonly used analytic approach in qualitative research and is useful in identifying and 
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presenting respondentsô experiences (Green and Thorogood 2009).  The constant 

comparison method was used as a way to further interrogate the data; indeed, some 

maintain that constant comparison is the bedrock of qualitative analysis and is a 

systematic method to enhance rigour in the analytic process (Barbour 2014).  This 

entailed (through all stages of analysis) comparing the data to find similarities and 

differences in order to test if the emerging categories were supported by the data 

(Donovan and Sanders 2005).  This helped me to generate, develop and refine the 

themes.  Therefore, using the constant comparison method within a broader thematic 

approach helped me to go beyond merely describing the data towards a more interpretive, 

higher level of conceptualisation of themes (Bryant and Charmaz 2007).  I utilised 

techniques from narrative analysis in the sense that I aimed to preserve the context in 

which the theme was situated (Donovan and Sanders 2005).  In practical terms, this 

meant that I often moved between reviewing the themes and reading the whole transcript 

or larger section of transcript (or in the case of analysing the longitudinal data set, 

sections from all three interview transcripts) to understand the context in which the data 

had been coded.  Further details of how I went about this are given in section 4.8.2. on the 

analysis process below. 

Utilising techniques from both thematic and narrative analysis was particularly suitable for 

analysing the longitudinal interview data-set.  A criticism of longitudinal qualitative 

research reporting is that authors tend to focus on either the cross sectional or longitudinal 

aspects of the data, but often do not incorporate both into their analyses (Calman et al. 

2013).  In particular, reports of qualitative longitudinal analysis tend to focus on the cross 

sectional aspect of the phenomenon and this leads to the descriptive reporting of each 

time-point rather than telling the story of how and why things change over time (Calman et 

al. 2013).  Coffey and Atkinson (1996) claim there is value in using numerous analysis 

strategies, as it allows the preservation of the story and offsets the problem of a óculture of 

fragmentationô that besets analyses based upon thematic coding alone (Atkinson, 1992: 

p.470). 
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 A note on data-sets 4.8.1.

Using the definition provided by Braun and Clarke (2006), ódata corpusô denotes all data 

that was generated for this research study (i.e. data generated throughout all three stages 

of primary research) whilst ódata-setô refers to the data that was selected from the data 

corpus for a particular analysis.  The data corpus for this research study was split into two 

data-sets (but all the data generated for the study was used in analyses).  Hence, all 

health professional data from both interviews and focus groups comprised one data-set 

and is reported in chapter 5; all the focus group data and the longitudinal interview data 

generated from people with COPD and their family members comprised the second data-

set and is reported in chapter 6.  The findings from the data-sets are compared and 

contrasted to identify similarities and differences in the data corpus, within the discussion 

chapter (chapter 7).  Furthermore, the basic principles of data analysis as set out in this 

section were applied to both data-sets. 

 Analysis process  4.8.2.

Upon receiving a completed transcript from the professional transcription service, I 

listened to the audio-recording whilst reading the transcript to check for accuracy, making 

any required changes.  Transcripts were then printed together with the interview field 

notes, as this early analysis process also involved re-reading the field notes assigned to 

each transcript.  Field notes served to provide context to the transcripts and were 

important to refer to during the analysis process, because, as Mason (2002: p.76) states 

óa transcription is always partial, partly because it is an in-adequate record of non-verbal 

aspects of the interactionô.  Hence, re-reading field notes helped me to óbring to lifeô the 

interview transcript as it helped to remind me of the situation in which the interview had 

been conducted and reacquainted me with my early analytical thoughts from the interview.  

This, alongside reading and re-reading the interview transcripts helped me to become 

immersed in the data (Braun and Clarke 2006). 

During this process, I often listened again to the audio-recording (especially if time had 

lapsed between accuracy checking and the re-reading process).  During this early reading 

stage, I noted down my thoughts in the margins of the transcripts and used these notes to 
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compose a typed memo for each transcript.  Memos consisted of a summary of the 

interview and my early thoughts and feelings on the issues expressed in the interview.  

Therefore, this initial analysis process was a way to familiarise myself with the data and 

enabled me to review the interview transcripts as a ówholeô before I started to code them 

into discrete segments (Green and Thorogood 2009).  Furthermore, although I had not 

transcribed the audio-recordings (which some suggest is a useful way to familiarise 

yourself with the data e.g. see Braun and Clarke 2006), the process of re-familiarising 

myself with the data was made easier because I had conducted all of the focus groups 

and interviews. 

At the beginning of the data generation/analysis process, I started to keep a reflexive 

analytic diary.  At the beginning the diary was a place where I recorded my emerging 

thoughts on the data and, as I started to read/re-read early transcripts, I recorded the 

codes that I had identified in the transcripts.  These early ideas became the initial coding 

scheme.  As data generation and data analysis progressed, the diary acted as an audit 

trail of the decisions made throughout the analysis process. 

The next step in the analysis process was to code the transcripts, using the early coding 

scheme constructed from repeated reading of early transcripts.  Once transcripts had 

been repeatedly read, they were imported into QSR NVivo 9, a computer software 

programme that helps in the management and organisation of data.  I chose to use a 

computer assisted qualitative data analysis software programme because of the volume of 

data that I had generated, and I felt that coding electronically would enable a more 

systematic approach (Green and Thorogood 2009).  Within NVivo 9, I coded sections of 

data (phrases, sentences or sometimes paragraphs) to assigned labels or ónodesô (as 

termed in NVivo 9).  I used an óopenô coding technique; this involved assigning data 

segments to codes that were inductively derived from the data (Braun and Clarke 2006).  

This meant that initial codes were ódata drivenô (Braun and Clarke, 2006:p.83) and more 

descriptive in nature.  The coding scheme was flexible in that as more transcripts were 

coded, additional codes were added to the coding scheme, to account for new 

phenomena in the transcripts.  For example, when analysing the health professional data, 
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I started with a coding scheme of 46 codes and at the end of initial coding of all the data, I 

had a coding scheme of 114 codes.  This ensured that the coding scheme fitted the data 

rather than the data being made to fit a pre-defined, rigid coding scheme (Charmaz 2014).  

The following excerpt from my health professional data analysis diary describes how I 

added codes during the analysis process: 

ΨлфΦлуΦмрΦ /ƻŘŜŘ ώǘǊŀƴǎŎǊƛǇǘϐ ƛƴǘƻ bǾƛǾƻΦ  LΩǾŜ ƘŀŘ ǘƻ ŀŘŘ ǎƻƳŜ ŎƻŘŜǎΥ 

1. hospital admission avoidance 
2. patient population 
3. enlisting 'champions' 
4. buying equipment before engaging staff 
5. overcoming barriers - enlisting staff to recruit 
6. procurement issues 
7. telehealth set up - how service is run 
8. stepping down approach 
9. length of time telehealth in place 
10. resource issues for telehealth 
11. losing enthusiasm 

found it ok to code but feel that I need to think about some of the codes again ς e.g. ƛǘΩǎ 
ŘƛŦŦƛŎǳƭǘ ǘƻ ŎƻŘŜ ǎǘǳŦŦ ŀǊƻǳƴŘ ǊŜǎƻǳǊŎŜ ƛǎǎǳŜǎ ΧΩ 

After initial coding of the data, the next step was concerned with ósearching for themesô 

(Braun and Clarke 2006: p.89).  The development of the themes was conducted in 

collaboration with the supervisory team and the advisory group through regular meetings 

to ensure that emerging categories resonated with (potential) usersô experiences and to 

make sure that the categories made sense within the overall context of the data.  

Searching for themes involved looking more critically at the codes to understand how they 

related to answering the research questions.  In practical terms, it involved reading 

through each code and identifying how codes related to one another and, through 

constant comparison, the codes were scrutinised to identify commonalities and deviant 

cases, which helped to expand the boundaries of the themes.  At this stage, I developed a 

table within a word document in order to write up the emerging categories or themes (see 

table 9 for an excerpt of the table developed from the people with COPD and their family 

membersô data).
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Table 9. Excerpt from category coding table ɀ ÐÅÏÐÌÅ ×ÉÔÈ #/0$ ÁÎÄ ÔÈÅÉÒ ÆÁÍÉÌÙ ÍÅÍÂÅÒÓȭ ÄÁÔÁ

Category  Explanation of category Verbatim quote to support category 

Illness work and everyday life work that patients and their carers do to manage their illness at home: 

This theme explores the routine illness work and everyday life work that patients and their families do to manage their illness at home.  My data shows that patients 

ǿƛǘƘ ŎƻƳǇƭŜȄ ŎƻƴŘƛǘƛƻƴǎ ŀƴŘ ǘƘŜƛǊ ǎǇƻǳǎŜǎκŦŀƳƛƭȅ ƳŜƳōŜǊǎ ŀǊŜ ΨŀŎǘƛǾŜƭȅΩ ŜƴƎŀƎŜŘ ƛƴ ƳŀƴŀƎƛƴƎ ǘƘŜƛǊ ƛƭƭƴŜǎǎ ŀǘ ƘƻƳŜ ŀƴŘ ǎŜƭŦ-regulate and self-ration their contact with 

HPs. 

Taking regular 

meds/or not 

taking medicines 

as prescribed 

Part of conducting illness work includes taking prescribed medications and therefore 

ŎƻƳǇƭȅƛƴƎ ǿƛǘƘ 5ǊǎΩ ƛƴǎǘǊǳŎǘƛƻƴǎΦ  {ƻƳŜ ǊŜǎǇƻƴŘŜƴǘǎ ǿŜǊŜ ƪŜŜƴ ǘƻ ŘƛǎŎǳǎǎ Ƙƻǿ ǘƘŜȅ ǘƻƻƪ 

their medicines each day and had got into a routine of taking them ς e.g.  Mr D described 

hoǿ ǘŀƪƛƴƎ ƳŜŘƛŎƛƴŜǎ ŦƻǊ .t ƘŀŘ ōŜŎƻƳŜ ŀ Řŀƛƭȅ ΨǊƛǘǳŀƭΩ ǿƘŜǊŜōȅ ƘŜ ǇƭŀŎŜŘ Ƙƛǎ ǘŀōƭŜǘǎ 

next to his coffee machine so that he would not forget to take them each day. 

ΨLϥǾŜ Ǝƻǘ ŀ Ǌƛǘǳŀƭ ƴƻǿ ƛƴ ǘƘŜ ƳƻǊƴƛƴƎ - my blood pressure 

tablets are right by the side there [next to coffee machine] and 

when I walk in I walk past them.  And I just automatically first 

ǘƘƛƴƎ ƛƴ ǘƘŜ ƳƻǊƴƛƴƎ ǘŀƪŜ ƛǘΩΦ  aǊ 5 

 Some respondents described the importance to them of carrying out this illness work 

because of the detrimental consequences that could happen as a result of not taking 

medications.  For example, at 2nd interview, Miss B related the importance of taking her 

newly prescribed long term antibiotics, 3 times per week.  She felt she had no option but 

to take the medication because if the infection took hold she could end up back in 

intensive care.  At first interview she had described her previous experiences of ending 

up in intensive care and how this had scared her ς she believed that if she got that ill 

again she may not survive, so discussion about intensive care in subsequent interview I 

believed was an extension of this belief and concern.   

Ψ!ƴŘ L ǘƘƛƴƪ ǎƛƴŎŜ ǘƘŜ ƭŀǎǘ ǘƛƳŜ L ǎŜŜƴ ȅƻǳ LϥǾŜ ƘŀŘ ŀƴƻǘƘŜǊ ΦΦΦ 

I've been given another medication, an antibiotic I just take it 

three times a week, that's to help fight the infection, or keep 

the infection away.  Well I've got to, I haven't got a choice, 

cause once I get the infection that it, it's just ... and I end up 

ōŀŎƪ ƛƴ ƛƴǘŜƴǎƛǾŜ ŎŀǊŜΦΩ aƛǎǎ . 

CŀƳƛƭƛŜǎΩ 

attempts to seek 

to change 

pŀǘƛŜƴǘǎΩ ƭƛŦŜ ǎǘȅƭŜ 

behaviours 

As highlighted above in smoking category ς ǊŜǎǇƻƴŘŜƴǘǎΩ ŦŀƳƛƭȅ ƳŜƳōŜǊǎ ǎŜŜƪ ǘƻ 

ƛƴŦƭǳŜƴŎŜ ǇŀǘƛŜƴǘǎΩ ōŜƘŀǾƛƻǳǊ ōȅ ŜƴŎƻǳǊŀƎƛƴƎ ǘƘŜƳ ǘƻ ƎƛǾŜ ǳǇ ǎƳƻƪƛƴƎ ƻǊ ƛƴ ƻǘƘŜǊ ǿŀȅǎ 

such as trying to encourage them to eat healthily ( Mrs S describes how her children try 

ǘƻ ŜƴŎƻǳǊŀƎŜ ƘŜǊ ǘƻ ƭƻǎŜ ǿŜƛƎƘǘ ōȅ ōǳȅƛƴƎ ƘŜǊ ΨƘŜŀƭǘƘȅ Ŏƻƻƪ ōƻƻƪǎΩύ ŀƴŘ ōȅ ŜƴŎƻǳǊŀƎƛƴƎ 

them to take their medication.  For example, Mr C describes how he told the doctor that 

ƘŜ ŘƛŘƴΩǘ ǿŀƴǘ ǘƻ ǘŀƪŜ ŀƴȅ ƳƻǊŜ ƳŜŘƛŎŀǘƛƻƴ όŀǎ ƘŜ ǿŀs already on  a high number of 

medicines) but that he takes them because his daughter insists on him taking them as 

they are what keeps him alive. 

ΨL ƪŜŜǇ ǘŜƭƭƛƴƎ ǘƘŜ ŘƻŎǘƻǊΣ άL ŘƻƴΩǘ ǿŀƴǘ ŀƴȅ ƳƻǊŜ ǘŀōƭŜǘǎέΣ ƘŜ 

ǎŀƛŘΣ άƛǘΩǎ ƻƴƭȅ ǘƘŜ ǘŀōƭŜǘǎ ƪŜŜǇƛƴƎ ȅƻǳ ŀƭƛǾŜέΦ  !ƴŘΣ L ǎŀƛŘΣ άL 

ǳƴŘŜǊǎǘŀƴŘ ǘƘŀǘέΣ ōǳǘ L ǎŀƛŘΣ άL ŘƻƴΩǘ ǿŀƴǘ ŀƴȅ ƳƻǊŜ ǘŀōƭŜǘǎέΧ  

LΩǾŜ Ǝƻǘ ώŘŀǳƎƘǘŜǊϐ ǇƭŀȅƛƴƎ ƘŜƭƭΣ ǎŀȅƛƴƎΣ άȅƻǳΩǾŜ Ǝƻǘ ǘƻ ǘŀƪŜ 

ȅƻǳǊ ǘŀōƭŜǘǎΣ ƻǊ ŜƭǎŜ ȅƻǳ ǿƻƴΩǘ ōŜ ƘŜǊŜέΦ  {ƻΣ ŜǊƳΣ L ǎŀȅǎΣ άŦŀƛǊ 

ŜƴƻǳƎƘΣ ŦŀƛǊ ŜƴƻǳƎƘέΣ L ǎŀƛŘΣ άLΩƭƭ ǘŀƪŜ ǘƘŜƳέΣ ŀƴŘ ǎƻ L ǘŀƪŜ Ƴȅ 

tablets. Mr C.   
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Developing the larger coding scheme into broader categories or themes also started the 

process of ódata reductionô (Braun and Clarke, 2006), whereby 1. I started to discard some 

codes that were not relevant to answering the aims of the research (for example, I 

discarded the code óstill smokingô as it described respondentsô reports of their smoking 

habits and whilst it provided context to understand how respondents self-manage their 

illness it was not directly relevant to answering the research question) and 2. In the 

process of starting to write up the broader categories, I chose relevant excerpts to 

illuminate the categories, rather than keeping all verbatim quotes relating to all codes 

within the broader category.  However, I stayed close to the raw data as throughout the 

analysis process I continued to work between the codes in NVivo, the óbroader categoriesô 

table in word and the full transcripts.  NVivo assisted in this because I was able to click on 

a coded excerpt and NVivo would take me to the whole transcript, thereby reminding me 

of the broader context in which the transcript had been coded.  Creating conceptual maps 

(i.e. mapping out the broad categories with their components on a piece of paper) helped 

to further interrogate the data.  Analysis was completed when categories had been refined 

into more interpretive themes that identified the central concepts of the study (Babbie 

2008) and therefore analysis continued up until completing write up of the findings for the 

thesis (presented as the overarching themes in chapters 5 and 6). 

 Quality and rigour in qualitative research  4.9.

Traditional approaches for ensuring quality in quantitative research (such as addressing 

issues of reliability, validity and replicability) have been borne out of a positivist paradigm 

(Donovan and Sanders 2005; Mason 2002).  Given that much qualitative research is 

informed by an anti-positivist paradigm (for example, my research is informed by a broadly 

interpretivist perspective) such traditional criteria are deemed inappropriate for measuring 

quality in qualitative research (Donovan and Sanders 2005; Mason 2002).  In recent 

years, there has been more focus on establishing rigour or trustworthiness (Lincoln and 

Guba 1986) in qualitative research and this has led to a proliferation of checklists 

produced to appraise quality in qualitative research (Donovan and Sanders 2005; Dixon-

Woods et al. 2004).  However, these are subject to much debate and contention 
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(Donovan and Sanders 2005; Mason 2002).  Some argue that over-reliance on checklists 

risks reducing qualitative research to a tick box exercise that can reduce quality (Barbour 

2001).  Others criticise the development of such tools for treating qualitative research as a 

óunified fieldô (Dixon-Woods 2004: p.223) and ócarte blancheô use of such tools in 

qualitative research risks inappropriate quality criteria being applied.  This has led some to 

rebuke the use of ógenericô quality criteria in favour of judging each study individually 

(Rolfe 2006) whilst others consider broad concepts of quality criteria useful when applied 

carefully (Mason 2002). 

Notwithstanding the controversy of the use of quality criteria in qualitative research, it is 

important to outline how quality and rigour has been achieved within this study.  For this, I 

turn to the broad concepts outlined by Lincoln and Guba (1985) for establishing 

trustworthiness in qualitative studies: credibility, transferability, dependability and 

confirmability. 

Table 10 outlines each quality criterion and signposts the reader to the strategies 

employed in this study to evidence how rigour was increased. 
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Table 10. Quality Criteria  

Criterion Description Techniques used in this study 

Credibility This is an alternative to the conventional quality 
criterion of internal validity (Lincoln and Guba 
1985).  In striving for credibility, a study must be 
carried out (and reported) in a manner that the 
reader has confidence in the rigour of the 
ǊŜǎŜŀǊŎƘ ǇǊƻŎŜǎǎ ŀƴŘ ƛƴ ǘƘŜ ΨǘǊǳǘƘΩ ƻŦ ǘƘŜ ŦƛƴŘƛƴƎǎ 
(Morrow 2005).  Credibility is judged by how 
accurately the features of the phenomenon under 
study are identified and described. 

Prolonged engagement in the field 

Interviewing people with COPD longitudinally enabled me to build trust with respondents and 
gave me the opportunity to re-examine and clarify issues raised in previous interviews. 

Triangulation of methods and sources 

Using different methods of data generation (meta-synthesis; focus groups; interviews) and 
generating data from different sources (health professionals; people with COPD; their informal 
carers) enabled me to identify perspectives and experiences from different angles in order to 
thoroughly investigate the phenomenon under study 

Negative case analysis 

Through using the constant comparison method of analysis, I was able to examine the 
similarities and differences within the data.  Where negative cases are presented, I scrutinised 
the sample in order to purposively examine the data (Barbour 2001).  Highlighting differences 
in experiences and perspectives was important to enable further interrogation of themes. 

Involving multiple perspectives in analysis process 

The advisory group were involved in all stages of primary research and this helped shape the 
research process to reflect the perspectives of people with COPD and health professionals who 
may use telehealth technologies.  Their input involved helping to develop the interview topic 
guides, as well as helping to develop emerging analysis through viewing and discussing excerpts 
of transcripts. 

The supervisory team were also involved in development of findings ς from CS independently 
coding 3 transcripts (Two 1st interviews for longitudinal interview study and one focus group 
interview) to discussing development of categories and later themes during regular supervision 
meetings. 
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Criterion Description Techniques used in this study 

Credibility 
(cont.) 

 Thick description 

Credibility was enhanced by: presenting sufficient anonymised verbatim quotes within the 
findings chapters; providing a thorough description of the data and providing the context in 
which the data is embedded (for example, incorporating the use of field notes and memos into 
ǘƘŜ ŀƴŀƭȅǎƛǎ ǇǊƻŎŜǎǎύΦ  ¢Ƙƛǎ ŜƴŀōƭŜǎ ǘƘŜ ǊŜŀŘŜǊ ǘƻ ƧǳŘƎŜ ǘƘŜ ΨŦƛǘΩ ōŜǘǿŜŜƴ ǘƘŜ ΨǊŀǿΩ Řŀǘŀ ŀƴŘ ǘhe 
interpretation of the data presented (Morrow 2005). 

Transferability This is an alternative to the conventional quality 
ŎǊƛǘŜǊƛƻƴ ΨŜȄǘŜǊƴŀƭ ǾŀƭƛŘƛǘȅΩΦ  ! ǎǘǳŘȅ Ƴǳǎǘ ǇǊŜǎŜƴǘ 
sufficient information for the reader to assess 
how far the findings may transfer to other 
settings (Morrow 2005).  However, it is not the 
remit of the study to provide suggestions on how 
ǘƘŜ ǎǘǳŘȅ Ŏŀƴ ōŜ ΨƎŜƴŜǊŀƭƛǎŜŘΩ ǘƻ ƻǘƘŜǊ ǎŜǘǘƛƴƎǎ ƻǊ 
populations, rather the remit is limited to 
providing the information on which readers can 
form their own judgements (Morrow 2005; 
Lincoln and Guba 1985). 

Thick description/transparency 

5ŜǘŀƛƭŜŘ ƛƴŦƻǊƳŀǘƛƻƴ ƛǎ ǇǊŜǎŜƴǘŜŘ ƻƴ ǇŀǘƛŜƴǘ ǊŜǎǇƻƴŘŜƴǘǎΩ ŘŜƳƻƎǊŀǇƘƛŎ ŀƴŘ ŎƭƛƴƛŎŀƭ 
ŎƘŀǊŀŎǘŜǊƛǎǘƛŎǎΦ  LƴŦƻǊƳŀǘƛƻƴ ǿŀǎ ǇǊƻǾƛŘŜŘ ƻƴ ƘŜŀƭǘƘ ǇǊƻŦŜǎǎƛƻƴŀƭ ǊŜǎǇƻƴŘŜƴǘǎΩ Ƨƻō roles 
although to ensure anonymity, detailed information was not provided.  Sample commentary is 
presented in the methods chapter and discussion chapter to highlight the limitations of the 
sample (e.g.  lack of representation of ethnic minorities). 

Information was provided on the NHS settings (including information on local services 
provided) and geographical location (NW England) in which the research took place. 

Detailed information was provided on the research process and methods used, such as data 
collection methods (including information on the researcher conducting the data collection, 
researcher-respondent relationships, time spent generating data etc.). 
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Criterion Description Techniques used in this study 

Dependability This is an alternative to the conventional quality 
ŎǊƛǘŜǊƛƻƴ ΨǊŜƭƛŀōƛƭƛǘȅΩΦ  Lƴ ƻǊŘer to be confident in 
the rigour of the study, the decisions taken during 
the research process need to be made explicit so 
the reader can understand how the researcher 
arrived at the findings presented (Houghton et al. 
2013). 

YŜŜǇƛƴƎ ŀ ΨŘŜǘŀƛƭŜŘ ŎƘǊƻƴƻƭƻƎȅ ƻŦ ǊŜǎŜŀǊŎƘ ŀŎǘƛǾƛǘƛŜǎ ŀƴŘ ǇǊƻŎŜǎǎŜǎΩ (Morrow 2005: p.252) 

This included keeping a reflexive research diary during data collection and data analysis to 
document how the findings emerged; using Nvivo computer software provided documentation 
of the analysis process as it developed; documenting (storing on computer and email trail 
where applicable) all contact with respondents (including field notes made after each visit); 
meetings with the advisory group and individual correspondence with members when it 
occurred; meetings with supervisors. 

Providing justification for research decisions 

The context chapter and meta-synthesis chapter provide the reader with background literature 
to identify the need for the study; the methods and methodology chapter provides detailed 
justification for methods used. 

Confirmability This is an alternative to the conventional quality 
ŎǊƛǘŜǊƛƻƴ ΨƻōƧŜŎǘƛǾƛǘȅΩ ƻǊ ƴŜǳǘǊŀƭƛǘȅΦ /ƻƴŦƛǊƳŀōƛƭƛǘȅ 
is concerned with the accuracy of findings which 
should be situated in the data (Morrow 2005).  
However, confirmability recognises that 
ǊŜǎŜŀǊŎƘŜǊΩǎ ǇŜǊǎǇŜŎǘƛǾŜ ƛƴŦƭǳŜƴŎŜǎ ǘƘŜ 
generation and analysis of data.  Hence, achieving 
confirmability should include researchers 
recognising and reporting how they may have 
influenced the research.  Emphasis on neutrality is 
moved away from the researcher and towards the 
data. 

The techniques used to achieve dependability are also applicable to achieving confirmability 
(Mason 2002).  In addition, engaging in reflexivity throughout all stages of the research process 
was integral to this work and has been written about in detail within this chapter. 
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 Summary  4.10.

This chapter has presented a rationale and discussion for the methodology and methods 

used in this study.  In an effort towards transparency, it has outlined and critiqued the 

research design and the research process (i.e. how the research was carried out).  In 

summary, a broadly interpretivist approach, using multiple qualitative research methods 

was chosen to gain a deep understanding of the perspectives and experiences of users 

and potential users of telehealth in COPD care, in order to answer the research questions 

set out above.  The next two chapters present the findings obtained from the data 

generation and data analysis conducted.  
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 Findings from health p rofessionals  Chapter 5.

 Introduction  5.1.

This chapter presents findings from the interviews and focus groups conducted with health 

professionals.  The chapter begins by presenting the characteristics of health 

professionals, followed by the three overarching themes.  Theme 1 (implementing and 

operationalizing telehealth models of care into routine practice) explores respondentsô 

views and experiences of implementing and operationalising telehealth models of care 

into their care practices and, through a process of reflection, identifies the barriers they 

experienced to successful integration.  Theme 2 (the challenges of holistic management in 

a changing care context) explores the tensions of providing holistic support in a changing 

care context.  It highlights how organisational pressures and respondentsô professional 

values and identities impacted upon perceptions of telehealth. Theme 3 (considering 

patients in context and identifying patientsô needs) moves on to explore respondentsô 

perceptions of how current models of telehealth need to change to become more tailored 

and personalised towards patientsô needs. 

 2ÅÓÐÏÎÄÅÎÔÓȭ ÃÈÁÒÁÃÔÅÒÉÓÔÉÃÓ 5.2.

Twenty one health professionals (16 females and five males) were consented into the 

study.  Over two thirds of respondents had some direct experience of telehealth (n= 16); 

the majority (n=12) of which had been involved in telehealth to routinely monitor patients 

with COPD and other LTCs.  For an overview of the type of data collected and 

respondentsô job roles, see table 11.



 138  

 

Table 11. 2ÅÓÐÏÎÄÅÎÔÓȭ Êob roles and telehealth experience  

Data type wŜǎǇƻƴŘŜƴǘǎΩ Ƨƻō ǊƻƭŜ 

Informant Interview 1 Respiratory Specialist Nurse* 

Informant Interview 2 Respiratory Specialist Nurse* 

Informant Interview 3 Community Matron* 

Informant Interview 4 Primary Care Practitioner with commissioning responsibilities* 

Informant Interview 5 Community Matron* 

Informant Interview 6 Clinical Care Lead* 

Informant Interview 7 Development Lead* 

Informant Interview 8 Clinical Care Lead* 

Informant Interview 9 Technology Care Lead* 

Focus Group 1 (n=5) 1 Respiratory Consultant*; 1 Respiratory Specialist Nurse; 1 Respiratory 
Specialist Physio*; 2 COPD Specialist Nurses 

Focus Group 2 (n=5) 4 Respiratory Specialist Nurses*; 1 Respiratory Specialist Physio* 

Focus Group interview 1 Respiratory Consultant 

Focus Group interview 2 Specialist Registrar 

* had direct experience of telehealth 

A total of 9 informant interviews were conducted; data were collected between March 

2014 and January 2015.  Length of interviews ranged from 48 minutes to 90 minutes and 

the average (mean) length was 64 minutes.  All respondents had direct experience of 

telehealth: seven respondents had experience of telehealth for routine care of LTCs 

(including COPD) and two respondents had experience of telehealth for support during 

acute exacerbation of COPD. 

Respondents in this sample ranged from health professionals who were delivering front 

line care to health professionals who held more strategic or managerial positions and 

were often responsible for identifying and implementing technology (including telehealth) 

within their overall care delivery plans.  Some front line health professionals (n=2) 

volunteered (in addition to their usual role) to lead telehealth implementation in their care 

setting (Informant Interview 2 and Informant Interview 5); essentially taking on a 

óchampionô role which involved trying to increase colleaguesô uptake of telehealth.  Only 

one respondent was involved in commissioning services (including telehealth); this person 

also delivered front line care within a primary care setting (Informant Interview 4). 
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 Focus groups 5.2.1.

Focus group data were collected during March and April 2014.  Focus Group 1 was 

attended by five health professionals and lasted for 51 minutes; Focus Group 2 was 

attended by five health professionals and lasted for 56 minutes.  Two interviews (using 

focus group topic guide) were conducted with respondents who were unable to attend 

focus groups (interviews were 36 and 43 minutes long).  Two respondents in Focus Group 

1 had experience of sleep apnoea technologies.  All respondents who attended Focus 

Group 2 had direct telehealth experience (four COPD Specialist Nurse respondents had 

previous experience of caring for patients who were using telehealth and one COPD 

Specialist Physiotherapist respondent had been involved in setting up a telehealth service 

within primary care, but this was not sustained into routine care). 

Figure 6 presents a thematic map of the three overarching themes which will now be 

discussed below.  
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 A thematic m ap to show the themes and categories from health professionals' experiences and views of telehealth use in Figure 6.
COPD care 

1. Implementing and operationalizing 
telehealth into routine practice

2. Challenges  of holistic management 
in a changing care context 

3. Moving toward a patient-centred 
approach to telehealth implementation

Difficulty engaging 
clinicians

Resisting a 
technology-

centred 
approach

Telehealth 
enhances care 

practices?

IŜŀƭǘƘ ǇǊƻŦŜǎǎƛƻƴŀƭǎΩ ŜȄǇŜǊƛŜƴŎŜǎ ŀƴŘ ǇŜǊŎŜǇǘƛƻƴǎ ƻŦ ǘŜƭŜƘŜŀƭǘƘ ǳǎŜ ƛƴ /ht5 ŎŀǊŜ

Professional  identity, 
telehealth and threats 

to holism

How telehealth may 
undermine holistic self-

management 

Integration of new care 
roles and shifting 

responsibilities for care

Importance of treating 
individual and not the 

disease
Identifying correct 

patient cohort

Perceived need for 
personalising and 

tailoring telehealth

Tensions of 
empowerment 

versus dependency 
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 Theme 1: Implementing and operationalizing 5.3.
telehealth models of care into routine practice  

This theme considers how respondents (with direct telehealth experience) operationalized 

telehealth into care practices.  The success of integration into routine care is dependent 

upon the interplay between the types of technologies used, the people who interact with 

the technology (e.g. users of technology such as health professionals and patients, 

technicians and producers of technology) as well as the infrastructure and resources 

required to put technology into practice (Pols 2012).  This perspective acknowledges that 

technologies do not influence economic or socio-cultural change in isolation (Oudshoorn 

2011); rather, they are enmeshed within an interactive network of people, knowledge and 

organisations to produce socio-technical practices (Oudshoorn 2011; Latour 2005).  

Taking this perspective into account, this theme explores how the interplay of humans 

(health professionals), objects (telehealth technologies) and infrastructure (organisations) 

shaped the way that care was delivered. 

At the time of data collection, most respondents reported telehealth technologies that had 

failed or were slow to be implemented into their care practices.  One area undertook a 

small telehealth pilot (to support patients during acute exacerbation of COPD) at the time 

of data collection but funding stopped at the end of the pilot.  Only one area was 

implementing telehealth at scale (>1000 patients).  However, in this area, two respondents 

had been involved in the process of integrating telehealth technologies into their care 

practices over a number of years and had witnessed a number of iterations of telehealth.  

Respondents reflected on and appraised their experiences of attempting to implement 

telehealth into practice.  Respondents highlighted the importance of óexperiential learningô 

to enable them to identify what needed to change in order to make technologies work 

within their care practices. 

 Difficulty of engaging clinicians in telehealth uptake  5.3.1.

A common pattern throughout the data was the difficulty respondents faced in trying to 

engage other colleagues to take up telehealth in their care practices.  Wade et al. (2014) 

assert that óclinician acceptanceô is an essential component for ensuring the uptake, up-
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scaling and sustainability of telehealth into routine care.  Getting health professionals (and 

other users) to óbuy inô to the technology is deemed an important part of the work needed 

to sustain telehealth into routine care (Brewster et al. 2014).  A number of respondents 

were tasked with driving the implementation of telehealth in their area.  Two respondents 

who delivered front line care had volunteered to take on the role of ótelehealth championô; 

this was in addition to existing job commitments.  óTelehealth championsô are defined as 

óenthusiastic individuals who initiate and promote the uptake of telehealth servicesô (Wade 

& Elliot, 2012:p.490).  Informant Interview 2 had volunteered to lead the implementation of 

telehealth within a specialist respiratory service; this involved encouraging uptake 

amongst staff and taking responsibility for conducting a year-long evaluation of telehealth.  

Informant Interview 5, a community matron, was involved in organising telehealth training 

for community matrons, contacting other clinicians to promote the use of telehealth in their 

care and acting as community matron representative on the telehealth board (these were 

meetings to drive the implementation of telehealth throughout the NHS trust).  Both 

respondents expressed an interest and enthusiasm in using technologies in healthcare 

throughout their interviews.  In contrast, respondents in more strategic/leadership roles 

had been given the responsibility for implementing telehealth as part of their wider job 

role; one respondent acknowledged reticence in taking up this roleΥ ΨL ǎƻǳƴŘ ƭƛƪŜ LΩƳ ǊŜŀƭƭȅ 

eƴǘƘǳǎŜŘ ŀōƻǳǘ ǘŜŎƘƴƻƭƻƎȅΣ LΩǾŜ Ǝƻǘ ǘƻ ǎŀȅ ƛǘ ǎŎŀǊŜǎ ƳŜ ǘƻ ŘŜŀǘƘ ǎƻƳŜǘƛƳŜǎΦ  LǘΩǎ ƭƛƪŜΣ ƛǎ ǘƘƛǎ ǊŜŀƭƭȅ 

ƎƻƛƴƎ ǘƻ ǿƻǊƪΚ  Lǎ ǘƘƛǎ ǊŜŀƭƭȅ ƎƻƛƴƎ ǘƻ ǿƻǊƪΚΩ ώLƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ т, Development Lead].  

However, respondents who were responsible for driving telehealth implementation in their 

areas were generally enthusiastic about the potential role that technology could play in 

patient care. 

A number of respondents expressed feelings of frustration at the lack of interest and 

engagement that other clinicians showed in taking up telehealth and the relentless 

struggle to try to engage clinicians.  There was a sense that respondents did not know 

how to increase engagement above what they had already tried.  This is highlighted in the 

account of Informant Interview 5 who contacted various clinician groups to try to get them 

interested in the telehealth service on offer: this included district nurses, COPD specialist 
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teams, heart failure specialist nurses and consultants in stroke services.  Only a small 

number of community matrons (who worked in the same area) had óbought inô to the 

service and were using it with a small number of their patients.  Informant Interview 5 

appeared frustrated with their failure to engage clinicians in what was considered to be a 

valuable, ready to use resource: ΨL ŘƻƴΩǘ ƪƴƻǿΣ LΩǾŜ Ƨǳǎǘ ŎƻƳŜ ǳǇΧLΩǾŜ ŦŜƭǘ ƭƛƪŜ LΩǾŜ Ƙƛǘ Ƴȅ ƘŜŀŘ 

ŀƎŀƛƴǎǘ ŀ ōǊƛŎƪ ǿŀƭƭΧ ŀƴŘ L ŘƻƴΩǘ ƪƴƻǿ ǿƘŀǘ ǘƻ Řƻ ǿƛǘƘ ƛǘΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ рΣ /ƻƳƳǳƴƛǘȅ 

Matron. 

The work required to drive implementation was left to a small number of health 

professionals within an organisation, resulting in a struggle to engage clinicians.  

Furthermore, it appeared that respondents had little influence upon other health 

professionalsô decision to take up telehealth; other than persuading close colleagues, their 

attempts to implement telehealth at scale were not realised. 

ΨL ƳŜŀƴΣ ǿŜ ŎƻǾŜǊΧǿŜΩǾŜΧŀ ƭŀǊƎŜ ŦƻƻǘǇǊƛƴǘ ǘƻ ƛƴŦƭǳŜƴŎŜΦ  ¢ƘŜǊŜΩǎ ƻƴƭȅ ƻƴŜ ƻŦ ƳŜ ŀƴŘ ǘƘŜǊŜΩǎ ŀ 
few champions that get where we are in different places, so collectively we talk the talk, but 
ǿŜΩǊŜ ŀ ǾŜǊȅ ǎƳŀƭƭ ƴǳƳōŜǊ ŀƴŘ Ƙƻǿ Řƻ ǿŜ ƛƴŦƛƭǘǊŀǘŜΚ  {ƻ ǿŜΩǊŜ ƘŀǾƛƴƎ ŎƘŀƭƭŜƴƎŜǎ ŀǊƻǳƴŘ ǎŎŀƭŜΤ 
Ƙƻǿ Řƻ ȅƻǳ ƛƳǇƭŜƳŜƴǘ ǘƘŜǎŜ ŎƘŀƴƎŜǎ ŀǘ ǎŎŀƭŜΚΩ LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ сΣ /ƭƛƴƛŎŀƭ /ŀǊŜ [ŜŀŘΦ 

Linked to the point above, respondents reported a lack of organisational support for 

driving the implementation of telehealth and other technologies in their organisations, 

which led to feelings of frustration.  This was exemplified by Informant Interview 7ôs 

account of being tasked with running the óassisted technology programmeô (including 

implementing telehealth) despite having a part time position and assistive technology 

being only a small part of their demanding role.  There was a sense of feeling ill equipped 

and unconfident to take on what was deemed to be a specialised role (e.g. identifying and 

developing the scope for technologies and/or being tasked with coordinating the 

implementation of technologies).  It was suggested that if organisations were serious in 

their desire to implement technologies within care practices then they should provide the 

resources to be able to do this; without organisational support, respondents did not feel 

that telehealth could be implemented at scale. 

ΨL ŀŎǘǳŀƭƭȅ ǎƻƳŜǘƛƳŜǎ ƎŜǘ ŀ ōƛǘ ŦǊǳǎǘǊŀǘŜŘ ǘƘƛƴƪƛƴƎΦΦΦ ǘƘƛǎ ǎƘƻǳƭŘƴϥǘ ōŜ ƳŜΣ L ǘƘƛƴƪ we should have 
a technology person running assisted technologies, supporting it, having a full understanding of 
ƛǘ ŀƭƭΦ  L ǿƻǊƪ ώǇŀǊǘ ǘƛƳŜϐΦΦΦ {ƻ ǘƘƛǎ ƛǎ Ƨǳǎǘ ƻƴŜ ƻŦ ǘƘŜ ǘƘƛƴƎǎ ǘƘŀǘ LΩƳ ƛƴǾƻƭǾŜŘ ƛƴ ŀƴŘ L ǊŜŀƭƭȅ Řƻƴϥǘ 
think I have enough time, enough energyΣ ŜƴƻǳƎƘΦΦΦ ǿƘŜǊŜŀǎ L ǘƘƛƴƪ ŀǎǎƛǎǘŜŘ ǘŜŎƘƴƻƭƻƎȅ ƛŦΦΦΦ ƛǘΩǎ 
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ǎǳǇǇƻǎŜŘ ǘƻ ǘƘŜ ōƛƎƎŜǎǘ ǘƘƛƴƎ ŎƻƳƛƴƎ ƛǎƴΩǘ ƛǘΦ  {ƻ Ƙƻǿ Ŏŀƴ ȅƻǳ ƭŜŀǾŜ ƛǘ ǿƛǘƘ ŀ ǇŀǊǘ ǘƛƳŜ ǇŜǊǎƻƴ 
ƘŜǊŜΚΩ LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ тΣ 5ŜǾŜƭƻǇƳŜƴǘ [ŜŀŘΦ 

There were two opposing accounts within the data where óbuy inô from clinicians had 

proved less problematic in two NHS sites.  Informant Interview 2 had led the 

implementation of telehealth in a specialist respiratory service.  This respondent reported 

that the service comprised a small group of specialist nurses and despite some initial 

hesitancy about how telehealth might change their working practices, and on-going 

technical problems, the nurses worked together to implement telehealth into their care. 

Q:  ΨǿƘŀǘΧ Ƙŀǎ ōŜŜƴ ǘƘŜ ƎŜƴŜǊŀƭ ǊŜŀŎǘƛƻƴ ƻŦ ǘƘŜ ǎǘŀŦŦΧΚΩ 

ΨwƛƎƘǘΦ  LǘΩǎ ƎƻƻŘΣ ƎŜƴŜǊŀƭƭȅΧ ŀƴȅ ŎƘŀƴƎŜ ƛǎΣ ȅƻǳ ƪƴƻǿ ǿƘŀǘ ƴǳǊǎŜǎ ŀǊŜ ƭƛƪŜΧ ǿŜΩǊŜ ŀ ǊŜŀƭƭȅ ƎƻƻŘ 
ǘŜŀƳΧ ǿŜ ƴŜǾŜǊ ǎŀƛŘ άƴƻέΣ ƛǘΩǎ Ƨǳǎǘ άǿŜΩƭƭ ƎƛǾŜ ƛǘ ŀ ƎƻέΧ ǘƘŜ ǎǘŀŦŦΩǎ ōŜŜƴ ƎƻƻŘ Χ ǘƘŀǘ ƛƴƛǘƛŀƭ 
ǊŜŀŎǘƛƻƴΧ ǿŀǎ ŀ ōƛǘ ƻŦ ŀ ǎǘǊǳƎƎƭŜ ώōǳǘϐ ŀǎ ŀ ǘŜŀƳ ǿŜΩǾŜ ŀƭƭ ǿƻǊƪŜŘ ǘƘǊƻǳƎƘ ƛǘΧ ƭƛǘǘƭŜ ǉǳƛǊƪǎ ƎŜǘ 
ƛǊƻƴŜŘ ƻǳǘ ōƛǘ ōȅ ōƛǘΦΩ LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ нΣ wŜǎǇƛǊŀǘƻǊȅ {ǇŜŎƛŀƭƛǎǘ bǳǊǎŜΦ 

The above is an example where telehealth had been introduced into one small team.  The 

difference in óbuy inô may stem from conducting engagement work with clinicians who 

already have a relationship with each other as opposed to other respondents who often 

had no previous relationship with clinicians whom they were contacting to take up 

telehealth.  However, at a dedicated telehealth service, respondents described how they 

had been successful in implementing telehealth at scale within a primary care setting.  

Two reasons were offered for their success: gaining óbuy inô from the local Clinical 

Commissioning Group (CCG) which opened up a new way to recruit patients and a 

change in the Quality Outcomes Framework (QOF).  Over a period of one year, I 

interviewed three respondents from this area; through respondentsô accounts, I was able 

to follow telehealth being implemented at scale.  The first interview was conducted with a 

community matron who reported that approximately 30 patients were using the service at 

time of interview (April 2014) which was below the telehealth serviceôs first year target of 

200 patients.  At this point, the service relied on area GPs and community matrons to refer 

patients to the telehealth service.  At the second interview with Informant Interview 8 in 

November 2014, it was reported that because these routes of recruitment had not resulted 

in enough patients being referred to the service, despite investing a lot of time in 

conducting engagement work with GPs, they had searched new ways of recruitment. 
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Ψ²ƘŜƴ L ǎǘŀǊǘŜŘ ƛƴ CŜōǊǳŀǊȅΣ ǿŜ ƘŀŘ сл ƻǊ тл ǇŀǘƛŜƴǘǎΦ  !ƴŘ ǘƘŜƴΣ ǳƳΣ ȅƻǳ ƪƴƻǿΣ ƻōǾƛƻǳǎƭȅ ǘƘŀǘ 
was far below what the project required and we weren't hitting the targets.  And the reason for 
that, um, in hindsight, what we realised is that going to practices and saying, give us some 
ǇŀǘƛŜƴǘǎ ŦƻǊ ǘŜƭŜƘŜŀƭǘƘΣ ǘƘŜȅ ǿŜǊŜ ƻƴƭȅ ƎƛǾƛƴƎ ǳǎ ŀōƻǳǘ ŦƛǾŜ ŜŀŎƘΣ ȅƻǳ ƪƴƻǿΧ {ƻ ǿŜ ǿŜƴǘ ǘƻ ǘƘŜ 
CCG aƴŘ ǎŀƛŘΣ ǿŜϥǾŜ Ǝƻǘ ŀ ǇǊƻōƭŜƳΦΦΦΩ LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ уΣ /ƭƛƴƛŎŀƭ /ŀǊŜ [ŜŀŘΦ 

The respondents approached their local CCG who agreed for the telehealth service to 

have access to GPsô disease registers (with GPsô permission) and to offer the service 

directly to patients.  This meant that GPs were no longer able to act as ógatekeepersô; 

thus, no longer arbitrating patientsô access to telehealth services.  This resulted in a rapid 

up-scaling of the service as Informant Interview 9 explains in the excerpt below: 

Ψ!ƴŘ ǿŜ Ƨǳǎǘ ŀƎǊŜŜŘ ŀ ƴŜǿ ǇŀǘƘǿŀȅΣ ŀƴŘ ǘƘŀǘ ǿŀǎΧ ǿŜϥŘ Ǝƻ ŀ ōƛǘ ƳƻǊŜ ǳǇǎǘǊŜŀƳ ǿƛǘƘ ǘƘƛǎΦ  
Um, and so I started going out to meet the GPs and we agreed that I would take all their 
patients off their long term conditions register and, um, in partnership with them, we would 
ŎƻƴǘŀŎǘ ǘƘŜƳΣ ŀƭƭ ǘƘƻǎŜ ǇŀǘƛŜƴǘǎ Χ ƭŜǘ ǘƘŜ ǇŀǘƛŜƴǘǎ ǘŀƪŜ ŎƻƴǘǊƻƭΧ ŀƴŘ ƛǘ ǿƻǊƪŜŘΦ  ²Ŝ ŀŎƘƛŜǾŜŘ ŀ 
ǘƘƻǳǎŀƴŘ ǇŀǘƛŜƴǘǎΣ ƭƛǾŜ ǇŀǘƛŜƴǘǎ ƭŀǎǘ ǿŜŜƪΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ фΣ ¢ŜŎƘƴƻƭƻƎȅ /ŀǊŜ [ŜŀŘ ς 
interview conducted January 2015. 

Informant Interview 8 also reported that a change to QOF earlier in the year, which 

required GPs to evidence how they were working towards hospital avoidance with high 

risk patients, had meant that more GPs had contacted them to sign up to the telehealth 

service; suggesting that GPs were interested in the telehealth service once there was a 

financial incentive.  This was the only area where a respondent reported that a change in 

QOF had increased GPsô interest in using telehealth with their patients, despite 

interviewing respondents from other areas after April 2014; however, this was not 

something that I directly asked respondents during interviews. 

ΨLƴ vhC ǘƘƛǎ ȅŜŀǊΧ ȅƻǳϥǾŜ ŀŎǘǳŀƭƭȅ Ǝƻǘ ǘƻ ŜǾƛŘŜƴŎŜΧ ǘƘŜǊŜϥǎ ŀ ōƻȄ ǘƻ ǘƛŎƪ ǘƻ ǎŀȅ ȅƻǳ ŀǊŜ ŀŎǘƛǾŜƭȅ 
doing A, B, C or D to keep people out of hospital.  So they can now tick a box to say I've got the 
ǇŀǘƛŜƴǘ ƻƴ ǘŜƭŜƘŜŀƭǘƘΣ ǎƻ ǘƘŀǘϥǎ Ƴȅ ŀŎǘƛǾƛǘȅ ǘƻǿŀǊŘǎ ƘƻǎǇƛǘŀƭ ŀŘƳƛǎǎƛƻƴ ŀǾƻƛŘŀƴŎŜΧ ²ŜƭƭΣ ŦǊƻƳ 
ǘƘŀǘ Řŀȅ ƻƴΣ ǿŜ ƘŀŘΧ ǎǳǊƎŜǊƛŜǎΣ ǊƛƴƎƛƴƎ ǳǎΦ  .ŜŎŀǳǎŜΧ ǇǊƛƻǊ ǘƻ !ǇǊƛƭΣ ǿŜ ǿƻǳƭŘ Řƻ ǿƘŀǘ ǿŜ Ŏŀƭƭ 
ŀ ƳŜŜǘ ŀƴŘ ƎǊŜŜǘΦ  {ƻ ǿŜϥŘ ǊƛƴƎ ǘƘŜ ǇǊŀŎǘƛŎŜΧ !ƴŘ ǎƻƳŜ ǇŜƻǇƭŜ ǿŜǊŜ ƭƛƪŜΣ ƴƻΧ ƛǘ ǿŀǎ ŀ ōƛǘ ƭƛƪŜ 
ǇǳƭƭƛƴƎ ǘŜŜǘƘΧ ¸ƻǳ ǊŜŀƭƭȅ ƘŀŘ ǘƻ ǳǇǎŜƭƭ ƛǘ ŀǘ ǘƘŜ ƳŜŜǘǎ ŀƴŘ ƎǊŜŜǘǎΦ  .ǳǘ ŦǊƻƳ ǘƘŜ ŦƛǊǎǘ ƻŦ !ǇǊƛƭΧ 
ǘƘŜȅϥǊŜ ƴƻǘ ŦƭƻƻŘƛƴƎ ƛƴǘƻ ǳǎ ōǳǘΧ ƴƻǿ ǿŜϥǊŜ ƳǳŎƘ ƳƻǊŜ ǿƛŘŜǎǇǊŜŀŘΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ уΣ 
Clinical Care Lead. 

It could be argued that the GPs in this area did not óengageô with the telehealth service; 

rather their involvement was reduced to giving the telehealth service permission to access 

their patientsô disease registers.  Any previous work (having to identify suitable patients; 

completing referral forms to send to the telehealth service) was removed which 
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respondents suggested had accounted for GPsô lack of engagement in the service in the 

past. 

It was suggested that GPs, and other clinicians, are faced with many competing demands 

on their time and this may prevent them from engaging with telehealth technologies.  This 

was evident in other informant intervieweesô accounts: respondents felt that the reason for 

lack of clinician engagement stemmed from services being understaffed and clinicians 

over worked; there was a feeling that clinicians refused to engage with telehealth for fear 

that it would increase their workload. 

Ψ5ƛǎǘǊƛŎǘ bǳǊǎŜǎΣ ǘƘŜȅ ŀǊŜ ǎƻ ǳƴŘŜǊǎǘŀŦŦŜŘ ŀƴŘΧ L ǘƘƛƴƪ ǘƘŜȅΩǊŜ ǎƻ ōǳǎȅ ǿƛǘƘ ǘƘŜƛǊ ŎǳǊǊŜƴǘ 
ŎŀǎŜƭƻŀŘǎ ǘƘŀǘ ǘƘŜȅ ŎƻǳƭŘƴΩǘ ǎŜŜ Ƙƻǿ ǘƘŜȅ ŎƻǳƭŘ ǘƘŜƴ ǳǎŜ ǘƘƛǎΧ ƛǘ ǿƻǳƭŘ Ƨǳǎǘ ǎŜŜƳ ƭƛƪŜ ƛǘ ǿƻǳƭŘ 
ōŜ ŜȄǘǊŀ ǿƻǊƪΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ рΣ /ƻƳƳǳƴƛǘȅ aŀǘǊƻƴΦ 

A perceived increase in workload may partially account for why respondents experienced 

difficulty in persuading clinicians to engage with telehealth services.  However, the data 

also highlights how telehealth was often implemented within a technology-centred 

discourse, meaning that technology, rather than need, was driving implementation.  

Hence, this shaped the way that telehealth was operationalized into care practices.  There 

appeared to be a lack of thought given to how introducing telehealth would impact on 

current care.  The way in which this influenced professionalsô engagement with telehealth 

technologies is addressed in the following sections. 

 Resisting a technology -centred approach to telehealth 5.3.2.
implementation  

Previous iterations of telehealth throughout the sites had been implemented within a 

discourse of modernising and rationalising healthcare to increase efficiency (Oudshoorn 

2011).  This meant that telehealth was perceived as an isolated technology which would 

facilitate a more efficient way of delivering care (Oudshoorn 2011).  Respondents at 

various sites within the study referred to the DOHôs headline results for the WSD trial (see 

chapter 2, for previous discussion of this) as a catalyst for their decision to initiate 

technology implementation into their practice and voiced their disappointment when the 

equivocal results were later published in peer reviewed journal papers. 
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Ψ.ǳǘ ǘƘŜ ǿƘƻƭŜ ǎȅǎǘŜƳ ŘŜƳƻƴǎǘǊŀǘƻǊ ŜǾƛŘŜƴŎŜ ǘƘŀǘΩǎΧ ŎƻƳƛƴƎ ǘƘǊƻǳƎƘ ǘƘŜ .aW ŀƴŘΦΦΦ Lǘ ǎƻǊǘ ƻŦ 
ǎŀȅǎ ƛǘ ƘŜƭǇǎ ǎƻƳŜ ǇŜƻǇƭŜ ƛǘ ŘƻŜǎƴΩǘ ƘŜƭǇ ƻǘƘŜǊǎ Řƻƴϥǘ ƛǘΚ  !ƴŘ ŀŎǘǳŀƭƭȅ ǘƘŜǊŜΩǎ ƴo 
ƻǾŜǊǿƘŜƭƳώƛƴƎϐ ώŜǾƛŘŜƴŎŜϐΧ ŜǾŜƴ ǘƘƻǳƎƘ L ǘƘƛƴƪ ǘƘŜ 5ŜǇŀǊǘƳŜƴǘ ƻŦ IŜŀƭǘƘ ǘǊƛŜŘ ǘƻ ǇǊƻƳƻǘŜ ƛǘ 
ŀǎ ǘƘŜ ōŜ ŀƭƭ ŀƴŘ ŜƴŘ ŀƭƭ ƛƴƛǘƛŀƭƭȅ ŀƴŘ L ǘƘƛƴƪ ǘƘŀǘΩǎ ǇǊƻōŀōƭȅ ǿƘŜǊŜ ǿŜ ŎŀƳŜ ŦǊƻƳ ƛƴ ώƭƻŎŀƭ 
//DϐΧ ǘƘŀǘ ƻƴ ǘƘŜ ōŀŎƪ ƻŦ ōŜƛƴƎ ǘƻƭŘ ǘƘƛǎ ƛǎΣ ȅƻǳ ƪƴƻǿΣ ŦŀƴǘŀǎǘƛŎ ŀƴŘ it will help you a great 
ŘŜŀƭΦΦΦ ǘƻ ŀŎǘǳŀƭƭȅ ǘƘŜ ǊŜŀƭƛǘȅ ƛǎ ǎƻƳŜǘƘƛƴƎ ŀ ōƛǘ ŘƛŦŦŜǊŜƴǘΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ пΣ tǊƛƳŀǊȅ /ŀǊŜ 
Practitioner with commissioning responsibilities. 

Respondentsô accounts highlighted how previous attempts to implement telehealth were 

often introduced without fully understanding the benefits it was expected to bring and little 

consideration was given to how telehealth would change existing care practices.  For 

example, telehealth was often introduced without the development of guidelines regarding 

its use.  Little consideration was given to how telehealth would affect the óworkô that 

patients and health professionals do.  In addition, the duration of its use or how to support 

patients when withdrawing technology was not considered.  Telehealth was seen by 

managers as a solution to reduce the number of hospital admissions, in particular with 

patients who had COPD.  Informant Interview 4 reported that a significant number of 

telehealth devices had been purchased as part of the trustôs strategy to reduce urgent 

care costs.  However, purchasing occurred without prior consultation with GPs who were 

expected to implement the telehealth devices.  GPs could not perceive how telehealth 

could fit into their current care practices and did not engage with the telehealth 

technology. 

ΨvΥ  ¸ƻǳ ƳŜƴǘƛƻƴŜŘ ǘƘŀǘ Dtǎ ŘƛŘƴϥǘ ǘŀƪŜ ƛǘ ƻƴ ōƻŀǊŘΧ Řƻ ȅƻǳ ƘŀǾŜ ŀƴȅ ǘƘƻǳƎƘǘǎ ŀǎ ǘƻ 
ǿƘȅ ǘƘŀǘ ǿŀǎΚΩ 

A: Ψ¢ƘŀǘΣ L ƳŜŀƴΣ ǘƘŀǘΩǎ ŀ ŘƛŦŦƛŎǳƭǘ ƻƴŜΣ ǿŜ ŘƛŘ ǘǊȅΦΦΦ ǿŜ ǿŜƴǘ ǊƻǳƴŘ ǘƻ ŎƭǳǎǘŜǊ ƳŜŜǘƛƴƎǎ 
to try and raise awareness of ǘƘŜ ǎŜǊǾƛŎŜ Χ L Řƻƴϥǘ ƪƴƻǿ ǿƘŜǘƘŜǊ ǘƘŀǘ ǿŀǎ ōŜŎŀǳǎŜ ǇǊŀŎǘƛŎŜǎ 
ŦŜƭǘ ǘƘŜȅ ǿŜǊŜƴΩǘ ŀōƭŜ ǘƻΣ ƪƛƴŘ ƻŦΣ ƛƴŎƻǊǇƻǊŀǘŜ ǘƘŀǘ ǇǊƻŎŜǎǎ ƛƴǘƻ ǘƘŜƛǊ Řŀȅ ǘƻ Řŀȅ ǎȅǎǘŜƳǎ ŀƴŘ 
ǿƻǊƪƛƴƎΧΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ пΣ tǊƛƳŀǊȅ /ŀǊŜ tǊŀŎǘƛǘƛƻƴŜǊ ǿƛǘƘ ŎƻƳƳƛǎǎƛƻƴƛƴƎ 
responsibilities. 

An óopportunisticô approach was also identified across sites in attempts to introduce 

telehealth into practice.  For example, respondents at two sites discussed how they used 

devices left over from previously failed telehealth implementations in an effort to re-

purpose equipment that was sitting on shelves.  ΨL ǘƘƛƴƪ ǘƘŜ ŜǉǳƛǇƳŜƴǘ ǿŀǎ ŀŎǘǳŀƭƭȅ ƭŜŦǘ ƻǾŜǊ 

ŦǊƻƳ ŀƴƻǘƘŜǊ ŀǊŜŀΣ ŀƴŘ ƛǘ ǿŀǎ ŀƭǊŜŀŘȅ ǇŀƛŘ ŦƻǊΣ ǎƻ ǿŜ ǿŀƴǘŜŘ ǘƻ ǳǘƛƭƛǎŜ ǘƘŜ ŜǉǳƛǇƳŜƴǘΩΦ  ItнΣ 

Focus Group 2.  There were also examples of respondents who had been approached by 
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technology companies or their managers to try out a new device: Ψƛǘ ǿŀǎ ōǊƻǳƎƘǘ ǳǇ ōȅ ǘƘŜ 

ƳŀƴŀƎŜǊΧǎƘŜ ǿŀǎ ƛƴǘŜǊŜǎǘŜŘ ƛƴ ƛǘΤ ǎƻ άǿƘŀǘ ŘƛŘ ǿŜ ǘƘƛƴƪΚέ {ƻ ǿŜ ǎŀƛŘΣ άȅŜŀƘέΧŀƴŘ ƛǘ Ƨǳǎǘ ǊƻƭƭŜŘ 

ƻƴΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ нΣ wŜǎǇƛǊŀǘƻǊȅ {ǇŜŎƛŀƭƛǎǘ Nurse. 

The way that telehealth was implemented throughout the sites can be interpreted as a 

technology-centred approach, as opposed to a patient-centred approach to care (Stewart 

2001).  This meant that sites often started by having a telehealth device to use before 

deciding how they could utilise it (technology-centred approachύΥ Ψǎƻ ǿŜ ǿŜǊŜ ǘǊȅƛƴƎ ǘƻ Ŧƛǘ ŀ 

ƎǊƻǳǇ ƻŦ ǇŀǘƛŜƴǘǎ ǘƻ ǘƘŜ ǎƻƭǳǘƛƻƴΩ όInformant Interview 4, Primary Care Practitioner with 

commissioning responsibilities).  This is opposed to identifying patientsô needs and 

responding appropriately - which may or may not include the use of technology (patient-

centred approach).  Some respondents reflected that taking a technology-centred 

approach had not led to more efficient ways of working and hence did not provide the cost 

savings envisaged, as the following excerpt highlights. 

Ψ!ƴŘ L ƎǳŜǎǎ ƻƴŜ ƻŦ ǘƘŜ ōƛƎ ƭŜŀǊƴƛƴƎΩǎ ŦƻǊ ƳŜ ŀǊƻǳƴŘ ǘƘŀǘ ǿŀǎΧ ǘƘŀǘ ǇǳǘǘƛƴƎ ƛƴ ŀ ǇƛŜŎŜ ƻŦ ƪƛǘ ς 
this sounds blindingly obviously ς ōǳǘ ƛǘ ŦŜŜƭǎ ƭƛƪŜ ǳƴƭŜǎǎ ȅƻǳΩǾŜ ƭƛǾŜŘ ƛǘΣ ȅƻǳ ŘƻƴΩǘ ǉǳƛǘŜ ƎŜǘ ǘƘƛǎΣ 
ǇǳǘǘƛƴƎ ƛƴ ŀ ǇƛŜŎŜ ƻŦ ƪƛǘ ƛǎ ƴƻǘ ƎƻƛƴƎ ǘƻ ŎƘŀƴƎŜ ǘƘŜ ǿƻǊƭŘΣ ƛǘΩǎ Ƨǳǎǘ ƎƻƛƴƎ ǘƻ ŀŘŘ ŀƴƻǘƘŜǊ ǇƛŜŎŜ ƻŦ 
ƪƛǘ ǘƻ ŀƴ ŜȄƛǎǘƛƴƎ ǇŀǘƘǿŀȅΩΦ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ сΣ /ƭƛƴƛŎŀƭ /ŀǊŜ [ŜŀŘΦ 

This led them to realise that adding telehealth to existing care pathways without 

consideration of how it might change working practices would not automatically lead to 

effective change.   

Respondents reported that previous attempts to implement telehealth had failed to tailor 

technology use to individual patientôs needs.  This can be seen in respondentsô reflections 

on the length of time telehealth was left in patientsô homes.  Some respondents reported 

that prior to implementing telehealth they had developed no guidance for how long 

patients were expected to use it for.  This led to patients, in some areas, using telehealth 

for prolonged periods of time, especially when uptake of telehealth was slow and there 

was no urgency to remove it: óƛǘΩǎ ƴƻǘ ōŜŜƴ ƻǾŜǊƭȅ ǳǎŜŘΣ ǿŜΩǾŜ Ǝƻǘ ƭƻŀŘǎ ƻŦ ǘƘŜ ŜǉǳƛǇƳŜƴǘΧLǘ 

might be difŦŜǊŜƴǘ ƛŦ Χ ǿŜΩǾŜ Ǝƻǘ ŀ ǊŜǎǘǊƛŎǘŜŘ ǊŜǎƻǳǊŎŜΩ όLƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ р, Community 

Matron).  However, respondents also expressed concern that prolonged telehealth use 

could increase patientsô dependence on technology.  It was suggested that these 
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unintended consequences of telehealth could not be envisaged before they had 

experience of implementing telehealth into their care practices. 

ΨL ǘƘƛƴƪ ǘƘŀǘ ǿŀǎ ǎƻƳŜǘƘƛƴƎ ǘƘŀǘ ǿŜ ŘƛŘƴϥǘ ǊŜŀƭƭȅ ǳƴŘŜǊǎǘŀƴŘ ŀǘ ǘƘŜ ōŜƎƛƴƴƛƴƎ ƻǊ ǊŜŀƭƭȅ ǘŀƪŜ 
account of actually, an exit strategy either overall for the whole process or for individual 
ǇŀǘƛŜƴǘǎΣ ǳƳΣ ōŜŎŀǳǎŜ ǿŜ ŘƛŘƴϥǘ ƘŀǾŜ ǘƘŀǘ ƪƛƴŘ ƻŦ ŜȄǇŜǊƛŜƴŎŜ ǊŜŀƭƭȅΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ пΣ 
Primary Care Practitioner with commissioning responsibilities. 

Whilst some had not considered an óexit strategyô for telehealth, which resulted in 

prolonged use, some had set rigid parameters for length of time telehealth was to be in 

place.  This was reported as problematic in two areas.  One respondent reported that 

some patients undertaking a 12 month telehealth intervention for heart failure requested to 

have the technology removed after three to four months; it was considered a ónuisanceô by 

patients after serving its purpose of titrating medicines.  The initial reaction of health 

professionals was to refuse because they had envisaged that telehealth would be a 12 

month intervention.  However, this was revised and they no longer set such rigid 

parameters.  Duration of telehealth implementation was now guided by discussions with 

patients and clinical judgement of patientsô needs.  óExperiential learningô was considered 

by this respondent, and others, to be a necessary part of the messy process of 

implementing technology in to care. 

ΨL ǘƘƛƴƪ ƛǘ ǿŀǎ ŀ ǊŜŀƭ ƛƭƭǳǎǘǊŀǘƛƻƴ ǘƘŀǘ ǘŜƭŜƘŜŀƭǘƘ ǿŀǎ ƎƻƛƴƎ ƛƴ ƴŜǿΧ ƛƴ ǘƻ this new environment 
ƻŦ ǇŜƻǇƭŜ ǿƘƻΩŘ ƴŜǾŜǊ ǘƻǳŎƘŜŘ ƛǘ ōŜŦƻǊŜΧ ŀƴŘ ȅƻǳ ƴŜŜŘŜŘ ǘƻ ƘŀǾŜ ǎƻƳŜ ŜȄǇŜǊƛŜƴǘƛŀƭ ƭŜŀǊƴƛƴƎ 
ŀǊƻǳƴŘ ǿƘŀǘ ƛǘ ǿŀǎ ƎƻƛƴƎ ǘƻ ƳŜŀƴΧ ǘƘŜǎŜ ǊƛƎƛŘ ǿŀȅǎ ƻŦ ǘƘƛƴƪƛƴƎ ŀōƻǳǘ Ƙƻǿ ȅƻǳ ǿŜǊŜ ƎƻƛƴƎ ǘƻ 
ŀǇǇƭȅ ƛǘΧ ŀŎǘǳŀƭƭȅ ŘƛŘƴΩǘ ƳŜŜǘ ŎƭƛƴƛŎŀƭ ƴŜŜŘ ŀƴŘ ǿŀǎƴΩǘ ƎƻƛƴƎ ǘƻ ŘŜƭƛǾŜǊ ƻƴ ǿƘŀǘ ȅƻǳ ǿŀƴǘŜŘ ǘƻ 
ŘŜƭƛǾŜǊΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ тΣ 5ŜǾŜƭƻǇƳŜƴǘ [ŜŀŘΦ 

The above also clearly highlights how technology does not work in isolation but works 

within a network of óactorsô.  When technologies are placed into care practices they often 

undergo a number of iterations before they are embedded into routine care; therefore, 

how care practices are subsequently shaped can often look very different to what was 

initially proposed (Pols and Willems 2011). 

Telehealth was introduced as an enhancement to patientsô care in most areas and was 

not a replacement for usual care; therefore, with the introduction of telehealth, patients 

received an extra level of support not previously available to them.  Respondents reported 

that this had implications for how some patients reacted to having telehealth removed.  
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Through respondentsô accounts it was evident that prior to introducing telehealth into 

patientsô homes, little consideration had been given to the potential emotional impact on 

patients when telehealth was removed from their care.  An illustrative example of this can 

be seen in one area that implemented a telehealth intervention that was planned to last for 

a 12 week period.  Respondents reported that some patients felt suddenly abandoned by 

health professionals once telehealth was removed, as they had come to rely on the 

(sometimes intensive) support that telehealth brought. 

Ψ²Ƙŀǘ ƘŀǇǇŜƴŜŘ ǿƛǘƘ ŀ ŎƻǳǇƭŜ ƻŦΧ /ht5 ǇŀǘƛŜƴǘǎ ƛƴ ǘƘŜ ŜŀǊƭȅ Řŀȅǎ ƛǎΣ ǿŜ ƎƛǾŜ ǘƘŜƳ ŀƭƭ ǘƘƛǎ 
equipment and, you know, they felt supported and wrapped around.  And then one day we go 
ƛƴ ŀƴŘ ǿƘƛǇ ƛǘ ŀƭƭ ƻǳǘ ŀƴŘ ǘƘŜȅ ŦŜƭǘ ōŜǊŜŦǘΧ {ƻ ǿŜ Řƻƴϥǘ ǿŀƴǘ ǇŜƻǇƭŜ ǘƻ ŦŜŜƭ ƭƛƪŜ ǘƘŀǘΧ {ƻ ǿŜϥǊŜ 
not too bothered about the twelve-week thing now until we get this step down process 
develoǇŜŘΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ уΣ /ƭƛƴƛŎŀƭ /ŀǊŜ [ŜŀŘΦ 

The 12 week plan was therefore revised and patients were able to stay on telehealth if 

they expressed concern at it being removed.  This was considered an interim 

arrangement as they searched for a way to óweanô patients off the telehealth service, by 

developing a óstep-downô measure. 

 Telehealth enhances care practices?  5.3.3.

Given that most respondents emphasised that telehealth was introduced as an 

enhancement to current care practices and not to replace existing services, it meant that 

telehealth was framed as a way to support health professionals in their care delivery.  This 

comment from Informant Interview 7 was typical: ΨƛǘΩǎ ŀŎǘǳŀƭƭȅ Ƨǳǎǘ ŀ ǘƻƻƭ ǘƻ ǎǳǇǇƻǊǘ ŜǾŜǊȅōƻŘȅ 

ŘƻƛƴƎ ǿƘŀǘ ǘƘŜȅΩǊŜ ŘƻƛƴƎΩΦ  In one area (telehealth centre which was a standalone service) it 

was described as a way to enhance and complement the care already provided by the 

primary care health professionals: ΨΧ ǘƘŜ ǘƘƛƴƎ ǘƘŀǘ ǿŜ ǘǊȅ ŀƴŘ ƎŜǘ ƻǾŜǊ ƴƻǿ ƛǎ ǘƘŀǘ ƛǘ ŘƻŜǎƴϥǘ 

replace care, it enhances existing care from the primary care clinicians, whether it be the GP, the 

ƳŀǘǊƻƴΣ ǘƘŜ ǎǇŜŎƛŀƭƛǎǘ ƴǳǊǎŜΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ фΣ ¢ŜŎƘƴƻƭƻƎȅ /ŀǊŜ [ŜŀŘΦ 

Throughout the data, there were only two respondents, both community matrons, whom 

explicitly articulated how using telehealth had led to a positive change in their work 

practices.  They were from different NHS sites but both reported that using telehealth had 

helped them to manage their caseloads more effectively.  Both described how they had 
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reduced the number of visits they made to patients on telehealth.  They felt reassured that 

patients on telehealth were being monitored.  They also felt telehealth reduced patientsô 

reliance on them as practitioners as it encouraged patients to become more independent 

in their care.  This was deemed important as both described how there were increasing 

demands on community matron role: ever expanding caseloads meant that there was an 

emphasis towards discharging patients from their care to make way for new patients. 

Ψ{ƻ ƛǘΩǎ Ŏǳǘ Řƻǿƴ ŀ ƭƻǘ ƻƴ ƴŜŜŘƭŜǎǎ Ǿƛǎƛǘǎ ŀƴŘ ŜǎǇŜŎƛŀƭƭȅ ǿƛǘƘ ŀƴ ŜȄǇŀƴŘƛƴƎ ŎŀǎŜ ƭƻŀŘΣ L ŎŀƴΧ L 
can actually accept more referrals now.  And manage patients in a very different way.  So on 
ǘŜƭŜƘŜŀƭǘƘΣ L ƪƴƻǿ ǘƘŀǘ ǘƘŜȅΩǊŜ ōŜƛƴƎ ƳƻƴƛǘƻǊŜŘΣ ǎƻ L Ŏŀƴ ǘŀƪŜ ŀ ǎǘŜǇ ōŀŎƪΣ ƻƪŀȅΣ LΩƳ ǘƘŜǊŜ ƛƴ ǘƘŜ 
ōŀŎƪƎǊƻǳƴŘ ŀƴŘ L Ŏŀƴ ǘŀƪŜ ŀ ǎǘŜǇ ōŀŎƪ ŦǊƻƳ ǘƘŜƳ ǇŀǘƛŜƴǘǎΩΦ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ оΣ /ƻƳƳǳƴƛǘȅ 
Matron. 

Using telehealth in the care of some patients freed up their time to concentrate on patients 

that they considered óhigh riskô.  One community matron reported that a colleague had 

found telehealth particularly useful for patients who she did not feel were ready for being 

discharged but did not require intensive input.  Telehealth had been used to prioritise 

patientsô care and help health professionals meet the demands of an increasing workload. 

ΨL ƪƴƻǿ ǘƘŀǘ ώŎƻƳƳǳƴƛǘȅ ƳŀǘǊƻƴϐ ƛƴ ǘƘŜ ƻŦŦƛŎŜΣ ǎƘŜ ƘŀŘΣ ƭƛƪŜ ǎŜǾŜƴΣ ƻǊ ǎƻƳŜǘƘƛƴƎ ƻƴΣ ŀƴŘ ǎƘŜ 
ǎŀƛŘ ƛǘ ǿŀǎ Ƨǳǎǘ ōǊƛƭƭƛŀƴǘ ŦƻǊ ƘŜǊΣ ōŜŎŀǳǎŜ ǎƘŜ ƘŀŘ ŀ ƭƻǘ ǘƘŀǘ ƴŜŜŘŜŘΧ ǎƘŜ ŘƛŘƴΩǘ ŦŜŜƭ ƭƛƪŜ ǎƘŜ 
coǳƭŘ ŘƛǎŎƘŀǊƎŜ ǘƘŜƳΣ ōǳǘ ǘƘŜȅ ƴŜŜŘŜŘΣ ƪƛƴŘ ƻŦ ŀ ōƛǘ ƻŦ ŀ ƳƻƴƛǘƻǊƛƴƎΣ ōǳǘΧ ƛǘ ŘƛŘƴΩǘ ƘŀǾŜ ǘƻ ōŜ 
her, but she had a really large caseload, she was getting a lot of patients through from her GPs, 
and I think for her, it was very useful to have that.  Informant Interview 5, Community Matron. 

Using telehealth as part of patient care was described by this community matron as 

helping to reduce the guilt that nurses feel when, due to a demanding caseload, they are 

unable to visit patients as often as they would want: 

ΨώǘŜƭŜƘŜŀƭǘƘΩǎϐ ōŜŜƴ ǊŜŀƭƭȅ ƎƻƻŘΧ ōŜŎŀǳǎŜ ȅƻǳ ŘƻƴΩǘ ƘŀǾŜ ǘƘŀǘ ƎǳƛƭǘΧ ŀōƻǳǘ ƳŀȅōŜ ƴƻǘ ǎŜŜƛƴƎ 
ǘƘŜƳ ŀƭƭ ǘƘŜ ǘƛƳŜΧ ȅƻǳ ƪƴƻǿ ǿƘŀǘ L ƳŜŀƴΚ  {ƻ ƛǘ ƛǎ ǾŜǊȅ ǳǎŜŦǳƭ ŦƻǊ ǘƘŀǘ ǊŜŀƭƭȅΩ  LƴŦƻǊƳŀƴǘ 
Interview 5, Community Matron. 

There was only one area which introduced telehealth as part of a redesign of an existing 

service to increase capacity.  In this area (where telehealth was used to support patients 

during acute exacerbation of COPD), telehealth was introduced together with an increase 

in their workforce: replacing a part time assistant practitioner with a full time COPD nurse 

specialist.  Previously, the service had capacity to care for 15 patients for (approximately) 

two weeks during the acute phase of exacerbation before patients were discharged back 

to primary care services.  Service redesign enabled a potentially significant increase in 
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capacity.  The service could now accommodate 18 patients in the óacute phaseô (where 

patients received telehealth in addition to óhospital at homeô services for two weeks) and 

18 patients in the órecoveryô phase (where patients were óstepped downô to receive 

telehealth monitoring only for a further two weeks). 

Ψ²ŜƭƭΣ ŎŀǇŀŎƛǘȅ ǿŀǎ мр ǇŀǘƛŜƴǘǎ ƻƴ ǘƘŜ ƭƛǎǘΧ ȅƻǳ ŎƻǳƭŘ ƭƛǘŜǊŀƭƭȅ ƛƴ ǘƘŜƻǊȅ ƘŀǾŜ му ƻƴ ǘƘŜ 
telehealth and 18 on the board; ǎƻΣ ƛƴǎǘŜŀŘ ƻŦ Ƨǳǎǘ мр ǇŀǘƛŜƴǘǎΦ  {ƻ ǿŜΩǾŜ ǎǇǊŜŀŘ ƻǳǘΦ  ²Ŝ ƘŀǾŜ 
Χ ŀƴƻǘƘŜǊ Ŧǳƭƭ-time member of staff as well to help with that capacity because it has gone up 
ǉǳƛǘŜ ǎƛƎƴƛŦƛŎŀƴǘƭȅΩΦ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ нΣ wŜǎǇƛǊŀǘƻǊȅ {ǇŜŎƛŀƭƛǎǘ bǳǊǎŜΦ 

Both respondents from this site described how the introduction of telehealth enabled them 

to organise their care practices better, essentially describing how telehealth (through the 

use of alerts) helped them to prioritise their workload.  One respondent suggested that 

telehealth was like having an extra member of staff; suggesting that telehealth had 

replaced the role of the assistant practitioner they once employed: 

Ψ.ŜŎŀǳǎŜ ƛǘΩǎ ŀƭƳƻǎǘ ƭƛƪŜ ŀƴƻǘƘŜǊ ƳŜƳōŜǊ ƻŦ ǎǘŀŦŦΣ ȅƻǳ ƪƴƻǿΣ ƛƴ ŀ ǿŀȅΧ ƛǘΩǎ ƭƛƪŜ ƘŀǾƛƴƎ ǘƘŜΧ 
associate practitiƻƴŜǊ ŀƭƳƻǎǘΧ ƛƴ ǘƘŀǘ ƛǘ Ŏŀƴ Řƻ ǘƘŜΣ ǘƘŜ ōŀǎƛŎ ƻōǎ ŀƴŘ ǘƘŜ ǉǳŜǎǘƛƻƴǎΣ ŀƴŘ 
ƛŘŜƴǘƛŦȅ ƴŜŜŘ ǿƘŜǊŜ ǿŜ Ŏŀƴ ǘƘŜƴ ōŜǘǘŜǊ ǳǎŜ ƻǳǊ ǊŜǎƻǳǊŎŜǎΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ нΣ wŜǎǇƛǊŀǘƻǊȅ 
Specialist Nurse. 

However, whilst the respondents in this area had identified how their service re-design 

had led to an increase in capacity it was difficult to identify through their accounts how 

telehealth had supported this.  A contradiction existed in their accounts: whilst Informant 

Interview 2 likened telehealth to having an extra member of staff, Informant Interview 1 

discussed how telehealth had led to a significant increase in their workload, mainly due to 

having more telephone contact with patients when abnormal data was received via 

telehealth. 

5.3.3.1. Tensions of empowerment versus depende ncy in existing 
telehealth models  

Respondents in all areas reported that introducing telehealth into care practices had led to 

an increase in health professionalsô contact with patients due to receiving abnormal data.  

Respondents reported that this increase in contact was sometimes due to technical issues 

with the equipment which prompted inaccurate results being transmitted and hence 

instigated a phone call to the patient.  For example, three areas reported how they had 

problems with thermometer probes that gave inaccurate readings (two of the areas 
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stopped recording temperatures because of this: ΨǿŜ ŘƛŘ ƛƴƛǘƛŀƭƭȅ Řƻ ǘŜƳǇŜǊŀǘǳǊŜ ōǳǘ ǘƘŜǊŜ 

ǿŜǊŜ ǎƻ Ƴŀƴȅ ǇǊƻōƭŜƳǎ ǿƛǘƘ ǘƘŜΣ ŜǊƳΣ ǘƘŜ ƳƻƴƛǘƻǊǎΧǘƘŀǘ ǿŜ ǎǘƻǇǇŜŘ ŘƻƛƴƎ ǘƘŀǘΦΩ  όItнΣ CƻŎǳǎ 

Group 2).  Respondents in two areas described how they had problems with receiving 

inaccurate readings from their oxygen saturation monitors.  Respondents in three areas 

reported how they worked closely with the technology companies who supplied their 

equipment to rectify these issues. 

Ψ²ŜΩǾŜ ƘŀŘ ŀ ŦŜǿ ǇǊƻōƭŜƳǎ ǿƛǘƘ ǘƘŜ ƻȄȅƎŜƴ ǊŜŀŘƛƴƎǎ ōŜŎŀǳǎŜ ǘƘŜ ǎŀǘǎ ǇǊƻōŜ ƛǘ ǎŜƴŘǎ ŀ ǊŜŀŘƛƴƎ 
ŀŎǊƻǎǎ ǘƻ ǘƘŜ ŎƻƳǇǳǘŜǊ ǾŜǊȅ ǉǳƛŎƪƭȅ ǿƘŜǊŜŀǎ ǿŜΩǊŜ ǘǊȅƛƴƎ ǘƻ ƎŜǘ ώǘŜŎƘƴƻƭƻƎȅ ŎƻƳǇŀƴȅϐ ǘƻ 
change it so it sort of settles for a little bit.  Cause obviously, sort of in the face to face situation 
ǿŜΩƭƭ ƭŜŀǾŜ ƛǘ ƻƴ ǘƘŜƛǊ ŦƛƴƎŜǊ ǘƻ ǎŜǘǘƭŜ ōǳǘ ƛǘΩǎ ŀ ŎƻǳǇƭŜ ƻŦ ǎŜŎƻƴŘǎ ŀƴŘ ƛǘ ǊŜŀŘǎ ƛǘ ǎǘǊŀƛƎƘǘ ŀǿŀȅ ǎƻ 
ǿŜ Řƻ ƎŜǘ ǉǳƛǘŜ ŀ ŦŜǿ ŀƭŜǊǘǎ ŦƻǊ ƭƻǿ ƻȄȅƎŜƴ ƭŜǾŜƭǎΩΦ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ мΣ wŜǎǇƛǊŀǘƻǊȅ 
Specialist Nurse. 

Regardless of whether patient contact was initiated because of inaccurate readings or true 

abnormal readings, it was viewed positively by some front line health professionals 

because they felt that this increased the quality of care given to patients, as patients felt 

greatly reassured by knowing that somebody was looking after them. 

Ψ{ƻ ƻƴŎŜ ǘƘŜȅΩǾŜ ōŜŜƴ ƻƴ ƛǘ ŦƻǊ ŀ ǿŜŜƪΣ ƴƻǘƘƛƴƎΩǎ ƘŀǇǇŜƴŜŘ ǘƘŜƴΣ ōǳƳǇΣ ǎƻƳŜǘƘƛƴƎ ƘŀǇǇŜƴǎ 
ŀƴŘ ŀ ǇƘƻƴŜ ǊƛƴƎǎ ŀƴŘ ƛǘΩǎ άƻƘΣ ȅƻǳ ŀǊŜ ǘƘŜǊŜέΦ  LǘΩǎ ƭƛƪŜ ōƛƎ ōǊƻǘƘŜǊΣ ŀƴŘ ǘƘŜȅ ŀǊŜΧ ǉǳƛŜǘƭȅ 
satiǎŦƛŜŘ ǘƘŀǘΧ ǘƘŜǊŜΩǎ ǎƻƳŜōƻŘȅ ǿŀǘŎƘƛƴƎ ǘƘŜƳ ŀƴŘ ǘƘŜȅΩǾŜ Ǝƻǘ ŀ ƎǊŜŀǘ ǇŜŀŎŜ ƻŦ ƳƛƴŘΣ ŀƴŘ 
ǎŀŦŜǘȅΩΦ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ нΣ wŜǎǇƛǊŀǘƻǊȅ {ǇŜŎƛŀƭƛǎǘ bǳǊǎŜΦ 

However, in parallel with the findings from the meta-synthesis reported in chapter 3, a 

tension existed within the data (both within interviews and across interviews) over whether 

telehealth created dependency in patients or empowered patients to self-care.  One 

informant interview was dominated by discussing how current iterations of telehealth were 

often implemented within a model of paternalistic care.  Informant Interview 6 described 

how clinicians in one area had incorporated telehealth into their care practices.  When 

abnormal results were transmitted, patients were contacted immediately.  Informant 

Interview 6 felt this led to patientsô control being taken away as it did not enable them to 

make decisions over what they should do in that situation. 

Ψ!ƴŘ ǘƘŜ ǇŀǘƛŜƴǘΩǎΣ ƪƛƴŘ ƻŦΣ ǇǊŜǘǘȅ ǇŀǎǎƛǾŜ ƛƴ ŀƭƭ ƻŦ ǘƘŀǘΣ ƻǘƘŜǊ ǘƘŀƴ ŀŎǘǳŀƭƭȅ ƘŀǾƛƴƎ ǘƻ ǎǘƛŎƪ ǘƘŜ 
cuff on anŘ ǘǳǊƴ ǘƘŜ ƳŀŎƘƛƴŜ ƻƴΣ ǘƘŜǊŜΩǎ ƴƻ ǇƭŀŎŜ ŦƻǊ ǘƘŜƳ ǘƻ ƳŀƪŜ ŀƴȅ ŘŜŎƛǎƛƻƴǎ ŀōƻǳǘ ǿƘŀǘ 
ǘƘŜȅ ƳƛƎƘǘ ƴŜŜŘ ǘƻ ŘƻΣ ǎƻ L ǘƘƛƴƪ ƛǘΩǎ ǉǳƛǘŜ ŀ ŘƛǎŜƳǇƻǿŜǊƛƴƎ ƳƻŘŜƭ ŀƴŘ ǘƘŀǘΩǎ ǿƘŜǊŜ LΩǾŜΧ L 
ǘƘƛƴƪ ǘƘŀǘΧ ŀ ǾŜǊȅΧ ǾŜǊȅ ƘŀƴŘǎ-off other than actually carrying out the investigation 
ǘƘŜƳǎŜƭǾŜǎΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ сΣ /ƭƛƴƛŎŀƭ /ŀǊŜ [ŜŀŘΦ 
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This was reiterated throughout other respondentsô accounts.  This potentially shifts 

responsibility for decision making from patient to health professional, as with the 

implementation of telehealth, it was reported that patients felt reassured that a health 

professional was monitoring their health and would contact them if anything was 

abnormal. 

Ψ L ǘƘƛƴƪ ƛǘ ƎƛǾŜǎ ǘƘŜƳ ƳƻǊŜ ŎƻƴŦƛŘŜƴŎŜ ǘƘŀǘ ǿŜ ŀǊŜ ǎƻǊǘ ƻŦ ƪŜŜǇƛƴƎ ŀƴ ŜȅŜ ƻƴ ǘƘŜƳ ƻƴ ŀ Řŀȅ ǘƻ 
day basis and, so in a way, I guess it sort of reduces the likelihood that they will ring us because 
ǘƘŜȅ ǘƘƛƴƪ ǘƘŀǘ ǿŜΩǊŜ ŎƘŜŎƪƛƴƎ ǘƘŜƛǊΣ ǿƘƛŎƘ ǿŜ ŀǊŜ ŎƘŜŎƪƛƴƎ ŜǾŜǊȅ Řŀȅ ǎƻΩΦ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ 
1, Respiratory Specialist Nurse. 

Whilst telehealth was loosely implemented within the rhetoric of improving patientsô self-

care, the reality was somewhat different.  This made some respondents question whether 

telehealth enabled patients to be able to self-care better. 

Ω L ƘŀǾŜƴΩǘ Ǝƻǘ ŀ ŎƭŜŀǊ ƘŀƴŘƭŜΣ L ƘŀǾŜ ǘƻ ōŜ ƘƻƴŜǎǘΣ ƻƴ Ƙƻǿ ƳǳŎƘΧ ƛǘΩǎ ǊŜŀƭƭȅ ōŜƴŜŦƛǘŜŘ ǇŀǘƛŜƴǘǎ 
in being able to self-ƳŀƴŀƎŜ ƳƻǊŜΩΦ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ пΣ tǊƛƳŀǊȅ /ŀǊŜ tǊŀŎǘƛǘƛƻƴŜǊ ǿƛǘƘ 
commissioning responsibilities. 

Other respondents gave conflicting accounts throughout their interviews over whether 

telehealth empowered patients to self-care or not.  For example, respondents in one area 

described how telehealth empowered patients to improve their self-management skills, but 

later on within their interviews described how introducing telehealth into patientsô care did 

little more than serve as an acute management support tool to reduce emergency hospital 

admissions.  Both respondents described how they adapted the telehealth service to local 

healthcare conditions, highlighting the organisational pressures that respondents in 

strategic/leadership roles faced (this will be discussed in more detail below, in theme 2).  

Adapting the telehealth service involved having a lower threshold for contacting patients 

when they received abnormal results at certain times, such as before bank holidays (when 

GP practices would be closed for long weekends) or during periods of high demand for 

hospital beds.  Again, this took decision making away from the patient because health 

professionals intervened early to ensure that patients stayed out of hospital. 

Ψ²ƘŜƴ ǘƘŜ ǿƘƻƭŜ ǎȅǎǘŜƳ ŜǎŎŀƭŀǘŜǎΣ L ŎƘŀƴƎŜ ƻǳǊ ŦƻŎǳǎ ƛƴ ǘŜƭŜƘŜŀƭǘƘ ǘƻ ŀŘƳƛǎǎƛƻƴ ŀǾƻƛŘŀƴŎŜ 
ŀƭƳƻǎǘΦ  {ƻ L ǎǘŀǊǘ ǘƘŜƴ ǎǇŜŀƪƛƴƎ ǘƻ ǘƘŜ ƴǳǊǎŜǎ ŀƴŘ ǎŀȅƛƴƎΧ άŜǾŜǊȅ ǿƘŜǊŜΩǎ ƻƴ ǊŜŘ ŀƭŜǊǘΧ ƭŜǘϥǎ 
get on the phone, let's prevent anybody detŜǊƛƻǊŀǘƛƴƎ Χ ώƭŜǘΩǎϐ ǎǳǇǇƻǊǘ ŀǎ Ƴŀƴȅ ǇŀǘƛŜƴǘǎ ǘƻ ǎǘŀȅ 
ŀǘ ƘƻƳŜέΧ ōǳǘ ǘƘŀǘϥǎ ǿƘŀǘ LϥǾŜ ŦƻǳƴŘ ŀŎǘǳŀƭƭȅ ǘƘŀǘ L ǘƘƛƴƪΣ ƛŦ ǘǊǳǘƘ ōŜ ƪƴƻǿƴΣ ǘƘŜ /ht5 ƛƴ 
ǇŀǊǘƛŎǳƭŀǊΧ ƛǘϥǎ ŀǎ ƳǳŎƘ ŀŘƳƛǎǎƛƻƴ ŀǾƻƛŘŀƴŎŜ ŀǎ ŀƴȅǘƘƛƴƎΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ фΣ ¢ŜŎƘƴƻƭƻƎȅ 
Care Lead. 



 155  

This was also acknowledged by Informant Interview 2, who suggested that telehealth 

implemented into the care of patients with acute exacerbation of COPD did little more than 

reassure patients: óŀƴŘ ƻǘƘŜǊ ǘƘŀƴ ǘƘŜƳ ǇŀǊǘƛŎƛǇŀǘƛƴƎ ƛƴ ǘƘŜ ǎŀŦŜǘȅ ƴŜǘ L ŘƻƴΩǘ ǘƘƛƴƪ ƛǘ does a 

ƎǊŜŀǘ ŘŜŀƭ ƳƻǊŜ ǊŜŀƭƭȅΩΦ  When telehealth was used as an acute management tool it was 

viewed as less likely to empower patients to self-care: 

ΨΧ ƛǘΩǎ ƴƻǘ ƳŜŀƴǘ ǘƻ ōŜ ŀƴ ŀŎǳǘŜ ƳŀƴŀƎŜƳŜƴǘ ǘƻƻƭΧ ƛǘΩǎ ƴƻǘ ǘƻ ǊŜǇƭŀŎŜ ǿƘŀǘ ŀ ǇŀǘƛŜƴǘ ǿƻǳƭŘ 
normally do.  IǘΩǎ ƴƻǘ ǘƘŜ ƛŘŜŀ ƛǎ ƛǘΚ  tƻǘŜƴǘƛŀƭƭȅ ƛǘ ŎƻǳƭŘ ōŜ ǘƘŜ ǇŀǘƛŜƴǘ Ƨǳǎǘ ǎŀȅƛƴƎ άƻƘΣ ǘƘŜǊŜΩǎ 
ƳŜ ǊŜŀŘƛƴƎǎΣ ǿŜΩƭƭ ƭŜǘ ǎƻƳŜōƻŘȅ ŜƭǎŜΧ ǘŀƪŜ ƛǘ ƻƴ ōƻŀǊŘέ ǊŀǘƘŜǊ ǘƘŀƴ ƛǘ ōŜƛƴƎ ŀ ǎǳǇǇƻǊǘ ǘƻƻƭ ǘƻ 
help them in their self-ƳŀƴŀƎŜƳŜƴǘΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ пΣ tǊƛƳŀǊȅ /ŀǊŜ tractitioner with 
commissioning responsibilities. 

Because the focus of telehealth was often as a cost saving measure through increasing 

patientsô independence in managing their chronic condition, there was a sense throughout 

the data that telehealth had failed if it resulted in patients receiving more input instead of 

less input from health professionals.  Some respondents felt that efficiency savings were 

not sufficiently realised because of the type of technology available (only fully monitored 

solutions) but also because of the way that telehealth shaped care practices in that 

telehealth generally increased, rather than decreased, the level of contact between health 

professionals and their patients.  This was viewed negatively by some respondents and 

was given as the reason as to why telehealth had so far failed to be sustained into their 

care practices. 

Ψ!ƴŘ ƛǘ ŀƭǎƻ ŘƻŜǎƴΩǘ ǊŜŀƭƭȅ ƘŜƭǇ ŎƭƛƴƛŎƛŀƴǎ ǘƻ ǘƘƛƴƪ ŘƛŦŦŜǊŜƴǘƭȅΣ ōŜŎŀǳǎŜ ȅƻǳΩǾŜ ŀƭǿŀȅǎ Ǝƻǘ 
ǎƻƳŜōƻŘȅ ǘƘŜǊŜ ǿƛǘƘ ǘƘƛǎ ōƛƎ ǿŀǊƳ Ŏƻǎȅ ǘŜŎƘƴƻƭƻƎȅ ōƭŀƴƪŜǘΧ ƛǘΩǎ probably about twenty per 
ŎŜƴǘ ƻŦ ǘƘŜƳ ǇŜƻǇƭŜ ƴŜŜŘŜŘ Ŧǳƭƭȅ ƳƻƴƛǘƻǊŜŘΦ  ¢ƘŜ ǊŜǎǘ ƻŦ ǘƘŜƳ ƴŜŜŘŜŘ ǎƻƳŜǘƘƛƴƎ ŘƛŦŦŜǊŜƴǘΧ 
ǘƘŀǘ ǿŜ ŘƛŘƴΩǘ ƘŀǾŜ ŀǾŀƛƭŀōƭŜ ǘƻ ǳǎΧ ǿƛǘƘ ŀ ŘƛŦŦŜǊŜƴǘ ǘƘƛƴƪƛƴƎ ǘƘŀǘ ǳƴŘŜǊǇƛƴǎ ŀ ŘƛŦŦŜǊŜƴǘ ƪƛƴŘ ƻŦ 
ŎŀǊŜ ǇƭŀƴΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ сΣ /ƭƛƴƛcal Care Lead 

In contrast, a number of respondents recognised that telehealth was able to give patients 

confidence to live their lives in a more independent way because of the extra support and 

extra contact that they received from health professionals: ΨǿŜΩǾŜ Ǝƻǘ ǇŀǘƛŜƴǘǎ ƻƴ ǘƘŀǘ ȅƻǳ 

Ŏŀƴϥǘ ǘŀƪŜ ǘƘŜƳ ƻŦŦ ǘƘŜ ŜǉǳƛǇƳŜƴǘ ōŜŎŀǳǎŜ ŀŎǘǳŀƭƭȅ ƛǘ ƛǎ ƪŜŜǇƛƴƎ ǘƘŜƳ ǎǘŀōƭŜΧΩLƴŦƻǊƳŀƴǘ ƛƴǘŜǊǾƛŜǿ 

7.  This was seen in several accounts when respondents described patients who were 

now living fuller lives because of the extra support they received through telehealth.  For 

example, Informant Interview 9 described how a patient, using mobile telehealth 
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technology, returned to holidaying at her caravan in the UK because she felt confident that 

if her health deteriorated, telehealth staff would guide her to take appropriate action. 

ΨL ǇƘƻƴŜŘ ƘŜǊ ǳǇ ǘƻ ǎŀȅ L ǿŀǎ ŀ ōƛǘ ǿƻǊǊƛŜŘ ōŜŎŀǳǎŜ ƘŜǊ ώƻȄȅƎŜƴ ǎŀǘǳǊŀǘƛƻƴ ƭŜǾŜƭǎϐ ǿŜǊŜ Řƻǿƴ ŀ 
ƭƛǘǘƭŜ ōƛǘΦ  {ƘŜ ǎŀƛŘ άƻƘΣ ƛǘ Ƴǳǎǘ ōŜ ǘƘŜ ώƘƻƭƛŘŀȅϐ ǿŜŀǘƘŜǊέΦ  {ƘŜ ǎŀƛŘ άƻƘΣ ȅƻǳ ŘƛŘ ƎŜǘ Ƴȅ ǊŜǎǳƭǘǎ 
then?... LϥƳ ƛƴ Ƴȅ ŎŀǊŀǾŀƴέΦ  {ƻ ǎƘŜϥŘ ŀŎǘǳŀƭƭȅ ƎƻƴŜ ŀƴŘ ǎƘŜ ǎŀƛŘ άL ǿƻǳƭŘƴϥǘ ƘŀǾŜ ŘƻƴŜ ǘƘƛǎΧ 
ōŜŎŀǳǎŜ L ƘŀǾŜ ōŜŜƴ ŦŜŜƭƛƴƎ ŀ ōƛǘ ƻŦŦΧ L ƪƴŜǿ ǘƘŀǘ ȅƻǳ ǿŜǊŜ ƻƴƭȅ ŀǘ ǘƘŜ ŜƴŘ ƻŦ ǘƘŜ ǇƘƻƴŜ ŀƴŘ 
ǿƻǳƭŘ ƎǳƛŘŜ ƳŜ ǘƘǊƻǳƎƘ ǿƘŀǘ L ƴŜŜŘŜŘ ǘƻ ŘƻΣ ƛŦ ƴŜŜŘ ōŜέΩΦ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ 9, Technology 
Care Lead. 

However, it was noticeable throughout a number of respondentsô accounts that telehealth 

interventions were perceived within a linear trajectory, whereby telehealth is given to 

patients for an agreed amount of time after which they will be empowered to self-care.  

This fails to take into account the óebbs and flowsô of a chronic condition, such as COPD, 

whereby patients require more health professional support at certain times of ill health.  

Some respondents did recognise that patients needed more support at certain points in 

their illness trajectory and suggested that telehealth could be one way of supporting 

patients to deliver this care. 

ΨL ǘƘƛƴƪ ǘƘŜǊŜΩǎ ǎƻƳŜǘƘƛƴƎ ŀōƻǳǘ ŀ ƳƛŘŘƭŜ ƎǊƻǳƴŘ ǊŜŀƭƭȅ ƳŀȅōŜΦΦΦ ƻǳǊ ŀƛƳ ώƛǎϐ ǘƻ ƛƴŎǊŜŀǎŜ 
indŜǇŜƴŘŜƴŎŜΦ  .ǳǘ ŀŎǘǳŀƭƭȅ ƳŀȅōŜ ǘƘŜǊŜΩǎ ǎƻƳŜǘƘƛƴƎ ŀōƻǳǘ ƛƴǘŜƎǊŀǘƛƻƴ ŀƴŘ ŀōƻǳǘ Ƙƻǿ ŀ 
patient integrates with the support that may be available should they need it.  Rather than 
trying to get them... leave them to it or get them totally dependent on somebody else for their 
decision-ƳŀƪƛƴƎΩΦ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ пΣ tǊƛƳŀǊȅ /ŀǊŜ tǊŀŎǘƛǘƛƻƴŜǊ ǿƛǘƘ ŎƻƳƳƛǎǎƛƻƴƛƴƎ 
responsibilities. 

The excerpt above highlights how some respondents were starting to consider a move 

towards a more patient-centred approach to technology implementation.  This will be 

discussed in more detail in the final theme. 

 Theme 2: The challenges of holistic management in a 5.4.
changing care context  

This theme addresses the importance that respondents placed on providing holistic 

support to patients and explores how this influenced their understanding and acceptance 

of telehealth.  Previous literature has identified that modernisation of healthcare (including 

the introduction of medical technologies) has the potential to undermine cliniciansô 

professional autonomy and reconfigure their working patterns (Haland 2012; Dent and 

Whitehead 2002).  Within this theme I argue that respondentsô professional values and 
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professional identity were intrinsically linked to their understanding of what it meant to 

provide ógood careô.  This was viewed to be care which enabled holistic support: to 

consider the physical needs in the context of patientsô living circumstances and 

psychological needs.  Telehealth which did not align to their idea of providing ógood careô 

(i.e. that which did not enable holistic support) had the potential to threaten their 

professional identity.  This was predominantly evident in the accounts of respondents who 

provided front line care. 

However, throughout the data it was evident that different pressures and expectations 

shaped respondentsô professional practice: respondents in front line care strove for 

autonomy and clinical judgement in their care of patients, whilst respondents in more 

strategic roles discussed the need for efficiency through the use of technologies and other 

protocol driven interventions.  Evetts (2006) suggests that these two contrasting forms of 

professionalism are competing within modern public structures such as healthcare.  

Hence, organisational pressures could be seen to have an impact upon perceptions of 

telehealth. 

 Professional identity, telehealth and threats to holism  5.4.1.

Respondents who held more strategic roles (n=5) had a background in nursing or other 

allied health profession and some were still directly involved in delivering care to patients 

at an advanced practitioner level.  All respondents who held strategic roles were based 

within the primary care setting.  They described their leadership roles in terms of having a 

remit to develop and improve care for patients with LTCs but interviews with these 

respondents often focused on their strive to provide effective, efficient care and reduce 

hospital admissions.  Health professionals within the sample who delivered front line care 

could all be considered to be óadvancedô practitioners (DOH 2004).  For example, the 

sample comprised community matrons who co-ordinated and managed care for patients 

with complex conditions as well as specialist nurses and specialist physios who worked 

within specialist respiratory or COPD services.  The sample also included two respiratory 

consultants who worked in secondary care (one oversaw the specialist COPD service in 

their area) and a specialist registrar who worked in both primary and secondary care. 
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It was apparent that advanced practitioners providing front line care (the majority being 

nurses) assumed a óhybrid roleô (Spyridonidis et al. 2015).  Central to their professional 

identity was the notion of holism and óknowing the patientô (traditionally the domain of 

nursing professionalism) (Allen 2014), whilst also distinguishing themselves as 

autonomous, specialist practitioners (traditionally domains of medical professionalism) 

(Davies 1995).  This is illustrated by the following excerpt from a community matron who 

defines their professional role: 

ΨL ƳŜŀƴΣ ōŜŎŀǳǎŜ ǘƘŜ ƳŀǘǊƻƴΧȅƻǳΩǊŜ ŀƴ ŀŘǾŀƴŎŜŘ ǇǊŀŎǘƛǘƛƻƴŜǊ ŀƴŘ ȅƻǳ ŀǊŜ ƳŀƴŀƎƛƴƎ 
ƛƴŘŜǇŜƴŘŜƴǘƭȅΧ ŀǳǘƻƴƻƳƻǳǎƭȅΦ  ! ǇŀǘƛŜƴǘΣ ŀ ŎŀǎŜ ƭƻŀŘ ƻŦ ǇŀǘƛŜƴǘǎΧ ǿŜ ƘŀǾŜ ŀ Ƨƻō ŘŜǎŎǊƛǇǘƛƻƴΣ 
ōǳǘ ǘƘŜ Ƨƻō ŘŜǎŎǊƛǇǘƛƻƴ ƛǎ ǾŜǊȅΧ ƎŜƴŜǊŀƭ ŀƴŘ ƛǘ ŘŜǇŜƴŘǎ ƻƴ ǿƘŀǘ ŀǊŜŀ ȅƻǳΩǊŜ ǿƻǊƪƛƴƎ ƛƴ ƻƴ Ƙƻǿ 
you fulfil your role.  Okay, you all prescribe and you all examine and diagnose and assess 
people.  Erm, but we tend to manage patients in very different ways, depending on the 
ǇŀǘƛŜƴǘΧ ƛǘΩǎ ŀ ǎǇŜŎƛŦƛŎ ŎŀǊŜ Ǉƭŀƴ ŦƻǊ ȅƻǳǊ ǇŀǘƛŜƴǘΧ ŀƴŘ ǿƘŀǘ ǿƻǊƪǎ ŦƻǊ ƻƴŜ ŘƻŜǎƴΩǘ ǿƻǊƪ ŦƻǊ 
ŀƴƻǘƘŜǊΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ оΣ /ƻƳƳǳƴƛǘȅ aŀǘǊƻƴΦ 

The notion of holistic support is established in understanding respondentsô perceptions of 

the work that they do to provide ógood careô.  As previously identified, the remit of 

specialist respiratory services, and community matrons, is to provide care to patients at 

home and to avoid unnecessary hospital admissions.  As advanced practitioners, 

respondents explained how they were able to manage complex cases that otherwise 

might have to be treated in the hospital setting. 

ΨLǘΩǎ ƭƛƪŜ ƻƴ ƻǳǊ ƘƻƳŜ ǾƛǎƛǘǎΣ ǿŜ ƳƛƎƘǘ Ǝƻ ŀƴŘ ǎŜŜ ǎƻƳŜƻƴŜ ƻƴ ŀ ƘƻƳŜ ǾƛǎƛǘΣ ǘƘŜƛǊ ǇǳƭǎŜ ƻȄƛƳŜǘǊȅ 
ŎƻǳƭŘ ōŜ ǊŜŀƭƭȅ ƭƻǿΣ ōǳǘ Ǝǳǘ ŦŜŜƭƛƴƎΧ ŦŜŜƭƛƴƎǎ ŀƴŘ ŜȄǇŜǊƛŜƴŎŜΣ ȅƻǳΩǊŜ ŦƛƴŜΣ ȅƻǳ Ŏŀƴ ǎǘŀȅ ŀǘ 
ƘƻƳŜΦΩ tрΣ CƻŎǳs Group 1. 

There was consensus amongst respondents that COPD was a complex condition, which 

required careful assessment of patientsô physical, social and psychological needs.  Their 

clinical assessment of patients relied not only on the assessment of óobjectiveô biometric 

data (such as oxygen saturation levels) but was also based upon more ósubjectiveô factors 

which included assessing visual cues (such as patientsô breathing patterns, pallor of their 

skin etc.), as well as assessing for verbal and non-verbal cues.  Respondents described 

how this was central to managing patients with COPD because they reported that 

biometric readings were not always an accurate representation of patientsô health status. 

Ψ/ht5Σ ƛƴ ƛǘǎŜƭŦΣ ƛǎ ƴƻǘ ŀ ŘƛǎŜŀǎŜ ǘƘŀǘ ȅƻǳ Ŏŀƴ ƳƻƴƛǘƻǊ Ƨǳǎǘ ōȅ ƴǳƳōŜǊǎΣ ƛǘΩǎ ǾŜǊȅ ƳǳŎƘ ŀ ŘƛǎŜŀǎŜ 
ǘƘŀǘ ƴŜŜŘǎ ǘƻ ōŜ ǎŜŜƴΧ {ƻ ƛǘΩǎ ŀǎ ƛƳǇƻǊǘŀƴǘ ŀǎ ǘƘŜ ƴǳƳōŜǊǎΣ ƴǳƳōŜǊǎ ŀǊŜ ǊŜŀƭƭȅ Ƨǳǎǘ ŀƴ ŀŘƧǳƴŎǘ 
ǘƻ Ƙƻǿ ǿŜ ŀǎǎŜǎǎ ǘƘŜƳΣ ǿŜ ƘŀǾŜ ǘƻ Ǿƛǎǳŀƭƭȅ ǎŜŜ ǘƘŜƳΧ ǎƻ ǘƘŜǊŜ ƛǎ ŀ ƭƻǘ ƻŦ ƴƻƴ-verbal, non-
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scientific assessment of a COPD patient, the way they breath, how difficult, you know, because 
it varies on a day to day basis and these guys develop a relationship and they would know this 
ƛǎ ŀ ǘǊǳŜ ŜȄŀŎŜǊōŀǘƛƻƴΣ ƛǘΩǎ ƴƻǘ ŀ ǘǊǳŜ ŜȄŀŎŜǊōŀǘƛƻƴΣ ƻƴƭȅ ǎǳǇǇƻǊǘŜŘ ōȅ ǘƘŜ ƴǳƳōŜǊǎΦΩ  tмΣ CƻŎǳs 
Group 1. 

As the above excerpt illustrates and from other respondentsô accounts, it was clear that 

developing therapeutic relationships or órelational continuityô (Haggerty et al. 2003) was 

central to their notion of providing ógood careô to patients.  This was in part identified 

through respondentsô accounts of the problems encountered when patients were treated 

outside their specialist teams, particularly in relation to the challenge of managing anxiety 

and breathlessness symptoms.  Respondents in both focus groups reported that 

clinicians, who were usually unfamiliar with the patient or their care, often set lower 

thresholds for admission to hospital and for treating patients for exacerbations. 

P5:  ΨōŜŎŀǳǎŜ ǿƘŜƴ ƻǘƘŜǊ ŀƎŜƴŎƛŜǎ ŀǊŜ ƛƴǾƻƭǾŜŘ ŀǘ ƘƻǎǇƛǘŀƭ ŀƴŘ ƘƻƳŜ ǿƘƻ ŘƻƴΩǘ ƪƴƻǿ 
ǘƘŜ ǇŀǘƛŜƴǘΣ ǘƘŜȅ ǿŀƴǘ ǎŜǘ ǇŀǊŀƳŜǘŜǊǎΧΩ 

P2:  Ψ¸ŜŀƘΦΩ 

P5:  ΨΧŀƴŘ ǿŜ ŎŀƴΩǘ ƎƛǾŜ ǘƘŜƳ ǘƘŀǘΣ ōŜŎŀǳǎŜ aƻƴŘŀȅ ƳƛƎƘǘ ōŜ ŘƛŦŦŜǊŜƴǘ ǘƻ ¢ǳŜǎŘŀȅΣ 
ōǳǘ ǿŜ ƪƴƻǿ ǘƘŜƳ ŀƴŘ ǿŜΩǊŜ ƘŀǇǇȅ ǿƛǘƘ ǘƘŜƳ ǘƻ ƭŜŀǾŜ ǘƘŜƳ ŀǘ ƘƻƳŜΣ ǿƘŜǊŜŀǎΣ ǘƘŜȅ ǿƻǳƭŘ 
admit them tƻ !ϧ9Σ ōǳǘ ǿŜ ǿƻǳƭŘƴΩǘΣ ǿŜΩŘ ƭŜŀǾŜ ǘƘŜƳ ŀǘ ƘƻƳŜ ŀƴŘ Ƨǳǎǘ ǎŜŜ ǘƘŜƳ ŀƎŀƛƴ ǘƘŜ 
Řŀȅ ŀŦǘŜǊ ƻǊ ǿƘŀǘŜǾŜǊ ǘƘŜȅ ƴŜŜŘŜŘΦΩ  CƻŎǳǎ DǊƻǳǇ мΦ 

Respondents believed this led to patients being more likely to receive inappropriate care.  

This led the majority of respondents to be critical of telehealth when they felt it focused 

reductively on biometric data monitoring, because this went against their values of what it 

meant to provide holistic care and reduced their ability to make autonomous decisions. 

Respondents delivering front line care were keen to present themselves as autonomous, 

advanced practitioners who had the skills and clinical judgement required to provide safe 

care for patients at home.  Respondents in more strategic roles were more likely to focus 

on the attitudes of health professionals when telehealth failed to be sustained in their 

areas of care practice.  These respondents discussed how nurses (including advanced 

practitioners) were generally reluctant to use telehealth in place of visiting patients at 

home because this required them to develop new ways of working and threatened their 

understanding of what it meant to provide safe care.  Informant Interview 4 suggested that 
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nurses preferred the familiarity and reassurance of being able to see the patient to assess 

their condition and telehealth took this away from them. 

Ψ.ǳǘ L ǘƘƛƴƪ ǘƘŀǘ ǿŀǎΦΦΦ ǘƘŀǘΩǎ ǉǳƛǘŜ ŀ ŎƘŀƴƎŜ ǿƛǘƘ ŎƻƳƳǳƴƛǘȅ ƳŀǘǊƻƴǎ ǘƻΣ ƪƛƴŘ ƻŦΣ ōŜ ǿƻǊƪƛƴƎ ƛƴ 
that way rather than necessarily having to, sort of, feel the reassurance of seeing somebody.  
And there is something about actually physically seeing somebody that can reassure you or not 
when you actually eyeball somebody [laughs] you, kind of, get an impression straightaway 
Řƻƴϥǘ ȅƻǳΚΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ пΣ tǊƛƳŀǊȅ /ŀǊŜ tǊŀŎǘƛǘƛƻƴŜǊ ǿƛǘƘ ŎƻƳƳƛssioning 
responsibilities. 

Informant Interview 7 reported a óŎƻƴǎǘŀƴǘ ōŀǘǘƭŜΩ to get nurses to use the telehealth 

technology with their patients.  This respondent felt most nurses would choose to not use 

telehealth in their patient care because it went against their idea of traditional nursingôs 

professional values of ócompassionate caringô and a more óhumanistic approachô towards 

patient care (Piil et al. 2012: p.330). 

ΨL ǘƘƛƴƪ ǘƘŜȅΩŘ ǎǘƻǇ ǳǎƛƴƎ ƛǘ ƛŦ ǘƘŜȅ ŎƻǳƭŘ ōŜŎŀǳǎŜ ƛǘΩǎ ǘƻ ǘƘŜƳ ŜŀǎƛŜǊ ǘƘŀƴ ƳŀƴŀƎƛƴƎ ǎƻmebody 
ǘƘǊƻǳƎƘΣ ǳƳΣ ǘŜŎƘƴƻƭƻƎȅΧ ǘƘŜȅ ǇǊŜŦŜǊ ǘƻ ǎƛǘ ǘƘŜǊŜ ŀƴŘ ǘŀƭƪ ǘƻ ȅƻǳ ŀƴŘ Řƻ ȅƻǳǊ ōƭƻƻŘ ǇǊŜǎǎǳǊŜ 
ŀƴŘ ōŜ ŀōƭŜ ǘƻ ǎŜŜ ƛǘ ŀƴŘΦΦΦ ǘƘŀǘΩǎ ǿƘŀǘ ŀ ƴǳǊǎŜ ŘƻŜǎ ŀ ƴǳǊǎƛƴƎ Ƨƻō ŦƻǊ L ǘƘƛƴƪΣ ȅƻǳ ƪƴƻǿ ώΧϐ LǘΩǎ 
ŎƘŀƴƎƛƴƎ ǘƘŜ ƳƛƴŘ ǎŜǘ ƛǎƴΩǘ ƛǘ ƻŦΧ ȅƻǳ ǿŜǊŜ ǘǊŀƛƴŜŘ ŀƭǿŀȅs to listen to the patient, to sit with 
ǘƘŜƳΣ ǘƻ ƴƻǘ ǊǳǎƘ ǘƘŜƳΣ ǘƻΦΦΦ ŀƴŘ ƴƻǿ ǿŜΩǊŜ ǎŀȅƛƴƎ ȅƻǳ Řƻƴϥǘ ŜǾŜƴ ƴŜŜŘ ǘƻ ǎƛǘ ǿƛǘƘ ǘƘŜƳΣ Ƨǳǎǘ 
Ǉǳǘ ǘƘƛǎ ǇƛŜŎŜ ƻŦ ŜǉǳƛǇƳŜƴǘ ƛƴΣ ƘŀǾŜ ŀ ƭƻƻƪ ŀǘ ƛǘΣ ǎŜŜ ǿƘŀǘ ƛǘ ǎŀȅǎΦ  LǘΩǎ ƘŀǊŘ ŦƻǊ ǇŜƻǇƭŜ ǘƻ ƳƻǾŜ 
ŦǊƻƳ ǘƘŜǊŜ ǘƻ ǘƘŜǊŜΦΩ  Informant Interview 7, Development Lead 

Informant Interview 4 also described how community matrons, whilst using telehealth, had 

increased their home visits because they were cautious about relying on remote data to 

assess patientsô conditions, as this was outside their usual way of working. 

Ψ/ŜǊǘŀƛƴƭȅ ƛƴ ǘƘŜ ŜŀǊƭȅ Řŀȅǎ ǘƘŜ ŎƻƳƳǳƴƛǘȅ ƳŀǘǊƻƴǎ ǿŜǊŜ ǎǇŜƴŘƛƴƎ ŀ ƭƻǘ ƻŦ ǘƛƳŜ ǊŜǎǇƻƴŘƛƴƎ ǘƻ 
alerts which might not necessarily have been any significance and setting appropriate 
parameters for patients was quite difficult and certainly there was a lot of caution about that in 
ǘƘŜ ŜŀǊƭȅ ŘŀȅǎΦ  !ƴŘ ǘƘŜǊŜ ǿŀǎ ŀ ƭƻǘ ƻŦ ǾƛǎƛǘƛƴƎ ƎƻƛƴƎ ƻƴΩΦ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ пΣ tǊƛƳŀǊȅ /ŀǊŜ 
Practitioner with commissioning responsibilities. 

As highlighted in the excerpt above, this respondent described that there was ócautionô 

from health professionals about setting appropriate parameters for patientsô biometric 

data.  This led to health professionals visiting patients at home as a precaution when they 

received abnormal results to ensure that everything was ok.  They expressed concern that 

receiving abnormal results and not acting upon them could be considered negligent.  

Moreover, some respondents in strategic roles reported that health professionals 

delivering frontline care had broader concerns of handing over care responsibilities to 

patients themselves.  This links to the tensions described above in section 5.3.3.1 as 



 161  

some respondents felt that, rather than technology itself leading to tensions over whether 

telehealth increased dependency, a wider problem existed in health professionalsô 

reluctance to hand over responsibility of care to patients and this impeded their ability to 

support patients to self-care. 

Ψ{ƻ ǘƘŜȅΩǊŜ ǾŜǊȅ ŀƴȄƛƻǳǎΧ ŀƴŘ ƛǘΩǎ ƴƻǘ ŀōƻǳǘ ǘƘŜ ƪƛǘΣ ǘƘŜȅΩǊŜ ŀƴȄƛƻǳǎ ŀōƻǳǘ ǎŜƭŦ-management 
ŀŎǘǳŀƭƭȅΦ  ¢ƘŀǘΩǎ ǿƘŀǘ L ƘŜŀǊΦ  !ƴŘ ŀƭǘƘƻǳƎƘ ǘƘŜȅ ǎŀȅ ǘƘŀǘ ǘƘŜȅ ǿŀƴǘ ǘƻ ǎǳǇǇƻǊǘ ǎŜƭŦ-
ƳŀƴŀƎŜƳŜƴǘΣ ǎƻƳŜ ƻŦ ǘƘƻǎŜ ŎƻƴǾŜǊǎŀǘƛƻƴ ǊŜŀƭƭȅ ŘŜƳƻƴǎǘǊŀǘŜ ǘƻ ƳŜ ǘƘŀǘΧ ǘƘŜȅΩǊŜ ǎǘƛƭƭ 
ǇǊŀŎǘƛǎƛƴƎ ǉǳƛǘŜ ǇŀǘŜǊƴŀƭƛǎǘƛŎŀƭƭȅΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ сΣ /ƭƛƴƛŎŀƭ /ŀǊŜ [Ŝad. 

However, it does not appear that health professionalsô attitudes were the only reason for 

reluctance to incorporate telehealth into their care practices.  One explanation for nursesô 

reported reluctance to engage with telehealth may be in the types of equipment that were 

being used.  In no areas where I recruited did the telehealth equipment enable a visual 

interface with patients through the use of video-link or skype type facilities. 

ΨL ǘƘƛƴƪ ǘƘŜȅΩŘ ōŜ ƳƻǊŜ ƭƛƪŜƭȅ ǘƻ ōƻƴŘ ƛŦ ǘƘŜȅΩǊŜ ŀōƭŜ ǘƻ ǎŜŜ ŜŀŎƘ ƻther, so that would be a 
ōŜƴŜŦƛǘ ƻŦ ǘƘŀǘΦ  !ǎ ƭƻƴƎ ŀǎ ȅƻǳΩǾŜ Ǝƻǘ ǘƘŜ ŎƻƴǘƛƴǳƛǘȅΦ  ¦ƳΣ ŀƴŘ ǘƘŜ ƻǘƘŜǊΧ ǘƘŀǘΩǎ ǘƘŜ ƻǘƘŜǊ 
advantage of the Skype type thing, is the healthcare professional might just notice if somebody 
looks a bit more breathless, or distressedΣ ƻǊ ǿƘŀǘŜǾŜǊΣ ȅƻǳ ƪƴƻǿΧ ǘƘŜΧ ǘƘŜ ōƻŘȅ ƭŀƴƎǳŀƎŜ ƻǊ 
the non-ǾŜǊōŀƭ ǎǘǳŦŦ ǘƘŀǘ ȅƻǳ ƎŜǘ ƴƻƴŜ ƻŦ ƻƴ ǘƘŜ ǘŜƭŜǇƘƻƴŜΦΩ  CƻŎǳǎ DǊƻǳǇ LƴǘŜǊǾƛŜǿ нΣ {ǇŜŎƛŀƭƛǎǘ 
Registrar. 

Within the sample, respondents who provided front line care felt that face to face 

interaction with patients was crucial to providing ógood careô because it enabled social 

connectedness.  Therefore, telehealth technologies which do not enable such visual 

interfaces can be seen to threaten respondentsô professional values. 

 The potential for telehealth  to undermine holistic self -5.4.2.
management  

Respondents described a changing care context in which patients are now encouraged to 

be more responsible for their health.  Empowering patients to understand their own bodies 

and educating them to recognise changes in their signs and symptoms to be able to 

determine the difference between having a óbad dayô and an exacerbation of COPD was 

considered an important part of their role. 

Some respondents expressed concern that home monitoring might lead to patientsô over 

reliance on objective biometric measures in place of listening to their own bodies; 

undermining patientsô ability to holistically survey their health status.  COPD specialists in 
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both focus groups described how they discouraged patients from buying home monitors 

(such as oxygen saturation monitors) because they had previous experience of some 

patients becoming ΨƻōǎŜǎǎŜŘ ǿƛǘƘ ƴǳƳōŜǊǎΩ (HP3, Focus Group 2).  They described instances 

of patients checking their oxygen saturation levels twenty times a day, or patients 

checking their oxygen saturation levels at inappropriate times such as immediately after 

exertion.  They asserted that patients often purchased monitors to provide them with a 

sense of reassurance; but, conversely, monitors provoked anxiety when patients did not 

have the medical knowledge to interpret their biomedical data in context.  This is 

illustrated by the following excerpt as a community matron explained how a patient 

became anxious after identifying changes to his usual BP reading. 

ΨΧ ŀ ƳŀƴΣ ƘŜ did his blood pressure, and he panicked because it was sort of, um, a little bit out 
ƻŦ Ƙƛǎ ƴƻǊƳŀƭ ǊŀƴƎŜΣ ŀƴŘ ƛǘ ǿŀǎ ŎƻƳǇƭŜǘŜƭȅ ǿƛǘƘƛƴ ŀ ƘŜŀƭǘƘȅ ǊŀƴƎŜΧ ōǳǘ ƘŜ ǇŀƴƛŎƪŜŘΦ  IŜ ŜƴŘŜŘ 
ǳǇ ǇƘƻƴƛƴƎ ǳǇΧ ŀƴŘ L ǎŀƛŘΣ άƛǘΩǎ ŀōǎƻƭǳǘŜƭȅ ŦƛƴŜέΧ {ƻ ȅƻǳ Řƻ ƘŀǾŜ ǘƻ Řƻ ǉǳƛǘŜ ŀ ƭƻǘ ƻŦΧ 
ŜŘǳŎŀǘƛƻƴΦ  LǘΩǎ ŀ ŘƛŦŦƛŎǳƭǘ ǘƘƛƴƎΣ ŎŀǳǎŜ L ŘƻƴΩǘ ōƭŀƳŜ ǇŜƻǇƭŜ ŦƻǊΣ ƭƛƪŜΣ ƳƻƴƛǘƻǊƛƴƎ ǘƘŜǎŜΧ ǘƘƛƴƎǎΧ 
LǘΩǎ ƧǳǎǘΣ ǎƻƳŜǘƛƳŜǎΣ ȅƻǳ Ƨǳǎǘ ƘŀǾŜ ǘƻ ǎƻǊǘ ƻŦ ƳŀƴŀƎŜ ǘƘŜƛǊ ŜȄǇŜŎǘŀǘƛƻƴǎ ŀƴŘ ǘƘŜƛǊ ŀƴȄƛŜǘƛŜǎ ŀ ōƛǘ 
ǊŜŀƭƭȅΣ ǿƛǘƘ ǘƘŀǘΦΦΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ рΣ Community Matron. 

Therefore, whilst respondents in front line care roles highlighted the importance of 

supporting patients to self-care, there was concern that telehealth which focused 

reductively on biometric monitoring could undermine, rather than empower, patients to 

holistically self-manage. 

 Integration of new care roles and shifting responsibilities 5.4.3.
for care  

Respondents highlighted how new care roles can lead to unintended implications for the 

workforce.  For example, some described how previous attempts to introduce telehealth 

led to fragmentation of care.  This was perceived to undermine their approach to care (i.e. 

holism and relational continuity) that they valued most. 

An illustrative example of this can be seen in respondentsô accounts in Focus Group 2.  

They described how telehealth implementation into routine care of patients with COPD 

had failed.  The telehealth service was introduced for routine daily monitoring of patientsô 

oxygen saturation levels, BP, pulse and temperature.  Patients had to input their data by a 

specific time during the day and this was assessed by non-clinical personnel at a hub, 
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who would contact the COPD specialists if patientsô biometric data breached agreed 

parameters.  Respondents felt that the biometric data was often taken out of context 

because it was reviewed by non-clinical personnel who had no understanding of the 

patientsô condition.  Respondents explained that they would receive óurgentô phone calls 

from non-clinical personnel to contact patients for slightly out of range BP measurements.  

This posed a problem for the COPD specialist nurses as they were unsure what actions 

they were expected to take.  Respondents were over burdened with data and were not 

confident in the credibility of the data. 

HP2:  ΨΧ ǿŜ ǿŜǊŜ always getting phone calls to say their heart rate was raised or their 
ōƭƻƻŘ ǇǊŜǎǎǳǊŜ ǿŀǎ ŀ ōƛǘ ƘƛƎƘΦ  9ǊƳΣ ȅƻǳ ƪƴƻǿΣ ŀƴŘ ǘƘŜƴ ƛǘΩǎΣ ǿƘŜǊŜ Řƻ ȅƻǳ ǘŀƪŜ ƛǘ ŦǊƻƳ ǘƘŜǊŜΚ  
LŦ ǘƘŜ ōƭƻƻŘ ǇǊŜǎǎǳǊŜ ƛǎ ƻǳǘ ƻŦ ǊŀƴƎŜΣ Dtǎ ǊŜŀƭƭȅ ƛǎƴΩǘ ƛƴǘŜǊŜǎǘŜŘ ώǎƭƛƎƘǘ ƭŀǳƎƘϐΣ ȅƻǳ ƪƴow, in that 
ƘŜ ŎŀƴΩǘ ōŜΣ ȅƻǳ ƪƴƻǿΣ ǎƻΧΩ 

HP1:  Ψ!ƴŘ ƛŦ ǘƘŜƛǊ ōƭƻƻŘ ǇǊŜǎǎǳǊŜ ƛǎ ƻƴƭȅ ƻǳǘ ƻŦ ǊŀƴƎŜΣ ȅƻǳ ƪƴƻǿΣ ƻƴŎŜΦΩ 

HP5:  ΨŜǾŜǊ ǎƻ ǎƭƛƎƘǘƭȅΣ ȅŜŀƘΦΩ 

HP1:  Ψ¸ƻǳ ƪƴƻǿ ǘƘŜ Dt ƛǎƴΩǘ ƎƻƛƴƎ ǘƻ ōŜ ƛƴǘŜǊŜǎǘŜŘΧōŜŎŀǳǎŜ ƛǘΩǎ ǘƻƻ ƳǳŎƘ ƛƴŦƻǊƳŀǘƛƻƴΧ 
What are you meant to dƻ ǿƛǘƘ ǘƘŀǘ ƛƴŦƻǊƳŀǘƛƻƴΚΩ  CƻŎǳǎ DǊƻǳǇ нΦ 

There was consensus amongst most respondents, in those who had experience of 

telehealth and those who did not, that if telehealth was to add any value to patientsô care it 

needed to be delegated to advanced practitioners who could interpret the data in context 

of the patientsô overall condition.  This was illustrated in accounts from respondents in one 

site who discussed how previous iterations of telehealth in their area had been 

predominantly run by non-clinical personnel. 

Ψ¢ƘŜ ǘŜƭŜƘŜŀƭǘƘ ŎŜƴǘǊŜ ǿŀǎƴϥǘ ǘƘŜƴ ƳŀƴƴŜŘ ōȅΧ ǿŜ ƴƻǿ ƪƴƻǿ ǘƻ ōŜ ǎǳƛǘŀōƭȅ ǉǳŀƭƛŦƛŜŘ ǎǘŀŦŦΦ  Lǘ 
was manned by healthcare assistants, and so the default position, if there were any alerts on 
the system, was always back to the primary carer, which would be the GP usually or the 
community matron... So they had no freedom to act and interrogate, um, and discuss and, sort 
ƻŦΣ ŀǎǎƛƳƛƭŀǘŜ ŀƴȅ ƻŦ ǘƘŜ ƛƴŦƻǊƳŀǘƛƻƴ ώΧϐ ώƴƻǿϐ ŀǘ ǘƘŜ ǾŜǊȅ ǘƻǇ ƻŦ ƛǘ ŀƭƭΣ ǿƘŀǘ ǿŜϥǾŜ Ǝƻǘ ƛǎ 
ŀŘǾŀƴŎŜŘ ƴǳǊǎŜ ǇǊŀŎǘƛǘƛƻƴŜǊǎΧ {ƻ ǿŜϥǾŜ Ǝƻt people with that level of knowledge and skills that 
ǘƘŜȅ Ŏŀƴ ŀŎǘǳŀƭƭȅΧ ǘƘŜƛǊ ŘŜŎƛǎƛƻƴ ƳŀƪƛƴƎ ƛǎ ǉǳƛǘŜ ŎƭŜŀǊΣ ǘƘŜȅ Řƻƴϥǘ ƘŀǾŜ ǘƻ ŘŜŦŀǳƭǘ ǘƻ ǘƘŜ Dt ƛƴ 
ŀƴȅ ǿŀȅ ƻǊ ŦƻǊƳΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ фΣ ¢ŜŎƘƴƻƭƻƎȅ /ŀǊŜ [ŜŀŘΦ 

The excerpt above highlights how, through experiential learning, they had changed the 

staff skill mix and now employed predominantly clinical staff, even in administrative roles, 

to run the telehealth hub.  This was felt to provide better patient care because advanced 
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nurse practitioners had the experience and expertise to provide the care required for 

patients who had complex needs. 

 Theme 3: Moving towards a patient -centred approach 5.5.
to telehealth implementation  

This theme explores respondentsô efforts to move towards developing a more patient-

centred approach to telehealth, in place of the technology centred discourse that 

dominated previous telehealth implementation attempts (as reported in theme 1 above). 

In keeping with the literature outlined in chapter 2, health professionals within the sample 

reported that their patient population was a diverse group and a potentially difficult group 

of patients to manage.  Health professionals covered wide geographical areas, caring for 

a diverse population in terms of socio-economic status, educational status, ethnicity and 

age.  For example, due to the types of services provided by these health professionals 

(where they are often tasked with caring for patients with highest needs) they described 

how most of their patients were older adults with complex issues; this involved caring for 

patients who had multiple morbidities, as well as social and psychological issues. 

ΨhǳǊ ǇŀǘƛŜƴǘǎ ŀǊŜ ŎƻƳǇƭŜȄΣ ǎƻ ǾŜǊȅ ƻŦǘŜƴ ǘƘŜ /ht5 ƛǎ ƻƴƭȅ ƻƴŜ ƻŦ ǘƘŜƛǊ ƳŜŘƛŎŀƭ ŎƻƴŘƛǘƛƻƴǎΦ  !ƴŘ 
there are, very often, additional social issues, psychological issues, all sorts of issues, you know, 
that make COPD harder to manage and that will vary enormously from patient to patient.  So, 
for example, a patient with mild COPD, who has given up smoking, and is otherwise perfectly 
well, just needing the odd flu jab, is easy to manage.  And there are other patients who are 
ŀŘƳƛǘǘŜŘ ǘƘǊŜŜΣ ŦƻǳǊΣ ŦƛǾŜ ǘƛƳŜǎ ǇŜǊ ȅŜŀǊΧ ŀƴŘ ǘƘŜȅΩǊŜ ƘŀǊŘŜǊ ǘƻ ƳŀƴŀƎŜΩΦ  CƻŎǳǎ DǊƻǳǇ 
Interview 2, Specialist Registrar. 

For health professionals who worked in specialist respiratory services, the majority of their 

time was spent caring for patients during acute exacerbation of COPD and these were 

often patients diagnosed with severe to very severe COPD.  They also cared for patients 

who were at the end of life and some areas used the Gold Standards Framework 5 (GSF) 

(Hansford and Meehan 2007). 

                                                           
5
 This is a model of care that was developed by a GP with an interest in palliative care in 2003 (Hansford and 

Meehan 2007).  The purpose of the GSF is to enable patients at the enŘ ƻŦ ƭƛŦŜ ǘƻ ǊŜŎŜƛǾŜ ΨƎƻƭŘ ǎǘŀƴŘŀǊŘΩ 
care regardless of their diagnosis.  The framework sets out a guide for identifying patients in need of 
palliative care; ŀǎǎŜǎǎƛƴƎ ǘƘŜƛǊ ƴŜŜŘǎ όƛƴŎƭǳŘƛƴƎ ǎȅƳǇǘƻƳ ŀƴŘ ǇŀǘƛŜƴǘǎΩ ǇǊŜŦŜǊŜƴŎŜǎύ ŀƴŘ ǇƭŀƴƴƛƴƎ ŀƴŘ Ŏƻ-
ordinating their care ; this includes liaising with other health professionals (Hansford and Meehan 2007). 
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Because of the diversity of the patients they cared for, respondents placed importance 

upon treating patients as individuals and not merely treating their disease.  They 

described how patients diagnosed with the same severity of COPD could have very 

different needs and require different management approaches.  Respondents suggested 

that hospital admissions could be for a combination of reasons, health and social care, 

depending upon individual circumstances. 

ΨLŦ ȅƻǳ ƘŀǾŜ ǘǿƻ ǇŜƻǇƭŜ ǿƛǘƘ ƛŘŜƴǘƛŎŀƭ /ht5 ŘŜǘŜǊƛƻǊŀǘƛƴƎΧ ƻƴŜ ƛǎΧ ŀ Ƴŀƴ ƭƛǾƛƴƎ ǿƛǘƘ ŀ ƘŜŀƭǘƘȅ 
ǿƛŦŜΣ ŀƴŘ ǘǿƻ ƎǊƻǿƴ ǳǇ ŎƘƛƭŘǊŜƴΣ ǿƘƻ Ŏŀƴ ƭƻƻƪ ŀŦǘŜǊ ƘƛƳΣ ŀƴŘ ƘŜ ŦŜŜƭǎ ǎŜŎǳǊŜ ŀƴŘ ǎŀŦŜΧ ƘŜ Ƴŀȅ 
ƴƻǘ ŎƻƳŜ ǘƻ ƘƻǎǇƛǘŀƭΦ  ¢ƘŜ ƻǘƘŜǊ ǇŜǊǎƻƴ Ƴŀȅ ōŜ Χ ƭƛǾing on their own, in difficult circumstances, 
ŀƴŘ ǘƘŜȅΩǊŜ ƳƻǊŜ ƭƛƪŜƭȅ ǘƻ ǘǳǊƴ ǳǇΣ L ǘƘƛƴƪΣ ƛƴ ǘƘŜ !ϧ9 ŘŜǇŀǊǘƳŜƴǘΣ ŀƭǘƘƻǳƎƘ ǘƘŜ ŜȄŀŎŜǊōŀǘƛƻƴ 
Ƴŀȅ ōŜ ǘƘŜ ǎŀƳŜΩ  CƻŎǳǎ DǊƻǳǇ ƛƴǘŜǊǾƛŜǿ нΦ 

There was a sense therefore that taking stock of the social and personal contexts of a 

patientôs life were crucial to inform the health professional ï patient relationship and that 

this enabled them to be able to organise appropriate care.  This had implications for whom 

they deemed telehealth to be suitable for. 

 Identifying th e correct cohort of patients  5.5.1.

Despite the emphasis on óself-managementô of LTCs in UK policy and it being part of 

health professionalsô roles to educate patients to manage their health better, respondents 

identified the difficulty they faced in terms of trying to involve patients with complex needs 

to engage in their own care and take responsibility for their health.  This was discussed in 

terms of, for example, the difficulty of encouraging patients to stop smoking, despite 

providing smoking cessation advice at every opportunity: 

HP1: ΨL ǘƘƛƴƪ ƛƴ ǘƘƛǎ ŀǊŜŀ ŀǎ ǿŜƭƭΣ ōŜŎŀǳǎŜ ƛǘΩǎΣ ōŜŎŀǳǎŜ ƛǘΩǎ ǉǳƛǘŜ ŀ ŘŜǇǊƛǾŜŘ ŀǊŜŀ ǘƘŜǊŜΩǎ 
ŀ ƭƻǘ ƻŦ ǇŜƻǇƭŜ ǿƛǘƘ /ht5Φ  !ƴŘ ǎƻ ǘƘŜȅΩƭƭ ǎŀȅΧ ȅƻǳ ƪƴƻǿΣ ΨƳȅ ƴŜƛƎƘōƻǳǊ Ƙŀǎ Ǝƻǘ /ht5 ŀƴŘ Ƴȅ 
ƳǳƳΩǎ Ǝƻǘ /ht5 ŀƴŘ Ƴȅ ǎƛǎǘŜǊΩǎ Ǝƻǘ /ht5ΩΦ  ¸ƻǳ ƪƴƻǿΣ ƭƛƪŜ ƛǘΩǎΧΩ 

HP5: ΨvǳƛǘŜ ǘƘŜ ƴƻǊƳΦΩ 

HP1: Ψ¸ŜŀƘΣ ŜȄŀŎǘƭȅΣ ǿƘŜƴΧ ŀƴŘ ǎƻ ƛǘ ƭŜǎǎŜƴǎΣ ƛǘ ƭŜǎǎŜƴǎ ǿƘŀǘ ȅƻǳΩǊŜ ǘǊȅƛƴƎ ǘƻ ǘŜƭƭ ǘƘŜƳΧ 
.ŜŎŀǳǎŜ ŜǾŜǊȅƻƴŜΩǎ Ǝƻǘ ƛǘΦΩ 

ώΧϐ 

HP2:  ΨǘƘŜ ǘƘƛƴƎ ǘƘŀǘ L ǘƘƛƴƪ ŀǎ ǿŜƭƭ ƛǎ ǘƘŜȅ ŦŜŜƭ ǘƘŀǘ ǘƘŀǘ ƛǎ ƴƻǊƳŀƭ ōŜƘŀǾƛƻǳǊΦ  ¢ƘŜȅΩǾŜ 
grƻǿƴ ǳǇ ǿƛǘƘ ǘƘŀǘΣ ŜǾŜǊȅƻƴŜ ǘƘŜȅ ƪƴƻǿ ǎƳƻƪŜǎΧ ŀƴŘ ǎƻ ƛǘΩǎ ƧǳǎǘΣ ȅƻǳ ƪƴƻǿΣ ǘƘŜȅ ŘƻƴΩǘ 
ŀǎǎƻŎƛŀǘŜ ƛǘΦ  ¢ƘŜȅΩǾŜ ǎŜŜƴ ǘƘŜƛǊ ǇŀǊŜƴǘǎ ǎƳƻƪŜ ŀƴŘΣ ȅƻǳ ƪƴƻǿΧ ƛǘΩǎ ƧǳǎǘΣ ȅƻǳ ƪƴƻǿΣ ǘƘŜǊŜ ŀǊŜ 
ƘƛƎƘ ǊŀǘŜǎ ǿƘƛŎƘ ŀǊŜ ƎƻƛƴƎ ǘƻ ŎƻƴǘƛƴǳŜΣ L ǘƘƛƴƪΦΩ 
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HP5: ΨL ǘƘƛƴƪ ƛǘΩǎ ŀ ƭƛǘǘƭŜ ōƛǘ ǳǇǎŜǘǘƛƴƎ ǘƘƻǳƎƘ ǿƘŜƴ ǘƘŜȅ Řƻ ŀŎǘǳŀƭƭȅ ǊŜŀƭƛǎŜ ōǳǘ ƛǘΩǎ Ƨǳǎǘ 
ǘƻƻ ƭŀǘŜΦΩ 

HP2: ΨLǘΩǎ ǘƻƻ ƭŀǘŜΦΩ 

HP4: Ψ¸ŜŀƘΣ ǘƘŜȅ ŀƭǿŀȅǎ ǊŜŀƭƛǎŜ ǾŜǊȅ ƭŀǘŜΦΩ 

HP5: Ψ¸ŜŀƘΣ ǾŜǊȅ ƭŀǘŜΦ  !ƴŘ ǘƘŜƴ ǘƘŜȅ ǿƛǎƘ ǘƘŜȅ ƘŀŘ ƭƛǎǘŜƴŜŘ ǘƻ ȅƻǳ ŀƴŘ ƛǘΩǎ ǎŀŘΦΩ  CƻŎǳǎ 
Group 2. 

Because of this, respondents in strategic/leaderships roles from two areas reflected that 

previous iterations of telehealth which targeted highly complex patients who required case 

management were the wrong cohort of patients to target.  These óvery high riskô patients 

were initially chosen because, as respondent Informant Interview 7 explained, the main 

focus of primary care is to reduce urgent care costs so interventions are often targeted at 

patients with the óhighest needsô. 

ΨǘƘƛǎ ƛǎ ŀƴƻǘƘŜǊ ŎƻƴǾŜǊǎŀǘƛƻƴ ǘƘŀǘ ǿŜΩǾŜ Ƨǳǎǘ ƘŀŘ ǊŜŀƭƭȅ ǊŜŎŜƴǘƭȅΧ ǿŜ ǘŜƴŘ ǘƻ ŦƻŎǳǎ ŀƴŘ L ŘƻƴΩǘ 
ǘƘƛƴƪ ƛǘΩǎ Ƨǳǎǘ ǳǎ ōǳǘ ǿŜ ǘŜƴŘΦΦΦ ƛŦ L ŘǊŜǿ ŀ ǇƛŎǘǳǊŜ ƻŦ ǇŀǘƛŜƴǘǎ ǘƘŀǘ ƘŀǾŜ Ǝƻǘ ǎŀȅ /ht5ΦΦΦ ŀƴŘ 
ȅƻǳΩǾŜ Ǝƻǘ ǘƘŜǎŜ ǇŀǘƛŜƴǘǎ ƘŜǊŜ ǘƘŀǘ ƘŀǾŜ Ƨǳǎǘ ōŜŜƴ ŘƛŀƎƴƻǎŜŘ ŀƴŘ ŀǊŜ ƴƻǘ ǊŜŀƭƭȅ ƘŜŀǾȅ ǳǎŜǊǎ ƻŦ 
the service ŀƴŘΧ ǘƘŜȅ ǎƭƻǿƭȅ ƳƻǾŜ ǘƘǊƻǳƎƘΧ ŀƴŘ ǎǘŀǊǘ ǘƻ ǳǎŜ ǘƘŜ Dt ǉǳƛǘŜ ŀ ƭƻǘ ƳƻǊŜ ƘŜǊŜ ŀƴŘ 
ǘƘŜƴ ȅƻǳΩǾŜ Ǝƻǘ ώǇŀǘƛŜƴǘǎϐ ǘƘŀǘ ŀǊŜ ŀƭǿŀȅǎ ƛƴ ŀƴŘ ƻǳǘ ƻŦ ƘƻǎǇƛǘŀƭΦ  !ƴŘ ǿŜ ǎŜŜƳ ǘƻ ōŜ ǿƻǊƪƛƴƎ 
ǿƛǘƘ ǘƘŜ ŀƭǿŀȅǎ ƛƴ ŀƴŘ ƻǳǘ ƻŦ ƘƻǎǇƛǘŀƭΧ .ŜŎŀǳǎŜ ǘƘŀǘΩǎ ǿƘŀǘ ǿŜΩǊŜ ǘŀǎƪŜŘ ǿƛǘƘ ƛǎƴΩǘ ƛǘΣ ƘƻǎǇƛǘŀƭ 
ŀŘƳƛǎǎƛƻƴ ŀǾƻƛŘŀƴŎŜΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ тΣ 5ŜǾŜƭƻǇƳŜƴǘ [ŜŀŘΦ 

However, respondentsô reflected that these had been the wrong patients to target because 

patients with the highest level of care needs were often very complex patients, with 

multiple co-morbidities.  There was a consensus that using telehealth in this cohort of 

patients had not led to a meaningful reduction in their level of care needs and hence had 

not led to the efficiency savings required. 

Ψ¢ƘŜ ǿŀȅ L ǘƘƛƴƪ ŀōƻǳǘ ƛǘ ƛǎ ƛƴ ǘŜǊƳǎΦΦΦ ƻŦ ǇŜƻǇƭŜ ǿƘƻ ŀǊŜ ŀǘ ǘƘŜ ƘƛƎƘŜǎǘ ƭŜǾŜƭ ƻŦ ƴŜŜŘ ǘƘŜȅΩǾŜ 
ƻŦǘŜƴ Ǝƻǘ ŎƻƳƻǊōƛŘƛǘƛŜǎΣ ǘƘŜȅΩǊŜ ǉǳƛǘŜ ŎƻƳǇƭŜȄ ǇŀǘƛŜƴǘǎ ŀƴȅǿŀȅΦΦΦ ŀƴŘ ǎƻƳŜ ƻŦ ǘƘŜƳ ŀǊŜ Ƨǳǎǘ 
ǳǎŜŘ ǘƻ ǘƘƛƴƪƛƴƎ ŀŎǘǳŀƭƭȅ LΩƳΦΦΦ ǘƘŜ ǎŀŦŜǎǘ ǇƭŀŎŜ ŦƻǊ ƳŜ ǘƻ ōŜ ƛǎ ƛƴ ƘƻǎǇƛǘŀƭ ǿƘŜƴ LΩƳ ƴƻǘ ǿŜƭƭ ŀƴŘ 
that ƪƛƴŘ ƻŦ ǇŀǘǘŜǊƴ ƛǎ ǉǳƛǘŜ ŘƛŦŦƛŎǳƭǘ ǘƻ ōǊŜŀƪΦΦΦ ǿŜ ǿŜǊŜƴΩǘ ŀǘ ǘƘŜ ǎǘŀƎŜ ƛƴ ǘƘŜ ŘƛǎŜŀǎŜ ǘǊŀƧŜŎǘƻǊȅ 
ǊŜŀƭƭȅ L ƎǳŜǎǎ ǘƻ ōŜ ŀōƭŜ ǘƻ ƳŀƪŜ ŀ ǊŜŀƭ ŘƛŦŦŜǊŜƴŎŜΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ пΣ tǊƛƳŀǊȅ /ŀǊŜ 
Practitioner with commissioning responsibilities. 

Using telehealth with complex patients had not brought about efficiency savings and  

respondents in more strategic roles did not consider the extra benefits (such as greater 

health care support enabling patients to lead a more independent life, as reported in 

section 5.3.3.1) to be sufficiently beneficial to consider their use in this cohort of patients.  

However, as will be reported in chapter 6, patients with the most complex needs were the 
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ones who reported the greatest felt need for telehealth.  Instead, health professional 

respondents reported how their approach had changed to use telehealth in less complex 

patients, such as those who require ódisease managementô or ósupported self-careô (see 

figure 1, in chapter 2). 

Ψ²Ŝ ƘŀǾŜ ŀ ŦƻǊǳƳ ŜǾŜǊȅ ŦƻǳǊ ǿŜŜƪǎ ŀƴŘ ƻƴ Ƴȅ ŀƎŜƴŘŀΧ L want us to look at now a different set 
of patients, a different point in their disease.  So [community matrons] have the meetings with 
ǘƘŜ DtǎΣ ǘƘŜȅ ƘŀǾŜ ǘƘŜ ǎƛǘ Řƻǿƴ ƳǳƭǘƛŘƛǎŎƛǇƭƛƴŀǊȅ ƳŜŜǘƛƴƎǎ ŀƴŘ ǘƘŀǘΩǎ ǿƘŜǊŜ ǘƘŜȅΩǊŜ ƎƻƛƴƎ ǘƻ 
have to sort of start saying ǘƻ ǘƘŜ Dt ΦΦΦέLΩƳ ƎŜǘǘƛƴƎ ŀƭƭ ǘƘƻǎŜ ǘƘŀǘ ŀǊŜ ƘŜŀǾȅ ǳǎŜǊǎ L Ŏŀƴ ǎƻǊǘ 
ǘƘŜƳ ōǳǘ ǿƘƻΩǎ ƴƻǘ ŀǘ ǘƘŀǘ ƘŜŀǾȅ ǳǎŜǊ Ǉƻƛƴǘ ȅŜǘ ōǳǘ ƛǎ ƴƻǘ ǊŜŀƭƭȅ ŀǘ ǘƘŜ ƭƻǿ ŜƴŘΚέ  ²ŜΩǾŜ Ǝƻǘ ǘƻ 
ǎǘŀǊǘ ƳƻǾƛƴƎ ƛǘ ōŀŎƪǿŀǊŘǎΧ .ŜŎŀǳǎŜ ǿƘŀǘ ǿŜΩǊŜ ǘǊȅƛƴƎ ǘƻ Řƻ ƴƻǿ ƛǎ ǘŜŀŎƘ ǘƘŜǎŜ ǇŜƻǇƭŜ ǿƘƻ 
aǊŜ ǊŜŀƭƭȅ ƭƛǘǘƭŜ ōƛǘ ǘƻƻ ǇƻƻǊƭȅΧ ǘƻ ǘŜŀŎƘΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ тΣ 5ŜǾŜƭƻǇƳŜƴǘ [ŜŀŘΦ 

As the excerpt above describes, respondents felt that using telehealth in the care of these 

patients would be more likely to lead to improved self-care through patientsô improved 

understanding of their disease.  However, as will be reported in chapter 6, this is in 

contrast to the views of people with COPD  as, in general, such patients reported no felt 

need for telehealth. 

In addition, the majority of health professionals providing front line care did not consider 

telehealth to be a useful addition in the care of patients experiencing acute exacerbation 

of their condition.  For example, community matrons reported that they tended to use 

telehealth in patients whom they considered less óhigh riskô, with Informant Interview 4 (a 

telehealth champion) stating that telehealth was only considered in óstableô patients.  Most 

respondents did not feel that telehealth could replace a home visit in times of acute 

distress and felt that there could be no substitute for physically assessing patients.  In the 

main, this was because respondents felt that current models of telehealth did not have the 

sophistication to provide the holistic assessment required at times of acute illness in 

patients with complex conditions. 

ΨL ŘƻƴΩǘ ǘƘƛƴƪ L ŎƻǳƭŘ ƎŜǘ ǘƘŀǘ ƭŜǾŜƭ ƻŦΧ ƻŦ ŘŜǘŀƛƭΣ ǘƘǊƻǳƎƘ ǘŜƭŜƘŜŀƭǘƘΣ ŀƴŘ L ǿƻǳƭŘƴΩǘ ŦŜŜƭ 
ŎƻƳŦƻǊǘŀōƭŜ ǿƛǘƘ ǊŜƭȅƛƴƎ ƻƴ ǘƘŀǘ ŦƻǊ ǘƘŀǘΦ  L ǿƻǳƭŘ ǿŀƴǘ ǘƻΧ ǉǳƛǘŜ ƻŦǘŜƴ ƛŦ ǎƻƳŜƻƴŜ ƛǎ ƘŀǾƛƴƎ ŀƴ 
ŀŎǳǘŜ ŜȄŀŎŜǊōŀǘƛƻƴΣ ǎƻ LΩŘ ƎŜǘ ǘƘŜƳ ǘƻ ǎǘŀǊǘ ǘŀƪƛƴƎ ǘƘŜƛǊ ǊŜǎŎǳŜ ƳŜŘǎΣ ǘƘŜƴ LΩŘ ǿŀƴǘ ǘƻ ƪƴƻǿΣ 
ŀōƻǳǘ ǘƘǊŜŜ Řŀȅǎ ƭŀǘŜǊΣ ǿƘŜǘƘŜǊ ƻǊ ƴƻǘ ǘƘŜȅΩǊŜ ŀŎǘǳŀƭƭȅ ƎŜǘǘƛƴƎ ōŜǘǘŜǊΣ ŎŀǳǎŜ ƛŦ ǘƘŜȅΩǊŜ ƴƻǘ L 
have to change whatever the treatment is, and that would need me to make that judgement 
ǊŜŀƭƭȅΣ L ŘƻƴΩǘ ǘƘƛƴƪ ǘŜƭŜƘŜŀƭǘƘ Ƙŀǎ Ǝƻǘ ǘƘŀǘ ŀōƛƭƛǘȅ ŀǘ ŀƭƭΦ  !ƴŘ L ǿƻǳƭŘƴΩǘ ǿŀƴǘ ǘƘŀǘΦΩ  LƴŦƻǊƳŀƴǘ 
Interview 5, Community Matron. 

In Focus Group 2, respondent HP2 reported that following their experience of using telehealth 

with little success in routine monitoring of patientsô COPD, they had briefly considered 
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using it with patients during the acute phase of their illness but the idea had gone no 

further.  This created discussion within the group about whether telehealth could add 

value to patientsô care and all reported that they could not see a place for using telehealth 

within their service. 

HP1:  Ψ¸ŜŀƘΣ L ƳŜŀƴ L ǎǳǇǇƻǎŜ ƭƛƪŜ ŦƻǊ ǎŀȅ ŘƛŀōŜǘƛŎǎ ƻǊ ǎƻƳŜǘƘƛƴƎΧΩ 

HP3:  Ψ¢ƘŀǘΩǎ ǿƘŀǘ L ǿŀǎ ǘƘƛƴƪƛƴƎΦΩ 

HP1:  Ψ¸ƻǳ ŎƻǳƭŘ ŎƘŜŎƪ ǘƘŜƛǊ ōƭƻƻŘ ǎǳƎŀǊ ŀǘ ƘƻƳŜ ǊŜƳƻǘŜƭȅΣ ȅƻǳ ŎƻǳƭŘ ǊƛƴƎ a diabetes 
nurse, they could say, titrate your insulin.  You know, that seems like a perfectly reasonable 
ǿŀȅ ǘƻ ǳǘƛƭƛǎŜ ƘƻƳŜ ǎŜǊǾƛŎŜǎ ŀƴŘ ƪŜŜǇ ǘƘŜ ǇŀǘƛŜƴǘǎ ƳƻǊŜ ƛƴŘŜǇŜƴŘŜƴǘΧ L ǎǳǇǇƻǎŜ ǘƘŀǘΩǎ ŀ ƎƻƻŘ 
way of empowering a patient to be active in their own healthcare.  But I think, you know, our 
patients, by the time they feel they need that kind of monitoring, or we feel they need that kind 
ƻŦ ƳƻƴƛǘƻǊƛƴƎΣ ǘƘŜȅ Ƨǳǎǘ ƴŜŜŘ ƳƻǊŜ ƛƴǘŜƴǎƛǾŜ ƛƴǇǳǘ ǊŜŀƭƭȅΦ  L ŘƻƴΩǘ ǘƘƛƴƪ ȅƻǳ Ŏŀƴ ƎŜǘ ŀǿŀȅ ŦǊƻƳ 
ǘƘŜΣ ȅƻǳ ƪƴƻǿΧΩ 

HP5:  ΨtƘȅǎƛŎŀƭƭȅ ǾƛǎƛǘƛƴƎ ŀ ǇŀǘƛŜƴǘΦΩ  CƻŎǳǎ DǊƻǳǇ нΦ 

Part of their reluctance was due to their satisfaction with their current working practices; 

for example, they described how they were a well-staffed service and able to visit patients 

on the same day of contact.  They also felt that had a good rapport with other members of 

the multidisciplinary team.  There did not appear to be any organisational pressure on 

them as a service to change the way they currently provided care (the remit of their 

service was to provide home care to patients during acute exacerbation of COPD to 

reduce hospital admissions).  Whilst they acknowledged that there was a place for 

telehealth in the care of some patients, they believed that their patients required more 

intensive input than could be provided through current iterations of telehealth technology. 

 Perceived need for personalising and tailoring telehealth  5.5.2.

In understanding what types of patients were suitable for current models of telehealth 

care, respondents discussed a need for more than one type of telehealth solution.  

Previously, all areas had used what was termed óheavy touchô (Informant Interview 6) 

technologies, which (as described in chapter 1) referred to telehealth that provided fully 

monitored solutions.  Respondents described how, because previous attempts to sustain 

telehealth into care practices had failed, some organisations were now starting to think 

more strategically about technology implementation.  Respondents reported that they 

wanted to move towards more tailored solutions.  This had led some organisations to start 
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to develop written technology strategy proposals which were a move away from the 

opportunistic approach that had impeded implementation of telehealth in the past. 

ΨǿŜ ƴƻǿ ŀŎǘǳŀƭƭȅ ƭƻƻƪƛƴƎ ŀǘΧ ŀƴ ŀǎǎƛǎted technology strategy.  So one of the... [respiratory] 
ƳŀƴŀƎŜǊǎ Χ ƛǎ ƭƻƻƪƛƴƎ ŀǘ ŀ ōǊƻŀŘŜǊ ŀǎǎƛǎǘŜŘ ǘŜŎƘƴƻƭƻƎȅ ǎǘǊŀǘŜƎȅΧ !ƴŘ Ƙƻǿ ǿŜ ŎƻǳƭŘ ƘŀǾŜ ŀ 
ǊŀƴƎŜ ƻŦ ƻǇǘƛƻƴǎ ŀǾŀƛƭŀōƭŜ ŦƻǊ ǇŜƻǇƭŜΣ ǎƻ ȅƻǳΩǊŜ ǇƛŎƪƛƴƎ ŦǊƻƳ ŀ ǊŀƴƎŜ ƻŦ ŘƛŦŦŜǊŜƴǘ ǘƘƛƴƎǎΧ{ƻ 
instead of saying ǿŜΩǾŜ Ǝƻǘ ǘƘƛǎ ǘŜƭŜƘŜŀƭǘƘ ƪƛǘ ǿƘƻΩǎ ǘƘŜ ǇŀǘƛŜƴǘ ǘƘŀǘ ǿƻǳƭŘ ōŜƴŜŦƛǘ ŦǊƻƳ ƛǘΚ  Χ 
{ƻ ƛǘΩǎ ƳƻǊŜ ŀōƻǳǘ ǎŀȅƛƴƎ ǿƘŀǘ ŘƻŜǎ ǘƘŜ ǇŀǘƛŜƴǘ ƴŜŜŘ ǊŀǘƘŜǊ ǘƘŀƴ ǿƘŀǘ Ŏŀƴ ǿŜ Řƻ ǿƛǘƘ ǘƘƛǎ 
ƪƛǘΚΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ пΣ tǊƛƳŀǊȅ /ŀǊŜ tǊŀŎǘƛǘƛƻƴŜǊ ǿƛǘƘ ŎƻƳƳƛǎǎƛƻƴƛƴƎ ǊŜǎǇƻƴǎƛōƛƭities. 

In one area, this more tailored approach would enable health professionals (such as 

community matrons) to keep technologies in their car and install the equipment in patientsô 

homes as and when required.  Therefore, there was an emphasis on clinicians identifying 

the needs of patients first and then, if deemed clinically useful, installing technologies to 

suit patientsô needs. 

ΨLΩǾŜ ƘŜŀǊŘ ǘƘŀǘ ƴƻǿ ǿŜΩǊŜΧǿŜΩǊŜ ōǊƛƴƎƛƴƎ ƻǳǘΣ ǘƘŜǊŜΩǎ ƎƻƛƴƎ ǘƻ ōŜ ŀ ƴŜǿ ǿŀȅ ƻŦ ǳǎƛƴƎ ŀ 
ǎȅǎǘŜƳΧ ǎƘŜ Ŏŀƭƭǎ ǘƘŜƳ IŀǇǇȅ aŜŀƭ ōƻȄŜǎΧ ǎƻ ǿŜ ƘŀǾŜ ŀ ōƻȄ ƻŦ ŜǉǳƛǇƳŜƴǘ ǘƘŀǘ ǿŜ Ŏŀƴ ƘŀǾŜ 
ƛƴ ƻǳǊ ŎŀǊǎΧ ǎƻ ǘƘŀǘ ǿƘŜƴ ǿŜΩǊŜ ǿƛǘƘ ŀ ǇŀǘƛŜƴǘΣ ŀƴŘ ǿŜ ǘƘƛƴƪΧ ǘƘƛǎ ƳƛƎƘǘ ōŜ ǊŜŀƭƭȅ ǳǎŜŦǳƭΣ ǿŜ 
Ŏŀƴ ŀŎǘǳŀƭƭȅ Ǝƻ ŀƴŘ ƎŜǘ ƛǘ ŀƴŘ ƎƛǾŜ ƛǘ ǘƻ ǘƘŜƳΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ рΣ /ƻƳƳǳƴƛǘȅ aŀǘǊƻƴΦ 

Therefore, there was evidence throughout the data that organisations were consciously 

trying to move away from the technology centred approach that had once been dominant. 

Ψ/ŀǳǎŜ L ǘƘƛƴƪ ƛǘΩǎ ŀōƻǳǘ ǳǎƛƴƎ ǘŜŎƘƴƻƭƻƎȅ ŀǎ ŀƴ ŜƴŀōƭŜǊ ŦƻǊ ǎƻƳŜǘƘƛƴƎΦ  !ƴŘ ǿƘŀǘ ǘƘŜ 
something is depenŘǎ ƻƴ Χ ǿƘŀǘ ȅƻǳǊ ǇƻǘŜƴǘƛŀƭ ƛǎΧ Lǘ Ƴŀȅ ōŜ ŀōƻǳǘ ƳƻƴƛǘƻǊŜŘ ǎƻƭǳǘƛƻƴǎΦ  Lǘ 
Ƴŀȅ ōŜ ŀōƻǳǘ Ǿƛǘŀƭ ǎƛƎƴǎΦ  Lǘ Ƴŀȅ ōŜ ŀōƻǳǘ ƳƻǾŜƳŜƴǘΦ  Lǘ Ƴŀȅ ōŜ ŀōƻǳǘΧ ǿŜƭƭōŜƛƴƎΧ ²ŜΩǊŜ 
talking about redesigning care and how technology fits with that piece rather than how 
technoloƎȅ ŘǊƛǾŜǎ ǎƻƳŜǘƘƛƴƎ ŘƛŦŦŜǊŜƴǘΦ  ¢ƘŀǘΩǎ ǇƻǿŜǊŦǳƭ ǘƻ ƳŜΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ сΣ /ƭƛƴƛŎŀƭ 
Care Lead. 

Despite efforts to moving towards personalising technology to patientsô needs, there were 

examples throughout the data of sites still being stuck in a phase of ótechnology centredô 

implementation.  This was evident in the data gathered at NHS site 6, whereby two 

respondents gave contradictory perspectives on a technology intervention which aimed to 

merge health and social care.  In line with recent UK policy initiatives, their NHS trust was 

in the process of developing a strategy around coordinating care for patients with health 

and social care needs.  Informant Interview 6 discussed how an area within the trust had 

identified a ótechnology solutionô that brought together telehealth and telecare 

technologies and would thus enable them to provide ójoined up careô.  The ótechnology 

solutionô was framed as a ówin-winô option as it would provide holistic, patient centred care 
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whilst also enabling the opportunity for the organisations to ówork differently and work 

differently togetherô to provide efficiency savings.  This ótechnology solutionô was viewed 

as a positive step towards accomplishing their strategic goal of joining up health and 

social care, particularly because it had óhigh levelô strategic buy in from both the health 

care trust and the local authority (who provided social care): 

ΨLƳǇƻǊǘŀƴǘƭȅ ώǘƘŜȅΩǾŜϐ Ǝƻǘ ǎǘǊŀǘŜƎƛŎ ōǳȅ-in from both organisations and at a strategic level 
ǘƘŜȅΩǾŜ Ǝƻǘ ƛƴŘƛǾƛŘǳŀƭǎ ǿƘƻ ōŜƭƛŜǾŜ that this is the right thing to do, [they have] a joint 
ǇŀǊǘƴŜǊǎƘƛǇ ǿƻǊƪƛƴƎ ƎǊƻǳǇ ǘƘŀǘΧ ƘŀǾŜ Ǝƻǘ ǾŜǊȅ ǎŜƴƛƻǊ ŘƛǊŜŎǘƻǊ ƭŜǾŜƭ ŀǘǘŜƴŘŀƴŎŜΧ ǘƘŜȅΩǾŜ Ǝƻǘ ŀ 
ƭƻǘ ƻŦΧ ŎǊƛǘƛŎŀƭ ǎǳŎŎŜǎǎ ŦŀŎǘƻǊǎ ǘƻ ōŜ ŀōƭŜ ǘƻ ǘŀƪŜ ǘƘƛǎ ŦƻǊǿŀǊŘΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ сΣ /ƭƛƴƛŎŀƭ 
Care Lead. 

A different perspective was given by Informant Interview 7, who was one of the health 

professionals on the front line tasked with putting this ótechnology solutionô into practice.  

Although initially positive at the prospect of merging patientsô health and social care needs 

through this ótechnology solutionô, finding patients who required both telehealth and 

telecare technologies to support their care had proved difficult.  It was reported that 

patients who were using telecare technologies often had memory problems and were 

deemed unsuitable for monitoring their own condition.  Rather than abandon the 

opportunity to use the technology, Informant Interview 7 instead began to search for a 

new cohort of patients on which to try out this new technology. 

Ψ{ƻ ǿƘŀǘ ǿŜΩŘ ǘƘƻǳƎƘǘ ǿŜΩŘ ƭƻƻƪ ŀǘ ƴƻǿ ƛǎ ǎǘǊƻƪŜ ǇŀǘƛŜƴǘǎ ōŜŎŀǳǎŜΣ ǿŜΩǾŜ ƎƻǘΧ ŜŀǊƭȅ ŘƛǎŎƘŀǊƎŜ 
ǎǘǊƻƪŜ ǘŜŀƳΦΦΦ LΩǾŜ ƴƻǘ Ǝƻǘ ŀƴȅōƻŘȅ ȅŜǘ ōŜŎŀǳǎŜ ȅƻǳ ƴŜŜŘ ǘƘŜ ǊƛƎƘǘ ǇŀǘƛŜƴǘǎΦ  {ƻ LΩƳ ǿŀƛǘƛƴƎ 
ƴƻǿ ŦƻǊ ǘƘŜ ǎǘǊƻƪŜ ǘŜŀƳ ǘƻ ŎƻƳŜ ōŀŎƪ ǘƻ ǳǎΦΦΦ ōŜŎŀǳǎŜ ǿŜΩǾŜ Ǝƻǘ ǘƘŜǎŜ ǘwo kits that are on loan 
ǘƻ ǳǎ ŦǊƻƳ ǘƘŜ ŎƻƳǇŀƴȅ ǘƻ Řƻ ŀ ōƛǘ ƻŦ ŀ ǘǊƛŀƭ ǘƻ ǎŜŜ Ƙƻǿ ƛǘ ǿƻǳƭŘ ǿƻǊƪΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ тΣ 
Development Lead. 

This example highlights how despite best efforts at a strategic level to move technology to 

be more ópatient centredô, some areas were still struggling to move away from a 

ótechnology centredô approach when introducing technology into front line care. 

The move towards a more personalised approach to telehealth included transitioning 

patients from fully monitored solutions to more ólight touchô solutions, whereby instead of 

being contacted by health care professionals immediately when abnormal results are 

identified, the onus is on the patient to take action for their chronic condition when 

worsening symptoms or biometric signs are outside of normal parameters.  In four out of 

the six areas, respondents described their intention to introduce óFlorenceô Simple 
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Telehealth (Flo) into patientsô care.  As described in chapter 1, Flo is proposed as a way 

to increase self-management through allowing patients to self-report their conditions using 

an interactive text based system (utilising patientsô own mobiles) (Cund et al. 2015).  

Respondents described Flo as a way to move away from a medical, paternalistic model of 

health care because it enabled the patient to take responsibility for their own health. 

Q:  Ψȅƻǳ ǎŀƛŘ Χ Cƭƻ ǎŜŜƳǎ ǘƻ ōŜ ƳƻǾƛƴƎ ŀǿŀȅ ŦǊƻƳΧ ǘƘŜ ƳŜŘƛŎŀƭ ƳƻŘŜƭΚΩ 

A: Ψ¸ŜǎΣ ƛǘ ǎŜŜƳǎ ǘƻ ōŜ ŀ ōƛǘ ƳƻǊŜΧ ŀ ōƛǘ ƳƻǊŜΧ L ƳŜŀƴ ƛǘΩǎ ƴƻǘ ƘǳƳŀƴΧ ōǳǘΧ L ŦŜŜƭ 
ƭƛƪŜ ƛǘΩǎ ƳƻǾŜŘ ƳƻǊŜ ƛƴǘƻ ǿƘŀǘ ƻǳǊ ƴƻǊƳ ƛǎ ǿƛǘƘΣ ƭƛƪŜΣ ǘŜȄǘƛƴƎ ŀƴŘ ǘƘƛƴƎǎ Χ LǘΩǎ ŀ ōƛǘ ƳƻǊŜ ƭƛƪŜΧŀ 
ŦǊƛŜƴŘƭȅ ǇŜǊǎƻƴ ǿƘƻΩǎ ŀ ōƛǘ ƳŜŘƛŎŀƭ ŎƻƴǘŀŎǘƛƴƎ ȅƻǳΣ ŀǎ ƻǇǇƻǎŜŘ ǘƻ ΧƧǳǎǘ ƻƴ ŀ ǇǳǊŜ ƳŜŘƛŎŀƭ 
ōŀǎŜŘ ǘƘƛƴƎΣ L ŘƻƴΩǘ ǘƘƛƴƪ ǘƘŀǘΩǎ ƴŜŎŜǎǎŀǊƛƭȅ ǿƘŀǘΩǎ ŀƭǿŀȅǎ ŀǇǇǊƻǇǊƛŀǘŜ ŦƻǊ ǇŜƻǇƭŜ ǊŜŀƭƭȅΧ L Řƻ 
ǘƘƛƴƪ ƛǘ ǎƘƻǳƭŘ ōŜ ƎƻƛƴƎ ƳƻǊŜ ǘƘŀƴ ǿŀȅ ǊŜŀƭƭȅΧ ǘƘŀƴ Ƨǳǎǘ ǇǳǊŜƭȅΣ άƭŜǘΩǎ ƘŀǾŜ ȅƻǳǊ ƻōǎŜǊǾŀǘƛƻƴǎΣ 
ǘŀƪŜ ȅƻǳǊ ƳŜŘƛŎŀǘƛƻƴέΧ L Řƻ ǘƘƛƴƪ ȅƻǳ Řƻ ƘŀǾŜ ǘƻ ǘƘŜƴ Ǉŀǎǎ ǘƘŀǘ ōŀŎƪ ǘƻ ǘƘŜ ƛƴŘƛǾƛŘǳŀƭΣ ǎƻ 
ȅƻǳΩǊŜ ƎƻƛƴƎ ǘƻ ƘŀǾŜ ǘƻ ǘŀƪŜ ώǘŜƭŜƘŜŀƭǘƘϐ ƻǳǘ ŀǘ ǎƻƳŜ Ǉƻƛƴǘ ŀƴȅǿŀȅΧ they need to be able to do 
ƛǘ ǘƘŜƳǎŜƭǾŜǎΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ рΣ /ƻƳƳǳƴƛǘȅ aŀǘǊƻƴΦ 

Flo was proposed as a step down for patients who had previously used fully monitored 

telehealth solutions and in the care of patients who were assessed as not requiring fully 

monitored telehealth but whom might benefit from some input to increase their self-care 

skills.  However, in at least two areas, it was difficult to understand how introducing Flo 

would change care practices.  Both areas still proposed to contact patients when their 

data breeched agreed parameters. 

Ψ¢ƘŜ ǊŜǎǇƻƴǎƛōƛƭƛǘȅ ƛǎ ŦƻǊ ǘƘŜƳ ǘƻ ǊƛƴƎ ǊŀǘƘŜǊ ǘƘŀƴ ǳǎΧ ōǳǘ ǘƘŜƴ ǿŜ ǿƻǳƭŘΤ ƛŦ ǿŜ Řƻ ƴƻǘƛŎŜ ǘƘŀǘ 
ǘƘŜȅ ǿŜǊŜ ŀƭŜǊǘƛƴƎ ǘƘŜƴ ǿŜ ǿƻǳƭŘ ǊƛƴƎ ǘƘŜƳΦΩ  LƴŦƻǊƳŀƴǘ LƴǘŜǊǾƛŜǿ нΣ wŜǎǇƛǊŀǘƻǊȅ {ǇŜŎƛŀƭƛǎǘ 
Nurse. 

This again highlights the tension between respondents at a strategic level emphasising 

the need to get patients to be more responsible for their health, whilst respondents 

delivering front line care remained cautious about handing over responsibility to patients. 

 Summary  5.6.

This chapter presented three overarching themes of health professionalsô perceptions and 

experiences of telehealth use in COPD across six NHS sites within the Northwest of 

England.  Respondentsô previous experiences reflected an opportunistic approach 

towards implementation and in most cases there was a lack of planning to understand 

how implementing telehealth (beyond hoping to realise efficiency savings) would impact 

upon current care practices.  This generic and technology-centred approach often failed to 
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consider the holistic needs of patients which were perceived by respondents who 

delivered frontline care to be fundamental to delivering ógood careô.  Such experiences 

were presented as barriers to adoption and respondents highlighted a move towards 

implementing telehealth in a more tailored and personalised way to better meet the needs 

of patients.  Taking a more ópatient-centredô approach to telehealth implementation was 

consistent with a óholisticô approach to care and this aligned with respondentsô 

professional values and professional identity. 
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 Findings from people with COPD Chapter 6.
and their family members  

 Introduction  6.1.

This chapter presents findings from the focus groups and longitudinal interviews 

conducted with people with COPD and their family members.  The chapter begins by 

presenting the characteristics of people with COPD, followed by the three overarching 

themes.  Theme 1 (living with and responding to unpredictable illness trajectories in the 

social context) explores the difficulties faced by respondents and their family members 

when managing COPD at home and highlights the moral dilemmas of help seeking in the 

context of an unpredictable illness trajectory and prior healthcare experiences.  It 

highlights the importance of family membersô role in supporting self-care and motivating 

people with COPD to self-care.  Theme 2 (the ótechnicalô work that people with COPD and 

their informal carers do) identifies how people with COPD and their family members carry 

out technical illness work, often at times of distress.  It explores the tension that exists 

between people who consider technical illness work their responsibility and those who 

consider it outside the bounds of self-care.  Theme 3 (conflicting telehealth needs in 

context of illness trajectory) moves on to identify how the conflicting perceptions of felt 

need for telehealth are linked to respondentsô experiences of illness trajectory and illness 

management and their perception of technologiesô role in healthcare and the ability of 

telehealth to improve current healthcare. 

As outlined in chapter 4, the data presented in this chapter consists of the focus group 

data and the longitudinal interview data.  As previously discussed, the focus groups 

informed the development of the longitudinal interview topic guides, which allowed for 

more in-depth discussion within the context of individual accounts of respondentsô views 

and experiences.  However, whilst the data were analysed distinctly, the themes were 

consistent between the focus group data and the longitudinal interview data and hence 

presenting both provides a robust account of the phenomenon under study. 
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 2ÅÓÐÏÎÄÅÎÔÓȭ ÃÈÁÒÁÃÔÅÒÉÓÔÉÃÓ 6.2.

Across the two studies (focus group study and longitudinal interview study) a total of 36 

people with COPD (22 females and 14 males) and 9 of their family members (four females 

and five males) consented to take part. The vast majority of respondents self-reported as 

óWhite Britishô.  Respondents were recruited from four NHS sites within the Northwest of 

England. 

 Focus groups 6.2.1.

Two focus groups were conducted between March and April 2014.  Focus group 1 was 

attended by seven people with COPD and two of their spouses and lasted for one hour 

and 34 minutes.  Focus group 2 was attended by seven people with COPD and lasted for 

one hour and 40 minutes. 

6.2.1.1. &ÏÃÕÓ ÇÒÏÕÐ ÒÅÓÐÏÎÄÅÎÔÓȭ ÄÅÍÏÇÒÁÐÈÉÃ ÃÈÁÒÁÃÔÅÒÉÓÔÉÃÓ 

For an overview of respondentsô demographic characteristics (people with COPD only) 

please see table 12.  The average (mean) age was 63.5 years (ages ranged between 42 

years and 81 years).  The majority of respondents were white British (two respondents did 

not provide ethnicity details). 

Table 12. Demographic characteristics of people with COPD in focus groups  

Gender  

Female 8 

Male 6 

Ethnicity 

White British 11 

White other 1 

Unknown 2 

Age 

42-57 years 5 

60-68 years 5 

72-81 years 4 

Marital status 

Married/partner 5 

Widowed 4 

Divorced/separated 2 

Single 3 

Living circumstances 

Lives alone 6 

Lives with spouse/partner 5 

Lives with family 3 
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Employment status 

Retired 7 

Unable to work due to ill health 6 

Unemployed 1 

Highest qualification obtained 

No qualification 7 

Trade/Apprenticeship 3 

Certificate or diploma 4 

 

6.2.1.2. &ÏÃÕÓ ÇÒÏÕÐ ÒÅÓÐÏÎÄÅÎÔÓȭ ÃÌÉÎÉÃÁÌ ÃÈÁÒÁÃÔÅÒÉÓÔÉÃÓ 

For an overview of respondentsô clinical characteristics, please see table 13.  People with 

all stages of COPD were represented within the sample. 

Table 13. Clinical characteristics of people with COPD in focus groups  

Stage of COPD severity 

Mild to Moderate 6 

Severe to very severe 6 

Unclear 2 

Routine treatment for COPD 

Inhalers 12 

Inhalers + nebuliser therapy 1 

Inhalers + nebuliser therapy + oxygen therapy 1 

Number of COPD exacerbations recorded in last 12 months  

0 4 

1 2 

2 or > 5 

Unknown  3 

Number of hospitalisations recorded in last 12 months 

0 7 

1 2 

2 or > 2 

Unknown 3 

Approximate length of time diagnosed with COPD 

< 1 year 2 

1-4 years 5 

5-8 years 3 

¦ƴƪƴƻǿƴ όмҐ ΨǎŜǾŜǊŀƭΩ ȅŜŀǊǎύ 4 

Number of co-morbidities (self-reported) 

0  2 

1 4 

2 or > 8 

Telehealth experience 

No telehealth experience 12 

Used telehealth for acute exacerbation of COPD 2 
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 Longitudinal interviews  6.2.2.

A total of 22 people with COPD participated in longitudinal interviews, of which seven 

were interviewed together with their spouse/partner or family member.  A total of 60 

interviews were conducted over the three time points; between July 2014 and September 

2015. 

The length of first interviews ranged from 36 minutes to 90 minutes and the average 

(mean) length was 61 minutes.  Three respondents withdrew from the study prior to 

second interview (Mrs F, Mrs H, Mrs J).  The following reasons were given for withdrawal: 

one respondent had recently received a terminal illness diagnosis and was too unwell to 

take part, one was recently bereaved and one gave no reason. 

I conducted a total of 19 second interviews, of which five were with a spouse/partner.  The 

length of second interviews ranged from 20 minutes to 70 minutes and the average 

(mean) length was 45 minutes. 

I conducted a total of 19 third interviews, of which five were conducted with their 

spouse/partner.  The length of third interviews ranged from 29 minutes to 65 minutes and 

the average (mean) length was 44 minutes. 

6.2.2.1. 2ÅÓÐÏÎÄÅÎÔÓȭ ÄÅÍÏÇÒÁÐÈÉÃ ÃÈÁÒÁÃÔÅÒÉÓÔÉÃÓ 

For an overview of respondentsô demographic characteristics (people with COPD only), 

please see table 14.  The average (mean) age of respondents was 68 years (ages ranged 

between 50 years and 91 years).  The majority were white British (one respondent self-

reported ethnicity as White and Black Caribbean). 
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Table 14. Demographic characteristics of people  with COPD in longitudinal 
interview study  

Data collected at time of recruitment into study 

Gender  

Female 14 

Male 8 

Ethnicity 

White British 21 

White & Black Caribbean 1 

Age 

50 ς 60 years  5 

61-70 years 9 

71 ς 80 years 4 

81 ς 91 years 4 

Marital status 

Married/partner 8 

Widowed 6 

Divorced/separated 6 

Single 2 

Living circumstances 

Lives alone 8 

Lives with spouse/partner 8 

Lives with family (children/grandchildren) 6 

Employment status 

Retired 16 

Unable to work due to ill health 5 

Works full time work 1 

Highest qualification obtained 

No qualification 14 

Trade/Apprenticeship 6 

Bachelor degree or higher 2 

 

6.2.2.2. 2ÅÓÐÏÎÄÅÎÔÓȭ ÃÌÉÎÉÃÁÌ ÃÈÁÒÁÃÔÅÒÉÓÔÉÃÓ 

I aimed to recruit some respondents who were having telehealth installed to follow them 

through their telehealth experience.  Unfortunately, at the time of recruitment, no sites 

were using telehealth in their care delivery.  This meant that I did not observe any 

respondents using telehealth.  However, within the sample, four respondents had previous 

experience of using telehealth (three people had used it for support during acute 

exacerbation of COPD and one for routine monitoring of LTCs, including COPD).  Another 

three respondents had experience of using pendant alarms (telecare). 

Although respondents had varying levels of COPD severity, during interviews it became 

clear that severity was not always an indicator of patientsô wellbeing.  For example, some 
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respondents who were diagnosed with ómildô COPD had multiple co-morbidities which 

were life limiting.  Also, some respondents who were diagnosed with moderate COPD 

experienced severe symptoms and were using nebuliser and oxygen therapy.  

Conversely, some respondents diagnosed with severe COPD appeared to experience 

less severe symptoms.  The majority of respondents self-reported two or more co-

morbidities as well as COPD; only three respondents reported no additional health 

conditions.  See table 15 for an outline of respondentsô clinical characteristics. 

Table 15. Clinical characteristics of people with COPD in longitudinal 
interview study  

Data collected at time of recruitment into study 

Stage of COPD severity 

Mild to moderate  10 

Severe to very severe 10 

Unclear 2 

Routine treatment for COPD 

Inhalers 11 

Inhalers + nebuliser therapy 6 

Inhalers + nebuliser therapy + NIPV machine 1 

Inhalers + nebuliser therapy + oxygen therapy 3 

Inhalers + nebuliser therapy + oxygen therapy + NIPV machine 1 

Number of COPD exacerbations recorded in last 12 months  

0 5 

1 3 

2 or > 12 

Unknown  2 

Number of hospitalisations recorded in last 12 months 

0 8 

1 4 

2 or > 9 

Unknown 1 

Approximate length of time diagnosed with COPD 

< 1 year 1 

1-6 years 10 

7-21 years 9 

Unknown 2 

Number of co-morbidities (self-reported) 

0  3 

1 5 

2 or > 14 

Telehealth experience 

No telehealth experience 18 

Used telehealth for acute exacerbation of COPD 3 

Used telehealth for routine monitoring  1 
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 ! ÎÏÔÅ ÏÎ ÒÅÓÐÏÎÄÅÎÔÓȭ ÁÃÃÅÓÓ ÔÏ ÈÅÁÌÔÈÃÁÒÅ 6.2.3.

In order to provide context to the data generated, it is useful to outline the healthcare 

services that respondents received.  The majority of respondents (n=30) were recruited 

from three specialist COPD services.  Of these services, one site provided Monday to 

Friday access and two sites provided 7 day access to care; none provided 24 hour 

access.  Most respondents (in both focus groups and longitudinal interview samples) 

reported that they had the contact telephone number of their COPD specialist nurse, for 

use during periods of ill health.  None of the six respondents who were recruited via 

general practice (longitudinal interview sample only) had access to specialist COPD 

services.  Instead, these respondents were cared for by the practice nurse (with a 

specialist interest in respiratory disease) at their GP practice.  Respondents who had 

complex multiple conditions reported that they had telephone access to a variety of 

community services such as COPD specialist nurses, heart specialist nurses, active case 

managers, district nurses, community matrons, general practitioners, practice nurses and 

regular appointments with secondary care professionals.  Two respondents reported that 

they had developed ócare plansô with their general practitioners; with the specific aim of 

reducing their number of emergency hospital admissions. 

Figure 7 presents a thematic map of the three overarching themes which will now be 

discussed below. 
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 ! ÔÈÅÍÁÔÉÃ ÍÁÐ ÔÏ ÓÈÏ× ÔÈÅ ÔÈÅÍÅÓ ÁÎÄ ÃÁÔÅÇÏÒÉÅÓ ÆÒÏÍ ÐÅÏÐÌÅ ×ÉÔÈ #/0$ ÁÎÄ ÔÈÅÉÒ ÆÁÍÉÌÙ ÍÅÍÂÅÒÓȭ ÅØÐÅÒÉÅÎÃÅÓ ÁÎÄ ÖÉÅ×Ó Figure 7.
of telehealth use in COPD care 
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 Theme 1: Living with and resp onding to 6.3.
unpredictable illness trajectories in the social context  

Throughout the data, it was evident that respondents with more severe COPD and/or 

complex multiple conditions experienced the burden of living with fear and uncertainty 

throughout their illness trajectory.  For example, symptoms of acute breathlessness were 

reported as frightening events for respondents and their family members.  The following 

excerpt eloquently describes what it is like to experience acute breathlessness. 

ΨLǘΩǎ Ƨǳǎǘ ƭƛƪŜ ŘǊƻǿƴƛƴƎΦ  ¢ƘŀǘΩǎ Ƙƻǿ L ŦŜƭǘΣ ƭƛƪŜΦ  LǘΩǎ ŀǎ ƛŦ ȅƻǳΩǊŜ ŎƻƳƛƴƎ ǳǇ ŀƴŘ ǎƻƳŜōƻŘȅΩǎ 
ǇǳƭƭƛƴƎ ȅƻǳ ōȅ ǘƘŜ ŀƴƪƭŜǎΦ  ¢ƘŀǘΩǎ ǘƘŜ ƻƴƭȅ ǿŀȅ L ŎƻǳƭŘ ŘŜǎŎǊƛōŜ ƛǘ ǘƻ ŀƴȅƻƴŜΦΩ  aǊǎ D όстΣ ƳƛƭŘ 
COPD, lives with son) 1st interview. 

This theme explores how people with COPD and their family members navigate the óebbs 

and flowsô of their illness, by understanding the work that they do to manage their illness 

at home over time.  In discussing the challenges of living with COPD, respondents often 

described the work that they did to manage their illness at home.  This resonated with the 

work of Corbin and Strauss (1985), as described in Chapter 2.  In particular, this theme 

highlights the óillness workô and óeverydayô life work that respondents and their families did 

to manage their illness at home. 

The data highlights how respondents tried to maintain a sense of normality in the face of 

fear and uncertainty and explores how their experiences of the illness trajectory and 

healthcare affected their decision to seek help at times of acute illness.  The longitudinal 

design enabled me to capture the difficulty respondents faced when responding to 

unpredictable changes and rapid deterioration of their condition.  Consistent with the 

findings from the meta-synthesis, this theme also highlights how respondents struggled 

with the dilemma of help-seeking and through generating data over time highlighted that 

respondentsô experiences of health care  could enable or constrain their self-care efforts 

(Rogers et al. 2005).  This is important to understand because, as will be demonstrated 

later in the chapter (in the subsequent two overarching themes), the experiences of 

managing their illness influenced respondentsô perceptions of carrying out technical work 

and their perceptions of introducing telehealth into the management of their condition(s) at 

home. 
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 -ÁÉÎÔÁÉÎÉÎÇ ÎÏÒÍÁÌÉÔÙ ÁÎÄ ÆÁÍÉÌÉÅÓȭ ÉÎÆÌÕÅÎÃÅ ÏÎ 6.3.1.
supporting self -care and motivation  

Respondents strove to maintain a sense of normality in their lives, despite the level of 

illness severity or the ebbs and flows they experienced within the illness trajectory.  

Maintaining normality was strongly linked to maintaining independence.  A strive to 

maintain independence was evident in their accounts of carrying out illness work and 

everyday life work in order to manage their illness at home. 

One way in which respondents maintained a sense of normality in their lives was to try to 

stay socially active to make sure they did not become isolated by their illness.   

ΨǘƘŜ ƻƭŘ ƭŀŘƛŜǎ ŦǊƻƳ ώtǳƭƳƻƴŀǊȅ wŜƘŀōƛƭƛǘŀǘƛƻƴ group] go to Breathe Easy group that we have once 
ŀ ƳƻƴǘƘΧǿŜ Ƨǳǎǘ ƘŀǾŜ ŀ ƭŀǳƎƘΧǿŜ ǇƘƻƴŜ ŜŀŎƘ ƻǘƘŜǊΧƛǘΩǎ ƎƻƻŘΣ L Ƨǳǎǘ ƎŜǘ ŀ ōǳȊȊ ƻǳǘ ƻŦ ƛǘΩ aƛǎǎ . 
(50, severe COPD, lives with children) 3rd interview. 

For some respondents, taking part in arranged physical activities was also one way of 

maintaining their social life.  This was particularly predominant in three female 

respondentsô interviews (Mrs I, Mrs S and Mrs P): all lived alone and had adult children 

living in different parts of the country.  Whilst physical activities were often described in 

terms of helping them to manage their LTCs (including COPD), they also emphasised the 

social aspect of the activities they carried out.  Two of these respondents reported their 

perceptions that COPD could be an isolating illness and they worked hard to prevent this. 

ΨL ǘƘƛƴƪ ƛǘΩǎ ǎƻƳŜǘƘƛƴƎ ǘƘŀǘ ǿƘŜƴ ȅƻǳ ƘŀǾŜ /ht5Σ ƻǊ ŀƴȅǘƘƛƴƎ ǊŜŀƭƭȅΣ ŀƴŘ ȅƻǳΩǊŜ ŀƭƻƴŜΧ ƛŦ ȅƻǳΩǊŜ 
ƴƻǘ ǾŜǊȅ ŎŀǊŜŦǳƭΣ ȅƻǳ ŘƻƴΩǘ ƻǇŜƴ ǘƘŜ ǿƛƴŘƻǿǎ ƻƴ ȅƻǳǊ ƭƛŦŜ ŀƴŘΧȅƻǳ ŎƭƻǎŜ ȅƻǳǊ ƭƛŦŜ ƛƴΦ  !ƴŘ L 
ǘƘƛƴƪ ȅƻǳΩǾŜ Ǝƻǘ ǘƻ ƳŀƪŜ ǎǳǊŜΧ ǘƘŀǘ ȅƻǳΩǊŜ ƭƻƻƪƛƴƎ ƻǳǘ ƻŦ ǘƘŜ ǿƛƴŘƻǿǎ ώƭŀǳƎƘǎϐΦΩ  aǊǎ I (74, 
severe COPD, lives alone) 1st interview. 

ΨL ǘƘƛƴƪ ƛǘΩǎ ŀƴ ƛǎƻƭŀǘƛƴƎ ŘƛǎŜŀǎŜ ǎƻ ȅƻǳ ƴŜŜŘ ǘƻ Ǝƻ ƻǳǘΧ ǿƘŜƴ LΩƳ ǇƻƻǊƭȅ L Ŏŀƴ Ǝƻ ŀƭƭ ǿŜŜƪ ŀƴŘ 
ƴƻǘ ǎŜŜ ŀƴȅōƻŘȅΧ ǘƘŜ ŎƘƛƭŘǊŜƴ ƭƛǾŜ ŀǿŀȅ ŦǊƻƳ ƘƻƳŜΧ ǎƻ L Ŏŀƴ ǎŜŜ ǘƘŀǘ ȅƻǳ ŎƻǳƭŘ ōŜŎƻƳŜ ǾŜǊȅ 
ƛǎƻƭŀǘŜŘ ŀƴŘ ƻǾŜǊ ŀ ǇŜǊƛƻŘ ƻŦ ǘƛƳŜ ȅƻǳǊ ǿƻǊƭŘ ǎƘǊƛƴƪǎΦ  !ƴŘ ǘƘŀǘ ŘƻŜǎƴΩǘ Řƻ ŀƴȅ ƎƻƻŘΦΩ  aǊǎ { 
(68, moderate COPD, lives alone) 2nd interview. 

The third respondent, Mrs P, was an 81 year old woman who had mild COPD as well as 

other illnesses including heart problems and a back problem which at second and third 

interview caused her mobility issues.  Despite these changes to her health condition 

throughout the study period, she still continued to do her physical activities: swimming 

(half a mile each week at her local swimming pool), dancing, playing whist and playing 
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crown green bowls in the summer months.  She felt that these activities helped her not 

only to manage her illness but also gave her social contact. 

ΨώL Ǝƻ ǎǿƛƳƳƛƴƎϐ ǿƛǘƘ ǘƘŜ н Ǝǳȅǎ ǿƘƻ ŀǊŜ ǊŜŀƭƭȅ ŦǳƴƴȅΣ ǘƘŜȅ ǊŜŀƭƭȅ ŀǊŜ ŎƻƳŜŘƛŀƴǎΧ ǎƻ L ƭƛƪŜ ǘƻ 
Ǝƻ ǎǿƛƳƳƛƴƎ ǘƻ ǎŜŜ ǘƘŜƳΦΩ  aǊǎ t όумΣ ƳƛƭŘ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ оrd interview. 

She also described how, despite her illnesses and problems with mobility, she pushed 

herself to stay physically active because she felt she would deteriorate further if she gave 

them up. 

ΨL ŦƻǊŎŜ ƳȅǎŜƭŦ ōŜŎŀǳǎŜΧ ƛŦ ȅƻǳ ƎŜǘ ƴƻ ŜȄŜǊŎƛǎŜΣ ȅƻǳǊ ōƻŘȅ ǿƛƭƭ Ƨǳǎǘ ǇŀŎƪ ƛƴΦΩ Mrs P (81, mild 
COPD, lives alone) 3rd interview. 

Continuing some form of physical activity was also important for respondents who had 

more complex illnesses and limited mobility.  Respondents described how they continued 

to use exercise as a way to maintain their independence and keep as physically healthy 

as they could.   

Mr V:  .ǳǘΣ ƴƻΣ ŜǊǊΣ ǿƘŜƴ L ǿŜƴǘ ǘƻ ǘƘŜ /ht5 ώƻǳǘǇŀǘƛŜƴǘΩǎ ŎƭƛƴƛŎϐ ƭŀǎǘ ǿŜŜƪ ǿƘŜǊŜ LΩǾŜ 
seen you, I forgot my bus pass... 

Partner:  Oh yes.  So he had to walk all the way home. 

Mr V: ΦΦΦŀƴŘ L ƘŀŘ ǘƻ ǿŀƭƪ ƛǘΧ!ƴŘ L ŜƴƧƻȅŜŘ ƛǘΦ L ŜƴƧƻȅŜŘ ƛǘ ŀƴŘ ŀƭƭΧ¢Ƙƛƴƪ ǿƘŀǘ ŀm I going 
ǘƻ ŘƻΚ  ²Ŝƭƭ ȅƻǳΩǾŜ Ǝƻǘ ǘƻ ƎŜǘ ƘƻƳŜΣ Ƨǳǎǘ ǘƻƻƪ Ƴȅ ǘƛƳŜ ŀƴŘ ŜƴƧƻȅŜŘ ƛǘΧLΩƳ ƎƻƛƴƎ ǘƻ ǘƘŜ ƳŀǘŎƘ 
ǘƻƳƻǊǊƻǿΣ LΩƳ ƎƻƛƴƎ ǘƻ ǘŀƪŜ Ƴȅ ǘƛƳŜ ōǳǘ ǿŜ ǿƛƭƭ ƎŜǘ ǘƘŜǊŜΣ ȅƻǳ ƪƴƻǿΦ 

Q: Yeah.  So you still go out and about and...? 

Mr V: !ȅŜΦΦΦǘƻ ōŜ ŦŀƛǊ ǘƘƛǎ ȅŜŀǊ LΩǾŜ Ǝƻǘ Ƴȅ ōƛƪŜ ƻǳǘ ŀƴŘ Ƴȅ ƎŀǊŘŜƴƛƴƎ ŀƴŘ ƛǘΩǎ ƎǊƻŀƴƛƴƎ 
ǘƻ ƎŜǘ ŀ Ǌǳƴ ōǳǘ LΩǾŜ ƴƻǘ ōŜŜƴ ƻǳǘ ƻƴ ƛǘ ǘƘƛǎ ȅŜŀǊ ǊŜŀƭƭȅΣ ŀōƻǳǘ ŦƻǳǊ ǘƛƳŜǎΦΦΦŀƴŘ ǘƘŀǘ ǿŀǎ ƛǘΦ  .ǳǘ 
ǿŜΩǾŜ ōŜŜƴ ǘƻ 5ŜǾƻƴΣ done quite a bit of walking... 

Partner:        Yeah. 

Mr V: LǘΩǎ ōŜŜƴ ŀƭƭ ǊƛƎƘǘΦ  ar V (70, severe COPD, lives with partner) 1st interview 

  

As Mr A reports below, respondents made a link between lack of exercise and worsening 

health.  

ΨvΥ Iƻǿ ƘŀǾŜ ȅƻǳ ōŜŜƴ ώŦŜŜƭƛƴƎϐΚ 

.ŀŘΦ .ǳǘ LΩƳ ǊŜŀƭƭȅ ŦŜŜƭƛƴƎ ǇŀǊǘƭȅ Ƴȅ ƻǿƴ ŦŀǳƭǘΣ ōŜŎŀǳǎŜ LΩǾŜ ǎŀǘ ŀǊƻǳnd and not been to rehab.  
Wǳǎǘ ƴƻǘ ŦŜƭǘ ƭƛƪŜ ŘƻƛƴƎ ƛǘ ŀƴŘ ȅƻǳ ƪƴƻǿ ƛƴ ȅƻǳǊ ƳƛƴŘΧ ƛǘΩǎ ƛƳǇƻǊǘŀƴǘ ȅƻǳ Řƻ ǘƘŜ ǊŜƘŀōΣ ǘƘŜ 
ŜȄŜǊŎƛǎŜǎΣ ǘƘŜȅΩǊŜ ƻƴƭȅ ǾŜǊȅ ƭƛƎƘǘΣ ǘƘŜȅΩǊŜ ƴƻǘ ƘŜŀǾȅΣ ōǳǘ LΩǾŜ Ƨǳǎǘ ƴƻǘ ŦŜƭǘΤ LΩǾŜ ōŜŜƴΣ ǿŜƭƭΣ ƴƻǘ 
feeling sorry for myself actually, yoǳ ƪƴƻǿ ǿƘŀǘ L ƳŜŀƴΣ L ŎŀƴΩǘ ǎŀȅ LΩǾŜ ōŜŜƴ ƛƴ ŀ ŘŜǇǊŜǎǎƛƻƴΣ 
ƴƻǘ ǘƻ Ƴȅ ƪƴƻǿƭŜŘƎŜ ŀƴŘΣ ŜǊǊΣ ƛǘΩǎ Ƨǳǎǘ ƭŜŦǘ ƳŜ ǿŀƴǘƛƴƎ ǘƻ Řƻ ƴƻǘƘƛƴƎ ŀƴŘ ŎƻƴǎŜǉǳŜƴǘƭȅ ƛǘΩǎ 
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ƳŀŘŜ Ƴȅ ƘŜŀƭǘƘ ǿƻǊǎŜ ōȅ ƴƻǘ ƳƻǾƛƴƎ ŀǊƻǳƴŘΦ L ƪƴƻǿ ǘƘŀǘ ƳȅǎŜƭŦΣ ōǳǘ LΩƳ ǘŜƭƭƛƴƎ ȅƻǳΣ ȅƻǳǊ 
mind knows it, bǳǘ ƎŜǘǘƛƴƎ ȅƻǳǊ ŀǊǎŜ ƻŦŦ ǘƘŜ ǎŜŀǘ ƛǎ ŀ ŘƛŦŦŜǊŜƴǘ ƛǎǎǳŜΣ ȅƻǳ ƪƴƻǿΣ ǎƻ ǘƻ ǎǇŜŀƪΦΩ aǊ 
A (71, very severe COPD, lives with wife) 3rd interview.  

This was echoed in interviews with informal carers, who described the importance of 

ensuring that their spouses/family members kept physically active in order to slow their 

decline.  They considered that the less respondents did, the less they would be able to do 

and therefore family members motivated them to stay active.  This can be seen in the 

excerpt below from Mrs Kôs husband who reported his wife had problems with climbing the 

stairs but they did not want to have a stair lift fitted because they felt it might further 

reduce her ability to maintain her mobility. 

Ψ{ǘŀƛǊǎ ŀǊŜ ŀ ǇǊƻōƭŜƳΧ ǎƻ ƛǘ ǘŀƪŜǎ ƘŜǊ н ƻǊ о ƎƻŜǎ Ƨǳst to get up the stairs.  We thought about 
ƎŜǘǘƛƴƎ ŀ ǎǘŀƛǊ ƭƛŦǘ ŦƛǘǘŜŘ ōǳǘ ǿŜΩǊŜ ƭƻƻƪƛƴƎ ƛƴǘƻ ǘƘŀǘ ƭŀǘŜǊ ƻƴΣ ŎŀǳǎŜ ǿŜ ŘƻƴΩǘ ǿŀƴǘ ǘƻ Ǝƻ Řƻǿƴ 
ǘƘŀǘ ǊƻŀŘ ǳƴǘƛƭ ƛǘΩǎ ŀōǎƻƭǳǘŜƭȅ ƴŜŎŜǎǎŀǊȅΧ ƛǘ ǿƻǳƭŘ Ǉǳǘ ƘŜǊ ōŀŎƪ ǘƻƻ ƳǳŎƘΧ ǊŀǘƘŜǊ ǘƘŀƴ ŎǊŜŀǘŜ 
an advantage it would Ǉǳǘ ƘŜǊ ōŀŎƪΣ L ǘƘƛƴƪ ƛǘ ǿƻǳƭŘΦΩ  IǳǎōŀƴŘ ƻŦ aǊǎ Y όруΣ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ 
with husband) 1st interview. 

Similarly, Mrs Hôs daughter described how she encouraged her mum to walk around the 

house, recognising that exercise was good for her mumôs COPD condition. 

ΨL ǎŀȅ ǘƻ ƘŜǊ άȅƻǳ Ƴǳǎǘ ǘǊȅ ŀƴŘ ƳƻǾŜ ŀōƻǳǘέ ōŜŎŀǳǎŜ ƛǘΩǎ ƭƛƪŜ ŀ ǾƛŎƛƻǳǎ ŎƛǊŎƭŜΣ ƛǎƴΩǘ ƛǘΚ  LŦ ȅƻǳ 
ŘƻƴΩǘ ƳƻǾŜ ŀōƻǳǘ ȅƻǳΩǊŜ ƎƻƛƴƎ ǘƻ ƎŜǘ ǿŜŀƪŜǊ ŀƴŘ ǘƘŜƴ ǿƘŜƴ ȅƻǳ Řƻ ƳƻǾŜ ŀōƻǳǘ ƛǘΩǎ ƎƻƛƴƎ ǘƻ 
ƳŀƪŜ ȅƻǳ ƳƻǊŜ ōǊŜŀǘƘƭŜǎǎ ŀƴŘ ȅƻǳ ŦŜŜƭ ŀǎ ǘƘƻǳƎƘ ȅƻǳΩǾŜ Ǝƻǘ ƴƻ ŜƴŜǊƎȅΣ ōǳǘ ƛǘΩǎ Ƨǳǎǘ ŀ ŎŀǎŜ ƻŦ 
ǘǊȅƛƴƎ ǘƻ ώƳƻǾŜϐΦΩ  5ŀǳƎƘǘŜǊ ƻŦ aǊǎ I όфмΣ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ŘŀǳƎƘǘŜǊ ŀƴŘ ǎƻƴύ мst 

interview. 

These respondentsô social worlds appeared to be smaller and they did not attend many 

social gatherings.  This appeared particularly stark for respondents who lived alone, such 

as Mr U, who describes seldom leaving his house and having few visitors, other than 

family members.  

Q: ΨIƻǿ ƻŦǘŜƴ Řƻ ȅƻǳ ƎŜǘ ƻǳǘ ƻŦ ǘƘŜ ƘƻǳǎŜΚ 

Mr U: Um, not very often. Um, maybe once a month, um, the younƎŜǊ ǎƻƴΩƭƭ ǎŀȅΣ ƻƘΣ ŎƻƳŜ ŦƻǊ ŀƴ 

all day breakfast down at, oh, I forget what they call it, down at [place name] somewhere. They do 

ŀƴ ŀƭƭ Řŀȅ ōǊŜŀƪŦŀǎǘ ŦƻǊ ŀ ŦƛǾŜǊΣ ƻǊ ǎƻƳŜǘƘƛƴƎΦ ώƭŀǳƎƘǎϐ ¦ƳΣ ŀǇŀǊǘ ŦǊƻƳ ǘƘŀǘΣ ƴƻΦ ¦ƴƭŜǎǎ LΩǾŜ Ǝƻǘ ǘƻ 

Ǝƻ ǳǇ ǘƻ ǘƘŜ ŘƻŎǘƻǊΩǎ ƻǊ somewhere, but tƘŀǘΩǎ ŀōƻǳǘ ƻƴŎŜ ŀ ȅŜŀǊΦΩ  aǊ ¦ (74, severe COPD, lives 

alone) 3rd interview 

For couples, this impacted not only on the respondentsô social life but also on their 

spousesô social life. In some cases, this extended to attending social events with family, 

as Mr O and his wife explained. 
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Mr O:  ΨL Ǝƻ ƴƻƛǎȅΣ ŎǊƻǿŘŜŘ ǇƭŀŎŜǎΣ ǎƻƳŜǘƛƳŜǎ L ŎŀƴΩǘ ǎǘŀƴŘ ƛǘΦΩ 

Wife:  ΨIŜ ŎŀƴΩǘ ŎƻǇŜ ǿƛǘƘ ǘƘŜƳΦ  LŦ ǘƘŜǊŜΩǎ ǘƻƻ Ƴŀƴȅ ǇŜƻǇƭŜ ǘƘŜǊŜ ƘŜ ŎŀƴΩǘ ŎƻǇŜ ǿƛǘƘ ƛǘΦΩ 

Mr O:  ΨhǊΣ ƛŦ ǿŜ Ǝƻ ǘƻ ŀƴȅ ŦŀƳƛƭȅ ǇŀǊǘƛŜǎ ƛŦ ƛǘ ƎŜǘǎ too loud, or I have to come out, so, erm, 
ȅƻǳ ƪƴƻǿΣ ǎƻƳŜǘƛƳŜǎ L ŦŜŜƭ ŀ ōƛǘΧL ŦŜŜƭ ŀ ōƛǘ Řƻǿƴ ŀƴŘ ǿŜŀǊȅΤ ǘƛǊŜŘΦΩ  aǊ h όстΣ ƳƻŘŜǊŀǘŜ 
COPD, lives with wife) 2nd interview. 

This highlights how respondentsô severe illness affected not only the respondentsô lives 

but also impacted upon their lives as a couple. 

The importance of getting out of the house in order to improve wellbeing was recognised 

by carers of respondents who had limited mobility, to help respondents maintain their 

interest in life. 

Ψ9ǊƳΣ ǎƻ L ƛnsist she goes out at least once a day.  I take her shopping, market, superstore, 
ŀƴȅǿƘŜǊŜΧ ǿƘŜǘƘŜǊ ƛǘΩǎ нл ƳƛƴǳǘŜǎ ƻǊ н ƘƻǳǊǎ ƛǘ ŘƻŜǎƴΩǘ ƳŀǘǘŜǊΣ ǎƘŜ Ƙŀǎ ǘƻ Ǝƻ ƻǳǘΦ  .ŜŎŀǳǎŜ ƛŦ 
ǎƘŜ ƭƻǎŜǎ ǘƘŀǘ ƛƴǘŜǊŜǎǘΣ ǎƘŜΩǎ ƻƴ ǘƘŀǘ ǎƭƛǇǇŜǊȅ ǎƭƻǇŜΧ ǎƻƳŜ ǇŜƻǇƭŜ ǘƘƛƴƪ ƛǘΩǎ ŎǊǳŜƭ ōǳǘ ƛŦ ȅƻǳ ŘƻƴΩǘ 
ŜƴŎƻǳǊŀƎŜ ǘƘŜ ƛƴǘŜǊŜǎǘ ǘƘŜƴ ǘƘŜǊŜΩǎ ƴƻǘƘƛƴƎ ƭŜŦǘΦΩ  IǳǎōŀƴŘ ƻŦ aǊǎ Y όруΣ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ 
with husband) 1st interview. 

Mrs H:  Ψ!ƴŘ ǿŜΩǊŜ ƎƻƛƴƎ [ƭŀƴŘǳŘƴƻ ǘƘƛǎ ǿŜŜƪΧ L ƎŜǘ ƻǳǘΧ L ŎƻǳƭŘƴΩǘ ǎǘŀȅ ƛƴΧ 5ǊƛǾŜ ƳŜ 
ƳŀŘΧ ƛǘ ǿƻǳƭŘΦΦΦΩ 

Daughter:  Ψ²Ŝƭƭ ƛǘǎ ǎƻǳƭ ŘŜǎǘǊƻȅƛƴƎ ǎŀǘ ǘƘŜǊŜΣ ƛǎƴΩǘ ƛǘΚΩ  aǊǎ I όфмΣ {ŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ 
daughter and son) 1st interview. 

The above excerpts demonstrate the important part that spouses or other family members 

can play in supporting people with COPD and other LTCs to self-care and/or provide them 

with the motivation to self-care. 

Respondents with more severe disease also indicated in their accounts how they had 

made adaptations to their lives in their attempts to maintain normality and stay as 

independent as possible.  Changes included adaptations to their homes (such as 

replacing baths with walk in showers or installing stair lifts), use of mobility aids (such as 

mobility scooters, walking frames, wheelchairs etc.) and pacing their lives to be able to 

carry out everyday life work.  Mobility aids were also used as a way of maintaining 

independence and reducing isolation.  Nine respondents within the longitudinal interview 

sample identified that they used some form of mobility aid. This included the use of 

commodes, chair lifts, wheelchairs, mobility scooters and walking aids.  

ΨǘƘŜǊŜ ŀǎ ƘŀǊŘ ŀǎ ŀƴȅǘƘƛƴƎ ƳŜ ƭŜƎǎ ŀƴŘ LΩƳ ƻƴ ǿŀǘŜǊ ǘŀōƭŜǘǎΣ ƻƘ Ƴȅ DƻŘΣ ώǳƴŎƭŜŀǊϐ ŜǾŜǊȅ ǘŜƴ 
minutes, I go to there and I bring the commode, he puts it here for us,  for quickness instead of 
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ƎƻƛƴƎ ǘƻ ǘƘŜ ƭƻƻ ƻǊ LΩŘ ǿŜǘ ƳŜǎŜƭŦΦ  !ƴŘΣ ŜǊΣ ǎƻƳŜǘƛƳŜǎ L Ǝƻ ƻƴ ƛǘΣ ŎƻƳŜ ōŀŎƪ ŀƴŘ ŦƛǾŜ ƳƛƴǳǘŜǎ 
ƭŀǘŜǊ LΩƳ ƻƴ ƛǘ ŀƎŀƛƴΣ ƻƘΣ ƛǘΩǎ ŀǿŦǳƭΦΩ aǊǎ C όум, very severe COPD, lives with son) 1st interview. 

 ΨL ŎƻƳŜ Řƻǿƴ ƛƴ ǘƘŜ ŎƘŀƛǊ ƭƛŦǘΦ  L ǳǎŜ ǘƘŀǘ ƎƻƛƴƎ ǳǇ ŀƴŘ Řƻǿƴ ƴƻǿΧL ŘƛŘƴϥǘ ǳǎŜŘ ǘƻΣ L ǳǎŜŘ ǘƻ ǘǊȅ 
ǘƻ ǿŀƭƪ ǳǇΣ ōǳǘ ƴƻΣ ƴƻǘ ƴƻǿΣ L Řƻƴϥǘ ǘƘƛƴƪ L ǿƻǳƭŘ ōŜ ŀōƭŜ ǘƻ ƎŜǘ ǳǇ ǘƘǊŜŜ ƻǊ ŦƻǳǊ ǎǘŀƛǊǎ ōŜŦƻǊŜΧL 
ǿƻǳƭŘƴϥǘ ōŜ ŀōƭŜ ǘƻ ƎŜǘ ǘƻ ǘƘŜ ŘƻƻǊ ōŜŦƻǊŜ LϥƳ ǇǳŦŦŜŘΦΩ aǊ /  όуоΣ aƛƭŘ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ 
grandson) 2nd interview. 

Throughout the interview study, a number of respondents had adapted (or were in the 

process of adapting) their houses to remove their bath and replace it with a walk in 

shower; again this enabled them to maintain their independence by allowing them to 

continue carrying out their daily activities of washing. 

Ψ9ǾŜƴ Ƨǳǎǘ ŎƭƛƳōƛƴƎ ƻǾŜǊ ώǘƘŜ ōŀǘƘϐ ǘƻ ƎŜǘ ƛƴǘƻ ǘƘŜ ǎƘƻǿŜǊ ƴƻǿ ƛǎ ŀ ǇŀƛƴΧ !ƴŘ L ǎŀƛŘ άƻƘΣ L ǿƻƴϥǘ 
ōŜ ŀōƭŜ ǘƻ ώŎƭƛƳō ƛƴǘƻ ōŀǘƘϐ ŦƻǊ ƳǳŎƘ ƭƻƴƎŜǊέΣ ȅƻǳ ƪƴƻǿΦ  {ƻ ǘƘŀǘϥǎ ǘƘŜ ǊŜŀǎƻƴ ώŎƻƴǾŜǊǘƛƴƎ 
bathroom to a showŜǊ ǊƻƻƳϐΦΩ  aǊ ! όтмΣ ǾŜǊȅ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ǿƛŦŜύ оrd interview. 

Linked to adaptation, two respondents described ófuture proofingô their lives.  Mrs Q and 

her husband had moved to a bungalow in preparation for when they were older and 

unable to get upstairs (although at present they were able to do this).  Mrs I described 

how she had had an extension built on the ground floor of her house in order to maintain 

her independence and still live in her home in future years. 

ΨLΩƳ ōŜƎƛƴƴƛƴƎ ǘƻ ǘƘƛƴƪ ŀōƻǳǘ ǘƘŜ ŦǳǘǳǊŜΣ ŀƴŘ Ƙƻǿ LΩƳ ƎƻƛƴƎ ǘƻ ŎƻǇŜ ƛƴ ǘƘŜ ŦǳǘǳǊŜΦ  L ŘƛŘ ƭƻƻƪ 
ŀǊƻǳƴŘ ŦƻǊ ǇǊƻǇŜǊǘƛŜǎ ǿƛǘƘƻǳǘ ǎǘŀƛǊǎΣ ŀƴŘ L Ƨǳǎǘ ŘƛŘƴΩǘ ƭƛƪŜ ǘƘŜƳΧ {ƻ L ƳŀŘŜ ǘƘŜ ŘŜŎƛǎƛƻƴ ǘƻ Ǉǳǘ 
a, a sitting room which could be a bedroom onto here... and to make a complete little 
bathroom.  {ƻ ƛŦ ŜǾŜǊ L ƴŜŜŘŜŘ ƛǘΣ ƻǊ ƘŀǾŜ ǘƻ ƳƻǾŜ Řƻǿƴ ƘŜǊŜΣ LΩǾŜ ŦǳǘǳǊŜ-proofed my house.  So 
ǘƘŀǘΩǎ ŀƴƻǘƘŜǊ ǘƘƛƴƎ LΩǾŜ ŘƻƴŜΣ ƪƴƻǿƛƴƎ L ƘŀŘ /ht5ΦΩ  aǊǎ L όтпΣ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ мst 

interview. 

For some respondents, adaptation involved receiving help from family or friends and, in 

two cases (Mrs M and Mr C), formal carers to be able to carry out their everyday life work.  

Eight respondents in the longitudinal interview sample received significant help from their 

family members.  For some this included help with washing and dressing as well as 

household tasks.  For others this mainly involved help with household tasks such as 

washing, cooking and cleaning.  However, these respondents still tried to do as much as 

they could to help with everyday life work to manage the home.  For example, at interview 

1, Mrs Lôs husband was responsible for all of the household tasks because of her ill 

health.  However, at interview 3, her health had improved and she described how she 

tried to help her husband with the household tasks. 
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Mrs L: Ψ²Ŝƭƭ ŀǊƻǳƴŘ ǘƘŜ ƪƛǘŎƘŜƴΣ ŘƻƴΩǘ L ώŘƻ ƳƻǊŜϐΚΩ 

Husband:  Ψ²ƘŜƴ ǿŜΩǊŜ ŎƭŜŀƴƛƴƎ ǘƘŜ ƘƻǳǎŜΣ ȅŜŀƘΣ ǎƘŜ ŘƻŜǎΧ ǎƘŜ ŘƻŜǎ ǘƘŜ ƪƛǘŎƘŜƴΣ L Řƻ ǘƘŜ 
ǊŜǎǘΦΩ 

Mrs L:  Ψ¸ŜŀƘΦΩ 

Husband:  ¸ŜŀƘΣ ȅƻǳ Řƻ ŀ ōƛǘ ƳƻǊŜ ǿŀǎƘƛƴƎ ǳǇΦΩ 

Mrs L:  Ψ¸ŜŀƘΦΩ   Mrs L (72, unknown COPD severity, lives with husband) 3rd 
interview. 

As well as helping respondents to maintain their independence, continuing to help with 

household tasks also served to help respondents feel useful and preserve their space 

within the family.  Respondents expressed frustration at no longer being able to do the 

things that they did before their illness. 

R3:  Ψ¸ŜŀƘΦ  LŦ ȅƻǳ ƘŀǾŜ ŘƻƴŜ ŀΧ ŀƭǿŀȅǎ ōŜŜƴ ǾŜǊȅ ŦƛǘΣ ŀŎǘƛǾŜ ƭƛŦŜΣ ƛǘΩǎΣ ŜǊΧ ǘƘŜ ǉǳŀƭƛǘȅ ƻŦ 
ƭƛŦŜ ƛǎ ƘŀƭǾŜŘ ōŜŎŀǳǎŜ ŜǾŜǊȅǘƘƛƴƎΩǎ ǎƭƻǿŜŘ ŘƻǿƴΦΩ 

R2:  Ψ¸ŜŀƘΦΩ 

C2:  Ψ¸ŜŀƘΦΩ 

R1:  Ψ¸ƻǳ ŎŀƴΩǘ ǇŀǊǘƛŎƛǇŀǘŜ ƛƴ ŀƴȅǘƘƛƴƎ Ŏŀƴ ȅƻǳΚΩ 

R3:  ΨL ǇƭŀȅŜŘ ŀ ƭƻǘ ƻŦ Ŧƻƻǘōŀƭƭ ŀƴŘ ŀƭƭ ǘƘŀǘΦΩ 

C2:  Ψ¸ŜŀƘΦΩ 

R3:  ΨDƻƻǎŜŘΦΩ 

R4:  ΨL ǳǎŜŘ ǘƻ ōŜ ŀ ƘƻƳŜ ƘŜƭǇΦ  bƻǿ L ƴŜŜŘ ƻƴŜΦΩ 

C5:  ΨaƳΦΩ 

ώΧϐ 

R2:  ΨL ǳǎŜŘ ǘƻ Ǌǳƴ нл ƳƛƭŜ ŀ ŘŀȅΦ  /ŀƴΩǘ Řƻ ƴƻǘƘƛƴƎΦΩ 

R1:  ΨLΩǾŜ ōŜŜƴ ŀ ƭŀȊȅ ōǳƎƎŜǊ ŀƭƭ ƳŜ ƭƛŦŜ ǊŜŀƭƭȅΦΩ 

 [all laugh]   Focus group 1 (C=carer; R = respondent). 

Some respondents also expressed feelings of guilt as they were no longer able to carry 

out their traditional roles in the family.  Mr A discussed at interview 1 how his wife had to 

do most of the housework because he was no longer able but that he still tried to help by 

doing the dusting and polishing.  At interview 2 he described how he was doing even less 

housework and expressed guilt at burdening his wife with all the household tasks. 
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ΨώǿƛŦŜϐ ŘƻŜǎ ƛǘ ŀƭƭΣ ŎƻŎƪΧ ƛƴ ŦŀŎǘΣ L ǎŀƛŘ ǘƻ ƘŜǊΣ ȅƻǳ ƪƴƻǿΣ L ŦŜŜƭ ǊŜŀƭƭȅΣ ǊŜŀƭƭȅ ƎǳƛƭǘȅΦ  L ǎŀƛŘΣ LϥƳ 
ƳƻǊŜ ŘŜǘŜǊƳƛƴŜŘ ƴƻǿ ǘƻ Ǝƻ ƛƴ ŦƻǊ ǘƘŀǘ Řƛǎŀōƛƭƛǘȅ ƭƛǾƛƴƎ ŀƭƭƻǿŀƴŎŜΦΩ  aǊ ! όтмΣ ǾŜǊȅ ǎŜǾŜǊŜ /ht5Σ 
lives with wife) 2nd interview. 

For some, no longer being able to carry out everyday life work was linked to their status 

within the family.  This served to remind respondents that they were no longer able to 

maintain an independent life as they had before their illness. 

R3: ΨL ƎŜǘ ǊŜŀƭƭȅ ƳƛǎŜǊŀōƭŜ ōŜŎŀǳǎŜ L ŎŀƴΩǘ Řƻ ƘƻǳǎŜǿƻǊƪΦΩ 

R1:  Ψ¸ŜŀƘΣ L ƎŜǘ ǳǇǎŜǘ ǿƛǘƘ ƳȅǎŜƭŦΦΩ 

R3:  Ψ¸ŜŀƘΦΩ 

R7:  ΨhƘΣ ŘƻƴΩǘ ǘƘƛƴƪ LΩŘ ƎŜǘ ƳƛǎŜǊŀōƭŜ ΨŎŀǳǎŜ L ŎƻǳƭŘƴΩǘ Řƻ ƘƻǳǎŜǿƻǊƪΦΩ 

R3:  ΨL ŘƻΦΩ 

R1:  ΨL ǿŀǎ ƭƛƪŜ ǊŜƭȅƛƴƎ ƻƴ Ƴȅ ŎƘƛƭŘǊŜƴΦ  bƻǘ ŀƭƭ ǘƘŜ ǘƛƳŜΦ  ae, me daughter had gone 
άƻƘ ƳǳƳΣ ȅƻǳ ƴŜŜŘ ǘƘŀǘ ŘƻƛƴƎέΦ  άbƻΣ ƛǘΩǎ ƻƪŀȅΣ ƛǘΩǎ ŦƛƴŜέΦ  .ŜŎŀǳǎŜ LΩǾŜ ŀƭǿŀȅǎ ōŜŜƴ 
ƛƴŘŜǇŜƴŘŜƴǘΣ Řƻ ƳŜ ƻǿƴ ŘŜŎƻǊŀǘƛƴƎΦΩ 

R3:  Ψ¸ŜŀƘΦΩ 

R1:  ΨL ŎŀƴΩǘ Řƻ ŀƴȅǘƘƛƴƎ ƭƛƪŜ ǘƘŀǘ ŀƴȅƳƻǊŜΦΩ 

R3:  ΨbƻΦΩ 

R1:  Ψ.ǳǘ ƻƴŎŜ ȅƻǳ ŀŎŎŜǇǘ ǘƘŀǘ L ǘƘƛƴƪ ȅƻǳΩǊŜ ƛƴ ŀ ōŜǘǘŜǊ ǇƭŀŎŜΦΩ  Focus group 2. 

The data shows that respondents strove to maintain their independence, and there was a 

sense that as their health deteriorated they had to accept a ónew normalityô (not being able 

to carry out the everyday life tasks they had been able to prior to ill health).  However, 

whilst respondents did try to maintain a ónew normalityô through adapting their life, the 

majority of respondents reported that they still found this difficult to accept. 

ΨǇŜƻǇƭŜ Ƨǳǎǘ ƪŜŜǇ ǘŜƭƭƛƴƎ ƳŜΧέȅƻǳΩǾŜ Ǝƻǘ ǘƻ ǘŀƪŜ ƛǘ ŜŀǎȅέΧōǳǘ ŀŦǘŜǊ ōŜƛƴƎ ŀŎǘƛǾŜ ŀƭƭ ǘƘŜƳ ȅŜŀǊǎ 
ώƛǘΩǎ ŘƛŦŦƛŎǳƭǘΦϐΩ aǊ h όстΣ moderate COPD, lives with wife) 1st interview 

 

aǊ ±Υ  ΨLΩǾŜ Ǝƻǘ ǘƻ ǘŀƪŜ Ƴȅ ǘƛƳŜ ŀƴŘ LΩǾŜ ƴƻ ǇŀǘƛŜƴŎŜΦ ¢Ƙŀǘ ǿƘȅ ǎƻƳŜǘƛƳŜǎ L ƎŜǘΧ 

tŀǊǘƴŜǊΥ ΨǘƘŀǘΩǎ ǘǊǳŜΣ ȊŜǊƻ ώǇŀtience] 

aǊ ±Υ hǳǘ ƻŦ ōǊŜŀǘƘΧƛŦ ƛǘΩǎ Ǝƻǘ ǘƻ ōŜ ŘƻƴŜΣ ƛǘΩǎ Ǝƻǘ ǘƻ ōŜ ŘƻƴŜ 

tŀǊǘƴŜǊΥ LǘΩǎ Ǝƻǘ ǘƻ ōŜ ŘƻƴŜ ȅŜǎǘŜǊŘŀȅΣ ƴƻǘ ǘƻƳƻǊǊƻǿ 

Mr V: Yeah.Ω  Mr V(70, severe COPD, lives with partner), 1st interview 
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Ψ{ƘŜ ǎǘƛƭƭ ƎŜǘǎ ŀ ōƛǘ ōǊŜŀǘƘƭŜǎǎ ǘƘƻǳƎƘΧL ǘƻƭŘ ƘŜǊ ǘƻ ŎŀƭƳ ƛǘ down and go slowly but she still 
ǎŎǳǊǊƛŜǎ ŀōƻǳǘΦΩ  IǳǎōŀƴŘ ƻŦ aǊǎ [ όтнΣ ǳƴƪƴƻǿƴ /ht5 ǎŜǾŜǊƛǘȅΣ ƭƛǾŜǎ ǿƛǘƘ ƘǳǎōŀƴŘύ нnd 
interview. 

This was evident in numerous respondentsô responses, as evidenced by the excerpts 

above which describe how respondents and their family members acknowledge patientsô 

difficulties in adapting to a slower pace of life.  

 Attempts to self -manage exacerbations of COPD at home 6.3.2.

Seventeen respondents in the longitudinal interview sample reported that they had been 

given rescue medications by their general practitioners, practice nurses or specialist 

respiratory nurses.  Respondentsô accounts of taking rescue medications identified how 

they attempted to self-manage exacerbations at home without contacting health 

professionals.  However, the data show that the majority of respondents did not always 

feel confident or competent in decision making to start taking rescue medications. 

There was a general consensus amongst respondents that rescue medications were 

given in an attempt to reduce the number of visits patients made to their general 

practitioners or practice nurses during times of exacerbation.  Being given a rescue pack 

was described as a way to not have to óbotherô or ómitherô their general practitioner or 

waste their time. 

Q:  ΨIŀǾŜ ȅƻǳ ŎƻƴǘŀŎǘŜŘ ŀƴȅ ƘŜŀƭǘƘ ǇǊƻŦŜǎǎƛƻƴŀƭǎ ǎƛƴŎŜ ȅƻǳ ǎǘŀǊǘŜŘ ǘŀƪƛƴƎ ǘƘŜ ǇŀŎƪΚΩ 

Mrs J: ΨbƻΣ ōŜŎŀǳǎŜ ǘƘŀǘΩǎ ǿƘŀǘ ƛǘΩǎ ǘƘŜǊŜ ŦƻǊΣ ǎƻ ȅƻǳ Řƻƴϥǘ ƳƛǘƘŜǊ ǘƘŜƳΦ  .ŜŎŀǳǎŜΧ ƛŦ L 
ǇƘƻƴŜŘ ǳǇ ƴƻǿ ŀƴŘ ǎŀƛŘ άL ǿŀƴǘ ŜƳŜǊƎŜƴŎȅ ŀǇǇƻƛƴǘƳŜƴǘ LΩǾŜ Ǝƻǘ ŀ ŎƘŜǎǘ ƛƴŦŜŎǘƛƻƴέΣ άȅƻǳΩǾŜ 
Ǝƻǘ ŀ ǊŜǎŎǳŜ ǇŀŎƪ ŀǘ ƘƻƳŜέ ōŜŎŀǳǎŜ ƛǘ ŀƭƭ ŎƻƳŜǎ ǳǇ ƻƴ ώǘƘŜϐ ŎƻƳǇǳǘŜǊΦ  {ƻ ƛǘΩǎ ŀ ǿŀǎǘŜ ƻŦ ǘƛƳŜ 
ƎƻƛƴƎΣ Řƻ ȅƻǳ ƪƴƻǿ ǿƘŀǘ L ƳŜŀƴΚΩ  aǊǎ W όрсΣ ǳƴƪƴƻǿƴ /ht5 ǎŜǾŜǊƛǘȅΣ ƭƛǾŜǎ ǿƛǘƘ ŘŀǳƎƘǘŜǊύ мst 

interview. 

This led some patients to attempt to manage exacerbations by themselves despite not 

feeling confident to self-manage their exacerbation.  Throughout the majority of 

respondentsô accounts there was no sense that being given rescue medications had 

empowered them to self-care or made them feel more in control of their illness. 

One case that illuminates respondentsô reticence to contact health professionals during 

acute exacerbation of COPD is the account given by Mr T.  His COPD was managed by a 
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practice nurse at his local general practitioner surgery.  At second interview he reported 

that he had recently taken two courses of rescue medication for a chest infection but was 

still experiencing residual symptoms for which he was now taking over the counter 

medications such as paracetamol and cough medicine.  Despite experiencing symptoms 

of breathlessness and having a productive cough for over eight weeks, he had not sought 

help from health professionals.  The excerpt below highlights his perception that he should 

manage his own COPD.  This view was reinforced by being given rescue medications to 

self-medicate at times of exacerbation. 

Mr T:  ΨL ǿŀǎ ƴŜŀǊƭȅ ƎƻƛƴƎ ǘƻ !ϧ9Σ L ǿŀǎ ǎǘǊǳƎƎƭƛƴƎ ǘƘŀǘ ƳǳŎƘΣ ȅƻǳ ƪƴƻǿΦ  .ǳǘ L ŘƛŘƴΩǘ ŘƻΦ  
¦ƳΣ ƳŜ ŘŀǳƎƘǘŜǊ ƪŜǇǘ ŎƻƳƛƴƎ ǊƻǳƴŘ ǘƻ ǎŜŜ Ƙƻǿ L ǿŀǎΦ  ¦ƳΣ ǎƻΣ ŜǊΣ ȅŜŀƘΣ ōǳǘ LΩƳΣ LΩƳ ƎŜǘǘƛƴƎ 
thereΣ ȅƻǳ ƪƴƻǿΦ  .ŜŜƴ ŀ ǎǿƛƴŜ ǘƘƻǳƎƘΦ  Lǘ Ƙŀǎ ōŜŜƴ ŀ ǎƘƻŎƪŜǊΧ ŀƴȅǿŀȅΣ ǘƻǳŎƘ ǿƻƻŘΣ ƛǘΩƭƭ ōŜ 
ƻƪŀȅΦΩ 

Q:  ΨIŀǾŜ ȅƻǳΧ ōŜŜƴ ǘƻ ǎŜŜ ǘƘŜ ŘƻŎǘƻǊΚΩ 

Mr T:  ΨbƻΣ ŎŀǳǎŜ ȅƻǳ ƪƴƻǿ ǿƘŀǘ ƛǘ ƛǎΣ ȅƻǳ ǎŜŜΦ  {ƻ ƛǘΩǎ ƴƻǘ ƭƛƪŜ ǎƻƳŜǘƘƛƴƎ ǘƘŀǘΩǎ ŎǊƻǇǇŜŘ 
ǳǇ ŀƴŘ ȅƻǳ ŘƻƴΩǘ ƪƴƻǿ ǿƘŀǘ ƛǘ ƛs.  You know what it is, so, err, I just keep me inhalers handy 
ŀƴŘΣ ǳƳΣ Ƨǳǎǘ ƘƻǇŜ ŦƻǊ ǘƘŜ ōŜǎǘΦΩ  aǊ ¢ όспΣ aƻŘŜǊŀǘŜ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ нƴŘ ƛƴǘŜǊǾƛŜǿΦ 

While some respondents were reluctant to contact health professionals when they had 

started to take rescue medications, some reported that they would make contact either 

upon starting to take rescue medications or to check whether they needed to start taking 

it. 

For example, the son and informal carer of Mrs F reported that he did not feel confident to 

make the decision to start his mum on rescue medications.  Therefore, he described how 

he would always telephone a health professional to visit his mum prior to her starting the 

medication. 

Ψ.ŜŎŀǳǎŜΣ ƭƛƪŜ L ǎŀȅΣ L ŎŀƴΩǘ ƎƛǾŜ ƘŜǊ ǘƘŜ ǘŀōƭŜǘǎΣ L ƴŜŜŘ ǎƻƳŜōƻŘȅ ǘƻ ǘŜƭƭ ƳŜ ǿƘŜƴ ǎƘŜΩǎ Ǝƻǘ ǘƻ Ǝƻ 
ƻƴ ǘƘŜƳΣ ǘƘŀǘΩǎ ǿƘȅ LΩǾŜ Ǝƻǘ ǘƻ ǿŀƛǘ ŦƻǊ ώǎǇŜŎƛŀƭƛǎǘ ǊŜǎǇƛǊŀǘƻǊȅ ƴǳǊǎŜϐ ǘƻ ŎƻƳŜ ƻǊ ǘƘŜ ŘƛǎǘǊƛŎǘ 
ƴǳǊǎŜ ƻǊ ǘƘŜ ŀŎǘƛǾŜ ŎŀǎŜ ƳŀƴŀƎŜǊΦΩ  {ƻƴκŎŀǊŜǊ ƻŦ aǊǎ C όум ȅŜŀǊǎΣ ǾŜǊȅ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ 
son) 1st interview. 

Other respondents described how they would contact their specialist respiratory nurse as 

soon as they started to take their rescue medications to inform them, and described how 

this often initiated a home visit. 

L ƘŀǾŜ ŀƴ ŜƳŜǊƎŜƴŎȅ ǇŀŎƪ ƻŦ ǎǘŜǊƻƛŘǎ ǘƘŀǘ L ƘƛǘΧ ŀǎ ǎƻƻƴ ŀǎ I hit them I notify COPD [Specialist 
Respiratory Service]Σ ǎŀȅ άL ŎŀƴΩǘ ǎǘŀƴŘ ƛǘ ŀƴȅ ƭƻƴƎŜǊέΧ L ƪƴƻǿ ǘƘŜ ƳŜǎǎŀƎŜ ƛǎƴΩǘ ƎƻƛƴƎ ǘƻ ƎŜǘ 
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ǘƘǊƻǳƎƘ ǘƛƭƭ ǘƘŜȅ ŎƻƳŜ ƻƴ ŘǳǘȅΧ ōǳǘ ǘƘŜƴ ǘƘŜȅΩƭƭ Ǿƛǎƛǘ ƳŜ ǘƘŀǘ Řŀȅ ƛŦ LΩƳ ǊƻǳƎƘΧ ǘƘŜȅ Ƨǳǎǘ Ǿƛǎƛǘ 
you that first few days and ƎŜǘ ȅƻǳ ƻǾŜǊ ǘƘŜ ƘǳƳǇΧ ŀƴŘ ȅƻǳ ǊŜƻǊŘŜǊ ȅƻǳǊ ŜƳŜǊƎŜƴŎȅ ǇŀŎƪǎΦΩ  
Mr A (71, very severe COPD, lives with wife) 1st interview. 

Respondents described the signs and symptoms they looked out for to know when to start 

taking their rescue medications.  These usually involved fever, pain on breathing, change 

in colour of sputum, experiencing a productive cough and symptoms of breathlessness. 

Q:  ΨIƻǿ Řƻ ȅƻǳ ƪƴƻǿΧ ǿƘŜƴ ǘƻ ǎǘŀǊǘ ǘŀƪƛƴƎ ŀƴǘƛōƛƻǘƛŎǎΚΩ 

Mrs E:  Ψ²ŜƭƭΣ L ŦŜŜƭ ŀ ōƛǘ ŦƭǳŜȅ ŦƛǊǎǘ ƻŦ ŀƭƭ ōǳǘ ǘƘŜ Ƴŀƛƴ ƛƴŘƛŎŀǘƻǊ is when the phlegm goes 
ŘƛŦŦŜǊŜƴǘ ŎƻƭƻǳǊŜŘΣ ǿƘŜƴ ƛǘ ƎŜǘǎ ŀ ōƛǘ ƎǊŜȅ ƻǊ ƎǊŜŜƴΦ  ¸ŜŀƘΣ ǘƘŀǘΩǎ ǘƘŜ ŘŜŦƛƴƛǘŜΧ L ƳŜŀƴ L ƎŜǘ ǘƘŜ 
ŎǊŀƳǇǎ ǘŜǊǊƛōƭŜΣ ǘŜǊǊƛōƭŜ ŎǊŀƳǇǎ ƛƴ Ƴȅ ǎƛŘŜ ƘŜǊŜΣ ŀƴŘ ƛƴ Ƴȅ ƭǳƴƎǎΦΩ  aǊǎ 9 όрфΣ ƳƻŘŜǊŀǘŜ /ht5Σ 
lives alone) 1st interview. 

However, whilst most respondents were able to describe the signs and symptoms of an 

exacerbation of COPD they also reported a caution in taking rescue medicines or 

admitted that they believed they waited too long before they started their rescue 

medications. 

Ψ{ƻΣ ǎƻƳŜǘƛƳŜǎ L Řƻ ǿŀƛǘ ǘƻƻ ƭƻƴƎ ōŜŦƻǊŜ ǘŀƪƛƴƎ ƳŜŘƛŎŀǘƛƻƴΧ ōŜŎŀǳǎŜ ȅƻǳ ǘƘƛƴƪΧ ƛǘΩƭƭ ǊŜǎƻƭǾŜΦ  
{ƻ ƛŦ L ǘƘƛƴƪ LΩǾŜ Ǝƻǘ ŀ ŎƻƭŘΣ LΩƭƭ ǘŀƪŜ tŀǊŀŎŜǘŀƳƻƭ ŀƴŘ ǎƻƳŜǘƘƛƴƎ ƭƛƪŜ ǘƘŀǘΣ ŀƴŘ Ƙƻǘ ŘǊƛƴƪǎ ŀƴŘ 
keep warm, and do everything else.  And you think that, you know, you Ŏŀƴ ƘŀƴŘƭŜ ǘƘƛǎΦ  ¢ƘŀǘΩǎ 
ǿƘŀǘ L ƪŜŜǇ ǎŀȅƛƴƎ άLǘΩǎ ŀƭǊƛƎƘǘΣ LΩƳ ƳŀƴŀƎƛƴƎ ǘƘƛǎΣ LΩƳ ƴƻǘ ǘƻƻ ǇƻƻǊƭȅέ.Ω  Mrs S (68, moderate 
COPD, lives alone) 1st interview. 

Respondents hoped that they could get better without needing to take rescue 

medications, hoping that the illness would resolve itself.  They would try home remedies 

or over the counter medications before resorting to rescue medications.  For some 

respondents, there was a general sense that they did not like to take too many 

medications and were therefore reluctant to take rescue medications unless absolutely 

necessary. 

Mr U: Ψ¢ƘŜ ƻǘƘŜǊΣ ǘƘŜ ǎǘŜǊƻƛŘ ƻƴŜΣ LϥǾŜ ƴŜǾŜǊ ǘŀƪŜƴ ϥŜƳΦ  L Řƻƴϥǘ ƭƛƪŜ ǘŀƪƛƴƎΣ ŜǊǊΣ Ǉƛƭƭǎ ŀƴŘ 
ώƭŀǳƎƘǎϐΦΩ 

Q:  Ψ²Ƙȅ ƛǎ ǘƘŀǘΣ ǿƘȅ Řƻ ȅƻǳ ƴƻǘ ƭƛƪŜ ǘŀƪƛƴƎ ǘƘŜƳΚΩ 

Mr U:  ΨL Řƻƴϥǘ ƪƴƻǿΣ L ƴŜǾŜǊ ƘŀǾŜΦ  Lǘϥǎ ƴƻǘ ŀΧ LϥƳ ƴƻǘ ǎƻǊǘ ƻŦΣ ŜǊΣ ǎǘǊǳƴƎ ǳǇ ŀōƻǳǘ ƛǘ ōǳǘΣ 
ȅƻǳ ƪƴƻǿΣ L Ƨǳǎǘ ƘŀǾŜƴϥǘΧ L ǘǊȅ ŀƴŘ ŀǾƻƛŘ ƛǘΣ ǘŀƪƛƴƎ ŀǎ ƳǳŎƘ ƳŜŘƛŎŀǘƛƻƴ ŀǎ L ŎŀƴΦΩ  aǊ ¦ όтпΣ ƭƛǾŜǎ 
alone, severe COPD) 1st interview. 

Respondents with more severe symptoms of COPD in everyday life, also expressed 

reluctance to start rescue medications.  This was due to difficulty in recognising the 

difference between a óbad dayô and an exacerbation of COPD.  Therefore, they were 
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cautious to start their rescue medications in case it was not a true exacerbation.  This 

caution was driven by previous health messages they had received both from health 

professionals (to only take rescue medications when needed) and general public 

information about the overuse of antibiotics in society. 

Mr A: Ψ{ƻ LΩǾŜ ōŜŜƴ ŘƻƛƴƎ ǘƘŀǘΣ ȅƻǳ ƪƴƻǿΣ ƻǾŜǊ ǘƘƛǎ Ǉŀǎǘ ǿŜŜƪΦ  LΩǾŜ ŦƛƴƛǎƘŜŘ ǘƘŜ ǎǘŜǊƻƛŘǎΣ L 
ƘǳƴƎ ƻƴ ŀƴŘ L ƘǳƴƎ ƻƴ ŀƴŘ L ƘǳƴƎ ƻƴ ŦƻǊ ŀōƻǳǘ ŀ ƳƻƴǘƘ ŀƴŘ L ǘƘƻǳƎƘǘ άȅƻǳ ƳǳƎέΦΩ 

Q:  Ψ²Ƙȅ ŘƛŘ ȅƻǳ ƘŀƴƎ ƻƴ ŦƻǊ ŀ ƳƻƴǘƘΚΩ 

Mr A:  Ψ.ŜŎŀǳǎŜ L ŘƻƴΩǘ ǊŜŀƭƭȅΣ L ŘƻƴΩǘ Ŧǳƭƭȅ ǳƴŘŜǊǎǘŀƴŘ ŀƴǘibiotics, but I do understand 
ǘƘŀǘ ȅƻǳ ŎŀƴΩǘ ǘŀƪŜ ǘƘŜƳ ŦƻǊ ƭƛŦŜΦΩ  aǊ ! όтмΣ ǾŜǊȅ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ǿƛŦŜύ оrd interview. 

These respondents often experienced fluctuating symptoms of COPD on a daily basis.  

They described their illness as óunpredictableô; not knowing from one day to the next what 

type of day they were going to experience and this added to their confusion over when to 

start taking their rescue medications. 

In contrast, within the longitudinal interview sample, five respondents (Mr D; Mrs G; Mrs P; 

Mrs Q; Mrs R) reported either no concern in their decision to start taking rescue 

medications or no concern in contacting their clinicians at times of suspected exacerbation 

of COPD if they did not keep rescue medications at home. 

Ψ{ƻΣ L Ƨǳǎǘ ƪƴƻǿ ǿƘŀǘ ƛǘ ƛǎΣ ŀƴŘ ǘƘŜƴ ȅƻǳ ŎŀƴΧ ƭƛƪŜΣ L ǎǘŀǊǘ ōǊƛƴƎƛƴƎ ǘƘŜ ǇƘƭŜƎƳ ǳǇΣ ŀƴŘ ȅƻǳΩǊŜ 
ŎƻǳƎƘƛƴƎ ǘƘŀǘ ƻǳǘΧ LǘΩǎ Ƨǳǎǘ ǿŜƛǊŘΣ ōǳǘ L Ƨǳǎǘ ƪƴƻǿ ǘƘŀǘ ǘƘŜǊŜΩǎ ŀ ŘƛŦŦŜǊŜƴŎŜΧ ŀƴŘΣ ŜǊǊΣ L ǘŀƪŜ 
ǘƘŜƳ ώǊŜǎŎǳŜ ƳŜŘƛŎŀǘƛƻƴϐ ǘƘŜƴΦΩ  aǊǎ v όсоΣ ƳƛƭŘ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ƘǳǎōŀƴŘύ мst interview. 

These five respondents differed from the rest because they self-reported as being in ógood 

healthô and denied that COPD affected their day to day life.  Four of these respondents 

had a diagnosis of mild COPD and one had a diagnosis of moderate COPD (Mrs R).  One 

respondent (Mr D) still worked fulltime and the rest were retired.   

vΥ Ψ!ǊŜ ȅƻǳ ƎƛǾŜƴ ŀƴȅ ƳŜŘƛŎŀǘƛƻƴ ǘƻ ƪŜŜǇ ŀǘ ƘƻƳŜΣ ƭƛƪŜ ŀ ǊŜǎŎǳŜ ǇŀŎƪΣ ƻǊΦΦΦΚ 

bƻΧL Řƻƴϥǘ ǘƘƛƴƪ ƛǘϥǎ ǘƘŀǘ ǎŜǾŜǊŜ ǘƘŀǘ L ǿƻǳƭŘΦΦΦL ǘƘƛƴƪ ǘƘŜ ƭŜǾŜƭ ƻŦ ǘƘŜ ŘƛǎŜŀǎŜ ƛƴ ƳŜ ƛǎ such that I 
ǿƻǳƭŘ ƎŜǘ ƪƛƴŘ ƻŦ ǿŀǊƴƛƴƎǎ ŀƴŘ L ǿƻǳƭŘ Ƨǳǎǘ ƎŜǘ ǘƻ ǘƘŜ ŘƻŎǘƻǊΦΩ aǊ D (66, mild COPD, lives 
alone) 1st interview. 

One explanation for these respondents being more likely to contact clinicians or take 

rescue medications is that they were more readily able to recognise an exacerbation of 

COPD because they experienced minimal COPD symptoms in everyday life.   
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Mrs R: LΩǾŜΧLΩǾŜ ǘŀƪŜƴ ǘƘŜ ŀƴǘƛōƛƻǘƛŎǎΣ ȅŜŀƘΣ ǎǘǊŀƛƎƘǘŀǿŀȅΦ 

Q: You have. Can you tell me when you decide to take them what it is about how 
yoǳΩǊŜ ŦŜŜƭƛƴƎ ǘƘŀǘ ƳŀƪŜǎ ȅƻǳΧ 

Mrs R: ²ŜƭƭΣ L ŦŜŜƭ ǳƴǿŜƭƭΣ ŀƴŘ L ŦŜŜƭΣ ŜǊǊΣ ƛǘΩǎ ǘƘƛǎΣ ƛǘΩǎΧǘƘŀǘΧǘƘŀǘΣ ǘƻ ƳŜΣ ƛǘΧƛǘΩǎΧƛǘΩǎ ōŜŜƴ 
ǘƘŜǊŜ ŜǾŜǊ ǎƛƴŎŜ LΩǾŜ ōŜŜƴ ƭƛǘǘƭŜΤ ǿƘŜƴ L ǎǘŀǊǘ ƎŜǘǘƛƴƎ ǘƘŀǘ ǘƘŜǊŜΣ ǘƘŀǘ ōǳǊƴƛƴƎ ǎŜƴǎŀǘƛƻƴΣ ŀƴŘ 
ǿƘŜƴ L ŎƻǳƎƘ ƛǘΩǎ ƭƛƪŜ ǎƻƳŜōƻŘȅΩǎ ǇǳƭƭƛƴƎ ƘŀƛǊǎ ƻŦŦ ƳŜΤ ǘƘŜƴ L ƪƴƻǿ LΩǾŜ ƎƻǘΣ ŜǊǊΣ LΩǾŜ Ǝƻǘ ŀƴ 
ƛƴŦŜŎǘƛƻƴΦ 9ǊƳΣ ŀƴŘ ǘƘŀǘΩǎ ǿƘŜƴ L ǎǘŀǊǘ ǘŀƪƛƴƎ ƛǘΦ !ƴŘ L ƪƴƻǿ L ŎŀƴΩǘ ŦƛƎƘǘ ƛǘ ƻŦŦ ƳȅǎŜƭŦΦ aǊǎ w όссΣ 
moderate COPD, lives with husband) 1st interview.  

Therefore, when they did experience symptoms they were more likely to feel confident to 

attribute them to an exacerbation of their condition.  This group also experienced acute 

illness (or exacerbation of COPD) far fewer times than respondents who had more severe 

COPD and/or complex co-morbidities.  For example, during their involvement in the study 

three of these five respondents did not experience any exacerbation of COPD and two 

reported having a chest infection and taking antibiotics or steroids only once.  Therefore, 

there may have been less concern about over use of rescue medications in these 

respondents. 

 Help seeking at times of acute illness  6.3.3.

As stated in chapter 2, within the UK, attempts are made to manage COPD in the primary 

care setting but it is still a major cause of emergency admission to hospital.  In the 

longitudinal interview sample, no respondents who were recruited from general practice 

were hospitalised; however, seven respondents recruited from specialist COPD services 

reported being hospitalised during their 9 months involvement in the study and some had 

several emergency admissions during this time period.  Most described these emergency 

admissions as due to a chest infection or diagnosis of pneumonia (i.e. exacerbation of 

their COPD condition).  Respondents with complex multiple health problems were 

sometimes hospitalised for health conditions unrelated to COPD.  For example, in 

between first and second interview, Mrs L had been admitted to hospital twice.  Her first 

admission related to side effects from medication that she took for her mental health 

condition and her second admission was due to a chest infection.  Mr O had been 

admitted with breathlessness symptoms but was unsure if this was related to his heart 

problems or his COPD condition.  Two described being unsure of the reason for their 

admissions. 



 194  

Interviewing respondents three times over a 9 month period enabled me to understand the 

reasons why they did not always seek timely help for episodes of acute illness which may 

have led to respondents being hospitalised.  Reasons for not seeking timely help were 

often multiple and not exclusive; these related to problems and/or lack of confidence in 

recognising deterioration in their condition, concern over wasting health professionalsô 

time and being influenced by previous health experiences.  Throughout the data, it was 

evident that family members had an influence on respondentsô decision to seek help at 

times of illness.  However, some reported reluctance to tell family members when feeling 

unwell.  When respondents ignored the advice of family members to contact health 

professionals, family tension tended to result.  This will be addressed in the next section 

before moving on to explore the reasons for respondentsô failure to seek timely help at 

times of acute illness. 

6.3.3.1. FamiÌÉÅÓȭ ÉÎÆÌÕÅÎÃÅ ÏÎ ÒÅÓÐÏÎÄÅÎÔÓȭ ÄÅÃÉÓÉÏÎ ÔÏ ÓÅÅË ÈÅÌÐ 

Through respondentsô accounts, it was evident that family members were the reason why 

some respondents were persuaded to seek help whilst others tried to hide their illness 

from family members in order to reduce their perceived burden. 

For older people who lived alone, respondents expressed how their (adult) children 

intervened to encourage respondents to seek help in an attempt to keep them safe at 

home alone.  This was evident in the interviews conducted with Mrs P.  She reported at 

interview 2 how she had recently experienced mobility problems due to a painful back.  

She reported that she had booked a GP appointment because her sons had encouraged 

her to call the GP. 

Ψ{ƻ ȅŜǎǘŜǊŘŀȅ L ǘƘƻǳƎƘǘ LΩƭƭ ƘŀǾŜ ǘƻ ƎŜǘ ŀƴ ŀǇǇƻƛƴǘƳŜƴǘΣ ōŜŎŀǳǎŜ Χ Ƴȅ ǎƻƴ ǿƻǳƭŘ ōŜ ƻƴ Ƴȅ ōŀŎƪ 
ƛŦ L ŘƻƴΩǘΦΩ  aǊǎ t όумΣ ƳƛƭŘ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ нnd interview. 

Mrs P felt that she was coping well with her illnesses and despite her mobility problems 

she was still managing to remain independent at home.  But, to allay her familyôs fears 

she had complied with their wishes and made a GP appointment. 

Ψ{ƻ ƛǘΩǎ Ƨǳǎǘ ǘƘŜƳ ǘƘŜǊŜΣ ǘƘŜȅ ǇŀƴƛŎΧ L ǘƘƛƴƪ ƛǘΩǎ ǿƛǘƘ ōŜƛƴƎ ƻƴ Ƴȅ ƻǿƴΣ ȅƻǳ ǎŜŜΣ ŀƴŘ ƘŀǾƛƴƎ 
ƴƻōƻŘȅ ǊƻǳƴŘ ǘƻ Ŏŀƭƭ ƻƴ Χ ¢ƘŜȅ Řƻ ǿƻǊǊȅΣ ȅƻǳǊ ƪƛŘǎΣ ŘƻƴΩǘ they?  Honestly.  So, yes.  And then 
ŜǎǇŜŎƛŀƭƭȅ ƴƻǿ LΩƳ ƴŜŀǊƭȅ унΦΩ  aǊǎ t όумΣ ƳƛƭŘ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ нnd interview. 
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There was a general sense that respondents did not want to burden family members or 

worry them unnecessarily.  This was expressed in the focus groups conducted, as the 

following excerpt highlights. 

Q:  ΨǿƘȅ Řƻ ȅƻǳ ǘƘƛƴƪ ǘƻ ȅƻǳǊǎŜƭŦ άLΩƳ ŀƭƭ ǊƛƎƘǘΣ LΩƳ ŀƭƭ ǊƛƎƘǘέΚΩ 

P1:  Ψ.ŜŎŀǳǎŜΧ Ψ 

C2:  Ψ/ŀǳǎŜ ȅƻǳΩǊŜ ŦǊƛƎƘǘŜƴŜŘ ƻŦΧΩ 

P1:  Ψ.ŜŎŀǳǎŜ ȅƻǳ ǘƘƛƴƪ ƛǘΩƭƭ Ǝƻ ōŜǘǘŜǊΦ  ¸ŜŀƘΣ ȅƻǳΩǊŜ ŦǊƛƎƘǘŜƴŜŘ ƻŦ ΧΩ 

C2:  ΨΧǳǇǎŜǘǘƛƴƎ ǘƘŜƛǊ Řŀƛƭȅ ǊƻǳǘƛƴŜΦ  ¢ƘŜȅΩǾŜ Ǝƻǘ ǘƘŜƛǊ ƭƛŦŜ ŀƴŘ ǘƘŜ ƪƛŘǎ ŀƴŘΧΩ 

P4:  Ψ¢ƘŀǘΩǎ ǿƘŀǘ ƛǘ ƛǎΣ ȅŜŀƘΦ  aƳΦΩ 

C2:  ΨŀƴŘ άL ŘƻƴΩǘ ǿŀƴǘ ǘƻ ōŜ ŀ ōǳǊŘŜƴέ ŀƴŘΧΩ 

P1:  Ψ¸ŜŀƘΣ ȅŜŀƘ ƛǘ ƛǎΤ ƛǘ ŘƻŜǎ Řƻ ǘƘŀǘΦΩ 

P4:  Ψ¢Ƙŀǘ ƛǎ ŀ ōƛƎ ǘƘƛƴƎΦΩ 

C2:  Ψ¢ƘŀǘΩǎ ǿƘŀǘ ƛǘ ƛǎΦΩ 

P1:  Ψ¸ŜŀƘΣ ƛǎƴΩǘ ƛǘΚ  ¸ŜŀƘΦ  !ƴŘ ǘƘŜƴ ȅƻǳ ŘƻƴΩǘ ǿŀƴǘ ǘƻ ŦŀŎŜ ǘƘŀǘ ȅƻǳΩǊŜ Ǝƻƴƴŀ ōŜ ōŀŘ 
ŀƴȅǿŀȅΦ  ²Ŝƭƭ L ŘƻƴΩǘΦΩ 

P4:  ΨaƳΦΩ 

P1:  ΨLΣ ƛǘΩǎ ƧǳǎǘΧ L ƘŀǘŜ ƛǘΦ  L ƘŀǘŜ ōŜƛƴƎ ƛƭƭΦΩ 

P4:  Ψ¸ŜŀƘΣ ŎŀǳǎŜ ȅƻǳ ǿŀƴǘ ǘƻ ōŜ ƛƴŘŜǇŜƴŘŜƴǘ ŘƻƴΩǘ ȅƻǳΚΩ 

P1:  Ψ¸ŜŀƘΣ ȅŜŀƘΦΩ 

P4:  Ψ̧ ƻǳ ǿŀƴǘ ǘƻ Ǌǳƴ ȅƻǳǊ ƻǿƴ ƭƛŦŜΦΩ 

P3:  Ψ¸ƻǳ ŘƻƴΩǘ ƭƛƪŜ ƛƴŎƻƴǾŜƴƛŜƴŎƛƴƎ ǇŜƻǇƭŜ Řƻ ȅƻǳΚΩ 

C2:  ϥ¸ŜŀƘΦ  Ψ 

P1:  ΨbƻΦ  bƻΦΩ   Focus group 1. 

It was also expressed in the interviews conducted with respondents who lived alone and 

had adult children.  For example, Mrs S explained how her children worried about her 

illness and that they would ónagô her to start taking her medication or contact her 

healthcare provider at the sign of any deterioration in her condition. 

Ψ{ƻ ƛŦ L ŀƳ ƎŜǘǘƛƴƎ ōǊŜŀǘƘƭŜǎǎ ƻǊ ŎƻǳƎƘƛƴƎ ƳƻǊŜ ǘƘŀƴ usual, or sound like I've got a cold, both 
children will start nagging me then.  And if I won't go the GP's, they'll start asking me to ring 
ώbǳǊǎŜ tǊŀŎǘƛǘƛƻƴŜǊϐΦΩ  aǊǎ { όсуΣ ƳƻŘŜǊŀǘŜ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ мst interview. 
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In addition, Mrs S said that she was aware of her childrenôs concerns regarding her health 

and throughout her accounts there was a sense that she óhidô acute illness episodes from 

them.  This was in an effort to make sure her children were not burdened or worried by 

their mumôs illness; she reported that they had their own lives to lead and were busy 

bringing up young children.  For example, she described how at times of experiencing a 

chest infection, she did not contact her children until she started to feel that her condition 

was improving. 

ΨL ǘƘƛƴƪ LϥŘ ōŜ ǾŜǊȅ ŀǿŀǊŜ ƻŦ ƴƻǘ ǳǇǎŜǘǘƛƴƎ ǘƘŜ ŎƘƛƭŘǊŜƴ ŀƴŘ ŎŀǳǎƛƴƎ ǘƘŜƳ ƳƻǊŜ ǿƻǊǊȅΧ {ƻ ǘƘŀǘϥǎ 
why I try and get over things before they're contacted, or anything like that, which I suppose 
ŎŀǳǎŜǎ ǘƘŜƳ ƳƻǊŜ ǿƻǊǊȅ ōŜŎŀǳǎŜ ǘƘŜȅ ƪƴƻǿ L Řƻ ƛǘ ώƭŀǳƎƘϐΦΩ  aǊǎ S (68, moderate COPD, lives 
alone) 1st interview. 

However, as the excerpt above highlights, she suspected that her children were aware of 

her periods of illness even when she chose not to tell them. 

Respondents who lived with their spouse or family member reported that at times of acute 

illness (such as acute episodes of breathlessness or heart palpitations), it was often their 

spouse or family member who made the decision to call the emergency services or take 

the respondent to hospital.  For example, at first interview, Mr O described how when his 

wife realised that he was unwell, she would make the decision to either call the COPD 

service or would insist that he went to hospital.  Therefore, he stated that the decision to 

seek help was taken away from him. 

Ψ!ƴŘΣ ǿŜƭƭΣ LΩǾŜ ƴƻ ƻǇǘƛƻƴΣ ƴƻ ŎƘƻƛŎŜ ōŜŎŀǳǎŜ ŀǎ ǎƻƻƴ ŀǎ ώǿƛŦŜϐ ƪƴƻǿǎ ǘƘŀǘ LΩƳ ƴƻǘ ǿŜƭƭ Χ ǎƘŜ 
ŘƻƴΩǘ ǿŀƛǘ Χ ǘƻ ŀǎƪ ƳŜΣ ǎƘŜ Ƨǳǎǘ ƎŜǘǎ ǎǘǊŀƛƎƘǘ ƻƴǘƻ ǘƘŜ ǇƘƻƴŜ ǘƻ ǎƻƳŜōƻŘȅΦΩ  aǊ h όстΣ 
moderate COPD, lives with wife) 1st interview. 

This was acknowledged by his wife who described how, even when Mr O did not admit to 

feeling unwell; through non-verbal surveillance, she could assess the severity of his 

condition and would then insist on him seeking emergency help. 

Ψ.ǳǘ ƛŦ ƘŜΩǎ ƴƻǘ ǿŜƭƭΣ L Ŏŀƴ ǎŜŜ ƛǘ ƛƴ Ƙƛǎ ŜȅŜǎ ǘƘŀǘ ƘŜΩǎ ƴƻǘ ǿŜƭƭΦ  ¸ƻǳ ƪƴƻǿ ǿƘŀǘ L ƳŜŀƴΚ  {ƻΣ L 
ƪƴƻǿ ƘŜΩǎ ǳǇǎŜǘ ōŜŎŀǳǎŜ ƘŜ ŘƻŜǎƴΩǘ ǿŀƴǘ ǘƻ Ǝƻ ǳǇ ƘƻǎǇƛǘŀƭ ǘƘƛƴƪƛƴƎ άƻƘ ǿŜƭƭ LΩƳ ƎƻƛƴƎ ǘƻ ōŜ 
ǎŀǘ ǳǇ ǘƘŜǊŜ ŀƭƭ ŘŀȅέΣ ōǳǘ L Ŏŀƴ ǘŜƭƭ ƛŦ ƘŜΩǎ ƴƻǘ ǿŜƭƭΣ ŀƴŘ ƘŜ ƴŜŜŘǎ ώǘƻϐ Ǝƻ ώǘƻ ƘƻǎǇƛǘŀƭϐΣ ȅƻǳ ƪƴƻǿΦΩ  
Wife of Mr O (67, moderate COPD, lives with wife) 1st interview. 

This appeared to relieve Mr O of the responsibility to make the decision to seek help, 

which he appeared to welcome. 
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However, some respondents described tensions within spousal and family relationships 

when there was a difference of opinion about when to seek help from health 

professionals, with family members feeling that respondents should seek help sooner. 

Mr N:  Ψ.ǳǘ ώǿƛŦŜϐ ǎŀƛŘ άȅƻǳ Řƻƴϥǘ ƴŜŜŘ ǘƻ ǿŀƛǘ ǘƘƛǎ ƭƻƴƎ ōŜŦƻǊŜ ȅƻǳ Ǝƻ ƛƴέΦ  .ǳǘ 
ǎƻƳŜǘƛƳŜǎΧ L feel like I'm getting over it and then I start breathing better, and then all of a 
ǎǳŘŘŜƴ ώƭǳƴƎǎϐ Ƨǳǎǘ ǎƘǳǘ ǳǇ ŀƴŘ L ŎŀƴϥǘΣ L Ŏŀƴϥǘ ōǊŜŀǘƘŜ ŀǘ ŀƭƭΦΩ 

Q:  Ψ5ƻŜǎ ώϐ ȅƻǳǊ ǿƛŦŜ ǘƘƛƴƪ ǘƘŀǘ ȅƻǳ ƭŜŀǾŜ ƛǘ ǘƻƻ ƭƻƴƎ ōŜŦƻǊŜ ΧΚΩ 

Mr N:  Ψ¸ŜŀƘΣ ŀƴŘ ώƳȅϐ ŘŀǳƎƘǘŜǊΣ ȅŜŀƘΣ they go mad, they think; they know and I know 
ǊŜŀƭƭȅΦΩ  aǊ b όрфΣ ǾŜǊȅ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ǿƛŦŜύ мst interview. 

This theme was strongly identified throughout the interviews with Mrs K and her husband.  

Mrs K was diagnosed with very severe COPD (and other co-morbidities).  She had 

repeated emergency hospital admissions for acute exacerbation of COPD and usually her 

husband would call the emergency services.  Prior to interview 1 she had been 

hospitalised three times within 12 months for exacerbation of COPD and she reported 

being hospitalised a further four times during the course of the study.  Her husband felt 

strongly that she left it too late before she took action when she recognised the symptoms 

of acute exacerbation of COPD. 

Mrs K:  Ψ²Ŝƭƭ L ƪƴƻǿ ǿƘŀǘ ƘŜϥǎ Ǝƻƴƴŀ ǎƘƻǳǘ ŀǘ ƳŜ ϥŎŀǳǎŜ ƘŜ ǎŀȅǎΣ άǿŜƭƭ ȅƻǳ ƴŜǾŜǊ ǎŀȅέΦΩ 

Husband:  Ψ²Ƙŀǘ ǎƘŜ ŘƻŜǎ ƛǎΣ ǎƘŜ ƭŜǘǎ ƛǘ Ǌǳƴ ŀƴŘ Ǌǳƴ ŀƴŘ ǊǳƴΦ  !ƴŘΣ ŜǊΣ ǎƘŜ ŘƻŜǎƴϥǘ ƎŜǘ ƛǘ 
ǘǊŜŀǘŜŘΣ ǎƘŜ ŘƻŜǎƴϥǘ ƎŜǘ ƛǘ ǘǊŜŀǘŜŘ ǳƴǘƛƭ ǎƘŜϥǎ ŀōǎƻƭǳǘŜƭȅ ƎŀǎǇƛƴƎΦ  bƻǿ ǘƘŀǘϥǎ Ƴȅ ǇƻƛƴǘΧ LϥƳ ŀ 
great believer in getting it nipped in the bud.  But, er, no, she doesn't, it's a difference of 
ƻǇƛƴƛƻƴΦΩ  aǊǎ Y όруΣ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ƘǳǎōŀƴŘύ мst interview. 

At interview 2 she reported that she had been recently admitted to hospital due to acute 

exacerbation of COPD.  Her husband again displayed frustration at what he perceived to 

be her refusal to seek timely help. 

Mrs K:  ΨIŜ ǎŀƛŘ άŎƻƳŜ ƻƴΣ LΩƳ ǘŀƪƛƴƎ ȅƻǳ ǘƻ ǘƘŜ ƘƻǎǇƛǘŀƭέ ōǳǘ L ŜƴŘŜŘ ǳǇ ƎƻƛƴƎ ƛƴ ŀƴ 
ŀƳōǳƭŀƴŎŜΣ ŘƛŘƴΩǘ LΣ ōŜŎŀǳǎŜ L ŎƻǳƭŘƴΩǘ ƎŜǘ ŘƻǿƴǎǘŀƛǊǎΩ 

Husband:  Ψ¸ŜŀƘΣ ƛǘΩǎ ǘƘŜ ƻƭŘ ǎǘƻǊȅΦ  {ƘŜΩƭƭ ƘŀǾŜ ŀƴ ƛƴŦŜŎǘƛƻƴ ŀƴŘ ǊŀǘƘŜǊ ǘƘŀƴ ƴƛǇ ƛǘ ƛƴ ǘƘŜ ōǳŘ 
ǎƘŜ ƭŜǘǎ ƛǘ Ǌǳƴ ŀƴŘ ǘƘƛǎ ƛǎ ǿƘŀǘ ƎŜǘǎ ƘŜǊ ƛƴǘƻ ƘƻǎǇƛǘŀƭ ƳƻǊŜ ǘƛƳŜǎ ǘƘŀƴ ŀƴȅǘƘƛƴƎ ŜƭǎŜΦΩ 

Mrs K:  Ψ.ǳǘ ƛǘ Ƨǳǎǘ Ƙƛǘǎ ȅƻǳ ŀƭƭ ƻŦ ŀ ǎǳŘŘŜƴΦ  ¸ƻǳ ƪƴƻǿΣ ȅƻǳ ŘƻƴΩǘ ǘƘƛƴƪ ƛǘΩǎ ƎƻƛƴƎ ǘƻ ƘŀǇǇŜƴ 
ōǳǘ ƛǘ ŘƻŜǎ ΦΦΦ L Ǝƻǘ ǘƻƭŘ ƻŦŦ ŀƎŀƛƴ ǿƛǘƘ ώǘƘŜϐ ŘƻŎǘƻǊǎΦΩ          

Husband:  ΨCƻǊ ƭŜŀǾƛƴƎ ƛǘ ǘƻƻ ƭƻƴƎΦ  /ŀƴ ȅƻǳ ǎŜŜ ŀ ǇŀǘǘŜǊƴ ŦƻǊƳƛƴƎΚΩ  aǊǎ Y όруΣ ǎŜǾŜǊŜ /ht5Σ 
lives with husband) 2nd interview. 



 198  

In contrast, she explained that she felt that her symptoms came on suddenly and that she 

did not realise the severity of her illness until it had reached a critical stage.  This was 

identified by other respondents as a reason for not contacting health professionals sooner 

and is explained further in the subtheme below. 

6.3.3.2. Unpredictable illness and rapid deterioration in condition  

As previously highlighted, respondents could experience ógood daysô and óbad daysô of 

their illness.  For some it was difficult to distinguish between a óbad dayô and the onset of 

an exacerbation.  They therefore did not seek help at times of ill health because they 

believed it to be just another óbad dayô or due to gradual deterioration of their condition.  

For example, at first interview, Mrs E stated: ΨL ŘƻƴΩǘ Ŏŀƭl them [specialist COPD nurses] out 

ōŜŎŀǳǎŜ L ŘƻƴΩǘ ǘƘƛƴƪ LΩƳ ƛƭƭ ŜƴƻǳƎƘΩ.  At second interview she reported that she had recently 

had a chest infection but had not accessed professional help.  A chance home visit from 

her new active case manager had prompted her to start taking rescue medications. 

Ψ.ǳǘ L ƴŜǾŜǊ ƘŀŘ ŀƴȅǘƘƛƴƎ ƭƛƪŜ ǘƘŀǘΣ L ǿŀǎ Ƨǳǎǘ ǊŜŀƭƭȅ ōǊŜŀǘƘƭŜǎǎΦ  ¢ƘŜȅ ŀǎƪŜŘ ǘƻ ŎƻƳŜ ŀƴŘ ǎŜŜ 
me, well one of them.  When I answered the door to her [active case manager], the first thing 
she says to me, because L ǿŀǎ ƻǳǘ ƻŦ ōǊŜŀǘƘ ŀƴǎǿŜǊƛƴƎ ǘƘŜ ŘƻƻǊΣ ŀƴŘ ǎƘŜ ǎŀƛŘ άȅƻǳΩǾŜ Ǝƻǘ ŀ 
ŎƘŜǎǘ ƛƴŦŜŎǘƛƻƴέΦ  {ƻ L ƘŀŘ ǘƘŜ ŎƻǳǊǎŜ ώǊŜǎŎǳŜ ƳŜŘƛŎŀǘƛƻƴǎϐ ōǳǘ LΩƳ ǎǘƛƭƭ ǾŜǊȅ ōǊŜŀǘƘƭŜǎǎΦΩ  aǊǎ 9 
(59, moderate COPD, lives alone) 2nd interview. 

This highlights how some respondents did not realise the seriousness of symptoms if they 

did not experience the symptoms they usually associated with an exacerbation of COPD.  

Rather, respondents reported that symptoms (such as increase in breathlessness, as 

above) were a sign of deterioration in their chronic condition. 

Some respondents described how their acute illness came on so quickly that by the time 

they sought help they were critically ill and required hospital admission; for some this had 

meant admission to intensive care units.  For example, at interview 1, Miss B reported that 

she had had two intensive care admissions in the past year due to acute exacerbation of 

her COPD.  For some respondents, such experiences served to undermine their 

confidence to self-manage their illness at home.  This was evident in the interviews 

conducted with Mrs I, despite her seemingly doing all she could to self-manage her 

illness.  At interview 1, she described that she was in contact with the COPD team (since 

a hospital admission for a chest infection earlier on in the year) and at this time felt more 
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confident to self-manage her illness.  However, at interview 2, Mrs I described a recent 

hospital admission due to pneumonia.  She was shocked at how quickly the illness had 

happened and felt frightened.  The experience served to make her feel less confident in 

managing her illness at home than she reported at interview 1. 

Ψ{ƻ L ŎŀƭƭŜŘ ǘƘŜ ώ/ht5ϐ ǘŜŀƳ ŀƴŘ ǘƘŜȅ ŎŀƭƭŜŘ ǘƘŜ ŘƻŎǘƻǊ ǿƘƻ ŎŀƳŜ ƛƳƳŜŘƛŀǘŜƭȅ ŀƴŘ ƘŜ Ƨǳǎǘ ǎŀƛŘ 
άǿƘȅ ŘƛŘƴΩǘ ȅƻǳ Ŏŀƭƭ ōŜŦƻǊŜΚέ L ǎŀƛŘ άǿŜƭƭΣ ƛǘ ƘŀǇǇŜƴŜŘ ǎƻ ǉǳƛŎƪƭȅέ ŀƴŘ ƘŜ ǎŀƛŘ άȅƻǳΩǾŜ Ǝƻǘ 
ǇƴŜǳƳƻƴƛŀέ ŀƴŘ L ǿŜƴǘ ƛƴǘƻ ǘƘŜ ǊŜǎǳǎ ŘŜǇŀǊǘƳŜƴǘΣ ǘƘŀǘΩǎ Ƙƻǿ ōŀŘ L ǿŀǎΧ ŀƴŘ L ǘƘƛƴƪ ƛǘΩǎ 
ǎƘŀƪŜƴ Ƴȅ ŎƻƴŦƛŘŜƴŎŜ ŀ ƭƛǘǘƭŜ ōŜŎŀǳǎŜ L ƘŀŘƴΩǘ ōŜŜƴ ƛƭƭΣ L ǿŀǎ ŦŜŜƭƛƴƎ ǎƻ ǇŜǊŦŜŎǘƭȅ ǿŜƭƭ ώƭŀǳƎƘǎϐ 
and it was almost as if sƻƳŜǘƘƛƴƎ ŎŀƳŜ ǳǇ ōŜƘƛƴŘ ŀƴŘ ǿŜƴǘ ōƻƴƪΦΩ  aǊǎ L όтпΣ ǎŜǾŜǊŜ /ht5Σ 
lives alone) 2nd interview. 

She had purchased an oxygen saturation monitor in an attempt to provide an earlier 

warning of deterioration, as she felt that this was something she could do to improve her 

self-management.  Despite this, she continued to lack confidence at interview 3. 

ΨL ǘƘƛƴƪ ǘƘŀǘ ƘŀǾƛƴƎ ōŜŜƴ ƛƴ ƘƻǎǇƛǘŀƭ ώǿƛǘƘ ǇƴŜǳƳƻƴƛŀϐΦΦΦ ōŜŎŀǳǎŜ ƛǘ ƘŀǇǇŜƴŜŘ ǎƻ ǉǳƛŎƪƭȅΣ ƛǘΩǎ 
made me a little more fearful and a little more cautious and, um, a liǘǘƭŜ ƳƻǊŜ ŎŀǊŜŦǳƭΧ L ǘƘƛƴƪ 
ǘƘŀǘΩǎ ǇǊƻōŀōƭȅ ǘƘŜ ǘǊǳǘƘ ƻŦ ǘƘŜ ǿƻǊŘΣ L ŎƻǳƭŘ ǎŀȅ Ŏŀǳǘƛƻǳǎ ōǳǘ L ǘƘƛƴƪ ŦŜŀǊŦǳƭΣ ȅŜǎ ώƭŀǳƎƘǎϐΧ ƛǘ 
would be nice for someone to have; to talk me through what happened to me and why it 
ƘŀǇǇŜƴŜŘΧ ŀƴŘ ǿƘȅ ƛǘ ƘŀǇǇŜƴŜŘ ǎƻ ǉǳƛŎƪƭȅΦΩ  aǊs I (74, severe COPD, lives alone) 3rd interview. 

Therefore, above taking her oxygen saturation levels, she did not feel better equipped to 

prevent hospital admission in future.  In respondents who had severe COPD and/or 

complex multiple health problems, there was often a sense of despondency in their 

reports regarding their ability to manage sudden deterioration.  They described how they 

felt unable to do anything other than seek emergency care. 

ΨLǘ ǳǎǳŀƭƭȅ ŎƻƳŜǎ ƻƴ ǎƻ ǎǳŘŘŜƴƭȅ ǘƘŀǘ ǘƘŜǊŜΩǎΣ ǎƻǊǘ ƻŦΣ ƴƻ ǇǊe-ƛƴŘƛŎŀǘƛƻƴΧ L ƳŜŀƴΣ ƭŀǎǘ ǘƛƳŜ L ǿŀǎ 
ŀƭǊƛƎƘǘ ƻƴŜ Řŀȅ ŀƴŘ ǘƘŜ ƴŜȄǘ ŘŀȅΣ άƻƘΣ L ŎŀƴΩǘ ōǊŜŀǘƘŜΣ ȅƻǳΩŘ ōŜǘǘŜǊ ǘŀƪŜ ƳŜ ǘƻ !ϧ9έΧ ƴƻǘ ƭƛƪŜ ŀ 
ƎǊŀŘǳŀƭ ǎƻǊǘ ƻŦ ŘŜǘŜǊƛƻǊŀǘƛƻƴΦΩ  aǊ ¦ όтпΣ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ оrd interview. 

Respondents described being ótold offô by health professionals and their family members 

for not seeking help sooner.  However, these respondents felt unable to change this 

situation because their decline happened so quickly. 

6.3.3.3. Lack of confidence in decision to seek help  

For some respondents, reluctance to seek timely help related to them not feeling confident 

in their abilities to recognise an acute exacerbation of their condition.  Reticence to seek 

help continued, despite reassurance from health professionals that they were not wasting 

their time by contacting them sooner.  Fear of ómitheringô or óbotheringô health 
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professionals was a dominant theme throughout some respondentsô interviews.  As the 

quote above highlights, respondentsô fear of wasting health professionalsô time or being 

labelled a ónuisanceô patient related to their lack of confidence in recognising a true 

exacerbation. 

For some respondents with complex multiple health problems, their previous healthcare 

interactions compounded their perception that they were wasting health professionalsô 

time and this increased their reluctance to contact health professionals. 

ΨώL ǿŀǎ ǘŀƪŜƴ ǘƻ !ϧ9ϐ ǘƘŜ ƻǘƘŜǊ ŘŀȅΧ L Ƨǳǎǘ Ǝƻǘ ŀƭƭ ǎƘŀƪŜǎΣ L ŎƻǳƭŘƴΩǘ ōǊŜŀǘƘŜ ǇǊƻǇŜǊƭȅΦ  .ǳǘ ŀƭƭ 
me bloods and everything was fine, everything come back [normal] so they sent me home, but, 
ǳƳΣ ƻǳǊ ώŘŀǳƎƘǘŜǊϐ ǎŀǘ ǘƘŜǊŜΣ άƻƻƘ ȅƻǳΩǊŜ ƘŀǾƛƴƎ ǇŀƴƛŎ ŀǘǘŀŎƪǎέΣ L ǎŀƛŘΣ άƴƻΣ LΩƳ ƴƻǘ ƘŀǾƛƴƎΣ L 
ƪƴƻǿ ǿƘŜƴ LΩƳ ƘŀǾƛƴƎ ŀ ǇŀƴƛŎ ŀǘǘŀŎƪέ ŎŀǳǎŜ LΦΦΦ L ƳŜŀƴ ǎƻƳŜǘƛƳŜǎ ȅŜŀƘ L Řƻ ǇŀƴƛŎΣ ǿƘŜƴ ȅƻǳ 
ŎŀƴΩǘ ōǊŜŀǘƘŜ ȅƻǳ ǇŀƴƛŎ ŀƴŘ ǘƘŀǘ ƛǎ ȅƻǳǊ ōƻŘȅ ǘƘŀǘ ȅƻǳ ŎŀƴΩǘΦΦΦ ȅƻǳ ǘǊȅ ŀƴŘΦΦΦ ǎƻƳŜǘƛƳŜǎ L ǘǊȅ 
ŀƴŘ ƳŀƴŀƎŜ ƛǘΣ ƛŦ L ŎŀƴΩǘ ǘƘŜǊŜΩǎ ƴƻǘƘƛƴƎ ŜƭǎŜ L Ŏŀƴ Řƻ ŀōƻǳǘ ώƛǘϐΦ  wƛƴƎ ώŀƴϐ ŀƳōǳƭŀƴŎŜΣ ŀƴŘ L 
ŎŀƴΩǘ Řƻ ƴƻǘƘƛƴƎ ŜƭǎŜΦ  ²ƘŜǘƘŜǊ ƳŜ ōƭƻƻŘǎ ŀǊŜ ŀƭǊƛƎƘǘ ƻǊ ŀƴȅǘƘƛƴƎ ŜƭǎŜΣ ȅƻǳ ƪƴƻǿΣ ǎƻ ǘƘŜƴ ȅƻǳ 
start thinking, well have I [to] ring [the] ambulance, have I not to ring ambulance, am I doing 
ǘƘŜ ǊƛƎƘǘ ǘƘƛƴƎΣ ŀƳ L ƴƻǘ ŘƻƛƴƎΦ  L ŘƻƴΩǘ ǿŀƴǘ ƳƛǘƘŜǊ ǘƘŜƳ ōŜŎŀǳǎŜ L ƪƴƻǿ ǘƘŜȅ ƎƻΦΦΦ ǘƘŜȅ ŎƘŜŎƪ 
ƳŜ ōƭƻƻŘǎ ŀƴŘ ŜǾŜǊȅǘƘƛƴƎ ŜƭǎŜ ŀƴŘ ǘƘŜƴ LΩƭƭ ƎŜǘ ǎŜƴǘ ƘƻƳŜΦ  ¸ƻǳ ƪƴƻǿΣ ŀƴŘ ǘƘŜƴ ȅƻǳΩǊŜ ǘhinking 
άŀƳ L ǿŀǎǘƛƴƎ ǘƘŜƛǊ ǘƛƳŜΚέ {ƻ ǘƘŀǘΩǎ ǿƘŜƴ L ǎǘŀǊǘ ǿƻǊǊȅƛƴƎ ǘƘŜƴΣ ǘƘŀǘΩǎ ǿƘŜƴ LΩǾŜ ώōŜŜƴϐ 
ǳǇǎŜǘǘƛƴƎ ƻǘƘŜǊ ǇŜƻǇƭŜΦ  !ƴŘ ǘƘŜƴ ƛǘΩǎ ƭƛƪŜ L ŎƻǳƭŘ ŎǊȅΦΩ  aǊǎ a όснΣ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ мst 

interview. 

Respondents were compliant in attending pre-booked appointments such as annual 

reviews; however, they did not always feel confident to contact health professionals 

outside of these times.  This was despite praising the care they received from such health 

professionals.  Most respondents called health professionals by their first names which 

suggested that they had developed a relationship with their care provider.  For some 

respondents, there was a sense that more regular contact with health professionals, such 

as COPD services would help to reduce their dilemma of when to seek help. 

Ψ¢ƘŜȅΩŘ ƘŀǾŜ ǘƻ ƘŀǾŜ ƘŜǊ ōŀŎƪ ŀǘ ǘƘŜ /ht5 ώǎŜǊǾƛŎŜϐ ƳƻǊŜ ƻŦǘŜƴΦ  .ŜŎŀǳǎŜ ǿƘŜƴ ǎƘŜ ƎŜǘǎ ŀƴ 
ƛƴŦŜŎǘƛƻƴ ǎƘŜ ǿƻƴΩǘ ƎƻΧ ōŜŎŀǳǎŜ ƛŦ aƻƘŀƳƳŜŘ ǿƻƴΩǘ Ǝƻ ǘƻ ǘƘŜ ƳƻǳƴǘŀƛƴΣ ǘƘŜ Ƴƻǳƴǘŀƛƴ ώƎƻŜǎ 
ǘƻ aƻƘŀƳƳŜŘϐΧ ǎƻ ǊŜŀƭƭȅ ǎƘŜ ƴŜŜŘǎ ǘƻ Ǝƻ ǘƘŜ /hPD [service] and get checked out more 
ŦǊŜǉǳŜƴǘƭȅΦΩ  IǳǎōŀƴŘ ƻŦ aǊǎ YΣ нnd interview. 

As previously explained above, four respondents in the longitudinal interview sample, and 

two in the focus group sample, had experience of using telehealth.  Throughout all six 

respondentsô accounts there was a strong sense that telehealth had taken away the moral 

dilemma of when to seek help.  This concurs with previous literature and was a finding in 

the meta-synthesis conducted (see chapter 3).  Respondents reported that abnormal 
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results prompted a call from their health professional and this led to feelings of 

reassurance. 

ΨǎƘŜ ǎŀƛŘ άƛŦ ǘƘŜǊŜΩǎ ƻǿǘ ǿǊƻƴƎΣ ǘƘŜȅΩƭƭ ƭƻƻƪ ŀǘ ƛǘ ŀƴŘ ǘƘŜȅ ǿƛƭƭ ǇƘƻƴŜ ȅƻǳ ōŀŎƪΧ ǎƻ ǘƘŜƴ ȅƻǳ ŦŜŜƭΣ 
ȅƻǳ ŦŜŜƭ ǎŀŦŜǊΩ  aǊǎ W όрсΣ ǳƴƪƴƻǿƴ /ht5 ǎŜǾŜǊƛǘȅΣ lives with daughter) 1st interview. 

ΨŀƴŘ ǘƘŜ ŦŜǿ ǘƛƳŜǎ ǿƘŜƴ ǊŜŀŘƛƴƎǎ ǿŜƴǘ ƛƴ ǘƻƻ ƭƻǿΣ ǾŜǊȅΣ ǾŜǊȅ ǉǳƛŎƪƭȅ ǘƘŜȅ ǿŜǊŜ ƻƴ ǘƘŜ ǇƘƻƴŜ 
ŀƴŘ ǘƘŀǘ ǿŀǎ ƭƻǾŜƭȅΣ ǇŀǊǘƛŎǳƭŀǊƭȅ ǿƘŜƴ ȅƻǳΩǊŜ ώƭƛǾƛƴƎϐ ōȅ ȅƻǳǊǎŜƭŦΩ  aǊǎ L όтпΣ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ 
alone) 1st interview. 

As the excerpt above identifies, this ósocial connectednessô that telehealth enabled with 

their specialist respiratory nurse was especially reassuring for one respondent who lived 

alone; this will be discussed further in Theme 3 (section 6.5) which explores identifying 

patientsô [telehealth] needs in the context of their illness trajectory. 

6.3.3.4. Healthcare experiences  

Respondents who had complex, multiple conditions and who had contact with a number of 

specialist services felt that GPs did not have the necessary skills to deal with their illness.  

This meant that respondents with complex multiple conditions were reluctant to access 

GP services during times of acute illness. 

Ψ.ŜŎŀǳǎŜ L ǊƛƴƎ ǘƘŜ ŘƻŎǘƻǊΦΦΦ ŦƻǊ ƘƛƳ ǘƻ ŎƻƳŜ ƘŜǊŜΦΦΦ ǘƘŜȅ ŘƻƴΩǘ ƪƴƻǿΣ ǿŜƭƭ L ǘƘƛƴƪ ǘƘŜȅ ƪƴƻǿ ōǳt 
ǘƘŜǊŜΩǎ ƴƻǘƘƛƴƎΦΦΦ ƘŜ ŎƻƳŜǎ ƛƴΣ ƘŜ ŘƻŜǎ ƳŜ ōƭƻƻŘ ǇǊŜǎǎǳǊŜ ŀƴŘ ƘŜ ŘƻŜǎ ƳŜ ŦƛƴƎŜǊ ώǘŀƪŜǎ ƻȄȅƎŜƴ 
ǎŀǘǳǊŀǘƛƻƴ ƭŜǾŜƭǎϐΣ ǎƻ ƘŜ ŎŀƴΩǘ Řƻ ƴƻǘƘƛƴƎ ƘŜǊŜΦ  !ƴŘ ōǳǘ ƛǘ ǿƻǳƭŘ ōŜ ōŜǘǘŜǊ ƛŦ ǎƻƳŜōƻŘȅ ŎƻǳƭŘ 
ŎƻƳŜ ƻƴŎŜ ŀ ǿŜŜƪ ƻǊ ǎƻƳŜǘƘƛƴƎ ƭƛƪŜ ǘƘŀǘΦΦΦ ŀƴŘ ǿƘŀǘΩǎ ƘŜǊ ƴŀƳŜ Ŏƻmes once a month, the 
ŎƻƳƳǳƴƛǘȅ ƳŀǘǊƻƴΦ  {ƘŜ ŎƻƳŜǎ ƻƴŎŜ ŀ ƳƻƴǘƘ ōǳǘ LΩǾŜ ƴŜǾŜǊ ƘŜŀǊŘ ŦǊƻƳ ƘŜǊΦ  !ƴŘ L ŘƻƴΩǘ ƪƴƻǿ 
ǿƘŜƴ ώǿŀǎ ǘƘŜϐ ƭŀǎǘ ǘƛƳŜ ǎƘŜ ŎƻƳŜΦΩ  aǊǎ a όснΣ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ мst interview. 

The excerpt above was echoed in other respondentsô accounts of GP interactions.  For 

example, Mr O felt that his GP was unwilling to make any decisions regarding his care for 

his complex multiple morbidities as he did not want to interfere with specialistsô decisions.  

Therefore, he reported that he only visited his GP for less complicated health matters. 

ΨL ŦŜŜƭ Ƴȅ ŘƻŎǘƻǊΩǎ ƘŀƴŘǎ ŀǊŜ ǘƛŜŘΣ ōŜŎŀǳǎŜ ƻŦ ǘƘŜ Ŏƻƴǎǳƭǘŀƴǘǎ ŀǘ ǘƘŜ ƘƻǎǇƛǘŀƭΦ  ¢ƘŜȅΩǊŜ 
ŦǊƛƎƘǘŜƴŜŘ ǘƻ ŘŜŀǘƘ ƻŦ ŎƘŀƴƎƛƴƎ ŀƴȅǘƘƛƴƎΧ ƘŜ ŘƻŜǎƴΩǘ ǿŀƴǘΧ ǘƻ ƳŀƪŜ ƳŜ ǿƻǊǎŜ ōȅ ŎƘŀƴƎƛƴƎ 
ŀƴȅǘƘƛƴƎΦ  ¸ƻǳ ƪƴƻǿΣ ƘŜΩŘ ǊŀǘƘŜr leave it to somebody who is more qualified than what he is.  
²ƘƛŎƘ ȅƻǳ ŎŀƴΩǘ ōƭŀƳŜ ƘƛƳ ǊŜŀƭƭȅΣ ōǳǘΦ  [ƛƪŜ ώǿƛŦŜϐ ǿƛƭƭ ǎŀȅΣ άǿŜƭƭΣ ƳŀƪŜ ŀƴ ŀǇǇƻƛƴǘƳŜƴǘ ŀǘ 
ŘƻŎǘƻǊǎέΣ L Ƨǳǎǘ ǎŀȅ άƻƘΣ ƛǘΩǎ ŀ ǿŀǎǘŜ ƻŦ ǘƛƳŜ ƎƻƛƴƎ ǘƘŜǊŜΦέ  aǊ h όстΣ ƳƻŘŜǊŀǘŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ 
wife) 2nd interview. 

There was also a sense that GPs were less engaged in respondentsô care, with a number 

of respondents reporting that when they attended GP appointments for chest infections 
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they were given antibiotics and/or steroids without being given any further information 

about their illness or what action to take if their symptoms did not resolve. 

ΨL ŘƻƴΩǘ ŦŜŜƭ ǘƘŀǘ Ƴȅ ŘƻŎǘƻǊ ƛǎ ώǎƛƎƘǎϐ ƛǎ ŜƴƎŀƎŜŘ ǊŜŀƭƭȅΣ ōŜŎŀǳǎŜ ƻǾŜǊ ǘƘŜ ȅŜŀǊǎ ƘŜΩǎ Ƨǳǎǘ ǎƻǊǘ ƻŦ 
ǎŀƛŘΣ άǿŜƭƭΣ ƘŜǊŜΩǎ ǎƻƳŜΣ ƘŜǊŜΩǎ ǎƻƳŜ ŀƴǘƛōƛƻǘƛŎǎέΦ  !ǎ L ǎŀȅΣ ƘŜ ŘƛŘƴΩǘ ŜǾŜƴ ǘŜƭƭ ƳŜ ŀōƻǳǘ ǘƘŜΣ 
ȅƻǳ ƪƴƻǿΣ ǘƘŜ ƪŜŜǇ Ŧƛǘ ŀƴŘΣ ŀƴŘ ǘƘŜ ƻǘƘŜǊ ǘƘƛƴƎǎ ǘƘŀǘ ǿŜǊŜ ŀǾŀƛƭŀōƭŜ ǘƻ ƳŜΦΩ  aǊǎ L όтпΣ ǎŜǾŜǊŜ 
COPD, lives alone), 1st interview. 

In general, respondents reported that they received good care from their GPs but the data 

highlighted that respondents considered GPs had less expertise than COPD specialists or 

PNs with a special interest in COPD. 

Ψ²ŜƭƭΣ ǘƘƛǎΣ ǘƘƛǎ Ƙŀǎ ōŜŜƴ ǘƘŜ ǇǊƻōƭŜƳ ƻǾŜǊ ǘƘŜ ȅŜŀǊǎΣ ǎƘŜΣ ǎƘŜΩǎΣ ǎƘŜΩǎ Ǝƻǘ ŀΣ ŀ ƭǳƴƎ ƛƴŦŜŎǘƛƻƴ 
again or whatever it is, and ǘƘŜƴ Ǝƻ ǘƻ ǘƘŜ ŘƻŎǘƻǊΣ ŀƴǘƛōƛƻǘƛŎǎΣ ŀƴŘ ǎƘŜ ŘƻŜǎƴΩǘ ƎŜǘ ŀƴȅ ōŜǘǘŜǊΦ  
{ƻ ǎƘŜ Ƙŀǎ ǘƻ Ǝƻ ōŀŎƪ ǘƻ ǘƘŜ ŘƻŎǘƻǊ ŀƎŀƛƴ ǘƘŜƴΣ ŀƴŘ ǘƘŜƴ ƘŜ ƎƛǾŜǎ ƘŜǊ ƳƻǊŜ ŀƴǘƛōƛƻǘƛŎǎΣ ǎƻ ƛǘΩǎ 
just, just a, a build-up of things.  Whereas with the COPD, at least when, when you rang up, you 
ǘŀƪŜ ǘƘŜƳ ŀƴŘ ǘƘŜȅ ŎƘŜŎƪ ŜǾŜǊȅǘƘƛƴƎ ƻǳǘΧ 5ƻƴΩǘ ƎŜǘ ƳŜ ǿǊƻƴƎΣ ƘŜΩǎ ŀ ƎƻƻŘ ŘƻŎǘƻǊ ώϐ Χ ƛǎ ƻǳǊ 
ŘƻŎǘƻǊΣ ƛǎƴΩǘ ƘŜΚΦΦΦ .ǳǘΣ ǘƘŜǊŜΩǎ ƻƴƭȅ ǎƻ ƳǳŎƘ ƘŜ Ŏŀƴ Řƻ L ǎǳǇǇƻǎŜΦΩ  IǳǎōŀƴŘ ƻŦ aǊǎ [ όтнΣ 
unknown COPD severity, lives with husband) 1st interview. 

Respondents reported being on the receiving end of initiatives within primary care that 

aimed to reduce their use of emergency care.  For example, a number of respondents 

reported that they had recently been allocated an active case manager from their GP 

surgery.  However, some respondents felt that this service duplicated the care already 

received from their COPD team. 

Ψ!ƭƭ ƻŦ ŀ ǎǳŘŘŜƴΣ ȅƻǳ ƪƴƻǿΣ L Ƴǳǎǘ ƘŀǾŜ ƘŀŘ ŦƻǳǊΧ Ǿƛǎƛǘǎ ƻŦŦ ǘƘŜ ƎƛǊƭΣ ȅƻǳ ƪƴƻǿ ǿƘŀǘ L ƳŜŀƴΚ  
CǊƻƳ ǘƘƛǎ ŀŎǘƛǾŜ ŎŀǎŜ ǘŜŀƳΣ ȅƻǳ ƪƴƻǿΧ {ƘŜ ǿŀǎ ǊŜŦŜǊǊŜŘ ǘƻ ŦǊƻƳ ǘƘŜ ŘƻŎǘƻǊǎΦ  L ǎŀƛŘ άLϥƭƭ ǎƛǘ ŀƴŘ 
listen to you but it sounds very much like to me that you're replicating the work that COPD 
ŘƻŜǎέΦΨ  aǊ ! όтмΣ ǾŜǊȅ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ǿƛŦŜύ мst interview. 

There were accounts that respondents received mixed messages from health 

professionals.  For example, both Mrs M and Mr O had received care plans that had been 

developed with their GPs to try to reduce their emergency admissions to hospital.  

However, both had been given different advice from their specialised health professionals 

in secondary care, who advised them to ignore the care plan and to continue to call 

emergency services at times of acute illness. 

ΨΧώ{ǇŜŎƛŀƭƛǎǘ /ht5 ƴǳǊǎŜϐ ǎŀȅǎ ǘƻ ƳŜΣ ǎƘŜ ǎŀƛŘΣ άƛŦ ƛǘ ƎŜǘǎ ǘƻƻ ƳǳŎƘ ώϐ Ƨǳǎǘ ǊƛƴƎ ώŀƴϐ ŀƳōǳƭŀƴŎŜέΦ  
{ƘŜ ǎŀƛŘΣ άŘƻƴΩǘ ōƻǘƘŜǊ ǿƘŀǘ ǇŜƻǇƭŜ ǘƘƛƴƪ ƻǊ ǎŀȅέΧ ŎŀǳǎŜ L ǿŀǎ ǘŜƭƭƛƴƎ ƘŜǊ ŀōƻǳǘ ǘƘƛǎ ǘƘƛƴƎ 
[care plan to prevent hospital admissions] from [the] doctors, you know, instead of... going to 
ƘƻǎǇƛǘŀƭ ȅƻǳ ǊƛƴƎ ǘƘŜƳΧ {ƘŜ ǎŀȅǎΣ άōǳǘ ƛŦ ȅƻǳ ŦŜŜƭ ǘƘŀǘ ȅƻǳ ƴŜŜŘ ǘƘŜ ŀƳōǳƭŀƴŎŜέΣ ǎƘŜ ǎŀƛŘΣ άLΩǾŜ 
ƘŀŘ ǘƘƛǎ ǿƛǘƘ ǎƻƳŜ ƻŦ ƻǘƘŜǊǎέ ǎƘŜ ǎŀƛŘ άȅƻǳ ǊƛƴƎ ǘƘŜ ŀƳōǳƭŀƴŎŜέΦΩ  aǊǎ a όснΣ ǎŜǾŜǊŜ /ht5Σ 
lives alone) 1st interview. 
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The data highlights how some health professionals (in primary care) instigated initiatives 

to reduce demand for emergency care while others health professionals (usually in 

secondary care) still encouraged respondents to access emergency care when required.  

Conflicting advice further confused respondents to know when it was appropriate to 

contact health professionals for help.  This was especially problematic for respondents 

who had complex multiple morbidities and received care from multiple health 

professionals. 

For respondents who had complex, multiple conditions or very severe COPD disease, 

having multiple health professionals involved in their care was sometimes perceived by 

them as leading to fragmented and uncoordinated care.  Respondents perceived a lack of 

communication between the health professionals involved in their care, resulting in lack of 

continuity.  For example, in the case of Mr N, this had led to an interruption in being 

prescribed an important medication. 

ΨώƳȅ DtϐǎǘƻǇǇŜŘ ώƳŜŘƛŎŀǘƛƻƴ ǇǊŜǎŎǊƛōŜŘ ōȅ ƭǳƴƎ Ŏƻƴǎǳƭǘŀƴǘϐ ŦƻǊ ǘƘǊŜŜ ŘŀȅǎΣ ǎƘŜ ǎŀƛŘ ƛǘ ǿƻǳƭŘ ōŜ 
ŦƻǊ ǘƘǊŜŜ Řŀȅǎ ϥǘƛƭ Ƴȅ ōƭƻƻŘǎ ŎƻƳŜ ōŀŎƪΧ ŀƴŘ ǘƘŜƴ ƛŦ ŜǾŜǊȅǘƘƛƴƎϥǎ ƻƪŀȅΣ ǿŜϥƭƭ ǎǘŀǊǘ ǘƘŜƳ ŀƎŀƛƴΧ 
ώƭǳƴƎ Ŏƻƴǎǳƭǘŀƴǘϐ ǎŀƛŘ άȅƻǳ ŎƻǳƭŘ ƘŀǾŜ Ǝƻǘ ƛƴŦŜŎǘƛƻƴ ƛƴ ǘƘŜƳ ǘƘǊŜŜ ŘŀȅǎΧ ǎƻ ǘƘŜȅ ǎƘƻǳƭŘ ǊŜŀƭƭȅ 
ƘŀǾŜ ŎŀǊǊƛŜŘ ƻƴ ǿƛǘƘ ǘƘŜƳέΧ IŜ ǎŀƛŘ άǿŜƭƭΣ ǿƘȅ Řƻƴϥǘ ǘƘŜȅ Ƨǳǎǘ ǇƛŎƪ ŀ ǇƘƻƴŜ ǳǇ ŀƴŘ ǊƛƴƎ ƳŜΚέ 
you know, whiŎƘ ǘƘŜȅ ŎƻǳƭŘ ŘƻΦΩ  aǊ b όрфΣ ǾŜǊȅ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ǿƛŦŜύ оrd interview. 

The problem of fragmented, uncoordinated care was most strongly expressed over the 

three interviews conducted with Mr O and his wife. 

Ψ[ƛƪŜ L ǎŀȅΣ ǘƘŜǊŜϥǎ ƴƻōƻŘȅ ȅƻǳ Ŏŀƴ ŀŎǘǳŀƭly talk to about it, and discuss it.  They just seem to, 
άƻƘΣ ǘƘŜǊŜϥǎ ƴƻǘƘƛƴƎ ǿŜ Ŏŀƴ Řƻ ŀōƻǳǘ ƛǘΣ ǿŜϥƭƭ Ǉŀǎǎ ƛǘ ƻƴ ǘƻ ǎƻƳŜōƻŘȅ ŜƭǎŜέΦΩ  aǊ h όстΣ 
moderate COPD, lives with wife) 3rd interview. 

Whilst he and his wife often praised the care that he received from health professionals, 

there was an increasing sense of frustration and despondency throughout his interviews 

regarding the fragmented care that he received.  This led him to reflect at interview 3, 

about how he had felt safer when telehealth was in place. 

Ψ.ǳǘ ǿŜ ŀƭǿŀȅǎ ώŦŜƭǘϐΣ ȅƻǳ ƪƴƻǿΣ ǎŜŎǳǊŜ ƪƛƴŘ ƻŦ ǘƘƛƴƎΦ  .ǳǘ ƴƻǿ LϥƳ ŦǊƛƎƘǘŜƴŜŘ ƻŦ ǇƘƻƴƛƴƎ ŀ 
doctor because I just feel you're just on a merry-go-ǊƻǳƴŘΧ .ǳǘ ƭƛƪŜ L ǎŀȅΣ ǿƘŜƴ L ƘŀŘ ǘƘŀǘ 
[telehealth] in, there was always somebody here or phoning me, doinƎ ǎƻƳŜǘƘƛƴƎ ŀōƻǳǘ ƛǘΦΩ  aǊ 
N (59, very severe COPD, lives with wife) 3rd interview. 

His perceived security came from telehealth enabling more regular contact with health 

professionals such as COPD services or his community matron.  This contact was co-
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ordinated by the telehealth care provider with whom he spoke to almost daily over the 

telephone; both he and his wife reported that they had developed a good relationship with 

her.  There was a sense at interview 3 that he felt abandoned in his care because he no 

longer felt the support of regular contact with health professionals that telehealth had 

enabled.  Although respondents with complex, multiple conditions or very severe COPD 

reported having óaccessô to various health professionalsô telephone numbers, in the event 

of ill health, they did not appear confident to know who to contact.  This problem was 

exacerbated because no one health professional was perceived to be coordinating overall 

care.  How this impacted upon their felt need for telehealth is explored in section 6.5 

below. 

This theme identified the work that people with COPD and their family members do to 

manage their illness at home.  Respondents often conducted illness work and everyday 

life work in an effort to maintain normality and independence in their lives but also as a 

way to navigate the moral dilemma of help-seeking.  This resonates with the notion that 

use of healthcare services is recursive (Rogers et al. 2005); that is, there is a reciprocal 

link between an individualôs previous healthcare experiences and the future actions they 

take regarding their health and help seeking behaviour (Rogers et al. 1999).  The next 

theme builds on this theme to understand the technical work that patients did to manage 

their illness at home, often in times of distress. 

 4ÈÅÍÅ ςȡ 4ÈÅ ȬÔÅÃÈÎÉÃÁÌȭ ×ÏÒË ÔÈÁÔ ÐÅÏÐÌÅ ×ÉÔÈ #/0$ 6.4.
and their informal carers do  

This theme explores how throughout the illness trajectory, people with COPD were 

actively engaged in carrying out illness work to manage their condition at home.  Spouses 

or other family members were often involved in this work too, especially when 

respondents had more severe disease or complex multiple illnesses.  This theme focuses 

on a particular aspect of illness work: technical work.  Although the majority of 

respondents had no experience of using telehealth technologies, there were examples 

throughout the data of them carrying out ótechnical workô to manage their illness at home.  

This involved using technologies to monitor their health (such as oxygen saturation 
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monitors, BP monitors, thermometers and peak flow monitors).  Respondents also used 

nebulisers, oxygen therapy and non-invasive positive ventilation machines (NIPV6) as part 

of the everyday management of their condition.  Whilst most respondents appeared 

content to carry out technical work, respondentsô accounts highlighted the difficulties 

people with COPD experience when carrying out technical work and suggest that not all 

respondents considered technical work to be their responsibility. 

 Technical wo rk for acute illness or routine monitoring  6.4.1.

Carrying out technical work for some respondents involved monitoring their own vital 

signs.  Nine out of the 22 respondents in the longitudinal interview sample monitored their 

own health at home.  Four of these respondents had autonomously purchased their own 

BP monitors.  Three of them had purchased BP monitors after being diagnosed with high 

BP and being prescribed medication.  The fourth reported using her husbandôs BP 

machine occasionally after they purchased one following his stroke a few years before.  

However, none of the respondents who owned BP machines used them on a regular 

basis, with some seemingly not using them at all throughout the study.  For example, Mrs 

R stated that she had lent her BP machine to her sister about three months prior to the 

first interview and at third interview (9 months later) it had not been returned.  Also, Mr D 

reported that his BP machine required batteries throughout all three interviews. 

Four respondents (who were all diagnosed with severe or very severe COPD) reported 

that they had purchased and used oxygen saturation monitors on a regular basis (Mrs F, 

Mrs H, Mrs I and Mrs K).  Some respondents reported that they would use self-monitoring 

equipment on an occasional basis just to check their general health status.  In addition, a 

small number of respondents who had more severe illness routinely monitored their 

oxygen saturation levels because they frequently experienced symptoms of 

breathlessness.  However, some respondents used self-monitoring equipment as a way to 

check their health status when feeling unwell.  Some respondents reported monitoring 

their vital signs when feeling unwell to indicate what action they needed to take.  For 

                                                           
6
 NIPV consists of a mask covering the face that is connected to a machine that pushes air into the lungs.  It 

helps to increase oxygen levels and helps the patient to breathe out more carbon dioxide.  It aids breathing 
ōŜŎŀǳǎŜ ǘƘŜ ǇŀǘƛŜƴǘΩǎ ŎƘŜǎǘ ƳǳǎŎƭŜǎ Řƻ ƴƻǘ ƘŀǾŜ ǘƻ ǿƻǊƪ ŀǎ ƘŀǊŘ ǿƘŜƴ ǳǎƛƴƎΣ ƘŜƭǇƛƴƎ ǘƻ ǊŜƭƛŜǾŜ ǎȅƳǇǘƻƳǎ 
of breathlessness (British Lung Foundation 2016). 
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example, two respondents (Mr A, Mrs S) reported using peak flow meters when they 

experienced symptoms of breathlessness.  This helped them to decide whether they 

needed to start their rescue medications or contact their health professional.  Mrs K (who 

had severe COPD) routinely used an oxygen saturation monitor twice a day, but she 

reported that she also used her oxygen saturation monitor during periods of 

breathlessness to make the decision to access emergency help.  She considered this 

necessary to ensure that she did not waste health professionalsô time. 

ΨL Ǝƻǘ ώǘƘŜ ƻȄȅƎŜƴ ǎŀǘǳǊŀǘƛƻƴ ƳƻƴƛǘƻǊϐ ƛƴ ǘƘŜ ŦƛǊǎǘ ǇƭŀŎŜ ōŜŎŀǳǎŜ L ŘƛŘƴΩǘ ƪƴƻǿ Χ Ƴȅ ƻȄȅƎŜƴ 
ƭŜǾŜƭǎΧ ƭƛƪŜ ŀǘ /ht5 ƘŜ ǘƻƭŘ ƳŜΧέƛǘΩǎ ƴƻǘ ǳƴŘŜǊ фл ǎƻ ȅƻǳ ŎŀƴΩǘέΧ ǘƘŜȅΩƭƭ ƴƻǘ ǘŀƪŜ ȅƻǳ ƛƴ 
ƘƻǎǇƛǘŀƭΦ  {ƻ ǘƘŀǘΩǎ ǿƘȅ L Ǝƻǘ ƛǘΣ ŀƴŘ L ŎƘŜŎƪ ƛǘ ƛƴ ŀ ƳƻǊƴƛƴƎΧ ǘƻ ǎŜŜ Ƙƻǿ Ƴȅ ƻȄȅƎŜƴ ƭŜǾŜƭ ƛǎ ŀƴŘ 
ǘƘŜƴ ǇǊƻōŀōƭȅ ŀǘ ƴƛƎƘǘ ǿƘŜƴ L Ǝƻ ōŜŘ L ŎƘŜŎƪ ƛǘΣ ƻǊ ǿƘŜƴΧ L ŎŀƴΩǘ ōǊŜŀǘƘŜΣ ȅƻǳ ƪƴƻǿΚ  L ŎƘŜŎƪ ƛǘ 
ώǘƻϐ ǎŜŜ ƛŦ Ƴȅ ƻȄȅƎŜƴ ƭŜǾŜƭǎ ƘŀǾŜ ŘǊƻǇǇŜŘΦΩ  aǊǎ Y όруΣ {ŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ƘǳǎōŀƴŘύ нnd 

interview. 

Past experience had taught her that she was not always admitted to hospital when she 

accessed emergency services and, therefore, she now only considered calling for an 

ambulance when her oxygen saturation levels were below 90%.  This again highlights 

respondentsô concern over ensuring that contact with health professionals was legitimate, 

as explored above in section 6.3.3.3. 

Of the four respondents within the longitudinal interview sample who had experience of 

using telehealth, two (Mrs H and Mrs I) reported that they had purchased self-monitoring 

equipment after having telehealth removed.  Both had only been given telehealth for short 

periods of time during acute exacerbation of COPD and wanted the feelings of 

reassurance that telehealth previously gave them.  Mrs Hôs daughter described how she 

had felt in control of her mumôs illness when she was using telehealth but had felt ólostô 

upon its removal.  Therefore, the family had purchased an oxygen saturation monitor and 

thermometer. 

Ψ²ƘŜƴ ǘƘŜȅ ǘŀƪŜ ώǘŜƭŜƘŜŀƭǘƘϐ ōŀŎƪ L ŦŜŜƭ ƭƻǎǘ ŀƴŘ L ǿŀƴǘ ǘƻ ƪƴƻǿ ǿƘŀǘΩǎ ƎƻƛƴƎ ƻƴΣ ȅƻǳ ƪƴƻǿ 
ǿƘŀǘ L ƳŜŀƴΚ  .ŜŎŀǳǎŜΣ ǿƘŜƴ ǘƘŜȅ ǘƻƻƪ ƛǘ ōŀŎƪΧ ƴƻǘ ƭŀǎǘ ǘƛƳŜΣ ǘƘŜ ǘƛƳŜ ōŜŦƻǊŜΣ ŀƴŘ Ƴȅ ƳǳƳ 
ǿŀǎ ǎǘǊǳƎƎƭƛƴƎ ōǊŜŀǘƘƛƴƎΦ  L ŘƛŘƴΩǘ ƪƴƻǿ ǿƘŀǘ ƘŜǊ ƻȄȅƎŜƴ ƭŜǾŜƭǎ ǿŜǊŜ ƻǊ ŀƴȅǘƘƛƴƎΦ  {ƻ Ƴȅ 
ǎƛǎǘŜǊΧ ǎƘŜ ōƻǳƎƘǘ ƛǘ ŦƻǊ ƳŜΧL ǎŀƛŘ άƻƻƘΣ ǘƘŀƴƪǎ ŦƻǊ ǘƘŀǘέ ōŜŎŀǳǎŜ L ƳŜŀƴΧ ǿƘŜƴ ǿŜ ƘŀŘ 
telehealth and we were checking her oxygen saturation levels; there was one point where they 
ŘǊƻǇǇŜŘ Řƻǿƴ ǘƻ ссΦΩ  5ŀǳƎƘǘŜǊ ƻŦ aǊǎ I όфмΣ {ŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ŘŀǳƎƘǘŜǊ ŀƴŘ ǎƻƴΦύ мst 
interview. 
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The daughter of Mrs H used the oxygen saturation monitor regularly to check her mumôs 

health status and admitted that she checked her mumôs oxygen levels ótoo oftenô (this was 

agreed by Mrs H).  She reported that she did so because Mrs H often experienced 

breathlessness during the day.  Her daughter was her main carer and this role included 

caring for her daily needs (such as washing, dressing and cooking) as well as carrying out 

illness work (this included the technical work of organising her mumôs nebuliser therapy, 

oxygen therapy and medications).  Mrs H had very limited mobility and used a walking 

frame in the house and a wheelchair outside; exertion of any kind would cause 

breathlessness.  Her daughter was vigilant of her mumôs health status after several 

hospital admissions (Mrs H had been admitted to hospital five times in the 12 months prior 

to taking part in the study).  After using telehealth on various occasions following hospital 

admissions in the past year, her daughter had come to rely on oxygen level readings as 

an indicator of her mumôs health status. 

Q:  ΨIƻǿ ƻŦǘŜƴ ǿƻǳƭŘ ȅƻǳ ǘŀƪŜ ȅƻǳǊ ƳǳƳΩǎ ƻȄȅƎŜƴ ǎŀǘǳǊŀǘƛƻƴ ƭŜǾŜƭǎΚΩ 

Daughter:  Ψhƴƭȅ ǿƘŜƴ ǎƘŜΩǎ ōŜŜƴ ƳƻǾƛƴƎ ŀōƻǳǘΣ Ƨǳǎǘ ǘƻ ƳŀƪŜ ǎǳǊŜ ǘƘŜȅΩǾŜ ƴƻǘ ŘǊƻǇǇŜŘ ǘƻƻ 
ŦŀǊ ƻǊ ǘƘŜȅΩǊŜΧ ǎǘŜŀŘȅΧ {ƻƳŜǘƛƳŜǎΣ LΩƳ ŀ bit manic.  So when she looks, you know what I mean 
ώƭŀǳƎƘǎϐΦ  LŦ L ǘƘƛƴƪ ǎƘŜΩǎ ŀ ōƛǘ ώōǊŜŀǘƘƭŜǎǎϐΧ ǎƘŜΩƭƭ ǎŀȅ άƴƻǘ ŀƎŀƛƴέΦ  LΩƭƭ ǎŀȅ άƳƻǘƘŜǊΣ ƭŜǘ ƳŜ Ƨǳǎǘ 
ŎƘŜŎƪ ƛǘ ǿƛƭƭ ȅƻǳΚέ ώƭŀǳƎƘǎϐΦ  .ǳǘΣ ŜǊƳΣ ƛǘΩǎ ƳƻǊŜ ƻǊ ƭŜǎǎ ǘƻ ƳŀƪŜ ǎǳǊŜ ǘƘŜȅΩǾŜ ŎƻƳŜ ōŀŎƪ ǳǇΧ 
becausŜ ȅƻǳ Řƻ ƴŜŜŘ ǎƻƳŜǘƘƛƴƎ ǘƻ ŎƘŜŎƪ ǘƘŀǘΣ ŘŜŦƛƴƛǘŜƭȅΦΩ  Daughter of Mrs H (91, Severe 
COPD, lives with daughter and son.) 1st interview. 

Mrs Hôs daughterôs óover useô of the oxygen saturation monitor to check her mumôs oxygen 

levels during times of breathlessness highlights the burden of responsibility that family 

members can feel when caring for someone with COPD. 

Another respondent had also purchased an oxygen saturation monitor after her previous 

experience of using one during her time on telehealth.  As previously reported, at 

interview 2, Mrs I had recently been hospitalised for pneumonia and her illness came on 

suddenly and without warning.  She went on to purchase an oxygen saturation monitor 

because she wanted to do something herself to try to detect the early onset of her illness. 

ΨL ǿŀǎ ǎƛǘǘƛƴƎ ƘŜǊŜ ǘƘƛƴƪƛƴƎ ǘƘŀǘΩǎ ƻƴŜ ƻŦ ǘƘŜ ǘƘƛƴƎǎ L ŎƻǳƭŘ ƳŜŀǎǳǊŜ ƛŦ L ǿŀǎƴΩǘ ŦŜŜƭƛƴƎ ǘƻƻ ǿŜƭƭΧ 
LΩƳ ƭƻƻƪƛƴƎ ŦƻǊ ǘƘƛƴƎǎ ǘƘŀǘ L Ŏŀƴ ǎŀȅ άǎƻƳŜǘƘƛƴƎ ƛǎ ƘŀǇǇŜƴƛƴƎ ǘƻ ƳŜ ŀƴŘ L ƴŜŜŘ ǎƻƳŜ ƘŜƭǇέ 
ǊŀǘƘŜǊ ǘƘŀƴ ǎŀȅƛƴƎ ŀǎ L ǳǎǳŀƭƭȅ ǎŀȅ άǿŜƭƭΣ ƘŀǾŜ ŀ ōƻwl of soup and go to bed or take two 
tŀǊŀŎŜǘŀƳƻƭǎ ŀƴŘ ȅƻǳ Ƴŀȅ ŦŜŜƭ ǿŜƭƭέΦ  Χ LΩƳ ƭƻƻƪƛƴƎ ŦƻǊ ǎƻƳŜǘƘƛƴƎ ǘƘŀǘΧ ƛǎ ŀƴ ŜŀǊƭȅ ǿŀǊƴƛƴƎ 
ǎȅǎǘŜƳΧ L ǿŀǎ ǘƘƛƴƪƛƴƎ ŀōƻǳǘ ǘƘŜ ώǘŜƭŜƘŜŀƭǘƘϐ ǘƘŀǘ L ƘŀŘΧ ŀƴŘ L ǿŀǎ ǘƘƛƴƪƛƴƎ ǘƘŀǘ ǿŀǎ ƻƴŜ ƻŦ 
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the things.  I mean my temperatureΣ ǘƘŀǘΩǎ Ŝŀǎȅ ŜƴƻǳƎƘ ǘƻ ǘŜƭƭ ōǳǘ ǘƘŜ ƻȄȅƎŜƴ L ŎŀƴΩǘ ǘŜƭƭ ŀƴŘ ƛǘ 
ƛǎƴΩǘΣ ƛǘ ǿŀǎƴΩǘ ǾŜǊȅ ŜȄǇŜƴǎƛǾŜΦΩ  aǊǎ L όтпΣ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜΦύ нnd interview. 

These two respondentsô previous experiences of telehealth had motivated them to 

continue monitoring their own health.  Their main goal in carrying out this technical work 

was to provide them with an óearly warning systemô to indicate deterioration in their COPD 

condition in order to try to avoid hospital admission. 

 Tensions of carrying out technical work: wh ose 6.4.2.
responsibility?  

As the data presented above highlights, respondents and their family members navigated 

the use of technologies during times when they experienced acute symptoms of COPD to 

check their health status.  However, some respondents with severe and very severe 

COPD also had to navigate the use of machines (such as oxygen therapy, nebuliser and 

NIPV machines) as part of their routine work to manage illness at home.  Both 

respondents who used NIPV machines gave vivid accounts of carrying out technical work 

whilst experiencing symptoms of breathlessness.  For example, at interview 1, Mrs M 

reported that she had been using her NIPV machine for approximately three weeks.  The 

excerpt below highlights the difficulty she experienced when switching from her NIPV 

machine and on to her oxygen therapy machine each morning. 

Ψ²ƘŜƴ L ǘŀƪŜ ƛǘ ƻŦŦΣ ŀƴŘ L ǘǳǊƴ ƛǘ ƻŦŦ ώbLt± ƳŀŎƘƛƴŜϐΣ ȅƻǳ ŎŀƴΩǘ ōǊŜŀǘƘŜΧ ǿƘŜƴ ȅƻǳΩǾŜ ǘƻƻƪ ǘƘŀǘ 
ƻŦŦ ŦƻǊ ŀ ŦŜǿ ǎŜŎƻƴŘǎ ƻǊ ƳƻǊŜ ȅƻǳ ŎŀƴΩǘ ōǊŜŀǘƘŜΦ  ¸ƻǳǊ ƴƻǎŜ ƛǎ ŘǊȅΣ ȅƻǳǊ ǘƘǊƻŀǘΩǎ ŘǊȅΣ ǎƻ L have to 
ǎƛǘ ƻƴ ώǘƘŜϐ ōŜŘ ŀƴŘ L ώŘŜƳƻƴǎǘǊŀǘŜǎ ōǊŜŀǘƘƛƴƎ ŘŜŜǇƭȅϐΦ  .ǳǘ L ŎŀƴΩǘ Řƻ ǘƘŀǘ ǳƴǘƛƭ ƛǘ ǎƭƻǿƭȅ ǎǘŀǊǘǎ 
ōŜŎŀǳǎŜ ȅƻǳΩǾŜ ōŜŜƴ ōǊŜŀǘƘƛƴƎ ǘƘǊƻǳƎƘ ώǘƘŜ bLt±ϐ ƳŀŎƘƛƴŜΣ ǎƻ ǘƘŜƴ ȅƻǳ ǎǘŀǊǘ ōǊŜŀǘƘƛƴƎΦ  ²ŜƭƭΣ 
ǘƘŜƴ LΩǾŜ Ǝƻǘ ǘƻ ǿƘƛǇ ƛǘ ƻŦŦΣ ǿƘƛǇ Ƴȅ ƻȄȅƎŜƴ ǘǳōŜ ƻŦŦ ǘƘŜ ƳŀŎƘƛƴŜ ŀƴŘ Ǉǳǘ ƛǘ ōŀŎƪ ƻƴ ƘŜǊŜΧ ǎƻ 
LΩƳ ǘǊȅƛƴƎ ώǘƻϐ ōǊŜŀǘƘŜ ŀƴŘ ǘǊȅƛƴƎ ώǘƻϐ ƎŜǘ Ƴȅ ƻȄȅƎŜƴ ƻǳǘ ƻŦ ǘƘŀǘ ƎǊŜŜƴ ǘǳōŜ ŀƴŘ ǎǘƛŎƪ ƛǘ ōŀŎƪ ƻƴ 
ƳŜΧ ŀƴŘ ȅƻǳ ǘƘƛƴƪ άǿŜƭƭ LΩǾŜ ƴƻ ƻȄȅƎŜƴέΣ ǎƻ ȅƻǳ ώǎŀȅ ǘƻ ȅƻǳǊǎŜƭŦϐ έƪŜŜǇ ŎŀƭƳέ ŀƴŘ άŎŀƭƳ ŘƻǿƴΣ 
ȅƻǳ ŘƻƴΩǘ ƴŜŜŘ ƛǘΣ ȅƻǳΩƭƭ ōŜ ŀƭǊƛƎƘǘ ƛŦ ȅƻǳ Ƨǳǎǘ ǘŀƪŜ ƛǘ ƻŦŦέΣ ȅƻǳ ƪƴƻǿ ŀƴŘ ȅƻǳΩǾŜ Ǝƻǘ ǘƻ ƪŜŜǇ 
ǘŀƭƪƛƴƎ ǘƻ ȅƻǳǊǎŜƭŦ ŀƭƭ ώǘƘŜϐ ǘƛƳŜΦ  LǘΩǎ ƘŀǊŘ ǿƻǊƪΣ ƛǘΩǎ ƘŀǊŘ ǿƻǊƪΦ  {ƻ ǘƘŜƴ ǿƘŜƴ ȅƻǳ ŎƻƳŜ Řƻǿƴ 
ώǎǘŀƛǊǎϐ ȅƻǳ ǎƛǘ ŘƻǿƴΦ  {ƻ ǘƘŜƴΧ L Ǝƻ ƻƴ ώƴŜōǳƭƛǎŜǊϐΦΩ  aǊǎ a όснΣ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ŀlone) 1st 

interview. 

Respondents not only had to navigate the technical work of using complicated equipment, 

but had to do so during times of acute distress; something which Mrs M found especially 

difficult because she was alone during these frightening encounters.  Mr N also described 

how he experienced similar problems when coming off his NIPV machine each morning. 

ΨLǘΩǎ ƘŀǊŘ ǿƻǊƪ ŦƻǊ ƳŜ ǘƻ ƎŜǘ ƎƻƛƴƎ ƛƴ ŀ ƳƻǊƴƛƴƎΦ  hƴŎŜ LΩǾŜ ƘŀŘ ǘƘŀǘ Ƴŀǎƪ ƻƴΣ LΩǾŜ ŀƭǿŀȅǎΣ ŦǊƻƳ 
Řŀȅ ƻƴŜΣ LΩǾŜ ŀƭǿŀȅǎ ŦƻǳƴŘ ƛǘΧ ǿƘŜƴ ǘƘŀǘΩǎ ōŜen breathing for me all night, pushing [air] in [to 
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ƭǳƴƎǎϐΣ ƛǘΩǎ ƘŀǊŘ ώǘƻϐ ǘŀƪŜ ƛǘ ƻŦŦ ŀƴŘ ǎǘŀǊǘ ōǊŜŀǘƘƛƴƎ ȅƻǳǊǎŜƭŦΦ  L ŘƻƴΩǘ ƪƴƻǿ ǿƘȅΦΩ  aǊ b όрфΣ ǾŜǊȅ 
severe COPD, lives with wife) 1st interview. 

At third interview, Mrs M reported that whilst she now felt more confident in conducting the 

technical work of setting up the NIPV machine, she still felt a sense of panic each time 

she came off it. 

Ψ¢ƘŀǘΩǎ ǘƘŜ ƻƴƭȅ ōƛǘ L ŘƻƴΩǘ ƭƛƪŜ ƛǎ ǿƘŜƴ ƛǘΩǎ ƳƻǊƴƛƴƎ ŀƴŘ L ƘŀǾŜ ǘƻ ǘŀƪŜ ώbLt± ƳŀŎƘƛƴŜϐ ƻŦŦ 
ōŜŎŀǳǎŜ LΩƳ ǎǘƛƭƭ ōǊŜŀthing like the machine.  So I have to come off it, put me oxygen on, 
ōŜŎŀǳǎŜ L ƘŀǾŜ ǘƻ ǇƭǳƎ ƳŜ ƻȄȅƎŜƴ ƛƴǘƻ ώǘƘŜϐ ōŀŎƪ ƻŦ ώǘƘŜϐ ƳŀŎƘƛƴŜΦΩ  aǊǎ a όснΣ ǎŜǾŜǊŜ /ht5Σ 
lives alone) 3rd interview. 

These accounts highlight how people with COPD carry out technical work during times of 

discomfort and distress in order to self-manage their illness at home. 

As previously indicated, a number of respondentsô family members were involved in 

carrying out technical work.  It was evident from respondentsô accounts (both people with 

COPD and their family members) that some types of technical work were perceived as 

going beyond the usual role of an informal carer.  For example, at third interview, Mr Côs 

condition of Parkinsonôs disease had deteriorated and he had been fitted with a 

Percutaneous Endoscopic Gastrostomy (PEG) feeding tube7.  As Mr C explained, his 

family (daughter and grandson) were now responsible for organising his feeds via the 

PEG tube. 

Mr C:  ΨLǘΩǎ ŀōƻǳǘ ŜƛƎƘǘ ƻǊ ƴƛƴŜ ǘǳōŜǎ Ŧǳƭƭ ώƻŦ ŦŜŜŘϐ ǇǳƳǇŜŘ ƛƴǘƻ ƳŜΣ ŜǾŜǊy, every morning 
ŀƴŘ ǘǿƻ ƛƴ ǘƘŜ ŀŦǘŜǊƴƻƻƴΦΩ 

Q:  Ψ!ǊŜ ǘƘŜ ƴǳǊǎŜǎ ƻǊ ǘƘŜ ŎŀǊŜǊǎ ŎƻƳƛƴƎ ǊƻǳƴŘ ŀƴŘ ŘƻƛƴƎ ǘƘŀǘΚΩ 

Mr C:  ΨbƻΣ Ƴȅ ŘŀǳƎƘǘŜǊ ŘƻŜǎ ƛǘΣ ƻǊΣ ƻǊ Ƴȅ ƎǊŀƴŘǎƻƴΣ ŎŀǳǎŜ ǘƘŜȅ ǘƻƻƪ ΨŜƳ ƛƴ ƘƻǎǇƛǘŀƭ ŀƴŘ 
ǎƘƻǿŜŘ ΨŜƳ Ƙƻǿ ǘƻ Řƻ ƛǘΦ  !ƴŘΣ ŀƴŘ Ƙƻǿ ǘƻΧ Ƙƻǿ ǘƻ ŦƛȄ ǘƘŜ Ƴachine up.  And if it gets blocked, 
ǘƘŜȅ ǎƘƻǿŜŘ ƳŜ Ƙƻǿ ǘƻΣ ǘƘŜȅ ǎƘƻǿŜŘ ΨŜƳ Ƙƻǿ ǘƻ Χ ǳƴōƭƻŎƪ ƛǘΧ ǘƘŜ ƳŀŎƘƛƴŜ ƎƻŜǎ ƻŦŦ 
ǎƻƳŜǘƛƳŜǎ ŀƴŘ ƛǘ ƎŜǘǎ ōƭƻŎƪŜŘ ǘƘŜƴΣ ŎŀǳǎŜ ƛǘΩǎ ƭƛƪŜ ōƭƻƻŘȅ ŎƻƴŎǊŜǘŜΣ ǘƘŜ ǎǘǳŦŦΦΩ  aǊ / όуоΣ aƛƭŘ 
COPD, lives with grandson) 3rd interview. 

Technical work carried out by his family involved: switching on the machine at set times; 

hooking the feeding bottle and tubing through the machine; connecting/disconnecting the 

feeding tube from his PEG and having to unblock his PEG feeding tube with a saline 

solution using a syringe and needle when required.  Another example of carrying out 

                                                           
7
 PEG is an endoscopic medical procedure in which a tube is passed into the stomach through the 

abdominal wall (Nutrition nurses 2016) to enable nutrition.  This respondent was no longer able to swallow 
ōŜŎŀǳǎŜ ƻŦ ŎƻƳǇƭƛŎŀǘƛƻƴǎ ǊŜƭŀǘŜŘ ǘƻ Ƙƛǎ tŀǊƪƛƴǎƻƴΩǎ ŘƛǎŜŀǎŜΦ 
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technical work that was considered beyond the óusualô role of an informal carer is that of 

Mrs Hôs daughter.  She reported a number of technical tasks that she performed for her 

mum and reported a nurse had joked that she would bring her a nurseôs uniform.  In the 

excerpt below, she described the technical work of preparing her mumôs inhaler drug and 

administering it to her. 

ΨŀƴŘ ǘƘŜȅΩǾŜ ǊŜŎŜƴǘƭȅ Ǉǳǘ ƘŜǊ ƻƴ ǘƘƛǎ ƴŜǿ ǘƘƛƴƎΣ ǿƘƛŎƘ ƛǎ ŀƴ ώƛƴƘŀƭŜǊϐΧ L ƘŀǾŜ ǘƻ ƳƛȄ ƛǘΧ LΩǾŜ Ǝƻǘ 
ƴŜŜŘƭŜǎ ŀƴŘ ŜǾŜǊȅǘƘƛƴƎΧ .ŜŎŀǳǎŜ ǘƘŀǘΧ ȅƻǳ ƳƛȄ ƛǘΧ ƳƛȄ ǘƘŜ ǎƻƭǳǘƛƻƴ ǿƛǘƘ {ŀƭōǳǘŀƳƻƭΧ LΩǾŜ Ǝƻǘ 
a powder aǎ ǿŜƭƭΦΩ  5ŀǳƎƘǘŜǊ ƻŦ aǊǎ I ό91, severe COPD, lives with daughter and son) 1st 
interview. 

Whilst the majority of people who carried out this type of technical work appeared happy 

to take on this extra role, not all respondents felt comfortable doing so.  For example in 

focus group 2, when discussing the possibilities of using telehealth, one respondent 

(person with COPD) described how she had previously cared for her mum during her final 

months of life.  She described how her mum would not have been capable of monitoring 

her own health and would not have been suitable for telehealth.  Other members of the 

focus group discussed whether this was a role that an informal carer could take on, with 

some suggesting this would be an acceptable role.  However, this respondent did not feel 

comfortable taking on such technical work. 

R7:  ΨǎǳǊŜΣ ȅƻǳ ƪƴƻǿΣ ƛŦ ȅƻǳǊ ƳƻǘƘŜǊ Ǝƻǘ ǎƻ ōŀŘ ǎƘŜ Ƴǳǎǘ ƘŀǾŜ ƘŀŘ ŀ ŎŀǊŜǊΣ ǎƻ ŎƻǳƭŘƴΩǘ 
ǘƘŜ ŎŀǊŜǊΧΩ 

R1:  ΨL ǿŀǎ ƘŜǊ ŎŀǊŜǊΣ ƛǘ ǿŀǎ ƳŜΩ 

R7:  ΨŎƻǳƭŘƴΩǘ ǘƘŜ ŎŀǊŜǊ ƛƴǇǳǘ ǘƘŜΣ ǳƳΣ ƛƴŦƻǊƳŀǘƛƻƴ ƻƴ ǘƘŜ ώǘŜƭŜƘŜŀƭǘƘϐΚΩ 

R1:  ΨȅŜŀƘΣ ōǳǘ ȅƻǳ ƪƴƻǿ ǿƘŀǘΧ L ǿŀǎ ŘƻƛƴƎ ƘŜǊ ŎƭŜŀƴƛƴƎΣ L ǿŀǎ ōŀǘƘƛƴƎ ƘŜǊΣ ŘƻƛƴƎ all 
her medication and I still had a 16 year old daughter at home, so sometimes that is not 
ώǇƻǎǎƛōƭŜ ǘƻ ǳǎŜ ǘŜƭŜƘŜŀƭǘƘϐΧ L ǿŀǎ ƘŜǊ ŘŀǳƎƘǘŜǊ Ƨǳǎǘ ōŜƛƴƎ ŀ ŘŀǳƎƘǘŜǊΦΩ  CƻŎǳǎ ƎǊƻǳǇ нΦ 

The respondent above did not want to take on technical work beyond administering her 

mumôs medication.  Such technical work was perceived by her as health professionalsô 

work.  In caring for her mum during the last few months of her life, she did not want to 

compromise her ódaughter roleô by taking on what she perceived to be a óhealth 

professionalô role. 

Nine respondents within the longitudinal interview sample reported that they chose not to 

monitor their own vital signs.  Some suggested that they did not consider self-monitoring 
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to be their responsibility.  For example, some respondents said that they had no desire to 

monitor their own health as they would not be unable to understand the readings. 

vΥ Ψ9ǊƳΣ ƻƴŜ ƻŦ ǘƘŜ ƻǘƘŜǊ ǘƘƛƴƎǎ L ǿŀƴǘŜŘ ǘƻ ŀǎƪ ȅƻǳ ŀōƻǳǘ ǿŀǎΣ ƘŀǾŜ ȅƻǳ ŜǾŜǊΧƳƻƴƛǘƻǊŜŘ ȅƻǳǊ 
own health?  So, have you ever used things like a blood pressure machine, or anything like 
that? 

bƻΦ  bƻΦ  bƻΧLǘ ǿƻǳƭŘƴΩǘ ŀǇǇŜŀƭ ǘƻ ƳŜ ǘƻ Řƻ ƛǘΣ ȅƻǳ ƪƴƻǿΦ  .ǳǘΣ ŜǊǊΣ ƛŦ LΩǾŜ Ǝƻǘ ǘƻ Řƻ ƛǘ LΩǾŜ Ǝƻǘ ǘƻ 
ƭŜŀǊƴ ǘƻ Řƻ ƛǘΧ¸ŜŀƘΦ  .ǳǘΣ ŜǊǊΧL ƴŜǾŜǊ ǘŀƪŜ Ƴȅ ƻǿƴ ōƭƻƻŘ ǇǊŜǎǎǳǊŜ ƻǊ ŀƴȅǘƘƛƴƎ ƭƛƪŜ ǘƘŀǘΧ.ǳǘΣ ƛƴ 
oƴŜ ǿŀȅ L ŎŀƴΩǘ ǳƴŘŜǊǎǘŀƴŘ ƛǘΣ L ŎŀƴΩǘ ǳƴŘŜǊǎǘŀƴŘΣ ŜǊǊΣ ǘƘŜ ŦƛƎǳǊŜǎ ǘƘŀǘ ŎƻƳŜ ǳǇ ŀƴŘ ǘƘƛƴƎǎ ƭƛƪŜ 
that.  Mr C (83, Mild COPD, lives with grandson) 1st interview 

This led some respondents to feel that technical work should be left to their health 

professionals: as Mrs P stated that she preferred to leave such technical work to the 

doctors because they were the óexpertsô. 

ΨL ǿƻǳƭŘƴΩǘ Řƻ ƛǘ ώƳƻƴƛǘƻǊ ƻǿƴ ƘŜŀƭǘƘ ǳǎƛƴƎ ǘŜŎƘƴƻƭƻƎȅϐΣ L ǿƻǳƭŘƴΩǘ ƭƛƪŜ ǘƻ ŀƴȅǿŀȅΦ  /ŀǳǎŜ L 
ŀƭǿŀȅǎ ǘƘƛƴƪ ǘƘŜ ŜȄǇŜǊǘǎ ƪƴƻǿ ōŜǘǘŜǊΧ L ǎŀȅ ƭŜŀǾŜ ƛǘ ǘƻ ǘƘŜ ŜȄǇŜǊǘǎΣ ǘƘŜȅΩǾŜ ǘǊŀƛƴŜŘΣ ǎƻΣ ƴƻΦΩ  
Mrs P (81, mild COPD, lives alone) 1st interview. 

Respondents who reported they did not want to monitor their own health were a varied 

sample in terms of having different genders, ages, and stages of COPD, although most 

had experience of using technology in everyday life.  As respondentsô accounts highlight, 

some respondents considered ótechnical workô, such as monitoring vital signs, as going 

beyond what they considered to be acceptable óillness workô to manage their condition at 

home.  However, throughout the data there were accounts of respondentsô determination 

to manage their illness at home; a strong sense of independence was evident throughout 

respondentsô accounts, from those with mild COPD through to respondents who had very 

severe COPD.  In addition, whilst some respondents felt that technical work was not their 

responsibility, this did not mean that they were less engaged in carrying out other types of 

illness work or everyday life work to manage their illness at home. 

The first theme highlighted how respondents experience their (often unpredictable) illness 

trajectory and identified how this affected their decision to seek professional help.  The 

second theme moved on to explore the technical illness work that they and their informal 

carers do to manage their illness at home.  The analysis has shown that illness work was 

often attempted without help from health professionals in an effort to stay independent 

and maintain a sense of normality.  Taking this into account, the third theme moves on to 
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identify how respondentsô experiences (reported above) influenced their perceptions of, 

and felt need for, telehealth. 

 Theme 3: Conflicting telehealth needs in context of 6.5.
illness trajectory  

Within this theme, I argue that respondentsô perception of and felt need for telehealth was 

related to their experiences of illness trajectory and illness management.  In the main, 

respondents who were less affected by COPD (or other illnesses) on a daily basis were 

less likely to express a need for telehealth.  These respondents expressed no problems 

with managing their illness and perceived they were ótoo wellô and too independent for 

such interventions.  They suggested that telehealth could place too great an emphasis on 

their illness which they attempted to keep in the background of their lives.  Respondents 

who did express a need for telehealth were often those who had more severe COPD or 

other complex, multiple illnesses.  However, there was a conflict in the data as not all 

respondents who shared similar illness trajectories perceived a need for telehealth.  In 

these respondents, need was related to perceived benefits that telehealth might bring to 

their current care. 

In exploring respondentsô felt need for telehealth, I turn to Bradshawôs taxonomy of social 

need to understand felt need within the wider concept of need (Bradshaw 1972).  

Although this taxonomy was originally developed to describe needs in the social services 

arena, I feel that the broader elements of the concept have relevance for considering need 

in healthcare interventions such as telehealth.  Bradshaw (1994; 1972) defined four types 

of need: normative need: need which is defined by experts such as health professionals or 

policy makers; felt need: need perceived by the individual (i.e. patient); expressed need: 

need that is demanded or felt need that is actioned upon; and comparative need: need 

that is linked to equity (i.e. comparing individuals with similar characteristics who are in 

receipt of services with those who do not currently receive services).  óReal needô 

(Bradshaw, 1994: p.46) is considered to occur when each of the four types of need exist 

at the same time.  Felt need (i.e. a personôs perception of whether they require a service 

or not) is óequated with wantô (Bradshaw 1972:p.73).  However, Bradshaw (1972) 
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suggests that ófelt needô is not always a reliable indicator of óreal needô because an 

individualôs perception of need might be diminished by their striving to maintain their 

independence or by their [lack of] knowledge of services.  Conversely, some individuals 

are perceived to identify needs that are not deemed legitimate, e.g. not considered a 

ónormative needô (Bradshaw, 1972).  In acknowledging this, I will move on to argue how 

experience of the illness trajectory impacts upon respondentsô perceived need for 

telehealth. 

Within the longitudinal interview sample, 11 respondents expressed no felt need for 

telehealth or other technologies (such as telecare) throughout all interviews; of these, five 

respondents were diagnosed with mild COPD; two were diagnosed with moderate COPD 

and four respondents were diagnosed with severe to very severe COPD.  Two 

respondents initially expressed no felt need for technology, but their views changed in 

subsequent interviews (both these respondents had complex multiple conditions). 

 Telehealth as a threat to sense of independence and 6.5.1.
identity  

Some respondents felt no need for telehealth.  In the main, these respondents reported a 

more óstableô illness trajectory throughout their involvement in the study in terms of being 

less likely to: experience exacerbations of their condition; have unscheduled hospital 

admissions; or report debilitating, daily symptoms of COPD.  In addition, these 

respondents were less likely to report concerns regarding help seeking and reported being 

satisfied with their current level of healthcare received.  For example, all five respondents 

who expressed no concern regarding starting rescue medications and/or contacting their 

healthcare providers at times of ill health (as reported in section 6.3.2 above) expressed 

no felt need for telehealth.  As previously reported, these respondents all denied that their 

illnesses caused them any concerns on a day to day basis and as such, they were keen to 

present themselves as healthy and independent individuals who did not want to be 

labelled as óillô.  They tended to regard the use of telehealth as a threat to their sense of 

identity and independence. 

Mrs R:  Ψ¢ƻ ƳŜ ώƴŜŜŘƛƴƎ ǘŜƭŜƘŜŀƭǘƘϐ ǿƻǳƭŘ ŘŜǇŜƴŘ ƻƴ ǘhe severity of your illness.  You see I 
ŘƻƴΩǘΣ ŀǎ ώƘǳǎōŀƴŘϐ ǎŀȅǎΣ L ŘƻƴΩǘ ǘƘƛƴƪ LΩƳ ƛƭƭΦΩ 
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Husband:  ΨŜȄŀŎǘƭȅΣ L ŘƻƴΩǘ ǘƘƛƴƪ ȅƻǳΩǊŜ ƛƭƭΦΩ 

Mrs R:  Ψ¸ŜŀƘΣ ǘƘŀǘ ƛǎ ǘƘŜ ŘƛŦŦŜǊŜƴŎŜΤ L ŘƻƴΩǘ ŦŜŜƭ ŀǎ ǘƘƻǳƎƘ LΩƳ ƛƭƭΦ  {ƻ LΩƳ ŎƭŀǎǎŜŘ ŀǎ ōŜƛƴƎ 
ƛƭƭΣ ōǳǘ L ŘƻƴΩǘ Ŏƭŀǎǎ myself as being ill.  But, if I was like the man that used to live next door who 
was ill and you could tell he was ill just by talking to him then I think [telehealth] would be an 
ƛŘŜŀƭ ǘƘƛƴƎ ŦƻǊ ƘƛƳΦ  .ŜŎŀǳǎŜ ƘŜ ŎŀƴΩǘΣ ƘŜ ŎƻǳƭŘƴΩǘ ƎŜǘ ƻǳǘ ŎƻǳƭŘ ƘŜΚΩ  aǊǎ R (66, moderate 
COPD, lives with husband) 3rd interview. 

Hence, in expressing no felt need for telehealth, respondents were separating themselves 

from their perceived identity of an óill personô.  In distancing themselves from the label of óill 

personô, respondents often made comparisons between themselves and other people with 

more severe COPD whom they considered were more deserving, and in need of, such 

interventions. 

ΨL ǘƘƛƴƪ ƛŦ ǎƻƳŜƻƴŜ ǿŀǎ ǊŜŀƭƭȅ ōŀŘΣ ȅƻǳ ƪƴƻǿΣ ƴƻǿΣ ǎƻǊǘ ƻŦ ƭƛƪŜ Ƴȅ ōǊƻǘƘŜǊ ǘȅǇŜ ƻŦ ǘƘƛƴg, you 
know, I think it would be a good thing.  I definitely do think, but not for me [in the] early stages.  
L ŘƻƴΩǘ ŦŜŜƭ L ƴŜŜŘ ŀƴȅǘƘƛƴƎΦ  .ǳǘ ŀƴȅƻƴŜ ǿƛǘƘ ǊŜŀƭƭȅ ŀŘǾŀƴŎŜŘ /ht5Σ L ǿƻǳƭŘ ǎŀȅ ƛǘΩǎ ŀ ƎƻƻŘ 
ǘƘƛƴƎΦΩ  aǊǎ D όстΣ ƳƛƭŘ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ǎƻƴύ мst interview. 

In comparing themselves to others, they would identify the things that they could do (e.g. 

continue to lead an active life through being able to carry out activities of daily living, 

shopping, exercising etc.) compared to people whom they considered óillô. 

ΨL ŘƻƴΩǘ ǘƘƛƴƪ LΩƳ ōŀŘ ŜƴƻǳƎƘ ŦƻǊ ώǘŜƭŜƘŜŀƭǘƘϐΧ ƭƛƪŜ L ǎŜŜ ǇŜƻǇƭŜ ŀƴŘ L ǘƘƛƴƪΣ ȅƻǳ ƪƴƻǿΣ ǘƘŀǘ ǘƘŜȅ 
ǿƻǳƭŘ ƴŜŜŘ ǘƘŀǘ ƳƻǊŜ ǘƘŀƴ ƳŜΣ ƭƛƪŜ L Ŏŀƴ Řƻ Ƴȅ ƻǿƴ ǎƘƻǇǇƛƴƎ ŀƴŘ ŎŀǊǊȅ ƛǘΧ L ŘƻƴΩǘ ŦŜŜƭ L ƴŜŜŘ 
ǘƘŀǘΦΩ aǊǎ D όстΣ ƳƛƭŘ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ǎƻƴύ нnd interview. 

This influenced their perception of telehealth because, in an effort to see themselves as 

ówellô, there was a sense that accepting telehealth would place too much emphasis on 

their illness and risked ómedicalisingô their lives. 

ΨL ǘƘƛƴƪ ȅƻǳ ŎƻǳƭŘ ōŜcome really paranoid [using telehealth].  You know, [at] home and be 
ǘƘƛƴƪƛƴƎ ŀōƻǳǘ ƛǘ ŀƭƭ ŀƴŘ ƳŀƪŜ ȅƻǳǊǎŜƭŦ ƛƭƭΣ ǊŜŀƭƭȅΧ L ǘƻǘŀƭƭȅ ƛƎƴƻǊŜ ώƳȅ ƛƭƭƴŜǎǎϐ ŀǎ ƳǳŎƘ ŀǎ L ŎŀƴΧ 
L Ŝŀǘ ǇǊƻǇŜǊƭȅΧ L ǘƘƛƴƪ ƛŦ ȅƻǳ Ŝŀǘ ǇǊƻǇŜǊƭȅ ŀƴŘ ŜȄŜǊŎƛǎŜ ȅƻǳΩǊŜ ŘƻƛƴƎ ŀƭƭ ȅƻǳ ŎŀƴΣ ŀǊŜƴΩǘ ȅƻǳΣ ǘƻ 
ƘŜƭǇ ȅƻǳǊǎŜƭŦΦΩ  aǊǎ t όумΣ ƳƛƭŘ /ht5Σ ƭƛǾŜǎ ŀƭƻne) 1st interview. 

Therefore, although these respondents had been diagnosed with COPD (or other co-

morbidities) they reported how they aimed to keep their illness(es) as a small part of their 

lives and not be ódefinedô by the label of COPD.  Typical comments included: ΨLΩƳ ƴƻǘ ώƛƭƭϐΧL 

Ƨǳǎǘ ǘŀƪŜ Ƴȅ ώƛƴƘŀƭŜǊϐ Řŀƛƭȅ ŀƴŘ LΩƳ ŦƛƴŜ ǿƛǘƘ ƛǘΩ (Mrs Q, 2nd interview).  Although these 

respondents attempted to minimise their illness in everyday life, there was still a sense 

that they were actively engaged in self-care.  As Mrs Pôs quote above highlights, she 
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ensured that she ate a balanced diet and exercised in her attempt to maintain her health 

and independence. 

Most respondents described being aware of the lifestyle changes they needed to make to 

improve their health and did not appear keen or find it necessary to receive telehealth in 

an effort to improve their lifestyle habits. 

ΨLΩǾŜ ƘŀŘ ŜǾŜǊȅǘƘƛƴƎΤ Řƻ ȅƻǳ ƪƴƻǿ ǿƘŀǘ L ƳŜŀƴΚ  {ƻ ƛǘΩǎ ƴƻ ƎƻƻŘ ǿŀǘŎƘƛƴƎ ŀ ǾƛŘŜƻΣ ƛǘΩǎ ƭƛƪŜ 
ǿŀǘŎƘƛƴƎ ǘƘŜ ǎŀƳŜ ŦƛƭƳ ƻǾŜǊ ŀƴŘ ƻǾŜǊ ŀƎŀƛƴΦΩ  aǊǎ W όрсΣ ǳƴƪƴƻǿƴ /ht5 ǎŜǾŜǊƛǘȅΣ ƭƛǾŜǎ ǿƛǘƘ 
daughter) 1st interview. 

Ψ.ǳǘ LΣ ǎƻǊǘ ƻŦΣ ǘƘƛƴƪ ƛƴ Ƴȅ ƳƛƴŘΣ ǊƛƎƘǘΣ L ǉǳƛǘ ǎƳƻƪƛƴƎΣ L ŜȄŜǊŎƛǎŜ ŀ ōƛǘ ƳƻǊŜΣ ƭƻǎŜ ǿŜƛƎƘǘΣ ǘƘŀǘΩǎ 
the three main things with mŜΦ  !ƴŘ L ǘƘƛƴƪΧ ǘƘŜǊŜΩǎ ƴƻǘƘƛƴƎ ŜƭǎŜ ǊŜŀƭƭȅ ȅƻǳ Ŏŀƴ ŘƻΣ ƛǘΩǎ Ƨǳǎǘ ǎƻǊǘ 
ƻŦΣ ƛǘΩǎ Ƨǳǎǘ ŎƻƳƳƻƴ ǎŜƴǎŜ ƛǎƴΩǘ ƛǘΚ  ώƭŀǳƎƘǎϐΦΩ  aǊǎ D όстΣ ƳƛƭŘ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ǎƻƴύ мst 

interview. 

Healthcare interventions, such as telehealth, posed a threat to their independence and 

they did not want to be recognised as requiring the same level of healthcare input as 

people with severe illness.  This was also evident in the responses gained from those who 

took part in the focus groups. 

P3:  Ψōǳǘ L ǘƘƛƴƪ ƛǘΩǎ ƭƛƪŜ ƛŦ ȅƻǳΩǊŜ ƳƻǊŜ ŀŘǾŀƴŎŜŘ ǘƘŀƴ ǿŜ ŀǊŜΣ ǎŀȅΣ ȅƻǳΩǊŜ ƎƻƛƴƎ 
ǘƻǿŀǊŘǎΧΩ 

P6:  Ψ¸ŜǎΣ ōǳǘΧ L ƪƴƻǿ ƛǘ ǎƻǳƴŘǎ ǎŜƭŦƛǎƘΣ ōǳǘ ŀǊŜƴΩǘ ȅƻǳ ƎƭŀŘ ȅƻǳΩǊŜ ƴƻǘ ŀǘ ǘƘŀǘ ǎǘŀƎŜΚΩ 

P3:  ΨL ŀƳΦ  LΩƳ ǊŜŀƭƭȅ ƎƭŀŘ LΩƳ ƴƻǘ ŀǘ ǘƘŀǘ ώǎǘŀƎŜϐΦΩ 

P6:  ΨL ƳŜŀƴ ώǘŜƭŜƘŜŀƭǘƘϐΦΩ 

P3:  Ψ¸ŜŀƘΧ L ǘƘƛƴƪ ǘƘŜȅ ǎƘƻǳƭŘ ǎǘŀǊǘ ǿƛǘƘ ǘƘŜ ǿƻǊǎǘ ŎŀǎŜǎΦΩ   Focus group 2 

Respondentsô perception of need changed if they perceived a threat to their safety.  

Feeling óunsafeô overrode perceptions that accepting technologies would undermine their 

sense of independence.  This was evident throughout Mr Côs interviews.  At interview 1, 

Mr C reported that he had been offered a telecare alarm but he had refused because he 

wanted to maintain his sense of independence.  At this point, he was receiving help from 

family members and formal carers attended each morning and evening to assist with his 

activities of daily living. 

Ψ{ƻΣ L ǎŀƛŘΣ άƴƻ L ŘƻƴΩǘ ǿŀƴǘ ŀƴ ŀƭŀǊƳέΧ L Χ ǿŀƴǘ ǘƻΣ ŦŜŜƭ Χ ǘƘŀǘ L Ŏŀƴ Řƻ ǘƘƛƴƎǎ ƳȅǎŜƭŦΣ ȅƻǳ 
ƪƴƻǿΧ Lǘ ǿƻǳƭŘ ƎŜǘ ƳŜ ƳƻǊŜ ǳǇǎŜǘΣ ōŜŎŀǳǎŜΣ ŜǊƳΣ L ŘƻƴΩǘ ƪƴƻǿ ǿƘȅΣ ōǳǘ LΩǾŜ ŀƭǿŀȅǎ been 
ƛƴŘŜǇŜƴŘŜƴǘΣ ŀƴŘ LΩǾŜ ŀƭǿŀȅǎ ŘƻƴŜ ǘƘƛƴƎǎ ƳȅǎŜƭŦΣ ȅƻǳ ƪƴƻǿΣ ǘƘŀǘΩǎ ǘƘŜ ǿŀȅ L ŀƳΦΩ  aǊ / όуоΣ 
mild COPD, lives with grandson) 1st interview. 
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In reporting that he required no further healthcare input, he stated that his family were 

around to help him in times of need.  However, at interview 2, he reported a recent 

episode of breathlessness where he had felt frightened because he was alone and unable 

to contact his daughter who was unwell and unable to care for him. 

Ψ.ǳǘΣ ŜǊǊΣ ǎƻƳŜǘƛƳŜǎ L ǿƛǎƘ L ŘƛŘ ŀŎŎŜǇǘ ƛǘ ώǘŜƭŜŎŀǊŜ ŀƭŀǊƳϐ ōŜŎŀǳǎŜΧ ǘƘŜ ǘƘƛƴƎ ƛǎ aƻƴŘŀȅ ŀƴŘ 
Tuesday this week, [daughter] has been ill in bed and I've nobody, I've had to do things meself, 
ŀƴŘ LϥǾŜ ōŜŜƴ ōǊŜŀǘƘƭŜǎǎ ŀƴŘ ǘƘŀǘΧ Ƴŀƴȅ ŀ ǘƛƳŜ LϥƳ ǎƻǊǊȅ L ŘƛŘƴϥǘ ǎŀȅ ǘƘŀǘ LΩŘ ƘŀǾŜ ƻƴŜ ƭƛƪŜΣ ȅƻǳ 
ƪƴƻǿΦΩ  Mr C (83, mild COPD, lives with grandson) 2nd interview. 

In having to deal with severe symptoms of breathlessness alone, he had felt vulnerable 

and panicked without the presence of his daughter to reassure him or contact emergency 

services, as was the usual course of action in such circumstances (and which he reported 

at interview 1).  In articulating felt need for telecare services, he expressed regret that he 

had not accepted telecare services when previously offered. 

 Conflicting perspectives on technol ogy use in healthcare  6.5.2.

In the main, respondents with more severe illness were more likely to feel a need for 

telehealth.  However, analysis of data revealed conflicting perspectives from potential 

users (i.e. respondents who had no prior experience of telehealth use) as to whether 

technologies in general could provide benefits to their care or not.  As outlined above, felt 

need is connected to individualsô want.  Therefore, even when respondents with more 

severe disease experienced similar burdens of navigating their illness trajectory at home, 

some did not perceive technologies (including telehealth) to be a solution to the problems 

they encountered.   

ΨώLϐ ǿŜƴǘ ǘƻ ǘƘŀǘ ŎƻǳǊǎŜ ώǇǳƭƳƻƴŀǊȅ ǊŜƘŀōƛƭƛǘŀǘƛƻƴϐ ŀƴŘ ǘƘŜȅ ŎƘŜŎƪ ȅƻǳǊ ƻȄȅƎŜƴ ƭŜǾŜƭǎ ŀǘ ǘƘŜ 
start. Err.. aƴŘ ƛǘΩǎ ŀƭǿŀȅǎ ŀǊƻǳƴŘ ŀōƻǳǘ фсΦ Dƻ ǘƻ ǎŜŜ ώǇǊŀŎǘƛŎŜ ƴǳǊǎŜϐ ŀƴŘ ƛǘΩǎ ŀƭǿŀȅǎ ŀōƻǳǘ фсΣ 
ǎƻ ȅƻǳ ƪƴƻǿΣ ȅƻǳ Ŏŀƴ ǘŜƭƭ ǿƘŜƴ ƛǘΩǎ ƴƻǘ ǘƘŀǘΦ ¸ƻǳ ŘƻƴΩǘ ƴŜŜŘ ŀ ƳŀŎƘƛƴŜ ǘƻ ǘŜƭƭ ȅƻǳ ώƭŀǳƎƘǎϐΦ ¸ƻǳ 
just get out of breath quicker. Mr U (74, lives alone, severe COPD) 1st interview. 

The majority of respondents within the study, regardless of age, reported using a wide 

variety of technologies (laptops, iPads, mobile phones etc.) and social media (Facebook, 

Skype, online forums etc.) in everyday life, including Mr U above who described no felt 

need for telehealth.  However, three respondentsô fear or suspicion of technologies in 

everyday life influenced their perceived need for the use of technology in healthcare.  

These respondents (Mr A, Mr C, Mr T) expressed their dislike for modern technologies 
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and tried to avoid their use in everyday life.  They were dissatisfied with how the world 

was changing from a physical to a virtual social world.  Mr A expressed concern that 

people would lose their ónatural capabilitiesô (Mr A, 2nd interview) and that overuse of 

technology would lead to an inability to interact and socialise with people face to face, as 

the excerpt from Mr T describes below. 

Ψ¢ƘŜȅ Řƻ ǘƘŜƛǊ ǎƘƻǇǇƛƴƎ ƻƴƭƛƴŜΦ  !ƴŘ L ǘƘƛƴƪΣ ȅƻǳ ƪƴƻǿΣ ƭŜŀǾŜ ǘƘŜ ƘƻǳǎŜΣ ȅƻǳΩƭƭ ƭƻǎŜ ǘƘŜ ǳǎŜ ƻŦ 
ȅƻǳǊ ƭŜƎǎΦ  ¸ƻǳ ƪƴƻǿΦ  ¢ƘŜȅ Ƨǳǎǘ ƴŜǾŜǊ ƭŜŀǾŜ ǘƘŜ ŎƘŀƛǊΧ ²ƘŜǊŜ ȅƻǳΩŘ ǇǊƻōŀōƭȅ ƎŜǘΣ ǳƳΣ ǘǿƻ ƻǊ 
ǘƘǊŜŜ ǇŜƻǇƭŜ ƳŜŜǘƛƴƎ ǳǇ ŀƴŘ ƎƻƛƴƎ ǘƻ ǘƘŜ ōƛƴƎƻ ƻƴŎŜ ŀ ǿŜŜƪΣ ǘƘŜȅ ŘƻƴΩǘ ƭŜŀǾŜ ǘƘŜ ƘƻǳǎŜ ƴƻǿΣ 
ǘƘŜȅ Ŏŀƴ Řƻ ƛǘ ƻƴ ǘƘŜΣ ƻƴ ǘƘŜ ŎƻƳǇǳǘŜǊ ŀƴŘΣ ŀƴŘ L ǘƘƛƴƪ ƛǘΩǎ ŀ ǎŀŘ ƭƛŦŜ ǿŜΩǊŜ ŎƻƳƛƴƎ ǘƻΧ ǘƘŜǊŜΩǎ ŀ 
ǿƻǊƭŘ ƻǳǘ ǘƘŜǊŜΧ ƛǘ ǎŜŜƳǎ ŀǎ ǘƘƻǳƎƘ ǘƘŜȅ ŘǊŀǿ ǘƘŜ ŎǳǊǘŀƛƴǎ ŀƴŘ ǘƘŀǘΩǎ ƛǘΣ ǘƘŜȅ ŦƻǊƎŜǘΣ ǘƘŜǊŜΩǎ ŀ 
ǿƻǊƭŘ ƻǳǘ ǘƘŜǊŜΦΨ ΦaǊ ¢ όспΣ ƳƻŘŜǊŀǘŜ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ нnd interview. 

Both Mr C and Mr T tried to avoid the use of modern technology in their everyday lives 

(including not using cash machines, self-service tills or computers).  This avoidance of 

technologies extended to monitoring of personal health.  Also, Mr A expressed a fear that 

modern technology was ótaking overô the world, leading him to question whose agenda 

was being followed by the promotion of technologies such as telehealth into patientsô care. 

Ψ¸ƻǳ ƪƴƻǿΣ ōŜŎŀǳǎŜ ƛǘϥǎ Ƴȅ ƎǊŜŀǘŜǎǘ ŦŜŀǊ ǘƘŀǘ ƛǎΣ ǘŜŎƘƴƻƭƻƎȅΦ  Lǘϥǎ ƎƻƻŘΦ  L ƘŀǾŜ ƴƻ Řƻǳōǘ ƛƴ ƛǘΣ L 
will openly admit it, it is good, but it's who's pushing thisΧ  I'm fearful; very, very fearful.  But 
ƛǘϥǎ Ǝƻƴƴŀ ƘŀǇǇŜƴΦ  ²ƘŀǘŜǾŜǊ ǿŜ ǎŀȅΣ ƛǘϥǎ Ǝƻƴƴŀ ƘŀǇǇŜƴΦΩ  aǊ ! όтмΣ ǾŜǊȅ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ 
with wife) 2nd interview. 

He was concerned that the introduction of technologies into healthcare served the 

interests of government and private companies, but not necessarily the interests of 

patients.  He regarded the use of technology in healthcare as a threat to services. 

Ψ²Ƙŀǘ ȅƻǳϥǊŜ ŘŜǎŎǊƛōƛƴƎ ǘƻ ƳŜ ŀǘ ǘƘƛǎ ƳƻƳŜƴǘΣ ȅƻǳϥǊŜ ŘƛŀƎƴƻǎƛƴƎ ȅƻǳǊ bleeding self really, you 
ƪƴƻǿ ǿƘŀǘ L ƳŜŀƴΚ  ¢Ƙŀǘϥǎ ǘƘŜ ǿŀȅ LϥƳ ǾƛŜǿƛƴƎ ƛǘΤ LΩƳ ǾŜǊȅ ǎǳǎǇƛŎƛƻǳǎ ŀǘ ǘƘƛǎ ƳƻƳŜƴǘ ƛƴ ǘƛƳŜΣ 
ȅƻǳ ƪƴƻǿΣ ŀōƻǳǘ ǘǊȅƛƴƎ ǘƻ ƎŜǘ ǘƘƛǎ ǎƻǊǘ ƻŦ ǎȅǎǘŜƳ ƛƴΧ²ƘŜǘƘŜǊ ƛǘ ǿƻǊƪǎ ƻǊ ƴƻǘ L Řƻƴϥǘ ƪƴƻǿ ōǳǘ L 
think we've really got to safeguard what ǿŜϥǾŜ ƎƻǘΧ ǿŜϥƭƭ ōŜ ŘƛŀƎƴƻǎƛƴƎ ƻǳǊ ǎŜƭŦ ƻŦŦ ǘƘŜ ¢±Φ  
²Ŝ ǿƻƴϥǘ ǎŜŜ ǘƘŜ ŘƻŎǘƻǊΣ ƘŜϥƭƭ Ƨǳǎǘ ōŜ ǘƘŜǊŜ ŀƴǎǿŜǊƛƴƎ ǘƘŜ ǇƘƻƴŜΩ  aǊ ! όтмΣ ǾŜǊȅ ǎŜǾŜǊŜ /ht5Σ 
lives with wife) 1st interview. 

Whilst Mr A was the only respondent to express such concerns, others felt that telehealth 

was a cost saving measure, and perceived this to be a positive consequence of 

telehealth. 

 Telehealth lacks sophistication to assess acute illness  6.5.3.

When other respondents expressed no felt need for telehealth, in line with findings from 

health professional data (reported in chapter 5) this sometimes derived from their 
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perception that telehealth was unable to capture the complexity of their illness trajectory.  

Whilst respondents on the whole were positive about the benefits of telehealth, some 

perceived that telehealth may be beneficial for some people, but could not perceive how it 

would be beneficial for them.  In two respondentsô accounts, both considered telehealth 

could not substitute home visits and/or emergency hospital admissions at times of acute 

illness (Miss B and Mrs M).  Throughout all interviews both respondents suggested that 

telehealth lacked the sophistication to assess their illness status, either for use as an 

acute management tool or for routine monitoring of their condition.  Miss B described how 

she experienced ógood daysô and óbad daysô of COPD.  She reported experiencing óbad 

daysô (with symptoms of breathlessness and lethargy) at least two days per week and on 

such days she would rest but did not consider it necessary to contact health professionals.  

She saw óbad daysô as part of her unpredictable illness trajectory. 

Ψ9ǾŜǊȅ Řŀȅ ƛǎ ƴƻǘ ǘƘŜ ǎŀƳŜ ŀƴŘ ƘƻǳǊ ōȅ ƘƻǳǊ ƛǘ Ŏŀƴ ŎƘŀƴƎŜΦ  ¸ŜŀƘΦ  {ƻΣ ǳƳΣ Ƙƻǿ ŎƻǳƭŘ L ŜȄǇƭŀƛƴ 
ƛǘΚ  LŦ L ƘŀŘ ǘƻ Ǝƻ ǳǇ ŀƴŘ Řƻǿƴ ǘƘŜ ǎǘŀƛǊǎ ŀƭƭ ŘŀȅΣ LΩŘ ōŜ ǊŜŀƭƭȅ ǎǘǊǳƎƎƭƛƴƎΣ ōǳǘ ǘƘŀǘΩǎ ƴƻǘ ŀƴ 
ŜȄŀŎŜǊōŀǘƛƻƴ ŀƴŘ ǘƘŀǘ ƳŜŀƴǎ L ƘŀǾŜƴΩǘ Ǝƻǘ ŀƴ ƛƴŦŜŎǘƛƻƴΦ  {ƻ L ǘƘƛƴƪ ŀ ƭƻǘ ƻŦ ǇŜƻǇƭŜ ǿƛƭƭ ōŜ 
ƎŜǘǘƛƴƎ Ŏŀƭƭǎ ŦƻǊ ƴƻǘƘƛƴƎΦΩ  aƛǎǎ . όрлΣ ƭƛǾŜǎ ǿƛǘƘ ŎƘƛƭŘǊŜƴΣ ǎŜǾŜǊŜ /ht5ύ оrd interview. 

She could not perceive a need for routinely monitoring her biometric data and stated that 

telehealth could lead to unnecessary interventions from health professionals because data 

taken on óbad daysô may be misinterpreted.  In expressing her views on using telehealth 

during times of ill health (as an acute management tool) Miss B could not envisage how 

this would change the care she currently received.  In the past she experienced rapid 

deterioration which had necessitated home visits from the COPD nurse specialists as well 

as emergency hospital admission to intensive care. 

ΨΧ ǇŜǊǎƻƴŀƭƭȅΣ L ǘƘƛƴƪΧ ǘƘŜȅ ǿƻǳƭŘ ǎǘƛƭƭ ŎƻƳŜ ƻǳǘΦ  IƻǿΣ Ƙƻǿ ŀǊŜ ǘƘŜȅ ƴƻǘ ƎƻƛƴƎ ǘƻΣ Ƙƻǿ ŀǊŜ 
ǘƘŜȅ ƎƻƛƴƎ ǘƻ ōŜ ŀōƭŜ ǘƻ ƭƛǎǘŜƴ ǘƻ ȅƻǳǊ ŎƘŜǎǘΦ  !ƴŘ ƪƴƻǿ ŜȄŀŎǘƭȅ Ƙƻǿ ȅƻǳΩǊŜ ōǊŜŀǘƘƛƴƎ ƻǊ ƛŦ ȅƻǳ 
have got an infection, where it is and dƻ ȅƻǳ ƪƴƻǿ ǿƘŀǘ L ƳŜŀƴΚ  LǘΩǎ ƴƻǘ ƎƻƛƴƎ ǘƻ ǿƻǊƪ ƻǾŜǊ 
ǘƘŜΣ ǘƘǊƻǳƎƘ ǘƘŜ ώǘŜƭŜƘŜŀƭǘƘϐΦΩ  aƛǎǎ . όрлΣ ƭƛǾŜǎ ǿƛǘƘ ŎƘƛƭŘǊŜƴΣ ǎŜǾŜǊŜ /ht5ύ оrd interview. 

Both Miss B and Mrs M felt that nothing could replace face to face visits with health 

professionals at times of acute illness. 

Ψ¢ƘŜ ƻƴƭȅ ǇǊƻōƭŜƳ LΩŘ ƘŀǾŜ ƛǎ ȅƻǳǊ ōƭƻƻŘ ƎŀǎŜǎΦΦΦ ǘƘŜȅ Řƻ ώǘƘŜƳϐ ŜǾŜǊȅ ǘƛƳŜ ȅƻǳ ƎƻΧ ǘƘŜȅ ǇǊƛŎƪ 
your finger, put it in a, put it in a machine, and it tells you about your carbon.  Now you 
ǿƻǳƭŘƴΩǘ ōŜ ŀōƭŜ ǘƻ Řƻ ǘƘŀǘ ώƻǾŜǊ ǘŜƭŜƘŜŀƭǘƘϐΦΩ 

ώΧϐ 
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Ψ.ǳǘ ƛǘΩǎ ƭƛƪŜ L ǎŀȅΣ ƛǘΩǎ ȅƻǳǊ ōƭƻƻŘ ƎŀǎŜǎΣ ȅƻǳ ǿƻǳƭŘƴΩǘ ōŜ ŀōƭŜ ǘƻΧ ǘƘŀǘΩǎ ƛƳǇƻǊǘŀƴǘ ǘƻ ƳŜΦΩ  aǊǎ 
M (62, severe COPD, lives alone) 1st interview. 

Health professionals needed to carry out physical assessments and blood tests, to assess 

the situation.  Consequently they felt that telehealth was not suitable in their 

circumstances. 

In addition, there were mixed feelings regarding the use of remote consultations in a 

telehealth model.  Some respondentsô were not confident in the use of technology and 

preferred to visit health professionals in person. 

ΨL ŘƻƴΩǘ ƭƛƪŜ ǘƘŀǘΣ ƭƻǾŜΣ ƴƻ L ǿƻǳƭŘ ǊŀǘƘŜǊ ǘŀƭƪ ǘƻ ǘƘŜ ǇŜǊǎƻƴ ƛƴ ǇŜǊǎƻƴΧ ǘƘŀƴ ǘŀƭƪƛƴƎ ƻƴ ǘƘŜΣ ǎŀƳŜ 
ŀǎ ƻƴ ǘƘŜ ǇƘƻƴŜΣ LΩƳ ƴƻǘ ƎƻƻŘ ƻƴ ǘƘŜ ǇƘƻƴŜΦΩ  aǊ / όуоΣ ƳƛƭŘ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ƎǊŀƴŘǎƻƴύ мst 

interview. 

Lack of the ability to communicate effectively over video link or Skype was another 

concern expressed by respondents.  For example, Mrs P had hearing problems.  She felt 

that without the face to face consultation, she would lose the nuances of inter-personal 

interaction (such as facial expressions), leading to confusion. 

ΨL ǘƘƛƴƪ LΩŘ ǊŀǘƘŜǊ ǎŜŜ ǘƘŜƳ ŦŀŎŜ ǘƻ ŦŀŎŜΧ ǿƛǘƘ Ƴȅ ƘŜŀǊƛƴƎ ōŜƛƴƎ ǘƘŜ ǿŀȅ ƛǘ ƛǎΣ ȅƻǳ ƪƴƻǿΣ L ƎŜǘ ŀ 
ōƛǘ ƳƛȄŜŘ ǳǇΦ  /ŀǳǎŜ ŜǾŜƴ ǿƘŜƴ ώǘƘŜϐ ǘŜƭƭȅΩǎ ƻƴ L Ƴƛǎǎ ŀ ƭƻǘΣ ŘƻƴΩǘ LΚΦΦΦ 9ȄǇǊŜǎǎƛƻƴǎ ƳŜŀƴ ƭƻǘǎ 
when ȅƻǳΩǊŜ ŘŜŀŦΦΩ  aǊǎ t όумΣ ƳƛƭŘ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ мst interview. 

Other respondents had mixed feelings on the benefits of remote video consultations, 

suggesting that it depended on the reason for the consultation.  Mrs S explained that she 

had received óholisticô care from her Practice Nurse following her mumôs death.  She had 

attended a number of face to face appointments and had found them beneficial.  

However, she considered that she would not have received the same level of care if the 

interactions had been via remote consultations. 

LΩƳ ƴƻǘ ǘƻƻ ǎǳǊŜ ǊŜŀƭƭȅΣ ōŜŎŀǳǎŜ L ǎǳǇǇƻǎŜ ƛǘ ǿƻǳƭŘ ŘŜǇŜƴŘ ƻƴ ǘƘŜ ŎƻƴǎǳƭǘŀǘƛƻƴΦ  .ǳǘ ǘƘŜ ƻǘƘŜǊ 
ǘƘƛƴƎ ȅƻǳ ƎŜǘ ŦǊƻƳ ώǇǊŀŎǘƛŎŜ ƴǳǊǎŜϐΧ ƛǎ ǘƘŜ ƪƴƻǿƭŜŘƎŜ ǘƘŀǘ ǎƘŜ ƭƻƻƪŜŘ ŀǘ ǘƘŜ ǿƘƻƭŜ ƻŦ ƳŜΦ  {ƻ 
when I was weepy and depressed and eǾŜǊȅǘƘƛƴƎ ώŦƻƭƭƻǿƛƴƎ ƘŜǊ ƳǳƳΩǎ ŘŜŀǘƘϐΧ ǎƘŜ ǿƻǳƭŘ 
ƭƛǎǘŜƴ ŀƴŘ LΩƳ ƴƻǘ ǎǳǊŜ ǘŀƭƪƛƴƎ ǘƘǊƻǳƎƘ ŀ ǘŜƭŜǾƛǎƛƻƴ ǿƻǳƭŘ ƎƛǾŜ ȅƻǳ ǘƘŀǘΦΩ  aǊǎ { όсуΣ ƳƻŘŜǊŀǘŜ 
COPD, lives alone) 1st interview. 

However, she also suggested that remote consultations could be a useful addition to care 

in times of ill health.  The health professional would be able to visually assess her health 

status. 
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ΨƛŦ ȅƻǳ ƪƴƻǿ ǎƻƳŜōƻŘȅ ŎƻǳƭŘ ǎŜŜ ȅƻǳ Ǿƛǎǳŀƭƭȅ ŀƴŘ ǘƘŜȅ Ŏŀƴ ƘŜŀǊ Ƙƻǿ ȅƻǳΩǊŜ ōǊŜŀǘƘƛƴƎ ŀƴŘ 
seeing you visually they would see the upper chest movements going on and also, visually they 
would be able to see that you were poorly.  Because what happened when I had a chest 
ƛƴŦŜŎǘƛƻƴ ŀ ŦŜǿ ǿŜŜƪǎ ŀƎƻΣ ǿƘŀǘ L ƘŀŘƴΩǘ ǊŜŀƭƛǎŜŘ ƛǎ ǘƘŀǘ ŀǎ ǎƻƻƴ ŀǎ Ƴȅ ŘŀǳƎƘǘŜǊ ǎƪȅǇŜŘΣ ǎƘŜ 
Ƨǳǎǘ ǎŀƛŘ άȅƻǳΩǊŜ ǇƻƻǊƭȅέΦ  !ƴŘ L ǘƘƻǳƎƘǘ L ƭƻƻƪŜŘ ƻƪŀȅΦ  LΩŘ ǿŀǎƘŜŘ Ƴȅ ƘŀƛǊΣ ŘǊƛŜŘ ƛǘΣ L Ƨǳǎǘ 
ǘƘƻǳƎƘǘ L ƭƻƻƪŜŘ ŀƭǊƛƎƘǘΦ  bƻǿΣ ǎƘŜ ǿƻǳƭŘƴΩǘ ƘŀǾŜ ōŜŜƴ ŀōƭŜ ǘƻ ǘŜƭƭ ǘƘŀǘ ƻŦŦ ǘƘŜ ǘŜƭŜǇƘƻƴŜ 
ŎƻƴǾŜǊǎŀǘƛƻƴΦ  Lǘ ǿŀǎƴΩǘ ǳƴǘƛƭ ǎƘŜ ǎƪȅǇŜŘΧ L ŦŜƭǘ ǉǳƛǘŜ ƛƭƭ ŀŦǘŜǊǿŀǊŘǎ ώƭŀǳƎƘǎϐ L ǘƘƻǳƎƘǘ L Ƴǳǎǘ ōŜ 
poorly if ǎƘŜ ǘƘƛƴƪǎ L ƭƻƻƪ ǇƻƻǊƭȅΦΩ  aǊǎ { όсуΣ ƳƻŘŜǊŀǘŜ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ мst interview. 

Nevertheless, the majority of respondents (in both the focus group sample and the 

longitudinal interview sample) felt that remote consultations would be useful in times of 

acute illness.   

Ψ.ŜŎŀǳǎŜ L ǿŀǎ ǊŜŀŘƛƴƎ ŀōƻǳǘ ǘŀƭƪƛƴƎ ǘƻ ȅƻǳǊ ŘƻŎǘƻǊ ƻƴ {ƪȅǇŜΦ L ǘƘƛƴƪ ƛǘΩǎ ŀ ƳŀǊǾŜƭƭƻǳǎ ƛŘŜŀΣ 
ŜǎǇŜŎƛŀƭƭȅ ŦƻǊ ǇŜƻǇƭŜ ƭƛƪŜ ƳŜ ǿƘƻ ŘǊŀƎ ǘƘŜƛǊ ŦŜŜǘ ƎƻƛƴƎ ǘƻ ǘƘŜ ŘƻŎǘƻǊǎΧ ǘƘŜ ŘƻŎǘƻǊ Ŏŀƴ ǎǘƛƭƭ ǎŜŜ 
you and I know that the way you look is an indicaǘƛƻƴ ƻŦ Ƙƻǿ ȅƻǳ ŀǊŜΩ aǊǎ 9 όрфΣ ƳƻŘŜǊŀǘŜ 
COPD, lives alone) 2nd interview.  

For some, this was because health professionals could make both visual and audible 

assessments over remote consultations, such as via video-links. 

ΨL ǘƘƛƴƪ ƻƴ ŀ ǘŜƭŜǇƘƻƴŜ Ŏŀƭƭ ǘƘŜȅ Ŏŀƴ ŘƛǎƳƛǎǎ ȅƻǳΣ ǿƘŜǊŜŀǎ ƛŦ ǘƘŜȅ Ŏŀƴ ǎŜŜ ȅƻǳΣ ǘƘŜȅ ŎŀƴΣ ǘƘŜȅΩŘ 
ƪƴƻǿ ǿƘŜƴ ȅƻǳΩǊŜ ŀŎǘǳŀƭƭȅ ǊŜŀƭƭȅ ƛƭƭΦ  L ǘƘƛƴƪ ȅƻǳ Ŏŀƴ ǎŜŜ ōŜǘǘŜǊΦ  ¢ƘŀǘΩǎ ǿƘȅ ȅƻǳ Ǝƻ ǘƻ ǘƘŜ 
5ƻŎǘƻǊ ώǎƻϐ ǘƘŜȅ Ŏŀƴ ǎŜŜ ȅƻǳ ōŜǘǘŜǊΦΩ  aǊǎ w όссΣ ƳƻŘŜǊŀǘŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ ƘǳǎōŀƴŘύ нnd 
interview. 

ΨL ŘƻƴΩǘ ƭƛƪŜ ǘŜƭŜǇƘƻƴŜ ŎƻƴǎǳƭǘŀǘƛƻƴǎΣ L Ƨǳǎǘ ŦŜŜƭ ƛǘΩǎ ǎƻ ƛƳǇŜǊǎƻƴŀƭ ŀƴŘ L ƭƛƪŜ ǘƻ ǎŜŜ ǎƻƳŜƻƴŜ ŀƴŘ L 
ǘƘƛƴƪ ǘƘŜȅ ǎƘƻǳƭŘ ǎŜŜ ƳŜ ōŜŎŀǳǎŜ L ǘƘƛƴƪ ǘƘŀǘΣ ǇŀǊǘƛŎǳƭŀǊƭȅ ǿƘŜƴ ȅƻǳΩǊŜ ƛƭƭ ƛǘ ǎƘƻǿǎ ŀƴŘ L ǘƘƛƴƪ ŀ 
doctor can tell somebody who is ill or just feels [illϐΧǘƻ ƳŜ ŀ ǘŜƭŜǇƘƻƴŜ Ŏƻƴǎǳƭǘŀǘƛƻƴ ƛǎ ǘƘŜ ƭŀǎǘ 
ƎŀǎǇ ƻŦ ƳŜŘƛŎŀƭ ƘŜƭǇΧōǳǘ {ƪȅǇŜΣ ȅŜǎΣ LΩŘ ǇǊŜŦŜǊ ƛǘ ǘƻ ŀ ǘŜƭŜǇƘƻƴŜ ŎƻƴǎǳƭǘŀǘƛƻƴΩ aǊǎ L (74, severe 
COPD, lives alone) 2nd interview.  

Some respondents felt that this was preferable to telephone consultations with GPs as 

they felt these were impersonal interactions that could be too easily dismissed by health 

professionals over the telephone. 

 Telehealth to improve continuity of care  6.5.4.

When respondents with severe to very severe COPD and/or complex multiple conditions 

expressed a need for telehealth, it was often linked to their concern that they were unable 

to successfully manage their illness at home.  In expressing a felt need for telehealth, 

most respondents were acknowledging a felt need for better and more consistent contact 

with health professionals, which some felt could be provided through the use of 

technologies. 
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ΨL ŘƻƴΩǘ ǿŀƴǘ ǘƻ Ŏŀƭƭ ǇŜƻǇƭŜ ƻǳǘ ǿƘŜƴ ȅƻǳΩǊŜ Ƨǳǎǘ ŦŜŜƭƛƴƎ ŀ ōƛǘ ƻŦŦ ƻǊΣ ȅƻǳ ǘƘƛƴƪΣ ǿŜƭƭ L ŀƭǿŀȅǎ 
ǘƘƛƴƪ άLΩƭƭ ōŜ ŀƭǊƛƎƘǘ ǘƻƳƻǊǊƻǿέΣ ȅƻǳ ƪƴƻǿΚ  {ƻΣ ŀǘ ƭŜŀǎǘ ώǘŜƭŜƘŜŀƭǘƘϐ ŎƻǳƭŘ ŀŘǾƛǎŜ ƳŜΦΩ  aǊǎ 9 
(59, moderate COPD, lives alone) 1st interview. 

Husband:  Ψ!ƴŘ ǘƘƛǎ ƛǎ ǿƘŜǊŜ ǘƘŀǘ ώǘŜƭŜƘŜŀƭǘƘϐ ǿƻǳƭŘ ŎƻƳŜ ƛƴΦΦΦ ǿƘŜƴ ǎƘŜΩǎ ƘŀǾƛƴƎ ŀ ōŀŘ ŘŀȅΣ 
if she can get onto the [telehealth] and talk to someone about it, and be recommended 
ǿƘŀǘŜǾŜǊΣ ǘƘŜƴ ǘƘŀǘΩǎ ƛǘΧ ǘƘŀǘΩǎ Ǝƻǘ ǘƻ ōŜ ŀƴ ƛƳǇǊƻǾŜƳŜƴǘΦΩ 

Mrs K:  ¸ŜǎΣ ōŜŎŀǳǎŜ ƭƛƪŜ L Ŏŀƴ ƘŀǾŜ ŀ ŎƻǳǇƭŜ ƻŦ ƎƻƻŘ Řŀȅǎ ŀƴŘ ǘƘŜƴ LΩƭƭ ƘŀǾŜ ώŀϐ ǊŜŀƭƭȅ ōŀŘ 
Řŀȅ ŀƴŘ ǎƻƳŜǘƛƳŜǎΣ L ƳŜŀƴ L ƘŀǾŜ ǘƻ ǎǘŀȅ ƛƴ ōŜŘΦ  L ŎŀƴΩǘ ƎŜǘ ǳǇΦ  IŜ ŜǾŜƴ Ƙŀǎ ǘƻ ƘŜƭǇ Ƴe to the 
ǘƻƛƭŜǘΧ ƛŦ L ƘŀŘ ǎƻƳŜ ƛƴŦƻǊƳŀǘƛƻƴ ǘƘŀǘ ŎƻǳƭŘ ƘŜƭǇΣ ȅƻǳ ƪƴƻǿΚ  Lǘ ǿƻǳƭŘ ōŜ ŀƭǊƛƎƘǘ ǘƘŀǘΣ ȅŜǎΦΩ  aǊǎ 
K (58, severe COPD, lives with husband) 2nd interview. 

Respondents in this study perceived that telehealth could overcome the obstacles they 

faced in help seeking, such as feeling concerned over whether their contact with health 

professionals was legitimate.  However, in expressing these views, there was a strong 

sense that respondents only perceived telehealth to be beneficial if it was used as an 

enhancement to care currently provided. 

ΨL ǿƻǳƭŘ ǎǘƛƭƭ ƘŀǾŜ ǘƻ Ǝƻ ǘƻ ǎŜŜ ώǘƘŜ ǇǊŀŎǘƛŎŜ ƴǳǊǎŜϐΧ ǎƻ LΩƳ ŀǎǎǳƳƛƴƎ ǘƘŀǘ ǿƻǳƭŘ ǎǘƛƭƭ ƘŀǇǇŜƴΣ 
ǘƘŀǘ ǎƘŜ ǿƻǳƭŘ ōŜ ŀōƭŜ ǘƻ ƭƻƻƪ ŀǘ ǿƘŀǘŜǾŜǊΩǎ ƎƻƛƴƎ ƻƴΧ L ǿƻǳƭŘ ǎŜŜ ƛǘ ƳƻǊŜ ŀǎ ŀƴ ŀŘŘ ƻƴ ŎŀǊŜΦΩ  
Mrs S (68, moderate COPD, lives alone) 1st interview. 

ΨL ŘƻƴΩǘ ǿŀƴǘ ǘƻ ƎƛǾŜ ǳǇ ώǊŜǎǇƛǊŀǘƻǊȅ Ŏƻƴǎǳƭǘŀƴǘϐ ƻǊ ώǎǇŜŎƛŀƭƛǎǘ ƴǳǊǎŜϐ ƻǊ Ψƻǿǘ ƭƛƪŜ ǘƘŀǘ ǘƻ ǘŀƭƪ ǘƻ 
ǎƻƳŜƻƴŜ ƻƴ ώǘƘŜϐ ǘŜƭƭȅΧ L ŘƻƴΩǘ ǿŀƴǘ ǘƻ ǘŀƭƪ ǘƻ ǎƻƳŜƻƴŜ ƻƴ ǘŜƭŜƘŜŀƭǘƘΣ L ǿŀƴǘ ǘƻ ōŜ ǳǎŜŘ ǘƻ ǘƘŜ 
people who knows me and is used ǘƻ ƳŜ ŀƴŘ LΩƳ ǳǎŜŘ ǘƻ ǘƘŜƳΦΩ  aǊǎ W όрсΣ ǳƴƪƴƻǿƴ /ht5 
severity, lives with daughter) 1st interview. 

Respondents reported that they did not want telehealth to replace the care that they 

currently received from their care providers.  Hence, respondents considered that 

telehealth as an addition to usual care, could be useful to enable better continuity in the 

care they currently received. 

The perceived need for telehealth by Mr O and his wife changed over the course of the 

three interviews, as they were increasingly concerned about discontinuity and 

fragmentation of care (as reported in section 6.3.3.4 above).  Initially he reported 

confidence in knowing how to manage acute illness. 

vΥ 5ƻ ȅƻǳ ŦŜŜƭ ƭƛƪŜ ȅƻǳΩŘ ōŜƴŜŦƛǘ ŦǊƻƳ ƘŀǾƛƴƎ ώǘŜƭŜƘŜŀƭǘƘϐ ƛƴ ǇƭŀŎŜ ŀƎŀƛƴΚ 

Mr hΥ Ψ²Ŝƭƭ ƴƻǘ ǊŜŀƭƭȅΣ ōŜŎŀǳǎŜ L ƪƴƻǿ ƴƻǿ ǘƘŀǘ LΩǾŜ ƘŀŘ ŀƭƭ ǘƘƛǎ ƘŜƭǇ ŀƴŘ ƛƴŦƻǊƳŀǘƛƻƴ ǘƘŀǘ L 
ƪƴƻǿ ƳȅǎŜƭŦ ƛŦ L ƴŜŜŘ ƘŜƭǇΣ L ǇƘƻƴŜ ƳȅǎŜƭŦΣ L ŘƻƴΩǘΣ ȅƻǳ ƪƴƻǿΧ L ƪƴƻǿ ƴƻǿ ǘƘŀǘ ƛŦ L ŦŜŜƭ ǊŜŀƭƭȅ 
ōŀŘ ŀƴŘ L ƪƴƻǿ L ƴŜŜŘ ǘƻ Ǝƻ ǘƻ ǘƘŜ ƘƻǎǇƛǘŀƭΣ L ǿƛƭƭ ƎƻΣ L ǿƻƴΩǘ ώǿŀƛǘϐΦΩ  aǊ h όстΣ ƳƻŘŜǊŀǘŜ /ht5Σ 
lives with wife) 1st interview. 
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However, by interview 3, his continued ill health coupled with an increased sense of 

frustration at the healthcare he was receiving, made him reflect on how he felt a sense of 

security when telehealth was in place. 

Ψ!ƴŘ ǘƘŜǊŜϥǎ ƴƻōƻŘȅ ȅƻǳ Ŏŀƴ ŀŎǘǳŀƭƭȅ ǎƛǘ ŀƴŘ ǘŀƭƪ ǘƻΣ ǎƻΧ ώLΩŘ ǘǊȅϐ ŀƴȅǘƘƛƴƎ ŀǎ ƭƻƴƎ ŀǎ L ŎƻǳƭŘ ǘŀƭƪ 
ǘƻ ǎƻƳŜōƻŘȅΦ  [ƛƪŜ ώǿƛŦŜΩǎϐ ŀƭǿŀȅǎ ǎŀȅƛƴƎΣ άL Řƻƴϥǘ ǘƘƛƴƪ ȅƻǳ ƴŜŜŘ ǘƘƛǎ ώƳŜŘƛŎŀǘƛƻƴϐΣ ȅƻǳ ǎƘƻǳƭŘ 
ōŜ ǎŜŜƴ ŀōƻǳǘ ǘƘƛǎέΦ  !ƴŘ L Řƻƴϥǘ ƪƴƻǿ ǿƘƻ ǘƻ ǘǳǊƴ ǘƻΦΩ  aǊ h όстΣ ƳƻŘŜǊŀǘŜ /ht5Σ ƭƛǾŜǎ ǿƛǘƘ 
wife) 3rd interview. 

His felt need for telehealth was linked to a felt need for more regular contact with 

healthcare professionals and continuity of care. 

 Telehealth to help manage anxiety  6.5.5.

All respondents who had previous experience of using telehealth for acute exacerbation of 

COPD (n=5) expressed a felt need for telehealth.  These respondents all reported a 

stronger sense of reassurance when telehealth was in place and reported feeling less 

safe and less secure when telehealth had been removed from their care.  For example, at 

first interview, Mrs J described how she felt less safe without telehealth in place: Ψ¸ƻǳ ŘƻƴΩǘ 

ŦŜŜƭ ŀǎ ǎŀŦŜΧ ²ŜƭƭΣ L ŘƛŘƴΩǘΦ  .ŜŎŀǳǎŜ ŀǘ ƭŜŀǎǘ L ŎƻǳƭŘ ƳƻƴƛǘƻǊ ǿƘŀǘ ǿŀǎ ƘŀǇǇŜƴƛƴƎΩ.  This was 

reiterated in other respondentsô accounts.  Others felt ΨōŜǊŜŦǘΩ (Mrs I, 1st interview), or as 

Mrs Hôs daughter reports below, ólostô at the removal of telehealth and óback in chargeô 

when it was reintroduced. 

ΨΧ ŀƴŘ ǿƘŜƴ ǘƘŜȅ ǘƻƻƪ ƛǘ ōŀŎƪ L ŦŜƭǘ ƭƻǎǘΣ L ŦŜƭǘΣ ƻƘ Ƴȅ DƻŘΧ L ƳŜŀƴΣ L ƪƴƻǿ ǘƘŜǊŜΩǎ ǇŜƻǇƭŜ ǘƘŜǊŜ 
ȅƻǳ Ŏŀƴ ǊƛƴƎΣ ŀƴŘ ŜǾŜǊȅǘƘƛƴƎΣ ōǳǘΣ ƭƛƪŜ L ǎŀȅΣ ƛǘΩǎ ŀƴ ŜȄǘǊŀ ōŀŎƪ ǳǇ ƛǎƴΩǘ ƛǘΣ ȅƻǳ ƪƴƻǿΚ  L ŘƛŘƴΩǘ ƭƛƪŜ 
ƛǘ ǿƘŜƴ ǘƘŜȅ ǘƻƻƪ ƛǘ ōŀŎƪ ŀƴŘ ǿƘŜƴ ǘƘŜȅ ōǊƻǳƎƘǘ ƛǘ L ǘƘƻǳƎƘǘΣ άƻƘ ƎƻƻŘΣ ƛǘΩǎ ōŀŎƪ ώƭŀǳƎƘǎϐΦ  LΩǾŜ 
Ǝƻǘ ƛǘ ōŀŎƪ ƴƻǿΣ ǿŜΩǊŜ ōŀŎƪ ƛƴ ŎƘŀǊƎŜέΣ ōŜŎŀǳǎŜ ǘƘŀǘΩǎ ǿƘŀǘ ƛǘ ƳŀƪŜǎ ȅƻǳ ŦŜŜƭ ƭƛƪŜΣ ȅƻǳ ƪƴƻǿΧ 
9ǊƳΣ ǿŜƭƭ ƛǘ ƳŀŘŜ ƳŜ ŦŜŜƭ ƭƛƪŜ L ǿŀǎ ŘƻƛƴƎ ǎƻƳŜǘƘƛƴƎ ǘƘŀǘΧ ǘƘŀǘ ǿŀǎ ƻŦ ōŜƴŜŦƛǘ ǊŜŀƭƭȅΣ ȅƻǳ ƪƴƻǿ 
ǿƘŀǘ L ƳŜŀƴΚ  L ŎŀƴΩǘ ǊŜŀƭƭȅ ŜȄǇƭŀƛƴ ƛǘΦ  L ƧǳǎǘΧ L Ƨǳst felt better that it was here and that, you 
ƪƴƻǿΣ ǿŜ ŎƻǳƭŘ ǎŜŜ ǿƘŀǘ ǿŀǎ ƎƻƛƴƎ ƻƴ ǿƛǘƘ Ƴȅ ƳǳƳΦΩ  5ŀǳƎƘǘŜǊ ƻŦ aǊǎ I όфмΣ ǎŜǾŜǊŜ /htD, 
lives with daughter and son) 1st interview. 

Mrs I and Mr O were the only two respondents with telehealth experience to be 

interviewed longitudinally (as others in the sample with telehealth experience attended 

focus groups or withdrew from the longitudinal interview study prior to second interview).  

Interviewing Mrs I allowed me to capture her perception of the differences in the 

management of her acute illness with and without telehealth being in place.  At interview 1 

she explained that she felt reassured by the presence of telehealth. 
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ΨΧ ŀƴŘ ǘƘŀǘ ƭƛǘǘƭŜ ǘŀōƭŜǘ ώǘŜƭŜƘŜŀƭǘƘϐΦΦΦ ōŜŎŀǳǎŜ LΩƳ ŀƭƻƴŜΣ ƛǘ ǿŀǎ ŀǎ ƎƻƻŘ ŀǎ ƘŀǾƛƴƎ ǎƻƳebody in 
ǘƘŜ ƘƻǳǎŜΦ  Lǘ ǿŀǎ ŀōǎƻƭǳǘŜƭȅ ƳŀǊǾŜƭƭƻǳǎΦΩ  aǊǎ L όтпΣ ǎŜǾŜǊŜ /ht5Σ ƭƛǾŜǎ ŀƭƻƴŜύ мst interview. 

In contrast, at interview 2, she had recently been admitted to hospital (after a diagnosis of 

pneumonia).  She had been discharged home without telehealth which made her feel less 

secure. 

ΨLΩŘ ƘŀǾŜ ǇǊŜŦŜǊǊŜŘ ǘƻ ƘŀǾŜ ƘŀŘ ƛǘ ώǘŜƭŜƘŜŀƭǘƘϐΧ L ŘƛŘƴΩǘ ŦŜŜƭ ŀǎ ǎŜŎǳǊŜ ŀƴŘ L ǎǳǇǇƻǎŜ L ǿŜƴǘ ōŀŎƪ 
ǘƻ ǘƘŜ ŘƻŎǘƻǊ ŀ ŎƻǳǇƭŜ ƻŦ ǘƛƳŜǎ ōŜŎŀǳǎŜ L ƪŜǇǘ ƻƴ ǘƘƛƴƪƛƴƎ ǘƘŀǘ LΩƳ ƴƻǘ ƎŜǘǘƛƴƎ ǿŜƭƭΦΦΦ L ǎƘƻǳƭŘ ōŜ 
bouncing back and I ǿŀǎ ǊŜŀƭƭȅ ŦŜŜōƭŜΧƘŀǾƛƴƎ ώǘŜƭŜƘŜŀƭǘƘϐ ǿƻǳƭŘ ƘŀǾŜ ǊŜŀǎǎǳǊŜŘ ƳŜΦΩ  aǊǎ L 
(74, severe COPD, lives alone) 2nd interview. 

Therefore, throughout all these respondentsô accounts, the main benefit they appeared to 

receive from telehealth was a strong sense of reassurance and greater connection to 

health professionals, which reduced their levels of anxiety. 

 Summary  6.6.

This chapter presented data from people with COPD and their family members in three 

overarching themes.  Respondents reported the difficulties of managing their, often 

unpredictable, illness trajectories and the dilemmas they faced in help seeking at times of 

acute illness.  It highlighted the technical work that people with COPD and their family 

members already did in an effort to self-manage their illness at home, but also identified a 

tension in the data whereby some respondents did not consider technical work to be their 

responsibility.  Their experiences of living with COPD and the work they did to manage 

their illness at home had implications for how they perceived their felt need for telehealth.  

Felt need was linked to respondentsô experiences of their illness trajectory, current 

experiences with formal healthcare and their perceptions for whether current iterations of 

telehealth could support their needs.  
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 Discussion Chapter 7.

 Introduction  7.1.

Within this chapter, a summary of the studyôs key findings are presented before examining 

the similarities and differences between the data-sets and discussing how the findings 

relate to existing research.  The strengths and limitations of the study are outlined before 

considering the implications for technology design, clinical practice, policy and future 

research.   

 Summary of key findings  7.2.

This study set out to understand the perceptions and experiences of users and potential 

users of telehealth in COPD care.  In order to achieve this aim, the study set out to 

answer three specific research questions:   

1. From a user perspective, what barriers exist to using telehealth in the 

management of COPD? 

2. What are the challenges of living with and managing COPD and [how] can 

telehealth support these challenges? 

3. How do the needs of people with COPD change over time? 

 

a. How does symptom experience and disease progression impact upon the 

individual needs of patients? 

b. What model of telehealth might support the management of COPD 

throughout the illness trajectory? 

Multiple, qualitative research methods, using a broadly interpretive epistemology were 

used to explore the research questions. Firstly, a meta-synthesis of existing literature was 

performed to understand the barriers that existed to using telehealth from a user 

perspective, before primary research was designed and conducted.  Cross-sectional 

interviews with health professionals who had experience of telehealth were conducted to 

gain multiple perspectives from a variety of health professionals in different areas of care.  
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Focus groups were designed and conducted to identify the challenges of living and 

managing COPD in an effort to understand how telehealth models might help support 

people with COPD in their care.  A longitudinal qualitative interview study was then 

conducted to provide a more in-depth investigation into how navigating different stages of 

the illness trajectory over time impacts upon patientsô needs and to identify how/where 

telehealth might prove most useful within the care of people with COPD.  The next section 

summarises the key findings from the study.   

 Summary of key findings from meta -synthesis  7.2.1.

A review of the literature identified that no previous attempts had been made to 

systematically review the published papers investigating the perspectives and 

experiences of telehealth users in COPD management; therefore, the first stage of the 

study was to conduct a meta-synthesis.  After systematically searching the literature, 

screening identified papers for eligibility and assessing the quality of included papers, a 

meta-synthesis was performed to identify consistent themes and differences that existed 

within the data.  The findings highlighted three overarching themes: 1. The influence of 

telehealth on the moral dilemmas of help seeking; 2. Conflicting consequences of 

interactional transformation in telehealth; 3. Telehealth as transforming the nature of work 

and the consequences for identity and burden.  These identified contradictions of 

telehealth use in COPD, whereby telehealth had the potential to either inhibit or promote 

telehealth user experience.   

Telehealth took away the dilemma of help seeking by shifting the responsibility of contact 

to health professionals through identification of abnormal readings and/or through 

providing patients with evidence (in the form of abnormal readings) to contact health 

professionals. This was perceived to either increase patientsô dependency upon 

healthcare and/or telehealth technology or enabled support to increase patientsô self-care.   

Telehealth transformed interactions through increasing patient contact with health 

professionals, changing to remote modes of interactions and providing benign surveillance 

of patientsô conditions. This was perceived to promote either a sense of reassurance 

(when it increased patientsô feelings of social connectedness with health professionals) or 
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a sense of risk (when it was perceived to impede health professionalsô ability to holistically 

assess patientsô condition or if it offered a ófalseô sense of security to patients). 

Telehealth reshaped the work that patients and health professionals did.  This could lead 

to feelings of burden if telehealth was perceived to increase workloads, threaten health 

professionalsô professional identity or promote feelings of anxiety in patients. It led to 

feelings of empowerment if users perceived that telehealth increased patientsô ability to 

self-care.   

The findings identified incongruence in patientsô and health professionalsô views: patients 

were more likely to express the positive consequences of telehealth use (possibly 

because telehealth was an addition to care in most cases and studies only interviewed 

patients who agreed to using telehealth) whilst health professionals were more likely to 

express the negative consequences of telehealth use.  However, the meta-synthesis also 

highlighted the contradictions in usersô experience of telehealth in key aspects such as 

dependency and self-management, and the demands it places on health services.  These 

are important aspects which are at the centre of policy drivers for extending telehealth 

(Rogers et al. 2009; Taylor and Bury 2007).  Therefore, through reinterpretation of findings 

across multiple studies, new insights were revealed to demonstrate the complexity of 

introducing telehealth into the órealô lives of patients and work of health professionals: 

ones which challenge policy assumptions that are centred within a modernist discourse 

and reflect a ópro-innovation biasô (Greenhalgh et al. 2013:p.86; Greenhalgh et al. 2012).  

Whilst the reinterpretation of findings across multiple studies revealed new insights, it also 

demonstrated gaps in the research.  The included studies focused on a limited group of 

patients using a specific telehealth service: this failed to consider the wider experience of 

people with COPD.  In focusing only on specific technology solutions it failed to focus on 

needs, and the trajectory of needs, that fits with a patient-centred approach.  Previous 

research therefore failed to take into account the important aspects of people who might 

decline telehealth as well as those who might use and engage with telehealth.  Hence, the 

primary research filled an important gap in addressing the anticipated needs of users and 
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potential users.  This enabled a deeper assessment of need and preferences for all 

potential users, to inform the design of appropriate technological solutions.  

 Summary  of key findings  ÆÒÏÍ ÈÅÁÌÔÈ ÐÒÏÆÅÓÓÉÏÎÁÌÓȭ ÄÁÔÁ 7.2.2.

The analyses of health professional data (cross sectional qualitative interviews and focus 

groups) were presented in three overarching themes: 1. Implementing and 

operationalising telehealth models of care into routine practice; 2. The challenges of 

holistic management in a changing care context; 3. Moving towards a patient-centred 

approach to telehealth implementation.  These highlighted that respondentsô experience of 

previous telehealth initiatives had often been implemented within a technology-centred 

approach.  Health professionals providing front line care held strong views regarding the 

importance of providing holistic care to patients and telehealth which did not have the 

capacity to provide holistic care was dismissed.  Through experiential learning, 

respondents identified how telehealth needed to move towards a more person-centred 

approach which involved personalising and tailoring telehealth to individual patientsô 

needs. 

In line with findings from the meta-synthesis (Brunton et al. 2015), a tension existed in the 

data as to whether current telehealth models were perceived to increase dependency in 

patients or empower them to self-care.  Telehealth was most often used as an acute 

management tool and this was perceived to disempower patients to self-care.  In contrast, 

increase in patient and clinician contact was viewed positively by some health 

professionals who perceived it gave patients confidence to live a more independent life.  

A tension also existed in the data which related to differences in the perceived 

professional identity of respondents.  Those in strategic roles placed emphasis on 

providing efficient and effective care with a remit to reduce resources; this appeared to 

drive their views on telehealth.  Those providing front line care identified as autonomous 

advanced practitioners and central to their professional identity was the notion of providing 

holistic care.  Respondents in strategic roles perceived that telehealth threatened 

traditional nursing roles and this impeded telehealth implementation because nurses 

resisted this change.  Some felt it was part of a broader problem of health professionalsô 
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reluctance to hand over responsibility of care to patients.  In contrast, health professionals 

in front line care roles suggested that they did not have an inherent problem with using 

telehealth; rather, their problem lay in current telehealth models which they felt focused 

reductively on biometric monitoring.  These went against their professional values of 

providing holistic care and impeded relational continuity.   

Where there was a lack of organisational support, health professionals found it difficult to 

engage other clinicians in telehealth use; whereas high level support from a CCG in one 

area was considered to enable wide scale implementation.  Moreover, implementing 

telehealth within a technology centred way meant that technology rather than patient need 

had instigated technology use and this impeded health professionalsô engagement with 

telehealth.  Through a process of experiential learning and reflection, most sites were 

trying to move towards a more person-centred approach to technology implementation, 

with a number working towards developing ótechnology strategiesô, placing need at the 

centre.  In understanding patientsô needs, respondents identified those who they felt were 

the correct cohort of patients to target the use of telehealth.  They identified that previous 

attempts had focused on using telehealth with patients who required complex case 

management because their remit is always to reduce hospital admissions.  Previous 

iterations of using telehealth in this cohort had not led to increased efficiency savings and 

they were now looking to using telehealth with patients earlier on in the disease trajectory, 

such as those who they identified as needing ódisease management supportô or ósupported 

self-careô.   

Linked to the above, telehealth interventions were often perceived in a linear way: to 

provide patients with a óone offô telehealth intervention to teach self-care skills and then 

equipment could be removed.  This failed to take into account the ebbs and flows of 

chronic illness and patients needing increased support at different times of the illness 

trajectory.  

In identifying the importance of tailoring telehealth to patientsô needs, most sites were 

working towards identifying different models of telehealth instead of their previous óone 
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size fits allô approach.  This was more consistent with a holistic approach to care and more 

aligned to health professionalsô professional values and identity.   

Previous studies often focused on a cohort of health professionals engaged with one 

distinct intervention (Brunton et al. 2015; Sharma and Clarke 2014).  However, this study 

researched the views and experiences of a wider group of health professionals with 

expertise in the management of COPD.  Respondents were from diverse organisational 

contexts and had varied experiences of telehealth delivery; this enabled a thorough insight 

into the phenomenon under study.  This study highlights how telehealth interventions have 

major implications for the work of key health professionals.  It is therefore crucial to 

consider the practical aspects of service delivery, and where telehealth solutions might 

support these, as well as understand how professional values and professional identity 

might impact upon telehealth implementation.  Therefore, my findings highlight how those 

designing telehealth interventions need to consider how professional values could be 

reflected by or embedded within new service solutions, where telehealth technology is a 

component. 

 Summary of key findings from people with COPD and their 7.2.3.
ÆÁÍÉÌÙ ÍÅÍÂÅÒÓȭ ÄÁÔÁ 

The analysis of data from people with COPD and their family members (focus groups and 

longitudinal interviews) was presented in three overarching themes: 1. Living with and 

responding to unpredictable illness trajectories in the social context; 2. The ótechnicalô 

work that people with COPD and their informal carers do; 3. Conflicting telehealth needs 

in the context of illness trajectory.  These highlighted that people with COPD and family 

carers engage in illness work, including technical illness work to manage their illness at 

home outside input from healthcare systems.  However, not all respondents perceived 

technical illness work to be their responsibility.  Findings were consistent with the meta-

synthesis findings (Brunton et al. 2015) in terms of identifying patientsô dilemmas of help 

seeking and highlighted how patients attempt to self-manage at times of acute illness and 

distress.  Felt need for telehealth was linked to patientsô increasing illness severity and 

current management of COPD.  However, some perceived current models of telehealth 
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lacked sophistication to assess acute illness and could not replace face-to-face visits. 

Others perceived telehealth to have potential benefits for increasing continuity of care or 

increasing connectivity to health professionals.   

Carrying out illness work and everyday life work to manage their illness was evident 

throughout all stages of the illness trajectory in an effort to maintain normality and 

independence from healthcare.  Family members were integral to motivating people with 

COPD to manage their illness at home.  This highlights the vast amount of self-care that 

patients already undertake as part of illness management.  People with COPD could be 

viewed as self-rationing healthcare as they made attempts to self-manage their illness 

even during times of acute exacerbation.  Part of this was due to a lack of confidence in 

their decision to contact health professionals, for fear of wasting their time.  For some, 

previous experiences of health care expounded the dilemma of help seeking.  There was 

a sense that respondents perceived they had failed in their ability to self-care at the point 

of contacting their healthcare provider.   

Regardless of previous telehealth experience, a number of people with COPD and their 

informal carers already engage in technical work to manage their condition (such as 

monitoring their oxygen saturation levels or using technical equipment to treat their 

condition), often during times of distress.  Respondents who did not feel that technical 

illness work was their responsibility still engaged in self-care activities.  

The data highlighted conflicting perspectives of felt need for telehealth.  People whose life 

was not affected by COPD on a daily basis expressed no felt need for telehealth and 

considered themselves too well for such interventions.  In comparison, people with 

complex illness or unstable COPD were more likely to express a felt need for telehealth. 

Felt need was also linked to perceptions of the benefits that telehealth might bring to their 

care.  Some felt that telehealth lacked the sophistication to assess acute illness and could 

not perceive that telehealth could replace face to face visits; although the majority of 

respondents perceived that remote consultations could be a good alternative at times of 

acute illness.  When people with COPD expressed a felt need for telehealth it was often 

linked to feeling unable to successfully self-manage their illness: they considered 
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telehealth might enable more consistent contact with health professionals and better 

continuity of care.  Respondents who had previous experience of using telehealth all 

reported a strong sense of security when telehealth was in place, with helped manage 

feelings of anxiety.  All reported feeling less safe when telehealth was removed.   

In identifying a gap in the research from the meta-synthesis, i.e. previous research was 

often restricted to a single evaluation study of a specific telehealth intervention, this study 

gained views from a broad sample of people with COPD and their family members.  The 

key contributions of this study is gained through use of multiple qualitative methods: focus 

groups enabled exploration of shared experiences and key aspects of patientsô 

experience along the care pathway, whilst the longitudinal interview study enabled in-

depth investigation into individualsô experiences at multiple stages of the illness trajectory.  

Hence, instead of focusing on a specific telehealth solution, this study enabled a focus on 

(changing) needs over time, as well as investigating the importance of social networks 

and every day management of illness outside of formal service provision.  As will be 

discussed later, this has implications for the design of technology, as well as implications 

for wider service support and organisational factors for supporting telehealth use in COPD 

care.   

 3ÉÍÉÌÁÒÉÔÉÅÓ ÁÎÄ ÄÉÆÆÅÒÅÎÃÅÓ ÉÎ ÈÅÁÌÔÈ ÐÒÏÆÅÓÓÉÏÎÁÌÓȭ 7.2.4.
findi ÎÇÓ ÁÎÄ ÐÅÏÐÌÅ ×ÉÔÈ #/0$ ÁÎÄ ÔÈÅÉÒ ÆÁÍÉÌÙ ÍÅÍÂÅÒÓȭ ÆÉÎÄÉÎÇÓ 

Telehealth was considered by health professionals and people with COPD as a way to 

enhance existing care practices rather than to replace current care.  Health professionals 

perceived telehealth as a tool to support existing care whilst people with COPD reported 

that they would not want to receive telehealth if it replaced the care they currently received 

from their care providers.  This highlights the importance that both patients and clinicians 

place upon relational continuity in the management of LTCs (Rhodes et al. 2014).   

In keeping with the findings from the meta-synthesis, contradictions existed throughout the 

health professional data and the data generated from people with COPD and their family 

members.  For example, within the data, one area was using telehealth for the 

management of acute exacerbation of COPD and held positive views of using telehealth 
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in this way.  However, other health professionals and people with COPD expressed 

concerns that current telehealth models were unable to holistically assess patientsô needs 

at times of acute illness and perceived that nothing could substitute face to face support at 

this time.  Others believed that telehealth models which included a visual interface could 

be a useful addition to managing episodes of acute illness.   

Contradictions also existed in the data regarding whereabouts in the illness trajectory 

telehealth would be considered most useful, with health professionals and people with 

COPD holding different views.  People with COPD who self-reported as having fewer 

healthcare needs had no felt need for telehealth, whilst health professionals reported that 

they were now targeting telehealth towards such patient cohorts (i.e. those who required 

disease management or supported self-care).  In contrast, people with severe COPD 

and/or complex multiple illnesses expressed the greatest felt need for telehealth; 

although, in general, health professionals did not consider telehealth suitable in this cohort 

of patients.  This is an important finding which has implications for policy and 

demonstrates that whilst professionals might consider a role for telehealth in disease 

prevention, crucially, patients do not.  This will be discussed in more detail in section 7.3 

below.  

There was also a difference in the ways that health professionals and people with COPD 

discussed the need for supported self-care.  Health professionals often described the 

need for supported self-care in a linear form; that is, the need to teach patients the skills to 

self-manage as a one off intervention.  However, the longitudinal interview data highlights 

how patients (especially those with complex multiple conditions and/or more severe 

COPD) require support to be able to self-care during critical points in the illness trajectory 

(such as at times of episodes of breathlessness which could indicate acute illness).  This 

has implications for the way that self-care is promoted in LTC management and will be 

discussed in more detail below. 
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 Integration and interpretation of key findings with 7.3.
existing literature  

This section integrates the key findings from chapters 5 and 6 with existing literature, to 

provide further interpretation.  In doing so, it highlights the contribution the studyôs findings 

make to the existing evidence.   

 Management of COPD: towards tailoring [telehealth] care  7.3.1.

As reported in chapter 5 (section 5.3), strategic health professionals in this study identified 

that the remit for introducing telehealth into care practices across the NHS sites was often 

to make efficiency savings or reduce resources.  This often results in a technology-

centred approach to implementation whereby technology, rather than need, is the driver 

for change (Stewart 2001).  This approach is centred in a modernist discourse 

(Greenhalgh et al. 2012) and frames technology within a ótechno-utopian idealô (Lupton 

2013:p.262).  This perspective resonates with the concept of technological determinism 

and, in particular, ójustificatory technological determinismô, which is often used by policy 

makers and decision makers as a way to promote or justify change (Wyatt 2008:p.174).  

This perspective uncritically assumes that placing technologies into care will lead to better 

and more efficient care (Oudshoorn 2011).  This discourse, which is rife within current UK 

health policy documents (such as the ones described in chapter 2: section 2.5) is criticised 

by Lupton (2013: p.256): 

ΨǘƘŜ ǘŜŎƘƴƻ-utopian discourses articulated in the mainstream healthcare policy literature 
concerning the possibilities and potentialities afforded by digital health technologies do not 
acknowledge the complexities and ambivalences that are part of using self-monitoring and self-
care technologies or monitoring health and illness states, both for patients and for healthcare 
ǇǊƻǾƛŘŜǊǎΩΦ   

Policy initiatives, alongside DOHôs headline findings from the WSD report (as outlined in 

chapter 2) were reported by respondents in strategic roles as being significant drivers for 

technology use.  However, respondents reported that implementing telehealth within a 

technology centred approach had not led to sustaining technologies into their care 

practices and, as reported in chapter 5, only one site implemented telehealth at scale.  

This adds to findings from the meta-synthesis and other research that identifies the 

majority of telehealth pilot studies do not often last beyond the time of the evaluation 
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(Brunton et al. 2015; Giodarno et al. 2011; Lamothe et al. 2006; May et al. 2001).  

Previous failed attempts to implement technology recognised that sites introduced 

telehealth in an opportunistic way; without any expectations of how it would alter care 

practices and without full consideration of expected outcomes beyond making cost 

savings.  This is a typical consequence of framing telehealth implementation within a 

technological deterministic discourse, as criticised by Lupton (2013) above.  But, as 

reported in chapter 2, this is reflective of much of the evidence gathered to assess the 

effectiveness of telehealth technologies (Williams et al. 2003; May et al. 2001).   

Through a process of experiential learning and reflection, respondents recognised that 

telehealth does not function in isolation to effect change (Oudshoorn 2011), rather if 

telehealth was to work within their care practices, they needed to understand how objects, 

people and organisations interact to effect socio-cultural change (Oudshoorn 2011; Mol et 

al. 2010).  Recognition of this forced respondents in strategic roles to look beyond 

technology as the driver of change and adjust their technology strategies to focus upon 

needs.  This led them to identify that their previous óone size fits allô approach to 

technology implementation had not worked and there was a need to personalise and tailor 

telehealth to usersô needs.  This reflects a more humanist discourse (Greenhalgh et al. 

2012) in which patientsô needs, rather than technology, are placed at the centre.  

Therefore, the findings of the present study indicate that respondents were trying to move 

away from a technological deterministic perspective towards a more sociomaterialistic 

perspective (Orlikowski and Scott 2008) which recognises an óinherent inseparabilityô 

(p.434) between technology, organisations and the social.   

The above resonate with the findings from the Assistive Technologies for Healthy Living in 

Elders: Needs Assessment by Ethnography (ATHENE) project (Procter et al. 2014; 

Greenhalgh et al. 2013) in recognising the importance of tailoring technologies to fit 

patientsô needs.  The ATHENE project had two phases: the first was to conduct 40 

ethnographic case studies to map the complex healthcare, social care and cultural needs 

of older people and their informal carers; the second phase involved co-designing 

technologies with stakeholders (industry, health professionals, academics, and recipients 
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of care) (Procter et al. 2014; Greenhalgh et al. 2013).  The authors identified that current 

assistive technologies did not meet the needs of older people and did not assist them in 

their illness management.  They concluded that óthe success of ageing in place 

programmes will depend on the effortful alignment in the technical, organisational and 

social configuration of supportô instead of relentless pursuit of technology innovation 

(Procter et al. 2014: p.245; Greenhalgh et al. 2013).  

7.3.1.1. Clinician acceptance: telehealth, holism and professional identity  

This study identified that one of the key problems in sustaining telehealth into routine 

practice was the inability to gain the support of other clinicians.  This adds to the existing 

evidence that indicates clinician acceptance is an important factor to sustain telehealth 

into routine practice (Brewster et al. 2014; Wade et al. 2014).  However, previous reviews 

of the literature identified that clinician acceptance was not often the main focus within 

studies (Brewster et al. 2014) or, when studies did focus upon clinician acceptance, it was 

often in relation to one specific intervention (Sharma and Clarke 2014).  The design of this 

study enabled obtaining cliniciansô views over a number of NHS sites, within different 

professional roles and with experiences of different telehealth interventions.  

 As reported in chapter 5 (section 5.4.1) all health professional respondents could be 

described as óadvanced practitionersô but assumed different hybrid roles (Spyridonidis et 

al. 2015).  Those in strategic roles had a remit to drive efficiencies in care and valued the 

potential of technologies to achieve this; respondents providing front line care were often 

involved in case management of complex patients and valued autonomous judgement 

and holistic support.  These differing roles can be perceived to have overlapping but also 

potentially conflicting professional values.  Previous research has identified that 

professional identities are not static but are (re) constructed in reaction to changing social 

contexts, discourses and inter professional relationships (Spyridonidis et al. 2015; Doolin 

2002; Halford and Leonard 1999).  For example, some suggest that professionals learn to 

adapt to the pressures of the neo-bureaucratic organisations in which they are situated 

(Spyridonidis et al. 2015; Noordegraaf 2007).  For respondents in strategic roles, this 

meant negotiating professional identify within a management discourse as well as a 
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óclinician as autonomousô discourse (Doolin 2002).  Therefore, their professional values 

could be seen to align with a neo-liberal approach to healthcare in which cost savings are 

enabled through greater efficiencies in care and where patients are reconfigured as 

consumers of care (McGregor 2001).  Doolin (2002) asserts that this leads to a reshaping 

and constraining of their identity as óautonomousô professional:  

ΨώŎƭƛƴƛŎƛŀƴǎΩϐ ŘŜŎƛǎƛƻƴǎ ŀƴŘ ŀŎǘƛƻƴǎ ŀǊŜ ŀƭƛƎƴŜŘ ǿƛǘƘ ǘƘŜ ƻōƧŜŎǘǎ ƻŦ DƻǾŜǊƴƳŜƴǘ through the 
ǎƘŀǇƛƴƎ ŀƴŘ ŎƘŀƴƴŜƭƭƛƴƎ ƻŦ ǘƘŜƛǊ ŀǳǘƻƴƻƳƻǳǎ ǎǳōƧŜŎǘƛǾƛǘȅ ǘƻǿŀǊŘǎ ǘƘŀǘ ƻŦ ΨŜƴǘŜǊǇǊƛǎƛƴƎ 
ŎƭƛƴƛŎƛŀƴǎΩ ό5ƻƻƭƛƴ нллнΥǇΦотрύΦ   

This resonates with research conducted by McDonald et al. (2009), who identified how 

changes in primary care policies led towards a managerial, efficiency driven agenda, 

which reduced nursesô work to protocol driven work practices and reduced the ócaringô 

aspect of their role.  They undertook interviews with 20 practice nurses to understand the 

changes in work following the introduction of the new GP contract in 2004.  They found 

that practice nursesô roles were now orientated towards a more medicalised role as they 

took on work that had previously been the domain of GPs; at the same time, work was 

identified as template driven, which was indicated to undermine their professionalism 

(McDonald et al. 2009).  However, most practice nurses accepted and welcomed these 

new roles, which the authors considered was a way to protect job roles in a changing care 

context (McDonald et al. 2009).  In the present study, aligning professionalism towards 

organisational strategies was identified in some strategic role respondentsô reports.  Their 

interviews were dominated by the need to find new ways of delivering effective care to 

sustain future healthcare.  This could partially account for why early attempts to implement 

telehealth occurred within a technology centred discourse and explains why, despite best 

efforts, some sites were still struggling to implement technology in a more patient-centred  

way (as outlined in chapter 5: section 5.5.2).  Framing implementation within a 

technological deterministic model is appealing to those in strategic roles because it 

simplifies implementation in order to get projects underway (Wyatt 2008).   

As reported above, respondents in front line care roles had overlapping but potentially 

conflicting professional values compared to respondents in strategic roles.  Hence, some 

in strategic roles appeared critical of (or in sympathy with) their staffsô lack of engagement 
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with telehealth (including staff in advanced roles e.g. community matrons; see chapter 5: 

section 5.4.1).  They suggested cliniciansô reluctance to use telehealth stemmed from a 

wider reluctance to give up existing professional jurisdictions (Nancarrow and Borthwick 

2005) i.e. through refusing to change their care practices and/or hand over responsibility 

of care to patients.  Therefore, clinicians were considered to resist technologies in the way 

that autonomous professionals individually resist any form of management strategy that 

threatens to routinize their work and take away their clinical freedom to provide 

autonomous patient care (Doolin 2002).  To some extent, this is reflected in the findings 

from the present study; although, respondents in front line care roles denied having a 

problem with technology in of itself.  Rather, they expressed concern regarding telehealth 

models that focused reductively on biomedical monitoring. 

As stated in chapter 5, at the forefront of professional identity in those providing front line 

care was the ability to provide ógood careô. Key constructs of ógood careô involved óholismô: 

this included notions of relational continuity (Allen 2014) and autonomous judgement 

(Davies 1995).  This links to the findings from a study that explored the concept of 

professional identity in advanced nurse practitioners in Denmark (Piil et al. 2012).  They 

found that nursesô expanding roles created feelings of greater autonomy, self-esteem and 

confidence.  Expanding their practice included undertaking roles traditionally reserved for 

medical professionals, such as conducting patient consultations and physical 

examinations.  This led to greater freedom for advanced practitioners to make their own 

clinical decisions, although they were still bound by organisational and managerial 

pressures (Piil et al. 2012).  Their professional identity continued to be aligned to that of a 

nurse: they did not consider themselves óquasiô doctors but as specialised nurses, which 

set them apart from their ótraditionalô nursing colleagues (Piil et al. 2012).  The present 

study resonates with these findings: respondents providing front line care distinguished 

themselves as advanced practitioners who autonomously managed patients with complex 

conditions at home.  Telehealth that relied overly on the biometric monitoring of patients 

had the potential to undermine their professional identity because it did not align to their 

professional values of providing ógood careô.  This was particularly pertinent when 
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managing patients with COPD because the nature of COPD meant that biometric data 

was only part of their overall assessment: advanced practitioners also relied on ótacit skillsô 

(Mort et al. 2009) to assess patientsô health status.  In addition, health professionals 

described relational continuity as important to be able to accurately assess patientsô 

needs.  Hence, when telehealth models focus reductively on biomedical monitoring, 

advanced practitioners preference their expert, context specific and tacit knowledge over 

any standardised, protocol driven biomedical knowledge they might receive from 

telehealth devices (Oudshoorn 2011). 

The findings from the present study add further evidence to the metasynthesis: whilst the 

meta-synthesis reported that moving to a more technical type of work threatened 

cliniciansô professional identity it could not identify what types of telehealth technologies 

increased (or reduced) user acceptability.  This study highlights the complexities of 

clinician acceptability: it is not only dependent on the type of technology used/how it is 

used, but it is also dependent upon the cliniciansô professional role.  Therefore, the 

tensions highlighted in the findings from this study underline the importance of involving 

health professionals at all levels of telehealth design and implementation, from those in 

strategic roles to those who deliver front line care in order to ensure that they are a 

suitable fit for care practices.   

Moreover, this study suggests that incorporating the use of a visual interface (interactions 

over video or Skype connections) could increase some cliniciansô acceptance by enabling 

greater holistic surveillance of their patients, although this was not a view expressed by all 

health professionals.  One study from the meta-synthesis which reported telehealth as a 

threat to professionalsô identity (Mair et al. 2008) did use video-consultations, although the 

connection was reported as poor quality.  Such technologies are expected to have 

improved in the intervening years.  This finding is underpinned by previous work by Pols 

(2011) who conducted research into the use of webcams for remote consultations 

following intense rehabilitation of COPD and asthma within a clinic in the Netherlands.  

Her research concluded that webcams could improve relational continuity between 
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patients and their professional carers, stating that such visual interfaces ómakes the 

conversation focused, close and intenseô (Pols 2011: p.457).  

A longitudinal study assessing advanced cliniciansô and clinical support workersô views of 

a telehealth intervention were conducted in Nottingham, UK (Sharma and Clarke 2014).  

The study assessed their perceptions of telehealth that was implemented alongside ócase 

managementô of patients with complex illnesses.  The authors gave limited information 

regarding the features of the telehealth model; therefore, it is unclear whether a visual 

interface was used.  Focus groups were conducted three months prior to, and semi-

structured interviews conducted one year post, intervention.  They found that telehealth 

posed a threat to advanced cliniciansô roles in three ways: it threatened their daily work 

routines; interactions with patients and their skill set and expertise.  The study concluded 

that telehealth was considered useful as a management tool (to triage daily visits to 

patients based on their readings) but could not substitute face-to-face visits (Sharma and 

Clarke 2014).  This resonates with findings from this study as health professionalsô views 

of current telehealth models influenced their perceptions on which patients they perceived 

could benefit from telehealth and in what capacity it could be used.  As reported above 

(section 7.3.3), this was generally in contrast to patientsô views.  These contradictions in 

perspectives will be addressed in more detail in the following sections.   

 Self-management of COPD throughout the illness trajectory  7.3.2.

As previously outlined in chapter 2, an emphasis on chronic disease management in UK 

health policy has led to a focus on supporting patients to self-care in an effort to improve 

patient outcomes and mitigate rising healthcare costs (Rogers 2009; Gately et al. 2007; 

Taylor and Bury 2007).  This is framed within a óperson-centredô approach to care, to 

enable patients greater choice and control over the treatment and care they receive, 

assuming they are best positioned to identify needs (Skills for Care 2015; DOH 2012e).  

The rhetoric of introducing telehealth into healthcare is similarly framed: promoting 

telehealth as a way to óempowerô patients to self-care whilst at the same time helping to 

reduce resources (DOH 2008; DOH 1998).  As discussed above, such rhetoric is centred 

within a modernist, techno-utopian discourse that rarely results in telehealth being 
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sustained into routine practice (May et al. 2001).  This appears to be at odds with a 

óperson-centredô approach to care that is espoused in the health policy literature.  

Furthermore, policies which promote self-care in LTCs have been criticised for reducing 

self-care to a set of individual attributes that reveal an idealised patient (i.e. one that is 

activated and engaged) and for failing to take into account the social environment in which 

chronic illness occurs (Rogers et al. 2011; Rogers 2009; Taylor and Bury 2007).   

Hence, the importance of this study lay in identifying how people with COPD and their 

informal carers navigate the illness trajectory over time and within their social context as a 

way to understand their [telehealth] needs.  In revealing the challenges that people faced 

in managing their illness, longitudinal interviews were predicated in the [technical] illness 

work, everyday life work and associated biographical work that people with COPD and 

their family members do to manage their illness at home (Corbin and Strauss, 1985).  This 

study underpins previous work conducted by Corbin and Strauss (1989; 1985) in 

identifying how important the concepts of óworkô and óillness trajectoryô are in the 

management of illness at home, outside of formal healthcare: 

ΨέƛƭƭƴŜǎǎ ŎƻǳǊǎŜέ as a concept (derived from medicine) does not at all satisfy the aims of a 
ǎƻŎƛƻƭƻƎƛŎŀƭ ƛƴǘŜǊǇǊŜǘŀǘƛƻƴ ƻŦ Ƙƻǿ ƛƭƭƴŜǎǎ ƛǎ ƳŀƴŀƎŜŘ ώƛƴ ǘƘŜ ƘƻƳŜϐΧ¢ƘŜ ŎƻƴŎŜǇǘ ƻŦ ƛƭƭƴŜǎǎ 
trajectory encompasses not only the course of physiological illness but all the associated 
ǿƻǊƪΧ!ǘ ƘƻƳŜΣ ǘƘŜ ƳŀƴŀƎŜƳŜƴǘ ƛǎ ŎŀǊǊƛŜŘ ƻǳǘ ǿƛǘƘƛƴ ŀƴ ƻƴƎƻƛƴƎ ŎƻƴǘŜȄǘ ŜƳōǊŀŎƛƴƎ ǘƘŜ Řŀƛƭȅ 
ƭƛǾŜǎ ŀƴŘ ōƛƻƎǊŀǇƘƛŎŀƭ ŎƻƴŎŜǊƴǎ ƻŦ ǘƘŜ ŜƴǘƛǊŜ ŦŀƳƛƭȅΦΩ  ό/ƻǊōƛƴ ŀƴŘ {ǘǊŀǳǎǎ мфурΥ ǇΦомуύΦ   

This study extends the previous work by Corbin and Strauss (1985) to understand, in the 

specific context of COPD, when and why regimens succeed or fail in attempts to control 

symptoms and prevent crises. In doing so, this study identifies whereabouts in the illness 

trajectory people with COPD need more healthcare support and how this may be 

supported by telehealth technologies.  This addresses previous calls to make visible the 

work that patients and their informal carers do, in order to make healthcare systems better 

able to support patientsô self-care (Rogers et al. 2009).   

This study exposes the work that people with COPD and their family members do, as a 

way to manage their illness outside of formal healthcare: regimens are carried out in an 

attempt to maintain independence in their lives but also in an effort to navigate the moral 

dilemmas of help seeking.  This was evident in how respondents described their attempts 
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to self-manage exacerbations of COPD without input from health professionals; despite 

not feeling confident or competent in their decision to start taking medication.  Previous 

finding from a longitudinal observational study identified (from analysis of patientsô 

symptom diaries) that less than one third of exacerbations are reported to healthcare 

professionals (Langsetmo et al. 2008).  The present study, through qualitative longitudinal 

exploration, was able to identify explanations for why this happened.  This illuminates and 

extends the findings from the meta-synthesis which reported how patients experienced 

moral dilemmas of help seeking prior to telehealth being integrated into their care 

(Brunton et al. 2015).   

Within the present study, numerous and (often) mutual reasons for delays in help seeking 

were found: these included respondentsô experiences of their illness trajectory and prior 

experiences of health care services.  As reported in chapter 6 (section 6.3.3.4) this 

resonates with the concept of órecursivityô (Hunter et al. 2013); that is, there exists a 

reciprocal relationship between patientsô experience of illness and formal healthcare and 

their decision to seek help (Hunter et al. 2013;Rogers et al. 1999; 2005).  In the present 

study, experiences of illness trajectory (such as the unpredictable nature and rapid 

deterioration in COPD condition; lack of confidence in decision to seek help) and prior 

health care experiences (such as perceptions that GPs lacked skills to manage complex 

illness; conflicting advice from health professionals; experiences of fragmented and 

uncoordinated care) could delay help-seeking.  In contrast, family members were 

identified to have a positive influence on respondentsô decision to seek help, particularly in 

making decisions to access emergency care8.  This reflects findings from a previous study 

which identified the crucial role that family and friends can play in patientsô decision to 

seek emergency care (Hunter et al. 2013) and identifies the social process that is involved 

in patientsô decision to seek help (Hunter et al. 2013; Rogers et al. 1999).  Hence, the 

findings from the present study support Hunter et al.ôs assertion that help seeking 

behaviour is ósocially conditioned, arising out of previous encounters with healthcare 

practitioners, family and friends, and particular servicesô  (p.339).  The important role that 

                                                           
8
 although, as reported in chapteǊ с όǎŜŎǘƛƻƴ сΦоΦоΦмύ ǊŜǎǇƻƴŘŜƴǘǎ ŘƛŘ ƴƻǘ ŀƭǿŀȅǎ ǘŀƪŜ ŦŀƳƛƭƛŜǎΩ ŀŘǾƛŎŜ ǘƻ 

seek help and this could lead to relationship conflict. 
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family members play is starting to be recognised in health policy.  For example, as 

reported in chapter 2, the NICE (2010) guidelines state that, with patientsô permission, 

treatment decisions should be made in association with family members or informal 

carers.  However, despite the pivotal role that family members or informal carers play in 

the management of LTCs at home, this doesnôt appear to have been translated into the 

development of technologies or services. Further, there is little evidence of involving 

family members/informal carers in technology/service innovation.  This study therefore 

supports greater involvement of family members/informal carers in the future development 

of technology and services.  In addition, greater recognition that illness work is a shared 

activity between patients and their informal carers could influence the future design of 

technology and services.   

In recognising patientsô moral dilemma of help seeking, this study also supports the notion 

that patients with chronic illness óself-rationô their access to healthcare services, as 

reported by Rogers et al. (1999) in their book óDemanding Patients?ô  Throughout the time 

of the study, respondents with complex conditions reported higher use of healthcare 

services, compared to respondents who self-reported as being unaffected by COPD 

symptoms on a daily basis.  Nonetheless, respondents with complex conditions reported 

being more reticent to seek help and appeared more likely to óself-rationô their contact with 

healthcare services at times of illness, compared to respondents whose daily lives were 

less affected by COPD.  Moreover, attempts to óself-rationô healthcare appeared to be 

linked to respondentsô notions of óself-careô.  The way that people with COPD describe 

dilemmas of help seeking suggest that people with COPD perceive themselves to have 

failed in their ability to self-manage their condition at the point they contact health 

professionals for help.  This may in part be reflexive of a ótop downô policy approach to 

self-care implementation into LTC management: framing patients as burdensome and 

self-management as a way to educate patients to become independent and modify their 

service utilisation (Kendall and Rogers 2007).  This has implications for the way that 

people with COPD perceive telehealth; this will be discussed below.   
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7.3.2.1. Placing telehealth into the illness trajectory: addressing 
contradictions in perspectives  

   As identified above, health professionals and people with COPD had conflicting 

perspectives on the perceived benefits of telehealth and whereabouts telehealth is 

perceived useful throughout the COPD illness trajectory.  Returning to the concept of 

óneedô (as described in chapter 6: section 6.5) helps to explain the contradictions in the 

data.  To recap, Bradshaw (1994; 1972) defined 4 types of need: these are outlined in 

table 16.   

Table 16.  3ÕÍÍÁÒÙ ÏÆ "ÒÁÄÓÈÁ×ȭÓ ɉρωωτȡ ÐȢτφɊ ÔÁØÏÎÏÍÙ ÏÆ ÎÅÅÄ 

Type of need  Explanation 

Normative need Need defined by experts, professionals, doctors, policy makers, etc. Often a 

desirable standard is laid down and compared with the standard that 

actually exists.  Experts do not always set the same standards and often 

there is more than one judgement about normative need (Bradshaw 1994: 

p.47) 

Felt need Need perceived by the individual (i.e. patient or informal carer). This is 

defined as want, desire or subjective views of need which may or may not 

become expressed need.  

Expressed need Need that is demanded or felt need that is actioned.  

Comparative need need that is linked to equity (i.e. comparing individuals with similar 

characteristics who are in receipt of services with those who do not 

currently receive services) 

 

The study findings highlight a discrepancy between normative need and felt need.  At 

present, telehealth models are dominated by normative need. As highlighted above, this is 

situated within a neo-liberal perspective that assumes healthcare costs are reduced 

through greater efficiencies in care (McGregor 2001). In the case of telehealth, healthcare 

savings are made through óeducatingô uniformed patients to improve their self-care and 

become more self-reliant (Roger et al. 2011).  This can be seen in how health professional 

respondents in strategic roles highlighted how they were now targeting telehealth towards 

patients with less needs (i.e. those who were assessed as requiring disease management 

or supported self-care DOH 2005).  In this study, normative need derived from two 

different perspectives: 1. Some respondents providing front line care did not feel that 

current models of telehealth were sophisticated enough to manage acute exacerbations of 
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COPD; this view was shared by some patients with complex needs who expressed no felt 

need for telehealth; 2. Those in strategic roles reported that previous use of telehealth in 

patients with complex illness had not led to a significant reduction in their level of care 

needs and they were now targeting patients to promote self-management earlier on in the 

care pathway in an effort to make future resource savings.   

However, people with COPD did not perceive telehealth in the way that policy makers and 

(in particular strategic) health professionals promote it.  Hence, the findings have 

implications for policy because it could be argued that in failing to take into account felt 

need, current health policies are not based upon actual or órealô need (Bradshaw 

1994:p.46).   

In contrast to health professionalsô perspectives, people with COPD who reported a more 

stable illness trajectory expressed no felt need for telehealth. In expressing no felt need, 

respondents perceived that integrating telehealth into their care could threaten their sense 

of identity and independence, rather than improve their ability to self-care.  Furthermore, 

respondents did not perceive telehealth to be a useful tool for supporting self-

management of, for example, lifestyle habits or providing information on their condition.  

However, this did not affect their ability to engage in self-care activities.   This finding 

parallels findings from the Sanders et al. (2012) study (previously reported in section 

3.6.1), although their study was exploring the reasons why people had refused or 

withdrawn from the WSD trial (Bowers et al. 2011).  In their study, telehealth and telecare 

were considered by respondents to be more suitable for the very old or very sick, rather 

than as a tool to support self-management and prevention.  Their study highlighted that 

this view was also shared by respondents who were classed as having severe symptoms 

(Sanders et al. 2012).  In the present study, people with more severe needs were more 

likely to express a felt need for telehealth throughout their time in the study.  As reported 

in chapter 5 (section 6.5.1); some respondents with very complex conditions (e.g. Mr C, 

Mr O) did initially express no felt need for technology. However, they later expressed a felt 

need for telehealth when, during certain points in their illness trajectory, they perceived a 

threat to their safety. This overrode previous feelings that using technology would 
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undermine their sense of independence. This further underlines that respondents in this 

study did not perceive telehealth to be a way to improve self-care.  

People with COPD who expressed a felt need for telehealth were those that had complex 

illness. As described in chapter 2 (section 2.3.2), in health management terms, these 

patients are assessed as requiring case management (highest needs) (DOH 2005).  As 

reported in chapter 6, when respondents reported a felt need for telehealth it was often 

linked to their perception that they were not successfully managing their illness at home. 

Hence, rather than perceive telehealth as having the potential to make them more 

independent from health care professionals, respondentsô felt need for telehealth 

stemmed from wanting improved social connectedness to their healthcare providers, 

which would reduce the burden of their moral dilemma of help seeking.   

This resonates with the findings from the meta-synthesis (Brunton et al. 2015) in 

identifying that telehealth use might fluctuate between increasing dependency or self-care.  

However, the findings from the meta-synthesis (see section 3.5) were limited as it was not 

clear from the included studies whether the same patients fluctuate between dependency 

or self-care: needing more input from health professionals at different times in their illness 

trajectory; or if certain types of patients (who were capable of self-care) were made more 

dependent by telehealth.  In understanding the work that people do to manage their illness 

at home, the findings of the present study suggest that patientsô needs change along the 

illness trajectory. Patients perceive telehealth to be a way of receiving greater input from 

health professionals at certain times throughout their illness trajectory to support their 

illness management.  Pols (2012) suggests that the term óself-careô does not capture the 

interdependencies that occur in managing a LTC (between patients, health professionals, 

technologies and family members); she suggests the term ótogether managementô (p.76) 

more accurately represents this joint effort.  Hence, requiring more support at certain 

times in the illness trajectory should not diminish or make invisible the work that patients 

and their family members/informal carers do to manage their illness at home.  Indeed, 

Kendall and Rogers (2007) assert that: 
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Ψώ{ϐŜƭŦ-management need not necessitate total independence, just as dependence need not be 
ƻǇǇǊŜǎǎƛǾŜΦ  LƴŘŜŜŘ ǘƘŜ ŦŀŎǘ ǘƘŀǘ ΨŘŜǇŜƴŘŜƴŎŜΩ ƛǎ ƎŜƴŜǊŀƭƭȅ ǘǊŜŀǘŜŘ ŀǎ ŀ ƴŜƎŀǘƛǾŜ ƛŘŜŀ ƛƴ ǊŜƭŀǘƛƻƴ 
to the effects of symptoms of chronic conditions preǎŜƴǘǎ ƳŀƧƻǊ ŘƛƭŜƳƳŀǎ ŦƻǊ ǇŜƻǇƭŜΩΦ όYŜƴŘŀƭƭ 
and Rogers 2007: p.140).   

Furthermore, the extent to which telehealth can empower patients to óself-careô in line with 

policy assumptions has been questioned (Rogers et al. 2011; Schermer 2009).  A study 

conducted by Rogers et al. (2011) suggested that telemonitoring use did not achieve the 

policy vision of turning patients into independent self-managers (Rogers et al. 2011). 

Twenty two patients and nine of their spouses were recruited from five NHS sites across 

England and Wales.  The respondents used a range of technologies (including telehealth) 

for diabetes, COPD, heart disease and asthma.  Semi-structured interviews alongside 

observation of technology use (n=19) and one focus group were conducted to understand 

how technologies embedded into patientsô lives and explore how patients experienced the 

transfer of technologies into their homes (Rogers et al. 2011).  The findings showed that 

patients engaged in ólow levelô self-management in terms of taking readings but did not 

engage in óhigher levelô self-management, such as interpreting readings or decision 

making (Rogers et al. 2011). They suggested patientsô main motivation for using 

technologies lay in gaining greater access to health professionals rather than it motivating 

them to become óactivated patientsô (Rogers et al. 2011: p.1083).  These findings are 

reflected in the findings from the present study, as people with experience of telehealth 

rarely discussed it in terms of having improved their ability to self-care beyond ólow levelô 

self-management, as described in the Rogers et al. (2011) study.  Furthermore, people 

who expressed a felt need for telehealth did not perceive it as a way to improve óselfô care; 

rather, they saw it as a way to improve ótogetherô care.   

 Summary  7.3.3.

In light of the contradictions in views throughout this study, the findings suggests that 

there is no óuniversalô solution for telehealth in COPD care but rather, different solutions 

might be needed at certain points in the illness trajectory.  Therefore, this study has 

implications for the future design of technologies and what purpose (beyond the techno-

utopian idea) they serve.  In recognition of this, future health policy should reflect the 

needs of all stakeholders. 
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 Strengths and limit ations  7.4.

Further to the information provided in table 10 (see chapter 4) of how quality and rigour 

were achieved within the study, this section provides a critique of the methods used, 

recruitment achieved for the study and reflections on conducting the research within the 

confines of an MRC iCASE PhD studentship.   

 Critique of methods  7.4.1.

This study gained multiple perspectives from users and potential users of telehealth.  This 

is an important strength of the study because previous studies in this area (including the 

meta-synthesis reported in chapter 3) have often been limited to investigating usersô 

perspectives only and often as part of evaluating the effectiveness of a particular 

technology or service.  Involving users and potential users meant that I gained the 

perspectives of people who might engage with telehealth and those who may not choose 

to use it.  This adds to the evidence base from previous studies which have quantitatively 

explored the reasons why patients refuse or withdraw from using telehealth (Gorst et al. 

2013).  For example, as reported in chapter 3, Gorst et al. 2013 highlighted that some 

people refused telehealth due to feeling that using telehealth in their care was 

óunnecessaryô (p.331).  Through qualitative exploration, I was able to further explain why 

some people with COPD express no felt need for telehealth and the reasons that underpin 

this.  Furthermore, this study gained multiple perspectives from a range of health 

professionals, with varied experience (both in terms of work roles and experience of 

telehealth), working across six different NHS sites.  This is in contrast to previous studies 

which often report health professionalsô experiences of one intervention (e.g. see Brunton 

et al. 2015; Brewster et al. 2014).  This enabled health professionals to reflect upon 

change over time and led to interesting insights into how health professionals reflect upon 

experiential learning to inform their views and next steps towards telehealth 

implementation.  Therefore, gaining multiple perspectives, through the use of multiple 

qualitative methods, provided a thick description of the phenomenon under study and 

enhanced the quality and robustness of the study (through increasing the credibility and 

transferability of the data).  
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Thick description was also achieved through the repeated interviewing of respondents 

with COPD and their family members in the longitudinal interview study.  Taking a 

longitudinal approach allowed me to capture how respondentsô needs changed over time 

in relation to their illness trajectory and how this affected their perceptions of telehealth.  

This is important to ensure that telehealth interventions are flexible to changes along the 

care pathway.    

Respondents were interviewed three times in a 9 month period.  This enabled me to 

develop trusting relationships with respondents through continued engagement and 

helped me to generate rich data, as respondents were more likely to divulge information 

as we became more comfortable in each otherôs company.  For some respondents, 

interview time points closely coincided with episodes of acute illness (such as shortly after 

exacerbations of COPD or hospitalisation) or changes in healthcare regimes.  However, 

there may have been some órecall biasô or óresponse biasô (Calman et al. 2013) in 

respondents who were interviewed during ówell periodsô and who recalled illness episodes 

that may have occurred weeks before.  It was initially hoped that I might follow 

respondentsô illness trajectory to identify and interview respondents soon after discrete 

events occurred (e.g. such as having telehealth installed/removed etc. or after illness 

events).  However, no respondents had telehealth installed during the study and due to 

time constraints of conducting a PhD study it did not prove possible to follow up ódiscrete 

eventsô with respondents.  One way to overcome this would have been to request that 

respondents completed weekly diaries.  However, as explained in chapter 4, this was 

discounted because of concern that it may overburden respondents with severe illness.  

An alternative to completing weekly diaries was proposed by Carduff et al. (2015) who 

used monthly telephone calls in between longitudinal interviews to capture change as it 

happened.  Whilst conducting monthly telephone calls to all respondents would have been 

too onerous a task for me to undertake (as a lone researcher), this seems a useful tool for 

future longitudinal research, where resources allow.  
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 Critique of recruitment  7.4.2.

I aimed to recruit a maximum variation sample in order to gain multiple perspectives.  

Regarding the health professional data, there was good variation in terms of health 

professionalsô roles and their differing experiences of telehealth.  Regarding the 

recruitment of people with COPD, men were slightly under-represented within the sample 

since men and women are almost equally affected (World Health Organisation 2016).  

There was good variation in terms of marital status and living circumstances.  People with 

all stages of COPD severity (from mild to very severe) were represented, as well as a 

wide variation in terms of treatments used (e.g. people who used inhalers only through to 

people who used nebuliser and oxygen therapy) and a range of co-morbidities 

experienced.  However, there was less variation in terms of employment status (with the 

majority of respondents being retired and only one respondent being employed).   

People from ethnic backgrounds were under represented within the sample: the vast 

majority of respondents self-reported as óWhite Britishô.  This is a limitation of the study, 

since there is a high prevalence of ethnic minorities within the population in some 

recruitment areas and because COPD is prevalent in some ethnic minority groups such as 

Bangladeshi men (i.e. due to the high incidence of smoking within this ethnic group) 

(Millward and Karlsen 2011).  Because health professionals recruited the majority of 

respondents into the study, it was unclear why this occurred. It may be that people from 

ethnic minorities were not invited to take part in the study or people from ethnic minorities 

may have been invited to take part but declined involvement.  Eligibility criteria excluded 

respondents who were unable to speak English and this could have limited recruitment of 

ethnic minorities within the sample.  However, it was anticipated that people who do not 

speak English may have very different healthcare needs compared to the majority of 

people with COPD within the UK and this was considered to be outside the remit of the 

study.  Nevertheless, recruiting people from different ethnic backgrounds could have 

identified if or how ethnicity and culture impact on healthcare needs and perceptions of 

telehealth use.  Previous research has proposed a model to enhance recruitment of ethnic 

minorities into asthma studies, which the authors suggest can be generalised to other 



 250  

populations (Rooney et al. 2011).  This recruitment model could be utilised to increase 

recruitment of ethnic minorities in future COPD studies. 

 Reflections on MRC iCASE PhD studentship 7.4.3.

As previously outlined in chapter 1, this study was conducted within an MRC iCASE PhD 

studentship award, the purpose of which are to equip the student with experience of both 

an academic and industry research environment.   

The original iCASE application proposed a body of research within an action-research 

model and inferred that the student would work closely with Philips Research UK.  It 

suggested that early stages of the study would influence the design of Philipsô technology, 

with the possibility of testing new/refined Philipsô technology devices in the final stage of 

the study.  In actuality, it was apparent early on in the studentship that this type of óco-

productionô was not going to happen.  This changed the original design of the study as an 

action research model was no longer appropriate given they are often used in applied 

settings to evaluate change as it happens (Donovan and Sanders 2005).  Nevertheless, 

user involvement (in the form of PPI) remained an important part of the study.  The 

inclusion of PPI in PhD research is not universal and this study placed a major emphasis 

on PPI involvement with a strong rationale for doing so (see chapter 4).  This is consistent 

with good practice advocated by funders such as the NIHR and the MRC (DOH 2015b; 

MRC 2017b).   

Undertaking this studentship has provided me with insights into an industry research 

environment.  For example, industry research takes place within a fast-paced environment 

in contrast to my qualitative research (which involved prolonged generation of field data 

that included a longitudinal interview study).  Hence, my study was a way for Philips to 

connect to research that used in-depth, time consuming, social science research methods 

that were beyond their remit and expertise.  Philips has shown interest in the studyôs 

findings. For example, I was invited to speak at an annual Philipsô Research UK team 

meeting; presentation of findings elicited a long discussion between attendees, and 

myself, that far exceeded the pre-allocated time slot.  There are plans to co- produce a 

summary of findings with Philips in the form of an óinfo-graphicô or slides to highlight the 
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key messages of the study which will be of value to industry (Smiciklas 2012).  These will 

be disseminated more widely throughout the technology industry, to enable use by other 

industry members.    

Being in receipt of an MRC iCASE studentship also opened doors when eliciting interest 

in the study.  As a direct consequence of the research being partnered with Philips, I was 

contacted by various high profile people who offered to help with recruitment of 

respondents into the study.  My external supervisor also provided me with useful contacts 

within the area of telehealth.  This led to a more robust study, as I was able to generate 

data from multiple NHS sites and gained access to key contacts.   

 Implications for technology design, clinical practice, 7.5.
policy and future research  

The contradictions in usersô experiences identified from meta-synthesis of previously 

published papers (Brunton et al. 2015) indicated a need for potential users as well as 

users to be involved in the early stages of technology and service development.   

The contradictions identified within the meta-synthesis are well articulated throughout the 

primary research; however, including potential users as well as users of telehealth in the 

sample enabled them to be explored from a new position.  For example, findings from the 

primary research study explored the complexities of living with and managing COPD. It 

emphasised the work that people with COPD and their informal carers do to manage their 

illness at home, often within a changing and unpredictable illness trajectory.  Findings also 

indicate how health professionalsô job roles reflect overlapping and conflicting professional 

values and how this influences their views of telehealth.  Findings from people with COPD 

and their family members indicate that felt need for telehealth is dependent upon 

whereabouts people are in their illness trajectory; this contradicts with health 

professionalsô views of where telehealth is needed in COPD management.  The findings 

also indicate that health professionals and people with COPD have different expectations 

of telehealth use (with health professionals considering it most useful to improve óself-

careô of patients at earlier stage of illness, whilst people with COPD perceive it as a 

means to receive greater continuity of care and increased connectedness with their care 
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providers).  Hence, the findings and the contradictions therein have implications for the 

design of technologies, their implementation into clinical practice and future health policy.  

 Implications for technology  design and  clinical practice  7.5.1.

This study has implications for the design, service support and organisational factors that 

can sustain telehealth into routine practice.  In light of the multiple and contrasting 

perspectives that were identified throughout the data, and in line with findings from other 

studies (e.g. see Brunton et al. 2015; Procter et al. 2014; Greenhalgh et al. 2012) this 

study underlines the importance of industry co-producing technologies with a range of 

stakeholders (health professionals, people with COPD and their informal carers).  This 

study identifies the need for telehealth technologies to align to health professionalsô 

values, because clinician acceptance is key to successful implementation (Brewster et al. 

2014).  Hence, stakeholders should include health professionals in different roles, i.e. 

those providing front line care and those responsible for implementing/procuring 

technologies.   

This study highlights the work that people with COPD and their informal carers do to 

manage their illness at home: cliniciansô understanding of this can lead to better care 

pathways because it helps identify where, and what type of support, patients need at 

different times in their illness trajectory.  This study therefore highlights the need for 

technology solutions tailored to patientsô needs.  The findings provide valuable insights 

into patientsô lived experience of COPD: these could inform solutions that are fit for 

responding to uncertainty and changing need throughout the illness trajectory.  Hence, 

this study recognises that the design and implementation of telehealth technologies need 

to be rooted in the lived experience of patients if they are to be fit for purpose (Procter et 

al. 2014).    

 Implications for policy  7.5.2.

Current health policy promotes the use of telehealth in LTC management and is based on 

the assumption that telehealth will lead to efficiency savings through empowering patients 

to become more independent and self-reliant to óself-manageô (Rogers et al. 2011).  

Findings from this study indicate that patients have different expectations of telehealth 
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which are contrary to current policy assumptions. In particular, the findings indicate that 

people with more stable and mild illness consider telehealth a threat to their sense of 

independence and identity.  Such respondents did not consider telehealth useful within 

their care pathway.  In contrast, patients with more unpredictable illness trajectories 

consider telehealth a useful way to gain greater connection to health care providers. This 

has implications for the way that telehealth is promoted within policy. Future policy needs 

to consider patientsô needs throughout the illness trajectory and the work that patients and 

their family members do to manage their illness at home.  Greater recognition of this 

would enable policies to meet the expectations of all stakeholders.   

 Future research  7.5.3.

As highlighted above (section 7.4.2) this study was conducted with respondents who, in 

the vast majority of cases, self-reported as white British. The ATHENE project (Procter et 

al. 2014; Greenhalgh et al. 2013) (as reported in section 7.3.1 above), which recruited 

older adults to explore their use of assistive technologies, did recruit a range of people 

from diverse ethnic backgrounds; the authors note that ñcommonalities across ethnic 

groups were far more striking than differencesò (Greenhalgh et al. 2013: p.90).  

Nevertheless, future research could explore the perspectives of people from a range of 

ethnic backgrounds to explore if or how ethnicity and culture impact on healthcare needs 

and perceptions of telehealth use in people with COPD.  Future research in this area 

would relate to the broader goals for widening digital participation to vulnerable groups  

(e.g. see Tinder Foundation 2016).   

Future research could also explore the perspectives of people with COPD who are 

younger and in employment, since the vast majority of respondents were unable to work 

due to ill health or retired.  This would enable further exploration of the concept of self-

care in COPD management/perceptions of telehealth.  

 Conclusion  7.6.

In using multiple qualitative methods to gain the experiences and perspectives of users 

and potential users of technology, this study contributes to the existing literature on the 
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factors that inhibit or facilitate the use of telehealth in COPD care.  The key findings 

highlight how policy, organisational pressures and professionalsô roles all impact upon 

health professionalsô perspectives of telehealth.  The key findings also highlight how 

people with COPD and their informal carers live and respond to unpredictable illness 

trajectories and expose the self-care practices they engage in to manage their illness 

outside of formal health care provision: this includes conducting technical work.  The key 

findings identify how illness trajectory experience influence patientsô felt need for 

telehealth and this is in contradiction to health professionalsô views on whereabouts 

telehealth may prove most useful.  The findings of this study indicate a need for tailoring 

telehealth to patientsô needs and provide useful insights to inform telehealth solutions that 

are fit to respond to the unpredictable and changing illness trajectories of people with 

COPD.  The findings therefore offer a valuable contribution to technology development, 

practice and policy.  This study concludes that telehealth technology and services need to 

be co-produced and implemented in conjunction with a range of stakeholders (patients, 

their informal carers, health professionals and industry) through all stages of technology 

and service development.  This will ensure that telehealth technologies are adaptive to the 

lived experiences of patients and the working practices of health professionals.
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