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‘Patients’ experiences should be the fundamental source of the definition of
quality.’

‘Measurement is necessary but not sufficient for quality improvement.’

Donald M. Berwick
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General introduction



Measuring and improving the quality of care from the healthcare user perspective

In recent years, the Dutch Ministry of Health, Welfare and Sport (VWS) has
increasingly emphasized the position of healthcare users in relation to that of
healthcare providers and health insurers (Delnoij et al., 2002). In so doing, the
government stresses the measurement of quality of care and public disclosure
of comparative quality information. The idea behind providing transparency is
to eliminate the information asymmetry between the healthcare user and the
healthcare provider. In addition, evaluating quality of care and the public
disclosure of these outcomes are a potential mechanism to improve the quality
of healthcare, another aim of the Dutch government. Generating comparative
information is possible if all organisations in a sector use the same
instrument(s), and measure, analyse and report the outcomes according to a
similar format. An instrument that measures the quality of healthcare in such a
standardized manner is the Consumer Quality Index (CQ-index or CQI). More
specifically, CQI questionnaires assess what healthcare users regard as
important and also allow to evaluate their actual experiences with healthcare.

The use of CQI methodology to provide quality information is new in the Dutch
context, because the users themselves are considered as a source of
information with respect to quality of care. Generally, information on quality
(similar to data on adverse events and mortality) is drawn from clinical and
administrative records. That healthcare users are increasingly involved in
quality evaluations can be seen from the various Dutch research reports using
CQI methodology to develop new CQI questionnaires (e.g. Damman et al., 2007;
Wiegers et al,, 2007; Zuidgeest et al., 2007; Claessen et al., 2009). However,
until now, research on CQI methodology has focused on specific topics. A
number of studies have explored the adjustment of CQI data (case mix) to
provide comparative information between healthcare providers (Damman et
al, 2009b; Damman et al, 2011), and others have investigated effective
presentation approaches for healthcare users to select the ‘best’ healthcare
provider (Damman et al., 2009b; Damman et al,, 2010). Others examined the
outcomes of CQI questionnaires, comparing healthcare experiences (over
several years) or the importance that patients attach to different quality
aspects (Hendriks et al., 2009; De Boer et al.,, 2010; Rademakers et al., 2011).
However, studies on methodological aspects with respect to data collection are
scarce, as are studies on the use of these data to improve quality (Winters et al.,
2010).

The work in this thesis mainly addresses these two latter topics. First, the
methodological aspects of the CQ-index are investigated. Second, the actual use
of CQI information for quality improvement by healthcare organisations and
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client councils in the nursing and caring sector is addressed. The thesis ends
with a discussion on the most important conclusions emerging from this work,
and some recommendations are made.

In this introductory chapter, before outlining the aims and research questions,
the Dutch healthcare sector is briefly described to provide an outline of the
context in which the healthcare user’s experiences are measured and published
(Section 1.1). The main focus of Section 1.2 is evaluation of the quality of
healthcare from the user’s perspective: here we address the background theory
of CQI methodology, as well as the origin and current practice of CQI
questionnaires. Section 1.3 deals with the relation between transparency and
quality of care. Finally, Section 1.4 presents the aims, research questions and
general outline of the thesis.

1.1 Dutch healthcare sector

As in most developed countries, Dutch policy aims at delivering care based on
the needs of healthcare users. To put the healthcare user at the centre of care,
the Dutch government introduced laws and regulations that contribute to the
empowerment of healthcare users, as well as to the efficiency of care and the
quality of care. One of the major changes in this respect was the reform of the
Dutch healthcare system that was implemented in 2006.

1.1.1 Dutch healthcare reform and transparent quality information
With the introduction of the Health Insurance Act in 2006, the difference
between the Sickness Funds and private health insurance disappeared, creating
a universal healthcare insurance for all Dutch citizens (Van de Ven and Schut,
2008). Having passed this law, the government’s role changed from regulating
the healthcare system to controlling the quality, accessibility, and affordability
of healthcare as a whole (Schaefer et al., 2010). Responsibilities were delegated
to the actors in the three healthcare markets: the insurers, providers, and
healthcare users (Commissie Structuur en Financiering Gezondheidszorg, 1987;
Ministerie van VWS, 2001), thereby creating three regulated markets with
freedom of choice: the healthcare provider market, the health insurance
market, and the health purchase market (Figure 1.1).

11
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Measuring and improving the quality of care from the healthcare user perspective

Figure 1.1 The three types of healthcare markets in the Netherlands
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On the health insurance market, this means that insured persons can switch
insurer if they are dissatisfied with their premium or the quality of insured
care. This provides incentives for insurers to offer good prices, packages, and
purchase good quality of care for their insured. At the same time, insurers
purchase care from different healthcare providers. These providers need to
compete for contracts based on production, price, and quality (healthcare
purchase market). On the healthcare provider market, healthcare users can
choose providers based on the quality aspects they prefer (Culter, 2002; Schut
and Van de Ven, 2005; Van de Ven and Schut, 2008).

For the function of the three healthcare markets, transparent information is a
precondition. Transparent information should not only contain information on
the price of services, but also on the quality of care (Delnoij, 2009a). This is
captured in the Healthcare Market Regulation Act (WMG, ‘Wet Marktordening
Gezondheidszorg’), that was also implemented in 2006. According to this law,
healthcare organisations are obliged to inform the public about price, quality,
and other healthcare characteristics.

1.1.2 Quality information

What is quality of care and how can it be measured? Quality of care is defined
by the Institute of Medicine (I0M) as: ‘doing the right thing, at the right time, in
the right way, for the right person, and having the best possible results’ (Institute
of Medicine, 2001). This definition refers to a number of concepts which are
considered as essential to quality: safety, effectiveness, patient-oriented,
timeliness, efficiency, and equity. In the Dutch Care Institutions Quality Act
three of these concepts effectiveness (neither underuse nor overuse of the best-
available techniques), efficiency (constantly seeking to reduce the waste), and
patient orientation (promoting an active role of patients in making decisions
about their care) are addressed and summarized as an obligation to provide
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appropriate or responsible care (The Quality of Health Care Institutions Act,
1996; Institute of Medicine, 2001). Since the publication of the IOM report ‘To
err is human’, there has been a substantial increase in the attention paid to
patient safety research (Institute of Medicine, 2000). In the following years
safety programs were introduced in Dutch hospitals: to evaluate the quality of
care, various quality indicators are used to measure effectiveness and safety, as
well as the patient’s experiences.

Delivering appropriate care is, in the first place, the responsibility of the
healthcare professionals. In the healthcare sector, the Dutch Health Care
Inspectorate - which controls healthcare professionals/organisations based on
legislation and regulation (Hout et al, 2010) - is the supervisor of the
production of sets of quality indicators. The Health Care Inspectorate works
jointly with healthcare providers, insurers, and representative groups of
patients to produce appropriate indicator sets. To this end, in 2007 the Health
Care Transparency Program (‘Zichtbare Zorg’) started to support sectors in
making quality transparent, and to guarantee that published information is
valid, reliable, and comparable. A website -www.zichtbarezorg.nl- was designed
to provide an overview on the current state of affairs in different health sectors
on different quality initiatives. The major focus of the Program is on
effectiveness indicators (also called ‘professional’ or ‘care content’ indicators).
The user perspective on quality aspects (such as access, timeliness, information
and communication, and respectful treatment) is also a part of national quality
frameworks. The same joint parties in the healthcare field are responsible for
determining the effectiveness indicators, as well as the indicators from the user
perspective. The development, implementation, and protection of the user
perspective is supervised by the Dutch Centre for Consumer Experience in
Health Care (see Section 1.2.2). Information gathered with the developed
quality indicators of the quality framework are publicly disclosed on
www.kiesBeter.nl, a special website of the Dutch government. Results of
measurements are now available for the sectors hospitals, care for the disabled,
homecare, residential care facilities, and nursing homes (www.kiesBeter.nl).

1.2 Evaluating quality of healthcare from the user perspective
1.2.1 The user perspective
Research on evaluating healthcare from the user perspective is often

conceptualised as patient satisfaction, which has been extensively studied over
the years. A definition of satisfaction is ‘fulfilling expectations, needs or desires’

13
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Measuring and improving the quality of care from the healthcare user perspective

(Sitzia and Wood, 1997; Van Campen et al, 1995). Satisfaction suggests that
healthcare users compare their expectations against the actual service and that
this leads to either a positive or negative feeling. If expectations are exceeded,
healthcare users are more satisfied (Harteloh et al., 1992). Because satisfaction
is a result of both expectations and actual experience, variations in scores can
be a result of differences in expectations or in experiences (Sixma et al., 1998).
For example, when healthcare users have unrealistically high expectations their
experiences will never meet these criteria thus resulting in low satisfaction.
This is a serious problem when patients’ perceptions are used as an outcome
for identifying better performers, or to identify where improvements in quality
are needed (Sofaer and Firminger, 2005).

To overcome this, considerable effort has been made to develop a method to
‘report about events’ (experiences). A definition of reporting on events is
‘Reports on experiences illustrate if healthcare users did or did not experience an
action in their interactions with healthcare providers and the healthcare system’
(Browne et al., 2010). Reporting on events tend to better reflect the quality of
care. In addition, this type of reporting is more interpretable and actionable for
quality improvement purposes (Cleary et al,, 1991; Cleary et al., 1993; Sixma et
al, 1998). For that reason, and for comparability of quality of care in the
Netherlands, a new instrument has been developed to measure quality of care
from the perspective of patients, clients, consumers or healthcare users: the
Consumer Quality Index.

1.2.2 The Consumer Quality Index

The Consumer Quality Index (CQ-index or CQI) methodology is a standardised

approach for:

1. Developing new CQI questionnaires.

2. Measuring, analysing, and reporting healthcare users’ experiences in the
Netherlands.

These experiences are collected by means of postal questionnaires, Internet

questionnaires, or face-to-face interviews. If healthcare users are unable to

express their experiences due to problems with thinking, understanding,

and/or judgment, representatives (often family members) are asked about

their experiences. The CQ-index is a registered trademark guarded by the Dutch

Centre for Consumer Experience in Health Care (CKZ, ‘Centrum Klantervaring

Zorg’), which indicates that an approved contractor, according to CQI rules and

instructions, collects information with an approved CQI questionnaire. Box 1.1

presents a brief overview of the CQ-index.
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Box 1.1 Consumer Quality Index (Sixma et al., 2008a)

What is the Consumer Quality Index (CQ-index or CQI)?

- National standard to measure healthcare quality from the perspective of healthcare users.

- Based on American CAHPS and Dutch QUOTE instruments.

- Collection of instruments (surveys or interview protocols).

- Collection of protocols and guidelines for sampling, data collection, analysis, and reporting
formats.

- Registered trademark owned by the Dutch Centre for Consumer Experience in Health Care.

What is measured by the CQ-index?
- What healthcare users find important in healthcare.
- What their actual experiences are.

- How they rate the overall quality of care.

What types of questions are included in the CQ-index?

- Frequency with which quality criteria are met: Never, sometimes, usually, and always.

- Importance of quality criteria: Not important, fairly important, important, and extremely
important.

- Access to care and the degree to which lack of access is perceived as a problem: A big problem,
a small problem, and not a problem.

- General rating of the quality of care: Scale from 0 (worst possible) to 10 (best possible).

- Effects of care and adherence to professional guidelines.

- Background characteristics: Age, gender, ethnicity, education, and general health status.

Origin

The CQ-index is based on the American CAHPS questionnaires (Consumer
Assessment of Healthcare Providers and Systems) and QUOTE instruments
(QUality Of care Through the patient’s Eyes). The CQ-index was developed by
NIVEL in cooperation with the department Social Medicine of the AMC
(Academic Medical Center/University Hospital, Amsterdam) and health insurer
Agis. From the CAHPS, frequency questions with answering categories on a
four-point scale (never, sometimes, usually, and always) asking if the access to
care was perceived as a problem (a big problem, a small problem, and not a
problem), the layout and general ratings (ranging from 0 to 10, with a score of
10 indicating the best possible score) of the quality of care were adapted.
CAHPS also refers to standardized protocols and manuals concerning sampling,
data collection, data entry, data analyses, and data reporting. From QUOTE the
importance of quality aspects (answering categories ‘not important’, ‘fairly
important’, ‘important’, and ‘extremely important’) and the frequency of
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Measuring and improving the quality of care from the healthcare user perspective

experienced events in a certain time period were adopted so that improvement
scores could be calculated. The quality improvement score is a score that gives
healthcare providers information about which quality aspects are particularly
eligible for improvement; the higher the score, the more potential there is for
improvement. This leads to two types of CQI surveys: one about experiences and
one about the importance of quality aspects.

Developing new CQI questionnaires

The development of new CQI questionnaires can be divided into different
phases (Rademakers et al, 2008). First, literature, existing surveys and
guidelines are reviewed, with the aim to assemble a wide variety of quality of
care aspects. In the second step, focus group discussions with patients are
performed to incorporate the most important quality aspects from the patient’s
perspective into the pilot survey. After creating a draft pilot survey and
incorporating stakeholders’ input into this survey, the next step is to perform a
pre-test among a small group of patients. The adapted pilot questionnaire is
then tested in larger samples of 600 to 1,200 patients using quantitative
methods; these tests examine the psychometric properties. Finally, the
questionnaire is tested among a total of 2,000 to 4,000 patients of (minimum)
20 healthcare providers to assess differences between these providers. This is
also called the test for discriminative power. This process of developing new
questionnaires is guided by an expert group of different stakeholders
(healthcare users, patient organisations, health insurers, healthcare providers,
Health Care Inspectorate), which meet, debate and cooperate so that results are
relevant for all parties (Delnoij et al., 2010).

CQI questionnaires and approved contractors

CQI questionnaires that are developed according to the guidelines and
instructions are formally approved by the Dutch Centre for Consumer
Experience in Health Care and are published ontheir website,
www.centrumklantervaringzorg.nl. This Centre develops, implements, and
protects the national standard -the CQ-index- for valid and reliable
measurements and comparisons of consumer experiences in healthcare.
Besides its task to approve new questionnaires, the Centre also evaluates
whether approved contractors follow the CQI rules and guidelines, and give a
CQI accreditation if they do so. Thus, a CQI accreditation is required to be
allowed to conduct CQI research (from sampling to reporting) and is partly
based on the ISO 20252 quality system developed for market, opinion, and
social research. Organisations can also get an accreditation to do a part of the
process of CQI research. For example, approved contractors may only perform
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interviews and/or send postal questionnaires and/or obtain responses through
the Internet. The rules and instructions that need to be followed are written
down in the Manual measuring and reporting about sampling and data
collection (part 1), cleaning data and comparative analysis (part 2), and
reporting (part 3) (Sixma et al., 2009; Sixma et al., 2008b; Sixma et al., 2008c).
The Manual with rules and instructions is adapted when necessary and follow
developments in the field of practice and research.

Users of CQI information

One of the goals of the CQ-index is to make the healthcare sector transparent

about healthcare users’ experiences for different stakeholders (Delnoij et al,,

2010). Using standardized information is efficient; several parties (each with

their own needs) are provided with performance information through one

single measurement. Collected information should serve seven users:

1. Healthcare users on the healthcare market who are increasingly expected
to act as informed decision makers.

2. Managers and professionals in healthcare to monitor their healthcare
quality.

3. Health insurers on the health purchaser market.

4. Patient and client organisations that represent patients’ interests and
needs.

5. Health Care Inspectorate to supervise healthcare quality.

6. Government to monitor general healthcare quality performance over years
and across healthcare sectors.

7. Researchers to address various scientific questions.

1.3 Healthcare organisations: measuring and improving quality
of care

Among the seven stakeholders that should use CQI information are the
managers and/or professionals of healthcare organisations. Based on CQI
information, organisations can identify areas in which they can improve their
quality of care. Berwick et al. (2003) describe a potential mechanism between
measuring quality of care and improving care. Their theory includes two linked
and synergistic pathways for the relationship between them: the selection
pathway and the change pathway (Figure 1.2).

17
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Figure 1.2 The selection and change pathways, based on the principles of
quality measurement and improvement (Berwick et al., 2003)

Pathway 1 Pathway 2
Selection Change
Performance J(k
improvement ~
p—/ Thesis Part 2:
\ Actual use of \
inf ”
~_ [nformation {
— e
Changes in Improvement
market shares initiatives
A A
Public reports Internal reports
Performance
measurement -

Thesis Part 1: e
\ Measur'ing hezjllthcare \

\IiSE:S_‘e).(EI'I(-ElIiES /

The first pathway (namely: selection) implies that healthcare users first identify
the outcomes of importance to them, then find information about the
performance level of the healthcare professional and healthcare organisations,
and then choose. Consequently, the selection pathway will not automatically
improve the care provided by healthcare organisations, but market shares of
healthcare organisations will shift: organisations with high scores will attract
more healthcare users than organisations with lower scores (Berwick et al,
2003; Marshall et al,, 2003). In theory this is a strong mechanism; however,
research results show that publishing performance outcomes has limited
influence on the active use of information by healthcare users (Fung et al,
2008; Faber et al., 2009). Some researchers argue that it is only a matter of time
before healthcare users become active, because the right information will be
available or because they are becoming more accustomed to the idea of
selecting (Groenewoud, 2008). Others state that we cannot expect healthcare
consumers to select the best provider, but that healthcare providers need to
change and transform the care delivery to these users (Porter, 2008).
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The second pathway (namely: change) presumes that healthcare organisations
start initiatives to improve the quality of care after they are informed about
their own performance generating knowledge about processes and results. This
pathway requires that the healthcare organisations and care delivery staff take
actions based on the results. To take action, the organisation needs reliable
information, needs to educate and train employees in techniques for
improvement, needs time and change management to alter core work
processes, needs to align organisational incentives with care improvement
objectives, and needs leadership to inspire (Berwick et al., 2003). For its effect
the mechanism relies on the ability of healthcare organisations to undertake
systematic change. Measurement alone will not suffice; it requires motivation
to change (Berwick et al, 2003; Marshall et al, 2003; Fung et al, 2008).
Intrinsic motivators like pride, love, the need for achievement or curiosity are
very powerful for individuals, but if care is delivered in complex systems where
many care providers are active, this is not sufficient. External motivation, like
selection by healthcare users and health insurers, or regulation is also a
powerful mechanism that interlinks the two pathways. These motivations can
lead to actually using the performance scores to improve performance.

For example, in the USA, after receiving performance information, nursing
homes have investigated the reasons for their scores, reorganized quality
improvement programs, and started new quality-assurance programs (Castle,
2005; Mukamel et al, 2007; Werner et al, 2009). In hospitals the quality
improvement activities were stimulated after publicly releasing performance
data (Fung et al,, 2008). Furthermore, nursing homes (Mukamel et al.,, 2007)
and health insurers (Hendriks et al., 2009) with poor quality scores reported
more improvement actions, or increased their quality scores, compared with
homes and insurers with better scores.

1.4 Overview of the thesis

Following the rationale to measure the quality of healthcare organisations in
order to improve healthcare quality, this thesis is divided into two parts. Part 1
provides information on the methodological aspects regarding the
measurement of healthcare user’s experiences with quality of care, and Part 2
provides information on the actual use of information by healthcare
organisations and client councils in the sector nursing and caring to improve
the quality of healthcare.
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1.4.1 Research aim and research questions

The aim of this work is to gain insight into the methodological aspects of
measuring the user perspective and the actual use of healthcare user’s
experience information. Therefore, this thesis addresses the following research
questions:

1. ‘How is quality of care from the user perspective measured in the
CQ-index? More specifically: How is the reliability and validity of
the CQ-index tested?’ (Part 1)

2. ‘To what extent is CQI information used in nursing homes and
homes for the elderly for quality improvement?’ (Part 2)

3. ‘To what extent do CQI scores of nursing homes, homes for the
elderly, and homecare organisations change over time?’ (Part 2)

1.4.2 Design, methods, and structure of thesis

Part 1. Methodological aspects of the CQ-index

The first research question is addressed by means of studies investigating
different CQI surveys. These studies serve to illustrate the CQI methodology.

Firstly, developing the CQI ‘Rheumatoid Arthritis’ is an example on how quality
of care through the perspective of healthcare users is assessed in the
Netherlands, up to the phase of testing the psychometric properties of the
questionnaire. Not only were the experiences of healthcare users measured, but
also the importance they attached to different quality aspects is addressed. In
addition, improvement scores were calculated (Chapter 2).

Secondly, to establish whether data collection methods other than standard
paper questionnaires are an option for measuring healthcare users’
experiences, two data collection methods were compared: a mixed-mode
survey (i.e. Internet supplemented with a paper questionnaire for non-
respondents) versus paper surveys only. Data were assessed during the last
phase of developing a new CQI questionnaire, i.e. the test of determining
discriminative power of the CQI ‘Breast Care’ (Chapter 3).

Thirdly, in Chapter 4, data of two previously conducted pre-tests (developing

the CQI ‘Rheumatoid Arthritis’ and the CQI ‘Breast Care’) were compared with a
new reporting framework for cognitive interviewing (CIRF) to investigate how
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a more systematic procedure for pretesting patient experience questionnaires
could be accomplished, and how pretesting results could be reported.

Lastly, in the case that healthcare users are not able to express their
experiences (e.g. people with dementia) regarding the quality of care, their
representatives (e.g. family members) are asked to provide this information via
paper questionnaires. On the other hand, nursing staff can also observe the
behaviour of residents with dementia to obtain this information. Therefore, in
Chapter 5, these two methods (paper questionnaires filled out by family
members and observational assessment of nursing staff) were compared.

Part 2. The actual use of CQI information for quality improvement

To answer the second research question, Chapter 6 presents a study on the
factors that determine the actual use of information of the CQI ‘Long-term Care’.
Data collection for this study contained interviews with the staff (day-to-day
worker, representatives of middle and senior management and quality
manager) of twelve healthcare organisations.

Chapter 7 deals with the involvement of client councils in the process of
measuring healthcare users’ experiences and their perception that they can
exercise their right on (quality) issues in healthcare organisation. To
investigate this, postal questionnaires were sent to 1,540 client councils of
residential care facilities and nursing homes.

To answer the third research question, in Chapter 8 we used CQI information
that was collected to provide information for the national quality framework
Responsible Care in the sector Nursing, Caring and Homecare. This information
is publicly disclosed on the Internet. According to theory, public disclosure and
information regarding organisations’ own performance should stimulate
quality improvement initiatives. Therefore, we investigated whether CQI scores
of residential care facilities, nursing homes and homecare organisations show
differences in performance scores over the years. Data were available for two
measurement points.

Finally, Chapter 9 presents a summary and discussion of the major findings of

this thesis, and recommendations are made based on the work in the previous
chapters.
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Measuring and improving the quality of care from the healthcare user perspective

2.1 Introduction

Quality of care has become increasingly important in the evaluation of
healthcare and healthcare services (Avis et al, 1995; Richards, 1999;
Groenewegen et al., 2005). Evaluating rheumatic healthcare quality is a major
issue given the care need profile of patients with rheumatoid arthritis (RA) and
their long-term dependency on healthcare (Jacobi et al,, 2001). Evaluation of
quality of care is often performed by healthcare professionals. However,
patients’ perspectives on healthcare quality differ from the views of healthcare
professionals and policy makers (Potts et al, 1984; Batalden, 1987; Bensing,
1991). Also, patients’ perspectives on the quality of care have become more
prominent in research and policy since the introduction of the concept of
patient-centred care in many countries (Gabel et al, 2002; Herzlinger and
Parsa-Parsi, 2004). This concept aims to empower patients with respect to
their healthcare decisions and to (re)structure the healthcare system according
to their needs.

Patients’ views on quality of care have often been conceptualised as patient
satisfaction (Van Campen et al., 1995; Kirsner and Federman, 1997; Sitzia and
Wood, 1997). A disadvantage of these surveys is that the scores influenced by
personal preference and patient expectation (Yang and Thoms, 2000).
Caregivers and healthcare services cannot influence patients’ expectations, but
can change the actual experiences. Therefore, a more refined instrument for
evaluating healthcare quality from the patients’ perspective seems necessary.
The Consumer Quality index (CQ-index or CQI) provides such an instrument
(Delnoij et al.,, 2006; Sixma et al., 2007).

The CQ-index is based on two families of surveys that measures patients’
experiences. The first family of surveys that is used is the Consumer
Assessment of Healthcare Providers and Systems (CAHPS®), which is well-
established and widely used in the USA (www.cahps.ahrq.gov). This
methodology comprises standardized protocols and manuals concerning
sampling, data collection, data-entry, data-analysis and data reporting, which
are also used as reference for CQI research. Furthermore, the lay out and
answering categories on a four-point scale (never, sometimes, usually, always),
three-point scale (not a problem, a small problem, a big problem), global
ratings (ranging from 0 to 10, with a score of 10 indicating the best possible
score) and referring to the frequency of experienced events in a certain time
period (‘In the last 12 months, how often...") were taken from the CAHPS. The
second family of instruments that is used is QUOTE (QUality Of care Through
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the patient’s Eyes), which has been developed in the Netherlands (Nijkamp et
al, 2002; Sixma et al., 1998; Sixma et al., 2000; Van der Eijk et al., 2001; Van
Campen, 1998a). From this methodology the questions about importance
(answering categories ‘not important’, ‘fairly important, ‘important’ and
‘extremely important’) were added into the CQI methodology. Also, the concept
to include disease-specific items of healthcare services is derived from the
QUOTE instruments. The combination of these survey features has as outcome
that every CQ-index exists of two parts: one about patients’ experiences and
one about the important patients’ award to quality aspects.

Within rapid development of CQI instruments (up to 25), priority has been
given to the development of a new instrument for patients with RA
(Rheumatoid Arthritis). The CQI ‘RA’ is a disease-specific survey, designed to
assess patients’ experiences and importance on quality aspects. Patients with
RA are ‘heavy healthcare users’, most of them use two types of healthcare
services besides the rheumatologist (Jacobi et al., 2001). For patients to decide
which specific provider to choose, consumer information about the quality of
care of these providers can be helpful. Measuring patient experiences enables
us to provide such information. In addition, the CQ-index allows professionals
to compare the quality of care they provide with colleagues in the same
profession. This instrument may also be an important tool for healthcare
providers to monitor their quality of care. Finally, the CQI information identifies
elements of care that, according to patients, are particularly eligible for
improvement.

The aim of this article is to provide an instrument to measure patients’
experiences about the healthcare. For this purpose, information on the content
and psychometric characteristics of the developed CQI ‘RA’, as well as on the
importance patients assign to the different quality aspects are presented.

2.2 Patients and methods

2.2.1 The creation of the CQI ‘Rheumatoid Arthritis’ questionnaire

The survey was formed following the protocols of the CQI standard, which is
based on the CAHPS and the QUOTE (Dillman, 2000; Sixma et al,, 2007). A draft
questionnaire was constructed using input from two focus group discussions
with in total 22 patients with RA, existing questionnaires measuring patients’
experiences with quality of rheumatic care (e.g. QUOTE-Rheumatic patients
(Van Campen et al., 1998a) and professional guidelines for RA (developed by
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the Dutch Institute for Healthcare Improvement [CBO]). The draft
questionnaire was presented to an expert panel (health insurers, a patient
organisation, healthcare providers, patients with RA) to assemble comments
and improve the instrument. Their comments were included in the second draft
of the questionnaire, which was used, after cognitive testing, to test its
psychometric properties.

CQI ‘RA’ Experience questionnaire

The pilot instrument consisted of two parts, the CQI ‘RA’ Experience and the
CQI ‘RA’ Importance. The first part, the CQI ‘RA’ Experience questionnaire,
contained 15 items on person characteristics (e.g. age, education, patient's self-
reported physical and psychological health), 6 global ratings (of caregiver
during control of care, professional who gives medication, specialized nurse,
therapist, medical specialist who performs the surgical procedure, and
rheumatic care in general), and 114 experience items regarding the actual
experiences of patients with specific quality aspects of care. Other items were
instruction items or items with answering categories other than the standard
format. The items were divided in 16 themes (Table 2.1).

Table 2.1  Content CQI ‘RA’ Experience (number of questions)

1. Introduction (1) 9. Occupational physician (8)

2. Care by general practitioner (7) 10. Cooperation and adaptation (9)
3. First visit rheumatologist (9) 11. Operation (11)

4. Control of care (20) 12. Information and knowledge (11)
5. Prescribing medication (5) 13. Financial compensations (6)

6. Specialised nurse (13) 14. Global rating rheumatic care (1)
7. Therapist about RA (12) 15. General items (15)

8. Psychosocial care (12) 16. Improving questionnaire (2)

The answering formats of the experience items were:

1. Never, sometimes, usually, and always.

2. Nota problem, a small problem, and a big problem.

3. Yesand no.

The global ratings ranged from 0 to 10, with a score of 10 indicating the best
possible score. If questions were not applicable an answering option was
added. The grade of education was dived into ‘no education and secondary
education’ and ‘higher than secondary education’. The self-reported physical
and psychological health was assessed using a five-point scale: ‘excellent’, ‘very
good’, ‘good’, ‘fair’, and ‘poor’. The instrument instructed respondents to reflect
on their experiences in the last 12 months.
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CQI 'RA’ Importance questionnaire

In the second part, the CQI ‘RA’ Importance questionnaire, 69 importance items
were included, which were designed to assess the importance that patients
attribute to aspects of healthcare, using a four-point scale: ‘not important’,
‘fairly important’, ‘important’, and ‘extremely important’. The importance
survey contained fewer items because quality aspects such as ‘to be taken
seriously’ applied to healthcare professionals in general rather than each
healthcare professional of a particular discipline.

2.2.2 Subjects

A total of 590 patients with RA were selected from the files of four health

insurers. Inclusion criteria were:

1. Being older than 18 years of age.

2. Having received rheumatic care in the last 12 months (based on declared
costs).

3. Notbeing approached in the past for other CQI surveys.

Selecting patients from the files of health insurers provided us with a random

selection of the RA population, which was heterogeneous in treatments they

received.

2.2.3 Data collection

This study was conducted in the Netherlands in the summer of 2007. All
selected patients received a mailing from their health insurers with the request
to fill out the CQI ‘RA’ Experience and CQI ‘RA’ Importance questionnaires. A
‘thank you’ card was sent to all patients one week later. Non-respondents
received a second survey and letter in the fifth week, and a reminder letter in
the seventh week. The mailing packs with the questionnaires included a
stamped addressed envelope (Dillman, 2000).

2.2.4 Analyses

Response

The response rate was calculated after excluding the patients who were not
willing or able to participate, replied double, or responded negatively to the
question whether they had received rheumatic care in the past 12 months.
Furthermore, patients who stated that they did not answer the questions
themselves and who filled out less than half of the core items (items that should
be answered by all respondents) were also excluded (CAHPS Survey Users'
Network, 2002; Sixma et al., 2007).
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Subjects
To determine whether the respondents and non-respondents differ they were
compared on age (t test) and sex (2 test).

Dimension structure

Conducting one explorative factor analysis with a direct oblimin rotation was
not possible, because not all items applied to all patients. Therefore, several
explorative factor analyses (EFA) with a direct oblimin rotation were
conducted on groups of different items (themes) of the experience survey to
examine the structure of the questionnaire and the relationship between items
with similar answering categories. The factor analyses were accurate if the
Kaiser-Meyer-0Olkin Measure of Sampling Adequacy (KMO) was higher than
0.60. The number of factors per factor analyse was determined by Kaiser’s
criterion (Eigenvalues >1.00). If the factor loading of an item exceeded the
criterion of 0.40, the item was assigned to that particular factor. If an item
loaded across multiple factors, it was assigned to the factor where it had the
highest loading.

Reliability

The internal consistency reliability of the scales from the experience data was
estimated using Cronbach’s alpha, where an alpha value of 0.70 or more was
considered satisfactory (Cronbach, 1951). Item-total correlations (ITC) were
also calculated, to correct for item overlap and check for homogeneity of the
simple-summated scales, which were created from items that loaded strongly
on the factors (criterion >0.4 ITC) (Streiner and Norman, 2003). For one
module (first visit rheumatologist), the reliability of a scale was calculated by
the Kuder-Richardson Formula 20 (KR-20), which is the alternative method to
assess the reliability for dichotome items (yes/no) (Ward, 1997).

Importance

The importance scores were calculated to determine the mean importance of
each quality aspect (not important=1, important=2, fairly important=3,
extremely important=4).

Quality improvement score

This score represents the proportion of respondents who had have a negative
experience (‘never/sometimes’, no’ or ‘a big problem’) on a quality aspect
multiplied by the importance score of the same quality aspect (range 1 ‘not
important’ to 4 ‘extremely important’). The quality improvement score is a
score that gives healthcare providers information about which quality aspects
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are particularly eligible for improvement; the higher the score, the more
potential there is for improvement. Analyses were performed using SPSS
14.0®.

2.3 Results

2.3.1 Response

At the end of the data collection period, 472 patients returned the CQI ‘RA’
Experience questionnaire en 445 patients returned the CQI ‘RA’ Importance
questionnaire. After exclusion, the experience data of 407 patients (69%) and
the importance data of 385 patients (65%) were analysed.

2.3.2 Subjects

The majority of the respondents were female (73%), and had an education on a
secondary or lower level (50%). The self-reported physical health was
moderate (47%) or good (41%), and the self-reported psychological health was
mostly good (61%) followed by very good (12%) and excellent (12%).
Respondents and non-respondents differed from each other concerning age
(mean age was 62.9 versus 59.7 years; t=2.86; p=.004), but not concerning
gender (x?=1.76; p=.18).

2.3.3 Dimensional structure experience survey

Eight explorative factor analyses (EFA) were performed for different themes of
the CQI ‘RA’ experience survey (themes 4-10, 13; see Table 2.1). For one
explorative factor analysis (theme 13 ‘Financial compensation’) the KMO value
was not sufficient (KM0=0.50). The primary factor loadings based on the
pattern matrix are presented in Table 2.2. In total, twelve factors were formed:
1. Conduct caregiver during control of care.

Competence caregiver during control of care.

Remaining items control of care.

Competence caregiver medication.

Conduct specialized nurse.

Competence specialised nurse.

Conduct therapist.

Remaining items therapist.

. Conduct psychological care.

10. Conduct occupational physician.

11. Cooperation.

12. Remaining items cooperation.

© PN U W
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With the exception of question 35 (Q35, factor 1, a=0.38), all items used in the
scales exhibited factor loadings exceeding 0.40. Q35 was removed from factor
1. All items which did not fit in a scale were reported separately (not presented
in this article).

Reliability

The fourth column (1) of Table 2.2 shows the Cronbach’s alpha coefficients for
the 12 formed factors which ranged from 0.00 to 0.94. Three factors had poor
reliability resulting in Cronbach’s alpha coefficients of 0.00, 0.37, and 0.39.
Removal of any of the items did not increase the alpha coefficient to the
threshold of 0.70 (see column 5 of Table 2.2), and therefore, we were not able
to create reliable scales with these items. One factor displayed a relatively low
reliability (factor 6; a=0.67), after removing Q50 from this factor, Cronbach’s
alpha increased to 0.86. The internal consistency was tested for a thirteenth
factor consisting of seven dichotomous items. In this factor Q17 had a low ITC,
which showed that this question does not fit well in this factor. Excluding this
item resulted in a KR-20 coefficient of 0.86, indicating a good reliability for
factor 13 ‘conduct rheumatologist’. Regarding the other formed scales, (except
for the scales with a poor reliability) the item-total correlation was adequate. In
total, ten reliable scales ranging from 0.77 to 0.94 were constructed (factors 1-
2,4-7,9-11, 13; see Table 2.2).

Table 2.2  Factor loadings of the items in the CQI ‘RA’ Experience
questionnaire according to the eight explorative factor analysis
with oblim rotation (EFA1-EFA8)

Nr Item description Factor «al o2 ITC
loading

EFA 1 Factor 1: Conduct caregiver control of care 0.86

(rheumatologist or specialized nurse)

Q20. Caregiver took me seriously 0.83 0.85 0.66

Q21. Caregiver spent enough time 0.82 083 0.72

Q22. Caregiver listened carefully 0.88 0.81 0.80

Q23. Caregiver took interest in you as a person 0.88 0.80 0.77

Q24. Caregiver took into account your personal situation 0.80 0.86 0.68

Q35. Caregiver was always the same person 0.382

- table 2.2 continues -
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- table 2.2 continued -

Nr Item description Factor «al o2 ITC
loading

EFA 1 Factor 2: Competence caregiver control of care 0.85

Q29  Caregiver explained research results clearly 0.42 0.82 0.63

Q30. Discussed whether the current treatment was best foryou 0.68 081 0.71

Q31. Decisions about treatment were shared between you 0.73 081 0.71
and caregiver 0.61 0.80 0.76

Q32. Caregiver took into account your wishes about treatment ~ 0.86 0.86" 0.41

Q33. Rapid access to rheumatologist if complaints got worse 0.74 0.83  0.60

Q34. Opportunity to ask questions

EFA 1 Factor 3: Remaining items control of care 0.00

Q25. Seen within 15 minutes of your appointment -0.60 nc.  -0.00¢

Q36. Caregiver referred you to other caregivers if you wanted 0.69 nc. -0.00

EFA 2 Factor 4: Competence medication giver 0.77

Q39. Caregiver was aware of your personal situation 0.81 0.72 057

Q40. Caregiver considered other medication when 0.86 0.64 0.65
prescribing drugs

Q41. Receiving adequate assistance with administering drugs 0.82 0.70  0.59

EFA 3 Factor 5: Conduct specialized nurse 0.89

Q44. Specialised nurse took you seriously 0.82 086 0.76

Q45. Specialised nurse spent enough time 0.87 0.85 0.82

Q46. Specialised nurse listened carefully 0.79 0.85 0.80

Q47. Specialised nurse showed personal interest 0.86 0.89 0.64

Q48. Specialised nurse explained information clearly 0.79 0.87  0.65

Q49. Opportunity to ask questions 0.70 0.87 0.67

EFA 3 Factor 6: Competence specialized nurse 0.77

Q50. Specialised nurse referred you to other caregivers if you 0.70 0.86 0.30
wanted

Q51. Specialised nurse gave advice, instructions and/or 0.78 041 0.66
education about RA

Q52. Specialised nurse advised you to function as normal as 0.76 045 0.58
possible

EFA 4 Factor 7: Conduct therapist 0.81

Q60. Therapist spent enough time 0.71 0.76  0.65

Q61. Therapist listened carefully 0.80 0.74 0.74

Q62. Therapist had personal attention for you 0.77 0.77  0.63

Q63. Therapist clarified the importance of compliance to his 0.69 0.80 0.53
treatment 0.64 0.80 0.51

- table 2.2 continues -
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- table 2.2 continued -

Nr Item description Factor «al o2 ITC
loading

Q66  Opportunity to ask questions 0.64 0.80 0.51

EFA 4 Factor 8: Remaining items therapist 0.37

Q59. Therapist took you seriously -0.62 0.53 0.01

Q64. Treatmentimproved daily activities 0.55 -0.03  0.37

Q65. Therapist informed you about possible adjustments 0.50 0.07 0.31

EFA 5 Factor 9: Conduct psychosocial caregiver 0.94

Q72. Psychosocial caregiver took you seriously 0.82 094 0.75

Q73. Psychosocial caregiver spent enough time 0.96 093 093

Q74. Psychosocial caregiver listened carefully 0.94 093 0.89

Q75. Psychosocial caregiver showed personal attention 0.96 093 092

Q76. Psychosocial caregiver enquired possible emotional 0.96 093 094
problems

Q77. Psychosocial caregiver enquired your partner or/and 0.90 093 0.85
children

Q78. Psychosocial caregiver advised you, despite the 0.56 097 0.50
rheumatoid arthritis, to function as good as possible

Q79. Opportunity to ask questions 0.91 0.93 0.88

EFA 6 Factor 10: Conduct occupational physician 0.89

Q82. Occupational physician took you seriously 0.82 0.88 0.73

Q83.  Occupational physician spent enough time 0.90 0.87 0.81

Q84. Occupational physician listened carefully 0.87 087 0.77

Q85.  Occupational physician had personal attention 0.93 0.85 0.88

Q86. Occupational physician advised you to function as 0.75 0.89 0.67
normal as possible

Q87. Opportunity to ask questions 0.68 090 0.58

EFA 7 Factor 11: Cooperation 0.89

Q88. Parallel treatments were adjusted to one another 0.85 0.86 0.77

Q89. Various advises were integrated 0.89 0.85 0.81

Q90. Caregivers kept their appointments 0.88 0.85 0.83

Q92  Caregivers were aware of other activities of caregivers 0.78 0.89  0.67

Q94. After leaving a message, you were phoned within one 0.76 0.89 0.63
workday

EFA 8 Factor 12: Remaining items cooperation 0.39

Q91. Caregivers gave conflicting information 0.77 - 0.26

Q93. Telling the same story more than once to different 0.82 - 0.26

caregivers
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- table 2.2 continued -

Nr Item description Factor «al o2 ITC
loading

- Factor 13: Conduct rheumatologist 0.874

Q10. Rheumatologist took you seriously - 0.74  0.59
Q11. Rheumatologist spent enough time - 0.70  0.80
Q12. Rheumatologist listened carefully - 0.70  0.80
Q13. Rheumatologist showed personal attention - 0.72  0.58
Q15. Rheumatologist explained things clearly - 0.74 051
Ql6. Opportunity to ask questions - 0.74 0.61
Q17. Rheumatologist referred to a specialized nurse - 0.86 0.23

Factor loading, Cronbach’s alpha whole scale (a1), Cronbach’s alpha of scale if item deleted (a2),
and the item total correlation correcting for overlap (ITC) are displayed.

With two items in one scale, Cronbach’s alpha of scale if item is deleted (a2) cannot be calculated
n.c. = not calculated

a Bold typeface factor loading: item does not meet factor loading criterion of 0.4

b Bold typeface a2: Cronbach’s alpha improves when item is deleted

¢ Bold typeface ITC: item does not meet item total correlation criterion of 0.4

d KR-20 instead of a

Importance scores
Table 2.3 presents the ten most important quality aspects mentioned by the

respondents.

Table 2.3  The ten highest importance scores

Question To what extent would you consider the following important: Importance
score

Q40. ...caregivers consider your other medication when prescribing drugs 3.65

Q100. ..the specialist explains the risks of a surgical procedure 3.62

Q7. ... you have a rapid accessibility to a rheumatologist after referral 3.60

Q6. ..the general practitioner quickly provides referral to rheumatologist 3.59

Q102. ... you are being informed about long-term consequences of a surgical 3.58
procedure

Q33. ..you are being rapidly sent to the rheumatologist if your complaints 3.57
get worse

Q101. ..a specialist explains the surgical procedure. 3.56

Q3. ...caregivers take you seriously 3.51

Q103. ..the specialist provides rules for what (not) to do after a surgical 3.50
procedure

Q96. ..discuss arrangements regarding what to do when RA deteriorates, like 3.49

in an acute attack
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Patients rate the item ‘caregivers consider other medication when prescribing
drugs’ as the most important quality aspect (importance score=3.7).
Information about the risks and the long-term consequences of a surgical
procedure, the process of the surgical procedure, and the rules for what (not) to
do after a surgical procedure are important (3.5-3.6). The rapid accessibility
and availability of care (3.5-3.6) are also valued highly. Finally, caregivers have
to take patients seriously (3.5) and patients need to discuss arrangements
about what to do when RA deteriorates (3.5). Items that did not fit a scale were
candidates to be removed from the questionnaire (reliability analysis). Other
arguments for adjusting this instrument were based on the dimensional
structure, importance scores, and comments of expert panel. For more details
see report of Zuidgeest et al. (2007).

2.3.4 Quality improvement score
In Table 2.4, ten quality aspects with improvement scores are presented.

Table 2.4 Top ten quality improvement scores (@) with corresponding
importance scores (I) and experience score, as proportion negative
experience (E) are displayed

No. Quality aspect I E Q

Q110. Providing information of a special website of the hospital about 261 081 211
RA

Q122. Information about reimbursements and contribution about 3.31 0.51 1.69

support and devices
Q5. General practitioner asked about having rigid joints 298 054 1.61
Q119. Information about reimbursements of different supplementary 3.32 0.48 1.60
insurances of different insurance companies

Q116. Reporting a mistakes 3.32 0.48 1.59

Q65. Therapist informed you about getting home adjustments 3.14 0.48 1.51

Qo6. Discussed arrangements regarding what to so when RA 349 043 1.50
deteriorates

Q123. Domestic support 3.27 0.44 1.44

Q124.  Support for your personal care 3.30 041 1.35

Q117.  Caregivers discussed things that went wrong 3.34 0.40 1.34

A score of 2.11 is the highest quality improvement score for the quality aspect
‘information on a website of the hospital about RA’. ‘Information about
reimbursements and contributions about support and devices’ (@Q=1.69) and
‘general practitioner asked about having rigid joints’ (Q=1.61) were second and
third in this overview. Other aspects concerned ‘reporting of a mistake’
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(Q=1.59), ‘more information about adjustments at home’ (@=1.51), ‘support
concerning domestic activities’ (@Q=1.44), ‘personal care’ (Q=1.35), and ‘talking
with caregivers if something went wrong’ (Q=1.34).

2.4 Discussion

The aim of this study was to illustrate that patients’ experiences can be reliably
measured with the CQ-index and therefore data collected with this instrument
can be an important source to evaluate quality of care. The content, the
psychometric characteristics of the CQ-index instrument for patients with RA,
and patients’ views on the quality of rheumatic care were investigated. Our
findings show that the multidisciplinary provides us information regarding
experiences of patients with RA with several healthcare professionals
(rheumatologist, specialized nurse, therapist, occupational physician, medical
specialist, psychological caregiver). The final version of the questionnaire
consists of ten scales with good reliability ranging from 0.77 to 0.94. Analysis
revealed that the utmost important issue according to patients’ was alertness
when prescribing drugs. Providing information on a special website of the
hospital about RA was the quality aspect that needs the most consideration, as
appeared from the quality improvement score.

Measuring patients’ experiences to evaluate quality of care is relatively new
and goes beyond measuring patient satisfaction, which is a multidimensional
concept, influenced by personal preferences and patient expectations. By
separating the dimensions ‘experience’ and ‘importance’ individual providers
and healthcare organisations get a clearer view on the quality aspects that are
susceptible for improvement; where the actual care does not meet the needs
and expectations of patients. Patients’ experiences are useful as an extra source
for quality assessment, next to clinical indicators and methods.

The fact that this new instrument represents a multidisciplinary survey is a
rather unique feature, as most research predominantly focuses on a particular
discipline, e.g. rheumatology (Ward, 1997). Jacobi et al. (2004) was the first
who discussed research of multidisciplinary healthcare utilization among
patients with RA with different caregivers (general practitioner, medical
specialists, allied healthcare, and homecare). They reported inadequate quality
in the field of rheumatic expertise, particularly for general practitioners,
physiotherapists, home nurses and home help, and in the field of information
on medication and treatment for rheumatologists and general practitioners
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(Jacobi et al., 2004). We were able to partly replicate this finding in our study.
We also found inadequate quality on the aspect ‘giving information about home
adjustments’ and on aspects regarding information topics. In our study home
nurses, and home help were not evaluated.

Our finding that alertness when prescribing drugs is the utmost important
aspect according to patients is not very surprising, considering the average
daily intake of two doses of drugs (Blomqvist et al., 2000). The ten displayed
quality aspects differed little (importance score between 3.49 and 3.65), which
showed that patients with RA regard these quality aspects in general as
‘important’ to ‘extremely important’. The aspect with the highest possibility for
improvement was providing information on a special website of the hospital. A
study of Culver and Chadwick revealed that the Internet is a poor source of
English information for patients with RA. Quality information was scarce and
finding information was time-consuming (Culver and Chadwick, 2005).
Hospitals may anticipate on this by providing their own information about RA
as service to their patients.

Though the CQI ‘RA’ was a relatively long questionnaire, the response rate was
69%. This is consistent with other disease-specific surveys (Nijkamp et al,
2002). The fact that three reminders were sent may have contributed to the
relatively high response (Dillman, 2000). It is known that elderly women are
more likely to return the questionnaire than young men (Delnoij et al., 2006). In
our study, we also found that older patients returned the questionnaire more
often than younger patients, there was, however, no difference between male
and female respondents. This could have had an effect on the results, because
older people generally report more positive experiences than younger people
(Zaslavsky et al,, 2001; O'Malley et al., 2005). In other words, the experiences of
patients could be biased in a positive direction.

CQI instruments are based on a multi-phase development process, starting with
focus group discussions and ending with large quantitative testing. In this large
quantitative testing relevant case-mix adjusters are selected and used in the
instruments developed so far (Damman et al, 2009b). Also other CQI
instruments have revealed good ability to measure differences between
healthcare providers, so called discriminative power (Stubbe et al., 2007a;
Stubbe et al, 2007b). Information derived from CQI instruments was
successfully translated in public choice information on a special website
(www .kiesBeter.nl).
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Because the CQI method is standardized in measuring consumer experiences, a
big advantage is that quality information can be compared between different
settings and/or different healthcare sectors. This contributes to the increasing
transparency and performance providing of different healthcare providers.
Providers can look to each others performance and adopt, where necessary,
initiatives that have been used successfully in the past.

In conclusion, it is possible to reliably measure patients’ experiences with the
quality of rheumatic care. The CQI ‘RA’ is able to identify those aspects of care
that require extra consideration. In addition, the instrument can be used in
further surveillance tools in evaluating performance of different healthcare
providers. Therefore, in a next phase, the CQI ‘RA’ will be adjusted and tested
on its ability to discriminate between healthcare providers on the constructed
scales and quality aspects.
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Measuring and improving the quality of care from the healthcare user perspective

3.1 Introduction

In the Netherlands, healthcare policy stresses regulated competition between
healthcare providers (Schut and Van de Ven, 2005). Efforts are made to
enhance transparency of healthcare quality, to stimulate informed decision-
making among consumers, and to improve the performance of healthcare
providers. Comparative information about the performance of healthcare
providers is needed for consumers to make informed decisions. This
comparative information can be gathered in different ways. One possibility is to
ask a sample of patients about their actual experiences concerning quality of
care provided by healthcare providers.

Measuring the quality of care from the patients’ perspective has been
standardized in the Netherlands since 2006, using a new instrument called the
Consumer Quality Index (CQ-index or CQI) (Delnoij et al, 2006). CQI
questionnaires are usually self-administered paper questionnaires (e.g. CQIl
‘Rheumatoid Arthritis’ (Zuidgeest et al., 2009), CQI ‘Breast Care’ (Damman et
al,, 2009a). Individual structured interviews are conducted in cases where a
self-administered paper questionnaire is not feasible because of respondents’
visual, physical, or cognitive limitations (e.g. CQI ‘Care for the Disabled’ [Brandt
et al, 2010] and CQI ‘Long-term care’ [Triemstra et al.,, 2010]). Postal surveys
(with multiple reminders) and interviews are relatively expensive and time
consuming. It would therefore be interesting to know whether other data
collection methods can be applied in this field.

The Internet is increasingly considered to be an efficient medium for assessing
quality of care from a patient’s perspective. In populations that already use
Internet, Internet surveys have been found to be a useful means of conducting
research (Couper, 2001; Kaplowitz et al., 2004; Sills and Song, 2002). Efficiency
gains are found in shorter response times and field costs reductions (50-80%)
(Kiesler and Sproull, 1986; Kwak and Radler, 2000; Schaefer and Dillman,
1998). In contrast to paper questionnaires, Internet questionnaires can contain
various interactive features that allow complex skip patterns that are invisible
to respondents; the Internet allows validation of responses by utilizing an
instant feedback function while respondents are still online (Schaefer and
Dillman, 1998; Schmidt, 1997). Consequently, the quality of data collected with
an Internet survey is higher. Some Internet surveys have shown promising
response rates (up to 94% in web forums) (Kiesler and Sproull, 1986; Schaefer
and Dillman, 1998; Tse, 1998). The extreme response in Web forums can be
explained by the fact that probably a selection bias occurred in these studies.
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Those who participate in web forums are most likely people who are familiar
with the Internet and frequently use the Internet leading to a higher response
rate to Internet questionnaires. This high response rate has not been realized in
other studies; response rates ranged from 17% to 70% (Leece et al., 2004). In
CQI research, the response rate to paper questionnaires varied from 20% to
79% with an average response rate of 55% (Zuidgeest et al., 2008b). One CQI
study compared an Internet questionnaire with a paper questionnaire. The
response rate to the Internet questionnaire (8%) was considerably lower than
to the paper questionnaire (35%) (De Boer et al., 2007; Slijkhuis, 2008a). To
increase the response rate one can send a prenotification or reminders, give an
incentive, or use short questionnaires. A salient subject of a questionnaire also
increases the response rate (Edwards et al., 2007).

The potential of Internet surveys should, however, be balanced against an
equally large weakness. The Netherlands has the largest percentage of
households with Internet access in the European Union, but there are still 1.2
million Dutch people (7.3% of the population) with no Internet access at home
and 0.5 million Dutch people (3.1% of the population) who do not use the
Internet (Hoksbergen, 2008). People who use the Internet are more affluent,
better educated, more often male, and younger than people who do not use
Internet. Only a part of the population can thus be reached through the Internet
(Kiesler and Sproull, 1986; Kwak and Radler, 2000; Madden, 2009). To
compensate for the selection of people in an Internet survey, a combination of
data collection methods can be used such as combining an Internet
questionnaire with a more traditional postal follow-up (Edwards et al., 2007.

It is known that the way questionnaires are administered has an effect on
answers of respondents (so-called mode-effects). For example, telephone
respondents were found to be more likely to rate healthcare positively and
their own health status negatively than postal respondents (Van Campen et al.,
1998b; De Vries et al,, 2005). This finding is similar to a study where telephone
respondents provide more positive ratings than Web respondents (Christian et
al, 2007). Another example is students who completed a Web-based
questionnaire responded more favourably on different scales (such as college
challenge and learning, education, and personal and social gains) than students
who filled out a paper questionnaire (Carini et al., 2010). It is suggested that
computer anxiety affects participants’ responses. Moreover, biases could occur
in the way people perceive and process questions presented on screen versus
on paper. A study that tested the difference in test-retest reliability and internal
consistency between Internet and paper versions of the SF-36, however, found
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little or no evidence for mode effects (Basnov et al., 2009). Knowing that these
mode effects exist, it is important to investigate whether the answers of
respondents in a postal and mixed-mode survey differ.

To examine whether a mixed-mode survey can be an alternative to postal
survey, our research question is: ‘What are the differences between a mixed-
mode survey (Internet with paper follow-up) and a more traditional postal
survey in terms of respondent characteristics, response rates and time, quality
of data, costs and mode effects?” The differences were examined within a
sample of breast care patients who reported their experiences with healthcare
using the CQ-index Breast Care questionnaire.

3.2 Methods

3.2.1 Sample

Data was collected within a larger study assessing the usability of the CQI
‘Breast Care’ (Koopman and Rademakers, 2010). For the mixed-mode survey,
200 patients with a benign abnormality and 200 patients with breast cancer
were selected from the reimbursement files of seven Dutch health insurance
companies. Inclusion criteria were:

1. Being older than 18 years.

2. Having received breast care in the last 24 months.

We used the same procedure to select 3,955 patients who received the
questionnaire by mail only as part of another study. Of these 3,955 patients, we
selected 400 patients (200 with breast cancer and 200 with benign
abnormalities) for the comparison of the two surveys. These 400 patients were
not randomly selected, but matched by age and gender to the respondents in
the mixed-mode survey.

3.2.2 Data collection

Patients received a letter from their health insurer with the request to fill out a
paper questionnaire (postal survey) or an Internet questionnaire with unique
username and password (mixed-mode survey). A total of three reminders were
sent and in both surveys non-respondents received a paper version of the
questionnaire in the third mail-shot. This data protocol was based on Dillman et
al. (2009) (See Figure 3.1 for detailed information on the mail-shots). The data
were collected in the Netherlands in the spring of 2008.
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Figure 3.1 Mail-shots sent to the patients

Postal survey Mixed-mode survey

Week 0 Letter and postal questionnaire Letter with request to fill out an
(n=400) Internet questionnaire (n=400)

Week 1 Thank you card as reminder ‘ ‘ Thank you card as reminder

Week 4 Nonrespondents received another Nonrespondents received reminder for
postal questionnaire the Internet questionnaire and a

paper version of the questionnaire

Week 6 Nonrespondents: reminder to fill out Nonrespondents: reminder to fill out
previously received postal Internet questionnaire or previously
questionnaire received paper questionnaire

3.2.3 Questionnaire

The CQI ‘Breast Care’ contains items measuring the actual experiences of
patients with breast examinations, surgery for breast cancer, other treatment,
subsequent treatment, cooperation between healthcare providers, continuity of
care, accessibility of care and expertise of healthcare providers (Damman et al.,
2009a). There are two versions of the CQ-index; one for patients with breast
cancer (151 items) and one for patients with a benign abnormality (60 items).
The questionnaire for patients with a benign abnormality is the same as the
questionnaire for breast cancer, except that it does not contain questions about
surgery and treatments. Both questionnaires have three scales in common, and
the questionnaire for patients with breast cancer consists of 11 extra scales.
Cronbach’s alpha for these scales varied between 0.74 and 0.93. Example items
are presented in Table 3.1. The questionnaires additionally contain items on
respondent’s characteristics (e.g. age, education, ethnicity, patient’s self-
assessed physical and psychological health) and global ratings of healthcare
providers (general practitioner, hospital care in the diagnostic phase, surgeon,
nurses, radiotherapy, chemotherapy, and hospital care in general). In the
present study, we focused on the global ratings of the healthcare providers.
These ratings ranged from 0 to 10, with a score of 0 indicating the worst
possible healthcare or provider and a score of 10 indicating the best possible
healthcare or provider. The respondents were asked to report their
experiences in the last 24 months.
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Table 3.1  Scales in the CQ ‘Breast Care’, their reliability (Cronbach’s alpha for
internal consistency) and example items

Scale Number a? a? total Example of item
of items
1. Conduct of professionals 7 090 091 0.90 How often did caregivers listen to
during breast you carefully?
examination
2. Conduct of general 4 091 0.88 0.90 How often did your general
practitioner practitioner take you seriously?
3. Conduct of nurses 5 - 0.87  0.87 How often did nurses pay personal
attention to you?
4. Conduct of surgeon 4 - 0.89 0.89 How often did the surgeon spend
enough time with you?
5. Autonomy regarding 4 - 0.82  0.82 How often did you get the chance to
treatment decide about your treatment?
6. Autonomy regarding 2 - 0.93 0.93 How often were your specific wishes
follow-up treatment about follow-up treatment taken
into account?
7. Conduct of professionals 5 - 0.88  0.88 How often did you get the
during radiotherapy opportunity to ask questions about
radiotherapy?
8. Information about 2 - 0.78 0.78 How often did you get enough
radiotherapy information about radiotherapy?
9. Conduct of professionals 4 - 0.92 0.92 How often did caregivers listen
during chemotherapy carefully to you?
10. Information about 4 - 0.80 0.80 How often did caregivers explain
chemotherapy aspects of chemotherapy in a way
that was easy to understand?
11. Cooperation 5 091 0.87 0.89 How often did caregivers make good
arrangements with each other?
12. Continuity of 3 - 0.84 0.84 Were you informed about the
psychosocial care options for psychosocial care?
13. Continuity of 3 - 0.74  0.74 Were you assisted with a referral to
physiotherapy physiotherapy?
14. Continuity of 3 - 0.80 0.80 Didyou have as rapid access to a
rehabilitation rehabilitation program as you

wanted?

1 = Questionnaire for patient with benign abnormality
2 = Questionnaire for patients with breast cancer
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3.2.4 Statistical analyses

Respondent characteristics

In order to check whether our matching procedure was successful, we
compared the selected patients within the two surveys on age and gender.
Respondents were compared concerning age, level of education, self-reported
physical and psychological health (Mann-Whitney test), and gender (x2-test).

Response rate and time

Response rates were calculated as the number of valid received questionnaires
divided by the number of patients in the starting sample. The response time
was calculated as the number of days between the first letter (January 31,
2008) and the return date of the valid questionnaire. For the mixed-mode
survey, the number of days between sending the paper questionnaire
(February 28, 2008) and receiving the valid paper questionnaire was also
calculated. The closing date of the data collection was April 1, 2008. A chi-
squared test was used to examine the differences in response rates between the
two surveys because of the dichotomous variable (respondent/non-
respondent). The differences in response time were determined using a Mann-
Whitney test because the response time is a continuous variable.

Quality of data

The percentage of items that were skipped while they needed to be answered
(missing items) and the percentage of the items that were answered while they
needed to be skipped (invalid answers) were calculated. These percentages
were compared between two surveys using a Man-Whitney test because these
percentages are continuous variables.

Total costs

Expenses considered in cost calculations included setup costs (document
layout, programming and testing of the questionnaire for each survey, and
mailing supplies), field costs (postage, technical support, and project
management staff), and scanning data costs (data-entry of paper
questionnaires). The costs per valid questionnaire received were calculated by
dividing the total costs by the number of valid questionnaires received.

Mode effects

We performed multi-level regression analyses to examine the mode effects.
Multi-level regression analyses takes into account the hierarchic structure of
our data: individual patients (level 1) are nested within hospitals (level 2). The
analyses were conducted using MLwiN version 2.02 software package (Centre
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for Multilevel Modelling, University of Bristol, Bristol, UK). Mode effects were
examined by comparing the estimated mean scores on seven global ratings of
the general practitioner, hospital care in the diagnostic phase, surgeon, nurses,
radiotherapy, chemotherapy, and hospital care in general using a chi-squared
test (p<.05 if x2>3.84 and p<.001 if x2>6.63). The mean scores were adjusted for
the influence of age, education level, and self-reported health status of
respondents.

In addition, within the mixed-mode survey, we examined the differences in
respondent characteristics, differences in response rates, and time and mode
effects for respondents who filled out the Internet questionnaire and the paper
questionnaire.

3.3 Results

3.3.1 Respondent characteristics

Characteristics of the sample are presented in Table 3.2. Our matching
procedure was successful since age and gender of the selected patients did not
differ between the postal and mixed-mode survey. Patients with benign
abnormalities were younger then patients with breast cancer (p<.001).

Table 3.2  Sample characteristics

Postal Mixed-mode Mean 95% CI p
survey survey difference
Overall (n) 400 400
Mean age (SD) years 55.5(14.5) 55.5(14.8) -0.1 -2.1-19 93
% female 97.3 97.3 0.0 0.0 1.00
Breast cancer (n) 200 200
Mean age (SD) years 61.3(12.7) 61.8(12.9) -0.4 -2.9-2.1 77
% female 99.0 99.0 0.0 0.0 1.00
Benign abnormalities (n) 200 200
Mean age (SD) years 49.5(13.7)  49.3(14.0) 0.2 -2.5-2.9 .89
% female 95.5 95.5 0.0 0.0 1.00

Table 3.3 shows that also the characteristics of the respondents did not differ
between the postal and mixed-mode survey.
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Table 3.3  Respondents' age, gender, level of education, and self-reported
physical and psychological health

Postal Mixed-mode Mean 95% CI p
survey survey difference
Overall (n) 256 242
Mean age (SD) years 55.8(13.5) 57.0(13.6) -1.2 -3.6-1.2 .32
% female 97.6 97.5 0.1 -2.6-2.8 1.00
Breast cancer (n) 134 132
Mean age (SD) years 60.2 (12.4) 62.1(12.4) -1.9 -5.0-1.0 .26
% female 98.5 99.2 0.7 -3.3-3.3 1.00
Benign abnormalities(n) 122 110
Mean age (SD) years 50.8(13.1) 50.8(12.4) 0.1 -3.2-3.4 .29
% female 96.7 95.5 1.2 -3.7-6.2 74
Education level (n) 251 232
Mean (SD) 4.4 (1.9) 4.6 (1.8) -0.2 -0.6-0.1 .09
Less than high school 41.1% 31.0%
High school graduate 20.3% 25.0%
Higher education 31.6% 39.3%
College degree 4.8% 2.2%
Other 2.4% 2.6%
Self reported physical health (n) 254 239
Mean (SD) 2.9(0.8) 2.8(0.9) 0.1 -0.04-0.3 .29
Excellent 5.1% 11.2%
Very good 20.1% 16.5%
Good 55.5% 55.0%
Fair 17.3% 13.2%
Poor 2.0% 2.9%
Self-reported psychological 255 239
health (n)
Mean (SD) 2.6 (1.0) 2.6 (1.0) 0.1 -0.1-0.2 40
Excellent 16.9% 18.4%
Very good 18.4% 23.0%
Good 51.8% 44.4%
Fair 11.4% 13.4%
Poor 1.6% 0.8%
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Table 3.4  Respondents’ characteristics within the mixed-mode survey: age,
gender, level of education, and self-reported physical and

psychological health
Paper Internet Mean 95% CI P
difference
Overall (n) 114 128
Mean age (SD) years 61.8 (14.0) 52.7 (11.6) 9.1 -12.3--5.8 <.001
% female 99.1 96.1 -3.0 -6.9-0.9 22
Breast cancer (n) 68 64
Mean age (SD) years 679 (11.2) 56.0(10.5) -12.0 -15.7-8.2 1.00
% female 98.5 100 1.5 -1.5-4.5 1.00
Benign abnormalities (n) 46 64
Mean age (SD) years 52.7 (12.9) 49.5(11.9) -3.2 -79-1.5 .18
% female 100 92.2 -7.8 -15.7-1.0 .07
Education level (n) 105 127
Mean (SD) 4.2(1.8) 49 (1.8) 0.7 0.3-1.2 .002
Less than high school 38.1% 25.2%
High school graduate 41.0% 38.6%
Higher education 18.1% 29.9%
University degree 0.0% 3.9%
Other 2.9% 2.4%
Self-reported physical health (n) 112 127
Mean (SD) 2.9(0.9) 2.7 (0.9) -0.1 -04-0.1 14
Excellent 12.5% 10.2%
Very good 11.6% 21.3%
Good 55.4% 55.9%
Fair 17.9% 9.4%
Poor 2.7% 3.1%
Self-reported psychological 112 127
health (n)
Mean (SD) 2.7 (1.0) 2.4 (0.9) -0.3 -0.5--0.03 .02
Excellent 17.0% 19.7%
Very good 17.0% 28.3%
Good 46.4% 42.5%
Fair 18.8% 8.7%
Poor 0.9% 0.8%
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Within the mixed-mode survey, differences were found between those who
filled out the Internet questionnaire and those who filled out the paper
questionnaire. Internet respondents were younger, were more often highly
educated and reported better psychological health compared with respondents
who filled out the paper questionnaire (Table 3.4). Also, both paper and
Internet respondents with benign abnormalities were younger than their
counterparts with breast cancer (ps<.001; not in table).

3.3.2 Response rates and times

The response rate did not differ between the two surveys and was 64.0%
(256/400 patients) for the postal survey and 60.5% (242/400 patients) for the
mixed-mode survey (p=.31; Table 3.5). While the response rates of patients
with breast cancer and of patients with benign abnormalities did not differ in
the postal survey (67.0% versus 61.0%, respectively; p=.21), the response rate
was significantly higher for patients with breast cancer than for patients with
benign abnormalities in the mixed-mode survey (66.0% versus 55.0%,
respectively; p=.02).

In the mixed-mode survey, 52.9% (128 patients of 242) of the respondents
filled out the questionnaire online. The percentage of patients with benign
abnormalities who filled out the questionnaire online was higher (64/110,
58.2%) than the percentage of patients with breast cancer (64/134, 48.5%;).
However, this difference was not significant (p=.13).

Table 3.5  Response rates for each survey and for patients with breast cancer
or benign abnormalities

Postal survey Mixed-mode Mean 95% CI p

survey difference
Overall response 64.0% 256/400 60.5% 242/400 3.4% -3.2-102% .32
- breast cancer 67.0% 134/200 66.0% 132/200 1.0% -83-103% .83
- benign abnormality 61.0% 122/200 55.0% 110/200 6.0% -3.7-15.7% .23

Figures 3.2 and 3.3 show the cumulative percentage of questionnaires received
by days after the first mail-shot. The vertical lines in the graphs represent the
reminders that were sent. In the postal mode survey, questionnaires were
returned 20 days earlier than in the mixed-mode survey (z=-3.59, p<.001). The
median number of days expired before the questionnaire was returned was 12
days (range 4 to 60 days) in the postal survey and 32 days (range 2 to 61 days)
in the mixed-mode survey.

51

Uu01199[[0d e3ED Jo spoyraw Suriedwo) :¢ 1eydey)



Measuring and improving the quality of care from the healthcare user perspective

In the mixed-mode survey, the paper questionnaires were sent in week four
(second reminder). The median number of days expired before these paper
questionnaires were returned was seven days (range 4 to 33 days). The median
number of days expired before online questionnaires were filled out was nine
days (range 2 to 59 days). In other words, the larger response time in the
mixed-mode survey was mainly caused by the group who did not respond using
the Internet.

Figure 3.2 Percentage of received questionnaires by days after first mail-shot
for the Postal and Mixed-mode surveys
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Figure 3.3 Percentage of received questionnaires by days after first mail-shot
for the Internet and paper questionnaire within the mixed-mode
survey
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3.3.3 Quality of data

The mean percentage of missing items per question differed significantly
between the two surveys (z= -3.08; p=.002); the mean percentage of missing
items was lower in the mixed-mode survey than in the postal survey (3.4%
versus 4.4%, respectively). In addition, the mean percentage of invalid answers
was twice as high in the postal survey as in the mixed-mode survey (6.2%
versus 3.2%, respectively; z= -3.68, p<.001).

3.3.4 Costs

The costs per valid questionnaire returned were higher in the postal survey
than in the mixed-mode survey (25.8 Euros versus 23.9 Euros per valid
questionnaire returned, respectively). Compared to the postal survey, the
variable costs were reduced by 17% of the total costs in the mixed-mode
survey, but the fixed costs were raised by 17% (Table 3.6).
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Table 3.6  Fixed and variable costs per valid questionnaire returned

Costs Postal Mixed-mode
survey survey

% Costs % Costs
Fixed costs 41.5 10.7 584 14.0
General 36 09 2.1 0.5
Information technology (programming software, scanning, 350 9.0 53.8 129
designing Internet questionnaire)
Process results and make a data file 29 08 2.5 0.6
Variable costs 58.5 15.1 416 99
Material (paper, envelopes) 14 04 0.9 0.2
Printing (letters, survey, reminders) 26.3 6.8 21.6 52
Preparing tasks (folding forms/questionnaires, thank you cards, 4.2 1.1 4.6 1.1
filling envelopes)
Response processing (open envelope, checking, data scanning) 86 2.2 4.6 1.1
Postal cost 179 4.6 9.9 2.4
Total 100.0 25.8 100.0 23.9

3.3.5 Mode effects

In Table 3.7, the mean scores on seven global ratings of different healthcare
providers are presented. These mean scores have been corrected for hospital,
age, level of education, and self-reported health status. The global rating scores
are relatively high, ranging from 8.3 to 9.0. Respondents in the postal survey
gave the radiotherapist a score of 9.0 and the total care in the hospital a score
of 8.3. The respondents in the mixed-mode survey rated the general
practitioner and chemotherapy care the highest (score= 8.8) and gave care at
the hospital in the diagnosis phase and hospital care a score of 8.4. We found no
significant differences in global ratings between the two surveys.

Table 3.8 shows the differences in global ratings given by respondents to the
paper and Internet questionnaires within the mixed-mode survey. The global
ratings of nurses differed significantly between these two groups; respondents
filling out the paper questionnaire rated the nurses significantly more
positively than respondents filling out the questionnaire online (score 9.2
versus score 8.4, respectively; x2>3.84).
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Table 3.7 Mean scores on global ratings of different healthcare providers
(corrected for hospital, age, education, and self-reported health
status) for respondents to the postal survey and mixed-mode

survey
Ratings of healthcare providers Postal Mixed-mode x?
survey survey
n Mean# SE n Mean# SE
1. General practitioner 105 8.5 021 114 88 0.22 2.1
2. Hospital care in diagnostic phase 240 8.4 0.11 220 8.4 0.11 0.0
3. Surgeon* 85 89 019 102 85 0.20 2.6
4. Nurses* 75 8.7 0.19 77 8.7 0.20 0.1
5. Radiotherapy* 68 9.0 0.19 80 8.7 0.22 2.1
6. Chemotherapy* 41 8.9 0.24 50 88 0.23 0.2
7. Hospital care in general 239 8.3 011 222 84 0.14 0.5

* Only in breast cancer questionnaire, # measured on an 11-point scale from 0 (worst possible) to
10 (best possible)

Table 3.8 Mean scores on global ratings of different healthcare providers
(corrected for hospital, age, education, and self-reported health
status) for respondents to the paper or Internet questionnaire
within the mixed-mode survey

Ratings of healthcare providers Paper Internet x?
questionnaire questionnaire
n Mean# SE n Mean# SE
1. General practitioner 48 8.7 0.25 66 8.7 0.23 0.0
2. Hospital care during diagnosis phase 96 8.4 0.16 124 83 0.16 0.3
3. Surgeon* 49 8.7 0.26 56 82 025 3.0
4. Nurses* 35 9.2 033 42 84 028 5.6
5. Radiotherapy* 38 8.7 0.28 43 85 0.26 0.3
6. Chemotherapy* 21 9.0 034 30 8.7 0.28 1.4
7. Care at hospital 98 8.4 0.16 124 83 0.16 0.3

* Only in breast cancer questionnaire, # measured on an 11-point scale from 0 (worst possible) to
10 (best possible)
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34 Discussion

This study examined whether a mixed-mode survey (Internet questionnaire
with paper follow-up) is an alternative to the more traditional postal survey.
The results showed that combining an Internet questionnaire with a paper
follow-up improved the quality of data and was less expensive than a postal
survey. However, the time before questionnaires were received was longer in
the mixed-mode survey. No differences between the mixed-mode survey and
postal survey were found concerning respondent characteristics, response
rates, and global ratings of different healthcare providers.

The findings showed that the characteristics of the respondents were the same
for the two surveys. This means that mixed-mode surveys attracts the same
population as postal surveys. In total, 53 percent of respondents in the mixed-
mode survey filled out the questionnaire online. It appeared that in the mixed-
mode survey Internet respondents were younger and more often highly
educated and that they reported a better psychological health than paper
respondents. The younger people probably were more familiar with the
Internet and were more likely to have access to the Internet than older people
(Kwak and Radler, 2000; Madden, 2009). To overcome the problem of possible
exclusion of the elderly and less highly educated, a mixed-mode survey should
be chosen rather than an Internet survey (Kwak and Radler, 2000; Dickerson
and Gentry, 1983).

The response rate was relatively high for both surveys (over 60%). In other CQ-
index surveys, the response rates varied between 20% and 79% (Zuidgeest et
al,, 2008a). Perhaps the relatively high response rate is due to the subject under
study, namely abnormality of the breast. The response rate among women
referred for mammography in another study was comparably high, both for the
Internet (64%) and paper questionnaire (77%) (Basnov et al., 2009). Breast
abnormality has a huge impact on the emotional and physical quality of life of
patients. A review showed that saliency regarding the subject of questionnaires
yields higher response rates (Edwards et al.,, 2007). Our results confirm those
review results. In the mixed-mode survey, the response rate for patients with
breast cancer was higher than the response rate for patients with benign
abnormalities, even though the questionnaire for breast cancer was longer.

The response time for the return for the questionnaires was longer in the

mixed-mode survey than in the postal survey. This effect was unexpected
because the Internet can reduce the time taken to return a questionnaire
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(Kiesler and Sproull, 1986; Kwak and Radler, 2000; Schaefer and Dillman,
1998). Both groups in the mixed-mode survey (paper and Internet
respondents) responded relatively quickly (median number of days 7 and 9
days respectively), but respondents with no access to or interest in the Internet
questionnaire only responded when the paper questionnaire was sent four
weeks after the original contact. The relatively quick response by paper
respondents in the mixed-mode survey could be explained by the fact that
respondents had already been informed about the study. Use of pre-notification
has been shown to shorten response times (Edwards et al., 2007; Ritter et al,,
2004). Another method to reduce the return time is sending the paper
questionnaire out earlier.

Research has shown that an Internet surveys results in more complete data
compared with a postal survey (Larsson et al., 2010). This conclusion is
confirmed in our study; the quality of data was higher in the mixed-mode
survey than in the postal survey. One of the advantages of using the Internet for
survey research is that questionnaires can be designed so that complex skip
patterns are invisible to respondents. As a consequence, the online
questionnaire resulted in zero missing items and zero invalid answers (e.g.
answers to questions that had to be skipped). However, given the fact that some
groups of people are under-represented on the Internet (for instance, the
elderly), considering surveys through Internet alone is not (yet) possible (Kwak
and Radler, 2000; Madden, 2006).

One of the key potential advantages of using the Internet over paper
questionnaires is reducing costs. This study showed that the cost per returned
questionnaire is two Euros lower in the mixed-mode survey than in the postal
survey. In the present study, the information technology costs were, however,
relatively high for the mixed-mode survey. This was due to the need to program
two applications, one for scanning the paper questionnaires and one for the
Internet questionnaires. In the future, more costs can possibly be saved by
using the same program for the different data collection methods within a
mixed-mode survey. In addition, the variable costs per questionnaire were
lower and the fixed costs per questionnaire were higher in the mixed-method
survey than in the postal survey. Fixed costs per questionnaire can be reduced
if a larger sample is taken, because the fixed activities are divided over the
number of returned questionnaires. In other words, the larger the sample, the
more money can be saved by using a mixed-mode survey.
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Our study was the first to examine so-called mode effects between a mixed-
method survey (Internet with paper follow-up) and postal survey. We found no
differences between the two surveys concerning global ratings respondents
gave to different healthcare providers. This is beneficial, because it implies that
there is no bias in the scores that is a function of the manner of data collection.
Other studies did find mode effects between the answers of telephone
respondents and postal respondents (De Vries et al, 2005), Internet
respondents and telephone respondents (Christian et al, 2007), and Internet
respondents and postal respondents (Carini et al., 2010; Dillman et al., 2009;
Kongsved, 2007). One study investigated the differences between a postal and
an Internet questionnaire, where a subset of the participants filled out also the
alternative version (Internet and paper questionnaire, respectively). They
found little or no evidence for a difference in test-retest reliability and internal
consistency when they compared the Internet and paper versions of the
questionnaire (Basnov et al., 2009).

We did not ask why respondents in the mixed-mode survey did not fill out the
questionnaire online. In one study among non-respondents of an Internet
questionnaire, the non-respondents indicated that they did not have a
computer or access to the Internet. Other reasons were having no experience
with Internet or not trusting the Internet (Ritter et al., 2004). This corresponds
with findings by other researchers, who showed that factors influencing
response times are privacy concerns and computer anxiety (Edwards et al,,
2007; Dillman et al.,, 2009). These findings demonstrate that solely providing an
Internet questionnaire is only feasible for specific populations, such as younger
and more highly educated people.

Our findings are subject to some limitations. We compared a mixed-mode
survey with a postal survey in a group of patients having received breast care.
As a consequence, the main part of our target group was female. Additional
studies should examine whether our findings hold for other populations such as
males and the elderly. Furthermore, we decided to compare a mixed-mode
survey with a postal survey to determine whether combining an Internet
questionnaire with a paper follow-up is an alternative to the more traditional
paper questionnaire. Further research should investigate whether differences
exist between a mixed-mode and Internet survey and should compare the three
modes of surveys directly (postal, Internet, Internet with paper follow-up).
Another limitation is that the participants of the study were not randomly
assigned to either the postal survey or mixed-mode survey.
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In conclusion, compared to a more traditional postal survey, the mixed-mode
survey resulted in a comparable response rate and the respondents did not
differ in terms of age, gender, level of education, and self-reported health. In
addition, no differences in respondents’ evaluations of quality of healthcare
were found. These are important findings, as mixed-mode survey offers
researchers many advantages such as lower costs and data of higher quality.
Both these advantages were confirmed in the present study. The findings
suggest that researchers should consider the use of a mixed-mode survey
instead of a postal survey, especially when investigating a younger or more
highly educated population.
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Measuring and improving the quality of care from the healthcare user perspective

4.1 Introduction

In many Western countries, comparative information about healthcare quality
from the perspective of patients has become increasingly available. Systematic
evaluation of patients’ experiences has been performed in several European
countries (Denmark, Norway, England, and The Netherlands), in Canada, and in
the USA (Delnoij, 2009b). The USA and England have the longest tradition
through, respectively, the CAHPS (Consumer Assessment of Healthcare
Providers and Systems) surveys (CAHPS, 2010) and the surveys of the Picker
Institute Europe for the English National Health Service (NHS, 2010). In the
Netherlands, measuring patients’ experiences has been standardized since
2007, using an instrument called the Consumer Quality index (CQ-index or CQI)
(e.g- Damman et al., 2009a; Zuidgeest et al., 2007; Stubbe et al., 2007a; Stubbe
et al.,, 2007b). The process of developing a new CQI instrument is described in
detail in the CQI manual of the Dutch Centre for Consumer Experience in Health
Care (Sixma et al., 2008a). This Centre coordinates the development of CQI
questionnaires and owns the CQ-index registered trademark (CKZ, 2010). Box
4.1 presents the characteristics of the CQ-index.

Box 4.1 Characteristics of the Consumer Quality Index

What is the Consumer Quality Index?

- National standard to measure healthcare quality from the patients’ perspective.

- Based on American CAHPS (Consumer Assessment of Healthcare Providers and Systems) and
Dutch QUOTE (QUality Of care Through the patient’s Eyes) instruments.

- Collection of instruments (surveys or interview protocols).

- Collection of protocols and guidelines for sampling, data collection, analysis, and reporting.

- Registered trademark owned by the Dutch Centre for Consumer Experience in Health Care.

What is measured by the Consumer Quality Index?
- What patients find important in healthcare.

- What their actual experiences are.

- How they rate the overall quality of care.

What types of questions are included in the Consumer Quality Index?

- Frequency with which quality criteria are met: never, sometimes, usually, always.

- Importance of quality criteria: not important - extremely important.

- Access to care and the degree to which lack of access is perceived as a problem: a big problem,
a small problem, not a problem.

- General rating of the quality of care: scale from 0 (worst possible) to 10 (best possible).

- Effects of care and adherence to professional guidelines.

- Background characteristics: age gender, ethnicity, education, general health status, co
morbidity.
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Most of the procedures regarding the development of a CQI questionnaire have
been highly refined and standardized during the past few years. For example,
the methods for focus group discussions, discussing of draft surveys with
stakeholders, and the quantitative tests are now carefully prescribed in the CQI
manual (Sixma et al., 2008a). However one specific procedure - the pre-test -
has received comparatively little attention. Pretesting a survey is relevant
because the routing, language used, and the number of items included are
aspects that can only be evaluated by patients for whom the questionnaire is
intended. Pretesting a questionnaire can be done by testing the questionnaire
among 10 to 15 patients using qualitative or semi-quantitative methods. This
method is also prescribed in the CQI manual. There is, however, no standard
format for describing the pre-test results in the CQI research reports, and
results are currently described only briefly.

Further, as a departure from regular CQI testing methods, using cognitive
interviewing methods as part of pre-testing may provide more insight into
defects of questionnaires. Two main cognitive interviewing techniques of
question-and-answer processes are think aloud interviewing and probing. With
the first technique, respondents are asked to think out loud as they complete
the questionnaire. In the second technique, interviewers asked specific
questions or probes which are designed to obtain information about how the
respondent answered the question (Collins, 2003). A study about the Hospital
CAHPS survey - which combined both techniques - resulted in the revision
and/or deletion of 70% of the survey questions (Levine et al, 2005). In this
study, there were five broad categories of problems:

1. Respondents did not have the information or knowledge to answer the

questions.

2. Items were not clear or ambiguous, which caused them to be inconsistently
understood.

3. Items failed to measure the intended construct.

4. Items were not applicable for a large group of respondents.

5. Items designed to measure different constructs were basically measuring
the same thing in the eyes of the respondents, because the distinctions
were too fine for respondents to differentiate them in their answers.

Despite these kinds of problems demonstrated in the US, the Dutch CQI

procedure still lacks a systematic methodology for pretesting patient

experience questionnaires.

In our opinion, the current lack of systematic pretesting methods is problematic
since a good pre-test contributes to the validity and applicability of items of
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patient experience questionnaires. In this article, we will use the Cognitive
Interviewing Reporting Framework (CIRF) described by Boeije and Willes
(submitted) to illustrate how pretesting patient experience questionnaires
could benefit from more systematic quality criteria derived from qualitative
research and how pre-test results should be reported. We will answer the
following research question: ‘How can the pre-test procedures of CQI
questionnaires be improved and reported using the criteria of the Cognitive
Interviewing Reporting Framework?’

4.2 Methods

4.2.1 Procedure and analysis

To answer our research question, we used a case report approach consisting of
two different phases. First, we assessed the results of two CQI pre-tests - the
CQI ‘Rheumatoid Arthritis’ (‘RA’) (Zuidgeest et al., 2009) and the CQI ‘Breast
Care’ (breast cancer and benign breast abnormality) (Damman et al., 2009a) to
illustrate the current way of working and the kind of problems encountered in
the surveys. General information about the development of these surveys is

displayed in Table 4.1.

Table 4.1  General information of the development of the CQI surveys

CQI Questionnaire Working group with Topics in draft version

survey development key stakeholders

Rheumatoid 2 focus group  Patient organisation, 88 items: Introduction, General

Arthritis discussions one individual patient, practice care, First visit rheumatologist,
(n=8,n=14) health insurers, Control of care, Medication, Specialized

Breast care
(breast cancer
and benign
breast
abnormality)

healthcare professionals
(rheumatologist and
specialized nurse),
researchers

3 focus group  Patient organisation,

discussions health insurers,
(n=11, n=9, healthcare professionals
n=7) (surgeon, radiologist,

radiotherapist, nurse
practitioner, oncological
psychologist),

researchers

nurse, Therapist, Psychological care,
Occupational physician, Cooperation,
Information about operations,
Information and knowledge,
Reimbursements, Global ratings

166 items: Introduction, Diagnostic
examinations, Breast abnormality,
Surgical treatment breast cancer, Nurse
practitioner, Chemotherapy, Other
treatments, After treatment,
Cooperation and alignment,
Accessibility, Professionals’ expertise,
Global ratings
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In brief, pretesting of these questionnaires consisted of sending them to a small
number of patients, who were mailed the CQI questionnaires asked to review
them and indicate where they had difficulty in understanding the questions, or
where the items did not adequately capture their experiences. Hence, rather
than a cognitive interview, participants were asked to conduct a type of ‘expert
review.” Two researchers (MZ and OD) scored the original pre-test results on
the problems reported by respondents (Zuidgeest et al,, 2009; Damman et al,,
2007). Problems were listed on general and item level. MZ and OD discussed
the results and made a list of most important themes together.

Second, to judge the different qualitative aspects of the applied procedures, we
used the cognitive interviewing reporting framework (CIRF) developed by
Boeije and Willes (submitted). MZ and OD together assessed to what extent the
quality criteria were met concerning the two CQI questionnaires. The recently
developed CIRF is based on different checklists and cross-validated by
consulting other literature on quality of reported qualitative research. The CIRF
describes how cognitive interviews should be reported based on different
quality criteria, namely:

la. Research objectives.

1b. Review of relevant background literature.

2. Research design.

3. Ethics.

4. Participation selection.

5a. Data collection.

5b. Data structure and data management procedure.

6a. Data analysis.

6b. Quantitative evidence.

7. Findings.

8. Conclusion, implications and discussion.

9. Strengths and limitations.

10. Report format.

4.3 Results

4.3.1 Findings from the pre-tests

Problems encountered by respondents in the two pre-tests are displayed in
Tables 4.2 and 4.3. As can be seen in Table 4.2, the most frequently mentioned
problem for respondents of the CQI ‘RA’ was that different items measured the
same construct. For example, respondents found it difficult to distinguish
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healthcare professionals who ‘listen carefully’ from professionals who ‘show
personal attention’. As a result, respondents experienced that the questionnaire
was made up of ‘similar questions’. Furthermore, two other problems
concerning the interpretation of the content appeared. First, the DAS score
(which is a score frequently measured among RA patients to assess the activity
of the disease) was not comprehended by several respondents. Second, certain
types of medication for RA patients (such as biologicals) were labelled in the
questionnaire by using the name of ground materials. One respondent
suggested that it would be better to use the brand name that is publicly known
(like ‘Humira’). Other problems mentioned by respondents were related to the
ease of using the questionnaire. For example, according to several respondents,
explanatory texts and particular answering categories were missing. Finally,
respondents of the CQI ‘RA’ mentioned five topics that were missing in the
questionnaire. These topics mainly concerned psychosocial aspects of care and
practical help, such as Internet facilities for young patients with RA.

Table 4.2  Pre-test results of the CQI ‘RA’
Findings CQI ‘RA’ (n=25)

General
Two or more items measuring the same construct 7

Specific unclear items

DAS-score (activity score of RA) was not comprehended

Certain medications were labelled by their ground materials 1
Go through was not specified (question number was omitted)

Absent aspects (but important according to patients)

Missing question: 5
- Information item on satisfaction about illness, medication, Internet

- Procedures of health insurance company/health plan

- Personal attention in the form of psychosocial care

- Specific aspects relevant for young people e.g. student counsellor

- Social aspects, e.g. relations, partners, family and friends

Missing answering categories (e.g. not applicable)

Space for general comments 1

The most frequently mentioned problem for respondents of the CQI ‘Breast
Care’ (Table 4.3) was that explanatory text was missing at certain items in the
questionnaires. For example, it was unclear for one respondent what was
meant by the word ‘treatment’. Breast cancer patients usually undergo different
treatments (e.g. surgical treatment, chemotherapy, radiotherapy). Using the
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term ‘treatment’ might be a general term capturing all these different types of
treatments, but the risk is that the term is too vague or that different
respondents interpret it differently. Furthermore, respondents mentioned
seven aspects that were missing in the questionnaire. Just like RA patients,
breast cancer patients missed items concerning psychosocial care and items
about care for younger patients. Other problems encountered related to the
ease of using the questionnaire, especially the order of the questions. This was
a problem for two patients who had had the diverse types of treatments in a
different chronological order than the order displayed in the questionnaire.

Table 4.3  Pre-test results of the CQI ‘Breast Care’
Findings CQI ‘Breast Care’ (n=20)

General
Explanatory text was missed (e.g. what is meant by ‘treatment’?)
Order of questions 2

Specific unclear items

Difference between mamma care nurse and nurse practitioner 1
Irrelevant questions 1
Social aspects about relations, partner, family and friends 1

Absent aspects (but important according to patients)

Missing question: 7
- Amputation

- Items for men

- Lymphedema therapist

- Multi disciplinary reflection

- Emotional aspects

- Patient organisation

- Young women and items about child wish, breast feeding

Missing answering category (PET-scan) 2

4.3.2 Applying the CIRF to the CQI pre-test results
In the following section, we address each of the major CIRF categories, and
consider the extent to which our CQI pre-test addressed each of these.

(CIRF category 1a.) Clear research objective: The definition of a clear research
objective in the CIRF is ‘not only the argument of pretesting new questions, but
also the justification for the need of the study, direct motivation and the context
(which parties are involved, how much modification is allowed)’. When
comparing the reported research objectives in the two CQI questionnaires with
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this definition, we see that CQI research only refers to the argument of testing
new questions for the specific patient groups (e.g. rheumatoid arthritis
patients, patients with breast cancer or a benign abnormality). Importantly, the
justification of the need to do this (namely to add to the wvalidity and
applicability of the questionnaire in large groups of patients) is not explained in
the reports.

However, there is more information about the research objective that is not
reported. For example, the aim of assessing whether the questionnaire makes
sense as a whole is not described, although this was in fact an implicit aim and
we did ask participants to judge the questionnaire in general. In addition, the
typical procedure involving multiple stakeholders could have been reported.
That is, it could be explained what the purpose of stakeholders’ involvement
was in the specific stage of pretesting that was conducted. Specifically, the CQI
procedure typically involves multiple stakeholders represented in a working
group that interact with the researchers (see Table 4.1). In the construction
phase of the questionnaire they help researchers with the exact formulation of
questions and the translation of complex medical terms into lay language
(Delnoij et al., 2010).

(CIRF category 1b.) Review of relevant background literature: The CIRF states
that previous research on the use of the current items should be described, as
well as whether any other pretesting sessions had been done. For developing a
new CQI questionnaire, (inter)national literature, existing questionnaires
concerning developing a questionnaire, disease specific guidelines and
questionnaires are usually reviewed to find out if the topics to be measured
were the ones used previously in already developed patient experience
questionnaires. When we look at the CQI ‘RA’, we see that it was based on the
disease specific questionnaire and guideline: QUOTE-RA (Van Campen et al.,
1998a) and on the national professional guideline for RA (NVR, 2009). The CQI
‘Breast Care’ was based on that CAHPS hospital questionnaire (Crofton et al.,
2005; O’Malley et al., 2005) and on the QUOTE-Breast Care (Kok et al., 2007). So
existing questionnaires are used as an important source for collecting quality of
care aspects, and focus group discussions provide more input for the items in
the questionnaires. The sources of the items in the questionnaires were
documented in the CQI research reports. However, we did not have access to
the results of other pretesting sessions of the selected items, because no
detailed information about pre-testing the items was available.

68



(CIRF category 2.) Research design: Describing the features of the overall
research design, which gives legitimacy to the conducting of cognitive
interviews, is an important criterion of the CIRF. Key questions are whether to
use paper-and-pencil or web-based questionnaires and whether to make
comparisons between subgroups of patients. The research design of pretesting
the CQI ‘RA’ and ‘Breast Care’ were comprehensively explained by the
researchers. Both researchers sent mailings to participants asking whether the
items of the questionnaire were clear and whether they missed particular
aspects of care in the questionnaire.

(CIRF category 3.) Ethics: In the CIRF reporting framework the criterion ‘ethics’
encloses approval of ethical committee or institutional review board,
information about the settings, how people were motivated to participate,
confidentiality and anonymity of participants and data management. For the
CQI ‘RA’, CQI ‘Breast Care’ and most of the other developed CQI questionnaires,
no ethical approval was needed, as research surveys that are not sensitive
and/or hazardous for patients (i.e. the once-only completion of a questionnaire
containing questions that do not constitute a serious encroachment on the
person completing it) is not subject to the Dutch Medical Research Involving
Human Subjects Act (WMO, ‘Wet Medisch-wetenschappelijk Onderzoek met
mensen’). Participants were free to respond to the questionnaire and they were
informed about the aim of the pretesting of the survey.

(CIRF category 4.) Participant selection: This criterion of the reporting
framework describes the participant selection methods used (such as
demographics), if the selection of participants satisfies the study objective and
what degree of saturation was achieved. Participants who were involved in pre-
tests of the CQI questionnaire were recruited from a previously conducted
phase, namely from focus group discussions. RA patients were recruited
through the patient organisation and a health insurer involved in the working
group. Breast cancer patients were invited through website announcements
and the health insurer involved in the working group. Characteristics of all the
participants of the focus group discussions were recorded and described in the
reports, but the characteristics of the subgroup of participants who were
involved in pre-tests were not recorded. There was only one test round and the
researchers did not aim for saturation.

(CIRF category 5a.) Data collection: Providing information about the data

collection includes basic information like who conducted the interviews, who
trained the interviewers, if sessions were recorded (audio or video), if notes
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were taken, what type of verbal reporting method was used, information about
the interview protocol (items and instructions) and if the protocol was adjusted
after experiences during the research process. The method used for data
collection of pre-testing the two CQI questionnaires described was a mailing to
participants asking whether the items of the questionnaire were clear and
whether they missed aspects of care. No qualitative methods like cognitive
interviews were conducted to collect data. Therefore, many of the above
described criteria were not applicable. In total, 25 rheumatoid arthritis patients
and 20 breast cancer patients participated in the pre-tests.

(CIRF category 5b.) Data structure and data management procedures: This
quality criterion asks information about the storage of data, the recording of
quotes, the transcription of interviews, and the collection of answers to the
evaluated survey questions. The researchers provided no information about the
data structure and management procedure in their reports. The results of the
pre-tests were stored according to the rules of the research organisation that
has an accreditation for ISO 9001 (the internationally recognized standard for
the quality management of businesses) (Edelstein, 2001).

(CIRF category 6a.) Data analysis: All the items in the CIRF reporting framework
about data analysis (like matrices, summaries, coding schemes, training
interviewers, taking notes) are inapplicable to the two CQI questionnaires
because no cognitive interviews were conducted. The analyses conducted
consisted of assembling and interpreting the written comments on the pilot
questionnaire. These comments were counted per item and adjusted if this was
achievable. This was an activity performed by the researchers involved in the
project, without systematic evaluation.

(CIRF category 6b.) Quantitative evidence: Not during the phase of pretesting,
but in the next phase of psychometric testing, analyses were conducted to
assess the appropriateness and validity of items and the dimensional structure
of the questionnaire. These analyses included item analyses, explorative factor
analyses, and reliability analyses.

(CIRF category 7.) Findings: This CIRF criterion describes that the findings need
to be reported in a systematic and clear way (per item or for the entire
questionnaire). It is preferred to give descriptions of problem areas, the causes
of problem areas and possible solutions. For the studied CQI questionnaires in
this article we summarized pre-test data into themes like ‘general’, ‘unclear
items’ or ‘absent items’. See Table 4.2 and 4.3 for an example of the findings.
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(CIRF category 8.) Conclusion, implications and discussion: This quality criterion
implies that a copy of modified questions needs to be available and the findings
and solutions must be discussed in the light of previous evidence. However, in
our pre-test, there was no systematic presentation of the conclusions of the two
CQI pre-tests.

(CIRF category 9.) Strengths and limitations: This CIRF quality criterion

prescribes:

1. Reporting previous experiences of similar questionnaires, projects that
could have biased the research, and how researchers dealt with possible
influences.

2. Discussing the generalization of the results to a wider population.

3. Contribution to methodological development and future practice.

For our two pretested CQI questionnaires, there was no information available

about the issues of relevant expectations, or previous experiences with similar

questionnaires or projects. The generalization to a wider population and
contribution to methodological development of pretesting was also left
unreported.

(CIRF category 10.) Report format: The reporting format aspects described in
the CIRF (summary, introduction, methods, participants information, findings,
conclusions and implications) correspond to the research report format of
developing a new CQI questionnaire (from pre-test till quantitative tests).
Within the overall report concerned with developing a new questionnaire, the
findings of the pre-test are only briefly mentioned. As such, this report again
does not meet the CIRF criterion.

4.4 Reflection on the use of CIRF criteria

This article describes a case report of two previously conducted pre-tests of
Dutch patient experience questionnaires (CQI ‘RA’ and CQI ‘Breast Care’). The
current CQI practice was compared with a new reporting framework for
cognitive interviewing (CIRF).

When comparing the pre-tests of two CQI questionnaires with the CIRF we
viewed that CQI questionnaires have not been pretested using cognitive
interviewing methods. The objective of current CQI pre-tests is to find out
which questions are incomprehensible and which aspects are missing. A main
finding of the pre-tests was that some items failed to measure the intended
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construct (e.g. items about ‘listening carefully’ and ‘showing personal
attention’) and that particular terms were badly comprehended by patients.
Researchers and key stakeholders thought that these constructs and terms
were clear to respondents. To get insight into this kind of difficulties or
misinterpretations, we propose that systematic cognitive interviews should be
used in the pre-test. As explained by Boeije and Willes (submitted), cognitive
interviewing is a method consisting of think out loud and verbal probing
protocols. Cognitive interviews pay explicit attention to mental processes
respondents use to answer survey questions and to identify problems (Collins,
2003). When people are explicitly asked to think out loud and/or to explain
concepts and terms in their own words, misinterpretations will be more easily
discovered.

If cognitive interviewing is not used as a pretesting method information about
the categories of the CIRF should be reported when describing the results of the
pretesting procedure. However, we also believe that not all CIRF criteria need
to be fully incorporated in the Dutch CQI procedures. CIRF is specially designed
for cognitive interviewing, were modification for CQI research is desirable
because of a more focused research aim and an already existing CQI manual
that describes many of the CIRF criteria for developing new CQI questionnaires
in general.

Another important finding from our pre-tests is that several respondents could
not get on with certain medical terms referring to diseases and drugs. This is
likely to be a problem among respondents with low health literacy. In our
opinion, people with low health literacy are an important groups of
respondents of patient experience questionnaires, since they may experience
other types of problems in healthcare than people with higher levels of literacy.
A finding in support of group comparison is that we found younger patients to
miss certain aspects in the questionnaires. If we want patient experience
questionnaires to be useful for such different groups of people, pretesting
methods should consist of group comparisons that focus on differences in
comprehension of items. By performing cognitive interviews with different
groups one is more able to generalize the findings and know whether the items
in the questionnaire are usable for subgroups of respondents.

The following recommendations for researchers who develop patient

experience questionnaires can be given:

1. Conduct a literature search about the possible difficulties for respondents
or misinterpretations made by respondents. Use existing manuals and
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databases that are developed for national measurement of patient
experiences (e.g. the CQI database and previously developed CQI
questionnaires in the Netherlands).

2. Focus on the purposes of the pre-test and design your test accordingly. In
most cases, the aim of pretesting patient experience questionnaires is to
identify problems and misinterpretations with regard to the different items
in (different groups of) respondents.

3. Considering the purpose of pretesting patient experience questionnaires,
cognitive interviewing using think out loud and verbal probing protocols
should be the standard.

4. Consider the benefits and costs for participants and organize the pre-test in
such a way that costs for participants are minimized. Ethics may be
especially relevant for certain patient groups like patients who receive
palliative care.

5. Data collection should focus on different groups of patents, importantly
people with a lower education and/or lower health literacy. Researchers
have to make an effort to include these groups.

6. Analyse the findings systematically by identifying five broad problem
categories developed by Levine et al. (2005) (respondents do not have
information to answer the questions, no clear questions, failure to measure
the intended construct, items were not applicable for a large group of
respondents and items measure similar constructs).

7. Report the findings in a systematic way. The topics that should minimally
be described are the pre-test’s objectives, the reviewed literature, the
research design, participant selection, the findings, and the conclusion and
implications.

The two studied CQI ‘RA’ and ‘Breast Care’ questionnaires were developed
before the publication of the CQI manual (Sixma et al, 2008a; Sixma et al,,
2008b; Sixma et al., 2008c; Sixma et al.,, 2009) with guidelines and instructions
of the Dutch Centre for Consumer Experience in Health Care. Now there are
standard CQI items and there is a public CQI database (CKZ, 2009) where
researchers can search for items that were used in previously designed CQI
questionnaires. Encountered problems with these items are not systematically
reported yet. However, the Manual and database are tools that help researchers
in their formulation of adequate questions. By combining these tools with a
systematic pre-test, patient experience questionnaires will be more applicable
to a wider population of patients.
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5.1 Background

Performance indicators provide nursing homes and homes for the elderly with
valuable insights into their healthcare provision and into areas in which
improvements can be made. These indicators can be distinguished into
measurements of quality of care and quality of life (Rijckmans et al., 2005)
alongside measurements of effectiveness and safety (Institute of Medicine,
2001; Ministerie van VWS, 2001; Fleming et al., 2006). Information on
indicators is often collected from the residents in long-term care themselves.
However, this is often impossible for residents with dementia because of their
cognitive impairments. Therefore, information on performance indicators for
these residents is often gathered through proxy-reports, such as questionnaires
mailed to family members of residents with dementia or observational
assessments by the nursing staff. This article sheds light on the relation
between these types of proxy-reports regarding the same residents.

The underlying assumption in collecting information on residents through
proxies, is that proxies have knowledge of the residents’ health and use of
services. In the Netherlands, representatives (often family members) of
residents with dementia are asked to provide information on the quality of care
for long-term care facilities through a mail questionnaire. This questionnaire is
part of the CQI ‘Long-term care’, which also includes an interview protocol for
residents without dementia and a mail questionnaire for clients receiving
homecare in order to assess the quality of the long-term care (Triemstra et al.,
2010). These questionnaires belong to an approach that is a national standard
in the Netherlands for measuring healthcare quality from the perspective of
healthcare users (Box 5.1). This approach was introduced to create
comparative quality information and to make the healthcare sector transparent
with respect to healthcare users’ experiences. The CQI ‘Long-term care’ reports
on what residents, family members, or homecare clients experienced during a
particular period in their interactions with healthcare providers and the
healthcare system (Cleary and Edgemen-Levitan, 1997; Browne et al.,, 2010)
because this tends to better reflect interpretable and actionable quality
improvement purposes than patient satisfaction questionnaires (Cleary et al,,
1991; Cleary et al,, 1993; Sixma et al., 1998).
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Box 5.1 Consumer Quality Index (Sixma et al., 2008a)

What is the Consumer Quality Index (CQ-index or CQI)?

- National standard to measure healthcare quality from the perspective of healthcare users.

- Based on American CAHPS and Dutch QUOTE instruments.

- Collection of instruments (surveys or interview protocols).

- Collection of protocols and guidelines for sampling, data collection, analysis, and reporting

formats.

What is measured by the CQ-index?
- What healthcare users find important in healthcare.
- What their actual experiences are.

- How they rate the overall quality of care.

Every two years, facilities are obligated to measure their quality of care from
the family members’ perspective with the CQI ‘Long-term Care’ by an approved
contractor. This is a relatively expensive and time-consuming procedure
(Zuidgeest et al., 2008b). The approved contractor sends mail questionnaires
and two reminders, and the follow-up period takes weeks. In order to provide
more frequent and shorter period quality information, observing the behaviour
of residents can be conducted by the nursing staff. Because both types of
measurements are applied in long-term care facilities to obtain information of
residents, it is relevant to investigate if both types of reports are
interchangeable, so that the evaluations could be alternated in order to provide
insight into the healthcare provision of long-term care facilities. An additional
argument for looking at the similarities between different sources is that there
is no ‘golden standard’ for measuring quality of life for residents with dementia.
Lawton argues that understanding quality of life will be enhanced by looking
for congruence and incongruence between sources, and by attempting to
explain the observed differences in quality of life scores (Lawton, 1997).

Assessments that observe the behaviour of residents in long-term care include
the Social Well-being of Nursing home residents (SWON) instrument and the
Revised Index for Social Engagement (RISE) (Gerritsen et al., 2010; Gerritsen et
al, 2007; Gerritsen et al., 2008). Social well-being and social engagement are
important contributors to quality of life for residents living in long-term care
facilities (Gerritsen et al., 2004; Mor et al., 1995; Smit et al., 2005). More
specifically, it has been found that a high level of social engagement has a
protective effect on mortality in long-stay nursing home populations (Kiely and
Flacker, 2003) and social disengagement has been associated with cognitive
impairments in older adults (Bassuk et al., 1999).
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In the current study, it is hypothesised that scales of the CQ-index for family
members of residents with dementia are related to nursing staff’ perceptions of
residents’ social well-being and social engagement as measured with the SWON
and RISE. In addition, we look at residents’ cognitive and physical functioning
as these aspects influence the scores on the RISE and SWON (Gerritsen et al,,
2008, Bassuk et al,, 1999). The relationship with the cognitive and physical
functioning of residents has not been investigated for any CQI questionnaire.
Because we hypothesised that outcomes on the CQI questionnaire for family
members are related to residents’ social well-being and social engagement, we
also hypothesize that outcomes of the CQI indicators of family members are
influenced by cognitive and physical functioning of the residents for whom the
questionnaire is completed.

Consequently, our research questions are ‘Are outcomes of CQI questionnaire for
family members related to residents’ social well-being and social engagement?’
and ‘Do scores of CQI questionnaires for family members need to be corrected for
cognitive and psychological functioning of residents?’.

5.2 Methods

The data for this analysis were collected in an evaluation of small innovative
projects in fifteen long-term care organisations that provide care for residents
with dementia (Van Beek et al., 2009). According to Dutch law, submission to a
research ethics committee was not required: results were not obtained by the
residents report, but rather by the observations of the nursing staff and by mail
questionnaires to family members. Family members were asked to give
informed consent for the observations by the nursing staff and to link these
observations to their answers on the CQI outcomes. Between January and April
2009, data was collected and the paired data of a total of 107 residents was
available for the analysis. Anonymity and confidentiality for the family
members and nursing staff were guaranteed.

5.2.1 Questionnaire to family members

The mail questionnaires to family members of residents with dementia
contained questions from the CQI ‘Long-term Care’ for representatives’
questionnaire that, among others, contains the scales Atmosphere and Daily
activities (Triemstra et al., 2010) (Table 5.1). Response categories on the items
of these scales are: 1. Never; 2. Sometimes; 3. Usually; and 4. Always.
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The mean scale scores were calculated, where a higher score represents a more
positive opinion of the representative. The background information of family
members and residents was also collected: family members’ age and gender,
relationship to the resident, frequency of visits, residents’ age and gender, and
length of stay in the nursing home.

Table 5.1 Items in the CQI scales

Scale Items

Atmosphere 1. Are the public rooms, such as the living room and passage, pleasant places to
stay (comfortable, clean, a pleasant smell)?
2. Do residents interact with each other pleasantly/sociably?
3. Does the home offer enough companionableness and opportunities for
residents to have contact with others?

Daily activities 1. Does the resident have enough opportunities to participate in (daily)
activities?
2. Does the home organise enough activities?
3. Do the organised activities match what the resident considers pleasant?

4. Is there any support provided for going outside or on trips?

5.2.2 Social Well-being of Nursing home residents-scale (SWON)

SWON (Gerritsen et al,, 2010) uses 9 items to measure three basic human social
desires: need for affection, need for behavioural confirmation, and need for
status (Table 5.2). These subscales theoretically range from 0-6. Answering
categories for items 1 to 3 are ‘0’ once a month or less, ‘1’ once a week, 2’
several times a week, ‘3’ once a day, and ‘4’ several times a day or the entire
day. Questions 4 to 7 have the answering categories ‘1’ yes and ‘0’ no. The last
two items, belonging to the sub-scale status, have the answering categories ‘1’
yes with most, ‘0.5’ yes with some, and ‘0’ no. The overall social well-being scale
ranges from 0-18 where higher values represent greater social well-being.

The SWON theoretically matches with the CQI indicator Atmosphere: both
scales contain questions regarding the possibilities of (social) contact with
others, although from a different perspective. Namely, the SWON observes how
residents interact with nursing staff, family members, and other residents; the
Atmosphere scale contains questions regarding the possibilities offered by the
facility to make contact with others.
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Table 5.2  Items of the Social Well-being of Nursing home residents-scale
(SWON) and Revised Index of Social Engagement (RISE)

Items

SWON - Affection

1. How often does this resident show appreciation or affection towards the nursing staff?

2. How often does this resident get a hug (or an embrace, etc.) from the nursing staff or others?
3. How often is there humour in the contact with this resident (nursing staff or others)?

SWON-Behavioural confirmation

4. Does this resident usually try to take others into consideration?
5. Is this resident sympathetic towards others?

6. Does this resident usually try to keep to the agreements made?

SWON-Status

7. Does this resident have a positive presence on the ward (e.g. humour, always happy, a special
talent)?

8. Is this resident popular with the other residents?

9. Is this resident popular with the nursing staff?

Composite score on the scores of the three SWON sub-scales

RISE

1. At ease interacting with others.

2. At ease doing planned or structured activities.

3. Pursues involvement in the life of the facility.

4. Accepts invitations to most group activities.

5. Initiates interaction(s) with others.

6. Reacts positively to interactions initiated by others.

Composite score on the RISE scores

5.2.3 Revised Index of Social Engagement (RISE)

The RISE (Gerritsen et al., 2008) measures the positive features of long-term
care residents’ social behaviour through 6 dichotomous items with the
answering categories ‘1’ yes applicable and ‘0’ not applicable. For the specific
questions, see Table 5.2. Scores range from 0 to 6: higher values represent
greater social engagement.

The RISE theoretically relates to the CQI indicator Daily activities because both

reflect residents’ social behaviour. More specifically, the RISE observes
residents’ behaviour concerning activities, and the Daily activities scale
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measures the opportunities offered by the facility to participate in (sufficient
and joyful) activities.

5.2.4 Care need of residents
Care need (cognitive and psychical functioning) was determined by observing
the residents’ cognitive and physical functioning by the nursing staff.

Cognitive functioning was measured with the Cognitive Performance Scale
(CPS) (Morris et al, 1994) of the Minimal Data Set (MDS) of the Resident
Assessment Instrument (RAI) (Morris et al., 1990). The CPS comprises four
items that combines information on decision-making, memory, making oneself
understood, and eating into a scale that ranges from 0 (intact cognition) to 6
(very severe impairment).

Physical functioning in daily living was measured using an MDS Activities Daily
Living-Hierarchy scale (ADL-H) (Morris et al., 1999). This scale is based on four
ADL items: indoor locomotion, eating, usage of toilets, and personal hygiene.
Scores range from 0 (total independence or no or little help with an activity) to
6 (totally dependent) (Morris et al., 1999).

5.2.5 Data analyses

Firstly, the characteristics of residents, family members, and nursing staff are
described. Secondly, a description of the data of the used instruments is given:
the scale Atmosphere was compared with the SWON and the scale Daily
activities was compared with the RISE using Spearman’s rank correlation
coefficients to assess whether these variables correlated. Non-parametric
correlation tests were used instead of Pearson’s correlation because the tests of
normality of the used variables were significant. Thirdly, the descriptive data of
care need is presented and the Spearman’s rank correlation between the CQI
scales and care need was calculated. A level of significance of p<.05 was used.
Analyses were performed using SPSS ® version 17.0.

5.3 Results

5.3.1 Description

Table 5.3 shows the characteristics of nursing home residents and family
members. The average age of nursing home residents was 83 years, where the
youngest resident was 59 years and the oldest 98 years. Three-quarters of the
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residents were female and more than half of the residents (57%) had been
staying two years or longer in the homes.

Table 5.3  Characteristics of residents with dementia and their family
members (n=107)

Nursing home residents Family members

Age, mean (SD) 82.90(8.3) Age, mean (SD) 60.99(11.7)

<74 years, % 11.2 35-49 years, % 15.2

75-84 years, % 43.9 50-69 years, % 61.9

85-94 years, % 393 70-79 years, % 17.1

295 years, % 5.6 280 years, % 5.7

Gender, % Gender, %

Female 75.5 Female 69.2

Length of stay, % Relationship to resident, %

6-12 months 12.1 Spouse 15.0

1-2 months 29.9 Son or daughter 60.7

>2 years 411 Family but not son/daughter 15.0

>5 years 16.8 Other, no family 9.3

Care need Frequency of visit, %

CPS, mean (SD) 3.97(1.75) daily 121

ADL, mean (SD) 3.75(1.55) 3-6 times per week 25.2
1-2 times per week 48.6
1-2 times per month 121
1-2 times per 3 months 0.9
less than once per 3 months 0.9

The average age of the family members was 61 years (SD=11.7), and most of
them were female (69%). In 61% of the cases, the family members were the
residents’ children. Half of the spouses visited the residents daily. Sons,
daughters, and other family members visited the residents 1 to 2 times per
week. The nursing staff was on average 42 years old (SD=10.9), mostly female
(92%), and they worked on average 27 hours a week (SD=7.5) (not shown in
Table).

5.3.2 Description of measurements and the correlation between the CQI
scores and nursing staff’ perception

The CQI scales Atmosphere and Daily activities had mean scores of 3.06

(SD=0.61) and 2.90 (SD=0.61), respectively, indicating that their experiences
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were met ‘often’. The mean score of the SWON was 10.95 (SD=4.50) and the
mean scores for the subscales need for affection, behavioural confirmation, and
status were 4.14 (SD=1.68), 3.07 (SD=2.59), and 3.72 (SD=1.50), respectively.
The mean overall score of the RISE was 2.90 (SD=2.07).

The results showed that there was no significant correlation between the scale
Atmosphere and SWON (r=0.193; p=.068). However, between the scale Daily
activities and the RISE there was a small but positive and significant correlation
(r=0.221; p<.05).

5.3.3 CQI scales and care need

Overall, the residents were moderately to severely cognitively impaired (mean
CPS=3.97 [SD=1.75]). A total of 17.8% of the residents had mild cognitive
impairment (CPS <2), 30.9% had moderately severe cognitive impairments
(CPS=3 and 4), 29.9% was severely impaired (CPS=5), and 21.5% had very
severe impairments (CPS=6).

Generally, residents were also impaired in their psychical functioning (ADL-H=
3.73 [1.54]). Thirty percent of the residents needed full assistance with eating,
locomotion (ADL-H= 6 or 5, respectively), 53% needed extensive assistance in
personal hygiene, toileting, or eating (ADL-H= 3 or 4), and 16% of the residents
needed no or only limited assistance with activities (ADL-H <2).

There were no relationships between the scale Atmosphere and cognitive (r=-
0.106; p=.284) and psychical functioning (r=-0.055; p=.583). However, the scale
Daily Activities did correlate with cognitive (r=-0.245, p<.05) and physical
functioning (r=-0.311, p<.05).

5.4 Discussion

The focus of this study was on the relationship between two types of proxy-
reports for measuring the quality of life indicators of residents with dementia:
mail questionnaires that were filled out by family-members of residents with
dementia and nursing staff’ perception of resident’s social well-being and social
engagement. For this, two scales of the CQI ‘Long-term Care’ for representatives
- Atmosphere and Daily activities - were compared with the observational
assessments Social Well-being of Nursing home residents (SWON) and Revised
Index for Social Engagement (RISE). In addition, the influence of cognitive and
psychological functioning of residents with dementia on the outcomes of the
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CQI questionnaire for family members was analysed. The quality of life
indicators -social-well-being and social engagement- were chosen because they
are important contributors to the quality of life for the residents living in long-
term care facilities (Gerritsen et al., 2004; Mor et al., 1995; Smit et al., 2005).

Our hypothesis was that family members of residents with dementia as
measured with CQI scales (Atmosphere and Daily Activities) relates to nursing
staff’ perception of residents social well-being (SWON) and social engagement
(RISE), because more opportunities offered by long-term care facilities to be
active and to engage in social contacts should result in doing more activities.
This hypothesis was partly confirmed. Social well-being measurements (CQI
scale Atmosphere and SWON) did not correlate. Concerning the social
engagement of residents with dementia (CQI scale Daily activities and RISE),
there was a small, but statistically significant correlation.

The second hypothesis was that cognitive and physical functioning would affect
the scores on the CQI scales. For the scale Atmosphere, the results did not
confirm our hypothesis. However, there was a correlation for the scale Daily
activities: more cognitive impairment or problems with physical functioning
coincides with fewer opportunities for social interaction. This result is
confirmed in studies where being more physical activity was associated with
lower risks of cognitive impairment (Laurin et al., 2001; Li et al.,, 1989; Bro et
al,, 1990). So results are inconclusive regarding the correction of the outcomes
of CQI questionnaire of representatives for cognitive and psychological
functioning of residents of whom the questionnaire is completed. Therefore,
future research should focus on CQI scores and the relationship with care need
of residents to provide more insight into this finding and thereby answering the
question if CQI scores need to be corrected.

Even though the measurements corresponded little, the findings provide
valuable insight into two types of proxy’s that are often used in Dutch long-
term care facilities to evaluate dementia care. As Lawton argued, understanding
quality of life will be enhanced by looking for congruence and incongruence
between sources, and by attempting to explain observed differences in quality
of life scores because there is no golden standard for measuring quality of life
for residents with dementia (Lawton, 1997).

The congruence between the two types of proxy-reports is their intention to

evaluate dementia care for residents in Dutch long-term care facilities. The
incongruence between the two proxy-reports is the manner of data collection:
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observational assessments measure the behaviour of residents, whereas the
questions in the mail questionnaires filled out by family members are more
about general organisational characteristics. The CQI scales differ in the types
of items measuring the concepts social well-being and social engagements: the
Atmosphere scale contains questions about the ambiance and residents’
pleasant interactions, whereas the Daily activities scale questions concern the
opportunities to participate in activities. These last questions may better reflect
the behaviour of residents, which could explain the little correspondence with
the observational scale RISE. On the other hand, the limited correspondence
could probably be explained by the little variance of the CQI scores: the used
CQI scales were mostly positive.

Our findings imply that proxy-reports assess different aspects on the quality of
dementia care. This means that reports are not interchangeable and
evaluations cannot be altered to provide insight into the healthcare provision of
long-term care facilities: their views on dementia care are unique. This finding
is consistent with other literature where people with dementia, the staff, and
family members were interviewed. The three groups had different views
regarding activities that were meaningful for people with dementia (Harmer
and Orrel, 2008). A study exploring the answers of residents self-report to staff
and family proxies’ reports on selected quality of life domains (measured with
the same instrument) showed that we cannot simply substitute the different
perspectives (Kane et al., 2005). This indicates that the perspective of clients
and their family members are important sources of quality information, which
differs from the perspective of professionals and differs from each other. By
combining different perspectives, supplementary quality information is
gathered for nursing homes and homes for the elderly.
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Measuring and improving the quality of care from the healthcare user perspective

6.1 Introduction

Every year, Dutch nursing homes and homes for the elderly account for the
quality of their care in an accountability report (www.jaarverslagenzorg.nl).
This quality information relates to effectiveness, safety, and patient experiences
(Delnoij et al., 2002). This latter is done using a standardized methodology
called the Consumer Quality Index (CQ-index or CQI). In addition to guidelines
for measuring the client experiences (Sixma et al., 2009), this methodology also
contains guidelines for analysing and reporting (Sixma et al., 2008b; Sixma et
al, 2008c). The use of this single approach makes it possible to obtain and
compare results in a similar way.

In the nursing and caring sector, the CQ-index approached consists of three

questionnaires:

1. An interview questionnaire for residents of nursing homes and homes for
the elderly.

2. A mail questionnaire for the representatives of psycho-geriatric residents.

3. A mail questionnaire for clients receiving care at home (Wiegers et al.,
2007; Triemstra et al., 2010).

Every two years, an approved contractor that is allowed to conduct CQI
research administers these questionnaires. They also provide a report for the
organisational unit, location, or concern, containing the data collected. The
collected results are also included in a national database, where they are
corrected for relevant case-mix variables such as age, health-status, and level of
care required. Additional, the data is converted into relative performance
scores in the form of stars (* for much below average to ***** for much above
average), -that after approval by the organisation- will be published on a
website for choice information (e.g. www.kiesBeter.nl). The intention behind
the CQ-index approach is that the results should be applicable for multiple
purposes (Delnoij and Hendriks, 2008). For example, a CQI measurement
serves to provide information for care organisations for making improvements,
as well as information for care purchasers, supervisory agencies, and
consumers. It is still an open question whether CQI data is actually used within
care organisations to improve the quality of care. No study of this has yet been
performed in the Netherlands. However, this question is relevant because
quality improvement is an important objective of these measurements.
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According to Berwick et al. (2003) there are two mechanisms whereby the
measurement of quality can lead to improvement. Firstly, this can occur via the
selection mechanism. This means that - on the basis of the published results of
the quality measurements - (future) healthcare users choose, and health
insurers contract, care organisations that perform better. This causes shifts in
market shares, so that organisations that perform well grow and those that
perform poorly shrink or even collapse (Berwick et al, 2003). However,
research has shown that transparent quality information has little effect on the
consumption behaviour of healthcare users (Fung et al, 2008; Faber et al,
2009).

The second mechanism possibly works through change. This presumes that, if
there is dissatisfaction about the results, care providers will themselves initiate
changes because of their intrinsic motivation to provide good quality care
(Berwick et al., 2003; Marshall et al., 2003). Making the data public provides an
extra stimulus (Berwick et al., 2003; Hibbard et al,, 2005). This is apparent, for
example, from research in the United States, where homes for the elderly
reorganise their quality programmes and start up new programmes as a
reaction to comparative quality information (Castle, 2005; Mukamel et al,,
2007; Werner, 2008). This effect was stronger among homes performing less
well than among homes that scored better (Mukamel et al., 2007), and was also
observed by Dutch health insurers (Hendriks et al., 2009).

The internal use of information from CQI measurements to improve quality

may depends on many factors. The framework of Davies and Cleary consists of

three categories of factors that affect the use of information from feedback

measurements (Davies and Cleary, 2005):

1. Data-related factors such as the credibility, reliability, validity, and user-
orientation of data. With relevant, understandable, verifiable, timely, and
realistic data, an organisation is willing to take responsibility for the data
(Cummings and Worley, 2005). The level of detail of data, reporting at the
right level, and structured feedback, increase the chance of results being
used (Davies and Cleary, 2005).

2. Staff-related factors such as being open to feedback and no resistance to
change. Focused training, selection, and support of staff also promote the
use of information (Davies and Cleary, 2005). Furthermore, repeating a
measurement creates a more positive attitude among staff to the use of
results. Lack of time and resources - such as knowledge of statistics - are
barriers to the use of results (Reeves and Seccombe, 2008).
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3. Organisation-related aspects such as capacity, skills, and an infrastructure
for quality improvement. A barrier to quality improvement is lack of
consideration for the needs of the patient when decisions are taken (Davies
and Cleary, 2005). There is a greater chance of success in initiating and
maintaining quality improvements when senior management is involved
(Strating et al.,, 2008) and when the management demonstrates leadership
(Davies and Cleary, 2005).

Based on this framework, we formulate the following main research question:
‘According to the staff of nursing homes and homes for the elderly, what data-
related, staff-related, and organisation-related factors influence the use of CQI
information for improving quality?’

6.2 Method

6.2.1 Selection of long-term care organisations

The aim was to interview staff of 15 nursing homes or homes for the elderly.
For this purpose, 60 organisational units (OEs) were approached, that were
selected from among 998 nursing home and care home OEs that had published
their data via the annual document Accountability Report (‘Maatschappelijke
Verantwoording’). Because there were performance differences between OEs
(De Boer et al,, 2008 ), the results for two indicators were considered when
selecting the nursing homes and homes for the elderly. These were the
indicators ‘Perceived autonomy’ and ‘Perceived involvement and consultation’
with star ratings ‘(much) below average (1 or 2 stars)’, ‘average (3 stars)’ and
‘(much) above average (4 or 5 stars)’ (Zuidgeest et al.,, 2010). Changes in these
outcomes can, in principle, be achieved quickly.

6.2.2 Recruitment of long-term care organisations

The Boards of Management of the selected long-term care organisations
received a letter inviting them to participate in this study. After two weeks, the
quality manager or the secretariat was contacted by telephone to ask whether
the letter had been received and whether the organisation wished to take part
in this study.

6.2.3 Interviews

In 2010, semi-structured interviews were held with various members of staff
within each of a number of organisations. One interviewer (MZ) interviewed an
employee responsible for day-to-day care, a representative of middle
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management (manager, team leader, or coordinator), a quality manager,
and/or a representative of senior management (director, location or regional
director) to get a complete picture of how CQI results are put into effect within
the organisation. Subjects that were discussed in the interview were: the
organisation, quality policy, and CQI results. With permission, interviews were
recorded digitally. Those interviewed received a summary of the interview for
confirmation. The interviews were at the locations of the participating
organisations.

The interviews were transcribed and analysed using Atlas.ti version 6 with
open coding (Boeije, 2005). This means that the text determines which codes
arise. The themes to which the codes belonged were then determined. The texts
were coded and analysed by the researcher (MZ). Selected interviews (1 or 2
interviews per employee type) were also coded by a second researcher (KL).

6.3 Results

6.3.1 Participating organisations and staff interviewed

Twelve long-term care organisations distributed throughout the Netherlands
took part in this study. Table 6.1 shows how they performed on the two
indicators ‘Perceived autonomy’ and ‘Perceived involvement and consultation’.

Reasons given by long-term care organisations for not taking part in this study
were either that they were occupied with a merger/integration process or that
they were engaged in certification or other (obligatory) investigations.
However, the majority of the organisations approached decided - with or
without consultation with the Board or location manager - not to take part in
this study without giving a reason.

In total, 47 employees were interviewed. Table 6.1 also shows the number of
people interviewed per organisation and per employee type.
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Table 6.1  The number of stars per indicator and the number of interviewees
per group for each participating organisation

Organisation Number of stars Interviewees Total
per indicator*

Auto- Involvement Care Middle Quality Senior
nomy and consultation worker management manager management

1 1 1 - 2 1 1 4
2 4 1 1 1 1 1 5
3 4 4 1 2 - 1 4
4 1 2 - 2 1 1 4
5 3 4 1 1 1 2 5
6 3 3 - 2 1 - 3
7 1 2 - 1 2 2 5
8 2 4 - 1 1 2 4
9 2 4 1 1 1 1 4
10 2 2 1 1 1 1 4
11 2 4 - 2 2 - 4
12 4 3 - - - 1 1
Total 5 16 12 14 47

* 1 or 2 stars=below average, 3 stars=average, and 4 or 5 stars=above average

6.3.2 Factors that affect the use of CQI data

The following sections show the results from the interviews for each of the
categories of factors that affect the use of information:

1. Data-related factors.

2. Staff-related factors.

3. Organisation-related factors.

Ad. 1. Data-related factors

In the past, it was only through the complaints of patients that care
organisations learned about improvements that could be made in the care
provided. With the standardised measuring of the experiences of a random
selection of clients by an independent approved contractor, the care
organisation obtains a more comprehensive picture of how of a group of typical
clients perceives the care. Some remarks about the CQI results by those
interviewed were: ‘The results keep the organisation alert’ (home 2, senior
management) and ‘The results are an incentive to keep us on our toes’ (home 8,
senior management). These are reasons for the measurement of client
experiences to be seen as very important and valuable by those interviewed.
Organisations also use the CQ-index in measuring client experiences because it
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is a national instrument that enables comparison of their own scores with the
scores of other organisations, and comparative data provides a frame of
reference. For some organisations, this was a reason for not using their own
instrument for measuring the quality of care.

However, some organisations decided not to include any comparative analyses
in their CQI reports. If no frame of reference is provided, there is room for
individual interpretation of what are acceptable norms. By way of illustration, a
quote in which an own interpretation of the results is sought:

‘The score on the question about loneliness was around 65-68%. In
an investigation [not a CQI report] among people living in their own
homes in [...], the loneliness for 65 years and older was 63%. Here in
this home, the residents are somewhat more lonely, but not much
more than the normal 65 years and older.” (home 1, senior
management)

In general, those interviewed found the results to be reliable, recognisable, and
relevant to the way their organisation works. If the data had not been
recognisable, interviewees would have had doubts about the instrument. This
was the case with one organisation. The interviewee found it difficult to place
the relatively poor scores. The conclusion of the approved contractor was that
this could have been due to the particular interviewer who conducted the
interviews (interviewer effect).

Because the CQI methodology employs questionnaires with predefined
categories of answers, some quality managers and senior management
representatives thought that the extra information received from clients during
the interview was lost. They would like to put follow-up questions, and record
the extra information. It was their opinion that this would provide information
on the needed improvement actions shown up by the results. On the other
hand, interviewees from other care organisations indicated that, as follow-up to
the CQI results, the management itself must determine which aspects they want
to focus on, and this is different for every organisation.

Ad. 2. Staff-related factors

The theory of Berwick et al. presumes that intrinsic motivation is a possible
mechanism through which the measuring of quality can lead to improvement.
The following quotes show that, for some staff, intrinsic motivation and being
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open to feedback were a stimulus to provide good care and to take action as
follow-up to the results:

1 find it satisfying to score well when the aim is to do our best for the
clients.” (home 1, care worker)

‘The research results must always be taken seriously, and they should
be acted upon. These are things that the clients have experienced in
the home, things that the home must deal with, since the home wants
to provide good care.” (home 6; middle management)

After permission from the organisation, the CQI results are published on
www.kiesBeter.nl. The theory of Berwick et al. presumes that the publication of
the data also provides an extra stimulus to improve quality. Those interviewed
were divided in their opinions on this:

‘I think that making data public is an extra stimulus [to provide good
care].” (home 1, care worker)

‘Publishing the results on Internet in the form of stars is an extra
stimulus for the organisation to get a better score.” (home 6, care
worker)

‘Openness about performance can be a reason to perform better.’
(home 3, senior management)

‘It shouldn’t be the case, of course [that the publication of data
stimulates the provision of better care], and I don’t think it is.” (home
11, middle management)

Organisations deal differently with CQI data. This is partly determined by the
mission and structure of the organisation. Some quality managers are simply
there to support quality changes, because senior management thinks that
quality must be fundamental to the daily work. This means that changes must
be handled at the workplace since that is where the quality is delivered. Should
the support of a quality manager be needed, then he/she supports the staff on
the work floor. The following quote illustrates this.
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‘Quality must be a fundamental part of the day-to-day work. Quality
cannot be dependent on just a few people, but must be ingrained in
the way everyone carries out the day-to-day work together.
‘Together’ means ‘including the Management and the staff of the
support services’. This makes for a qualitatively good organisation.’
(home 4, quality manager)

In other organisations it was precisely the quality manager who pointed out, on
the basis of the CQI report, which aspects of care required attention. However,
how these aspects were to be improved was left to the middle management.
These two examples show that quality managers support others in the
preparation of changes, but that the care workers are critical in the actual
implementation.

A manager with authority can also decide, based on a CQI measurement, to
change the care and services provided. Two examples illustrate this. The first
example that came out of the CQI measurement as a point for improvement
concerned hot meals. Previously, clients filled in a menu list two weeks in
advance. The Director felt that clients should have a greater choice, so the
preparation process was changed: now the hot meal is served in dishes on the
table at midday, and there is a choice of vegetables, a variety of potatoes, meat,
and a dessert. This initiative met resistance from the client council. The
argument against this change was that the clients would be given reheated food
in the evening. This point was put before the national arbitration panel. The
Director won the argument, and the change was put into effect. The second
example concerns a low score on the ‘autonomy’ indicator. The Director
attributed this to residents who wanted to have their own keys to the home, as
follows.

‘Of the 90 residents, four wanted their own keys. These residents are
still quite independent, and found it irritating to have to ring the bell
of the home where they live. This resulted in a discussion of safety if a
key should be lost. The conclusion was that I should make a wise
decision, and so I did: I gave the residents their own keys. The report
helped in this because it stated that autonomy could be improved.’
(home 1, senior management)

Changes in the care and service provided can also be introduced because staff

on the work floor come up with improvement initiatives. The following
example relates to a poor score on the indicator ‘respectful approach’. Staff
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explained this score as resulting from their being too busy. At a location
meeting, the CQI results were put to the care workers, and they were asked
‘How can staff appear calm even when they are busy?’. A care worker thought
up ‘Thea’s count to 5’ for this, whereby staff enter a resident’s room in less of a
rush:

‘‘Thea’s count to 5’ means that carers stop and count to five before
they ring at a client’s room. They go in and sit down for a moment
with the client. In this way, the client has the feeling: ‘She is sitting
down, so she can’t be so rushed’.’ (home 8, care worker)

Ad. 3. Organisation-related factors

Organisation-related factors that influence the use of information from
feedback measurements are the existence of an infrastructure for quality
improvement and consideration for the client. The possession of a certificate
such as Harmonisation of quality assessment in the care sector (HKZ,
‘Harmonisatie Kwaliteitsbeoordeling in de Zorgsector’) or Performance in care
(PREZO, ‘PREstaties in de ZOrg’) for the provision of sound care is evidence of
an infrastructure for quality improvement. Consideration for the client is
shown by the CQI measurement of the quality of care from the perspective of
the client. Senior management representatives indicated that both aspects
count in the negotiations with care purchasers. Specific demands relating to the
CQ-index concerned:

1. The frequency of a measurement of client experiences (biennially).

2. The publication of the data on www.kiesBeter.nl.

CQI data is published on the Internet only after approval by the Board and
senior management. There was hardly any resistance to such publication
because, for many organisations, the CQ-index was being carried out for the
second time. Publication was also supported by the policy and attitude of the
organisation towards transparency, as expressed in the following quote: ‘The
organisation wants to be transparent about the care that it provides, and
publishing on www.kiesBeter.nl is part of that’ (home 3, middle management).
Some health insurers set more-specific requirements such as an evaluation
score of at least 7 for the care by the home, or at least 3 stars on a set of
questions from the CQI questionnaire. In some care purchase discussions,
improvement plans based on the results were also central. These plans had to
be approved by the client council in order to guarantee the client perspective.
Failure to meet the demands of the health insurer resulted in a lower budget:
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‘The health insurer sets pre-conditions that the organisation must
satisfy. The experiences of the clients must be at least x, and so much
this and so much that. This determines the amount that we as an
organisation receive for the care. If the organisation does not score
well enough on certain aspects, a deduction of a certain percentage
from our tariff is imposed.” (home 6, senior management)

Staff at various levels of organisations that have been certified for some length
of time spoke more often about coming up with ideas for improvement actions,
and implementing, monitoring, and evaluating them, while with recently
certified organisations this was to be seen mainly among the quality managers.
Most of the quality managers work for the concern (the overall organisation),
and locations within the concern hire in the services of the quality manager.
Because of this, in some organisations, quality managers were assigned only for
obtaining or extending a certificate, and not for actions in response to a CQI
measurement, because the costs come from the budget of the location.
Analysing the CQI information, and coming up with and initiating improvement
actions, therefore fell to the middle management and the care workers of the
locations.

Through mergers and cost containment in several organisations, the middle
management was replaced by a single regional manager who had overall
responsibility for several locations. These structural changes meant that care
workers got (even) more tasks, leading to increased workload for them. This
resulted in the postponement or cancellation of (improvement) actions
stemming from the CQI measurement.

6.4 Discussion

The Berwick model (2003) relating to transparency and improvement of
quality assumes that organisations will initiate quality improvements following
dissatisfaction with the results. In this study we interviewed staff in 12 nursing
homes and homes for the elderly to investigate the factors influencing the use
of CQI information for quality improvement.
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6.4.1 Factors that influence the use of CQI data
1. Data-related factors
From the literature it is to be seen that reliable and recognisable information
are aspects that support care organisations in the continual improvement of
their performance. The CQ-index fulfils this role. Those interviewed think that
the measurement of client experiences by an independent approved contractor
makes a positive contribution to valid and reliable data. Recognisable results
concerned the food, the autonomy of clients, and respectful treatment of clients.
This picture of the CQ-index confirms the findings of a study commissioned by
ActiZ and carried out by the University of Maastricht. Of the appropriate care
coordinators, 65 percent think that CQI results give a representative picture
(Haastregt et al., 2008). A threat to the credibility of CQI data is the role of the
interviewer, as was pointed out by one of the interviewees. The research report
of the development of the CQI ‘Long-term care’ questionnaires (Wiegers et al.,
2007), the Accountability Report on the evaluation of Nursing, Caring, and
Home Care (‘Verantwoording evaluatie VV&T’) (CKZ, 2010), and an English
publication (Winters et al., 2010) confirmed these interviewer effects. Such
effects apply to one of the three CQI ‘Long-term care’ questionnaires. This
questionnaire was used to interview clients of long-term care facilities about
their experiences of the care. Possible explanations for the perceived
interviewer effects are:
1. Interviewers work per corridor or department, so that real differences
between corridors/departments seem to be interviewer effects.
2. Interviewers work in a particular region, so that regional differences
distort the results.
3. Interviewers must sometimes interpret ambiguous answers from clients
(CKZ, 2010).

In the meantime, the Dutch Centre for Consumer Experience in Health Care
(CKZ, ‘Centrum Klantervaring Zorg’) has tightened up the guidelines for
interviews. Interviewer effects can be avoided by performing the interviews
with a minimum of 3 interviewers at any location, by dividing clients randomly
over the interviewers, and by allowing the interviewer to accept only answers
within the answer categories (CKZ, 2010).

A minority of those interviewed thought that the picture given by the CQ-index
was too general. In their investigation, Davies and Cleary (2005) demonstrated
that detailed information at the right level encourages the use of information.
This argues for the collecting of as much detailed information as possible.
However, it is always possible to add detail to the findings by supplementing
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them through a qualitative approach such as talking afterwards about what
works well and what does not, and getting concrete and significant examples
(Alhaus, 2008). This could be done by the approved contractor that carries out
a CQI measurement, or by the organisation itself.

2. Staff-related factors

The use of information and the start of the change process were initiated by a
quality manager, a manager, or a care worker. This choice was affected by the
mission and structure of the organisation. The literature shows that knowledge
of change management among the staff facilitates the use of information for
achieving change (Davies and Cleary, 2005). This would mean that several
levels of the organisation must have this knowledge if changes are to be
realised. Furthermore, every care organisation initiates its own activities to
stimulate quality improvement. This is extremely ad hoc, and it is questionable
whether this actually leads to the improvement of care. There is (as yet) no
standard training or support for (quality) staff to facilitate the use of the results
of CQI measurements. The organisation can decide to take part in programmes
to promote the quality of care. For example, for care-related indicators,
consideration could be given to ‘How to provide better care’ (‘Zorg voor Beter
[Plus]’) that is aimed explicitly at staff in the primary process (care-related
indicators give a picture of subjects such as skin problems, ability to do things
independently, and eating and drinking.) Zorg voor Beter provides methods,
good examples, and advice from experts for providing good care now and in the
future. Learning from each other is fundamental. The method developed by the
LOC National Organisation of Client Councils (‘LOC-Zeggenschap’), ‘From
measurement to improvement’ (‘Van meten naar verbeteren’), can also be
considered. This method includes a step-by-step procedure for setting up an
improvement plan in a short time (LOC, 2007).

The literature showed that leadership is a necessary condition for initiating
change (Davies and Cleary, 2005). The Results section reported that two
managers had initiated changes (relating to hot meals and autonomy). These
managers demonstrated decisiveness. There is still doubt as to whether they
also kept the client perspective in mind. The changes relating to the meals were
not supported by the client council in this specific case. And whether giving
four clients their own keys also contributes to a higher autonomy score,
remains to be seen.
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3. Organisation-related factors

The client perspective was expressed by the health insurer as measuring and
publishing client experience data. The results from this measurement, as well
as the points for improvement, were also taken into account in purchasing
contracts with the organisations. In this way, the use of CQI results was
stimulated by an external party. The infrastructure for quality improvement
differed from organisation to organisation. In the case of recently certified
organisations, the improvement cycle was familiar to the quality managers and
not to other staff. This can probably be explained by the fact that the quality
managers were hired in by the middle management in order to gain specific
(HKZ or PREZO) certificates. With organisations that had been certified for any
length of time, this cycle was also familiar to the management. If quality
managers were not hired in to undertake actions, this meant that improvement
actions had to be carried out by the middle management and care workers.
These people can probably relate the results to the working processes better
than the quality manager. These tasks are still not part of the normal activities,
so there is insufficient time for achieving change. This is a barrier to the use of
CQI results.

6.4.2 Limitations of the study

This article gives an initial description of the factors that affect the use of CQI
information. The long-term care organisations that have taken part probably
represent a positive selection. They had their own questions about the CQ-
index, or recognised the importance of the study. The Health Care Inspectorate
(IGZ, ‘Inspectie van de Gezondheidszorg’) was not discussed with those
interviewed. IGZ states that, besides care-related indicators, CQI data is used in
the recognition of risk in the nursing, caring and homecare sector (Van Dijk,
2010), and is a determining factor in setting visiting priorities (IGZ, 2008). One
consequence of insufficiently safe, effective, or client-oriented care is
intensified supervision. The organisation then has to prepare an action plan
within a month, and the care must be improved significantly within three
months. However, this situation has not arisen for any of the interviewed
organisations. One limitation of the investigation is that statements by
interviewees on the use of information were not verified by the checking of
documents (data triangulation).

6.4.3 In conclusion

The present study has shown that, when the results of CQI measurements give
rise to dissatisfaction, improvement actions are initiated by various levels of
the organisation so as to improve the quality of care. Who it was that carried
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out the action - from quality manager to staff involved in the day-to-day care -
depended on the policy of the organisation. Some quality managers remained
relatively aloof from the improvement actions and the fact that the middle
management or the care workers themselves set up improvement actions. The
effects of a different balance between the contribution of the quality manager
and the implementation by other staff needs to be investigated further, as does
the effectiveness of the actions taken (do they lead to measurably better client
experiences?). The factors that seem to affect the use of client experiences are
primarily related to the characteristics of the data collected; and an external
party promoted the use of information. Organisation-related factors such as
mergers and cost containment impeded the use of information for initiating
improvement actions.
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Measuring and improving the quality of care from the healthcare user perspective

7.1 Background

In the Dutch healthcare system, the emphasis is shifting from provider
domination to client orientation (Westert et al., 2009; Mead and Bower, 2000),
where the role and position of clients have been strengthened in recent decades
in a number of ways including legislation (Baur et al.,, 2010). For example, the
Dutch ‘Participation by clients of Care Institutions Act (WMCZ, ‘Wet
Medezeggenschap Cliénten Zorginstellingen’) mandates every healthcare
organisation to have a functioning client advisory council; a board whose
members are recruited from the users of the organisation and who will
represent them (WMCZ, 1996). In practice, most councils have between five
and ten members, depending on the size of the organisation. In nursing homes
and residential care facilities, spouses (of deceased clients) and volunteers are
members of these councils along with clients themselves. Healthcare
organisations facilitate these councils by providing resources such as office
space and equipment, meeting rooms, budget, et cetera (Savornin Lohman,
2000). The WMCZ gives client councils the right to advise the management of
the organisation about quality of care, and the law prescribes that the
healthcare organisation asks for this advice.

More specifically, according to this law councils have been granted the
following rights: to have meetings with management about organisation policy,
to receive information, to request an investigation into mismanagement, to be
consulted, and the right to consent (WMCZ, 1996). The right to be consulted
allows councils to give their advice regarding issues on changing the aim and
policy of the organisation, merger with another organisation, and financial
matters, but the management can ignore this advice. The right to consent
implies that councils need to formally approve plans concerning issues that
affect the daily living of clients (food and drink, safety, recreation, and leisure),
hygiene, the quality of healthcare for residents, changes to the complaints
procedure, and Consumer Quality Index (CQ-index or CQI) research. The
management cannot carry out changes regarding these issues without approval
of the client council (WMCZ, 1996; LOC, 2007). CQ-index is a standard
methodology used in the Netherlands to measure, analyse, and report
experiences of clients regarding the quality of healthcare. Besides this, the
methodology includes also protocols for developing new CQI questionnaires.
Questionnaires can be developed to assess the quality of care of a sector,
professionals or treatment of a disease (Delnoij and Hendriks, 2008; Delnoij et
al,, 2010).
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The CQ-index for the nursing and caring sector - the CQI ‘Long-term Care’ -
(Triemstra et al.; 2010) consist of several questionnaires targeting various
client populations and domestic settings with tailored data collection:

1. A face-to-face interview protocol for residents.

2. A mail questionnaire for representatives of psycho geriatric clients.

3. A mail questionnaire for homecare clients.

Outcomes of these questionnaires (also called client-related indicators)
together with clinical indicators (e.g. incidence of skin ulcers, falls,
malnutrition, and medication errors) form the national Quality Framework of
Responsible Care (Steering Committee Responsible Care, 2007). This
information is also disclosed on the Internet, which creates transparent
information about providers’ performance (Delnoij, 2009a). The framework
consists of 19 indicators on four domains:

a. Quality of life.

b. Quality of caregivers.

c. Quality of care organisation.
d. Technical aspects.

The CQ-index relates to indicators in the first three domains. Biennially, CQI
data are collected, analysed, and reported by approved contractors. These
contractors meet certain minimum performance standards based on ISO
20252, which is an international standard for market, opinion and social
research. Healthcare organisations can choose any approved contractor. These
contractors differ in price and the type of information products they provide.
Some offer feedback reports that only report on the findings for one’s own
organisations, others offer benchmark reports in which one’s own performance
is compared to that of other organisations. Some contractors offer the
opportunity to have an additional presentation of the findings, for instance, for
the client council and/or for staff members. Because CQI research provides
quality information regarding residents’ daily living, councils have the right to
consent to choose an approved contractor, but they have also a voice in
pointing out improvement activities based on CQI results.

In 2004, an evaluation of the effect of client councils on decision-making of the
organisation showed that councils influence on issues covered by the right to
consent was small. According to a representative group of client councils in
nursing homes, only half of these councils were given notice of decisions on
which they had right to consent (Hoogerwerf et al.; 2004).
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Research about the role of client councils in the Netherlands is scarce and we
do not know whether and to what extent client councils use their rights.
Therefore, our first research question is: ‘Do client councils exercise their rights
‘to be consulted’ and ‘to give their consent’?’ Because the CQ-index is relatively
new, we were particularly interested in the role of client councils in the process
of measuring client experiences and their opinion about the CQ-index.
Therefore, our second research question is ‘What is the role of client councils in
the process of measuring clients’ experiences with the CQ-index and what is their
opinion about the CQ-index?".

7.2 Methods

In 2010, we mailed 1,540 questionnaires to contact persons of client councils in
nursing homes and residential care facilities about the use and usability of CQI
information. Addresses were obtained via the Nationwide organisation for
client councils (LOC Zeggenschap in Zorg). All client councils in nursing homes
and homes for the elderly are members of this organisation. However, only
members who had given LOC permission to sent questionnaires were
contacted. One reminder was sent as a ‘thank you’ card ten weeks after the
initial postal questionnaire. The contact persons were informed about the aim
of the questionnaire and were free to respond or not. According to the Dutch
Medical Research Involving Human Subjects Act (WMO, ‘Wet Medisch-
wetenschappelijk Onderzoek onder mensen’), ethical approval of the survey
research was not necessary.

The questionnaires contained:

1. Background questions.

2. Questions about councils’ influence on organisational policy with 5
response categories ‘totally not involved’, ‘only informative (client council
receives only information which informs them, no action of council is
required)’, ‘right to be consulted (client council has the right to give their
advice, but the management can ignore this)’, ‘right to consent (client
council needs to formally approve changes ; this approval is mandatory and
cannot be ignored by the management)’, and ‘Don’t know’.

3. Statements about the CQ-index with response categories on a 5-point
Likert scale (ranging from ‘totally disagree’ to ‘totally agree”).

Descriptive analyses were performed using SPSS version 17.0 ®.
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7.3 Results

7.3.1 Background information of client councils

The response rate to the postal questionnaire was 34% (n=524). No
information was available of contact persons who did not respond. Most
responding councils consisted of seven members, with a minimum of five and
maximum of twelve members. One out of four members participating in the
client councils were residents themselves. Volunteers (25%), Family of
residents (22%), family members of deceased residents (15%), and assisted
living clients (13%) also participated in the councils.

Client council meetings occurred once in four to twelve weeks and meetings
with the management were held less often (Table 7.1). In the meetings, they
discussed topics regarding organisational issues -financial matters (82% of the
councils), vision of the health organisation (71%), annual report (77%), new
employees (51%), accommodation (81%), and laundry costs (82%) - and topics
regarding client care - organisation of care (52%), food and drinks (89%),
handling complaints (83%), respectful treatment and privacy of residents
(76%), choice for improvement projects (75%), variety of activities (69%), and
CQI research (74%)-.

The councils’ role varied with respect to the frequency of giving written advice
to the management of organisations: 0 advices per year (28% of the councils), 1
to 5 advices per year (58%), 6-10 advices (11%), and more than 10 advices per
year (3%). Quality improvement priorities were formulated by the client
council alone (16%), by the management alone (21%), and by the management
and client councils together (51%).

Table 7.1  Meetings of client councils with members only and of members
with the management

Once per: N 4weeks 6weeks 8weeks 12 weeks Different
frequency

Client council members only 515 51% 30% 14% 2% 4%

With management 513 36% 25% 27% 5% 7%

7.3.2 Client councils and their involvement in decision-making

Table 7.2 provides information regarding the degree of involvement of councils
in decision-making on organisational issues. With respect to these issues, client
councils have the right to be consulted. This means that the management has to
ask for the advice of the client council, but the management is free to ignore this
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advice. As can be seen in the Table, 31% to 46% of the councils exercised this
right with respect to issues from finance to accommodation. However, almost
the same percentage of respondents believes that their involvement in these
issues is of an ‘only informative’ nature (23% to 46%). So, they believe that the
management shares information about these with them, but they are not aware
of the fact that the management should ask for their advice. On the other hand,
12 to 27% of the client councils report that they have the right to consent on
these issues. When the percentages of the ‘rights to be consulted’ and ‘right of
consent’ are summated, for almost every organisational issue more than 50%
councils exercise their legal right or are even more involved than would be
necessary from a legal point of view.

Table 7.2  The degree of involvement of client councils in decision-making on
various topics for which they have the right to be consulted

Issues N Not Only Right Right to Don’t
involved infor- to be consent know
mative consulted

% % % % %
Financial matters (e.g. budget) 505 10 45 31 12 2
Vision of the organisation 497 5 37 36 19 2
Annual report 500 6 46 34 12 2
New employee 499 25 23 33 18 2
Accommodation 498 5 30 46 17 3
Laundry costs 497 6 27 38 27 2

Table 7.3 displays issues concerning the councils’ right to consent in decision-
making of the healthcare organisation on client care (e.g. food and drink,
complaints registration, respectful treatment and activities). With respect to
these issues, the client council has to formally approve any plans or change of
policy that the management proposes. Only 18% to 36% of the client councils
experienced that they actually had this right. More client councils reported that
with respect to these issues they had the ‘right to be consulted’ (31% to 50%).
Some of the client councils (16% to 35%) even perceived their involvement
with these issues as ‘only informative’.

For the CQI survey and for choosing improvement projects, only 18% and 22%
of the councils perceived that they had the right to consent, respectively. These
results indicate that councils’ degree of involvement in decision-making in
healthcare organisation is less than expected based on their legal rights.
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Table 7.3  The degree of involvement of client councils in decision-making on
various topics for which they have the right to consent

Issues Not Only Right Right to Don’t
involved infor- to be consent know
mative  consulted

N % % % % %
Organisation of care 498 21 26 31 19 3
Food and drink 510 7 16 42 36 1
Complaints procedure 497 5 27 37 27 3
Respectful treatment and 501 5 24 41 27 3
privacy
Choice of improvement 505 4 21 50 22 3
projects
Variety of activities 508 8 32 36 21
CQ-index research 466 5 35 37 18 3

7.3.3 Role of client councils in the process of measuring clients’
experiences

If client councils are involved in CQI research they need information from the

management about when a next measurement is to take place. Most of the

councils were given timely notice when a new CQI survey was to start (87%):

the preferred notice period was two months and three-quarters of the client

councils were adequately informed about the CQI survey.

To ensure that measurements of client experiences are embedded in the
decision-making process of the organisation, client councils have the right to
consent regarding the selection of an approved contractor to perform the CQI
survey. This enables client councils, for example, to choose a contractor who
offers information products, such as reports and presentations that are tailored
to client councils’ needs. Twenty-nine percent of the respondents replied that
they were involved in this selection; implicating 71% of the councils had no
role in choosing a contractor. Among those client councils that found it
important to be involved in this process (69%), 41% were involved.

Statements about measuring clients’ experiences with the CQI method showed
that respondents were positive about the CQ-index. Two-thirds of the client
councils agreed that the CQI questionnaire was a good questionnaire to
measure clients’ experiences with care and almost the same percentage agreed
that CQ-index provided clear questions. Although the CQ-index provided
recognizable results, the councils disagreed about the extent to which results
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were representative. Seventy-six percent of the respondents think that results
point out improvement potential (Table 7.4).

Table 7.4  Statements measuring respondents’ experiences with the CQ-index

method
(totally) Disagree Neutral Agree (totally)
Disagree Agree
N % % % % %
Results show improvement potential 453 2 4 9 67 18
There are recognizable results 443 2 7 23 59 9
CQ-index is a good questionnaire for 448 3 6 25 55 11
measuring clients’ experiences of care
Questions in the survey are clear 445 2 11 20 58
Results show a representative image 438 4 21 28 40

of the experiences of clients

7.4 Discussion

The aim of this article was two-fold. First, we assessed whether client councils
exercise their legal rights in decision-making of nursing and residential
facilities. More specifically, we looked at their rights ‘to be consulted’ and ‘to
give their consent’ on several issues. Second, we examined what the role of
client councils is in the process of measuring clients’ experiences with the
Consumer Quality index (CQ-index or CQI) ‘Long-term Care’ and what their
opinion about this CQ-index is.

The respondents from client councils of nursing homes and residential care
facilities were drawn from available addresses of the Nationwide organisation
for client councils. These councils agreed to receive incidental questionnaires.
In 2009, there were 2,082 nursing homes and residential facilities in the
Netherlands (Deuning, 2009). With our sample we reached 73% of the homes.
No information was available of the councils that were not reached or did not
respond to the questionnaire. The low response rate of the questionnaire
(34%) may have biased the results. It is likely that the responses are too
positive because a subgroup did not respond. For the non-respondents, CQI
research is probably less well known and more complex than for the
respondents. Continuing this line of argument, councils may use their legal
voice less often than was presented in the results.
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The composition of the councils in this study was the same as in the evaluation
report of the Participation by clients of Care Institutions Act in 2004 (Savornin
Lohman, 2000). Nevertheless, this composition - only one in four members is a
client - needs attention (Zuidgeest et al.,, 2010). When entering a home, clients
are elderly and have physical complaints that limit them in joining the client
council. This is a concern for the next decades, because client councils have a
legal voice on policy regarding healthcare facilities. If clients are not able to use
this voice individually or through a client council others must do so for them.

The involvement of client councils in decision-making of healthcare
organisations is embedded in legislation. However, less than half (31%-46%) of
the client councils perceived that they could exercise their right to be consulted
on organisational issues like finance, vision, annual report and accommodation.
Even fewer councils (18%-36%) perceived that they could exercise their right
to consent about issues concerning client care (e.g. food and drink, complaints
registration, respectful treatment and activities). The fact that not many
councils are involved in decision-making and policy of healthcare organisations
is in contrast with a national agreement between stakeholders about client
council rights (LOC, 2007).

Concerning CQI research, client councils have the right to consent regarding the
selection of an approved contractor to perform the CQI survey. However, our
results showed that client councils did mostly not choose approved contractors.
Client councils have hardly any role in the process of measuring clients’
experiences with CQI surveys: only one fifth of the client councils perceived
that they could exercise their right to consent regarding CQI research.

The literature shows that recognizable results promote the use of client
feedback (Cummings and Worley, 2005). Despite the fact that the CQI results
were recognizable, some client councils were not involved in formulating
priorities for quality improvement. Management needs to notify councils when
a CQI survey is to take place and should encourage councils to be more actively
involved in pointing out own improvement priorities. Actively involving client
councils in the identification of priorities and quality activities reduces the
amount of undesirable outcomes (e.g. the prevalence of pressure ulcers,
restricted mobility and behavioural problems) (Wagner et al.,, 2006).
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7.5 Conclusion

In conclusion, measuring clients’ experiences should constitute a mean to
strengthen the position and role of clients in nursing homes and residential
care facilities. Nevertheless, councils hardly use their legal voice and they tend
to have a passive role. Measuring clients’ experiences is part of client-oriented
policy, aimed at improving quality of care, but the current practice shows that
the management of healthcare organisations dominates the process involved.
This is a top-down approach and conflicts with the national policy aimed at
client empowerment.
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8.1 Background

Various countries publish quality information about nursing homes and
residential care facilities on the Internet in the form of report cards which serve
multiple purposes (Van Nie et al, 2010; Du Moulin et al.,, 2010; Grabowski,
2010). Firstly, information is available for choices by (future) clients or for
families of these clients. Secondly, it can be used by nursing homes to account
for their performance to healthcare regulators and government. Thirdly,
information informs health insurers on performance differences across nursing
homes, which can be incorporated into their purchasing decisions. Lastly, it can
be used by nursing homes themselves to monitor their quality of care, to
improve transparency about the quality, and to promote quality improvement
initiatives (ActiZ, 2007). In this article, the focus will be on the monitor function
of available information.

Countries differ in the quality information they provide on the report cards.
Quality information can include structure indicators which refers to the
conditions under which care is provided, process indicators which relates to the
professional activities associated with providing care, and outcome indicators
which denotes the effects of care (Donabedian, 1980). Most countries provide
the first two types of indicators and only some countries (Austria, Germany, the
Netherlands, Sweden, USA) present the outcome measurements such as care-
related safety, satisfaction, and experiences of residents or representatives (Du
Moulin et al,, 2010).

In the Netherlands, the national indicator set for long-term care for the elderly
is called the ‘Quality Framework Responsible Care’ (ActiZ, 2007). It includes
patient experience indicators which are measured with three separate
questionnaires: an interview protocol for residents, a mail questionnaire for
representatives of psycho geriatric patients, and a mail questionnaire for
homecare clients. These questionnaires belong to the so-called Consumer
Quality Index (CQ-index or CQI) which is the Dutch standard for measuring
patient and client experiences in healthcare (Delnoij, 2009a). The national
indicator set also includes clinical indicators like skin problems, depression, fall
incidents, physical restraints, malnutrition, and medication errors. The present
paper is focused on patient experiences indicators.

Every organisational unit in the long-term care (mostly a location of a nursing

home, residential care facility or homecare organisation) is obliged to measure
their performance on the experience and clinical indicators. This obligation is
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defined by a national steering committee in which client organisations,
providers in long-term care for the elderly, healthcare regulator, Ministry of
Health, Welfare and Sport, and health insurers are represented (Delnoij et al.,
2010). This national agreement is reinforced by the umbrella organisation of
nursing homes, homes for the elderly, and homecare organisations (ActiZ).
Membership of ActiZ is terminated if members do not comply with the
obligation to measure and publish results of measuring client experiences. In
addition, health insurers will cut budgets of healthcare providers who do not
measure these indicators. These incentives spur homes to measure and publish
these scores. In 2007, at start of publishing the results, 62% of the
organisational units published their outcomes (www.zorgvoorbeter.nl, 2008)
which increased to nearly all homes in 2010.

Providers can choose the exact timing of measuring experiences of clients,
family members, and homecare clients as long as they conduct CQI surveys with
an interval of approximately two years. Since 2007, several providers measured
and published their CQI survey results twice. In this article, we analyse CQI
survey results of those providers in order to describe changes in their
performance over time. Analyses of performance over time will be done while
taking into account all three CQI instruments for long-term care for the elderly.
The results of those surveys are published on the level of indicators. Indicators
correspond to items and scales that have been established during the
development of the questionnaires (Triemstra et al., 2010).

We hypothesize that the publication of the CQI survey results on the first
measurement will trigger quality improvement activities which lead to an
improved performance on the second measurement. Studies in the USA have
shown that homes reorganized quality improvement programs and started new
quality-assurance programs (Mukamel et al., 2007; Werner et al., 2009; Castle,
2005). In addition, homes with poor quality scores were more likely to act on
these performance scores compared with homes with better scores (Mukamel
et al,, 2007), a phenomenon that has also been observed for hospitals (Fung et
al, 2008) and health insures (Hendriks et al, 2009). Accordingly, we
hypothesize that homes with substandard performance on the first
measurement will show more improvement than homes whose performance
was already relatively good.

Our first research question is ‘Have scores with respect to client experiences of

nursing homes, residential care facilities, and homecare providers improved
between the first (t,) and the second (t;) measurement?’.
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Furthermore, investigation of scores will take place with respect to homes,
residential care facilities, and homecare organisations that performed ‘(much)
below average’ on the first measurement compared with organisations that
performed on ‘average’ and ‘(much)