Improving Self-Management Support and
Planning in COPD in a Clinical Commissioning
Group in the North East of England
Final Report
January 2018
Research Team Dr James Newham1, Dr Siân Russell1, Dr Oladapo Ogunbayo1, Dr Karen Heslop2, Dr Paul
Netts3 , Prof Barbara Hanratty1, Prof Eileen Kaner1.
1

Institute of Health & Society, Newcastle University
Newcastle upon Tyne NHS Foundation Trust
3
NHS Newcastle Gateshead CCG
2

The study received NHS REC and R&D approval (REC Reference 15/NW/0951).
Corresponding author
Professor Eileen Kaner, Institute of Health and Society, Baddiley-Clark Building, Richardson Road,
Newcastle upon Tyne, NE2 4AX Eileen.kaner@ncl.ac.uk

1

Table of Contents
Glossary ................................................................................................................................................... 3
1. Executive summary ............................................................................................................................. 4
1.1 Conclusions ................................................................................................................................... 5
1.2 Recommendations ........................................................................................................................ 6
2. Background ......................................................................................................................................... 9
3. Project Aims and Objectives ............................................................................................................. 10
4. Research program ............................................................................................................................. 11
5. Work stream 1: Systematic review of reviews with meta-analysis .................................................. 12
5.1. Method ...................................................................................................................................... 12
5.2. Key findings ................................................................................................................................ 12
5.3. Conclusion .................................................................................................................................. 13
6. Work stream 2: Qualitative synthesis ............................................................................................... 14
6.1. Method ...................................................................................................................................... 14
6.2. Key findings ................................................................................................................................ 14
6.2. Conclusion .................................................................................................................................. 17
7. Work stream 3: Qualitative interviews with service users and healthcare practitioners ................ 18
7.1. Method ...................................................................................................................................... 18
7.2. Key findings ................................................................................................................................ 18
7.3 Conclusion ................................................................................................................................... 23
8. Work stream 4: Stakeholder Problem-Solving Workshops .............................................................. 24
8.1. Workshop approach................................................................................................................... 24
8.2. Key findings from Workshops .................................................................................................... 24
8.3. Conclusion .................................................................................................................................. 27
9. Work Stream 5: Feasibility evaluation of prototype COPD self-management intervention ............ 28
9.1. Intervention description ............................................................................................................ 28
9.2. Recruitment ............................................................................................................................... 30
9.3. Data collection ........................................................................................................................... 30
9.4. Findings from the SMA evaluation............................................................................................. 31
9.5. Building the evidence base for SMAs......................................................................................... 38
9.6. Conclusion .................................................................................................................................. 39
10. References ...................................................................................................................................... 40
12. Appendices ...................................................................................................................................... 43

2

Glossary
COPD
SMA
WS
HRQOL
ED
GP
RVI
QE

Chronic Obstructive Pulmonary Disease
Shared medical appointment
Work stream
Health-related quality of life
Emergency department
General Practitioner
Royal Victoria Infirmary
Queen Elizabeth Hospital

3

1. Executive summary
Background
The work outlined in this report was co-produced by the research team and practitioners from
Newcastle and Gateshead CCG. The starting point was a meeting between the academic lead and a
group of CCG stakeholders which aimed to identify the topic deemed most urgent and important
regarding local research investment. All the ensuing work was developed and conducted in
partnership between the research and practitioners.
Chronic obstructive pulmonary disease (COPD) is an irreversible condition characterised by dyspnoea,
sputum purulence, and persistent coughing as a consequence of airway inflammation. Patients with
COPD have an average of three acute exacerbations a year [1-3], and these exacerbations are the
second biggest cause of unplanned hospital admissions in the UK. Improving health-related quality of
life and reducing hospital admissions are key priorities in COPD management.
Effective self-management is where patients are able to monitor symptoms better when they are
stable and take appropriate action when symptoms worsen. Self-management planning with patients
is a recognised quality standard of the National Institute for Health and Care Excellence guidelines for
patients with COPD [3]. However the ideal format and content of self-management interventions is
currently unclear.

Research objectives
1. To summarise the current evidence-base on:
a. the effectiveness of self-management interventions at improving health-related quality of life
and reducing unnecessary emergency attendances and hospital admissions in people with
COPD.
b. barriers and facilitators to effective self-management planning in patients with COPD
2. To explore perspectives of patients and practitioners on factors that hinder and facilitate effective
self-management planning in primary care.
3. To co-develop an intervention, with practitioners and patients, that promotes effective selfmanagement planning.
4. To assess the feasibility and acceptability of the prototype intervention when delivered in primary
care.

Methods
The study included:
(i) a systematic evidence overview and meta-analysis which summarises the quantitative evidence
relating to the effectiveness of self-management interventions;
(ii) a qualitative evidence synthesis of perspectives and attitudes regarding self-management by
patients and practitioners;
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(iii) interviews and participatory ‘co-design’ workshops with patients (n=21) and practitioners (n=20)
based in Newcastle and Gateshead CCG in order to specifically understand the care context and codevelop solutions that inform the content and structure of a shared medical appointment (SMA);
(iv) a feasibility study to evaluate the acceptability of the developed SMA to both patients and practice
staff.

1.1 Conclusions
1. Self-management interventions for people with COPD improve health-related quality of life,
and reduce the likelihood of visiting emergency departments. The benefits persist at one-year
follow up.
2. Interventions that incorporate behaviour change techniques targeting mental health are more
effective than those that focus on symptom management alone.
3. The positive impact of self-management interventions on health-related quality of life is
greater in patients with severe symptoms.
4. Many patients face a burden of complex symptoms sometimes resulting in feelings of guilt,
shame, frustration, depression, low mood, and helplessness.
5. COPD is a social patterned condition and many patients experience low functional literacy and
health literacy challenges; misunderstanding about the nature of the disease is common.
6. Lack of knowledge about the disease leads many patients to develop coping strategies
through ‘trial and error’, testing their capabilities and assessing what makes them
comfortable. These can be positive adaptations, helping to normalise COPD into their lives.
However, some adaptations may result in curtailed social activities and reduced physical
activity through a fear of provoking an exacerbation; these can lead to further social isolation
and low mood.
7. Lifestyle changes such as stop smoking, being physically active, and eating healthily can make
a significant positive impact on physical health and wellbeing in patients with COPD.
8. A range of patient, practitioner and organisational factors can impede the implementation
and embedding of COPD self-management approaches in clinical settings. A whole systems
approach, where the key barriers to COPD self-management are methodically identified and
addressed at different levels, are more likely to be effective and sustainable than single
interventions (e.g. interventions solely focus on practitioner training or patient education).
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9. Many solutions to barriers that affect COPD self-management already exist, but require better
coordination and promotion (advertisement) across the different levels of care within the
region.
10. Generalist and specialist services approach COPD self-management in different ways. Primary
care remains the first point of call for most patients, while specialist community respiratory
teams and pulmonary rehabilitation teams play a crucial role at ‘critical’ periods (during a
flare-up and/or hospital/A&E visit). However many patients received the bulk of their selfmanagement advice from specialist staff after these critical periods. Greater involvement of
primary care would help to deliver a consistent self-management message to COPD patients,
and strength existing care pathways.
11. Effort should be made to discuss wider patient concerns about living with COPD which extend
beyond symptom management. These may include sensitive issues that patients are uncertain
about raising, such as mental health and physical intimacy. Whilst consultation times are
constrained, the opportunity is afforded by the offer of follow-up appointments and
involvement of the wider primary care team.
12. Shared medical appointments (SMAs) are beginning to be used for a number of chronic
conditions and provide a way of enabling patients to share experiences and learn from
adaptations made by others; self-management interventions delivered via a group format
have been shown to be as effective as individually focused input.
13. However, shared consultations can present logistical challenges for patients and practitioners
and must be facilitated with care. Coordinating several people for a longer duration
appointment rather than several one-to-one appointments requires good administrative
processes.
14. Due to the novelty of the shared medical appointment format, practitioners and
administrators need further awareness of what these sessions should entail so that they can
explain this clearly to patients and allay any potential concerns (eg. regarding confidentiality).
15. Patients felt that a potential benefit of shared medical appointment was the opportunity to
listen to others’ experiences and learn coping strategies borne out of actual experiences of
loving with COPD; both patients and practitioners were also able to find out about other
resources/support groups available in the local area.

1.2 Recommendations
1. To be more effective than usual care, self-management interventions for COPD should not
just tackle patients’ physical health (e.g. exacerbations) but also consider their psychoemotional (e.g. anxiety and depression) and social health context (e.g. social isolation).
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2. The high likelihood of COPD patients experiencing negative thoughts and emotions
concerning their condition should be considered and carefully addressed in consultations, as
this is a possible underlying reason for patients not being motivated to engage in selfmanagement behaviours.
3. Patients’ understanding of health information including advice provided should be checked
and explored (e.g. asking the patient to repeat the information provided) and providing
written material/leaflets may not be sufficient for their needs.
4. Practitioners should explore with patients what kinds of adaptations and accommodations
they have developed themselves, supporting any positive actions and helping to counteract
any potentially harmful ones.
5. Practitioners should consider signposting patients to support services within and outside the
NHS and that these do not to be disease-specific to support positive lifestyle changes.

6. Referrals to smoking cessation and physical activity/pulmonary rehabilitation programmes
should remain a key priority in self-management. However the offer to support services
should not be determined by the severity of symptoms and signposting should consider the
social and emotional benefits of such programmes.

7. A regularly updated database of existing services and resources that promote selfmanagement of COPD is required within the region. A clear ‘map’ of all existing resources will
provide both practitioners and patients with better awareness and access to what is available
to support COPD self-management. Some components of this map, such as the Gateshead
community website (www.ourgateshead.org) and other similar databases already exist, but
will need to be better promoted and updated.
8. A clear referral and communication pathway is needed, particularly for primary care
practitioners, to existing services such as pulmonary rehabilitation, smoking cessation, mental
health services (e.g. CBT), peer support groups (e.g. BLF breathe easy groups) and other
community self-help/support groups. The CCG COPD pathway-on-a-page needs to be
reviewed and regularly updated to best support practitioners and patients.
9. As a minimum, a COPD self-management plan should include an action plan for exacerbations
in addition to including the following features;
a. They should be clear and simple and not embedded within a booklet or other
information materials
b. They should include a clear plan on some the key topic areas:
c. ‘Living well with COPD’ – physical activity (avoid the term ‘exercise’), diet, social
wellbeing (interests/hobbies)
d. ‘How COPD makes you feel’ – good days and bad days, dealing/coping with low mood,
frustration, panics
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e. ‘Support from people you know’ – healthcare practitioners, family, friends,
community support groups

10. Practitioners could consider shared agenda setting and decision making during consultations,
with an emphasis on joint goal setting and action planning; proactive follow-up plans should
always be put in place to monitor progress towards these goals.
11. Interdisciplinary education and training of practitioners involved in COPD care may be useful
in developing a shared understanding of the concepts of self-management, promoting
partnership work and information sharing. Training should emphasise communication skills
rather than knowledge acquisition, with an emphasis on behaviour change techniques such
as motivational interviewing and cognitive behaviour therapy.

12. Shared medical appointments will require the development of new skills to be fully effective
and it is important that they are not viewed as usual care delivered in a group format.
13. It is important to ensure the fidelity of the essential components of shared medical
appointments across different groups of patients and also when delivered by different teams
of practitioners; this is likely to be enhanced by having a protocol/template to guide sessions.
14. Co-developed materials with patients can help ensure that all topics of importance to patients
are covered in shared medical appointments; these sessions need to be responsive to patient
needs and emergent issues.
15. Patient specific details and personal concerns should be addressed in 1:1 discussions away
from the group and/or in follow up appointments.
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2. Background
Chronic Obstructive Pulmonary Disease (COPD) is characterised by dyspnoea, sputum purulence, and
persistent coughing as a consequence of airway inflammation. The disease trajectory is one of
progressive decline, punctuated by frequent acute exacerbations in symptoms. COPD is the fifth
leading cause of death in the United Kingdom (UK) and fourth worldwide, and is set to become the
third leading cause of death by the year 2020, surpassed only by heart disease and stroke [3-5]. The
prevalence of COPD among adults aged 45years and over in primary care populations in the UK is
estimated to be around 9%; prevalence increases with age and is strongly associated with
socioeconomic status, affecting more people from low-income, deprived and educationally
disadvantaged communities [3]. Patients with COPD have an average of three acute exacerbations a
year, and these exacerbations are the second biggest cause of unplanned hospital admissions in the
UK [1-3]. COPD is among the most expensive inpatient conditions treated by the NHS [3]. As the
disease is irreversible and health-related quality of life (HRQOL) in patients is low, optimising HRQOL
and reducing hospital admissions have become key priorities in COPD management [6-7].
Self-management is recognised as a key component in the provision of healthcare many long-term
conditions [6], and appropriate self-management planning is a recognised quality standard of the
National Institute for Health and Care Excellence (NICE) guidelines for COPD in the UK [3]. Selfmanagement interventions encourage patients to monitor symptoms when stable and to take
appropriate action when symptoms worsen [8]. Barlow has defined self-management as ‘“the
individual’s ability to manage the symptoms, treatment, physical and psychosocial consequences and
life style changes inherent in living with a chronic condition. Efficacious self-management encompasses
ability to monitor one’s condition and to affect the cognitive, behavioural and emotional responses
necessary to maintain a satisfactory quality of life. Thus, a dynamic and continuous process of selfregulation is established” p.177 [9].
However, there is currently no consensus on the form and content of effective self-management
interventions and variation in the content of self-management approaches may explain previous
heterogeneity in effectiveness [3, 9-10]. A recent Health Technology Assessment (HTA) report on the
efficacy of self-management for COPD recommended that future research should (i) ‘try to identify
which are the most effective components of interventions and identify patient-specific factors that
may modify this’ (pg.35), and that (ii) ‘behaviour change theories and strategies that underpin COPD
self-management interventions need to be better characterised and described’ (pg.35) [11].
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3. Project Aims and Objectives
The aim of this work was for researchers and practitioners to work together in partnership to
understand factors influencing the use of self-management approaches with COPD patients in
primary care, and to co-produce and pre-test an evidence informed self-management intervention.

Objectives:
1. To summarise the current evidence-base surrounding:
2.
a. the effectiveness of self-management interventions for improving health-related quality of
life and reducing emergency department visits in people with COPD
b. barriers and facilitators to effective self-management planning in patients with COPD
3. To explore perspectives of patients and practitioners on factors that hinder and facilitate effective
self-management planning within the North East.
4. To co-develop an intervention, with practitioners and patients, that promotes effective selfmanagement planning in primary care.
5. To assess the feasibility and acceptability of the prototype intervention when delivered in primary
care
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4. Research program
The research consisted of a number of phases and work streams to tackle the different objectives
(Figure 1). The project began in January 2015.
Figure 1. Overview of work streams (WS) in the research program
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5. Work stream 1: Systematic review of reviews with meta-analysis
5.1. Method
A systematic review of reviews was conducted to provide an evidence overview of research in the field
and this allowed an opportunity to compare and contrast the summaries and findings of previous
reviews. To determine the effectiveness of self-management interventions, analyses were performed
using data from individual studies identified from within the reviews. Analyses explored the
relationship between health behaviours the interventions target and subsequent improvement in
health-related quality of life (HRQOL). In addition, we examined the extent to which trial and
intervention features moderated any effects (e.g. mode of delivery, number of sessions, severity of
illness of patients within trial). Data relating to the number of COPD-related emergency department
(ED) visits were extracted from studies to see whether fewer ED visits were reported in patients
receiving self-management interventions compared to patients receiving usual care. These findings
were published in International Journal of COPD (see Appendix 1).

5.2. Key findings
Twenty-six eligible trials provide data on 28 intervention groups. In total, these trials included 3518
participants (1827 intervention, 1691 control) whose mean age was 65.6 (SD=1.6; Range=45-89) years.
The majority of participants were male (72%).

5.2.1. Impact on health-related quality of life (HRQOL)
In summary, our analyses showed that;
i.
Patients who received self-management interventions had significantly improved HRQOL
compared to patients that received usual care.
ii.
Self-management interventions were significantly more effective than usual care in improving
HRQOL in COPD patients with severe symptoms but not in patients with moderate symptoms.
iii.
Self-management interventions delivered by a single practitioner were effective in improving
HRQOL but no significant improvement was observed with self-management interventions
delivered by multidisciplinary teams.
iv.
Single-session self-management interventions did not improve HRQOL but self-management
interventions with follow up sessions were significantly effective in improving HRQOL.
v.
Patients with COPD showed significant improvements in HRQOL with both individual- and
group-based self-management interventions compared to usual care.
vi.
Self-management interventions that targeted mental health were significantly more effective
than self-management interventions not targeting mental health management in improving
HRQOL; with self-management interventions that did not target mental health having no
effect on HRQOL compared to usual care.
vii.
There was no difference in effect size between self-management interventions targeting and
not targeting physical activity; with patients receiving either types of self-management
interventions showing significant improvement in improving HRQOL compared to patients
that received usual care.
viii.
When looking at specific follow up time-points;
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a. At 12 month follow up, patients who received self-management interventions showed
significantly more improvement in HRQOL than patients that receive usual care.
b. At 6-month follow-up, there was no significant difference in effect between patients
that received self-management interventions and patients that received usual care.
However, there were far fewer studies to provide evidence.

5.2.2. Impact on COPD-related emergency department (ED) visits
i.
ii.

iii.

Patients who received self-management interventions made significantly fewer visits to ED
compared to patients who received usual care; with effects consistent at 12 month follow up.
Self-management interventions that targeted mental health were significantly more
effective than self-management interventions that did not target mental health in reducing
ED visits made by patients.
a. Patients receiving self-management interventions that targeted mental health made
significantly fewer to emergency departments compared to patients receiving usual
care.
b. There was no difference between patients receiving self-management interventions
not targeting mental health and patients receiving usual care in the number of ED
visits made.
Patients receiving self-management interventions targeting physical activity made
significantly fewer ED visits compared to those who received usual care. No difference was
observed between patients receiving self-management interventions not targeting physical
activity and usual care. In comparison to usual care, however, there was no difference in the
size of effect between self-management interventions that targeted and did not target
physical activity.

5.3. Conclusion
Self-management interventions can improve HRQOL (particularly in patients with severe symptoms)
and reduce the number of ED visits for patients with COPD, but there is wide variability in effect. To
be effective, future interventions need not entail more costly multi-disciplinary and individual-based
self-management interventions but should focus on tackling mental health concerns and they do
require more than one session to be effective.

13

6. Work stream 2: Qualitative synthesis
To complement the quantitative data analysis presented in Work stream 1, a review of the qualitative
evidence was conducted to identify and explore perspectives and attitudes regarding selfmanagement by patients with a diagnosis of COPD and the practitioner providers. This review has
been published (Russell, S, et al. Qualitative systematic review of barriers and facilitators to selfmanagement of chronic obstructive pulmonary disease: views of patients and healthcare professionals
npj Primary Care Respiratory Medicine (2018) 28:2 (See Appendix 3).

6.1. Method
In summary, 3,608 unique articles were identified in the review and 31 unique studies across 33 papers
were eligible to be included in a narrative thematic synthesis. Themes presented by authors of the
identified papers, and the data excerpts presented within these papers, were compared and
contrasted across the body of work, and then grouped and translated into superordinate (higher level)
themes via an iterative process, representing cumulative findings.

6.2. Key findings
Below the key themes from the patients and practitioners are presented sequentially.

6.1.1. Patient Perspective
Knowledge of the condition
 Patient’s knowledge of COPD was reported as poor, limited, or confused with patients reporting
a failure to understand terminology, confusion of COPD with asthma, misunderstanding in regard
to the incurable nature of the condition and its progression, and a lack of knowledge on how to
recognise and respond to an exacerbation. Lack of understanding or confusion could lead to
frustration and impact on a patient’s confidence in undertaking self-management activities. Such
issues may be compounded by the social patterning of the disease; COPD diagnosis and poorer
outcomes among COPD patients have been associated with lower socioeconomic status and lower
educational attainment
 Patients reported having received limited or no information from practitioners in regard to the
condition, how to manage it or what services they could be referred to, conflicting information
from different practitioner or from external sources, a lack of opportunity to ask questions within
consultation, and medicine being prioritised over lifestyle concerns causing frustration.
 However, knowledge was not always reported as poor. Some authors found that patients had a
clear understanding of the nature of and progression of the disease.
 Patient knowledge and understanding of COPD appeared to be interwoven with the individual’s
‘lifeworld’ (subjective sense of self and the external world, shaped by personal experiences) which
could have positive implications for self-management, as well as problematic ones (e.g.
rationalising continued smoking). Health literacy may place a role here in influencing health
beliefs. Low health literacy can produce a failure to accept the incurable nature of the disease, a
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fear of the possible negative consequences of medications, and an increased impact on emotions
[12-16]. Furthermore, low health literacy is associated with higher disease severity, increased
helplessness, poor HRQoL, and greater use of emergency health-care utilization in COPD patients
[17, 18].
Time and adaption
 Engaging in self-management activities appeared to go hand-in-hand with the length of time living
with the condition; with people with COPD coming to understand and respond to the experience
of breathlessness;
 “Trial and error” and adaptation appeared to be a process whereby patients came to recognise
what they could no longer do and what they were still capable of doing, and in the course of this
process adapt their behaviour to accommodate the condition. This process could then materialise
in active self-management behaviours such as allowing more time for activities of daily living and
hobbies, reducing or changing the kinds of activities engaged in, and planning ahead.
 While practitioners and the healthcare system were sometimes reported to have had a role in
such management strategies, patients themselves were more often undertaking this process of
adaption of their own volition without the aid of self-management plans, even when personal
knowledge of COPD appeared to be limited.
 The process of adapting to the condition over time also led to another subtheme of the loss:
accommodating, managing COPD, and avoiding breathlessness appeared to be a process of
reduction, and slowing down. For some, the process of reducing participation and slowing down
could be accepted as an inevitable aspect of the aging process, but elsewhere this was reported
as a cause of frustration, depression/low mood, and further risk taking behaviour, for example
prioritising socialising and participation above the risk of exacerbation.
Social Factors
 Linked to the subtheme of loss, the progression of COPD could have a negative impact on social
interaction caused by accessibility, embarrassment in regard to the symptoms of the disease, and
fear of breathlessness. Social isolation or limiting social interaction could also have a knock-on
effect of triggering low mood and this could impact on patients’ motivation to engage in selfmanagement activities.
 Family members could play a key role in supporting people with COPD to adapt to the condition,
enable motivation to engage in self-management behaviours, and also in proving emotional
support. However, the need to rely on family members could result in ambivalence caused by the
‘invisible’ nature of the disease, guilt, conflict, and frustration caused by dependence and changes
in family role. One study reported that the symptoms of COPD could cause a reduction in sexual
intimacy which could cause tension and lead to divorce.
 Social comparison to either other people with COPD or other peers could have both a positive or
negative impact on perceptions of self and the disease. Interacting with others with COPD could
offer learning opportunities, a sense of validation of lived experience, and an opportunity to make
new friendships. In some international studies, religion or faith was reported as offering a form of
support, and rationalisation and acceptance of the condition.
Emotional and Psychological Factors
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Emotional and psychological challenges were reported within all papers, suggesting that
experiencing COPD could also result in a considerable emotional burden. As previously flagged,
people with COPD often faced considerable loss of capacity to participate in social activities, and
this could result in frustration, depression, low mood, and feelings of worthlessness. Such feelings
could hinder confidence or motivation to engage in self-management activities.
The role of smoking in causing lung damage could lead to feelings of guilt and self-blame and the
progressive, incurable nature of the disease could also produce a sense of nihilism or helplessness
which again can impact upon motivation and also adherence to treatment.
Anxiety, panic, and fear were associated with the experience of breathlessness. Such fears could
result in limiting participation and social interaction to avoid breathlessness. Fear and anxiety
were not merely associated with exacerbation but also thoughts about future disease progression.

Relationship with Healthcare practitioners
 The role of practitioners was reported as important and there were some positive interactions.
Pulmonary rehabilitation was deemed as beneficial, particularly in maintaining exercise.
 Problems included: having inadequate information; a lack of opportunities to ask questions or
having to follow a practitioner’s agenda; feeling rushed by practitioners; lack of faith in some
practitioners; and rejecting advice which conflicted with personal understanding about the
condition. All these factors could impede a positive relationship with practitioners.
 Some patients could delay going to see their GP as they wished to avoid hospital, some did not
want to ‘bother’ their GP, or they felt services were too stretched to treat them, while others
believed they could ‘tough it out’ or were worried about being judged due to previous or
continued smoking.

6.1.2. Healthcare practitioner views
Problematic Knowledge and Understanding of COPD and Self-management
 Lacking appropriate knowledge, skills, or education to administer self-management education or
planning appeared to be a barrier to practitioners providing self-management support. Some
reported that practitioners lack knowledge and skills in areas of physical activity, breathing
exercises, as well as diet and nutrition; and nurses felt a sense of ‘insufficiency’ in administering
patient education.
 Practitioners’ understanding of self-management appeared to be misunderstood and variable and
practitioners were unfamiliar with goal setting in particular.
Prioritising Established Practice over Behaviour Change
 Smoking cessation, flu vaccination, and medication were seen as priorities with some authors
reporting that many practitioners viewed self-management as out of their daily practice, choosing
to refer patients to pulmonary rehabilitation. Behaviour change and patient education were
viewed as complex, time consuming, and difficult for patients to adopt.
 Nurses and allied health professionals viewed self-management as outside their daily practice,
choosing to refer patients to others for support. Practitioners could also experience a lack of role
clarity regarding pulmonary rehabilitation referrals.
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Behaviour change and patient education were viewed as complex, time consuming, and difficult
for patients to adopt.
Communication between different practitioners could be problematic, complicating the care
pathway.

Views towards patients / powerlessness
 Some studies reported that practitioners believed that management of exacerbations required
complex skills and questioned whether patients had the health literacy or confidence to engage.
 Some practitioners viewed older patients as less motivated and potentially lacking the cognitive
skills for self-management. Practitioners expressed a sense of powerlessness to address behaviour
change and a hesitancy to approach patients they believed were resistant.
 Practitioners also recognised the difficulties patients faced and need to be collaborative and
empathetic with patients. Practitioners also acknowledged that patients may find it difficult to talk
about issues of depression and anxiety.

6.2. Conclusion
The ability of those with COPD to accomplish successful self-management is dependent on their own
personal life context, attitudes, beliefs, emotional responses, socio-cultural resources, and time living
with the condition. The multitude of factors that influence self-management are on a continuum, and
can impact upon each other, as opposed to being clearly categorised as barriers or facilitators.
Practitioners should aim for ongoing engagement with patients accounting for, and harnessing
patients’ own illness perceptions and self-learned self-management strategies. Support should be
collaborative, addressing how patients conceptualise their condition, the kinds of adaptions they have
made to accommodate their condition in order to harness the patient’s pre-existing capabilities and
motivation, and address wider psychosocial issues. Thus there should be a greater focus on
interventions that encourage and enable practitioners to cultivate effective ways of engaging with
patients (e.g. shared decision making).
Practitioners face challenges in supporting self-management such as limited training, confidence
issues, and pressures of time. In addition, practitioners can have a narrow interpretation of selfmanagement focusing on symptom management alone. This can leave social and emotional issues
unaddressed. As such, while primary care and community-based practitioners often have wellestablished relationships with patients, and are therefore well placed to provide tailored and
personalised self-management support, practitioners can require further support and training in order
to provide patients with effective self-management support.
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7. Work stream 3: Qualitative interviews with service users and
healthcare practitioners
After synthesising the perspectives of patients and practitioners from the academic literature, the next
step was to conduct qualitative interview work to explore the perspectives of patients with COPD and
practitioners with experience of managing their care. The aim of this qualitative study was to identify
potential barriers and facilitators to implementing and adhering to COPD self-management. While
primarily exploratory, the findings from this work stream were intended to be used to inform the
content of a future intervention to promote self-management. A paper based on patients’
perspectives is currently being prepared for publication. A paper based on the practitioner interview
work has been published in npj Primary Care Respiratory Medicine (See Appendix 2).

7.1. Method
Patient participants were recruited from a wide range of settings; primary care (GP practices),
secondary care (RVI, QE), pulmonary rehabilitation programmes in hospital and community settings
and from the British Lungs Foundation (BLF) ‘Breathe Easy Groups’. Practitioners were also recruited
from similar settings as patients in order to capture the wide range of practitioners involved in the
care of COPD. A total of 21 patient participants and 20 practitioner participants took part in the study.

7.2. Key findings
7.2.1. Patient Perspectives
Four key themes emerged from the data from the patient interviews: (1) Knowledge and
understanding, (2) Matrix of care, (3) Psychological and emotional, and (4) Social isolation and multiple
losses and restrictions on their lives due to symptoms and associated emotions (e.g. depression and
anxiety).
Knowledge and Understanding of COPD
 Patient’s knowledge of the condition was variable. While some had either known a friend or family
member with the condition or had already experienced living with asthma (which provided some
pre-existing understanding), many had not heard of COPD at the point of diagnosis. While some
patients would conflate COPD with asthma or view COPD simply as breathlessness, others
expressed a more comprehensive understanding of their condition:
P006: Chronic obstructive pulmonary disease. It means – chronic is long-term. Pulmonary is to
do with your lungs. Obstructive is self-explanatory. And the disease means it’s an alien thing
that’s happening to your body. So as far as I know, it means a lot of the air sacs in your lung
have been that damaged they don’t work. I may be wrong.


Patient’s personal beliefs appeared to have a strong impact on their understanding and perception
of the disease. For example, beliefs regarding smoking were sometimes problematic. While such
patients appeared to understand smoking was not good for their lungs they would not position
smoking as the direct cause. In addition, those who still engaged in smoking would rationalise
18

their behaviour as a comfort, explain that they felt worse when they tried to quit, or that smoking
helped them clear their lungs.


Time represented a key factor in patient’s acquisition of knowledge and their understanding of
what COPD meant for their health and their lives. Patients described ways in which, over time,
they had attempted to accommodate the disease within their lives. Patients reported rearranging
their homes to make it easier to move around, moving to homes on one level to avoid stairs,
planning ahead, using eco-friendly products in the home to avoid chemicals and fumes, and pacing
their hobbies, chores, and other activities to avoid breathlessness.
P016: I start digging one trench [in the allotment], planting the tatties … dig half a trench and
then sitting for five minutes in my chair. Get up, dig the other half of the trench, sit in my chair
for five minutes, and get the barrow, get it full of manure, fetch it back to my trench, sit down
for five minutes. Fill the hole with manure, sitting for five minutes, get my tatties, put them in,
sit down for five minutes in my chair.



These adaptions were often learned over a period of time using a ‘trial and error’ approach and
following an accumulation of experiences of exacerbation and feelings of breathlessness. In
addition, patients also expressed ways in which they had learned to ‘listen to their body’ in order
to gauge when to take action, whether this be resting, starting a rescue pack, or calling a
practitioner. Again, this was linked to learning from past experiences.



Patients reported receiving information from different sources from practitioners, relatives or
friends, groups such as the BLF ‘Breathe Easy’ groups, to the internet. This was variable from
patient to patient and information was often received in dribs and drabs and at different time
points, often following an acute episode. While patients did report that they had discussions with
practitioners, much of the information they received was from leaflets. These would often be filed
away, left on the coffee table, and not necessarily read through. Those who attended Breathe
Easy groups or had attended pulmonary rehabilitation appeared to have gained a more
comprehensive understanding of their condition and of self-management techniques such as
breathing techniques and tips on diet.

Matrix of care
 Patients’ access to and experience of the healthcare system was variable. Some were managed
solely by their GP or practice nurse, while others discussed an array of practitioners who were, or
had been involved in their care. When discussing their relationship with GPs, patients often felt
that they did not want to take up too much of their GP’s time, did not prepare for consultations
or would not bring up anything beyond immediate problems and some commented that it was
difficult to get an appointment in a timely fashion or it was difficult to see their own GP.




Being able to have some continuity in their care in terms of a known individual, be this a GP,
practice nurse, member of the chest team, or community matron was deemed as important to
help prevent repetition of information and to better provide a rapport.
Access to differing practitioners could prove useful in providing patients with new and helpful
information. For example, hospitalizations could prove to have silver linings as patients received
additional information on managing their condition and follow-up visits from respiratory nurses:
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Interviewer: With regards to your understanding of COPD as a condition, where do you get
your information from? So where would you say was your main source of understanding?
P004: I would have said the hospital.
Interviewer: The hospital, okay.
P004: Yes. They were very informative [later] I feel the GP should do more. But I'm very much
aware of the pressures of general practice.


Patients’ access to potential resources such as pulmonary rehabilitation or informal groups such
as Breathe Easy appeared to be dependent on the proactivity of their GP and also the locality in
which they resided, resulting in a ‘postcode lottery’ of care.

Psychological and Emotional
 Patients reported numerous negative emotions in relation to the experience of COPD symptoms
and what this meant for their lives. Frustration, low mood and bad days, depression, and regret
were often expressed when discussing the impact of the disease on their life and relationships:
P021: But my two sons and my daughter and my wife, if it weren’t for them, tell you truth I
would rather just go, because I don’t want to be like this, I don’t. It’s horrible when you get up
in the morning or when you’re lying in bed through the night and things come in your head
and you go, is this it? And it is depression, I couldn’t care what they say in there [hospital], you
can get over it. You can’t get over it, how can you get over COPD? You can’t.


Anxiety about the future and panic associated with experiencing breathlessness were also
common:
P021: but it’s like somebody... You’ve got your head in a bucket of water and you need to come
up and you can’t come up. And that’s the way it feels, and it just makes you start panicking,
how can you stop panicking if you can’t breathe?



The emotional burden of COPD appeared to impact upon patient’s motivation as low mood
dampened their desire to participate and fear and anxiety made them apprehensive in regard to
exercise or situations that could lead to breathlessness.

Social isolation and ‘shrinking life world’
 As the symptoms of COPD increased, patients were forced to reign in aspects of their lives and
reported seeing friends less often. This could be worsened by the issues such as bad weather (wind
or rain) limiting their ability to get out of the house. While those with family members could be
protected from extreme social isolation, they were not immune to loss or feelings of loneliness
brought on by the limiting nature of the condition. Again, such experiences resulted in low mood
and reduced motivation.
P006: I don’t think people understand how limiting it is. It’s horrible. It changes your life totally
... It’s just an extremely limiting disease [later] I’ve got nobody to talk to, nobody to talk with.
I’ve got nobody to do anything for me. And at times, when I look out there in the summer, it
breaks my heart. It actually makes me want to cry, when I see that garden… Walking up hills,
walking… All of a sudden, I can’t do that. And I’m just walking along the road. And then you
get depressed. It kicks in.
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7.2.2. Practitioner Perspectives
Analysis of practitioner perspectives were conceptualised into three broad categories: patient-,
practitioner-, and organisation/system-level.
Patient-level factors
 The key patient-level factors described were;
o knowledge and understanding (e.g. of COPD, treatment)
o motivation and taking responsibility (e.g. to attend pulmonary rehabilitation, stop smoking)
o dealing with emotional and psychological issues (anxiety, depression, frustration)
o specific self-management skills (e.g. self-monitoring for exacerbation)
o social/support network (e.g. social isolation, access to appropriate resources)
o personal life context of individual patients (e.g. living condition, comorbidity).
Rather than being discrete, these factors were intricately connected to each other. Practitioners
described some patient-level factors as being a consequence of other factors. For example,
patients with poor knowledge and understanding about the cause and prognosis of their COPD
were less likely to accept the consequences of engaging in certain behaviours (e.g. quitting
smoking or attending pulmonary rehabilitation) which in turn may lead to reduced motivation and
taking responsibility to modify their lifestyles. In some other cases, patient-level factors were
described as being mutually dependent on each other, for example, some patients become
socially isolated due to the fear and anxiety of exacerbating when they leave their homes, further
escalating their lack of interest and involvement in social and community activities that may
improve their COPD and quality of life.


There was a general consensus that any intervention or approach that targets at least one of these
core factors would likely have a cascading effect on addressing other factors. Most practitioners
accepted that each patient with COPD required individualised support to address specific aspects
of their personal life context that affected how they engaged in self-management.



Patients’ knowledge and understanding appeared to be the overarching patient-level factor that
practitioners perceived should be the target of a self-management intervention. Most
practitioners described a targeted patient education approach to address different aspects of
patients’ knowledge and understanding, which is believed would have the most significant impact
on other patient-level factors. For example, while smoking cessation was seen as the single most
important aspect of improving COPD patients’ quality of life, an educational approach that
improves patients’ understanding of their COPD and the effect that smoking may have was viewed
as most beneficial to patients.



However some practitioners highlighted the limitation of a patient education approach if other
patient-level factors such as motivation to change behaviour were not addressed. There was also
a general acceptance of time, resources and the boundaries of practitioner roles and
responsibilities prevent providing a truly patient-centred educational approach to improve selfmanagement.

Practitioner-level factors
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 These were factors directly attributed to how practitioners themselves engaged in activities to
support self-management of COPD. The key practitioner-level factors that emerged were;
o speciality, interest and expertise of practitioners in COPD/respiratory conditions
o variation in practitioners conceptual understanding of ‘self-management of COPD’
o use of behaviour change techniques in patient consultation and communication
o team-working, skill-mix and communication among different practitioners
o frustration/treatment futility
o normalizing self-management support and planning into routine practice.
The different practitioner-level factors appeared to be more distinctive although some were
interrelated in a number of ways. For example, the specialty, interest and expertise of
practitioners in COPD/respiratory condition (pulmonary rehabilitation and specialist respiratory
teams) appeared to influence how patients were referred to different services/resources, the
amount of time spent during a consultation with individual patient and the routine use of selfmanagement support and planning tools. On the other hand, factors such as practitioners’
conceptual understanding of ‘self-management of COPD’ was related to the approach taken to
provide self-management support and planning, for example, practitioners that viewed selfmanagement as ‘exacerbation management’ viewed self-management support as being
predominantly about providing information about symptom recognition, management and the
use of ‘rescue packs’.
 Practitioners recognised they required an educational/training intervention and support to
improve practitioner knowledge, skills and confidence to engage in COPD self-management
support and planning. practitioners highlighted the need for improved communication and
consultation skills in areas such as;
o the use of behaviour change techniques (e.g. cognitive-behavioural techniques, motivational
interviewing)
o self-management support skills (e.g. collaborative action-planning and goal-setting)
o dealing with patients’ psychological and emotional issues
o the use of a consistent referral pathway (e.g. social prescribing).
Some described the feelings of treatment futility and powerlessness that they encountered with
some COPD patients who were deemed as ‘difficult’ (e.g. still smoking), or those that were nonresponsive to the care/intervention being provided (e.g. repeat hospital admission ‘offenders’).
Organisational/system-level factors
 Practitioner perspectives highlighted a number of higher level factors that operated above the
patient- and practitioner-level factors. The key organisational/system-level factors that emerged
include;
o fragmentation of existing services, interventions and resources for COPD patients
o systematic focus on biomedical model and outcomes for COPD
o reactive system to providing COPD services
o communication and information-sharing among different practitioner teams
o convoluted and inconsistent referral pathways.
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Organisational/system-level factors appeared to reinforce a number of the practitioner-level
factors that affected COPD self-management, for example, a focus on biomedical outcomes such
as prescribed ‘rescue packs’ influenced some practitioners’ decision to prioritise exacerbation
planning over a more holistic self-management planning.
 Participants indicated that organisational/system-level factors could concurrently affect both
COPD patients (in terms availability and access to self-management resources) and practitioners
(in terms of support and resources to provide self-management support). For example, with
fragmentation of existing COPD services and resources, some COPD patients could experience a
‘postcode lottery’ based on their geographical location.
 Practitioners with low awareness of what was available within those local areas were less likely to
refer or signpost patients that could benefit from them. Likewise, a reactive system was apparent
in some areas, where practitioners only referred patients who had experienced a critical incident
(frequent exacerbation or hospital admission) for pulmonary rehabilitation. Consequently, those
patients who had not experienced such critical incidents may have missed an opportunity to access
information and advice that may have been of benefit to them in avoiding future exacerbations at
hospital attendance.

7.3 Conclusion
Understanding barriers and facilitators to the provision and receipt of high quality COPD care is
essential for future health service improvement work. The views of both practitioners and patients
need to be accounted for in development of work to promote COPD self-management approaches.
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8. Work stream 4: Stakeholder Problem-Solving Workshops
A series of participatory, problem-solving workshops with stakeholders with the purpose of generating
ideas and solutions to the barriers that were identified in previous work streams. It was hoped that
these solutions could inform the content of an intervention to improve self-management support.

8.1. Workshop approach
The participatory workshop design approach has been shown to be a positive and creative tool for
improving feasibility and acceptance of interventions. The aim was to provide opportunity for
practitioners and patients with COPD to discuss the key issues that were identified from the literature
as well as from the qualitative interviews. The workshops were divided into patient-only and
practitioner-only sessions. The practitioner-only workshops discussed and prioritised the key issues
affecting self-management of COPD and then deliberated on their ideas and solutions to tackling these
issues. Patient-only workshops used mock case studies and scenarios that were designed to cover the
key issues affecting self-management of COPD to get participants to discuss and share their ideas to
tackle them. The structure of the discussions was guided by the researchers to maintain a problemsolving focus and enable all voices to be heard.

8.2. Key findings from Workshops
Mapping of the key resources available to COPD patients
 The workshops provided an opportunity to map out key resources in the local area order to inform
a comprehensive and accessible database/directory that could be incorporated into a CCG COPD
care pathway or inform a social prescribing component of a self-management intervention.
 Participants listed and described the range of resources available for COPD and these were
grouped under four broad categories (i) stop smoking services, (ii) mental health resources, (iii)
physical activity resources, and (iv) peer/social support resources.
 A range of online resources and services were also described although many participants (both
practitioners and patients) expressed scepticism and caution about the value of online resources,
particularly in relation to the demography and computer literacy levels of many patients.
 Differences emerged in the categories and types of resources that were described by practitioners
and patients. Practitioners predominantly described resources that were well-established such as
the stop smoking services community pharmacy and mental health services, for example the CBT
program. On the other hand, patients tended to be more interested in resources that helped them
with getting physically and socially active and many described resources that were not directly
related to the care of COPD, particularly those that were run by voluntary organisations.
‘People’ involved in COPD
Participants identified and described the people that were involved in providing COPD care.
 Practitioners mainly described the roles of a wide range of practitioners involved in COPD care
which were categorised into primary care teams, specialist respiratory/COPD teams and the
pulmonary rehabilitation teams. An ‘other’ category was also described which included
practitioners from social care, the ambulance service, private health providers, oxygen providers
and palliative care teams.
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COPD patients, on the other hand, identified and discussed a much narrower range of
practitioners who were predominantly their GPs, practice nurses and other practitioners directly
involved in their care. Patients tended to be more familiar with practitioners by their names,
rather than by their job titles. A range of non-practitioners were also described by participants
including family members/carers, friends, peers (mainly the BLF breathe easy and pulmonary
rehabilitation groups).

Potential components of a COPD self-management intervention
A table was produced that linked the suggested solutions gleaned from participants to inform the
components of a COPD self-management intervention that could be operationalised and implemented
in primary care practice. These solutions have been grouped under three levels of intervention, based
on the broad categories of: patient; practitioner; and organisation or system.

8.2.1. Patient-level interventions
Most suggestions pointed to the need for a highly personalised and structured support system and/or
a group/peer-based support system, depending on the circumstances of individual patients. Many of
the components of these support systems were considered to be already available, but were
fragmented and not widely accessible. A key part of operationalising the patient-level intervention
required better coordination, access and use of these support systems.
Personalised support system.
 Existing personalised support systems such as the Ways to Wellness social prescribing model in
the West of Newcastle or the use of Health/Care navigators in parts of Gateshead where patients
were assigned to a named key/link worker who provided one-on-one support to individual
patients to identify and address specific issues affecting all aspects of their lives.
 Peer support/buddying where patients receive support from other COPD patients in a formal or
informal setting were also discussed as an approach for patients who may not feel comfortable
within a group environment.
 Other ideas discussed such as a one-stop COPD drop-in clinic was also suggested to support
patients who require urgent information support (such as anxiety/flare-up) that may not
necessarily require A&E/hospital admission. Increased screening for symptoms of anxiety and
depression and referrals to holistic care, such as CBT, within primary care could help with this.
Group-based intervention/support system
 This type of intervention and support system was evidently well-valued and important to both
patients and practitioners. Components of an intervention could tap into existing group-based
interventions such as pulmonary rehabilitation and the BLF breathe easy groups. The positive
information-providing and social impacts of such groups were emphasised by participants.
 It was suggested that other non-COPD support groups run by voluntary organisations could be
better streamlined to provide a more effective self-management support system.
 Availability and access to a regularly updated directory of group-based support systems was seen
as important in improving attendance, stability and uptake of these group activities.
 Specific barriers arose relating to how these suggestions could be operationalised (e.g.
practical/logistical issues, funding/sustainability of voluntary groups, etc).
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8.2.2. Practitioner-level interventions






Workshops highlighted a need for the different teams of practitioners to deliver a consistent and
coherent message to help patients to self-manage their condition (e.g. use of similar selfmanagement materials and plans) and increased practitioner awareness and use (via referrals and
signposting) of local/community resources that patients could use.
It was suggested that practitioner-level interventions should include self-management/behaviour
change education and training, mentoring and sharing of best practices amongst different
practitioners and teams, and the use of a well-structured but flexible self-management guide
during consultations.
The ‘year of care’ model of consultation that involved collaborative action planning, goal setting
and follow-up strategy may also play a critical part in normalising the use of self-management
planning communication and consultation in practice.

8.2.3. Organisational/system-level interventions





It was clear that components of a positive COPD self-management intervention required better
coordination and integration of existing resources within Newcastle Gateshead CCG.
There were currently a variety of self-management planning tools (‘action’ plans) in use across the
local area and beyond including:
o The British Lungs Foundation (BLF) range of COPD self-management tools/materials https://shop.blf.org.uk/collections/self-management
 “First steps to living with COPD”
 Self-management plans/booklet
 “COPD patient passport”
o Queen Elizabeth Hospital Birmingham/NHS Birmingham CCG COPD self-management
leaflet
o COPD self-management plans developed by Health Quest Solutions.
o COPD self-management plans developed ‘in-house’ by some GP practices and specialist
respiratory teams
o Pulmonary rehabilitation (BOC) self-management plans
Some of these were ‘action plans for exacerbations’, rather than a holistic ‘self-management’ or
‘self care’ plan. As a minimum, it was suggested that a COPD self-management plan should include
the following features:
o They should be clear and simple and not embedded within a booklet or other information
materials
o They should include a clear plan on some the key topic areas described above, i.e.
 ‘Living well with COPD’ – physical activity (avoid the term ‘exercise’), diet, social
wellbeing (interests/hobbies)
 ‘How COPD makes you feel’ – good days and bad days, dealing/coping with low
mood, frustration, panics
 ‘Support from people you know’ – family, friends, community support groups
o Self-management plans should include a clear proactive follow-up plan
A clear ‘map’ of all existing resources and access to ‘what is available’ to support COPD selfmanagement is needed. Some components of this map such as the Gateshead community website
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(www.ourgateshead.org) and other similar databases already exist but will need to be better
promoted and tailored to meet the needs of COPD patients and practitioners.
Local COPD care pathway need to be updated to support practitioners in delivering a better, wellinformed referral, signposting and social prescribing pathway. Such a strategy document will also
need to be well-circulated and promoted to increase awareness and its use in routine practice.
Other high-level organisational interventions such as the open COPD/respiratory drop-in clinic or
other support system were also suggested, although the resource implication was acknowledged.

8.3. Conclusion
The findings from the participatory ‘co-design’ workshops point to a ‘whole-systems’ approach [8]
when developing new, or implementing existing, COPD self-management interventions. There
already exist many components of COPD self-management interventions that operate at patient,
practitioner and organisational levels. This work stream highlighted the need for a coordinated
strategy to tackle the very complex issues that affects how these interventions could be embedded
into routine primary care practice.
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9. Work Stream 5: Feasibility evaluation of prototype COPD selfmanagement intervention
The overarching findings from the previous work streams indicate that self-management interventions
for COPD should not just tackle the physical health of patients (e.g. exacerbations) but also the psychoemotional (e.g. anxiety and depression) and social health context (e.g. social isolation) of individual
patients. The findings also suggest that a self-management intervention should tackle the key issues
affecting self-management at a patient-level (e.g. motivation, knowledge and understanding),
practitioner-level (e.g. behaviour change communication, shared agenda-setting) and
organisational/system-level (e.g. organising/mobilising access to community resources).
While it is recognised that there cannot be a ‘one-size-fits-all” intervention for COPD, an opportunity
arose to develop an approach that could tackle many of these key issues at the different levels, in the
form of a Shared Medical Appointment (SMA) model. SMAs are “defined by groups of patients
meeting over time for comprehensive care, usually involving a practitioner with prescribing privileges,
for a defining chronic condition or health care state. SMAs often use educational and/or selfmanagement enhancement strategies, paired with medication management, in an effort to achieve
improved disease outcomes.”[19]
Rob Lawson, a GP and SMA Champion in the UK states that “SMAs hold particular promise for patients
with low levels of health literacy, such as the aged, migrant groups and lower socio-economic
individuals, for whom treatment has shown to be problematic. It might be anticipated that the
additional time, patient education and peer support in such settings would ensure greater
understanding of self-management and treatment adherence, thus leading to better patient
outcomes"[20]. Despite their theoretical benefits, there are very limited studies that have explored
the use of SMAs for COPD consultations in primary care [21]. SMAs are currently being trialled as a
new form of care/annual reviews for people with COPD and other long-term conditions by a small
number of clinicians within Newcastle Gateshead CCG.
The objectives of this work stream were:
i.
To develop the content and structure for a SMA using the findings from the previous work
streams
ii.
To evaluate the feasibility and acceptability of the prototype SMA when delivered in a GP
practice in Newcastle.

9.1. Intervention description
A prototype SMA intervention was developed iteratively by combining findings from three different
sources; 1) findings from previous work streams; 2) a rapid scoping review of the literature on shared
medical appointments used in clinical consultations and; 3) expert accounts from innovator/early
adopter clinicians already involved in the use of SMAs in practice. This SMA intervention was
developed to be implemented within a general practice that had already committed to a process of
trialling the use of SMAs as a way of delivering annual reviews for COPD patients (Benfield Park
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Healthcare and Diagnostic Centre) between November 2016 and March 2017. The GP practice had
four GP partners, of which one had a special interest in respiratory medicine.
The SMA intervention had two parts;
1) A group session of 1hour 30 minutes which comprised of;
a. 30 mins for patient assessment/measurement, medication information and support
including inhalers and a brief overview of COPD
b. the next hour for the main clinical session with the GP, facilitated by practice nurse
and/or healthcare assistant
2) A one-on-one follow up session scheduled within 2 – 4 weeks after the group session to;
a. provide tailored support on issues identified or discussed at the group session
b. a focus on social prescribing to appropriate resources and activities that support selfmanagement (e.g. how to getting physically and/or socially active)
While most SMA studies do not report the use of a theoretical model, a few studies have described
using “patient-centred adult learning” and the stages of change model. Behavioural strategies that
have been described in SMA interventions include personalised care planning, goal setting, homework
assignments, problem-solving and self-monitoring. The current SMA intervention was underpinned
by behavioural strategies that incorporated the ‘year of care’ collaborative care and support planning
model that included action planning, goal setting and follow-up elements. The theoretical principle of
shared decision-making is essential for the personalised care planning component of the intervention.
A framework and outline for the delivery of the SMA group session was developed by the research
and practice team. The SMA group sessions were intended to be interactive and responsive to
attendees’ priorities and needs; flexibility was built into the process. However, the sessions were also
shaped and guided by templates developed from evidence syntheses and primary data collected in
this research project. The templates consisted of the key topic areas and content to be covered during
the group session which included: a) living well with COPD’ (covering issues such as physical activity
and diet); b) ‘how COPD makes you feel’ (covering the emotional aspects of the condition); and c)
‘support from people you know’ (exploring the social support needs of the patients).
The template for the practitioners was used to help structure the session and maintain a focus on the
key topic areas during the group session (Appendix 4– practitioner SMA template). The template for
patients helped them think about/take notes of their specific needs during the group session
(Appendix 5 – Patient SMA worksheet). Patient templates were to be included in patients’ GP records
(photocopied and/or scanned) and used as an agenda to guide the discussion at their one-on-one
follow-up session with the practice nurse or healthcare assistant.
The two research associates met with the practitioners on three occasions to discuss the processes
involved in delivering the SMAs and shared documentation detailing these processes, prior to the
SMAs commencing.
The research and practice team held debriefing meetings after each session to discuss improvement
to the process that could be made for the next session. Hence, the SMA group sessions evolved
iteratively as the SMA group sessions progressed.
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9.2. Recruitment
Patients registered at the practice were invited using the usual/standard procedures used to invite
patients for their annual medical reviews (initial telephone invitation followed by a letter in the post
and then reminder telephone calls). The research team provided the practice with (i) a template letter
that included information about the SMA approach, and (ii) a recruitment script to use when inviting
patients over the telephone. Family members/carers of patients were able to attend if they wished.
The SMAs were run and delivered by a team consisting of 4 – 5 practice staff (see Table 1). Two
researchers that helped developed the SMAs were present to observe.
Table 1: Practitioners involved and their roles
Staff
Roles
Practice Nurse
- Group facilitator
- Patient assessment (spirometry)
GP/Clinician
- Group consultation clinician
- Individual patient consultation/assessment
Pharmacist
- Medication information
- Inhaler technique check
Healthcare assistant
- Patient assessment (Spirometry)
- Follow-up appointment and social prescribing
Administrator
- Patient recruitment and invitation
- Documentations/confidentiality
- Follow-up appointment booking

9.3. Data collection
This service evaluation sought to gain insight into the implementation and operationalisation of the
COPD SMA intervention in everyday practice and focused on the invitation process, acceptability and
engagement with the SMAs from both patients and practitioners. Patient attendance data were
collected by the practice team using a questionnaire developed by the research team. Baseline data
on patients’ self-management behaviours were collected using the patient activation measure (PAM)
[22-24]. Patient demographic data of age, gender, time since COPD diagnosis, postcode (for IMD),
number of medications, comorbidities, and number of exacerbations/hospital admissions in last 12
months were collected.
Following patient consent at the SMAs, patients were invited to take part in semi-structured
interviews to discuss their perspectives of the group session and/or the follow-up session. Interviews
covered topics around the recruitment and invitation process, attendance (or non-attendance),
motivations, expectations and experience of the SMAs, satisfaction, behaviour change following
attendance/lessons learnt, areas for improvement and comparison with usual care (annual COPD
reviews). At the end of the study period, a focus group was undertaken with the practice team which
covered topics including patient recruitment and invitation, venue preparation, staff workload and
training needs, content and structure of the SMA group and follow-up sessions and areas for
improvement. The focus group also explored the practitioner template and patient worksheet and
recommended changes to its content and structure. The two research associates facilitated the
feedback sessions with the healthcare practitioners involved in the SMAs, conducted a focus group
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with practitioners (n=4), and semi-structured interviews with COPD patients that took part in the
SMAs (n=9). Data were analysed thematically.

9.4. Findings from the SMA evaluation
Overview of the SMA intervention
Seven SMA group sessions were scheduled between November 2016 and March 2017 but only five
were conducted due to low attendance on two occasions. In total, 40 COPD patients were invited to
attend the SMAs group sessions, 30 accepted the invitation and 25 attended the sessions. Five patients
did not attend and/or did not get in touch with the practice to cancel and/or reschedule.
There was an average of five patients per group session, with a range between three and seven
participants. Only four patients attended the SMA follow-up sessions. The one-to-one follow-up
sessions appeared to be problematic to implement due to factors related to both patients (time,
necessity of a follow-up) and practitioner/organisational factors (staff training and unavailability).
The sessions took place during the winter months, which may in part, explain the low attendance. The
SMAs took place on a Thursday morning between 10.30am and 12.30pm (lasting about 2 hours) and
were held in a meeting room at the GP practice. The healthcare practitioners involved in the SMAs
sessions included a practice nurse (facilitator), a GP, a clinical pharmacist and a healthcare assistant.
The practice administrator was involved in patient recruitment and in compiling descriptive
information about the patients contacted.
Overall, the SMAs were favourably viewed by patients and practitioners. However, improvements
would be required before the approach could be further rolled out. Moreover, the group environment
was not suitable for everyone. Some of the key learning points are outlined below in three distinct
sections: “implementation hurdles and learning curves”; “positives and potential”; and finally
“recommendations”.

9.4.1. Implementation hurdles and Learning Curves
Patient recruitment and invitation: Time intensive and “inherently difficult”
The process of inviting patients to attend the SMAs was felt to be burdensome and challenging for a
number of reasons. The main issue raised was the time involved in inviting patients to a novel (groupbased) session which required careful explanation about the process. The staff also felt that the
paperwork linked to the service evaluation added to the time involved in recruiting patients.
The timing of the SMAs was also viewed as a possible barrier to patient participation. Many COPD
patients had only recently had their annual review and so this decreased the pool of patients that
could be invited. However, the time of year was viewed as the key problem with uptake:
Interviewer: So do you think the time of the year is also an important factor that affected
the numbers.
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General Practitioner: Without a doubt. It was Christmas, it was in the middle of winter,
some people were ill, some people were in hospital, some people are just frightened to
leave their house in case they get an infection. We’ve got several people like that. I think
if we’d done it in July, I think the recruiting would have been a bit easier.
A final problem was how best to explain the new process to patients. Practitioners spoke of feeling
unsure of what to tell patients when inviting them for the first few SMAs, and there was also a concern
that patients were not taking in all the information, and thus did not necessarily understand what the
SMA would involve:
Practice Nurse: a lot of them, we didn’t say clearly enough - although we thought we had
– how long it would take. I know that you had rung and I know that you had said it would
take an hour and a half or two hours and then people would turn up and they’d go, “Oh, I
didn’t know it would take that long.” Two ladies didn’t stay because of that.
This was echoed in some of the patient interviews:
SMA_P3: She just said … the appointment was for a lot of people at the same time. The
doctor went “Blah, blah” and this, that, and the other, “Would you like to take part”. I said
“Yes” … what I was disappointed with, if it helps, was, when I got there … and a lot of
people didn’t know what to expect, and they went, they left. So, at first, I think there were
about eight or ten there, then there were just four of us. I think, nobody had explained to
the people how long they would be. - Male, 72 yrs
Thus communication during the invitation process appears to have been problematic resulting in some
patients opting to leave the SMAs or feeling disappointed.
Existing knowledge, Confidence and Learning Curves of Staff
The practice nurse involved in facilitating the SMAs felt her limited background knowledge in COPD
put her at a disadvantage and speculated as to whether such appointments would benefit from being
facilitated by practitioners with more knowledge of the condition. It was not only condition specific
knowledge that could cause concern. While the GP did have considerable knowledge of COPD and
other respiratory conditions, his lack of specific training in delivering SMAs presented an initial
challenge:
General Practitioner: A long time ago I did group consultations, not ‘Shared Medical
Appointments’, though I think that was a problem for me initially because I still had my
group… It was an education session… It took me a [SMA] session or two to get it into my
skull that they’re very, very different [Later] … it was a little bit nerve wracking actually
going in there, certainly to start with
The feedback sessions and practitioner focus group revealed that practitioners initially lacked clarity
as to what the SMAs would involve. However, the practice team all felt their confidence and
knowledge grew with time:
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Practice Nurse: At the beginning, it was a bit chaotic but just because it’s new and we
weren’t too sure of our roles anyway. It’s a bit of a flurry of activity and each time we did
a consultation, there was a sort of, let’s tweak it so that you do something different and
then we’re all, oh I’ll try, so always achieve what we thought we were going to achieve the
next time.
SMA Content and Materials: “You’re throwing a lot of information at people”
A final hurdle to the delivery of the SMAs related to the materials used (see Appendix 5). The
‘worksheet’ was a four page booklet with minimal text which included one page for patients to write
down notes or tick a box to indicate areas where they would like further support (e.g. diet, emotional
support). This was not well utilised by patients:
Practice Nurse: … none of them filled this [worksheet] in…
General Practitioner: I think its [worksheet] just too much. You know, you’ve got four
sides here of stuff and I think it’s off-putting for a lot of people.
However, practitioners rarely referred to or explained the purpose of the workbook to the patients,
nor were patients often prompted to use them. This may be a missed opportunity to engage patients
in thinking about the kinds of support they require or it may be this patient group are potentially
unlikely to engage well with paper work. In addition, issues of functional literacy impacting on patiets’
capability or willingness to engage with the workbook:
Interviewer: Do you think that could possibly replace this? So having a system where, as
part of the session you have someone, rather than getting the patients to write things out,
someone doing it directly for them?
Practice Nurse: I did that on the last two, I’ve got a page for each of them, so I wrote down
for each patient. I had to write it up afterwards, which also took a little while, but that’s
been useful because the [activity] that’s been arranged for ‘Easy breathe’ next week … I’ve
contacted [patient’s name removed], who particularly wanted to use the [activity], so she
knows it’s on. So as a follow up, it’s been useful.
Another issue was the amount of information that needed to be covered with the patients within a
limited amount of time:
General Practitioner: I think I certainly felt pressurised to tick all the boxes [cover each
item on the practitioner template] in the time that I had and because we knew we weren’t
going to get the people back for a follow-up session, you did feel sometimes as if you were
stopping short when you really wanted to expand the conversation…
However, the template could also ensure that key issues were not missed:
General Practitioner: [practitioner template, appendix 4] covers all the bases, certainly
not missing anything. I think the way the actual sheet is set out is very helpful and I
personally used this and found it, during the session, easy to read and it was a good aide
memoire. I think I made one or two annotations around it, but not many and it was just
more for reminders.
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Nevertheless, the breadth of the session content could have been at the expense of depth and the
ability to ensure all patient needs were fully met:
General Practitioner: People forget. People came to me as follow-ups and said, “What
did you say about that again?” They had forgotten and people got muddled up between
what pulmonary rehab was, and some of the other services. You’re throwing a lot of
information at people and you do feel there needs to be some way of reinforcement but
whether that should be a follow-up appointment, who knows, or just a very simple plan
afterwards. That feels like it might be the way to go.
Overall, the SMAs were potentially information heavy. However, practitioners seemed to become
more familiar with the content over subsequent sessions and adapted to it. There was a lingering
concern about the potential for patients to feel their issues were not fully addressed. Although the
SMA seemed to act as a positive gateway to opening up discussions including social prescribing,
referrals and highlighting avenues of support. Nevertheless, it seems to be important to have some
form of follow-up process to fully support patients.

9.4.2. Positives and Potential
The Opportunity to Listen to Others
Some unexpected patients attended the session, which suggests it might address a need or some
individuals that were not provided by other approaches:
General Practitioner: I have to say that some of the people that turned up were a big
surprise to me. The ones who said yes, there are two or three people in particular who
wouldn’t come to pulmonary rehab because, “I can’t get out”, you know “I can’t possibly
get there”, “I can’t leave my spouse” or whatever, turned up for this.
The patient interviews reflected this. SMA_P4, explained how she did not “particularly like going to
strange places” due to her anxiety issues. The SMA offered an opportunity to listen and learn how
others were coping:
Interviewer: So before you went did you have any particular expectations about what you
wanted to get out of it?
SMA_P4: Just knowledge. Knowledge – to see how other people cope with it but I can
probably cope with it. If people are not too bad then I could cope better with it perhaps
than some of the others have ….
Interviewer: Okay, so were there any particular topics that you wanted to discuss?
SMA_P4: No. I am a listener. I like to listen but I do, if it goes quiet and it relates to
something I know or something I have experienced, I will say it if it’s something…
The SMAs might offer those patients who do not wish to feel put on the spot in a one-on-one session
with the opportunity to hear and learn how others were coping with COPD:
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Practice Nurse: [those that attended a follow-up with this focus group participant] all
thought it was very beneficial and again it was the simple things. It was like the spacers,
using that or just having got things off their chest or realising that they’re not alone with
this. You know, all the things that we know about. In fact, two or three people have
come back to me and said, “When are we doing that again?”
While a group session may not be suitable for all, for others it can clearly viewed as attractive. This
opportunity to listen was viewed positively even by those who believed they were currently fit and
healthy as it offered advice for the future:
SMA_P3: When it came to me, I had got a lot of information, just listening to these other
people, which was good, and it gave me more of an idea of what I might want myself for
later on in years. I am okay at the minute, but I could end up something like them if I don’t
watch what I am doing.
Furthermore, the group situation proved to offer some patients the chance to open up and talk about
issues that they had not opened up about in one-on-one consultations:
General Practitioner: The whole actual process was at times extremely intense, intense
from an emotional point of view. There were several real moments, powerful moments
that I’ve never had or rarely had on a one to one.
Interviewer: Was that positive then?
General Practitioner: Very, extremely positive.
Practice Nurse: One in particular was fantastically positive about her physical control and
what to do in an attack, but also the emotional side of it.
General Practitioner: Somebody who I’ve seen many times and had an open conversations
and given her time and all the rest of it, but just the tidal wave of emotion that she just
couldn’t hold in. That was the first words that were spoken in that session was incredible.

Patient Power
A valuable aspect of the SMAs from the practitioner perspective was the opportunity for enhance
“patient power”:
General Practitioner: ‘Shared Medical Appointments’ have got one crucial factor and that
is patient power, patient advice between one patient to another. You can’t replicate that.
Practice Nurse: It’s a lovely thing actually. It’s much more powerful. The bits that we saw
that were positive, were fantastically good, much more effective than us just standing
around going…
General Practitioner: It was the way it was communicated, the words that were used, the
fact that it had come from somebody who had been through it. You know, these sorts of
things are – you cannot do yourself.
-

35

Practice Nurse: At the last consultation, one of the ladies that was there, one of the ladies
who’d said that she was lonely, told the other lady about all the things that were going on
at the centre, the local centre. That was really useful because she had [done] the research
for herself because she was feeling rubbish. She was able to say the days they were on.
That was really good and maybe that’s actually more – it’s less controllable, it’s less
predictable what people are going to coming out with – but that’s another advantage …
Thus the SMA offered patients the chance to share local knowledge that practitioners were not
necessarily aware of. The patients themselves spoke of passing on advice to others during the
appointments which felt empowering for both the person providing and receiving the advice.
Potential for other conditions and Comparison to the ‘Year of Care’
The practitioners felt the SMA model could have potential for other conditions:
Practice Nurse: It seems to me that it would work really well, or it could work really well,
for lots of things …
General Practitioner: I think so. I think other conditions might lend themselves even better
to this. Diabetes is one and chronic pain is something that we are interested in.
In addition it was felt that the SMAs were complimentary to the Year of Care approach being used
across the CCG area:
Interviewer: I know you’ve just had the ‘Year of Care’ – is there something in there that
can be…
Practice Nurse: I think they’re quite similar in a way. The idea…
General Practitioner: We’re just getting to grips with ‘Year of Care’, and with the ‘Shared
Medical Appointments’, they’re both relatively new to us. Presumably if you write to
somebody, you can offer them, you know, “Do you want to come to one appointment, do
you want to come to a shared medical appointment?” The intervention after the initial
invitation can be either, so you can see it fitting in.
Practice Nurse: And they’ve both got the same ethos which is to remind patients that they
can take control of their own health rather than us being in charge, they’re living with the
experts, and if they’re not yet, we can help them become experts, if they want to.
General Practitioner: It would definitely fit in, in that way I think.

9.4.3. Recommendations for improving SMAs
Both practitioners and patients provided recommendations for improvements to the organisation and
delivery of SMAs. Key recommendations were staff training, increased information for patients prior
to the appointments, and earlier follow-up appointments with a focus on self-management planning
Training
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The key recommendation from the perspective of the practitioners concerned their desire for more
specific skill-based training. The practice nurse, who had attended a training session on group
consultations, hosted by a different practice, felt a similar training session would have been useful for
the COPD SMAs. The Healthcare Assistant and Administrator agreed with the need for training:
Practice Nurse: So almost the whole of [other local practice] team were there … it meant
that the whole team that were involved could see what the point of it was and it just made
it more enthusiastic, I think, to try it. So, they were all understanding what the plan was
and why they were doing … Everybody was there. They had the Pharmacist there, the
Practice Manager and nurse and the GP. I think if you had a meeting with all of us to
understand what you’re aims for it were at the beginning, then … a lot of management
and stuff would have come together better and maybe our understanding [cut off]
In order for the practice staff to fully engage and understand the purpose, content and process of the
SMAs, a whole team-based training session would be of value. This would require time and
organisation, however, providing staff with greater understanding and confidence in the process
would be beneficial.
Social Prescribing: Additional Training, Voluntary Sector Involvement, or a ‘Living’ Database?
A vital element of the SMAs and follow-up appointments was felt to be the scope for social prescribing:
General Practitioner: [Healthcare Assistant’s name removed] is interested [in social
prescribing] but then she’s got 75 other things [do to] and it’s the sort of thing that you
really need to be deeply involved in to know everything that’s going on and things that
have stopped as well.
Interviewer: … you think you were able to get people referred and signposted?
Practice Nurse A few to the [hospital name removed] breathing … And singing.
General Practitioner: And singing, yes. I think we got a few recruits for ‘Breathe Easy’…
did we succeed? Partially.
Interviewer: … there was one particular lady when we did the interview … said something
like, “I should have loved to join a dog-walking group.” In my head I was like, part of the
idea of this session is to try and get them into their hobbies and doing very simple things
that would help them … I asked her, “Was that discussed at any point?” and she was like,
“No”. I was just thinking in my head…
General Practitioner: A lost opportunity? I think you need to have the knowledge to know
if there is a dog-walking group. You do need somebody training up. You need access to
people. Maybe we should have had Age UK floating around at the end to discuss things
because the majority of people were over fifty … Even if we have Age UK appearing, if you
have a person there just at the end , that might be even more powerful.
Additional familiarity with and support surrounding social prescribing could be helpful to future SMA
activity. This could include involvement of appropriate voluntary organisations which would further
bolster the multidisciplinary team. Alternatively (or additionally), a ‘living’ database of community and
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local resources that can be used for social prescribing, and could be provided to support patient to
engage in positive self care.

9.5. Building the evidence base for SMAs
Interest in SMAs is growing, both in the UK and internationally, due to its potential in improving selfmanagement and quality of care, reducing health inequalities, and saving costs. A number of primary
studies and systematic reviews have demonstrated positive impacts of SMAs for patients, although
there is diversity in the way SMA interventions are conceptualised, implemented and evaluated. A
recent realist review of SMAs was undertaken to explore the underlying mechanism of action of
effective SMAs to inform the implementation of SMAs in a variety of settings [25]. Kirsh et al. (2017)
identified 71 relevant studies in their review and theorised 9 potential mechanisms of action [25]:
From Kirsh et al. 2017
1) Group exposure in SMAs combats isolation, which in turn helps to remove doubts about one’s
ability to manage illness;
(2) Patients learn about disease self-management vicariously by witnessing others’ illness
experiences;
(3) Patients feel inspired by seeing others who are coping well;
(4) Group dynamics lead patients and providers to developing more equitable relationships;
(5) Providers feel increased appreciation and rapport toward colleagues leading to increased
efficiency;
(6) Providers learn from the patients how better to meet their patients’ needs;
(7) Adequate time allotment of the SMA leads patients to feel supported;
(8) Patients receive professional expertise from the provider in combination with first-hand
information from peers, resulting in more robust health knowledge;
(9) Patients have the opportunity to see how the physicians interact with fellow patients, which
allows them to get to know the physician and better determine their level of trust.

This recent work can clearly inform future development of SMA approaches focused specifically on
COPD and provides the basis for a logic model of how potential future intervention effects may occur.
Nevertheless, it is also important to consider unintended or potentially adverse effect of any complex
interventions, such as SMA approaches [24] including the characteristics of patients who might find
this approach helpful, those who may be unable to access community-based SMA (e.g. housebound
patients) and those who would prefer traditional individually-based care.
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9.6. Conclusion
The findings from our feasibility-focused service evaluation contributes to the emerging evidence base
for SMAs, particularly relating to their scope in supporting COPD self-management in English primary
care. Qualitative insights from our study and the realist review have shown that SMAs can be of benefit
to both patients with COPD and practitioners, but care needs to be taken in designing approaches that
can best support patients’ needs and also that can be delivered in busy practice contexts. Wider
research has reported that SMAs can alleviate patient isolation, enable patients to learn from the reallife experiences of others in combination with practitioner advice, lessening fears regarding their own
ability to manage their condition, and result in more ‘equitable relationships’ with practitioners [26].
In addition, practice team working may be enhanced through the SMA process, and the interaction
with groups of patients may help widen understanding of how COPD affects many aspects of their
patients’ lives and not just health symptoms. Whilst it is clear that SMAs have the potential to be
effective in improving self-management of chronic conditions, the right processes and mechanisms
should be put in place. However, there is a need to evaluate the specific impact of SMA approaches
to support effective self-management in COPD patients in a large-scale evaluation with robust patientspecific outcomes.
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