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Introduction

The research described in this thesis was initiated to develop and evaluate the
Pain Education Program in cancer patients with chronic pain in a randomized
controlled clinical trial. The first phase of this work addresses the current practice
of pain treatment. In the second phase, the randomized study described in this
thesis was performed with the main aim to evaluate the effects of the Pain Edu-
cation Program. Much effort was put into the development of an outcome meas-
ure to evaluate the adequacy of pain treatment. The new approach was validated
and evaluated. Finally, the impact of patients’ pain cognitions, patients’ adher-
ence to pain medication, and the role of district nurses in the care of pain pa-
tients at home were evaluated. This summary presents the main results of this
work.

Summary of results

Chapter 1 gives an introduction to the scope of the dissertation. The rationale
for this work is given and the research questions are discussed. An overview of all
components influencing the effect of the Pain Education Program is presented.

Chapter 2 describes the current practice of pain treatment, which was evalu-
ated in 313 patients in the Netherlands Cancer Institute/Antoni van Leeuwenhoek
Hospital.

The practice of pain treatment was evaluated by means of Donabedian’s
structure-process-outcome framework. The practice of pain treatment was as-
sessed by: (1) structural resources, describing the setting in which pain treatment
is provided; (2) process components describing the clinical practice; and (3) out-
come measures referring to patients’ pain intensity, patients’ satisfaction, or
composite pain management index scores.

The results showed that, depending on the outcome measure used to evaluate
the adequacy of pain treatment, 31 - 60% of the cancer pain patients received
less than optimal pain treatment. When using patient satisfaction as the outcome
measure, results showed the lowest percentage of patients being treated inade-
quately, while according to “Cleeland’s Pain Management Index” and the “Am-
sterdam Pain Management Index,” 51% and 60% of the patients, respectively, re-
ceived less than optimal potency analgesics.

Results showed that almost all resources necessary for good clinical practice,
such as the availability of e.g., procedure manuals, analgesics, pain assessment
tools, and patient education materials were available in the hospital. Although
pain education and refresher courses for healthcare providers are scarce, struc-
tural resources were not the major cause of the suboptimal level of pain treat-
ment. Rather, the major cause were the process components. Only 36% of the
patients received strong opioids, and 23% of the patients received analgesics “as
needed.” Of the patients, 66% stated that they were (very) well informed about
pain and pain treatment, even though written pain information was given to only
16% of the patients. A pain physician was consulted by 32% of the patients. Pa-
tients’ pain knowledge was far from optimal (54.8 on a 0-100 scale). After
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discharge, the extent to which information about patients’ pain was provided by
hospital nurses to district nurses was also not optimal: only 36% of the nurses
were informed about patients’ pain. In addition, communication between the pa-
tient and the general practitioner was not very regular because most patients re-
ported that they had communicated with their general practitioner about 6
weeks previously.

Based on components relevant for pain treatment, it can be concluded that the
current treatment of pain provides only partial relief and is not adequate for a
substantial group of pain patients. These results emphasize that continuing ef-
forts are needed to improve the practice of pain treatment. To achieve this, a
commitment by the entre organization with more emphasis on proces compo-
nent related to pain are needed.

Chapter 3 presents the main aims of this work, namely the development and
evaluation of the Pain Education Program in cancer patients with chronic pain.
The Pain Education Program was tailored to the needs of the individual patient
and consisted of three elements: 1) educating patients about the basic principles
regarding pain and pain management; 2) instructing patients how to report their
pain in a pain diary; and 3) instructing patients how to communicate about pain
and how to contact the most appropriate healthcare provider. A multi-method
approach was used in which verbal instruction, written materials, an audiocas-
sette tape, and the use of a pain diary were combined to inform and instruct pa-
tients about pain and pain management.

Following pretesting, patients who did or did not need district nursing at home
were randomly assigned to a control or intervention group. Intervention group
patients received the Pain Education Program in the hospital, and at 3 and 7 days
postdischarge by telephone. Follow-up assessments were at 2, 4, and 8 weeks
postdischarge.

Results of the pretest showed that many patients lacked knowledge about pain
and pain management during the hospital stay. Consequently, a majority of pain
topics had to be discussed with the patient. The Pain Education Program proved
to be feasible: 75% of the patients had read the entire pain brochure, 56% had
listened to the audiocassette, and 86% of pain scores was completed in the pain
diary.

Results showed a significant increase in pain knowledge in patients who re-
ceived the Pain Education Program, and a significant decrease in pain intensity.
However, the pain-reducing effect of the Pain Education Program was primarily
found in patients not receiving district nursing rather than in patients with dis-
trict nursing.

Chapter 4 outlines a specific part of the Pain Education Program, namely the
use of a pain diary by patients at home. A group of 159 intervention patients
were instructed to record their pain on a numeric rating scale once every morn-
ing and once every evening for a period of 2 months in a paper-and-pencil pain
diary. The purpose of this study was to evaluate: (1) the association between pain
intensity scores obtained by the pain diary and those obtained by patient inter-
view; (2) the ability to recall past pain intensity; (3) the fluctuation of pain inten-
sity scores over time; and (4) the effects of the use of the pain diary.
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Results showed that even seriously ill patients were conscientious with filling in
the pain diary. When comparing pain scores obtained by patient interview with
scores obtained by the pain diary, results showed that Present Pain Intensity
scores, rather than Average Pain Intensity scores, should be used in both the clini-
cal and the home setting. Results also showed that patients’ recall accuracy de-
pended, in part, on the stability of the pain. Because the pain intensity scores
fluctuated greatly during the day and over a period of time, the use of a pain di-
ary was useful in the home setting. In 60% of the patients, completing the pain
scores helped them to cope with the pain.

Chapter 5 describes and compares the outcome measures, which are fre-
quently reported in the literature, to assess the adequacy of pain treatment. Be-
cause there are no known studies describing commonly used measures to simul-
taneously evaluate the adequacy of cancer pain treatment, the purpose of this
study was to compare measures which are frequently reported in the literature.
Adequacy of cancer pain treatment was evaluated by means of four different
types of outcome measures. The four types included three Pain Intensity Markers
based on patients’ pain intensity scores, a Pain Relief Scale, a Patient Satisfaction
Scale, and three Pain Management Indexes in which patients’ pain intensity is re-
lated to pain medication.

When evaluating the eight different outcome measures, results showed a wide
variation in the proportion of inadequately treated pain patients. Depending on
the outcome measure used, the percentage of inadequately treated patients
ranged from 16 - 91%. Based on this striking result, it can be concluded that the
choice of measure, rather than pain treatment itself, determined the proportion
of inadequacy. From this it can be concluded that studies that evaluate adequacy
of pain treatment should be interpreted with caution.

Chapter 6 describes the psychometric properties of a newly designed measure,
the Amsterdam Pain Management Index, compared with eight frequently used
outcome measures. The Amsterdam Pain Management Index was developed to
address some of the limitations of the frequently used outcome measures to
evaluate the adequacy of pain treatment. The Amsterdam Pain Management In-
dex compares patients’ Present Pain Intensity, Average Pain Intensity, and Worst
Pain Intensity with a composite score of analgesics used, while correcting for
what a patient considers as a tolerable level of pain. The frequently used meas-
ures included three Pain Intensity Markers based on patients’ pain intensity
scores, a Pain Relief Scale, a Patient Satisfaction Scale, and three Pain Manage-
ment Indexes consisting of relating patients’ pain medication with pain intensity.

Results showed that, except for Cleeland’s, Ward's, and Zelman's Pain Manage-
ment Index, the level of correspondence between the measures was very low to
moderate. The test of known-groups comparisons and equivalence between
groups indicated that the Amsterdam Pain Management Index showed the most
promising results. All five components were important in predicting the degree
of variance of the index. The Pain Intensity Markers and the Pain Relief Scale were
limited in discriminating between groups, while the Patient Satisfaction Scale
showed no differences between patient groups. Although Cleeland’s, Ward's,
and Zelman's Pain Management Index differed between patient groups, the dif-
ferences were not in the expected direction. The ability of the outcome measures
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