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there is on using the range of data for improvement. Patients’ legitimacy in
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INTRODUCTION

This issue of The Journal of Health Design shares some of the innovative approaches to collecting feedback from patients
that are used to inform the design of health services. While a range of approaches is possible, the selection of which is
most appropriate is fraught with complexity for many healthcare providers.

The nub of the issue is the purpose for which feedback is sought: the concept of healthcare design can mean different
things to different people. It can mean re-design of services as a result of summative service evaluation, or it can mean
incremental improvements in services as a result of ongoing formative evaluation.

Two further complicating factors are the range of alternative sources of patient experience data from within the system
that can be used for service design, and the domains for which patient feedback is sought, in order to aid design.

Healthcare providers have multiple sources of data at their disposal: in the United Kingdom (UK) this includes
regulatory reports, professional inspection reports, clinical audits, analyses of routinely collected data from numerous
bodies, as well as national and local collections of data from patients and families. There is a national survey programme
and the “family and friends test”, to name but two, alongside local improvement projects using innovative methods
such as The Point of Care Foundation’s Sweeney programme, which uses methods such as Experience-Based Co-design,
and Patient and Family Centred Care.

Many people whose roles include the collection and analysis of patients’ experience data report the complexity of
making sense of the range of data coming as it does in different formats, covering different timescales, and of varying
quality. “Patient experience teams are sometimes so busy gathering data and compiling reports, that less time is available
to do something with the data. Efforts to improve services are in danger of being squeezed out.”"

Compounding this is a justifiable resistance from patient activists, feeling that they provide the system with “feedback
fodder” without meaningful involvement, sharing of power and engagement in the service response, and the appetite
for true partnership in co-designed responses to patient (and other) feedback.’

Commonly, patients are asked to comment on what could be defined as “patient-centred” aspects of care. Using the
Institute of Medicine definition, this includes dimensions such as: whether care respected patients’ values, preferences,
and expressed needs; the coordination and integration of care; the provision of information to patients; their physical
comfort; emotional support and alleviation of anxiety; the involvement of family and friends; continuity of care; and
access to care.’
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Whilst these dimensions are important, it is interesting that this realm of “patients’ experience” on which patients
should have a legitimate expectation to express their views is often considered as a separate dimension of healthcare
quality than that of safety and clinical effectiveness. Yet it is arguable whether these are indeed separate dimensions, or
whether experience overarches them all. *

In terms of effectiveness, there is growing acceptance that the outcomes that are defined and evaluated by the patient
such as Patient Reported Outcome Measures (PROMS), and Patient Reported Experience Measures (PREMS),
represent the value of health care to patients and should be included alongside clinical assessments of the effectiveness
of care.” Less readily accepted is that patients can also provide a valuable voice in matters of safety.®

Yet patients’ accounts may provide a “smoke detector” of problems in the system, rather than an “alarm” when
something has already gone wrong. The problem may be one of epistemic injustice, in which the testimony of those
who are considered to have “expert knowledge” is privileged above patients, whose testimony is not considered expert
in the technical sense.’

Regardless of the approach taken to solicit feedback from patients to inform service design, it is clear that it is not easy
for professionals to act on such information. Sheard et al. identify some factors that make it more likely that feedback
from patients is successfully acted upon. These include that:

data are believed
staff must believe that listening to patients is a worthwhile exercise from which they can gain valuable insight
staff are empowered to act on the data

a higher level of organisation commitment to acting on the data may be needed.®

The organisations that are most successful at not only collecting data but using it for improvement, approach the data
with a curiosity about what could improve. This is what Dixon-Woods described as “problem-sensing” behaviour, which
results in active seeking out of weaknesses and devising responses to strengthen their organisations. In contrast, other,
less positive, behaviours are described as “comfort-seeking”, in which the focus is much more on external impression
management and seeking reassurance that all was well, thereby creating less insight.’

As well as the factors that Sheard identifies as critical to making the best use of patient experience data, we at The Point
of Care Foundation would add an additional dimension: that patients are meaningfully involved in the design of
services, as well in providing data to inform them in an effort to create truly patient-centred care.
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