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Appendix 4: PREM Pilot Report — Prepared by PICKER pICI(er
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COPD PREMSs pilot report

Executive summary

Introduction

This report looks at the feasibility of including ‘patient reported experience measures’ (or
‘PREMS’) in a new national clinical audit programme for Chronic Obstructive Pulmonary Disease
(COPD). We consider a range of approaches to measuring people’s experiences of COPD in
three key settings: primary care, secondary care, and pulmonary rehabilitation (PR). Within
each setting, the pilot sought to assess the feasibility of a number of independent approaches to
see if any would offer an acceptable balance of cost, representativeness, and data quality.

Questionnaire development

The specification for this project focussed on testing methods and assessing the feasibility of
collecting PREMSs as part of the audit — rather than on development of a new questionnaire.. As
such, we aimed to use a generic instrument or instruments for piloting, with a focus on the
success of the different methods rather than substantive results from the questionnaires.

A literature review was undertaken by Sharon Andrew & Matt Hodson to identify relevant
generic survey instruments. Based on this and other evidence, a number of instruments were
identified as potential candidates and agreed with the project’s advisory group. A small number
of instruments were then tested with patients via focus groups to ensure their broad suitability
and to assess the extent to which tailoring across and within settings would be necessary.

Methods

The project involved qualitative and quantitative research in sequence. First, four focus groups
were undertaken with people with COPD to get their views on the aspects of care that mattered
to them, to test out the generic questionnaires, and to seek their views on preferred means of
being contacted in a survey. Secondly, a full pilot was designed and launched, testing a range
of methods. Methods to be used in the pilot were determined by desk review to seek
approaches that good levels of value for money; coverage; data quality; representativeness;
and timeliness. A particular constraint was the timetable for the work meant that a section 251
application, which would allow use of patient identifiable data without prior consent in order to
distribute surveys, was not possible. Methods were therefore designed to be amenable to use
in a ‘fully-devolved’ approach wherein healthcare provider organisations within each of the three
settings took responsibility for the administration of the pilot with support.

Pilot study

A nested study deign was used wherein three methods were tested within each of the three
settings. The three methods tested were:

Method one: paper self-completion delivered via the post to patients’ homes.

Method two: paper self-completion handed out to patients at the point of care.

Method three: an online self-completion survey, with login details provided at the point of

care.
The report looks at the characteristics of the methods in terms of the practicalities of
administration, the outcomes of the pilot, and the likely costs and value for money associated
with a wider (eg national) rollout. In practical terms, we found issues around recruitment of pilot
sites; the role of clinical and non-clinical staff in administering collections; the time and workload
implications associated with the fully-devolved approach; challenges with sampling and
particularly the inclusion and exclusion of patients from certain groups; and the acceptability of
an online survey approach. Response rates were highest for postal surveys, and varied
considerably between settings for the paper hand-out survey (from 27.4% in secondary care to
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48.3% in primary care) — but response rates for the online survey were extremely low (3.0%,
albeit with a small denominator including a sizable number of people who refused to accept a
postcard as they did not have internet access). This reduces the potential for an online survey
to provide cost efficiencies and means that the best value for money is available via paper-
based methodologies. Whilst the pilot is not conclusive, there appeared to be differences in
responses between methods, particularly in the acute setting, suggesting that an approach
combining methods may be problematic.

Conclusions and recommendations

Designing and implementing the pilot provided valuable evidence about the feasibility of
including PREMSs in the national COPD audit across the three settings. We found the greatest
challenges in primary care, where the requirement for practices to be directly involved in the
survey administration proved a significant barrier to participation. Similarly, the involvement of
local staff in handing out surveys proved challenging in other settings: it was considered
inappropriate to ask clinical staff to administer surveys, but other staff did not always have the
information they needed to take a consistent approach to selecting and excluding patients. In
some cases, there was no practicable alternative to involving clinical staff, which is less than
ideal.

Of the three methods we tested, we found a postal survey approach to have the greatest
potential to be used as a common standard: this methodology was associated with the highest
response rates within each of the three settings and provided reasonable value for money.
Hand-out approaches were at risk from variation in selection and exclusion, and an online
approach proved unpopular with providers and patients.

Based on the experiences of implementing the pilot, we make a number of initial
recommendations:

That existing core domains, such as the NHS Patient Experience Framework, provide an
acceptable basis for measuring people’s experiences of COPD care in a range of
settings (albeit with the need for some tailoring beyond basic core items).

That a national survey in primary care will only be feasible if it is supported by section
251 approval to avoid dependency on busy general practice staff.

That an online survey approach should not be pursued for a survey of people’s
experiences of COPD given a) evidence of extremely low response rates and b) the lack
of support for such an approach from patients and providers alike.

A centralised postal survey approach with section 251 support would be the approach most
likely to be successful for national use.
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Introduction

There is widespread and high level agreement on the importance of patient-centred care and of
evaluating healthcare services from the perspectives of their users. In England, national policy
recognises patient experience as an equal component of health services quality alongside
clinical effectiveness and safety (eg Darzi, 2008a, 2008b) and current priorities focus on ‘Putting
Patients First’ (NHS England, 2013).

There is evidence of a relationship between patient experience, effectiveness, and safety
(Doyle, Lennox, & Bell, 2013), but it is equally clear that patients view — and can evaluate — their
experiences and clinical outcomes as distinct concepts (eg Black, Varaganum, & Hutchings,
2014; Graham & MacCormick, 2012). It is therefore desirable for high profile assessments of
the quality of services to include measures of both clinical performance and the experiences of
users where possible.

Consequently, this report looks at the feasibility of including ‘patient reported experience
measures’ (or ‘PREMS’) in a new national clinical audit programme for Chronic Obstructive
Pulmonary Disease (COPD). Whether or not the inclusion of PREMs is a practical possibility is
— costs notwithstanding — dependent on a) being able to identify appropriate measures for
recording relevant feedback from people with COPD and b) finding appropriate mechanisms
with which to solicit and collect feedback. Addressing these issues involves a serious of
challenges, and we report on a range of work undertaken to investigate these.

In this section, we first describe the background of the national COPD audit itself and the role
that the PREMs pilot plays in it. We then consider the requirements for measurement and the
availability of existing tools. Later sections review a range of possible approaches for inviting
and collecting feedback from patients and describe the development of a small set of test
approaches for use in a pilot. The report will then describe the practical challenges associated
with implementing the pilot by presenting a narrative account of barriers faced in implementing
the collections. These form the basis of a series of set of emerging conclusions and
recommendations.

The national COPD audit programme

COPD, a common and usually progressive disease, is a leading cause of mortality and
morbidity globally: the World Health Organisation estimates that COPD is responsible for 5% of
annual deaths globally (World Health Organisation, n.d.). It is associated with substantial social
and economic burdens which are borne disproportionately by lower socio-economic groups
(Global Initiative for Chronic Obstructive Lung Disease (GOLD), 2014; Simpson, Hippisley-Cox,
& Sheikh, 2010).

As part of the National Clinical Audit and Patient Outcomes Programme (NCAPOP), the
Healthcare Quality Improvement Partnership (HQIP) have commissioned a national audit
programme covering Chronic Obstructive Pulmonary Disease (COPD). The programme,
announced in 2012 and commencing in 2013, is led by the Royal College of Physicians (RCP)
working alongside the British Lung Foundation (BLF), the British Thoracic Society (BTS), the
Primary Care Respiratory Society (PCRS-UK) and the Royal College of General Practitioners
(RCGP).

National audits of COPD have been completed before, in 2008, 2003, and 2001. But whilst the
2008 audit included some development work around patient experience, none of the audits thus
far have included systematic measurement of people’s experiences of COPD care. With the
aforementioned recognition of the importance of patient experience as an equal component of
quality care alongside patient safety and clinical effectiveness (Darzi, op cit), there was a desire
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to address this gap. The new national audit therefore includes a patient experience element as
one of its five key workstreams, outlined in figure 1, below:

Figure 1: Workstreams comprising the national COPD audit programme. Reproduced
from Royal College of Physicians (2013) ™.

1. Primary care audit — Collection of audit data from General Practice patient
record systems.

2. Secondary care snapshot audit — Snapshot audits of admissions to
hospital with COPD exacerbation and outcomes at 30 and 90 days.

3. Pulmonary rehabilitation snapshot audits — Snapshot audits of service
delivery and quality.

4. Organisational snapshot audits — Snapshot audits of the resources and
organisation of COPD services in secondary care and pulmonary
rehabilitation.

5. Patient Reported Experience Measure (PREM) — One year development
work exploring the potential/feasibility for Patient Reported Experience
Measures to be incorporated into the programme in the future.

Rather than focusing specifically on care within a single setting, the PREMs workstream’s remit
extends across primary care, secondary care, and pulmonary rehab. The goal of the
workstream is to develop and test the feasibility of an approach or approaches for measuring
people’s experiences of care within each of these settings. Specifically, the pilot focusses on
methodology rather than content: development of a new bespoke survey instrument was
identified as being out of scope. Instead, the requirement was to focus on assessing the
suitability of different approaches. Based on this, and early discussion about delivery, the
PREMs workstream itself was broken down into six deliverables:

Convene workstream group to develop and agree project plan
Explore the availability of current tools and select a shortlist for further use in the pilot

Conduct a series of focus groups to test the acceptability of PREMs tools and
approaches with patients.

4. Design and pilot methods of data collection in acute care, primary care, and pulmonary
rehabilitation

5. Analyse data, evaluate methodologies, and — if possible — explore opportunities for data
linkage

6. Submit report with recommendations and costs for integrating a PREM into the national
COPD audit.

The British Lung Foundation was subcontracted to lead on delivery of the PREM workstream,
supported by a workstream advisory group (Appendix 1) chaired by Professor Mike Roberts. In
October 2013, the British Lung Foundation commissioned the Picker Institute to complete the
development and piloting of the PREMs approaches. This included designing and running
focus groups as well as planning and implementing the pilot and completing this report.
Broadly speaking, the assigned deliverables translate to the following objectives, which are
addressed in this report:

! https://www.rcplondon.ac.uk/projects/national-copd-audit-programme-starting-2013
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To identify appropriate generic PREMs for use in a COPD setting

2. To test the acceptability and suitability of these tools for use in three COPD settings:
primary care, secondary care, and pulmonary rehabilitation.

3. To review the methodologies by which a PREMs collection in COPD might be
completed.

4. By investigation and by piloting, to evaluate the feasibility of collecting data on people’s
experiences of COPD with support from NHS organisations across the three settings.

5. Should any methodology appear practically feasible, to review the costs of
implementation

6. To make recommendations for the future of PREMs within the national COPD audit.

Measuring people’s experiences of care

Whilst the full development of a new COPD specific PREMs instrument was beyond the scope
of the pilot, it is nonetheless important to consider the type of feedback to be collected and the
broad approach to this. There are many questionnaires designed to measure health status,
quality of life, symptom intensity, and outcomes for people with COPD (eg see Davies, Gibbons,
& Fitzpatrick, 2009 for a review of PROMs for COPD). However, the advisory group were not
aware of any of validated surveys designed to measure people’s experiences of COPD
treatment in acute care, primary care, or pulmonary rehabilitation.

Specifically, we define ‘patient experience’ or ‘patient reported experience measures’ (‘PREMS’)
as distinct from ‘satisfaction’ or ‘outcomes’. Rather than giving subjective ratings of satisfaction,
PREMSs focus on asking people to report whether specific events occurred during their care; this
approach provides more readily interpretable and actionable data (eg Cleary, 1998, 1999).
Similarly, PREMs focus on people’s lived experiences of care and treatment, rather than the
effectiveness of interventions — and indeed the clinical quality of treatment should be addressed
via the audit itself.

Measuring what matters

Typically, patient experience surveys seek to measure the issues of greatest importance to the
majority of patients (Graham & Woods, 2013). Decisions about content should therefore be
driven — at least in part — by evidence from patients on what matters to them. A number of
studies have used qualitative methods to explore this. For example, Williams et al (2007)
conducted an exploratory study with six COPD patients, finding that patients particularly valued
being enabled to participate in physical and social activities. Similarly, Barnett (2005) found
COPD patients to be frequently frustrated by the impact that their symptoms, particularly
breathlessness, had on their family and social activities.

Some studies have also looked at patients’ priorities at certain points in COPD care. Adams et
al (2006) conducted 23 interviews across three countries to look at the experiences of people
who had had a COPD exacerbation, finding patients’ perspectives on the nature of
exacerbations to be more complex than those of health professionals. This was echoed by a
much larger study that found only 1.6% of patients with two or more exacerbations in the last
twelve months understood the term ‘exacerbation’ (Kessler et al., 2006). This study also found
that the psychological impact of exacerbation was often underestimated by clinicians. Similarly,
Gruffydd-Jones et al (2007) used interviews and focus groups with 25 COPD patients to look at
priorities after an exacerbation: ongoing anxiety and depression were flagged as issues, with a
recommendation that improved discharge process, access to pulmonary rehabilitation, and self-
management support would be beneficial.
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We are aware of less existing evidence around people’s preferences for pulmonary
rehabilitation (PR). One study is currently underway, though, looking at the experiences and
expectations of COPD patients referred to PR programmes (Bruton & Donovan-Hall, n.d.). The
study has so far involved interviews with five people, identifying six preliminary themes: 1) My
lungs work better away from home; 2) Fighting a battle against breathlessness; 3) Many
different causes of COPD; 4) The experience of panic; 5) What is PR?; and 6) Helping others.

Literature review

In order to fully investigate the availability of tools for measuring people’s experiences of COPD
in different care settings, a systematic literature review was undertaken by Professor Sharon
Andrew and Matt Hodson between April and October 2013. Initially, a systematic literature
review involving keyword searching across key databases (including PubMed, PsycINFO, and
CINAHL) did not identify any surveys that focussed on the overall experience of COPD patients.
Consequently, a second stage of the work involved examination of existing literature reviews
focussing more broadly on generic measures of patient experience, noting:

“There have been several published literature reviews of survey instruments used in
measurement of the generic patient experience (de Silva, 2013; Garratt, Solheim, &
Danielsen, 2008). Garratt et al (2008)... conducted a literature search for national and
cross-national surveys that focused on patient experiences and satisfaction for member
countries of OECD and non-OECD European Union counties. The Health Foundation (da
Silva, 2013) published a comprehensive evidence scan of surveys used to measure
patient experience. In keeping with [the earlier] findings no survey measuring patient or
carer experience for COPD are referenced and... there are none either for rehabilitation”.

This latter work therefore involved analysis of measures identified in the Health Foundation
report, including following up secondary references from that document. In particular, the
review focussed on measures identified as relating to ‘primary care’ or ‘hospital care’, and the
search for such generic measures was extended to included keyword searches of relevant
online databases and the wider web. Based on this:

“Surveys that were clearly measuring patient satisfaction were omitted although some that
[were included] may be a hybrid of satisfaction and experience... Surveys that were
chosen for review were assessed against criteria established by the COPD/PREM audit
group [and surveys were reviewed by sector].”

The review examined six primary care surveys identified in the literature:

GP Patient Survey (GPPS) and the similar Scottish GP Patient Survey
CAHPS 2.0

General Practice Assessment Questionnaire (GPAS)

General Practice Assessment Questionnaire (GPAQ), based on the GPAS
Improving Practice Questionnaire (IPQ)

Patient Experience Questionnaire (PEQ)

Other surveys were noted in the review but could not be located. Of the surveys reviewed, all
were reported to have been validated and all were in the public domain (although it was
reportedly unclear whether some could be freely used). The Scottish GP Survey, CAHPS, and
the PEQ were described as directly addressing patient experience, whereas the review
concluded that the other surveys measured other issues. Most, with the exception of the GPAS
(effectively obsolete due to its development into the GPAQ) and the PEQ had been widely used.
With the exception of CAHPS, which has a telephone module, all are exclusively paper-based.
Based on review against these criteria, the authors found little objective distinction in terms of
which survey would be most appropriate for use.
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For secondary care, the review looked at a further six surveys, including:

CAHPS Hospital survey and CHAHPS

Irish National Perception of Quality of Care Survey

NHS National Inpatient Survey

Patient Evaluation of Emotional Care During Hospitalisation (PEECH)
Picker Patient Experience Questionnaire (PPE-15)

‘Quality from the Patients’ Perspective’

Each of these was reported as having been validated and being in the public domain with the
exception of the Irish National Perception of Quality of Care Survey. All of the surveys were
developed for self-completion by patients, usually on paper questionnaires. Of the instruments,
the PPE-15 stood out as the most favourable choice because of its reported high response
rates, focus on patient experience, published validation study, and history of wide usage (the
PPE-15 questions are included in the national inpatient survey, which is sent out annually to
over 100,000 patients)

Only two rehabilitation surveys were identified: the Inpatient Respiratory Rehabilitation
Questionnaire (IRRQ) and the Rehabilitation Patient Experiences Questionnaire. Neither were
found to be in the public domain, nor had they been tested in the UK or widely used elsewhere.

Generic measures

The literature review therefore confirmed an absence of validated measures designed
specifically to measure people’s experiences of COPD (Hodson, Andrew, & Roberts, 2013).
However, it was noted that many ‘generic’ patient experience measures or ‘PREMS’ existed
covering the care settings to be included in the audit.

Given the absence of COPD specific validated instruments, and the lack of time or resource to
create one from scratch, the requirement for the pilot was to use generic questionnaires as far
as possible. The inherent compromise here is that generic questionnaires will not cover issues
of particular importance to people with COPD as distinct from other users of health services.
Given the importance of measuring what matters to users, this would necessitate testing of
selected generic questionnaires to see whether a limited set of new items on COPD
experiences could and should be added.

Despite the compromises described above, there may be other benefits to the use of an
instrument with at least a core of generic items. The proliferation of different PREMs
instruments, and resulting lack of standardisations across patient groups and subject areas, has
been cited as a barrier to the understanding of patient experiences of healthcare — and the use
of generalizable ‘core’ measures promoted as a favourable alternative (LaVela & Gallan, 2014).
In England, especially, where patient experience surveys are far more widely used than in most
other countries, use of generic items from other collections could allow the responses of being
with COPD to be compared to wider health communities.

Ideally, one would want a generic instrument to possess a number of characteristics relating to
its availability, validity, and extent of use. In identifying potential candidates, we reviewed a
range of instruments in terms of their:

Cost & availability . Commercial instruments or those that would not be freely available
for use were seen as undesirable, partly due to the rationale for an ‘off the shelf’
measure as a means of ensuring value for money and particularly given the potential for
costs to increase if a survey was rolled out as part of the national audit.
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Validity . Preference was given to those instruments known or reported to have been
validated, both in terms of content and construct validity (eg through expert review and
cognitive testing) and in terms of their psychometric properties (eg through data
reduction analyses, test-retest validation, assessments of criterion validity, and so on).

Prior use . Instruments that had previously been used in relevant settings, particularly in
larger and national studies, could be advantageous as comparative data should
generally be available.

Conceptual basis . Some survey instruments are more focussed on satisfaction or
attitudes rather than patient experience as defined above. We sought to prioritise
instruments that fit the working definition of patient experience to be used in this project.

Based on the findings from the earlier literature review and our experiences with developing,
using, and reviewing patient surveys in a wide range of settings, the project team recommended
the following surveys for use within each of the three settings:

* Acute care : As recommended in the earlier literature review, we considered the PPE15
(Jenkinson, Coulter, & Bruster, 2002; Jenkinson et al, 2003) or the very similar OXPIE
(Hewitson et al, 2013; published after the conclusion of the literature review) to be the
optimal starting point. Both are well established and validated measures of people’s
hospital experiences; furthermore, both are freely available and widely used. Importantly,
these questions are included in the NHS adult inpatient survey, meaning that there is an
extremely large volume of normative data available. Following discussions and a review of
content, the use of the PPE-15 — with COPD items to be added as required — was agreed
with the steering group.

e Primary care : As noted in the literature review, many questionnaires are available to
measure people’s experiences with primary care services, particularly GPs. Probably the
most widely used are the GP Patient Survey or GPPS (Campbell et al., 2009), the General
Practice Assessment Questionnaire or GPAQ (Mead, Bower, & Roland, 2008), and the
national local health services survey (Chisholm et al, 2004: not included in the literature
review). The GPAQ and GPPS have both been validated and a significant level of
normative data is available for the GPPS, as it is used in the current national survey of
general practices. The local health services survey is arguably more focussed on patient
experience, though, whilst GPAQ questions cover satisfaction and the GPPS is heavily
geared towards issues around access and waiting. On balance, the GPPS and national
local health services survey were considered most fitting for the project and taken forward
for review.

e Pulmonary rehabilitation : Whilst primary care and acute services have been well covered
by national surveys, there have not to date been any full national surveys of pulmonary
rehabilitation — and the literature review was unable to identify and widely used or tested
rehabilitation questionnaires. However, surveys of people’s experiences of community
rehabilitation services have been piloted as part of the NHS Patient Survey Programme,
with a particular focus on cardiac, hip & knee surgery, and stroke rehabilitation. These
included a combination of generic questions on rehabilitation and subject-specific items.
Given the paucity of established measures focussing on rehabilitation services, the team
recommended using the generic rehabilitation survey the national programme.

As well as identifying appropriate generic instruments for each setting, we considered that there
would be value to standardising the collection of some additional information across the settings
— particularly on health status and demographics. Firstly, demographics should be measured
as a means of evaluating representativeness and testing for differences in response trends by
groups. Minimally, the surveys should establish respondents’ age, gender, ethnicity, and —
where appropriate — whether they completed the survey independently or with the support of an
advocate or proxy. Secondly, given the importance of breathlessness on people’s reports of
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their experiences, we felt that consideration should be given to including an appropriate
standardised measure.

Methods

As described in the introduction section, above, the pilot involved two strands: testing and
refinement of generic PREMSs tools for use in the COPD settings, and development and
implementation of a number of test methods for administering and collecting PREMs. In this
section, we first describe the design and results of focus groups undertaken to investigate the
acceptability of the generic instruments. These focus groups also included sessions inviting
feedback from attendees on their preferences regarding methods of survey administration.
Because the focus groups were intended as part of the formative development of the methods
for use in the wider pilot, we present the findings from the groups within this section. Later in
this section we describe in detail the approach taken to select and develop appropriate
methodologies for use in the pilot.

Focus groups

With generic instruments identified, a series of focus groups were designed and undertaken to
evaluate their acceptability and to further explore user preferences for how the survey should be
administered.

Four focus groups with COPD patients were organised via the British Lung Foundation’s
network of Breathe Easy groups, and were held in October 2013. The focus groups were held in
Cardiff, Exeter, and London (x2). There were 30 participants in total, of whom 17 were male
and 13 female. People were eligible to participate in the groups if they had seen a GP for their
COPD condition at least once in the last six months, had at least one hospital admission for a
COPD exacerbation in the last six months, or were currently receiving/ have received
pulmonary rehabilitation within the last twelve months. The selection of patients for the focus
groups was designed to capture gqualitatively a wide range of views and experiences of COPD
care rather than to be representative of the whole population of COPD patients on any particular
dimensions.

Each focus group was facilitated by a researcher from the Picker Institute and supported by the
Stakeholder Engagement Manager from the British Lung Foundation. Each focus group lasted
two and a half to three hours and followed a semi-structured approach to exploring people’s
experiences of COPD in primary care, acute services, and pulmonary rehabilitation.

In essence, the groups had two aims: firstly, to provide a basic investigation of the content
validity of the generic instruments, identifying any gaps that urgently required the addition of
COPD-specific questions; and secondly to elicit participants’ preferences for particular survey
modes. The following paragraph, and figure 2, below, show how the outline of the discussion
was designed to address these aims.

The groups each began in a fairly traditional focus group format, allowing participants to get to
know each other, explore their views and establish their own preferences for care experiences.
The groups also incorporated a workshop style session to enable facilitators to explore the
suitability of each of the proposed PREMSs instruments, to identify key aspects of COPD specific
experience that would need to be added to each instrument, and to ascertain a suitable
approach for gathering patient experience data from the target population.

Figure 2: Discussion plan for focus groups.

Section Description Timing

Welcome Facilitator to welcome participants, go through 5-10 minutes
housekeeping, introduce the project, and explain the
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Section Description Timing
agenda.

Introductions Members of the group introduce themselves — by name 5-10 minutes
and with an ‘icebreaker’ item of information

Focus group A loosely structured group discussion focusing on: 60 minutes

1) Elaborating people’s experiences of COPD within
the context of [primary care / acute care /
pulmonary rehabl].

2) Exploring expectations of and preferences for
services.

3) Establishing the characteristics of good care.

Questionnaire | Content of the relevant questionnaire (primary care, acute,
content or PR) will be reviewed in two stages:

1) Participants review and discuss questionnaire
content in pairs, and are encouraged to write 20 minutes
comments on post-it notes.

2) Post-it notes to be affixed to large print copies of

questionnaire displayed in room or at tables. 20-30 minutes
Facilitator leads group discussion drawing on
comments.

Survey mode Facilitator to lead a group discussion about how 30 minutes

participants would like to be asked their views and give
their feedback. Key points for discussion include:
1) Self-completion or interviewer administered?
2) Survey at point of care (or ‘real time’) or
retrospective?
Closing Facilitator to wrap up with summary of learning, and thank 5-10 minutes
participants for their involvement.
Total time: | 2hrs 25 mins —
2hrs 50 mins

Each of the groups were recorded and transcribed, with written notes on survey content
collected. The findings were reviewed via thematic analysis.

Focus group findings

Findings from the four focus groups are described below. Because the groups were arranged
to reflect on different care settings, and because the thematic analysis looked at evidence
against each of these settings, the findings are presented in sections relating to primary care,
secondary care, and pulmonary rehabilitation in turn. We then describe other issues arising
from the work, as well as listing participants’ suggestions and reviewing comments on the
choice of survey mode.

Primary Care

Discussion of this care setting centred on GP competency, variation in and impact of
administrative and procedural systems in GP practices, and more general concerns about
healthcare policy and funding. Most problems were caused by a lack of understanding about
COPD, which participants felt is widespread.

All focus groups acknowledged an enormous variation in the quality of GPs, not just
geographically, but even within a single practice. This assessment was not confined to the
experience of COPD, but constituted a more general observation about GPs. The problem was
considered to be intractable: a GP was either predisposed to be understanding, responsive and
willing to learn, or they were not. Given that the majority of GPs were not considered to be
particularly knowledgeable about COPD initially, willingness to learn and educate themselves
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was seen as important. Participants acknowledged the general nature of General Practice and
as such did not consider an initial lack of knowledge about COPD as a serious fault.

All focus groups discussed a lack of knowledge about COPD in the health service. Many
participants had stories to tell about a protracted diagnosis or misdiagnosis. In one case a
participant described lengthy drug treatment for a condition they had never had and in another
case, refusal by the GP to refer the patient to specialist services after the diagnosis. Many
participants also spoke about a lack of information provided to them when they were diagnosed:
one person was simply told they had COPD and nothing more. Many participants said there
was a lack of clear, concise information available about COPD, and that such materials should
be made available to GPs and to their patients. Participants also recommended wider use of
spirometry in order to diagnose people with COPD more quickly.

Given that GPs often needed education about COPD, continuity of care was seen as
particularly important. Patients who had been on this educative journey with their GP were
unwilling to change GP, since it was felt that a new GP may not know anything about COPD
and the process would have to start again from the beginning. As a result, GP practices in
which one can always choose which GP one will see were highly valued.

Participants also discussed the administrative or bureaucratic arrangements at GP practices,
and how those arrangements affected them. Topics included opening times, receptionists as
gatekeepers and walk-in clinics; participants discussed how these types of thing affected their
day to day lives a great deal. Receptionists were criticised for a lack of empathy and excessive
regard for rules; several participants said they were not comfortable discussing their condition
with staff who were not medically qualified, as they were often requested to do when booking
appointments. Walk-in clinics were highly valued, with one participant commenting that you
could turn up and although you may have to wait a bit you know you'’re going to be able to see
someone. Other specific issues included annual check-ups, specifically whether people were
aware that they were entitled to these and whether they had received them.

Two of the focus groups discussed health policy in some detail. Participants felt uncomfortable
about treatment being linked to financial remuneration and there was a feeling that policy was at
times incentivising bad behaviours. There was also a concern about the policy of transferring
services from the hospital to the community; participants felt that the community was often not
prepared to support the service at the point of transference, either financially or logistically, and
there were concerns that access to services would be affected as a result. One participant
explained that referrals to Pulmonary Rehab were down because this treatment was now being
charged to GPs. Participants were concerned and did not feel that the health service should be
run as a business.

Specialist practice nurses, or respiratory nurses, were a topic of discussion in all the focus
groups. These nurses were held in high regard. They were considered to be knowledgeable, to
facilitate earlier diagnoses and to have practical information about learning to live with COPD
and the correct ways to use inhalers. One focus group discussed the benefits of a fund raising
programme by their COPD network that had trained 22 GP practice nurses in the region. There
is great variation between regions and practices in terms of whether practices have a specialist
nurse. Participants felt that specialist nurses making community home visits could reduce
hospital admissions significantly.

Integration was another common theme in discussions, in particular, access to pulmonary
rehabilitation and referral to specialists. Integration of such services with primary care was
perceived to be very poor, although one participant had noticed an improvement in the last 18
months, with a respiratory clinic and nurse and regular spirometry at their GP practice. There
had been a change in attitude towards COPD, with an interest taken in the patient’s oxygen and
other aspects of their life, a more holistic attitude in general.
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Secondary care

The participants’ observations about acute care tended to draw out the contrast between the
quality of care provided in specialist units and that provided in general units. As with primary
care there was a perception that COPD was not well understood en masse and that information
specific to COPD was hard to come by. In general participants felt that it was necessary for a
patient to be very proactive in order to receive the best care: one needs to ask about test
results, question decisions and push to see specialists or to get the “right people” involved, and
in order to get an accurate diagnosis.

Participants felt that acute care was faster and more responsive than primary care, primarily
because a patient is in situ in acute care, and all tests and procedures can be carried out on site
in a shorter space of time.

There was some suggestion that COPD sufferers were supposed to have a named consultant
or hospital specialist. Criticism of general units was common. Information and understanding
about COPD were perceived to be in short supply in general units or wards. Staff were unaware
of care pathway pamphlets and of sources of information about COPD. Several focus groups
discussed information sharing in pulmonary rehab (such as information about the effectiveness
of pulmonary rehab and about Breathe Easy and other voluntary groups) and that this
information should be shared earlier in the patient journey, such as in hospitals and GP
practices.

Specialist units or professionals were picked out for particular praise across all settings. One
participant discussed their experiences being admitted to a specialist heart clinic when they

presented at A&E; they were examined almost immediately and all observational tests were

done straight away. Physio-led respiratory services were held in particularly high regard.

Recommendations focussed on information giving and integration of services, particularly
around the discharge process. Participants felt that practical information about self-
management and about learning to live with COPD should be given as standard, as well as
information about accessing local support groups, such as Breathe easy. Furthermore there
should be better integration of services and information or referrals to access pulmonary
rehabilitation services more quickly; in short, a more defined care pathway.

Pulmonary rehabilitation

Pulmonary rehabilitation was unequivocally praised in all the focus groups and was considered
to be one of the most important aspects of COPD care, or as the participants preferred to put it,
learning to live with COPD. Pulmonary rehab provided participants with practical advice, self-
management support and enabled people to participate in physical and social activities, which
also conferred psychological benefits.

Participants observed that they tended to receive the really useful, practical information once
they attended pulmonary rehabilitation and that this information should be shared on diagnosis.
Information, for example, that it is ok to get out of breath and that it's actually good for you,
small lifestyle changes that can make big differences to people’s quality of life, the importance
of exercise, etc. Several participants commented that they never would have imagined how
useful or effective this treatment would be and they were concerned that people with COPD
who did not attend pulmonary rehab, either because they didn’t know its efficacy or because
they could not get referred, would not access this practical information.

The voluntary sector provided many important services for COPD sufferers. Groups such as
Breathe Easy provide a forum for information sharing, an understanding environment and an
opportunity for people to socialise and exercise. One participant commented that she
appreciated “not being made a fuss of for coughing and spluttering.” Participants felt that groups
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such as these helped to educate people about their condition and about services available to
them and, as such, they kept people out of hospital and saved the health service money. They
also raised awareness in the community and so enabled earlier diagnosis. There was a
consensus that such groups should receive funding and should be rolled out nationally so that
all COPD sufferers could access this kind of support locally.

There were issues around oxygen, which one focus group discussed at length. Having spare
cylinders and getting replacements had a big effect on people’s lives in terms of going on a trip
for example, and sometimes simply in terms of day to day life. The service provided by
companies was variable. As with so many other settings, personal relationships were key.
Some people experienced good customer service, flexibility around spare cylinders and
practical demonstrations about how to use the products, whist others came up against
bureaucracy, red tape and a lack of understanding about their condition and the impact access
to these products had on their lives.

Other issues

Lack of understanding about COPD was a consistent theme in all the focus groups and touched
on all aspects of the participants’ care, and indeed their lives. Better care, better experiences
and better outcomes all followed from better understanding. Raising awareness about the
condition would go a long way to improving the experiences of COPD sufferers. One participant
said “they don’t understand what it’s like not to be able to breathe.”

All groups spoke about exacerbations at some point. Knowing how to deal with an exacerbation
was important and groups also discussed the role of rescue packs. One participant explained
that it was sometimes difficult to get rescue packs prescribed again after they had been used.
Another person suggested that exacerbations were sometimes treated incorrectly because GPs
were not able to diagnose them correctly, due to the aforementioned lack of knowledge about
COPD.

The nature of COPD as an umbrella term was mentioned at all the focus groups. One
discussion highlighted the importance of knowing what the underlying condition was. Other
discussions demonstrated the great variation in the effect of the condition between different
sufferers, from very mild to acute. Some participants discussed how it was difficult to plan
ahead, since one didn’t know if it would be possible to keep to engagements. The condition
demands that individuals take things day by day since there is also great variation in the effect
of the condition on the individual sufferer. One participant explained that he always went places
early so as to find a parking space. Many participants explained that they now understood they
could do the things they wanted, they just needed to allow themselves more time. Do services
understand this, cater for it and provide support where possible?

The psychological aspect of the condition was very important. Participants discussed their
frustration at the impact of their symptoms on family and social activities. This could lead to
episodes of depression. More directly, anxiety attacks could bring on bouts of breathlessness.
Conversely, encouragement and practical tips that facilitated day to day living, typically received
at pulmonary rehab or in voluntary groups, had positive effects on mental health and helped
participants feel more empowered to manage their condition, leading in turn to better outcomes.

Another recurrent theme was inter-relativity and integration. These issues were at play on a
number of levels; individuals with multiple conditions required integration across disciplines and
across care settings, demanding a holistic approach to care and treatment. In real terms this
manifested in contraindicated medications and a lack of integration between care settings.
Access across care settings was rarely facilitated effectively. One participant told of
complications resulting from a failure of her GP to read her notes, another explained that he
compiled a drug chart, which he distributed to his various healthcare professionals, to avoid any
miscommunications. Several discussions indicated that side effects and contraindications of
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medications were not always well understood, although one person explained that the drug
assessment team could help patients who might be concerned about this.

In general it seemed that a lot of responsibility was being placed on this group of patients. They
found it necessary to compile their own drug charts, to push for the involvement of the correct
professionals, to find out for themselves about services that were available to them and about
groups of people with the same condition. Their discussions suggested a lack of information
and understanding about their condition within the health service and a general lack of co-
ordination between services. The participants in these focus groups were generally very
engaged and had responded to shortcomings in the health service by developing their own
expertise. One participant commented: “By the time you get to my stage you know more about
your condition than your doctor does.” It is however unlikely that they constitute a representative
sample given the recruitment methodology.

The participants in the focus groups were engaged and seemed well equipped to be involved in
both their own individual care and also as a group in helping to design services and care
pathways. Participants agreed that good one to one relationships with healthcare professionals
who understood you as a person led to the best outcomes and that continuity of care was an
important factor. Although access to the most appropriate and beneficial services was, too
often, slow and arduous, once accessed these services were considered excellent; pulmonary
rehabilitation in particular was repeatedly praised.

Specific participant suggestions

As part of the focus groups, participants were asked to evaluate the generic PREMs

instruments and identify any COPD specific gaps that would need to be addressed. Whilst

participants felt that each of the setting specific tools were a good starting point, each would

need additional questions added to them to reflect the aspects of care experiences specific to

COPD.
- During these discussions, participants suggested the following:

Does your GP ask how your condition is affecting your day to day life?

Does your GP offer you practical advice for living with COPD?

Are you aware that you are entitled to an annual check-up and have you had one?
Are GPs well informed, do they know how effective pulmonary rehab is?

Does the GP/HCP know about your condition?

Did your GP/HCP provide info about practical advice, groups, pulmonary rehab?

Do you do further exercise yourself (gym, breathe easy, maintenance group), or have
you been encouraged to?

Do you have access to a specialist or respiratory practice nurse?

Have you been given COPD specific information and if so by whom?

Has someone shown you how to use devices/inhalers in practical terms?

Did your health professional check about any pre-existing conditions you might have?
Have you heard of pulmonary rehab?

Have you been offered pulmonary rehab?

Did you oxygen nurse explain all the options?

Are the people who deliver oxygen courteous and helpful?

Does your GP practice have a respiratory nurse?
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Did you need to and did you know how to complain?

Do respiratory clinics run at convenient times?

Can you arrange GP appointments at convenient times?
Question on taking responsibility for your own health

Question on self-care packages

Participants connected well with the EQ5D questions (mobility, self-care, usual activities, etc.)
and also with the long term conditions questions used across the national patient survey
programme, although someone suggested that the list should include COPD. One potential
issue around answering the EQ5D questions was that experiences of these tended to vary a
great deal from day to day.

Participants felt questions about medications would be important (side effects, explanations
etc). Some participants also felt that questions about nurses should distinguish between
specialist nurses and non-specialist nurses.

Survey mode

During the workshop element of the focus groups, participants gave their views about how they
would want to provide their feedback on their experiences, and what they felt would be the
mechanisms or approaches for facilitating this. In the focus groups, participants unanimously
agreed that a paper self-completion questionnaire would be best. They felt that it would either
need to be sent to them at home to complete or given to them whilst they were either at the GP
surgery, in hospital or whilst on the pulmonary rehabilitation programme. Some participants felt
that they would want to complete the survey with someone at the GP practice or at hospital to
make sure they actually completed the questionnaire, but it was unanimous that the person
administering the questionnaire should not be anyone involved in their care otherwise they
would feel pressured to only be positive and not identify where things could be improved. To
combat this, they also felt that if the questionnaire was to be given to them at the point of care,
and they did not want to complete it straight away, they should be given an envelope and told to
send it back within seven days. One participant was reasonably emphatic about this and said
that in hospital you have so many forms to fill out and so many bits of paper, they would not
want to have something else to fill out.

Participants at all the focus groups did not feel that an online survey would be appropriate. They
expressed views that suggested they would be put off from completing an online questionnaire
as they would not necessarily have access to a private computer, they did not feel that they
would be able to navigate an online questionnaire. Some participants also though that if it was
the only method by which all COPD patients would give their feedback, they suspected that not
many people would want to the take the time in completing the survey. If they were to give their
feedback electronically, participants would want assistance in completing the questionnaire
mainly in navigating or using the technology. They felt that this could only be done at the point
of care and should involve volunteers rather than medical or health staff.

Discussion & recommendations

The discussions during the focus groups highlighted some key themes that were common for all
participants, such as the importance of information about available services (such as pulmonary
rehab), medications, and knowledge of GP’s or general staff at hospitals compared to specialist
respiratory staff. Other common themes included a lack of integration or continuity of care
between services and across settings. More setting or sector specific themes focussed on the
structure of primary care and barriers to accessing GP services; the importance of learning to
live with COPD and support available to do this; and the education needed across the health
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service about COPD and what people living with the condition want, need or expect from their
health services.

The focus groups also identified that each of the existing questionnaires that participants
reviewed would be suitable as the basis for the instruments used in the pilot. Participants did
clearly identify some areas that would need to be reflected in the questionnaires for each setting
and we recommend the inclusion of a small number of items within each questionnaire:

For primary care, we recommend using the GPPS with additional questions on
information given by GP’s about COPD, knowledge of GP’s about COPD, annual check-
ups, medication and tests.

For acute care, we recommend using the PPE-15 with questions added specifically on
COPD knowledge of general staff, communication between different staff and different
teams at the hospital.

For pulmonary rehabilitation we suggest using the rehabilitation survey with specific
items added on exercise, information on how to live with COPD, support networks
available and access to pulmonary rehab programmes.

In relation to specifically asking for feedback, the focus groups identified example questions and
areas that participants felt should be reflected in a survey instrument that would help to provide
information to services in the most salient aspects of experience for them. The focus groups
also identified the most appropriate mechanisms, for COPD patients to give their feedback
namely paper self-completion questionnaires administered either at the point of care or mailed
out to them after their appointment or contact with a particular service.

In light of the focus group discussions, we recommended the following two approaches for
piloting:

A paper self-completion questionnaire administered at the point of care, with the facility
for patients to be able to mail the completed questionnaire back; and

A postal paper self-completion questionnaire mailed out to patients after their contact
with the service.

Survey methods

A key aim of the pilot was to assess alternative methods of collecting feedback from users of
services. To that end, we considered a range of options that could be used, evaluating them in
terms of their:

Cost and value for money . To have any chance of being rolled out nationally,
methodologies would need to be relatively low cost and demonstrate good value for
money. Cost can be assessed both in terms of the total cost and level of resources
required to conduct a survey, and as a function of response levels in terms of the ‘unit
cost per response’ — the latter providing a proportionate measure of the input required
per patient completing the survey.

Coverage . The method of contacting patients should be one by which the vast majority
of eligible people can be reached. This is important for establishing a representative
sample, as there is otherwise a high likelihood of bias associated with availability. As an
extreme but illustrative example, it would clearly not be feasible to use Twitter to conduct
a representative survey of the experiences of people who do not regularly use the
internet.
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Data quality . To be viable for use in a national study, a methodology would need to
have an acceptable level of data quality in terms of, for example, data completeness and
item response rates.

Likely response rates . Whilst it would be an oversimplification to require a particular
threshold response rate, and whilst a good response rates does not guarantee
representativeness (eg Sheikh & Mattingly, 1981), it is nevertheless important to
maximise response rates wherever possible to increase the likelihood of achieving good
representation in surveys. The likely response rate of different methodologies is
therefore an important consideration (and, indeed, the value for money of any particular
approach may be seen partly as a function of the achieved response rate).

Representativeness . Related to coverage and likely response rates. The ultimate aim
of a statistical sample survey is to achieve responses that are sufficiently representative
of the population of interest to make reliable estimates about the views or experiences of
the population as a whole. To do that, it is necessary to avoid bias in the pattern of
people choosing to respond to the survey. This can be an issue when response rates
are lower or when the decision to respond to the survey is itself related to people’s
experiences against the measured outcomes.

Timeliness . The time from launching fieldwork to receiving results varies tremendously
between different methodologies. Some types of study have a built in ‘lag’ time
associated with data entry: others produce more immediate results, but may require
greater resources to obtain these.

Confidentiality . Given the timetable for the pilot, it was not possible to seek section
251 approval under the NHS Act (2006). Section 251 is a provision within the NHS Act
that permits the transfer of patient identifiable information beyond clinical teams without
the prior consent of those patients where there is a public interest in doing so. This
provision can be used in research to enable questionnaires to be sent directly from
researchers to patients. Without the possibility of seeking this kind of approval, though,
we considered only methods that could be directly administered by pilot sites without the
need for any transfer of patient identifiable data.

Considering these different priorities, some methods were quickly ruled out as impractical. In
particular, interviewer administered methods — including face-to-face (‘CAPI’ or ‘PAPI’ studies in
market research parlance) and telephone (‘CATI") — were ruled out as being prohibitively
expensive. To quantify this in terms of orders of magnitude: even very short telephone surveys
will typically cost more than £10 per response, whereas the cost of face-to-face interviews can
easily rise above £100 per response.

Given the assumption that interviewer administered methods would be prohibitively expensive,
we focussed instead on self-completion survey methods. These include all approaches where
patients are presented with a list of questions and have the opportunity to give their answers
independently. Key examples are postal surveys, online surveys, and paper and electronic
surveys that can be handed to people when they contact health services.

Online questionnaires are typically the cheapest to administer — the lack of data entry or printing
means that the unit cost of sending extra surveys is negligible — but coverage is a significant
issue, especially when surveying older populations. Whilst internet penetration in the UK is
rising, it is most common amongst younger adults and 64% of people aged over 75 have never
used the internet (Office for National Statistics, 2014). Similarly, people with disabilities and
people with lower incomes are substantially underrepresented amongst the population of
internet users.

The coverage issues associated with online surveys are a particular issue here because the
population of people diagnosed with COPD contains a high proportion of people who are older,
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who have lower incomes, and who have other comorbidities. Since these factors are
associated both with COPD prevalence and inversely with internet access, it is extremely likely
that limited internet access amongst people with COPD will mean that a representative sample
cannot be achieved via an online survey. Moreover, NHS organisations typically do not hold e-
mail addresses for patients, so the only way to administer an online survey is to use a different
mechanism — eg a letter — to invite people to visit a website and participate. A recent meta-
analysis has shown that adding this kind of option to postal surveys can actually reduce
response rates (Medway & Fulton, 2012), whilst it is likely that a purely online methodology with
hand-out via another mode would produce low response rates.

Some highly relevant evidence on the impact of a hand-out methodology is available from the
national diabetes audit (Health and Social Care Information Centre, 2013). Such a
methodology was tested alongside this audit between November 2013 and January 2014, with
an online survey made available to patients attending any one of sixty registered diabetes
services in England and Wales (including 28 hospital trusts, 13 GP practice, and one specialist
service). The overall number of responses received was low: n=714, an average of n=11.9 per
site or n<5 per site per month: as the size of the services involved is not reported, though, it is
not possible to calculate a response rate. Interestingly, there was substantial variation between
sites in terms of the number of responses received. For example, 108 (15%) of the responses
came from a single hospital and a further 169 (24%) came from the three GP practices with the
largest numbers of responses. At the other end of the spectrum, 18 out of 60 services received
no responses and a further 19 had fewer than ten responses. Patients who did respond were
typically less likely to be from the oldest age groups, to have type two diabetes, and to be from
a deprived background. More than half of all respondents (58.7%) for whom a postcode was
available were from the two least deprived quintiles based on their Index of Multiple Deprivation
Score , compared with around a third in the audit proper.

As an alternative to online surveying, handheld electronic devices such as tablets or PDAs can
be used to collect feedback electronically. As with online surveys, this eliminates the cost of
data entry and postage — but the approach is less scalable because of the need for devices to
be available. A further cost is added by the process of distributing devices — our experience is
that patients need to be handed devices by staff or volunteers; they will not seek them out.
Nevertheless, this can be an effective means of collecting feedback at the point of care — albeit
that this approach necessarily precludes the possibility of gathering feedback about people’s
experiences of being discharged from hospital and follow-up care, which appear from our focus
groups and earlier research to be particularly important to people suffering COPD
exacerbations.

By contrast to the approaches described above, paper questionnaires have additional costs
associated with printing, postage (except in hand-out surveys), and data entry. However, they
benefit from a more predictable unit price in that there are less up-front costs that need high
completion rates to be absorbed. A key advantage is that well-designed paper surveys are
accessible to the vast majority of people, limiting bias from non-coverage (although there
remains a risk of excluding certain groups, such as those with visual or motor impairments,
people with low literacy, and so on). Furthermore, almost all adults have a postal address and
almost all patients on both hospital and primary care patient record systems will have a current
address recorded, meaning that sending questionnaires to patients post discharge or separately
from a consultation is generally very achievable. Postal surveys are widely used in UK
healthcare research, so there is good evidence about likely response rates. In 2012, for
example, CQC'’s national inpatient survey — which used an initial postal questionnaire plus up to
two reminder mailings to non-respondents — achieved an overall adjusted response rate of
50.6%, with a higher response rate of 59.8% amongst people aged over 65 years.

Based on these considerations, we determined that a postal survey would likely be the most
effective method for the population of people with COPD in each of the three settings, and
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recommended that this approach be tested. We also considered that testing of a paper-based
hand-out survey — wherein questionnaires could be given to patients at the point of care — would
be valuable as this could potentially avoid the cost of postage and was reasonably well received
by patients in the focus groups. Finally, although there are very significant issues around the
likely feasibility of an online approach, we sought to investigate whether this could be applied in
practice because we are mindful of the very markedly lower costs associated with this approach
and the policy level desire to pursue digital communication wherever possible.

Pilot study
As described above, the pilot study involved developing and testing three methods:

Postal paper self-completion
Paper self-completion administered at point of care

Online self-completion
Each methodology was to be tested in each of the following three settings:

Primary care
Secondary care

Pulmonary rehabilitation

The overall study therefore involves a three-by-three nested design to investigate the feasibility
of the different approaches in different settings. In particular, and as noted above, the pilot
study was designed to assess the feasibility of a devolved survey in which the questionnaires
are administered by the pilot sites themselves in order that no patient-identifiable data would
need to be shared with the Picker Institute (thus avoiding the requirement of Section 251).
Within the constraints of this level of devolution, the burden placed on the pilot sites was
minimized as far as possible: the Picker Institute prepared and delivered the questionnaire
packs for each site, along with a spreadsheet in which the patient sample for Method 1 could be
recorded.

A study protocol was written for each of the three settings: primary care, secondary care and
pulmonary rehabilitation, which set out the timeline for the pilot study, a description of the three
methods to be tested and overall target sample sizes for each method. A detailed Guidance
Handbook was also drafted for each setting, which described an overview of the COPD National
Audit Programme and the pilot study, then set out detailed guidance for drawing a sample and
administering the questionnaires. A summary of the methods is provided here. It should be
noted that a pragmatic approach was taken to the implementation of the survey, and pilot sites
were given leeway to administer the questionnaires in ways that made it feasible for them to
take part, even where this deviated slightly from the guidance. The guidance was also adapted
to include, at the suggestion of two pilot sites, the requirement to record cases where patients
were excluded or refused to take part.

Method 1: Postal paper self-completion

Packs of paper self-completion questionnaires, including covering letter and freepost envelope,
were delivered to each pilot site. Each pilot site printed mailing labels for the questionnaire
packs and mailed the packs out from their site to the patient's home address. Patients returned
completed questionnaires directly to the Picker Institute using the freepost envelope provided in
the mailing pack. The Picker Institute carried out all data entry, cleaning, and analysis.
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Two weeks after the questionnaires were posted out, a reminder was sent to people who hadn’t
returned their questionnaire. These patients were identified via a unique serial number specific
to this project and reminder mailing packs were couriered to the pilot site. The pilot site printed
mailing labels for the reminders and mailed the reminders to the patient’'s home address.

This approach avoided transfer of patient identifiable information outside of the care team,
which could constitute a breach of the common law duty of confidentiality. However, it meant
that a reasonable degree of input and support was required from pilot sites to enable fieldwork.

Method 2: Paper self-completion administered at point of care

Each pilot site identified eligible patients by using ICD-10 codes held on patient records. Packs
of paper self-completion questionnaires, including covering letter and free post envelope, were
delivered to each pilot site. Each pilot site was required to administer individual questionnaire
packs to eligible patients at the point of care. This task was ideally to be carried out by a
member of staff other than medical staff to minimise sample bias and reduce acquiescence in
responses. However, this was not always feasible in practice so they were in some cases
handed out by clinicians (physiotherapists or nurses) who were involved in the patient’s care or
discharge. Because the questionnaires were administered at the point of care, patients were not
sent any reminders.

As with method one, this approach avoided transfer of patient identifiable information outside of
the care team. However, it did mean that staff at sites had to take a direct role in presenting the
questionnaire packs to patients.

Method 3: On-line self completion

Each pilot site identified eligible patients by using ICD-10 codes held on patient records.
Postcards containing the URL address for the online questionnaire were provided to each pilot
site. Postcards were administered to eligible patients at the point of care. As with method 2, it
was requested that this task was carried out by a member of staff other than medical staff to
minimise sample bias and reduce acquiescence in responses. Again, however, in some cases,
the questionnaires were handed out by clinicians who were to some extent involved in the
patient’s care.

As with method two, nonrespondents were not sent any reminders. Again, no patient
identifiable data was transferred outside of the immediate care team, but staff were required to
hand out invitations to patients.

Participating sites

NHS trusts, primary care practices, and pulmonary rehabilitation (PR) centres were invited to
take part in the pilot by members of the steering group and via clinical research networks.
Figure 3 shows the number of sites that took part in each setting and the methods of
administration piloted by each.

Despite the support of the steering group and good initial interest from potential sites, recruiting
organisations and ensuring their participation was challenging. It was clear that staff at all
potential sites were busy and had limited spare capacity to support a pilot study. In particular,
the prospect of being directly involved in the administration of the study was considered a
barrier to some sites who reported that they would not have the resources to do this, even with
every effort made to minimise local burden. In other cases, sites felt that involvement via such
an approach would be possible only with additional financial support, and requested that their
costs associated with piloting be paid.

A primary contact was identified at each site recruited for the study. Each was sent the Pilot
Protocol and the draft Guidance Handbook specific to their setting type with detailed instructions
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on how to carry out the pilot for each of the three methods. The contacts were invited to
respond with comments on the guidance handbook. On the basis of the comments received, the
Guidance Handbooks were revised to include guidance on the exclusion of patients who were
too unwell or cognitively impaired to take part in the survey, and a sheet to record cases of
exclusion.

Figure 3: Participating pilot sites.

Method 1 Method 2 (paper | Method 3 Total number
(paper postal) | hand-out) (online) of sites
Acute care 3 Trusts, 5 3 Trusts, 5 sites | 2 trusts 7
sites
Pulmonary 5 Trusts 6 Trusts 2 trusts 8
rehabilitation
Primary care | 1 practice 1 practice 1 practice 3

Of the 3 acute trusts participating, all were large trusts that treated upwards of 900 COPD
patients per year. The sites that provided pulmonary rehabilitation programmes varied more
widely in size, from one that assessed a total of 82 patients in the previous year, to the largest
unit that assessed in the region of 500 patients per year. The participating primary care
practices included one with a relatively small patient list but, due to the local industrial and
socio-economic characteristics, had a high incidence of COPD. The other two were larger
practices.

The recruitment of all pilot sites presented challenges. On the whole, pulmonary rehabilitation
pilot sites were less problematic, with primary contacts within them generally able to commit the
service to participating, to take responsibility for overseeing the administration of the pilot
process and to respond to communications. One PR site opted to take part in the paper hand-
out method only since they were already participating in audit activity and the administration of
the postal survey felt too burdensome. Another PR trust agreed to receive the postcards for the
online method but went on not to distribute any to patients, citing as the reason failed
communication between colleagues when the primary contact took annual leave.

In some cases, recruiting acute trusts was more complicated, with agreement to participate
required from a consultant while responsibility for administering the questionnaires rested with a
different clinician. There were competing demands for resources to be directed to other areas of
the COPD audit.

In one case, a lack of communication combined with the absence of one key individual almost
undermined their participation.

Recruitment of primary care sites was the most challenging by far, with their capacity to
participate restricted for reasons already described, relating to staffing and competing demands
on resources. At different stages of the pilot in the region of 30 practices were invited to take
part, as a result of which only one practice was recruited to each method: a total of three
participating altogether.

The most common questions participants had about taking part concerned ethics approval and
the time and workload implications of taking part. Where a clinician was taking overall
responsibility for administering the survey without admin support, details of administration, for
example drawing the sample and printing labels, posed a challenge. To compensate some sites
for their participation the Picker Institute agreed to offer some consultancy advice in return. This
model is clearly not feasible for national roll-out.

Sample sizes
The contact at each site was asked to estimate of the number of patients who used their
services over the most recent 6 month period for which they had records, in order to allow a
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calculation of the number of patients each would be asked to include in a retrospective sample
for Method 1 and a prospective sample for Method 2. Sample sized were tailored to each site,
taking into account their patient numbers and the overall target sample sizes for each setting.

For method 1, most sites drew a retrospective sample of 50 or 60 patients, but this figure
ranged from 30 in PR to 205 in primary care.

Results

The pilot study provided an opportunity to test both the practical feasibility of implementing a
survey via the different methodologies and a chance to review the response rates and results
obtained.

Through the process of planning and conducting the survey, it became apparent that many of
the key findings and learning points related to the practicalities of getting the survey to patients;
this was not trivial, and it was not clear that all methods would be feasible for wider use. A
narrative account of the issues encountered is presented below in a section on the feasibility of
implementing the survey. Subsequently, the outcomes of the fieldwork are addressed in a
separate section on survey results, which focuses on the quantitative results of piloting.

Findings: Feasibility of implementing the survey

A number of challenges were identified in implementing the survey. Below is a description of the
difficulties that were encountered: first those that applied broadly to all methods and settings,
followed by those specific to each of the three methods, some of which applied to all settings
and others which applied only to some.

Issues common to all settings and methods

Accuracy of J44 codes

One of the inclusion criteria set out in the guidance manuals for all the settings was “patients
who have ICD-10 codes that fall within the J44 chapter set of codes.” Questions were raised
about the reliability of this coding, and whether it was applied consistently in a way that would
include all COPD patients and exclude all patients without COPD.

Excluding patients with cognitive impairments and who are too unwell to complete the
questionnaire

This issue is common to most survey methods. Potential pilot sites were keen to be able to
exclude patients with cognitive impairments and other impairments that meant they are unable
to complete the questionnaire so as not to unduly confuse or burden them. Identifying such
patients posed challenges, particularly with method 1 but also with other methods.

A sheet was provided as an appendix to the guidance handbook in which the person
administering the questionnaires was asked to record incidents of exclusion to allow an
assessment of the frequency with which patients were excluded on the grounds of cognitive or
physical impairments.

Many sites did not complete the form, and/or reported no exclusions or refusals. Of those who
did report them, one acute trust in the south of England participating in the online method
reported that, while they handed out only 11 postcards, 21 patients refused to take part on the
grounds that they had no internet access. Of the 11 who took a postcard, none completed the
survey online. This suggests that coverage by on online method for this patient group is very
limited.
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Time and workload implications

As noted above in regards to recruitment, some pilot sites expressed concerns about the
workload implications of carrying out the survey. This was patrticularly true in the case of
drawing the sample for method 1, and in handing out questionnaires for method 2.

Method 1

Issues common to all settings for Method 1

It was not possible to exclude patients who lacked capacity to complete the questionnaire from
patient records alone. Similarly, patients who had died could not be excluded from the sample
without carrying out a DBS check. These issues are mitigated as far as possible by including in
the covering letter a freephone number that can be called to prevent reminders being sent to
anyone who receives a questionnaire but would prefer not to, or is unable to complete it due to
impairment, illness or because the patient has died.

Primary care

The cost and administrative burden of carrying out the survey was felt to be an impediment to
participation, especially in primary care. With the original timeline for the survey (quarter four,
January-March), staff in primary care were busy collecting data for QoF returns, so timing is
important. Other feedback from individual practices centred on staffing issues. Prospective pilot
practices asked that remuneration be provided for extra staff time to take part in the survey, but
appeared to find it difficult to estimate what these direct costs would be. Ultimately, this stalled
their participation in the pilot study and to date no primary care sites have fully signed up to take
part.

Secondary care

Concerns were raised when trusts were initially approached that response rates would be low
because patients would be too ill to want to take part. These concerns were shown to be well-
founded. On the whole, response rates for the acute trusts were lower across all three
methodologies than for PR (see table below).

Method 2

Excluding patients with cognitive impairments or who are otherwise unable to complete the
questionnaire was more feasible with method 2 than with method 1, since in this case the
guestionnaire was handed directly to the patient in person. However, this requirement was seen
to be incompatible with the constraint that the individual who administers the questionnaire
should not be a member of the healthcare team who was involved in caring for the patient,
because this would introduce response bias. Yet an individual who had not been involved in the
patient’s care would find it more difficult to identify patients with a cognitive impairment.

Only three sites reported the numbers of patients who had been excluded or refused. Of these,
two were in acute care. One described for 4 exclusions due to cognitive impairment and 8 due
to physical iliness; the other reported (as described above) 21 refusals due to lack of internet
access. One PR site reported that two patients refused, but detailed no reasons for these
exclusions.

Consistency of administration

The hand-out methods were prone to a lack of consistency in administration in terms of both the
instructions given by staff when they handed out the questionnaires; who the questionnaires
were handed out by; and the timing of administering them.

In the PR sites, contacts were instructed to invite patients to complete the questionnaires at the
first point they felt able to answer the questions, but some sites encouraged participants to
complete the questionnaire at the end of the programme. This had an effect on the timing of the
returns and probably contributed to the variation in response rates between sites. Towards the
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later stages of the pilot study, in response to a request, a draft “script” was produced for staff to
use when handing out the questionnaires. This lack of consistency may account to some extent
for a marked variation in response rates to the paper hand-out methods.

On the question of who could administer the questionnaire, a pragmatic approach was adopted:
sites were advised that if questionnaires could only be administered by a clinician involved in
the patient’s care, then this was acceptable. This may have had the effect of biasing responses.

In some sites there was significant delay in administering hand-out questionnaires. One contact
explained this was due to not having been able to brief the nurses administering the
questionnaires because of short-staffing. The postcards for the online survey included the
Trust’s logo, the use of which was subject to certain restrictions, some of which resulted in delay
and impacted on the wording of the postcard text.

Primary care

In primary care settings, the administration of the questionnaire was particularly challenging
since often the only person who is not involved in the patient’s care during a visit to the GP is
the receptionist. However, the receptionist will not have access to the patient’s records so may
not be able to identify patients with COPD and fit the inclusion criteria.

Secondary care

In secondary care, the problems associated with excluding patients with impairments that would
prevent them being able to complete the questionnaire, was resolved to some extent where the
administration could be carried out by the discharge team, who would be aware of the patient’s
cognitive capacity, but would not have been directly involved in their care as an inpatient and
would therefore be less likely to induce response bias.

An issue that concerned some sites was the added demands on staff time to administer the
questionnaire and record exclusions. This was mitigated to some extent by the inclusion of a
covering letter that details everything the patient needs to know in order to take part in the
survey, so staff were not required to explain this to the patient when they hand out the
guestionnaire.

Pulmonary rehabilitation

There was considerable variation between trusts in the number of patients who engaged with
pulmonary rehabilitation programmes over the course of a year. One trust had assessed only 86
patients in the previous year (of whom 64 completed the course), while another assessed 40
patients each month. The programmes with smaller numbers require a longer period to recruit a
sample of a given size. This issue affects all three methods of administration.

Method 3 — online survey

The prospect of an online survey was generally not well received by pilot sites, who typically
expressed concerns about levels of internet access and computer skills amongst their COPD
patients. These worries, particularly regarding coverage, closely mirror those described earlier
in this document.

Problems arising from misunderstandings of guidance handbook.
Another set of problems were encountered that arose from misconstruing the guidance in the
handbooks.

Method 2

Concerns were expressed that patients were expected to complete the questionnaire while still
in hospital, and that this would compromise anonymity and introduce a bias towards more
favourable responses. They may also, as inpatients, be too unwell complete the questionnaires
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or alternatively they may not be in hospital long enough to receive or complete the
questionnaire.

Method 3

These concerns arose mainly from misunderstandings about the nature of the online
completion. Issues raised were: timing / speed for returns; would invitations enter the “junk” box;
ownership of email; reluctance / unhappiness to provide email / contact details

Survey results

Response rates

Response rates for each of the methodologies in each of the settings are summarised in table
1, below. Note that this table presents sample sizes based on the actual numbers of
questionnaires distributed, which in some cases are lower than the numbers of questionnaire
packs or postcards distributed.

Table 1: Response rate by setting and methodology

Method Sample Responses | Response
size received rate

One, paper postal 300 116 38.7%
survey

Acute care Uieh 2Tl 124 34 27.4%
out survey
Three, online 11 0 0.0%
survey
One, paper postal 210 149 71.0%
survey

Pulmonary rehabilitation ITISh [Tl 167 53 31.7%
out survey
Three, online 64 4 6.25%
survey
One, paper postal 205 110 53.7%
survey

Primary care Two, paper hand- 29 14 48.3%
out survey
Three, online 10 0 0.0%
survey
One, paper postal 675 345 51.1%
survey
Two, paper hand- 0

Overall out survey 320 50 2> 0%
Three, online 85 4 4.7%
survey

As expected, there was a consistent pattern in response rates across the three settings. Postal
surveys achieved the highest response rates, followed by paper hand-out surveys with a
markedly lower response rate compared to the postal method: although in the primary care site
trialling a hand-out approach the response rate was much stronger at 48.3%, possibly as it was
easier for patients to complete the questionnaire at the point of care.

From around 85 online survey invitations successfully distributed, only four responses were
received (4.7%) - but more than 33 patients refused to accept a postcard because they did not
have internet access. At the Whittington, of 22 eligible acute patients, none was handed a
postcard and the reasons given broke down as follows:
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3 were cognitively impaired.

1 was too physically unwell.

3 refused a card.

12 had no internet access (including one from prison).
2 had no English.

1 could not read and write.

If the patients who refused a postcard and/or had no internet access are include in the
denominator, the observed response rate is as low as 3.0% (four responses from 133
invitations). This is probably a more accurate way of reflecting the response rate, because it
gives a clearer impression of the number of people who would need to be approached to obtain
a usable number of responses. This demonstrates that a significant proportion of this patient
group is likely to be excluded from an online survey method, and there is a strong possibility of
non-response bias in any responses received. There was some variation between sites and
settings: two online responses (10.5%) were received from 19 online postcards successfully
distributed to patients attending a pulmonary rehabilitation programme at the Whittington, where
there was a particularly high level of engagement with promoting the collection. Again, though,
including refusals in the base lowers the observed response rate substantially (in this case to
5.9%; two responses from 34 invitations).

Response rates for methods one and two were lower in the acute setting than in PR or primary
care. lItis difficult to say with confidence why this would be, but it is possible that people with a
recent hospital episode related to an exacerbation are in poorer general health compared to
patients in the primary care or PR samples. This hypothesis is broadly supported by free text
comments from each of the settings; typically respondents to the PR and primary care surveys
offered very positive comments about their care, but those in the acute setting were often more
critical. Moreover, a sizable majority (73.3%) of respondents in the acute setting reported that
they had had more than one hospital admission in the last year: by contrast, only a little over a
third (36.1%) of PR respondents reported a hospital admission in the last 12 months — and only
12.2% reported more than one admission.

Findings

In this section, we look at patterns of responses from the survey within each setting. Because
of the complex nested design used in the survey, and because participating sites were recruited
purposively rather than to provide a representative overall sample, we do not report full results:
instead, we report key results to give an impression of the overarching character of results
within each setting®. Additionally, we look at the profile of respondents in each setting, and
review differences between methods where it is feasible to do so. Because of the low numbers
of responses received in some settings/methods, not all can be considered in detail. However,
key trends are described below.

Acute care

Responses to the acute survey were reasonably positive, but showed room for improvement.
Overall, 87.6% of respondents described their care in hospital as either “very good” or “fairly
good”: somewhat lower than in other settings (see below for details). Although results are not
standardised, cover different groups of organisations, and should not be considered as
conclusive evidence, it was notable that results were typically less positive than for the national
inpatient survey, which covers a general hospital population. For example, 59.5% of
respondents to the COPD survey said that hospital doctors “always” gave them understandable

% A particular concern, which is elaborated below, is that combining results from different methodologies
may not be appropriate — particularly in the acute setting.
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answers to questions® compared to 69% in the national survey. Similarly, COPD patients were
less likely to say that different members of staff did not give them conflicting information (48.6%
vs 69%) and that doctors “often” talked in front of them as if they were not there (9.0% vs 5%).
This suggests that further work to look at the experiences of COPD patients in hospital would be
of value.

Because of limitations on the research team’s access to data, we did not collect any information
on non-respondents — and thus we do not look at response rates within demographic groups.
However, it is possible to look at the overall profile of respondents to get a sense of the kinds of
people completing the surveys.

Overall, 48.9% of respondents were male — but this varied from 44.6% in the postal
survey to 65.5% in the hand-out survey [Fisher's Exact Test, p = 0.060; NS] and from
36.4% to 55.0% in different sites.

The majority of respondents (61.3%) were between 66 and 80 years of age. A further
23.2% were aged 51-65 and 14.1% were aged over 80 years. Response profiles for the
different survey methods were very similar, as were most sites.

The vast majority of respondents (95.8%) described their ethnicity as ‘white’.

No responses were received online in the acute setting, and only a relatively small number
(n=34) were received in the hand-out methodology. This limits the extent to which results can
be compared across modes, and we used only a basic two-sided chi-square test to compare
hand-out and postal responses: this is appropriate as chi-square is a nonparametric test that
works well with small numbers of responses and does not make strong assumptions about
normality. However, it has obvious limitations in that it only tests whether distributions are
equivalent — not the directionality of differences (eg whether postal respondents are more
positive than hand-out respondents. The following questions showed statistically significant
differences in the distribution of responses:

Q11. Did you feel that the hospital nurses who cared for you were knowledgeable about
COPD?[ %2, N =144) = 6.34, p = 0.042]
0 46.4% of postal survey respondents versus 68.8% of hand-out survey
respondents reported that nurses were “definitely” knowledgeable about COPD.
Q16. Did you want to be more involved in decisions made about your care and
treatment? [ ?(2, N = 145) = 9.82, p = 0.007]
0 29.5% of postal survey respondents versus 51.5% of hand-out respondents
ticked “no”.
Q26. Did a member of staff give you information about any local support groups for
COPD?[ %1,N=138)=5.46, p=0.019]
0 36.4% of postal survey respondents versus 60.7% of hand-out respondents said
“Yes”.
Q27. Did a member of staff give you information about pulmonary rehabilitation
programmes in your local area? [ %(1, N = 141) = 14.36, p < 0.001]
0 36.6% of postal survey respondents versus 75.9% of hand-out respondents said
“Yes”.

These results should be interpreted with caution for a number of reasons. Firstly, and as stated
above, the chi-square test tells us nothing about the direction of differences: the specific
proportions quoted are only illustrative. Secondly, we have made no attempt, given the small
numbers of responses, to control for either clustering (not all of the sites administered both
postal and hand-out surveys) or demographic effects. That said, we did note that the raw
responses were very substantially more positive for the hand-out survey than for the postal

® Once patients who said that they “had no need to ask” were excluded from the denominator.
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survey across the vast majority of questions. This is consistent with other studies that have
shown a tendency for patients to respond more positively when handed questionnaires at the
point of care (Anastario et al., 2010; Gribble & Haupt, 2005). Importantly, it suggests that
pooling responses across modes of administration may not be appropriate.

Pulmonary rehabilitation

Responses to the PR survey were exceptionally positive. Overall, 99.5% of respondents rated
their experience of the PR programme as “very good” or “fairly good”, and there was limited
variation across sites. Not one out of over 200 respondents described their experience as “fairly
poor” or “very poor”. Similarly, 99.0% of respondents felt that they were “always” treated with
respect and dignity and only 1.5% of respondents felt that the programme had not helped them
to manage their COPD better on a daily basis.

Patients were similarly positive about the content of PR courses. Overall, 95.5% felt that PR
staff were “definitely” knowledgeable about COPD and 85.6% said that staff understood what
was important to them as patients in managing their condition. However, it was clear that
patients were often given little information about the programmes before commencing them.
Only 34.2% said that they “definitely” received information about the programme before it
began, and 49.0% said that they were not or only “to some extent” given enough information in
advance.

The demographic profile of respondents was broadly similar to that observed in the acute
setting — except that, as noted above, respondents in the PR group reported markedly fewer
hospital attendances.

As in the acute care setting, 49.0% of respondents were male with some variation
between sites.

Respondents were of a very similar age distribution to those in the acute setting.
Overall, 58.6% were aged 66-80, while 25.8% were aged 51-65 and 13.6% were aged
over 80 years.

Again, the majority of respondents (94.0%) described their ethnicity as ‘white’. One site,
St George’s, was an exception, with more than a quarter of respondents from other
ethnic backgrounds.

Again, caution is needed in looking at results across methods: only three of the six sites
received responses from both postal and hand-out surveys. However, there was less of a
consistent pattern of differences compared to in the acute setting — but there were two
differences that were statistically significant:

Q8. If you had any anxieties or fears about your condition, did you have the opportunity

to discuss them with staff on the programme? [ (4, N = 199) = 9.772, p = 0.044]

0 64.9 of postal survey respondents versus 80.4% of hand-out survey respondents
reported that they “definitely” had the opportunity to discuss any anxieties or
fears they had.

0 However: note that this difference wholly disappears when respondents who said
that they had no anxieties or fears were excluded. This response was much
more common in the postal vs the hand-out responses (12.8% vs 2.0%).

Q9. Did the staff on the programme give you information about any support groups in
your area? [ ?(1, N =191) = 4.53, p = 0.033]

0 82.6% of postal survey respondents versus 68.1% of hand-out survey

respondents said “yes”.
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Primary care

Responses in the primary care setting were received from two practices. One practice
exclusively used a paper hand-out survey and the other a postal survey. This means that
results are confounded between site and mode; it is not possible to make judgements about
whether differences are the results of the practice or the methodology.

Overall, respondents in primary care were quite positive — although results should be
interpreted with caution given the limited number of sites involved and the combination of
methods. In total, 95.9% of respondents rated their experience of COPD care from the GP
practice as “very good” or “fairly good”; 90.1% said that their GP was either “good” or “very
good” at listening to them; and 84.3% thought that their GP “definitely” knew enough about
COPD.

In terms of demographics:

52.4% of respondents were male.

All respondents identified themselves as being from a ‘white’ ethnic group.

The age profile was similar to other settings. The majority (58.9%) were aged 66-80,
21.8% were aged 51-60, and 18.5% were aged over 80 years.

Most respondents (57.3%) had seen a GP in the last twelve months.

Costs4

Alongside the piloting and testing of feasibility, consideration was given to the cost and value
implications associated with different approaches. The actual cost to implement any
methodology is inevitably a key consideration in its feasibility for a national rollout; excessively
high costs would be prohibitive, and it is reasonable to expect a demand from sponsors to
demonstrate the value of a collection.

In this section, we draw on the results of the pilot to outline the likely costs associated with the
national rollout of each of the methodologies. To give a basis to these estimates, we first look
at the sample sizes required for different levels of coverage, then at the methods tested in our
pilot, and then finally at the costs associated with specific scenarios.

Absolute and relative costs

The practicality of any given approach is, realistically, dependent on the absolute cost of
implementing it nationally®. But the value of any given collection is arguably better understood
in relative terms. We therefore consider not only the overall cost of implementing a study but
the likely ‘unit cost per response’ — that is, the estimated amount of money invested divided by
the estimated number of responses achieved. This gives a more direct and more comparable
sense of both the cost and value of feedback.

Sample sizes

The costs of a survey will be largely determined by the sample size used. Larger sample sizes
will of course be more expensive. This is particularly important where samples are effectively
‘multi-stage’ or nested: that is, where the aim is to produce reliable estimates at more than one
hierarchical level. This is the case in healthcare surveys where national and organizational (eg
trust-level) estimates are required. Organisations or trusts are effectively ‘primary sampling
units’ and increasing the number of individuals selected per unit will, with a large number of
primary units, dramatically increase overall sample size requirements.

* Please note that the costs provided in this document are intended as approximate estimates only and
do not constitute a quote.
> Note that we make no assumptions about what the ‘ceiling’ or ‘threshold’ cost for acceptability may be.
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Because the associated costs are very different, we have considered the sample size
requirements for surveys producing national estimates only and for those producing
organisational estimates. The sections below describe how these organisational estimates are
calculated, based on a starting assumption about the overall population size for people living
with COPD.

Population

Although it is estimated that three million people in the UK are living with COPD, only about
900,000 of those have been diagnosed (Choices, 2014). With the simplifying assumption that
these are equally distributed across the countries of the UK, and based on the mid-2010
estimate that there are 62.8m people in the UK, of whom 52.6m are in England and 3.0m in
Wales (Office for National Statistics, 2013), this would equate to approximately 755,000 people
diagnosed with COPD in England and a further 43,000 in Wales®.

This number — 755,000 in England — should correspond almost directly with the eligible
population in primary care, as we would recommend that a PREMs collection in that setting look
at all people registered with a GP and with a diagnosis of COPD recorded. Although a
proportion of people with COPD will not see their GP within any given time period, we would still
recommend that a survey included people without recent GP appointments as the reasons why
they have not accessed GP services may be (positively or negatively) related to the quality of
care provided in general practice.

In the sections below, we show sample sizes for organizationally representative surveys of
people with COPD. In all cases, the same sample size is required for a survey producing
nationally representative data only. Assuming a simple random sample at the 95% confidence
IeveI% we would need 1,067 responses to produce estimates with a maximum margin of error of
+3%".

Primary Care

Given the number of sites or ‘primary sampling units’ involved, a study producing representative
data for every GP or every GP practice would certainly be cost prohibitive. In March 2013,
there were 8,150 GP practices in England and a further 500 in Wales: assuming a COPD
population of 755,000, this equates to a mean of 92.3 COPD patients per GP practice.
Assuming simple random sampling, applying a finite population correction, and with a 95%
confidence level, this means an average of 47 patients would need to be surveyed per practice
to give a maximum confidence interval of £10%. This would require a total national achieved
sample of 406,550 people, including 383,050 in England. A national sample of 100,000
achieved responses, equally divided across all practices in England and Wales, would equate to
only 11.6 respondents per practice.

Sampling at the level of clinical commissioning groups (CCGs) may be more achievable. In
March 2013, there were 211 CCGs in England. Based on the abovementioned assumptions
about overall COPD population size, this is a mean of approximately 3,578.2 patients with
COPD per CCG. Repeating the above sampling assumptions 93 responses per CCG — 19,623
overall — would be required for CCG level estimates with a maximum margin of error of +10%.
This is probably acceptable as a balance between cost and reliability, particularly as most
estimates will involve markedly lower margins of error®. Note that n=93 is the achieved sample

® Source: ONS. As of mid-2010 it is estimated that there are 62.8m people in the UK, of whom 52.6m are
in England. http://www.ons.gov.uk/ons/rel/pop-estimate/population-estimates-for-uk--england-and-wales-
-scotland-and-northern-ireland/mid-2001-to-mid-2010-revised/index.html

” A maximum margin of error of +3% is the de facto standard for social and market research.

® The highest margin of error is for estimates that evenly divide populations — eg where 50% of
respondents give a particular response. In healthcare surveys, the modal response to any given question
is typically more polarised.
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size required; the number of people invited to participate would need to be proportionately
higher to take account of nonresponse to the survey. Given that the highest achieved response
rate in the primary care setting in this pilot was 49.8%, for the postal method, a sample or
around 186 patients per CCG — 39,246 overall — would be required.

As well as the 211 CCGs in England, primary care services in Wales are organised into seven
local health boards (LHBs) with an average of approximately 6,142.9 patients with COPD.
Repeating the above sampling assumptions 95 responses per LHB — 665 overall — would be
required for LHB level estimates with a maximum margin of error of £10%. Taken together, a
total achieved sample of 20,288 respondents would be required for CCG and LHB level
estimates.

Secondary Care

For secondary care, we understand that the number of patients to be included in the main audit
is approximately 12,000 (80 patients per trust assuming 150 trusts participating). It is
reasonable to use this as the basis of an organizational level of sample size, as it would be
intuitively logical to tie these collections together and as doing so would maximize the potential
for data linkage. But it is important to note that this is a starting sample size rather than an
achieved sample size: by contrast to primary care, the number of responses would be
dependent on the survey response rate.

Pulmonary rehabilitation

Estimating sample sizes for pulmonary rehabilitation is challenging because the number of
people using these services is not reliably known. Guidance from NICE (2006) estimates that
the services may be used annually by 0.23% of the overall population®, based on “1.4%
prevalence of diagnosed COPD, of which 25% are eligible for pulmonary rehabilitation, of which
there is an uptake of 67%.” Applying these figures to the current population, estimated at 52.6m
for England and 3.0m for Wales (Office for National Statistics, 2013), suggests that around
120,000 people in England plus 6,900 in Wales could be using PR services each year.

Emerging evidence from the audit suggests that there are between 150 and 200 PR sites in
England and at least 12 in Wales. Treating England as typical and assuming the higher
estimate to be accurate, this suggests 200 PR sites with a mean of 600 patients per year (or 50
per month)'®. Given that the national audit will collect data on patients over a four month period,
this suggests an average of 200 patients per site within the audit period. The achieved sample
size required per site to give a maximum margin of error of £10% is therefore 65 (based on a
simple random sample, 95% confidence level, and finite population correction). This would
equate to 13,000 responses over 200 sites in England, plus 780 over 12 sites in Wales for a
total of 13,780.

From experience with the audit, we believe that the estimate of 120,000 people using PR
services each year is likely to be a substantial overestimate; it equates, for example, to 200
sites each treating 50 new patients each month. In practice we believe that the numbers
accessing services at most sites is rather lower. The number completing programmes will be
lower still because of attrition. Nevertheless, we use the estimate derived from the NICE
guidance in the absence of evidence for a stronger alternative estimate™".

° Source: National Institute for Health and Clinical Excellence.
http://www.nice.org.uk/media/63F/4D/PulmonaryRehabCommissioningGuide.pdf

1% The actual estimate for Wales should be marginally lower — 575 patients per site rather than 600 — but
the figures are close enough together that it is reasonable to use a single estimate.

' To give an indication of the impact of this choice, let us hypothesise that the estimate of 120,000
overstates the true number of people using PR services by a factor of two. In this case, there should be
60,000 users annually, totalling 300 per site and 100 per site within a four month sampling window.
Under these conditions, the number of responses required per site to give a maximum margin of error of
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Methods

Primary care, postal survey

Based on the practical challenges described above, we conclude that the only feasible
approach for a national survey in the primary care setting is to use a centrally administered
postal survey. As described above, this could produce a nationally representative sample
based on 1,067 responses or a CCG-level sample based on 93 responses per CCG (19,623,
which we henceforth round to 20,000).

Based on the national GP Patient Survey and our own experiences of survey COPD patients in
primary care, we conservatively estimate a response rate of 55%. This is marginally higher
than the 53.7% response rate recorded for a postal methodology in this pilot, but we believe the
higher figure would be achievable with an increase in the duration of fieldwork. With a 55%
response rate, one would therefore require n=1,940 patients for a national sample or 35,679
patients for a CCG-level sample (or 36,888 for a CCG + LHB level sample including Wales).

Set up (fixed) costs. Even with a smaller sample, care will be needed to design the
sampling strategy and ensure access to a representative sample of patients. We assume
that this and other setup costs (questionnaire layout and other design, etc) will remain
largely constant irrespective of the sample size, and estimate a cost of <REDACTED>
based on our experience of the level of resource required to deal with the necessary
permissions (ethics and section 251) plus negotiating access to GP records. An additional
<REDACTED> would be needed for CCG-level reporting, bringing the total there to
<REDACTED>.

Fieldwork (marginal) costs . Marginal costs for this work would include printing, packing,
and posting survey mailings; processing returns; data entry; telephone support for
participants; and project support. There will be economies of scale available for larger
sample sizes and we therefore estimate the marginal cost per mailed survey to be
approximately <REDACTED> for the national sample or <REDACTED> for the larger
sample.

Overall costs :

<REDACTED>
The difference in the unit cost per response is dramatic <with much higher unit costs in a
smaller national survey versus a survey with a much larger sample reporting at CCG

level>, and this is attributable to the high estimates of fixed costs. These costs are expected to
be high because of the difficulties of accessing patients from primary care records (and, indeed,
negotiating this access). If resources to manage this could be provided directly, or if a
streamlined process for selecting patients and obtaining s251 approval could be assured, the
unit costs would reduce markedly.

Primary care, online panel study

A novel alternative to seeking feedback about people’s experiences of COPD in primary care
settings, and one that was not tested in this pilot, would be to use an established online panel.
Online panels have the benefit of providing ready access to large populations of people with

+10% is 49, or n=9,800 nationally. If the overestimate is by a factor of three, the number falls further to
40 per site or n=8,000 nationally, and so on.

However, beyond a certain point it would realistically be necessary to survey a census of all patients,
because the proportion of the eligible population needing to respond to give reasonably reliable data
would grow to a point similar to or higher than the likely survey response rate. Roughly speaking, this
begins to become an issue once the total number of users per site within the sampling period drops below
100.
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known demographic information, but they will not always hold sufficient numbers of people from
population sub-groups.

Because the population prevalence of COPD is high (around 1.4%), there is a possibility that an
online panel could provide a useful number of responses from people with COPD. The largest
panels have hundreds of thousands of members; typically these will disproportionately consist
of mainly younger people, but comprehensive weighting can be applied to standardise results.

An online panel survey approach is not practical for secondary care or PR because it would
further subdivide the already (relatively) small population of people with COPD. But if we
assume that all or almost all people with a COPD diagnosis would be eligible for a primary care
survey, then this approach may be feasible in primary care.

We have discussed this approach with panel providers. Based on feedback from one very large
and respected provider, we believe a small national sample study would be possible. However,
this is with the important caveat that panels typically are not able to identify people with COPD.
Instead, they may be able to identify relevant families of condition — eg “bronchitis/lung
problems” — and respondents from that population segment could be further screened to see if
they had a COPD diagnosis. The challenges of addressing such a specific population in this
way do drive up costs, though, and we are advised that:

A sample of 250 respondents should be possible, at a cost in the order of <REDACTED>
A larger sample of 500 respondents may be possible could not confidently be guaranteed.
Because costs for this kind of work are largely setup related, this larger sample would have
a cost in the order of <REDACTED>

Secondary care, postal survey

As described above, a postal survey of the secondary care setting would require a sample
1,067 responses for national estimates or a sample size of 12,000 for a full trust-level study.
Based on the results of the pilot, we estimate a 40% response rate for postal surveys in
secondary care, meaning that n=2,668 patients would be needed for a national sample and that
4,800 responses (64 per trust) could be expected from a full trust-level sample of 12,000.

Set up (fixed) costs.  Set up costs would be much lower than for primary care because
accessing data should be simpler. We assume that this and other setup costs
(questionnaire layout and other design, etc) will remain largely constant irrespective of the
sample size, and estimate a cost of <REDACTED> based on our experience of the level of
resource required to deal with the necessary permissions (ethics and section 251). Again,
an additional <REDACTED> would be needed for trust-level reporting, bringing the total
there to <REDACTED>.
Fieldwork (marginal) costs . Marginal costs for this work would include printing, packing,
and posting survey mailings; processing returns; data entry; telephone support for
participants; and project support. There will be economies of scale available for larger
sample sizes and we therefore estimate the marginal cost per mailed survey to be
approximately <REDACTED> for the national sample or <REDACTED> for the larger
sample.
Overall costs :
<REDACTED>
Again, fixed costs are a sizable component of the unit cost per response. Reducing these — eg
by streamlining approvals processes across the audit — would help to reduce overall survey
costs.

PR, postal survey

As described above, a postal survey of the PR setting would require a sample 1,067 responses
for national estimates or 13,000 for a full trust-level study. Based on the pilot survey’s 71.0%
response rate, we conservatively estimate a 60% response rate for postal surveys in PR,
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meaning that n=1,800 patients would be needed for a national sample and 21,800 for a site
level study (109 per site).

Set up (fixed) costs. Set up costs would be similar to secondary care. We assume that
this and other setup costs (questionnaire layout and other design, etc) will remain largely
constant irrespective of the sample size, and estimate a cost of <REDACTED> based on
our experience of the level of resource required to deal with the necessary permissions
(ethics and section 251). Again, an additional <REDACTED> would be needed for trust-
level reporting, bringing the total there to <REDACTED>.
Fieldwork (marginal) costs . Marginal costs for this work would include printing, packing,
and posting survey mailings; processing returns; data entry; telephone support for
participants; and project support. There will be economies of scale available for larger
sample sizes and we therefore estimate the marginal cost per mailed survey to be
approximately <REDACTED> for the national sample or <REDACTED> for the larger
sample.
Overall costs :
<REDACTED>
Again, fixed costs are a sizable component of the unit cost per response. Reducing these — eg
by streamlining approvals processes across the audit — would help to reduce overall survey
costs.

Secondary care and PR, hand-out

Because a hand-out survey would necessarily involve prospective sampling of people
accessing services (necessarily because they would need to be handed a questionnaire at the
point of care), the maximum sample size for these approaches are determined by the number of
patients included within the audit. This population size should be 12,000 for secondary care
and up to 40,000 for pulmonary rehabilitation (based on the estimate above of 120,000 patients
per year and a four month audit period)*2.

Note that a national sample study using a hand-out methodology is considered unrealistic and it
would require an unreasonable ration of burden to reward. To achieve a nationally
representative sample of 1,067 patients, each acute trust or PR site would have to obtain only
around seven responses — but patients would still need to be selected via a probability sampling
approach to ensure that survey estimates were representative. The level of work required to
ensure this and to provide for consistent administration of the questionnaire is simply not
commensurate with a study collecting only a handful of responses per site. We therefore do not
provide cost estimates for smaller national sample surveys with hand-out methodologies®.

For calculating the cost per response, and based on the observed response rates in our pilot,
we assume a response rate of 25% for the hand-out methodology in the secondary care setting,
and 25% in the PR setting.

Set up (fixed) costs. We estimate set up costs (including designing materials, setting up
data entry, and so on) as approximately <REDACTED>.

Fieldwork (marginal) costs.  Marginal costs for this work would include printing, packing,
and couriering questionnaire packs to trusts or PR site, processing returns, and data entry.
There will be economies of scale available for larger sample sizes and we therefore
estimate the marginal cost per issued questionnaire to be approximately <REDACTED> for
the secondary care sample or <REDACTED>for the pulmonary rehabilitation sample.

12 Or 42,300 from a total of 126,900 with Wales included. Only a single cost estimate is presented,
though, as this is considered a rough estimate based on the potential for the sample size to be a sizable
overestimate.

'3 Alternatively, a national sample study with a hand-out methodology may be feasible with a multi-stage
sampling strategy wherein only a random sample of trusts or PR sites participate.

b HSh %+,
¢ D * "#$%



00eo

picker

Institute Europe

Overall costs :
<REDACTED>

Secondary care and PR, online

Finally, an online survey approach may be feasible using a hand-out methodology for
secondary care and pulmonary rehabilitation. This would require a very similar approach to the
paper survey hand-out method described above: it is just the unit costs and the likely response
rate that would change.

For calculating the cost per response, and based on the observed response rate in our pilot, we
assume a response rate of 3% for the online methodology.

Set up (fixed) costs. We estimate set up costs (including designing materials, setting up

online questionnaires, and so on) as <REDACTED>.

Fieldwork (marginal) costs.  Marginal costs for this work would include printing and

couriering postcards to trusts or PR site, dealing with queries from respondents, and helping

people without internet access to respond to the survey'*. We estimate the marginal cost

per issued questionnaire to be <REDACTED>.

Overall costs :

<REDACTED>

The high unit costs per response are attributable to the very low response rates expected (and
observed in the pilot). <REDACTED> For an online COPD survey to be cost efficient — and
therefore viable for a national rollout — the response rate would need to be high and marginal
costs maintained at the lowest possible level. Administering surveys to the largest possible
population to defray the fixed costs of establishing the survey would also help. Nevertheless, it
is difficult to foresee a scenario wherein an online option does not turn out, counterintuitively, to
be more expensive than more traditional alternatives.

Conclusions and recommendations

The pilot study has been informative and provides good evidence about the feasibility of
gathering data from patient reported experience measures (PREMS) as part of the national
COPD audit. By reviewing three different methods across three different settings, the pilot
employed a complex design — but gives clear insight as to the methods that may prove
effective.

In this report, we investigate three methodologies:
Method one — paper survey, sent via post
Method two — paper survey, handed out at the point of care
Method three — online survey, distributed via postcard at the point of care.

We assess the characteristics of each of the methodologies against three criteria: their practical
feasibility, the level of data provided, and the likely costs and cost efficiencies for a national
rollout. Taken together, these factors give a rounded picture of what will and will not be feasible
for adding PREMSs to the national COPD audit. Developing and rolling out the pilot revealed a
range of challenges and some significant barriers associated with using a PREMs tool in
support of a COPD audit. The findings of the pilot itself showed substantial differences and
clear trends between methods. Finally, learning from both elements of the pilot informed an
analysis of the costs of different options, suggesting clear differences in the value for money
associated with different options.

% In a large survey we would expect at least some people without internet access to phone us and
request to complete the survey either over the phone or on paper. It would be important to allow for this
S0 as not to annoy patients.
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Firstly, piloting in primary care was considerably more difficult than in other settings. This
appeared to be largely due to the input required from practices. Distributing questionnaires was
perceived to place too great a burden on staff, and the administration of the questionnaire by
staff members other than the medical team treating the patients was problematic given their
limited access to clinical information. We were eventually able to recruit three pilot sites in
primary care, but only after very extensive efforts over a protracted period of time. This level of
input would certainly not be sustainable across a national study. We therefore conclude that
carrying out a fully devolved survey — that is, one where the practices are directly responsible
for administering the questionnaire to patients — is not feasible in primary care. The necessary
alternative, were a survey to be implemented, would be for significant elements of the workload
to be centralised. Realistically, this would almost certainly necessitate section 251 approval for
patients’ names and addresses to be directly accessed by researchers without prior informed
consent. The challenge of obtaining this should not be underestimated.

While primary care was certainly the most challenging of the three settings, we also found
different issues associated with different methodologies. Implementing method 2 — a paper
hand-out survey — in any setting faces barriers relating to the consistent administration of
questionnaires and application of inclusion and exclusion criteria. Feedback from pilot sites
indicated that they preferred to exclude patients with impairments that they felt would preclude
their participation in the survey so as not to unduly burden or distress them. However, the
requirement that the questionnaire not be handed out by a member of the team that provided
care compromised the ability to identify those who did fit the exclusion criteria. As with the
identification of eligible patients in primary care settings, there was therefore a tension between
the expertise of clinical staff in identifying and assessing patients versus the desire to limit
burden and avoid placing undoing pressure on patients by using staff outside of the clinical
team. It is difficult to reconcile these issues with a methodology that relies on distribution at the
point of care. In some cases, for the pilot, we were forced to take a pragmatic approach and
allow clinicians to be directly involved in the administration of questionnaires or invitations. This
is less than ideal, both in terms of the risk of it influencing responses, because it may seem
coercive to patients, and because of the danger that it be seen to draw time away from front line
care. For the pilot, at least, there was not always a realistic alternative — and this draws into
guestion the feasibility of a hand-out approach for any national collection. Where this approach
was employed in the pilot, response rates were reasonable but relatively low in secondary care
(27.4%) and pulmonary rehabilitation (31.7%), and stronger at 48.3% in primary care. But
response rates varied between sites implementing the hand-out methods, suggesting that there
may have been differences in the way the survey was administered. For example, response
rates in PR with method 2 ranged from 0% to 80%. The pilot study did not allow us to explore
the factors behind this variation, or how it might be minimized. In reviewing the costs, we show
that these overall response rates could provide cost effective data — but crucially we do not
factor in the much greater investment required in terms of staff time. Given this, the challenges
of implementation, and the low response rate in secondary care in particular, we do not
recommend this approach.

Method 3, an online survey approach, was found to be unpopular both with patients in focus
groups and with pilot sites, on the grounds that a large proportion of COPD patients are likely to
have difficulties accessing and using computers and the internet. This was supported by the
pilot itself, where we found a sizable proportion of patients offered a postcard to complete the
survey online refused it because they did not have internet access. As expected, response
rates were also exceedingly low: only four responses were received, all from PR patients, and
the overall response rate was less than 5%. Whilst the low number of responses rules out an
analysis of their representativeness, evidence from the recently completed national diabetes
audit’s patient experience survey Pilot (op cit) suggests that bias may be considerable. Taken
together, the objections of patients, the likely exclusion of many, the very low response rates
and risk of non-response bias mean that an online survey approach using the piloted
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methodology should be ruled out. This finding is further reinforced by our analysis of the likely
costs of an online survey, which show that — unless a much higher response rate could be
achieved — an online survey is profoundly unlikely to realise its theoretical benefit of being cost-
effective.

Meanwhile, the pilot also raised practical design issues that would need to be taken into
account in planning a wider roll-out. For example, implementing a survey in pulmonary
rehabilitation using a prospective sample, would require a long period of fieldwork to obtain a
sufficiently high sample from those sites with relatively small numbers of patients attending their
programmes. But we did find from our focus groups and desk research that a fairly consistent
approach to what should be measured in different settings could be productive: there was good
consistency in the issues that mattered to patients in primary care, secondary care, and PR.

The pilot study had a number of limitations. The most significant of these is the self-selecting
nature of the participating sites. Those who volunteered to take part in the pilot may differ
systematically from other trusts and practices nationally, both in terms of their patient
populations and in terms of their own levels of engagement. This may have had an effect on
response rates and results. It is reasonable to speculate that sites that volunteered to
participate in the pilot may be more motivated than others to devote resources to implementing
the survey, or may indeed have more resources available to do so. Their participation may in
part be motivated by a predisposition to take seriously the measurement of patient experiences.
Logically, then, we might expect the challenges involved in recruiting and supporting sites in
implementing the survey experienced in the course of this pilot to be magnified were these
methods rolled out nationally.

The fact that pilot sites are not expected to be wholly representative also limits the use of
substantive results from the pilot. This is considered a reasonable compromise given that the
purpose of the pilot was to test the feasibility of collecting data, rather than to provide a
thorough understanding of the experiences of people with COPD in the different settings
(indeed, the use of ‘off-the-shelf’ questionnaires rather than bespoke instruments was a similar
compromise with an equivalent basis). But the results do give an indication of what one might
expect from a national survey, particularly for secondary care and PR where more responses
were received and a wider set of sites involved. Specifically, results for all PR sites were
exceptionally positive.

As has been noted already, the resources that went into recruiting the sites to the pilot study,
particularly in primary care, are not replicable on a national scale, so in that sense the findings
do not reflect the feasibility of implementing a national survey along the lines of the pilot
methods. However, the work does illustrate the modifications to processes that would be
required to translate the pilot approaches into a national survey — and, critically, it shows where
these changes are not feasible.

Given these emerging findings, we make the following recommendations:

1 The domains of care that matter to healthcare patients in generic terms are well understood
and reasonably consistent, but relatively little work has looked specifically at the
requirements of people with COPD or at how people’'s COPD specific experiences should
be measured. Core domains, such as those in the NHS Patient Expe  rience
Framework, provide an acceptable starting point for measuring people’s experiences
of COPD care in a range of settings and may remain  preferable to the development of
completely bespoke instruments  — particularly as the use of a core set of generic items
permits comparisons across services and with other conditions (eg LaVela & Gallan, 2014).
It is not intended that generic items would be used in isolation, though: rather they should be
supplemented by additional disease-specific questions to tap issues of particular importance
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to COPD patients. Findings from the focus groups give a good sense of these more specific
issues.

The most severe barriers encountered were related to attempting to implement a fully-
devolved approach in primary care. We found that asking general practices to take
responsibility for survey administration placed too great a burden on them, especially when
this coincided with other peaks in demand (eg around QoF returns). We conclude that a
fully devolved national survey in primary care is not feasible and strongly recommend that
the survey is not implemented in primary care witho ut section 251 support to enable
the administration of questionnaires to be centralised.

The use of an online survey approach, although superficially attractive due to the elimination
of printing, postage, and data entry costs, was negatively received by patients and NHS
providers alike. Concerns focussed on the suitability of an online survey for the COPD
population. Moreover, few responses were achieved and given this very low response rate
we calculate that an online survey approach would, counterintuitively, offer worse value for
money that the more traditional alternatives. And online survey is not feasible now, and we
recommend that, in the short-term, an online survey approach should not be pursued
for a survey of people’s experiences of COPD . This should be reviewed in the next 5-10
years as patterns of internet access and use may change over this period.

Postal methodologies proved superior (in terms of response rates) to hand-out in secondary
care and pulmonary rehabilitation settings. Similar response rates were achieved from
these two methods in primary care — possibly as it was easier for primary care patients to
complete the survey whilst still at the practice — but from an administrative point of view a
postal approach remains favourable. A prospective hand-out approach raised distinct
challenges in terms of identifying eligible patients at the point of care, making appropriate
exclusions, and determining an appropriate length of fieldwork (to accommodate variation in
the volume of patients treated and, likely, in response rate per site). By contrast, it was
easier to standardise — and particularly would be easier to standardise in the event of a
wider rollout — with a postal survey. We therefore recommend that a postal survey
methodology would be preferred for use in the natio nal audit .

The recommendation of a postal survey and the above recommendation to seek section 251
support are linked. Although devolution of some aspects of the implementation was not as
great a barrier in secondary care and acute care, the cost to the service of a devolved
approach (in terms of staff time and resource) would inevitably exceed the cost of
centralised administration. Moreover, centralised administration would enable assurance
about consistency of methods and particularly about patient inclusion/exclusion from
samples. But a fully centralised approach would require section 251 approval in all settings
to allow for patient identifiable data to be shared for the purposes of administration. This
arrangement is in place and well established for other national PREMS and PROMs
programmes. We believe that this would have significant advantages in terms of
streamlining a larger collection and would recommend that, cost-permitting, a

centralised postal survey approach with section 251 support would be the approach
most likely to be successful
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Appendices

Appendix A: Literature review of patient experience measures: Draft discussion
paper

Prepared by Professor Sharon Andrew and Matt Hodson on behalf of the National
COPD Audit Group

Introduction

A systematic literature review of patient reported experience measures for COPD published in the
literature did not identify any surveys that focused on the overall experience of COPD patients
(Hodson & Andrew 2013 unpublished findings).

There have been several published literature reviews of survey instruments used in measurement
of the generic patient experience (Norwegian Knowledge Centre for the Health Services, 2008;
Health Foundation 2013). The Norwegian Knowledge Centre for the Health Services for example
conducted a literature search for national and cross-national surveys that focused on patient
experiences and satisfaction for member countries of OECD and non-OECD European Union
countries.

The Health Foundation (2013) published a comprehensive evidence scan of surveys used to
measure patient experience. In keeping with our findings no surveys measuring patient or carer
experience for COPD are referenced and of interest there are none either for rehabilitation.

Methods

In the review of the patient experience we focused on identifying instruments that contained items
that covered a breadth of experience from the primary, secondary (hospital) or rehabilitation
settings.

In our search for generic patient experience measures we used the Health Foundation findings
specifically Box 6 (page 23; Examples of surveys measuring patient or carer experience) and
references to other instruments contained in the document. The surveys have been categorised
under 7 headings and we focussed on those listed or referred to ‘Primary Care’ and ‘Hospital
Care’. We expanded our search to databases and the web to search for additional surveys.

Surveys that were clearly measuring patient satisfaction were omitted although some that we have
chosen to review and recommend may be a hybrid of satisfaction and experience. It may be our
definition as the number of experience surveys — that is, surveys of a patient’s experience
focussing on what matters most to them in contrast what matters to an organisation — is few.

Surveys that were chosen for review were assessed against criteria established by the COPD/
PREM Audit Group.

Findings

Primary Care Surveys

Six Primary care surveys as detailed in the literature were critically examined against the inclusion
criteria. Literature mentions a Picker Patient Primary Care survey but a web search did not locate a
generic survey. Most surveys were measures of satisfaction with care and primarily focussed on
the GP. Two studies used items that were COPD specific. The NHS Heywood, Middleton and
Rochdale incorporated items into a generic patient survey. The report gives the findings and from
that the type of items can be identified. McKenna and colleagues (2011; 2012) reports the
development of a Living with COPD scale that has been translated into several languages and
tested with international populations. The items were derived from patient involvement.

It is not clear whether a number of the surveys are ‘free’ or there are costs associated with their
use which impacted on the appraisal process. Studies have recommended the use of specific
COPD measures as in preference to generic measures (Pickard et al 2011; Weldham et al 2013).
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While there were no COPD specific primary care surveys there were COPD QoL measures so |
suggest that a generic measure and COPD specific measure be used together.

Recommendation
Suggestions for surveys to be used: Steine et al 2001 or 22 Scottish Patient Experience items
Survey items. The selected survey to be used in with the LCOPD.

Secondary (Hospital) Surveys

Six Secondary (Hospital) care surveys as detailed in the literature were critically examined against
the inclusion criteria. In keeping with the primary care surveys many were measures of satisfaction
with care. It is not clear whether a number of the surveys are ‘free’ or there are costs associated
with their use which impacted on the appraisal process.

Recommendation

Suggestions for surveys to be used: Picker Patient Experience Questionnaire (PPE) or Quality
from the patients’ perspective (QPP). The selected survey to be used in with the PEECH (Murrells
et al 2013) survey. Murrells study used the PPE with the PEECH with UK participants and this may
give a comparator for findings so this would be a preferred option.

Rehabilitation

The search for rehabilitation surveys does need to be extended but preliminary searching has
identified few UK designed or tested surveys. The study by Pasqua et al (2012) describes the
development of an Admission Inpatient Respiratory Rehabilitation Questionnaire Admission IRRQ);
and Discharge IRRQ. While the survey by Grotle et al (2009) was designed for patients with
rheumatic diseases they are generic and adapted from the PEQ so may be suitable for COPD
patients.
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Table 1: Primary Care and Rehabilitation Surveys.

Author/ Publication/ Country Questionnaire Questionnaire Sample | Validity &
Weblink number | Reliabilit
S y
Items Scales
la Campbell, J et al 2009 England Annual General 66 11 domains | 590 Conducte
(results of pilot test) (see Practice Patient (39.3%) | d but not
link on paper page 1 for Survey in England in paper.
final GPPS version) - Focus on primary Survey in
Other - www.gp- healthcare use since
patient.co.uk/info - National survey 2009-
conducted from mailed to
2007 over 5
million
people in
2009
1b Scotland Government; Scotland Scottish Patient 22 items
NHS Experience Survey | are
http://www.scotland.gov.uk/ of GP and Local patient
Publications/2013/03/28222 NHS Services experienc
2011/12 e
2 Hargraves et al (2005) UK Consumer 43 5 24-57% | .51-.86 for
https://cahps.ahrg.gov/clinic Assessment of 19 core Composites | (n=166. | different
ian_group/cgsurvey/patient Healthcare items- 17 | : Getting 074) composite
experiencemeasurescgsurv Providers and about care data S
eys.pdf Systems consumer | Quickly, from
(CAHPS®) 2.0 experienc | Doctors databas
eand 2 who e—22
global communica | year
items te well; period
courteous/h
elpful office
staff;
getting
needed
care;
Health Plan
Customer
3 Ramsay et al 2000 England General Practice 53 items 7 Scales 66% .69-.95 for
Assessment and 4 (n=7247 | different
Survey (GPAS) single items | ) scales
No ceiling
effect
4 Mead et al 2008 UK General Practice 2 5 Scales Large 0.88-.97
Assessment versions- scale
Questionnaire 25 item distributi
Adapted ‘consultati on
from GPAS | on
version’
complete
d after
patient
has seen
GP;
33 item
postal
survey
where
patients
respond
to general
o "H#$% % & %.
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Author/ Publication/ Country Questionnaire Questionnaire Sample | Validity &
Weblink number | Reliabilit
S y
Items Scales
context
about
their
usual
doctor
5 Greco et al (2003) UK Improving Practice | 27 items 4 areas n=5568 | Internally
http://www.cfepsurveys.co. Questionnaire IPQ | Focus on 7 reliable
uk/OrganisationalAndPerso - Based on GP
nalDevelopment/PrimaryCa studies
re/lPQ from
Australian
instrument
Focus on
general
issues
around
primary
care
6 Steine et al 2001 Norway; Patient Experience | 18 5 n=1092 | 0.54-0.9
Garratt 2011 On UK Questionnaire subscales- for
http://www.measuringimpac | site (PEQ) Outcome, subscales
t.org/s4-patient-experience- Communic
guestionnaire-peq Itis an 18 item self- ation
reported measure experience
Nursing, Midwifery and of how a patient S,
Allied Health Professionals has felt about their Communic
Research Unit at the consultation. It ation;
University of Stirling in should be used Barriers,
Scotland, UK only in one-on-one Experience
consultation with
circumstances. It auxiliary
was developed on staff,
a sample of Emotions
outpatients.
7 Picker patient experience
guestionnaire
COPD specific
8 NHS Heywood, Middleton | UK NHS Heywood, Some
and Rochdale Middleton and additional
http://www.google.co.uk/url Rochdale COPD: guestions
?sa=t&rct=j&qg=patient%20 The Patient relating to
experience%20and%20cop Experience. The the COPD
d&source=web&cd=11&ved Patient Experience | were
=0CECcQFjAAOA0&url=http Team and the Joint | added to
%3A%2F%2Fwww.speaku Health Unit 2009. a generic
pnow.co.uk%2FUserFiles% This site gives patient
2FeConsutlations%2F4%2 results from a experienc
FDocs%2FCOPD%2520pat patient experience | e
ient%2520experience%252 survey: guestionn
Oreport%2520- aire. No
%2520final.doc&ei=veQoUr details
BWAYgSswamt4GACA&uUS given
0=AFQ|CNGiuxzYNaVCxm
O86xIFAYKhGzgT50Q
9 McKenna, SP, et al., UK, USA Living with COPD 22 unidimentio | 2011; .92
2011, 2012 scale (LCOPD) nal UK
n=162
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Author/ Publication/ Country Questionnaire Questionnaire Sample | Validity &
Weblink number | Reliabilit
S y
ltems | Scales
Rehabilitation Survey
Pasqua 2012 Italy Inpatient 44 n=34 .845-.892
Items were derived from Respiratory
MRF-26. 2 versions were Rehabilitation
developed- Admission Questionnaire
Inpatient Respiratory (IRRQ)
Rehabilitation
Questionnaire Admission
IRRQ); and Discharge
IRRQ.
Grotle et al 2009 Norway Rehabilitation 18 3 Scales 94.7% .772-.878
Note this is for rheumatic Patient n=412
diseases but could be Experiences
adapted- adapted from Questionnaire
PEQ Norway
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Table 2: Appraisal of Primary Care and Rehabilitati  on Surveys
Reference Instrument Validated | Accessibilit Measurin | Used in How Delivery Return Fiscal: | Total
Yes=1 y: In Public g UK widely | format rate free or | Scor
No=0 Domain Experien | UK and Used options High = 2 costs e
Yes=1 ce Other Widely | (online; (over Free= | (12)
No=0 Yes=1 countries = | = postal/paper) | 60%) 2
No=0 2 Not All=2 Low =1 Costs=
Other UK=1 widely | 1 method =1 | (> 60%) 1
Other = Uncertain | Uncert
countries= =0 ain=0
0
1 Campbell, J et al 2009 Annual General Practice 1 1 0 1 1 1 1 0 6
(results of pilot test) (see link Patient Survey in England
on paper page 1 for final
GPPS version)
Other - www.qgp-
| patient.co.uk/info
1b Scottish Patient Experience | 1 1 1 1 1 1 0 0 6
http://www.scotland.gov.uk/Pu | Survey of GP and Local
blications/2013/03/2822 NHS Services 2011/12
2 Hargraves et al 2005 Consumer Assessment of 1 1 1 0 1 1 (mail and 1 1 7
https://cahps.ahrg.gov/clinicia | Healthcare Providers and Paper telephone)
n_group/cgsurvey/patientexpe | Systems (CAHPS) suggest
riencemeasurescgsurveys.pdf used in
Europe
3 Ramsay et al 2000 General Practice 1 1 0 1 0 1 2 0 6
Assessment Survey (derived
from USA
survey)
4 Mead et al 2008 General Practice 1 1 0 1 1 1 1 0 6
Assessment Questionnaire
5 Greco et al 200) Improving Practice 1 1 0 1 1 1 0 1 6
http://www.cfepsurveys.co.uk/ | Questionnaire IPQ
OrganisationalAndPersonalDe
velopment/PrimaryCare/IPQ
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6 Steine et al 2001

Garratt 2011
http://www.measuringimpact.o
rg/s4-patient-experience-
questionnaire-peq

Nursing, Midwifery and Allied
Health Professionals
Research Unit at the
University of Stirling Scotland,
UK

Patient Experience
Questionnaire

0On
Scottish
Website but
no
publications
referring to
UK studies
using the
scale
identified.

7

Picker Patient Experience
questionnaire

COPD specific

8 NHS Heywood, Middleton
and Rochdale
http://www.google.co.uk/url?sa
=t&rct=j&g=patient%20experie
nce%20and%20copd&source
=web&cd=11&ved=0CEcQFJA
AOA0&url=http%3A%2F%2F
www.speakupnow.co.uk%2FU
serFiles%2FeConsutlations%2
FA4%2FDocs%2FCOPD%2520
patient%2520experience%252
Oreport%2520-
%2520final.doc&ei=veQoUr6
WAYqSswamt4dGACA&uUsg=A
FOQICNGiuxzYNaVCxmO86xIF

AykhGzgT50Q

COPD: The Patient
Experience.

9 McKenna, SP, et al., 2011,
2012

Mc Kenna

E-mail address
smckenna@galen-l.com

Tel 01612264446

Living with COPD scale
(LCOPD)

Rehabilitation Surveys
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Pasqua et al 2012

Items were derived from MRF-
26. 2 versions were
developed- Admission
Inpatient Respiratory
Rehabilitation Questionnaire
Admission IRRQ); and
Discharge IRRQ.

Inpatient Respiratory
Rehabilitation
Questionnaire (IRRQ)

Grotle et al 2009

Note this is for rheumatic
diseases but could be
adapted- adapted from PEQ
Norway

Rehabilitation Patient
Experiences Questionnaire
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Table 3: Secondary (hospital) Surveys

Author/ Publication/ Weblink Country | Questionnaire Questionnaire Sample | Validity
number | &
S Reliabilit
y
Items Scales
1 Goldstein et al 2005 USA Consumer 32 24 items | 45% U
http://www.hcahpsonline.org/file Assessment of (27 item | patients’ | core
S/IHCAHPS%20V8.0%20Appen Healthcare version hospital | hospital
dix%20A%20- Providers and also) experien | s;
%20HCAHPS%20Mail%20Surv systems Hospital ces; 8 35.2%
ey%20Materials%20(English)% Survey (CAHPS® items non-
20March%202013.pdf Hospital) also about core
CHAPHS® patients’ | hospital
personal | s
experien | n=
ces 19720
2 Sweeney et al 2003 Ireland Irish National 95 - 59.5% U
Perception of n=1950
Quiality of Care
Survey
3 Care Quality Commission UK NHS National 70u U - U
http://www.nhssurveys.org/ Inpatient Survey
Co-ordinated, by Picker Institute
Europe for Care Quality
Commission
4 Murrells et al 2013 UK Patient Evaluation | 23 4 423 U
Based on work of Williams and of Emotional Care Feeling | (26%) Factor
Kristjanson 2009 during informe analysis;
Hospitalisation d; measures
(PEECH) treated of fit
as an
individu
al;
personal
interacti
ons;
feeling
valued
5 Jenkinson et al 2002; 2003 UK Picker Patient 15 - Jenkins | 0.86
http://www.measuringimpact.org Experience on 2002
/s4-the-picker-questionnaire- Questionnaire 65%
ppe-15 (PPE 15) (n=2249
)
6 Frojd et al 2011 Sweden | ‘Quality from the 24 4 2734 Applied
Patients’ inpatient | those
Perspective’ Each S from
1 Medical- guestion Respon | survey
technical evaluate se rate developer
competence eg ‘I s 10 55% s Wilde et
received the best | perceive Postal al 2002
possible medical d quality after Used
care (as far as | of care discharg | 83%
can tell) on 4 e
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Author/ Publication/ Weblink Country | Questionnaire Questionnaire Sample | Validity
number | &
S Reliabilit
y
Items Scales
2 Physical point
technical scale —
conditions eg ‘I Do not
had a comfortable | agree —
bed fully
3 ldentity- agree;
orientated 2)
approach eg ‘I Subjecti
had good ve
opportunities to importa
participate in the nce eg 1
decisions that little to
applied to my no
care’ importa
4 Socio-cultural nce to of
atmosphere eg ‘I very
talked to the greatest
nurses in private importa
when | wanted to’ | nce
b HS%
+8&,%
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Table 4: Appraisal of Secondary (Hospital) Care Sur  veys
Reference Instrument Validate | Accessibili | Measurin | Used in UK | How Delivery | Return Fiscal: Total
d ty: In g UK and widely format rate free or Scor
Yes=1 Public Experienc | Other Used (online; | High =2 | costs e
No= 0 Domain e countries = | Widely= | paper- (over Free=2 |(12)
Yes=1 Yes=1 2 1 based) 60%) Costs=1
No=0 No=0 UK=1 Not All=2 Low =1 | Uncertai
Other Other widely = | One (>60%) [n=0
countries 0 method | U=
only=0 =1 Uncertai
n=0
1 Goldstein et al 2005 Consumer 1 1 0 0 1 1 1 0 5
http://www.hcahpsonline.org/fil | Assessment of
es/HCAHPS%20V8.0%20App | Healthcare Providers
endix%20A%20- and systems Hospital
%20HCAHPS%20Mail%20Sur | Survey (CAHPS
vey%20Materials%20(English) | Hospital)
%20March%202013.pdf
2 Sweeney et al 2003 Irish National 0 0 0 0 0 1 1 o} 2
Perception of Quality
of Care Survey
3 Care Quality Commission NHS National 1 1 0 1 1 1 0 0 5
http://www.nhssurveys.org/ Inpatient Survey
Co-ordinated, by Picker
Institute Europe for Care
Quality Commission
4 Murrells et al 2013 Patient Evaluation of |1 1 1 2 0 1 1 0 7
Based on work of Williams and | Emotional Care
Kristjanson 2009 during Hospitalisation
(PEECH)
5 Jenkinson et al 2002; 2003 Picker Patient 1 1 1 2 1 1 2 0 9
Experience
Questionnaire (PPE
15)
6 Frojd et al 2011 ‘Quiality from the 1 1 1 0 1 1 1 o} 6
Patients’ Perspective’
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" ( D * "HS%




References

Campbell J, Smith P, Nissen S, Bower P, Elliott M, Roland M, 2009. The GP patient survey for
use in primary care in the National Health Service in the IK- development and
psychometric characteristics. BMC Family Practice, 1-8. Available from

http://www.biomedcentral.com/1471-2296/10/57

Davies N; Gibbons E, Fitzpatrick R, 2009. A structured review of patient-reported outcome
measures (PROMSs) for Chronic Obstructive Pulmonary Disease (COPD). Report to the

Department of Health 2009. http://phi.uhce.ox.ac.uk/pdf/COPD2009 FINAL.pdf

Health Foundation 2013. Measuring the patient experience. No 18 Available from:

http://www.health.org.uk/publications/measuring-patient-experience/ Last accessed 1

August 2013.

Frojd C, Swenne CL, Rubertssons C, Gunningberg L, Wadensten B, 2011. Patient information
and participation still in need of improvement: evaluation of patients’ perceptions of
guality of care. Journal of Nursing Management, 9, 226-236.

Goldstein E, FaRQUHAR m, Crofton C, Darby C, Garfinkel S 2005. Measuring hospital care
from the patients’ perspective: An overview of the CAHPS® Hospital Survey
development process. Health Research and Educational Trust, 40, 6p, 1977-1955.

http://onlinelibrary.wiley.com/doi/10.1111/j.1475-6773.2005.00477 .x/full

Grotle M, Garratt A, et al, 2009. Development of the rehabilitation patient experiences
guestionnaire: data quality, reliability and validity in patients with rheumatic diseases.
Journal of Rehabilitation Medicine, 41, 576-581.

Hargraves JL, Hays RD, Cleary PD, (2005) Psychometric Properties of the Health Plans Study
(CAHPS®) 2.0 Adult Core Survey. Health Services Research 38, 1509-1528. Available

from http://onlinelibrary.wiley.com/d0i/10.1111/j.1475-6773.2003.00190.x/full

) o ,-
¢ ) * S



Healthcare Scotland Scottish Patient Experience Survey of GP and Local NHS Services
2011/12 Volume 3: Variation in the Experiences of Primary Care Patients

http://www.scotland.gov.uk/Publications/2013/03/2822 Scottish Patient Experience

Survey of GP and Local NHS Services 2011/12

Jenkinson C, Coulter A, Bruster S, 2002 The Picker Patient Experience Questionnaire:
development and validation using data from in-patient surveys in five countries.
International Journal of Health Care, 14(5), 353-358.

Jenkinson C, Coulter A, Reeves R, Bruster S, Richards J, 2003a. Properties of the Picker
Patient Experience questionnaire in a randomized controlled trial of long versus short
form survey instruments. Journal of Public Health Medicine, 25(3), 197-201.

Jenkinson C, Coulter A, Reeves R, Bruster S, et al., 2002b. Patients’ experiences and
satisfaction with health care: results of a questionnaire study of specific aspects of care.
Qual Saf Health Care, 11, 335-339.

Mead N, Bower P & Roland M 2008. The general practice assessment questionnaire (GPAQ)-
development and psychometric characteristics. BMC Family Practice, 20(9). Available

from http://www.biomedcentral.com/1471-2296/9/13

McKenna, SP, et al., 2011. Development and validation of the living with chronic obstructive
pulmonary disease questionnaire. Quality of Life Research. 20:1043-1052.

McKenna SP et al. 2012. The living with chronic obstructive pulmonary disease scale was
successfully adapted for use in Southern European (ltalian and Spanish) and Eastern
European (Russian) cultures. Journal of Clinical Epidemiology, 65:906-914.

Murrells T, Robert G, Adams M Morrow E, Maben J, 2013. Measuring relational aspects of
hospital care in England with the ‘Patient Evaluation of Emotional Care during
Hospitalisation’ (PEECH) survey questionnaire. BMJ Open, 3(1). Available from:

http://www.ncbi.nlm.nih.gov/pmc/articles/PMC3563120/

) ‘.
" ( ) * S



NHS Heywood, Middleton and Rochdale COPD: The Patient Experience. The Patient

Experience Team and the Joint Health Unit 2009. This site gives results from a patient

experience survey:

http://www.gooqgle.co.uk/url?sa=t&rct=j&g=patient%20experience%20and%20copd&source=we

b&cd=11&ved=0CEcQFAAOA0&url=http%3A%2F%2Fwww.speakupnow.co.uk%2FUse

rFiles%2FeConsutlations%2F4%2FDocs%2FCOPD%2520patient%2520experience%25

20report%2520-

%2520final.doc&ei=veQoUr6WAYgSswamt4GACA&uUsg=AFQ|CNGiuxzYNaVCxmO86xl

FAykhGzgT50Q

Norwegian Knowledge Centre for the Health Services. National and cross-national surveys of
patient experiences: as structured review. Report from Kunnskapssenteret No 7-2008.

Accessed September 2013 from: http://www.oecd.org/health/health-

systems/39493930.pdf

Pasqua F, Alesii A, Geraneo K, Di Toro S, La Torre G, Sferrazza A, Mastrullo M G, Calzetta L,
Bonassi S, Cardaci V & Cesario A Pasqua et al. 2012.A pilot survey on the quality of life
in respiratory rehabilitation carried out in COPD patients with severe respiratory failure:
preliminary data of a novel Inpatient Respiratory Rehabilitation Questionnaire (IRRQ)

Multidisciplinary Respiratory Medicine, 7:46. http://www.mrmjournal.com/content/7/1/46

Pickard S, Yang Y, Lee T.A, 2011. Comparison of health-related quality of life measures in
chronic obstructive pulmonary disease. Health and Quality of Life Outcomes, 9:26

Available from: http://www.hglo.com/content/pdf/1477-7525-9-26.pdf

Pineault R, Provost S, Hamel M, Couture A, Levesque J.F, (2011). The influence of primary
health care organizational models on patients’ experience of care in different chronic

disease situations. Chronic Diseases and Injuries in Canada, 31(3), 109-120.

I "H#S% +§,/
" ( ) * "H#$%



Ramsay J, Campbell J L, Schroter S, Green J, Roland M, 2000. The General Practice
Assessment Survey (GPAS): tests of data quality and measurement properties. Family
Practice, 17(5), 372-378.

Steine S, Finset A, Laerum E, 2001. A new, brief questionnaire (PEQ) developed in primary
health care for measuring patients’ experience of interaction, emotion and consultation
outcome. Family Practice, 18: 410-418.

Weldham, S.W.M et al 2013. Evaluation of quality of life instruments for use in COPD and
research: a systematic review. International Journal of Nursing Studies, 50: 688

Wiliams A, Kristjanson L, 2009. Emotional care experienced by hospitalised patients:
development and testing of a measurement instrument. Journal of Clinical Nursing, 18,

1069-1067.

) +4,0
" ( ) * S



123) 4

NHS

PRIMARY CARE QUESTIONNAIRE

What is this survey about?

This survey is about your experiences with your GP and GP surgery. Some of the
questions also refer to your experience as a patient with COPD.

Who should complete the questionnaire?

The questions should be answered by the person named on the front of the envelope. If
that person needs help to complete the questionnaire, the answers should be given
from hisfher point of view — not the point of view of the person who is helping.

Completing the questionnaine

For most questions, please cross clearly inside one box using a black or blue pen. For
some questions you will be instructed that you may cross more than one box.

Sometimes you will find the box you have crossed has an instruction to go to another
question. By following the instructions carefully you will miss out questions that do not

apply to you.

Don't worry if you make a mistake; simply cross out the mistake and put a cross in the
correct box.

Please do not write your name or address anywhere on the questionnaire.

Questions or help?

If you have any questions, please call the helpline number given in the letter enclosed
with this questionnaire.

Taking part in this survey is voluntary. Your answers will be treated in

confidence
Primary Care COPD PREMS Suney va.0 Page 1
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ACCESSING YOUR GP SURGERY
1. When did wyou last see or speak to
someone from your GP surgery about your
COPD?
. O Inthe past 3 months
» [ Between 3 and 6 months ago
s [ Between 6 and 12 months ago

« O More than 12 months ago

2. Can you always see the GP you want to?

, O Yes, always
. O Yes, sometimes

sDNCI

. O Not sure/ can't remember

2. Generally how easy is it to get through to

someone at your GP surgery on the
phone?

. Od Very easy

. O Fairly easy

s O Not very easy
« O Notatall edasy
s O Haven't tried

4. How helpful do you find the receptionists at

your GP surgery?
» O very helpful
: O Fairly helpful
s O Not very helpful
« O Not at all helpful
« 1 Don't know

Primary Care COPD PREMS Shinvey v3.0

OPENING HOURS
Thinking about when you need to make a

routine (non-urgent) appointment about your
COPD...

5. How satisfied are you with the hours that
your GP surgery is open?

. O very satisfied

. [ Fairly satisfied

s [ Neither satisfied nor dissatisfied

. O Fairly dissatisfied

. O very dissatisfied

« O rm not sure when my GP surgery is
open

6. Is your GP surgery curmently open at times
that are convenient for you?

1 D Yes
3 D Mo
. O Don't know

MAKING AN APPOINTMENT
Thinking about the last time you wanted fo

make a routine (non-urgent) appointment at
your GP surgery about your COPD ...

7. Could you get an appointment with the GP
or nurse when you needed it?

1D¥Eﬂ
:DND

s O can't remember

8. How convenient was the appointment you
were able to get?

, O Wery convenient
. O Fairly convenient
. O ot VEry convenient

« O wot at all convenient
Pagae 2
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9 How convenient was making the
appointment?

.4 Very convenient
. O Fairly convenient
. O Mot very convenient
« O Not at all convenient

YOUR LAST GF APPOINTMENT

Thinking about the last time you saw or spoke
to a GP from your GP surgery about your
COPD, how good was that GP at....

10. ... Giving you enough time?
.4 Very good
: O Good
. O Meither good nor poor
« O Poor
. O Very poor
» O Doesn’t apply

11. ... Listening to you about your COPD?
, O Very good

: O Good

. d Meither good nor poor
« O Poor

. O Very poor

» Doesn’t apply

12. ... .Explaining tests and treatments for your
COPD?

, O Very good

. O Good

. O Meither good nor poor
+ O Poor

. O Very poor

« [ Doesnt apply

13. .. Involving you in decisions about your
COPD care?

, O Very good

: O Good

. O Meither good nor poor
« O Poor

. O Very poor

. O Doesnt apply

14. ....Treating you with care and concern?
O Very good
. O Good
. O Meither good nor poor
« O Poor
. O Very poor
. O Doesnt apply
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YOUR GP

Thinking about your GP (or the GP you see
most regularly).. ..

15. Do you feel your GP knows enough about
COPD?

, O Yes, definitely

. O Yes, to some extent
» O No

. [ Not sure

16. Do you feel your GP has up to date
information about COPD treatments?

, O Yes, definitely
. O Yes, to some extent
s O No

« O Not sure

17. Has your GP, or a member of practice
staff, given vyou information about
pulmonary rehabilitation programmes in
your local area?

, O ves
:DNG

OVERALL EXPERIENCE

13. Overall, how would you describe your
experience of COPD care from your GP
surgery?

ABOUT YOU
19. Are you male or female?
v O male
: [ Female

20. What is your year of bith?

(Please writein) eqg. 1|9 |3 | 4

Z1. Have you had an annual check-up about
your COPD with your GP in the last 12
months?

1 D Yes
) D Mo
s O can't remember

23. To which of these ethnic groups would you
say you helong?

White:

Mixed

Asian or Asian British

Black or Black British

Arab

Any other ethnic background (write
in)

OOoOoooaag

, O Very good

. THANK YOU VERY MUCH FOR YOUR
2 D Fa“'hf w ) HELP
s [ Neither goed nor poor Please check that you answered all the

uestions that apply to you.
. O Fairty poor a PRy to ¥
[1 very poor Please post this questionnaire back in the
’ e FREEPOST envelope provided.
No stamp is needed.
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Appendix C: Questionnaire — secondary care

NHS

ACUTE CARE QUESTIONNAIRE

What is this survey about?

This survey is about your experiences at hospital for a COPD exacerbation. Some of
the questions also refer fo your experience as a patient with COPD.

Who should complete the questionnaire?

The questions should be answered by the person named on the front of the envelope. If
that person needs help to complete the questionnaire, the answers should be given
from hisfher point of view — not the point of view of the person who is helping.

Completing the questionnaire

For most questions, please cross clearly inside one box using a black or blue pen. For
some questions you will be instructed that you may cross more than one box.

Sometimes you will find the box you have crossed has an instruction to go to another
question. By following the instructions carefully you will miss out questions that do not

apply to you.

Don't worry if you make a mistake; simply cross out the mistake and put a cross in the
comect box. )

Please do not write your name or address anywhere on the questionnaire.

Questions or help?

If you have any questions, please call the helpline number given in the letter enclosed
with this guestionnaire.

Taking part in this survey is voluntary. Your answers will be treated in
confidence
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SPECIALIST COPD STAFF

1. Did you see a COPD specialist during your
hospital visit?

, O ves
. O No, but | wanted to
» O No, but I did not mind

2. Did you feel that the specialist was
knowledgeahle about COFPD?

. Od Yes, definitely
. O Yes, to some extent

3 D Mo
« O Not sure

3. Did you feel that the specialist had up to
date information about COPD freatments?

, O Yes, definitely
. O Yes, to some extent

s O No
« O Not sure
4, Did you see a respiratory nurse during your
hospital visit?
., O ves
» O No, but | wanted to
» O No, but I did not mind

S. Did you feel that the respiratory nurse was
knowledgeable about COFD?

, O Yes, definitely
. O Yes, to some extent

6. Did you feel that the respiiratur'_.r nurse had
up to date information about COPD
treatments?

« O vYes, definitely
. O Yes, to some extent

3 D Mo
. O Not sure

HOSPITAL DOCTORS AND NURSES
T. When you had important questions to ask

a hospital doctor, did you get answers that
you could understand?

, O Yes, always
. O Yes, sometimes

:DNU

. O 1had no need to ask

8. Did you feel that the hospital doctors who
cared for you were knowledgeable about
COPD?

v O ves, definitely

. O Yes, to some extent
3 D Mo

g, Did you feel that the mépital doctors who
cared for you understood about your
condition (COPD)?

v O vYes, definitely

. O Yes, to some extent

:DNU

14. When you had important questions to ask
a nurse, did you get answers that you
could understand?

, O Yes, always

s O mo . O Yes, sometimes
« O Not sure . O no
. O 1 had no need to ask
|_ Acute Care COPD PREME Shrvey v3 Page 2
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11. Did you feel that the hospital nurses who
cared for you were knowledgeable about
COPD?

. Od Yes, definitely

. O Yes, to some extent
3 D Mo

12. Did you feel that the hospital nurses who
cared for wyou understood about your
condition (COPD)?

. Od Yes, definitely
. O Yes, to some extent

:DNG

13. Sometimes in a hospital, one doctor or
nurse will say one thing and another will
say something quite different. Did this
happen to you?

, O Yes, often

. O Yes, sometimes

:DND

14. If yvou had any anxieties or fears about your
condition or treatment, did a member of
hospital staff discuss them with you?

, O Yes, completely
. O Yes, to some extent
s O Mo

. O 1did not have any anxieties or fears

15. Did doctors talk in front of you as if you

INVOLVEMENT IN CARE AND
TREATMENT

16. Did you want to be more involved in

decisions made about wour care and
treatment?

« O vYes, definitely

. O Yes, to some extent
3 D Mo

17. If your family or someone else close to you
wanted to talk to a doctor, did they have
enough opportunity to do so?

v O Yes, definitely
. O Yes, to some extent
MNo

Mo family or friends were involved

My family or friends didnt want or
need information

O O00

| didn’t want my family or friends to
talk to a doctor

TESTS

13. Did you have any tests (for your COPD)
whilst you were in hospital?

. O ves
:DN{J

19_ Did a member of staff explain why you
needed these test(s) in a way you could
understand?

O Yes, completely

weren't there? . [ ves, to some extent
.4 Yes, often . O No
. O Yes, sometimes
3 D Mo
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20. Did a member of staff explain the results
of these test(s) in a way wou could
understand?

. Od Yes, completely
. O Yes, to some extent
3 D Mo

. O 1 didnt get any results befnré | was
discharged

LEAVING HOSPITAL

. Did the doctors or nurses give your family
or someone close to you all the information
they needed to help you recover?

2

j—ry

. Od Yes, definitely

. O Yes, to some extent

s O No

. O Mo family or friends were involved

« O My family or friends didn’t want or
need information

22. Did a member of staff explain the purpose
of the medicines you were to take at home
in a way you could understand?

, O Yes, completely

. O Yes, to some extent

s O No

. O 1 didnt need an explanation
s O 1 had no medicines

23. Did a member of staff explain how to take
the medicines in a way you could
understand?

, O Yes, completely

24. Did someaone tell you about danger signals
regarding your illness or freatment to
watch for after you went home?

O Yes, completely
. O Yes, to some extent
3 D Mo

25. Did a member nf staff give you infurmatinn.
about how to manage your COPD at
home?

1DYE§-
. O no

2E. Did a member of staff give you information
about any local support groups for COPD?

1DYE§-

. O no
27. Did a member of staff give you information
about pulmonary rehabilitation
programmes in your local area?
1 D Yes
] D Mo
OVERALL EXPERIENCE

28. Overall, how would you describe your
experience in hospital?

. O Very good
. O Fairly good
. O Meither good nor poor
. Od Fairly poor

. O Yes, to some extent - O Very poor
» O No
. O 1 didnt need an explanation
s O 1 had no medicines
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ABOUT YOU

29. Are you male or female?

, O male
. O Female

30. What is your year of birth?

(Pleasewritein) eg. |1[(9|3]|4

9

31. Have you had an annual check-up about
your COPD with your GP in the last 12
months?

, O ves
zDNCI

s O can't remember

32. How many times have you been admitted
1o hospital for your COPD in the last 12
months?

, O This was the anly time
: [0 2-3times

s [ 4-5times

« O wore than 6 times

33. To which of these ethnic groups would you
say you belong?
» O wnite
: O Mixed
s+ O Asian or Asian British
« O Black or Black British

OTHER COMMENTS

If there is anything else you would like to tell
us about your experience of hospital, please
do s0 here.

THANK YOU VERY MUCH FOR YOUR
HELP

Please check that you answered all the
questions that apply to you.

Please post this questionnaire back_in the

« [ Arab FREEPOST envelope provided.
» O my other ethnic background (write No stamp is needed.
Survey v3 Page 5
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Appendix D: Questionnaire — pulmonary rehabilitation

NHS

PULMONARY REHABILITATION
QUESTIONNAIRE

What is this survey about?

This survey is about your experiences of local pulmonary rehabilitation services.
Some of the questions also refer to your experience as a patient with COPD.

Who should complete the questionnaire?

The questions should be answered by the person named on the front of the envelope. If
that person needs help to complete the questionnaire, the answers should be given
from hisfher point of view — not the point of view of the person who is helping.

Completing the questionnaire

For most questions, please cross clearly inside one box using a black or blue pen. For
some questions you will be instructed that you may cross more than one box.

Sometimes you will find the box you have crossed has an instruction to go to another
question. By following the instructions carefully you will miss out questions that do not
apply to you.

Don't worry if you make a mistake; simply cross out the mistake and put a cross in the .
correct box.

Please do not write your name or address anywhere on the questionnaire.

Questions or help?

If you have any quésﬁuns, please call the helpline number given in the letter enclosed
with this gquestionnaire.

Taking part in this survey is voluntary. Your answers will be treated in
confidence
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ACCESSING PULMONARY
REHABILITATION PROGRAMMES

1. Before starting pulmonary rehabilitation,
had you received any information about
the programme?

.4 Yes, definitely

. O Yes, to some extent
3 D Mo

2. How long did you wait between your
referral and your assessment at the start of
the programme?

, O Less than 2 weeks
» [ 2-4 weeks

s O 1-3 months

« O 4-6 months

s 1 More than 6 months

J. Did you feel that you were given sufficient
information about the pulmonary
rehabilitation programme before starting?

. Od Yes, definitely
. O Yes, to some extent
E] D Mo

THE PROGRAMME

4. Did you feel that the siaff on the
programme were knowledgeable about
COPD?

.4 Yes, definitely
. O Yes, to some extent

5 Did you feel that the staff on the
programme understood about your
condition (COPD)?

« O vYes, definitely

. O Yes, to some extent
3 D Mo

6. Did you feel that the staff on the
programme  understood what was
important to you in managing your
condifion (COPD)?

v O Yes, definitely
. O Yes, to some extent

:DNU

7. Did you feel that the staff on the
programme gave you practical information
about manaqging your condition on a daily
basis?

« O Yes, definitely

. O Yes, to some extent
1 D Mo

8. [fyouhad any anxieties or fears ahout your
condition, did you have the opporiunity to
discuss them with staff on the programme?

v O Yes, definitely
. O Yes, to some extent
] D Mo

« O No, but I did not want to discuss
them

. O 1did not have any anxieties or fears

9. Did the stafi on the programme give you

O no
’ information about any support groups in
your area?
. O vYes
2 D Mo
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10. Did the staff on the programme give you
information about any benefits you could
he entitled to (such as disability living
allowance)?

. O ves
3 D Mo
11. Did the staff on the programme involve

your family or friends in helping you
manage your condition?

.4 Yes, definitely

. O Yes, to some extent

3 D Mo

. O No family or friends were involved

OVERALL EXPERIENCE
12. Overall, do you feel that the programme
has helped you manage your condition
better on a daily basis? '
, O Yes, definitely
. O Yes, to some extent

s O No

13. Overall, did you feel you were treated with
respect and dignity while you were using
the programme?

, O Yes, always

. O Yes, sometimes

:DND

14. Overall, how would you describe your
experience of the pulmonary rehabilitation
programme?

ABOUT YOU
15. Are you male or female?
v O male
: [ Female

16. What is your year of bith?

(Please write inje.g. 1|5 (3|4

17. Have you had an annual check-up about
your COPD with your GP in the last 12
months?

1 D Yes
v D Mo
s O can't remember

18. How many times have you been admitted
to hospital for your COPD in the last 12
months?

v O None
. [J oOnce
» O 2-3fimes
« OO 45 times

» [ More than 6 times

19. To which of these ethnic groups would you
say you helong?

v O white

. O very good . O Mixed

. O Fairly good s O Asian or Asian British
« [ Black or Black British

. O Meither good nor poor orelac s
. O Arab

« O Fairly poor « O Any other ethnic background (write

. O Very poor in)
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OTHER COMMENTS

If there is anything else you would like to tell
us about your experience of pulmaonany
rehakilitation, please do 50 here.

PR COPD PREMs Surney Wi

THANK YOU VERY MUCH FOR YOUR
HELP

Please check that you answered all the
questions that apply to you.

Please post this questionnaire back in the
FREEPOST envelope provided.

Mo stamp is needed

Paga 4

"HS%

+4."



