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ABSTRACT

People’s experiences can provide critical guidance on how fo better meet their quality
of life and care needs and deploy resources more appropriately. To maximize the utility
of experience data and to advance the current debate, we present four recommenda-
tions: (1) measuring experiences outside the healthcare system can provide insight into
what needs to change within the healthcare system; (2) focusing on patient experi-
ence is necessary but insufficient, (family) caregiver insights and experiences require
attention and can provide insight into the needs of the patient; (3) moving from
‘one time/single sector” measurement of experience to iterative, ongoing measurement
across sectors better reflects the true lived experience of patients (especially those with
complex care needs) and their caregivers; and (4) embedding measurement within
engagement-capable environments that adequately resource paz‘iem‘s, caregiwrs,
and providers to work together is required to move from collection to meaningful
change. Applying these recommendations requires a longer-term wvision, shifting
from provider-centred to person-centred models of care, and a deep understanding
of the structural, cultural, and normative barriers to measuring care experiences.

Background and Introduction achievement of better health outcomes, lower
The Institute for Health Improvement’s costs and better experience of care (Berwick
“triple aim” asserts that high performing et al. 2008). The importance of achieving such
health systems require the simultaneous aims is fueled by population aging, growing
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complexity in consumer care needs, concerns
over healthcare system costs and sustainabil-
ity and a growing recognition that healthcare
systems (oriented to deliver acute, episodic
and single disease-oriented care) are out of
step with the needs of patients and their
caregivers (Gill et al. 2016; Marengoni et al.
2011; Paddison et al. 2015; Salsbury 2012;
Tinetti et al. 2012).

The better care experience aim has been
gaining attention in policy and research circles
with studies noting that experiences tend to
worsen as care needs become more complex
(Vogeli et al. 2007). As care needs increase,
so too does the burden on family caregivers
(which often includes friends and neighbours),
who make enormous personal sacrifices in
their roles as unpaid providers of care. In
addition, clinicians have few tools and guide-
lines to support the management of complex
care (Nelson et al. 2016; Osborn et al. 2015).
To that end, optimizing health systems is
contingent on not only creating opportunities
for patients and their caregivers to comfort-
ably share their experiences, but simultane-
ously increasing the capacity of providers and
organizations to enable a culture of patient and
family engagement (Baker et al. 2016).

Capturing the care experience as a criti-
cal component of health system performance
measurement has gained traction over the last
few decades (Berwick et al. 2008). There is
growing consensus that measuring the care
experience is important to meet the care needs
of patients and families (Salisbury 2012),
but it is unclear if this is done consistently
and appropriately. While healthcare systems
have moved towards embracing principles of
“patient and person centredness,” they have
neglected, at the same time, to recognize and
address the measurement challenges.

In this lead paper, we bring together
the combined expertise of research, clini-
cal care, and lived experience (patient and

caregiver perspectives) to propose patient and
caregiver experience as a critical component
of performance measurement. We reflect on
what elements of the experience should be
considered; whose experience of care should be
captured and why, where and when experiences
should be captured; as well as how to move
this agenda forward within the context of
healthcare systems’ constraints. If, as we argue,
healthcare system improvement requires
increased attention on bettering the experi-
ence of care, we hope to initiate a discussion
of how best to proceed with measuring care
experience in a way that leads to meaningful
change for people and their caregivers.

As care needs increase, so too does
the burden on family caregi@ers .
1n their roles as unpaid pm@ia’ers

of care.

“What Elements of the Care
Experience should we Measure?”
Key message: Measuring experiences outside
the formal healthcare system can provide
insight on what needs to change wizhin the
healthcare system

There is a wide range of health system
performance measures, and we share a few
examples here. Performance measures may
capture population health (e.g., mortal-
ity), clinical outcomes (e.g., pre- and post-
treatment symptoms), clinical processes
(e.g., appropriate prescribing), organizational
targets (e.g., length of hospital stay), people’s
experiences — typically patients (e.g., access to
care, quality of relationships with care provid-
ers), and measures of efficiency and productiv-
ity (e.g., value for dollars spent) (Smith et al.
2008). Moreover, there is growing adoption
of, and attention to, measures that are patient
reported (Jenkinson and Fitzpatrick 2013).
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We focus our critique on care experi-
ences, a complex concept to measure given
its lack of conceptual clarity (LaVela and
Gallan 2014). Definitions of care experience,
typically anchored to the patient, abound in
the literature. To provide one example, the
US Agency for Healthcare Research and
Quality (AHRQ) states that patient expe-
rience “encompasses the range of interac-
tions that patients have with the healthcare
system, including their care from health
plans, and from doctors, nurses, and staff
in hospitals, physician practices, and other
healthcare facilities. The terms patient satis-
faction and patient experience are often used
interchangeably, but they are not the same
thing” (AHRQ 2016). This definition, like
many others, explicitly focuses on experi-
ences within the formal healthcare system
(i.e., largely facility-based care including
hospitals). This narrow conceptualization of
the patient experience excludes a vast array
of other experiences that impact health that
occur outside the healthcare system. It is
now widely accepted that health status and
health outcomes are determined by factors
both inside and outside the formal healthcare
system. Measuring experiences outside the
healthcare system that impact health necessar-
ily takes us into the realm of social determi-
nants (e.g., housing, income, etc.) and tipping
points (the things that happen before people
land in the healthcare system), which seem
important to capture. If our ultimate goal is to
improve the health of our populations, reduce
per capita costs, and enhance people’s expe-
rience simultaneously, we need to measure
beyond the healthcare system experience.

AHRQ’s patient experience definition
highlights a key point — that satisfaction does
not equal experience. Satisfaction measures
may capture level of contentment with a
particular service or provider, or the extent to
which expectations were met. The challenge

with this approach is that people may have
low expectations to begin with, given their
recognition of the constraints of the system
and its limited capacity. Also, satisfaction
does not provide insight into what specifically
needs to change and how; whereas, experience
aims to capture what happened and how it
made the person feel, providing greater guid-
ance for quality improvement. This is illus-
trated in work conducted by Glenn Robert
(2013) which demonstrates that a person
may indicate high satisfaction with their care
through a quantitative “tick the box” data
collection method, but when given the oppor-
tunity to elaborate, through a narrative or
open-ended response, a very different picture
may emerge. This contradiction highlights
the importance of the patient narrative, as
opposed to just quantitative measures of
performance measurement. Indeed, mixed
methods approaches to capturing experience
are highly recommended as a best practice for
data collection (Lees 2011).

A recent qualitative study of patients
with complex care needs and their caregivers
conducted by Lafortune et al. (Lafortune et
al. 2017) noted that common assessment tools
used in healthcare tend to exclude things that
are important to people including: informal
caregiver and family considerations (degree
of inclusion in healthcare decisions, loca-
tion to patient and capacity to provide care
given other commitments), insider health-
care knowledge (enhanced when patients or
caregivers have current or former roles in the
health system), and patients’ attitudes based
on previous healthcare experiences (negative
experiences can lead to lack of future engage-
ment). Capturing these domains requires open
ended or narrative approaches and can provide
important context to understanding people’s
experiences. While taking such an approach
to data collection in healthcare may be
timely and costly, there may be opportunities
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to capture fuller narratives from a subset

of patients and caregivers, add open-ended
questions to existing tools, or to reorient data
collection approaches focusing on those with
the greatest return (value).

In addition to Lafortune’s findings, there
are other measures and domains that may be
worthy of consideration for broad scale health
system adoption. Already present in the
Canadian Institute for Health Information’s
(CIHI) Canadian Patient Experiences Survey
— Inpatient (for acute care hospitals) is the
relational aspects of care — including whether
or not patients feel that they are heard by their
providers, treated with respect, and explained
things in a way they can understand (CIHI
2015). These questions should also be directed
to caregivers. Further, capturing patient
and caregiver priorities, or goals should be
considered particularly as care needs, morbidi-
ties and symptoms multiply (Kuluski et al
2013). The management of multimorbidity is
complex, uncertain, and requires a number of
trade-offs. Discussing and measuring goals
of care, and goal alignment among the care
team, patients and families can importantly
help to prioritize complex care regimens as
well as life priorities and ensure that care is at
least somewhat aligned to what people need
(but also clinically safe and appropriate). A
growing body of evidence suggests that when
care is aligned with the needs and goals of
patients and their families, better treatment
adherence, improved self-management, appro-
priate use of resources, and better care experi-
ences result (Belle Brown et al. 2003; Doyle et
al. 2013). An important addition is assessment
of whether goals were met.

Decades af research painz‘ to
the signﬁcam‘ contributions
of caregz'@ers .

“Whose Experiences are We Measuring
and Why?"

Key message: Measuring patient experience

is necessary but insufficient; the experience of
caregivers should also be captured.

There is widespread consensus that
measuring the patient experience is integral
to making improvements in care and several
countries are now pursuing this activity
(Coulter et al. 2014). We propose that atten-
tion should also be given to the experience of
caregivers — that is, the unpaid family, friends,
and neighbours who are, more often than not,
closely connected to the patient.

Decades of research point to the signifi-
cant contributions of caregivers, including
the hours of care provided, the range of
supports given, from instrumental activi-
ties (transportation, preparing meals, and
managing finances) to heavier personal care
(bathing, toileting, and medical treatments
such as oxygen therapy and wound care).
Through their contributions, caregivers save
the health system millions of dollars each year
(Hollander et al. 2009), but unfortunately, and
too commonly, do so at the expense of their
own health and quality of life (Perkins et al.
2013; Sinha 2013; Turcotte 2013). The wealth
of knowledge they hold on the needs, prefer-
ences, and conditions of patients becomes
integral when interacting with the healthcare
system; however, they are seldom considered
to be part of the care team.

More often than not, patients and caregivers
are the only source of reliable knowledge amid
the various provider interactions, treatment
alterations, medication changes, care transfers,
and other care episodes that occur. Caregivers
typically hold a great deal of “tacit” or “insider”
knowledge of the patient including their unique
behaviors, habits, triggers, preferences, and
patterns that can lead to a fulsome understand-
ing of a person — a level of knowledge necessary
to improve their care and experience.

12
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Reinders (2010) asserts that “tacit” knowl-
edge is grounded in strong interpersonal
relationships, is hard to measure and less
likely to emerge between formal care provid-
ers and patients. Formal care providers are
embedded within environments that incen-
tivize short visits, limited follow-up, poor
provider continuity, and distinctive epistemic
and normative cultures which may not coin-
cide with collaborative approaches to care.
For this reason, we argue that caregivers are
more likely (than formal providers), by virtue
of their continuous relationship and role, to
hold this type of knowledge of the patient.
While there are times when incorporating
the caregiver perspective of the patient may
be deemed inappropriate, difficult, or even
contentious (because of patient preferences,
disagreements between multiple caregivers,
in cases of strained and abusive relationships,
among other factors), including their perspec-
tive provides an important opportunity for
healthcare providers to better understand
the patient (Kurtz et al. 1996; Roydhouse
and Wilson 2017) and potentially improve
their experience.

It is also important to learn more about
the caregiver. Caregiving is associated with
many positive outcomes (Greenwood et al.
2009), but the myriad negative impacts —
including poor physical and mental health
outcomes, opportunity costs (Turcotte 2013)
and high degree of unmet need — suggest
that assessing their experience in and of
itself is important. Despite little monitoring
of caregiver experiences in health systems
(de Silva 2013), there are some promising
developments. A recent Canadian knowledge
synthesis of patient reported outcome and
experience measures outlined a number of
measures that have been used in acute care
settings, including those that are applicable to
caregivers. The challenge is that there is little
understanding of how these measures inform

health services improvements and clinical
decision-making (Sawatzky et al. 2015). A
promising development in the UK, stemming
from the Carers Act, entitles all adult caregiv-
ers of ill or disabled persons to a carers assess-
ment (Carers UK 2014), regardless of whether
or not the patient has been assessed. The
carer assessment examines the physical and
emotional needs of caregivers, their capacity
to provide care, as well as their service needs.
This unique policy shift provides a basis to
better understand a caregiver’s experience

and needs and can serve as a model for other
jurisdictions seeking a similar path.

Caregiver experiences are uniquely
shaped by the relationships they have with
the care recipient, their stage of life, stage of
caregiving, social roles and responsibilities,
culture, economic stability, living arrange-
ments, among other factors. These factors
shape capacity to provide care, ability to access
knowledge and resources, and a willingness
to both seek and provide support. Capturing
their experience provides an opportunity to
acknowledge their key contribution as part-
ners in the health system and may protect
their health and role. In doing so, we move
closer to a patient- and caregiver-oriented
health system. As noted by one of our
caregiver co-authors, supporting the caregiver
supports the patient to achieve their best
health outcome.

“When and Where do We Measure
Experience?”
Key message: Moving from “one time/single
sector” measurement of experience to iterative,
ongoing measurement across sectors would
better reflect the true lived experience of care,
especially for patients with complex care needs
and their caregivers.

Work to date regarding when to measure
the experience of care suggests a dichotomy:
either during the care experience or after
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the care experience (LaVela 2014; Bjertnaes
2013), with corresponding processes and
purposes. While there are strengths and
limitations to both approaches, greater stra-
tegic thinking is required regarding the
format and timing of measurement to ensure
it is purposeful, designed to capture data of
interest, and ideally matches the patient and
caregivers’ experiences with the healthcare
system. Different measurement processes
and time frames will provide different types
of experience data that can be used for
different purposes.

“Real time/in situ” data collection can
help providers gain insight into the experience
of care for individual patients and caregiv-
ers with the ability to determine which needs
and goals are being met and which are being
left unmet. Measuring experience in real time
could allow for adaptations to the experience
during the experience to better meet patient
and caregiver needs. Over and above the
improvement in the experience of care, this

approach has the added potential benefit of

also improving outcomes and enhancing value.

The value of “post-experience” assess-
ment lies in the collection of data that can
be quantified as a result of a larger sample
size, which can then be used for perfor-
mance benchmarking and compared to
patient outcomes. The challenge, however, is
to implement this measurement in a timely
tashion. Work to date suggests that patients
and caregivers struggle to delineate which
experience specifically they are evaluating
when asked to respond after a lengthy delay
(Manary et al. 2013), and may be subject to
sources of bias (recall, family discussion, etc.)
(LaVela 2014). Bjertnaes et al. (2012) note
that greater passage of time since the encoun-
ter is correlated with a poorer experience
being reported. Although post-experience
measurement can be used to improve clinical
services and systems, an important limitation

of post-experience measurement is that the
opportunity to use the feedback to improve
the experience for that specific patient has
been missed.

Combining the strengths of “real time”
actionable data with post-experience data can
contribute different insights into elements
of the experience. Real-time evaluation is
implemented to provide information regard-
ing necessary revisions or modifications to
the program or process addressing the ques-
tion “how are we doing?” (Patton et al. 2015).
These types of activities are often used to
foster continuous improvement within an
ongoing activity. Post-experience evaluations
generally occur at the completion of a cycle,
assessing the outcome of the process by asking
the question “how did we do?”

As care needs evolve over time, the setting
of care can change; as such, the “when” and
the “where” of measuring the experience of
care are intricately connected. Regardless of
timing and purpose, collecting experience
data for a single isolated health event can be
relatively straightforward. The patient and
caregiver can more easily recall the experience
and report their perspectives on the experi-
ence. Where the measurement of experience
becomes complex is in patient populations
who are continuously accessing healthcare
services across multiple sectors and settings.
The issue of care transitions is among the
thorniest of challenges to system planners and
policy makers. But if the prevailing approach
to measuring care experience has been largely
within organization and within sector, then
perhaps it is not surprising that transitions
across organizations and across sectors have
emerged as such a challenge. In Canada, the
need has been identified for a set of standard
measures specific to the experience of care
when care involves multiple transitions (HQO
2016). This work, however, must be acceler-
ated given the growing numbers of people
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with multiple complex health problems and
the myriad transitions and episodes of care
experienced cross-sectorally. Without cross-
sectoral data collection, key areas of experi-
ence and opportunities for improvement will
be lost, particularly around transitions in care.

... there is evidence to suggest that
varied perceptions exist as to the
time frame encompassed within
“the experience of care” ...

The approach to system performance
measurement that currently predominates
(i.e., measuring discrete episodes of care,
usually after the fact) mirrors the structure
of the healthcare system itself (i.e., frag-
mented, single-disease focus, episodic care).
For the highest cost user — perhaps they are
perpetually iz situ but are inundated with
post-evaluation requests — and we miss the
opportunity to understand/address/capture
the experience of being a patient within and
across multiple sectors, providers and settings.
Interestingly, there is evidence to suggest that
varied perceptions exist as to the time frame
encompassed within “the experience of care”
for a given episode of care. For example, a
recent Australian study found that hospital
care providers define the care experience as
starting at admission and ending at discharge,
whereas for care recipients the hospital care
experience included an extended period both
before admission and after discharge (Edwards
et al. 2014).

Sector-specific surveys are the most
common method of collecting patient expe-
rience in health systems. England’s NHS
has been a leader in this field, starting in the
1980s when the NHS Management Inquiry
recommended the use of patient experience
surveys to determine how well services were

working (Graham and Woods 2013). In
2001, there was a countrywide cross-sectoral
mandate to conduct patient care experience
surveys (de Silva 2013). While other countries
have followed suit, few, including Canada,
have compulsory, systematic collection of
patient experience across the health system.
It is important, however, to note the progress
that has been made. Focusing on Canada,
CIHI has developed a standardized hospital
in-patient experience survey that is available
to all acute care hospitals across Canada, but
its adoption is not mandatory (CIHI 2015).
An accompanying procedure manual and
toolkit to guide data collection and reporting
has been developed for ease of implementa-
tion and to support comparability between
participating hospitals. The questions were
adapted from the Consumer Assessment of
Healthcare Providers and Systems Surveys (a
suite of patient experience surveys developed
in the US) and further adapted following
input from an inter-jurisdictional committee
of experts.

While the questions on the CIHI survey
capture important domains of experience
(including the relational aspects of care
referred to earlier), we see some important
gaps. For example, there is little attention
to factors outside of hospital. Indeed, it is a
hospital experience survey, but certain factors,
if not examined, could place patients at risk of
hospital readmission. These include caregiver
willingness, readiness, and capacity; access
and transfer to home care; and social supports
post-discharge. Patient experience surveys for
primary care and long-term care sectors are
currently in development, but may miss expe-
rience of “the system” and transitions through
sectors as they will no doubt focus on sector
specific experience. Health Quality Ontario’s
patient experience measurement strategy
recognizes this limitation and has prioritized
transitions and cross-sectoral experience
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of care as a core area for future development
(HQO 2016).

Measurement of experience over time
and across settings is essential in providing
insight into improvement strategies — but
requires cross-sector collaborations, shar-
ing in the collection and use of the data.

In 2010, The Change Foundation (2010)
concluded, “Provider-focused surveys by their
nature cannot look across to other providers
or sectors. Given the sampling methodolo-
gies and protocols, providers would not in
most cases be able to identify which of their
patients received care from other providers for
a related condition, the nature of the related
care, and when it might have happened”

(p. 12). More recently, HQO notes that
data-sharing mechanisms to enable use of
patient experience data across organizations
and sectors are essential (2017). Our quality
improvement efforts hinge on the quality of
our data. Therefore, on a systems level, it is
critical to capture data over time and across
all settings of care. But this is dependent upon
the development of accountability processes
and incentives for health system perfor-
mance that embrace principles of patient-
and family-centred care and cross-sectoral

thinking and working.

... the inherent implication is that
the data collected will be used to
improve the patient and caregiver
experience, and ... the system.

“"How do We Move Forward?"”

Key message: Embedding measurement
within engagement-capable environments that
adequately resource patients, caregivers, and
providers to work together is required to move
from data collection to meaningful change.

When we measure patient and caregiver
experience, we set an expectation that some-
thing will be done in response to this data
collection. What is our commitment as a
system, organization, or provider? Are we
adequately prepared to not only begin the
conversation, but actively participate and see
it through? Data collection implies a purpose.
In the case of performance measurement, the
inherent implication is that the data collected
will be used to improve the patient and
caregiver experience, and through that, the
overall performance of the system.

To avoid gathering information with no
valuable output (Coulter et al. 2014), we need
engagement-capable environments, a concept
described by Baker et al (2016). The develop-
ment of engagement-capable environments
needs more than exzernal stimuli — policy
directives, performance targets, and funding
incentives. To be engagement capable, a number
of internal factors need attention, including the
creation and articulation of a strong organi-
zational vision, the building up of leadership
capacity at various levels of the organization,
attention to the satisfaction of care provid-
ers and the resources they need to work more
effectively with patients and families, dedicated
resources to support patient and family involve-
ment (from clinical encounters to organizational
committee and leadership opportunities), and
ongoing performance reporting to measure
progress (Coulter et al. 2014; Luxford et al.
2011). The challenge is that healthcare systems
are constantly seeking timely and implementa-
ble solutions, leaving little time to determine
what is truly needed from system users. Within
constrained environments, there is little time
to develop the infrastructure required to enable
and support a culture shift. Indeed, the signifi-
cant time it takes to shift from provider-centred
organizations to person-centred organizations is
one of the key cited barriers to implementation

(Luxford et al. 2011).
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While many agree that capturing experi-
ence as a measure of system performance is
important, critics assert that patients lack the
necessary expertise to evaluate care quality.
Critics also express that a focus on improving
the patient experience encourages providers to
respond to patient preferences leading to care
that could be inappropriate and ineffective
and that there is a trade-off between person-
centred care, high quality clinical care (Anhang
Price 2015) and other performance targets
such as timely “throughputs” (hospital length
of stay targets). Indeed, it is important that the
pendulum does not swing too far in one direc-
tion; person-centred care and valuing the voice
and perspectives of patients and caregivers
does not mean doing everything that patients
and caregivers want. Person-centred care must
occur in a context that supports collective and
sound decision-making among providers with
patients and caregivers.

If we move toward the systematic (and
systemic) collection of patient and family
experience data, we should also take time
to examine what we currently measure and
whether or not it is useful (for patients,
caregivers, clinicians, administrators, and
policy planners) in an effort to minimize
measurement fatigue and optimize the time
and efforts of users and providers of care.
Particularly, if we support a movement toward
iterative and ongoing data collection, from
people and families, across time and sectors
(to understand a full continuum of care expe-
rience as opposed to specific, disjointed care
episodes), attention to the time, effort, and
cost is required.

In terms of metric development, it is
important to question whether current
measures are adequate to the task. True
engagement would require patients, health-
care providers, caregivers, policy makers,
and researchers to be involved in the critical
rethinking of measures and their usefulness

in capturing diverse experiences in increas-
ingly heterogeneous populations. As the
population becomes more complex, reliance
on standardized measures becomes more
problematic. Rather than pretending our
current measures are doing the work they
are intended to do, we may envision a “grand
challenge” in the co-creation of meaningful
measurement tools.

Another consideration is to discontinue
sector-specific experience measures and
follow the lead of the aforementioned carers
assessment, which provides an overarching
snapshot of experience that is relevant across
time and place.

Perhaps the quickest win is to lever-
age large data platforms, available through
data warehouses such as Ontario’s Institute
tor Clinical Evaluative Sciences, by adding
patient and caregiver experience data in an
effort to systematically collect and analyze
trends at a population level to inform change.

One example that highlights an oppor-
tunity to proceed with meaningful patient
and caregiver experience data is Ontario’s
roll-out of hospital funding reform. Quality-
based procedures (QBPs; which refer to
disease-specific services/best practices) have
been implemented across Ontario’s hospi-
tals and refer to funding tied to specific
disease groups. Whereas current performance
measures focus on data elements available
in administrative datasets, such as mortal-
ity and readmissions, there is an important
opportunity to also capture patient and
caregiver experiences and needs. For exam-
ple, inviting a subset of patients and their
caregivers in each QBP to participate in an
interview during and following their episode
of care would provide important context.
Three key areas of experience that should
be captured are: the extent to which their
needs and priorities were identified and met
during their hospital stay; their discharge
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concerns and whether or not these were
captured and addressed; and community

care needs (including both health and social
care). Purposive sampling of patients who
exceed intended length of stay targets or who
are readmitted to hospital are two examples
of patient subgroups that can be targeted to
garner insight on the utility of the QBP in
meeting the resource needs of patients and
their caregivers.

Developing the infrastructure to support
person-centred care and person-centred
organizations may require significant up-front
costs (e.g., changing care processes, training,
new types of data collection, infrastructure to
support information sharing, etc.). Perhaps
the most challenging piece will be engaging
with policy planners to identify and chal-
lenge the “hard-wired” processes that inhibit
the development of engagement-capable
environments, including reporting require-
ments and funding models that incentiv-
ize the collection of useless data or short
care encounters, and privacy legislation that
impedes efforts to share information across
sectors, among others.

Despite these anticipated challenges,
pursuing this journey can lead to significant
long-term gains. Measuring patient and
caregiver experiences will point to resources
that people need as well as resources that are
wasteful — used merely by default with little
benefit to people or the system. Ultimately,
experience data can be used to better direct
current healthcare dollars to ensure greater
value for dollars spent. While lower healthcare
system costs is a possibility, similar costs with
greater value for dollars spent is more likely.
Importantly, we need to accept that, at least in
the short term, pursuing a shift from provider-
centred care to person-centred care may “only”
yield improvements in the quality of life for
patients and their caregivers.

Conclusion

Improved experience of care is central to the
IHI Triple Aim. Capturing experience is a
necessary catalyst for meeting the quality of
life and care needs of patients and caregivers
and can provide the necessary information

to deploy resources more appropriately to
improve the value of dollars spent. To maxi-
mize the utility of experience data and to
advance the current debate, we have presented
four recommendations: (1) measuring expe-
riences outside the healthcare system can
provide insight into what needs to change
within the healthcare system; (2) focusing on
patient experience is necessary but insufficient,
(family) caregiver insights and experiences
require attention and can provide insight into
the needs of the patient; (3) moving from
“one time/single sector” measurement of
experience to iterative, ongoing measurement
across sectors better reflects the true lived
experience of patients (especially those with
complex care needs) and their caregivers; and
(4) embedding measurement within engage-
ment-capable environments that adequately
resource patients, caregivers, and providers

to work together is required to move from
collection to meaningful change. Applying
these recommendations requires a longer-
term vision, shifting from provider-centred
to person-centred models of care, and a deep
understanding of the structural, cultural, and
normative barriers to measuring care.
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