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Abstract

Title: Pain measurement and documentation in patients visiting the outpatient clinic of the
Department of Medical Oncology.

Background: Pain is common in patients with cancer but is underreported and undertreated
in one-third of patients with cancer-related pain. Because the treatment of cancer has shifted
more to the outpatient setting, it is important that health care professionals (HCPs) who

consult the patient pay attention to pain at the outpatient clinic.

Aim: The primary aim was to examine how HCPs conduct pain measurement and
documentation in patients with cancer at the outpatient clinic of the Department of Medical
Oncology. The secondary aim was to examine barriers and facilitators affecting HCPs in
using pain assessment instruments among patients with cancer at the outpatient clinic of the

Department of Medical Oncology.

Method: For this cross-sectional observational study, data was collected through a digital

survey. Analysis was performed using descriptive statistics and a Mann-Whitney test.

Results: Pain measurement is often or always executed by nurse practitioners (72%) or
oncologists (64%) during the consult (84%) and mostly reported in clinical notes (76%).
Barriers for using pain assessment instruments are not being motivated by management or
direct colleagues and the absence of reminders to use pain assessment instruments.
Facilitators are encouragement by direct colleagues, using pain assessment instruments
based on evidence and the presence of someone who actively takes charge in working with
such instruments. We could not detect any differences in barriers and facilitators in hospitals

that do (not) perform pain measurement was determined.

Conclusion: Pain assessment in patients with cancer visiting the outpatient clinic of the
Department of Medical Oncology is mostly performed in the traditional way by the HCP

asking the patient about pain and report this in clinical notes.

Recommendations: Investigate different (digital) ways to perform pain assessment and

explore patient’s experiences and expectations on discussing this topic during the consult.

Keywords: pain measurement, pain assessment, cancer, outpatient clinic
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Samenvatting

Titel: Pijnmeting en -registratie bij pati€énten op de polikliniek Medische Oncologie.

Achtergrond: Pijn is een veel voorkomend symptoom bij pati€nten met kanker en wordt te
weinig gerapporteerd en behandeld bij een derde van de patiénten met kanker gerelateerde
pijn. De behandeling van kanker vindt steeds meer plaats op de polikliniek en daarom is het

belangrijk om als zorgverlener aandacht te hebben voor pijn bij patiénten op de polikliniek.

Doel: Het primaire doel is het onderzoeken hoe pijnmeting en registratie uitgevoerd wordt bij
patiénten met kanker op de polikliniek Medische Oncologie. Het secundaire doel is het
onderzoeken welke belemmerende en bevorderende factoren van invioed zijn op het gebruik
van pijnscreeningsinstrumenten bij pati€nten met kanker op de polikliniek Medische

Oncologie.

Methode: In dit cross-sectionele onderzoek is data verzameld met een digitale vragenlijst.

Data is geanalyseerd met behulp van beschrijvende statistiek en een Mann-Whitney test.

Resultaten: Pijnmeting wordt meestal verricht door een verpleegkundig specialist (72%) of
oncoloog (64%) tijdens het consult (84%) en genoteerd in decursus (76%). Belemmerende
factoren in het gebruik van pijnscreeningsinstrumenten zijn: geen motivatie door directe
collega’s of management en niet worden herinnerd aan het gebruik van
pijnscreeningsinstrumenten. Bevorderende factoren zijn: aanmoediging door directe
collega’s, gebruik maken van een pijnscreeningsinstrument dat ontwikkeld is op basis van
wetenschappelijk bewijs en de aanwezigheid van iemand die actief de leiding neemt in het
gebruik van pijnscreeningsinstrumenten. Er is geen verschil vastgesteld in bevorderende en

belemmerende factoren tussen ziekenhuizen die (geen) structurele pijnmeting uitvoeren.

Conclusie: Pijnmeting bij patiénten met kanker op de polikliniek Medische Oncologie wordt
meestal uitgevoerd op de traditionele manier: de zorgverlener vraagt naar pijn bij de patiént

tijdens het consult en noteert dit in decursus.

Aanbevelingen: Het onderzoeken van verschillende (digitale) manieren om een pijnmeting af
te nemen en exploreren van de ervaringen en verwachtingen van patiénten omtrent de

bespreking van dit onderwerp tijdens een consult.

Trefwoorden: pijnmeting, pijnbeoordeling, kanker, polikliniek

3
L.A. van der Touw Pain Assessment at the Outpatient Clinic June 17, 2020



Introduction

Worldwide the incidence of cancer was estimated over 18 million cases in 2018*. With an
estimate of 9,5 million deaths in 2018, cancer is in the top 10 causes of death2. Pain is a
very common symptom in patients with cancer and reported by more than 50% of patients
after curative treatment or during anticancer treatment®. Cancer-related pain is mostly a
chronic pain and can be caused by the treatment or tumor*. Pain is defined as an unpleasant

sensory and emotional experience associated with actual or potential tissue damage®.

Approximately one third of patients with cancer-related pain are undertreated®. Patients are
reluctant to report pain to their health care professionals (HCPs) and have misconceptions
about analgesics’. Some patients have fear of adverse effects of opioid analgesics and
therefore prefer a level of pain over increasing doses of opioids®. Initial and continuous pain

assessment is an essential aspect of cancer care®.

According to the Dutch guideline Diagnostics and Treatment of Pain in Cancer Patients, pain
should be assessed and documented once a day when patients visit the outpatient clinic®.
Pain measurement and documentation is only conducted on the day patients visit the
outpatient clinic. Because the treatment of cancer has shifted more and more to the
outpatient setting, it is important that HCPs who consult the patient pay attention to cancer-
related pain at the outpatient clinic'!. The study of Te Boveldt et al (2015) showed that pain
(or its absence) was only documented in 23.2% of the patients visiting the outpatient clinic in

the Netherlands?2.

Assessing pain by patients’ self-report is essential, because pain is a subjective experience
and estimates of pain by HCPs are often discordant3. Reporting the pain by the patient
himself, is the most reliable indicator of the pain. Different instruments can be used to assess
pain in adult patients. Widely used reliable and validated instruments are the Visual
Analogue Scale (VAS), Verbal Rating Scale (VRS) and Numeric Rating Scale (NRS)*.

In the Netherlands, the quality of healthcare in hospitals is monitored by the Dutch Health
and Youth Care Inspectorate (IGJ). To determine which aspects require attention, the IGJ
publishes a set of quality indicators every year®®. In the Netherlands, all hospitals are
obligated to provide insight in their data concerning these quality indicators. In 2018 the
quality indicator Pain measurement was adapted by the 1GJ*. This quality indicator includes
pain measurement and documentation in patients with cancer visiting the Department of
Medical Oncology at the outpatient clinic. The quality indicator is owned by pain nurses in the

Netherlands?S.
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Designing the quality indicator Pain measurement yielded various critical responses?’.
Different professional associations stated that pain measurement in patients visiting
outpatient clinics was not useful, would disturb the consults and increase the administrative
load during the consults!’. Hospital data of 2018 showed that only 40% of the hospitals gave

insight in their data according to the quality indicator Pain measurement?8,

The study of Oldenmenger et al. (2016) found that structural pain measurement and
documentation at the outpatient clinic could lead to a 30% decrease in patients with
moderate-severe pain*®. Considering the undertreatment of cancer-related pain, the available
measurement instruments and the quality indicators stated by the 1GJ, pain is an important
topic in the care for patients with cancer visiting the outpatient clinic. Therefore, it is important
to gain insight in the way HCPs conduct pain measurement and document findings at the
outpatient clinic and which barriers and facilitators affect the use of reliable and validated

instruments in order to improve the quality of care for patients with cancer.

Aim
The primary aim was to examine how health care professionals conduct pain measurement

and documentation in patients with cancer at the outpatient clinic of the Department of

Medical Oncology.

The secondary aim was to examine which barriers and facilitators affect health care
professionals in using pain assessment instruments among patients with cancer at the

outpatient clinic of the Department of Medical Oncology.

Method

Design

A cross-sectional observational study was conducted?’-2%, This design was executed to get
insight in the current practice regarding pain measurement and documentation of different
hospitals. The report of the findings was based on the Strengthening of the Reporting of

Observational Studies in Epidemiology (STROBE) guidelines?2.
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Population, domain and sample

The research population consisted of HCPs working at the outpatient clinic of the
Department of Medical Oncology and HCPs specialized in pain management. HCPs working
at the outpatient clinic of the Department of Medical Oncology usually are (specialized)
nurses, nurse practitioners or oncologists. Inclusion criteria for participating in this study
included HCPs working at the outpatient clinic of the Department of Medical Oncology or the
outpatient clinic for patients with pain. Participants must be able to read and write Dutch
fluently. It was preferred to receive data from all the hospitals in the Netherlands providing
care for patients with cancer at the outpatient clinic to gain maximum variation and a
representation of the research population?. Therefore, a convenience sampling was

conducted.

Ethical issues

This study was conducted according to the principles of the Declaration of HelsinkiZ.
Handling and storage of personal data were in accordance with the Dutch Personal Data
Protection Act?*. In this study, no behaviour was dictated and participants were not subject of
a treatment?®. The study proposal was submitted and authorized by the medical research

ethics committee. Digital informed consent was obtained before data was collected.

Procedures

Data was collected from February 14™ through April 27", 2020. The digital survey was
distributed via various channels. The survey was published on the website of the Dutch
Oncology Nursing Society and published in the newsletter of the Dutch Pain Nurses Society.
Hospitals were contacted by phone for e-mail addresses to distribute the digital survey at the

outpatient clinics. Also, the survey was shared on Facebook and LinkedIn.

Data collection

Data collection occurred through a digital survey using the program LimeSurvey?®. The digital
survey consisted of a total of 59 questions: 16 multiple choice questions, 33 Likert-type
questions and 10 open-ended questions®. Depending on the answers given by the
participant, some questions did or did not emerge because they were or were not relevant
according to the previous given response. Hereby, more in-depth responses were generated.
Questions were subdivided in sample characteristics, conducting pain measurement and

documentation and barriers and facilitators of pain measurement and documentation.
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The digital survey was pilot tested among nine nurses and nurse practitioners to test the
feasibility and to support refinements of the survey?°. After pilot testing the digital survey,
some questions were deleted, and some questions were reformulated. Face validity was
established by experts in pain measurement and documentation. The primary aim of this
study corresponded with the section on conducting pain measurement and documentation.
This was measured through a 4-points Likert-type question consisting of the answer options
never, sometimes, frequently and always. In addition, some open-ended guestions were
used to gain more detailed information on the way HCPs conduct pain measurement and
documentation. The secondary aim of this study corresponded with the section on barriers
and facilitators of pain measurement and documentation. The barriers and facilitators were
measured through 5-points Likert-type questions (very obstructive, somewhat obstructive,
neither obstructive nor promoting, slightly promoting, very promoting) stating facilitators and
barriers of the use of measurement instruments based on literature and focus groups?’. Face
validity was obtained by five experts in quality indicators or measurement instruments. This
part of the digital survey was pilot tested and used in research by Cusveller and van Hell?7-?8,
The digital survey of Cusveller and van Hell is suitable for this study because this study
aimed to examine barriers and facilitators affecting HCPs in using pain assessment
instruments?’. Cusveller and van Hell used the digital survey only in nurses?. In this study
the digital survey was distributed among different HCPs working at the outpatient clinic.
Therefore, the terms ‘as nurse” were changed to ‘as health-care professional’ in the survey.
In addition, the digital survey of Cusveller and van Hell is focused on the general use of
measurement instruments and therefore the term ‘measurement instruments’ is always
projected as plural. This study only investigates the use of a pain measurement instrument.
For this reason, the plural form of the term ‘measurement instruments’ is changed in the

singular form ‘pain measurement instrument’.

Data analysis

Data analysis was performed using the Statistical Package for the Social Science (SPSS)
version 262°. The sample characteristics are presented in a frequency table consisting of
categorical data®. The analysis regarding the primary aim was based on complete case
analysis of the first section?’. Questions in the first section needed to be answered before the
participant was able to continue the survey. Therefore, there was no missing data in this
section. An overview of the most frequent ways of conducting pain measurement and
documentation were described. Data was presented in a frequency table to represent the
variability and percentages were used to represent the central tendency?%3t. The answers of
the open-ended questions were categorized and approached as quantitative data, supportive

to the frequency tables.
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The analysis regarding the secondary aim was based on available case analysis of the
section about barriers and facilitators of pain measurement and documentation?. Questions
in this section were not obligated to be answered. This consideration was made because of
the length of the digital survey and therefore not being able to use data from the previous
section when a participant quits the survey in this section. The barriers and facilitators were
presented and described to give an overview of the most common barriers and facilitators. A
Mann-Whitney test was used to determine differences in barriers and facilitators between
hospitals conducting pain measurement and documentation and not conducting pain
measurement and documentation®. A p-value <0.05 was considered as statistically

significant.

Results

A total of twenty-eight HCPs submitted the digital survey, with a total response rate of 31.9%
of the hospitals in the Netherlands. In four cases, there were multiple responses of HCPs
working at the same hospital. Two HCPs did not meet the inclusion criteria, and were
therefore excluded. Of the 26 remaining responses, 3 HCPs aborted the survey after the
section on conducting pain measurement and documentation. In the section on barriers and
facilitators of pain measurement and documentation not all HCPs completed all questions,
resulting in 31 overall missing values (2.6%). HCPs were mostly 45 years or older (53.8%)
and working in a general hospital (73.1%). More than 50% of the HCPs were working as a

nurse practitioner. Only one man participated in this study (Table 1).

<l gggggggggggggg<<< Insert Table 1 here >>>>>>>>>>>5>5>>5>>5>>>>

Conducting pain measurement and documentation

Fifty-four percent of the HCPs stated that they measured pain in patients with cancer visiting
the outpatient clinic most of the time (always or often), 43% of the HCPs reported to do this
sometimes. Only one HCP (3%) answered that pain measurement is never executed in

patients with cancer visiting their outpatient clinic.

Pain measurement was mostly (often or always) performed by nurse practitioners (72%) and
oncologists (64%). In 56% of the cases, HCPs answered that the patient himself initiates the
topic pain often or always. In three cases (12%), the option ‘other’ was chosen. These HCPs
specified that pain was measured by a research nurse or, when the patient arrived at the

outpatient clinic, at the registration column (Table 2).
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This way of pain measurement, at the outpatient clinic before the consult, was performed in
20% (n=5) of the cases. In two of these cases, HCPs specified that pain measurement was
performed via the registration column as described earlier, the other three HCPs did not
specify their answer. Eighty-four percent of the HCPs stated that pain is often or always
measured during the consult (Table 2). In four cases (16%) pain measurement was often or
always performed when the patient is at home. Of these four HCPs, three specified that pain
measurement in this way was performed via a call from the HCP to the patient. The other
HCP did not provide any details of the execution of this way of pain measurement. HCPs
specified that if patients had pain, they asked additional questions or the anamnesis to get
complete insight in the patient’s pain. It was stated multiple times that pain measurement
was not always part of the conversation. When HCPs were asked for reasons to pay
attention to pain in patients with cancers visiting the outpatient clinic, it was stated frequently
that pain is a common symptom in patients with cancer and that pain affects the quality of

life.

In 24% of the cases, pain was never documented or only sometimes documented. Most of
the time (76%), the pain measurement is often or always documented in clinical notes. Only
in 36% of the cases, HCPs often or always used a specific checklist to report the patient’s
pain (Table 2). When a specific checklist was used, most HCPs (64%) used the NRS, 32%
used the VAS and 4% used the VRS to assess patient’s pain. Some HCPs (16%) answered
not to use an assessment instrument to measure patient’s pain. After pain measurement,
HCPs specified to assess the pain in detail and start or modify the pain treatment if

necessary.

<L« «gL<k<<< Insert Table 2 here >>>>>>>>>>>555>>>>>>

Barriers and facilitators in using pain assessment instruments

Individual characteristics

The majority of the HCPs were positive (87%) and motivated (87%) about working with pain
assessment instruments. The use of pain assessment instruments did not make them feel
losing autonomy on their work (87%) but in 60.8% of the cases, it gave them additional
control by using pain assessment instruments. Most HCPs (82.6%) agreed to have sufficient
time to use pain assessment instruments in their daily work. They did understand the
instruments (100%), were able to use it (95.6%) and were able to deploy interventions in

response of the outcome (100%).
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The majority of HCPs agreed that it is important to know what happens with the data
collected by the pain assessment instruments (91.3%). Also, most of them were able to
evaluate the patientcare by using pain assessment instrument (82.6%). On one topic the
responses were more divided. Over half of the HCPs (52.2%) disagreed on being able to

make their own choice of pain assessment instrument in relation to the patients’ situation.

Barriers and facilitators

Figure 1 presents facilitators in using pain assessment instruments by HCPs working at the
outpatient clinic of the Department of Medical Oncology. The three most frequent facilitators
were encouragement in the use of pain assessment instruments by direct colleagues
(83.3%), using a pain assessment instrument which is developed based on evidence (82.6%)
and the presence of someone who actively takes charge in working with pain assessment

instruments (80%).

<LLLLLLLL L L L L |nsert Figure 1 here >>>>>>>>>>>>>>5>55>>>>

Figure 2 presents barriers in using pain assessment instruments by HCPs working at the
outpatient clinic of the Department of Medical Oncology. The three most frequent barriers
were not being reminded to use a pain assessment instrument (58.8%) and no

encouragement by management (50%) or direct colleagues (42.9%).

<LLLLLLLL L L L« Insert Figure 2 here >>>>>>>>>>>>>5>5>5>>>>>

There were no statistically significant differences in barriers and facilitators between hospitals
that always or often execute pain measurement and hospitals that sometimes or never

execute pain measurement.

Discussion

This study examined how health care professionals conduct pain measurement and
documentation in patients with cancer visiting the outpatient clinic of the Department of
Medical Oncology. Almost all HCPs performed pain measurement face-to-face during the
consult at the outpatient clinic. Pain measurement was mostly executed by a nurse
practitioner or oncologist. After measurement, three-quarter of the HCPs reported the pain
often or always in clinical notes and only one-third reported the pain often or always at the

specific checklist. When a specific checklist was used, two-third of the HCPs used the NRS.
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Additionally, the most common barriers were lack of motivation by management or direct co-
workers and not being alerted to use a pain assessment instrument. Using tools based on

evidence, encouragement from direct colleagues and a key user who takes the lead in using
pain assessment instruments were found to be strong facilitators. There were no differences
in barriers and facilitators in hospitals that do perform and do not perform pain measurement

and documentation.

Worldwide an increasing number of hospitals use electronic medical records and offer
patients the opportunity to access their records or to incorporate data from eHealth
applications in the electronic medical records®2-34, Despite the improved use of patient
portals, this study showed that HCPs hardly use these opportunities. Only a small
percentage of HCPs performed pain measurement through digital assessment and none
used a patient portal to assess patient’s pain. The use of patient portals could lead to higher
patient satisfaction, improved knowledge of the disease and care and improvement of
safety®®. Therefore, patient portals could also be used to improve patient’'s knowledge on (for

instance) misconceptions of adverse effects of opioids.

Data on the quality indicator Pain measurement of 2018 stated by the IGJ showed that less
than half of the hospitals delivered data of pain measurement and documentation in patients
with cancer visiting the outpatient clinic of the Department of Medical Oncology*®. Comparing
this data with the hospitals in this study, the majority of the hospitals improved the frequency
of pain measurement and documentation from zero to ten percent in 2018 to often in this
study. The hospitals that did not gave insight in their data concerning pain measurement and
documentation in 2018, improved to sometimes or often in this study. Although the
percentages of pain measurement and documentation in patients visiting the outpatient clinic
of the Department of Medical Oncology does not represent the quality of these pain
assessments, attention to pain and structural documentation could lead to a decrease in
moderate-severe pain®. Only in a few hospitals a decrease with reference to the data of
2018 was observed. The data of 2018 showed that these hospitals perform pain
measurement and documentation in almost 100% of the patients visiting the outpatient
clinic*®. This is not congruent with the results of this study, in which these hospitals stated to

perform pain measurement and documentation sometimes or often.

In this study, support by direct colleagues in using pain assessment instruments turned out to
be a strong facilitator and no encouragement by direct colleagues or management proved to
be a strong barrier. These findings were similar to the study of Kjellstrom et al (2017), which
stated that encouragement increases the work motivation of HCPs and therefore improves

the quality of care®.
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Not being reminded to use pain assessment instruments also was identified as a strong
barrier. This is congruent with the literature, which states that reminders are a successful
approach for increasing care measures®’. Therefore, encouragement and reminders should
be used to increase the motivation of HCPs in using pain assessment instruments and

improve the quality of care.

In order to appreciate the results of this study, some limitations need to be considered. The
first and most important limitation is the small sample size. Despite the use of different
channels to distribute the survey to reach participants who were difficult to identify, barely
one-third of all the hospitals in the Netherlands patrticipated in this study?°. Therefore, the
results must be interpreted with some caution and validity is a concern®. As a result of the
COVID-19 pandemic, the priority of HCPs was supporting the immediate care in hospitals
and not to participate in studies®. For this reason, it is possible that only HCPs with a
positive and supportive attitude towards pain measurement and documentation participated
in this study and sampling bias occurred“. Therefore, it is possible that the results of this
study are more positive than the actual clinical practice. A strength of this study was the use
of open-ended questions in the digital survey. By using open-ended questions, more in-depth
responses were generated and HCPs were given the opportunity to specify their answers.
Generating more in-depth responses by using open-ended questions provides the
researcher a more complete picture of the clinical practice?®. Another strength of this study
was the use of a validated questionnaire. The section of the digital survey on barriers and
facilitators in using pain assessment instruments was developed and used in previous
studies and face-validity was obtained?’-?8, Finally, there were less than three percent of
missing values in the section on barriers and facilitators of pain measurement and
documentation. Therefore, the representativeness of the already small sample size was not

affected*.

Based on the results of this study, it is recommended to investigate and implement the use of
patient portals in the outpatient setting. Patient portals in the outpatient setting could be used
to assess patient’s pain before the consult at the outpatient clinic and to improve patient’s
knowledge on their disease and/or the importance of discussing the topic pain. Future
research should also explore patient’s experiences and expectations on discussing the topic
cancer-related pain during the consult at the outpatient clinic. Another suggestion is to use
encouragement and reminders to motivate HCPs in using pain assessment instruments at
the outpatient clinic. This could be performed by a pop-up in the electronic medical record of
the patient during the consult or by discussing the importance of pain assessment with direct

colleagues or management.
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In conclusion, this study shows an improvement in pain measurement and documentation in
patients with cancer visiting the outpatient clinic of the Department of Medical Oncology. Pain
measurement and documentation is mostly performed in the traditional way by the HCP
asking the patient about pain and documenting in clinical notes. HCPs hardly use digital
methods, like patient portals to assess patient’s pain. Using patient portals for pain
assessment could further improve the quality of care for patients with cancer and decrease
the severity of pain. Encouragement and reminders positively contribute to use pain

assessment instrument by HCPs.
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Tables and figures

Table 1: Baseline characteristics

Variable N (%)
Age (years) <24 0 (0)
25-34 6 (23.1)
35-44 6 (23.1)
245 14 (53.8)
Gender Female 25 (96.2)
Current function  Nurse 0 (0)
Oncology nurse 5(19.2)
Nurse practitioner 14 (53.8)
Pain specialist 2(7.7)
Oncologist 3(11.5)
Other* 2(7.7)
Hospital University hospital 7 (26.9)
General hospital 19 (73.1)

*function of the participant was not included in the answer options and not specified
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Table 2: Ways to conduct pain measurement and documentation

Never Sometimes | Often Always
N (%) N (%) N (%) N (%)
Who Patient tells about pain 2 (8) 9 (36) 12 (48) 2 (8)
asked Outpatient assistant 21 (84) 2(8) 2 (8) 0 (0)
(Oncology) nurse 4 (16) 8 (32) 8 (32) 5 (20)
Nurse practitioner 4 (16) 3(12) 11 (44) 7 (28)
Oncologist 2 (8) 7 (28) 11 (44) 5 (20)
Other* 22 (88) 0 (0) 0 (0) 3(12)
When At home 10 (40) 11 (44) 2 (8) 2 (8)
asked At the outpatient clinic 14 (56) 6 (24) 0 (0) 5 (20)
During the consult 1) 3(12) 12 (48) 9 (36)
Other** 21 (84) 4 (16) 0 (0) 0 (0)
Where Pain is not registered 14 (56) 5 (20) 4 (16) 2 (8)
noted Clinical notes 1) 5 (20) 10 (40) 9 (36)
At a specific checklist 6 (24) 10 (40) 2 (8) 7 (28)
Other*** 24 (96) 14 0 (0) 0 (0)
*registration column, research nurse
**called by homecare, called by patient himself, at daycare
***noted during consult by phone (not specified where)
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Figure 1: Facilitators in using pain assessment instruments
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Figure 2: Barriers in using pain assessment instruments
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