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Abstract

BackgroundTelemonitoring (also termed telehealth, telecare, ehealth etc.) is praptded as a
reduce healthcare costs and promat@asatiement in long term conditions such as COPD.
Research suggests telemonitoring may be useful in COPD management, but barriers rema
uptake and sustained use. Research has often been linmtettthbetogies at a late stage
and potenti al usersod6 perspectives are nol
Aims/objectivesi. Explore the barriers to using telehealth technologies &ndpatestal

user perspective: people with COPD (pwCOPD), theinefsramal kealth professionals

(HPs). 2. Understand the challenges of living with and managing COPD to identify how tele
models should be designed/existing models refined to better meet the needs of (potential)
Methods:Multiple qualitativethods were usethis included a m&pathesis of published
papers that investigated u-streatusedinterwewsand e n
focus groups with HPs; focus groups and longitudinal interviews with pwCOPD and their in
carers. User involvement consisted of an advisory group (pwCOPD and HPs) that helped ¢
research. Transcripts were analysed bsaaglly thematic approach.

Findings: Metasynthesigzindings indicate contradicting consequences of telehgalth use
influenced moral dilemma of help seeking (increased dependency ordarprpractisetf).

2. It transformed interactions (increased risk or reassured). 3. It reconfigured work practice
(burdened or empowereth.datgpresented threeevarching themes: 1. Telehealth was often
implemented within a technology centred approach which failed to engage clinicians and di
result in efficiency savings. Recognised that telehealth implementation needed to focus on
need before techno g y . 2. Organisational pressur e.
perception of telehealth. Telehealth und:
it focused reductively on biometric monitoring. 3. Telehealth wasnetdonsids e f u | i
patients with high needs and considered more suitable in patients with fewer needs. ldentil
need to tailor telehealth to patientso ni
holistic suppoRPwWCOPD artdh e i r i n f oprevamted thvee overarchidg thikmds.al. It
identified how pwCOPD and their carers lived and responded to unpredictable illness trajec
highlighted the work they did to manage iliness at home. Identifiedhvepdaitsdibyseek
timely help at times of acute illness: these were numerous and involved experiences of illne
trajectory and healthc&e?wCOPD and their carers carried out technical work for routine
monitoring and at times of acute illness.i&ootednsider technical work to be their
responsibility. 3. People with mild illness expressed no felt need for telehealth and conside
threat to their independence and identity; people with complex illness expressed a felt neec
telehealth drperceived it would increase connectedness with clinicians and improve contint
care. Some felt telehealth was not sophisticated enough to manage their complex illness a
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organisational factors for supporting telehealth use, to identify where it may or may not be <
The study higllig s a need for tailoring telehealt
HPs®6 professional values of providing 6gt
telehealth solutions fit for reacting to uncertainty and geatagieg tthneed 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 studyabsticowecPulmonary
Disease (COPD).

Date of submissionh E&bruary 2017



Declaration
No portion of the work referred to in the thesis has been submitted in support of an
application for another degree or qualification of this or any other university or other

institute of learning.

Copyright statement

i. The author of this thesis (including any appendices and/or schedules to this thesis)
owns certain copyright or related rights i
University of Manchester certain rights to use such Copyright, including for administrative

purposes.

. Copies of this thesis, either in full or in extracts and whether in hard or electronic
copy, may be made only in accordance with the Copyright, Designs and Patents Act 1988
(as amended) and regulations issued under it or, where appropriate, in accordance with
licensing agreements which the University has from time to time. This page must form

part of any such copies made.

iii. The ownership of certain Copyright, patents, designs, trademarks and other

intell ectual property (the Alntellectual Pr

(0]

in the thesis, for example graphs and tabl es

this thesis, may not be owned by the author and may be owned by third parties. Such
Intellectual Property and Reproductions cannot and must not be made available for use
without the prior written permission of the owner(s) of the relevant Intellectual Property

and/or Reproductions.

iv. Further information on the conditions under which disclosure, publication and
commercialisation of this thesis, the Copyright and any Intellectual Property University IP

Policy (see http://documents.manchester.ac.uk/display.aspx?DoclD=24420), in any

relevant Thesis restriction declarations deposited in the University Library, The University

Li braryds r ehtipg/wventlibrasymmanctiestes.&c.uk/about/requlations/) and in

The Universityodés policy on Presentation of

10



Acknowledgements
This work was supported by the Medical Research Council (grant number: MR/J006637/1)

and additional funds were provided by Philips Research UK.

Thank you to Adwoa Hughes-Morley for undertaking quality appraisal of the papers

included in the meta-synthesis (reported in chapter 3).

I would like to thank my research respondents for sharing their experiences with me; this

research would not have been possible without them.

| am indebted to members of the advisory group for their support and advice: Allen Elliot,
lan Kenworthy, John Lancaste r , Al i son Newey, Shane OO0ORei ||l
Ward. This research was much improved by their involvement and our meetings were as

fun as they were constructive! Thank you.

I would like to thank my supervisory team for their guidance over the last few years: Dr
Caroline Sanders, Professor Peter Bower and Dr Cees van Berkel. | am especially
grateful to Caroline for her encouragement and support during difficult times. | am also

grateful to Dr Anna Coleman for her pastoral support.

Thank you to my friends and colleagues at The University of Manchester for their support
and giving their time to talk through my ideas; in particular Lynn Austin, Annette Barber,
Sarah Campbell, Ruth Elvish, Jen Voorhees and Naomi Wood. | extend a special thank
you to my friends Jean and Kit Hennings for all their additional help and encouragement,

particularly in my final year.

Thanks to my mum and dad (Margaret & Kenny Wharton) and the rest of my family who
were there for me in times of need (as they always are). My final thanks go to my
husband Andrew Brunton for his staunch support throughout. He has kept me going with
his cooking and tea-making abilities, his (questionable) sense of humour and his

continued opti mism. | 6 m | o olavelyn(BhD free)lif.ar d t o

11



About the author

| have a professional background in nursing, gaining my adult nursing qualification in
1996. My varied nursing career has included working in numerous NHS roles in
secondary care, working as a residential schoolnur se and gaining 5
working as a nurse advisor in industry. Prior to embarking on a career in research, |
worked as a practice nurse in general practice, where | gained a BSc (Hons) in community
health care practice and specialist practitioner status on the Nursing and Midwifery
Council register. In 2005, | gained my first research post at The University of Manchester,
working as a research assistant on a qualitative longitudinal interview study which
investigated the symptom experience of patients with a diagnosis of cancer. During this
time | was awarded an MSc in advanced nursing studies. | have since worked on a
number of studies, including an action research project to develop and test a glaucoma
education programme and latterly working as a research associate on a study which
assessed the unmet supportive care needs of patients with a diagnosis of melanoma. My
main research interests and expertise are in qualitative research methods and | have a
strong interest in studies which enable collaborative working with patients and health
professionals to improve patient care. | commenced my PhD studentship in October

2012.

12



Chapter 1. Introduction

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

pati ent NHS BEngland et al. 2014; Roberts et al. 2012).

Since t he Ukahealth pdlieythdspremoted 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
uptakeisacommonpr obl em; hence, translating technol
healthcare has long proved difficult (May et al. 2001). Some suggest that low uptake is (in
part) a result of wusersd6 views being | argely
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 study' (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.

1.2. Defining the terminology

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 ov

condition (adapted from Bower et al. 2011).

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

i ndividual s condition or environment (which
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 studybés interest | a

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

' In this study, COPD adtsd A Y& (WNHzY Sy (i | £  P0P5) that i, COPBRIRd asmh éxeniplar
to provide insight into théssues of exploringthe barriers to using remote monitoring technologigghin
the UK health system.
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1.3. Different models of telehealth

Telehealth models of care are oftenconsider ed t o meet the MRCO6s de
interventions6é (McLean et al. 2011). As wi l
telehealth models have been implemented into healthcare and it is often difficult to tease

out the successfulelement s of the O6complexd6 telehealth .1

2015; McLean et al. 2011).

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

al. 2011: p.3):

1 Information from the patient (as identified above, this may include biometric data
such as oxygen saturation | evels or other
experience, e.g. breathlessness scores, collected through symptom questionnaires

or verbal information)
1 Information is transferred electronically over a distance

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

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

Tel ehealth interventions can include asynchr
that information is transmitted from the patient and stored to be reviewed by the health
professional at a later time (Pennic 2015)or O6synchonousd®é model s, wlt

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
patients6 tebdkbhVési bheapdtieent to view a dedi
is controlled by a dedicated remote contr ol

measurements via Bluetooth enabled machines e.g. blood pressure monitors.
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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
donotrestr i ct the patient to a particular settin
addition, telehealth applications are now be

phones.

As will be reported in chapter 5, models of telehealth were often differentiated by health
professionals into two categories: Oheavy to
6Heavy touch6é was the term used to refer to
monitored solution. An exampl dwolfl beahe Mdivma vy t
system which enables health professionals to
enables clinicians to react to abnormal read
care (DHACA 2016a). Such systems often enable extra features, such as delivering
educational videos for patients to watch.
were considered those which provide a Ol ower
patients to manage their own health condition (DHACA 2016a). An exampl e of
touchdé telehealth solution was OFlorenceb6 Si
system that wutilises patients®é own mo(bhel e ph
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
16



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.

1.4. Medical Research Council Industrial CASE studentship
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, | 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 gualitative 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 6l

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 withthe stude nt 6 s i nput . Wh i

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

1.5. Structure of the thesis
This thesis is structured into 7 chapters (including this introductory chapter). This section

outlines the structure of the chapters as they are presented.

17



Chapter 2 provides context for the study in terms of providing information on COPD (i.e.

epi demiol ogy, patientsd experience, cost i mp
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)

might impact upon implementation.

Chapter 3 presents the methods and findings from a previously published meta-synthesis
which explored usersé (health professional s,
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

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 in
demographic and clinical characteristics before discussing three overarching themes:

18



1. Living with and responding to unpredictable illness trajectories in the social context
2. The 6technical d work that people with COF
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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Chapter 2. Context

2.1. Introduction

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.

2.2. COPD

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.

2.2.1. Epidemiology

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
20



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, contri but e (Haeisos et ale

2015; Healthcare Commission 2006).

2.2.2. Patient experience of COPD

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 6socially unacceptabled symptoms of <cough
(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 wel | as perceived changes t o (Wicolsods i de

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 expl
the affective components of dyspnoea/anxiety when experiencing acute exacerbations

(Bailey 2004). Shefound t hat patientsé stories of dysp
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 thisthe6 dy s fn e a
anxiety i d y s p n e a(p.¢7p)andsuygests that health professionals should

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

(objective) measurement.

2.2.3.  Financial burden of COPD on NHS

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).

2.3. Diagnosis and management of COPD in UK healthcare

2.3.1. Diagnosis of COPD
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 (FEV,) (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 FEV,/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 exacerbations®
(NICE 2010). Staging of COPD is achieved by comparing the predicted normal values of

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

“NICE (2010.37) definesan exacerbation of COPD @ssustained worsening of the patient's symptoms
from theirusual stable state which is beyond normal deyday variations, and is acute in ons€ommonly
reported symptoms are worsening breathlessness, cough, increased sputum production and change in
& LJdzd dzy O2f 2 dzNE @
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wi t h t he pathisicalaulationss tdfntedf FEV; % 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

FEV/FVC FEVY % predicta NICE classification 2010 GOLD classification 2014
<70 >80% Stage I Mild** Stage X Mild

<70 50-79% Stage 2; Moderate Stage Z; Moderate

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

<70 <30% Stage 4; Very severe Stage 4&; Very severe

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

2.3.2. Management of COPD

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).

Figurel. [/ OOI ET A 1T &£ AAOA AAI EGAOU 11 AAI

Level 3:
Complex iliness
Case management

Level 2:
High risk
Disease management

Level 1:
conisidered to be 70-80% population
Self-care support
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This model of health care (based upon the Kaiser Permanente triangle) states that
patientsd | evel of n diendreqlieed (BOHR00%)e Beoplelwghthient er
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 ¢
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

Mul ti morbidity: clinical by&KE @G&LS) mrasitdaddaessd ma n a
this problem by providing guidelines to optimise the care of patients with multimorbidity
through shared decision making, in ordesr to

in tetmeaodfmedt s, health pri(d)ities, l'i fe sty

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

0 p a t-ci eennttr e .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 patientsd indyividua
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members and carers should be involved in car
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). Thi s i nvol ves el i ci
smoking status, encouraging smokers to stop and offering them help to do so (including

offering nicotine replacement therapy) 6 at ever y (NI@E2010:tp@)Nni t y o6

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 patientsd individual ne
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 rehabilitation® should be offered to

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

exacerbation of COPD or those who consider themselves6 f uncti onal ly di sa
condition. A recent Cochrane review undertook a meta-analysis of 65 pulmonary

rehabilitation randomised controlled trials (RCT), involving 3822 patients; they found
statistically signif i c a rhrelatechquality of Bferemchekescise n p a
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 acut e
homed services weéemetfoi UKt Hiemtl t nd Poéd cy i n th
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

toanexpansionoft he nursesd rol e. This means that 1
previously the domain of medical doctors (Fletcher and Dahl 2013). For some 0Osj
nurseod roles, this can extend to prescribing

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

*The following definition of pulmonary rehditation is provided by the American Thoracic Society and
European Respiratory Societyt dzf Y2y I NB NBKFoAf AGlFGA2Y A& | O2YLN
thorough patient assessment followed by patient tailored therapies that include, but are neditoit
exercise training, education, and behavior change, designed to improve the physical and psychological
condition of people with chronic respiratory disease and to promote thetangadherence to health
enhancingd S K | @@E@Uitkt@ls 2013:6d)
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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
6rescue medications?©o. These are a supply of

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 withina move t owa-r ds ¢
centredd6 care and recognition that peopl e wi
own needs and how these needs should be met (Skills for Care 2015). More recent
policies,suchas6 Li berating the NHS: hmat XEBE2cpn abo
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.

2.4. Self-management of chronic illness

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

Wi N}y3IS 2F FOUAGAGASE GKFIG LI GASyGa dzy RSNI
YySA2GA L GAYy 3 2y SQa sewiced theluseddPskidg, iaforindtién, técknbldgyi ed
resources, mobilising and drawing on social networks and the use of guidethsel§ement
LINEINF YYSa RSOAASR o0& LINBHSaaA2yIltaQ owz23SH
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 i ncl urhmagement f oc us

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 deri ves fsocialmovenaents in response to dissatisfantiom p 6
with formal provisions of health care services (Rogers et al. 1999; Anderson et al. 1991)
particularly care delivered in the areas of
(Rogers et al. 1999). Pbet 6 m -came dgerslzi$ 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 O0bot t omcarepRurthermare, Biete (A040Q argues thate | f

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

mad e, future efforts need to acknowledge t ha
di sease management is often shared within a
friends.

2.4.1. UK policy agenda: towards self -management

Key health policy documents fr om-carchasavwaptoe 19
manage LTCs (DOH 1997) and the NHS Plan (DOH2000)s et out t he Govern
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 i ndvoo livne dt htehier
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-ef f i cacy ref er s t

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.

We¢KS ARSIE (el y2a4A2y 2F LI GASYdK22R RSYIy
to monitor and manage a condition, engage with technological innovations whilst at the same
timeallos Ay3 O2yaidNrAyita 2y GKS RSYlIYyRa YIRS 2y
idealsefY'l Yy 3Ay3 AYRAGARdAZ f gAGK GKS FLIXAGdzRSa
2009: p.172)

This | eads to concern t ha tdthp mdstiingportand aspeet bfi | i t i

self-managing an iliness 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.

2.4.2. Lay experience of managing chronic illness at home

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 O6Demanding Patients?5o
from the O6Pathways to Cared study. They ide
experienced by approximately 250 people in a 4 week period, only 110 iliness episodes

resulted in contact with health professionals and self-care was reported as a management
strategy in 70% of all iliness episodes (Rogers et al. 1999). In this study, self-care was

defined as any changesinusualdailyact i vi ti es brought about by
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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 iliness that occurs (Rogers 2009). This

|l eads Rogers to claim that the management of

(Rogers 2009:p.168).

Whilst understanding the effects of living with chronic iliness has long been of interest in
sociological studi es, Cor b (CorbimandiStr&issrlaB8;s s 6 s e
Corbin and Strauss 1985)f ocused on wunder st andaandgheit he O6wo
spouses do at home to manage their iliness, recognisingthat6t he key pl ayers
drama of accommodating chronic illness at home are the ill people and their spouses,

rat her than t he a ¢ Cerbisand Straussrh3O8t kiic &nladdedsiagfthie 6
problems of managing chronic illness, they u

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

undertaken: 6illness wor ké,hid&keaverwod &y I(iCfoa bw
1985) . They used the term O6illness trajecto
pl ace of the medical term O6illnessbé to incor

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

Strauss 1985). It is recognised that the personés
family, friends and health professionals) ar
6everyday | i f etheirdmessdrajectary (Goabiniarg Sttaess 1985).

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

work

lliness 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 iliness 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. lliness 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: ©6s

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 iliness trajectory, the type of iliness 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
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 I abour) need to be put in place
illness trajectory (Corbin and Strauss, 1985). It is therefore important to consider the

trajectory phase, iliness 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 il/ personb6és biography
reconstructed life) can impact upon each other,and hence, i mpact upon
to manage their iliness 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 iliness 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 brin
do to manage their iliness 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 iliness 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).

2.5. UK policy context

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.

25.1. England

In England, health policy started to refer to tele-monitoring technologies in the late 1990s.
In2006,t he Government produced a White (@aper 060
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
Preventatve Te c hnol ogy Grant (PTG), also initiated
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).

Foll owing on from the proposal s @©Or20@Hd) i n 6 O
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 6evidenced from WSD, published by the
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 ofthe ALIPwasto6si gni fi cantly advanc
meet the demand for independent | iving from
(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

ALI P6s final stage was the Delivering Assi st
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
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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 telehealth6 s

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 , t h(MHS&RglandetalY20ladyaimEdaa wa r d
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 6Five Year For
announced funding for 12 NHS Trusts of wup to
exempl ar so. This was an effort to drive O0ra

use of digital technologies (NHS England 2016).

2.5.2.  Scotland

A number of Scottishpolicy documents since the mid 20006s
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 leastoneofthe pr ogr ammeo6s ei ght objectiv
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 6Del i(8cettish Exgcutife®005)Hdet @l t hd doc
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. N2 012 t he O0Nati onal
and Telecare Deli very (Bdotish Gdvanmens20waa nd t o 2
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 | ed to the announcement of a 3 year, A3
Pr o g r a(domerprovement 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).

2.5.3. Wales

Il n 2007, a O6Telecare Capital Grantdé (TCG) of
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 an

(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).

2.5.4. Northern Ireland

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 Heal t h, Mi chell e OO6Ne
health and social careinNort her n | r el and Heaith andi\Veellbdimngere nt 6
del i ver i n(@OH201$)e This eutlides 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, wit

health records (DOH 2016).

2.5.5. Tele-monitoring uptake in the UK

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.

2.6. Factors that influence the uptake of tele -monitoring

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.

2.6.1. Competing views of stakeholders

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 6nowbé and placed the user -mbnitarifge cent

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

i mpeded by stakeholdersé conflicting views a
acknowl edging ot her st a#d#idndHhe chedersisbdisdoursehasur s e s
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).

2.6.2.  Existing evidence on effectiveness of tele -monitoring

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, t hey were much more émeasuredd i
6sensationalistdé headline findings presented
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 risks6 s hoe hor ni
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 a
(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.

2.6.3. Organisational and implementation factors
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 sl ow as decision makers need to be
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 i mplementat:i
(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 hon-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).

2.6.4. User perspective

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 focushasbeen pai d to usersé6 and pote
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 usersdé6 voice is o
and studying the technology (Schot and De La Bruheze 2005). However, user s
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 6coal facebo.

Therefore, since tele-monitoring is designed to change care delivery and patient

experience,thi s chapter identifies a need for a mor
in considering future development and implementation of technologies to ensure they are

6fit for purposeb. Al t hough | ess attenti on
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 usersdé perspectives o

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.

2.7. Summary

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
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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Chapter 3. A qualitative meta -synthesis to
Agbl 1 OA OOAOO6 DPAOODPAA
experiences of telehealth in COPD care

3.1. Introduction

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, | 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.

3.2. Aims of the meta -synthesis

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

3.3. Meta-synthesis methods

3.3.1.  Selection criteria

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 authorsé interpretation of t (Ekottdtalt a or

1999). Studies which explored usersodé experien
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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.

3.3.2.  Search Strategy

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; | 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 |
increased the number of telehealthsearc h t er ms and removed ¢t h
r es e ar c(8havwat dl. 2094) o optimise sensitivity of the search and the

number of studies identified.

2. | 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: Otelehealthodé (inter.yv

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 | 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).

333. 300AUBO OAOAATET cC 1 AOET A

All search results were entered into Endnote, a bibliographic database, and duplicate
references were removed before screening. | 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.

3.3.4. Assessment of quality

Quiality 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 | 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.

3.3.5. Synthesis Approach

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 | to gain an
understanding of the constructs. First and second order constructs were extracted from
the results, discussion and conclusion sections of the papers. | 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
participantsé verbatim quotes and second
oftheparti ci pant sé quotes, usually expressed
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, | extracted the first and second order constructs into a
spread sheet under the themes of the emerging 3™ 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
argument &6 synthesis was developed. Essenti a
inference; that 1is,06ithaer magestos(HoblitandiHaike © tvb
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).

3.4. Findings
3.4.1. Quality appraisal

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.

3.4.2.  Search results

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

gquantitative) 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).

Figure 2. PRISMA flow diagram
Records identified through
= database searching: (n =1,267) Additional records identified
'% Embase (n = 343); Medline (n = 312); through other sources:
2 Psychinfo (n = 46); Cinhal (n = 165); (n=3)
= ASSIA (n = 7); Web of science (n = 394)
2
v v
Records after duplicates removed:
(n=705)
o)
E Records excluded:
E il (n=677)
3 Not COPD/Mixed sample (n = 123)
Records screened: »| Not full paper/conference pres (n = 41)
(n=705) Not in English Language (n = 9)
Not reporting primary research (n = 204)
Not qualitative research (n = 254)
Did not meet our definition of telehealth (n = 46)
o Where record(s) excluded for mutual
= A 4 reasons, only first reason counted.
E.o Full text articles assessed
w for eligibility: > Full text articles excluded:
(n=28) (n=18)
Mixed sample (n =6)
Not full paper/conference pres (n = 3)
No verbatim quotes (n =2)
Not reporting primary research (n= 1)
= Not qualitative research (n =2)
= A J Did not meet our definition of telehealth (n = 2)
2 Papers included in Unpublished (n = 1)
= qualitative synthesis: Did not report on experiences of telehealth (n=1)
(n=10%) Where record(s) excluded for mutual
*relates to 7 studies reasons, only first reason counted.
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1

Table 2. Characteristics of included studies

Sample
References Patients* ( age der) Quali_t Y
ge, genden, Telehealth intervention Appraisal
(n=10) R h Al Health professionals Pai Time point of | Data collection | Data analysis| (%of how
Country esearch typs ms (job role) atient group | (include monitoring and frequency, | data collection method method far paper
setting extra features and duration) met CASP
*all patients received criteria)
telehealth
Williams et al.|Qualitative |9 E LJf 2 NB |19 patients: 11 men/8 |People with Monitoring and frequencypatients Twice (before Semi structured |Grounded 83%
(2014) study nested |expectations and |women, 5085 years moderate to very |completed pulse rate, oxygen levels |telehealth use anfinterviews theory approact
within a pilot |experiences of [(mean 67) severe COPD  |and symptom diary daily. Data after 6 months
Oxford, UK . . .
study using Mhealth reviewed at regular intervals by use)

telehealth
application to
suppot self
management of
COPD

research nurse (not daily).

Extra featuresmultimedia educational
materials (video, text, images)

Duration:6 months
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Sample

Quality
References Patients* ( age, gender) . . .
10 HI it ( fg g s | Telehealth intervention Appraisal
(n=10) Research tvol Aims ealth professionals Patient arou Time point of | Data collection | Data analysis| (%of how
Country yp (job role) group 1 (include monitoring and frequency, | data collection method method far paper
setting extra features and duration) met CASP
*all patients received criteria)
telehealth
Dinesen et al.|Qualitative  |What are COPD |22 patients: 8 men, 64 tcPeople with Monitoring and frequencyHealth care|Patients: Patients: Thematic 79%
2013 study nested |LJ- G A Sy (i &|74 yrs (mean 69); 14  |severe to ver rofessionals assessed patients' . . analysis.
( ) . y y yrs ( ) y P . P 3 times (before, |Semi structured y
. within an RCT|towards women, 45 to 81 yrs severe COPD. |readings (BP, oxygen levels, peak flg | . . .
Region 6 A ) during and post |interviews plus
telerehabilitation |(mean 66). weight) on the agreed days of self -
Northern L . telehealth use). |participant
as seen from a monitoring and contacted patients. A .
Jutland, . . . observation.
learning onset of exacerbation, daily contact
Denmark. . . o .
perspective? 26 Healthprofessionals ({ maintained between patient and Health
GPs; 4 hospital nurses; | healthcare professional. .
professionals:  |Health

hospital Drs; 6 healthcar|
centre nurses; 8 district
nurses).

Extra featurestelehealth part of
pulmonary rehab programme. On
agreed days, health pfessionals 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

After supervising
LI G§ASyGa
into trial.

professionals:

Semi structured
interviews.
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Sample

) ] Quality
Refe_rences Patients™ (age, gender, Telehealth intervention Appraisal
(n=10) R h N Health professionals Pati Time point of | Data collection | Data analysis| (%of how
Country esearch typ| ms (job role) atient group | (include monitoring and frequency, | data collection method method far paper
setting extra features and duration) met CASP
*all patients received criteria)
telehealth
Fairbrother et |Qualitative |9 E LJ 2 NB |38 patients: 18 men/20 |People with Monitoring and frequencyMonday to |Patients: Semi structured |Framework 76%
al. (2013) studynested | Y R LINE F|women, 44 to 85 yrs. moderate to Friday telehealth service; weekday d Midway through interviews. analysis.
. within an RCTlviews on self (mean 67.5). severe COPD. |monitoring of symptom questionnaire
Lothian, . .. |telehealth use.
Scotland, UK. management in and oxygen levels; weekly monitoring

the context of
tele-monitoring in
COPD.

32 professionals (include
primary/secondary care
nurses with several
Y2yiK&aQ SEL
delivering telehealth
service, COPD trial
research nurses, GPs
some who declined trial
involvement, service
managers, information
technology suppliers,
support staff).

of weight and FEV1. Patient contacty
if abnormal results or if no data
submitted.

Extra featuresvideo link for remote
consultatins (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.

Durationt 1 calendar year.

Professionals:

After several
Y2y (iK&Q
experience of
telehealth service
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Sample

Quality
References Patients* ( age, gender,) . . ;
10 HI it ( fg g s | Telehealth intervention Appraisal
(n=10) Research tvol Aims ealth protessionals Patient arou Time point of | Data collection | Data analysis| (%of how
Country yp (job role) group 1 (include monitoring and frequency, | data collection method method far paper
setting extra features and duration) met CASP
*all patients received criteria)
telehealth
Gale & Sultan|Qualitative  |Understand how |N=7 patients (5 male/2 |People with mild [Monitoring and frequency¥onday to |During telehealth|W{ A (i dz { S|Framework 72%
(2013) service people with COP[female; mean age 66.9 |to very severe |Friday telehealth service (as an additjuse. interviews analysis.
The Black evaluation. |experience and |yrs). COPD. to 12 hour, 7 day a week Community (observation and
interact with . Respiratory serviceCRS). interview).
Country, UK. Patients of a
telehealth to . . o
. . community Weekday daily monitoring of pulse,
recognise how it . .
. . respiratory oxygen levels, BP, weight and
incorporates into . ) . .
their evervday life service who had {temperature. Patients contacted if
and homeys ice or more COPD |abnormal results or if no data
pace. related hospital |[submitted.
admissions ii2
. Extra featuresnone.
month period and
deemed able to |Duration:9 months.
use equipment.
Huniche et al.|See Dinesen |Explore how 22 patients: 8 men, 64 tqSee Dinesen et aSee Dinesen et al., 2013 (same study3 times (before, [Semi structured |Thematic 69%
(2013) See |etal., 2013 |[COPD patients |74 yrs. (mean 69); 14 (2013 (same during and post |interviews. analysis.
Dinesen éal., |(same study).|make use of women, 45 to 81 yrs.  |study). telehealth use).
2013 (same readings during 1/(mean66).
study). weeks of seff

monitoring in a
telerehabilitation
project.
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Sample

Quality
References Patients* ( age, gender) . . :
10 HI it ( fg g s | Telehealth intervention Appraisal
(n=10) Research tvol Aims ealth protessionals Patient arou Time point of | Data collection | Data analysis| (%of how
Country yp (job role) group 1 (include monitoring and frequency, | data collection method method far paper
setting extra features and duration) met CASP
*all patients received criteria)
telehealth
Fairbrother et |See Investigate the |See Fairbrother et al., |See Fairbrother gSee Fairbrotheet al., 2013 (same See Fairbrother ¢See Fairbrother e Framework 83%
al. (2012) Fairbrother et|views of patients {2013 (same study). al., 2013 (same |[study). al., 2013 (same |al., 2013 (same |analysis.
See al., 2013 and clinicians on study). study). study).
Fairbrother et (same study). tmhg r:g]opr%ct of tele
al., 2013 toring
(same study) service to
' continuity of care|
Ure et al. Qualitative  |Assess the 20 patients: 13 men, 7 |People with Monitoring and frequencyMonday to |Patients: Semi structured |Techniques of 79%
(2012) study as part |acceptabiliy of |women,.(mean age 68.9|moderate to Friday telehealth service. Weekday Twice (before interviews and 1 |grounded
Lothian of pilot study |tele-monitoring  |yrs). severe COPD. |daily symptom questionnaire and telehealth use an professional focutheory/
' evaluation. |service to patients . oxygen levels; weekly monitoring of group. thematic
. o g |=1> .
Scotland, UK and clinicians. 25 health professionals ( weight and FEV1. Rants contacted iff />2monthsof analysis.

GPS; 4 Practice Nurses;
hospital based respiratol
nurses; 2 nurse manage
2 physiotherapy
managers; 3
physiotherapiss; 2 non
clinical managers; 6
community nurse
managers).

abnormal readings or if no data
submitted.

Extra featuresPatients given (hard
copy) seHmanagement action plan ar|
emergency supply of antibiotics and
steroids.

Duration 2 months.

telehealth use).

Professionals:

Occurred at
different time-
points during
service set up.
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Sample

) ] Quality
Refe_rences Patients™ (age, gender, Telehealth intervention Appraisal
(n=10) h . Health professionals . Time point of | Data collection | Data analysis| (%of how
Country Research typf Alms (job role) Patient group | (include monitoring and frequency, | data collection method method far paper
setting extra features and duration) met CASP
*all patients received criteria)
telehealth
Mair et al. Qualitative  |Use the N=9 patients (no further |People Monitoring and durationBP, No information. |Semistructured |Framework 62%
(2008) study nested |Normalisation info). experiencing an |temperature, oxygen levels (no interviews. analysis.
. within an RCT|Process to acute information on frequencylxtra
Liverpool, UK. . ) ) .
understand and exacerbation of |features:analogue video link for
interpret findings [N=11 specialist COPD. remote consultations
from a qualitative|respiratory nurses .
evaluation of RCTlinvolved in telehealth Duration:2 weeks.
trial.
Horton (2008)|Qualitative  |Evaluate N=3 healthcare Whf RSNX |Monitoring and frequencydaily 6 months post  [Focus group. Thematic 45%
South East service. telehealth. profgssignals (nq further fqllowing monitoring incIL_Jded oxygen levels, _service . analysis.
England, UK. evaluation. details) involved in discharge from |pulse and respiratory rate (no further|implementation.

redesign of COPD servic
(included telehealth) and
one key member from
telehealth call centre + 6
case studies of patients
receiving telehealth (no
further details).

hospital after
acute
exacerbation of
COPD.

info). Data transmitted to a local call
centre, escalation procedure was set
so call centre operator would know
what intervention would be
appropriate.

Extra featuresnone.

Duration:5 days.

6 casestudies
(chosen by health
professionals) to
examine key
issues related to
implementation
of telehealth.
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Sample

) | Quality
Refe_rigces Pztler:tts* ( afge, genc:ler, Telehealth intervention Appraisal
(n=10) R h N ealth protessionals Pati Time point of | Data collection | Data analysis| (%of how
Countr esearch typs ms (job role) atient grouP | - (include monitoring and frequency, | data collection method method far paper
settingy extra features and duration) met CASP
*all patients received criteria)
telehealth
Hibbert et al. |See Mair et |Documentthe |N=12 specialist See Mair et al., |See Mair et al., 2008 (same study). | during set up angdParticipant Using 62%
(2004) al., 2008 responses of respiratory nurses 2008 (same implementation |observation. WwSiKy213
See Mair et al (same study). spgmahﬁ nurses myolved in telehealth  |study). of RCT. LINRA Yy OA L]
using telehealth |trial. constant
2008 (same and identify ke comparison
study). y P '

issues relating to
its integration intg
routine care.
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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 etal. 2013)e x pl ored patientsd att
telerehabilitation from a health professional and patient perspective. Of the seven studies,
four were using telehealth in the routine ca
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 pate nt s physi ol ogi cal s
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. Reconf i

guring t

he nature of

Table 3. Examples of 1st, 2nd and 3rd order constructs

s

6wor ko

Study 1% order construct 2nd order construct 3rd order construct

Dinesenet (WL G KIF a YSI yi& (|Evaluating and keeping track of th Telehealth functions on a

al., 2013. |tokeeptrackb 2 4 = L R 2|state of the body [help] stay in continuum between
YdzOK | 62dzii 6 f 2 2]|control of the disease. dependeng/self-care.

iKS 2E&3Sy L Kt

Male patient, 3 interview.

Fairbrother
etal., 2013,

WLT 82dz KI @S |
not going to go out and do the
gardening or go up and claghe
o GKNR2Y 2NJ az2Y
years.

WL FSSt Al NBAY
the patient. . . the patient would
see themselves as very unwell on

Many patients reported using tele
monitoring data to validate their

decision to selnedicate and/or to
contact healthcare professionals.

[health care providers] expressed
concern about creating
dependence on the technology
and/or practitioner supprt,

REAfe& ol &ra oS O|particularly among patients with
constantly focussing on their severe COPD.
RAasSlrasS adldsSoQ
care,|D24.
Mairetal, |Wddd ¢ KS YI Ay | |[patients] felt that using the
2008. that | can do it myself, if Iseethafd @ 4 G SY X For®S K
AGQa J2Ay 3 R2 g Yy|autonomy.
FyR GKSe gAaftt O
Williamset |WL G Qa | LINB & Sy O|[telehealth] reninded patients of
al., 2014. |encourages me to do what | call |the need to engage in self

ONBI iKAYy3a SESND

WiKSe ONBaLA NI @
R2 (KAA 6KSy LQ
[respiratory nurses] come and se€
YSoQ

management.

Some patients perceived

Ol St SKSIEtUuKe I
oL} GASyiase X |
engaged with managing their
COPD.

a
L]

Telehealth takes away the
moral dilemma of help
seeking: this can be perceive
to increase dependency or
enable selcare.
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Study

1%'order construct

2nd order construct

3rd order construct

Fairbrother
et al.,.2012,

WLG YIF1Sa eé2dz ¥
looking dter you. If anything goes
wrong, you can get in touch with
GKSY +yg GAYS @
got the confidence that they're

The service was extremely popula
with patients who reported a sens|
of reassurane in having someone
Wgl GOKAY3I 2@SNJ

Telehealth transforms
interactions. This threatens
positive user experience whe
it is perceived to impede
clinical assessment or lead t

J2Ay3 G2 3ASH &z a false sense of security; it
(Male, 79 years). enables positive user
experience when it is
Gale & WL FS8fd AU ¢ a=|They particularly valued the perceived to increase social
Sultan, monitored, | felt like a connection| W O 2 y y § O tha ®Ighealthi K |connectedness and
2013. to be honest, like you know, tothd NB dzZa K XA G ¢ | &|reassurance.
w/ w{8 Sl Y®Q 0t |importantthat atthe other end of
the line there was a real person.
Mairetal, |WL GKAY] @2dz LK|Xyd2NES&a oSt ASGS
2008. LI G§ASyd Ay FNER y|interactions using the system wer
you start talking to them and less likely to achieve an accurate
getting more of a rapport vth and full clinical assement. The
them that they open up andtellyqLJF G A Sy G aX ¥F2 Odza
GKAYy3aodQ qualities of nurses.
WL {K2dAKG L Oz
FyedKAy3a GKS@QN
Patient 60.
Ureetal, WL GK2dAKG AdG -]/t AYyAOALIyaxRSao
2012. Odzii @ LG RA RY Qii|importance of interpreting the
be so difficult to work to a standaja O2 N3a Ay 02y S
oasStaysSo L i Q & |were made to clarify the reality of
than | thought itwas ggf 3 (i 2 |the individual clinical situation
when the score breached the
threshold.
Hunicheet |W! YR Y& gA&gtim&2|aSlt adz2NRy 3 @I t dzS|Telehealth reconfigures the
al,2013. [ YR 68 RA&Odza & |shared practice between patients | nature of work for patients
Mondays and Fridays that we and relatives, thus securing and |and health professionals. Th
measure. We have a good time |supporting their mutal is perceived as a burden whe
R2Ay3 (K GoQd® Ay@2t @SYSy i Ay |itincreases patient anxiety,
interview. increases health professiond
workload or threatens
Galeand (W{ 2 Y& 2E&3Sy f|Patientswere required to take the Professional idatify; it is
Sultan, bp Xdhp Aa NBI f f & measurements and send them vig per,ceived to empower Yvhen
2013. 12 82dz2NESt TS WL|thetelehealth equipmenttothe |[AU AYONBI asa
G2RF&8Qd vz AGK|/ w{X (KS& 080 Y|selfcare.
think, 6 K G4 Q& Y& 2 E &time with what numerical level wal

G2RIF&@8K X 52
ydzZNESS R2 L

y

L
y83s

Wy 2NX¥IFEQ 2NJ y2i
and interpret their body through
these numbers.
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Study

1%'order construct

2nd order construct

3rd order construct

Fairbrother

WX BKSNB 02YYdzy

While some GPs appreciated

et al., 2012} involved with our COPD patients, | sharing communication about
we get a lot more contact, a lot | patients and working in partnersh
more calls, a lot of those arenot [X2 4§ KSNB F2dzy R
appropriate in oueyes. A lot of |nonmedical communy-based tele
buck passing. | think potentially | monitoring professionals intrusive
GKFGQa 1jdza G S R |unwelcome and unhelpful.
Ol NBdQ a| adz ¢
Hibbert et | While they were setting up the The technologyvas sometimes
al., 2004. |equipment, the patientremarked |8 SSy I & dzy RSNX A
Wi NBy Qi &2dz Of S|professional security and
Kdzaol yR | RRSRX |ONBRAOATAGEX(ST
2 2dzQNB Sy 3AyS S N|fundamental debates about
professional values and status. T|
transporting and setting up of
SlidaAa LIYSyid 6 SNB
professional activities, with one
nurse describing feeling like a
WOIF NLISG FAGGSND
Horton WL KIFIR (G2 0O2YS |Because ofthe inherent problems
2008. 2FFAOSXI OOS &4 |with the equipment, health care
LX FyX 28 a2 &|professionals reported that a lot o
A2NIAy3 2dzi G K S|time was wasted.
WAY | gLb@& L GKA

F2NJ G§KS vy dzNdgeéhan
o FAGSNI Ayadlkftl
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3.4.3. The influence of telehealth on the moral dilemmas of help
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 O6concrete evioc

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 professio
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 i n aut Wmterpraadions ®rimany data acrodsdive studies

indicates telehealth functions between both self-care and health care dependency (see

table 3 for exampl es). Studies which report
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.
in telehealth use.

1storder constructs to show the self -care/dependency continuum

towards dependency

<€

towards selfcare

>

WLY | gl & AG gl a I NBtAST
thoughts on getting a doctor or something like that. This

WLT S KIR FyGdAoAz2aGAo0a
and then see on the Monday morning, you know, to

organisation was going to get hold of a doctor if their readirl assess whatwe h&lQ | NB HAMH ®
AK2gSR L ySOR3R2. I R20G2N®Q

WL KFER 2yS LI GASYG 2y GKS [waQy 211@ 4 yt: 62E&3Sy
K2ALWAGFE F2NJ I @SFENXIS | OO|yS@SNI 3Si o0SGGdSNI GKIyYy

machine, and is petrified that when the trial ends that
machine will be taken away from him, because it has beco

never get better than 92. But | go out and about an
R2 ¢KIGd L ySSR (2 R2 Iy

KAa tATSEAYSXKSQa 0S502YS R| Fairbrother 2013.

3SGdAYy3 LK2y S O (Héalih PigssibnalN]

Fairbrother 2013.

WLT GKSe& 1l lafd!godmck ta, paveetdddres | WL 1 Qa YIRS YS Y2NB 02y ¥

the panic button up again, you know, and that type of thing| 6 K 1 Qa KI LISy Ay 3 o 2 §¢f f

am | going to be calling the girls [nurses] out more,amlgd RA Ry Qi KI @S (KI (i oSt SK

to be in hospital more, am | goingto go backtosquareond L g+ 485 L QR 2dzaid O NNE 2

2dza i 0SSOl dza S ZEe2dlBl G SljdzAiLlb2g &2d2Q@SdAAGedHd GBI NB
K I LILIS Gdle2a18.Q

W, dzi GKSNB A& y20 YdzOK (2 |Ww{SSAy3a Ye RIOI 2y GKS

facility like it did to [home nurse]. So that she could keep
i NJ uhich©2013.

understandng of how to exercise and interpret the
development of my symptoms when | experience th

2yasSi 27F | yDifedeh208BND | G A 2
WFStEG Al o6l & | 6l &0S 2F GA|WLGIQa | LINBaSyOS Ay GKS
YS 2 R2 (GKAA 6KSYy LQY vegli|oKIG L OFft owWiBam§roie 3 S
02YS | yRWHSS 20185 Q d
3.4.4. Conflicting consequences of interactional transformation in
telehealth

This focuses on telehealth and the consequences of interactional transformation, including

the conflict bet ween

pat.i

ents6 and heal

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. Provi doienngi gan 6f or m oGalesand Swtani2018) throwgle rémote

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 sensd of f
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). Patientsd sense of reassur ance
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. (201
reassurance came fromthe 6 v i r t whiainedlby shakirfy 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 patie nt s 6
access to other health professionals. Patients in one study (Dinesen et al. 2013; Huniche
et al. 2013) reported feelinga 6 s e n s e 0 fdue soeegular weekly éontact 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

i mportant role in patientsd6 sense of reassur
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.

3.44.2. Risk

Reassurance provided through increased social connectedness may be threatened when
telehealth does not |ive up to patientsd exp
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. I n contrast to patientsO positive
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
overalcont ext of the individual patientdés condi
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.

3.4.5. Telehealth as transforming the nature of work and the
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 Oactived role in their care
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 etal. 2014)i dent i fi ed patientsd hesital
of monitoring prior to telehealth being installed. However,pati ent s i ni ti al co
not realised as they found the equipment easy to use. This resonates with the majority of
studies that identified patients6 acceptabil
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 t he p aghtheusetoktdehealth (Mair et al. 8008;t hr o u

Dinesen et al. 2013; Huniche et al. 2013).

3.45.2. 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 06 (Hortom2ad8;Hunicleretaalm2d13eDingsen 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; Hibbertetal. 2004), heal t h professionals questionec
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). Whil st studies reported nm
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. Al'l studies th

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

patent s® homes whi ch t hey(Maretaln2808; Hiblved ¢t al.r2@d4).r i at e
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 patientso (Wealth

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).

3.5. Synthesis summary

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 acr
of argumentd synthesis, new insights were de
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

us er sedenex @ 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); andr econf i gur at i on (perdeivedl wocauded pr ¢

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 i at times
needing more input from their healthcare provider during their iliness 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 wh e wranée@mme percéiviedtederivé fmm | i ng s

telehealth enabling greater dependency on health care providers.

Telehealthasr econf i gur i ng t fordothnpatiens anahealth protessionalk ié
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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3.6. Discussion:

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 synthesishighl i ght s a notable difference between
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(hsiscl uded
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 6
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 telehealt
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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 iliness due to their smoking habits, contribute to some
peopl eds r el uct(deathmmre Canmissioe 2006 dHispynthesis
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 c¢
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, | also used my experience as a qualitative researcher to judge how far

each paper contributed to the overall synthesis (Masood et al. 2011).

3.6.1. Limitations

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. | 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

pl ayed an 6activebd role in their care (i.e.
or answer symptom questionnaires). This ensured that | 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 teleheal
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
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expl ored pat i en tpar@ipation a the\WSD trialo This stuwynwas 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.
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).

3.6.2. Implications for future research

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 oO6real worl dé context of healthcare. Thi
implementing telehealth. Introducing telehealth might bring about changes to the
delineation of rolesorre-c onf i gur e health professional sé ¢
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 mo
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.

3.7. Chapter summary

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 inthemeta-s ynt hesi sés overarching t heme:
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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Chapter 4. Methodology and methods

4.1. Introduction

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.

4.2. ldentification of research questions

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:

1 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 6top downd way that insufficien
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 ena
[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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1 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, thei
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
gualitatively explore how users of
telehealth experience or perceive th
technology. Conducting a review of
previously published papers will 1.
Identify the state of the literature on
the subject 2. ldentify factors which
impact upon the uptake and
sustained use of telehdth.

A metasynthesis approach was
chosen because it moves beyond
merely summarising data towards a
more interpretative and conceptual
explanation of the datgNoblit and
Hare 1988)

Health professionals with
experience of telehealth
(including commissiting
services/leading
services/referring patients
or caring for patients using
telehealth) from various
healthcare settings: semi
structured interviews.

Meta-synthesis highlighted a need f
further research to explore health
LIN2EFSaaArz2ylfaQ S
implementing telehealth into current
work practices. Interviews with a
variety of health professionals from
different health care settings will giv
insight into how telehealth is used in
GKS WNBIf 62NIRQ
and further identify barries (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
semistructuredinterview
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 telehedh technologies.
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Research question

Data sources and method

Justification

challenges?

group).

2. People with COPD ang
their informal carers: focug
groups.

t20SYGAlLf dzaSNERQ
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
peoplewith COPD will act as a
precursor to the longitudinal
interviews in order to understand thgq
main issues affecting people with
COPD which will help develop the
topic guide.

How do the needs of peopl
with COPD change over
time?

T How does symptom
experienceand disease
progression impact
upon the individual
needs of patients?

1 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 experienc
of people with COPD and their
informal carers will reveal their
experiences of living with COPD ov¢
time and will provide data on how
current models of telehealth neetd
change to meet the needs of patient
at different stages of their illness.

4.3. Methodology and epistemology

Research methods are distinguished as either quantitative or qualitative. Generally,

guantitative methods are informed by a positivist paradigm which is grounded within an

objectivist epistemology* (Crotty 1998).

A positivist

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

paradigm as

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 evid€ress, S. E. (2005). Research
paradigms and meaning making: A primEhe qualitative reportl0(4) 758 770Krauss 2005nd is closely
related to ontology which is oudeas abat the social world and how we can go about studyin@érbour
2014:p.29)
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controlled trials or surveys (Babbie 2008). In addition, a positivist paradigm endeavours to
mi ni mi se v arpi abwaeysd, tthoe d&sotnrtiext of the phenor
separate it from societybds |l aden values so t

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

6qual it at i(Baour201s;,eMasorc20a2). 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 t(oednan Tmadood2009. i s s
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 | sought to research an under

expl ored area and 06gi ve (Greenand bBhorbgood ROOR. ITkis 61 i v
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 mo

usersod perspectives.

4.4. Research Design

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 methodsanéi nt er pr et 6 v @hathshdnewhdne u

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.

Figure 4. Planned stages of data generation and methods used
{
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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

6 c omp !l e mésdoined bytGyeéne 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
6di f f er ent adtore@ichainderstandings of the multi-faceted, complex nature
of t he s olexander evad. 200&pAL28). 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.

4.4.1. User Involvement z advisory group

Involving users in the research process was important to ensure that any

recommendations from the study were situated inuser s 6 real ity of | ivin
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).

44.1.1. 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). | 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 édmicrod aspec

organisational landscape.

Users were recruited with initial help from the Patient information Forum (PiF) which sent

out an email oO6advertisingd the research to t
opportunity occurred after | 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). |
attended 2 BLF 1l ocal 0Breat he iDBposey @seggchandp s w

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 | 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 | gathered enough people to make up the advisory

group. Therefore, the recruitment of users could be considered self-selecting; for

exampl e, users with COPD were recruited from

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

6coll aboratorsé. Figure 5 identifies wherea

occurred within this study.
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Figure 5. Identifying whereabouts user involvement started in study

6.evaluating - ’ rléf:;rtgﬁmg

impact of i itti
idea/submitting
research application

5.disseminating researCh proceSS 2. studentship

findings awarded

3. designing and
managing
4.undertaking research

research ~SS§'¢$§22%§§“'“ €——_ User involvement
started here

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.qg.
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
A25 6thank youd payment was also given to pe
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.
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After every meeting, | sent out a meeting summary (with attached copies of appendices
such as interview topic guides or presentations | 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, | concur with Smith et
al. who stated that usersactedas 6 cr i t i c al friends, chall engin

on our own under st ¢gmithetalg2008fp.309h e i ssuesd
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Table 6. Record of advisory meetings and outcomes
*pwCOPD = person/people with COPD

Date of
) Number of users . .
advisory . Topics discussed Outcomes
. attending
meeting
18.02.14 1 pwCOPD* 1. Welcome to advisory group. ¢2LIAO FdzARSAE NBFAYSR (2 AyOf dzR
3 Health 2. Introduction of members; own experiences/views of TH.
Professionals (HPs) ) . . .
3. Oveview of study presented. After meeting, via email:
1 researcher (LB). . . . ) . .
4. Users scrutinised early drafts of patient focus group (FG) topic g| LB composed and then circulated a set of poweint slides for FGs
and clinician FG topic guide and made recommendations for chang{ Users subsequently provided feedback; slides amended in light of th
. e . feedback.
5. Users identified importance of eleexplanation of TH to FG
attendees prior to FG discussiqrsuggested powepoint presentation
prior to FG.
29.04.14 3 pwCOPD 1. New users joined advisory grogmelcome & introductiontonew |[al Ay (KSYSa SYSNHAy3I FTNRY CDa
> HP members. users suggested further exploratiarf following:
S

1 researcher (LB).

N

. Study update.
3. LB presented early findingsdaverbatim excerpts from patient FGg
4. Users discussed the findings above.

5. Short discussion of early draft of longitudinal interview topic guid

1 Living with multiple conditiong TH often given for specific diseas

f 9ELX 2NB K2g ¢ YAIKG FAG Ayd;
healthcare.

1 Explore if TH has role to play in educating patients about their
illness.

After meeting, via emiband phone contact:

'AaSNEQ adz3asSadrzya KSELISR (G2 N

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

Number of users

Topics discussed

Outcomes

meeting attending
23.09.14 4 pwCOPD 1. Update on study progress. Meta-synthesidindings provoked interesting group discussion on the
d findi ¢ hesis/di . ¢ findi intended purpose and (sometimes unexpected) consequences of ac
1HP 2. Presented findings from metynthesis/discussion of findings. ¢ G2 LFGASYyGaQ OF NBO CKAZ KS
1 Researcher (LB). | 3. Sought advice onfeaming longitudinal interview topic guide to g¢ Of paper.
Eat'T:[S to open uph.r{noreAd“urlngv mterwey:/s re?"“d'”? tlhelr Ese of Users gave suggestions on how tefr@me topic guile ¢ | used their
health carz (el.g. W yl K_S € IR2 y fQ uh (3_2 y u_ Odu I_ t suggestions and felt that | elicited richer descriptions from patients v
eat{.) an afovm re,atlon toe |£:|t|vngv urt e-_r A|sE:uss'!on on T':' M ILINBGA2dzat e I GBS wOt2aSRQ | yass
LI UASyida 6K2 RSAONAOSR uUKSYast
_ . . User gave suggestions of people to contact at BLF to publicise stud
4. Discussed ways to publicise study results to patients/carers.
17.03.15 4 pwCOPD 1. Update on study progressncluding upcoming presentationsat |9 EOSNILJIi & NX a2yl SR 4 hey dgreetaviniide Q
conferences. emerging early codes/categories (e.g. important role carers play in
1HP I s f | tudinal .| decision to seek emergency help and how TH can share this
1 researcher (LB). 2. (I:rese;ted solmekea(ljry codes/cate?orles rom gngltudlha Intervie responsibility; whether TH can assist in providing education to patie
study and users looked at excerpts of anonymised transcripts. more felt need for TH in patientsitl severe to very severe COBD
usually to help legitimise their contact with H®this was something
that users had experience of struggling with).
09.06.15 4 pwCOPD 1. Update on study progreggdiscuss ATA conference expee. ¢NF yAONR LI SEOSNLIi& FyR 2@SNI N
_ . _ experiences and perceptions; particularly in terms of implementing ¢
2 HPs 2. Users looked at various excerpts of anonymised transcripts from

1 researcher (LB).

Health professional data 3.subsequent discussion on how the excer
presented fit to overarching themes presented.

operationalising telehealth into care practices; their views on whethg
TH could empower patients to salfire and what types of patients are
suitable for telehealth interventions. Hedd 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

Number of users

advisory . Topics discussed Outcomes
. attending
meeting
15.12.15 4 pwCOPD 1. Update on study progress. ¢NF yAONR LG SEOSNLII& yYyR 2 @SNI N
. o _ SELISNASYyOSas dzaS¥dzZ Ay RA & Qyaad
3 HPs 2. Users looked at diffent excerpts from longitudinal patient data se|

1 researcher (LB).

3. Discussion on the overarching themes across and within the dat
sets.

needing support at different stages of ill heatflthis 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 | 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, | 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

i mportant at the start to manage usersb6 expe
research process, in making it explicit that

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 f
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

| ocal 6Breathe Easyd 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

rei mbursed travel expenses. I organised a o6

pay monies on the day of the meeting, so that people were not out of pocket.

Al l user so0 vieervwesd weor eéb ec ovmasliudabl e and effort \
voices were heard within meetings. Some adyv
adhere to during meetings (Hayes et al. 2012); however, advisory group members felt

strongly thattheydidn ot require 6formalisedb6 written gt
considerate of othersdé views, not talk over
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 lookingat 6ér aw datadé (i .e. excerpt
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.

4.4.2. Focus Groups

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). Rat her , t he raison dbé
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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 0 ¢ 0
const rtulcrt culdgh me mber s 6 | edtiongtleyg dsk ooenagotherland int h e

the sharing and chall efLghouxgtalcrf06)e ach ot her 6s

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
ableto6assert their own agéWilkinss, 1998: 0.66p dhisrotcers o f v
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

i mportant to them. I't all owed me to observe
perspectives and also meant that topics were discussed that | had not previously

considered. For example, in both focus groups conducted with people with COPD and

their infor mal carers, the concept of O6éembar
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

al so appeared more willing to discuss what ¢
example, they were more |likely to criticise
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

4.4.3. Semi-structured interviews

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 withinan6i nt er vi ew soci
(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 interviewisnot6 s i mp|l y e x ¢ éMasor, 2002gp.68)a Rather,6
in keeping with my epistemological position as outlined above, interviews were chosen as

a methodology recognising their ability to explore respondent s & per specti ves
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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. Aflexible approach

2. A focus on peoplebdbs experiences over

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

6unstructuredd interviews, suggesting that

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). Hencest rau ®tseme d 6
interviewing was chosen; this meant that | was able to set the agenda regarding which
topics to cover, whilst the approach was

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
guestionnaire 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 (Saldafia 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 usef ul in narrat.
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 1in
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

l ongitudinal research design was to capture

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 explorethe6 dy nami ¢ untf ol di
| i v(idodadd, 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 respondentsd6 previous interyv
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, | 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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4.5. Reflexivity

Finlay (2002) defined reflexivityas 6t houghtbuaobkci sebkf WAy enessod
Resear cherpsobn daenndt srbe sbackgrounds, social stat.
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 | went about reflexivity in

these stages of the research process. However, whilst | 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 | have made.

45.1. Reflexivity pre -research
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, | was not involved in the initial conception of the research idea or

the grant application, but was awarded the pre-defined PhD studentship. However, | had
control of the study in terms of being able to direct the research in line with my own

interests. In addition, the reason | was interested in conducting this research, and why |

applied for the studentship, was because of my interest in research that involved patient

and public involvement (PPIl) . As expl ained
beginning of the thesis, | had previously worked on an action research project to develop

a group based education programme for people diagnosed with glaucoma (see

Ri chardson et al. 2013) and am passionate ab
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pr of essi on &re beard within healtlsserwces 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.

Further mor e, as outlined in 6About the aut ho
have worked in a variety of roles, including working on hospital wards, as well as caring
forpeoplewi t h COPD during my time as a practice
experience of working within an industry setting, so | 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
stakehol der sd vi e vestfyhos these mgy mfluéneernhe redearch.i Id
also meant that | 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 6real worl dé of healthcare. Additionall
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.

4.5.2. Reflexivity during data generation

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). | felt that being a
nurse by background had both potentially positive and negative effects on the data
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produced. For example, | felt my nursing background gave me some credibility when
negotiating access into healthcare areas and when recruiting health professionals. It also
meant that | had some understanding of the challenges they faced when caring for
patients with LTCs. When interviewing patients | was aware of their challenges of living
with and managing their illness. However, this also meant that | had to be careful that
respondents did not assume that we shared the same knowledge or experiences; or
indeed, that | 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, | only disclosed my background to

patients if they asked.

During data generation | was conscious of how | was perceived by respondents. Patients
often commented upon my strong Lancashire accent when meeting me for the first time. |
felt that this often helped to 6break the ic
signalled to them that we shared a working class background. The following is an excerpt

from my field notes:

WWdza i & L 6+ & | 02 dzi] stiezomiméntediBat sheNBcehji/stiRng v (i Q 2
GraAl® {KS &AGFGSR GKIG &KS 6+Fa WH oAl 62N
32Ay3 G2 68 tA1S8 O0L GKAY] &KS (K2dAKG L 62c

mind atrestandfelit K § L KIFIR o6SSy Slrae G2 drt1 G2 Iy
her illness. She said that she would look forward to speaking to me again when | visit for 2nd
AYGSNIBASGDQ CAStR y23Saz mad AyuSNBASg®

In this instance and others, | 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, | 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 | wrote down my
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reflections on how I felt the interview went, how | was feeling at the time of the interview

and what | could have done to improve the interview. For example, when conducting first
interviews with people with COPD as part of the longitudinal interviews, | felt that | was
6clumsyd in my questioning of patientsod perc
asked the advisory group for help on how | could get patients to open up further about

their perceptions of telehealth. | feel that reflecting after each interview was important not

only to identify where | could improve for future interviews but how this may have

influenced the generated data.

| was conscious of remaining neutral when talking about telehealth technologies with both
patients and health professionals as | did not want to bias their responses. Some
respondents asked for my opinion; when this happened | would try to deflect the question
back to them to ask their opinion. In actuality, | did take a neutral position on telehealth. |
had no prior experience of using telehealth either personally or professionally (e.g. | 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) | am ambivalent about technology. | would
therefore situate myself within a humanist discourse (see section 4.5.1 above). | felt that
this helped me to remain critical during data generation, to be able to critically reflect upon
respondentsd responses in interviews and thi
example, during an interview with a person who had experience with telehealth | wrote in

my field notes:

Y o Lmart htddview 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
LINPOAY3IXGEFE 1SR Fo2dzi K2¢ AG KI RhaktysObsal 8 SR
Y83 GAPS O2yasSljdSyoOSxL RAR F8S8t GKFG oLYyF2N
being negative about the telehealth service and | felt that there was a sense of me being told
what they thought | wanted to hear. Also, partiiy is aware that | am interviewing the

0St SKSIf UK tSFR a2 y20 &adaNBE AT dKA& Ffaz Ay

| was aware that my collaboration with industry might influence the responses of
respondent s. I sensed that somwmappemsngondent s
positive about potentially using telehealth. After these initial interviews | started to be

more explicit at the start of interviews to state that | 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

gave me the chance to explain that | was independent from Philips and they had not

influenced the study design or outcomes.

4.5.3. Reflexivity d uring data analysis

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 datastayed6i nt er dependent
i nt er c o (Mawhndr @d Boucet 2003: p.414) to the social context in which it was
generated, | 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.

4.6. Ethics throughout the research process

Guillemin & Gillam (2004) differentiate between two types of ethics in qualitative research:
6proceduraadl6 edthhicecs & p. pr@a6B3)ced®Procedur al
approval from relevant bodies to carry out the research (such as local research ethics
committees and NHS governance departments)
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 researchersé ethical c¢ o n@uillaninaviGiédam carr
2004). Il will therefore outline noatwaeréqyired he

for this study but also discuss how | deal't

i nformed consent , dealing with 6édsensitive

mai ntaining respondentsd anonymity and confi
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46.1. Procedural Ethics

Because the study aimed to recruit both health professionals and NHS patients into the

study, | 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 tpic 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

09.05.2014

1. Longitudinal interview guides
were subsequently submtéd 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 resgrch
OARSYGAFASR | F(
recruitment strategy).

29.05.14 (see appendix 7.2

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
homevisits, 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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4.6.2. Ethics in practice
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, | 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
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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 | 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. Therefor e,
considered prior to data generation. For example, | 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 | advised respondents that they did not have
to discuss any issues if they did not feel comfortable doing so. | 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 | 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, | feel that over the years | have gained skills in anticipating and identifying

sensitive moments during interviews. Therefore, | used my experience to identify when it

was acceptable to probe respondents for more information and, importantly, knew when to
stop probing when | sensed signs of responde
respondent sé behaviour such emgcliseddnswers@tnguage
(Mason 2002)). In such instances, | directed the conversation towards less sensitive

subjects or made O6small talkd to relax the r
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questions. In addition, when such instances occurred, | 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 | had dealt with the situation.

There were also times when | sensed responde
record6; this included wanting to discuss persc
issues. At such moments the audio recorder was switched off. While | reported
interruptions to interviews in my field note
discussions as | felt an ethical obligation to only report data that respondents had been
willing to disclose during the audio recordi

the recordd conversations would remain o6off

4.6.2.3. Maintaining confid entiality and anonymity

Prior to agreeing to take part in the research, respondents were assured that | 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, | 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, | also attempted
not to disclose the gender of health professionals in a further effort to maintain

confidentiality.

Every respondentwasassi gned a 6study coded and this wa
on all data generated on or from respondents (e.g. audio recordings, transcripts,
participant characteristics forms, field not
study codes to identifiable respondent information was stored electronically on the
University of Manche s t-digitabrecordirgoflinterviesseverg e r . A
stored on the University of Manchesterds sec

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.

4.7. Data Generation z process and technique

4.7.1. Sampling and recruitment

Because the aim of the research was to gain multiple perspectives from potential users of
telehealth, | 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 researchersto6 e x pl or e t h
common and uniqgue manifestations of a target phenomenon across a broad range of
phenomenally and/ or de mdSamdelqveki, 20@01p.B37-8)v ar i ed ¢
Hence, when recruiting people with COPD (and their family members) | 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 | 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.

116



Table 8. "OAAEAT x1 1 £ Ardchuliment (igresOE OA 8 O
E::};gj Stage of Research Type of respondent recruited 22:352;
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.

4.7.2.

4.7.2.1.

Stage 1

Recruiting Health Professionals

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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Box 1.  Eligibility criteria for stage 1 (informant interviews)

Any health professional with direct experience of telehealth services.
Can include:

1. Health professionals in strategic/leadership roles; for example:
a. experience obetting 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. usetetBKSIFf 0K & LI NI 2F LI GASYydac(

Respondents were recruited via established contacts that | had made prior to data

generation, in part through the help of the NIHR CRN who initiated contact with relevant
stakehol der s. Ho we v e r samglimg waslalsormised, tivhelly mp s n o wb
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 d6informant inter
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).

Box 2.  Eligibility criteria for stage 2 (Health professional  focus groups)

Any professionally qualified member of staff who works with patients with COP
Can include:

1. Health professionals with professional experience of telehealth.
2. Health professionals who have no professional experience of telehealth

| 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, | recruited

health professionals after handing out PISs to eligible respondents during site initiation
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visits (where | presented the research to health professionals who would be potentially
involved in recruiting patients into the study). In one site, | was invited to present my
research at a monthly dédresearchd mgetbiupd
interviews being conducted. | 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 ).

4.7.3. Recruiting people with COPD and their informal carers
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).

Box 3.  Eligibility criteria for stage 2 (people with COPD/informal carers)

>= 18 years of age

Diagnosed with COPD (any stage, plus can have other LTCslaoresmtsa or
Informal carer of patient diagnosed with COPD (any stage)

Able to understand English and be able to participate in a group setting
Can have experience of using telehealth technologies

Can be naive to using telehealth technolegie

o gk wdN R

| aimed to conduct two focus groups and, to ensure that | gained a wide variety of
perspectives, | 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, | 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 | aimed to recruit between five
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to eight respondents into each focus group; however, | 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).

Box 4.  Eligibility criteria for stage 3 (people with COPD/informal carers)

>= 18 years of age

Diagnosed with COPD (any stage, plus can have other LTCs or social needs) or
Iformal carer of patient diagnosed with COPD (any stage)

Able to understand and speak English*

Can have experience of using telehealth technologies

6. Can be naive to using telehealth technologies

*this is a necessary limitation to the study asited research funds willat extend to translation
of PISor translators required for interview.

a s wnN e

Respondents were recruited in the same way as stated in section 4.7.3.1 above. In
addition, where capacity existed, | 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 | gave them the participant information pack and discussed the study in
more detail. If patients gave permission, | arranged to telephone them at a later date to

elicit their continued interest.

| estimated that | 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, | did not aim

to achieve O6theoretical saturationd which wa
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, | used

the definition provided by Guest et al. (2006) who state that data saturationis6t he poi nt
data collection and analysis when new information produces little or no change to the

c o d e(p.65). &n example of how | determined sample size can be seen in my
120



recruitment of people with a diagnosis of mild COPD. | 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 | chose to stop sampling from this group.

4.7.4. Conducting focus groups and interviews

Before beginning focus groups or interviews, | 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, | 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 | had previously facilitated action research groups and
stakeholder meetings. To increase my skills, | 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) | 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 | 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-

ver bal utterances (e.g. OMmméd, O6Errdé etc.)
6med instead of 6 my 6, 6caused instead of 6be
considered to be useful for analysis, so that the transcript is not stripped of context
(Donovan and Sanders 2005). | 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 | was having with the topic

guide. An example of this can be found in the field notes | recorded after completing the

first longitudinal interview: W& & L2 Y RSy 168 gl a ljdzAGS Of 2aSR Ay
that | probed a lot; need to get the transcript back and analyse interview to see where | could
AYLINE @S |j. dz2oenétihe ifidluged Gbservations on personal events that were

occurring in my life if | felt that this had impacted upon the quality of the interview: WL F St {
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RA&AGNI OGSRXSOT SYIF 2y wyee T 0OS Aa o6lR G2RI @&
WiKS ljdzr tAdGe. 2F GKS AYyGSNBASHBQ

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:
WoKdza ol YR8 FSSta (KIFIG aKS ySSRa Y2NB O2yil
was feeling unwell, they coutliggests K &t G2 R2 63AGS KSNJ I ROAOS
findings fromthe met@éi @ Yy 1 KS&aA a4 ¢ KSNB LIS 2heif hBalthpeiéRidnalss | v
and re legitimated contact. | think there is something about getting personalised health
SRAzOF A2y F062dz2i GKSANI O2yRAGAZY G66KAOK Ay |

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 conduct
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
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a local hospital and focus group 2 in a meeting room within a University building. Rooms
were chosen for wheelchair accessibility and | 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

Atrespondent s6 preference, al/l l ongitudinal i nter
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 | 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 sol ut iakemaverbyOxyderr p e
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 | was carrying out interviews as a lone researcher, | had attended a lone worker
training course and read the lone worker University policy. In addition, | put in place an
escalation system (see appendix 12). Before contacting respondents for subsequent
interviews, | 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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respondentds second interview was conducted

weeks at the time her second interview was due.

4.8. Data analysis

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 | made regarding who to recruit for subsequent interviews in the
longitudinal interview study. It also meant that as interviews progressed, | made changes
to the questions | asked respondents in future interviews. For example, | felt that in early
interviews , I did not sufficiently explore respon
professionals at times of ill health, for concern that probing would be considered
apportioning blame. | 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 thantryingt o 6f i t 6 t he dat aSiveonama part |
1998). This meant that | took a pragmatic view of data analysis and drew on techniques
from a range of analytic approaches that | thought suitable for the needs of this study. So,
whilst a broadly thematic approach was taken to analyse the data, | used the constant
comparative method (as outlined by Barbour 2014) and utilised technigues 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 r espo n(Greemans dhoregoqd 2009). eTheccenstant
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). | utilised
techniques from narrative analysis in the sense that | aimed to preserve the context in
which the theme was situated (Donovan and Sanders 2005). In practical terms, this
meant that | 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 | 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 preservcaliurean of
f r a g me nthagbesets andlyses based upon thematic coding alone (Atkinson, 1992:

p.470).
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4.8.1. A note on data-sets

Using the definition provided by Braun and Clarke (2006), 6 d at a deoatep all daba
that was generated for this research study (i.e. data generated throughout all three stages
of primary research) whilst 6 d ast eateférs 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.

4.8.2. Analysis process

Upon receiving a completed transcript from the professional transcription service, |

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

6a transcription is al way sadeguate tegora bf non-pesbalt | y b
aspectsoft he i nt.eHemeesre-i emding field notes hel ped
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, | 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, | 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 transcrip
into discrete segments (Green and Thorogood 2009). Furthermore, although | 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 | had conducted all of the focus groups

and interviews.

At the beginning of the data generation/analysis process, | started to keep a reflexive
analytic diary. At the beginning the diary was a place where | recorded my emerging
thoughts on the data and, as | started to read/re-read early transcripts, | recorded the
codes that | 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. | chose to use a

computer assisted qualitative data analysis software programme because of the volume of

data that | had generated, and | felt that coding electronically would enable a more

systematic approach (Green and Thorogood 2009). Within NVivo 9, | coded sections of

data (phrases, sentences or someti mes paragr
termedinNVi vo 9) . [ used an 6opend coding techr
segments to codes that were inductively derived from the data (Braun and Clarke 2006).

This meant that initial codes were O6data dri
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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| started with a coding scheme of 46 codes and at the end of initial coding of all the data, |
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 |

added codes during the analysis process:

Wnopdny dmpd® / 2RSSR OGNI YAONRLIIB Ay(d2 bOAD2d

hospital admission avoidance
patient population
enlisting ‘champions’
buying equipment before engaging staff
overcoming barriersenlisting staff to recruit
procurement issues
telehealth set up how service is run
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 | need to think about some of the codes againA G Q &
RATFAOMzZ G G2 O2RS &a0GdzFF | NPdzyR NB a2dzNOS A as

ONOOR~WNE

After initial coding of the dsdar chihreg nfexrt ts
(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
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, | 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

member sé dat a) .
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Table 9. Excerpt from category coding table zDAT D1 A

~

>\

A OEAEO A&ZAiEI U IAi AAOO

Category

Explanation of category

Verbatim quote to support categry

lliness 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 tbeiatillreme. My data s that patients
gAGK O2YLX SE O2yRAGAZ2YA

HPs.

I Y R

GKSAN) aLl2dzaSakFl YAf &

Y Sr¥odl&e\ahd skifitiBn thi2ir dortakt@ight |

Taking regular
meds/or not
taking medicines
as prescribed

Part ofconducting illness work includes taking prescribed medications and therefore
O2YLJX eAy3a 4AGK 5NBQ AyadaNdHzOGA2yaod {2
their medicines each day and had got into a routine of taking theng. Mr D describe
hog G 1Ay3 YSRAOAYSa F2NJ .t KIFER 0S502YS
next to his coffee machine so that he would not forget to take them each day.

WLYU@GS 3J2G I NX (-doy blooypRegsurd y |
tablets are right by the side thefeext to coffee machine] anc
when | walk in | walk past them. And | just automatically fir]
GKAY3a Ay GKS Y2NyAy3a G118

Some respondents described the importance to them of carrying out this illness wol
because of the detrimental consequendbat could happen as a result of not taking
medications. For example, at“2nterview, Miss B related the importance of taking he
newly prescribed long term antibiotics, 3 times per week. She felt she had no optio
to take the medication becausgthe infection took hold she could end up back in
intensive care. At first interview she had described her previous experiences of eng
up in intensive care and how this had scared dqiehe believed that if she got that ill
again she may not surviveg discussion about intensive care in subsequent interview
believed was an extension of this belief and concern.

WIyR L GKAY]l &aAyOS GKS f1 &)
I've been given another medication, an antibiotic | just take
three times a week, that's to help fight the infection, or keep
the infection away. Well I've got to, | haven't got a choice,

cause once | get the infection that it, it's just ... and | end ug
00Ol AY AyiSyairgsS O NBE®Q a]

ClIYAftASaA
attempts to seek
to change

pbh GASy(acl
behaviours

As highlighted above in smoking categohB & LI2 Yy RSy 4 aQ Tl YAt &
AYyFtdzSyO0S LI GASYyiaQ o0SKI@A2dz2NI 6& Sy 02

such as trying to encourage them to eat healthily ( Mrs &dlees how her children try
G2 SyO02dzN» 3S KSNJ (i2 t2aS 6SA3IKG o0& od
them to take their medication. For example, Mr C describes how he told the doctor
KS RARYQO ¢yl G2 Gl { Ssdrsadyonr2high numi&Rok O
medicines) but that he takes them because his daughter insists on him taking them
they are what keeps him alive. 130

iKS R20G2N
GKS® (! RS

WL 1SSL) GSttAy3
AL ARZ arAdQa 2yfte
dzy RSNEGFYR (KIFGéX odzi L &l |
LQ@S 320 ORFAAKGESNB LI | @Ay
@2dzNJ GlFoftSiax 2N StasS e2dz |
Sy2dza3Kx FFANI Sy2&YK&E> | Iy Ra la)
tablets. Mr C.
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Developing the larger coding scheme into broader categories or themes also started the
process of oO0dat a r e dey2006), vwharéby I. Btarted to dissanddson@!| a r k
codes that were not relevant to answering the aims of the research (for example, |

di scarded the code 6still smokingd as it des
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, | chose relevant excerpts to

illuminate the categories, rather than keeping all verbatim quotes relating to all codes

within the broader category. However, | stayed close to the raw data as throughout the
analysis process | continued to work between
table in word and the full transcripts. NVivo assisted in this because | 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).

4.9. Quality and rigour in qualitative research

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

ouni fi ®don-Woetddd2004: p.223) and O6carte blanc
qualitative research risks inappropriate quality criteria being applied. This has led some to
rebuketheuseof &égenericd quality criteria in favo
(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, |
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.

132



Table 10. Quality Criteria

Criterion

Description

Techniques used irhis study

Credibility

This is an alternative to the conventional quality
criterion of internal validityLincoln 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 dagr of the
NBaSI NOK LINROSaa IyR
(Morrow 2005) Credibility is judged by how
accurately the features of the phenomenon und
study are identified and described.

Prolonged engagement in the field

Interviewing people with CORDPngitudinally enabled me to build trust with respondents and
gave me the opportunity to rexamine and clarify issues raised in previous interviews.

Triargulation of methods and sources

Using different methods of data generation (metgnthesis; focus gups; interviews) and
generating data from different sources (health professionals; people with COPD; their infg
carers) enabled me to identify perspectives and experiences from different angles in orde
thoroughly investigate the phenomenon undeudy

Negative case analysis

Through using the constant comparison method of analysis, | was able to examine the
similarities and differences within the data. Where negative cases are presented, | scrutit
the sample in order to purposively examine theta (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 reseatkh@helped shape the
research process to reflect the perspectives of people with COPD and health professional
may use telehealth technologies. Their input involved helping to develop the interview toy
guides, as well as helping to develop emegganalysis through viewing and discussing exce
of transcripts.

The supervisory team were also involved in development of findjrigem CS independently
coding 3 transcripts (Twa'Interviews for longitudinal interview study and one focus group
interview) to discussing development of categories and later themes during regular super
meetings.
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Criterion

Description

Techniques used irhis study

Credibility
(cont.)

Thick description

Credibility was enhanced by: presenting sufficient anonymised verbatim quotes within the
findings chapters; providg 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
GKS lylrtéeara LINRPOS&aaood ¢tKA&d SylofsSa h&fd
interpretation of the data presente{Morrow 2005)

Transferability

This is an alternative to the conventional quality
ONAGSNRA2Y WSEGSNYyLt O
sufficient information for the reader to assess
how far the findings may transféo other
settings(Morrow 2005) However, it is not the
remit of the study to provide suggestions on hoy
GKS adGdzReé Oy 06S w3ISy
populations, rather the remit is limited to
providing the information on which readers can
form their own judgementgMorrow 2005;
Lincoln and Guba 1985)

Thick description/transparency
5SGFAfSR AYT2NXIGA2Y A& LINBaSyiSR 2y LI {
OKI N OGSNRadGAOaod LYF2NNIGAZ2Y &1 & rolid2 OA F
although to ensure anonymity, detailed information was not provided. Sample commenta
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 d
collection methods (including information on the researcher conducting the data collection
researchefrespondent relationships, time spent generating data etc.).
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Criterion

Description

Techniques used irhis study

Dependability

This is an alternative to the conventional quality
ONR G SNAX 2y WhFotba dordident i {
the rigour of the study, the decisions taken duril
the research process need to be made explicit
the reader can understand how the researcher
arrived at the findings presentg@Houghton et al.
2013)

YSSLIAY3 | WRSATF ANBRS IOXDR yI2 O (@b 2005:3.252) R
This included keeping a reflexive research diary during data collection and data analysis t
document how the findings emerged; using Nvivo computer software provided documentg
of the analysigprocess 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
ocaurred; meetings with supervisors.

Providing jusfication for research decisions

The context chapter and metsynthesis chapter provide the reader with background literaty
to identify the need for the study; the methods and methodology chapter proviedsiléd
justification for methods used.

Confirmability

This is an alternative to the conventional quality
ONRAGSNRA2Y W202SOGAQAI0
is concerned with the accuracy of findings whic|
should be situated in the dat@orrow 2005)
However, confirmability recognises that
NBEaSI NOKSNRA& LISNBLISOD
generation and analysis of data. Hence, achiey
confirmability should include researchers
recognising and reporting how they may have
influenced the research. Emphasisrautrality is
moved away from the researcher and towards t
data.

The techniques used to achieve dependability are also applicable to achieving confirmabi
(Mason 2002) In addition, engaging in reflexivity throughout all stages of the research o
was integral to this work and has been written about in detail within this chapter.
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4.10. Summary

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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Chapter 5. Findings from health p rofessionals

5.1. Introduction

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 i
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 organisati o n a | pressures and respon
values and identities impacted upon perceptions of telehealth. Theme 3 (considering
patients in context and identifying patients
perceptions of how current models of telehealth need to change to become more tailored

and personalised towards patientsd needs.

52. 2A0DPT 1T AAT 606 AEAOAAOAOEOOEAC
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

respondentsd job roles, see table 11.
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Table11.2 AODT T Adbiroleaid t&ehealth experience

Data type wSalLRyRSyGaQ 2206 Nt S

Informant Interview 1 Respiratory Specialist Nurse*

Informant Interview 2 Respiratory Specialist Nurse*

Informant Interview 3 Community Matron*

Informant Interview 4 Primary Care Pratibner 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 Respirat
Specialist Physio*; 2 COPD Specialist Nurses

Focus Group 2 (n=5) 4 Respiratory Specialist Nurses*; 1 Respiratory Specialist Physio*

Focus Group interview 1 Regiratory 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
6championd role which involved trying to
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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5.2.1. Focus groups

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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Figure 6. A thematic m ap to show the themes and categories from health professionals' experiences and views of telehealth use in

COPD care
Difficulty enaagin Tensions of Resisting a
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Telehealth How telehealth may
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puj
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140



5.3. Theme 1: Implementing and operationalizing
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 highl
to enable them to identify what needed to change in order to make technologies work

within their care practices.

5.3.1. Difficulty of engaging clinicians in telehealth uptake
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)

assertthat6 c | i ni c i a nis an esseat@ltcanpanenifor ensuring the uptake, up-
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scaling and sustainability of telehealth into routine care. Getting health professionals (and

ot her users) to Obuy ind to the technology i
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 | ine care had volunteere
this was in addition to existing job commitm
@nthusiastic individuals who initiate and promote the uptake of telehealth servicesé(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 thisroleY WL a2 dzyR f A ¢
ey i KdzZaSR | 02dzi (SOKyz2fz23e3x LQ@S 324G G2 ale& A
IJ2Ay3 G2 62N]K LA GKAa NBI f Dedelopgherdthedd (2 62 NJ
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 communitymat r ons (who worked in the same ar
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: WL R2y Qi (1y26> LQ@S 2dzad 0O2YS
F3FAyad + oNRO|l slFfftX FYR L R2y Qi 1y2¢ 6KI

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
professional s6 decision to take up t edthdreal t

attempts to implement telehealth at scale were not realised.

WL YSIyZ 6S 020SNXsSQBSXI I NBS F220LINAYy G
few champions that get where we are in different places, so collectively we talk thieualk,
GSQNB I @GSNEB avYlff ydzYoSNIIFYyR K2g R2 6S Ay1
K2g R2 @2dz AYLI SYSyid GKSaS OKIFy3aSa |G aollkf ¢

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 exemplifiedby | nf or mant I nter vi ¢

account of being tasked with guammed ¢(hecldad

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.
WL FOddz fte az2vySdaySa 3ISG | oAld FwadmuldNdvel SR
a technology person running assisted technologies, supporting it, having a full understanding of
AG it o L ¢62N] wLI NI GAYSBDDPD {2 GKAA Aa ¢

think | have enough time, enoughenefgy Sy 2 dZ3aKddd gKSNBIF & L GKAY
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adzZllll2aSR (2 GKS oA33aSad GKAy3dI O2YAyYy3a AayQ
KSNBKQ LYF2NX¥IYy(d LYGSNBASSG 13 5S@St2LIVSYy [
There were two opposing accounts within the datawhere 6 buy i né from cli

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: WgKIFEGX KFa 06SSy GKS 3I8YySNIf NBFOGAZ2Y

WwAIKG D LiQa 322 3 YSNIffex ye OKIy3asS i

0SFYX 6S yS@OSNI at 26> A0Qa 2dzald asSQft
I B SIBZA K SR dzd Mzl B (0 K af
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The above is an example where telehealth had been introduced into one small team. The

di fference in 6buy i nd may twarkenith cliniciansswhoc onduct
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:
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, |
interviewed three respondents from this area
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 bel
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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W2 KSy L &aiFNIGSR Ay CSONHzZ NBX 6S KIFIR cn 2NJT
was far below what the project gaired 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
LI GASyGa F2N) 4StSKSFHfGKY GKS& gSNBE 2yfte 3IAc
CCGYR alARXZ ¢SU@S 320 || LINRBOfSYDPDPPQ LYy F2NNI

The respondents approached their local CCG who agreed for the telehealth service to
have access to GPso6 disease registers (with
directyto pati ent s. This meant that GPs were no
t hus, no |l onger arbitrating patientsd access
up-scaling of the service as Informant Interview 9 explains in the excerpt below:
WyR ¢S 2dzald F3INBSR | yS¢ LI GKgleés yR GKIF G
Um, and so | started going out to meet the GPs and we agreed that | would take all their

patients off their long term conditions register and, um, in partnership Wwigmt we would
O2y il OG GKSY:Z Ittt GK2a$S LI GASyda X fSi

P

GK2dzal yR LI GASyGas ftA@S LI GASyGa trag
interview conducted January 2015.

UKS
6SS d
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 GPsd interest in using tel
interviewing respondents from other areas after April 2014; however, this was not

something that | directly asked respondents during interviews.

WLY vhC (GKAa @SINX &2d20@gS | OQldzftfte 3320 G2 ¢
doing A, B, C or D to keep poput of hospital. So they can now tick a box to say I've got the

LI 6ASYyG 2y GStSKSIEGKXEZ a2 OGKIFIGUa Yeé FOGAgAl
GKFG RIFe 2y3> ¢6S KIRX &adzNESNASAI NAYy3IAAYy3A dzad
I YSSG FyR INBSiGO® {2 6SUR NAY3I GKS LINI OGAC
Lzt f Ay3d GSSGKX [ 2dz NBrffeée KFER G2 dzlasStt A
IKS@UNB y2i Ft22RAY3I Ayid2 dzRoDdzi X yWF2NNF §UiNE
Clinical Care Lead.

It could be argued that the GPs in this area
rather their involvement was reduced to giving the telehealth service permission to access
their pat i egstes.0Andpresiasveork (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 GPs

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 interviewees?©d
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.

z

WS5AEAGNAOG bdzNESAZX yRKSE IKiIKB yad2 (dbRONBG AR T $ Rz
OFraSt2FcRa (KIFId (KSe O2dzZ RyQi aSS K2g G(GKS& (
0S SEGNI 62NJ] @Q LYF2NXIYyd LYGSNBASG pX [ 2)

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 influencedpr of essi onal s® engagemer
technologies is addressed in the following sections.

5.3.2. Resisting a technology -centred approach to telehealth
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

vaious sites within the study referred to the
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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W, dzi GKS ¢gK2fS aeaidasSy RSY2yaidNI Gd§2N) SGARSyYO
alea Al KSfLBA az2yYS LIS2LX S A0 R2SayQid KSt L
2PSNBKSE YOAY I8 GSPARSYOSEX S$@Sy (K2dAK L
la GKS 6S Fftft IyR SyR Fff AyAGAFLff& FyR L
/| /1 D8X GKIFIG 2y GKS ol O1 27 0 SitwllhelplydutaBreatl KA &
RSI todd (G2 | OlGdzrfte (GKS NBIfAGE A&a a2YSUKA
Practitioner with commissioning responsibilities.

Respondentsdéd accounts highlighted howvegr evi o

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

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 beenstragagytaredace ergentas par
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.

Wv Y ,2dz YSYGA2YySR GKIFG Dta RARydd dF1S8S Ad
gK& GKFO o1 aKQ

A: WeKFEGE L YSEHysS KFadQa | RAFFAOdAZ G 2y S
to try and raise awareness 6fK S A SNIIAOS X L R2y Ul 1y26 6KSI
FSEG GKS@ gSNByYyQl FofS G2 {AYyR 2F3 AyO02NL]
g2NJ AYy3IXQ LYF2NXIYyd LYGSNIBASSG nZ t NAYIF NE

responsibilities.

An6opportunisticd approach was also identifi

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. WL G KAYy {1 GKS SljdzA LIYSy i
TNRY Fy20KSNJ FNBFS yR AdG ¢F& FfNBFIRe LIAR ¥

Focus Group ZThere were also examples of respondents who had been approached by

147

<« Sy . "™ NY (N



technology companies or their managers to try out a new device: WA i 6 & o6 NP dzZaAK
YEYF3ISNXAKS 614 AYGSNBAGSR Ay AGT 42 a6KIG R
2y 0Q LYF2NNIYyd LYGSNWeSs HI wSALIANI G2NE { LS

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 approach0 Y W& 2 ¢S gSNB
ANRdzZLI 2 F LI 4 A Swffér@mantinervievkdBrimiarg CadePra@iyoer vith

commissioning responsibilitlesThis is opposed toidentify i ng pati entsdé need:
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.

7 A

WIyR L 3Jdz8aa 2yS 2F GKS oA3 fSENYyAyaIQa F2NJ
this sounds blindingly obviouslyp dzii A G FSSf a A 123z ReiyDFAa |j A de®
Lz GAy3 Ay | LASOS 2F (1AG Aa y20 3F2Aay3a (2
1TAG G2 Iy SEAaGAY3T LI GKgleQod LYF2NXIyYyGd Ly
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 patientb s needs . This can be seen |
on the I ength of time telehealth was | eft in
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 toremove it & 4 Qa y 23 0SSy 2@0SNI & dz&ASRI 6SQ¢
mightbedif SNBy G AF X ¢SQ@S 320G | NBGGowmmbdiySR NB a2
Matron). However, respondents also expressed concern that prolonged telehealth use

could increase patientsd dependence on techn

148



unintended consequences of telehealth could not be envisaged before they had

experience of implementing telehealth into their care practices.

WL GKAY]l GKIFIG ¢l a a2YSGKAyYy3a GKFG S RARyUd
account oj actyally, an exit stragy e:itrler overalJ for thg whple process or for ininjdua[ )
LI ASyuaszr dzv¥ 06SOFdzaS ¢S RARYyUO KI @GS U0KIFO |
Primary Care Practitioner with commissioning responsibilities.

Whil st some had nostcansegdérftdr anebekeal t h,

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 f

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 judge ment of patientsd needs. OExper

by this respondent, and others, to be a necessary part of the messy process of

implementing technology in to care.

WL GKAYl AdG 6r& I NBFE At dza i tibriew enyironiménk G ¢
2F LIS2LX S 6K2QR YSOSNI (i2d2OKSR Al 0ST2NBX Iy
F NPdzy R ¢KIG AG 6Fa F2iAy3 G2 YSIyYyX GKSES N&:
FLILX @ AdX | OGdzr ffe RARGDGIXBYEH D2 ANS tOA@SN’JSE’
RSEAGSNIPQ LyTF2NXIyl LYGSNDASS 13 5508t 2 LIS

The above also clearly highlights how technology does not work in isolation but works
within a network of O6actorso. Whieesthey aeftenh n o | o
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).

Telehealthwas introducedas an enhancement to patientsoé c
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 respondentsé accounts it was evident
patientsd® homes, |l ittle consideration had be
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.

W2 KIF G KFLILSYSR gAGK | O2dzLX S 2FX [/ ht5 LI GAS
equipment and, you low, they felt supported and wrapped around. And then one day we go
AY YR KAL) AG Fff 2dzi YR GKS@& FSti 0SNBTF(
not too bothered about the twelvaeek thing now until we get this step down process
develdJSR®Q LYF2NXIyYyld LYGSNBASs yx [ EAYyAOLE |/
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 t hey wseeaanrdc hpeadt ifeonrt sa owafy tthoe Ot ¢

devel opi rdg wan 66 snteeas U T € .

5.3.3. Telehealth enhances care practices?

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: WA 4G Q& F Ol dz- ft £ & 2dzaid
R2AYy 3 6KI (i nkriareaNBlehéahicghBieQuibich was a standalone service) it

was described as a way to enhance and complement the care already provided by the

primary care health professionals: WX (G KS GKAy3 GKFG ¢S GNB FyR
replace care, it enhancesxisting care from the primary care clinicians, whether it be the GP, the

7

YFEGNRYS GKS ALISOAFTAAl ydNESDQ LYF2NXIYyd Ly

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.

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.
W{A2l Q&4 Odzi R2gy | 20 2y ySSRftSaa @Grarida |y
can actually accept more referrals now. And manage patients in a very different way. So on
G6SEtSKSIfGKZ L (1y26 (KIG GKS2ORBZ0BAVEIY2ZONNC
06l O13INRdzyR YR L OFy GF{1S I &aGSLI o O]l FTNRY
Matron.

Using telehealth in the care of some patients freed up their time to concentrate on patients

that they considered 6 h i g h Omeicankndnity 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

pati ent s 6 deatthgrofassichalshmedt the demands of an increasing workload.

WL ({y26 00KFG wO2YYdzyAde YFEOINRYS8 Ay (GKS 2F7FA
aFAR AG ol a 2dzald ONREfAFY(d F2NI KSNE 06SOF dza ¢
codzf R RAAOKINBS G(G(KSYX odzi GKSe ySSRSRI {1AYR

her, but she had a really large caseload, she was getting a lot of patients through from her GPs,
and | think for her, it was very useful to have that. Informatgrview 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:

(7))
D:

Woli St SKSIfUiKQase
GKSY Fff GKS GAY
Interview 5, Community Matron.
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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 accommodat e
patients received telehealth in addition to
18 patients in the 6recovery6 phase (where p:

telehealth monitoring only for a further two weeks).

W2 Stfsx OFLIOAGE 41 a mp LIGASYdGa 2y GKS fAal
telehealthand 18 onthe board;2 > Ay a0 SI R 2F 2dzald wmp LI GASy(
X |y 2 (-& Mknbelzbf Staff as well to help with that capacity because it has gone up
jdzZAGS aA3AYATFAOlIyOGfeQo LYF2NXI Yyl LYGSNIIASS

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:
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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 professionalsd contact
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: WgS RAR AYyAdGAFff& R2

GSNBE a2 Ylye LINRPOfSYad gA0K GKST SNXI GKS Y2y

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.
w2 $0@0S KIR I ¥S6 LINRo6ftSYa 6AdGK GKS 2E@3Sy
I ONR&aa (G2 GKS O02YLJziSNI gSNE jdzA Ot & GKSNEBI 3
change it so it sort of settles for a little bit. Cause obviouslyp$an the face to face situation
gSQftt fSI®S AdG 2y GKSANI FAYIASNI (2 éS(](]f‘\S 0
S R2 3ASG ljdZAdS | FSg |ftSNIaA FT2NI t2¢ 2E&3Sy
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.

w{i2 2y0S (KSeQ@#S o6SSy 2y Al F2NI I 6SS1x y2i
YR | uszé Ay3da YR AGQa G2KZ @2dz I NB (K¢
smTASQ i K| GKSNBQa a2vYSoz2Re ¢l iOKAYy3 (KS
al ieQo Ly¥2Nyryﬁ LYGSNBASSG uX wSaLIANI G2N

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

Interview6f el t this | ed to patientsd control bein

make decisions over what they should do in that situation.

WIyR KS LI GASYGQaz ({AYR 2FX LINBlGe LI aairgdse
cuffonaR G dz2N}y GKS YIOKAYS 2y (GKSNBQa y2 LI I OF
GKSe YA3IKEG ySSR (2 R23Y a2 L GKAYy1l AidGQa |l dzi(
GKAY 1l GKIFGX [ -offi@tBadiban actsNdarryikd ofitRh@ investiga

iKSYaSt @gSaoQ LYF2NXIYGd LYGSNIBASG cX [ fAYAC
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This was reiterated throughout other respond
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.

W L GKAYl Ad0 3IAGSa GKSY Y2NB O2yFARSYOS (KlI
day bass and, so in a way, | guess it sort of reduces the likelihood that they will ring us because
GKSe KAyl OGKFId 6SQNB OKSOlAy3a GUKSANE KA OF
1, Respiratory Specialist Nurse.
Whilst telehealth was loosely imple me nt ed wi thin the rhetoric o
care, the reality was somewhat different. This made some respondents question whether

telehealth enabled patients to be able to self-care better.

Q L KF@gSyQd 324 | QtQVNM&MYRﬁﬁ%XLAK@@SNE%tG
inbeingabletoseN' I yI 3S Y2NBQ® LYF2NXYI YU LYUSNIBASY
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 patients 6 car e d
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.

3as

<,

w2 KSy GKS ¢gK2fS aeaisSy Saolfld

Ffv2adoe {2 L &aiGFNI GKSy &aLISH] 2 GKS yc
get on the phone, let's prevent anybody 8efh 2 NI G Ay 3 X of SG Qa6 adzLIL.
Fd K2YSéX odzi GKIFOGUA gKFG LU 2 I OG dzl f
LIk NI A Odzf F NX AdU& & YdOK FRY 2y L G2ARI Y
Care Lead.
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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
reassur e lp/aRt i2elinktSsNI GOK 'y GKSY LI NIi A OAdaks@a Ay 3 A\
IANBI G RS f whes thidheaMBSvad ubed & @n acute management tool it was

viewed as less likely to empower patients to self-care:

WX AGQa y2aG YSIyd G2 6S Fy |10dziS YIFylF3aSyYSyd
normallydo. i Qa y2G GKS ARSI Aa AGK t 20 SyaGAltf e
YS NBIFIRAy3Iaz ¢SQft tSiG az2vySoz2Reée SftasSx ar1S
help them intheirsel¥ I y I 3SYSy (G ®Q Ly F2 NXI yréctitibngrivhiNII A S ¢
commissioning responsibilities.

Because the focus of telehealth was often as a cost saving measure through increasing

patientsd independence in managing their chr

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.

WIyR AG Ffaz2 R2SayQi NBlItfe KStLI Ot AYAOALl y3
a2YS02Re (GKSNB 6A0GK GKAA 0 Apiobably avaat tvieatgper (S OF
OSylt 2F UKSY LIS2LXS ySSRSR FdzZte Y2yAdz2NBRC
GKFEd 6S RARYyQlU KI @S F@LAftLroftS (2 dzaX 6AGK |
OFNB LI I yoQ Ly TRINNé yead LY GSNIBASSG cX /[ fAYA

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: W8 Q@S 320 LI GASy(a
Sryud GFr18 GKSY 2FF (GKS SljdALIYSyd 080FdasS |G
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.
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However, it was noticeable throughout a numb

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 O0ebbs
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.

WL GKAY] GKSNBQa &2YSGKAYy3 Fo2dzi | YARRE

iNdSLISY RSy OSe® . dzii I Otdzrfté YIé&oS GKSNBQa

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 someblsdyfor their

S
a

an

A

decisionY'  { Ay 3 Qd LYF2NXIYyGdG LYGSNBASG nX t NRAYIN

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.

5.4. Theme 2: The challenges of holistic management in a
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 technol ogi es)
professional autonomy and reconfigure their working patterns (Haland 2012; Dent and

Whitehead 2002). Within this theme | argue that
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professional identity were intrinsically linked to their understanding of what it meant to

provide6good careb6. This was viewed to be care
consider the physical needs in the context o
psychol ogi cal needs. Tel eheal th which did n

(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 respondentsd professional practice: r
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.

5.4.1. Professional identity, telehealth and threats to holism
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 consi gractitiendrs (DOH 200). Boa akample, the d 6
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 a6 h y b r i(Spyridoaidliseebal. 2015). Central to their professional
identity was the notion of holism and déknowi
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:

WL YSItys 06S0OFdzaS (GKS YIFIOUNRYyXe2dzOQNBE 'y | RJIy
AYRSLISYRSy(ftex ldzizy2Y2dzateo I LI GASYds |
0dzi GKS 220 RSAONALIIAZ2Y A& OSNENS FHR2WI My Ay
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
LI GASYGX AGQa | ALISOATHEI QI MB NLIBEI W 2 N2 BIY &2 R
y23KSN®PQ LYF2NNIYyld LYGSNIBASG o /2YYdzyAd?e
The notion of holistic support is establishe
the work that they do to provide ramgafod car ed
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.

WLGQa tA1S 2y 2dz2NJ K2YS @grardas ¢S YAIKG 32
O2dzf R 0SS NBlIffte €263 o0dzi 3Adzi FSStAyaIX FSSti
K2YS®dQ stGpap 1.C2 Odz

There was consensus amongst respondents that COPD was a complex condition, which

required careful assessment of patientsodo phy
clinical assessment of patients rce¢lived bo b me
data (such as oxygen saturation |l evels) but
which included assessing visual cues (such a

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

bi ometric readings were not always an accur a

W/ ht53 Ay AGASETFI A& yedad ofkeh 5ySdaosSS NEK (A B
GKIFG ySSRa (2 o0S aSSyX {2 A0Qa lFa AYLRNII Yy
(2 K26 68 Faadaa G(KSYZ 68 KI @S (varbalmoa dzl f t &
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scientific assessment of a BD 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

A& I (NXHzS SEIFIOSNbBIFGA2YyE AGQ&a y2id | (NusS SEI
Group 1.
As the above excerpt illustrates and from ot

developing therapeutic r el a(Haggenyetal 2083)was Or el
central to their notion of ipwasinpadidentfiedogood ¢
through respondentsd accounts of the problem
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 WoSOFdzaS 6KSy 20GKSNI I 3SYROAKSEY I NBK 24 YRR
0KS LI GASyid>x (KSe gtyd aSi LI NIYSGSNEXQ

P2: Y S KPQ

P5: WXIFYR 6S OFyQl 3IAGS GKSY (KFGXZ 06SOI dza ¢
odzi 6S 1y26 GKSY YR 6SQNB KIFLILR ¢6A0GK GKSY
admitthem®2 | 993 o6dzi ¢S g2dzZ RyQiz 6SQR fSI @S (K.
RFe FFGSNI 2N 6KIFIGSOSN) 6KSe8 ySSRSRoQ Cc2 Odza

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.

W, dzii L GKAY]l GKFIG glaodde GKFGQa ljdzAGdS || OKI
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
R2y U4l @2dzKQ LYF2NXIyYyd LydSNIDAsSahingn = t NA Y| NE
responsibilities.

Informant Interview 7r e por O8 ¢ &4 & I §td gebnlirses tb &&the telehealth

technology with their patients. This respondent felt most nurses would choose to not use

telehealth in their patient care because itwentagai nst t heir i dea of tra

professional valuesof 6 c o mp a s s i 0 naadtaenore @hr u mardi st | Wwaedp pr o a

patient care (Piil et al. 2012: p.330).

WL GKAYy]l (GKS@QR aid2L) dzaaAy3a AG AT § keodyO2 dzf F
GKNRdzZAKE dzYr (SOKy2ft23éX (KSe& LINBFSNI (2 a&aacd
YR 6S F6ftS G2 aSS Ad yRoodd (KIFIGQa 6KIFG |
OKFy3aAy3a (GKS YAYR aSia A &t sientatie patignk to 8itdvith ¢ S NEX
GKSYZ G2 y20 NHzZK G§KSYZ G200d YR Y28 6SQNF
Lldzi GKA& LIASOS 2F SldALISYd Ayz KIFI@S | 2217
FNRY ( KS NBformiadt IntefiS&NGSBR@Iopment 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 patient sd coutsidkitheiriusual sray ofaverking.hi s wa s

W/ SNIFAyfe Ay (GKS SFNIeé& RFrea GKS O2YYdzyAde
alerts which might not necessarily have been any significance and setting appropriate
parameters for patients was quite diffit and certainly there was a lot of caution about that in
0KS SINIe RIegao l'YR GKSNB gla I t20 2F ORKAZz2
Practitioner with commissioning responsibilities.
As highlighted in the excerpt above, thisrespondent descri bed t hat t her
from health professionals about setting appr
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
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some respondents felt that, rather than technology itself leading to tensions over whether
telehealth increased dependency, a wi der problem existed in
reluctance to hand over responsibility of care to patients and this impeded their ability to

support patients to self-care.

W{2 (KS&QNB OGSNE | yEA2dz&AX | YR A (intagagemeni | 0 2 c
I Ol dz £ & CKIFIGQa 6KIG L KSIF N YR | f (K2 dz:
YIEYylF3aSYSyias az2y$sS 2F GK2aS O2ydSNERIFGA2Yy NBI
LIN} OGA&aAY3I ljdzZAdS LI GOSNyl tAaGAG:ffe&Q Ly F2 N
However, it does not appear that health prof
reluctance to incorporate telehealth into th

reported reluctance to engage with telehealth may be in the types of equipment that were
being used. In no areas where | recruited did the telehealth equipment enable a visual

interface with patients through the use of video-link or skype type facilities.

WL GKAY]l GKS&8QR 0S Y2NB fAth&fséthatviuldbey R A F
0SYSTFAG 2F GKIGO la f2y3 +a @2dz2Q@S 320 GKS
advantage of the Skype type thing, is the healthcare professional might just notice if somebody
looks a bit more breathless, or distresEed 2 NJ ¢ KI § S@SNE &2dz 1y26X i
thenon@SND I f alGdzFF GKFG @2dz 3S4 y2yS 2F 2y (K
Registrar.

Within the sample, respondents who provided front line care felt that face to face

interactonwi t h patients was crucial to providing

connectedness. Therefore, telehealth technologies which do not enable such visual

interfaces can be seen to threaten responden

5.4.2. The potential for telehealth to undermine holistic self -

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 0b

considered an important part of their role.

Some respondents expressed concern that home
reliance on objective biometric measures in place of listening to their own bodies;

undermining patientsdé ability to holisticall
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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 becomingW2 6 4 S& a4 SR ¢HPH, Rocus G&roup )Nk 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.

WX | Ydid figbloéd$ressure, and he panicked because it was sort of, um, a little bit out
2F KAa yY2NXIf Nry3aSs FyR AG ¢l & O2YLX SGSt e
dzZLJ LK2Z2YyAy3 dzlX FyR L &FARZ aAlGE I &&R2Af REFX &
SRdzOF A2y ® LiQ&a I RAFFAOQOdAA G GKAy3IX OFdzaS L
LiQa 2dzadz az2YSGAYSasz &2dz 2dzad KI @S G2 &a2NI
NBIFffex gAGK (KI (i cdmmOnityMayom.2 NY I yi Ly GdSNIBASS

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.

5.4.3. Integration of new care roles and shifting responsibilities

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 il lustrative example of this canrobp€. seen
They described how telehealth implementation into routine care of patients with COPD

had failed. The telehealth service was intr
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 pa
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
patientsdé condition. Respondents explained
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: WX

g S alwa N@ting phone calls to say their heart rate was raised or their
0f22R LINB A
f 2
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dz2NB gl a | oAl KAIKOD ON)YIZ &2dz 1y
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2R LINB&aadz2NB Aa 2dzi 2F NI owIidthat Dt a
S @e2dz (Y262 az2XxQ
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KS Ol yaQi

HP1: WIyR AT GKSANI of22R LINBaadaNBE Aa 2yfe
HP5: WSPSN) a2 afA3akietes &8SHKoQ

HP1: W, 2dz {y2¢é GKS Dt AdayQid 3I2Ay3 42 0S5 Ay
Whatareyoumeantto®2d A UK UKFEO AYF2NNIUAZ2YKQ C2 0dza
There was consensus amongst most respondents, in those who had experience of
telehealth and those who did not, that if te
needed to be delegated to advanced practitioners who could interpret the data in context

of the patients6é overall condition. This wa

site who discussed how previous iterations of telehealth in their area had been

predominantly run by non-clinical personnel.

We¢KS (StSKSIHfGUK OSYUuUNB gl aydd GKSYy YIYyySR ¢
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, whichlevbe the GP usually or the

community matron... So they had no freedom to act and interrogate, um, and discuss and, sort
2FT FA&AAYATIGS Fye 2F GKS AYTF2NNIGA2Y ©OXB8 ¢
F RO YOSR ydNES LINIt fedpleivithzhgitdershokkndwdge i@ ik tha 2
(K82 OFy FOGdz tfeX GKSANI RSOA&AAZ2Y YF1Ay3 A:
Fye glFe& 2N F2NX¥oQ LYF2NXIEYyld LYGSNBASG P ¢

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.

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

This theme explores respondentsod effor-ts to
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.
WhdzNJ LI GASyGa +FNB O2YLX SExX a2 OSNEB 2F0Sy ¢k
there are, very often, additional social issygsjchological 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 needinghe odd flu jab, is easy to manage. And there are other patients who are
FRYAGUOSR GKNBSI F2dz2NE FALGS (GAYSAa LISNI &SI NX
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 > (GSF)

(Hansford and Meehan 2007).

®This is a model of care that was developed by a GP with an interest in palliaéviea 2003 (Hansford and
Meehan2007) The purpose of the GSF is to enable patients attie e2 ¥ t ATS (12 NBOSA OGS
care regardless of their diagnosihe framework sets out a guide for identifying patients in need of
palliativecarel 8aSaaAy3 GKSANI ySSRa 6AyOf dzRAY3I advYLwizy |
ordinatingtheir care; this includes liaising with other health professianhéHansford and Meeha2D07).
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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.

WLF @2dz KI@S (62 1LIS2LXS 6A0GK ARSYGAOFT / htoE
GAFST FYR (62 3IANRoY dzLlJ OKAf RNBYX ¢K2 Oy f 2
y20i 02YS (G2 K2aLWAdl f oingohk&r o@n] ik @fficlit ciSuddtanges, Y | &
YR GKS@QNB Y2NB ftA1Steé G2 Gddz2Ny dzlJr L GKAY]
YIed 6S GKS alySa C20dzA DNRdzL) AYGSNIBASSG HOD

There was a sense therefore that taking stock of the social and personal contexts of a
patientés | ife were cr uci ailpatienrelationShipanmdthath e he
this enabled them to be able to organise appropriate care. This had implications for whom

they deemed telehealth to be suitable for.

5.5.1. Identifying th e correct cohort of patients

Despite the emmmagiesmemn 66soedl fLTCs in UK polic
health professionalsd roles to educate patie
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: WL GKAY]l Ay GKA&A IINBIF +Fta ¢Sttx 06SOF dza !
I f20G 2F LIS2LXS 6AGK / ht5d YR a2 GKSe&Qff

YdzyQa 320 /ht5 YR YRYyaaa(GOBANRE H20axats5Q9

HP5 WvdzA GS GKS y2N¥YoOQ

HP1 W, SIKE SEFOGftes 6KSyX |yR a2 Al fSaasy
SOlFdzaS S@OSNEB2ySQa 320 AGoQ

wX8

HP2: WGKS GKAy3 GKFG L GKAYyl a 6Stt Aa (K¢
g2y dzlJ gAGK GKFGZ S@SNR2yS (KS@ (y26 avz2l s
aa20AFGS AGo tKSe Q@S aSSy G(KSANI LI NByida 3
KAIK NIGSa gKAOK FNB J2Ay3a (2 O02ylGAaydsSz L



HP5: WL (KAYPAXNG@AJAISIGAYEf § K2dAK gKSy (GKSe
22 t1G§S®Q

HP2: wLiQa G222 fFGS®Q

HP4: W SIKYX GKSe& lftglea NBFIftAAS OSNE I 1S
HP5: W SIKX @SNE t+dSo l'YR GKSy (KSe& gAaKk
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
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 6highest needsbé6.

WGiKAE A& Yy20KSN) d2yWSREANBARYE IKBEOSYEQOE &€
GKAY]l AlQa 2dzad dza o06dzi 6S GSYR®dPd AT L RNB¢
@2dzQ@S 3J2G GKSasS LI GASyGa KSNB dKFd KI @S 2c

theservicd Y RX (KSe afz2g¢gfeée Y20S (GKNRdIzZAKX FyR adl
] i wLI GASydae GKIG FNB Ffgl e

AY FTYR 2dzi 2F K2aQEORDGX K
yoSQ LYF2NXIyYyld LYGSNIBASS
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However, respondentsd reflected that these h
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.

WeKS gl & L GKAYWPO @FdziISRELI Ba g K¢ @ SIBV & (
i O2Y2NDPARAGASEAST (GKS@QNX |jdz i
KAY1lAy3a | Oldztfte LQYPdd GKS
thatl) AYR 2F LI GUGSNY A& 1ljdzZAGS RAFTAOAAL
L 3dzSaa G2 o6S loftS G2 YFH1S I N
Practitioner with commissioning responsibilities.
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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«adakidosdadsee

figure 1, in chapter 2).

w2 S KIF@S | F2NUzY SOSNE WandadltodoSkSfnaw al diffdRentzef Y &
of patients, a different point in their disease. So [community matrons] have the meetings with
0KS Dtaz GKSe& KI@S GKS aAiAl R2éy YdzZ GARAAOAL
have to sort of startsaying 2 G KS Dt @®oddé L QY ISGaGAYy3I FEt GF
0KSY odzi 6K2Qa y20 Fd GKFG KSIF @@ dzASNI LRAY(
a0FNI Y2@Ay3a AG ol O16FNRaAX .SOFdzaS 6KI G 6S¢
aNB NBIFftfte tAGGES oAl G22 LR2NIeéx G2 (S OKo®

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-c ar e t hr ouighnprovgdat i ent

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 whomtheycons i der ed | e s s Infohmadg Imterviewd @d , wi
telehealth champion) stating that telehealth
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.

WL R2y QU GKAY]l L O2dA R 3SG GKIG fS@St 2FX 2
O2YF2NI I+ oftS gAGK NBfeAy3a 2y OGKFG F2N dKFdo
I Odzi S SEI OSND I GliAz2 yasi FaNgi LI R A GIKKSSANI NB & O dzS
o2dzi GKNBS RIFeda fF0GSNE 6KSGKSNI 2N y20 (GKSE
have to change whatever the treatment is, and that would need me to make that judgement
NEItt8ZiKARRY RSt SKSFHEGK KFa 3320 GKIFG oAt Al
Interview 5, Community Matron.

In Focus Group 2, respondent HRRorted that following their experience of using telehealth

with little success in routine monitoringofpat i ent sé6 COPD, they had
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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
val ue to pat i en ttadbhatthayrcauld nohste aglade forusimg telehealth

within their service.

HP1: W SIFKX L YSIy L adz2ad)2asS tA1S F2NJ are |
HP3: WeKFEIQa ¢6KIG L ¢la GKAYlAYy3IoQ
HP1: W 2dz O2dA R OKSO]l GKSANJ of 22 Radiaz@d NJ | i

nurse, they could say, titrate your insulin. You know, that seems like a perfectly reasonable
glre (2 dziAftAadS K2YS aSNBAOSE FyR 1SSL) GKS 1
way of empowering a patient to be active in their owraliecare. But | think, you know, our
patients, by the time they feel they need that kind of monitoring, or we feel they need that kind
2F Y2YyAUl2NRAy3IsS (KSe 2dzad ySSR Y2NB AyldSyaic¢
0KSY @2dz 1y26XQ
HP5: YEeaAoltte QGAAAGAYT | LI GASYG®Q C 2 Odza

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.

5.5.2. Perceived need for personalising and tailoring telehealth

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 6 h e a v y (Irtfoomarnt mtérview 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.

WgS y2¢ | OGdz f f ded techrdlpgy strategh. (BX oneé of the-.. Jraspiratory]

YEYyF3aISNAR X A& t221Ay3 a4 | oNEIRSNJIaaAéOSﬁ
NI'y3S 2F 2LiA2ya @At ofS F2N) LIS2LX Sz a2 ¢
instead of saying S Q@S 32 uKA SfSKéI-t(]K 1A éKQQa
{2 AGQa Y2NB | 02dzi ale)\ya gKI G R2Sa GKS LI
1AGKQ LYTF2NXYIyYyd LYGSNBASS nx t NAYLite® / F NB

In one area, this more tailored approach would enable health professionals (such as
community matrons) to keep technologies in t
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 patientsd needs.

WLO@PS KSEFENR GKFG y26 6SQONBXgSQNB ONAYyIAYyI
aedaisSyx &aKksS Ortt Hakk&e 15ISLIKE OLSHE o@FE 2F Slj
Ay 2dzNJ OF NAX a2 GKIG 6KSYy 6SQNB gAGK | LI GA
Oy | QlGdzrtte 32 FyR 3SG AdG FyR 3IABS AG G2

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.

W/ dzaS L OGKAY]l AGQa | 02dzi dzaAy3d G§SOKy?2 Ei
somethingisdepdRd 2y X ¢KI G @2dzNJ LIRR2GSYyGAl f 7\51 L
YIe 0SS |o2dzi GAGEHE aA3dlyao LG YIe oS | 02dz
talking about redesigning care and how technology fits with that piece rather than how
technold @ RNAGSa a2YSGKAY3I RAFTFSNByYyGP ¢CKIF Q&
Care Lead.

N ©N D

Despite efforts to moving towards personali s
examples throughout the data of sites still being stuck inaphaseof 6t echnol ogy
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 0t ec hmtogether telshedlttuandtedenade t hat br ou
technologies and would thus enable them to p
solutiond was -Wwirnadbmeodp taisoma aswiint woul d provi d:i
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whilst also enabling the opportunity for the organisationsto6 wor k di f ferently

di fferenttly progweithereéf ficiency savings. Thi

as a positive step towards accomplishing their strategic goal of joining up health and

social care, particularybe cause it had o6high | evel & strate

care trust and the local authority (who provided social care):

WLYLRNIFYGf & i K$IFadbsts orgardsitions anNat 8 Sradgi leveldze
0KS2 Q@S 320G Ay Rhiatdhis B tze righit thisigk@do, fttey Have]@ foint
LI NIYSNBKALI 62Nl Ay3 3INRdzLI GKIGX KIFI@gS 326 @
f206 2FX ONRGAOIEt &dz00S&aa FIFOU2NER (2 o l o f
Carelead.

'da N daly

w»

A different perspective was given by Informant Interview 7, who was one of the health
professionals on the front |ine tasked with
Al though initially positive athandhboeial gare needse c t
through this O6technology solutiond, finding
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.

W sKIG 6SOR (K2dAKG 68QR t221 +id y26 A& A
A0NR1S (0SIYPdd LQ@PS y2i 320 lyeoz2Re &S 0SCc
y2g F2NJ 0KS adNB{1S GSFY (2 O2 Wdkitsdhat@re onldaan dza d
G2 dza FNRY (KS O2vLIlye (G2 R2 | oAdG 2F | N

Development Lead.
This example highlights how despite best efforts at a strategic level to move technology to
be more 6pab, enameececanteaed were still strugagld.i

6technology centreddé approach when introduci

The move towards a more personalised approach to telehealth included transitioning

patients from fully monitored solutons t o mor e Ol i ght touchd sol
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 i
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Telehealth (Flo) into patientsd care. As de
to increase self-management through allowing patients to self-report their conditions using

an interactive text based sys((Cudetd. adls).l i sing
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: wa2dz 4aFAR X Cf2 &asSSvya G2 o6S Y2@Aay3a | sl
A: Y Saxr Al asSSvya (G2 oS I o6A0 Y2NBX | 0Al
fA1S AlQa YIAASR NI N NIy A @Kk (KX fA1ST GSE
FTNASYRf & LISNE2Y ¢6K2Qa | oAl YSRAOFE O2yil O
0FaSR GKAY3AZ L R2y Qi GKAY]l OGKFGQa ySOSaal NJF
GKAY1l Al aK2dZ R 06S 32Ay3 Y2NB (Kly gl & NBI
GF1S 82dNJ YSRAONGAZ2YyéX L R2 dKAYyl &2dz R2 Kt
@2dzQNB 3F2Ay3a (2 KIS G2 I‘lStheytméécﬂtGHéﬁUieftaﬂ&B z
Al GKSYaSt gSaoQ LYF2NXYIFyYyd LYGSNIBASG pz [ 2)

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.

We KS NBa&LR 2ZYyaAoAft AuUe Aa TF2NJ GKSY (2 NRA y 3 NI (
GKS& gSNB It SNJI )f "KS)/ 6S g2dz R NRA y 3 0 KSYd
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.

5.6. Summary

This chapter presented three overarching the
experiences of telehealth use in COPD across six NHS sites within the Northwest of

Engl and. Respondent s previous experiences
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 t
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. T akd mtgr ead dmoa ep rogpad h etha t el ehea
consistent with a O6holisticd approach to car

professional values and professional identity.
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Chapter 6. Findings from people with COPD
and their family members

6.1. Introduction

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

hi ghlights the i mport anc eporting seff-earaiand yotivaenmb er s 6
people with COPD to self-c ar e . Theme 2 (the O6technical d \
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 lIlinked to respondent

management and their perception of technolog

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
morein-depth di scussion within the context of i
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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6.2. 2AO0ODPT T AAT O0O6 AEAOAAOAOEOOEAC
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
OWhite Britisho. Respondents were recruited

England.

6.2.1. Focus groups

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. &1 AOO CcOil Obp OAODPITI T AAT 006 AAI T COADPEI
For an overview of respondentsd demographic
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 workdue to ill health 6

Unemployed 1

Highest qualification obtained

No qualification 7

Trade/Apprenticeship 3

Certificate or diploma 4

6.2.1.2. &1 AOO ¢cOl 6P OAODPI T AAT OO6 Al ET EAAT

For an overview of respondent stabled3. iPeoplevath ¢ h a

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
2o0r> 5
Unknown 3
Number of hospitalisations recorded in last 12 months

0 7
1 2
2o0r> 2
Unknowvn 3
Approximate length of time diagnosed with COPD

< lyear 2
1-4 years 5
5-8 years 3
Pyly26y oml WaSOSNI f Q 4
Number of cemorbidities (selfreported)

0 2
1 4
20r> 8
Telehealth experience

No telehealth experience 12
Used telehealthdr acute exacerbation of COPL 2
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6.2.2. Longitudinal interviews

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.

| 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.

| 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. 2A0DPT 1T AAT OO8 AAI T COAPEEA AEAOAAQAOI
For an overview of respondentsd demographic
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¢ 60 years 5
61-70 years 9
71¢ 80 years 4
81¢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 1l time work 1
Highest qualification obtained

No qualification 14
Trade/Apprenticeship 6
Bachelor degree or higher 2
6.2.2.2. 2AO0PT T AAT 066 Al ET EAAT AEAOAAOAOEOQOI

| 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 | 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 indica
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respondents who were di agnos e d-movhiditids widicmi | d 6
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

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 + nebuliggherapy + NIPV machine 1
Inhalers + nebuliser therapy + oxygen therapy 3
Inhalers + nebuliser therapy + oxygen therapy + NIPV mach 1
Number of COPD exacerbations recorded in last 12 months

0 5
1 3
2o0r> 12
Unknown 2
Number of hospitalisatios recorded in last 12 months

0 8
1 4
2o0r> 9
Unknown 1
Approximate length of time diagnosed with COPD

< lyear 1
1-6 years 10
7-21 years 9
Unknown 2
Number of cemorbidities (selfreported)

0 3
1 5
2or> 14
Telehealth experience

No telelealth experience 18
Used telehealth for acute exacerbation of COPD 3
Used telehealth for routine monitoring 1
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623. ! T1TOA I1T OAODPI1TAAT OO AAAAOO
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 6care plansé with their

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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Figure7. | OEAI AGEA 1 Abp O1 OET x
of telehealth use in COPD care
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6.3. Theme 1: Living with and resp onding to
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 iliness 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.
WLGQa 2dxiliydA®| S¢ RNI Qa K2
f

7]
Lz f Ay3d &@2dz o0& (GKS FylfSao
COPD, lives with son) ihterview.

L F¥Sf¢
¢ KI

This theme explores how people with COPDandt hei r family members

n

and flowsd6 of their illness, by understandin

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 o6illness worké and 6everydayéb

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
respondent sé experiences of heal t hcarwe afforts
(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

ou

managing their illness influenced respondent

and their perceptions of introducing telehealth into the management of their condition(s) at

home.
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631 - AET OAETEIT C 11 Oi AT EOU AT A FEAI EI
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 iliness.

WGiKS 2fR f I RASa T N youp)yodet Bregtlye EasR groubtiiat wae haveloade G A
I Y2Y(iKX@gS 2dzad KI @S | 1 dAKXgS LK2yS SI OK 2
(50, severe COPRDves with children3rd 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
respondent s 8rsli, Mrs &and NMr&R)y. all liyed 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 iliness and they worked hard to prevent this.

WL GKAY]l Ad0Qa a2YSGKAYy3a GKIFG ¢KSYy @2dz KI @S
y20 OSNEB OF NBFdzZ = @2dz R2y Qi 2LISY (KS GAYyR2¢
GKAY|l @2de@d8 13I8 adz2NBX GKIFG @2dz2QNB (12781 Ay 3
severe COPD, lives alpa&interview.

WL GKAY] AGQ&E Fy A&2fFiAYy3 RA&SHAS a2 &2dz vy
y2i 488 lFydoz2zReX NKS OXXSRNBY tmaléylé;@é FKI
A2t 3SR YR 20SNI I LISNA2R 2F GAYS &2dNJ 6201

(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 ilinesses 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.

WoL 32 A6AYYAYI8 GAGK GKS H Tded o6K2 | NB NE

%]
32 agAYYAYy3 (2 4SS (KSYDPQ "imeNdgw.t oOymI YAfR
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.

WL F2NDS YeasStT o0SOkradANXoRREE 7 MisP BB dantid  SIE S
COPD, lives aloney tterview.

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: .dziz y23X SNNE ¢6KSYy L ¢Syd G2 GKS /ht5s
seen you, | forgot my bus pass...

Partner:  Oh yes. So he had to walk all the way home.

Mr V: dPPF YR L KFER {2 gl f1 AGX!T YR L mSgodg e SR
G2 R2K 2Sff e2dzQ@S 320 (2 ElS K2YSz 2dzai
G2Y2NNR gz LQY 3I2Ay3 G2 GF1S Y& GAYS odzi 6S
Q: Yeah. So yaostill go out and about and...?

Mr V: l2SPpd(i2 0SSTHAANI YIKA@G )\“p@l%lﬂiziﬁ.()léylv? Ye 3l
G2 3S4G I NMzy o0dzi LQ@S yz2i SSy 2dzi 2y AG GF
6SQDBS 0SS goneingite &t Gf Ygiking...

Partner: Yeah.

Mr V: LGQa 0SSyV{a éverdl@OPE, lives withepartnét)interview

As Mr A reports below, respondents made a link between lack of exercise and worsening

health.

WvY 126 KFE@S 82dz 658y wFSStAy3IBK

. FR® . dzi LQY NBIffte FSSt Ay ndiandiofbeendiechad.gy 1
Wdza § y2d FStG tA1S R2AY3 AG FyR 82dz (Y26 A\
SESNODA&SasY (KS@QNB 2yfeé @SNER tA3IKIZI GKS@QNF
feeling sorry for myselfactually,gp { y26 ¢KIF G L YSIyzZ L OFyQi 2
y2i G2 Yé ((y2¢6fSR3IS FYyRZI SNNE AGQa 2dzaid t S7



YIRS Y& KSIfUK g2NES o0& y20 Y2Q0Ay3 | NRdzyR®
mind knowsit, bz ISGGAyYy 3 @2dzNJ I NBRS 2FF (GKS asSra Aa
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 K 6 s h uwhb @epoded 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.

W{GFANB | N5 | LINROf SYthogetathhaJstalrslWeShDugKtSUtth 2 N

ISGAaAY3  &adFANI fEAFG FAGGSR odzi 6 SQNB 271

GKFG NBFR dzy At AuQé F0&a2f dzi St @& YSOSaaINbX
ol O

an advantage it wouldJdzi K S NJ 6 12 L GKAY]l Al g2dzZ RpQ

with husband) Tinterview.

Similarly, Mr s H®& s deactibgchhbveshe encouraged her mum to walk around the

house, recognising that exerciseonwas good fo
WL &t G2 KSNJ Ge2dz Ydz&adG GNB FyR Y2@S | 62dzié
RzyQ Yzzé Fo2dzi @2dzQNX 3I2Ay3 G2 3ISG 6SI SN
YI1S @2dz Y2NB oONBIiKfSaa yRNEHa2dz $88f Ali@aie
GNBAY3 (2 oY20S8®Q 51 dzZ3KGSNI 2F aNBES | o6dpm=
interview.

These respondentsd social worl ds appeared to

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 Wi2¢ 2F7GSy R2 e2dz 38dG 2dzi 2F GKS K2dzSK

~

Mr U: Um, not very often. Um, maybe once a month, um, the go8mMJ & 2 y Qf f alex
all day breakfast down at, oh, | forget what they call it, down at [place name] somewhere. They do
Fy Ittt RF& OoNBIF]1Flrad F2NJ I FASSNE 2N a2YSGKA
32 dzZl) G2 (HBewheee®it® INDEA 2INd 2 dzi 2 {40sevele C@PH vk Q
alone)3" interview

For couples, this impacted not only on the r
spouses6 soci al i fe. I n some casewthfanibhi s e x

as Mr O and his wife explained.
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Mr O: WL 32 y2Araés ONRPYRSR LI I OSasx az2YSiAySs:
Wife: YIS OFryQi O02LS 4gA0GK GKSYO® LFT GKSNBQa
Mr O: WhNE AF ¢S 3A2 G2 |toyr|eud“f')r||rrax{ettoeconnélom,lsdsé A
@2dz 1y26> a2YSGAYSa L FSSt I oAdXL FSSt | ¢
COPD, lives with wife}“nterview.

This highlights how respondents6 sevewvee il Il n

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.

Y9 NJY AhsistisBe ghes dut at least once a day. | take her shopping, market, superstore,

FY@6KSNBEX 6KSUKSNI AGQA Wn YAydziSa 2N W K2 dzh
aKS t2a8a GKFd AydSNBadz éKSQa NeLYS 0 Kok izl aAf A L
SyO02dzNI 3S (GKS AydiSNBald GKSy GKSNBEQa y20KAY:

with husband) 1st interview.

Mrs H: WIyR 6SQNB 3I2Ay3 [t yRdRy2 (GKA&a 6SS1 X
YIRX Al 62dZf RODPDQ

Daughter W2 Sff A(la az2dzZ RSAGNReAy3d alid GKSNBIZ
daughter and son}® 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.

WGKSNBE 'da KFNR a FyedKAy3a YS £S3a FyR LQY
minutes, | go to there and | bring the commode, he puts it here for us, for quickness instead of
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J2Ay3 G2 GKS t22 2NJLQR ¢SiG YSasStto l yRI
f 1 GSNIILDUYA VY AKS A (, Gelly sdvareFQRP DD lyes avishBson)CLst interview.

AWI A AFXIP RARYWEB deKS R
1

WL O02YS R26y Ay GKS OKI
du y2z y20 y26z L R2ydid GKAY
0 f G2 3Sa4 @ i KS F 0 S

G2 @l f1 dzJZ o
g2dZ Rydd oS
grandson) 2nd interview.

S

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.

W9 @Sy 2dzald Of AYoAy3d 2@0SNJ wiKS oFdkKe G2 3IS

0S 6tS (2 wOfAYD Ayi(d2 olFGK8 TFT2N) YdZOK f 2y 3¢
bathroom to asho® NJ N2 2 Y8 & Q aNl ! o617TmMZ OSimidvied STSNB |
Linked to adaptation, two respondebNMis®@andescr i

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 | 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.

WLQAQY O0SIAAYYAKRDS FAzZOWMBYE] HyR2 &2 g LQY I2Ay 3 G
I NPdzy R F2NJ LINPLISNIIASE gAGK2dzi adlFlANBRI |yR L
a, a sitting room which could be a bedroom onto here... and to make a complete little

bathroom.{ 2 A ¥ S@OSNJ L YSSRSR AlzI 2pbfedimgiiousd. 2SoY 2 ¢
GKFEGQa y20KSNJ GKAYy3a LQOS R2ySs (y26AY3 L &
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, MrslLbs husband was responsible for al | of t h

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: w2 Stf | NRdzyR GKS {AG0KSYyXZ R2y Qi L wR2

Husband: W2 KSy ¢SQONB Ot StyAay3d (KS K2dads &8I K:

NBaldgoQ
Mrs L: Y S KPQ

Husband: ., $F KX &2dz R2 | o6Ad Y2NB 6l aKAy3d dzZldQ

Mrs L: W, S| K®OQMrs L (72, unknow@OPD severity, lives with husban) 3
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 iliness.

R3: W, StKe® LF &2dz KI @S [szé FX Ftglrea oS

f A Ad KIft @SR 0S0OldzaS SOSNRBGKAYIQa &at26S

R2: Y SIKPQ

c2: WY SIFK®DQ

R1: W 2dz OFy QG LINIAOALIGS Ay lyedKAy3d OF

R3: WL LX @SR | f2G 2F F22G06Ftf FyR €t Gf

c2: W SIFK®DQ

R3: WD22aSRPQ

R4: WL dzaSR G2 o06S | K2YS KSf Lo b2g L ySSi

C5: YaYodQ

wX8

R2: WL dzaSR (2 NXzy wn YAES I RlI&o® I yQi |

R1: WwLQ#FS 0SSy | tl 1@ 06dA3ISNILFEE YS tAFS 1
[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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LIJd)é)}¥$§,I:QZSé Ad I-ffZ,C)EC)‘[X Ay ?l-OQZ L &l AR
Y2NBE RSUSNNXAYSR y2¢g 02 32 Ay FT2NJ UKIU RAALlC
lives with wife) 2 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 WL IS4G NBIrfte YAaSNIotS o0SOFdAaS L OF y
R1: Y SIFKXZ L 3S0G dzZlaSi 6A0GK YeasStfoQ

R3: Y SIK®PQ

R7: WhKZ R2y Qi KAyl LQR 3S3G YAaSNIroftsS wol
R3: YL R2®Q

R1: WL gla tA1S NBf@AYy3I 2 ye, iietdaugel Hadgudey @ [
dZFV(AYQZYgAéZ’dZ )V/SSRAUKI-U I?g)SYEIsdJ ab2z AlGQa z
AYRSLISYRSYyils R2 YS 26y RSO2NIGAYy3I®DQ

R3: W, SIKDQ

R1: YL OlyQid R2 lyedKAyYy3a tA1S GKIG FyéyY2N
R3: Yh2dQ

R1: Y. dzi 2y 0SS @& 2dz 2 ONRJIIA Vi KIF (6 FFodisigriyal)t RO S d

The data shows that respondents strove to maintain their independence, and there was a
sense that as their health deteriorated they
to carry out the everyday life tasks they had been able to prior to ill health). However,

whil st respondents did try to maintain a O6ne
majority of respondents reported that they still found this difficult to accept.

WIS2 L)X S 2dza (i¢ § 5EoPE SIF R yH2 YBIXTS Al Sl aeéXxod
wA G Qa RAT T mddeztelCOBM) lives Mith hvifisgh intarview

aNJ =Y WLQ@S 326G G2 GF1S Yé G4AYS yR LQ@S y
t I NIy SNY WiKtleic€da G NHzSS T SNB L

aNJ +Y hdzi 2F ONBIFGKXAT AGQa 320 (2 0SS R2YyS:s
tFNGYSNY LGQa 320 (2 0SS R2yS &@SaldSNRIe&x y2(

Mr V: YealQMr V(70, severe COPD, lives with partnéf)nferview
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W{KS adGgAftt 3ISha | oAl o NBanand goShwly bit Kh2 sl K X L
d0dzZNNR Sa | 62dzi ®Q |l dzaol yR 2F aNB [ "0T1HZ dzy]
interview.

This was evident in numerous respondentso6 re

above which describe how respondentsandt hei r family members ack

difficulties in adapting to a slower pace of life.

6.3.2.  Attempts to self -manage exacerbations of COPD at home

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. Respondent sd6 accounts o
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 Obothe

waste their time.

Q: Yl §ge2dz 02y G OGSR Ftye KSFfUOK LINPFSAaAZ
Mrs J: Wh2s 0SOldzaS GKIFGQa ¢KFG AGQa GKSNB ¥F:
LIK2y SR dzLJ y2¢6 |yR aFAR aL ¢lyd SYSNESyOe |1
324 I NBaOdzS LI 01 +tid K2YS¢ o0SO0FdzasS AdG Fft (
J2Ay 33X R2 @2dz (y26 6KFd L YSIyKQ aNB "W dpoa
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
respondentsé6 accounts there was no sense tha

empowered them to self-care or made them feel more in control of their iliness.

One case that illuminates respondentsodo retic

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: WL gFa& ySKENIé& 32Ay3 G2 !39x L gta &aiN
'YZ YS RIFdzZAKGSNI 1 SLI 02Y y3d NRdzyR (G2 a4SS Kz
therex €2dz (Y26 ® . SSy AYyS (K2dzAK® L KI 2
218 dQ

Q: Wl | oS &2dzX 6SSy G2 4SS (KS R20G2NXQ

Mr T: Wh2 OFdzaS @2dz 1y26 o6KIFG Al Aax &2dz &

dzLJ | YR & 2 dz R2s/ Qau kriow Bhdt it s, K$d, érr, | jusit ke&p me inhalers handy

' YRZ dzYT 2dzad K2LJS F2NJ 6KS 06SadoQ aNJ ¢ ocr
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.

WY, SOlFdzasSz tA1S L alez L OryO8StaA®S BEE&NYIEEKS
2y GKSY>X (KIFIGQa gKe LQ@S 320 (2 61 Al0 FT2N 02
YdzNBES 2NJ 6KS | OGAGS OFasS YIyl3aSN®»Q {2YykKOI N

son) Finterview.
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 KIF @S

Ly S Y €
Respiratory Servifg & |-

o )

NESy Oe& LJ O Ihithemi toShNEORRp&cialisK | (1 L
alL I

o)
OFyQid &dFyR Al Fye f2y3SNE

190



GKNRdzAK GAff (KS& O02YS 2y RdziéXx odzi 0
you that firstfewdaysand S & 2dz 2 9SNJ G KS KdzYLX | yR
Mr A (71, very severe COPD, lives with wif@)t&rview.

KSy
e 2dz
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.

l.:.l

f
)

Q: Wl 26 R2 @&2dz 1y26X 6KSy (2 &adFNIL GF1Ay:

Mrs E: w2 Sftfx L FSSt |
RATFSNBYyG O2f 2dz2NBRI 4
ON¥ YLJA GSNNAOGf S §GSNN
lives alone) tinterview.

dz$vben e\ pRiBgin gcie I
3sSaa I o6Ad 3AN
S a A

Tt
Al
§ ONIYLBE Ay Y@

5’7?0!
O () >

a
y
f

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.

W{2Y¥SaAaYSa L R2 gFAlG G22 t2y3 o0SF2NB il
{2 AT L GKAY1l LQ@S 3204 + O2tRX LQff GF 1S
keep warm, and do everythlng else. And you think that, you knOV\Dyoy KFEyRtS
gKFG L 1SSLI alreAay3da aLiQa | f NROWS B8, meudtatey I y |
COPDlives alone)l™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.

< G =

i
:
S

Mr U: WeKS 20KSNE GKS a0SNRAR 2ySs LUGS ySG:

wf [ dzZAKae »Q

Q: Y2 Ke Aa (GKFEGX ¢gKeé& R2 @2dz y2a tA1S G 17

Mr U: WL R2y 4l (1 ¥ LLUNSPENI KXOLUY y2G azN

82dz 1y263 L 2dad KI@Syddx L GNB YR F@2AR
alone, severe COPD)ititerview.

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

J
A

di fference between a 6bad dayé and an exacer
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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: W{z2 Bg@R2a¢3a G(KI(GZ &2dz 1y263 20SNI (KA
Kdzy3 2y YR L Kdzy3d 2y | yR L Kdzy3d 2y F2NJ | 6z
Q: W2 K& RAR &2dz KFy3a 2y FT2N I Y2Y(iKKQ

Mr A: Y. SOI dza § L 2yQu NB | fibioticg but| ddBdérStdnd T dzf
GKIFG @2dz OF yQi 1S GKSY FT2NJ f AT Sim&@viewa NI | ¢

These respondents often experienced fluctuating symptoms of COPD on a daily basis.
They described theirebé6i;l Innogs sk noswi Mwn ( rreodri cotnaeb
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.

W{2z 26 2dMIGG NG A&T FYyR GKSYy &2dz ObyX tA1SZ
O2dzaAKAY3 GKIG 2dziX LGQa 2dzald 6SANRI odzi L ¢
0KSY @ONBa0OdzS YSRAOFIGAZ2Y B UGUKSY®Qintaee#. v O cC 03

These five respondents differed from the rest because they self-r e por t ed as bei n
healthé and denied that COPD affected their
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.

VY WINB &2dz 3AOSY yé YSRAOFIGA2Y G2 1S8SLI I
b2XL R2yUdd GKAY]l AlGUa d(dKId aSOSNBE GKhtiatiL &2
g2dzf R 3SG 1AYR 2F g4I NyAy3Ia DbE@RmidCEDdaeR 2 dza (
alone)lst 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: LQ@SXLQ@S Gl 1Sy GKS lFyliAaAoAz2aA0az &SIK

Q: You have. Can you tell me when you decide to take them what it is about how

yodzONB FS8StAy3 GKFG YF{1S8a &2 dzx

Mrs R: 28ffx L FSSt dzysStftxz FyR L FSStI SNNE
GKSNE SOSNI aAyO0S LQ@®S 06SSy tAGGEST sKSy L

gKSy L 02dzaK AlJdfat Xy SKIEARNES 02Re QST (KSy L
AYyFSOGA2yd 9NX¥ZI YR GKFGQa ¢6KSy L adl NI Gt

moderate COPD, lives with husbarid)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.

6.3.3. Help seeking at times of acute illness

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.
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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
time and being influenced by previous health experiences. Throughout the data, it was
evident that family members had an influence
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
times of acute illness.

6.3.3.1. Famil EAOG6 ET &£ OAT AA 11 OAODPITAAT 006
Through respondentsé account s, it was eviden
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.

W{2 38&08NRI2 2L IBK2 d&ZFK & LLBOY (RISFE s 6 SO dza §
AT L R2yQi®Q aNBk t"ideyvie YAf R /ht53 fA@Sa |
Mrs P felt that she was coping well with her ilinesses and despite her mobility problems
she was still managing to remain independentat h o me . But, to all ay

she had complied with their wishes and made a GP appointment.

W{2 AGQa 2dzal G(KSY (KSNB:zZ (KSeé& LI yAOX L KA
y202Re& NRdzy R (2 Ol ff 2y théy?HkirRstly. B® yes 2ANINGRE @ 7
SaLISOALfte y26 LQY ySINIeé yWHimviewaNE t O0ym
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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:

P1:
C2:
P1:
C2:
P4.
C2:
P1:
P4.
C2:

P1:
Lyeol

P4.
P1:
P4:
P1:
P4.
P3:
C2:

P1:

WgKe R2 @&2dz GKAY] G2 @2dz2NESET a4aLQY | ff
W, SOl dzasSx W

W/ | dzaS @2dz2QNB FTNARAIKGISYSR 2FXQ

Y. SOlFdzaS @2dz GKAY]l AGQft 3I2 o6SGGSND
WXdzLJaSGdAy3 GKSANI RIFAf@ NRdAzZiAySo ¢ KS?¢
WeKFEiQa ¢oKIG AdG Aaz &SIKo ayYyoQ

6 dZINRSY ¢ |y

(@]
w»

WFyR aL R2y QG ¢l yid G2

R2 UKIGoQ

No
w
Q¢

W SrKT 88K AdG A&T Al R

[N

WYe K I Aa F oA3d GKAYy3IDQ
WeKIGQa oKIFIG AG AaoQ

W SIHKYI AayQid AdK . SEHKo YR (KSy @2dz
e o 2Stf L R2yQi®Q

YaYodQ

WLy AdQa 2dadX L KFEGS AdGo L KFEGS 06SA)
W, SIKZ OFdzaS @&2dz 6l yid G2 06S AYyRSLISYRS)
W, SIKZ &SIKDQ

Y2dz 6yl (2 NHzy @2dzNJ 26y fATFSHQ

W, 2dz R2y Qi ftA1S AyO2y@SyASyOAy3a LIS2 LI ¢
4, SIKo W

Yb2o b 2 ® QFocus 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 6 n ahgr fo start taking her medication or contact her

healthcare provider at the sign of any deterioration in her condition.

W{2 AF L Y 3ISGHAY3I o Nl brisdusddike I've bt al@djsdik A y 3
children will start nagging me then. And if | won't go the GP's, they'll start asking me to ring
wbdzNES t N OGAGA2YSNB PQ a NInterfiewd cy = Y2 RS NI ( €
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In addition, Mrs S said that shewasa war e of her childrends conc
and throughout her accounts there was a sens
them. This was in an effort to make sure her children were not burdened or worried by

t hei r mu mo sreported thaetlsey had thelr ewn 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.

WL GKAY]l LUR 0S OSNE ¢ NB 2F y20 dzZlaSGdGAy:
why | try and get over things before they're contacted, or anything like that, which | suppose
Ol dzaSa GKSY Y2NB ¢2NNE 0 S OISdss, noderkt& @OPD,yivess L
alone) flinterview.

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.

Wi yRE ¢Stttz LQ@OS y2 2LIA2YyS y2 OK2A0S 0SSOI c
R2y Qi 6l AG X G2 Fal YSEI &akKS 2dzaid 3ISda adNy A
moderate COPD, lives with wifé)itterview.

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.
W, dzi AT KSQa yz2i é&fﬁZKBQély BSBSAG DAY, RHzA
1Y26 KSQa dzZlJaSié o0SOlFdzaS KS R2SayQi gtyd G2
al G dzJ GKSNB +ff RI&@é3x o0dzi L Oly GStf AF K¢

Wife of Mr O (67, moderate COPD, lives with wifénferview.
This appeared to relieve Mr O of the responsibility to make the decision to seek help,

which he appeared to welcome.

196



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: W, dzi OweATFTS6 alFAR aeéz2dz R2ydid ySSR (G2 4l
& 2 YS i A feeblied'm betting over it and then | start breathing better, and then all of a
ddzZRRSY wfdzy3a6 2dzAald &aKdzi dzLJ FyR L OFyudias L

W52S3 w8 e2dzNJ gAFS (GKAYy]l GKFG e2dz €SI ¢

Q

Mr N: Y SIKZ YR Y &8y gRadzhgytHkEhey&rdw &d | know
NBIffeaoQ aNl b o6pdp SSNEerviewS 3SNBE / ht 53 f A DS

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: w2 Stf U d]ywSHasK2YyyYy Il akKz2dzi Fd YS 4Ol dza

Husband: LIJ2F<I"' d4KS R2Sa Aax akKS tSGa A0 NHzy |y

ONBI 4GSR aKS R2Saydd 3ISGd Ad GNBFGSR dzy G At 2

grea believer in getting it nipped in the bud. But, er, no, she doesn't, it's a difference of

2ZLIAYAZ2YDQ aNB Y oOpys> &B@@eMB / ht 53 fABSa 4 A
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.

Misk: WIS &FAR 6402YS 2ys LOY dF1Ay3 &2dz (2
' YodzZ  yOSE RARY QG L3> 68BQFdzaS L 02dzZ RyQid 3IS(
Husband: W, S KX A(Qa (KS 2fR &02NB® {KSQtf KI
aKS tSta AG NYzy YR GKAAa A& gKFEG 3Sia KSNI A
Mrs K: W, dzi AG 2dzald KAGa é2dz ERARPEF A0 QIRRBNY
odzi AG R2Sa ood L 3F2G G2tR 2FF 3IAFLAY 6AGK ¢

Husband: WC2NJ f S @Ay3 AG G22 f2y3o /| Ly @2dz aS¢
lives with husband)™interview.
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In contrast, she explained that she felt that her symptoms came on suddenly and that she
did not realise the severity of her iliness 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 iliness and rapid deterioration in condition
As previously highlighted, respondents coul d
their illness. For some it was ddthefonsetofl t t o

an exacerbation. They therefore did not seek help at times of ill health because they
believed it to be just another d6dbad daydé or
For example, at first interview, Mrs E stated: WL R 2 tifefhiispedialist COPD nurses] out
0SOldzaS L R2y Qi Atsécany intertie® She fepoited Biaf shdath& 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.

W, dzi L YySOSNI KIR FyedKAy3d tA1S GGKFraGx L ¢l a
me, well one of them. When | answered the door to her [active case manager], the first thing
shesaystome, because ¢l & 2dzi 2F ONBFGK FyagSNAYy3I (KSE
OKSal Ay¥FSOlAzyéo {2 L KIFIR GKS O2dz2NBS wNB:2
(59, moderate COPD, lives alon@’)iriterview.

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 | described a recent
hospital admission due to pneumonia. She was shocked at how quickly the iliness 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.

w{i2 L OFfftSR GUKS &/ ht56 G4SIY IyR GKS& OFff ¢
GoKe& RARY QO @&2dz OFKILIISYF2RIBKZ |LdzAad JATRE ¢a alSYER >
Ly Sdzy2yAl ¢ FyR L ¢Syid AydG2 GKS NBadza RSLI NI
aKF{1Sy Yé O2yFARSYyOS | fAdGGtS 06SOFdAS L KIF
and itwas almostas ilBsYSG KAy 3 OF YS dzlJ 6 SKAYR FyR ¢Syl

lives alone) %' 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.

WL GKAY]l GKIFIG KFE@AYy3 0SSy Ay K2aLRAGIE @6 AdFE
made me a little more fearful and a little more cautious and, umj @li S Y2 NB Ol NB ¥
0KIFIGQa LINRPolofe GKS OGNHziK 2F GKS g2NRZ L Oz
would be nice for someone to have; to talk me through what happened to me and why it
KFELIWSYSRX YR K& A ls|4, 5avdSeyCORD, e aldjiffdpi@igwt. & ® Q

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.

WL dzadz ff& O2YS8a 2y 42 eAPRADSMN 20/ L (ViSS NE
Ff NAIKG 2yS R yR GKS ySEG REes 42Kz L OF
ANF RdzZFf &2NI 2F RSGSNA2NI (A 2%teQiew. aNJ ! 6Tns

Respondents descrd by Mbealntgh 6grod fde difonal s a
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

theirti me by contacting them sooner. Fear of 61
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professionals was a dominant theme throughou

guote above highlights, respondentsd fear of
labelleda &énui sanced patient related to their | a
exacerbation.

For some respondents with complex multiple health problems, their previous healthcare
interactions compounded their perception that they were wasting health profess i onal s 6

time and this increased their reluctance to contact health professionals.

WoL glta GF1Sy 2 !'396 GUKS 20KSNJ RIF&X L 2dzal
me bloods and everything was fine, everything come back [normal] so thiepneenome, but,

dzYz 2dzNJ wRFdzZAKGSNB al i GKSNBI da22K @2dz2QNB ¢
1Y26 6KSYy LQY KFE@Ay3a | LIYyAO FaGdlO1¢ OFdzas
OFyQl oNBIFIGIKS &2dz LI y2dx Oy RQuUGDD & Adze @ NAJI by
YR YFylF3aS AGZ AF L OFlyQid GKSNBQa y2iKAy3 ¢
OFryQli R2 y20KAy3 StasSo 2 KSGKSN) YS o0f22Ra
start thinking, well hae |1 [to] ring [the] ambulance, have | not to ring ambulance, am | doing
0KS NAIKG GKAYy3IAZ Y L y2i R2Ay3IO L R2y Qi ¢
YS 0f22Ra |yR S@OSNRGKAY3 StasS IyR (KiSkhg L Qf f
aryYy L glaldAay3d GKSANI GAYSKE {2 (KIFGiQa o6KSy 1
dzLJASGGAYy3a 2GKSNI LIS2L) So YR GKSY AGQ&E f A ¢
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.

WeKS@QR KI @S (G2 KIF@S KSNIo6FOl d GKS / ht5 o
AYFSOlAzy aKS g2y Qi 32X 06S8S0FdzaS AF az2KIl YYSF
G2 a2KFIYYSR6X a2 NBI PD[Bervieféhd gbtI&eekad oiit thoread 2 (i K €
FTNBljdSyidteodQ ™inemsiend yR 2F aNB YI H

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
respondentsd accounts there was a strong sen
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.
WAKS A4FAR AT GKSNBQa 260G oNRy3Is (GKSeQfft fz2
82dz FSSt al FSND a NB& |iws vitlp dagghtetyyiibtgfvlew.y / ht 5 & S
WEyR GKS FS¢ (GAYSAa 6KSYy NBIFIRAYy3IA ¢gSyd Ay (7
YR GKIG gla f20Stex LI NIGAOdZ NI & gKSy @& 2dzx
alone) T'interview.

Astheexcer pt above i dentifies, this O6soci al co

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

patients6é [telehealth] needs in the context

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.

W, SOIFdzaS L NAyYy3d GKS R2O0G2N®»Pd F2NJ KAY tiz2 Oz
GIKSNBQa y2iKAy3Iovd KS O02YSa Ay: KS R2Sa YS
al GdzN> GA2y fS@Staexr a2z KS OFlyQi R2 y2iKAy3
O02YS 2y0S I $SS1 2NJ a2 YSiKA yngs ohck § réontll, ke ( ® dd
O2YYdzyAlie YIGNRYy D {KS 02YSa 2y0S I Y2yiK ¢
KSY wola (GKS6 flaid GAYS akKsS O2Wwewiéew. aNB a

The excerpt above was ec h oentofiGR interdctivesr For e s pon

example, Mr O felt that his GP was unwilling to make any decisions regarding his care for
his complex multiple morbidities as he did n

Therefore, he reported that he only visited his GP for less complicated health matters.

WL F¥SStf Y& R20G2NNa KFyRa N8B GASRXI 0SSOI dza
FNRAIKGSYSR G2 RSIGK 2F OKIy3aAy3d FyedKAy3IX
Fy@GKAY 3D . 2 deave ¥t @ someb&0$ @R is Mardigkiafified than what he is.

2 KAOK @2dz OFyQié oflYS KAY NBIFffez odzio [ A1
R2OG2NRé¢X L 2dzad aleé a2KzZ AGQa F gl adsS 27 (
wife) 2%interview.

- N

There was al so a sense that GPs were | ess en

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.

WL R2y Qi F8St GKFiG Y& R20G2NI A& &aA3d
aF AR GoStf>x KSNBQa a&-2LYSa &S NS aR AaRyYWEl |
82dz 1y26> GKS 18SLJ FAG FYRS FyR GKS 23GKSNJ
COPD, lives alone};ihterview.

ey
"
- Ov

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.

W2 Sttt GKAAX GKAA KFa 0SSy GKS LINRBofSY 2@SNH
again or whatever itis,and KSy 32 (2 (K R2OU2NE |yidAoAz2i.
{2 aKS KlFla G2 32 0101 G2 GKS R200G2NJ I3FAy (
just, just a, a buildup of things. Whereas with the COPD, at least when, when you paygu
1S GKSY IyR (GKS& OKSO|l SOSNRBIOKAY3I 2dziX 532
R2O00G2NE AayQi KSKodd . dziz GKSNBEQa 2yfte az )
unknown COPD severity, lives with husbaffdtrview.

S
S

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.

Wi ff 2F | &dzZRRSYy>S @2dz {y26> L Ydzad KIFI@ZS KIF
CNRBY G(GKA&A FOUAQ®S OlIasS 8Bl ¥2 ETBR|{YyRSIXRZEBE2 K
listen to you but it sounds very much like to me that you're replicating the work that COPD
R2S&d¢ oy aNJ ! o6T1TmMI OSNBnte&iSBWSNBE / ht 53 fAOBSaE
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.

WX®{LISOAIItAAadG /ht5 ydNESE8 aleéa (42 YSI akKS 3
{KS aFARZI GR2y Q0 020KSNJ gKIF{d LIS2LX S GKAYy] 2
[care plan to prevent hospital admissions] from [the] doctors, you know, instead of... going to
K2alLAldlIf @2dz NAYy3d GKSYX {KESalh&diA dyd@beért ad
KIR GKA&a @gAGK a2YS 2F 20KSNBR¢ aKS alAR aeé2c
lives alone) finterview.
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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.
WoYe Dt B8al2LIISR OYSRAOFIGA2Y LINSBAONAROSR o6& f
F2NJ 0KNBS RI&a Uiy R YiEK Sy 22TR aS @DNES( oA yOq IXa 2
wf dzy3 O2yadzZ il yie aFlAR aeéz2dz O2dzA R KIF @S 32
KI?dS OFNNASR 2y 6AGK GKSYéX 1S &FAR aoStfx
youknow,whdK (G KS& O2dZ R R2®Q aNJ b 6 Bidetvie@dSNE & S

The problem of fragmented, uncoordinated care was most strongly expressed over the

three interviews conducted with Mr O and his wife.

W A1S L aleé&sx KS NyWSdkioapodtit 2k @iscéss itzTHRy jyst see@ dodzl f
G2KXZ GKSNBUa y20KAyYy3a ¢S Oly R2 lo2dzi AGXE 4°¢
moderate COPD, lives with wiféj iBterview.

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.

S

W, dzi 6S lfglea oFStiu6z &82dz (y26% aSOdaNBE | Ay
doctor because | just feel you're justonamgmNR2 dzy RX . dzi fA1S L &l ex
[telehealth] in, there was always somebody here or phoning me3doida 2 YSUG KA Y 3 | 6 2

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 6éaccessd to variousnthbevent t h p
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

' ink between an i nd.iareexpariericgs and the fetwrd aotions thégye al t h
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.

64. 4EAT A ¢dq 4EA OOAAETEAAI & x1C
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 ilinesses. 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 o0te

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 (NIPV®) as part

of the everyday management of their condition. Whilst most respondents appeared

content to carry out technical work, respond

people with COPD experience when carrying out technical work and suggest that not all

respondents considered technical work to be their responsibility.

6.4.1. Technical wo rk for acute illness or routine monitoring

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 fo
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 | 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

®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 thiégpato breathe out more carbon dioxide. It aids breathing
6S0FdzaS GKS LI GASyGtQa OKSaid YdzalOft Sa R2 y2i KI @S
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 professional s6 t i me.

WL 320 wiKS 2E@3Sy &l GdzNY A2y Y2YyAG2NB Ay
t SgStax tA1S 4 /hts5 KS (2fR YSXéAdQa y2i o
K2ALAGIf @ {2 GKIGQa éKBXLﬂEZaﬁSﬁuKEﬁYReLZBé
0KSY LINBolofe G yA3aKG 6KSy L 32 o0SR L OKSC
wiz6 4SS AT Y& 2Ee3Sy fS0Sta KIS RNPFLLISROC
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
respondent s é ensuingcthat comtacowith 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 H6 s  d teruegdribed how she
had felt in control of her mumdés illness
upon its removal. Therefore, the family had purchased an oxygen saturation monitor and

thermometer.

W2 KSy GKSe GF 1S @&Sit IR L e yc‘ul @z 1y ye
gKFEG L YSIyK .80l dzaSz 4KSy (KSe (221
gl a adNdHzZZ3ItAy3a ONBFIKAYy3ID L F“U\F“eymj 1
AAAa0SNX aKS XazdedRR M 2KZINIGKRKE y1a F2NI

wh e

€

telehealth and we were checking her oxygen saturation levels; there was one point where they

RNRLIISR R2gy (2 ccaodQ 5F dzZ3KGSNJ 2F aNB™ |
interview.
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The daughterof MrsHused t he oxygen saturation monitor
health status and admitted that she checked
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

il lness work (this included the t ecrtharapg,al wo
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

breathl essness. Her daughter was vidilant o
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 mumbdés health status.

Q: Wi 2g 2F0Sy ¢2dA R @&2dz GF 1S @2dzNJ YdzyrQa

Daughter Wy f e ¢KSy akKSQa o6SSy Y2@Ay3d | o2dzis 2dz
FINI 2NJ G KS@ QNB X & BitSnarike So whed $h8 looksY y®d KEow w1 mean

wf I dZAK&ae o LY L GKAYy] &4KSQa I 06A0 woNBIGKTE
OKSO1 Al oAff @2dKé ofl dzZZAKaAB P . dzi T SN I A
becau§ @2dz R2 Yy SSR &a2YSiKADadghtardaMOK O S$eveteK | (X R

COPD, lives with daughter and sori‘)riterview.
Mr s HOs déowenrt ersdesd of the oxygen saturation
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 | 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.

WL ¢ta aArdidAy3d KSNB GKAylAy3d GKFHiGQa 2y$8 27
LQY f221Ay3 F2NJ GKAy3da GKEG L OFy ake aaz2ys
NI § KSNJ GKIFyYy &F@Ay3 | awlofsouzardbgd td bad cithke twa ¢ St £ =
tF NI OSGlY2ta YR &2dz YId FSSt 4Sttéed X LQ)Y
aeaidsSYX L slra GKAY1AYy3d o62dzi KS wiGStSKSIf{



the things. | mean my temperatfe 0 Kl G4 Q& Sl aeé Sy2dAaAkK G2 (S¢

f
AdyQis Al o6l ayQi OSNE SELSyaXNad8wenR aNB L o7

These two respondentsd previous experiences
continue monitoring their own health. Their main goal in carrying out this technical work
was to provide them with an o6early warning
condition in order to try to avoid hospital admission.

6.4.2. Tensions of carrying out technical work: wh ose

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 iliness 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.

S

W2 KSy L GF1S Ad 2FF= YR L GdzNYy AG 2FF wblLt
2FF F2NJ I FSg aSO2yRa 2N Y2NBE &2dz Olhd@tdo 0 NEX
arld 2y wiKS8 0SR YR L wRSY2yaiuN) iSa oNBI ¢
0SOldzaS @&2dzQ@S 6SSy ONBIUOKAY3 GKNRIAK wiKS$S
GKSYy LQ@S 326G (2 6KALWGKS ¥F 'KAMIS)\ILJYRE%L\EIZEE%EE'
LQY GNBAY3I wG28 ONBFGKS FYR GNEBAY3 olG26 IS
YSX FYR @2dz GKAY]l ao6Stt LQ@OS y2 2Ee3Syés 4&:
€2dz R2y Qilf S8R ARGBNAABRAZQATF &2dz 2dzad GlF 1S Al
GFrt1Ay3 (2 &2dNBSET ff wiKS6 GAYSO LiGQa ¢
waldlFANBRG &2dz aAld R2gy® {2 GKSYyX Lio@' 2y oy
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.

WLIQa KFENR ¢2N] F2N YS (2 3ASG 3I2Ay3 AYy | Yz

RIFe 2ySs LQOS I 61 i brealdingyoRmekallinight,désBing [aif] K ftai Q a
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fdzy3aes AGQa KINR wié28 G1Fr1S AdG 2FF FyR &dl n
severe COPD, lives with wif&)riterview.

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.

WeKFEGQa GKS 2yfe o60A0 L R2yQl tA1S Aa 6KSy A
0SSOI dza S Lting liké theAmfadhined B have to come off it, put me oxygen on,
080lIdzaS L KIF@S G2 LXdza3 YS 2Ee3aSy Ayi2 wiKSE
lives alone) 8 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 respond
carrying out technical work. 't was leemith dent
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 C6 s
condition of Parkinsonos disease Ithad deterio
Percutaneous Endoscopic Gastrostomy (PEG) feeding tube” As Mr C explained, his

family (daughter and grandson) were now responsible for organising his feeds via the

PEG tube.

Mr C: WLGQA Fo62dzi SAIKG 2N yAYS § dx@sdorningz f
YR G2 Ay (GKS FFISNYy22yoQ

Q: WINE GKS ydzNESa 2NJ 6KS OFNBNE O2YAy3a |
Mr C: Wh2> Yé RIFIdAKGISNI R2Sa Al 2NE 2N Yeé 3I
aK2gSR WSY K2g (2 R2 Al® aching R And if iRget&Rogked) 2 X
iKSe aK2gSR YS K2g (22 (KS® aAK2gSR WSY K2g
a2YSiAYSa FyR AG 3Sda o0f201SR GUKSysx Ol dzaS A

COPD, lives with grandsorij iBterview.
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

"PEG isn endoscopienedical procedus in which a tubes passed intcthe stomach througtthe

abdominal wall (Nutrition nurses 2016) to enable nutrition. This respondent was no longer able to swallow

0SSOl dzaS 2F O2YLX AOFGA2ya NBfIFIGSR (2 KA& tINJAYyaz2,
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technical work that was considered beyond th

MrsH6s daughter. She reported a nuned@®rherof t e
mum and reported a nurse had joked that she
excerpt below, she described the technical w

administering it to her.

WEyR G SOSYViI® AXAOKSNA 2y (EMEK WISHNE
ySSRf Sa SHSNBEGOGKAY3IAX .SOlFdAS GKFGX @&2dz Y
apowderda ¢Sftf ®Q 5 19tzseHeie £EQPD2IiVes witN Haughter @nd sdn) 1

interview.

2

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:  WadNNBX e2dz KBNS I2NTF a@2 dwMIRYAKS Ydzad Kl
iKS OF NBNXQ

R1: WL gl a KSNI OFNBNE Al ¢6la YSQ

R7: wO2dzZ Ry Qi GKS OFNBNJ AyLddzi GKST dzYz Ay
R1: WeSIKX odzi @2dz {y26 6KIGX L gl a dv2Ay3

her medication and | still had a 16 year old daughter at home, so sometimes that is not
wLll2aaroftsS G2 dzaS GSESKSIfGKEX L 61 & KSNI RIcC

The respondent above did not want to take on technical work beyond administering her

mumés medicati on. Such technical work was p
work. In caring for her mum during the last few months of her life, she did not want to
compromi se her O0daughter rol ed6 byeathaki ng on

professional 6 rol e.

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.

VY WONXI 2yS 2F (KS 204KSNJ dKAy3a L 6l yiSR
own health? So, have you ever useddhihke a blood pressure machine, or anything like

that?

b2 o b2 o b2XLG ¢2dA Ry Qi FLIWISHE G2 YS (2 Rz
f SENYy (2 R2 AGX, SIK® . dzi s SNNXL yS@SNI G ¢
oyS gt+e& L OFryQil dzyRSNBRGIYR AGX L OFyQl dzyRS
that. Mr C(83,Mild COPD, lives with grandsdrst interview

N

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 Oexpertso.

WL g2dA RyQld R2 Al @Y2YyAG2NI 26y KSIfGK daAy:
Ffgleéa UKAY]l] UKS SELSS NG U2y 20K S SUHILSSNKI Ly adl K
Mrs P (81, mild COPD, lives aloriépferview.
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 wusing technology in everyd
some respondents considered O6technical wor ko
beyond what they considered t o gbétheireonditien@t abl e
home. However, throughout the data there we
to manage their illness at home; a strong sense of independence was evident throughout
respondentsd accounts, fr om esponderswvad hachveryni | d
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 iliness 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 respondentsd experiences (repor

and felt need for, telehealth.

6.5. Theme 3: Conflicting telehealth needs in context of
iliness trajectory

Within thistheme,lar gue t hat respondentsd perception
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 th
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 iliness trajectories perceived a need for telehealth. In

these respondents, need was related to perceived benefits that telehealth might bring to

their current care.

I n exploring respondentuwron fted tBrmedcgdh dwds tted e
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, | 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 serviceswit h t hose who do not currently recei
(Bradshaw, 1994: p.46) is considered to occur when each of the four types of need exist

at the same ti me. Felt need (i .e. a personbod
or notpted wegh wantdé (Bradshaw 1972:p. 73).
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suggests that o6felt needd is not always a re
individual 6s perception of need might be dim
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

6normative needé (Bradshaw, 1972) . I n ackno
experienceof t he il lness trajectory impacts upon
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).

6.5.1. Telehealth as a threat to sense of independence and

identity

Some respondents felt no need for telehealth. In the main, these respondents reported a
more Ostabl ed iroughouktheisinvolveragnténdhie studyin térins 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

| abell ed as o6ill 6. They tended to regard th
identity and independence.

MisR: W¢2 YS GOySSRAYT
8

IS
R2yQiZ & “OKd&Aol YR 8

t
al ea
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Husband: WSEI Oifés L R2y Qi GKAY] @&2dzQNB Aff oQ
Mrs R: Y SIHKX (GKIFId Aa GKS RAFFSNBYOST L R2Yy Qi
Af t 3 0 dziimyself &deingifi. BOLfifll &aa 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 | think [telehealth] would be an
ARSIt (GKAYy3 F2NJ KAYO® . SOl dz&a S RK(66, nibbleyafell = K S
COPD, lives with husbandj iBterview.

Hence, in expressing no felt need for telehealth, respondents were separating themselves

from their perceived identity of an oill per

p e r s ogpdndents often made comparisons between themselves and other people with

more severe COPD whom they considered were more deserving, and in need of, such

interventions.

WL GKAY]l AF a2YS2yS ¢4l a NBlItfed o0l Ry ydu2dz Y2
know, | think it would be a good thing. | definitely do think, but not for me [in the] early stages.
L R2y Qi FSSt L ySSR lIyeilidKAy3Io® .dzi Fye2yS ¢
IKAYy3IDQ aNB D ocrtz%inewiewR / ht 5% fA0Sa 6A0GK 2

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 considere d 6 i | | 6.

WL R2yQU GKAyYy1l LQY 0FR Sy2daAK F2N olSt SKSIf
g2dzf R ySSR L]Klij Y2NB GKIFy YST tA1S L Oly RzZ
GKIGdQ aNB D o6cT3> ¥hterkew/ ht 55 t A@BSa 6AGK &2y
This influenced their perception of telehealth because, in an effort to see themselves as

oOwel |l 6, there was a sense that accepting tel
their illness and risked démedicalisingb6 thei

WL (KAY ] cong rallypardabidR[usidtelehealth]. You know, [at] home and be

GKAY1{Ay3 +o2dzi AG FEf FYyR YFI1S @2dNAEStE T Af
SIFG LINBPLISNIe&x L GKAYyl AT @2dz SI i/ QUINEBIZS
KSt L) @82dzNBSE FQ a Ni)1%interdigym 2 YAET R / ht 5% fAQ

—
‘M (N, h

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

ives and not be 6defined6 by the | abllQY fy 2000 Pd
2dza i GF1S Y& wAYyKIf 8, Hlinfedviéw). [AfhBugh tiede FAY S 6 A
respondents attempted to minimise their illness in everyday life, there was still a sense

that they were actively engaged in self-care. As Mr s dadiesabove highlights, she

214



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.

WLOPS KFIR SOSNRGKAYIT R2 @2dz (Y26 AdiQAG 1A 16
g GOKAY3 GKS alyYS FAEY 20SNI YR 20SNI | 3+ Ay
daughter) f'interview.

W, dzii LY a2NIl 2FX GKAY]l AYy Y& YAYRI NRIKGZ L
the three main things with & ® l'YR L GKAY1X GKSNBQa y20KAY
2T AdQa 2dzad O02YY2y aSyasS ArayQid AfK wf | dz=
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: Wodzi L GKAY1 AGREE VIQSIRS UAKR ye 26d8Q NBNBY2 N
uz2zgl NRaXxXQ

P6: W Sasz odzixXx L 1y2¢ Al &az2dzyRa aAStFAAKI
P3: YL | Y® LQY NBlIffe 3ftFR LQY y24 +Fi 0KI
P6: WL YSIYy wiSfSKSHfGIKB®Q

P3: W, S KX L KAYND (okASIEK alkKkeSdzt gRe s grodg 23 S & @ Q
Respondentsé perception of need changed i f t
Feeling 6unsafed overrode perceptions that a

sense of independence. This was evident throughout Mr  @iersiews. 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.

Y €

W{2y L &FARXY day2 L R2yQl gl yd Iy &l N)Y¥eéx L
1y26X LG ¢2dZ R 3ISG YS Y2NB dzZLlaSizI ®&Ol dza Sz
AYRSLISYRSYGzZ YR LQ@S lftgleéa R2yS GKAy3a
mild COPD, lives with grandsof)riterview.
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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.
W, dziZz SNNE a2YSiAXEa ol S BOK NS RARNYGOSIFO!I dz
Tuesday this week, [daughter] has been ill in bed and I've nobody, I've had to do things meself,
YR LUPS 06SSy oNBIlIGKfSaa FyR GKFdX Ylye
1Y 2 $dX83, mild COPD, lives with grandsShjrgerview.

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.

6.5.2.  Conflicting perspectives on technol ogy use in healthcare

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 individual sé want. The
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.

WoLe ¢Syid G2 GKIFIG O2dz2NES wLIzZ Y2y NBE NBKIF 0Af
start. Er. R AG0Q&a fglréa I NRdzyR | 62dzi ccd D2 (2
a2 @2dz {y263x &2dz Oy GStf ¢gKSy AdGQa y2d4 (Kl
just get out of breath quicker. Mr (J4, lives alone, severe CORDinterview.

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 respond

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 losetheir6 nat ur al  (MaA, a"binterview) anel thét 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.

We¢KSe R2 (GKSANI aK2LILIAY3I 2y AySo ' YR
@2dzNJ £ SFa o ,2dz (y260 ¢tKSe 2dzai yééj
0KNBES LIS2LX S YSSUAYy3I dzLlJ FyR 3I2Ay3A (2
ikKSe OFly R2 Al 2y GKS3I 2y (%Ss OH@NKEILHS
G2NI R 2dzi GKSNBX Al asSSvya I a GKZdzEIK ¥

i S

$2NI R 2dzi GKSNBOW daNJ ¢ "ontervigw. Y2 RS NI

R

RzC\Zl_
SoSsS ™ C
w
U1 O« g O = >+
M — B Sy e«

K
2
Se
/

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 technol ogy was eadinghimtoggestorvvehosé agéntlae wor |

was being followed by the promotion of techn
W 2dz (Y262 0SOlFdzaS Ad4Ya YvYeé 3INBFIGSad FSINI GF
will openly admit it, it igood, but it's who's pushing tisI'm fearful; very, very fearful. But
Alda 3J32yylt KIFLWSy® 2 KIFGS@SNJ ¢S alesx AdUa =
with wife) 2 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.

W2 K G @2dzdNB RSaONAROGAY3I G2 Y Sledding sélikdally, yoa2 Y Sy
1Y26 6KIFIG L YSIyK ¢CKIFGUya GKS gl& LUY QOASHA
82dz 1y262 Fo62dzi GNRBAYy3a (2 3ISG GKAA a2NL 27
think we've really got to safeguard whatS 4 @S 320X 6SUff 06S RALI 3y2
2SS g2ydid asSS GKS R20G2NE KS(Uf f 8dzau 0S GKSH
lives with wife) Tinterview.

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.

6.5.3. Telehealth lacks sophistication to assess acute illness
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 iliness 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
woul d be beneficial for them. I n two respon
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 6good daysé and O6bad daysdé o
dayso6 (with symptoms of breathlessness and |
such days she would rest but did not consider it necessary to contact health professionals.

She saw 6bad daysédé as part of her unpredicta

W9 @PSNE RIFI& A& y20 GKS alyYS |y K2dzNJ 6& K2 dzl
AGK L¥ L KIFIR G2 32 dzLJ) fyeR ari2N&y3d 3 KRS/ 3550 oAdNiR
SEFOSNBLFGAZ2Y FYR GKIG YSIya L KFE@gSyQid 320 |
3SGaAy3 Oltfta F2N y2KAYyIodQ &intardew. opnx f A

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 6bad daysd may be misinterpreted.
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.

WX LISNBR2YFffeés L GKAY{{X GKSe ¢g2dzAZ R adatft Oz
GKSe 3JI2Ay3 (2 o0S lotS G2 tAaGSy G2 @&2dzNJ OKS
have got an infection, whereitisan@d € 2dz 1y2¢ 6KI G L YSIyK L
GKSZ GKNRAAK GKS oGSt SKSIT (KB Q" interiew.d opr

Both Miss B and Mrs M felt that nothing could replace face to face visits with health

professionals at times of acute illness.

We¢KS 2yfe LINRPOEfSY LQR KIFI@S A& @€2dz2NJ o6ft22R 3l
your finger, put it in a, put it in a machine, and it tells you about your carbon. Now you
g2dZ RyQid oS FotS (2 R2 (KIG w2@SN) St SKSI £ ¢
wX8

218



W, dzi AGQa fA1S L alreéexr AdQa e2dz2NJ of22R 3l 4S8
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 respondentsd were no

preferred to visit health professionals in person.

WL R2y Qi fA1S GKIFIGX £ 2
4 2y GKS LK2yST LQY Yy
interview.

@S>
20 R 2y UGKS®LIK2ySd

y2 L ¢2dZ R NI GKSN
322
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.

WL GKAY]l LQR NIGKSNJ asSS G4KSY FFL0OS (G2 ¥FI OSX
0AlG YAESR dz2lJ® /I dzaS S@Sy 6KSy wiKS8 (Stfec
wheng 2 dzZQNBE RS T0Q aNB t Yideyvie YAfR /ht5X fAQ

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 recdiivad c®haare from her Practice Nurse
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.

LQY y2( (22 &dNB NBIfféesr 6350FdaS L adzlRas
GKAY3 &2dz 380G FTNRBY GOLINI OGAOS ydNBESEX Ad (K¢S
when | was weepy and depressed a@l®NE § KAy 3 oF2ft26Ay3 KSNI Yd
fA43GS8Sy FyR LQY y2d &4dNB GFf1Ay3 GKNRIAK | ¢

COPD, lives aloney 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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WAT &2dz 1y296 a2YSo02Re& O2dA R &aSS &2dz GAadz f ¢
seeing you visually they would see the upper chest mewés going on and also, visually they
would be able to see that you were poorly. Because what happened when | had a chest
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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.
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COPD, lives alop2™ interview.

For some, this was because health professionals could make both visual and audible

assessments over remote consultations, such as via video-links.

WL GKAY]l 2y OBt RAKEVSAOe2dz IKBENBIFa AT (K
1Yy26 6KSy @2dz2QNB | Oldzr tfte NBlLIffte Affod L 04F
5200G2N) waz28 (KSe& Oly 4SS &2dz 0SGGSNB®Q a N&
interview.

WL R2y Qi tA1S (StSLK2yS O2yadzZ ilFdA2yas L 2c
GKAY1 GKSe akKz2dZ R 4SS YS 06S801dzaS L GKAyl (¢
doctor can tell somebody who isill orjustfeels MG 2 YS | (St SLIK2yS O2y
&L 2F YSRAOIFE KStLIXodzi {1@L)Ss &S@E&sete@R LI

COPD, lives alon2)” 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.

6.5.4. Telehealth to improve continuity of care

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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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.
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severity, lives with daughter§'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.
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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.
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wife) 3%interview.
His felt need for telehealth was linked to a felt need for more regular contact with

healthcare professionals and continuity of care.

6.5.5. Telehealth to help manage anxiety

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: ¥, 2 dz R2 y !
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Mrs | 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 | 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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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.
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Therefore, throughout all these respondentsd

receive from telehealth was a strong sense of reassurance and greater connection to

health professionals, which reduced their levels of anxiety.

6.6. Summary

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 respondentsd experie
experiences with formal healthcare and their perceptions for whether current iterations of

telehealth could support their needs.

223



Chapter 7. Discussion

7.1. Introduction

Within this chapter, a summary of the studyd

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.

7.2. Summary of key findings
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 iliness 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 i mpaetet s
telehealth might prove most useful within the care of people with COPD. The next section

summarises the key findings from the study.

7.2.1. Summary of key findings from meta -synthesis

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

upo

professionals. This was perceived to either

healthcare and/or telehealth technologyore nabl ed support to-care.cr ea

Telehealth transformed interactions through increasing patient contact with health
professionals, changing to remote modes of interactions and providing benign surveillance
of pati ent FHhswasqperckived to pronsote either a sense of reassurance

(when it increased patientsd feelings of
225
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a sense of risk (when it was perceived to im

assesspat i ent s6 condition or if it offered a oOf:

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

professional s6 professional identity or prom
feelings of empowerment if wusers perceived t
self-care.

The findings identified incoafgeseineral 916 pait e

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 usersb6 exp
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 6érealdé |ives
ones which challenge policy assumptions that are centred within a modernist discourse

and r e prb-ienovatiormbiads(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.

7.2.2.  Summary of key findings £0T i EAAI OE DPOT £ZAOO
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. Thes
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 ta

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
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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 i mped
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 6te
centre. I n understandi ng p atthosenwhastiiey feltevere s |, r
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 identifedasneedi ng 6édi sease management s

self-car ed.

Linked to the above, telehealth interventions were often perceived in a linear way: to
provide patients with a 6éone odafkskilsaeditherheal t h
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.
I'n identifying the i mportance of taiwerering t
wor king towards identifying different model s
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size fits all dé approach. This was more cons

aligned to health professionalsé professiona

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.

7.2.3.  Summary of key findings from people with COPD and their

AAT ET U T AT AROOG AAOA

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 trajecto
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 iliness work to manage their illness at

home outside input from healthcare systems. However, not all respondents perceived

technical iliness work to be their responsibility. Findings were consistent with the meta-
synthesis findings (Brunton et al. 2015) in
seeking and highlighted how patients attempt to self-manage at times of acute illness and

distress. Feltneed f or tel ehealth was |linked to patie

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 iliness 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
groupsenabl ed exploration of shared experiences
experience along the care pathway, whilst the longitudinal interview study enabled in-

depth investigation into individual sbé exper.
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.

724. 3EIi EIl AOEOEAO AT A AEAEAOAT AAO EI
findil CO AT A DPAT PI A xEOE #/ 0% AT A OEAI
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 t hat current telehealth model s were
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 iliness.

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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7.3. Integration and interpretation of key findings with
existing literature

This section integrates the key findings from chapters 5 and 6 with existing literature, to
provide further interpretation. I n doingsg so

make to the existing evidence.

7.3.1. Management of COPD: towards tailoring [telehealth] care

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 withina é t e cuhtnoop i a fLuptod e a | 6
2013:p.262). This perspective resonates with the concept of technological determinism

and, in pastidulcat or§d t e c hwhiohlisoofien gsadlby mbleyt e r mi n
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):

Wi KS -dtdpiankdigcdurses 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 usingnealforing and seif
care technologies or monitoring health and illness states, bothdiemts and for healthcare
LINE DA RSNBE Q@

Policy initiatives, alongside DOHG6s headline
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). Recoghnition 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 |l ed them to identify that their
technology implementation had not worked and there was a need to personalise and tailor
telehealthto user sd needs. This r ef |[(Greetthalghatalmor e h
2012)i n which patients6é needs, rather than tec
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 recognisesanéi nher ent i nsepar

(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
patient s® nee dpgrojecthadhwe phAsésHtBeNifst 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 concludedthatét he success of ageing
programmes will depend on the effortful alignment in the technical, organisational and

soci al c onf i g uinstkeadiofaaientlesk pussuitpfaechmadlody 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 obtainingcl i ni ci ansd® views over a number of

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 toiatdivameredd ph wtchybrid mlasnSpyridodidisfef e r e n
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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7

6clinician as au (Doolin2002)u Bhérefalei tset prafessioral 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 O6auton

WoOf AYAOAlI yaQe RSOA&A2YA YR | Oliticughdhe I NB | f
AKFLAY3I YR OKIyySttAyad 2F GKSANI I dziz2zy2Y2dz
Of AYAOALIYaQ 6522ftAY HANHYLIDOoTpPO®

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 nursesdé work to protocol drive
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 nursesd roles were now oOorienta
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
organi sational strategies was identified in
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 criticalgagarent( or
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with telehealth (including staff in advanced roles e.g. community matrons; see chapter 5:
section 5.4.1). They suggested cliniciansé
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 6égood cared.
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 nursesd6 expanding rol es-esteemantd ed f
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 O6qua
setthem apart fromtheir6t r adi t i onal 6 (Rileta. R012). Theopteserta g u e s
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 6égood careb
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managing patients with COPD because the nature of COPD meant that biometric data

was only part of their overall assessment: a
(Mortetal. 2009)t o assess patientsd health qdlsat us.
described relational continuity as important
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
cliniciansd professional identity it could n
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 clin
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 incre
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 pr of @airetiab2008) ddase vidke-consultatipns, 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 @akesshes, st at

conversation focus gRbls20tllp4S7 and i ntensebd

A longitudinal study assessi nugp paodrvta nwoerdk ecrl si n
a telehealth intervention were conducted in Nottingham, UK (Sharma and Clarke 2014).

The study assessed their perceptions of tele
management 6 of patients wi orhgave bmigdlin®mnationl | nes s
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 cliniciansé rol es
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 t
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 contr

perspectives will be addressed in more detail in the following sections.

7.3.2.  Self-management of COPD throughout the illness trajectory

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,

Tayl or and Bury 2007) . Tchei nst riesd 6f raapnperdo awci ht hti
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 2012¢).

The rhetoric of introducing telehealth into healthcare is similarly framed: promoting

tel eheal th as a atesatytoselbcaré whitspadtheesame tinpe 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
O0percseomtredd approach to care that is espous:
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 i mportant the concepts of o&w

management of illness at home, outside of formal healthcare:

We Ay Sas acozeptpervBtfrom medicine) does not at all satisfy the aims of a
d20A2Ft23A0Ft AYOGSNIINBOFGA2Y 2F K2¢g AffySaa
trajectory encompasses not only the course of physiological iliness but all the associated
G2N] X!' 0 K2YS3E GKS YIyl3asSySyid A& OF NNASR 2dz
fAdSa YR 0A23aNI LIKAOFE O2yOSNya 2F GKS Sy A

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

abl e to suppocat (Rpgers étal.rk@08).6 sel f

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 fromanal ysi s of pati e
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 respondentsd expe
experiences of health care services. As reported in chapter 6 (section 6.3.3.4) this
resonates with the concept of O6recursivityé
reciprocal relationship between patientso6 ex
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 t o have a positive influence on respon
making decisions to access emergency care®. This reflects findings from a previous study
which identified the cruci al r ol edetidioato f ami |
seek emergency care (Hunter et al. 2013) and identifies the social process that is involved

in patients6é decision to seek help (Hunter e
findings from the present siondhatyhelpsseepimpor t Hunt
behaviouris6soci ally conditioned, arising out of

practitioners, family and (pf389). &hedrpqrtantroledthapp a r t i

8 although, as reportedinchapi) ¢ 6aSOGA2Y c dododMO NBaLRYyRSyGa R
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) guide
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 doesnot
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.

I n recognising patientsd mor al dil emma of he
t hat patients wi trhatci hornodnitch eiilrl naecscsesd@s etlof he al
reported by Rogers et al. (1999) in their bo
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 helapioamd appear e
healthcare services at times of illness, compared to respondents whose daily lives were

|l ess affected by COPD. -rMbobreabeheabthempesap
l inked to respondearnres®. nofThensayft hastelgeopl e
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
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 iliness trajectory. Returning to the concept of
6needd (as described in chapter 6: section 6
data. To recap, Bradshaw (1994; 1972) defined 4 types of need: these are outlined in

table 16.

Table16. 301 i AOU T £ " OAAOEAxB0 jpwwtd P81 ¢(Q

Type of need Explanation

Normative need Need defined by experts, professionals, doctors, policy makers, etc. Oft
desirable standard is laid down and compared with the stadidlaat
actually exists. Experts do not always set the same standards and ofte
there is more than one judgement about normative need (Bradshaw 19
p.47)

Felt need Need perceived by the individual (i.e. patient or informal carer). This is
defined as wat, desire or subjective views of need which may or may nq
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
characteristts 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 O6educat i nifgcareanchi f or m
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 r & aded (Bradshaw

1994:p.46).

I n contrast to health professional sé perspec
stable iliness 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 iliness 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 professional s,
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 iliness
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 suggestthatpati ent sd needs chang
illness trajectory. Patients perceive telehealth to be a way of receiving greater input from

health professionals at certain times throughout their iliness trajectory to support their

illness management. Pols (2012) suggestst hat t hecaepet deebfnot ceé
interdependencies that occur in managing a LTC (between patients, health professionals,
technologies and family members); she suggeststheterm 6t oget her nf@a7b)a ge me
more accurately represents this joint effort. Hence, requiring more support at certain

times in the iliness trajectory should not diminish or make invisible the work that patients

and their family members/informal carers do to manage their iliness at home. Indeed,

Kendall and Rogers (2007) assert that:
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to the effects of symptoms of chronic conditionsgptey ta Y I 22NJ RAE SYYIl a ¥
and Rogers 2007: p.140).

Further mor e, the extent to which -ctaerleedh eianl tlhi |

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 patientsd I|iwv

transfer of technologies into their homes (Rogers et al. 2011). The findings showed that

patients engag e dnanagemeéntirotevmsloktakiag réadingsebutfdid not

engage i n 0hinqaiagement, ®ichead irderpeeting readings or decision

making (Rogers et al. 2011). They suggested

technologies lay in gaining greater access to health professionals rather than it motivating

themtobecome b act i vat e(Roggrsetal 20hlt psl@83). 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 abilitytoself-c ar e beyond 61 o

self-management, as described in the Rogers et al. (2011) study. Furthermore, people

who expressed a felt need for telehealth did

rather, they saw it ascara. way to i mprove Otog

7.3.3. Summary

In light of the contradictions in views throughout this study, the findings suggests that

there is no O6universal o solution for telehea
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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7.4. Strengths and limit ations

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.

7.4.1.  Critique of methods

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-synt hesi s reported in chapter 3) have oft
perspectives only and often as part of evaluating the effectiveness of a particular
technology or service. Involving users and potential users meant that | 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

6 unnec gs381. rThirdugh qualitative exploration, | 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 professional sd exp
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

l ongitudinal approach all owed me to capture
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 othero
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 ¢6(Camaadtdl 2013)msd or Or
respondents who were interviewed during oO6wel
that may have occurred weeks before. It was initially hoped that | might follow
respondentsoé illness trajectory to disdeent i fy
events occurred (e.g. such as having telehealth installed/removed etc. or after iliness

events). However, no respondents had telehealth installed during the study and due to

time constraints of conducting a PhD study it did not prove possibletof ol | ow up 6di
eventsd with respondent s. One way to overco
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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7.4.2.  Critique of recruitment

| 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
professionalsdé roles and their differing
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 respondentsself-r e por t ed as 06 Wh iatlimitatiBrrof theistady, 6 .
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
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populations (Rooney et al. 2011). This recruitment model could be utilised to increase

recruitment of ethnic minorities in future COPD studies.

7.4.3. Reflections on MRC iCASE PhD studentship
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

wo u

with the possibility of testingnew/re f i ned Phil i psd6 technol ogy de

the study. I n actuality, it was appar-ent
productiond was not going to happen. Thi
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 PPl 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 showninterest i n t he

e a

S Cc

stuo

findings. For exampl e, I was invited to spea

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-gPlaiphig® iom sSheédeasr i
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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, | 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 | was able to generate

data from multiple NHS sites and gained access to key contacts.

7.5. Implications for technology design, clinical practice,
policy and future research

The contradictions in user s&ynthesipatpravieushc es i de
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 professionalsd job roles
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

professional sdé vi ews of where telehealth is need:t
also indicate that health professionals and people with COPD have different expectations

of telehealth use (with health professionals
cared of patients at earlier stage of il Il nes:

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.

7.5.1. Implications for technology design and clinical practice

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 alignto health pr of essi onal
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: <cliniciansd un
pathways because it helps identify where, and what type of support, patients need at

different times in their iliness trajectory. This study therefore highlights the need for
technology solutions tailored to patientsé n
into patient s6 IOPH thabe omutdinformi seutiangthabafe fitGor

responding to uncertainty and changing need throughout the iliness 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).

7.5.2. Implications for policy

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 independentand self-r e | i anmatnagédel(fRoger s et al

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 consi der p etghoatthe néss mageaaysandtthe 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.

7.5.3.  Future research

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 notethati c o mmonal i ti es acr o:¢
groups were far mor e teenhdighetg.201l3p90).di fferenc
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.

7.6. Conclusion
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 profes si onal sd& r ol es al |l
health professional sd perspectives of telehe
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 iliness

outside of formal health care provision: this includes conducting technical work. The key
findings identify how illness trajectory exp
telehealth and this is in contradictiontohe al t h pr of essi onal sé vVvi ews
telehealth may prove most useful. The findings of this study indicate a need for tailoring
telehealth to patients6é needs and provide us
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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Abstract

Objective

As the global burden of chronic disease rises, policy makers are showing a strong interest
in adopting telehealth technologies for use in long term condition management, including
COPD. However, there remain barriers to its implementation and sustained use. To date,
there has been limited qualitative investigation into how users (both patients/carers and
staff) perceive and experience the technology. We aimed to systematically review and
synthesise the findings from qualitative studies that investigated user perspectives and
experiences of telehealth in COPD management, in order to identify factors which may
impact on uptake.

Method

Systematic review and meta-synthesis of published qualitative studies of user (patients,

their carers and clinicians) experience of telehealth technologies for the management of

Chronic Obstructive Pulmonary Disease. ASSIA, CINAHL, Embase, Medline, Psychinfo
and Web of Knowledge databases were searched up to October 2014. Reference lists of
included studies and reference lists of key papers were also searched. Quality appraisal
was guided by an adapted version of the CASP qualitative appraisal tool.

Findings

705 references (after duplicates removed) were identified and 10 papers, relating to 7 stud-

ies were included in the review. Most authors of included studies had identified both positive
and negative experiences of telehealth use in the management of COPD. Through a line of

argument synthesis we were able to derive new insights from the data to identify three over-
arching themes that have the ability to either impede or promote positive user experience of
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telenealth in COPD: the influence on moral dilemmas of help seeking—(enables depen-
dency or self-care); transforming interactions (increases risk or reassurance) and reconfig-
uration of ‘work’ practices (causes burden or empowerment).

Conclusion

Findings from this meta-synthesis have implications for the future design and implementa-
tion of telehealth services. Future research needs to include potential users at an earlier
stage of telehealth/service development.

Introduction

The rise of the global burden of chronic disease, such as COPD, has led to a shift in health pol-
icy to target the prevention and management of chronic disease [1]. Policy makers have shown
a strong interest in adopting remote monitoring via information and communication (ICT)
technologies (termed telemonitoring, telehealth, telecare, telemedicine, or telehealthcare) to
reduce the demand for expensive hospital admissions whilst helping people to live indepen-
dently for longer [2]. However, despite such policy drives, remote monitoring has largely failed
to be successfully integrated into routine healthcare [3, 4]. This article focuses on telehealth
technologies which we define as those which (as a minimum) enable data, such as oxygen satu-
ration levels, blood pressure and pulse, and other information to be remotely exchanged
between a patient and health professional as part of their overall management of chronic dis-
ease [5]. We are concerned with understanding the perceptions of the users of telehealth (peo-
ple with COPD, their carers and heal th professionals) to understand the factors which may
impact on its uptake and sustained use.

It is estimated that 65 million people have moderate to severe COPD worldwide [6] and it is
set to become the third leading cause of death by 2030 and the fifth leading cause of disability
by 2020 [7, 8]. Patients experience exacerbations of their condition which can lead to hospitali-
sation and, despite the drive for COPD to be managed within the primary care setting, it is the
second biggest cause of emergency admission to hospital [9]. Interventions are needed to effec-
tively manage COPD to reduce the burden on health care resources and individuals alike.

A number of quantitative systematic reviews have been conducted to assess the effectiveness
of telehealth in COPD [4, 10, 11] and these have showed mixed results. For example, Bolton
etal, 2011 [4] determined there was inadequate evidence to support the widespread imple-
mentation of telehealth in COPD due to the small, low quality and heterogeneous studies con-
ducted. A Cochrane review [11] indicated that telehealth technologies had the potential to
improve quality of life, reduce COPD exacerbations, emergency and hospital visits compared
to usual care. This supports results from a previous systematic review that found telehealth
(both home telemonitoring and telephone support) reduced emergency and hospital visits
[10]. Each systematic review used different definitions of telehealth and therefore different
studies (with different interventions) were included, so there is difficulty in pinpointing the
successful ‘active ingredient’ in the telehealth interventions assessed.

Telehealth interventions often include many components and can be described as ‘complex
interventions’ [12]. However, evaluations of telehealth do not routinely follow the MRC frame-
work for complex interventions: often foregoing the crucial early phases (theoretical work and
modelling how the intervention works) and heading straight into later phases (pilot trials or
RCTs) [11]. Since user involvement is a key component of the modelling phase, this means

PLOS ONE | DOE10.1371/journal pone. 0139561 October 14,2015 2/22

273



@ PLOS ‘ ONE

Contradictions of Telehealth User Experience in COPD: A Meta-Synthesis

that the users’ voice is often ignored in the process of such technology development [13]. How-
ever, users need to be involved in all processes of technology and service development, if suc-
cessful implementation is to occur [14].

Whilst a number of qualitative studies have been conducted that give some insight into how
users perceive this technology, to date these studies have not been systematically synthesised.
Conducting a synthesis of qualitative studies will give a deeper insight into the perspectives of
clinicians and patients in the use of telehealth by further developing the theories and concepts
that individual reading of studies cannot bring [15].

The aims of the study 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 tele-
health technologies and services

Methods
Selection criteria

Only full text, peer reviewed published qualitative studies were included in the review; there-
fore, we excluded unpublished studies, dissertations, book chapters and conference abstracts.
We also excluded studies which did not support their qualitative findings with verbatim
quotes/observational field notes as they do not enable reviewers to judge authors’ interpreta-
tion of the data or the quality of analysis undertaken [16]. We induded studies which explored
users’ experience of telehealth technologies and excluded studies which reported only the views
of people who did not have a direct role in providing patient care (such as commissioners or
technology suppliers); studies whose interventions did not correspond to our definition of tele-
health (see introduction) were excluded (e.g. telephone consultations between patient and their
health care provider or online internet self-help programmes). Due to resource constraints, we

only included studies that were published in the English language.

Search strategy

To simplify the reporting of the search strategy, we outline 3 stages of searching that we carried
out. In reality, the searching process was not a linear process prior to synthesis, rather, an itera-
tive process of searching and synthesising occurred. Our knowledge of the literature from con-
ducting previous research in the area, together with initial searches started off the synthesis
process; we then conducted more searches and added papers as they were identified (butall 10
induded papers were captured in the final searches reported below).

The search strategy was developed by all authors and following advice from a librarian with
expertise in database searching. 1. Test searches were carried out by LB to identify key words
and titles, after which we increased the number of telehealth search terms and removed the
‘qualitative research filter’ [17] to optimise sensitivity of the search and the number of studies
identified. 2. LB 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 [18]. The finalised key search terms (and their vari-
ants) were grouped into two categories: ‘telehealth’ (intervention) and COPD (population).
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Each category consisted of a mixture of medical subject headings (MeSH) and free text terms
which were adapted to suit each individual database (see S1 File for Ovid Medline search strat-
egy). 3. LB and CS manually searched the reference lists of included studies and key papers.
Searching stopped when the included studies enabled us to sufficiently develop the concepts
and theory to create the interpretive synthesis [19].

Studies screening method

All search results were entered into Endnote, a bibliographic database, and duplicate references
were removed before screening. LB independently assessed titles and abstracts for inclusion;
ten percent of retrievals were reviewed by CS. Full text articles were retrieved for further scru-
tiny 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 LB were independently reviewed by CS before being
induded in the review.

Assessment of quality

We appraised quality not to exclude studies but to ensure that we did not give too much weight
to studies that were of lower quality [20]; hence, studies of lower quality were given less promi-
nence 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 [19, 21]. Methodological quality of identified studies was assessed inde-
pendently by two researchers (LB and AH-M) using the method outlined in the Masood et al.,
2011 [22] paper. This uses an adapted version of the CASP qualitative appraisal tool [23] 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 undear, 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. The researchers came together to discuss discrepancies in scores awarded; where dis-
crepancies could not be resolved they were discussed with a third researcher (CS).

Synthesis approach
Analysis was guided by the meta-ethnographic approach as first outlined by Noblit and Hare

[24]; this approach was chosen for its ability to move beyond summarising the data (such asin
a narrative approach) to achieve a more interpretive, conceptual explanation of the data. Most
methods of synthesis are applicable to synthesising heterogeneous data; our synthesisisin
keeping with others who have used a meta-ethnographic approach to synthesise studies that
used disparate methodologies [25]. 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 LB and CS and first and second order con-
structs were extracted from the results, discussion and conclusion sections of the papers and
entered into Nvivo 10 (computer assisted qualitative data analysis software package) in order
to manage the data. First order constructs refer to participants’ verbatim quotes and second
order constructs refer to the authors’ interpretations of the participants’ quotes, usually
expressed as themes or categories within the papers. Third order constructs are the new inter-
pretation or theory that is derived from synthesising first and second order constructs [20].
Constructs were independently reviewed by LB and CS to identify how they compared and
contrasted across papers; this enabled us to identify how studies were related [26]. The second
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order constructs were further scrutinised by LB and CS and third order constructs were devel-
oped that summarised and incorporated the various concepts across studies; to enable this, LB
extracted the first and second order constructs into a spreadsheet under the themes of our
emerging 3™ order constructs to see how studies translated into one another. Third order con-
structs were further refined through discussion at regular researcher meetings (with all
authors) 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), we developed a
‘line of argument’ synthesis. Essentially, this type of synthesis is concerned with inference; that
is, it serves to build a ‘whole’ that makes sense of its parts [24]. This was achieved by first trans-
lating 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 [24].

Findings
Quality appraisal

The quality scores are presented in Table 1 and S2 File. Overall, findings were clearly presented,
and five papers met at least 76% of the CASP criteria; one study [27] 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

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 inclu-
sion 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 qualita-
tive findings: Fairbrother et al, 2013 and Fairbrother et al., 2012 [28, 29] utilised the same
data sets to report the qualitative findings from a randomised controlled trial (RCT); two
studies utilised overlapping datasets to report qualitative findings from an RCT (Mair etal.,
2008 and Hibbert et al., 2004; Dinesen et al., 2013 and Huniche et al., 2013) [30-33]. Of the
seven studies included, three were qualitative studies nested within RCTs of telehealth inter-
ventions; two were qualitative evaluation studies of small telehealth pilots, one was a nested
qualitative study within a pilot study and one was a mixed methods (qualitative and quantita-
tive) evaluation of a telehealth pilot study. Six of the studies were UK based and one was based
in Denmark [32, 33].

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
[32] explored patients’ attitudes to telerehabilitation from a health professional and patient
perspective. Of the seven studies, four were using telehealth in the routine care of a patients’
long term condition (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 pro-
gramme. This impacted on the length of time patients used telehealth equipment within the
studies; length of telehealth use ranged from 5 days following acute exacerbation of COPD in
the Horton study [27] to 1 calendar year in the Fairbrother et al. study [28, 29] 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 patients’ physiological signs (such as BP, pulse,
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Fig 1. PRISMA flow diagram

doi:10.1371/journal pone.0139561.g001

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 get-
ting patients to complete daily symptom questionnaires. Two studies had more comprehensive
telehealth interventions to support self-management [32-34].

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 ser-
vice 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 [27] and within an RCT, telehealth was compared to
existing home visits in a nurse led service [30, 31]. When interpreting the findings from this
meta-synthesis, the heterogeneity of studies therefore needs to be borne in mind.

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

PLOS ONE | DOI10.1371/journal.pone.0139561  October 14,2015 10/22
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Table 2. Examples of 1st, 2nd and 3rd order constructs.

Study 1%! order constructs 2" order constructs 3™ order constructs
Dinesen “It has meant that | have been able to Evaluating and keeping track of the state of the body Telehealth functions on a continuum
et al,, 2013 keep track. Now, | don’t know much [help] stay in control of the disease between dependency/self-care.
about blood pressure. . .but the axygen | Telehealth takes away the moral
have worked out” Male patient, 3rd dilemma of help-seeking: this can be
interview perceived to increase dependency or
enable self-care
Fairbrother “If you have a bad reading you're not many patients reported using telemonitoring data to
et al., 2013 going to go out and do the gardening or  validate their decision to self-medicate and/or to
go up and clean the bathroom or contact healthcare professionals
something™” Male, 72 years
| feel it reinforces a sick model for the [health care providers] expressed concem about
patient. . . the patient would see creating dependence on the technology and/or
themselves as very unwell on a daily practitioner support, particularly among patients with
basis because theyre constantly severe COPD
focussing on their disease state”.
Nurse, secondary care, 1D24
Mair et al., “. .. The main advantage is knowing [patients] felt that using the system. .. gave them
2008 that | can do it myseff, if | see that it's more autonomy
going down . .. bring a nurse out and
they will come out” Patient 74
Williams “It's a presence in the home, it [telehealth] reminded patients of the need o engage
et al., 2014 encourages me to do what | call in self-management. ..
breathing exercises” HAO0B
“they [respiratory nurses] tell me to do some patients perceived [telehealth] as less useful. ..
this when I'm not well and they those [patients] . .. appeared to be less engaged with
[respiratory nurses] come and see me”  managing their COPD
HAOO1
Fairbrother “It makes you feel like somebody’s The service was extremely popular with patients who Telehealth fransforms interactions.
et al., 2012 looking after you. If anything goes reported a sense of reassurance in having someone  This threatens positive user
wrong, you can get in touch with them  ‘watching over them’ experience when it is perceived to
any time you want. . . you've got the impede clinical assessment or lead to
confidence that they're going to get a false sense of security; it enables
something done” Male, 79 years positive user experience when it is
perceived to increase social
connectedness and reassurance
Gale & “I felt it was, | felt | was being they particularly valued the ‘connection’ that the
Sultan, 2013 monitored, [ felt like a connection, to be  telehealth brought . . it was felt to be important that
honest, like you know, to the [CRS] at the other end of the line there was a real person
team” P4
Mair et al., “I think you physically need the patient .. .nurses believed that clinical interactions using the
2008 in front of you. . .it's when you start system were less likely to achieve an accurate and
talking to them and getting more of a full clinical assessment. The patients. . . focused on
rapport with them that they open up the personal qualities of nurses
and tell you things " Murse 6
“I thought I could have dliscussed
anything they're such nice people “
Patient 60
Ure et al., “I thought it would be more clear-cut. It Clinicians. . described the importance of interpreting
2012 didn’t occurto me it would be so the scores in context. . .[home] visits were made to

difficult to work to a standard baseline.
It's a lot more complex than | thought it
was going to be” GP1

clarify the reality of the individual clinical situation
when the score breached the threshold

(Continued)
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Table 2. (Continued)

Study

1%! order constructs

2" order constructs

3™ order constructs

Huniche
et al, 2013

Gale and
Sultan, 2013

Fairbrother
et al.,, 2012

Hibbert et al.,
2004

Horton 2008

“And my wife joins me every time and
we discuss it and. . . it's on Mondays
and Fridays that we measure. We have
a good time doing that.” Male patient,
2™ interview

“So my oxygen levels today were
95...95 is really good. .. Soyou think to
yourself, I'm having a good day
today’.. .Without this, I'm going to think,
what’s my oxygen levels today? ... Do |
need to call the nurse, do | need to see
the GP?" P3

“... where community teams are
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. | think
potentially that's quite damaging to
patient care”. ‘Usual care’ GP, ID9
While they were setting up the
equipment, the patient remarked ‘Aren’t
you clever!’ and her husband added,
‘On top of this you're engineers’

I had to come down to the

office. . access the electronic care
plan. .. We also spent a lot of time
sorting out the telephone line

in a way | think it made more work for
the nurses after we've been in [after
installation].

Measuring values.. .becomes a shared practice
between patients and relatives, thus securing and
supporting their mutual involvement in the patient's
health

Patients were required to take their measurements
and send them via the telehealth equipment to the
CRS. . . they became confident over time with what
numerical level was ‘normal’ or notand ...
understand and interpret their body through these
numbers

While some GPs appreciated sharing communication

about patients and working in partnership .. .others
found the involvement of nonmedical community-
based telemonitoring professionals intrusive,
unwelcome and unhelpful

The technology was sometimes seen as
undermining nurses' professional security and
credibility. . .telehealth. . .opened fundamental
debates about professional values and status. The
transporting and setting up of equipment were

.. inappropriate professional activities, with one
nurse describing feeling like a ‘carpet fitter’
Because of the inherent problems with the

equipment, health care professionals reported that a

lot of time was wasted

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 it increases patients’ ability to
self-care

doi:10.1371/journal pone.0139561 1002

2. The transformation of interactions

3. Reconfiguring the nature of ‘work’

1: The influence of telehealth on the moral dilemmas of help 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 ‘concrete evidence’ to

contact their health care provider through identification of abnormal readings; 2. by shifting

the responsibility for initiating contact to health care providers.
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 professionals’ concerns that

PLOS OME | DOI:10.1371/journal pone.0139561
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Table 3. 1st order constructs to show the self-care/dependency continuum in telehealth use.

towards dependency

towards self-care

In a way it was a relief thinking that I should ignore
my own thoughts on getting a doctor or something
like that. This organisation was going to get hold of a
doctor if their readings showed | needed a doctor
Ure 2012

| had ome patient on the machine and he hasn't been
in hospital for a year. . He accredits that to our
service and the machine, and is petrified that when
the trial ends that machine will be taken away from
him, because it has become his lifeline. . he's
become dependent and believes he should be
getting phone calls on a regular basis (Health
Professional) Fairbrother 2013

If they take out tomorrow. . .and | go back to, have to
rewire the panic button up again, you know, and that
type of thing, am | going to be calling the girls
[nurses] out more, am | going to be in hospital more,
am | going to go back to square one just because of
that equipment Gale 2013

... But there is not much to having it if it doesn’t go
to some facility ke it did to [home nurse]. So that
she could keep track. Huniche 2013

‘felt it was a waste of time' ' they [respiratory nurses]
tell me to do this when I'm not well and they
[respiratory nurses] come and see me Wiliams 2014

.. .if we had antibiotics or steroids, we could start
them and then see on the Monday moming, you
know, to assess what we had Ure 2012

I'm okay at 87% (oxygen saturation) upwards and /
never get better than 92. Even when I'm very well, |
never get better than 92. But | go out and about
and | do what | need to do and | manage it by
walking Fairbrother 2013

It's made me more confident in myself because |
know what's happening. Well, before | didn't, did
12, . If | didn't have that [telehealth], | wouldn't
know how low | was, I'd just carry on with a normal
day, wouldn't I? Now you've got that, it puts you
aware of what's happening Gale 2013
Seeing my data on the web portal gives me a
better understanding of how to exercise and
interpret the development of my symptoms when /
experience the onset of an exacerbation Dinesen
2013

It's a presence in the home, it encourages me to
do what [ call breathing exercises Williams 2014

doi:10.1371joumal pone.0139561.t003

telehealth may promote dependency on healthcare providers and telehealth data, especially in

patients with more severe disease [28]. Further analysis of first and second order constructs
identified that most papers reported these conflicting consequences of telehealth within 1st

order constructs but they were not always recognised or explicitly reported in authors’ 2nd

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 patients’ perspectives had a focus on exploring how patients used telehealth in their

every-day lives and how it helped them to self-manage [32-35]; therefore, there was an empha-

sis towards exploring the self-care side of the continuum. For example, the Danish study [32,
33] demonstrates several ways patients used telehealth readings to self-care. This study did
report that 5 out of the 22 patients did not make use of telehealth readings [32, 33]. The Wil-
liams et al. study [34] also reported how telehealth enabled patients to self-manage; suggesting

those who did not experience benefit were less engaged in managing their condition.

2: Conflicting consequences of interactional transformation in telehealth

This focuses on telehealth and the consequences of interactional transformation, including the

conflict between patients’ and health professionals’ 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 and 3. Providing a ‘benign form of surveillance’ [35]

through remote monitoring of physiological and other data.

PLOS ONE| DOI:10.1371/journal pone.0139561 October 14,2015
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Reassurance. A consistent theme reported in all studies was that telehealth provided
patients with a sense of reassurance and a strong sense of feeling looked after’. No studies
reported any patient concern regarding the change in mode of interaction, although itis not
clear in 6 studies whether significant shifts occurred. Only one study clearly reported that
home visits were replaced by remote consultations which patients found suitable [30, 31].
Patients’ sense of reassurance came from two other components of interactional transforma-
tion: 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 prob-
lems occurred they would be able to interact with a human being.

Patients concentrated on, and valued, the increased contact and level of continuity that tele-
health enabled. A sense of continuity associated with interventions brought additional reassur-
ance: this was evident within three of the papers [28, 33, 34]. In the Williams et al. study,
patients’ sense of reassurance came from the ‘virtual link’ 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 profes-
sionals for patients in the Fairbrother et al., 2013 paper; this enabled trusting relationships to
be formed, in part because telehealth professionals facilitated patients’ access to other health
professionals. Patients in one study [32, 33] reported feeling a ‘sense of security’ due to regular
weekly contact with a spedalist health care provider and through access to telehealth data.

The exchange of telehealth data between patient and health care provider plays an impor-
tant role in patients’ sense of reassurance through enhanced feelings of social connectedness.
This theme was explicitin two studies: Gale and Sultan study [35] reported that remote moni-
toring alleviated feelings of isolation and patients felt a connection to their health care provid-
ers. Feelings of isolation were reduced in another study [32, 33] through patients and health
professionals sharing telehealth data between patients and health professionals which enabled
shared decision making.

Risk. Reassurance provided through increased social connectedness may be threatened
when telehealth does not live up to patients’ expectations: this was evident in the Ure et al.
study [36] 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 3 studies
[28-31, 36] 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 capadity for holistic surveillance: they lost the view of the social and phys-
ical environmental context. This theme is most prevalent throughout the Mair et al., 2008
paper [30], where regular video-link consultations were used in place of home visits to patients
who were experiencing acute exacerbation of COPD. In contrast to patients’ 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 [29] felt tele-
health helped to form trusting patient relationships due to an increase in the frequency of inter-
action; 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 [30, 31]. However,
as identified in the construct above, health professionals in the Fairbrother et al. study [28, 29]
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 3 studies [28-31, 36]. Nurses in the Mair
et al./Hibbert et al. study [30, 31] felt that remote interaction resulted in less accurate clinical
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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 2 studies [28, 29, 36] health professionals expressed concern that telehealth may lead to an
overtreatment of COPD. Telehealth data needs to be assessed accurately within the overall con-
text of the individual patient’s condition. Telehealth therefore requires health professionals to
work in new ways: this necessitates a change in the type of interactions that occur and transi-
tion toa more technical type of working. This theme will be explored in further detail below.

3: Telehealth as transforming the nature of work and the consequences
for identity and burden

Telehealth can be seen to transform the nature of work for both patients and health profession-
als. 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
‘active’ 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.

Empowerment. Only one study [34] identified patients” hesitancy in taking on the burden
of monitoring prior to telehealth being installed. However, patients’ initial concerns were not
realised as they found the equipment easy to use. This resonates with the majority of studies
that identified patients’ acceptability of performing these new roles, with most patients finding
the equipment easy to use [28-33, 35, 36]. 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 management of the patients’
condition through the use of telehealth [30, 32, 33].

Burden. Patients often viewed becoming a more active member of the workforce as a posi-
tive consequence of using telehealth and they reported feelings of empowerment and indepen-
dence 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 [27, 30, 32, 33, 36]). For
example, two studies reported patient anxiety when readings breached agreed ‘normal’ param-
eters [27, 32, 33]. 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 [31]. In the
two studies that tested telehealth in acute exacerbation of COPD [27, 30, 31], health profession-
als questioned patients 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 [27]. Equipment failure was an issue in most studies [27-31,
33, 36]. Whilst studies reported mainly patients’ positive views of telehealth, despite equipment
failure, it was reported that a minority of patients stopped using telehealth due to dissatisfac-
tion with equipment [27, 36]. 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 professionals’ experiences reported
telehealth increased health professional burden by increasing their workload [27-31, 36]. In
one study [30, 31] nurses were expected to install the equipment in patients” homes which they
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deemed inappropriate; problems with connectivity, failed equipment and incompatibility of
equipment with existing NHS systems also increased workload [29-31]. Furthermore, health
professionals reported making more phone calls or home visits to determine patients” health
status after receiving ‘abnormal’ readings [36].

Burden also comes from health professionals feeling that a shift to a more technical type of
work undermines their professional identity. In one study [30], 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 inte-
gral to their identity as a specialist respiratory nurse.

Summary of synthesis

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 profession-
als (patients on the whole described more positive experiences). By combining results from
across all included studies and applying a ‘line of argument’ synthesis, we were able to derive
new insights from the data through conceptualising these contrasting experiences. We found
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 nega-
tively depending on users’ experiences. This enabled us to develop a theoretical framework in
order to explicitly identify the conflicting consequences of telehealth use in COPD (see Fig 2).
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 increase
risk or reassurance); and reconfiguration of ‘work’ 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

Influences moral Self-care
dilemmas of help :
seeking
Inhibits Facilitates
experience interactions experience
— ‘work’ -
Fig 2. Theoretical framework to show conflicting consequences of telehealth use in COPD.
doi:10.1371/journal.pone.0139561.g002
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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 indluded studies
revealed that telehealth functions on a continuum between increasing dependency and increas-
ing self-care. It was not clear from the studies if the same patients function between depen-
dency and self-care—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 clini-
cal 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 per-
ceived to increase social connectedness and this together with having readings remotely moni-
tored, increases feelings of reassurance. However, there is a tension when ‘positive’ feelings of
reassurance are perceived to derive from telehealth enabling greater dependency on health care
providers.

Telehealth as reconfiguring the nature of ‘work’ 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.

Discussion

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 viewed as detriments (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 us to develop our 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 we sus-
pect 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 patients’ and health professionals’
views and experiences of telehealth, with patients being generally more positive about tele-
health 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 do not seem to have been
induded in any of the studies (this is discussed further in the limitations section below). In con-
trast, 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 ser-
vice provision.
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‘Whilst our synthesis highlights mainly negative health professional perceptions of tele-
health, a qualitative study which was part of the Whole System Demonstrator trial highlighted
mixed perceptions from front line health professionals delivering telehealth services to patients
with heart failure, COPD and diabetes [37]. Their findings support our interpretation that tele-
health 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 tele-
health 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 tel-
ehealth) generally perceived telehealth as a burden on patients: provoking anxiety in ‘well’
patients through clinical surveillance and overburdening patients with severe disease. Further-
more, 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 [37]. Our 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 ser-
vices. The Fairbrother etal. study [28] 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 (THS) 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) [38]: not only were GPs and practice nurses sceptical regarding the
benefits of telehealth in LTC management but there was evidence that nurses and GPs per-
ceived telehealth to threaten their existing roles and this brought about tensions regarding pro-
fessional boundaries. When telehealth services are implemented, care needs to be taken to
recognise how telehealth impinges upon professionals’ understanding of their roles and iden-
tity [38]. 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 [27, 29, 30, 35]. 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-deter-
mined outcomes, which often relate to current policy goals (such as reducing resource
demands); a problem arises when pre-determined outcomes are not met, but other, arguably
equally important, goals are met [39]. 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 people’s reluctance to seek help [40]. Our synthesis highlights how tele-
health interventions met a previously unmet need by increasing access to and legitimising con-
tact 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 [39]. This is difficult
to achieve within the confines of an RCT; yet 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 [41]. Therefore,
despite RCTs being classed as the ‘gold standard” of research, some have questioned the useful-
ness of them when evaluating something as complex as a telehealth intervention [41-43].
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In appraising the quality of studies included in the synthesis, we chose to use a modified ver-
sion of the CASP appraisal tool. This was a useful tool to appraise conduct and rigour [22] but
a limitation of the CASP tool is that it does not differentiate between studies which are concep-
tually rich compared to those which are descriptive [15, 22]. Therefore, whilst the CASP check-
list helped to guide our appraisal of quality in the included studies, in reality, we also used our
experience as qualitative researchers to judge how far each paper contributed to the overall syn-

thesis [22].

Limitations

Aswe only included studies that were published in the English language, for resource reasons,
relevant studies may have been exduded from this review. The majority of studies included

(n = 6) were based in the UK, with only one study being based in Denmark; therefore, the find-
ings may not translate to other countries. The study may be viewed to be methodologically
weakened as we did not perform double screening of references; however, a subset of references
(10 percent) were screened by a second author, with high inter-rater reliability observed, sug-
gesting satisfactory screening methods were employed. We only included studies that con-
formed to our definition of telehealth; this may be considered a narrow definition but our
interest was in interventions where patients played an ‘active’ role in their care (i.e. through
having to take their physiological readings or answer symptom questionnaires) so that we were
not including studies where the same care was being delivered but remotely (i.e. telephone con-
sultations). None of the included studies appeared to include patients who had refused tele-
health 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 induded 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 tele-
health (refusal rates ranged from 4-71%), with 20% of those who agreed to participate with-
drawing from the studies (withdrawal rates ranged from 4-55%) [44]. The main reasons given
for refusing telehealth were patients’ disinterest in the technology and no felt need for tele-
health whilst the main reasons for withdrawal were patients not wanting to use equipment,
deteriorating health and technical problems [44]. Our search found only one study (which was
conducted by one of our authors—CS) [45] which qualitatively explored patients’ reasons for
non-participation in a telehealth 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 a telehealth trial, together with 23 observational home visits. They
identified the following themes for why partidpants refused telehealth: patients’ perceived a
lack of technical competence and a perceived inability to use the equipment; they perceived tel-
ehealth asa threat to their identity and independence; satisfaction with current services and an
expectation that telehealth may lead to disruption of these services [45]. Patients withdrew
from telehealth mainly due to technical difficulties with the equipment and frustration with
slow response to technical problems [45].

Implications for future research

The theoretical framework developed is an early attempt at an explanatory model of the conse-
quences of telehealth use as perceived by patients and their carers (informal and health profes-
sionals). Further qualitative research is needed to understand the key ingredients that will

facilitate positive user experience of telehealth (ie. increase self-care not dependency; enable
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feelings of reassurance not risk; ensure feelings of empowerment not burden). Whilst this syn-
thesis has highlighted the potential for telehealth to be successful in the management of COPD,
further qualitative research (through engagement with all potential users of telehealth) needs
to establish whereabouts in the illness trajectory telehealth would be most useful. For example,
from our synthesis we have highlighted that health professionals in two studies deemed tele-
health to be unsuitable for patients with acute exacerbation of COPD, although patients
accepted telehealth as an acceptable mode of care [30]. Future research also needs to establish
what types of patients with COPD may benefit from telehealth. Future research should also
explore with health professionals, the change in clinical role to a more technical type of work
and/or the potential changes to delineation of roles when telehealth is introduced. More collab-
orative research is needed to bridge the gap between technological innovation and successful
service delivery; this could involve research that engages industry with patients, their carers
and health professionals.

Conclusion

Through conducting a meta-synthesis on the qualitative literature available, we have been able
to conceptualise user experience to identify the factors which inhibit or promote positive user

experience of telehealth; this has implications for the future design and successful implementa-
tion of telehealth services. Further qualitative research, which includes [potential] users of tele-

health is required at an earlier stage of technology and service development.
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