POLICY SUMMARY |3

Public reporting
in health and
long-term care
to facilitate
provider choice

Stephanie Kumpunen, Lisa Trigg,
Ricardo Rodrigues

European
Observatory (

on Health Systems and Policies
a partnershi sted by




Keywords:

CONSUMER HEALTH
INFORMATION

DECISION MAKING
HEALTH POLICY
LONG-TERM CARE
PRIMARY CARE

This policy summary
is one of a new series
to meet the needs

of policy-makers and

The aim is to develop
key messages to support
evidence-informed
policy-making and the
editors will continue
to strengthen the
series by working with
authors to improve the
consideration given

to policy options and
implementation.

health system managers.

© World Health Organization 2014 (acting as the
host organization for, and secretariat of, the European
Observatory on Health Systems and Policies)

Address requests about publications of the WHO
Regional Office for Europe to:

Publications

WHO Regional Office for Europe
UN City, Marmorvej 51,

DK-2100 Copenhagen &, Denmark

Alternatively, complete an online request form for
documentation, health information, or for permission
to quote or translate, on the Regional Office web site
(http://www.euro.who.int/pubrequest).

All rights reserved. The Regional Office for Europe of
the World Health Organization welcomes requests for
permission to reproduce or translate its publications,
in part or in full.

The designations employed and the presentation
of the material in this publication do not imply the
expression of any opinion whatsoever on the part
of the World Health Organization concerning the
legal status of any country, territory, city or area or
of its authorities, or concerning the delimitation of
its frontiers or boundaries.

The mention of specific companies or of certain
manufacturers’ products does not imply that they
are endorsed or recommended by the World Health
Organization in preference to others of a similar
nature that are not mentioned. Errors and omissions
excepted, the names of proprietary products are
distinguished by initial capital letters.

All reasonable precautions have been taken by the
World Health Organization to verify the information
contained in this publication. However, the published
material is being distributed without warranty of

any kind, either express or implied. The responsibility
for the interpretation and use of the material lies
with the reader. In no event shall the World Health
Organization be liable for damages arising from its
use. The views expressed by authors, editors, or expert
groups do not necessarily represent the decisions or
the stated policy of the World Health Organization.



Public reporting in health
and long-term care to
facilitate provider choice

Stephanie Kumpunen, Lisa Trigg, Ricardo Rodrigues



This work was supported by the European Union 7th Framework Programme —
Evaluating Care Across Borders: European Union Cross Border Care Collaboration
(ECAB: EUCBCC), Contract Number: 242058. Sole responsibility lies with the
authors. The European Commission is not responsible for any use that may be
made of the information contained therein.



Public reporting in health and long-term
care to facilitate provider choice

Contents Page
Key messages vi
1 Context 1
1.1 Choice policies: supportive factors,
benefits and implications 1 .
1.2 Evidence to invest in public reporting: Editors
mixed results so far 3 . .
1.3 Moving forward with public reporting 5 WHO Regional Office
. for Europe and European
2 Policy issue 6
2.1 What is public reporting of quality data? 6 Observatory on _H_ealth
2.2 How is quality defined in health and Systems and Policies
long-term care? 7 )
2.3 What is public reporting in health care? 10 Editor
2.4 What is public reporting in long-term care? 11 Govin Permanand
2.5 Why is it difficult to choose health and
long-term care providers? 13 Editorial Board
2.6 How do patients and users currently choose Josep Figueras
. i e
their health and long-term care providers? 18 Hans Kluge
3 Developing and designing a public reporting system 20 John Lavis
3.1 Which indicators can be measured and David McDaid
reported? 20 I al
3.2 What are the challenges to developing Elias Mossialos
reliable indicators and data reporting . .
systems? 29 Managing Editors
3.3 From where are data on quality of care Jonathan North
sourced? 23 Caroline White
3.4 Who is responsible for public reporting? 25
3.5 Where is quality information made available? 26 The authors and editors
3.6 How are quality indicators presented in reports? 28 are grateful to the reviewers
4 Policy implications 30 who commented on this
4.1 How can the use of public reporting be publication and contributed
increased? 30 : :
4.2 Best practice data presentation 32 their expertise.
4.3 Ordering 33
5  Conclusions 38
References 39

Authors
Stephanie Kumpunen, LSE Health and Social Care
Lisa Trigg, LSE Health and Social Care

Ricardo Rodrigues, European Centre for Social .
Welfare Policy and Research No: 13

On behalf of the ECAB Partners ISSN 2077-1584



Policy summary

List of acronyms

CABG
CAHPS
cscl
CQC
CQl
HSMR
ICT
NHS
OECD
RAI

coronary artery bypass graft

Consumer Assessment of Healthcare Providers and Systems
Commission for Social Care Inspection

Care Quality Commission

Consumer Quality Index

hospital standardized mortality ratio

information and communications technology

National Health Service

Organisation for Economic Co-operation and Development

Resident Assessment Instrument



Public reporting in health and long-term care to facilitate provider choice

List of tables, figures and boxes

Tables
Table 1:
Table 2:

Table 3:
Table 4:
Table 5:
Table 6:
Table 7:

Figures

Figure 1:

Boxes

Box 1:

Aspects of quality in health and long-term care

Factors that influence choice of hospital, primary care practice
and long-term care provider

Examples of structural, process and outcome indicators
Types of data used in constructing quality indicators
Advantages and disadvantages of user reviews
Advantages and disadvantages of online public reporting

Examples of quality information presentation methods
in long-term care

Examples of public reporting websites

Conflicting websites make hospital choice difficult




Policy summary

Vi

Key messages

Context

The availability of public reporting initiatives on the quality of health and long-
term care providers has increased since the 1990s when many countries began
introducing choice of care provider policies.

One of the primary reasons for public reporting of quality information is to
assist patients and users, and other purchasers of care, in making informed

and rational choices regarding care providers. However, despite the extensive
investment, take-up of choice and use of quality information to inform decisions
by users and patients has been slow to materialize. This can be linked to a
range of barriers, including a lack of user-friendly quality information.

Public reporting of quality information often has other aims. These include
encouraging providers to improve the quality of their services, increasing
provider accountability, identifying failures, and providing the public with
reassurance over quality of care. However, this policy summary focuses on
its use as a mechanism to facilitate choice of provider by consumers or other
purchasers of care.

Policy issue

‘Public reporting’ is used as a term to describe the publication of information
and reports on the quality of care of health and long-term care providers for
use by patients and users. This is frequently made available on the Internet,
and in brochures and other paper-based materials.

The uptake and use of quality information by patients and users, and other
purchasers of care, is challenging because rational decision-making is innately
difficult for people. Comparing care providers can also require high levels of
numeracy and literacy and an understanding of what constitutes high-quality
care. Many patients and users instead choose providers based on their personal
experiences and those of their friends and families. Many others also rely on
the recommendations of professionals.

Most research on public reporting focuses on health care rather than long-term
care, as well as on a small number of countries, namely the Netherlands, the
United Kingdom and the United States.

Developing and designing a public reporting system

Quality has many different dimensions. The different goals of health and
long-term care mean that these dimensions might be given different priorities
in different sectors. For example, a common goal in long-term care can
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be to maintain the independence of a user with a long-term condition or
disability. Judging the quality of care will encompass all aspects of quality
of life. While quality of life is increasingly used to also measure health-care
interventions, there are often more immediate outcomes associated with
restoring good health.

Targets or standards can be attached to indicators to encourage their
collection and reporting, but there is also concern that they can trigger
adverse provider behaviour.

An additional challenge for data presentation and analysis is the necessity to
adjust quality indicators to reflect the different factors that are likely to affect
the outcomes of services. Risk-adjustment techniques can be used to level the
playing field for providers by adjusting for certain characteristics of patients
and users. Case-mix adjustment can also be used, for example, to reflect the
different services and specialties of care providers.

The information used to create quality indicators is commonly drawn from
three broad sources: administrative, surveillance and bespoke data. Ratings
and reviews generated directly by patients and users represent a newer
phenomenon in quality reporting.

Most published indicators are accompanied by visual aids. Some examples
used in long-term care include: a combination of traffic light colours, ticks,
crosses (England); coloured bars for indicators and scores out of five (Finland);
and star ratings (the Netherlands).

Policy implications

In order to increase the use of publicly reported quality information for user
choice, some of the key considerations for a successful strategy should include:

e  displaying relevant information;
e designing indicators to match the skill levels of users;
e improving presentation methods;

e educating patients and users about quality in health and long-term care
and increasing patient and user awareness of public reporting;

e enlisting professionals in supporting public reporting systems; and

e designing decision aids and encouraging their use.

vii
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In addition, when considering how to implement public reporting, information
providers should consider such factors as:

e financial and human resource requirements;
e whether reporting will be mandatory or voluntary for care providers;

e whether data might be generated as part of regulatory inspections or
clinical audits (or similar); and

e processes for addressing poor performance in data provision.

Conclusions

Successful public reporting strategies to facilitate choice require the support
of professionals, patients and users, who should collectively agree which
indicators are to be measured and how success of the reports will be defined
and measured.

viii
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1 Context

The introduction of choice in health and long-term care partly stems from a
view that individuals should have more influence and control over decisions
affecting their treatment and care, and for long-term care, over their daily
lives. Some areas where patient and service user (‘user’)' choice policies have
been applied include choice of insurer, treatment, provider in primary and
secondary health care, personal health budget, personal budget (such as
direct payment), or residential care accommodation. To support these policies,
particularly, choice of provider policies, there has been a substantial increase in
the availability of public reports on the quality and performance of health and
long-term care providers.? The development and design of these public reports
are the focus of this policy summary.

1.1 Choice policies: supportive factors, benefits and implications

Choice in public services such as health care and long-term care has been
advocated on the basis of its instrumental and intrinsic value for the public.

Le Grand (2007) has argued that choice is fundamental in bringing about,
together with competition, improved outcomes and responsiveness of care
providers and increased efficiency. Choice policies can be used to improve
access to providers or services, to encourage new entrants, and to send signals
to care providers to improve their quality, efficiency and performance to attract
and retain patients and users (Baxter, Glendinning & Greener, 2011). However,
choice policies can also have an intrinsic value for patients and users, as people
may derive a sense of control and autonomy and enhanced independence from
being able to exert choice (Dowding & John, 2009). For patient and user choice
to live up to its potential, however, a number of conditions need to be in place.

For choice of health and long-term care provider policies to function, a market
of care providers should exist — i.e. there should be more than one care provider
available per service, and the available providers should be perceived by patients
and users as reasonable alternatives. Patients and users tend to only consider
reasonable alternatives as those that are relatively close to their homes and do

TIn this summary, the term ‘patient’ describes people who use or are potential users of
health-care services. The term ‘service user’ or ‘user’ describes people who use or are
potential users of long-term care services.

2 In this summary, the term ‘health-care provider’ is used to describe any person or
institution providing health care. This includes doctors and other clinicians based

in different settings, and organizations such as primary care practices and hospitals
(providing secondary or tertiary specialist care). The term ‘long-term care provider’ refers
to an individual care worker or organization of care workers that provide personal care
and nursing care to people, in their homes, in the community or in residential care
facilities. Informal carers are unpaid individuals who are often family members or friends.
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not require longer than reasonable waiting times, as well as care providers that
they can financially afford to attend for treatment.? However, patients and users
value different aspects of care, and their personal circumstances and previous
experiences will drive their choices (Dixon et al., 2010).

Good knowledge of the system is important in facilitating choice. In many
systems, gatekeepers or insurers will also play an important role in outlining to
patients the types of choices that are available to them (Marshall & McLoughlin,
2010). Allowing patients and users adequate time frames to choose can also
aid in facilitating choice. The length of an ideal time frame is unknown, but will
vary among patients and users and the situation. Finally, providing patients and
users with access to timely and accurate information on the quality of providers
will be crucial in enabling them to compare differences across providers
(Victoor et al., 2012). Information is essential to assist users and patients to
make a decision that best meets their needs and preferences, and also to
prevent people from inadvertently making decisions that might adversely

affect their health and well-being (Rice, 2001).

In many countries, patients and users are empowered to make choices and
appear to be broadly supportive of choice policies, but this has not always
been the case. For example, in the United Kingdom, when choice of provider
policies was first introduced in the early 1990s, general practitioners were the
ones who actually made choices on behalf of their patients (Le Grand, Mays &
Mulligan, 1998) and care managers on behalf of users of long-term care. Many
years later, around 50% of people surveyed are making choices about public
services like schools, hospitals, general practices and long-term care providers,
and around 80% of people surveyed think that having choice of health and
long-term care providers is important (Boyle, 2013). However, there is mixed
evidence as to what extent the ‘take-up of choice’ is influenced by age, gender,
family obligations and socio-economic status. One study (Dixon et al., 2010)
found that older patients (aged 51 years or older) and more frequent users

of health services are more aware of choice and more likely to travel to their
non-local hospital (a proxy measure for exercising choice) than younger patients
(aged 16-35 years) or less frequent users. In a 2010 national survey carried

out in England, awareness of the opportunity to ask for choice of hospital was
lowest among black and ethnic minorities (Department of Health, 2010).

When implementing choice of provider policies, policy makers are attempting to:

e change referral patterns, both to and within organizations, as patients
and users begin to exercise choice over who they receive care from;

3 Another important precondition for choice is that patients or users have sufficient
funding to allow them the capacity to exert choice. As this relates more closely to issues
surrounding entitlements and access to care, it is not directly covered in this summary.
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e better match treatments and care to the preferences of patients and users,
as they become more involved in decisions about their care;

e improve the quality of services and patient and user experience in the
medium term as providers respond to the choices patients make, leading to
improved outcomes, convenience and experience for patients and users; and

e improve the spending decisions in the medium- to longer-term, as
purchasers respond to signals from patients and users to change in usage
patterns (Department of Health, 2013).

1.2 Evidence to invest in public reporting: mixed results so far

Widespread use of quality information and take-up of choice by patients
and users have been slow to materialize, despite the extensive investment

in reporting systems by governments and private sector organizations, both
for-profit and not-for-profit. Advances in the volume and nature of reporting
have in part been made possible by improved technology and capacity for
data collection and storage.

Even so, a number of in-depth reviews of research on public reporting suggest
that quality information is rarely used by patients to make choices (Marshall

et al., 2000; Fung et al., 2008; Shekelle et al., 2008; Ketelaar et al., 2011;
Victoor et al., 2012).

There was some limited evidence of a small increase in patient volumes
following the publication of the outcomes of cardiac surgery in New York in
the early 1990s; however, a number of other studies have yet to find an effect
(Hannan et al., 2012). In the Netherlands, a survey of 1404 former hospital
patients showed that only 3% had used the Internet to help with making

their choice (Berendsen et al., 2010). Likewise, in England, only 4% of people
asked had looked at quality information on the government-run National
Health Service (NHS) Choices website when choosing a hospital (Dixon et al.,
2010). In Sweden, the most common source of information about primary care
doctors was the provider themselves, with only 3% turning to the Internet

for information (Glenngard, Anell & Beckman, 2011). Respondents to market
research in the United States on behalf of Healthgrades Inc., a provider of
quality reports, were likely to spend more time researching the quality of a

car or fridge before purchasing than researching a hospital before having a
surgical procedure (Harris Interactive, 2012). Even high-profile investigations
and publication of reports and newspaper coverage of problems with infections
in three hospitals in England did not prompt patients to switch hospitals. There
were declines in inpatient admissions and outpatient visits in only one of the
three hospitals examined, and these changes disappeared six months of the
initial coverage (Laverty et al., 2012).
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In health care, the main exception to these findings is that reporting has been
used to choose health insurers in the United States (Dafny & Dranove, 2008;
Reid et al., 2013). Recent market research on the use of the Medicare star
rating system showed that about one-quarter of older people asked knew how
to find information about the rating system. Even here, knowledge of the star
rating system was quite patchy, and less than one-third of those who knew
about the system were using it to make decisions about their own plans (Harris
Interactive, 2011).

The findings in long-term care are similar. There is low awareness of quality
reports, and they are rarely consulted by users and their friends or family to
make decisions. In 2009, the Commission for Social Care Inspection (CSCI)
commissioned market research into the use of its star ratings for providers.

It revealed that while one-fifth of relatives said they had looked at the ratings
when choosing a residential care provider, only 1% of residents said they had
used them. The most important sources of information and advice were friends
and relatives, social services staff, care home staff, and feedback from the
existing residents (CSCI, 2009). In the United States, while 12% of the family
members of residents had used the reporting website to obtain information on
nursing homes, it was not clear whether this was simply to access address and
contact information (Castle, 2009). A study examining whether reporting had
an effect on choice showed that the impact was minimal (Werner et al., 2012).

Despite this, there is some evidence that public reporting encourages providers
to improve in the belief that they will attract more business if they do. A study
of the effect of public reporting on nursing homes in the United States showed
that homes improved their performance on certain measures (Konetzka &
Werner, 2010; Werner et al., 2012), particularly in more competitive markets
(Grabowski & Town, 2011). This response was more pronounced in lower-
quality providers (Clement, Bazzoli & Zhao, 2012). There is also evidence that
publishing reports has encouraged hospitals to improve specific aspects of
clinical quality (Shekelle et al., 2008).

Even though patients do not tend to seek out performance information
(Marshall & McLoughlin, 2010), both patients and users have expressed a view
that quality information should be widely available to ensure the accountability
of providers, to increase transparency in the spending of public money, and to
support them in selecting a care provider. In one study in England, participants
reported that as taxpayers they believed that they were entitled to access the
performance information of publicly funded hospitals and that monitoring
would improve accountability (Magee, Davis & Coulter, 2003). Likewise, in

the United States, 96% of market survey respondents said they somewhat or
strongly agreed that they had the 'right to information that might be available
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to help them select a physician or a hospital’, but a very low percentage of
respondents knew where to access this information (Harris Interactive, 2012).

There are a number of issues that might explain why the use of publicly
reported information by users and patients is so low. These include:

e  alack of awareness of a right to choose a provider;

e alack of genuine choice of provider (e.g. catchment areas) or a perceived
lack of choice of providers (e.g. distance to alternative providers);

e alack of capacity to exert choice (e.g. budgetary constraints);

e  alack of awareness and understanding of variations in quality between
providers;

e alack of personal preferences for particular aspects of reported quality
in providers;

e alack of awareness of the information available to guide decisions;

e  difficulty in navigating the wide range of websites and information
that report quality information;

e  difficulty in understanding reported quality information;

e difficulty in accessing the Internet (where quality information is often
published);

e high ‘cost of regret’ involving decisions with substantial consequences in
the future (e.qg. elective surgery) where patients or users might feel more
comfortable in delegating choice;

e a preference for anecdotal evidence from family and friends over empirical
evidence; and

e feeling as if the primary care provider, or other professional offering a
referral, would prefer to make the choice without consulting the patient
or user.

1.3 Moving forward with public reporting

The focus of this policy summary is to review the literature on the measurement
and reporting of quality information, provide insights to support future
investment in public reporting mechanisms, and increase the use of reporting
by patients and users. The summary synthesizes evidence from a variety of
public reporting systems so that policymakers, care providers and information
developers can make the best use of their resources to create reports that will
be used and valued by patients and users when choosing health or long-term
care providers. The summary pays particular attention to the barriers to creating
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and implementing public reporting systems that aim to improve the decision-
making process for patients and users choosing care providers. Overall, the
summary covers three areas:

e Policy issue: A review of major public reporting initiatives and the types
of quality information they present, as well as a discussion on the reasons
why decision-making is challenging and how patients and users access
quality information.

e Developing and designing a public reporting system: A description of
how data can be collected and reported, and who should be responsible
for data collection, governance and presentation.

e Policy implications: A discussion on how the use of public reporting to
facilitate choice can be increased through public awareness and education,
professional participation in public reporting initiatives, provision of
decision-making support (through decision aids), and most fundamentally,
a well-planned strategy.

2 Policy issue

2.1 What is public reporting of quality data?

In this policy summary, the term ‘public reporting’ is used to describe the
publication of information and reports on the quality of care of health and
long-term care providers (‘providers’) for use by patients and users. This is
frequently made available on the Internet, but is also delivered on paper and
in other formats.

In addition to aiding patients and users to make informed choices, public
reporting systems or schemes targeted at different audiences, such as
purchasers, regulators and providers may also be used to achieve the following
(Longo et al., 1997; Marshall et al., 2000; Nuffield Trust, 2013):

e Accountability: Increase accountability of providers to the public, patients,
users, purchasers, funders and governments.

e Reassurance: Provide the public with reassurance as to the quality of care
of health and long-term care systems.

e Performance: Help improve the performance of providers by:

—  helping to establish benchmarking (thus encouraging poor
performers to ‘catch up’ with other providers);

— by creating concern among strong performers about losing their
‘good’ reputation; and

— by increasing responsiveness of providers overall.
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®  Failures: Identify and prevent failures in quality of care by encouraging
providers to focus on quality problems.

®  Purchasing: Assist institutional purchasers of care, such as health insurers
or national and local governments in developing quality-focused contracts
and/or payment systems.

e Ffficiency: Promote more efficiency in purchasing and the provision of
services across health and long-term care systems.

e Marketing tools: Allow providers to use results as marketing tools to
attract patients and users.

The publication of information on the quality of health and long-term care
providers has gathered pace over the past three decades. Many high-income
countries now have a proliferation of public reporting websites that provide
information on health and long-term care providers — some targeted at
purchasers, regulators and providers, while others are developed for the

public. The content of websites varies, but reporting of quality information
exists at local, regional and national levels, and is operated by different
stakeholders including governments, insurers and commercial organizations.
The primary purpose of some systems is to provide information on one aspect
of performance, most commonly waiting times (e.g. Ventetider in Denmark
and Vantetider i varden in Sweden), while other systems are more complex and
report detailed clinical and patient experience indicators (e.g. NHS Choices in
England and KiesBeter (‘Choose better’) in the Netherlands). In some insurance-
funded systems, the reporting of some data is mandatory (e.g. hospital
admissions in Germany) and data are used collectively at the national level and
again at the regional or insurance level. In more fragmented systems like the
United States, additional initiatives contribute to an already large quantity of
administrative and quality data. This makes the use of reporting more complex
for patients and users (Marshall et al., 2003). There are, additionally, significant
differences between public reporting of health care versus long-term care data.

2.2 How is quality defined in health and long-term care?

Health and long-term care are often organized and delivered through separate
systems. Health care involves clinically focused care that aims to improve health
status, while long-term care is commonly understood as care that brings together
a range of services for persons who are dependent on help with basic activities
of daily living over an extended period of time. The Organisation for Economic
Co-operation and Development (OECD, 2005) reported that activities of daily
living can include bathing, dressing, eating, getting in and out of bed, moving
around and using the bathroom. Long-term care can include services such as help
with administrative tasks or cleaning or shopping, and can also include basic
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medical services, nursing care, prevention, rehabilitation or palliative care. The

goal of long-term care services is often to assist people to manage their condition
and maintain their physical or functional status, or to increase their control over
basic aspects of their lives — rather than result in an improvement in health status.

Quality can be understood in diverse ways, using different terms and labels —
all of which tend to differ based on the disciplinary paradigm being used. The
definitions are also constantly evolving, making it difficult to define consistent
frameworks for measurement (Legido-Quigley et al., 2008). Initially, only
professionals and researchers were viewed as able to define and assess quality;
however, there is now a growing recognition that the preferences and views
of patients, users and the public are also very important (Shaw & Kalo, 2002).
Despite some disagreement on other aspects, quality (or quality of care) in
health and long-term care is commonly understood to include the aspects

of patient or user safety, effectiveness and experience of treatment.

Within long-term care, the quality of the process of care-giving is also essential
in understanding the quality of the service. However, the goals of long-term
care tend to differ from those of health care. Objectives of long-term care

can be to bring about improvement in the health status or independence

of users, for example, in supporting users through rehabilitation. However,
much more often, long-term care is provided for the purpose of maintenance
or prevention, and is intended to compensate users for lost functional ability
(Malley & Ferndndez, 2010). The principal goal for services therefore is to
maintain or improve the quality of life of users of long-term care and this is
increasingly a focus of measurement (Kane, 2003). Focusing on quality of life
incorporates the concept of care being ‘coproduced’, which recognizes that
quality of life is dependent not only on the actions of the formal caregiver,

but also on the involvement and response of the user, as well as their families,
friends and other informal carers (Malley & Fernandez, 2010). Many aspects of
quality of life are measured and published in the Netherlands (at the provider
level) and the United Kingdom (at the regional level). In England, one of the
main tools used to measure quality of life is the Adult Social Care Outcomes
Toolkit (Netten et al., 2009). The toolkit includes eight domains of quality of
life: control over daily life, personal cleanliness and comfort of accommodation,
and dignity. Examples of quality frameworks across both health and long-term
care systems are shown in Table 1.

The mapping of aspects or domains of quality is helpful for governments,
policymakers, care providers, purchasers and researchers who develop and

use indicators. Yet, there is a great deal of scope for public education regarding
quality. Research has found that people experience significant difficulties in
assessing quality because:
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Table 1: Aspects of quality in health and long-term care

Health Long-term care
Donabedian, Institute Darzi, European OECD/
1988 of 2008 Centre European
Medicine, for Social Commission,
2001 Welfare 2013
Policy and
Research,
2010

Effectiveness v v v v
Safety v
Efficiency v v v
Continuity 4 v
Equity 4 v
Patient/user v v
experience
Responsiveness v v
Timeliness v 4
Access v
Appropriateness
Health
improvement
Quality of life v

e Quality spans a range of aspects (i.e. it is multidimensional) and some of
its different aspects may be in conflict with one another (for example,
attempts to minimize the physical risks to patients living with dementia
might have a detrimental effect on mental and emotional well-being).

e Quality may not be immediately visible and the outcomes of care may take
time to become apparent (e.g. patients may experience ongoing pain and
inflammation following surgery, but will eventually experience improved
function and quality of life).

e There may be different levels of quality within organizations, for example,
between different teams and individual professionals. The quality of care
can also vary from day to day, as it is essentially a ‘performance’ each time.

e Understandings and interpretations of quality may be subjective, as
these are sometimes based on individuals’ experiences, care needs and
preferences. This can make it complex to assess the benefits and effects of
care, and for this reason determining quality should involve gathering the
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views of different stakeholders, including patients or users, their families and
friends, professionals and organizations, and potentially other third parties.

e Assessing benefit (and effect) is complicated by the coproduction and
co-consumption of care, where users have an impact on the way in which
care is provided and experienced (particularly in long-term care), and the
relationship built between patient or user and carer may obscure objective
assessments.

e There are technical or clinical aspects of quality that require detailed
knowledge or expertise to assess, such as with complex interventions in
medical or nursing care. In long-term care, this applies less to aspects
of personal care where users are often the best judges of, for example,
whether they were assisted with sensitivity and respect, for example.

e Finally, by the presence of caring externalities, where care can provide both
immediate and far-reaching benefits (and ‘disbenefits’) for both users and
their carers or relatives.

Sources: Malley & Fernandez, 2010; Nuffield Trust, 2013.

Overall, these challenges to understanding quality as a concept highlight
the need to communicate quality information in a user-friendly and
understandable way.

2.3 What is public reporting in health care?

The first high-profile public reporting initiatives in health were launched in

the United States, namely the New York State and Pennsylvania’s Cardiac
Reporting Systems in 1989 and 1992, respectively, and the publication of
mortality rates by the Health Care Financing Administration in 1986 (now the
Centers for Medicare & Medicaid Services) (Schneider & Epstein, 1998; Shahian
et al., 2011). Much of the research conducted into the effectiveness of public
reporting in health to date has been focused on United States-based report
card systems and websites (Shekelle, 2009); however, public reporting systems
have been set up in Australia, Belgium, Denmark, Finland, France, Germany,
Norway and Sweden, as well as other high-income countries. Public reporting
in the Netherlands and the United Kingdom, both countries that have relatively
advanced public reporting systems compared to the rest of Europe, has been
the focus of a number of academic studies (Shekelle et al., 2008; Konetzka &
Werner, 2010; Victoor et al., 2012; Nuffield Trust, 2013), while other European
public reporting systems have been the subject of far fewer studies (Cacace
etal.,, 2011; Victoor et al., 2012). As a result of the majority of research having
been concentrated in a small number of countries, a significant number of
examples in this policy summary are drawn from the Netherlands, the United
Kingdom and the United States.
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Where public reporting exists, there are often many initiatives in place, often
serving slightly different purposes. Systems can include those initiatives narrow
in scope (e.g. to inform waiting times only; see, for example, Ventetider in
Denmark), or broad in scope (e.g. systems that give detailed information

on provider quality; see, for example, KiesBeter in the Netherlands). Other
extensive public reporting initiatives for health measures exist in Denmark

and Germany (Cacace et al., 2011).

Denmark hosts a patient web portal with built-in quality information, Sundhed,
which was developed by the Danish Regions in 2001 to provide a single point
of access to health services and information. Patients can use the web portal

to access quality of care data delivered by hospitals (for selected conditions)
from a set of national indicators, as well as book appointments with their
general practitioner, renew prescriptions and access their medication data
(Cacace et al., 2011). More detailed comparative information has also been
available since 2006 on Sundhedskvalitet, including a system of star ratings

of a series of quality indicators and a mandatory system for reporting adverse
medical events (Cacace et al., 2011).

The Weisse Liste ("White List’) in Germany was developed in 2008 by a private
foundation in collaboration with patient and consumer organizations. It aims
to increase transparency of provider performance and to be used by patients,
with the aid of doctors, to choose providers. A range of structural, process
and outcome data are collected by various information systems operated

by a range of social insurance funds, such as AOK-Gesundheitsnavigator,
and private hospitals’ initiatives like Qualitatskliniken. Outcome scores —

e.g. in-hospital death following coronary artery bypass graft (CABG) — are
accompanied by a traffic light system telling patients whether providers'’
outcomes are within or outside expected limits of proximity to the national
average. Clinical data is complemented by patient experience data collected
through a patient questionnaire specifically developed for the system,

the Patient Experience Questionnaire; however, this is not mandatory and
the number of hospitals using the questionnaire is not documented (Cacace
etal., 2011).

2.4 What is public reporting in long-term care?

Most of the literature available on the use of publicly reported data on

care home quality is focused on the United States, and particularly on the
Medicare.gov Nursing Home Compare website (available online since 2002),
operated by the government through the Centers for Medicare & Medicaid
Services. Much of the information reported is based on the Resident Assessment
Instrument (RAI) measures developed in the late 1980s (Capitman et al., 2005).
The website includes three other areas of measurement at the long-term care
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facility level: a rating based on government health inspections, a rating on

the level of staffing, and selected commentary on the characteristics of the
facility (Centers for Medicare & Medicaid Services, 2011). Since the 1990s,
the RAI has been promoted internationally through interRAI, an international
collaboration with the aim of improving quality of care with versions of the
RAI developed for different care systems, either as a mandatory government
initiative or on a voluntary basis in countries including Canada, Finland and
Switzerland (InterRAI, 2012). It started as a clinical care planning tool, but it is
now being used to monitor and report the quality of care (as in Finland on the
Palveluvaaka website) and set payment levels (Mor et al., 2009).

In the Netherlands, information on the performance of residential and home
care providers is published on the KiesBeter website by the National Institute
for Public Health and the Environment. The website reports on indicators
from the Quality Framework for Responsible Care and includes patient
experience indicators, as measured by the Consumer Quality Index (CQl),

a tool for measuring patient and user experience created in 2006 (Delnoij,
Rademakers & Groenewegen, 2010). KiesBeter also includes performance
indicators reported by providers, and quality of care information such as the
number of falls, prevalence of pressure ulcers and medication errors (Quality
Framework for Responsible Residential and Domiciliary Care (VV&T) Steering
Committee, 2008).

In England, since 2010 the information available to potential users of care
homes has centred on the inspection reports of the Care Quality Commission
(CQQC), available via its website (www.cqc.org.uk). Between 2008 and 2010,
a central feature of this website was a star rating, which was arrived at as a
subjective marking by a CQC inspector. The CQC is currently working towards
a rating system to replace this (CQC, 2013). In addition, provider profiles are
now published on the NHS Choices website, with a range of information,
including whether the provider participates in specific quality schemes.

In Germany, similar to England, information is gathered through yearly
inspections of the Medical Service of Sickness Funds in residential and home
care providers, and is published on a dedicated website (www.pflegelotse.de)
and displayed in care homes. The website includes information on nursing and
medical care, care of residents with dementia and the results of a regular user
survey (Buscher, 2010).

As in health care, much of the research in reporting in long-term care has
focused on the systems in the Netherlands, the United Kingdom and the
United States, and more on residential than on home care.
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2.5 Why is it difficult to choose health and long-term care providers?

Rational decision-making is challenging

The provision of comparative quality information should, in theory, enable
patients and users to seek out the data they need to make trade-offs between
different features of care, and then between different providers. For this to
constitute a rational choice, however, the patient or user has to identify their
own needs and preferences for different aspects of quality, to understand
that there is variation in quality between providers, to believe that differences
between providers can be revealed through information, and finally to use
quality information to choose a provider that benefit them most (Marshall &
McLoughlin, 2010). These issues are not specific to health and long-term care;
other examples could include the choice of school or saving plan (Thaler &
Sunstein, 2008). Yet overall, when it comes to health care, patients feel less
able to make decisions due to knowledge barriers that they do not experience
with schools or saving plans (Marshall & McLoughlin, 2010). Decisions made
by patients and users are also often complex, have to be made under time
pressure, and often involve significant and possibly irreversible implications for
the future (such as moving to a care home).

Researchers have many understandings of how people make decisions. Some
researchers suggest that people typically use either fast, uncontrolled and
unconscious decision-making processes, or a rule-based, conscious, deliberative
and controlled approach to choose the best quality care option (Boyce et al.,
2010). The former approach is sometimes called automatic-decision making
and involves people relying on their intuition or simply being satisfied with
confirming their prior beliefs rather than searching for the best quality option
(Victoor et al., 2012). Automatic-decision making often involves the use of
‘heuristics’, which are shortcuts that reduce the complexity of processing and
evaluating information. A common example would be weighing pros and cons
to make a decision (Kahneman, Slovic & Tversky, 1982). Other researchers
view decision-making as a social, rather than cognitive process, which involves
people drawing on past experiences and being influenced by their expectations
and fears, as well as by the views of trusted others (instead of involving rational
processes such as the weighing of pros and cons) (Gooding, 1995). When
using social processes to make decisions, patients and users consider varying
influences, such as past experience and views of others, and can appear

to make irrational trade-offs. Yet researchers suggest that they are, in fact,
applying a logic that makes sense to them. An example might be a person not
choosing a highly rated hospital only because their grandmother died there
(Marshall & McLoughlin, 2010).
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While all forms of decision-making processes could end in negative results and
consequences, making decisions quickly is seen as particularly problematic. This
is because people do not tend to have fixed preferences of what is important
to them and their opinions can change rapidly. This means they can be easily
influenced by the way information is presented (Boyce et al., 2010). In contrast,
switching after making a decision happens much less frequently (Moser et al.,
2010). For example, once people have chosen a provider of health insurance,

it is rare for them to switch even if their circumstances change. They seldom
change providers even if their benefits packages are reduced or premiums are
increased. This feature of the decision-making process is often referred to as
the status quo bias (Samuelson & Zeckhauser, 1988). Therefore, strategic and
purposeful presentation of information is very important, an issue discussed

in the ‘Developing and designing a public reporting system’ and ‘Policy
implications’ sections of this summary.

The public has different levels of comprehension to interpret quality
information

High levels of numeracy are needed to process many of the statistics, charts
and diagrams used within public reporting of quality information. Hospital
standardized mortality ratios (HSMRs), for example, are so complex that they
require lengthy and complicated explanations of how indicators have been
derived and how to interpret their results.* Online health information in general
has been found to be overly complex, with almost no websites judged to be
easy to read when considered against readability guidelines (Kalk & Pothier, 2008;
Fitzsimmons et al., 2010). The lack of consideration for the different skill levels
of users and patients is problematic. Across OECD countries it is estimated that
between 4.9 and 27.7% of adults are proficient at only the lowest levels of
literacy and therefore will struggle to interpret even the most straightforward
information (OECD, 2013). Numeracy is an even more important predictor

of the ability to comprehend comparative health information and statistics
(Hibbard et al., 2007), and between 8.1 and 31.7% of adults from the same
OECD sample are proficient at only the lowest levels in numeracy (OECD,
2013). In a United States-based study exploring numeracy, three-quarters

of a nationally representative sample was unable to convert 1in 1000 to a
percentage correctly. Even when doctors were asked to perform the same
calculation, only three in four could do so (Gigerenzer et al., 2007).

4 HSMRS are used in a number of countries, including Australia, Canada, England

and New Zealand. The HSMR web pages of the Canadian Institute for Health
Information provide information about HSMRs and on how they are calculated
(http:/Avww.cihi.ca/cihi-ext-portal/internet/en/tabbedcontent/health+system-+performance/
quality+of+care+and+outcomes/hsmr/cihi022025, accessed 16 July 2014).
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Anecdotal information from other patients and users can be more appealing,
and more easily understandable, and this has led to an increasing focus

on providing online ratings and reviews to assist with making choices. For
example, a patient’s personal account of surgery will clearly reveal that the
patient survived, and will also likely reveal whether the patient improved,
which is easier to relate to and understand than mortality rates or surgical
measures. Personal accounts have been shown to have a disproportionate
impact on choices, despite the fact that a personal account only represents the
view of one person. When people were asked in an experiment whether they
would opt for bypass surgery or balloon angioplasty to treat angina, patient
testimonials were found to have a much greater effect on the decision than
statistical information on recovery and effectiveness rates (Ubel, Jepson &
Baron, 2001; Fagerlin, Wang & Ubel, 2005).

It is important to recognize that some people may be particularly
disadvantaged with regard to seeking out quality information and making
sense of it. Older adults, for example, were asked in a study to process
information and make decisions about health plans alongside younger adults.
The older adult participants were found overall to have had more difficulties
with comprehension of quality data than younger adults, and were more
inconsistent in their decisions (Finucane et al., 2002). The researchers observed
more use of shortcuts and heuristics among older adults, compared with a
greater use of detailed analysis by younger participants and concluded that
providing older adults with large amounts of information was unlikely to help
them in making better decisions. Similarly, in another study, older adults tended
to look up less information and take longer to process it, in addition to using
simpler, less cognitively demanding strategies than younger adults (Mata,
Schooler & Rieskamp, 2007).

Older adults are also disadvantaged because they have the lowest rates of
access to and use of the Internet relative to younger people. While more

than nine out of 10 young people aged 16-24 years are regular users of

the Internet, the figure is only four out of 10 for people aged 55-74 years
(Seybert, 2012). There is speculation that this will change in the future as
today’s younger adults who are regular Internet users reach old age, and as the
numbers of older people who use the Internet continue to grow, which will
inevitably mean increased searching for health information (Wagner, Hassanein
& Head, 2010). However, there are also issues associated with reaching older
age, including physical impairment (e.g. visual impairment or arthritis) and
cognitive impairment (e.g. dementia) which may continue to cause difficulties
with accessing technology (Redish & Chisnell, 2004).

Education level and socio-economic status have also been demonstrated to
have an effect on patients’ and users’ searching habits when looking for quality
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information. In a study on how adults choose medical specialists and hospitals
in the Netherlands, quality information was used more commonly by those with
higher education levels (Rademakers et al., 2014). Researchers in the United
Kingdom also found that while 50% of those in higher socio-economic status
groups were likely or very likely to look for general health information on the
Internet, the figure was only 22% of those from lower socio-economic groups
(Ellins & Coulter, 2005).

It is important, however, not to make broad assumptions about the preferences
of groups of patients and users. Where patients were offered choice of hospital
in England, levels of awareness of the legal right to choose were similar across
younger and older patients, and also between different socio-economic groups
and levels of education (Department of Health, 2010; Dixon et al., 2010).
Choice was particularly valued by lower socio-economic groups and older
people where patient advisors helped them to choose an alternative hospital

to avoid excessive waiting times. In contrast, a review of 118 studies concluded
that choice, of either a primary care doctor or hospital, is more likely to be
exercised by patients who are more highly educated, younger, have higher
incomes, and who do not have satisfactory existing relationships with their
providers (Victoor et al., 2012).

Some quality information currently available is confusing or does not
meet the needs of patients and users

There are many examples of public reporting formats that are ill-suited to the
needs of the public and require specialist knowledge in order to be helpful
(Cacace et al., 2011). Researchers consistently find that when people are
exposed to public reports on quality of care providers, they are easily overwhelmed
by the quantity of information provided (Boyce et al., 2010). Exacerbating

this is the increase in the number and types of producers of publicly reported
quality information (including commercial providers of information, health

and long-term care providers, governments and insurers). This has led to a
wide range of websites, often presenting the same data differently, which

in turn leads to a lack of confidence among the public (Victoor et al., 2012).
Due to the multiple ways in which suppliers of information define particular
aspects of quality, develop indicators (using different sets of data as numerators
and denominators), measure indicators at different time points, and include
different patient populations, it is no surprise that the ‘top performing’ care
providers can vary across different websites (Rothberg et al., 2008; see Box 1).
Unfortunately, these conflicts can confuse patients and users and may act as

an added disincentive to using quality information to make choices (Leonardi,
McGory & Ko, 2007; Rothberg et al., 2008).
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Box 1: Conflicting websites make hospital choice difficult

Rothberg and colleagues (2008) examined how the five leading health-care
rating services in the United States ranked large hospitals (those with 250+ beds)
in a metropolitan area. Rating services included:

e Healthgrades Inc.

e Leapfrog Group

e Hospital Compare

e Massachusetts Healthcare Quality and Cost
e U.S. News & World Report

The hospitals ranked were all within a 30-mile radius of Boston, Massachusetts.
The purpose of the geographical limit was to ensure that all hospitals could be
reached within 1 hour, and therefore better reflect the reality of how patients
exercise choice of provider policies. Researchers found that for any given
diagnosis there was little overall agreement among rating services with regard
to quality. Some of the nine hospitals ranked first or second by one system were
often ranked seventh or eighth by another.

In another, similar study, three hospital ranking websites (labelled below as

A, B and C) found completely conflicting information with regard to a surgical
procedure (colectomy) at four hospitals in one metropolitan area in the United
States. Hospital 2 was ranked best by websites B and C, but worst by website A.
Hospital 4 was also ranked worst by website A, but best by website C (Leonardi,
McGory & Ko, 2007).

Hospital Website A Website B Website C
1 Best Average Best

2 Worst Best Best

3 Not reported Worst Worst

4 Worst Not reported Best

There is also evidence that some quality information is not helpful or relevant.
Several participants in a recent study in the Netherlands reported that information
was not sufficiently specific to suit their needs as patients and users (Victoor

et al., 2012). Researchers have argued that less information can often be

more helpful than extensive amounts of information (Peters et al., 2007a;
Peters et al., 2007b; Boyce et al., 2010). Other common challenges with

quality reporting are finding and understanding the information (Boyle, 2013).

17



Policy summary

18

2.6 How do patients and users currently choose their health and
long-term care providers?

Based on particular aspects of services

Patients and users select providers based on a wide range of characteristics
of the service. Some decisions are informed by quality of care or outcomes,
but the literature suggests that most decisions are linked to non-clinical
factors, such as the location of the provider. Preferences for characteristics
vary across patient and user groups. They also vary when choosing different
types of providers, such as hospitals, primary care doctors, home care or care
home providers as shown in Table 2.

Choosing a hospital

In England, the provision of quality information has featured in a number of
government policies in recent years. This is in part supported by studies where
participants say that they would be influenced to choose providers based on
the quality of care, cleanliness (which is often closely aligned with hospital
infections in patients’ minds), the standards of facilities (e.g. the age and
appearance of buildings), hospital reputation, and consultants’ special interests,
their clinical experience and their success rates (Magee, Davis & Coulter, 2003;
Dixon et al., 2010; Laverty, Dixon & Millett, 2013). However, observations of
actual choices of hospital demonstrate that decisions are more often based on
the proximity of the hospital to workplaces or homes, personal experiences

of the hospital, or waiting times for appointments (Dixon et al., 2010). This
may be because people have reported high levels of difficulty and indecision in
making trade-offs between aspects of quality like safety and patient experience
versus convenience factors, such as location, when asked to choose a hospital
(Boyce et al., 2010). Yet, Fasolo and colleagues (2010) found that once people
understand the meaning of quality indicators, they tend to value them more.
Schwartz and colleagues identified similar findings in their US-based study of
individuals aged 65 years or more who had undergone recent surgery. They
found that only 11% of respondents had heard of a measure called minimum
surgery volume standards. However, after researchers explained this concept,
82% of respondents said they would recommend their friend go to a different
hospital if their chosen hospital did not meet the appropriate standard
(Schwartz, Woloshin & Birkmeyer, 2005).
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Choosing a primary care doctor

Preferences within primary care are similar across European countries, with any
variations reflecting the different structures of health systems (e.g. prevalence
of single-handed primary care doctor practices) and the roles of primary care
doctors (e.g. as gatekeepers). In one study involving 3540 patients across eight
countries — including Denmark, Germany, Israel, the Netherlands, Norway,
Portugal, Sweden and the United Kingdom — patients most valued:

e  getting enough time during the consultation;

e quick access to services in case of emergencies;

e confidentiality of their information;

e doctors telling them all they want to know about their illness;
e doctors making patients feel free to talk about their problems;
e doctors attending courses regularly; and

e  clinics offering preventive services (Grol et al., 1999).

An additional study that asked participants to choose a primary care doctor
based on hypothetical report cards found that participants used both technical
and interpersonal quality ratings to select a doctor. A majority favoured doctors
with high ratings on technical quality of care, but not to the exclusion of
interpersonal aspects of quality such as communication (Fung et al., 2005).

Choosing a long-term care provider

There is less evidence on users’ preferences for care and priorities for
information in long-term care settings. A study examining preferences for
quality of residential care services across England, the Netherlands and Spain
revealed that relatives, residents and older people thought that ‘good’ quality
providers were the ones located close to a previous home or family/friends, had
affordable copayments for publicly funded places, and a homely atmosphere.
However, once they were presented with indicators from quality frameworks
across Europe and this information was explained, participants in all three
countries preferred homes that had respectful and friendly staff and that were
recommended by the residents and their family and friends. Even though they
were in agreement that specific aspects of clinical care were important, these
did not factor highly in their priorities (Trigg et al., unpublished data, 2013).
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Table 2: Factors that influence choice of hospital, primary care practice and long-term
care provider

Hospital Primary care practice Long-term care provider

Location/close to where | live Location/close to where | live Professional recommendation

(57%) (80%) (21%)

I had no other choice (18%) Ease/speed of access (16%) Quality of service (17 %)

Quality of service (12%) Reputation (13%) I had no other choice (15%)

Professional recommendation  Quality of service (9%) Reputation (12%)

(11%)

Ease/speed of access (10%) Availability (9%) Location/close to where | live
(10%)

Source: Adapted from Ipsos MORI, 2012.

3 Developing and designing a public reporting system

3.1 Which indicators can be measured and reported?

As quality is a multidimensional concept, it is difficult to identify a single
indicator that can directly measure it and many different indicators or measures
are needed. Indicators used to publicly report quality of care can be split

most simply into three types: structural, process and outcome measures
(Donabedian, 2005). Examples of these are shown in Table 3. Structural
indicators are relatively easy to measure and more easily understood by patients
because they involve tangible factors of care with which they may be familiar,
such as the size of a room in a nursing home or the number of staff on duty.
However, both structural and process measures can be misleading because

it is often difficult to link these directly to outcomes. While some outcome
measures are easily understood by patients, such as whether treatment has
successfully relieved an infection, others can be far more difficult to understand
where they involve complicated and unfamiliar methods of measurement, such
as in the case of HSMRs.

Table 3: Examples of structural, process and outcome indicators

Structural indicators Process indicators Outcome indicators
- Staff ratios — Patients screened for certain — Mortality rates

. conditions . .
- Room sizes — Quality of life scores

L . — Medications prescribed
- Availability of equipment
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In addition to the division of indicators into structures, processes and outcomes
of care, many different indicators can be combined to create composite
indicators, also referred to as summary or global measures because they
summarize numerous pieces of information. Indicators can be referred to

as generic where they are relevant to most patients or disease-specific where
they express the quality of care for patients with specific diagnoses.

Data can also be recorded or reported at different levels of care. For example,
indicators can measure the quality of care provided by a health-care professional
(e.g. consultant level), or the team/unit within which the professional works
(e.g. hospital ward or specialty level), or the entire organization (e.g. hospital
level). The quality of care can vary between all of these. This is a problem
because high-quality treatment in one hospital ward may be concealed by a
poor rating for the hospital overall (caused by poor care practices in other parts
of the hospital) (Nuffield Trust, 2013). Patients have reported that they would
find information about individual specialties or surgeons more useful in choosing
their health-care provider for elective surgery (Boyce et al., 2010), yet researchers
that searched web pages for information on orthopaedic surgeons in the
United Kingdom found that beyond their qualifications and general areas of
interest, very few websites reported consultants’ death rates, teaching status,
involvement in research, management or leadership skills and none reported
morbidity rates (i.e. any postoperative complications) (Radha et al., 2012).

Of critical importance for consideration when selecting indicators is ensuring that
indicators encourage professionals and providers to deliver the care required, and
do not incentivize undesirable behaviours to achieve better results. For example,
there is a risk that professionals might focus on the aspects of clinical care that
are measured and reported (to their colleagues or the public), while neglecting
other important areas of care that would benefit the patient or user. This can be
especially true if indicators are attached to financial sanctions or incentives. There
is also a risk that clinicians or providers might select healthier patients (known as
‘cream skimming’) to achieve good results. To ensure that this does not happen,
it is important to consider how reporting should be supported by risk and
case-adjustment methods (see below). However, risk selection, cream skimming
or cherry-picking can exist regardless of whether indicators are in use because
healthier patients require less time, and providers may be reimbursed the same
amount of funds for them as less healthy patients (Rice & Smith, 2001). Examples
of the unintended consequences of reporting include:

e hospitals in England keeping patients waiting in ambulances outside
emergency departments so that they could meet the national target of 95%
of all patients being seen within four hours of arriving (Bevan & Hood, 2006);

e cardiac surgeons in New York achieving better mortality rates by turning
away sicker patients (Werner & Asch, 2005);
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e nursing homes in the United States focusing more on improving reported
measures than unreported measures (Werner, Konetzka & Kruse, 2009).

The design and mix of these indicators therefore deserves careful attention,

and it is also important to consider the mechanisms that can be used to prevent
or detect these behaviours. These might include penalties for misinformation,
inspections by external agencies or the validation and auditing of data (Nuffield
Trust, 2013).

3.2 What are the challenges to developing reliable indicators and data
reporting systems?

Governments are establishing different approaches to data management

and governance with the aim of improving the quality of data to support
health and long-term care systems (OECD/European Commission, 2013). It is
important that instructions for collecting data for use in indicators are clear
and unambiguous so that data collection is conducted in the same way across
providers and over time for comparison. This ensures the accuracy, reliability
and comparability of data. A challenge that affects the comparability of data,
and the public’s perception of reporting, is its timeliness. In comparing websites
reporting hospital performance in the United States, Leonardi, McGory & Ko
(2007) found significant inconsistencies, and this was in part caused by the fact
that data on some websites were more than two years old and being combined
with current data for comparison.

Two specific issues in presenting meaningful data to users and patients include
adjusting data to reflect the effect of different characteristics of patients and
users, and the challenges of dealing with small sample sizes.

Case-mix adjustment

One of the key challenges in reporting data on quality of care is to ensure
that important differences in patients and users are taken into account

when presenting outcomes. A number of factors may contribute to improved
outcomes associated with the provision of a given service, from individual to
environmental factors. There can be considerable variation between groups

of patients and users and these differences can impact on the outcomes

of treatments or on the incidence of certain events. For example, younger,
healthier adults will potentially benefit more from treatment than older people
with multiple comorbidities. In the same vein, care homes situated in more
deprived regions may take in users living nearby that have poorer health

and those that accept very frail, older residents may experience more falls or
pressure ulcers than other care homes. Presenting outcomes without adjusting
for these differences is likely to be misleading. To adjust for these differences,
risk-adjustment methods are widely used.
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Case-mix adjustment or risk adjustment can be based on many different
factors, and is often based on aggregate data. Categories of risk factors

can include demographic characteristics, clinical factors, socio-economic and
psychosocial factors, health-related behaviours and activities, and attitudes
and perceptions (lezzoni, 2009). Selecting risk factors that can adequately
compensate for differences is challenging and providers are often critical of
the quality of risk-adjustment processes (Marshall et al., 2000; Werner &
Asch, 2005). Alternatively, other case-mix adjustments can be used, such as
restricting the patients or users to whom the indicator is applied and compared
(i.e. allowing exceptions), or performing stratified analysis of particular groups
of patients or users (Mainz, 2003; Kuhlthau, Ferris & lezzoni, 2004). The latter
is particularly appropriate when using process measures and may allow for
process measures to be used in comparisons where outcome measures lack
the necessary statistical power due to small sample size.

Small sample sizes

Publishing outcome indicators derived from small sample sizes is also
problematic (Dimick, Welch & Birkmeyer, 2004; Walker et al., 2013). This

can include providers with small numbers of patients — typical examples

might include the use of mortality indicators where a surgeon performs a
limited number of treatments or surgeries during the data collection period.
For example, while CABGs are carried out in high volumes in England, other
surgeries are less common, for example, bowel cancer resection (Walker et al.,
2013). A procedure must be performed frequently and have a relatively high
mortality rate in order for mortality to be a meaningful measure of quality
(i.e. the outcome must be frequent or common) (Dimick, Welch & Birkmeyer,
2004). An option where the rate of procedures is low for individual surgeons
is to use the hospital as the unit of reporting (Walker et al., 2013); however,
this can decrease the usefulness of reports where patients are seeking surgeon-
specific information.

With outcome indicators, the number of observations necessary to be able

to ascertain differences that are statistically significant, for example, between
hospitals, may sometimes be far greater than the annual number of interventions
or patients treated (Mant, 2001). Alternatively, process indicators can be used
when small sample sizes are an issue, as they are more sensitive to differences
and therefore require much smaller samples to establish significant differences.

3.3 From where are data on quality of care sourced?

The sources of information for generating reporting fall under three broad
headings: administrative, surveillance and bespoke. Examples of each are
shown in Table 4.
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Table 4: Types of data used in constructing quality indicators

Administrative Surveillance Bespoke
- Hospital records and - Clinical registers — Inspections
activity . .
- Assessment instruments - Accreditation schemes

- General practice patient i . .
records - Screening data — Patient and user experience

L and outcome surveys
— AR s - Immunization coverage

. . — Staff surveys
- Waiting times

- Clinical audits
— Delayed transfers of care

Administrative data is collected routinely for purposes other than reporting,
such as the processing of payments or the allocation of funding. Information
on performance is then derived from these records. An example of this is the
calculation of HSMRs in England. These are based on the Hospital Episode
Statistics, which is a data set of admissions, outpatient appointments and
emergency department attendances submitted monthly by hospitals to
facilitate payment for patient care by the NHS.

Surveillance data is collected on a routine basis to detect anomalies or changes
in activities or performance. Sweden has implemented a set of registries for
users of long-term care, including: the ‘Senior Alert’ registry for gathering
individual-level data on falls, pressure sores and malnutrition; a registry for
collecting data on individuals receiving palliative care; and a registry for
collecting information on diagnosed cases of dementia.

Bespoke data is collected specifically to monitor aspects of quality and
performance. This data may be collected routinely, at regular intervals, or

on an ad hoc basis, depending on the governance requirements and policies
surrounding performance information in particular health or long-term

care systems. So, for example, the CQIl used in the Netherlands to monitor

the experience of users and their families and friends in long-term care, is
administered at regular intervals and the results are reported on the KiesBeter
website. The CQl was originally based on the Consumer Assessment of
Healthcare Providers and Systems (CAHPS) surveys launched in the United
States in 1995 and then conducted on a regular basis for different care settings.
The data from the CAHPS surveys are used by many public reporting systems,
including Hospital Compare, which is provided by the Centers for Medicare &
Medicaid Services, and a number of commercial websites. The results of ad hoc
data collection, such as the outcomes of regulatory inspections, are routinely
made available on websites in Australia, England and the Netherlands.
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A newer phenomenon in quality reporting is ratings and reviews generated
directly by patients and users. In England, patient reviews have been
incorporated into the provider profiles available on the government-run
website, NHS Choices. The website includes functionality for patients to provide
narrative feedback about different care providers, including hospitals, general
practitioners and long-term care providers. It also features feedback and
provides links to other feedback websites. Care Map Netherlands (Zorgkaart
Nederland; www.zorgkaartnederland.nl) also provides links to a large
commercial website providing patient and user ratings. In the United States,
the lack of user reviews on Medicare.gov Nursing Home Compare is seen as
an important reason why the site is not better used (Lagu & Lindenauer, 2010).
There are advantages and disadvantages, however, to user reviews, which are
highlighted in Table 5.

Table 5: Advantages and disadvantages of user reviews

Advantages

Patients and users are well placed to
comment on many aspects of care

Testimonials may be more meaningful to
people seeking information

Feedback may include aspects of care that
are not covered in standard surveys

Reviewers may post comments that they
would otherwise not be able to share
through other channels

Providers can act on comments if they have
the processes in place to do so

Sources: Trigg, 2011; Trigg, 2014.

Disadvantages

Patients and users may not have the
knowledge to comment on technical
and complex aspects of care

Anecdotal information may trump more
statistically significant information

Encouraging people to post reviews may be
problematic, particularly where there are
low volumes or issues with anonymity

Reviews may be spread across many
sites, requiring significant effort from
information seekers

Reviewers' identities and credibility cannot
be easily verified

People requiring information may not have
access to the Internet

3.4 Who is responsible for public reporting?

Research has tended to focus on the provision of public reporting of health-
care-related quality information more so than long-term care-related quality
information. Research has also focused on information produced by government
institutions. However, in social insurance-funded health and long-term care
systems it is common for insurers to undertake separate, sometimes overlapping,
public reporting initiatives (Cacace et al., 2011). In addition, many different
reports are available to consumers from for-profit and not-for-profit organizations,
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as well as from individual providers. In the United States, there is a plethora of
organizations providing quality information on hospitals to consumers, some
of the largest being Healthgrades Inc. and Leapfrog Group (see Box 1).

It is important for policymakers to establish which source of reporting is most
likely to be trusted by patients and users, as this is likely to influence the
extent to which they make use of the data. Research in the United Kingdom
suggests that people are sceptical about government statistics and suspect
that the government and hospital managers manipulate data to make the
quality of care provided appear better (Magee, Davis & Coulter, 2003).
Various stakeholders, including policymakers, agree that there is uncertainty
surrounding figures supplied by care providers (Sinaiko, Eastman & Rosenthal,
2012). However, preferences for particular sources of information may

be country specific and are often related to how a system is funded and
developed. Overall, the source of the information should be identified to
assist the public in making judgements about its value (Marshall et al., 2006).

3.5 Where is quality information made available?

Increasingly, quality of care information is made available to the public via the
Internet. The websites of some established, health and long-term care public
reporting systems and the information they provide are shown in Figure 1.
The number of public reporting websites that help people find the right
doctor, hospital or nursing home is growing rapidly. In the United States, the
number of websites has grown so substantially that an independent website
(www.informedpatientinstitute.org) has been set up with the sole purpose

of advising patients on where to find the most useful information (Informed
Patient Institute, 2014).

Providing information online has a number of advantages, such as the ability to
create personalized search functions for users and update information quickly.
However, there are also disadvantages as shown in Table 6. It is important to
consider multiple channels for the distribution of information to ensure that
people without access to the Internet have comparable access to information
than those with Internet access. In many countries, there are large proportions
of the working-age adult population that have no experience with, or lack the
basic skills needed to use information and communications technology (ICT),
like computers and the Internet, for many everyday tasks. The highest levels of
ICT skills in 2013 were recorded for the Netherlands, Norway and Sweden and
the lowest levels in Italy, Poland, the Slovak Republic and Spain (OECD, 2013).
Researchers and consumer rights groups argue that information providers
should be more cautious about leaving patients and users (even those who
are computer-literate) to filter and interpret information and make complex
decisions without professional support (Dixon et al., 2010; Moran, 2012).
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Figure 1: Examples of public reporting websites

Norway
« www.frittsykehusvalg.no (helps public choose hospitals)

The Netherlands

« www.kiesbeter.nl (describes health and long-
term care information and quality scores)

« Algemeen Dagblad and Elsevier
(provide hospital rankings)

Sweden

« www.socialstyrelsen.se/jamfor/aldreguiden/jamfor
(allows for nursing home and home care service
comparison)

* www.skl.se (6ppna jamforelser) (allows for the
comparison of a number of public services across
regions)

Finland

« www.palveluvaaka.fi (provides comparative
information about health and long-term care
providers)

Denmark

+ www.sundhed.dk (a patient-facing web portal
that hosts indicators from a national project)

+ www.sundhedskvalitet.dk (provides comparative
information about health and long-term care
providers)

Germany
o www.weisse-liste.de (provides comparative
information for health and long-term care);

\ * AOK-Gesundheitsnavigator (facilitates members

England
¢ www.nhs.uk

(describes health
and long-term care
information, links to
regulator’s provider
profiles, allows
patients to upload
reviews)

« www.drfosterhealth.co.uk/
(describes information

g

and ratings for hospitals
and consultants)

by providing comments and ratings of providers,
as well as searching for appropriate providers);
www.qualititskliniken.de (a website that searches
for and compares providers)

Austria

« www.spitalskompass.at (describes hospital
services)

« www.gesundheit.gv.at (provides generic health
information)

Table 6: Advantages and disadvantages of online public reporting

Advantages Disadvantages

— Has the ability to create web pages customized to — Excludes people without access to

the users’ preferences: For example, allowing for
unique comparisons based on dimensions of quality
preferred by patients or users or customization of
display (such as font size)

Provides timely updates of information

Allows for cross-referencing between data and
indicators, as well as for pop-up explanations of data

Websites can be relatively easier to set up, compared
to alternatives, such as specialized magazines and
publications

the Internet

Often excludes older adults and
those who are part of low socio-
economic status groups

Website numbers are growing,
making them difficult to navigate,
to distinguish differences between
them or potentially contributing to
overload of information

Sources: Murray et al., 2003; Stevenson et al., 2007; Boyce et al., 2010.
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3.6 How are quality indicators presented in reports?

The diversity of approaches to public reporting is reflected in the variation in
presentation methods for similar data. Presentation methods in use across
Europe include star ratings, traffic light systems, numerical ratings, percentages,
plain text, symbols, or a mixture of one or more methods. Indicators are presented
as absolute scores where high numbers can mean good or poor performance,
and sometimes as scores in relation to other providers (Rodrigues et al., 2014).
Some examples from long-term care in Europe can be seen in Table 7.

Table 7: Examples of quality information presentation methods in long-term care

Country Presentation method

England A combination of traffic light colours, ticks and crosses. Compliance with
regulatory standards is now shown with a green tick, failure to comply with
a red cross, and improvement required with a grey tick. This replaced a star
rating system in place between 2008 and 2010 where inspectors assigned a star
rating of zero for poor, and up to three stars for outstanding performers.

Finland Green-coloured bars, indicating a combination of percentages for achievement
against structural indicators and scores out of five (high) for user satisfaction
surveys. These are supplemented by yes/no answers, for example, regarding
staff availability during the evenings.

Germany Numerical scores are used to provide a grade of 1-5 for each of the quality
criteria, excluding user surveys, and a composite grade is calculated from these.
In contrast to other countries, lower scores represent higher quality as they are
deemed to mimic how school grades are shown in Germany.

Sweden Scores for 10 selected quality indicators (for example, the proportion of
residents with updated care plans, percentage of falls and staff turnover) are
provided for every care home, day centre and home care service at municipal
level, with the national average shown for comparison.

The Star rating format, with the rating reflecting how a particular provider
Netherlands compares to the mean score for all providers. They range from one star (poor)
to five (good).

Source: Rodrigues et al., 2014.

To simplify the challenges faced by the public in interpreting quality information,
many policymakers are turning to the concept of summary or composite
indicators. These indicators aim to create a single score or rating for providers,
based on their performance across a range of quality domains (Goddard &
Jacobs, 2009). Summative scores are often presented as pictures, for example,
star ratings, which are used in the United States for nursing homes and health
plans, and are under consideration for hospitals (Department of Health and
Human Services, 2013). Star ratings were also used in England between 2001
and 2010, initially to rate hospitals, and from 2008 to 2010 to rate providers of
long-term care. In England, providers were categorized into four groups: three-
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star organizations were judged to have the highest level of performance; two-
star organizations were judged to be performing well overall, but not achieving
the same consistently high level of performance as three-star organizations;
one-star organizations were judged to have some cause for concern; and zero-
star organizations were judged to have the lowest level of performance against
key government targets. In hospitals, doctors felt that the star ratings did not
accurately reflect performance across the whole organization, did not take into
account its specific circumstances and created cultures of focusing on specific
targets to the detriment of other priorities (Mannion, Davies & Marshall, 2005).
In long-term care, however, market research found that the star ratings used

in England were more warmly received as they were more straightforward to
understand. In addition, the ratings gave some guidance in a highly fragmented
environment dominated by private sector organizations. Social services staff
were mainly in favour of ratings, as they helped to compare different providers,
to guide purchasing decisions and to support user choice. There was also some
evidence that they were used by relatives and carers (CSCI, 2009).

In the development of a rating system, clarity is needed around a number of
questions (Nuffield Trust, 2013):

e What is the quality framework underpinning the rating? Which elements
of care are important enough to be rated?

e What is being rated, for example, the organization, the department or the
care professional?

e Are generic or condition-specific measures better?

e What are the individual components to include in a rating and how and by
whom should they be assessed? What is the role of third parties or experts?

e What are the methods for scoring, combining and weighting individual
elements?

e How frequently will the rating take place?

e  How can the rating best be presented and explained? Should they be
presented in absolute values or in relative terms?

League tables are another format for presenting quality data. They bring
together data to compare and rank providers, such as hospitals, and to inform
patient and user choice. They are often constructed by commercial companies
or not-for-profit organizations that purchase the data to generate reports

or provide support to providers for quality improvement. Examples include

the Dr Foster rankings in England, Healthgrades Inc. in the United States

and Elsevier's annual ‘Best Hospital’ (De beste ziekenhuizen) rankings in the
Netherlands. League tables are also intended to be used by provider organizations
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for benchmarking and quality improvement, by allowing them to compare
quality with other organizations. There is evidence to suggest that the public
does not like the use of league tables to compare the performance of care
providers (Magee, Davis & Coulter, 2003), as they do not always look for the
highest possible quality (Victoor et al., 2012) and are instead more interested
in the availability of services and their willingness to improve rather than the
absolute or relative performance of providers (Marshall et al., 2006).

4 Policy implications

4.1 How can the use of public reporting be increased?

While patients and users express a desire for more information on the quality
of care of providers, in reality, very few people use this information to select
one (Faber et al., 2009). There are a number of approaches to increase the
likelihood that reporting will be successful in achieving its goals, including:

e displaying information on quality dimensions that are relevant for users;
e designing indicators to match the skill levels of users;
e improving presentation methods;

e  educating patients and users about quality in health and long-term
care and increasing patient and user awareness of public reporting;

e enlisting professionals in supporting public reporting systems;
e designing decision aids and encouraging their use; and

e developing an overarching strategy for public reporting.

By displaying information on quality dimensions that are relevant
for users

The aspects of care valued by patients and users differ across primary and
secondary care and long-term care; they also vary by type of condition or
procedure. These preferences should be accounted for in the development

of quality indicators to ensure that the information presented is relevant to
patients and users. There is also a strong drive for more specific information
that can be available below the organizational level. This might mean providing
data at the department or ward level (Nuffield Trust, 2013).

In the scoping review of determinants that influence patient choice of health-
care provider carried out by Victoor and colleagues (2012), 55 out of the

118 (47 %) studies included reported that patients were influenced to choose
providers most often by structural characteristics of ‘quality’, such as distance
and convenience of the care provider's location. The type and size of institution
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was also important. However, the specific disease influenced the importance
attached to distance for many patients, for example, distance was more
important for people who needed cataract surgery than those who needed

hip or knee surgeries. Process measures were less frequently mentioned than
structural measures as influential, but the physician’s communication style

was still listed as influential in 40 (34%) of the reviewed studies. Outcome
characteristics, like the mortality or pressure sore rates, were described as
influential in 50% of the studies, and not influential in the other 50%. The
authors accounted for the difference of opinions by the fact that some studies
reviewed past decisions and others examined hypothetical decision-making; a
major factor that influences the importance placed on outcomes. They argued
that patients who are asked to discuss the hypothetical future indicate that they
are willing to use more quality information items, including outcome indicators,
in future choices than they have actually used in past choices. Outcome
indicators influenced the advice they would give to friends, but did not have a
strong influence on their own previous choices (Victoor et al., 2012). However,
there are also suggestions that regardless of whether the decision was made in
the past or would be made in the future, people with higher levels of education
were more likely to think outcomes are important than those with lower levels
of education, and patients with more complex or severe diseases attach less
importance to outcome characteristics of care. This highlights potential areas
where people have unequal access to public reporting, as well as the need to
cater for the different needs and abilities of patients and users. There should

be significant importance placed on working with varied user groups from
varied educational and socio-economic backgrounds, age groups, disease
groups, and so on, to develop reporting systems.

There are several successful examples of the involvement of users and other
stakeholders in the decision-making process to determine which indicators
to display. A range of stakeholders were involved in the development of

the system in the Netherlands, there was involvement from a range of
stakeholders, including the national associations of care providers, insurers
and patients (Delnoij, Rademakers & Groenewegen, 2010). In Germany, the
development of the nursing care quality indicators also involves presentation
and consultation in a public forum (Bischer, 2010).

By designing indicators to match the skill levels of users

Overall, it is important to ensure that information is accurate and does not
mislead the public. For example, the German public reporting system presents
indicators in a scale that mimics school grades to make information easier to
grasp by users. The key to successful public reporting, however, is to select
indicators that can be easily understood by the public, a challenge that has
eluded many producers of information (Sinaiko, Eastman & Rosenthal, 2012).
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The format of quality indicators is particularly important to ensure equity in
access to care as patients and users with lower health literacy or social capital
are more likely to have difficulties understanding information displayed in a
complex way (Faber et al., 2009).

Moving forward, there could be value in developing reports that reflect and
adapt to the preferences and needs of patients and users. This may include
customized reports or customized (weighted) summary measures based

on individuals' preferences for information or specific health conditions,
treatments, or particular populations of interest.

By improving presentation methods

One of the primary ways to increase the understanding and use of quality
information is to improve the presentation of information (Hibbard et al., 2007,
Faber et al., 2009; Dixon et al., 2010; Fasolo et al., 2010). Some of the strategies
have already been mentioned. They include carefully selecting information

that is relevant to patients and users, so as not to overwhelm them with too
much information, ordering information to highlight desired areas (Hibbard

et al., 2001, 2002), as well as using summary measures. However, with regard
to summary measures, there is also evidence that it is important to provide
disaggregated or broken down ‘individual’ measures for younger or more
highly numerate patients and users who are better able to make comparisons
based on multiple factors (Hibbard et al., 2001, 2002; Fasolo et al., 2010).

There are many tools that can be used to improve data presentation so that

it facilitates the use of quality information. Two key methods are discussed
here. The first method essentially ensures that data presentation is easy to
understand, intuitive and provides the necessary information to make suitable
judgements about the data presented. The second method is a technique called
‘ordering’ to ensure that the most important information is more obvious than
other, less important, data.

4.2 Best practice data presentation

There are proven ‘good’ or best practice methods of presenting information, as
well as ‘poor’ or non-transparent methods. Guidance suggests the following:
Indicators

e Use round numbers and avoid decimals.

e Use values and numbers that are consistent, and if possible, use the same
denominator (out of 10 is best).

e Scale consistently. Higher numbers are generally better than lower
numbers but be aware of local variations.
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e Present risks as gains rather than losses (for example, survival rates rather
than mortality rates).

Graphics and labelling

e Use consistent labelling and symbols across different indicators
(use stars, avoid bar charts for graphics).

e  Provide narrative text to accompany information to aid interpretation
of diagrams.

e Pair numerical performance information with non-numerical labels
(using clear language that is easy to understand), as this increases the
use of information by less numerate people. For example, evaluative labels
such as ‘excellent’, ‘good” and "poor’, or 'better’, ‘average’ and ‘worse’
when making comparisons to average scores of the region or country.

Communicate definitions and missing data

e Explicitly describe and define quality, using a framework where possible,
and provide clear links between chosen indicators and definitions.

e Explain why missing data is not available and what it means, otherwise
it is assumed to indicate poor performance against the indicator.

Sources: Gerteis et al., 2007; Hibbard et al., 2007; Castle, 2009; Du Moulin, van Haastregt
& Hamers, 2010; Sinaiko, Eastman & Rosenthal, 2012.

4.3 Ordering

People tend to systematically review only a relatively small proportion of
information shown and they spend a short time reviewing information
overall. Therefore, using methods such as ordering can ensure that people
are directed towards the most ‘important’ information (Tversky & Kahneman,
1986, Gigerenzer et al., 2007). Ordering is essential because people construct
preferences on the spot so there is an opportunity to influence what people
pay attention to by making some aspects, such as safety or quality indicators
(as opposed to 'hospitality” indicators like availability of private rooms),
appear more obvious or important. Ordering is also important because there
is evidence that certain data can sabotage choices, for example, providing
information on prices can cause people to make choices opposite to those
intended (Hibbard et al., 2012).

Guidance on ordering online information suggests the following:

e  Ensure that users seeking information online do not need to scroll through
many web pages.
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e Organize provider information in rows rather than columns.

e Put the most ‘important’ options in the middle (at least if the display
is horizontal).

e Use opportunities to tailor information displays to those aspects of care
that people indicate are most important to them, personalizing the type
and information presented.

e Use tools that eliminate or demote indicators on which there are no
(or only negligible) differences between providers (and could therefore
reduce the amount of information people need to consider).

Sources: Vaiana & McGlynn, 2002; Boyce et al., 2010; Fasolo et al., 2010.

Overall, many of these presentation methods and strategies discussed can help
lower the effort required to interpret quality information.

By increasing education about quality of health and long-term care and
increasing awareness of public reporting

Action is required to tackle the lack of awareness regarding variations in quality
between providers. One goal of this is to motivate people to actively seek
quality of care information. Many years of research by a leading United States
expert suggest that the most ‘activated’ or motivated people are better able

to understand and use comparative information, even when they have lower
skill levels. Simply helping consumers to better understand what is at stake
when they make health-care choices can by itself increase the motivation to
comprehend and use quality information (Hibbard et al., 2007).

Educating the public on the different aspects of quality will also help to equip
individuals with the knowledge to identify their own individual preferences in
terms of provision. This will allow them to understand what is important and
what trade-offs in quality or provider attributes might be appropriate for their
own needs. Compared with choices in consumer markets — where consumers
often have clear preferences — many patients are not experts in making
decisions about health and long-term care. Difficulty in identifying one’s own
preferences makes important decisions about which hospital or care provider
to choose even more difficult. Even complex decisions can be simplified

if someone is able to understand their requirements in an ideal provider
(Chernev, 2003).

Education is also required to help patients and users to interpret quality
data. Studies in both health and long-term care have shown that careful
explanation of even complex indicators can help patients and users gain a
better understanding of quality (Fasolo et al., 2010; Trigg et al., unpublished
data, 2013).
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Equipped with sufficient understanding of how to interpret quality information,
patients and users must then be aware of the availability of public reporting.
Only a third of people in a large United States-based study were aware of the
quality reports published by Medicare on health plans. Only just over 50% of
this group had used the ratings to choose a health plan. An overwhelming
majority (over 97 %) were not aware of how their own plan scored (Harris
Interactive, 2011). Similarly, in England, very few in a study of 50 participants
knew what star rating their local hospital trust had been awarded (Magee,
Davis & Coulter, 2003). Another survey in the United Kingdom found that 59%
of people would be concerned about how to find information on the options
available if they needed to select a provider of long-term care (Darian, 2011).
Awareness can be facilitated through a number of channels that are discussed
in the next section, but they have their own challenges.

By engaging professionals in supporting public reporting initiatives

In a recent study, three-quarters of experts surveyed believed that the lack

of engagement and support from professionals was a significant impediment
to progress on public reporting (Sinaiko, Eastman & Rosenthal, 2012). There is
also evidence that many people need more than just data, and require face-to-
face advice or interpretation to make sense of information (Boyle, 2013). There
are a number of ways in which professionals should be engaged more actively
in using information for their own needs, and engaging patients in better
understanding information.

First, more communication and incentives are required to encourage professionals
to use reporting to select providers with and on behalf of patients and users.
Even professionals have been found to make limited use of public reporting.
When referring patients to surgeons, doctors have been found to choose them
based on prestige and characteristics like bedside manner or availability, rather
than clinical indicators like mortality rates (Schwartz, Woloshin & Birkmeyer,
2005). A study in Pennsylvania found that referral patterns did not change
following the publication of a key quality report on CABG surgery, even though
many doctors were aware of the report (Epstein, 2010). Also in the United States,
approximately two-thirds of representatives of managed care organizations
surveyed were aware of the New York State Cardiac Surgery Reporting System,
but less than a third indicated that the reports were a major factor in their
contracting decisions (Mukamel et al., 2000).

In the Netherlands, more than 50% of the respondents in a survey of

170 primary care doctors had never used publicly available quality information
to inform referrals. Despite considerable investment in reporting via the
government, reports were rarely used by 37% of respondents and 90% said
that they had never or rarely suggested quality information as a support for
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decision-making to their patients. They instead made their referrals based on
patient feedback and specialists known to them. They were generally negative
towards quality information, expressed concerns that the data were not
sufficiently relevant to their daily practice, and that the rankings produced were
not sufficiently transparent. Very few of them thought that the information
was reliable (8%), up to date (6%) and fulfilled their information needs (7 %)
(Doering & Maarse, 2014).

Convincing professionals of the value of public reporting is also important

as they are likely to be integral to the process of data collection and report
generation. This can include the accurate and comprehensive capture of both
administrative and surveillance data, responding to surveys, and encouraging
patients and users to share their experiences through both surveys and their
own reviews. Additionally, it is important that they support and promote
external reporting initiatives where appropriate, for example, through their
own professional associations.

It is also important that professionals are encouraged to use indicators in their
communication with patients. This extends beyond health care to long-term
care, where a range of skilled professionals and care managers and untrained
care workers provide advice to people choosing support options. Other groups
of professionals could be important in helping the public navigate quality

and reports, and some public services have attempted to introduce ‘choice
advisors’ or ‘choice navigators’, but their roles were dissolved due to the extra
costs associated with their employment (Boyle, 2013). When asked about

the decisions they had made about residential care providers, residents and
their families reported that some of the most helpful resources in providing
information were voluntary sector organizations and patient advocacy groups
(Trigg et al., unpublished data, 2013). For this reason, a recent government
review in England argued for pilot research into the cost-effectiveness of the
extension of current support services and volunteer schemes like hospital
friends (Boyle, 2013). The review also recommended that these local groups
could be linked together through a national network that would be diverse and
locally controlled to ensure the effectiveness of the coproduction approach to
public services.

In health care, studies have consistently shown that the public considers doctors
and other health professionals to be their primary source of information. It is
important that professionals be more prepared to communicate information

to patients and users as more information is made available via an increasing
number of sources. This will mean helping professionals to better understand
their own role in processing information and the role patients would like them
to play.
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By supporting the public with decision aids

Decision aids are structured tools for helping patients and users make informed
choices, and have two main components:

1. Evidence-based information about different options and their outcomes;
and

2. Tools that help patients to clarify their preferences and guide them
through the decision-making process.

They can be delivered in many different formats — from simple brochures,
through videotapes, to interactive computer software. While some are designed
to be used by the patient or user independently, decision aids are intended to
supplement rather than replace professional support (Ellins & Mclver, 2009).
The use of decision aids is supported by a strong evidence base; evaluations
have found that they improve patients’ health-care knowledge, involvement
in decision-making and uptake of appropriate services (O'Connor, Légaré &
Stacey, 2003). Moreover, there is some evidence from the United States to
suggest that disadvantaged groups gain the most benefit from using these
tools, and their potential value as a health literacy strategy is now being more
fully explored (Gustafson et al., 2002).

By developing an overarching strategy for public reporting

Finally, a critical factor in determining the success of public reporting for

the purposes of facilitating patient choice in a provider market is creating

a reporting system that keeps the public in mind as its audience. This will
ensure that the quality indicators are relevant and presentation methods are
appropriate for patients and users, as well as friends, relatives and carers

who may be helping them to make decisions. It is also very important to

have a vision and strategy to guide decisions around design, technology,
content, communication and measurement. The vision should include a clear
understanding of how success of ‘use of quality information’ can be measured
to ensure that evaluation and research can be conducted for comparison with
other systems and over time.

Setting out the vision and strategy should include consideration of
following issues:

e scope of reporting in terms of types of care and treatments, provider
types (public, private, voluntary) and geographical areas (regional,
national, international);

e size of the budget to support data collection and analysis;

e rules surrounding reporting (i.e. statutory or voluntary);
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e links to regulatory inspections or accreditation processes;
e links to provider payment and incentives for the provision of data;
e role of government(s) in collecting and publishing information;

e role of government(s) in regulating or assuring the quality of private
information providers;

e role of private organizations in generating and publishing information;

e design of data collection methods and analysis to support reporting
(website analytics, surveys, bespoke measurement);

e design of presentation methods, decision aids and alternative methods
of distribution;

e design of systems to continually upgrade indicators and methods to ensure
they are evidence-based,;

e selection of technology to support data collection, analysis and publication;
e processes for addressing poor performance in data provision; and

e processes for measuring success, or the extent to which reports are
effective (for example, increased traffic to the website, switching to
the highest quality providers, improvements in quality of providers or
identification of failing providers).

Having clear objectives will enable policymakers to evaluate whether public
reporting has been effective. It has been argued that the assessment of the
impact of public reporting systems so far has proved difficult because the
objectives of reporting have not been sufficiently defined and documented
(Cacace et al., 2011). A critical question for policymakers is whether the
benefits of public disclosure of performance data outweigh the administrative
and financial costs associated with high-quality reporting initiatives.

5 Conclusions

This policy summary has highlighted that the provision of user-friendly
information to patients and users choosing health and long-term care providers
is critical for making better informed decisions. This is liable to become an

even greater policy concern as choice policies increasingly place decisions in
the hands of patients and users. A number of examples from countries with
well-established public reporting systems in place were reviewed, most notably
the Netherlands, the United Kingdom and the United States where the most
significant amount of research has been carried out to date.
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There are challenges to the increased use of quality information in both health
and long-term care that are associated with the reliance of patients and users
on family, friends and health and long-term care professionals. Notwithstanding
this, this policy summary has described a number of strategies to improve

the selection, design and use of quality information by patients and users.
Selection of indicators should reflect the domains of quality that are relevant
for patients, users and those making decisions. Design should consider best
practice presentation methods, using quality indicators that are meaningful and
relevant. This will increase the likelihood that people with varying numeracy
skills and techniques for decision-making might benefit from public reporting.

To increase the use of publicly reported information in the future there is a
need for greater public education about quality and what it looks like across
different health and long-term care services. There is also a need for health

and long-term care professionals to embrace quality information as a tool

for continuous improvement and commit to using quality information when
making referrals and recommendations for patients and users, and also to
encourage patients and users to refer to information when choosing a provider.
Appropriate decision aids should also be developed and deployed to support
the choice process.

Equally crucial for the success of public reporting systems is that patients and
users have the financial means to exert choice and enough alternatives to
choose from.

Finally, in advance of creating or refining a public reporting system, a strategy
must be developed in consultation with a wide range of stakeholders, including
patients and users. Stakeholders should collectively agree which indicators are
to be measured and how success will be defined and measured.
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