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General introduction

INTRODUCTION
Due to the multiple causes of chronic pain, a multidimensional approach is needed for
its diagnosis and treatment.1 As a result, chronic pain patients deal with various disciplines and healthcare providers. Consequently, the quality of pain care is complex, and
reflects not only the medical decision-making, but also the organisational structure and
processes. National consensus as to what constitutes good quality pain care is absent in
the Netherlands. Therefore, the need to define ‘good quality pain care’ is highly important. Providing good quality care is not conceivable without the patients’ perspective, as patients’ experience and knowledge can contribute to improvements in the
quality of care. Quality indicators (QIs) can be used to measure, compare, and improve
the quality of care. Consequently, to match the quality of care provided by caregivers,
patient participation is indispensable in the development of quality indicators for the
management of chronic pain. In this introduction, the impact and concept of chronic
pain is reviewed. Additionally, the international and national approaches to chronic pain
in pain treatment services are described. The concept of quality indicators and the importance of patient participation for the assessment of pain care are then explained.

CHRONIC PAIN
Chronic pain is a subjective and personal experience that can have a devastating impact
on daily life and may limit participation in work and social activities. In addition to physical and psychological disabilities, chronic pain may result in serious comorbidities and
psychological disorders, such as anxiety and depression.2,3 It is often accompanied by a
complex set of changes, including disability (immobility), disturbed sleep, anxiety and
fear, and other disorders. This negative impact not only has a burden on the patients
themselves but also on their families. Chronic pain is frequently defined as any pain
lasting longer than 3 months (International Association for the Study of Pain, IASP).
Chronic pain also imposes severe financial burdens on many levels, including loss of
jobs, loss of income, and increased use of healthcare services. In Europe, nearly 20% of
adults suffer from chronic pain, with unspecified pain in low back being the most common location of pain (42%) and arthritis/osteoarthritis being the most common cause of
pain (42%) among the individuals surveyed.2,4,5 The percentage of patients with moderate to severe chronic pain in the Netherlands ranges from 11 to 18%, with (low) back as
the most common location of pain (21%).6,7 In an effort to garner attention to the problems of patients with chronic pain, the European declaration on chronic pain, which
stated that ‘chronic and recurrent pain is a specific healthcare problem, a disease in its
own right’ (EFIC, European Federation of IASP Chapters), was introduced.8
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MULTIDISCIPLINARY PAIN TREATMENT
In the 1950s, John Bonica established the study of pain as a multidisciplinary field and
developed a new concept for pain clinics that introduced a team approach to the field
of pain management, incorporating various specialties to treat acute and chronic pain.
Nowadays, multidisciplinary pain management does have a place in medicine; however,
there are still problems with it. Pain treatment services differ substantially, and not all
recognize the validity of basing chronic pain treatment on the biopsychosocial model.9
The biopsychosocial model (George Engel, 1977) is widely accepted as the most empirical approach to chronic pain.10,11 The influence of environment, cognition, emotion,
expectations, physical condition, and behavior at pain onset and throughout its course,
and the experience of chronic pain are crucial in the biopsychosocial model. The biopsychosocial model is the basis for multidisciplinary chronic pain care, as it states that
“even when resources are limited, care should be guided by an understanding that pain
is influenced by biomedical, psychological, and social/environmental factors, and therefore treatment should be multidisciplinary” (recommendations for Pain Treatment Services, IASP 2009) 1. Therefore, the clinicians who assess and treat patients in a multidisciplinary pain setting should include physicians, nurses, mental health professionals
(psychologists or psychiatrists), and physical therapists.

DUTCH MULTIDISCIPLINARY PAIN TREATMENT
In the Netherlands, the treatment of chronic pain is provided in outpatient care, day
care, clinical consultation, inpatient care, and palliative care. Historically speaking, anaesthesiologists play an important role in pain treatment because of their specific
knowledge of opiates and nerve blocking agents. Over time, pain medicine became an
anaesthesiology specialty and a subarea in the educational curriculum for anaesthesiology.12 During the last few years, multidisciplinary pain treatment services have arisen,
but with little insight into the organisation, team composition, or work processes of a
daily pain practice.13-15 Above all, the organisational aspects, pain team composition,
and work processes to which Dutch multidisciplinary pain treatment should adhere was
unknown. Pain treatment services providing expertise in the diagnosis and treatment of
chronic pain vary significantly and are inadequately organised.2,16,17 This has led to the
organisational aspects of multidisciplinary pain treatment services being questioned.
Therefore, assessment of the quality of treatment services is highly important. This
brought us to the first aim of this thesis; to gain insight into the organisational aspects
and treatment content of the daily practice of pain treatment services in the Netherlands. Today, a global consensus exists on the need to set standards to improve the
quality of pain treatment services.1,2,5,12,18-26 To set national standards for Dutch pain
treatment services, information is needed regarding the relevant aspects of organisa-
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tional structures, and the appropriate criteria, standards, and benchmarks for quality
pain care.27 Therefore, the second aim of the thesis was to explore the international
guidelines, recommendations, and quality standards of the most respected international institutes for the management of chronic pain.

QUALITY ASSESSMENT
Quality indicators (QIs) play an important role in achieving quality standards and quality
improvement changes.28 Quality indicators can be used to identify aspects for quality
improvement regarding the organisation of healthcare. QIs are explicitly defined, as
measurable elements of practice performance for which there is evidence or consensus
that these elements can be used to assess the quality of care or changes in quality.29,30
Donabedian was one of the first to focus on the importance of observing healthcare
quality from different aspects: ‘settings in which care occurs (structure indicators), what
is actually done in giving care (process indicators), and the effect of healthcare on the
health status of the patient or populations (outcome indicators)’. He proposed a tripartite classification to infer if ‘the quality is good or not’. He also assumed that there is a
causal relationship, i.e., ‘Good structure increases the likelihood of a good process, and
a good process increases the likelihood of a good outcome of care’.27

Quality assessment in Dutch pain treatment services
To achieve quality standards for the assessment of pain treatment services on a national level, consensus among target users is crucial.31,32 Since there is no Dutch consensus
concerning quality standards for the assessment of pain treatment services, establishing
such a consensus is essential. Consequently, in the context of pain management standards for pain treatment services, it is essential to come to an agreement on a national
level as to the elements that constitute good quality pain care.27 Therefore, the third
aim of this thesis was to obtain consensus from experts in the pain field as to which
quality indicators (structure, process, and outcome) pain treatment services should
adhere.

Quality assessment and patient participation
In addition to setting standards for pain treatment services, quality indicators can be
used by healthcare professionals to see if and where changes are needed, or to get
information on differences between hospitals. However, different perspectives on the
quality of care may require different methods for quality indicator development.33-35
Professionals tend to put emphasis on professional standards, efficiency, and health
outcomes. Patients often relate quality to the communication skills (patient - physician
11

Chapter 1
contact) and practical performance of professionals.29 Consequently, this may have
important implications for the assessment of quality pain care. Therefore, in addition to
the perspective of professionals when assessing pain care quality, the participation of
patients and the utilisation of the patients’ specific expertise, based on their experience
of pain care, is essential.36 Additionally, patient participation is a key component in the
redesign of healthcare processes.34,35,37-41 Most approaches to patient participation
have included focus group interviews, self-administered questionnaires, individual interviews, and participation in panels during systematic consensus processes. These
approaches to patient participation can take place in all phases of the process, including
during patient consultations on their problems and needs, intervention design, or the
evaluation and dissemination of results.42 The highest potential for obtaining effective
patient participation is in a true ‘partnership’ between patients and professionals, in all
phases of the quality change process.43 Recently, patient organisations have defined
what they find important for pain healthcare in general.44-46 However, these organisations were initially not involved in setting the national standards for the assessment of
pain treatment services by healthcare professionals. Patient participation was absent in
the development of professional-driven quality indicators for the assessment of clinical
care, both nationally and internationally. Therefore, the fourth aim of this thesis was to
develop quality indicators from the perspective of patients suffering from chronic pain
for the assessment of clinical pain care in close partnership with Dutch patient organisations. Consequently, to verify if quality indicators in the format of a patient questionnaire truly measure the construct of quality of daily pain practice, the assessment of
patient questionnaires was necessary.47 Additionally, since patient questionnaires
should be tailored to the (entire) population of patients with chronic pain undergoing
treatment in a pain treatment service, it should be confirmed that the questions are
understandable, feasible, and clear. Therefore, the fifth aim of this thesis was to validate the usability, comprehensibility, and psychometric quality of the Quality indicators
Pain Patients Perspective (QiPPP) questionnaire in daily pain practice in the Netherlands.
Table.1. Examples of structure, process and outcome indicators. Adapted from: Improving Patient Care: the
(31)
implementation of change in health care. Chapter 7; Quality and safety: the role of indicators.
Examples of indicators
Structure indicators

Formation of health care providers per patients (staff level and patient load)
The pain clinic has a clearly multidisciplinary structure

Process indicators

Referral management
Diagnoses management (administration of a pain questionnaire)

Outcome indicators

Patient reported outcome measurements (PROMs)
Patient experience (PREMs)
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THE AIM OF THIS THESIS AND RESEARCH QUESTIONS
This thesis describes five studies, starting with a descriptive study on the content of
daily pain practice in the Netherlands to describe the setting followed by four studies on
developing and evaluating quality indicators.

RESEARCH QUESTIONS
1. What is the number of pain treatment facilities, the content of organised, specialised pain care, and the adherence to the criteria of the internationally accepted guidelines for pain treatment services?
2. What is the level of agreement between the ‘highest standards of pain practice’
of the World Institute of Pain and the 'recommendations for pain treatment services’ of the International Association for the Study of Pain?
3. What expert-agreed list of quality indicators can be developed which could be
used by pain treatment services to assess whether chronic pain patients were
undergoing appropriate multidisciplinary diagnostics and receiving appropriate
treatment?
4. From the perspective of patients suffering from chronic pain, which quality indicators can be developed to assess the quality of clinical pain care?
5. What is the usability, comprehensibility and validity of the QiPPP (Quality indicators Pain Patients Perspective) questionnaire in daily pain practices in the Netherlands?
The first part of this thesis will focus on the content of Dutch daily pain practice. To gain
some insight in current quality of daily pain practice pain treatment services were evaluated. Chapter 2 describes the evaluation of organizational aspects of Dutch pain
treatment services based on the recommendations of the International Association for
the Study of Pain (research question 1).
The second part of this thesis describes the perspective of professionals and patients
on quality of pain care. Structure-, process- and outcome quality indicators for national
pain care quality were developed. To improve the quality of pain management services,
awareness of which standards already exists is important. Internationally respected
institutions established standards and recommendations. Questioned was; what is the
level of agreement between the ‘highest standards of pain practice’ of the World Institute of Pain and the 'recommendations for pain treatment services’ of the International
Association for the Study of Pain? The question was enlightened in chapter 3 (research
question 2). Chapter 4 describes the methods and results for expert opinion consensus
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and quality indicators development to improve the quality of daily pain practice, using
the best available guidelines and quality standards (research question 3). Chapter 5
describes the quality indicators development of the defined criteria in close partnership
with the patient collaborative. Two large Dutch patient organisations Pain Patients
United Consortium and PainPlatform defined criteria of which they considered to be
quality pain care. The quality indicators development was finalized in the QiPPP (Quality
indicators Pain Patients’ Perspective) (research question 4). Chapter 6 describes the
validation of the QiPPP on usability, comprehensibility and psychometric quality (research question 5).
Chapter 7 describes the summary of main findings and puts the findings in the light
of the latest relevant literature, describes strengths and limitations of the complete
theses, the methodological issues of the performed studies, the impact on the findings,
possible future research and the conclusion of this manuscript.
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Figure 1. Flow chart of the consecutive research projects

5. What is the usability, comprehensibility, and validity of the Quality
indicators Pain Patients Perspective (QiPPP) questionnaire in daily pain
practice in the Netherlands?

QUALITY INDICATOR MEASUREMENT DEVELOPMENT

VALIDATION STUDY

CONSENSUS DELPHI STUDY
4. From the perspective of patients suffering from chronic pain, which quality
indicators can be developed to assess the quality of clinical pain care?

3. What expert-agreed list of quality indicators can be developed that could
be used by pain treatment services to assess if chronic pain patients are
undergoing appropriate multidisciplinary diagnostics and receiving
appropriate treatment?

DOCUMENT ANALYSIS

2. What is the level of agreement between the ‘highest standards of pain
practice’ of the World Institute of Pain and the 'recommendations for pain
treatment services’ of the International Association for the Study of Pain?

NATIONAL SURVEY

1. What is the number of pain treatment facilities, the content of organised,
specialised pain care, and the adherence to the criteria of the internationally
accepted guidelines for pain treatment services?
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ABSTRACT
Rationale, aims and objectives
Chronic pain patients referred to a pain treatment facility have no guarantee that they
will receive a proper diagnostic procedure or treatment. To obtain information about
organizational aspects of pain treatment facilities and the content of their daily pain
practice, we performed a questionnaire survey. The aim of the study was to evaluate
the amount of pain treatment facilities, the content of organized specialized pain care
and adherence to the criteria of the internationally accepted guidelines for pain treatment services.
Method
The University Pain Centre Maastricht of the Department Anesthesiology and Pain
Management at the Maastricht University Medical Centre developed a questionnaire
survey based on the Recommendations for Pain Treatment Services of the International
Association for the Study of Pain (IASP). The questionnaire was sent to the medical
boards of all (n=94) hospitals in the Netherlands (n=94).
Results
The response rate was 86% (n=81). Of all hospitals, 88.9% (n=72) indicated to provide
organized specialized pain care, which was provided by a pain management team in
86.1% (n=62), and by an individual specialist in 13.9% (n=10). Insight was obtained from
pain treatment facilities in five different domains; the organizational structure of pain
management, composition of the pain team, pain team practice, patient characteristics,
and research and education facilities.
Conclusion
Although 88.9% of all hospitals stated that organized specialized pain care was provided, only a few hospitals could adhere to the criteria for pain treatment services of the
IASP. The outcome of the questionnaire survey may help to define quality improvement
standards for pain treatment facilities.
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INTRODUCTION
Epidemiological studies show that nearly 20% of adults suffer from one or more chronic
pain conditions.(1, 2) In a systematic review, a prevalence of 11% was found for severe
chronic pain in the general adult population.(3) Despite well-organized healthcare systems in European countries, pain management is inadequately organized.(4, 5) Chronic
pain patients that are referred to a pain facility have no guarantees that they will receive a proper diagnostic procedure and/or treatment.(2) Moreover, chronic pain patients often have difficulty being referred to a pain management specialist.(1) Only 5% of
chronic pain patients have ever seen a pain specialist.(5) In Europe, 26% of the chronic
pain patients were found to have waited (for any reason) between 1 and 5 years before
receiving an appropriate diagnosis for their pain.(2) Although, the inadequacy of treatment was defined differently, several studies have reported percentages of inadequately treated chronic pain patients, within figures ranging for 34% to 79%.(2, 6, 7) Reasons for
chronic pain patients being left untreated or under-treated include ‘insufficient
knowledge on the variety of therapeutic approaches available to pain specialist at specialized facilities, such as multidisciplinary pain clinics, a lack of availability of multidisciplinary pain treatment facilities, and inadequate training of healthcare providers’.(5)
Accessibility to multidisciplinary care and to multidisciplinary pain treatment facilities is
stated as one of the five crisis in pain management.(8) In 2001, research was performed
to determine the existence of multidisciplinary pain management teams in the Netherlands.(9) Of all hospitals investigated, only 31% offered diagnostic procedure and/or
treatment by a multidisciplinary pain management team.(10) As a result, a recommendation was made to extend multidisciplinary pain management teams in hospitals and
pain treatment facilities.(10) No information was obtained about the daily pain practice
of these pain treatment facilities. Additionally, no information was reported about the
content of existing diagnostic procedures and pain treatment modalities. For both,
referrers and chronic pain patients, the availability of different pain treatment modalities is not clear.
To obtain information about the exact number of pain treatment facilities and the
content of their daily pain practice, we performed a questionnaire survey. The questionnaire was based on the international and national guidelines for pain treatment
services of the International Association for the Study of Pain (IASP).(11, 12) Finally, we
wanted to classify all pain treatment facilities into three different groups according to
the recommendations of Pain Treatment Services of the IASP.(11) The aim of the study
was to evaluate the number of pain treatment facilities, the content of specialized pain
care, and adherence to the criteria of the internationally accepted guidelines for pain
treatment services.
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METHODS
To compose the questionnaire, researchers from three different pain expertise centres
examined the international guidelines and standards for the diagnosis and treatment of
patients with chronic pain. To perform the questionnaire, the Recommendations for
Pain Treatment Services of the IASP were used.(11)

Questionnaire
The IASP recommendations for Pain Treatment Services were transformed into a number of questions. These were divided into nominal and ordinal measurement scales. The
respondents were given the opportunity to add remarks for each question. The questionnaire consisted of 24 questions. The first two questions referred to the existence of
specialized pain management facilities in their hospital, and asked whether a special
pain management team or an individual (pain) specialist was present. The remaining 22
questions encompassed the following five domains: organizational structure of pain
management, pain team composition, pain team practice, patient characteristics, and
research and education facilities (shown in Table 1). The department of ‘Patient Information and Education’ of the Maastricht University Medical Centre (MUMC+) checked
the questionnaire for clarity.

Returning procedure of the questionnaire
The questionnaire was sent by mail to the chairman of Medical Boards of all 94 Dutch
peripheral and university hospitals. As some hospitals cover several locations, a total of
116 questionnaires were sent out. In the accompanying letter, the chairman of the
medical board was requested to forward the questionnaire to the Department of Anesthesiology and Pain Management. Additionally, information about the survey and the
procedure for returning the questionnaire was explained. Recipients were blinded to
the fact that the questionnaire was based on the IASP recommendations for pain
treatment services. The letter further emphasized that the researchers expected the
questionnaire to be returned within 6 weeks after the first letter. After the appointed
time of 6 weeks, a second letter reminded the hospital boards to return the questionnaire. The researchers phoned hospitals that not had responded after the second letter.
Also, it was explained that if the questionnaire not returned after two reminder letters
and a phone call, it would be assumed that no specialized pain management facilities
were available in their hospital. The schematic flow of the study design and the survey
response is shown in Figure 1.
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IASP
recommendations
for
Pain Treatment Services

recommendations transformed
into questions
questionnaire with 24 items
sent to the medical board of
94 hospitals
response
N=81
analysed
81 questionnaires
Figure 1. Schematic flow of the study design and survey response

ANALYSIS
The results of the questionnaire were categorised in five domains: organisational structure of pain management, pain team composition, pain team practice, patient characteristics, and research and education. To categorize the pain treatment facilities into
type of pain facility, the recommendations for pain treatment services of the IASP were
used. The 22 questions (22 variables) were pooled into the categories pain centre, pain
clinic, and pain treatment facility.(11) All the answers were analysed using SPSS 19.0 for
Mac (2010 SPSS Statistics 19 Inc. IBM Company Armonk, NY, USA).

RESULTS
Response of the questionnaire
The response rate for the questionnaire was 86% (n=81). One hospital returned the
questionnaire but did not answer any question, and 12 hospitals did not return the
questionnaire.
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Organized specialized pain care
Of all hospitals, 88.9% (n=72) reported the provision of organized specialized pain care,
which was provided by a pain management team in 86.1 (n=62) and by an individual
(pain) specialist in 13.9 % (n=10).
Table 1. Main result of the questionnaire in percentages (n=numbers of hospitals)
Results catogorized in five domains (n=81)

% (n =)

Organizational structure
Presence of a director or coordinator

53.1 (43)

Presence of a multidisciplinary staff

50.6 (41)

Own space for diagnosis and treatment

66.7 (54)

Communication on regular basis around individual patients

43.2 (35)

Communication on regular basis around treatment programs

35.8 (29)

Combination of treatment, research and education

38.3 (31)

Pain team composition
Variety of healthcare professionals

66.7 (54)

Variety of healthcare professionals based on treatment groups

22.2 (18)

Pain practice
Multidisciplinary approach

12.3 (10)

Standardization in diagnostic phase

12.3 (10)

Presence of patient (pain) record

100.0 (81)

Regular evaluation of patient treatment

61.7 (50)

Presence of diagnostic protocols (noticeable/written)

23.5 (19)

Presence of therapeutic protocols (noticeable/written)

45.7 (37)

Patient characteristics
Treatment of acute and chronic pain

72.8 (59)

Expertise with a wide variety of patients

60.5 (49)

Sufficient patient load

16.0 (13)

Education & research
Activating scientific research on a regular base

42.0 (34)

Educational activities followed focused on pain

60.5 (49)

Close association with major health science institutes

17.3 (14)

Classified pain treatment facilities
The percentage of hospitals adhering to the criteria of the recommendations of Pain
Treatment Services of the IASP for a Pain Centre, and a Pain Clinic is shown in Figure 2.
The reaming hospitals are classified as pain treatment facilities.
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1.2% 1.2%

Multidisciplinary Pain Centre
Multidisciplinary Pain Clinic
Pain Treatment Facility
97.5%

Figure 2. Pain treatment facilities classified into three treatment services according to the recommendations
(11)
of the IASP.

DISCUSSION
Main findings
The results of this questionnaire survey, based on IASP recommendations, show the
current state of daily pain practice management in hospitals in the Netherlands. Nearly
90% of the hospitals provided some form of pain treatment facility. Of the 72 hospitals
that provided specialized pain, 86.1% reported treatment provided by a pain management team and 13.9% indicated the presence of an individual specialist. Insight was
obtained in five domains of daily pain practice management: organizational structure of
pain management, pain team composition, pain team practice, patient characteristics,
and research and education facilities. The recipients were blinded to the fact that the
questionnaire was based on the IASP recommendations in order to avoid a bias caused
by socially desirable response behaviors. Positive and negative scores for certain criteria
were not considered to guarantee or give insight into the quality of that particular criterion in daily practice. This is a limitation of the study.
The survey shows an expanded growth in specialized multidisciplinary pain management by a pain management team from 2001; the frequency had increased from
31% to 86.1%. However, the variety is wide and quality is difficult to estimate. Classifying pain treatment facilities in different pain treatment services according to the recommendations of the IASP shows the importance of improving quality standards for
pain treatment facilities (Figure 2). Most pain treatment facilities could not adhere to
the standards of the IASP criteria for pain treatment services. For both a multidisciplinary pain center and a multidisciplinary pain clinic a multidisciplinary approach is essential. Although, many pain treatment facilities described the employment of a variety of
health care professionals, the results showed a multidisciplinary approach was only
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used in 12.3% (Table 1, pain team practice). However, the study did not indicate whether the low outcome of certain criteria was a reason for patients not being referred to a
pain treatment facility.(2, 5) If the current state of pain practice management and the
extent of pain treatment facilities in hospitals are not clear for (pain) specialists, it is not
surprising that it is impossible for chronic pain patients to find their way to pain management specialists. The outcome of the questionnaire survey may help to define quality improvement standards for pain treatment facilities. In order to offer all chronic pain
patients a proper diagnostic multidimensional procedure and treatment, it is necessary
for pain treatment facilities to adhere to a certain quality standard.
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Given the lack of appropriate pain management for chronic pain patients, there is a
great deal of concern about the quality of the various forms of pain management facilities. Such factors usually mean insufficient multidimensional diagnostics and multidisciplinary treatment for chronic pain patients.1-3 Availability of multidisciplinary care is
mentioned as one of the five crises in pain management.1 Although, chronic pain affects
20% to 30% of the adult population, patients have difficulty being referred to a multidisciplinary pain management facility.1,2,4,5 It is not unusual for chronic pain patients to
wait more than 2 years between pursuing help and diagnosis, and an additional 2 years
before their pain is adequately managed.2 Over a quarter (26%) of chronic pain patients
wait 1 to 5 years to receive a proper diagnosis for their pain, and 38% of the pain patients reported that their pain is not adequately managed.2 To understand and manage
the multidimensional nature of chronic pain (biomedical, psychosocial and behavioral
domains) widely accepted is the bio psychosocial model.1,5-8 Even more, successful
treatment of chronic pain patients can only be accomplished by evaluation and approaching the entire person, rather than only through biological or organic pathology.5
In the multidimensional diagnosis and multidisciplinary treatment, the following five
groups of patients can be distinguished9: (1) patients with a clear somatic diagnosis
(anesthesiology and pain medicine, rheumatology, neurology), (2) patients with generalized pain (rehabilitation and psychology), (3) patients with addiction problems (rehabilitation and psychiatry), (4) patients with psychosocial problems (social work, psychiatry, psychology), and (5) patients who have been diagnosed with “refractory” pain (general practitioner, anesthesiologist, neurologist).
However, despite the evidence for a bio-psychosocial approach5,8 and as a result of
the multidimensional diagnostics and multidisciplinary treatment options, pain management is still inadequately organized,3,10,11 and pain management facilities differ
widely.12 This questions the quality of organizational aspects of multidisciplinary pain
management facilities. Quality assessment of pain management facilities, particularly
the availability of multidisciplinary pain management, is highly important. However,
formal assessment requires a consensus of the definition of quality.13 More information
is needed regarding the relevant aspects of organizational structures of pain facilities,
specifying appropriate criteria, standards, and benchmarks for quality of care.13
Given the various guidelines and recommendations, in the last decades, the
knowledge and expertise of multidisciplinary pain management has grown considerably.6,14-19 Important guidelines were established by the World Institute of Pain (WIP)
including, the “high standards for pain practice” 15, and the “recommendations for pain
treatment services” established by the International Association for the Study of Pain
(IASP).6 The first published guidelines (1990) of the IASP, prepared by a task force, were
the ‘desirable characteristics for pain treatment facilities’.14 Five types of pain treatment
facilities were described, which are intended for health practitioners and governmental
or professional organizations. In 2009, the IASP presented the ‘recommendations for
pain treatment services’.6 This document distinguishes between 2 types of pain treat-
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ment facilities: Multidisciplinary Pain Centers and Multidisciplinary Pain Clinics. Additionally, considerations were made for single provider pain practices and single modality
treatment programs; ‘care should be guided by an understanding that pain is influenced
by biomedical, psychological, and social/environmental factors. Treatment should always been (initially) multidisciplinary, evidence based and safe.”6 In 2010, the WIP introduced the Excellence in Pain Practice Award (EPP Award) to promote the highest
standards of pain practice for Pain Centers.15 This EPP program recognizes pain centers
that demonstrate EPP, education, training, and cutting-edge research. A pain center
(around the globe) may apply for an EPP award in one, or all three areas: pain center
achievements, training and research, and impact of the pain center to the specialty of
pain practice. The selection process of the EPP award contains a 3-phase approach: a
review of the submitted applications, selection of the pain center that meets established award criteria for a site inspection, and a site visit inspection. The site visit is
designed to evaluate a pain clinic in a consistent and standardized manner according to
the EPP Award Scoring Summary Sheet.15 Although the standards for highest pain practice of the WIP and the guidelines for pain treatment services of the IASP have been
developed for different purposes, their common goal was to improve the quality of pain
practice management. Both based on their opinion of important quality criteria and
guidelines considered as evidence based guidelines for clinical pain practice.
However, the existence of these various guidelines and recommendations for pain
centers gives rise to the question about differences and similarities between the criteria
of the WIP and the IASP. Therefore, we wanted to view the level of agreement between
those criteria.
The aim of this overview is to describe levels of agreement between the high standards of pain practice of the WIP15 and the recommendations for pain treatment services
of the IASP.6 Additionally, recommendations for quality improvement and assessment
of pain centers are proposed.

THE WIP AND IASP CRITERIA LIST
The standards for the highest EPP award of the WIP,15 and the recommendations for
pain treatment services of the IASP have been placed on a list.6 With respect to the
criteria of the WIP and the IASP (all aspects are included as published on the internet
web-sites of the Institutions) we allocated the criteria in 7 quality domains:16 supervision, continuity of care, formation staff and patient load, quality policy, multidisciplinary, research and education, and regionalization. The complete list is shown in Appendix 1.
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DESCRIPTION OF THE LEVEL OF AGREEMENT BETWEEN THE CRITERIA OF
THE WIP AND THE IASP
Successively, 4 quality domains with a level of agreement between the standards of the
WIP and the guidelines of the IASP are described (shown in Table 1).
Table 1. Level of agreement per quality domain between the standards of the WIP and the recommendations
of the IASP
Quality domain

Level of agreement

Supervision

Covered by the IASP

Continuity/availability of care
Not covered
(the presence/exclusively availability of an
anesthesiologist registered in pain medicine to a pain
clinic )
Formation staff and patient load

Formation staff not covered
Patient load covered by WIP

Quality policy

Patient data covered by IASP and WIP

Multidisciplinarity

Multidisciplinary approach covered by IASP and WIP

Research and education

Providing educational activities for all health care
providers involved in pain management covered by IASP
and WIP

Regionalization

Impact of the pain center/Improve pain management
locally, regionally or internationally covered by IASP and
WIP

Multidisciplinarity
Literature shows the global acceptance of a multidisciplinary approach to the diagnosis
and treatment of chronic pain patients.2 1,20-24 Both the WIP and the IASP documented
the importance of a multidisciplinary staff and/or a multidisciplinary approach to diagnosis and treatment. The document of the IASP emphasizes the multidisciplinary patient
assessment and treatment and involvement of appropriate specialists as needed.

Quality Policy
Defined slightly differently, a second similarity is the need for data according to the
characteristics and outcome of patients. Both highlighted the importance of collecting
patient data to improve the quality of pain management. Where the WIP focuses more
on the process of collecting and analyzing data (availability of at least 2 years of patient
data), the IASP identifies the outcome of the summarized data (eg, pain intensity, psychological distress, function and quality of life).
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Research and education
The third similarity is the attention to research. Both the WIP and the IASP indicate the
importance of research. For the highest level of the EPP award (WIP) and for the multidisciplinary pain center (IASP), participation in research is an absolute requirement. The
WIP requires research facilities, the attendance of clinical or basic science research, and
the production of peer-reviewed articles. The IASP emphasizes the participation and/or
affiliation with a higher education and/or research center. Both, the WIP and the IASP
accentuates the necessity of active engagement in research. Educational activities for
physicians and other health care professionals were found to be highly important for
both institutions.

Regionalization
The attendance of the impact of the pain center is reflected in both documents. The
IASP indicates that the experts in pain management, the center’s staff, are expected to
act to improve pain management in local, regional and national health care services.
The WIP requests for presented data of national and international workshops, conferences, and meetings.

COVERED QUALITY DOMAINS BY THE WIP AND/OR IASP CRITERIA
The ‘WIP & IASP criteria list’ presents criteria of the highest standards for pain practice
of the WIP and the recommendations for Pain Treatment services of the IASP in 7 quality domains: supervision, continuity of care, formation staff and patient load, quality
policy, multidisciplinary, research and education, and regionalization. Level of agreement is found in 4 quality domains: multidisciplinary, quality policy, research and education, and regionalization.
The criteria of the WIP award remain for items of a scoring list (EPP Award Scoring
Summary Sheet), which are answered dichotomous with “yes” or “no” during a site
visitation of the institution. This is in contrast with the IASP, which recommends the
establishment and support of different pain management facilities with important aspects for pain practice. As far as we know, there are no papers where guidelines or
recommendations for pain practice management were structured in a way that is comparable. Even more important is the way that we can view the different levels of
agreement that institutions indicate with their guidelines and/or recommendations.
As seen in Table 1, not all the quality domains are covered by the WIP and IASP,
moreover, some quality domains are covered by the WIP and/or the IASP. In domain
supervision, only the IASP indicates supervision by an appropriately trained and licensed
clinical director with expertise in pain management. Not mentioned is what exactly is
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meant by “expertise in pain management”. Continuity of care is not mentioned in the
documents of the WIP and IASP. In the domain “quality policy” it is notable that the WIP
requires an average of 20 (new referrals) patients seen per day. The IASP in distinction,
made no suggestions about required patient load. The IASP emphases on who is in
charge of the pain center, the treatment of any type of pain problem, and the affiliation
with a higher education and/or research institution. However, the WIP had no standards for leadership, type of patient treatment, and affiliations with other institutions.
Both institutions emphasize the importance of a multidisciplinary approach. However,
the WIP provides no proposals about the way in which this can be achieved. The IASP in
contrast, provides substantive recommendations: patient assessments and treatments
should be multidisciplinary, involving appropriate specialists as needed. Also the principle of the bio-psychosocial model is mentioned by the IASP. Additionally, both institutions provide no guidance about which medical specialists, and/or which other health
care providers should be required in a multidisciplinary team for a multidisciplinary
approach. The IASP provides guidance about the composition of the staff (but no minimal required medical specialists) and about their required expertise in pain management. The WIP allows no standards for this.

RECOMMENDATIONS FOR QUALITY ASSESSMENT PAIN CENTERS
The purpose of this document was to show agreement between the standards and
guidelines of two globally respected institutions, without indicating any quality differences. The WIP and IASP criteria list, especially the levels of agreement, may contribute
to the development of appropriate quality standards with different perspectives for
pain centers. By fulfilling quality standards for pain management, pain centers meet a
certain quality of pain care.15 Nevertheless, to become widely accepted quality standards for pain centers, it is important to meet consensus among experts from the pain
field. Literature shows several ways to meet consensus among experts.25,26 When consensus about appropriate quality is reached27, one can proceed to develop quality indicators for pain centers. Future steps may be:
• Specifying appropriate quality criteria for pain treatment facilities
• Achieve consensus among experts regarding the appropriate quality criteria
• Development of pain quality indicators
• Participation of chronic pain patients in the development of pain quality indicators
• Registration and/or certification of pain clinics and pain centers
The “WIP and IASP criteria list” may contribute to the development of quality indicators
for pain centers. To specify appropriate quality criteria and develop quality indicators,
consensus of experts from the pain field and the opinion of chronic pain patients are
important. Fulfilling quality standards, meaning registration and certification of pain
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treatment facilities, improves unambiguous pain care, more transparency for professionals and above all, more guarantees for chronic pain patients to have the availability
of first class pain management.
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APPENDIX 1
Complete list of Quality Criteria of the International Association for the Study of Pain (IASP) and World Institute
of Pain (WIP) as Published on the Internet Websites of the Institutions.
Highest standards for pain practice of the WIP

Recommendations for pain treatment services of the
IASP

Supervision

Supervision
Clinical activity must be supervised by an
appropriately trained and licensed clinical director
with expertise in pain management.

Continuity of care

Continuity of care

Formation staff and patient load

Formation staff and patient load

Has the pain center seen an average of 20 patients per
day in the last 2 years?
Quality policy

Quality policy

Based on the description of the types of patients seen
and corresponding list of interventions, does the pain
center use normative standards of care in
interventional pain management?

A multidisciplinary pain center is distinguished by the
broad range of its clinical staff, patient care services,
pain conditions treated, and educational and research
activities.

Does the pain center have an adequate process in
place to collect and retain patient data?

The center should be able to treat any type of pain
problem; thus, there must be a system for obtaining
consultation as needed from physicians from
disciplines not included on the staff.

Does the pain center have an adequate process in
The center should serve as a model of excellence for
place to analyze the data? Is patient data available for the structure, processes, and outcomes that are
at least the last 2 years?
essential for high-quality pain management.
All the providers in the center should be appropriately
qualified and licensed in their specialty and should be
knowledgeable about the contributions of biological,
psychological, and social/environmental factors to
pain problems.
A distinguishing feature of a multidisciplinary pain
center is that the clinicians from different specialties
work together in the same space and communicate
with each other on a frequent and scheduled basis
about patients, pain center policies and procedures,
and therapies offered in the pain center.
Care is delivered in a programmed and coordinated
manner and is patient centered, up to date, evidence
based, and safe.
The clinicians should be familiar with all relevant
treatment guidelines, and these should be considered
in planning clinical activities.
The center staff should routinely collect and
summarize data on the characteristics and outcomes
(including pain intensity, psychological distress,
function, and quality of life) of the patients evaluated
and treated and should engage in continuous quality
improvement efforts.
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Multidisciplinary

Multidisciplinary

Does the clinic take a multidisciplinary approach to its Patient assessment and treatment should be
pain practice?
multidisciplinary, involving appropriate specialists as
needed, to ensure optimal management of all
biomedical and psychological aspects of pain
problems. Treatment should aim to improve pain
and/or pain management, and also to improve patient
physical, psychological, and work and social role
functioning.
The staff should include clinicians from a variety of
medical and other healthcare disciplines; all clinicians
should have expertise in pain management. The
clinicians who assess and treat patients in the pain
center should include physicians, nurses, mental
health professionals (eg, clinical psychologist,
psychiatrist), and physical therapists.
Research and education

Research and education

Has any clinical or basic science research been done at
this pain center within the past 2 years?
Does the pain center have onsite research facilities or
are research facilities available to the pain center?
Did the pain center produce at least 1 peer-reviewed
article in the last 2 years if they are applying in the
area of clinical practice?
Did the pain center produce at least 4 peer-reviewed
articles in the last 2 years if they are applying in the
area of research?
Has at least 1 peer-reviewed article been accepted for
publication within the last
2 years?
Has the pain center conducted cutting-edge research
in the last 2 years?
Based on the site inspector’s interviews with faculty,
nurses, and pain trainees does the pain center appear
to have a culture which values ongoing training and
professional development for all employees?
Based on the site inspector’s interviews, do the
faculty, physicians, nurses, and pain trainees believe
the training they receive is adequate to ensure safe
and effective patient care?
Based on the site inspector’s interviews with faculty,
nurses, pain trainees, and patients, does the pain
center need to improve its training program and/or
opportunities?

The center should be actively engaged in research,
ideally playing a leadership role.
The center should be committed to advancing and
applying current scientific knowledge related to pain,
and to disseminating relevant information to patients,
other healthcare providers and organizations, and the
public at large, in order to improve the quality of pain
management across the continuum of care.
A multidisciplinary pain center should be part of or
affiliated with a higher education and/or research
institution.
It is also expected that the center provide educational
activities and training in multidisciplinary pain
management for clinicians from multiple disciplines
(eg, physicians of different specialties, clinical
psychologists, nurses, physical therapists).
Ideally, training should be provided at undergraduate,
graduate, and postdoctoral levels.
The center should contribute to the evidence base for
the treatment and management of pain, and train
future pain researchers.

Regionalization

Regionalization

Locally Is the existence of the pain center in that
As the experts in pain management, the center’s staff
locality important to the region?
is expected to act to improve pain management in
Nationally Has the pain center staff presented data at local, regional, and national healthcare services.
national workshops/meetings at least 2 times in the
past 2 years?
Internationally Has the pain center staff presented
data at international workshops/meetings at least 2
times in the past 2 years?
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ABSTRACT
Background
There is general consensus about the need to define and improve the quality of pain
treatment facilities. Although guidelines and recommendations to improve the quality
of pain practice management have been launched, provision of appropriate pain treatment is inconsistent and the quality of facilities varies widely. The aim of the study was
to develop an expert-agreed list of quality indicators applicable to pain treatment facilities. The list was also intended to be used as the basis for a set of criteria for registered
status of pain treatment facilities.
Methods
The University Pain Center Maastricht at the Department of Anesthesiology and Pain
Management of the Maastricht University Medical Center conducted a 3-round Delphi
study in collaboration with the Board of the Pain Section of the Dutch Society of Anesthesiologists (NVA).
Results
Twenty-five quality indicators were selected as relevant to 2 types of pain treatment
facilities, pain clinics and pain centers. The final expert-agreed list consisted of 22 quality indicators covering 7 quality domains: supervision, availability of care, staffing level
and patient load, quality policy, multidisciplinarity, regionalization, and research and
education.
Conclusions
This set of quality indicators may facilitate organizational evaluation and improve insight
into service quality from the perspectives of patients, pain specialists and other health
care professionals. Recommendations for improvements to the current set of quality
indicators are made. In 2014 the process of registering pain treatment facilities in the
Netherlands started; facilities can register as a pain clinic or pain center.
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INTRODUCTION
There is no guarantee than an individual pain patient will go through a proper diagnostic procedure and/or receive appropriate treatment.1 The reported prevalence of inadequate treatment for chronic pain ranges from 34% to 79% in published studies.1-3 Several studies have found evidence of an absence of adequate pain management.1,4,5
Although Europe has specialist pain clinics, which have expertise in diagnosing and
treatment of chronic pain, pain services vary significantly.1,6 Procedures used by doctors
to assess pain severity and pain intensity are frequently inadequate. In one study only
half of the chronic pain patients underwent an examination and in only 9% of cases was
a pain scale used.5 Chronic pain seriously affects quality of social and working lives so it
is important to ensure that patients receive the most appropriate treatment.1,7 Appropriate training for doctors, established procedures for following up of patients, and
specialist pain treatment facilities are known to improve the quality of pain management. 1,5,8,9 There is now a consensus on the need to set standards and improve the
quality of pain treatment facilities.1,4,5,9,10 Quality indicators play an important role in
achieving improvement in quality.11 In health care systems they are used to assess and
improve quality of care and provide data from which to develop strategies for improving service quality, prioritization, transparency and accountability.12,13 Care quality indicators can be classified into 3 types: “structure”, “process” and “outcome” indicators.12,14 Structure indicators apply to organizational features in which care taken trough
facilities and equipment. Process indicators capture data on the processes and procedures used to deliver care, and outcome indicators are used to assess the effect of care
on the health status of patients, and populations.15 In terms of accountability, outcome
indicators are usually used for external accountability, externally driven quality measurement. Process indicators are more pertained to quality improvement and implementation of change projects, internal quality improvement.15 The main objective of this
study was to develop internal quality indicators to improve the day-to-day quality of
care in a pain treatment facility. The first challenge was to define “good quality” and
establish the priority of various aspects of quality in the context of pain treatment facilities. The aim of the study was to develop an expert-agreed list of internal quality indicators, which could be used by pain treatment facilities to assess whether chronic pain
patients were undergoing appropriate multidisciplinary diagnostics and receiving appropriate treatment. Additionally, the list had to serve as the basis for a set of criteria
for registration as a pain treatment facility. The Delphi method was used to achieve
consensus among experts from the pain field on the content of the scale.16-19
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METHODS
The University Pain Center Maastricht (UPCM) attached to the Department of Anesthesiology and Pain Management at the Maastricht University Medical Center (MUMC)
conducted a study in collaboration with the Board of the Pain Section of the Dutch Society of Anesthesiologists (NVA).

Development of the list of Quality Indicators
National and international guidelines on pain management and pain treatment facilities,
particularly guidelines on standards of pain practice and recommendations for pain
treatment services, were investigated.8,10,20-28 All the indicators mentioned in the established sets of guidelines that we investigated were listed as potential quality indicators8,10,20-28 giving a list of 25 potential quality indicators or registration purpose of pain
treatment facilities. Figure 1, a schematic flow diagram, gives an overview of the study
design.

Design of the Delphi study
Several research methods have been used to develop quality indicators,11,14,16,17,29-34
including seeking expert opinions on professional norms and standards of practice.16
The Delphi technique is a repeated canvassing procedure which can be used to develop
consensus on a set of indicators.17 This study was based on the systematic “evidence
combined with consensus” Delphi method.16,17,32 A 3-round consultation process was
used. First a face-to-face meeting of an expert panel was used to assess the draft list of
quality indicators. An anonymous Web-based survey was used to determine the degree
of consensus among the experts on the content of indicators. A telephone conference
was used to discuss indicators for which the survey indicated a lack of consensus. The
design of the study is shown in Figure 1.

Expert Panel Selection
The panel consisted of 8 members appointed by the Board of the NVA Pain Section. Six
of them were experts in pain management, one quality policy advisor, and one researcher. The 6 experts in pain management were all experienced anesthesiologists
with pain specialty in university and general hospitals.
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Literature search
Recommendations, guidelines, criteria, indicators
List of quality indicators
Indicators (n=25) ranking in seven quality domains

Delphi round 1
Face-to-face meeting
25 quality indicators
3 quality indicators excluded
2 quality indicators rearranged; 2 merged, 2 split up
Delphi round 2
Web-based questionnaire
22 quality indicators
9 quality indicators ‘no consensus’
Delphi round 3
Telephone conference
Refining 11 quality indicators
List of 22 quality indicators
Criteria for registration as a Pain Clinic or Pain Center
Figure 1. Schematic diagram of the study design

Consensus Criteria and Analyses
In the first Delphi round, the panel members were asked to reach agreement on the
types of pain treatment facility that should be considered for registration. The panel
members also had to evaluate the suitability of each quality indicator on the draft list.35
In the second round, the six experts were asked to evaluate the relevance of the quality
indicators to registration on a 5-point Likert scale (5 = highly relevant).36 Items that
achieved a mean score of less than 4 or had a score with a standard deviation greater
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than 1 were discussed in the third round. The third round consisted of a debate on the
non-consensus indicators, all panel members were invited and were actively encouraged to take part. Figure 2 shows an overview of the consensus criteria. Data from the
anonymous web-based questionnaire (Delphi round 2) were analysed using SPSS 20
(IBM 20).
Delphi round

Consensus criterion

Delphi 1 Face to face meeting
Selection of types of pain treatment facilities
Selection and evaluation of quality indicators

100% agreement
100% agreement

Delphi 2 Anonymous web-based questionnaire
Five point Likert scale highly irrelevant – irrelevant –
neutral – relevant – highly relevant

No consensus = means score < 4 or SD >1

Delphi 3 Telephone conference

100% agreement

Figure 2. The consensus criteria used in the 3 Delphi rounds.

Description of the Delphi rounds
To maximize response rates throughout the process, the Delphi rounds were held in
fairly quick succession, in April, May, June and July of 2012. One week after Delphi
round 1, the expert panel members received the results of the second round by mail.
The results were presented as mean scores and standard deviations (SDs) for each draft
item. Questions and remarks made by the respondents were included in anonymized
form.
Delphi round 1: Face-to-face Meeting
In preparation for the first Delphi round, a factsheet was compiled for each quality indicator, an example is shown in Appendix1.37 All panel members were invited to participate in the face-to-face meeting. Two weeks before the meeting, they received an
agenda together with the factsheets on all the potential quality indicators, relevant
literature references, and related articles. A registered anesthesiologist not otherwise
involved in the study chaired the first Delphi round.
Delphi round 2: Anonymous Web-based Questionnaire
The questionnaire asked respondents to rate the relevance of each indicator to the
registration status of pain treatment facilities on a 5-point Likert scale (“highly irrelevant”; “irrelevant”; “neutral”; “relevant” and “highly relevant”). Respondents rated each
item with respect to 2 questions: “To what extent is this indicator relevant to whether a
facility should be eligible for registered pain clinic status?” and “To what extent is this
indicator relevant to whether a facility should have registered pain clinic status or registered pain center status?” Respondents were also encouraged to make comments or
raise questions about particular items. The Web-based questionnaire contained ques-
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tions on 22 quality indicators covering 7 quality domains: supervision; continuity of
care; formation (staff and patients); staffing level and patient load quality policy; multidisciplinarity; and research an education, Provision were than made for respondents to
comment on individual items. All 6 expert panel members were invited to complete the
Web-based questionnaire. The invitation was send by post and included a direct link to
the questionnaire with a request to respond within 2 weeks. One week after completion
of Delphi round 2, the experts received the results which formed the basis of discussion
in Delphi round 3.
Delphi round 3: Telephone Conference
All the panel members were invited to participate in the telephone conference to discuss the indicators for which no consensus was reached.

RESULTS
Three Delphi rounds preceded the final list of quality indicators. All rounds occurred in
2012. The first round in April, the second in May, and the third and final Delphi round
finished in July 2012.

Delphi round 1: Face-to-face Meeting
Five of the 6 invited experts attended (83.3%). The objective was to agree on the selection of types of pain treatment facilities and which items from a draft list of 25 potential
indicators should be used for registration of a pain clinic or pain center, shown in Table
1. As a result of the discussion 3 items were excluded, 2 were merged and 2 were split
up, giving 22 potential indicators for assessment, shown in Table 1 (Delphi round 1).
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Table 1. Indicators of the draft list of Delphi round 1
ROUND 1 Indicators for 2 Types of Pain Treatment Facilities: Pain Clinic and Pain Center
Supervision
1. Medical head of the department and his/her deputy
2. Primarily medical treatment responsibility
3. Coordination of care and responsibility
Availability of care
4. Day time availability of a registered anesthesiologist in 5 working days
5. Evening and night availability for acute treatment: obtainability of an anesthesiologist with pain specialty
within 60 minutes
Staff level and patient load (new referrals)
6. Anesthesiologist with pain specialty 1.3 FTE
7. Supported staff 1.0 FTE
8. Qualified nurse 1.3 FTE
9. 150 /750 new referrals
Quality policy
10. Participation in national quality visitation
11. Annual quality assessment report
12. Minimal set of internal quality indicators
13. Documentation regarding consultation, treatment and follow-up patients
14. Complications of treatment (notable)
15. Multidisciplinary meetings
16. Incorporation of guidelines and protocols
Multidisciplinary
17. Multidisciplinary consultation with representatives from at least 3 specialties
18. Composition of the pain team suited to the patient group by structural participation of specialists: anesthesiologist with pain specialty, nurse with pain specialty, and psychiatrist or clinical psychologist specialised in pain. In case of treatment of children: participation of a pediatrician
19. Noticeable documentation of multidisciplinary approach
Research and education
20. *** Combination of treatment, research and education: demonstrable active participation in scientific
research by training: residents, fellows, health care providers involved in pain management, paramedical
institutions, researcher with pain specialty. Own research program and research facilities (researcher, data registration)
21. Formal cooperation and relationship with an University Medical Center
Recognition of pain center/clinic
22. Designated space for activities and treatment
Diagnostic en therapeutic possibilities
23. *** Minimal required: Invasive treatment, Medication, TENS, Physiotherapy, Psychological treatment,
Psychiatric treatment
Treatment effect by patient reported outcome measures (PROMS)
24. *** Standardization of:
- Oral evaluation of the patient
- Written patient measurement before treatment (pain score, quality of life, disability, psychological evaluation)
- Written outcome measurement after treatment (pain score, Global Perceived Effect, quality of life,
disability, psychological evaluation)
Regionalization
25. Participating in local network. Allow patients to be transferred from one pain treatment facility to another.
*Indicator split-up (indicator 3) **Merged (indicator 17 and 18) ***Excluded (indicator 20, 23, and 24)
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Delphi round 2: Anonymous Web-based Questionnaire
All the experts completed the Web-based questionnaire (n=6). Descriptive statistics for
the items (means and SDs) and the anonymized comments of respondents were circulated to the panel members. Following round 2, all 22 potential indicators remained
under consideration. Indicators with a mean score < 4 or a standard deviation (SD) > 1
were selected for the telephone conference (shown in Table 2).
Table 2. Indicators (n=11) with a Mean Score <4 or a SD >1.
ROUND 3 Indicators for Refining in the Telephone Conference
Supervision
1. Coordination of care and responsibility
Availability of care
2. Day time availability of a registered anesthesiologist in 5 working days
3. Evening and night availability for acute treatment: obtainability of an anesthesiologist with pain specialty
within 60 minutes
Staff level and patient load (new referrals)
4. Anesthesiologist with pain specialty 1.3 FTE
5. Supported staff 1.0 FTE
6. Qualified nurse 1.3 FTE
7. 150 /750 new referrals
Quality policy
8. Minimal set of internal quality indicators
9. Multidisciplinary meetings
Research and education
10. Combination of treatment, research and education: demonstrable active participation in scientific research by training: residents, fellows, health care providers involved in pain management, paramedical institutions, researcher with pain specialty. Own research program and research facilities (researcher, data
registration)
11. Formal cooperation and relationship with an University Medical Center
FTE = Fulltime-equivalent

Delphi round 3: Telephone Conference
All the experts participated in the telephone conference (n=6). The eleven indicators
(mean score < 4 and SD > 1) were discussed and revised (Table 2). The final expertagreed list consisted of 22 quality indicators covering 7 quality domains. The indicators
were considered important to measuring quality of pain management practices, but not
directly measurable items were considered for use on site visits. The final list of quality
indicators, which was accepted by all members of the NVA Pain Section, is shown in
Table 3

49

Chapter 4
Table 3. Final list of quality indicators
N

Final list of quality indicators
Supervision Pain Clinic

Supervision Pain Center

1

The medical manager is a MSRC (Medical Specialist Similar to pain Clinic
Registration Commission) registered medical specialist
and preferably an anesthesiologist specializing in pain
medicine. If the medical manager is not a registered
anesthesiologist specializing in pain medicine his or
her deputy must be.

2

An MSRC registered medical specialist, preferably a
registered anesthesiologist specializing in pain
medicine is primarily responsible for providing
treatment

Similar to pain Clinic

3

An MSRC medical specialist, preferably a registered
anesthesiologist specializing in pain medicine
coordinates care.

Similar to pain clinic

4

The coordinating specialist is responsible for
Similar to pain clinic
documented, formal local agreements with other
medical professionals specializing in fields related to
pain medicine
Availability of care Pain Clinic

Availability of care Pain Center

5

An anesthesiologist registered in pain medicine is
An anesthesiologist registered in pain medicine is
present and exclusively available to the pain clinic at present and exclusively available to the pain center
least 1 workday a week. A general anesthesiologist
at least 5 working days per week
can carry out monitoring of acute and oncologic pain
treatment

6

An anesthesiologist registered in pain medicine is
Similar to pain clinic
available 24 hours a day, i.e. regional consultation
with an anesthesiologist registered in pain medicine
can be arranged within 2 hours and there is
guaranteed provision for the immediate treatment of
acute problems
Staff and patient load Pain Clinic

Staff and patient load Pain Center

7

At least 0.2 FTE anesthesiologist specializing in pain
medicine in employment

At least 1.3 FTE anesthesiologist specializing in pain
medicine in employment

8

At least 0.2 FTE support staff (desk, secretarial)

At least 1.3 FTE support staff (desk, secretarial)

9

At least 0.2 FTE qualified nurse or equal health care
professional with relevant skills.

At least 1.3 FTE qualified nurse or equivalent
health care professional with relevant skills

10 At least 150 new referrals per year
Quality Policy Pain Clinic
11 The pain clinic participates in national quality
visitation

At least 750 new referrals per year
Quality policy Pain Center
Similar to pain clinic

12 The pain clinic produces an annual quality assessment Similar to pain clinic
report
13 There is a documented set of internal indicators of
minimum quality. Registration of minimal by law
mandatory quality indicators as appropriate to pain
medicine.
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N

Final list of quality indicators

14 Adequate documentation regarding consultation,
treatment and follow-up and documentation
regarding referrers

Similar to pain clinic

15 Noticeable documentation of complications and
follow-up regarding the treatment results with
cohorts of patient

Documentation of complications and follow-up for
treatment of cohorts of patients

16 A planned, multidisciplinary meeting to discuss cases A planned, multidisciplinary meeting to discuss
at least once per month
cases at least once a week
17 The guidelines authorized by the National Society of Similar to pain clinic
Anesthesiologists for the specialization pain medicine
have been incorporated into departmental protocols
and/or agreements
18 Resources and materials use in practice meet the
Similar to pain clinic
standards of the National Society of Anesthesiologists
and European guidelines
Multidisciplinary Pain Clinic

Multidisciplinary Pain Center

19 Multidisciplinary consultation with specialists from
fields related to pain medicine is possible

Multidisciplinary consultation with representatives
from at least 2 specialties related to pain medicine
drawn from the medical staff of the same facility
(preferably a neurologist, rehabilitation specialist,
psychiatrist, psychologist and physiotherapist)

20 The pain clinic has a demonstrably multidisciplinary
structure and is directed by a registered medical
specialist, preferably a registered anesthesiologist
specialised in pain medicine

Similar to pain clinic

Regionalization Pain Clinic
21 The pain clinic is part of a regional care network

Research and education Pain Clinic
22 -

Regionalization Pain Center
The pain center is part of a regional care network,
which allows patients to be transferred from one
pain treatment facility to another.
Research and education Pain Center
The pain center has a formal relationship with an
University Medical Center

Delphi Round Findings
Supervision
The first requirement states that a pain clinic or pain center should be run by an anesthesiologist specializing in pain management for preference. It is not clear exactly what
the phrase “specializing in pain management” is intended to mean. Specifying mandatory qualifications and certification in treatment of pain38 as well as considering general
clinical competence and multidisciplinary pain management competence26 would make
this criterion clearer and easier to assess. One set of international guidelines recommends that all providers in a pain center should be appropriately qualified and licensed
in their specialty.10
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Availability of care
It is important for chronic pain patients to know where and when they can obtain help
for acute pain complaints, and that help should be available at all times.39 The criterion
for availability of an anesthesiologist differs for pain clinics and pain centers. It was
agreed that “presence and exclusive availability of an anesthesiologist on 5 working
days a week” should not be a requirement for small pain clinics, but the experts felt that
some provision always should be made.

Organization and staffing levels
The indicator “organization and staffing levels” covered supported staff, other health
care professionals such as nurses specializing in pain care, and patient load. This indicator was the subject of discussion in both the first and third Delphi rounds. The minimum
number of referrals required for status as a registered pain clinic was the subject of
considerable debate. Initially, a requirement that pain clinics see at least 300 new patients per year was proposed, but it was recognized that this was probably not feasible
for small pain clinics. Consensus was reached on a threshold of 150 new patients per
year for a pain clinic. There was also debate about minimum staffing levels for anesthesiologists, supporting staff, and nurses specializing in pain management. Eventually, it
was agreed that the minimum should be 0.2 FTE for pain clinics and 1.3 FTE for pain
centers. It may be difficult to guarantee availability of care (24 hours a day, 7 days a
week) with these staffing levels.

Quality policy
The “quality policy” indicator is likely to vary according to government requirements.
Nonetheless, it was agreed that all clinics should be required to endorse a minimal set
of internal quality indicators. The specification of internal indicators is likely to be dependent on the type of pain clinic or pain center and type of pain care provided. Considerable developmental work remains to be done on process- and outcome-oriented
indicators and it is vital that patients are involved in this work in order to understand
what is important to them in terms of quality of pain care? 40-44

Multidisciplinarity
Previous research showed that pain teams in pain treatment facilities found covering
multiple disciplines. 6 The expert panel agreed that both pain centers and pain clinics
should offer a multidisciplinary approach, but which specialisms this should include
remains moot. We recommend that 5 core disciplines: anesthesiology, rehabilitation
medicine, neurology, psychology and/or psychiatry and physiotherapy should be repre52
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sented, meaning availability for consultation purposes. Nowadays, specialist pain nurses
are part of a pain management team. The final list of quality indicators included multidisciplinary consultation with representatives from at least 2 specialties “related to pain
medicine”. We recommend that this criterion should be amended to read as follows:
“specialists involved in pain medicine should be relevant to the type of chronic pain
patients treated in that pain clinic/center”, for example, pain clinics and pain centers
treating children should have a pediatrician on the pain management team.

Regionalization
A pain clinic should part of a regional network, and a pain center should be part of a
regional care network which allows patients to be transferred from one pain treatment
facility to another. This criterion covered participation in a regional network. Future
improvements may be amending this criterion with standards on national and international level.22

Research and education
In the first Delphi round the expert panel concluded that participation in academic research should not be a requirement for registration as a pain clinic, because it would be
difficult for small pain clinics to achieve. However it was considered an important distinction between a pain clinic and pain center although no similar criterion is included in
the quality standards of important institutions.10,22 Cooperation with research teams
based in University Medical Centers is currently the only requirement and this is probably feasible for all pain centers. As currently worded, there is no reference to the content of research, research facilities, contribution to clinical practice and basic science, or
publication record. This indicator was downgraded on the basis of the expert panels’
opinion, in Delphi round 1, that participation in research does not necessarily say anything about the quality of care given in a pain treatment facility. This is indicator is
probably more relevant to University hospitals. It might be possible to refine this indicator to specify different research quality requirements for pain centers and University
hospitals. A similar development process might be applied to “education”. Educational
skills for healthcare providers (dealing with patients with chronic pain complaints) have
hardly been discussed in the first Delphi round.

DISCUSSION
An expert-agreed list of 22 quality indicators suitable for determining the registration
status of pain treatment facilities was developed over the course of a 3-round Delphi
process. The quality indicators related to 2 types of pain treatment facilities, pain clinics
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and pain centers, and were based on international clinical practice guidelines. They are
intended to drive improvements in quality of pain management. We are not aware of
any comparable studies in the pain field. One study from Germany recommended classifying pain treatment facilities into 4 types on the basis of the criteria of the International Association for the Study of Pain (IASP),45 but did not set out concrete quality indicators for each type. Recently the Society Impact of Pain (SIP) published the ‘SIP recommendations working document for quality indicators in chronic non-malignant pain
management’.46 At European level structural, process and outcome quality indicators
were established, such as “existence of a pain strategy”; “availability of professional
programs for certified and registering pain treatment specialists”; “a multimodal approach to treatment of chronic pain” and “definition of indicators for measurement of
pain relief”. In this paper we report the development of more detailed quality indicators. In the Netherlands, there is limited experience in the development of quality indicators for pain treatment facilities. The project group consisted of 6 experts from the
field of pain management and 2 supporting members, a small, homogeneous panel. The
use of a small, homogeneous group of experts is a potential limitation of the study. If
the indicators are to be used to drive improvements in the quality of pain management
it is important that they indicators are widely supported and recognized outside the
heath care system. The opinions and participation of chronic pain patients are indispensable to a comprehensive quality assessment process.42 The advantages to our choice of
panel were that the expert panel members were all specialists in pain management, and
because it was a small group, the consultation process was efficient and in-depth discussions were possible. Nevertheless, future work must involve other health care professionals and patients; this list of quality indicators is just the starting point for developing a quality assessment system. Our use of an adapted Delphi method constitutes
another potential limitation. Anonymity is one of the pillars of the Delphi method,17 but
we chose to conduct the first and third rounds as a face-to-face meeting and telephone
conference, respectively. It was felt that argumentation, discussion and sharing of experience were important means of defining high quality and determining the priority of
particular issues. Delphi round 2 was anonymous and gave all the experts an opportunity to comment on the issues discussed in the first round. Strength of this study was that
we were able to complete the consultation process in 4 months. During this time, experts in the pain field developed a set of quality indicators for use as registration criteria
for pain clinics and pain centers. The advantage of such a short process is that the panel’s expert members remained focused and highly committed to the study throughout.
This study focused on development of structural quality indicators, which could be used
to evaluate pain treatment faculties. Only a small number of process indicators and no
outcome indicators were developed. The lack of patient participation in the development process has already been mentioned, but shortcoming of the set of indicators that
emerged from the consultation should also be considered.
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Summary and Future Improvements
All the indicators on the list were derived from national and international guidelines;
they were not necessarily designed to be used as indicators, but published evidence
suggests that they provide a good foundation for the development of quality indicators.
There is scope for further development and improvement of the quality indicators presented here. The list of 22 quality indicators mainly consists of “organizational” or
‘structural” indicators for pain treatment facilities. Process and outcome quality indicators should be developed and it is vital to involve chronic pain patients in this process.
The final list of 22 quality indicators should be seen as a starting point for developing
minimum quality standards and as the basis for developing strategies for improving the
quality of routine pain management. It should be subject to further development. Recommendations for improvements to the list of quality indicators:
• Participation of chronic pain patients in the development of (all) pain quality indicators; it is important to understand and take account of chronic pain patients’ opinions about what constitutes good quality pain care.
• There should be a minimum qualification level for pain specialists and other health
care providers involved in pain medicine; this could include mandatory educational
qualifications and certification in pain management.
• Revision of patient load.
• Development of national process and outcome quality indicators, such as mandatory
collection and retention of patient data by all registered pain clinics or pain centers.
• Amending the criterion requiring a multidisciplinary approach to require that “the
composition of the pain management team should be consistent with the type of
pain patients treated in the pain clinic/center”.
• Refining the “regionalization” quality indicator to take account of the impact of a
pain center at the national and international level, and require compliance with existing guidelines.22
• Split the quality indicator “research and education” in 2 separate indicators: a research indicator which specifies minimum required research facilities and criteria for
participation in clinical and/or basic science research22 and an education indicator
which specifies minimum educational requirements for all personnel providing
frontline services in pain clinics or pain centers.10,22
• Consider incorporating the “SIP recommendations working document for quality
indicators in chronic non-malignant pain management.”
• Distinguish registration requirements for 3 types of pain treatment facility: pain
clinics, pain centers and academic pain centers.
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Further Progress on Quality Standards and Use of Quality Indicators in
Registration
The members of the NVA accepted the list of quality indicators presented here in 2013.
Pain treatment facilities in the Netherlands currently have the option of registering as a
pain clinic or pain center, and the process of registering eligible facilities is under way.
Quality indicators that capture the patient’s perspective on pain management are currently under development, and the intention is to expand the current minimal set of
quality indicators to include indicators more suitable for internal use by pain clinics and
pain centers.
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Chapter 5
Quality Indicators for Assessment of the
Quality of Care Provided in a Pain Clinic from
the Perspective of Patients with Chronic Pain:
Development of the QiPPP Questionnaire

This chapter is under review in PAIN: Nelleke de Meij, Albère Köke, Trudy van der
Weijden, Ilona Thomassen, Maarten van Kleef. Quality indicators for assessment of the
quality of care provided in a pain clinic from the perspective of patients with chronic
pain: development of the QiPPP questionnaire.
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ABSTRACT
Quality indicators (QI) are widely used to measure the quality of the structure, process,
and outcome of health care. To assess the quality of pain care, the opinion of patients
with chronic pain regarding what they view as quality is essential.
The aim of this study was to develop QIs from the perspective of patients with
chronic pain for assessment of the care provided by a chronic pain clinic. This paper is
the first of two articles and shows the process of development of QIs in collaboration
between patients and professionals.
The Pain Patient United Consortium, together with the University Pain Centre of
Maastricht, developed QIs for assessment of care. Quality as defined by patients with
chronic pain (in survey and focus groups) was prioritized by consensus and transformed
into QI. A first set of QIs was tested and fine-tuned, resulting in the QIs Pain Patients’
Perspective (QiPPP) list.
In consensus, we developed 21 QIs divided into 11 quality domains. Process QIs (n =
18) included contact between patient and physician, one central contact person for the
patient, waiting time, pain team information, administration of pain questionnaire,
attendance for work and rehabilitation, shared decision-making regarding treatment,
and setting a treatment goal. Outcome QIs (n = 3) included achievement of treatment
goal and treatment result, and the result of the pain care process. The QiPPP is a set of
QIs in which patients with chronic pain define the content. These QIs may have broader
applications in health.
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1. INTRODUCTION
Quality indicators (QIs) are clearly defined and measurable items of practice performance in care and can be used to assess the quality of care provided.[6] Approaches to
assessment can be classified under three categories, i.e., the structure, process, or outcome of care.[9] The structure signifies the setting in which care takes place and has certain structural or organizational characteristics. The process represents what is actually
performed in providing care, and the outcome of care indicates the effects of care on the
health status or experiences of patients.[5,9,10] Inspired by the results of the quality assessment, the quality that is provided may improve.[6] QIs to assess the quality of health
care should reveal the perspectives of health care professionals and patients.[16,27]
Since 2014, to guarantee the quality of pain treatment services provided for patients
with chronic pain in the Netherlands, the Pain Section of the Dutch Society of Anesthesiology developed QIs in collaboration with the University Pain Centre of Maastricht
(UPCM). Currently, pain treatment facilities in the Netherlands can apply for quality
certification as a pain clinic if they meet the national QIs standard, which mainly consists
of structure QI. However, these QIs were not developed in collaboration with patients.
To define the quality and benefits of effective pain care, input from clinicians, patients,
quality of care researchers, and policymakers is essential.[11]
In 2014, the Dutch chronic pain patient collaborative ‘Pain Patients United Consortium’ (that includes 18 united patient organizations) and the foundation ‘PainPlatform’
independently of each other defined what constitutes quality pain care based on focus
groups, a postal survey, and patient interviews.[3,18,20,23] Whereas the professionals emphasized organizational aspects of quality pain care (structure QI),[7] patient organizations accentuated the process and outcome aspects of quality pain care. The need to
involve patients in assessment of the quality of health care is well accepted.[1,4,24] [25]
Nevertheless, to our knowledge, QIs explicitly defined by patients with chronic pain
have not yet been published. This article aims to describe the process of development
of QIs to assess quality of pain care from the perspective of patients suffering from
chronic pain with patient involvement from the beginning of the process, resulting in
the QIs Pain Patients’ Perspective (QiPPP) list.

2. METHODS
Chronic pain patient organizations and the Maastricht University Medical Centre
(MUMC+) jointly developed QIs for assessment of quality pain care. Approval was obtained from the Medical Ethics Commission of Maastricht University/MUMC+. Using a
consensus approach,[8] the quality criteria already defined from the perspective of patients with chronic pain (Table 1) were used as the starting point and transformed into QI,
resulting in the QiPPP list. Figure 1 shows the steps involved in development of these QIs.
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Step 1: Composition of an expert panel
The members of the expert panel were selected in close collaboration with patient
organizations. One delegate from the Pain Patients United Consortium (co-author ILT)
with governance expertise participated in the expert panel on behalf of the patient
organizations. The foundation PainPlatform was kept informed by mail and was visited
personally by the researcher (NdM) to increase their sense of commitment and facilitate comments. Health care specialists in chronic pain and experts in the field of implementation and clinimetrics were also approached to join the expert panel. This resulted
in an expert panel with 5 members, comprising one patient representative, one anesthesiologist specialized in pain management, one specialist in quality of care research,
one person with expertise in clinimetrics, and one researcher specialized in chronic
pain. For their first meeting, all panel members received an invitation with the agenda.
The intention of the meeting, the purpose and design of the intended development
process, and a debate about the quality criteria defined by patient organizations were
discussed. Literature concerning quality of pain care and quality from the perspective of
patients with chronic pain was shared.[2,16,17,20,23] The meeting resulted in a three-step
design (Figure 1) for development of QIs based on the existing sets of criteria for quality
from the perspective of patients with chronic pain.
The patient organizations Pain Patients United (set A) and PainPlatform (set B) independently established their quality of pain care by means of an explicit/implicit internal
procedure.

Defined quality criteria for Set A
The content of set A was established by a postal survey (n = 741) of patients with chronic pain to measure their satisfaction with their pain care in partnership with the Erasmus
Medical Centre.[23] Table 1 shows the defined quality criteria for set A.

Defined quality criteria for Set B
The content of set B was developed from the results of a literature search and from
focus groups in partnership with PainPlatform, The Netherlands Institute for Health
Services Research (NIVEL),[18] and the Centre of Expertise for Long-Term Care
(VILANS).[3] Table 1 shows the 10 most important quality criteria for set B.
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THE STEPS IN QI DEVELOPMENT

Step 1
Composition expert panel

Set A

Pain Patients United Consortium

Quality defined by

One delegated person of the patient organizations
Anaesthesiologist with pain specialty
Specialist in quality of care research
Specialist in clinimetrics
Researcher with chronic pain specialty

Set B

PainPlatform

Step 2
Combining set A and B
&
Selection of the quality criteria

Step 3
Three Step Test Interview
TSTI

Figure 1. Flow chart of the three steps in development of quality indicators
Table 1. The quality of pain care defined in set A and the top 10 quality criteria of pain care in set B
Quality criteria Pain Patients United Consortium (Set A)
Waiting time < 1 month
Multidisciplinary intake and treatment
Same day consultation, diagnosis and treatment plan
Knowing who will be the primary responsible treating physician
Self management support
Pain and work-(rehabilitation)
Patient involvement in: (online) focus groups, questionnaires, interview
Preliminary information concerning the intake
Preliminary information concerning the multidisciplinarity (pain team)
Preliminary to the intake a pain questionnaire: type of pain, duration, location and the impact of the pain on
daily life that need improvement
Feedback to the patient concerning the pain questionnaire
Stating the expectations of both, health care providers and patients
e-Health: self-registration for doctors appointment (date and time, application: pain score, impact score
quality of life, pain diary, online questions to physician/health carer, online disclosure of medication effects and
side effects, mobile (Short Massage Service) during waiting time, community online
Need for scale improvement: sleep, daily activities, relations with people, normal (work) activities, mood and
side effects
Electronic Patient Record /own patient online file
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Quality criteria PainPlatform (Set B)
Your health care provider listens attentively
Your health care provider listens seriously
Your health care provider involves you in decisions about your treatment
Your health care provider states expectations
Your health care provider has up to date knowledge about the latest insights
Your health care provider knows what you want to know
Your health care provider uses appropriate communication skills
Your health care provider communicates regularly with other health care providers
Your general practitioner knows about your personal situation
Your care coordinator is important (one contact person for the patient)
The content of set A was established by a national postal survey (n = 741) of patients with chronic pain (affiliated to a patient organization) to measure their satisfaction with their pain care in partnership with the Erasmus Medical Centre. The content of set B was developed from the results of a literature search and from focus
groups in partnership with PainPlatform, The Netherlands Institute for Health Services Research (NIVEL), and
the Centre of Expertise for Long-Term Care (VILANS).

Step 2: Combination of sets of quality criteria
To prepare a first list with quality items appropriate for development of QI, the researcher combined sets A and B and undoubled criteria. In collaboration with the delegated representative of the patient organization, the researcher proposed a first draft
with quality items for development of QI. This draft was based on considerations such
as the perceived importance of the criteria, the availability of data sources, the feasibility of data collection and quality measurement, and the implication of the QIs in the
care setting.[5,21] The items were then clustered in different quality domains based on
the content of the selected items. The researcher and specialist in clinimetrics prepared
the list for daily practice after agreement on the definitive list, resulting in the QiPPP
list. The next step was testing the feasibility of the QiPPP list in daily pain practice.

Step 3 Three-step test interview
Before the QiPPP list was brought into a field test, the QIs were checked to ensure they
were clear and understandable to the patients. There are two well-known methods for
testing this, i.e., ‘think aloud’ and ‘probing’.[8] The three-step test interview (TSTI), an
observational instrument for pretesting self-completed questionnaires, combines these
two methods (Table 2).[14] The patients were asked to ‘say aloud what they think as they
think it’, i.e., the thoughts that come naturally as part of completing the QiPPP list. No
explanations of these thoughts were required, starting from the beginning of reading
the patient information, to opening the envelope, to filling in the QiPPP list. Immediately thereafter, the interviewer ‘retrospectively probed’ to reconstruct the actual
thoughts, supported by quotes and the notes made. Finally, the patients’ ideas and
views were explored. The main aim of the TSTI is to produce data on how respondents
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(would) complete a questionnaire in daily practice. Responders should be members of
the intended population, in this case, patients with chronic pain under treatment in a
pain clinic. Preferably, the TSTI should be conducted in the setting in which the completion of the list by the patient should take place. Seven patients from UPCM were chosen
at random to complete the QiPPP list during their visit, and one patient was visited at
home to complete the QiPPP list. A pain specialist at UPCM recruited the patients (patients with chronic pain in random order with at least a second pain clinic visit). Within
each step of the TSTI, the QiPPP list was adjusted to accommodate the remarks of the
patients.
Table 2. The three steps taken by the researcher to conform to the three-step test interview method
TSTI method used for the QiPPP-list
Step 1. Collect observational data regarding the respondent’s response behaviour; The researcher observed all
comments and behaviours of the patients about the patient information folder and the questions on the QiPPPlist. These were all documented on the QiPPP-list version of the patient (for example QiPPP-list version 1).
Step 2. The observer only consider those actions or thoughts that has been observed (in the first step) about
which he feels not fully informed (‘did I hear you say…?’ or ‘you stopped for a while there, what you think?’);
The researcher asked explanation on the patient about the observed behaviour and comments that were
documented on the QiPPP-list.
Step 3. Respondents are requested to explain their responses behaviour, suggest improvements of wording of
questions, lay out of the questionnaire, instructions etc. Respondents were asked to paraphrase questions
and to comment their definitions for terms used. The researcher makes their own analysis of problems
detected in step 1 and 2; The researcher asked the patient about any suggested improvements. These were
documented en processed in a next version of the QiPPP-list

3. RESULTS
First draft of quality indicators
The first draft of a set of QIs contained the following 8 quality domains: continuity of
pain care, intake process, waiting time, pain questionnaire, treatment process, contact
with pain specialist, treatment goal, and treatment result. For converting the items into
measurable QI, a factsheet was prepared for each QIs with a description of the QIs and
proposals concerning how to measure a specific quality in daily pain practice and how
to calculate the QI.[22] Table 3 provides an example of such a factsheet. The expert panel
discussed the proposed draft and a definite list was obtained. Changes were made
based on the mentioned selection criteria, and the quality domains were extended to
11 domains: ‘continuity of care’ was changed to ‘one central contact person for the
patient’, ‘intake process’ was split up into two domains, one of which was added to the
quality domain ‘administration of pain questionnaire’ and one was changed to ‘information to the patient about pain team availability’, the ‘contact with pain specialist was
changed to ‘patient – physician contact’, and ‘attention for work and rehabilitation’,
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‘achieved treatment goal was added to achieved treatment result’ and ‘the result of the
pain care process’ were added.
Table 3. Factsheet example: quality domain of ‘one contact person for the patient’
Quality domain: One contact person for the patient
Why this indicator

Chronic pain patients’ often are exposed to different specialties, each providing specific
tests and treatments. Therefore, one contact person is desirable. This person acts as
and intermediary between the patient and the professionals and has an overview of all
treatments.

Nominator

All patients with one contact person in caring for their pain complaint

Denominator

The total number of patient in which this indicator is measured

In/exclusion criteria

None

Question

Do you have one contact person in caring for your pain?
Someone to whom you can ask questions and that has an overview of your pain
treatments
o Yes
o No
My contact person and I have a complete overview on of my treatments in the pain
clinic
o Totally agree
o Slightly agree
o Slightly disagree
o Totally disagree

Type indicator

Process

Three-step test interview
The QiPPP list was modified after each interview based on the first four patients. Brief
patient information was added on the QiPPP list, the patient instructions were shortened, one question concerning the pain team information was removed, one question
clarifying the question ‘one contact person for the patient’ was added, response categories concerning ‘treatment information’ were adjusted, and a few minor changes to
the text were made. The next four patients did not make any additional comments or
changes. This resulted in a definite QiPPP list that was approved by the expert panel.

QiPPP list
The QiPPP list consisted of 21 QIs divided into 11 quality domains. The QiPPP list included two classifications of the approaches to assessment, i.e., the process (n = 18 QI) and
outcome (n = 3 QI) of pain care. The 11 quality domains addressed the following items:
patient – physician contact, one central contact person for the patient, waiting time,
pain team information, administration of pain questionnaire, discussion of treatment
information between the patient and physician, attendance for work and rehabilitation,
shared treatment decision making, setting a treatment goal, achievement of treatment
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goal and treatment result (on a 7-point Likert scale), and the overall satisfaction of the
patient with the pain care received on an 11-point numeric rating scale. A short version
of the QiPPP list is shown in Table
Table 4. Short version of the QIs Pain Patients’ Perspective list covering the process (18 QI) and outcome (3 QI)
of chronic pain care divided into 11 quality domains.
Process of pain care (n=18 QI)
Patient – physician contact (6QI)
Do you have one main treating physician for your pain complaint? yes – no – I don’t know
My doctor listened attentively totally agree - slightly agree - slightly disagree - totally disagree
My doctor listened seriously totally agree - slightly agree - slightly disagree - totally disagree
My doctor took sufficient time for me totally agree - slightly agree - slightly disagree - totally disagree
I have confidence in the ability of the health care provider about managing your pain complaint totally agree slightly agree - slightly disagree - totally disagree
My doctor did has done everything possible to help me with my pain complaint totally agree - slightly agree slightly disagree - totally disagree
One central contact person for the patient (1QI)
Do you have one contact person for your pain complaint? yes – no – I don’t know
My contact person and I have an overview of my pain complaints totally agree - slightly agree - slightly
disagree - totally disagree
Do you receive outside clinic treatment for the same pain complaint? yes – no
My contact person and I have an overview of my pain complaints outside the pain clinic totally agree - slightly
agree - slightly disagree - totally disagree
Waiting time (1QI)
How long did you have to wait between first registration and first doctors’ appointment? max 4 weeks - over 4
weeks – I don’t know
Pain team information (1QI)
Did you (and when) did you receive information about the possibility and consequents of multidisciplinary
treatment availability? yes – no – I don’t know
Administration of pain questionnaire (1QI)
Did you receive a pain questionnaire preliminary the intake procedure? yes – no – I don’t know
My doctor and I have discussed the results of my pain questionnaire? yes, totally – yes, slightly – no, not at all
Discussion of treatment information between the patient and physician (4QI)
My doctor and I have discussed the possible source of my pain complaint yes, totally – yes, slightly – no, not at
all
My doctor and I have discussed my treatment expectations yes, totally – yes, slightly – no, not at all – not
applicable
My doctor and I have discussed the treatment pros en cons yes, totally – yes, slightly – no, not at all – not
applicable
My doctor and I have discussed (other) treatment information sources yes, totally – yes, slightly – no, not at
all
Attention towards work and rehabilitation (2QI)
My doctor and I have discussed the potential impact of the pain complaint? yes, totally – yes, slightly – no, not
at all
My doctor and I have discussed the potential impact of the treatment for work or rehabilitation? yes, totally –
yes, slightly – no, not at all
Shared treatment decision making (1QI)
Did you have the possibility for shared treatment decision? totally agree - slightly agree - slightly disagree totally disagree
Treatment goal (1QI)
My doctor and I have discussed my treatment goal totally agree - slightly agree - slightly disagree - totally
disagree
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Outcome of pain care (n=3)
Achieved treatment goal and treatment result (2QI)
I achieved my treatment goal totally agree - slightly agree - slightly disagree - totally disagree
How would you describe your treatment result? excellent – good – moderate - no change at all - little worse
than before my treatment – bad - very bad
Result of the pain care process (1QI)
What was your satisfaction of the entire received pain care on a 10-point Likert scale where 0 means ‘very
bad received pain care’ and 10 means ‘excellent received pain care’

4. DISCUSSION
Based on the quality of care criteria defined by chronic pain patient organizations, 21
QIs were developed to cover the process (n = 18) and outcome (n = 3) aspects of chronic pain care, and were clustered into 11 quality domains. The QiPPP list consists of quality criteria from the perspective of patients with chronic pain.[3,17,18,20,23] All the quality
criteria defined by patients with chronic pain were established by a literature search,
focus groups, and partnership with institutions specialized in health care research and
long-term care. As far as we know, no QIs list with quality criteria defined by chronic
pain patient organizations has been published. Although only one (fully mandated)
delegated person representing the patient organizations served on the expert panel,
the QIs were developed in close collaboration and in a consensus-based manner. However, the quality criteria of Pain Patients United and PainPlatform were established
independently of each other, and there was overlap in the criteria for quality pain care
that both bodies perceived to be important. Both highlighted the patient–physician
contact and the importance of discussing patient expectations in the process of pain
care. E-health, self-registration for doctors’ appointments, and stating the expectations
of patients and professionals were only mentioned by Pain Patients United. All criteria
were discussed in the consensus meetings, and several changes were made. Criteria
such as ‘self-management support (set A)’ and ‘your health care provider knows what
you want to know (set B)’ transpired to be difficult concepts and were also hard to
transform into measurable QI. Similarly, e-health and self-registration were difficult
concepts for development of QI. These concepts were removed but could be added in
the future when these they have been crystallized by patients and professionals. This
should be an ongoing process.
As mentioned in the Methods section, the selected items were clustered into different quality domains based on the content of the selected items. During the progression
of transforming the criteria into measurable QI, it became clear that various complex
domains could be better split into separate quality domains, and these quality domains
were extended in number from 8 to 11. This change also benefited the layout of the
QiPPP list.
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The TSTI appeared to be an indispensable tool for checking the QiPPP list for feasibility in a small sample before releasing the list to patients with chronic pain treated in
daily pain practice. This was in regards to not only the clarity and intelligibility of the
questions but to every aspect of the list, such as layout, patient information, and readability of the letter font used. Most importantly, it created an opportunity for the researcher to ask why some remarks were made and how the list could be improved in
the opinion of the patient. Each remark, hesitation when answering a question, and
doubt regarding choice of answer were reported and examined by the researcher. This
resulted in the QiPPP list, which we expect fits well with patients’ expectations in terms
of content, clarity, and feasibility of the criteria.
The QiPPP list described here contains only process and outcome QI. Nevertheless,
the quality criteria that were defined overlapped with the existing guidelines entitled
‘Recommendations for pain treatment services’ by the International Association for the
Study of Pain and ‘Excellence in pain practice’ by the World Institute of Pain.[15,26] QIs
concerning communication between the patient and physician, use of a pain questionnaire for diagnostic procedures (and outcomes), a maximum waiting time of one
month, and the outcomes of treatment are key issues in improving quality of pain
care.[4,12,19,24] [13]
Although the list was designed with the TSTI, testing the usability, comprehensibility,
and psychometric quality of the QiPPP on a large scale is now required. Daily pain practice should determine whether the QIs are items that can be measured correctly, e.g., is
it possible for patients to answer all the questions, are the quality domains correctly
chosen, and have the right cut-off points been selected for the scored items. The QiPPP
list was developed one year by an expert panel; this was a first step that needs to be
continued. As mentioned earlier, quality assessment and therefore QIs development of
structure, process, and outcome should be an ongoing process.
Following this process of QIs development, the expert panel should be expanded to
include more patient representatives to increase their contributions, which can provide
mutual clarification of several difficult quality concepts, forming a national task force for
development of QIs to assess chronic pain from the patients’ perspective. Currently, the
list has been tested by patients with chronic pain under treatment in five Dutch pain
clinics in both academic and peripheral settings. If the QiPPP list turns out to be feasible
in daily practice, the list will be presented to the Pain Section of the Dutch Society of
Anaesthesiologists with the recommendation to include it in the national QIs standard
for pain clinics. Implementing the QIs from the patients’ perspective in the national
standard may give pain clinics an insight into where quality improvement may be needed from the patients’ perspective.
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Quality Indicators to Assess the Quality of
Pain Clinic Care from the Perspective of
Patients Suffering from Chronic Pain:
Usability, Comprehensibility, and
Psychometric Quality of the QiPPP
Questionnaire
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ABSTRACT
To address the lack of appropriate patient-defined quality indicators (QIs) for assessment of pain clinic care in the Netherlands, we developed the “Quality Indicators - Pain
Patients’ Perspective” (QiPPP) questionnaire. In a previous publication, we described
the process of QI development in close partnership with representatives of patients
with chronic pain. The objective of the present study was to validate the usability, comprehensibility, and psychometric quality of the QiPPP questionnaire in daily pain practice. The QiPPP questionnaire contains questions on process and outcome QIs. In addition, we evaluated sociodemographic, health, and pain-related data and questionnaire
comprehensibility. Five participating pain clinics were each instructed to distribute 200
questionnaires among consecutive patients with chronic pain under treatment. To examine the dimensionality of the QIs, patient responses were analyzed on the basis of
reporting frequencies and findings of principal component analysis. For construct validation, case mix analysis was performed to measure the influence of patient characteristics on questionnaire components. A total of 547 populated QiPPP questionnaires
(response rate, 58.9%) were analyzed. The mean score for patient comprehensibility
was 8.6 ± 1.4. The final QiPPP questionnaire included 21 QIs (18 process; 3 outcome)
distributed over 7 domains. Influence of general health status, education, sex, duration
of pain complaint, and number of pain clinic visits was observed in three components.
The QiPPP questionnaire was of sufficient psychometric quality and found to be useful
and understandable by patients with chronic pain. Therefore, quality assessment from
the perspective of patients might help pain clinics improve their care quality.
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1. INTRODUCTION
Quality of healthcare is monitored using quality indicators (QIs), which assess aspects
related to the structure, process, or outcome of care, depending on the focus of the QIs
domains.[1,5,6] To assess the quality of healthcare, QIs should reveal the perspectives of
healthcare professionals and patients.[1,9,20] Therefore, it is essential to gain the patients’
view on what they find to be important criteria for healthcare quality assessment. Several methods are recommended for incorporating patients’ views, including involvement of patients in the early stage of QI development.[7,17,18] However, to our
knowledge, no QIs for assessment of chronic pain care quality have been developed on
the basis of criteria defined solely by patients with chronic pain.
In chronic pain management, QIs for assessment of pain facilities solely from the
perspective of professionals have been previously developed in the Netherlands.[3] Currently, pain treatment facilities that apply for pain clinic certification need to meet the
national QIs standards, which consist of professionally defined structure indicators. In
2015, patients with chronic pain in the Netherlands defined the criteria for what they
viewed as important for the quality of pain care.[13,15] To solve the lack of QIs from the
perspective of patients with chronic pain, these criteria were transformed into the QIs
format. This process of QIs development jointly with large patient organizations (Pain
Patients United Consortium[15]) and University Pain Center of Maastricht yielded the
Quality Indicators Pain Patients’ Perspective (QiPPP) questionnaire, which has good face
validity on the basis of consensus among professional and patient representative
groups.[4,11] To ensure its construct validity, the QiPPP questionnaire must be defined
with scientific accuracy.[7,10] Therefore, it is important to gain insight into the structure
and dimensionality of the data and decide on the definitive selection of QIs.[4] For national comparison, we measured scores per hospital, seeking to determine the extent to
which the QiPPP questionnaire discriminates the quality of pain care among hospitals.[2]
Testing the usability and comprehensibility of the QiPPP questionnaire in daily pain
practice is most important for QIs development from the perspective of patients with
chronic pain.[4,7] The aim of this study was to validate the usability, comprehensibility,
and psychometric quality of the QiPPP questionnaire in daily pain practice in the Netherlands. Furthermore, to define the influence of patient characteristics on QIs and to
compare hospitals with different settings, the case mix stability for each QI was assessed. [4,8,16] Finally, recommendations were made for further improvement and prospects for implementing the QiPPP questionnaire for (daily) assessment of chronic pain
clinic care.
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2. METHODS
To validate its usability, comprehensibility, and psychometric quality, the QiPPP questionnaire was administered to a large group of patients. To ensure an adequate sample
size, five pain clinics were requested to participate in the study, and all five clinics
agreed. Patients with chronic pain under treatment at any of the five pain clinics (academic and peripheral settings) were asked to participate in the QiPPP survey. Approval
for this study was obtained from the Medical Ethical Committee of the Maastricht University/Maastricht UMC+.

2.1. QiPPP questionnaire distribution and patient characteristics
Each pain clinic received 200 QiPPP questionnaires to distribute among consecutive
patients with chronic pain from December 2015 to May 2016. Patients with chronic
pain under treatment and visiting the pain clinic for at least the second time were included, while patients visiting the pain clinic for the first time were excluded.

2.2. Sample size
Considering a possible reduction in the number of items and data structure, the sample
size included 10 times as many patients as variables in the present analysis. Thus, responses from a minimum of 400 patients were determined to be required for principal
component analysis (PCA).[19,21]

2.3. QI measurement
2.3.1. The QiPPP questionnaire
The QiPPP questionnaire covers 11 different quality domains: patient–physician contact; one central contact person for the patient; waiting time; pain team information;
administration of pain questionnaire; discussion of treatment information between the
patient and physician; attention towards work and rehabilitation; shared treatment
decision making; treatment goal; achievement of treatment goal and treatment result;
and the result of the pain care process. Each domain consisted of a main question (the
QI). To determine patient satisfaction regarding the QI, the so-called “deepening questions” were added to each item. For example, “Did you receive treatment information?”
is one of the main questions (the QI), and “Did you find the information clear?” and “Did
you find the information meaningful?” are the corresponding deepening questions.
Deepening questions provide more detailed information about the content of the QI,
which might help clinics improve specific elements of care. The main questions (QIs; 18
process and 3 outcome items) were used to examine the dimensionality of data.
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2.3.2. Comprehensibility of the QiPPP questionnaire
To test the clarity and comprehensibility of the questions, patients were required to
answer seven questions (shown in the results section).
2.3.3. Sociodemographic and pain-related variables
For case mix analysis, patients were further queried regarding characteristics such as
sex, age, durations of pain complaint and pain clinic treatment, general health, education level, the name of the pain clinic where the patient was receiving treatment, number of pain clinic visits during that episode, and whether the patient was still under
treatment.

2.4. Data collection
Consecutive patients signing up for appointment with their doctors at the pain clinic
and visiting the pain clinic for at least the second time received the patient information
form and QiPPP questionnaire from the desk staff. Patients were requested to provide
informed consent for participation before consultation with the doctor. If patients required more information than that provided on the forms, they had the option of asking
the physician for the same. The patients were asked to complete the questionnaire in
the pain clinic or at home. The populated QiPPP questionnaire could be anonymously
delivered in a sealed envelope at the clinic or sent by postal mail to the researchers.
Patients provided informed consent by signature and were not asked for their names or
addresses.

2.5. Analysis
2.5.1. Response and missing items
The willingness of patients to answer the QiPPP questionnaire as well as their responses
and missing data on an item level were described in terms of frequencies. Patients who
attended less than 25% of the items on the QiPPP questionnaire were excluded from
analysis.[4,14] All other missing scores were labelled as missing data.
2.5.2. Patient characteristics
Differences in patient characteristics among the five pain clinics were analyzed by oneway analysis of variance, with 0.05 as the cut-off level for significance.
2.5.3. Patient comprehensibility
Scores for items related to patient comprehensibility were analyzed as mean values and
percentages.

77

Chapter 6
2.5.4. Construct validity
For examining data dimensionality, the assumed quality domains were subjected to PCA
with oblique rotation.[14] Communal variables were evaluated by the Kaiser–Meyer–
Olkin measure of sampling adequacy (KMO ≥ 0.60). Additionally, correlations among
variables were determined on the basis of significance calculated by Bartlett’s test of
sphericity (p < 0.05). A major rule for performing PCA is the inclusion of ten times as
many patients as variables.[14] The following two criteria were used to determine which
components were appropriate and which to interpret — components with Kaiser criterion score > 1 and components occurring before the strong decline in the curve of the
scree plot.[12] The reliabilities of QI items and those of different quality domains extracted by PCA were analyzed on the basis of Cronbach’s α (sufficient reliability, α > 0.60).
Coherence among different quality domains was evaluated by Pearson’s correlation
analysis.
For measuring the influence of patient characteristics of the questionnaire items,
the outcomes of extracted PCA components with α > 0.600 were subjected to case mix
analysis with multivariate backward stepwise linear regression analysis.
2.5.6. Patient scores for the QiPPP questionnaire items
Scores for each QI are presented as percentages separately for each pain clinic as well
as in total for all five pain clinics, along with 95% confidence intervals, in accordance
with PCA-extracted components. Overall scores of the original QiPPP questionnaire (for
all five pain clinics), along with the missing scores, are presented as percentage per item
(Appendix 1).
2.5.7. Data processing
An independent partner, Center for Data and Information Management (MEMIC), University of Maastricht, scanned the returned QiPPP questionnaires. Thereafter, the data
were analyzed using SPSS ver. 23 (IBM SPSS Statistics Corporation, Armonk, NY).

3. RESULTS
3.1. QiPPP questionnaire response and missing items
The average patient response to the distributed QiPPP questionnaires (n = 1000) was
59% (range, 45.5–83.5% per clinic). Figure 1 presents a flow chart of QiPPP questionnaire distribution and response at each pain clinic. Only four responding patients had
attended less than 25% of the items on the QiPPP questionnaire and were, therefore,
excluded from analysis. Additionally, 38 patients who had reported only one visit to the
pain clinic were excluded from analysis. Thus, the final dataset for analysis consisted of
547 (55%) respondents, of whom 96.2% had completed 75–100% of the questionnaire
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items. Items that were not scored by the patients mostly concerned the deepening
items of the screening questions (range of non-response, 5.3–15.4%). All missing scores
were reported in the overall result of the QiPPP questionnaire (Appendix 1).
DISTRIBUTION QiPPP
5 PAIN CLINICS
N=1000

RESPONSE QiPPP 58.9%
N= 589

pain clinic 1 n= 112
56%

pain clinic 2 n= 91
45.5%

pain clinic 3 n= 116
58%

pain clinic 4 n= 167
83.5%

<25% ITEM RESPONSE (n=4)
N=585

pain clinic 1 n= 0

pain clinic 2 n= 0

pain clinic 3 n= 0

pain clinic 4 n= 2

1 PAIN CLINIC VISIT (n=38)
N= 547

pain clinic 1 n= 3

pain clinic 2 n= 0

pain clinic 3 n= 4

pain clinic 4 n= 27

pain clinic n = 103
51.5%

pain clinic n = 2

pain clinic 5 n = 4

APPROPIATE FOR ANALYSIS
N= 547

Figure 1. Flow chart of the distribution and response of the QiPPP

3.2. Characteristics of the study population
Table 1 presents the patient characteristics of the five pain clinics individually and in
total. There were significant differences among the pain clinics in terms of patient age
(p = 0.030), duration of pain complaint (p = 0.025), treatment duration (p = 0.003), general health status of the patients (p = 0.001), and average number of pain clinic visits
per patient (p = 0.001).
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36.0 (197)
39.7 (217)
17.0 (93)

38.8 (212)
49.7 (272)

Education
Low
Middle
High

Pain clinic visits
2-4
>4
37.6 (41)
46.8 (51)

37.7 (40)
36.7 (40)
18.3 (20)
45.1 (41)
49.5 (45)

36.3 (33)
40.7 (37)
18.7 (17)

6.6 (6)
11.0 (10)
35.2 (32)
29.7 (27)
9.9 (9)

118.4 (2-936)

342.7 (12-2600)
2.2 (2)
22.0 (20)
63.7 (58)

61.6 (31-87)

37.4 (34)
56.0 (51)

Pain clinic 2
% (n=91)

28.6 (32)
61.6 (69)

38.4 (43)
40.2 (45)
12.5 (14)

3.6 (4)
41.1 (46)
41.1 (46)
6.3 (7)

176.5 (6-1664)

425.2 (8-2704)
0.9 (1)
8.9 (10)
75.9 (85)

61.4 (35-87)

36.6 (41)
55.4 (62)

Pain clinic 3
% (n=112)

P= Significant difference between the hospitals (One-way Anova) *Mean age **Mean and Range in weeks.

3.3 (18)
8.2 (45)
40.8 (223)
34.2 (187)
6.8 (37)

1.8 (2)
4.6 (5)
37.6 (41)
36.7 (40)
9.2 (10)

201.0 (1-1664)

General health status
Excellent
Very good
Good
Moderate
Bad

162.0 (1-1664)

Treatment duration in weeks**

59.5 (22-84)
496.6 (12-2600)
0.9 (1)
11.0 (12)
70.6 (77)

59.4 (22-89)

Age*

38.4 (43)
54.1 (59)

Pain clinic 1
% (n=109)

Pain complaint duration in weeks** 389.8 (8-2704)
<1 year
1.5 (8)
1-5 years
15.4 (84)
> 5years
70.9 (388)

34.7 (190)
58.5 (320)

Total
% (n=547)

Sex
Male
Female

Patient characteristics

Table 1. Patient characteristics of the study population

54.3 (75)
31.2 (43)

29.7 (41)
39.9 (55)
21.60 (29)

4.3 (6)
15.2 (21)
44.2 (61)
26.8 (37)
2.9 (4)

106.4 (1-1040)

290.6 (8-2704)
2.9 (4)
25.4 (35)
61.6 (85)

57.9 (22-89)

30.4 (42)
60.9 (84)

Pain clinic 4
% (n=138)

23.7 (23)
66.0 (64)

41.2 (40)
41.2 (40)
13.4 (13)

4.1 (4)
5.2 (5)
44.3 (43)
38.1 (37)
7.2 (7)

222.4 (4-1560)

7.2 (7)
85.6 (83)

423.7 (20-2340)

56.8 (23-80)

30.9 (30)
66.0 (64)

Pain clinic 5
% (n=97)

.001

.001

.003

.025

.030

P Value
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3.3. Patient comprehensibility of the QiPPP questionnaire
Overall, 6.9% of the patients (n = 38) sought support for completing the QiPPP questionnaire. Table 2 presents the different ways of support sought by patients as well as
the results of patient comprehensibility. Items enquiring whether the questions were
understandable for patients and whether the sentences were clear both scored a mean
value of 8.6 ± 1.4, with a median score of 9 on a 10-point Likert scale. Patients were
allowed to specifically indicate the question(s) that were not understandable; the most
frequently indicated question in this regard (by 20 patients) concerned the achievement
of treatment goal. Only three patients responded to a question on whether they found
the relevance of the QiPPP items insufficient.
Table 2. Patient comprehensibility of the Quality Indicators Pain Patients’ Perspective questionnaire.
Mean (SD)

Percentage
(n=patients)

Did you need support for filling in the questionnaire?
Yes
If yes, how did that person help?

6.9% (n=38)

Has read the questions

4.8% (n=26)

Has written the answers

2.9% (n=16)

Has answered the questions in my place

.7% (n=4)

Has translated the questions into my language

.7% (n=4)

Different kind of help:…………………………………..

.7% (n=4)

No

88.7% (n=485)

Please indicate with a score from 0 to 10*:
Whether you find the language of the sentences understandable.

8.6 (1.4)

Whether you find the content of the sentences clear.

8.6 (1.4)

Below, you may indicate which question(s) were not clear at all for you.
……………………………………………..
Whether you find all questions to be related to the quality of pain care.

8.4 (1.4)

Below, you may indicate which question(s) were not related to the quality of care.
…………………………………………….
What do you think about the number of questions in the list?
Not too many or not too few

48.4% (n=265)

Too few

2.2% (n=12)

Too many

17.7% (n=97)

No opinion
Please provide an estimate of how many minutes you needed to fill in the
questionnaire?*
Do you find it important that you, as a patient, are able to judge the quality of pain
care you received?**

24.1% (n=132)
12.9 (7.5)
8.9 (1.4)

* Mean time in minutes required for answering the QiPPP questionnaire. **Mean score on a 0–10 Likert
scale, with standard deviation (SD); the QiPPP questionnaire.
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3.4. Construct validity of the QiPPP questionnaire
3.4.1. Results of PCA
The QiPPP questionnaire contains 18 process and 3 outcome QIs (21 items in total). The
QI “waiting list” did not fit the PCA model because of variations in response options.
Therefore, PCA was performed with 20 QIs, initially distributed over 11 domains. Upon
PCA, six components with initial eigenvalues > 1.0 were extracted (Table 3). The “pain
questionnaire” component, which included only one item, appeared to be inappropriate for PCA, with its KMO being < 5.00. The remaining five extracted components are
shown in Figure 2, along with their component loadings and KMO and Cronbach’s α
values. All component loading values were above 0.40, and could, therefore, be statistically assigned to that component. Upon PCA, it was found that each QI (loading > 0.40)
was loaded to one component, which means that the items were assigned solely to that
concept of the component. Components 1, 2, and 3 exhibited statistically adequate
KMO values for PCA-extracted components; however, the Cronbach’s α of component 3
was low (-0.435). The concept of component 3 was "treatment outcome”. Items on
achieved treatment goal (item 27) and treatment result (item 28) appeared to load
higher on the concept than on satisfaction regarding the entire pain care received (item
30). Components 4 and 5 exhibited low KMO values, where a minimal KMO of 0.5 was
required, and a KMO > 0.70 was preferable. Considering the component loading of item
12 (0.416), the consistency of component 4 was not very high. The low Cronbach’s α
value of component 5 was because there were only two items loaded on that concept,
whereas a minimum of three items are preferable.
On the basis of PCA findings, the following quality domains could be created: 1.
Shared treatment information and decision making; 2. Patient–physician contact; 3.
Discussion of the impact of pain and treatment on work, rehabilitation, and daily activities; 4. One contact person for the patient; and 5. Treatment outcome.
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Total

Component

1.656
1.299
1.230

3 Discussed information on the impact of
work, rehabilitation and daily activities

4 One contact person for the patient

5 Treatment outcome

6 Received pain questionnaire
1.044
KMO = Kaiser-Meyer-Olkin Measure of Sampling Adequacy

10.314

2.063

2 Patient – physician contact

4.638

6.150

6.494

8.278

29.831

1 Shared treatment information & decision 5.966
making

% of variance

Initial eigenvalues

KMO .826
Bartletts’ .001

66.285

61.067

54.197

48.423

40.145

29.831

Cumulative %

1.044

1.230

1.299

1.656

2.063

5.966

Total

4.638

6.150

6.494

8.278

10.314

29.831

% of variance

66.285

61.067

54.197

48.423

40.145

29.831

Cumulative %

Extraction sums of squared loadings

Table 3. Six components extracted by principal component analysis, with percentage of variance denoted by initial eigenvalues > 1.0

1.234

1.372

3.022

2.864

4.081

4.336

Total

Rotation sums of
squared loadings
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COMPONENT 1

-.871
-.911
-.620

ITEM 28
ITEM 30

.655

ITEM 26
ITEM 27

.918

ITEM 24

.833

ITEM 22
.912

.826

ITEM 21

ITEM 23

.438

ITEM 19

.402

ITEM 17
.607

.416

ITEM 12

ITEM 18

.815

ITEM 7

-.798

ITEM 5
-.691

-.706

ITEM 4

ITEM 6

-.839

ITEM 3

-.830

ITEM 2

If you could give an opinion about the quality of pain care you received, what score would you give?

How would you describe your treatment result?

I achieved my treatment goal(s)

My doctor and I have together discussed my treatment goal(s)

I was very satisfied with the shared decision-making concerning my treatment options

My doctor and I have discussed together which treatment option was the most suitable for me

My doctor and I have discussed the potential impact of my treatment for work/rehabilitation or daily activities

My doctor and I have discussed the potential impact of my pain complaint on my work/rehabilitation or daily activities

My doctor and I have discussed the pros and cons of treatment

My doctor and I have discussed my treatment expectations

My doctor and I have discussed the possible source of my pain complaint

Did you receive information about the possibility and consequences of multidisciplinary treatment?

Do you have one central contact person for your pain complaint?

My doctor has done everything possible to help me with my pain complaint

I have confidence in the ability of my doctor to manage my pain complaint

My doctor spared sufficient time for me

My doctor listened seriously

My doctor listened attentively

Do you have one main treating physician for your pain complaint?

Figure 2. Principal component analysis of the twenty quality indicators of the QiPPP questionnaire expressed in the remaining five extracted components with
their component loadings. The five components show their Kaiser–Meyer–Olkin measure of sampling adequacies, along with their Cronbach’s α values.

COMPONENT 5
KMO .500 (n=515)
α = .480

α = .694

COMPONENT 4
KMO .519 (n=506)

COMPONENT 3
KMO .637 (n=468)
α = -.435

COMPONENT 2
KMO .860 (n=504)
α = .882

KMO .826 (n=387)
α = .853

.815

ITEM 1
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3.4.2. Case mix stability
Components that exhibited appropriate Cronbach’s α values (> 0.600) upon PCA were
evaluated for case mix stability. The results of multivariate analysis of the sum of scores
of all QIs per component revealed that sex, general health status, education level, duration of pain complaint, and number of pain clinic visits were significantly associated with
the reported QI scores. Patients with better health status and higher education level
scored more positively than the rest on domains regarding shared treatment information and decision making and discussion of impact of pain and treatment on work,
rehabilitation, and daily activities. Additionally, patients with better health status scored
more positively than the rest on patient–physician contact. Patients with more than
four pain clinic visits scored more positively on shared treatment information and decision making and discussion of impact of pain and treatment on work, rehabilitation, and
daily activities than did patients with fewer visits. The longer the duration of pain complaint, the more positive were the patient-assigned scores on discussion of impact of
pain and treatment on work, rehabilitation, and daily activities. Furthermore, women
scored more positively regarding their contact with the physician than did men. All
significant associations are reported in Table 4.
Table 4. Case mix stability of three components extracted by principal component analysis (Cronbach’s α > 0.600)
Backward multivariate linear regression of the influence of patient
characteristics on 3 PCA components with α > .600
Process QI
Component 1 shared treatment information & decision making
General health status
Education
Amount of pain clinic visits
Component 2 patient – physician contact
Gender
General health status
Component 4 discussed information on impact work, rehabilitation and
daily activities
Duration of pain complaint in weeks
General health status
Education
Amount of pain clinic visits

B

95% C.I
Lower
upper

P

.634
.296
.862

.280
.059
.238

.988
.532
.532

.001
.015
.007

- .494
.221

-.781
.062

-.208
.381

.001
.007

.000
.359
.265
.623

.001
.145
.120
.230

.001
.573
.410
1.017

.017
.001
.001
.002

General health status = excellent, very good, good, moderate, bad. Educational level = low, middle, high.
Amount of pain clinic visits = 2 categories (2-4 and >4). C.I = Confidence Interval. PCA = Principal Component
Analysis. QI = Quality Indicator.

3.5. Patient scores for the QIPPP questionnaire
On the basis of the PCA-extracted components, the reported scores of the QIs (main
questions) assigned by patients at the five pain clinics are presented as mean scores of
each pain clinic individually and in total (Table 5). The overall reported scores of all QI
items (main items and deepening questions) in the QiPPP questionnaire were analyzed
as frequencies and presented as percentage scores. The QiPPP questionnaire is presented in Appendix1.
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ITEM 26 My doctor and I have together
discussed my treatment goal(s)

ITEM 24 I was very satisfied with the shared
decision-making concerning my treatment
options

ITEM 23 My doctor and I have together
discussed which treatment option was the
most suitable for me

ITEM 19 My doctor and I have discussed the
pros and cons of treatment

ITEM 18 My doctor and I have discussed my
treatment expectations

ITEM 17 My doctor and I have discussed the
possible source of my pain complaint

Component 1

Process indicators 18

Outcome on the 21 QI
(Main items) of the five pain clinics

Table 5. Patient scores for the quality indicators.

14.6
2.8
4.5

Slightly disagree
Totally disagree

6.1

Totally disagree
Slightly agree

2.8

Slightly disagree
72.6

13.4

Totally agree

72.4

5.8

Totally disagree
Slightly agree

3.4

Slightly disagree
Totally agree

15.6

Slightly agree

9.8

No, not at all
70.8

16.7

Totally agree

68.7

Yes, slightly

5.0

No, not at all
Yes, completely

18.4

Yes, slightly

5.4

No, not at all
72.1

20.0

Yes, slightly
Yes, completely

73.4

Yes, completely

2.1 - 6.8

-.68 - 6.2

9.8 - 19.5

64.2 - 81.0

4.6 - 7.7

1.7 - 3.9

8.7 - 18.1

65.8 - 79.0

3.2 - 8.4

2.1 - 4.7

11.4 - 20.0

62.7 - 79.0

5.7 - 13.9

11.0 - 22.4

62.3 - 75.0

1.4 - 8.6

14.3 - 22.6

66.1 - 78.1

2.8 - 8.0

13.6 - 26.3

66.3 - 80.4

Total of the 5 pain
clinics
Mean and 95% C.I.

6.6 (7)

.9 (1)

11.0 (12)

76.1 (83)

5.5 (6)

1.8 (2)

11.9 (13)

73.4 (80)

3.7 (4)

4.6 (5)

13.8 (15)

71.6 (78)

11.9 (13)

11.0 (12)

70.6 (77)

7.3 (2)

17.4 (19)

71.6 (78)

8.3 (9)

22.0 (24)

67.9 (74)

Pain clinic 1
% (N=109)

4.4 (4)

7.7 (7)

18.7 (17)

64.8 (59)

6.6 (6)

3.3 (3)

14.3 (13)

70.3 (64)

8.8 (8)

4.4 (4)

16.5 (15)

67.0 (61)

14.3 (13)

20.9 (19)

61.5 (56)

8.8 (8)

22.0 (20)

67.0 (61)

5.5 (5)

27.5 (25)

67.0 (61)

Pain clinic 2
% (N=91)

6.3 (7)

1.8 (2)

17.9 (20)

67.9 (76)

7.1 (8)

2.7 (3)

19.6 (22)

64.3 (72)

7.1 (8)

2.7(3)

20.5 (23)

65.2 (73)

7.7 (8)

12.5 (14)

75.0 (84)

3.6 (3)

21.4 (24)

69.6 (78)

2.7 (3)

19.6 (22)

75.0 (84)

Pain clinic 3
% (N=112)

2.2 (3)

1.4 (2)

10.1 (14)

67.9 (76)

4.3 (6)

2.2 (3)

10.9 (15)

76.8 (106)

4.3 (6)

2.2 (3)

15.9 (22)

73.9 (102)

6.6 (9)

20.3 (28)

70.3 (97)

2.2 (4)

13.8 (19)

69.6 (78)

4.3 (6)

15.2 (21)

79.7 (110)

Pain clinic 4
% (N=138)

3.1 (3)

2.1 (2)

15.5 (15)

81.9 (113)

7.2 (7)

4.1 (4)

10.3 (10)

77.3 (75)

5.2 (5)

3.1 (3)

11.3 (11)

79.4 (77)

9.3 (9)

18.6 (18)

66.0 (64)

3.1 (3)

17.5 (17)

79.7 (110)

6.2 (6)

15.5 (15)

77.3 (75)

Pain clinic 5
% (N=97)
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ITEM 12 Did you receive information about
the possibility and consequences of
multidisciplinary treatment?

Component 4

ITEM 6 My doctor has done everything
possible to help me with my pain complaint

32.4
54.1

1.2

Totally disagree

No

2.1

Slightly disagree

Yes

12.4

.7

Totally disagree
79.4

2.0

Slightly disagree

Slightly agree

10.0

Totally agree

85.2

.7

Totally disagree
Slightly agree

1.0

Slightly disagree
Totally agree

8.9

ITEM 5 I have confidence in the ability of my
doctor to manage my pain complaint

86.8

.7

Totally disagree
Slightly agree

.8

Slightly disagree

5.4

.7

Totally disagree
Slightly agree

1.6

Slightly disagree
89.8

8.9

Slightly agree

Totally agree

86.5

Totally agree

43.4 - 46.8

22.6 - 42.1

.3 - 2.3

-.5 - 4.6

8.9 - 16.0

74.1 - 84.5

-.1 - 1.4

-2.8 - 6.9

5.1 - 14.8

80.3 - 90.0

.2 - 1.2

-1.2 - 3.2

2.9 - 14.9

80.0 - 93.7

.2 - 1.2

-.93 -2.6

2.6 - 8.1

85.6 - 93.9

.2 - 1.2

-.29 - 3.5

5.6 - 12.3

82.3 - 90.7

Total of the 5 pain
clinics
Mean and 95% C.I.

ITEM 4 My doctor spared sufficient time for me Totally agree

ITEM 3 My doctor listened seriously

ITEM 2 My doctor listened attentively

Component 2

Outcome on the 21 QI
(Main items) of the five pain clinics

46.8 (51)

37.6 (41)

1.8 (2)

.9 (1)

13.8 (15)

79.8 (87)

.9 (1)

-

11.0 (12)

86.2 (94)

.9 (1)

-

16.5 (18)

79.8 (87)

.9 (1)

-

3.7 (4)

93.6 (102)

.9 (1)

-

12.8 (14)

83.5 (91)

Pain clinic 1
% (N=109)

68.1 (62)

18.7 (17)

1.1 (1)

4.4 (4)

14.3 (13)

76.9 (70)

-

1.1 (1)

14.3 (13)

81.3 (74)

1.1 (1)

-

11.0 (10)

85.7 (78)

3.3 (3)

4.4 (4)

89.0 (81)

-

3.3 (3)

8.8 (8)

85.7 (78)

Pain clinic 2
% (N=91)

55.4 (62)

33.0 (37)

-

.9 (1)

15.2 (17)

78.6 (88)

-

.9 (1)

9.8 (11)

86.6 (97)

-

.9 (1)

4.5 (5)

92.9 (104)

.9 (1)

.9 (1)

5.4 (6)

91.1 (102)

-

2.7 (3)

6.3 (7)

88.4 (99)

Pain clinic 3
% (N=112)

52.9 (73)

35.5 (49)

1.4 (2)

-

8.7 (12)

86.2 (119)

1.4 (2)

-

3.6 (5)

90.6 (125)

.7 (1)

-

6.5 (9)

92.0 (127)

.7 (1)

-

4.3 (6)

90.6 (125)

.7 (1)

-

6.5 (9)

91.3 (126)

Pain clinic 4
% (N=138)

47.4 (46)

37.1 (36)

2.1 (2)

4.1 (4)

10.3 (10)

75.3 (73)

1.0 (1)

-

11.3 (11)

81.4 (79)

1.0 (1)

4.1 (4)

6.2 (6)

83.5 (81)

1.0 (1)

-

9.3 (9)

84.5 (82)

1.0 (1)

2.1 (2)

10.3 (10)

83.5 (81)

Pain clinic 5
% (N=97)
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ITEM 27 I achieved my treatment goal(s)

Component 3

Outcome indicators 3

ITEM 14 Did you receive a pain questionnaire
before or during your visit to the pain clinic?

*Pain questionnaire

18.3
31.0
13.1
28.3

Slightly agree
Slightly disagree
Totally disagree

24.8

No

Totally agree

67.2

Yes

15.6 - 41.1

10.2 - 16.0

28.3 - 33.7

12.9 - 23.5

11.0 - 39.0

51.1 - 83.4

11.7 - 47.6

29.7

15.4 - 22.3
28.8 - 71.3

18.9

No

69.6 - 77.4

1.7 - 6.3

84.7 - 91.9

28.1 - 37.1

14.6 - 23.6

37.2 - 50.1

31.9 - 38.3

17.3 - 23.3

50.1

74.0

4.0

Yes

88.3

No

32.6

No, not at all
Yes

19.1

Yes, slightly

ITEM 11 How long did you have to wait between Max 4 weeks
first registration and first doctors’ appointment? Above 4 weeks

*Waiting list

ITEM 7 Do you have a central contact person
for your pain complaint?

ITEM 1 Do you have one main treating
physician for your pain complaint?

Component 5

43.7

35.1

No, not at all
Yes, completely

20.3

Yes, slightly

ITEM 22 My doctor and I have discussed the
potential impact of my treatment for
work/rehabilitation or daily activities

40.6

Yes, completely

ITEM 21 My doctor and I have discussed the
potential impact of my pain complaint on my
work/rehabilitation or daily activities

36.4 - 44.8

Total of the 5 pain
clinics
Mean and 95% C.I.

Outcome on the 21 QI
(Main items) of the five pain clinics

19.3 (21)

15.6 (17)

30.3 (33)

22.9 (25)

9.2 (10)

86.2 (94)

32.1 (35)

41.3 (45)

14.7 (16)

74.3 (81)

3.7 (4)

88.1 (96)

29.4 (32)

14.7 (16)

48.6 (53)

32.1 (35)

18.3 (20)

45.0 (49)

Pain clinic 1
% (N=109)

30.8 (28)

15.4 (14)

29.7 (27)

22.0 (20)

24.2 (22)

64.8 (59)

29.7 (27)

44.0 (40)

18.7 (17)

75.8 (69)

2.2 (2)

89.0 (81)

38.5 (35)

18.7 (17)

39.6 (36)

38.5 (35)

20.9 (19)

38.5 (35)

Pain clinic 2
% (N=91)

37.5 (42)

12.5 (14)

29.5 (33)

12.5 (14)

22.3 (25)

70.5 (79)

36.6 (41)

45.5 (51)

18.8 (21)

74.1 (83)

7.1 (8)

83.9 (94)

32.1 (36)

17.9 (20)

44.6 (50)

35.7 (40)

17.9 (20)

39.3 (44)

Pain clinic 3
% (N=112)

15.9 (22)

11.6 (16)

34.8 (48)

17.5 (24)

28.3 (39)

64.5 (89)

5.8 (8)

80.4 (11)

22.5 (31)

68.1 (94)

2.9 (4)

92.0 (127)

33.3 (46)

24.6 (34)

37.7 (52)

36.2 (50)

23.9 (33)

37.0 (51)

Pain clinic 4
% (N=138)

38.1 (37)

10.3 (10)

30.9 (30)

16.5 16)

40.2 (39)

50.5 (49)

44.3 (43)

39.2 (38)

19.6 (19)

76.3 (74)

4.1 (4)

88.7 (86)

29.9 (29)

19.6 (19)

48.5 (47)

33.0 (32)

20.6 (20)

43.3 (42)

Pain clinic 5
% (N=97)
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-.6 - 7.0
7.1 - 8.0

25.7
20.4
5.6
5.7
3.2

Moderate
No change
Little worse
Bad
Very bad

ITEM 30 If you could give an opinion about the Health care process 7.6
quality of pain care you received, what score
score
would you give?

2.8 - 8.0

7.4 (2-10)

5.5 (6)

4.6 (5)

18.3 (20)

33.0 (36)

28.4 (31)

3.7 (4)

Pain clinic 1
% (N=109)

7.5 (0-10)

5.5 (5)

4.4 (4)

4.4 (4)

26.4 (24)

25.3 (23)

22.0 (20)

8.8 (8)

Pain clinic 2
% (N=91)

7.3 (1-10)

2.7 (3)

11.6 (13)

6.3 (7)

25.9 (29)

18.8 (21)

18.8 (21)

6.3 (7)

Pain clinic 3
% (N=112)

8.2 (0-10)

0.7 (1)

2.9 (4)

2.2 (3)

13.0 (18)

26.8 (37)

34.8 (48)

4.3 (6)

Pain clinic 4
% (N=138)

*Waiting list and pain questionnaire QIs were not extracted from Principal Component Analysis (PCA). C.I = Confidence Interval. QI = Quality Indicator.

1.4 - 9.9

1.8 - 9.3

13.4 - 27.5

19.4 - 32.0

17.8 - 33.2

5.4
25.5

Good

ITEM 28 How would you describe your
treatment result?

Excellent

Total of the 5 pain
clinics
Mean and 95% C.I.

Outcome on the 21 QI
(Main items) of the five pain clinics

7.3 (0-10)

7.2 (7)

4.1 (4)

10.3 (10)

18.6 (18)

24.7 (24)

23.7 (23)

4.1 (4)

Pain clinic 5
% (N=97)
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DISCUSSION
In this study, we evaluated the usability, comprehensibility, and psychometric quality of
the QiPPP questionnaire in 587 patients. As a result, we identified 21 QIs (18 process
and 3 outcome items) spread over 7 quality domains. The QI items were found to be
measurable, understandable by patients, and feasible for quality assessment of pain
care from the perspective of patients. Only a few patients among the respondents
completed less than 25% of the QiPPP questionnaire. Since the pain duration among the
present respondents was mostly 5 years or longer, the patients included in this study
were, in our opinion, representative of patients in pain clinics in general. There were
significant differences in patient characteristics among the pain clinics. In our opinion,
these significant differences in case mix should be taken into account for quality comparison among pain clinics. Therefore, for future use of the QiPPP questionnaire and
proper interpretation of its results, it is necessary to collect data regarding patient characteristics as well. Since the present questionnaire is the first QI list defined by patients
with chronic pain, it is not possible to compare it with other QI lists in this field.
Overall, the patients reported high satisfaction regarding patient–physician contact.
Some relevant differences were observed among the clinics in other quality domains,
indicating the capacity of the QiPPP questionnaire to identify differences in QIs among
hospitals. Whether the QiPPP questionnaire can also identify changes in QI over time
should be evaluated in the near future.
According to literature, missing scores for up to 15% of the items are acceptable.[4]
In the present study, the missing scores were mostly pertaining to the “deepening questions”. These questions were added to observe patient satisfaction with regard to the
complied QIs and thus gain an insight into aspects that required quality improvement in
pain clinics. Deepening questions with high proportions of missing scores pertained to
the quality domain on receipt and discussion of treatment information. A reason for this
might be that the patients found it difficult to assess whether the information they had
received was complete and reliable. There is also a possibility that deepening questions—which are conditional questions, to be answered only if the answer to the main
item was “yes”—are difficult to address in the “paper version” of the questionnaire.
Patients have to read very carefully, and these questions can easily be avoided. Therefore, the layout of the paper version is important. A web-based version of the QiPPP
questionnaire where subsequent questions are looped from conditional questions could
solve this issue of patients avoiding questions. In addition, the missing scores for the
domains on “achievement of treatment goal” and “treatment result”—10.2% and 9.0%,
respectively—are notable. An explanation for these missing scores might be that over
70% of the patients indicated that they were still under treatment; together with the
aforementioned long duration of pain complaints, this puts the chronicity of pain in the
present patient group beyond doubt. Therefore, in many cases, achieving a treatment
end-point is challenging, debatable, and, perhaps, sometimes impossible.
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Comprehensibility received positive scores, with a mean score of 8.6 out of 10, indicating that the list was understandable for patients with chronic pain. Therefore, the
mean time of 12 ± 7.5 min required for completing the questionnaire is acceptable.
However, the number of questions might be an issue; 17% of the patients considered it
to be too high. For the purpose of this validation study, the QiPPP questionnaire was
extended by two sections (patient comprehensibility and patient characteristics). Therefore, in the future, it will take lesser time to fill in the QiPPP questionnaire; we believe
that this time and effort will be acceptable to patients.
The original QiPPP questionnaire covered 11 quality issues. Based on the five PCAextracted components, it seems rational to merge the items on “discussion of treatment information” and “shared treatment decision making” (component 1). A shared
treatment decision cannot be made without proper receipt of treatment information by
the patient. Items in component 2 regarding the way patients feel comfortable with and
place trust in the consultant also seem reasonably coherent. The Cronbach’s α values of
components 3, 4, and 5 were not high. This is partly because of the low number of QIs
within these components (a minimum of three is QIs are required); however, this might
also be because of the differences in response options for the questions.

4.1. Strengths and limitations of the study
The strength of this study is that patients with chronic pain (Chronic Pain Patient Consortium[15] and Painplatform[13]) themselves defined the QIs. The patients were involved
from the beginning of the QI development process. Therefore, the QiPPP questionnaire
represents the (minimal) required quality of pain clinic care from the perspective of
patients with chronic pain. Another strength of this study is that the QiPPP questionnaire was evaluated in a large and representative patient group, with over 60% of the
patients having had pain complaints for longer than 5 years. Moreover, the methodological quality of this study in terms of measurement properties was evaluated using the
COnsensus-based Standards for the selection of health Measurement INstruments
(COSMIN) taxonomy checklist. [4,11]
A limitation of this study could be that the respondents completed the QiPPP questionnaire in the waiting room of the pain clinic, before (and, in some cases, after) their
consultation with the doctor. Therefore, although the submission procedure involved a
closed sealed envelope and a closed post box, it is possible that the results were positively distorted because of social desirability. A web-based (or paper) version of the
QiPPP questionnaire to be completed at home might give a better representation of the
assessment.
To eliminate any possible influence of determinants on QI scores, we also analyzed
the case mix stability of the components. This could be of interest to the pain clinics
themselves, since these results provide an insight into patient groups that scored better
or worse for QIs and could, therefore, help the clinics make focused changes for quality
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improvement. In addition, differences in clinical settings might have affected the results
of comparison of reported QI scores among hospitals.

4.2. Recommendations
The present results of the QiPPP questionnaire have been discussed with the participating patient organizations. Together, it was decided to present the quality domains identified on the basis of PCA findings. Although QIs concerning waiting period and receipt
of pain questionnaires were not suitable for PCA, they were considered appropriate for
inclusion in the questionnaire. The 21 main items are to be considered as QIs, while
questions on clarity and meaningfulness should only serve to add depth to the content
on QIs. Appendix 2 attached to this article presents the final version of the QiPPP questionnaire, which includes 21 QIs distributed over 7 quality domains.
It is possible to evaluate the QiPPP questionnaire components separately instead of
in their entirety. For instance, it is possible to evaluate the quality of “patient–physician
contact” over a few months and thereafter evaluate other components such as “shared
decision making and treatment information”. The advantage of this method is that
patients might be more willing to respond to the questions, given the relatively lesser
burden of completing the QiPPP questionnaire sections; at the same time, sufficient
insight can be gained into all aspects of pain clinic quality over time. However, in our
opinion, each patient should always be questioned after treatment regarding the outcome QI, i.e., “treatment goal and treatment result”.
In the future, it has been planned to incorporate the QiPPP questionnaire into the
Dutch quality register system. Each pain clinic can incorporate the QiPPP questionnaire
in their quality system and share data on a national level. It is an on-going process to
track future quality standards from the perspective of patients with chronic pain and to
keep the QiPPP questionnaire updated. Together with patient organizations, we will
explore methods for updating the QiPPP questionnaire every 4 years. Although the
QiPPP questionnaire was established by patients with chronic pain and surveyed only in
the Netherlands, most quality issues in this questionnaire appear applicable to patients
in any healthcare system.
The results of this study demonstrate that the QiPPP questionnaire is valid, useful, and
comprehensible for assessment of quality of pain clinic care from the perspective of
patients with chronic pain. Patients found the QiPPP questionnaire understandable and
clear; it also provided insight into seven quality issues. The QIs were found to be adequately discriminating. Quality assessment using the QiPPP questionnaire might help
pain clinics improve their quality from the perspective of patients with chronic pain and
thus achieve benchmark standards for quality of care.
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My doctor listened attentively

My doctor listened seriously

My doctor took sufficient time for me

I have confidence in the ability of the health care provider
to manage pain complaint

My doctor has done everything possible to help me with
my pain complaint

2

3

4

5

6

My contact person and I have an overview of my pain
complaints

Do you receive outside-clinic treatment for the same pain
complaint

My contact person and I have an overview of my pain
complaints outside the pain clinic

8

9

10

52.1 (285)

11
Yes
32.9 (180)
14.4 (26)
31.1 (56)

Information about multidisciplinary pain team availability

Did you receive information about the possibility and
consequences of multidisciplinary treatment?

Before my contact with the physician

During my contact with the physician

12

12 a

How long did you have to wait between first registration
and the first doctor appointment

< 4 weeks

Waiting time

20.2 (81)

Do you have one contact person for your pain complaint? 73.3(401)

88.5 (484)

Yes

7

One central contact person for the patient

Do you have one main treating physician for your pain
complaint?

1

Your contact with your main treating physician

Results of the QiPPP (N=547)

53.7 (294)

No

28.2 (154)

> 4 weeks

75.8 (304)

19.0 (104)

4.0 (22)

No

11.2 (61)

Don’t know

16.8 (92)

5.3 (29)

3.5 (19)

I don’t
know

Appendix 1. Result on all the items of the original QiPPP, in total of the five pain clinics, with missing scores.

63.0 (51)

57.4 (314)

79.9 (437)

85.7 (469)

87.2 (477)

89.9 (492)

86.8 (475

Totally
Agree

12.3 (10)

10.4 (57)

12.2 (67)

9.5 (52)

8.8 (48)

5.3 (29)

8.8 (48)

Slightly
Agree

1.1 (9)

1.6 (9)

1.8 (10)

.4 (2)

.9 (5)

.7 (4)

1.5 (8)

Slightly
Disagree

9.8 (5)

.7 (4)

1.3 (7)

.7 (4)

.7 (4)

.7 (4)

.7 (4)

Totally
Disagree

2.2 (12)

2.9 (16)

7.4 (6)

3.9 (16)

4.2 (17)

2.4 (13)

4.8 (26)

3.7 (20)

2.4 (13)

3.3 (18)

2.2 (12)

4.0 (22)

Missing
Score

Usability, comprehensibility, and psychometric quality of the QiPPP questionnaire

95

96
7.7 (42)

55.0 (301)
55. 8 (278)
55.6 (304)
55.2 (302)

Pain location

Sort Pain

Pain duration

Impact of the pain on your daily activities

My doctor and I have discussed my treatment expectations 72.6 (397)

Did you find the received information on clear?

My doctor and I have discussed the treatment pros and
cons

Did you find the received information on clear?

Other information sources

18

18 a

19

19 a

20

69.1 (378)

Did you find the received information on clear?

17 a

16.6 (91)

18.1 (99)

19.6 (107)

My doctor and I have discussed the possible source of my 72.8 (398)
pain complaint

17

9.5 (52)

4.8 (26)

5.3 (29)

Yes, slightly No

74.4 (349)

72.2 (358)

70.5 (356)

79.5 (187)

Discussed treatment information between you and your physician Yes

84.7 (228)

Did you find the received information on meaningful?

26.2 (97)

Did you find the received information on clear?

45.9 (170)

60.1 (329)

Pain severity

15

My doctor and I have discussed the results of my pain
questionnaire

Did you receive a pain questionnaire concerning your pain 67.6 (370)
complaints before or during your visit to the pain clinic?

26.8 (99)

85.0 (125)

Did you find the received verbally information meaningful?

14

16

24.7 (135)

87.1 (128)

Did you find the received verbally information clear?

81.6 (147)

81.9 (95)

Did you receive the information verbally?

82.7 (96)

Did you find the received information on paper meaningful?

64.8 (116)

16.1 (29)

Did you find the received information on paper clear?

Did you receive the information on paper

After my contact with the physician

The pain team questionnaire

13.2

13.1

11.7 (55)

25.4 (63)

14.5 (73)

18.2 (49)

9.7 (26)

10.9 (16)

8.1 (12)

9.4 (11)

11.2 (13)

.4 (2)

.2 (1)

.3 (2)

1.4 (4)

1.8 (5)

2.0 (3)

.8 (1)

.8 (1)

.4 (2)

.3 (2)

1.1 (3)

0.1 (2)

1.3 (2)

2.7 (4)

4.3 (5)

13.4 (63)

1.8 (10)

14.5 (76)

1.8 (10)

14.2 (76)

1.3 (7)

9.6 (26)

2.9 (8)

1.1 (4)

6.5 (10)

7.7 (9)
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Did you find the received information on clear?

My doctor and I have discussed the potential impact of my 43.5 (238)
treatment for work/rehabilitation or daily activities

21 a

22

I was very satisfied with the shared decision-making
concerning my treatment options

24

74.0 (405)
15.0 (82)
13.2 (72)

Pain reduction

Prevent worse

Learn to deal with the pain

5.3 (29)
26.1 (143)
25.8 (141)

Excellent

Good

Moderate

31.3 (171)

18.1 (99)

What was (is) the result of your pain treatment?

14.3 (78)

13.3 (73)

15.7 (86)

16.0 (55)

14.5 (48)

I achieved my treatment goal(s).

73.3 (401)

72.6 (397)

71.5 (391)

73.3 (252)

75.0 (248)

28

32.5 (178)

35.1 (192)

27

19.4 (106)

20.5 (112)

Totally Agree Slightly
Agree

My doctor and I discussed my treatment goal(s)

29.8 (163)

Complete recovery

What was your treatment goal?

11.9 (65)

12.2 (67)

16.6 (91)

Yes, slightly No

51.2 (280)

63.3 (346)

66.0 (361)

Result of the treatment

26

25

Treatment goal

My doctor and I have decided together which treatment
option was the most suitable for me

23

The possibility for a shared treatment decision

Did you find the received information on clear?

40.4 (221)

My doctor and I have discussed the impact of my pain
complaint on my work/rehabilitation or daily activities

21

23.6 (129)

Special patient folders
Yes

9.5 (52)

Special websites

My pain complaint and consequences for work and rehabilitation

9.1 (50)

Patient organizations

13.0 (71)

Slightly
Disagree

2.6 (14)

2.7 (15)

3.3 (18)

.8 (3)

27.4 (150)

Totally
Disagree

4.4 (24)

6.0 (33)

5.7 (31)

.2(1)

9.0 (49)

10.2 (56)

Missing
Score

5.5 (30)

5.3 (29)

3.8 (21)

9.5 (33)

4.6 (22)

2.1 (7)

4.0 (22)

4.0 (22)

13.3 (73)

8.2 (45)

Usability, comprehensibility, and psychometric quality of the QiPPP questionnaire

97

98
2.9 (16)

Very bad

Likert 0-10
7.57 (1.7)
MEDIAAN = 8

71.7 (392)

No

* The italic pressed questions are the deepening questions from the screener questions

What was your satisfaction with the entire received pain
care on a 10-point Likert scale

30

8.0 (44)

Yes

5.5 (31)

Worse

Did you end your treatment in the pain clinic?

5.3 (29)

Little bit worse

Your evaluation of the whole pain care process

29

19.9 (109)

No change

15.9 (87)

Don’t know

4.4 (24)

4.4 (24)
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GENERAL DISCUSSION
Nearly 20% of the adults in Europe suffer from one or more chronic pain conditions.1
Patients and their family experience the burden of chronic pain because it may result in
physical disability and psychological disorders such as anxiety and depression.2,3 As
reported by almost 38% of the patients in Europe, pain is often not managed adequately.3 Patients’ access to treatment provided by a specialized multidisciplinary pain clinic is
inconsistent and the quality of provision of services varies significantly.3,4 Globally,
changes are being made to national pain quality improvement frameworks and strategies. For instance, there have been attempts to apply existing guidelines and national
quality improvement pain programmes, such as the France Pain Strategy aimed at improving pain management for the most vulnerable people, or the Swedish National Data
Register of Pain.3 In the Netherlands, the quality improvement programme ‘quality
policy pain medicine’, of the Dutch Society of Anaesthesiologists (NVA, 2010–2012), was
established to improve the quality of pain management in Dutch pain treatment services. It includes a national project for improving the quality for Dutch pain treatment
services and emphasises the importance of patient participation in pain quality health
care. This approach matches the (inter)national perceptions related to involving patients not only in quality improvement programmes (by considering the patients’ perspective) but also in scientific research.5-14
This thesis addresses the improvement of the quality of the Dutch daily pain practice.
The thesis is divided into two consecutive parts. The first part focused on exploring the
organisation (structure) of pain treatment services and the content of the Dutch daily
pain practice. The objective was to obtain insight into the organisation and content of
the existing pain management approach in the Netherlands in 2009. The second part of
this thesis focuses on the development of the structure, process, and outcome indicators for the assessment of pain clinic care from the perspective of professionals and
patients. In this final chapter, a summary of the main findings, the methodological issues, and the impact of the findings have been discussed. Furthermore, the clinical
implications, future research prospects, and the conclusions drawn from the present
studies have been considered in the last section titled ‘quality indicators for the assessment of pain clinic care: a step forward?’
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SUMMARY OF THE MAIN FINDINGS
This first paragraph outlines the main findings related to the following five research
questions:
1. What is the number of pain treatment facilities, the content of organised, specialised pain care, and the adherence to the criteria of the internationally accepted guidelines for pain treatment services?
2. What is the level of agreement between the ‘highest standards of pain practice’
of the World Institute of Pain and the 'recommendations for pain treatment services’ of the International Association for the Study of Pain?
3. What expert-agreed list of quality indicators can be developed which could be
used by pain treatment services to assess whether chronic pain patients were
undergoing appropriate multidisciplinary diagnostics and receiving appropriate
treatment?
4. From the perspective of patients suffering from chronic pain, which quality indicators can be developed to assess the quality of clinical pain care?
5. What is the usability, comprehensibility and validity of the QiPPP (Quality indicators Pain Patients Perspective) questionnaire in daily pain practices in the Netherlands?
The five research objectives were outlined in Figure 1 of the introduction section. This
thesis started with exploring the organisational aspects and the content of Dutch daily
pain practice based on the recommendations of the International Association for the
Study of Pain (IASP) for pain treatment services (Chapter 2). The results or insights of
each study informed the following studies, which included a document analysis of international standards and recommendations concerning organisational aspects of pain
management (Chapter 3), an expert-agreed consensus study to achieve national quality
criteria for the assessment of pain clinic care (Chapter 4), development of quality indicators from the patients’ perspective (Chapter 5), and validation of the QiPPP questionnaire (Chapter 6).
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PART 1
THE ORGANISATION AND CONTENT OF DUTCH DAILY PAIN PRACTICE
A national survey (chapter 2)
In Dutch daily pain practice the recommendations of the International Association for
the Study of Pain (IASP) for pain treatment services are respected guidelines.15,16 These
recommendations specify the structural (organisational aspects) standards for pain
management at a multidisciplinary pain centre or multidisciplinary pain clinic, and provide guidelines for a (non-multidisciplinary) pain practice modality. For our first research
question, to obtain more insight on the structure and content of regular Dutch daily
pain practice, we conducted a questionnaire survey based on the recommendations of
the IASP. The results obtained from this survey provided insight into the pain care provided in hospitals (n=94) in the Netherlands. Specifically, 88.9% (n=72) of the Dutch
hospitals reported that they provide organised specialised pain care, which includes the
pain care provided by a multidisciplinary pain management team and facilities such as
attribution and own space, resources, and finances.
Additionally, we classified the Dutch pain treatment services according to the structure
of pain treatment services recommended by the IASP. The participating hospitals were
not informed of this goal before data collection because we expected that this would
lead the participants to provide socially desirable answers, resulting in an unreliable
overestimation of adherence to IASP standards. It is not known if this bias actually occurred, but the results showed that a majority of the hospitals were classified as a pain
treatment facility. In our opinion, the result that 88.9% of the Dutch hospitals provided
specialised pain care contradicts the classification of only one hospital as a multidisciplinary pain centre and one hospital as a multidisciplinary pain clinic. This could indicate
that hospitals tend to think that they meet the standards on the provision of specialised
pain care, but they evaluate the same based on their own standards. Since the IASP
recommendations are accepted in the Netherlands (at least in Dutch hospitals), it was
expected that these guidelines are well known. However, given the present results, it is
also possible that Dutch pain treatment services are not familiar with the recommendations of the IASP for pain treatment services. Because we expected the most specialised
multidisciplinary pain management in hospitals17, autonomous pain clinics (ZBCs) and
rehabilitation centres were not considered in the present study. This was a limitation,
due to which we could not provide an overview of the national pain management practices. Indeed, the present findings only provide insights on the pain care provided in
Dutch hospitals.
To provide an overview, we divided the recommendations of the IASP into various domains relating to the content of the issue, and formulated questions for each of the
following domains: organizational structure, pain team composition, pain team practice,
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patient characteristics, and education and research. A limitation was that, in most questions, only the presence or absence of the criterion was questioned. For instance, a
question about the presence of diagnostic or therapeutic protocols does not show the
exact content or quality of these protocols. Consequently, we could not determine the
quality of the content on that domain. This points to the weakness of limiting the data
collection to a paper-based questionnaire, as it only established the presence of certain
criteria. More in-depth insights on the content quality could be obtained by visiting pain
clinics. Because the IASP does not provide information on cut off points for several of
the recommended criteria, the present study was the first attempt to set standards.
However, these cut off points were sometimes based on practical experiences, and
therefore, they tended to be rather arbitrary.
In this study we used the recommendations of the IASP as a standard for evaluation.
Donabedian intended that before conducting any assessment, there must be consensus
on how quality is to be defined.18 Thereafter we have to agree on answers to questions
such as ‘who is going to be assessed (patients, carers, professionals, or institutes)?’,
‘what activities are being assessed?’, ‘how are these assessments supposed to be conducted?’, and ‘what are they meant to accomplish?’. After developing agreement on
these aspects, we can measure quality by assessing the structures and processes with
proven connections to the key outcomes of care.18,19 This framework can be useful for
assessing quality and deriving recommendations for improving the quality of care provided. Indicators (structure, process, and outcome quality indicators), which were the
specific measurable items of practice performance, were used to reveal findings about
the quality of patient care delivered.20-22 Thus, following the framework of Donabedian18, we have to first specify the appropriate strategies to evaluate the pain management quality of Dutch pain treatment services. Therefore, we had to explore other international recommendations, guidelines, and standards for the organisation of pain
treatment services.

PART 2
THE PERSPECTIVE OF PROFESSIONALS AND PATIENTS ON QUALITY OF
PAIN CLINIC CARE
Document analysis (chapter 3)
Following the policies of the pain medicine program of the Dutch Society of Anaesthesiologists (NVA), we reviewed international guidelines and standards for identifying the
organisational aspects of pain treatment services. In addition to the IASP recommendations for pain treatment services (which were described in the first part of the thesis),
we examined the standards for ‘excellence in pain management’ and registration of
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pain clinics developed by the World Institute of Pain (WIP).23 To prepare national standards on the quality of the organisational aspects of pain treatment services, we explored the level of agreement between the recommendations of the IASP and the
standards of the WIP.
Agreement between the criteria of the IASP and WIP (when both institutions highlighted the same criterion in a specific domain) was observed in the following 4 domains:
quality policy, multidisciplinary practice, research and education, and regionalization
(improving pain management locally, regionally, and/or internationally). A limitation of
this method could be that only one person checked the level of agreement between the
standards for pain treatment services recommended by the two institutions. Another
limitation of this analysis may be that, worldwide, several institutions recommend quality criteria or standards for pain management. For instance, the Section and Board of
Anaesthesiology within the European Union Medical Specialties (UEMS/EBA)24 describes
the domains of pain management (disease management, patient assessment, and preoperative preparation), and identifies the general and specific core competences for
anaesthesiology with reference to pain and intensive care medicine. For the domain of
multidisciplinary pain management, it describes the training and research activities
necessary for anaesthesiology residents, and specifies the organisational skills and attitudes that are essential for the management of a pain clinic. The American Pain Society
(APS)25 updated their guidelines with expanded recommendations for improving the
quality of acute and cancer pain management by involving patients and families in the
pain management plan, monitoring process, and outcome evaluation of pain management. Notably, almost all criteria on the lists of the IASP and WIP pertain to the structure of pain treatment services, while hardly any process or outcome indicators of pain
management have been formulated. This was also observed in the criteria described by
the UEMS/EBA. Only the APS highlighted the importance of involving the patients and
families in the treatment plan (shared decision making). Besides, the APS recommended
the use of quality indicators and suggested measures to assess the processes and outcomes of (acute) pain management.
The results of the present document analysis were supposed to provide an overview of
international quality standards for pain treatment services. Although the agreement list
was not exhaustive because the criteria of the APS and UEMS/EBA were not included,
we obtained a basic list for the development of national standards on the quality of pain
treatment services.

Consensus DELPHI study (chapter 4)
As mentioned in the previous section on document analysis, the NVA aimed to set national quality standards for the organisational management of pain treatment services.
These standards had to be suitable for the quality assessment and registration of pain
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treatment services. The intention was to develop quality indicators for the structure of
pain treatment services from the perspective of professionals. To reach consensus on
the appropriate criteria to be included in the framework, we conducted a modified
Delphi procedure.21 After 3 Delphi rounds, of the list of international criteria identified
from the document analysis (n= 25), 22 criteria were selected as relevant for the organisation of 2 types of pain treatment facilities (pain clinics and pain centres). These criteria covered the following 7 quality domains: supervision, availability of care, staffing
level and patient load, quality policy, multidisciplinarity, regionalization, and research
and education.
The Delphi research method (named after the oracle of Delphi) was developed in the
50s and 60s by the American air force and RAND Corporation. It is a structured method
that uses the opinion of experts from the field, with anonymous questionnaire rounds
followed by feedback, to reach a consensus concerning future developments.21,26 Participants may express their judgments unreservedly by answering questionnaire(s) and by
receiving the opinions of the whole group in the second round.27 However, the (anonymous) classic Delphi method offers limited opportunities to discuss and debate different
viewpoints of complex problems.21,26,28-30 Therefore, considering the absence of (any)
Dutch standards for the registration and quality assessment of pain care services, and to
set a basic framework, we felt that it was important to discuss the international recommendations and standards.15,16,23 Therefore, we modified the Delphi method by
conducting a face-to-face meeting in the first round. Additionally, to keep the time
frame of the Delphi procedure as short as possible, and to thereby ensure the commitment of the experts, we conducted a telephone conference in the third and last Delphi
round. This was an advantage because it ensured that the participants were committed
and focused, which is one of the challenges of Delphi studies. Additionally, it was time
efficient because we managed to finalise the list of criteria in 4 months. However, we
have a few critical remarks regarding our modified Delphi method. Firstly, we used a
small panel of participants who were experts from the field of pain. Although, there are
no guidelines about the optimal number of panel experts (estimates differ from 10 to
50),26,27 the present expert panel included 8 members (including a quality policy advisor
and a researcher), guided by an independent chairman. Further, not all panel members
attended the meeting in our first Delphi round. Therefore, majority of the participants
were from the peripheral hospital setting. The predominance of one type of panel
members or experts from similar settings (that is, experts from university or peripheral
hospitals) could have influenced the selection and the content of the quality indicators.
Possibly, the aspect of research and education were downgraded (as compared with the
emphasis laid in the IASP criteria). In principle, all panel members could share their
comments on the result of the first round in the second anonymous Delphi round, except for the decision to define only 2 instead of 3 national types of pain treatment ser-
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vices. The consequence of this decision is highlighted in the section titled ‘Quality indicators for the assessment of pain clinic care: A step forward?’
A possibly relevant second remark on the small size of the panel is that there was little
disagreement between the members. The consequences could be that the findings of
such a small group may not reflect the opinions of a broader community, and therefore,
they may not be accepted, as evident from the fact that the members of the NVA formerly accepted all the criteria. The third remark on the Delphi method could be pertaining to the telephone conference that was conducted. Specifically, the conference was
not guided by an independent person. One of the expert panel members guided the
telephone conference, and therefore, that member spoke more prominently. Thus,
despite being time saving, a telephone conference is less personal in a large group.
Notably, only structure indicators were developed from our Delphi study, and no process and outcome quality indicators were identified. One reason could be that the IASP
and WIP lists contained mainly organisational aspects of health care. Another reason
might be that the expert panel did not include patients, who may be more likely to
emphasize on the processes and outcomes of health care.5 Although process issues
concerning patient participation and collecting patient reported data were discussed in
the first Delphi round, the present expert panel found that these criteria were not fully
crystallized yet, and therefore, they regarded it as too early to incorporate these criteria
in the first set of national indicators. The view of consortia of patients suffering from
chronic pain on important quality indicators of pain care was not known when the present study was conducted.
In 2013, European recommendations for structure, process, and outcome quality indicators were launched by the Social Impact of Pain (SIP, an international multistakeholder platform founded in 2010)31. Although, most SIP recommendations still
have to be defined in the European context, some indicators pertaining to the infrastructure for developing a national pain strategy are similar to the structure indicators
identified in our Delphi study. For instance, both emphasize the use of a multidisciplinary approach (according to the biopsychosocial model) to diagnose and treat patients
suffering from chronic pain. However, in contrast to our study, patient representatives
participated in focus groups for defining the quality indicators in Europe. Therefore, our
next goal was to define quality from the perspective of patients suffering from chronic
pain to further aid the development of national quality standards for pain treatment
services.

Quality indicator measurement development patients perspective (Chapter 5)
While the experts reached consensus on the quality indicators for pain treatment services, patients suffering from chronic pain defined criteria in terms of quality of pain
care. In the Netherlands, the Basic Quality set (Basisset Kwaliteitscriteria 2011) was
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launched by a collaboration of 8 patient organizations to realise (better) patient-centred
care.32 The basic quality set includes a generic list of quality criteria for care provided to
patients with chronic conditions. Subsequently, cooperating chronic pain patient organizations decided to define specific quality criteria. The patient platform (PijnPlatform33)
and the Pain Patients United Consortium (Samenwerkingsverband Pijnpatienten naar
één stem34) independently defined the quality aspects of pain care that they found
important. To integrate patients’ views into the quality criteria for the pain care for pain
treatment services, we transformed the defined quality criteria into quality indicators.
Specifically, we identified 21 quality indicators (18 process and 3 outcome indicators),
divided into the following 11 quality domains: patient–physician contact, one central
contact person for the patient, waiting time, pain team information, administration of
pain questionnaires, discussion of treatment information between the patient and physician, attention towards work and rehabilitation, shared treatment decision making,
treatment goals, achievement of treatment goals and treatment results, and results of
the pain care process. To validate the quality indicators in daily pain practice we conducted the QiPPP questionnaire.
The first critical remark regarding the development of a tool for the assessment of quality indicators is that only one patient representative was involved in the project team.
Nevertheless, the patient representative always represented on behalf of the pain patient united consortium and had full mandatory. The degree of patient participation has
been expressed on the patient participation ladder pertaining to the level of partnership
(Figure 1). The patient participation ladder contains different levels of patient participation from informing patients (indicating a slight influence of patients) to full patient
control (substantial patient influence). An equal partnership is advisable considering the
quality criteria for pain care already defined by patients, and the lack of knowledge on
quality indicators defined by patient organizations.6,35
The appropriate criteria that were transformed into quality indicators had to be tested
in daily pain practice. Together with the patient representative, we decided to develop
the QiPPP questionnaire, a measurement instrument involving quality indicators that
can assess the provision of quality pain care. Therefore, we followed the steps in the
‘development of a measurement instrument’ (Figure 2).36 Although instruments that
measure (chronic) pain patient experiences37 and quality (for hospitalised patients)
related to pain care exist,38,39 to our knowledge, worldwide, no tool specifically
measures the quality of care provided in pain clinics from the perspective of the patient,
based on patient-defined quality indicators. Though, measurement tools exhibited a
global similarity in quality items such as ‘patient – physician contact’, this reveal only
the general importance of these items through the eyes of the patient.
Additionally, the quality indicators identified in the present study had to be converted
into measurable and understandable questions. There are some basic rules for formu-
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Influence patients

Substantial

lating questions such as, each item should pertain to one topic alone.40 We checked the
formulation of sentences using the Three-Step-Test-Interview (TSTI),41 which contributed positively to the layout of the questionnaire, the patient information letter, and the
formulation of some items. Furthermore, an important issue in the questionnaire development is the answer scoring options, specifically, whether to use nominal, ordinal,
interval, or ratio level scores.47 Besides, the number of categories in an ordinal scale
depends on what is relevant for the research question or what is clinically relevant.
Literature shows that people are able to make a maximum of 7 distinctions from the
psycho-physiological perspective.47 In our study, to force patients to choose a positively
or negatively worded answer, we offered response options limited to one side or the
other (bipolar-strongly agree to strongly disagree), by leaving out the middle option and
presenting an even number of answer categories.42 However, not all quality criteria for
the assessment of quality pain care defined by patients were transformed into quality
indicators. These criteria concerned mainly the e-health aspects of pain care, such as
online communities and web-application development. Although these criteria are very
important and may lead to the (partial) substitution of care (more patient control) and
quality improvement in terms of the availability and accessibility of care, they did not
seem feasible for most pain practices at that moment. To achieve more patient control
in health care and to incorporate e-health prospects, there is a need for support from
professionals, financial support, and development of quality policy.43

Fully control patient
Partnership
Advising
Consulting

Slight

Informing

Substantial

Slight
Influence professionals

Figure 1. Patient participation as a partnership in the quality indicator measurement study, conforming the
patient participation ladder (adapted from the guideline Patient Participation, available on the website of
6
Participatiekompas).
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Validation study (Chapter 6)
Five Dutch pain clinics participated in the validation study of the QiPPP questionnaire.
Finally, 21 quality indicators (18 process; 3 outcome) constructed over the following
quality domains were retained in the QiPPP questionnaire: shared treatment information and decision making, patient – physician contact, discussions on the impact of
pain on work, rehabilitation and daily activities, one contact person for the patient,
treatment outcomes, and use of a pain questionnaire to assess patients’ pain.
Based on the findings of a Principal Component Analysis (PCA) and to ensure the
transparency of less domains, we decided to present the final version of the QiPPP conforming to the extracted domains.
While each hospital applied the same distribution process, the response rate varied
substantially among the hospitals (range 45.5–83.5%). Differences in patient characteristics between the pain clinics could be one explanation for this difference. As age, gender, and disease severity determine (to a large extent) to the content and type of instrument that can be used,40 it is possible that patients with a higher general health
status or higher educational level were more likely to respond to the questionnaire.
Additionally, younger patients are more likely to participate.44 In our study, the hospital
with the maximum number of responses included participants with the highest general
health status and educational level, and the shortest mean pain complaint duration and
mean treatment duration.
Considering the literature, a response rate of nearly 60% seems acceptable.45 There are
techniques to increase the return of (mailed) questionnaires, including anonymity,
which was ensured in our study. The influence of the questionnaire-length on the response rate is debatable.42,46 When the questionnaire is long, each additional page
reduces the response rate by about 0.4%.47 Although, an association was found (review
and meta-analysis46) between response rates and questionnaire length (response rates
were lower for longer questionnaires), it was concluded that it is preferable to base
decisions on the use of questionnaires (instruments) on the content rather than the
length per se (patients are more likely to respond when the questions are relevant). For
this validation study, 8 questions concerning the comprehensibility of the questionnaire
were included in the actual QiPPP questionnaire. Furthermore, there were several questions about the social economic status of patients. Although, almost 18% (n=97) of the
patients reported that the questionnaire had too many questions, the average time for
completion of the questionnaire (12.9±7.5 minutes) seemed acceptable. However, we
have to take into account that, owing to the increased demands on patient reported
outcome measurements in various disciplines, there is a higher sampling density for
patients.
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DEFINING CRITERIA

Set A and B patients’ perspective

DEVELOPMENT QUALITY INDICATORS
Transforming criteria into quality indicators
Preparing the QiPPP questionnaire

PILOT-TESTING

Three Step Test Interview
Adaptation

Evaluation

FIELD-TESTING
Survey the QiPPP in daily pain practice
Adaptation

Evaluation

FURTHER ADAPTATION OF THE
QiPPP
Figure 2. This overview was adapted from the various steps in the development of a measurement instru36
ment: Measurement in Medicine, practical guide to biostatistics and epidemiology.

A critical remark on the QiPPP distribution process was the option for patients to complete the questionnaire in the hospital or at home. We did not evaluate that difference,
but it is plausible that patients tended to provide dissimilar responses in the waiting
room as compared to those provided at home. Maybe, owing to the use of the TSTI,
patients’ ‘comprehensibility of the sentences’ and ‘content clarity of the sentences’
were high (8.6 ±1.4, with a median score of 9 on a 11-point Likert scale). A similar high
score (8.4 ±1.4) was observed for the patients’ opinion on whether the questions were
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related to the quality of pain care, possibly because the patients defined the quality of
pain care themselves. Apparently, the questions were recognised as ‘defined by patients themselves’. Although it was not the main objective of the present study, we
analysed the case mix stability on the results of the quality indicators. The analysed case
mix stability on 3 PCA extracted components (α > .600) revealed which patient groups
showed better or worse scores on quality indicators. This result may help pain treatment services to focus on quality improvement.

QUALITY INDICATORS FOR THE ASSESSMENT OF PAIN CLINIC CARE:
A STEP FORWARD?
One of the ways to inform (for further investigation or quality improvement) the care
provided is the assessment of structure, process, and outcome quality indicators. According to the model suggested by Donabedian18, the structure should positively influence the process, and subsequently, the outcomes of care. This thesis started with an
evaluation of pain practice variation, and thereafter, the development of the ‘first Dutch
consensus on quality indicators’ for the organisation of Dutch pain treatment services.
A first step forward has been made here; the structure indicators identified in this study
comprise the first list of quality indicators for the registration of pain treatment services
with the Dutch Society of Anaesthesiologists (NVA). In the consensus Delphi study, important decisions were made, including that to classify pain treatment services in the
Netherlands into pain clinics and pain centres. In 2014, pain treatment facilities could
appeal for a status as a pain clinic or pain centre conforming to the acquired quality.
This first step forward seems like an improvement. However, on important items such
as research and education, the distinction between a pain clinic and a pain centre has
vanished. This does not benefit the transparency for referral healthcare providers and
patients. Additionally, in our opinion, this does not do justice to the pain treatment
services that play an important role in education and research.
In 2018, no distinction was made between clinics and centres, with the only difference being the registered or non-registered status. Nowadays, the achievement of most
quality indicators is maintained at one of the following 3 levels: ‘minimum standard’,
‘good practice’, and ‘best practice’. Unfortunately, the quality indicator concerning
research has disappeared completely from the list. Besides, the need for training pain
researchers and (periodical) education for other healthcare providers, such as nurses
with pain specialty, are mentioned but not further specified. This can be of importance
for future improvements, since inadequate training of healthcare providers is often a
reason for the absence or lack of treatment for patients.3,4,48
The assumption that treatment of patients suffering from chronic pain should always be multidisciplinary is accepted globally.15,23,25,31 The added value of multidiscipli-
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nary pain centres or clinics is even observed at long term follow-up and with reference
to objective interactive variables such as return to work or decreased use of healthcare
services.49,50 Multidisciplinary pain clinics or centres aim to arrive at the most appropriate diagnosis and to subsequently identify the ‘best therapeutic options through shared
decision making’ with the patient. Consequently, in our opinion, a pain treatment service without a multidisciplinary approach can never obtain an NVA registration. Therefore, to emphasize the distinction between registered and no-registered pain treatment
services, the quality indicators concerning the use of a ‘multidisciplinary approach’ need
to be improved, and indicators related to ‘shared decision making’ need to be included
in the quality indicators of the NVA.3,51-53
The importance of active patient participation in health care is expressed in the following definition of the Institute of Medicine: ‘Achieving patient - centred care and shared
decision making is only possible if the patient is allowed to bring forward his standards,
values, and preferences and is able to actively take part in the care process’.54
Here, a second step forward was the development of quality indicators from the
perspective of patients suffering from chronic pain, which resulted in the development
of the QiPPP questionnaire. To our knowledge, globally, no quality indicators have been
identified for assessing (pain) clinic care exclusively defined by patients. The Pain Patients United Consortium is strongly involved in quality improvement policy making
pertaining to the treatment of chronic pain. Supported by the Zorginstituut Nederland,
evidence-based practices on the standard care for chronic pain have been developed to
aid the use of a multidimensional approach for the diagnosis and treatment of patients
suffering from chronic pain. Standard care for chronic pain refers to the entire care
continuum from the perspective of stepped care. In stepped care, a patient is always
offered the most effective, least burdensome, cheapest, and shortest form of treatment
that is possible, given the nature and severity of the problem. This multidisciplinary
standard care for chronic pain system was recently launched by the Pain Alliance Netherlands (P.A.I.N.). These care standards describe the situation as it should be. This
means that this standard of care contains elements that still have no place in the current care of chronic pain, such as the importance of having one contact person for the
patient and shared decision making. Besides, the standard care for chronic pain demands the development of quality indicators from the patients’ perspective. In this
context, the quality indicators from the QiPPP questionnaire can play an important role
in providing a broader perspective within integrated care. Therefore, it is important to
keep the QiPPP questionnaire updated. For this, a continued partnership between patients and professionals is essential.
The QiPPP questionnaire will be presented to the Dutch Society of Anaesthesiologists
(NVA) with the advice to incorporate the quality indicators from patients’ perspective
into the national set of (structure) indicators for the assessment of pain clinic care.
Together, they form a first set of structure, process, and outcome quality indicators for
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the quality assessment of the care provided in chronic pain clinics. Despite the development of (mainly) structure and process indicators for different healthcare services
worldwide, a step forward could be made.55-67 In future, to improve so-called high values for patients, it will be important that quality indicators are not restricted to structure and process indicators alone, and outcome indicators are set to become more
important. This concerns a value based healthcare (VHBC), improving healthcare outcomes such as improvements in treatment, quality of life, less complications in individual patients, and reduction in related healthcare costs.68,69 Additionally, the vision document of medical specialists (Medisch Specialist 2025)70 provides a direction for future
care. The vision beholds a new approach targeting shared decision making and a more
equal cooperation between patients and healthcare professionals, intended to achieve
a better quality of life and self-reliance in patients. Consequently, it means that we must
continue to focus predominantly on the development of outcome indicators from the
perspective of professionals and patients.

CONCLUSION
A step forward is made in the development of national structure, process, and outcome
quality indicators for the assessment of pain clinic care from the perspective of professionals as well as patients suffering from chronic pain. The structure indicators have
guided the development of national (NVA) registration requirements for pain treatment
services. The quality criteria defined from patients’ perspective, transformed as process
and outcome quality indicators, were identified using the QiPPP questionnaire. The
English and Dutch version of the QiPPP questionnaire has been added to this manuscript (Appendix 1 and 2). The next step is to ensure the use of patient-identified quality
indicators in the national quality system for chronic pain care (NVA). Therefore, partnership between patients and professionals is fundamental.
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Figure 3. Flow chart of the result of the thesis

VALIDATION STUDY

5. What is the usability, comprehensibility, and validity of the Quality
indicators Pain Patients Perspective (QiPPP) questionnaire in daily pain
practice in the Netherlands?

QUALITY INDICATOR MEASUREMENT DEVELOPMENT

4. From the perspective of patients suffering from chronic pain, which quality
indicators can be developed to assess the quality of clinical pain care?

CONSENSUS DELPHI STUDY

3. What expert-agreed list of quality indicators can be developed that could
be used by pain treatment services to assess if chronic pain patients are
undergoing appropriate multidisciplinary diagnostics and receiving
appropriate treatment?

DOCUMENT ANALYSIS

2. What is the level of agreement between the ‘highest standards of pain
practice’ of the World Institute of Pain and the 'recommendations for pain
treatment services’ of the International Association for the Study of Pain?

NATIONAL SURVEY

1. What is the number of pain treatment facilities, the content of organised,
specialised pain care, and the adherence to the criteria of the internationally
accepted guidelines for pain treatment services?

process and outcome indicators
QiPPP questionnaire

structure indicators
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PAIN CLINIC CARE
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The first chapter describes the impact and content of chronic pain and the (inter)national approaches to chronic pain in pain treatment services. Then, the concept of
quality indicators and the importance of patient participation for the assessment of pain
care are explained.
The quality of pain care is complex, and reflects not only the medical decisionmaking, but also the organisational structure and processes. Therefore, the need to
define ‘good quality pain care’ is highly important. Quality indicators can be used to
measure, compare, and improve the quality of care. A tripartite classification was proposed (Donabedian) to infer if ‘the quality is good or not’: structure indicators (settings
in which care occurs), process indicators (what is actually done in giving care), and outcome indicators (the effect of healthcare on the health status of the patient or populations).
Since at the beginning of this study Dutch consensus concerning quality standards
for the assessment of pain treatment services was not available, establishing such a
consensus was regarded as essential. To achieve quality standards for the assessment of
pain treatment services on a national level, consensus among target users is crucial. To
obtain consensus from experts in the pain field as to which quality indicators (structure,
process, and outcome) pain treatment services should adhere to is important. However,
different perspectives on the quality of care may require different methods for QI development. Professionals tend to put emphasis on professional standards, efficiency,
and health outcomes. Patients often relate quality to hospitality issues such as waiting
lists and patient centred communication, and practical performance of professionals.
Consequently, this may have important implications for the assessment of quality pain
care. Therefore, in addition to the perspective of professionals when assessing pain care
quality, the participation of patients and the utilisation of the patients’ specific expertise, based on their experience of pain care, is essential.
This thesis addresses the quality improvement developments for Dutch daily pain practice. This thesis aimed to set quality standards for the assessment of daily pain practice
in Dutch pain treatment services from the perspective of patients and professionals.
The thesis is divided in 2 consecutive parts. The first part focused on exploring the organisation (structure) of pain treatment services and the content of Dutch daily pain
practice. The second part of this thesis concentrates on the development of structure,
process and outcome indicators for the assessment of pain clinic care from the perspective of patients and professionals.
The research questions we have formulated are:
1. What is the number of pain treatment facilities, the content of organised, specialised pain care, and the adherence to the criteria of the internationally accepted
guidelines for pain treatment services?
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2. What is the level of agreement between the ‘highest standards of pain practice’ of
the World Institute of Pain and the 'recommendations for pain treatment services’
of the International Association for the Study of Pain?
3. What expert-agreed list of quality indicators can be developed which could be used
by pain treatment services to assess whether chronic pain patients were undergoing
appropriate multidisciplinary diagnostics and receiving appropriate treatment?
4. From the perspective of patients suffering from chronic pain, which quality indicators
can be developed to assess the quality of clinical pain care?
5. What is the usability, comprehensibility and validity of the QiPPP (Quality indicators
Pain Patients Perspective) questionnaire in daily pain practices in the Netherlands?
The thesis describes five studies, starting with a descriptive study on the content of
daily pain practice in the Netherlands (part 1), followed by four studies on developing
and evaluating valid and acceptable quality indicators (part 2). The findings from this
work were translated into a basis set of criteria for registered status of Dutch pain
treatment services. Furthermore, quality indicators from the patients’ perspective were
developed, resulting in the QiPPP questionnaire.
Chapter 2 presents the adherence of Dutch pain treatment facilities to the criteria of
the international accepted guidelines for pain treatment services. To obtain information
about organisational aspects of Dutch pain treatment facilities and the content of their
daily pain practice, we performed a questionnaire survey. The aim of the study was to
evaluate the number of pain treatment facilities, the content of organised specialised
pain care and adherence to the criteria of the internationally accepted guidelines for
pain treatment services. In 2009, the questionnaire survey, based on the Recommendations for Pain Treatment Services of the International Association for the Study of Pain
(IASP), was sent to the medical boards of all general hospitals in the Netherlands (n=94).
The response rate was 86% (n=81). Of all hospitals, 88.9% (n=72) indicated to provide
organised specialised pain care, which was provided by a pain management team in
86.1% (n=62), and by an individual specialist in 13.9% (n=10). Insight was obtained from
pain treatment facilities in five different domains; the organisational structure of pain
management, composition of the pain team, pain team practice, patient characteristics,
and research and education facilities. Concluded was that although nearly 90% of all
hospitals stated that organised specialised pain care was provided, only a few (1.2%)
hospitals could actually adhere to the criteria for pain treatment services of the IASP.
In chapter 3, the agreements between “high standards for pain practice” of the World
Institute of Pain (WIP) and “recommendations for pain treatment services” established
by the International Association for the Study of Pain (IASP) were analysed. Although
the standards for highest pain practice of the WIP and the guidelines for pain treatment
services of the IASP have been developed for different purposes, their common goal
was to improve the quality of pain practice management. However, the existence of
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these various criteria and recommendations for pain centers gives rise to the question
about differences and similarities between the criteria of the WIP and the IASP. Therefore, we analysed the level of agreement between those criteria. The aim was to describe levels of agreement (when both institutions highlighted the same criterion for a
specific domain) between the high standards of pain practice of the WIP and the recommendations for pain treatment services of the IASP. With respect to the criteria of
the WIP and the IASP (all aspects are included as published on the internet web-sites of
the Institutions) we allocated the criteria in 7 quality domains: 1. Supervision, 2. Continuity of care, 3. Formation staff and patient load, 4. Quality policy, 5. Multidisciplinary,
6. Research and education, 7. Regionalization. Successively, we found agreement for 4
out of 7 quality domains between the standards of the WIP and the guidelines of the
IASP: supervision, quality policy, research and education, and regionalization. Additionally, recommendations for future steps were made:
• Specify appropriate quality criteria for pain treatment facilities
• Achieve consensus among experts regarding the appropriate quality criteria
• Develop pain quality indicators
• Involve chronic pain patients in the development of pain quality indicators
• Apply the quality indicators for registration and/or certification of pain clinics and
pain centers
In Chapter 4 quality indicators for the assessment and registration of Dutch pain treatment services were developed from the perspective of the professionals. The aim of the
study was to develop an expert-agreed list of quality indicators applicable to Dutch pain
treatment facilities. The list was also intended to be used as the basis for a set of criteria
for registered status of pain treatment facilities. We conducted a 3-round Delphi study
in collaboration with the Board of the Pain Section of the Dutch Society of Anaesthesiologists (NVA). Twenty-five quality indicators were selected as relevant to 2 types of
pain treatment facilities, pain clinics and pain centers. The final expert-agreed list consisted of 22 quality indicators covering 7 quality domains: supervision, availability of
care, staffing level and patient load, quality policy, multidisciplinarity, regionalization,
and research and education. This set of quality indicators may facilitate organizational
evaluation and improve insight into service quality from the perspectives of pain specialists and other health care professionals. Recommendations for improvements to the
current set of quality indicators were made. In 2014, pain treatment facilities could
appeal for a status as a pain clinic or pain center conform acquired quality. In 2018, no
distinction was made between clinics and centres, with the only difference being the
registered or non-registered status. Except proposals to improve some quality indicators in near future, the recommendation to involve patients in the development of
quality indicators was made.
Chapter 5 describes the process of quality indicator development in partnership between patients and professionals. The aim of this study was to develop quality indica-
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tors from the perspective of patients with chronic pain for assessment of the care provided by a chronic pain clinic. This chapter shows the process of development of quality
indicators in collaboration between patients and professionals. Quality as defined by
patients with chronic pain was prioritised by consensus and transformed into quality
indicators, resulting in the QiPPP questionnaire (Quality indicators Pain Patients’ Perspective). The QiPPP questionnaire was tested on the formulation of sentences conform
the Three-Step-Test-Interview (TSTI) by patients suffering from chronic pain. In consensus with patient organisations, 21 quality indicators were developed and divided into 11
quality domains. The QiPPP questionnaire included two classifications of the approaches to assessment, i.e., the process (n = 18 QI) and outcome (n = 3 QI) of pain care. Process quality indicators included contact between patient and physician, one central
contact person for the patient, waiting time, pain team information, administration of
pain questionnaire, attendance for work and rehabilitation, shared decision-making
regarding treatment, and setting a treatment goal. Outcome quality indicators included
achievement of treatment goal and treatment result, and the result of the pain care
process.
In chapter 6 the result on the validation of the QiPPP questionnaire is presented. The
objective of the study was to describe the usability, comprehensibility, and psychometric quality of the QiPPP questionnaire in daily pain practice. In addition to the QiPPP
questionnaire items on process and outcome quality indicators, we evaluated sociodemographic, health, and pain-related data and questionnaire comprehensibility. Five
participating pain clinics were each instructed to distribute 200 questionnaires among
consecutive chronic pain patients who were currently under treatment in their pain
clinic. To examine the dimensionality of the quality indicators, patient responses were
analysed on the basis of reporting frequencies and findings of principal component
analysis. For construct validation, case mix analysis was performed to measure the influence of certain patient characteristics on the results of the questionnaire according
our hypotheses. A total of 547 populated QiPPP questionnaires (response rate 58.9%)
were analysed. The mean score for patient comprehensibility was 8.6 ± 1.4. The final
QiPPP questionnaire included 21 quality indicators (18 process; 3 outcome) distributed
over 7 domains. To define the influence of patient characteristics on the quality indicators and to compare hospitals with different settings, the case mix analysis for each
quality indicator was assessed. The results revealed that sex, general health status,
education level, duration of pain complaint, and number of pain clinic visits were significantly associated with the reported quality indicator scores. Based on all findings the
QiPPP questionnaire was found to be useful and understandable by patients with chronic pain and of sufficient psychometric quality.
In chapter 7 we summarised the main findings, reflected on strengths and limitations
and reported the conclusions and recommendations. This thesis started with an evalua-
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Summary
tion of pain practice variation, and thereafter, the development of the ‘first Dutch consensus on quality indicators’ for the organisation of Dutch pain treatment services.
A first step forward has been made here; the structure indicators identified in this
study comprise the first list of quality indicators for the registration of pain treatment
services with the Dutch Society of Anaesthesiologists (NVA). In 2014, pain treatment
facilities could appeal for a status as a pain clinic or pain centre if they could prove to be
adhering to the acquired quality indicators. In 2018, no distinction was made between
clinics and centres, with the only difference being the registered or non-registered status. This does not benefit the transparency for referral healthcare providers and patients. To emphasize the distinction between registered and non-registered pain treatment services, the quality indicators concerning the use of a ‘multidisciplinary approach’ need to be improved, and indicators related to ‘shared decision making’ need
to be included in the quality indicators of the NVA.
A second step forward was the development of quality indicators from the perspective of patients suffering from chronic pain, which resulted in the development of the
QiPPP questionnaire. The QiPPP questionnaire was found to be useful and comprehensible by patients in daily pain practice. These quality indicators may play an important
role in the multidisciplinary standard care for chronic pain (Pain Alliance Netherlands).
In this context, the quality indicators from the QiPPP questionnaire can play an important role in providing a broader perspective within integrated care. Integration of
the quality indicators from patients’ perspective (QiPPP questionnaire) into the national
quality system of chronic pain care (NVA) seems the next important step to be taken.
Therefore, a partnership between patients and professionals is fundamental. Together,
the basis set with structure indicators from professionals and the process and outcome
quality indicators from patients perspective, form a first set of structure, process, and
outcome quality indicators for the quality assessment of the care provided in chronic
pain clinics. We recommend for the future, to develop outcome indicators on top of the
available structure and process indicators, in the same robust manner and in partnership with the patients, to further improve value of care for patients and physicians.
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Het eerste hoofdstuk beschrijft de impact van chronische pijn in het dagelijkse leven,
een definitie van chronische pijn en de internationale en nationale benaderingen van
chronische pijn vanuit pijn behandel faciliteiten. Vervolgens wordt het concept en het
belang van kwaliteitsindicatoren voor de beoordeling van pijnzorg toegelicht. De kwaliteit van pijnzorg is complex en reflecteert niet alleen aan medische besluitvorming maar
ook aan organisatiestructuur- en processen. Daarom is het belangrijk om ‘goede kwaliteit van pijnzorg’ te definiëren. Kwaliteitsindicatoren kunnen worden gebruikt om de
kwaliteit van zorg te meten, te vergelijken en te verbeteren. Een tripartiete classificatie
(Donabedian) om te bepalen of de kwaliteit ‘goed is of niet' is als volgt: structuurindicatoren (de wijze waarop organisatie van zorg plaatsvindt), procesindicatoren (wat er
feitelijk wordt gedaan bij het geven van zorg) en uitkomstindicatoren (het effect van
gezondheidszorg op de gezondheidsstatus van de patiënt of populaties).
Aangezien er geen Nederlandse consensus bestaat over kwaliteitsnormen voor de
beoordeling van pijnbehandel faciliteiten, is het vaststellen van een dergelijke consensus essentieel. Om kwaliteitsnormen voor de beoordeling van pijnbehandel faciliteiten
op nationaal niveau te bereiken, is consensus tussen doelgebruikers cruciaal. Daarvoor
is het belangrijk om consensus te bereiken tussen deskundigen op het gebied van pijn,
aan welke kwaliteitsindicatoren (structuur, proces en uitkomst) pijnbehandel faciliteiten
moeten voldoen. Verschillende perspectieven op de kwaliteit van zorg kunnen echter
verschillende methoden voor kwaliteits ontwikkeling vereisen. Professionals neigen
eerder de nadruk te leggen op professionele normen, met name efficiëntie en gezondheidsresultaten. Patiënten belichten meer de kwaliteit met communicatievaardigheden
(contact tussen patiënt en arts) en praktische prestaties van professionals. Dit kan dus
belangrijke implicaties hebben voor de beoordeling van pijngeneeskunde van hoge
kwaliteit. Daarom is, naast het perspectief van professionals bij het beoordelen van de
kwaliteit van pijnzorg, participatie van patiënten met specifieke expertise op basis van
hun ervaring met pijnzorg essentieel.
Dit proefschrift gaat in op de ontwikkelingen op het gebied van kwaliteitsverbetering
voor de dagelijkse Nederlandse pijnpraktijk. Het proefschrift is verdeeld in 2 opeenvolgende delen. Het eerste deel is gericht op het verkennen van de organisatie (structuur)
en praktijk van Nederlandse pijnbehandel faciliteiten. Het tweede deel van dit proefschrift concentreert zich op de ontwikkeling van structuur-, proces- en uitkomstindicatoren voor de beoordeling van pijnkliniekzorg vanuit het perspectief van professionals
en patiënten. Dit proefschrift heeft als doel kwaliteitsnormen te stellen voor de beoordeling van de dagelijkse pijnpraktijk in Nederlandse pijnbehandel faciliteiten vanuit het
perspectief van professionals en patiënten.
De geformuleerde onderzoeksvragen zijn:
1. Wat is het aantal pijnbehandel faciliteiten, de inhoud van georganiseerde, gespecialiseerde pijnzorg en de naleving van criteria op de internationaal aanvaarde richtlijnen ten aanzien van pijnbehandelcentra?
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2. Wat is het niveau van overeenstemming tussen de 'hoogste normen van de
pijnpraktijk' van het World Institute of Pain en de 'richtlijnen voor pijnbehandelcentra' van de International Association for the Study of Pain?
3. Welke expert-consensus lijst van kwaliteitsindicatoren kan worden ontwikkeld die
door pijnbehandel faciliteiten kunnen worden gebruikt om te beoordelen of chronische pijnpatiënten passende multidisciplinaire diagnostiek ondergingen en een
passende behandeling ontvingen?
4. Welke kwaliteitsindicatoren vanuit het perspectief van patiënten met chronische
pijn kunnen worden ontwikkeld om de kwaliteit van klinische pijnzorg te beoordelen.
5. Wat is de bruikbaarheid, begrijpelijkheid en validiteit van de KwiPPP vragenlijst
(Kwaliteitsindicatoren PijnPatiënten Perspectief) in de dagelijkse pijnpraktijken in
Nederland?
Deze thesis beschrijft vijf studies, beginnende met een beschrijvende studie over de
organisatie en inhoud van de Nederlandse dagelijkse pijnpraktijk (deel 1), gevolgd door
vier studies over de ontwikkeling en evaluatie van gevalideerde en geschikte indicatoren (deel 2). De bevindingen werden vertaald naar een basisset met criteria voor de
registratie van Nederlandse pijnbehandel faciliteiten. Daarnaast werden kwaliteitsindicatoren ontwikkeld, welke hebben geresulteerd in de KwiPPP vragenlijst.
Hoofdstuk 2 presenteert de naleving van de internationaal geaccepteerde richtlijnen
voor pijnbehandelcentra binnen de Nederlandse pijnbehandel faciliteiten. Om inzicht te
krijgen in de organisatie en de dagelijkse praktijk binnen de pijnbehandel faciliteiten is
geëvalueerd middels een vragenlijst. Het doel van de studie was om inzicht te krijgen in
het aantal pijnbehandel faciliteiten, de organisatie van gespecialiseerde pijnzorg en de
naleving op de internationaal geaccepteerde richtlijnen voor pijnbehandelcentra. In
2009 werd de vragenlijst, gebaseerd op de richtlijnen voor pijnbehandelcentra, verstuurd naar de raden van bestuur van alle Nederlandse ziekenhuizen (n=94). De response
was 86% (n=81). Van alle ziekenhuizen, gaf 88.9% (n=72) aan georganiseerde specialistische pijnzorg te leveren, verstrekt door een pijnmanagementteam in 86.1% (n=62) en
door een individuele specialist in 13.9% (n=10). Inzicht is verkregen binnen de
pijnbehandel faciliteiten in 5 verschillende domeinen; de organisatie structuur van
pijnmanagement, de samenstelling van een pijnteam, de soorten behandelingen van
een pijnteam, patiënten karakteristieken en onderzoek en opleidingsfaciliteiten. Geconcludeerd werd dat, alhoewel bijna 90% van de ziekenhuizen aangeeft georganiseerde
en gespecialiseerde pijnzorg te leveren, maar weinig (1.2%) van de ziekenhuizen konden
voldoen aan de richtlijnen voor pijnbehandelcentra van de International Association for
the Study of Pain (IASP).
Hoofdstuk 3 behandelt de overeenkomsten tussen de ‘hoge normen voor pijn praktijk’
van de World Institute of Pain (WIP) en de ‘richtlijnen voor pijnbehandelcentra’ van de
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International Association for the Study of Pain (IASP). Hoewel ze werden ontwikkeld
voor verschillende doeleinden, de overeenkomst is dat ze beide dienen om de kwaliteit
van pijnzorg te verbeteren. Echter, het bestaan van verschillende criteria en richtlijnen
geeft te denken en is aanleiding om te kijken naar verschillen en overeenkomsten tussen de WIP en de IASP. Het uiteindelijke doel van deze studie was om te kijken naar het
niveau van overeenkomst van criteria (welke criteria binnen een bepaald kwaliteitsdomein worden door beide instituten benadrukt). Met respect voor alle criteria van de
WIP en de IASP (alle criteria zijn terug te vinden op de website van de instituten), hebben we de criteria verdeeld in 7 domeinen: 1. Supervisie, 2. Continuïteit van zorg, 3.
Formatie staf en aantal (nieuwe) patiënten, 4. Kwaliteits beleid, 5. Multidisciplinariteit,
6. Onderzoek en opleiding en 7. Regionalisatie. Achtereenvolgens zijn 4 overeenkomsten gevonden tussen de criteria van de WIP en de IASP: supervisie, kwaliteits beleid,
onderzoek en opleiding en regionalisatie. Voor vervolg stappen werden de volgende
aanbevelingen gedaan:
• Specificeren van ‘goede’ kwaliteits criteria voor pijnbehandel faciliteiten
• Consensus bereiken onder experts met betrekking tot deze kwaliteits criteria
• Ontwikkeling van pijn kwaliteitsindicatoren
• Betrekken van patiënten in de ontwikkeling van pijn kwaliteitsindicatoren
• Geschikt maken van de indicatoren voor registratie en certificering van pijnklinieken
en pijncentra
In hoofdstuk 4 werden kwaliteits indicatoren ontwikkeld voor de registratie van pijnbehandel faciliteiten vanuit het perspectief van professionals. Het doel van de studie was
om een expert-consensus lijst met kwaliteitsindicatoren te ontwikkelen voor pijnbehandel faciliteiten. De intentie was om de lijst ook te gebruiken als een basisset (kwaliteits
eis) voor de registratie van pijnbehandel faciliteiten. In samenwerking met het bestuur
van de pijnsectie van de Nederlandse Vereniging voor Anesthesiologie (NVA) is een 3ronden Delphi studie uitgevoerd. Vijfentwintig kwaliteitsindicatoren werden geselecteerd als zijnde relevant voor 2 type pijnbehandel faciliteiten: pijnkliniek en pijncentrum. De uiteindelijke lijst bevatte 22 kwaliteitsindicatoren binnen 7 kwaliteits domeinen: 1. Supervisie, 2. Continuïteit van zorg, 3. Formatie staf en aantal (nieuwe) patiënten, 4. Kwaliteitsbeleid, 5. Multidisciplinariteit, 6. Onderzoek en opleiding, 7. Regionalisatie. Vanaf 2014 konden pijnbehandel faciliteiten zich registreren conform de kwaliteitseisen. Vanaf 2018 is geen onderscheid meer tussen de 2 typen pijnbehandel faciliteiten maar alleen tussen geregistreerd en niet-geregistreerde status. Naast aanbevelingen voor het verbeteren van de basisset in de toekomst, werd geadviseerd om patienten te betrekken bij de ontwikkeling van kwaliteitsindicatoren.
Hoofdstuk 5 beschrijft het proces van de kwaliteitsindicatoren ontwikkeling in samenwerking met patiënten en professionals.
Het doel van de studie was om
kwaliteitsindicatoren te ontwikkelen vanuit het perspectief van de patiënt met chronische pijn voor evaluatie van pijnzorg binnen de pijnbehandel faciliteiten. Dit hoofdstuk
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laat het proces van deze kwaliteitsindicatoren ontwikkeling zien tussen patiënten en
professionals. Kwaliteitscriteria gedefinieerd door patiënten en geprioriteerd in consensus werden getransformeerd naar kwaliteitsindicatoren. Dit resulteerde in de KwiPPP
(Kwaliteits indicatoren vanuit Pijn Patiënten Perspectief) vragenlijst. De KwiPPP vragenlijst is getest door patiënten met chronische pijn op de formulering van de vragen
door middel van de Three-Step-Test-Interview (TSTI). In concordantie met de patiëntenorganisatie zijn 21 kwaliteitsindicatoren ontwikkeld verdeeld over 11 kwaliteits domeinen. De KwiPPP vragenlijst omvatte twee classificaties met betrekking tot evaluatie,
namelijk proces (n=18) en uitkomst (n=3) van pijnzorg. De proces kwaliteitsindicatoren
omvatten: 1. Patiënt – behandelaar contact, 2. Eén centraal contact persoon voor de
patiënt, 3. Wachttijden, 4. Pijn team informatie, 5. Pijnvragenlijst, 6. Aandacht voor
werk- en revalidatie, 7. Samen besluiten (shared-desicion) met betrekking tot behandeling, 8. Stellen van een behandeldoel. De uitkomst kwaliteits indicatoren omvatten: 1.
Behaalde behandeldoel, 2. Behandel resultaat en 3. Resultaat van het hele behandel
proces.
Hoofdstuk 6 geeft de resultaten van de validatie van de KwiPPP vragenlijst weer. Het
doel van het onderzoek was om het (dagelijks) gebruik, de begrijpbaarheid en de psychometrische kwaliteit (psychologische eigenschappen en karakteristieken) van de
KwiPPP vragenlijst in de dagelijkse praktijk te beschrijven. Naast de QiPPP-vragenlijst
items over proces- en uitkomstkwaliteitsindicatoren, evalueerden we sociodemografische, gezondheids- en pijn gerelateerde gegevens en de begrijpelijkheid van de
vragenlijst. Vijf deelnemende ziekenhuizen werden geïnstrueerd om ieder 200 KwiPPP
vragenlijsten te verspreiden onder willekeurige patiënten met chronische pijn onder
behandeling. Om de dimensionaliteit van de kwaliteitsindicatoren te onderzoeken,
werden de responsen van de patiënten geëvalueerd en de bevindingen van de principal
component analyse (PCA, factor analyse) geanalyseerd. Voor constructvalidatie werd
een case-mixanalyse uitgevoerd, om de invloed van patiëntkenmerken te meten aan de
hand van onze hypothesen over de resultaten van de vragenlijst. Een totaal van 547
KwiPPP-vragenlijsten (responspercentage 58.9%) werden geanalyseerd. De gemiddelde
score voor begrijpelijkheid (vragenlijst) van de patiënt was 8.6 ± 1.4. De definitieve
KwiPPP-vragenlijst omvatte 21 kwaliteitsindicatoren (18 proces, 3 uitkomsten) verdeeld
over 7 kwaliteits domeinen. De invloed van de algemene gezondheidstoestand,
opleiding, geslacht, duur van de pijnklachten en het aantal pijnkliniekbezoeken werden
geëvalueerd ten aanzien van de resultaten van de vragenlijst. Op basis van alle
bevindingen werd de KwiPPP vragenlijst bruikbaar en begrijpelijk bevonden door patiënten met chronische pijn en van voldoende psychometrische kwaliteit.
Hoofdstuk 7 bevat een samenvatting van de belangrijkste bevindingen uit de studies en
reflectie op sterke en zwakke punten. Daarnaast werden conclusies getrokken en
aanbevelingen voor de toekomst gedaan. De thesis is gestart met een evaluatie naar
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praktijkvariatie gevolgd door de ontwikkeling van de ‘Eerste Nederlandse
kwaliteitsindicatoren’ voor de organisatie van Nederlandse pijnbehandel faciliteiten.
Een eerste stap vooruit is gemaakt: de structuurindicatoren voorkomend uit de
studie vormen de basis voor een eerste basislijst met kwaliteitsindicatoren
(kwaliteitseisen) voor de registratie van pijnbehandel faciliteiten geaccordeerd door de
Nederlandse Vereniging van Anesthesiologen (NVA). Vanaf 2014 kunnen pijnbehandel
faciliteiten opteren voor een status van pijnkliniek of pijncentrum indien voldaan aan de
bijbehorende kwaliteitseisen. Vanaf 2018 wordt geen verschil meer gemaakt tussen
pijnkliniek en pijncentrum, maar alleen de status tussen geregistreerd en nietgeregistreerd volgens de normen van de NVA.
Een tweede stap vooruit is de ontwikkeling van kwaliteitsindicatoren vanuit het perspectief van patiënten met chronische pijn. Dit resulteerde in de KwiPPP (QiPPP) vragenlijst. De KwiPPP vragenlijst werd bruikbaar en begrijpelijk gevonden door patiënten.
Deze kwaliteitisindicatoren kunnen een belangrijke rol spelen binnen de multidisciplinaire standaardzorg voor chronische pijn (P.A.I.N alliance Nederland); in deze context
(integrale zorg) is voor de kwaliteitisindicatoren een bredere rol weggelegd.
Integratie van de kwaliteitsindicatoren vanuit patiëntenperspectief binnen het nationale kwaliteitssysteem van de NVA is de volgende stap. Hiervoor is een gelijkwaardige samenwerking nodig tussen zorgprofessionals en patiënten. Gezamenlijk, vormt de
basisset met structuur indicatoren vanuit het perspectief van professionals en de proces- en uitkomstindicatoren vanuit patiëntenperspectief een eerste basisset met
kwaliteitsindicatoren voor de evaluatie van pijnzorg in van een pijnbehandel faciliteit.
Om ‘waarde gedreven zorg’ verder te ontwikkelen, bevelen wij aan om naast de
structuur- en procesindicatoren, meer uitkomstindicatoren te ontwikkelen, gelijkwaardig en in ‘partnership’ tussen zorgprofessional en patiënt.
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The aim of this paragraph is to put the findings of this thesis in the light of societal benefit. Given the patients and societal burden, and economic challenges, it is important to
tackle inefficiencies in pain management.1-3 Generally, access to appropriate pain
treatment services and adequate treatment is seen as the key to realising tangible improvements in (European) pain management.2

IMPACT OF THE QUALITY INDICATOR DEVELOPMENT
The first part of this thesis focused on exploring the organisation (structure) of pain
treatment services and the content of the Dutch daily pain practice. In response to the
results of the national survey and following the policies of the pain medicine programme of the Dutch Society of Anaesthesiologists (NVA), we developed expertagreement indicators in collaboration with the Dutch Society of Anaesthesiologists. The
implementation of these structure indicators contributes to quality improvements in
Dutch daily pain practice in the Netherlands. Since 2014, the structure indicators are set
as national quality requirements for accreditation of Dutch pain treatment facilities.
Visitation is part of the accreditation. Conclusions based on this visitation may affect the
obtained registered status. Nowadays, 89 pain treatment facilities (95% of all facilities in
general hospitals) obtained for a registered status, and visitations by the Dutch Society
of Anaesthesiologists will take place this year (additionally, every 5 years). Hereafter,
evaluation of adherence to the structure indicators of the Dutch pain treatment facilities is recommended.
Expected is that the quality of pain care in Dutch pain treatment facilities will improve by this registration. As almost 95% of the Dutch pain treatment facilities obtained
for a registered status by the Dutch Society of Anaesthesiologists, this would mean a
large increase compared to 2009 (seen the result of the national survey in this thesis,
chapter 2). However, whether this provides a better treatment outcome and more
transparency in quality for patients and health care providers is not clear yet. To achieve
even (more) transparency, a separate status for academic hospitals (indicator research
and education) is worth considering. The more academic settings are mostly engaged in
research and ideally play a leadership role: support to the evidence base for the treatment and management of pain, and train future pain researchers (Recommendations
for Pain Treatment Services of the International Association for the Study of Pain).4
Additionally, this provides referral transparency for other health care professionals and
patients. Besides, transparency in what a treatment facility has to offer may save health
care costs in patient referrals, by choosing the right facility according to the principle of
stepped care (a step by step approach to the burden of care).5
Furthermore, future quality indicator developments (mentioned in the discussion)
could be made including patient participation and shared decision making.
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Since 2012, progress is achieved concerning the content and the quality indicator
regarding the structural process of ‘collecting patient reported data’ (PROMs). At the
time of the Delphi study (2012) the view of consortia of patients suffering from chronic
pain on important quality indicators of pain care was not known. In 2014, a project
group of the Dutch Society of Anaesthesiologists established the ‘quality registration
system chronic pain’ including a proposal for Patient Reported Outcome Measurements
(PROMs). Insight in patients’ case complexity could be useful in treatment decisions and
to compare patient characteristics and treatment results, within specific settings.6,7 In
2018, all hospitals registered by the Dutch Society of Anaesthesiologists are requested
to participate in the national PROMs database, and share data on a national level.

FURTHER IMPLEMENTATION, IMPROVEMENT AND INNOVATION OF THE
QIPPP
The QiPPP (Quality indicators from Pain Patients Perspective) questionnaire is validated
in five hospitals in the Netherlands. We recommend incorporating the QiPPP questionnaire, the quality indicators, into the national quality registering system of the NVA. All
hospitals can have access to the QiPPP questionnaire (website NVA), and can incorporate the questionnaire in their hospital quality register system. This is an additional step
forward in improving pain care by adding patients’ perspective of care. Additionally, a
national consortium including patient representative(s) (stimulated by the Dutch Society
of Anaesthesiologists) can take steps for further national quality improvement activities.
Consequently, further pain care quality improvement can be achieved in a patient centered way.8 Additionally, more research is needed, but there is evidence that patient
centered approaches influence the health outcome positively.9 Moreover, other reported outcomes of patient centeredness are quality of care improvement and increase
patient satisfaction.10 Applicable is a user-centered design (usage, manageability, effectiveness on users requirements) to view how and which patient centered values maps
with health care outcome.11
As mentioned in the discussion, to improve so called high values for patients in the
near future the focus will be on the development of more outcome oriented
indicators.12-14 This quality indicator improvement is an on-going process to track future
quality standards from the perspective of patients with chronic pain and to keep the
QiPPP questionnaire updated. Therefore, we also have to investigate other sources of
patient reported outcome measures, assessments of functional status,15-17 and expand
the QiPPP questionnaire with more outcome orientated quality indicators. Hereby, the
approach of positive health care (iPH) may be valuable, where health is formulated as
the ‘ability to adapt and to self manage’,18,19 which are also important topics in the care
standard for chronic pain.5 Furthermore, the e-health aspects such as community online
and web-applications will be more important issues, in the near future. We can make
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progress here; the patient organizations already defined the e-health and webapplications that play an important role in quality of health care (chapter 2). Certain
applications can save staff time and costs by reduction of physical contacts of patients
with the staff of the clinic.
Although the QiPPP questionnaire was established by patients with chronic pain and
surveyed in the Netherlands only, we belief that most quality issues in this questionnaire appear to be applicable to patients in any healthcare system. However, evaluation
in other health care disciplines is necessary. Then, there is widely a need of quality (process and outcome) defined by patients themselves.15,17,20 Together with patient organizations, we will explore methods for updating the QiPPP questionnaire. Therefore, an
inter/multidisciplinary (national) project group on partnership level will be established,
consisting of patient representative(s), a professional(s) and quality researcher of various disciplines. Furthermore, research is needed to ensure that quality assessment
using the QiPPP questionnaire actually supports pain clinics to improve their quality. As
support in self-management and shared decision making are important quality aspects
for patients suffering from chronic pain, expected is that improvements can be made at
that level.5 Additionally, to improve pain management and to do justice on an intersectional approach21,22 it is important that patients of different social and cultural settings
can express their experienced pain care and treatment outcomes. Consequently, the
QiPPP questionnaire needs to be translated in diverse languages.
The original QiPPP questionnaire has been evaluated and validated as a ‘paper version’. It is now also electronically applicable in the Maastricht University Medical Centre
(MUMC+), the Netherlands. This electronic version (e-QiPPP) is available for Dutch pain
treatment facilities to join, and will be available for all Dutch treatment facilities to incorporate in their own quality system in the near future.
Concluded we can make future development and research recommendations:
• For transparency of referrals by health care givers and patients: considering quality
and registration distinction between peripheral- and academic settings;
• To assess quality on a national level conform standards of professionals and patients: implementation of the QiPPP by incorporating the process and outcome indicators into the national quality register system;
• To evaluate and improve the quality assessments on national level and (more) patient centered: formation of a national consortium existing of professional and patients;
• To improve high values for patients: explore other domains of patient reported
outcome measures;
• Applicability of the QiPPP questionnaire in any healthcare system: evaluation of the
QiPPP questionnaire in other multidisciplinary health care disciplines;
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• To save staff time and costs by reduction of patient visits to the clinic: implement ehealth applications and thereafter develop e-health quality indicators (already defined by patients).
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Dankwoord
In 2007 ging ik werken bij ‘de pijn’ binnen een onderzoeksteam onder leiding van Jaap
Patijn. Wekelijks kwamen de ‘lopende’ onderzoeken ter sprake, de vorderingen van
promovendi met alle bijbehorende onderzoek perikelen. Daar is mijn gedachte en wens
om ‘ook’ te promoveren ontstaan. Een (vervolg)onderzoek naar ‘Intramurale pijnzorg
binnen Nederland’ dat ik mocht uitvoeren en analyseren is later het eerste hoofdstuk
van mijn thesis geworden. De uitkomsten van dit onderzoek vormde de basis van dit
proefschrift. Daarna hebben Jaap Patijn en ik samen de eerste contouren en mogelijke
onderzoeksvragen op papier gezet. ‘Kwaliteit van zorg’ onderzoek was echter niet de
expertise van onze afdeling. Gezocht hebben we dan ook naar een expert op dit gebied
en kwamen terecht bij Trudy van der Weijden. En overtuigd van de (noodzakelijke)
mogelijkheden op het gebied van kwaliteitsverbetering voor de chronische pijn is een
promotie team opgezet. Tot mijn spijt werd het verzoek voor een promotieteam bestaande uit vier leden afgewezen en nam Jaap afscheid. Jaap wil ik daarom bedanken
voor de eerste maar zó belangrijke aanzet binnen mijn promotie.
Maarten van Kleef, hoofd van de afdeling pijngeneeskunde, wil ik bedanken voor het
überhaupt mogelijk maken van deze promotie en het vertrouwen in een goede afloop.
De betekenis die jij hebt voor de afdeling en je autoriteit binnen de Nederlandse pijngeneeskunde is ongekend. Daardoor heb ik kunnen profiteren van vele (internationale)
contacten, het geven van presentaties en nu dit jaar als hoogtepunt ‘speaker’ bij de
World Institute of Pain in Dublin.
Trudy, ik ben heel blij dat we, nu een jaar of 5 geleden, bij jou terecht zijn gekomen.
Jij vroeg me destijds waarom ik (nog?) wilde promoveren in ‘kwaliteit’. Toen ik vertelde
dat mijn achtergrond verpleegkundige is, zei je ‘dan begrijp ik het’. Kritisch kijken naar
hetgeen ik had opgeschreven en er ‘nog een tandje bovenop gooien’ was niet altijd
even makkelijk maar heeft me gepusht om toch altijd nog even verder te gaan. Daarnaast doet een opmerking zoals ‘een publicatie van dit mooie artikel moet zeker lukken’
heel goed. Ik hoop dat we in de toekomst de samenwerking tussen de ‘pijn en huisartsgeneeskunde’ kunnen intensiveren. Er valt daarin nog genoeg te verbeteren.
Beste Albère, je bent als laatste aangeschoven bij het promotieteam, maar ik heb
verschrikkelijk veel steun aan je gehad. Je maakte altijd tijd voor me als ik bij je kwam op
de UM en je hebt me voorzien van ontzettend veel informatie, tips en wetenswaardigheden met betrekking tot klinimetrie. Maar minstens even belangrijk, je was ook altijd
een sparring partner voor allerlei andere zaken die je zo tegenkomt bij promoveren:
onzekerheid, overwinningen en verlies. Bedankt hiervoor, men kan zich geen betere
copromotor voorstellen en ik hoop, mocht ik ook ooit copromotor zijn voor iemand, het
dan net zo te doen als jij.
De ontwikkeling van de kwaliteitsindicatoren vanuit professionals perspectief werd in
samenwerking met de Nederlandse Vereniging van Anesthesiologie (NVA) gedaan. Hiervoor bedank ik Marloes van Grotel voor het werk aan de Delphi procedure. Zij heeft het
mogelijk gemaakt om dit in een korte tijd voor elkaar te krijgen. Ook wil ik de expert-
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opinion commissie bedanken voor hun commitment aan dit onderzoek en de ontwikkeling van de indicatoren. Hiermee zijn belangrijke beslissingen genomen voor de (chronische) pijn in Nederland. Daarnaast heeft deze studie mede geleid tot de noodzakelijk
ontwikkeling van indicatoren vanuit patiëntenperspectief.
Graag wil ik de patiëntenorganisaties bedanken voor hun input en met name Ilona
Thomassen, de voorzitter van ‘Samenwerkingsverband Pijnpatienten naar één stem’.
‘Even een mailtje naar Ilona’ en ik kreeg bijna altijd gelijk antwoord terug. Zij was betrokken bij de projectgroep om de criteria die patiënten belangrijk vinden aan kwaliteit
van zorg te verwoorden. Daarnaast heeft zij de vragenlijst mede beoordeeld op leesbaarheid en begrijpelijkheid, voordat het in de praktijk getoetst werd. Voor deze praktijktoets bedank ik de patiënten van het Maastricht UMC+. Voor de validatie van de
KwiPPP/QiPPP vragenlijst bedank ik alle deelnemende ziekenhuizen. Met name dank
aan de polikliniek assistentes die patiënten aangespoord hebben om de vragenlijst in te
vullen en ervoor zorgden dat ik de lijsten netjes terug ontving. Bedankt aan alle patiënten die hebben meegedaan om de KwiPPP/QiPPP vragenlijst te beoordelen. We hebben
hiermee een belangrijke eerste (wereldwijde) stap gezet met ‘indicatoren vanuit patiëntenperspectief’.
Medewerkers van het Centrum voor data en informatiemanagement (MEMIC) wil ik
bedanken voor de ontwikkeling en lay out (papieren versie en later ook de e-versie) van
de QiPPP vragenlijst. Daarnaast hebben zij het scannen, opslaan en uitgifte van onderzoeksgegevens verzorgd. Fijn dat ik altijd ‘zomaar even kon binnen lopen’ of advies kon
vragen (ook nu nog).
Dank aan mijn onderzoek-collega’s Maurice Theunissen, Dianne de Korte en (sinds een
tijdje mijn kamergenoot) Veerle Wintraecken voor het aanhoren en delen van mijn
promotieverhalen, maar vooral voor de fijne samenwerking die we hebben onder coördinatie van Bert Joosten. Mijn inmiddels oud-collega José Geurts (we hebben samen
zo’n 10 jaar een kamer gedeeld) wens ik veel succes bij de laatste loodjes van haar
proefschrift. We hebben samen aardig wat congressen mogen bezoeken en daar kijk ik
met heel veel plezier op terug.
Van deze gelegenheid wil ik ook gebruik maken om de beoordelingscommissie en de
corona te bedanken voor het lezen, beoordelen en geven van feed back van mijn proefschrift. José Maessen, jammer genoeg was onze samenwerking aan het begin van mijn
promotie van korte duur, des te leuker dat je nu lid bent van de corona.
Marjori, bedankt voor het ontwerp van dit mooie logo van de KwiPPP/QiPPP vragenlijst.
Het zal behalve op de voorkant van mijn proefschrift ook altijd op de vragenlijsten prijken. Daarnaast denk ik met plezier aan onze (eindeloze) discussies over werk, onderzoek, subsidies en promoveren tijdens onze accordeon ‘ensemble avonden’. Graag gaan
we het ensemble ook na mijn promotie vervolgen, samen met de andere leden.
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Dankwoord
Alle teamleden van de chronische pijn, waarin ik me onderhand toch erg thuis voel,
bedankt voor de belangstelling die jullie getoond hebben voor mijn promotie, ook al
hebben sommigen wat moeite met ‘dé vragenlijsten’ of ‘dé kwaliteit van zorg’. Speciaal
voor jullie is stelling 9 ‘kwaliteit (van zorg) is geen daad, het is een gewoonte’. Dank aan
het secretariaat en met name José van de Berg (waarvoor niets teveel is) en Vivianne
Lambrichs (de rechterhand bij congressen en planningen binnen research).
Bri, vooral in het laatste jaar van mijn promotie hebben wij elkaar beter leren kennen.
Bedankt voor je altijd positieve woorden! Wij zijn partners geworden in vele werkzaamheden voor de chronische pijn en ik hoop dit samen met jou nog lang te mogen doen.
En ja Carsten, de DATAP studie gaan we zeker vervolgen.
Mijn lieve kookvrienden en vriendinnen bedank ik voor de belangstelling die jullie hebben gehad, met meestal vragen zoals ‘hoever ben je’ en ‘schiet het al op’? Eindelijk is er
weer tijd voor belangrijke(re) zaken…..
De schutterij zal content zijn dat ik mijn bestuurstaken(zaken) weer serieus kan oppakken en weer acte de présence kan geven in de schietweide, maar daarmee wel hun
kansen op het koningschap verklein…..
Mijn allerliefste familie, bedankt voor jullie jarenlange belangstelling over de vorderingen van mijn promotie. Jammer genoeg maken onze ouders dit niet meer mee. Mijn
lieve zussen, bedankt dat jullie mijn paranimfen willen zijn, dat vind ik super! Ik weet dat
ze het niet willen maar besluit toch met: lieve Fred, al ruim 33 jaar mijn partner in crime, en Jean-Paul onze zoon, bedankt voor jullie steun en geloof in mij. Nu, eindelijk
weer motor-reizen met een ‘leeg’ hoofd.
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APPENDIX 1. THE ENGLISH VERSION OF THE QIPPP QUESTIONNAIRE

QiPPP
QUESTIONNIARE
QUALITY FROM THE PERSPECTIVE OF PATIENTS SUFFERING FROM
CHRONIC PAIN
FOR THE ASSESEMENT OF PAIN CLINIC CARE

© Nelleke de Meij, Maastricht UMC+, University Pain Center Maastricht, the Netherlands /
p.de.meij@mumc.nl
Chronic Pain Patients Consortium, the Netherlands / Samenwerkingsverband Pijnpatiënten naar
één stem
Dutch Society of Anaesthesiologists / Nederlandse Vereniging van Anesthesiologie (NVA)

157

PATIENT - PHYSICIAN CONTACT
THE NEXT QUESTION CONCERNS THE CONTACT WITH YOUR DOCTOR. THIS CAN BE THE ‘MAIN TREATING
PHYSICIAN’ OR THE DOCTOR OF WHICH YOU HAD THE MOST CONTACT WITH.
1.

2.

3.

MY DOCTOR LISTENED ATTENTIVELY
 Totally agree
 Slightly agree

 Slightly disagree

 Totally disagree

MY DOCTOR LISTENED SERIOUSLY
 Totally agree
 Slightly agree

 Slightly disagree

 Totally disagree

MY DOCTOR TOOK SUFFICIENT TIME FOR ME
 Totally agree
 Slightly agree

 Slightly disagree

 Totally disagree

4.

I HAVE CONFIDENCE IN THE ABILITY OF THE HEALTH CARE PROVIDER ABOUT TO MANAGE MY PAIN
COMPLAINT
 Totally agree
 Slightly agree
 Slightly disagree
 Totally disagree

5.

MY DOCTOR DID HAS DONE EVERYTHING POSSIBLE TO HELP ME WITH MY PAIN COMPLAINT
 Totally agree
 Slightly agree
 Slightly disagree
 Totally disagree

WAITING TIME
THE NEXT QUESTION IS ABOUT THE PAIN CLINIC YOU ARE CURRENTLY UNDER TREATMENT OR
RECENTLY HAVE BEEN
6.

HOW LONG DID YOU HAVE TO WAIT BETWEEN FIRST REGISTRATION AND THE FIRST DOCTORS’ APPOINTMENT?
 Max 4 weeks
 Over 4 weeks
 I don’t know

ONE CENTRAL CONTACT PERSON
YOU MAY (RECENTLY) BE TREATED WITH MULTIPLE DOCTORS FOR YOUR PAIN. HOWEVER, THERE IS ALWAYS
ONE DOCTOR WHO IS RESPONSIBLE FOR YOUR TREATMENT. THIS DOCTOR IS CALLED A "MAIN TREATING
PHYSICIAN”
7.

DO YOU HAVE ONE MAIN TREATING PHYSICIAN FOR YOUR PAIN COMPLAINT?
 Yes
 No
 I don’t know

PATIENTS WITH CHRONIC PAIN COMPLAINTS HAVE TO DEAL WITH DIFFERENT SPECIALISTS. THEREFORE ONE
CENTRAL CONTACT PERSON IS DESIRABLE. THIS PERSON MAY BE A NURSE WITH PAIN SPECIALTY, OR YOUR
MAIN TREATING DOCTOR. THEY HAVE AN OVERVIEW ON THE PROGRESS OF YOUR TREATMENT.
8.

DO YOU HAVE ONE CONTACT PERSON FOR YOUR PAIN COMPLAINT (THIS ALSO MAY BE THE TREATING
PHYSICIAN)?
 Yes
 No
 I don’t know
If your answer is yes, my contact person and I have an overview of my pain complaints
 Totally agree
 Slightly agree
 Slightly disagree
 Totally disagree

9.

DO YOU RECEIVE OUTSIDE CLINIC TREATMENT FOR THE SAME PAIN COMPLAINT?
 Yes
 No
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Appendix
DISCUSSED IMPLICATION OF PAIN TEAM, PAIN COMPLAINTS ON WORK, REHABILITATION AND DAILY ACTIVITIES
FOR RESEARCH INTO THE CAUSE OF YOUR PAIN AND THE TREATMENT OF YOUR PAIN, A PAIN CLINIC OFTEN
WORKS TOGETHER WITH SEVERAL DOCTORS OR OTHER THERAPISTS IN A SO-CALLED MULTIDISCIPLINARY
PAIN TEAM
10. DID YOU (AND WHEN) RECEIVE INFORMATION ABOUT THE POSSIBILITY AND CONSEQUENTS OF MULTIDISCIPLINARY TREATMENT AVAILABILITY?
 Yes
 No
 I don’t know
If yes, I received this information
 before my first contact with the physician
 during my contact with the physician
 after my contact with the physician
If your answer is yes, I received the information on paper (patient information folder)
I find the received information on paper clear
 Totally agree
 Slightly agree
 Slightly disagree
 Totally disagree
I find the received information on paper meaningful
 Totally agree
 Slightly agree
 Slightly disagree
 Totally disagree
If your answer is yes, I received information verbally
I find the received verbally information clear
 Totally agree
 Slightly agree
 Slightly disagree
I find the received verbally information meaningful
 Totally agree
 Slightly agree
 Slightly disagree



Totally disagree



Totally disagree

IT MAY BE THAT YOUR PAIN, BUT ALSO THE TREATMENT (S) MAY HAVE A POTENTIAL EFFECT ON YOUR WORK OR
DAILY ACTIVITY. FOR EXAMPLE, BECAUSE OF YOUR TREATMENT YOU CANNOT WORK TEMPORARILY. THE FOLLOWING TWO QUESTIONS CONCERN THIS. BY 'WORK' WE MEAN PAID WORK BUT ALSO DOMESTIC WORK,
VOLUNTARY WORK AND STUDY OR EDUCATION.
11. MY DOCTOR AND I HAVE DISCUSSED THE POTENTIAL IMPACT OF MY PAIN COMPLAINT ON WORK, REHABILITATION OR DAILY ACTIVITIES
 Yes
 Slightly
 No, not at all
If your answer is yes, I find the information clear
 Totally agree
 Slightly agree

 Slightly disagree

 Totally disagree

12. MY DOCTOR AND I HAVE DISCUSSED THE POTENTIAL IMPACT OF THE TREATMENT ON MY WORK, REHABILITATION OR DAILY ACTIVITIES
 Yes
 Slightly
 No, not at all
If your answer is yes, I find the information clear
 Totally agree
 Slightly agree

 Slightly disagree

 Totally disagree
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SHARED TREATMENT INFORMATION & DISICION MAKING
THE FOLLOWING QUESTIONS CONCERNS INFORMATION YOUR DOCTOR HAS DISCUSSED WITH YOU ABOUT
YOUR PAIN, SUCH AS POSSIBLE CAUSES OF PAIN, EXPECTATIONS AND RESULTS OF TREATMENT, PROS AND
CONS OF TREATMENT, AND WHERE YOU CAN FIND MORE INFORMATION ABOUT YOUR PAIN.
13. MY DOCTOR AND I HAVE DISCUSSED THE POSSIBLE SOURCE OF MY PAIN COMPLAINT
 Yes
 Slightly
 No, not at all
If your answer is yes, I find the discussed items clear
 Totally agree
 Slightly agree
 Slightly disagree

 Totally disagree

14. MY DOCTOR AND I HAVE DISCUSSED MY TREATMENT EXPECTATIONS
 Yes
 Slightly
 No, not at all
No, not applicable for me
If your answer is yes, I find the discussed items clear
 Totally agree
 Slightly agree
 Slightly disagree

 Totally disagree

15. MY DOCTOR AND I HAVE DISCUSSED THE TREATMENT PROS AND CONS
(SUCH AS COMPLICATIONS AND TREATMENT BURDEN)
 Yes
 Slightly
 No, not at all
No, not applicable for me
If your answer is yes, I find the discussed items clear
 Totally agree
 Slightly agree
 Slightly disagree

 Totally disagree

16. MY DOCTOR DISCUSSED OTHER POSSIBLE INFORMATION SOURCES LIKE:
Patient organizations concerning my pain complaint
 Yes
 No
 I don’t know
Special web-sites concerning my pain complaint
 Yes
 No
 I don’t know
Special (patient) information folders concerning my pain complaint
 Yes
 No
 I don’t know
THE FOLLOWING TWO QUESTIONS ARE ABOUT THE ABILITY TO DECIDE ON THE POSSIBLE TREATMENTS FOR
YOUR PAIN. IT IS ALSO IMPORTANT TO DECIDE ON MEDICATION TREATMENTS, POSSIBLY REFERRING TO
PHYSIOTHERAPY, PSYCHIATRY, PSYCHOLOGY, REHABILITATION AND / OR OTHER MEDICAL SPECIALISTS.
17. MY DOCTOR AND I HAVE DECIDED TOGETHER WHICH TREATMENT OPTION WAS THE MOST SUITABLE
FOR ME
 Totally agree
 Slightly agree
 Slightly disagree
 Totally disagree
18. I WAS VERY SATISFIED WITH THE SHARED DECISION-MAKING CONCERNING MY TREATMENT OPTIONS
 Totally agree
 Slightly agree
 Slightly disagree
 Totally disagree
19. MY DOCTOR AND I HAVE DISCUSSED TOGETHER MY TREATMENT GOAL
 Totally agree
 Slightly agree
 Slightly disagree

 Totally disagree

20. WHAT WAS YOUR TREATMENT GAOL FOR YOUR PAIN COMPLAINT IN THE PAIN CLINIC?
 Complete recovery of my pain complaints
 Reduction of my pain complaints
 Preventing my pain complaints for worse
 Learning to deal with my pain complaints
 I don’t know what my gaol was
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Appendix
 Not applicable
 Something else………………..
PAIN QUESTIONNAIRE
YOU MAY HAVE TO COMPLETE ONE OR MORE SO-CALLED PAIN QUESTIONNAIRES BEFORE OR DURING YOUR
VISIT TO THE PAIN CLINIC. BY FILLING IN THESE LISTS, YOU CAN INDICATE VARIOUS ASPECTS OF YOUR PAIN SO
THAT THE DOCTOR CAN DISCUSS THIS WITH YOU TO FURTHER RESEARCH OR TREATMENT OPTIONS.
21. DID YOU RECEIVE A PAIN QUESTIONNAIRE BEFORE OR DURING YOUR VISIT TO THE PAIN CLINIC?
 Yes
 No
 I don’t know
If your answer is yes, below are some topics of such questions in the questionnaires.
You can cross the items you recognize from the questionnaire you have filled in (multiple answers possible)
 Pain severity (of which you may give a number between 0-10 or 10 -100)
 Sensitivity (for example pinpoint pain, constant pain etc.)
 Location (for example back pain, neck pain, other body parts)
 Duration (for example how many weeks, months or years the pain exist)
 Impact on daily life (for example the consequences for work, daily activities with family or friends,
sleep, etc.)
22. MY DOCTOR AND I HAVE DISCUSSED THE RESULTS OF MY PAIN QUESTIONNAIRE
 Yes
 Slightly
 No, not at all
If your answer is yes, I find the information clear
 Totally agree
 Slightly agree

 Slightly disagree

 Totally disagree

If your answer is yes, I find the information meaningful
 Totally agree
 Slightly agree
 Slightly disagree

 Totally disagree

TREATMENT RESULT
THE FOLLOWING QUESTIONS ARE ABOUT THE OUTCOME OF YOUR TREATMENT (S) REGARDING YOUR PAIN
COMPLAINT(S) FOR WHICH YOU HAVE BEEN OR HAVE RECENTLY BEEN TREATED. IF YOUR TREATMENT HAS
NOT ENDED, PLEASE TRY TO ANSWER THE QUESTIONS AS IT CURRENTLY APPLIES TO YOU.
23. I ACHIEVED MY TREATMENT GOAL
 Totally agree
 Slightly agree

 Slightly disagree

 Totally disagree

24. HOW WOULD YOU DESCRIBE YOUR TREATMENT RESULT?
 Excellent
 Good
 Moderate
 No change at all
 Little worse than before my treatment
 Bad
 Very bad
25. DID YOU END YOUR TREATMENT IN THE PAIN CLINIC?
 Yes
 No
 I don’t know
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BELOW YOU WILL BE ASKED TO GIVE AN ASSESSMENT OF THE PAIN CARE YOU RECEIVED IN THE PAIN CLINIC
(FROM THE TIME PERIOD OF APPLICATION TO THE PAIN CLINIC UNTIL THIS TIME OR COMPLETION OF YOUR
TREATMENT).
26. IF YOU MAY GIVE AN OPION ABOUT THE PAIN CARE YOU RECEIVED, WITH RESPECT TO RESEARCH AND
TREATMENT OPTIONS, WHICH ESTIMATE WOULD YOU GIVE?

WHAT WAS YOUR SATISFACTION OF THE ENTIRE RECEIVED PAIN CARE ON A 10-POINT LIKERT
SCALE WHERE 0 MEANS ‘VERY BAD RECEIVED PAIN CARE’ AND 10 MEANS ‘EXCELLENT RECEIVED
PAIN CARE’
YOU MAY CROS THE CIRCEL OF WHICH YOU FIND THE MOST APPROPIATE NUMBER OF YOUR
RECEIVED PAIN CARE
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APPENDIX 2. THE DUTCH VERSION OF THE QiPPP QUESTIONNAIRE
KwiPPP
VRAGENLIJST
KWALITEITSINDICATOREN
VANUIT HET PERSPECTIEF VAN PATIËNTEN MET CHRONISCHE PIJN
VOOR DE EVALUATIE VAN ZORG IN DE PIJNKLINIEK
(Quality indicators Pain Patients Perspective_QiPPP)

© Nelleke de Meij, Maastricht UMC+/ Universitair Pijn Centrum Maastricht, Nederland /§
p.de.meij@mumc.nl
Samenwerkingsverband Pijnpatiënten naar één stem, Nederland
Nederlandse Vereniging van Anesthesiologie (NVA)
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UW CONTACT MET DE (HOOFD)BEHANDELAAR
ONDERSTAANDE VRAGEN GAAN OVER UW CONTACT MET UW BEHANDELEND ARTS EN/OF HOOFDBEHANDELAAR. VUL DE VRAGEN IN OVER DE ARTS WAAR U HET MEEST CONTACT MEE HEEFT GEHAD.
1.

2.

3.

4.

5.

MIJN ARTS LUISTERDE AANDACHTIG NAAR MIJ
 Helemaal mee eens
 Mee eens

 Een beetje mee oneens  Helemaal mee oneens

MIJN ARTS NAM MIJ SERIEUS
 Helemaal mee eens  Mee eens

 Een beetje mee oneens  Helemaal mee oneens

MIJN ARTS NAM VOLDOENDE TIJD VOOR MIJ
 Helemaal mee eens  Mee eens

 Een beetje mee oneens  Helemaal mee oneens

IK HEB VERTROUWEN IN MIJN ARTS
 Helemaal mee eens  Mee eens

 Een beetje mee oneens  Helemaal mee oneens

MIJN ARTS HEEFT AL HET MOGELIJKE GEDAAN OM MIJ MET MIJN PIJNKLACHT TE HELPEN
 Helemaal mee eens  Mee eens
 Een beetje mee oneens  Helemaal mee oneens

WACHTTIJD
BIJ DE VOLGENDE VRAAG GAAT HET OVER DE PIJNKLINIEK WAAR U NU ONDER BEHANDELING BENT OF KORT
GELEDEN BENT GEWEEST.
6.

HOE LANG MOEST U WACHTEN OP EEN EERSTE AFSPRAAK NA AANMELDING BIJ DEZE PIJNKLINIEK WAAR
U NU ONDER BEHANDELING BENT VOOR UW PIJNKLACHTEN?
 Maximaal 4 weken
 Langer dan 4 weken  Weet ik niet meer

ÉÉN CENTRAAL CONTACTPERSOON
HET KAN ZIJN DAT U VOOR UW PIJNKLACHTEN BIJ MEERDERE ARTSEN ONDER BEHANDELING BENT (OF KORT
GELEDEN BENT GEWEEST). ER IS ECHTER ALTIJD ÉÉN ARTS DIE SAMEN MET U VERANTWOORDELIJK IS VOOR
UW BEHANDELTRAJECT. DEZE ARTS WORDT EEN 'HOOFDBEHANDELAAR' GENOEMD.
7.

HEEFT U BIJ DE PIJNKLINIEK ÉÉN HOOFDBEHANDELAAR?
 Ja
 Nee
 Weet ik niet

PATIËNTEN MET CHRONISCHE PIJNKLACHTEN HEBBEN VAAK TE MAKEN MET VERSCHILLENDE SPECIALISTEN.
DAAROM IS ÉÉN CENTRAAL CONTACTPERSOON WENSELIJK. DEZE PERSOON WORDT SOMS EEN PIJNCONSULENT GENOEMD, MAAR KAN OOK UW BEHANDELEND ARTS ZIJN. EEN PIJNCONSULENT OF BEHANDELEND
ARTS HOUDT SAMEN MET U OVERZICHT OVER DE VOORTGANG VAN UW BEHANDELING(EN).
8.

HEEFT U ÉÉN VASTE CONTACTPERSOON (PIJNCONSULENT/BEHANDELEND ARTS) IN DE ZORG VOOR UW
PIJN? IEMAND DIE SAMEN MET U OVERZICHT HOUDT OVER DE VOORTGANG VAN UW PIJNBEHANDELING(EN)?
 Ja
 Nee
 Weet ik niet

Indien ja, mijn vaste contactpersoon (pijnconsulent/behandelend arts) en ik hebben een compleet overzicht
over de voortgang van mijn behandeling(en) binnen de pijnkliniek
 Helemaal mee eens  Mee eens
 Een beetje mee oneens  Helemaal mee oneens
9.

BENT U BUITEN DE PIJNKLINIEK OOK NOG ONDER BEHANDELING VOOR DEZELFDE PIJNKLACHTEN?
 Ja
 Nee
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(BESPROKEN) INFORMATIE OVER DE MOGELIJKE AANWEZIGHEID VAN EEN PIJNTEAM,
PIJNKLACHTEN EN DE GEVOLGEN VOOR WERK, REVALIDATIE EN DAGELIJKSE ACTIVITEITEN
VOOR ONDERZOEK NAAR DE OORZAAK VAN UW PIJNKLACHTEN EN DE BEHANDELING VAN UW PIJNKLACHTEN
WERKEN IN EEN PIJNKLINIEK VAAK VERSCHILLENDE ARTSEN EN/OF ANDERE BEHANDELAREN SAMEN IN EEN
ZOGENAAMD PIJNTEAM.
10. HEEFT U VIA DE PIJNKLINIEK WAAR U ONDER BEHANDELING BENT INFORMATIE GEKREGEN DAT DE
MOGELIJKHEID BESTAAT DAT U DOOR ÉÉN OF MEERDERE LEDEN VAN EEN PIJNTEAM ONDERZOCHT
EN/OF BEHANDELD ZOU KUNNEN WORDEN?
 Ja
 Nee
 Weet ik niet
Indien ja, ik heb deze informatie gekregen
e
 vóór mijn 1 contact met de behandelaar
e
 tijdens mijn 1 contact met de behandelaar
e
 ná mijn 1 contact met de behandelaar
Indien ja, ik heb deze informatie op papier (informatiefolder) gekregen:
Deze schriftelijke informatie vond ik begrijpelijk
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
Deze schriftelijke informatie vond ik zinvol
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
Indien ja, ik heb deze informatie mondeling gekregen:
Deze mondelinge informatie vond ik begrijpelijk
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
Deze mondelinge informatie vond ik zinvol
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
HET KAN ZIJN DAT UW PIJNKLACHTEN, MAAR OOK DE BEHANDELING(EN) MOGELIJK GEVOLGEN HEBBEN
VOOR UW WERK OF DAGELIJKSE BEZIGHEDEN. (BIJVOORBEELD DAT U VANWEGE DE BEHANDELING TIJDELIJK
NIET KUNT WERKEN). DE VOLGENDE VRAGEN GAAN HIEROVER. MET ‘WERK’ BEDOELEN WE NIET ALLEEN
BETAALDE ARBEID, MAAR OOK HUISHOUDELIJK WERK, VRIJWILLIGERSWERK EN STUDIE OF OPLEIDING.
11. MIJN ARTS HEEFT DE MOGELIJKE GEVOLGEN VAN MIJN PIJNKLACHTEN VOOR MIJN WERK EN/OF DAGELIJKSE BEZIGHEDEN BESPROKEN
 Ja
 Ja, een beetje
 Nee, helemaal niet
Indien uw antwoord ja of ja, een beetje is datgene wat besproken is was voor mij begrijpelijk
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
12. MIJN ARTS HEEFT DE MOGELIJKE GEVOLGEN VAN BEHANDELING VOOR MIJN WERK EN/OF DAGELIJKSE
BEZIGHEDEN MET MIJ BESPROKEN
 Ja
 Ja, een beetje
 Nee, helemaal niet
Indien uw antwoord ja of ja, een beetje is datgene wat besproken is was voor mij begrijpelijk
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
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BESPROKEN BEHANDELINDFORMATIE EN GEZAMENLIJKE BESLUITVORMING
DE VOLGENDE VRAGEN GAAN OVER INFORMATIE OVER UW PIJNKLACHTEN DIE DE ARTS MET U BESPROKEN
HEEFT ZOALS: MOGELIJKE OORZAKEN VAN DE PIJN, VERWACHTINGEN EN RESULTATEN VAN DE BEHANDELING, VOOR- EN NADELEN VAN DE BEHANDELING EN WAAR U NOG MEER INFORMATIE KAN VINDEN OVER
UW PIJNKLACHTEN.
13. MIJN ARTS HEEFT DE MOGELIJKE OORZAKEN VAN MIJN PIJNKLACHT MET MIJ BESPROKEN
 Ja
 Ja, een beetje
 Nee, helemaal niet
Indien uw antwoord ja of ja, een beetje is datgene wat besproken is was voor mij begrijpelijk
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
14. MIJN ARTS HEEFT MIJ VÓÓR DE BEHANDELING INFORMATIE GEGEVEN OVER WAT IK VAN DE BEHANDELING KAN VERWACHTEN AAN GEWENSTE RESULTATEN
 Ja
 Ja, een beetje
 Nee, helemaal niet
 Nee, dit is niet van
toepassing
Indien uw antwoord ja of ja, een beetje is datgene wat besproken is was voor mij begrijpelijk
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
15. MIJN ARTS HEEFT DE MOGELIJKE VOOR- EN NADELEN VAN EEN BEHANDELING (ZOALS BIJWERKINGEN EN
ONGEMAKKEN) MET MIJ BESPROKEN
 Ja
 Ja, een beetje
 Nee, helemaal niet
 Nee, dit is niet van
toepassing
Indien uw antwoord ja of ja, een beetje is datgene wat besproken is was voor mij begrijpelijk
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
16. MIJN ARTS HEEFT MIJ UITGELEGD WAAR IK NOG MEER INFORMATIE OVER MIJN PIJNKLACHT EN/OF
BEHANDELING KAN VINDEN ZOALS:
Patiëntenvereniging(en) voor uw soort pijnklacht, aandoening en/of behandeling
 Ja
 Nee
 Weet ik niet (meer)
Speciale websites voor uw soort pijnklacht, aandoening en/of behandeling
 Ja
 Nee
 Weet ik niet (meer)
Speciale folder(s) over uw soort pijnklacht, aandoening en/of behandeling
 Ja
 Nee
 Weet ik niet (meer)
DE VOLGENDE VRAGEN GAAN OVER DE MOGELIJKHEID OM MEE TE BESLISSEN OVER DE MOGELIJKE BEHANDELINGEN VOOR UW PIJNKLACHT. HET GAAT HIER OOK OM ZELF MEE TE BESLISSEN IN BEHANDELINGEN MET
MEDICIJNEN, EVENTUEEL DOORVERWIJZEN NAAR FYSIOTHERAPIE, PSYCHIATRIE, PSYCHOLOGIE, REVALIDATIE
EN/OF ANDERE SPECIALISTEN.
17. MIJN ARTS EN IK HEBBEN NA GEZAMENLIJK OVERLEG EEN KEUZE GEMAAKT WELKE BEHANDELING(EN)
HET MEEST GESCHIKT WAS VOOR MIJ
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
18. IK WAS TEVREDEN OVER DE MOGELIJKHEID OM ZELF MEE TE MOGEN BESLISSEN OVER DE BEHANDELKEUZE
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
19. MIJN ARTS HEEFT DE DOELEN VAN DE BEHANDELING MET MIJ BESPROKEN VOORDAT DE BEHANDELING
WERD GESTART
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
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20. WAT IS OF WAS UW DOEL VAN UW EVENTUELE BEHANDELING(EN) IN DE PIJNKLINIEK?
 Volledig herstel van de pijnklachten
 Vermindering van de pijnklachten
 Voorkomen dat de pijnklachten erger worden
 Leren omgaan met de pijnklachten
 Ik weet niet wat het doel van mijn behandeling(en) was
 Niet van toepassing
 Anders……
PIJNVRAGENLIJST
HET KAN ZIJN DAT U ÉÉN OF MEERDERE ZOGENAAMDE PIJNVRAGENLISTEN HEBT MOETEN INVULLEN VOOR
OF TIJDENS UW BEZOEK AAN DE PIJNKLINIEK. MET HET INVULLEN VAN DEZE PIJNVRAGENLIJSTEN KUNT U
VERSCHILLENDE ASPECTEN VAN UW PIJNKLACHTEN AANGEVEN ZODAT DE ARTS DEZE GOED MET U KAN
BESPREKEN OM VERDER ONDERZOEK EN/OF ANDERE BEHANDELINGEN VOOR TE STELLEN.
21. HEEFT U VOOR OF TIJDENS UW EERSTE BEZOEK (VOOR DE PIJNKLACHTEN WAARVOOR U ZICH HEEFT
AANGEMELD BIJ DE PIJNKLINIEK) VRAGENLIJSTEN INGEVULD MET DAARIN VRAGEN OVER DE PIJN EN/OF
ANDERE KLACHTEN DIE MET DE PIJN TE MAKEN HEBBEN?
 Ja
 Nee
 Weet ik niet (meer)
Indien ja:
Hieronder staat een aantal onderwerpen van dergelijke vragen in de pijnvragenlijsten.
Kruis aan welke vragen u herkent uit de vragenlijst die u heeft ingevuld
(meerdere antwoorden mogelijk)
 de ernst van de pijn (waarvoor u bijvoorbeeld een cijfer moest geven over de ernst van de pijn van 0
tot en met 10 of van 0 tot en met 100)
 de plaats waar u de pijn voelde op dat moment (bijvoorbeeld in de rug, nek of hoofd etc.)
 hoe de pijn aanvoelde (bijvoorbeeld stekende pijn, constant pijn, pijn aanvoelend als speldenprik
etc.)
 hoe lang u deze pijn al heeft (bijvoorbeeld hoeveel weken, maanden of jaren de pijn er al is)
 de invloed van uw pijn op uw dagelijkse bezigheden (bijvoorbeeld de gevolgen voor uw werk, hobby’s
of activiteiten met uw gezin of vrienden)
22. MIJN ARTS HEEFT DE RESULTATEN VAN DE VRAGENLIJST MET MIJ BESPROKEN
 Ja
 Ja, een beetje
 Nee, helemaal niet
Indien uw antwoord ja of ja, een beetje is
datgene wat besproken is was voor mij begrijpelijk
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
datgene wat besproken is was voor mij zinvol
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
BEHANDELRESULTAAT
ONDERSTAANDE VRAGEN GAAN OVER HET RESULTAAT VAN UW BEHANDELING(EN) MET BETREKKING TOT
UW PIJNKLACHT(EN) WAARVOOR U NU OF KORT GELEDEN ONDER BEHANDELING BENT (GEWEEST). MOCHT
UW BEHANDELING NOG NIET ZIJN AFGELOPEN PROBEER DAN DE VRAGEN TE BEANTWOORDEN ZOALS OP DIT
MOMENT VOOR U VAN TOEPASSING.
23. HET DOEL VAN MIJN BEHANDELING(EN) IS BEREIKT
 Helemaal mee eens
 Mee eens
 Een beetje mee oneens  Helemaal mee oneens
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24. HOE ZOU U HET (VOORLOPIG) RESULTAAT VAN UW BEHANDELING(EN) OMSCHRIJVEN?
 Uitstekend
 Goed
 Matig
 Geen verandering
 Iets slechter dan voor de behandeling
 Slecht
 Zeer slecht
25. IS UW BEHANDELING AFGELOPEN?
 Ja
 Nee

 Weet ik niet

ONDERSTAAND WORDT U GEVRAAGD OM EEN BEOORDELING TE GEVEN OVER HET ZORGTRAJECT DAT U TOT
NU TOE HEEFT DOORLOPEN IN DE PIJNKLINIEK. HET BETREFT HIER DE PERIODE VANAF DE AANMELDING BIJ
DE PIJNKLINIEK TOT EN MET DIT MOMENT OF AFRONDING VAN UW BEHANDELING.
26. ALS U HET HELE TRAJECT VAN ONDERZOEK(EN) EN BEHANDELING(EN) (MET BETREKKING TOT DE PIJNKLACHTEN WAARVOOR U NU ONDER BEHANDELING BENT OF KORT GELEDEN BENT GEWEEST) EEN CIJFER ZOU MOGEN GEVEN, WELK CIJFER ZOU U DAN GEVEN? HET CIJFER

0 BETEKENT ‘HEEL ERG SLECHTE PIJNZORG’ EN HET CIJFER 10 BETEKENT ‘UITSTEKENDE PIJNZORG’
u kunt een kruisje zetten in het rondje waarvan u vindt dat het cijfer past bij de pijnzorg die u
ontvangen heeft
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