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Abstract

This thesis focuses on some aspects of primary health care in Sweden before and after the
introduction of “pain advisers”: the district nurses’ opinions regarding their knowledge,
management and documentation of patients with chronic-pain conditions, the review of the
district nurses’ documentation of these patients and these patients’ opinions of the care and
their own well-being. Moreover, it focuses on patients’ satisfaction with the primary health
care given by the district nurses (not only patients with chronic-pain conditions). In order to
make a controlled study design for the four studies with the focus on chronic-pain conditions,
a study area (SA, 5 PHCCs = primary-health-care centres) and a control area (CA, 7 PHCCs)
were selected within the South-western Health-care Region in Stockholm.

In the first study, before starting the education and introduction of the “pain advisers” in
the SA, all 72 district nurses at the 12 PHCCs included were asked to fill in a questionnaire.
The questionnaire was answered by 70 (97%) of the district nurses. The results showed that
85% of the district nurses met patients with chronic pain at least once a week and that no
PHCC had any written information or policy on pain control. Many district nurses (27-69%)
were dissatisfied with the present management of patients with chronic pain at their PHCCs,
their own knowledge of pain control and their own documentation. Furthermore, their
opinions regarding pain management varied depending on their satisfaction with their own
management of the patients’ pain problems.

In the second study, 32 (94%) district nurses in the SA answered a questionnaire before
and 36 (97%) after the introduction of the “pain advisers”. The corresponding figures for the
CA were 38 (100%) and 27 (75%), respectively. According to the district nurses, several
improvements were made after the training and introduction of five of them as “pain advisers”
in the SA: e.g. more district nurses reported that pain policies now existed at the PHCCs, and
they also reported an increased satisfaction with the routines regarding pain management at
their PHCCs and an increased, individual, pain assessment of the patients.

In the third study, the district nurses’ documentation of patients with chronic-pain
conditions was reviewed. A total of 144 (56 SA, 88 CA) patients’ records were reviewed
before and 104 (76 SA, 28 CA) after the introduction and support of “pain advisers”. At the
follow-up in 1998, a more detailed description of the chronic pain was found in the SA.

In the fourth study, a total of 84 (34 SA, 50 CA, answering rate 67%) patients answered
a study-specific questionnaire in 1996 and 60 (43 SA, 17 CA, answering rate 77%) patients in
1998. It revealed that the patients with chronic-pain conditions considered that the pain
influenced their well-being to a rather great extent. However, the patients felt confirmed at the
meeting with the district nurse, e.g. they felt believed, taken seriously and understood. The
advice and recommendations and/or information and education received were also found to be
of great value to these patients. After the introduction of “pain advisers” into the SA, the
patients reported less pain as a result of the advice and recommendations. The patients also
reported more knowledge with which to understand the pain as a result of the information and
education.

The fifth study investigated the patients’ satisfaction with the care given by the district
nurses at home and at the PHCCs (nhot only patients with chronic-pain conditions). In order to
collect the data, the questionnaire entitled “Quality of care from the patient’s perspective”
(QPP) was used and answered by 168 (62%) home-care (HC) patients and 264 (72%) out-
clinic (OC) patients. High satisfaction was in general reported although some areas were
identified as being in need of improvements. HC and OC patients with poor, self-rated,
physical health were identified as being likely to be dissatisfied with the care.

Keywords: district nurse, primary health care, chronic pain, educational program, pain
advisers, confirmation, patient satisfaction, well-being, pain assessment, pain management,

home care, outpatient clinic, nursing documentation.
ISBN 91-628-4762-7



Sammanfattning

Denna avhandling fokuserar pa vardaspekter fore och efter inférande av “smartombud” i
primarvarden: distriktsskoterskornas uppfattning om sin egen kunskap, omhéndertagande och
dokumentation avseende patienter med langvariga smarttillstind, granskning av distriktsskot-
erskornas dokumentation vad galler dessa patienter och patienternas uppfattning om varden
och sitt eget vélbefinnande relaterat till smarttillstandet. Patienters tillfredsstallelse med den
vard som de erhdllit av distriktsskoterskan har ocksd undersokts (ej enbart patienter med
ldngvariga smarttillstdnd). | syfte att skapa en kontrollerad studiedesign for de fyra
smirtstudierna, valdes ett studieomradde (5 vérdcentraler) och ett kontrollomrade (7
vardcentraler) ut i Sydvastra sjukvardsomradet i Stockholm.

I den forsta studien innan “smartombuden” introducerades i studieomradet ombads
samtliga distriktsskoterskor pa de 12 inkluderade vardcentralerna att besvara en enkéat. Den
besvarades av 70 (97%) distriktsskdterskor. Undersokningen visade att 85% av distrikts-
skoterskorna traffade patienter med langvarig smérta minst en gang i veckan. Inte vid nagon
vardcentral fanns skriftlig information eller policy som stéd for omhandertagandet av
patienterna. Maénga distriktsskoterskor (27-69%) var missndjda med det nuvarande
omhandertagandet av patienterna vid vardcentralen, sin egen kunskap om smarthantering, sin
egen handlingsberedskap for att mdéta dessa patienter, egen uppféljning av patienternas
smértproblematik och egen dokumentation. Studien visade ocksd att distriktsskéterskornas
asikter avseende smarthantering varierade beroende pa egen tillfredsstallelse med
omhandertagandet av dessa patienter.

I den andra studien, besvarade 32 (94%) distriktsskoterskor i studieomréadet en enkét
fore inforandet av smartombud och 36 (97%) efter. Motsvarande siffror i kontrollomradet var
38 (100%) och 27 (75%). Uppfdljningen efter introduktionen av ‘“smartombuden” i
studieomradet, visade pa ett flertal forbattringar t ex en storre andel distriktsskéterskor anség
att de hade smartpolicy pa respektive vardcentral, en okad tillfredsstallelse med rutinerna
avseende smarthantering pa vardcentralen samt en Okad individuell smartbedémning av
patienterna.

I den tredje studien granskades totalt 144 (56 i studieomradet, 88 i kontrollomradet)
patientjournaler fore och 104 (76 i studieomradet, 28 i kontrollomradet) efter inforande av
“smartombuden”. Vid uppféljningen 1998 beskrev distriktsskoterskorna patienternas
smarttillstdnd mer i detalj i journalerna.

I den fjarde studien 1996 erhdll totalt 84 patienter med langvariga smarttillstand (34
SA, 50 CA, svarsfrekvens 67%) och 60 patienter 1998 (43 SA, 17 CA, svarsfrekvens 77%) en
enkat inriktad pa smarta. Studien visade att patienterna ansdg att sméartan till ganska stor del
paverkade vélbefinnandet. Patienterna upplevde sig bekraftade i motet med distrikts-
skoterskorna t ex upplevde sig trodda, tagna pa allvar och forstadda. Rad och rekommen-
dationer och/eller information och undervisning visade sig vara vardefulla for patienterna.
Uppfoljningen efter inférandet av “smartombuden” i SA visade att patienterna rapporterade
mindre smérta som ett resultat av rdd och rekommendationer. Patienterna rapporterade ocksa
mer kunskap for att forstd smartan som ett resultat av information och undervisning.

I den femte studien undersoktes patienters tillfredsstallelse med den vard de erhallit av
distriktsskoterskan, dels pa mottagningen, dels i hemmet (ej enbart patienter med langvariga
smarttillstand). Frageformularet “Kvalitet ur Patientens Perspektiv” (KUPP) anvandes for att
samla in data. Enkéten besvarades av 168 (62%) patienter som besokts av distriktsskéterskan
i hemmet och 264 (72%) patienter som besokt distriktsskoterskan pa mottagningen.
Patienterna rapporterade generellt hog tillfredsstallelse, med varden, dock identifierades nagra
for-battringsomraden.  Patienter som rapporterade ett daligt fysiskt halsotillstand
identifierades som sannolika att vara mer missnojda med vérden.
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Abbreviations

PHCC Primary-health-care centre

VIPS Well-being, Integrity, Prevention, Safety
(a nursing-documentation model)

SA Study area

CA Control area

HC Home care

ocC Outpatient clinic

QPP Quality of care from the patients’ perspective



Background of the study

The role of the district nurse

The district nurses are well integrated and well known in the Swedish primary-health-care
system (1). During the last decade, this system has been exposed to increased demands (2, 3).
It has been decided that it should be the first line of the health care and that it should be
organised in such a way that it decreases people’s need for hospital care (2). The numbers of
beds at the hospitals have been reduced (4) and patients are often cared for for shorter periods
of time at the hospitals today. Another reason for the increased demands on the primary-
health-care system is the changing demographic pattern, i.e. the increasing proportion of
elderly persons in society (4). This category of persons is often met by the district nurses (5-
7). Although elderly people’s health and functional ability have improved, the medical
developments may result in the elderly living longer with chronic illnesses (4, 8).

The work of the district nurses is guided by the Health and Medical Services Act (9).
The overall goal, according to this Act, is promoting health on equal conditions for the whole
population. Furthermore, it stipulates that the care and treatment of the patients should be
available, safe, appropriate, of high quality, based on thoughtfulness and respect for the
patients’ autonomy and integrity and, as far as possible, be planned and performed in co-
operation with the patient. The patient should also be informed about his or her health care
and about the available methods of treatment. According to the Swedish General Advisory on
Nursing, the aim of the nursing care is “to strengthen health, prevent sickness and illness,
restore and retain health seen from the patients’ individual possibilities and needs, diminish
suffering and give the possibility of a death in dignity™ (10, p. 151). Furthermore, nursing care
includes relieving pain and other discomfort (10).

The district nurse’s main responsibility is to prevent illnesses in the population and to
plan, give and evaluate the nursing care of children, adults and the elderly. The district nurse
also examines, treats, informs and educates the patients, both independently and in co-
operation with others in the health-care team (11).

In the South-western Health-care Region in Stockholm, activities have been organised
and support provided to improve the care given by the district nurses. One aim of the
activities has also been to improve the nursing documentation. The VIPS nursing-
documentation model was introduced into the region in October 1995. A year later, another
project was initiated to meet the demands for further education from the district nurses and to
try to give a high quality of care for patients with chronic-pain conditions. This project
included the training of district nurses at some PHCCs to become so-called pain advisers.

Although the district nurses are important in the Swedish health-care system, their work
seems to have been relatively little investigated. This thesis focuses on the conditions at the
PHCCs in the South-western Health-care Region before and after the introduction of the pain
advisers: the district nurses’ opinions regarding their knowledge, management and
documentation of patients with chronic-pain conditions, the district nurses’ actual
documentation regarding this group of patients and the opinions of patients with chronic-pain
conditions of the care and their own well-being. Furthermore, it focuses on the patients’
satisfaction in general with the care given by the district nurses at home and at the primary-
health-care centres.

Pain - chronic pain

The concept and definition

It is important to improve pain management in order to achieve a high quality of care (12).
Pain is a complex, multidimensional phenomenon which requires a holistic approach (13, 14).
The International Association for the Study of Pain has presented the following definition:
“Pain is an unpleasant sensory and emotional experience associated with actual or potential

9



tissue damage or is described in terms of such damage” (15, p.217). Another definition is that
“pain is whatever the experiencing person says it is, existing whenever the experiencing
person says it does” (13, p. 26). In her book, McCaffery uses the following “working
definition” of chronic, non-malignant pain: “Pain that has lasted 3 months or longer, is
ongoing on a daily basis or recurs on a regular basis, is due to non-threatening causes, has not
responded to currently available treatment methods, and may continue for the remainder of
the patient’s life” (13, p. 198). Ferrell (16) states that chronic pain is pain with a duration of
more than 3 months. However, time limits of up to 6 months have been mentioned in the
literature (17). Another definition of chronic pain is pain which has lasted for longer than the
normal time for healing (17).

Chronic pain in the general population and in the elderly

Chronic-pain conditions are a common problem in the general population (17, 18). The results
of a postal survey among 1,009 persons aged 18-84 years in a Swedish county showed a
prevalence rate of 40% of pain which had lasted more than 6 months (18). Chronic-pain
problems were most common among individuals between 45 and 64 years of age (50%) and
less common in the group over 65 years of age (36%). Other studies have shown that
complaints of persistent pain may increase with age (19) and be common among the elderly
(20). American population studies have indicated that for individuals aged 60 or older, the
prevalence of pain is twice as great (25%), compared with younger adults (12%) (21). Among
the elderly in institutions, the prevalence of pain has been found to be as great as 71% (22).

Although inconsistent results are found regarding age differences in pain prevalence, it
has been found that a significant proportion of elderly people do experience pain problems
(14). In a study in which individuals aged 65 and older were interviewed, 86% reported some
kind of pain and 59% reported multiple pain problems. Joint pain was most common,
followed by leg and back pain (23). Joint pain was also found to be the most common pain
problem among elderly people receiving home-nursing services, where 75% of the responders
suffered from pain (24). An English survey of people aged 85 and older living at home
showed that 70% reported aches, pain or stiffness in muscles or joints (25).

Elderly people are also an age-group in which leg ulcers predominantly occur and the

majority are treated in the primary-health-care system (26). In measuring the quality of life in
chronic-leg-ulcer patients, high scores for pain were obtained, especially among men (27). In
another study, the health-care professionals reported pain in 47% of all the patients with
venous leg ulcers and that only 29% of these patients received pain relief (26). It has also
been found that 70% of those with advanced cancer have pain as a major symptom (17, 28).
In a study among the oldest old (77 and older), it was reported that total pain among women
decreased with age but among men there was an increase of severe pain with age (20).
Musculoskeletal pain was more common among old women than old men but for chest pain
and abdominal pain there were no differences (20). There are several chronic-pain conditions
that affect women more than men, e.g., rheumatoid arthritis, fibromyalgia, migraine headache
and multiple sclerosis (13).

Consequences of pain and chronic pain

In a sample of chronic-pain patients attending a pain clinic it was found that 85% of them
were never free from their pain (29). In a review article, it was reported that many elderly
people experience pain which may interfere with their normal functioning and that many of
them do not receive adequate pain management (14). Ferrell (30) developed a conceptual
model of the impact of pain on the quality of life in the domains of physical, psychological,
social and spiritual well-being (30). Pain was in one study found to influence the patients’
well-being more or less in all the above-mentioned domains (31). Other studies (32-35) have
also stated that chronic-pain conditions may lead to undesirable consequences, which may
affect the patients’ quality of life (16, 24, 32, 35). Chronic-pain conditions can be associated
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with depression (14, 24, 34, 35), sleep disturbances (24, 29, 34), fatigue (34), decreased
socialisation, impaired mobility (34, 35) and decreased satisfaction with life (24).

Several authors have tried to explore the understanding of the quality of life for persons
living with chronic pain (24, 35, 36). Three themes arose from the analysis in one study: the
anguish of living with the pain; the isolating retreats but also the new, comforting
engagements; and the hope for some relief (36). In one study, elderly patients with chronic
pain living in the community reported that the worst aspect of feeling pain was its impact on
the ability to perform activities (32).

Control and alleviation of chronic pain

For patients with chronic-pain conditions, pain management is a struggle for control (37). A
patient’s ability to control a situation is influenced by the available information and by pain-
controlling skills or actions (32, 37, 38). Walker et. al. found that one of the predictors of
negative moods among the elderly in the community was lack of information about their
painful condition (32). In a study among patients with chronic pain attending a pain clinic, it
was found that nearly half of them wanted to have more information about their condition and
pain treatment (29).

Patients have been found to regard the alleviation of the physical symptoms of disease,
such as pain, as an important task for the district nurses (39). The patients’ possibilities of
being confirmed at the meeting with the nurse is regarded as a prerequisite for good care and
the patients’ self-esteem is affected if he or she is not believed, taken seriously or understood
(40, 41). Patients with chronic-pain conditions living at home reported that the human support
given by the district nurses was the most important factor in coping with the pain (32).
However, although the patients regarded the “caring” aspects as most important, the nurses
were found to focus more on “curing” or relieving the pain with the help of drugs (32).
Factors such as understanding, sympathy, reassurance, confidence, the possibilities of talking
about the pain, social contacts, advice about available therapies, information and
encouragement were also found to be important to the patients (32). Other studies have also
found that talking about what the pain means to the patient in chronic pain is crucial in
helping them (35, 36). However, even though the nurses have a responsibility to listen to the
patients, if they want to speak, they also have to respect those who do not wish to speak (36).
This may be a strategy for some patients for continuing with their lives (36).

It is important that the nurse should respond to patients in pain with sensitivity, non-
judgemental listening and openness (12). In two studies aimed at investigating what it meant
to people to experience chronic pain, it was found that it was crucial for many of them that
others should do believe that the pain existed (35, 36) as was the presence of hope of relief
(36). Struggling for relief from pain was also a theme which arose in the analysis of data
obtained from interviews with nurses and physicians regarding their experiences of men
living with chronic pain (41). Confirmation in the meeting with the patient were also found to
be of utmost importance in this study. According to the interviewed nurses and physicians,
the men dared to disclose their pain experience more honestly when they felt confirmed.
Furthermore, according to Gustavsson, confirmation “strengthens persons’ positive self-
assessment” (42, p 10).

Some studies have investigated the patients” own pain-controlling strategies (pain-
reducing drugs not included) (31-33, 35). Examples of such strategies are exercise, heat and
topical applications, dressings, massage and physiotherapy (32). The most commonly used
psychological therapies are relaxation and distraction (i.e. activities that need concentration,
listening to music, humour or company) (33). In one study, it was found that relaxation gave
some patients more control over their chronic pain while others were not confident that
relaxation would help (35). Furthermore, it is suggested that transcutaneous electrical nerve
stimulation (TENS), acupuncture or therapeutic touch can be used for pain alleviation (33).
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Nurses can learn from patients with chronic-pain conditions how to provide the nursing care
(36).

Factors influencing pain management

Knowledge itself among nurses is not enough to guarantee improvement in patient care.
However, it is the first step (43). Several authors have pointed out the important role that
nurses have regarding pain management (30, 43-48). Some studies have also identified
strategies and advices regarding the pain management to be used by the nurses (16, 32, 37,
49-51). Despite this, lack of knowledge regarding pain management has been found among
students (45), in a sample of a nursing faculty (52), in hospital nurses (45, 48, 53-57) and in
home-care nurses (12, 31).

Knowledge deficits among nurses have been found regarding pain assessment, (45, 53)
and pharmacological pain treatment (12, 43, 45, 53, 58-60). One common problem which may
also be caused by lack of knowledge is when the patient’s chronic-pain condition is treated as
if it were acute (35, 53). According to the patients in one study, it was common for their
chronic pain not to be believed by the health-care professionals (35). Furthermore, they felt a
lack of understanding and interest, and their chronic pain was not taken seriously (35).

In several studies, nurses themselves have been asked to rate barriers of importance in
order to obtain optimal pain management for their patients. The following ratings have been
found to be common: patients’ reluctance to report pain, inadequate assessment of pain and
pain relief, inadequate staff knowledge of pain management and patients’ reluctance to take
opiates (53, 54, 58, 61). In a review article, three reasons for inadequate pain management in
elderly people were found: lack of proper pain assessment, potential risks of pharmacotherapy
in the elderly and misconceptions regarding both the efficacy of non-pharmacological pain-
management strategies and the attitudes of the elderly towards such treatment (14).

Even though the knowledge of pain management seems to have improved among
hospital nurses, knowledge deficits continue (43, 60, 61). Nurses have also admitted feeling
inadequate in managing pain relief for patients (45, 46). In a home-care setting it was found
that the nurses needed education, support and also further continuing education (12, 31).
McCaffery stated in reviewing the literature both in 1990 and in 1997 that, although progress
had been made, there was still much to be done to improve nurses’ pain management (43, 46).

Educational programmes to improve pain management

In 1996 O’Brien stated that research among nurses is needed in order to fully understand the
effect of pain education and experience on practice (61). In order to try to improve the nurses’
pain-management practice, home-care nurses working with cancer patients were offered an
educational programme on one day a week for 6 weeks to become “pain management
consultants” (62). The education included increased understanding of pain assessment, the
importance of documentation, drugs and non-pharmacological methods. Data were collected
from the nurses by a questionnaire but also from patient records before and after the
educational programme. The authors concluded that no statistically significant increase of the
nurses’ knowledge was found, although the nurses reported feelings of improvement. In
general, the cancer-pain management was infrequently documented and did not improve until
6 months after the education. The authors concluded that the pain-management programmes
had made a difference, even though it was slow to occur (62).

In two other studies intended to evaluate educational programmes, the 5-day-long
“Pain-resource nurse-training program” (63) and a 3-hour-long “Pain-monitoring program for
nurses” (57), more knowledge was found regarding pain assessment. Finally, in a study
among oncology nurses intended to evaluate the effect of a “Continuing education program”
by extracting pain assessments from records, no significant differences in the documentation
were found (64). However, the follow-up evaluation was performed after only two months.
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None of the above-mentioned studies used a study design with both an intervention and a
control group and they mainly focused on nurses’ working with cancer patients.

In the study by O’Brien, predictors of pain knowledge for nurses were found to be the
number of patients with cancer cared for in the last six months, the level of education among
the nurses, the hours of pain-management education in the past five years, and willingness to
attend a pain-management class (61). In another recently performed study, it was found that
age and also additional pain courses were predictors of pain knowledge (57). Dalton found
that older nurses and more years of experience were associated with more frequently
performed, pain assessments (65). However, in a literature review, Sullivan found no
evidence that the age of the nurses, educational preparation, years of experience and/or
clinical subspecialty had any effect on the frequency of pain assessments (48).

Assessment of pain

Even though several authors have stated that thorough pain assessments are essential for good
pain management (14, 33, 47, 50, 66, 67), few district nurses perform this (32). In assessing
the pain, multidimensional approach is required (16, 35). An essential starting-point for the
pain assessment is the patient’s own pain reports (33, 36, 43, 48). Furthermore, pain
assessment should include knowledge of physical health, cognitive functions and the
outcome, which may be measured with assessment instruments (33). The visual analogue
scale (VAS) is a common measuring instrument used to assess the intensity of the pain or the
results of pain-management strategies (34). The VAS is a 10-cm line, on which the patient
marks his or her pain (0 = “No pain” and 10 = “Worst possible pain”). However, if district
nurses wish to help the patient, they also need to assess factors such as past regrets,
occupation, the presence of other stressful problems and how well informed the patient feels
about the painful condition (32). The patients’ personal strategies for relieving their pain, as
well as their “hopes and dreams for living”, should also be assessed and recorded in the plans
of care (36, p. 1247). Furthermore, it is necessary to consider factors such as personality, age,
previous experiences and culture when evaluating the results of the pain assessment (68) and
other well-known consequences of pain for the patients’ well-being (31). It is recommended
that nurses who meet elderly patients routinely should assess them for the presence of chronic
pain (69, 70).

It is important to be aware of attitudes and beliefs among the health-care personnel that
may influence the pain assessment. Closs, for instance, claims that perception of pain has long
been assumed to diminish with ageing, although there is no clear evidence of this (33). She
concludes that it should not be assumed that elderly people experience less pain than younger,
unless research evidence is produced (33). In a review article, it was also stated that
insufficient data are available to determine whether chronic-pain problems have a greater
negative impact on the well-being of the elderly, compared with the younger patients (71).
Lately, in another review article, some evidence was found that elderly patients, compared
with younger ones with chronic pain, rate lower scores on the sensory dimension of pain, but
there is little evidence of whether depression and anxiety are different across the age-groups
(14). According to several authors, pain is definitely not a normal consequence of the ageing
process (14, 66, 69-72).

It has been found that nurses spend little time in assessing the effect of pain on quality-
of-life factors, such as sleeping, eating, working and activity (65). Research findings have
also shown inconsistencies in nurses’ ratings and patients’ ratings of pain (48). For example,
it has been found that the district nurses underestimate the patients’ levels of greatest pain and
overestimate their levels of least pain (32). Furthermore, even though the most reliable
indicator of pain is the patient’s self-report (43, 48) this was understood by only less than one
half of the surveyed nurses in a study (43). In another study, 44% of the nurses thought that
the estimation of pain by a physician or a nurse was more valid than the patient’s self-report
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(53). Furthermore, it was found that the nurses believed that 22% of the patients over-reported
pain (58).

There may also be factors among the patients which can lead to inadequate pain control.
For example, many elderly patients may not report pain because they do not want to bother
anyone (16, 22, 66) or do not want to be labelled as “bad patients” (72). Even though they are
willing to talk about their pain, they may avoid this in order not to “take up” the
professionals’ time (72). Elderly people may not request pain relief, which means that the
older generation may suffer more in silence than younger people do (33, 66). Another
problem which may lead to inadequate pain relief for patients may be that the nurses expect
the patients to ask for pain relief if they need it, but, on the other hand, the patients expect the
nurse to know when they are in pain and need pain relief (73). Furthermore, in some cultures
it is socially unacceptable to complain about pain (12). Pain management could be improved
if nurses assessed the elderly patients’ beliefs regarding themselves and their attitudes to the
ageing process (72).

Finally, it has to be noted that pain management is a multidisciplinary responsibility.
Nurses alone cannot achieve optimal pain management. As nurses become better educated
and more conscious of pain issues, insights must be shared with the health-care team (48).

Nursing documentation

The district nurse is obliged by the law to document essential information about the patient
and the care in the patient’s record (74). This is important for several reasons; to deliver good
and safe care (10), to create a tool for the everyday clinical work, for the continuity of the
care, as a source of information for the patients and their relatives, for supervision and
control, and as a source for nursing research (75).

The nursing process is a goal-oriented, systematic, problem-solving model (76) which
can be used in education, clinical practice and research (77) and as a support for the nursing
documentation (68). It is suggested in the Swedish General Advisory on Nursing that this
systematic approach should be used in the nursing documentation (10). Although the nursing
process has been criticised (78, 79) it has been suggested that the model can be used to assess,
treat and follow-up chronic-pain conditions in patients (12, 13, 80, 81). The nursing process
must, however, be guided and supported by professional knowledge and skills (82).

The VIPS nursing-documentation model is based on the nursing process and the four
key concepts of well-being, integrity, prevention and safety (68). These four concepts may be
seen as indicators of the outcome of the health-care service (83). A suggested quality goal for
the nursing documentation is a “nursing documentation which can be retrospectively
monitored, is available for each patient, designed to meet the conditions for safe and
satisfactory individualised care, and characterised by optimal continuity” (84, p. 123).

In a study recently performed in the South-western Health-care Region, it was shown
that the majority of the district nurses regarded their own knowledge of nursing
documentation as insufficient (85). The lack of a model for the nursing documentation was
found in this study to be the greatest problem, followed by lack of time (85).

Nursing documentation regarding patients with chronic-pain conditions

Independently of the cause of the pain, pain management also includes accurate nursing
documentation in the patients’ records (47, 86). In one study, it was confirmed that the
patients’ individual strategies to obtain relief for their pain and their hopes and dreams for
living should be recorded in the care plan (36). In a review of the records in a hospital setting,
it was found that 76% of the records lacked documentation of the use of a patient-self-rating
tool by nurses to assess pain, despite a high reported use (76%) of such a tool (54).
Furthermore, it was found that 90% of the records had no documentation of the use of non-
pharmacological interventions to relieve pain (54).
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After an educational programme in nursing documentation, improvements were found
regarding the nurse’s documentation of pain-intensity ratings, location of pain, number of
sites of pain, presence of confusions, anxious or depressed moods, sleep, vomiting,
constipation and general activity (62). However, according to McCaffery, the nurses may
record what the patient says, although they do not necessarily feel obliged to act upon it (43).
In a study performed in a home-care setting, it was stated that research was needed regarding
nurses’ pain documentation as an integral part of the nursing process (12).

Patient satisfaction

The concept

Patient satisfaction is considered to be a multidimensional concept (87). The meaning of the
concept differs according to (a) “the epoch and culture or the society to which reference is
being made”, (b) “the intended level, for example the individual, organisational or social
level”, and (c) “who defines the concepts, for example the patients, the relatives or the staff”
(87). Mahon found in a recent review of the literature that there was no common definition of
the concept of “patient satisfaction” (88). However, Mahon states that it is a subjective
measure and represents perceived needs, expectations and experiences of care (88). The
patient satisfaction has also been described as the degree of relationship between a patient’s
expectations of the nursing care and his or her perception of the care received (89). Another
model suggests looking at the relationship between the subjective importance of the care and
the perceived reality (90).

Reasons for measuring patient satisfaction

Patient satisfaction has become an important indicator of the quality of care (91-94). Patient
satisfaction, or dissatisfaction, is the patient’s view of the quality of the care and can
contribute to the evaluation of the outcome, process and structure of the health-care service
(95). It has also been stated that only when the patient is satisfied can the health care be
considered to be of high quality (96) and to have achieved its goal (93).

Satisfied patients seem to be more willing to follow treatment regimes and to return to
the same provider when they need care in the future (88, 92, 93, 95, 97). For the patients, it
may also be important to know that their opinions count (5). In a democratic society, the
patients must have the right to give their opinions about factors that influence them (93). They
also seem to be the best judges of some aspects of care, e.g., interpersonal relations (93).
Furthermore, the investigation of patient satisfaction is an opportunity for nurses to learn from
the patients and to improve the nursing care (98).

Measuring patient satisfaction
As Mahon (88) concluded, it is important to determine what patients regard as important and
what they expect from the nursing care, before attempting to measure their satisfaction with
it. It may also be important to discuss with patients what they can expect from the nurse (88).
Two commonly used methods of measuring patient satisfaction are questionnaires or
interviews (97). It is important to make clear the purpose of the investigation, as the choice of
method depends on that. Interviews have been said to be preferable (97), although there are
some negative issues to consider, e.g., they are more time-consuming and more costly, the
effect of the interviewer cannot be excluded and only a small sample can usually be reached
(99). The opposite is applicable to questionnaires. However, many patients cannot be given a
questionnaire because of medical and/or cognitive impairments or language difficulties (100).
Furthermore, to perform an investigation using a questionnaire may increase the number of
non-responders (99). If questionnaires are used, it is important to choose carefully the point in
time when the measurement is to be made and also to consider the wording of the items (97,
99).
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Factors of importance for patient satisfaction

Patient satisfaction with the quality of nursing care has been found to be the most important
predictor of the patients’ overall satisfaction with their hospital care (88, 91). Weiss found
that the patients’ satisfaction with the care they had received increased as they gained more
confidence in the community medical-care system (101). Age, sex, race, education and
income seemed not to be as important as confidence, meeting the same health-care
professional and being satisfied with life in general. Clearly and McNeil found when
reviewing the literature that the more individual care a patient received, the greater was the
level of satisfaction (91). Variables found to influence patient satisfaction are age (older
patients often more satisfied), sex (female patients often more satisfied) (95), perceived health
status (95, 102), physical function and social activities (102).

Factors influencing patient satisfaction with primary health care

In studies performed to measure the patients’ satisfaction with primary health care or home
health-care, the following dimensions have been found to be important: technical quality of
the care, communication, personal relationship between patient and provider, delivery of
services (103), organisation of work, clinical skills, approaches to care, images of the good
nurse (39), professional care, depth of relationship, perceived time spent with the primary-
health-care professionals (104), availability, continuity, knowledge/professionalism, personal
qualities, the relationship between the patient and the district nurse, participation and
responsibility (105). It has also been concluded that the district nurses’ technical competence
and management of time are important to the patients (39).

Summary

The district nurses are important, well known and integrated in the Swedish primary-health-
care system. To be able to deliver a high quality of nursing care, great competence is
necessary among the district nurses in a variety of areas. The management of chronic-pain
conditions among patients in need seems to be an area of great importance, as these
conditions may lead to undesirable consequences which may influence the patients’ well-
being. Chronic-pain conditions are common among the general population and among the
elderly, a category of patients often met by the district nurses. Patients have been found to
regard the alleviation of pain as an important task for the district nurses. However, pain
management is a multidisciplinary responsibility and nurses alone cannot achieve optimal
pain management. According to the literature, there seem to be many barriers against patients
obtaining adequate pain management. Although many authors have pointed out the important
role that nurses play in relieving pain, it has been found that one of the barriers to adequate
pain management is that nurses are often inadequately prepared in this area. The results of
several studies support the need for both basic and continuing pain-management education for
nurses. However, there also seems to be a lack of controlled intervention studies regarding the
possible effects of educational pain-management programmes among nurses, especially
among district nurses. It has been found that research among nurses is needed to fully
understand the effect of education and experience on practice. To obtain satisfactory pain
management, the nurses’ documentation is an important means. Several authors suggest that
the nursing process can be used to document the care and pain management for patients in
pain. Patient satisfaction, or dissatisfaction, is the patients’ view of the quality of care. To ask
for the patients’ opinions is important and they also have the right to give their opinions about
the care.

Aims
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General aims

The general aims of this thesis were to investigate some aspects of the district nurses’ work
with a focus on chronic-pain conditions and to investigate the patients’ satisfaction with the
primary health care.

Specific aims
To investigate the opinions of district nurses regarding their own knowledge, management
and documentation of patients with chronic-pain conditions (Study I).

To investigate whether the district nurses’ opinions regarding their own knowledge,
management and nursing documentation of patients with chronic-pain conditions changed
after the introduction of the “pain advisers” (Study I1).

To review the nursing documentation related to chronic pain in the records of patients with
chronic-pain conditions (Study I11).

To investigate whether the nursing documentation regarding the patients’ chronic-pain
conditions changed after the introduction of “pain advisers” (Study I11).

To investigate the opinions of patients with chronic-pain conditions regarding the
confirmation in the meeting with the district nurse, the satisfaction with the received
treatment, their own knowledge and understanding of the pain and their own well-being
(Study 1V).

To investigate whether the opinions of patients with chronic-pain conditions changed after the
introduction of the “pain advisers” at primary-health-care centres (Study 1V).

To investigate the patients’ satisfaction with the care given by the district nurses at home and
at the primary-health-care centres (Study V).

To identify the characteristics of patients dissatisfied with the nursing care (Study V).

17



Material and methods

Ethical approvals

Ethical approvals for the five studies included in this thesis were obtained from the Ethical
Committee at the Huddinge University Hospital (Dnr: 227/96, Studies I-1V; Dnr: 273/95,
Study V).

Research setting, participants and records

Study and control areas (Studies I-1V)

The material was gathered from the South-western Health-care Region of Stockholm County
Council. This region consists of 22 primary-health-care centres (PHCCs). In order to obtain a
controlled study design, a study area (SA) and a control area (CA) were selected from the 22
PHCCs. The selection of the two areas was based on geographical considerations, with the
requirement that there should not be any regular meetings between the district nurses in the
two areas. One of the selected areas consisted of five and the other of seven PHCCs. The area
with five PHCCs was selected by lot to be the SA and the other consequently became the CA.

Pain advisers (Studies 11-1V)

The Swedish Nurses’ Association (SSF) organised training for nurses to become “pain
advisers”. The 4-day course (3 days + 1 day after six months) included education given by
both physicians and nurses in how to write a pain history, how to assess and analyse the
patient’s pain and how to implement, evaluate and document the pain control. The education
also included pain physiology, pharmacology, non-pharmacological methods, possible effects
of chronic-pain conditions on the patients’ well-being and attitudes, and how to communicate
with patients. Other important aims of the training were to prepare the pain advisers to
participate in the evaluation of the quality of the pain control at their PHCCs. Furthermore, to
be able to help colleagues to increase their knowledge and thereby give the patients with
chronic-pain conditions an individual, high quality of care, in order that they might have the
best possible well-being (106).

In summary, the pain advisers’ role was to be an educational resource to their
colleagues at their own PHCCs. After completing the course, the “pain advisers” continued to
work as district nurses, which included both caring for patients at home and having an
outpatient clinic of their own. They individually had to arrange how to perform their tasks
with regard to the present conditions and possibilities at their own PHCCs within their usual
working hours. No extra resources were given to the “pain advisers”. However, to support the
five (one per PHCC), designated, “pain advisers” after the completed course, one of the
authors (L.T.) arranged regular meetings (2-4 hours each) during the study period (see
below). These meetings (ten in all) comprised discussions between the “pain advisers”
regarding the literature on and strategies for improving pain management and pain
documentation at each PHCC. They also included visits to two different pain clinics.
Information regarding how each “pain adviser” in detail arranged her work at the PHCC was
not systematically collected. The “pain advisers” worked to improve the nursing care and the
nursing documentation from 15 October 1996 onwards.

We found it interesting to investigate whether the concept described above was useful
in achieving changes regarding some aspects of the district nurses” work and opinions with a
focus on chronic-pain conditions.

District nurses (Studies | and 1)

Before starting the education of the “pain advisers” in the SA, all the 72 district nurses at the
12 PHCCs (5 SA, 7 CA) were asked to fill in a questionnaire. The questionnaire was
answered by 70 (97%) female district nurses with a mean age of 49 years (range 25-62). A
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total of 65 (96%) of the district nurses had received their basic, professional education before
1986 (i.e. when the nursing process was introduced in the nurses’ basic education (76)). The
nurses had worked for 20 years (md = median, range 4-38) and had worked as district nurses
for 8 years (md, range 1-25) (Study ).

In order to investigate whether the district nurses’ opinions changed, the questionnaire
was distributed once more (i.e. 15.5 months after the introduction of the pain advisers) to all
the 73 district nurses employed at the time at the 12 PHCCs (5 SA, 7 CA). In the SA, 32
(94%) district nurses answered the questionnaire before the introduction of the pain advisers
and 36 (97%) after. The corresponding numbers for the CA were 38 (100%) and 27 (75%),
respectively. In the SA, 28 and in the CA, 25 district nurses answered the questionnaire both
in 1996 and in 1998 (Study I1).

The district nurses’ ages, professional experiences and educational backgrounds are
shown in Table 1.

Table 1. The district nurses’ ages, professional experiences and educational backgrounds.

1. SA96 2.SA98 3.CA96 4.CA98
n=32 n =36 n=38 n=27

Age (median) 52 51 50 46
Registered nurse before 1986 (%) 97 91 96 89
Number of years as nurse (median) 18 20 21 19
Number of years as district nurse (median) 128 11 52 8
University education in nursing documentation (%) 220 47" 38 50
University education in pharmacology and drug 69 81 47 65

prescription (%)

Education in pain and pain control (district nurses 16 35¢ 8 8¢
trained to become pain advisers included) (%)

3 p<0.01 (1 vs. 3),” p<0.05 (1 vs. 2), ¢ p<0.05 (2 vs. 4).

Selection of records and patients with chronic-pain conditions (Studies Il and 1V)

All the district nurses in the SA and the CA were in September 1996 and in January 1998
asked to register on a study-specific protocol, all patients older than 16 years with chronic-
pain conditions with whom they were in contact. Chronic pain was defined as pain which had
lasted for more than 3 months. A total of 145 (57 SA, 88 CA) patients were registered in 1996
and 104 (76 SA, 28 CA) patients in 1998 (Table 2). The district nurses were also asked to
state the reason why the patients were having chronic pain.

The nursing records of all the registered patients (except for one in the SA in 1996 who
was registered only by age and sex) were collected and reviewed for two periods, each about
8.5 months long and with 7 months in between (1 February to 14 October 1996 and 14 May
1997 to 2 February 1998, respectively). The assistant nurse’s documentation was included in
the review of the documentation (Study I11).

The registration of the patients also formed the basis for an investigation of the patients’
opinions of the care and their own well-being. However, before asking the patients to answer
the questionnaire, the district nurses were asked to mark in the study-specific protocol which
of the patients they considered unable to answer the questionnaire and also to state the reason
why. For the reasons shown in Table 2, many patients did not receive the questionnaire (Study
Iv).
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The questionnaire was answered by 84 (34 SA, 50 CA, 67%) patients in 1996 and 60
(43 SA, 17 CA, 77%) patients in 1998. A description of the patients who answered is given in
Table 3. One significant difference was found on comparing the patients who answered the
questionnaire and the patients considered unable to answer the questionnaire, the latter being
older (p<0.001) in the SA in 1998.

Table 2. Overview of the registered patients with chronic-pain conditions and these who finally answered

SA96 SA98 CA96 CA98

Registered patients 57 76 88 28
No. of patients considered unable to answer the questionnaire (excluded -7 26 -10 -0
owing to medical and/or cognitive impairments) or considered unable to

answer the questionnaire by the district nurses without them writing

down any specific reason

No. of patients given oral information about the questionnaire by the 50 50 78 28
district nurses and asked if they were willing to answer it

No. of patients who declined to participate -1 -1 -1 -0
No. of patients who agreed to participate and were sent the 49 49 77 28
questionnaire

No. of non-responding patients -15 -6 -17 11
No. of patients who answered the questionnaire 34 43 50 17

Table 3. Description of the patients with chronic pain conditions. Data
are given as the number and percentage of patients answering the
guestionnaire.

1. SA96 2. SA98 3. CA96 4. CA98
n=34 n=43 n=50 n=17
n (%) n (%) n (%) n (%)
Sex
Women 30 (88) 34 (79) 37 (74) 12 (71)
Men 4 (12) 9 (21) 13 (26) 5 (29)
Age
24-50 7 (21) 9 (21) 6 (12) 2 (12)
51-65 6 (18) 14 (33) 9 (18) 6 (35
66-80 12 (35) 13 (30) 23 (46) 6 (35
81- 9 (26) 7 (16) 12 (24) 3 (18)

Selection of patients for investigation of patient satisfaction (Study V)

All the district nurses at all the 22 PHCCs were asked during one week in 1995 to register all
the patients seeking care at the district nurses’ out-patient clinic and also the patients whom
they visited at home. The patients were noted in a study-specific protocol. The patients had to
be older than 16 years and considered to be in need of treatment or care by the district nurses
for more than 2 weeks. A total of 593 home-care (HC) and 492 out-clinic (OC) patients were
registered. For the reasons shown in Table 4, many patients did not receive the questionnaire
that asked about the patients’ satisfaction with the care given by the district nurses. The
questionnaire was answered by 168 (62%) HC and 264 (72%) OC patients. A description of
the answering patients is shown in Table 5.

Table 4. Overview of the registered patients and those who finally answered.

HC OC
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e Registered patients

e No. of patients considered unable to answer the questionnaire by the district
nurses (excluded owing to medical and/or cognitive impairments)

¢ No. of patients considered unable to answer the questionnaire by the district
nurses without the district nurses writing down any specific reason

e No. of patients given oral information and shown the questionnaire by the

district nurses
of patients who declined to participate

e No.

No.
No.
No.
No.
No.

of patients who agreed to participate
of patients excluded owing to set limit of 60 patients per PHCC

of patients finally sent the questionnaire

of non-responding patients

of patients who answered the questionnaire

593
-258

39

296

-12
284
-12
272
-104

168

492
-74

-5
413
405
-40
365
-101

264

Table 5. Description of patients who answered the
questionnaire. Data are given as the numbers (n) and

percentages (%) of patients.

HC oC
n=168 n =264
n_ (%) n_ (%)
Sex
Women 102 (61) 142 (54)
Men 55 (33) 115 (43)
Not registered 11 (6) 7
Age, years
21-50 4 (2 26 (10)
51-65 21 (13) 73 (27)
66-80 82 (49) 126 (48)
81- 58 (34) 39 (15)
Not registered 3 (2 0 (0
Education
Compulsory school 129 (77) 161 (61)
Upper secondary school 21 (12) 72 (27)
University 10 (6) 21 (8)
Not registered 8 (5 10 (4
Living conditions
Living alone 96 (57) 97 (37)
Cohabiting 70 (42) 161 (61)
Not registered 2 6 (2
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Instruments

The questionnaire to the district nurses (Studies | and 1)

The questionnaire consisted of a total of 51 questions and was developed in order to find out
the district nurses’ educational backgrounds including education in nursing documentation,
professional experience and knowledge of pain and pain control. Furthermore, questions were
included to find out the nurses’ satisfaction with their own pain management (including pain
assessment and nursing documentation) and to ask for the routines regarding pain
management at the PHCCs. In the questionnaire, chronic pain was defined as pain which had
lasted for more than 3 months. Mainly verbal rating scales were used as answering formats
for the questionnaire. These ordinal-data scales consisted of four to six answering alternatives
ranging from “very satisfied” to “Very dissatisfied” or from “Very good” to “Very bad”. The
questions regarding to what extent the district nurses documented data about their patients’
chronic-pain conditions were answered by using five answering alternatives. For example: To
what extent do you today document pain assessment? Answering alternatives: for none of my
patients, for a few of my patients, for half of my patients, for most of my patients or for all of
my patients. Visual analogue scale (VAS) was also used, ranging from 0 mm = “No, not at
all” to 100 mm = “Yes, fully satisfied”. The alternatives “Yes” or “No” were also used for
some questions. The study-specific questionnaire was pilot-tested and discussed with eight
nurses. No significant changes were made in the questionnaire after this.

The protocol for reviewing the patients’ records (Study I11)

A protocol for both an overall and a detailed review of the nurses’ documentation related to
chronic pain was developed, using a combination of an existing protocol for documentation
review (NoGa®) (107), the VIPS nursing documentation-model (68) and knowledge derived
from the literature regarding pain assessment documentation and patients’ well-being in
relation to pain (30, 64, 68, 84). The protocol used for the review is shown in Appendix 1.

The questionnaire to the patients with chronic-pain conditions (Study V)

For the study, 17 questions were selected from three already existing instruments: the Patient
Questionnaire on Confirmation (10/15 questions) (40), the Treatment-satisfaction
Questionnaire (2/8 questions) (108) and the Health-index Questionnaire (5/11 questions) (84,
109). The questions were slightly modified in order to focus them on pain and the meetings
with the district nurses. Seven additional questions were added by the authors of the study.
The study-specific questionnaire was pilot-tested on and discussed with eight nurses. No
significant changes were made in the questionnaire after this. The questionnaire consisted of
24 questions in total.

The QPP questionnaire to measure patient satisfaction (Study V)

To collect the data regarding the patients’ satisfaction with the care, the QPP questionnaire
was used (Quality of Care from the Patient’s Perspective) (90, 110, 111). The theoretical
model describes the patients’ perceptions of the quality of care in the following four
dimensions: the medical-technical competence of the caregivers; the physical-technical
conditions of the care organisation; the degree of identity orientation in the attitudes and
actions of the caregivers; and the socio-cultural atmosphere of the care organisation (90).
Each item in the QPP questionnaire is answered by the patients in two ways: “perceived
reality” (A) and “subjective importance” (B). The scales used are shown in Figure 1.
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(A) I have had... (B) This is how important
it was for me...

...the best possible advice | Fully agree
and directions from the Mostly agree
district nurse about my Partly agree

Of very great importance
Of great importance
Of some importance

self-care Do not agree at all Of no importance
...effective pain Fully agree Of very great importance
alleviation when Mostly agree Of great importance

necessary Partly agree
Do not agree at all
Of no current interest

Of some importance
Of no importance
Of no current interest

4 4
3 3
2 2
1 1
Of no current interest x | Of no current interest X
4 4
3 3
2 2
1 1
X X

Figure 1. Examples of questions and the answering alternatives in the QPP questionnaire.

A quality-of-care index (QPP index) can be calculated, using the formula subjective-
importance score x (2 x perceived-reality score -subjective-importance score) (90). The QPP
index may range from -8 (lowest quality) to 16 (highest quality). Example: I have received
effective pain alleviation when necessary: 4 x (2 x 3 -4) = 8 QPP index

Analyses

Non-parametric tests were used for the analysis of ordinal data. The Wilcoxon summary
ranking test (comparison between two groups) was applied in the statistical analysis (Studies
I, I, IV and V). When the Kruskal-Wallis test (comparison between several groups) showed a
significant difference (p<0.05), the Wilcoxon summary-ranking test comparison between two
groups (Mann Whitney U-test) was applied in order to identify the groups between which
significance existed (Study V). The Wilcoxon signed-ranks test was applied for individual
comparisons (Studies Il and 1V). The limit of statistical significance was p<0.05. However,
owing to the problem of multiple significance testing, the limit of statistical significance was
arbitrarily chosen to be p<0.01 when appropriate (Study V). Nominal data were tested by the
chi-square test and Fisher’s exact test.

Results

District nurses’ opinions regarding the knowledge and management of patients with
chronic-pain conditions (Studies I and I1)

Study | showed that no written information or policies regarding pain management were
available at the PHCCs before the introduction of “pain advisers”. In Study 11, 26% of the
district nurses in the SA98 stated that written information or policies were available at their
PHCCs. This improvement was statistically significant (p<0.01) and was found only in the
SA (Table 6).

About one-fourth of the district nurses, both in the SA98 (29%) and in the CA98 (28%),
stated that it was not possible for them to get any support when they cared for people with
chronic-pain conditions. The corresponding figures were 37% in the SA96 and 27% in the
CA96. These differences were not statistically significant. Support from the “pain advisers”
was not asked for in the questionnaire (Study I1).

In the SA98, after the introduction of the “pain advisers”, the district nurses stated that
they cared for a larger proportion of patients with chronic-pain conditions, as compared with
the nurses in the CA98 (p<0.05) (Study I1).
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In 1996, 37 of the district nurses at the 12 PHCCs stated that they were satisfied or quite
satisfied with their own management of patients with chronic-pain conditions (group A) and
32 that they were not (group B). When compared statistically significant differences were
found. Group A were found to be more satisfied with the co-operation between colleagues
(p=0.001) and other health-care professionals at the PHCC (p<0.001), the present pain
management routines at their PHCC (p<0.001), knowledge of non-pharmacological methods
(p<0.01), their own preparedness in meeting patients with chronic-pain conditions (p<0.001)
and their own follow-ups of the patients (p<0.01). However, group B were more positive to
the idea of a colleague in the future being designated as a “pain adviser” (p<0.05) (Study I).

The district nurses in Study | perceived their knowledge of alternative methods of
reducing pain as less than their knowledge of the pain aetiology (p=0.0001) and pharma-
cological pain treatment (p=0.0001). Furthermore, the district nurses perceived the pain
control for patients with leg ulcers as worse than that for patients with arthrosis of the knee
and/or hip joints (p<0.05) and/or the patients with cancer-related pain (p=0.001) (Study I).

All the district nurses in the SA98 (100%) found the idea of a district nurse being designated
as a “pain adviser” to be very good, good or quite good. The district nurses’ opinions
regarding their knowledge and management of patients with chronic-pain conditions are
shown in Table 6 (Study Il). The district nurses’ opinions within and between the SA and the
CA in 1996 and 1998 were compared and the statistically significant differences found are
shown in Table 6.

With two exceptions, the statistically significant improvements presented in Table 6 did
not differ, when the “pain advisers” were excluded from the sample of district nurses in the
SA96 and the SA98. The individual pain assessments of the patients and the documentation
regarding the nursing pain history were then not improved.

The district nurses opinions among those who answered the questionnaire in both 1996
and 1998 were also compared. In the SA, the statistically significant differences presented in
Table 6 did not differ except for one question: the documentation regarding the nursing pain
history was then found not to be statistically significantly improved. In the CA the
statistically significant differences presented in Table 6 were no longer found, i.e. the district
nurses’ opinions regarding the better pain control for patients with leg ulcers and the better
documentation of pain status.
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Table 6. The district nurses’ opinions regarding their knowledge and management of patients with chronic-pain conditions. The results are presented in percentages (very satisfied,
satisfied and/or quite satisfied or alternatively very good, good and/or quite good or alternatively yes) of the total number of answers (Study I1).

1. 2. 3. 4,
Comparison Comparison | Comparison Comparison
SA1996 SA1998 ~°TUM| CA1996 CA 1998 °iT T e s
n=232 n= 36 n=238 n= 27
% % p-value % % p-value p-value p-value
e Auvailable written information or policy (yes) 0 26 <0.01 0 0 n.s. n.s. <0.01
e Co-operation between colleagues at the PHCC 75 91 n.s. 71 65 n.s. n.s. n.s.
e Co-operation with other health-care professionals at the PHCC 50 41 n.s. 63 61 n.s. n.s. n.s.
o Co-operation with others outside the PHCC 29 3 <0.01 19 23 n.s. n.s. <0.05
e Own knowledge of pain aetiology 53 69 n.s. 79 58 n.s. n.s. n.s.
e Own knowledge of pharmacology 59 71 n.s. 71 81 n.s. n.s. n.s.
e Own knowledge of non-pharmacological methods 31 53 n.s. 32 52 n.s. n.s. n.s.
e Own preparedness in meeting patients in chronic pain 34 56 n.s. 61 71 n.s. < 0.05 n.s.
e Own perceptions of the overall pain control at their PHCCs
regarding patients with:
Pain from leg ulcers 22 53 <0.05 42 73 <0.05 n.s. n.s.
Pain from arthrosis of the knee and/or hip joint 39 36 n.s. 41 65 n.s. n.s. <0.01
Pain from cancer 33 22 n.s. 21 50 n.s. n.s. n.s.
e Satisfaction regarding the pain-management routines at their 20 44 <0.001 54 50 n.s. n.s. n.s.
PHCC
e Interest at their PHCC in questions regarding management and 83 94 n.s. 68 54 n.s. n.s. <0.001
treatment of patients with chronic-pain conditions
e Satisfaction with their own management of patients suffering 37 58 ns. 68 74 n.s. <0.05 n.s.
from chronic-pain conditions
e Performing individual pain assessments on at least half of the 9 23 <0.05 6 22 n.s. n.s. n.s.
patients.
e Using visual analogue scale (VAS) to measure the patients’ 6 66 <0.001 8 19 n.s. n.s. <0.001
pain (yes)
e Using visual analogue scale (VAS) to evaluate the patients’ 6 41 <0.01 11 8 n.s. n.s. <0.01
pain (yes)




Pain assessment and nursing documentation (Studies | and I1)

In Study I, 47 (70%) of the district nurses stated that they never performed individual pain
assessments on their patients. Five district nurses (7%) stated that they used VAS as a tool to
measure the patients’ pain, and six (9%) that they used it to evaluate and follow up the
patients’ pain. The district nurses rated low scores when asked if they were satisfied with their
own follow-ups (md 22 on VAS with 100 mm = “Yes, fully satisfied”) (Study I).

In Study I1, in both areas in 1996 and 1998, the district nurses stated that they performed
individual pain assessments to a small extent. However, in the SA98, it was found that
individual pain assessments were performed by the district nurses to a greater extent,
compared with the nurses in the SA96 (p<0.05) (Table 6). Furthermore, a larger proportion of
the district nurses in the SA98 stated that they used VAS to perform the assessment (p<0.001)
and to evaluate the effects of pain treatment (p<0.01), as compared with the nurses both in the
SA96 and in the CA98 (Table 6).

The district nurses’ opinions in both areas in 1996 and 1998 regarding the question
whether they were satisfied with their own follow-ups of the management of patients with
chronic pain are shown in Figure 2 (Study II). In the Figures 2 and 3, the box size represents
the middle 50% (interquartile range Q1 to Q3) of the data, and the lines (or "whiskers")
extending to either side, indicate the general extent of the data (lower limit Q1 -1.5 (Q3 -Q1)
upper limit Q3 +1.5 (Q3 -Q1)). The median value is marked at the box. Outliers are points
outside the "whiskers" and are plotted with asterisks (*) (only Figure 3). No statistically
significant differences were found regarding this question within or between the SA or the
CA in 1996 or 1998 (Figure 2).

md 18

SA 1996 — —

md 32
SA 1998 | —

md 23

CA 1996 — —

md 31
CA 1998 —

| | | | | | | | | | |
0 10 20 30 40 50 60 70 80 90 100

Figure 2. The district nurses' satisfaction regarding their own follow-ups
of the pain management (on VAS 100 mm = "yes, fully satisfied") (n.s).



District nurses’ opinions regarding their own documentation before and after the
introduction of “pain advisers” in relation to the review of it (Studies I-111)

When asked, the district nurses reported that they documented “nursing history” for 24% of at
least half of their patients with chronic-pain conditions. The corresponding figures for
“nursing status” and “nursing treatments/interventions” were 27% and 33%, respectively.

“Nursing diagnosis”, “goals”, “results” and “epicrisis/nursing-care message” were said to be
rarely used for the documentation (3-15%) (Study 1) (Table 7).

Table 7. District nurses’ reported documentation, according to the steps of the nursing process with regard to
patients with chronic-pain conditions. The results are presented as the numbers and percentages of district
nurses.

For all/most of my For half of my For none/a few of

patients patients my patients

n (%) n (%) n (%)
Nursing history (n = 67) 16 (24) 1 1) 50 (75)
Nursing status (n = 67) 18 27) 5 @) 44 (66)
Nursing diagnosis (n = 66) 3 (5) 1 1) 62 (94)
Nursing goal (n = 67) 3 O] 0 0) 64 (96)
Planned treatment (n = 66) 10 (15) 2 3) 54 (82)
Nursing treatments/interventions (n = 67) 22 (33) 6 9) 39 (58)
Results (n = 67) 5 @) 6 9) 56 (84)
Epicrisis or nursing-care message (n = 65) 2 3) 1 2) 62 (95)

In Study 11, at the follow-up in 1998, the district nurses in the SA and the CA reported that
they documented “nursing history” for 32-52% of at least half of their patients with chronic-
pain conditions. The corresponding figures for “nursing status” and “nursing
treatments/interventions” were 39-50% and 32-57%, respectively. “Nursing diagnosis”,
“goals”, “results” and “epicrisis/nursing-care message” were said to be rarely used for the
documentation (0-21%).

On reviewing the district nurses’ documentation (Study Ill), it was found that the
district nurses in the SA and the CA in 1996 and 1998 documented “nursing history” for 2-
6% (totally obtained scores of maximum possible score) of their patients with chronic-pain
conditions, “nursing status” for 45-55% and “nursing interventions” for 29-35%, but that the
other parts of the main keywords/nursing process (Appendix 1) could be found in the records
only to a small extent (0-9%).

In Study I, no statistically significant differences were found between the district
nurses’ opinions in the SA and the CA in 1996 or 1998 regarding the nursing documentation
related to chronic pain. However, within the SA, the district nurses considered that they
documented nursing history to a greater extent after the introduction of the “pain advisers”
(p<0.05) and in the CA the district nurses considered that they documented nursing status
related to chronic pain to a greater extent in 1998 (p<0.05). These improvements could not be
found when reviewing the patients’ records (i.e. that, for example, the main keyword “nursing
status” was found at least once in each patient’s record within the study period) (Study II1).

The district nurses in both the SA and the CA who answered the questionnaire on both
occasions stated that they to a statistically significant, higher degree documented nursing
goals, and planned nursing interventions (p<0.05), but to a lower degree nursing results
(p<0.05) in 1998, as compared with 1996. The district nurses in the CA also stated that they
documented nursing interventions to a lower degree in 1998, as compared with 1996 (p<0.01)
(Study 11). These differences could not be found when reviewing the patients’ records (Study

11).
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Figure 3. The district nurses' satisfaction with their own nursing
documentation (VAS 100 mm = "Yes, fully satisfied"). The difference
between SA 1996 and SA 1998 was statistically significant (p<0.01).

The district nurses rated low scores when asked if they were satisfied with their own nursing
documentation regarding the patients with chronic-pain conditions (md 17, on VAS with 100
mm = “yes, fully satisfied”) (Study I). The district nurses’ opinions in both areas in 1996 and
1998 regarding this question are shown in Figure 3 (Study I1). In the SA98, the district nurses
were found to be more satisfied with their nursing documentation regarding the patients with
chronic-pain conditions, as compared with the nurses in the SA96 (p<0.01).

The documentation after the introduction of “pain advisers”(Study I11)

After the introduction of the “pain advisers” in the SA, the review of the nursing records
showed some improvements: a more detailed documentation was found regarding the aspects
of pain status (p<0.05), increased use of the eight descriptions of the patients’ chronic pain
(p<0.001) and of the five different descriptions of the patients’ well-being (p<0.01).
Furthermore, the proportion of records containing documentation as to whether the patient felt
or did not feel well-informed about his or her chronic-pain condition increased from 0 to 11%
of the total number of reviewed records (n = 76) (p<0.05).

The proportion of documentation regarding direct and indirect “nursing care and
communication” had increased in both the SA and the CA (p<0.01) at the follow-up in 1998.
The most commonly documented intervention in the SA both in 1996 and in 1998 was
indirect “drug management” (e.g, distribution of drugs into a pill dispenser). The proportion
of documentation of “independent” nursing interventions increased in the CA (p<0.01) at the
follow-up.

In the CA only, it was found that the distributed proportion changed with the result that
the number of main keywords increased (p<0.01), but very few nurses used more than two
keywords (Table 8).
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Table 8. District nurses’ documentation according to main keywords related to chronic
pain. The results are given as the number of records (n) and the percentage (%) of all
reviewed records.

1. SA96 2. SA98 3. CA9%% 4, CA98
Number of main
keywords found n? (%) n (%) n*® (%) n® @)
0 9 (16) 9 (12 38 43 3 (1)
1 15 (27) 21 (28 23 (26) 12 (43)
2 20 (36) 24 (31) 21 (24) 10 (36)
>2 12 (21) 22 (28) 6 () 3 (10
Total 56 (100) 76 (100) 88 (100) 28 (100)

Fisher’s test regarding distribution, 2 p<0.01 (1 vs. 3), 2 p<0.01 (3 vs. 4).

Patients’ opinions of the care and their own well-being before and after the introduction
of “pain advisers” and in relation to the district nurses’ documentation (Studies 111, 1V)
Among the patients in both the SA and the CA, in 1996 as well as in 1998, median scores of
5-6 (maximum 6) were obtained in 5 out of 6 questions asking whether the patients felt
confirmed at the meetings with the district nurses. Lower median scores (4) were obtained
from the patients in both areas (1996 and 1998) when they were asked if they had experienced
increased capacity to manage their life situations after the contacts with the district nurses
(Study V).

The patients in both areas, in 1996 and 1998, rated median scores of 3-4.5 (maximum 6)
regarding satisfaction with the present treatment or knowledge and understanding of the pain.
No statistically significant differences were found within or between the different areas in
1996 or 1998. Neither were any statistically significant differences found regarding patients
who answered “Yes” to the question whether they had received advice and recommendations
(55-76%) and/or information/education (25-53%) from the district nurses (Study V).
However, as mentioned above, the information regarding whether the patient felt or did not
feel well-informed was found to be documented to a greater extent by the district nurses after
the introduction of the “pain advisers” in the SA (SA96 0%, SA98 11%, p<0.05) (Study I1I).
Furthermore, in Study 1V, after the introduction of the “pain advisers”, the patients in the SA
who stated that they had received advice and recommendations from the district nurses
considered that this had resulted in less pain (p<0.05) and that the information/education
received had resulted in more knowledge with which to understand their chronic pain,
compared with 1996 (p<0.05). These statistically significant differences were found only in
the SA. However, in both the SA and the CA in 1998, it was found that the patients who had
received advice and recommendations and/or information/education to a higher degree were
more satisfied with some aspects of the nursing care, compared with the patients who stated
that they had not (Table 9).

In general, the patients stated that their chronic-pain condition influenced their well-
being (Study 1V) but no statistically significant improvements of the different aspects of the
patients” well-being could be found in the SA after the introduction of the “pain advisers”
(Study 1V). However, in the SA, a higher score was found compared with the maximum
possible score regarding the nursing documentation of the patients’ well-being (p<0.01)
(Study I11). According to the patients in the CA at the follow-up, the chronic pain influenced
their energy less (p<0.05) (Study IV). It was also found that the documentation regarding the
patients’ well-being increased (p<0.01) (Study I11).
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Table 9. Statistically significant differences found when patients who replied “Yes” were compared with
patients who replied “No” to the questions whether they had received advice and recommendations and/or
information/education regarding their chronic pain.

SA98 CA98

Received advice and recommendations
Patients who replied “Yes” (SA n = 26, CA n = 13) stated to a greater extent that they:
o Were given the opportunity to bring up questions and problems regarding their pain

as they desired. *x -
¢ Received professional and competent caring regarding their pain. o -
o Felt satisfied with the present treatment of their pain. o xx

Received information/education

Patients who replied “Yes” (SA n =17, CA n = 9) stated to a greater extent that they:

¢ Received professional and competent caring regarding their pain. -

e Experienced a better capacity to manage their life situation since they made contact ** -
with the district nurse.

**

** = p<0.01.

Patient satisfaction (Study V)
The study showed that the patients were very satisfied with the care received at home or at the
district nurses’ outpatient clinics. A median QPP index of 16 (highest quality) was found on
22/31 items (HC) and 22/34 items (OC). The items that received lower median QPP indexes
than 16 are shown in Table 10.

Table 10. Patients’ satisfaction with the care given by the district nurses. Iltems with
median QPP index < 16. Patients in home-care (HC) and at outpatient clinic (OC).

HC ocC
Item md md
e Effective pain alleviation when necessary 15
e The safety of the care situation at the outpatient clinic ® 15
e Safety of the living environment ° 9
o Feeling of interest from district nurses in the patients’ 9 9

outlook on life

e The patients’ possibility of participating (medical care) 15 9
e The patients’ possibility of participating (personal care) 15
e Information regarding, e.g. treatments 15 15
e Information regarding drugs 15 15
e  Feeling that desires and needs were considered 15 9
e Meaningful recreation during waiting time * 8
e Comfortable waiting-room ? 9
e Help regarding meaningful activity during the day 9
e  Well-functioning organisation 15
e Possibility of meeting the same district nurse 9
e Possibility of reaching the district nurse on the phone 9 15
a

Only OC patients were asked. ® Only HC patients were asked.

The HC patients were found to be older (p<0.001) and were more often living alone
(p<0.001). They rated their physical health (p<0.001) and psychological well-being (p<0.001)
as worse compared with the OC patients. The HC patients were more satisfied with regard to
the clarity about which of the district nurses was responsible for their nursing care (p<0.01).

The younger OC patients (21-65 years) were less satisfied with the access to magazines
or papers in the waiting-room (p<0.001), the comfort of the waiting-room (p<0.01) and the
possibility of having access to a telephone at the outpatient clinic (p<0.01).
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Dissatisfied patients (Study V)

The five items most frequently marked by the identified “dissatisfied” patients (arbitrarily
defined as patients who reported a QPP index of O or less in at least one item) are shown in
Table 11.

Table 11. Items most frequently marked by the “dissatisfied” patients (QPP index < 0).

HC ocC

Item

e Possibility of reaching the district nurse on the phone X

e  Effective pain alleviation when necessary X

e Possibility of having home visits by the same district nurse (HC) or X X
meeting the same district nurse at the outpatient clinic (OC)

e Clarity about which of the district nurses was responsible for the X
nursing care

e Possibility of participating (medical care) X

The 41 “dissatisfied” HC (24%) and 56 OC (21%) patients rated their physical health as
poorer, compared with that of the remaining HC and OC patients (p<0.01). Moreover, the
“dissatisfied” HC patients rated lower scores regarding both physical health and
psychological well-being, as compared with the “dissatisfied” OC patients (p<0.01).

Discussion

Despite the fact that chronic-pain conditions are common among the general population (18,
19) and among the elderly (23-25), several studies show that one barrier to adequate pain
management among nurses is that they are not equipped or prepared regarding pain
management for patients in pain (12, 31, 45, 52-57). Even though they do not focus on district
nurses, several studies support the need for both basic and continuing pain-management
education for nurses (12, 31, 45, 52-57). There also seems to be a lack of controlled
intervention studies regarding the possible effects of educational pain-management
programmes among nurses (57), especially among district nurses.

The general aims of this thesis were to investigate some aspects of the district nurses’
work with a focus on chronic-pain conditions and also to investigate the patients’ satisfaction
with the primary health care. Before these studies were undertaken, many district nurses in
the South-western Health-care Region had indicated their need for education in pain and pain
management. The first three studies also confirmed the district nurses’ need for support and
education (Studies I-111). Although many district nurses often met patients with chronic-pain
conditions, it was found that they had no guidelines for support. More than half of the district
nurses were not satisfied with the pain-controlling routines at their PHCCs and did not feel
prepared to meet patients with chronic-pain conditions. This is disquieting, as it has been
stated that considerable support is needed from all health-care staff to help the patients to gain
control over their pain (17). Furthermore, nursing care includes relieving pain and other
discomfort (10). The patients also have the right to be informed about their conditions and
about available methods of treatment (9).

District nurses have to treat, inform and educate the patients with chronic-pain
conditions, as well as the patients with, e.g., diabetes or asthma. This can be done partly by
the district nurse herself or in co-operation with others in the health-care team. However, our
study showed that many district nurses felt that improvements in the communication and co-
operation with the other professionals at the PHCCs are needed (Studies I and II).
Multiprofessional co-operation has also been stated to be important for effective pain control
in home care (28, 37). In our study, the district nurses’ views on co-operation, the present
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pain-management routines at their PHCCs, their own follow-ups and their own knowledge of
non-pharmacological methods seemed to influence their satisfaction with their own
management of the patients with chronic-pain conditions (Study 1). Furthermore, knowledge
of non-pharmacological methods and the problems regarding patients in pain from leg ulcers
seemed to be areas especially in need of improvements. High scores for pain regarding
patients with chronic leg ulcers have also been found in several studies (26, 27) which further
support the need for high competence in this area among the district nurses.

Before the introduction of “pain advisers”, few district nurses stated that they performed
any individual pain assessments of their patients with chronic-pain conditions (Study I). This
has to be noted, as it has been stated that effective pain assessment and documentation are
essential procedures for the effective and optimal management of pain (14, 33, 47, 50, 66,
67). However, according to the district nurses in the SA, several improvements had been
obtained at the follow-up in 1998 (Study Il). More district nurses stated that they had pain
policies at their PHCCs, an increased satisfaction with the present, overall, pain routines at
their PHCCs and a better pain control for patients with leg ulcers. They reported an increased,
individual, pain assessment of the patients, an increased use of pain VAS to assess the
patients’ pain and to evaluate the pain treatment, an improved nursing documentation and also
an increased satisfaction with their own nursing documentation. With one exception (the pain
control for patients with leg ulcers), these improvements were obtained only in the SA.
Furthermore, with one exception (the nursing documentation), these improvements were also
obtained when individual comparisons among the district nurses participating in both 1996
and 1998 were performed over time in the SA. In accordance with our study, more knowledge
regarding pain assessment was also found in two other studies intended to evaluate
educational pain programmes (57, 63). In the SA, the improved pain assessment and
satisfaction with their own nursing documentation (Study Il) and the improved nursing
documentation regarding the description of the patients’ pain (Study 111) may indicate that the
district nurses have started to carry out pain assessments of their patients to a greater extent.

The screening of the documentation in both 1996 and 1998 regarding the different main
keywords (nursing process) showed that most keywords were lacking or very scarcely
documented (i.e. nursing history, nursing diagnosis, goals, planned nursing interventions, the
outcome of the care and nursing discharge) (Study II1). Even though the results obtained
regarding the district nurses’ opinions of their own nursing documentation (Studies | and I1)
and the nursing documentation actually found in the patients’ records (Study IIl) are not
directly comparable, it seems that the district nurses reported that they documented “nursing
history” to a greater extent than was actually found on reviewing the patients’ records. This
may have been due to the fact that the registered patients’ records were reviewed within
certain time periods and may not always have included a documentation of the beginning or
the end of the patients’ problems. A full documentation with all the different main keywords
could therefore not be expected to be found in all records. Especially “nursing history” and
“nursing discharge” documentation were expected to be lacking. However, even with regard
to these extenuating circumstances, the documentation was still scarce. With such
documentation it becomes hard to follow-up and evaluate the patients’ care or to use the
record for different purposes. According to the district nurses themselves they seem to be
aware of this and they also reported low satisfaction with their own documentation (Studies |
and I1).

Also hospital-based studies reviewing the nursing documentation related to pain have
shown deficiencies (54, 81). One of the studies showed that none of the documented goals for
pain management were measurable, that the documented nursing interventions were focused
on analgesia and that no psycho-social interventions were mentioned, e.g, patient information
(81). In the study by Clarke et al. 90% of the records did not contain any documentation
regarding the use of non-pharmacological methods (54). It was also found that, despite a high,
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nurse-reported use of a patient-self-rating tool, a high percentage of the records (76%) lacked
the results of the use of these measurements (54).

It has been found that “drug management” is a commonly documented nursing
intervention (81, 107, 112, 113). In our review of the patient records (Study I1) it was found
that the proportion of direct and indirect “nursing care and communication” increased in both
the SA and the CA (e.g. support, information, training given to the patient or to “others” in
order to help the patient). This finding may indicate an increasing awareness on the part of the
district nurses of the importance of documenting other nursing-intervention data than only
“drug management”.

More knowledge among nurses regarding pain management could lead to better pain
assessment and care-planning, which in turn could lead to improved well-being for the
patients in chronic pain (60). Despite the fact that the documentation regarding the patients’
well-being increased in both areas, it was still scarce (Study I11). Furthermore, the patients’
self-reported well-being related to their chronic-pain condition must be regarded as rather
poor and no statistically significant improvements of the different aspects of the patients’
well-being could be found in the SA after the introduction of the “pain advisers” (Study 1V).
However, in the CA at the follow-up the chronic pain influenced the patients’ energy less
(Study 1V). Many of the patients in both areas rated high scores on the scales regarding their
pain at the time when they were answering the questionnaire and when the level of pain was
“at its worst”. Even though it is important to measure the level of pain and to evaluate pain
management strategies and treatment, it is also of the utmost importance to investigate
whether the patient feels that the pain is under control or not (32). Since many patients
considered that their chronic-pain condition influenced their well-being, this may indicate that
they did not feel that it was under control.

In order to help patients in chronic pain to come to terms with their pain, it is important
to talk about what the pain means to them (35, 36, 114). Patients have stated that factors such
as understanding, sympathy, reassurance, confidence, social contacts, advice about available
therapies, information and encouragement are important factors to them (32). To feel
confirmed and having others to believe the pain are also crucial to many patients (35, 36, 41,
114). In both the SA and the CA, it seems that the district nurses to a large extent fulfilled the
patients’ desire to feel confirmed in the meeting with them (Study 1V).

The proportion of records containing documentation as to whether the patient felt or did
not feel well-informed about his or her chronic-pain condition increased in the SA at the
follow-up (Study I11). However, no increase was found regarding the proportions of patients
who replied “Yes” to the question whether they had received information/education from the
district nurses regarding the pain in the different areas in 1996 and 1998 (Study IV). In Study
IV, after the introduction of the “pain advisers” into the SA, the patients stated that the district
nurses’ advice and recommendations had led to less pain and that the information/education
received had led to more knowledge that made it possible to understand the pain. This was the
only aspect of improvement that was found in the SA. However, our study also shows that
those who had received advice and recommendations and/or information/education were more
satisfied regarding some aspects of the care, for example, the opportunity to bring up
questions and problems regarding their pain as they desired.

A finding in the SA98 was that the patients who had received information/education
stated that they had an increased capacity to manage their life situations. Interpretations of
these results may be that the district nurses’ information/education were of a high quality
and/or that these patients really felt confirmed in the meeting with the district nurses and
therefore also assimilated the information/education given. When patients feel confirmed they
dare to disclose their pain experience more honestly (41), which may facilitate to preferment
of an accurate pain assessment for the nurse and thereby produce suitable individual care.
Furthermore, the results also indicate that when they were received, these nursing
interventions (advice and recommendations and/or information/education) were highly valued
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by the patients. However, these patients did not rate their well-being as better, compared with
those patients who reported that they did not receive this care.

The investigation of the patients’ satisfaction with the primary health care given by the
district nurses at home and at PHCCs showed high satisfaction in most areas, although some
areas were identified as being in need of improvements. Not surprisingly, the HC patients
were found to be older and more often living alone and reporting poorer physical health and
psychological well-being, as compared with the OC patients. Poorer physical health was also
found to be reported by the dissatisfied patients in both the HC and the OC. Hall et al. found
in their study a causal link between health and satisfaction (115) and patients with better, self-
reported, health status have often been shown to be more satisfied with medical care (95,
102). One possible interpretation, and perhaps the most natural explanation of the
dissatisfaction among the patients with poorer physical and psychological health, may be that
they really have a greater need of care and therefore are in a situation in which there is an
increased risk of these needs not being satisfied. This suggestion has also been put forward by
Ehnfors (100).

Clinical implications

It has been found that the patients’ own strategies are important for them if they are to
maintain control over their chronic pain (32). This implies that the nurses should support
patients and inform them about possible strategies (32). The nurses also need to become more
aware of their own role in pain management and acquire knowledge of the consequences of
chronic-pain conditions and the interventions which may help the patients. To support the
nurses, several studies have identified strategies and advice on pain management that could be
used (16, 32, 37, 49-51).

All the district nurses in the SA98 found the idea of a district nurse being trained as a
“pain adviser” to be a good one. The results of Studies II-1V also indicate that our concept of
introducing the “pain adviser” was useful in order to achieve changes regarding some aspects
of the district nurses” work and opinions with a focus on chronic-pain conditions. However,
there was no change regarding e.g. the district nurses’ satisfaction regarding their own pain
management regarding patients with chronic-pain conditions. It is important to continue to
work with improvements to support the district nurses to develop their knowledge and skills
in this area.

In order to meet the identified needs found in our studies, one or two district nurses at
all the 22 PHCCs were offered after the conclusion of the studies, university education for
five weeks in pain management. The university education included the education given to the
first five “pain advisers”. A district nurse has also recently been designated a manager within
the Health-care-Region with a focus on pain and pain management. Important tasks for her
are to create a network of all the “pain advisers” and to support them in their work of
improved care regarding patients with chronic-pain conditions. Areas in need of further
improvements are; to develop the routines and the co-operation between the different
professionals, to co-ordinate and develop the written information given to the patients, and
their relatives, to develop basic educational programmes for patients and district nurses and to
improve the documentation of patients with chronic-pain conditions. There is a need for more
knowledge among the district nurses in several areas regarding pain management, especially
regarding non-pharmacological methods of pain relief and pain management for patients with
leg ulcers. Since it was found in our study that e.g. advice and information was highly valued
by patients who had received them, these interventions should be further investigated,
developed and used.

Activities should be undertaken in order to improve the care in those areas where the
patients were not fully satisfied, for example, their opportunities to participate in decisions
regarding their care and meeting the same district nurse. As it was found that the dissatisfied
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patients rated their physical health as poorer, it may be useful to teach the district nurses how
to measure the patients’ self-rated, physical health, in order to identify early those in need of
more support.

Methodological considerations

The selection of the 12 PHCCs included (Studies I-1V) was not performed at random. We
endeavoured to obtained a controlled, study design with both a study and a control area.
However, it cannot be excluded that the introduction of the “pain adviser” in the SA also
affected the district nurses in the CA. We could not be sure that the district nurses did not
have any contacts between the SA and the CA, e.g., when attending courses arranged outside
the region. We knew that the district nurses had regular meetings as usual within the SA and
the CA but not between the areas. However, the improvement that was found in the CA may
also reflect the fact that the subject of pain has received increased attention in Swedish
society within the last few years.

The selection of patients with chronic-pain conditions , was performed by the district ( Borttaget: for the stu

nurses at the PHCCs. Another method of selecting the patients with chronic-pain conditions,
e.g by interviewing the patients, was considered to be too time-consuming. However, with
regard to lack of knowledge, time and resources, it cannot be excluded that some of the
patients with chronic-pain conditions were not registered by the district nurses and were
thereby not included in the study. The majority of the patients in both areas registered by the
district nurses were women (Study IV). This is not surprising since several chronic-pain
conditions are more common among women than men (13).

When the district nurses in the CA were asked in 1998 to register the patients with
chronic pain with whom they were in contact, they did so at only four out of the seven PHCCs
(Studies I11-1V). The reason for this was stated to be lack of time and resources. It was found
that the results in the CA differed on some questions when the three non-participating PHCCs
were excluded from the CA96. The improvements found regarding the district nurses’
documentation in the CA then no longer appeared (Study I11). Furthermore, in Study IV in the
CA, two further improvements but also one decrease were found regarding the patients’

opinions.
The questionnaire to the district nurses and the patients with chronic-pain conditions
was specifically developed for these studies and has not been validated (Studies I, Il and LV). ( Borttaget: -

The QPP questionnaire (Study I1I) is established and has been tested for reliability and
validity (90, 111, 116). One reason for choosing the QPP was that it to a great extent covered
all the dimensions that it was considered important to measure in investigating the patients’
satisfaction with district nursing and primary health care (39, 103-105). Despite this, there
were quite a few patients who regarded some questions as being of “no current interest” to
them. There were also a number of non-responders to each question. Even though patients
who were regarded as being unable to fill in the questionnaire were excluded, the response
rate for the HC patients was 62%, and for the OC patients 72%. The reasons for the relatively
low response rate may have been that the district nurses could have overestimated the
patients’ ability to answer the questionnaire or that the nurses did not have enough time to
explain how to fill in the questionnaire.

The majority of patients were found to be very satisfied with the primary health care. A
question that can always be raised is whether the patients had a sense of dependence that
might have influenced the expression of satisfaction (7). Consideration must be given to the
special relationship that may exist between the patient and the district nurse. Owens argued
that elderly persons in particular, on account of their dependence, are unwilling to criticize the
care (7). Also, it should be noted that only 168 out of 593 HC and 264 out of 492 OC patients
answered the questionnaire. Consequently, we do not know whether the patients who, for a
number of reasons, could not answer the questionnaire were satisfied or dissatisfied.
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Conclusions

The district nurses considered their knowledge, management and documentation of
patients with chronic-pain conditions to be in need of improvements. According to the
district nurses in the SA at the follow-up, some improvements were made.

With the exception of the main keywords “nursing status” and “nursing interventions”, the
nursing documentation in the patients’ records was found to be scarce in both areas in
1996 and 1998. At the follow-up, some improvements were found in both the SA and the
CA. Our results indicate that the introduction of “pain advisers” improved the
documentation in the SA with regard to both the extent and the more detailed description
of the patients’ chronic-pain conditions.

The patients with chronic-pain conditions felt confirmed at the meeting with the district
nurse. In general, the patients stated that their chronic-pain condition influenced their
well-being. At the follow-up, some improvements were found in both areas. However, in
the SA only, the patients reported having less pain and receiving more knowledge to
enable them to understand the pain as a result of advice and recommendations and/or
information/education.

Both the HC and the OC patients were satisfied with the care, although some areas were
identified as being in need of improvements. Furthermore, the HC patients were found to
be older, more often living alone and reporting poorer, physical health and psychological
well-being as compared with the OC patients. Another finding was that dissatisfied
patients rated their physical health as poorer, compared with the rest of the patients.
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Appendix |
I. Overall review

Main keywords (main keywords in the nursing process relating to chronic-pain conditions)
(1 score for each identified keyword/record, max. 8 scores/record)

1. Nursing history (“Patients or significant other’s description of reason for admission or care. Expectations
as to care and treatment. Health situation and living conditions before current care and contact as a basis for
continuous assessment and nursing care planning”)

2. Nursing status (“Patient’s health situation and conditions influencing present nursing care, at the time of
contact and continuing during the care episode™)

3. Nursing diagnosis (“ldentified and prioritised needs, problems or risks, possible causes and symptoms
influencing functioning in daily life. Needs to maintain or strengthen resources and functions™)

4. Nursing goal (“Goal and expected outcome in measurable terms. Prognosis. Expectations and priorities
agreed with patient or significant other. Goals can be related to functional ability and health status,
management of health promotion, self-care and disease, lifestyle alterations, patient’s satisfaction and well-
being. Long and short term™)

5. Planned nursing interventions (Includes documentation regarding the planning of forthcoming nursing
interventions)

6. Nursing interventions (performed) (“Specify what, when, where, how and by whom. The intention behind
interventions is to promote health and prevent illness. Maintain or retain health and well-being. Promote a
peaceful death. This can be done by different approaches, such as facilitating, limiting or protecting,
motivation or distraction, support or assistance, doing things for the patient, awaiting or withdrawing”)

7. Nursing outcomes (“Outcome and evaluation from a nursing perspective. Signs and symptoms of changes,
stability or achieved goals, short and long term. The effect of nursing care on the patient’s functional ability
and health status, management of health promotion, self-care and disease, lifestyle alterations, patient’s
satisfaction and well-being. Continuously during care episode and at discharge, related to nursing diagnoses,
goals and interventions”)

8. Nursing discharge (Discharge note or note in connection with transfer. Summary of the nursing care and
the patient’s progress during the care episode. Patient’s health situation, nursing diagnosis and nursing-care
plan when relevant, including communication problem if any. Information and contacts made prior to
discharge. Information about to whom the nursing discharge note has been given)

Il. Detailed review - of the two main keywords “nursing status” and “nursing interventions”

a. Nursing status
Description of chronic-pain conditions (1 score for each identified aspect/record, max. 8 scores/record)

. Whether the patient suffers from chronic pain (a medical diagnosis was not regarded as enough)
. Location of pain

. Character/pattern/intensity of pain

. Assessment with a scale (visual analogue scale, VAS)

. Complaints and expressions

. Behaviour in connection with pain (e.g. crying)

. What causes onset or relief

. How the patient manages the pain (including drugs)

O~NO O WN B

Well-being relating to chronic-pain conditions
(1 score for each identified aspect/record, max. 5 scores/record)

1. Mobility
2. Isolation
3. Mood

4. Sleep

5. Energy

Patients’ control and information relating to their chronic-pain condition
(No. and percentage. This part was not scored)

1. Pain was/was not under control
2. Patient felt/did not feel well informed about the painful condition

Protocol continued
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Protocol (continued)

b. Nursing interventions
Direct and indirect nursing interventions relating to chronic pain
(Distribution in percentage of total no. of documented interventions)

A. Direct nursing interventions (i.e. direct contact with the patient)
A.1 Nursing care and communication (e.g, support, information, training given to the patient)
A.2 Medical and/or technical interventions (e.g, different kinds of treatment, transcutaneous, electrical
nerve stimulation (TENS), massage)
A.3 Drug management (e.qg, the delivery of drugs to the patients for direct intake, injections)
B. Indirect nursing interventions (i.e. indirect contact with the patient)
B.1 Nursing care and communication (e.g, support, information, training given to “others” in order to help
and support the patient)
B.2 Drug management (e.g, distribution of drugs into a pill dispenser)
B.3 Administrative interventions (e.g, different kinds of written applications, prescription of technical
equipment)
B.4 Administrative drug management (e.g, prescription of drugs by the district nurses)

Dependent/independent nursing interventions relating to chronic pain
(Distribution in percentages of total no. of documented interventions)

1. Dependent nursing interventions
2. Independent nursing interventions

Figure 1. The protocol for review of the district nurses’ documentation relating to chronic pain.
The definitions of the main keywords have been taken from (82, pp. 865-867).
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