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PATIENT EDUCATION

The PRO-SELF®: Pain Control Program—
An Effective Approach
for Cancer Pain Management

Claudia M. West, RN, MS, Marylin J. Dodd, RN, PhD, FAAN, Steven M. Paul, PhD,
Karen Schumacher, RN, PhD, Debu Tripathy, MD, Peter Koo, PharmD,
and Christine Miaskowski, RN, PhD, FAAN

Purpose/Objectives: To describe the PRO-SELF®: Pain Control Pro-
gram, an educational approach that provides patients and family
caregivers with the knowledge, skills, and nursing support needed to
improve pain relief.

Data Sources: Published research studies, articles, and conference
abstracts.

Data Synthesis: Patients with cancer and family caregivers lack
knowledge about pain management and side effects. Engaging in self-
care behaviors improves patients’ health outcomes.

Conclusions: The PRO-SELF: Pain Control Program is an effective
approach that can be used to help patients with cancer and their fam-
ily caregivers obtain the knowledge and skills that are needed to man-
age pain. Three key strategies for delivering the PRO-SELF program are
(a) provision of information using academic detailing, (b) skill building
with ongoing nurse coaching, and (c) interactive nursing support.

Implications for Nursing: Adequate pain relief is vital to decreasing
cancer morbidity and improving patients’ quality of life. The PRO-SELF:
Pain Control Program should be implemented in all settings where can-
cer care takes place.

ain occurs in 30%—-70% of patients with cancer

(Bonica, 1985; Miaskowski & Dibble, 1995; Portenoy

et al., 1992). Unrelieved pain interferes with perfor-
mance of daily activities and results in altered mood states,
such as anger and depression, and adiminished quality of life
(QOL) (Burrows, Dibble, & Miaskowski, 1998; Glover,
Dibble, Dodd, & Miaskowski, 1995). Despite the prevalence
of cancer pain and itsimpact on individuals, negative attitudes
and lack of knowledge on the part of healthcare professionals,
patients, and family caregiversresult in the undertreatment of
cancer-related pain (Cleeland, 1984; Ward et al., 1993).

A number of efforts have been directed toward changing
healthcare professionals' knowledge and attitudes about pain
management, including the development of clinical practice
guidelines and standards (A merican Geriatrics Society Panel
on Chronic Pain in Older Persons, 1998; Jacox, Carr, Payne,
et a., 1994; Joint Commission on Accreditation of Heathcare
Organizations, 1999). However, little has been done to change

Key Paints. ..

O Cancer pain isundertreated and interferes with daily activities,
social interactions, sleep, and mood state, resulting in reduced
quality of life.

O Patients with cancer and their family caregivers lack knowl-
edge and skills about cancer pain management.

0 The PRO-SELF®: Pain Control Program uses education along
with repeated reinforcement, skill building, and ongoing nurs-
ing support to improve self-care pain management in patients
with cancer and their family caregivers.

O Cost-effective adaptations of the PRO-SELF: Pain Control
Program in avariety of settings must be tested and imple-
mented.
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patients or family caregivers' knowledge, attitudes, and be-
haviors regarding cancer pain management.

The PRO-SELF®: Pain Control Program was designed to
provide patients and family caregivers with the knowledge,
skills, and nursing support needed to better assess and man-
age their own pain. “Pro-self” means “for you” and is based
on the assumption that people who participate in self-care
activities can improve their health outcomes (Orem, 1991).
The PRO-SELF: Pain Control Program isthethird in aseries
of self-care interventionsin the PRO-SEL F Program that were
developed and tested in large randomized clinical trias (Dodd
et al., 1996, 2000, in press; Larson et al., 1998) The PRO-
SELF Program consists of three dimensions: provision of in-
formation, skill building, and interactive nursing support
aimed at teaching patients how to prevent and manage the side
effects of their disease and treatment.

The PRO-SELF: Pain Control Program used these three di-
mensions and was enhanced by the use of nurse coaching
(Carrieri-Kohlman, Gormley, Douglas, Paul, & Stulbarg,
1996; Gillisset al., 1993; Gortner et a., 1988) and an educa-
tional strategy called academic detailing (Soumerai & Avorn,
1990). Because of the nature of the skills (e.g., modifying the
analgesic administration schedule for improved pain relief)
and the changes in attitudes (e.g., regarding the use of opioid
analgesics) that patients were devel oping, nurse coaching was
amore active component of the skill-building dimension in
this intervention than in the previous PRO-SELF programs.
These enhancements were considered natural evolutionary
stepsin the development of the PRO-SELF Program as it was
tested and used in awide range of self-care applications.

The effectiveness of the PRO-SELF: Pain Control Program
wastested in alarge randomized clinica trid with patients with
cancer who had metastatic bone pain and their primary family
caregivers (if they had one) (Miaskowski et al., submitted for
publication). Patients were randomized to receive either the
PRO-SELF: Pain Control Program (n = 115) or standard care
(n=97). At the end of each day, patients recorded their pain
scores and all analgesic medication taken. The PRO-SELF
group received individualized teaching and coaching about can-
cer pain management during three home visits and three tele-
phone calls over six weeks. Intake of all analgesic medications
increased significantly (p=0.001) inthe PRO-SELF group. The
intake of around-the-clock opioid medications increased on
average by 50 mg per day (expressed in morphine equivalents)
in the PRO-SELF group, whereas opioid analgesic intake in the
control group did not change over the five weeks of data collec-
tion. Although clinically significant, this difference was not sta-
tistically significant. The PRO-SELF patients' average, leadt,
and worst pain intensity scores decreased an average of 1.3 (p
=0.0001), 0.7 (p < 0.0001), and 1.4 (p = 0.04) units, respec-
tively, on a 0-10 numeric rating scale. Hours per day in pain
decreased an average of 5.5 hours per day.

The purpose of thisarticle isto provide a detailed descrip-
tion of al of the components of the PRO-SELF; Pain Control
Program for use by nurses who care for patients with cancer.

Background

Knowledge and Attitudes About Pain and Pain
Management: Patients With Cancer

A limited amount of information is available on the knowl-
edge that patients with cancer have of pain and its treatment.

Ferrell and Schneider (1988) evaluated 75 patients with
chronic cancer pain. Eighty-three percent of patients at home
and 60% of hospitalized patients took their pain medication
less frequently than ordered because of fears of addiction and
tolerance, misunderstandings about dosages, and feelings that
their pain could not be treated adequately.

The current study’ s research group compared the knowl-
edge and attitudes of outpatients, with and without cancer
pain, about pain and pain management (Y eager, Miaskowski,
Dibble, & Wallhagen, 1997). Patients with cancer-related pain
knew significantly more about pain and its management than
pain-free patients. However, in both groups of patients, mean
knowledge scores were below 60% on a 0%—-100% scale.
Older people had significantly less knowledge about pain and
pain management than younger people. In addition, patients
with more education and those with higher pain intensity rat-
ings scored higher on the knowledge questionnaire. The re-
sults of the current study demonstrated that outpatients with
cancer with or without pain have limited knowledge about
pain and negative attitudes about pain management. These
findings suggested that patients need more education about
pain and effective pain management strategies.

Despite this need, few studies have tested the effectiveness
of patient-education strategiesto manage pain. Ferrell, Ferrdll,
Ahn, and Tran (1994) devel oped an educational intervention
for elderly patients with cancer (N = 80) and their primary
family caregiversthat consisted of information about pain and
pharmacol ogic and nonpharmacologic treatments. An RN
provided the intervention during three home visits over two
weeks. Study outcomes were evaluated at one and three weeks
after the intervention visits. The investigators found an in-
crease in knowledge about pain, increased opioid intake, and
decreased pain intensity and distress. However, a control
group did not exist and little information was provided on
how patients were instructed to tailor their pain prescriptions
to best meet their needs.

Other than the randomized clinical trial of Miaskowski et
al. (submitted for publication), only two randomized clini-
cal trials have tested the effectiveness of a patient interven-
tion to improve cancer pain management. DeWit et al.
(1997) studied patients with cancer (N = 313) who were ex-
periencing chronic pain to determine whether a Pain Educa-
tion Program (PEP) could improve patient outcomes. Pa-
tients were recruited from an inpatient oncology unit and
stratified based on whether they would receive district (i.e.,
public health) nursing at discharge. Following stratification,
patients were randomized to receive either a PEP or standard
care. The PEP was tailored to meet the individual needs of
patients and consisted of educating patients about pain man-
agement and how to report pain using a pain diary, commu-
nicate about pain, and contact healthcare providers. Spe-
cialy trained nurses administered the PEP in the hospital
and by telephone at three and seven days postdischarge.
Follow-up assessments were completed at two, four, and
eight weeks postdischarge. Results demonstrated a signifi-
cant increase in pain knowledge (p < 0.01) and a significant
decrease in pain intensity (p < 0.001) in the patientsin the
intervention group. However, the decrease in pain intensity
was seen only in the group without district nursing. No
evaluation of analgesic intake was done as part of this study,
so determining what factors contributed to the improvement
in pain intensity scoresisdifficult.
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Clotfelter (1999) studied the effectiveness of an instructional
videotape on the pain intensity of asmall group of elderly pa-
tients with cancer (N = 36). The patients were randomized to
view the videotape and receive a copy of the consumer version
of Management of Cancer Pain (Jacox et al., 1994) or standard
pain management instruction by their physicians or other clinic
staff. The videotape was 14 minutes long and covered informa:
tion on addiction, tolerance, communicating pain and effective-
ness of pain management to healthcare providers, types of pain
medication, timing of administration, routes of administration,
benefits and risks, side effects and their management, and
nonpharmacol ogic interventions. Both groups of patientswere
asked to rate their pain on a100 mm visual analogue scalejust
prior to receiving the videotape or standard care and two
weeks after the intervention at two different pointson asingle
day. Theresultsindicated that the pain intensity measured two
weeks after the intervention was significantly lower in the
experimental group than in the control group (p = 0.021), al-
though both groups experienced an increase in pain during the
two-week period compared with baseline. Clotfelter did not
measure a change in analgesic intake before or after theinter-
vention, making it difficult to evaluate what factors accounted
for the decrease in pain scores. Additionally, the pain inten-
sity ratings were obtained in only three single moments in
time, making it difficult to determineif the differencein pre-
and post-test pain ratings represented area pattern of reduced
pain intensity.

The Role of Family Caregivers in Pain
Management

Several studies (Ferrell, Cohen, Rhiner, & Rozek, 1991;
Ferrell, Ferrell, Rhiner, & Grant, 1991, Ferrell, Grant, Chan,
Ahn, & Ferrell, 1995; Ferrell, Rhiner, Cohen, & Grant, 1991;
Y eager, Miaskowski, Dibble, & Wallhagen, 1995) have
shown that family caregivers, not just patients, experience the
crisis of cancer-related pain. Family caregivers of patients
with cancer who are experiencing pain often have different
perceptions of patients’ pain intensity and the effect of pain
ontheir daily activities. Ferrell, Cohen, et al.; Ferrell, Ferrell,
et al. (1991); Ferrell, Rhiner, et a; and Y eager et al. (1995)
found that family caregivers often rated patients’ pain inten-
sity and distress higher than the patients did. Family care-
givers also have limited knowledge of cancer pain and its
management, receiving a mean score of 57% on the knowl-
edge and attitudes subscale of the Pain Experience Scale
(Yeager et a., 1995) and 53% on the Family Pain Question-
naire (Ferrell et al., 1995). Y eager et al. (1995) found that
family caregivers more often than patients believed that pain
medications interfered with breathing. Ferrell et al. (1995)
found that family caregivers were more likely than patients
to believe that cancer pain could not be relieved. From inter-
views with 85 family caregivers, Ferrell, Cohen, and col-
leagues discovered that family caregivers are involved ac-
tively in their family members’ pain management and have
concerns about deciding what to give and when, have fears
of addiction, are engaged in reminding and encouraging pa-
tients, and sometimes feel they are responsible to do “every-
thing.” Given the different perceptions of family caregivers
about patients' pain and the role they play in patients' pain
management, including family caregiversin any intervention
is essential to improving patients’ knowledge and skillsin
pain management.

Academic Detailing

Academic detailing is an outreach education strategy found
to be effective in changing physicians performance, particu-
larly their prescribing behaviors, and improving their patients
health outcomes (Soumerai & Avorn, 1990; Thomsen O’ Brien
et al., 2001). Academic detailing isbased on adult learning prin-
ciples and includes the following approaches: (a) determining
basdline knowledge and mativationsthat support the current be-
havior, (b) defining clear educational and behaviora objectives,
(¢) using a credible individual to deliver the information, (d)
stimulating active participation of the learner in the process, (€)
using concise teaching materias, (f) highlighting and repesting
key information, and (g) providing positive reinforcement of
behavior changesin follow-up visits (Soumerai & Avorn).

Outreach education is defined as one or more personal visits
by atrained person to a healthcare provider in the provider's
own setting (Soumeral & Avorn, 1990; Thomsen O'Brienetdl.,
2001). Thevisit condsts of the provision of focused information
(either case based or research based), clinical practice guide-
lines, and written or audiovisud materials or publications; thein-
formation is delivered by acredible individual such as a phar-
macist, physician, educator, or other knowledgeable person. The
outreach visit may be combined with other strategies, such as
auditing and feedback on theindividua’ s performancein acer-
tain area (e.g., prescription of antibiotics), reminders, sharing
information from opinion leaders (i.e., acknowledged expertsin
the area), patient-mediated education via printed information or
counsdling, and postintervention follow-ups or evaluations.

To date, no randomized clinical trials have investigated the
effectiveness of academic detailing in changing patient health
behaviors where patients are the primary target of the inter-
vention. A few uncontrolled studies, however, included pa-
tient education in addition to the physician-mediated strategies
(Blackstien-Hirsch, Anderson, Cicutto, Mclvor, & Norton,
2000; Preston, Scinto, Grady, Schulz, & Petrillo, 2000; Rabin
et al., 1994; Stergachis, Fors, Wagner, Sims, & Penna, 1987).
Blackstien-Hirsch et a. used academic detailing with avolun-
teer group of primary care physiciansin an effort to increase
their use of corticosteroids relative to beta-adrenergic ago-
nists. The physicians' patients with asthma (N = 195) were
invited to participate in two educationa sessions, two weeks
apart, that were provided by their physicians and focused on
self-management. In addition to the teaching, the patients
were given an asthma symptom and medication diary to use
for two weeks. At the six-month follow-up, statistically sig-
nificant improvements resulted in the physicians' prescribing
behaviors and patients' knowledge of asthma and QOL, a-
though no change occurred in patients' health services use.
The investigators did not describe the content of the teaching
sessions or the methods used to teach the patients.

Nurse Coaching

Gortner and colleagues (1988) and Gilliss and colleagues
(1993) demonstrated the efficacy of a psychoeducational in-
tervention with nurse coaching, administered viatelephone,
to improve patient outcomes following open-heart surgery.
The purposes of the telephone coaching, completed weekly
for four weeks following discharge and again at six and
eight weeks, wereto (@) provide frequent and individualized
support to patients and partners during the immediate home
recovery period, (b) reinforce the educational content of the
intervention provided prior to discharge from the hospital, and
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(c) provide information for the formation of self-efficacy ex-
pectations, particularly regarding walking, lifting, stair climb-
ing, general exertion, and, where appropriate, working. The
patients in the coaching intervention group reported increased
activity in the form of walking compared with the control
group who received standard postoperative care. The authors
suggested that their study must be replicated using a“more
intense approach” to change patient behaviors.

The PRO-SELF: Pain Control Program

The PRO-SELF: Pain Control Program consists of teaching
and coaching patients how to tailor their prescribed and over-
the-counter analgesics to best relieve their pain. As outlined
in Table 1, the intervention was provided in three home vis-
its and three telephone calls during a six-week time period,
with either avisit or a phone call occurring each week. The
majority of the teaching and the initial coaching to optimize
the analgesic regimen for improved pain relief occurred dur-
ing the first home visit. Evaluation of the effects of recom-
mended changes, reinforcement of the teaching, and further
coaching to change the analgesic regimen occurred in the
subsequent home visits and telephone calls.

Before receiving the intervention, patients recorded their
pain every day before bedtime for seven days. They recorded
their least, average, and worst pain for the day using a0 (no
pain) to 10 (worst pain imaginable) numeric rating scale. Also
at baseline, patients and their family caregivers completed a
questionnaire (Ferrell, 1994) that assessed their knowledge of
and attitudes toward cancer pain and its management, side ef-
fects of analgesics, and the concepts of addiction, tolerance,
and dependence. Figure 1 displays the items on the question-

Table 1. Components of the PRO-SELF®: Pain Control Program

naire and the correct responses. During the final home visit,
patients and family caregivers again completed the knowledge
and attitudes questionnaire as a means of eval uating the effec-
tiveness of the PRO-SELF: Pain Control Program.

Three research nurses provided the intervention, each to a
different group of participantsthat lived within aone and one-
half hour driving distance from the nurses’ own homes. These
nurses were experienced in oncology, pain management, or
both. After being hired, the nurses received a six-hour orien-
tation to the study, teaching materials, and data collection
procedures. The orientation attempted to be comprehensive
regarding how the nurses should advise patients around com-
mon pain control issues that might arise. However, less com-
mon issues occasionally were encountered, and each nurse's
particular level and type of pain management experience de-
termined some of the counseling in these cases.

Provision of Information (Academic Detailing)

During the first home visit, the research nurses used the
academic detailing approach to provide the information
needed for patients to change their knowledge, attitudes, and
behaviors regarding the use of analgesic medication. During
thisvisit, the research nurses reviewed the patients’ and fam-
ily caregivers responses to each of the items on the knowl-
edge and attitude questionnaire. The nursesidentified specific
areas of knowledge deficit and focused the education in these
areas. Toillustrate the correct responses to the knowledge and
atitude questionnaire and provide reinforcement of the teach-
ing, the research nurses gave the patients and family care-
giversthe PRO-SELF; Pain Control Booklet. The PRO-SELF:
Pain Control Booklet was written at an eighth-grade reading
level and contained each item on the knowledge and attitude

Time Period

Intervention

Week 1 Nurses meet patients and family caregivers in their homes.

1. Conduct the academic detailing session.

* Review answers to questions on the knowledge and attitude questionnaire.
* Review the PRO-SELF: Pain Control Booklet and use the teaching guide to enhance information in the booklet.

. Review baseline pain scores and pain pattern.

O ~NO O Wi

Week 2 Nurses telephone patients and family caregivers.

. Review pain medications and drug administration schedule.

. Coach patients regarding optimal administration of pain medications; set up medications in the pillbox.

. Instruct patients on how to complete daily PRO-SELF Pain Management Diary.

. Review side effects checklist and discuss prevention and management of side effects.

. Coach patients on how to discuss with their healthcare providers the need for change in the pain management plan, if appropriate.
. Review how to contact nurses for pain management questions.

1. Review pain scores and medication use during the previous week.
2. Reinforce teaching and coaching about use of analgesics, side effects management, and concerns about addiction, if needed.
3. Determine if patients had to see healthcare providers for pain management or if analgesic prescription changed during the previous week.

4. Answer questions about pain management.

Week 3 Nurses visit patients and family caregivers at home.

1. Review pain scores and medication use during the previous week.
2. Reinforce teaching and coaching about use of analgesics, side effects management, and concerns about addiction, if needed.
3. Determine if patients had to see healthcare providers for pain management or if analgesic prescription changed during the previous week.

4. Answer questions about pain management.
Week 4
Week 5
Week 6

Telephone call—Same as week 2
Telephone call—Same as week 2

Home visit—Same as week 3
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1. Cancer pain can be effectively relieved. O Agree O Disagree

2. Pain medicines should only be given when O Agree O Disagree
pain is severe.

3. Addiction refers to a person’s desire to use O Agree O Disagree
drugs for their effects on the mind or emo-
tions rather than for the medical use of re-
lieving pain. Most cancer patients on pain
medicines will become physiologically ad-
dicted to the medicines over time.

4. Drug dependence means that a person O Agree O Disagree
would go through withdrawal if a pain medi-
cine were stopped. Most cancer patients on
pain medicines will become physically de-
pendent on the medicines over time.

5. Itis better to give pain medicines around the O Agree O Disagree
clock (on a schedule) rather than only when
needed.

6. It is better to give the lowest amount of O Agree O Disagree
medicines possible early on so that larger
doses can be used later as pain increases.

7. Treatments other than medicines (such as O Agree (3 Disagree
massage, heat, and relaxation) can be effec-
tive for relieving pain.

8. Pain medicines can often interfere with O Agree (O Disagree
breathing.

9. Patients are often given too much pain O Agree O Disagree
medicine.

Figure 1. Items From the Patient Pain Questionnaire

Note. From Patient Pain Questionnaire, by B.R. Ferrell and City of Hope Na-
tional Medical Center, 1994, http://prc.coh.org. Copyright 1994 by B.R. Ferrell.
Adapted with permission.

Correct responses are highlighted in bold and underlined.

questionnaire, the correct responses with arationale, and key
points regarding each item that reinforced the teaching. No pro-
visionswere made for participantswhose reading level wasless
than an eighth-grade level because earlier studies with similar
patient populations indicated that the mean educational level
achieved was oneto two years of college. To ensure consistency
in the teaching among the research nurses, the nurses used a
teaching guide that included the same information as the PRO-
SELF: Pain Control Booklet and additional supporting informa:
tion. The booklet and teaching guide were based on aclinica
practice guiddline, Management of Cancer Pain, which was de-
veloped by an expert panel convened by the Agency for Health
CarePolicy and Research (Jacox et ., 1994). Both itemscan be
retrieved from http://nurseweb.ucsf.edu/conf/cancerpain.
During the teaching, when differences occurred in responses
from patients and family caregivers on particular knowledge
items, the nurses encouraged discussion of these differences so
that the patients and family caregivers were aware of each
other’s beliefs and attitudes. Also during the first home visit,
the nurses reviewed all medications that patients were using
for pain, both prescribed and over-the-counter, and how they
were being taken. These medications included opioids,
nonopioids, and coanalgesics (e.g., antidepressants, anti-
convulsants, anxiolytics, antispasmodics). The nurses taught
the patients and family caregivers how to use the PRO-SELF
Pain Management Diary, which patients completed at bedtime
each day. The PRO-SELF Pain Management Diary can be
retrieved from http://nurseweb.ucsf.edu/conf/cancerpain. As
illustrated in Figure 2, the upper half of each page was used to
record patients' least, average, and worst pain for that day, us-

ing the 0—10 scale, and the number of hours per day they ex-
perienced pain. The nurses then taught the patients and fam-
ily caregivers how to record the analgesic medications on the
bottom half of the diary, categorizing them as“routing” or “ex-
tra’ (i.e., asneeded [PRN]). The nursesrecorded the informa-
tion found on the prescription label of each medication (i.e.,
the name of the medication, the dosage, number of tablets, fre-
guency of administration). Usually, the nurses recorded this
information on the first few pages for the patientsto use as a
prototype and instructed them to complete each page in the
same manner. If one or more of their pain medicationswas dis-
continued or another one added, patients were instructed to
record this information on that day’s diary.

In the second column, the nurses recorded the times the pa-
tients usually took their routine medications. For example, if
they were prescribed M S Contin® (Purdue Pharma, Stamford,
CT), 30 mg, onetablet, twice aday, and patients usually took
the medication at 8 am and 8 pm, the nurses recorded these
times. The nurses taught patients to record at the end of each
day the times they took their PRN medications. To indicate
that they had, in fact, taken the medications, patients were
asked to circle the time recorded in the diary. The family
caregiverswere encouraged to assist the patientsin complet-
ing the diary. Patients’ adherence with completing the diary
was quite high (approximately 90%). This was attributed to
the support of the family caregivers and the follow-up visits
and telephone calls by the nurses.

The nurses also gave the patients a weekly pillbox (One-
Day-at-a-Time Weekly Medication Organizer Tray™, Apoth-
ecary Products, Inc., Burnsville, MN) to remind them to take
their pain medications. As seen in Figure 3, the pillbox is
organized by the days of the week and each day has four time

Date: / /

Please fill out this page before going to bed, keeping in mind how your pain
was during the day.

o 1t 2 3 4 5 6 7 8 9 10

no pain mild moderate severe  worst pain

imaginable

1. Using the scale above, choose a number that best describes
A. The average amount of pain you experienced today.
B. The least amount of pain you experienced today.
C. The worst amount of pain you experienced today.
2. How many hours did you have pain today?
(0—24 hours)

Directions: At the end of each day, please indicate the times you took your
routinely scheduled pain medicine and any extra pain medicine you needed.

Medicine Time

Routine

Extra

Figure 2. Example of One Day From the PRO-SELF® Pain
Management Diary

Note. From PRO-SELF Pain Managemenet Diary, by C. Miaskowski, 1995.
Copyright 1995 by C. Miaskowski. Reprinted with permission.
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Figure 3. One-Day-at-a-Time Weekly Medication Organizer
Tray™

dlots for medications. One day’ s medications can be conve-
niently removed from the organizer and carried separately.
The nurses taught patients to fill the pillbox for the week,
placing their routine and PRN analgesics and stool softener in
the time dlots according the schedule agreed upon.

An analysis of the patients' perception of the effectiveness
of the pillbox indicated the vast majority of patients liked
using the pillbox. It reminded them when their pain medica-
tions were due and when it wastime to refill the prescription
(Miaskowski et al., 2001).

Skill Building

The nurses worked with the patients to build their skillsin
(a) assessing their pain and its response to the analgesics, (b)
developing an analgesic regimen that best met their pain man-
agement and lifestyle needs, (c) planning strategies for the
prevention and treatment of analgesic side effects, and (d)
speaking with their healthcare providersif the analgesic pre-
scription was not adequate. The nurses used frequent rein-
forcement and coaching strategiesto assist patients and fam-
ily caregiversinimplementing the new skills. These strategies
began with the first home visit as the nurses helped patients
see that they could experience improved pain relief by alter-
ing the times and frequency of their analgesic intake (while
staying within the parameters of the prescription). Such advice
always was accompanied by instructions on how to prevent
and treat the side effects that could occur with the increased
amount of medications.

Most of the coaching took place during subsequent tele-
phone calls and home visits as patientstried to incorporate the
new information and skillsinto their daily lives. For example,
while reviewing a patient’s pain and analgesic prescription
during the first home visit, a nurse may have ascertained that
the patient often awoke in the middle of the night in pain. The
nurse would coach the patient to add a dose at bedtime if the
patient had doses |eft over or to shift the medication schedule
to allow coverage during the nighttime hours. In subsequent
telephone calls or home visits, the patient would inform the
nurse of her or his pain scores for the previous week and how
effective the earlier advice had been. The nurse would help
the patient solve any problems with implementing the plan,
such asforgetting to take the medication before bedtime. The
nurse assessed if side effects increased and what the patient
did about them. If necessary, the earlier teaching would be
repeated and the new skills reinforced.

To integrate the new behaviorsinto the way they dealt with
their pain, patients had to be able to assess their pain and its
response to the analgesic regimen. Use of the pain manage-
ment diary helped patients think about their pain, itsrelation-
ship to the day’ s activities, and the effect of changing the an-
algesic plan. Patients did not know intuitively how to usethe
diary in this way, and they needed coaching to do so (Schu-
macher, Koresawa, West, Dodd, et al., 2002).

Often, patients were taking minimal amounts of their anal-
gesics and experiencing worst or average pain scores in the
moderate-to-severe range (i.e., five or higher) (Miaskowski et
al., submitted for publication). When the nurses questioned
the patients as to why they were not taking more medication
when their prescription allowed them to take more, they gave
avariety of reasons. Lack of information on how to take pain
medi cations was a common response. Many patients stated
they were not aware that they could take a PRN drug on a
routine basis, or otherwise manipulate their medication sched-
ule. Many expressed fears of side effects, with constipation
and sedation cited as the most common. Others described
negative experiences with pain medicationsin the past. A few
indicated a need to have a certain level of pain, which they
used as an indicator of how much activity they could do with-
out “overdoing it.” Occasionally, patients expressed fears of
addiction or dependence, but, for most patients and family
caregivers, these fearswere put to rest with the teaching in the
first homevisit. Rarely, patients expressed aresistance to tak-
ing medication of any sort, of adding more “chemicals’ to
their systems (Schumacher, West, et al., 2002).

If patients were reluctant to increase their analgesic intake
to cover most or all of the day, the nurses negotiated a
gradual increase in their intake to one or two tablets twice,
three times, four times, or more per day. The nurses coached
the patientsto evaluate their pain aday or two after each in-
crease and to proceed with the next increase if the pain score
was above 2.5 or remain at the current dose if the pain was
2.5 or lower. The nurses also provided concurrent informa-
tion about strategies to prevent or treat the anticipated con-
stipation (see Figure 4). Family caregivers were encouraged
support the change in analgesic intake and to remind patients
about their medication schedule, aswell asthe prevention and
treatment of side effects.

The nurses attempted to elicit pertinent history related to the
patients' and family caregivers' experience with pain medica
tions and offered strategies for dealing with issues of concern
to them. If patients had had a previous negative experience

9. Pain medicines can often interfere with breathing. O Disagree 3 Agree

* Pain medicines given to treat cancer pain usually do NOT affect your
breathing.
¢ One of the major problems with pain medicines is CONSTIPATION.
* Some things you can do to prevent constipation are
1. Drink four to six glasses of water a day.
2. Drink a small glass of prune juice every day.
3. Eat fruits and vegetables.
4. Take the following medicines: Colace® (Shire US, Inc., Florence, KY)
100 mg—200 mg two or three times per day; senna 1-2 pills before bed.

Figure 4. ltem 9 From the PRO-SELF®: Pain Control Booklet

Note. From PRO-SELF Pain Control Booklet, by C. Miaskowski, 1995. Copy-
right 1995 by C. Miaskowski. Reprinted with permission.

Correct response is highlighted in bold and underlined.
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with pain management, the nursestried to explore the nature
of the experience with them. Teaching alone often was suf-
ficient to overcome patients’ reluctance. Occasionally,
though, patients related a history of intractable side effects
to aparticular class of analgesics that made them extremely
apprehensive to try again, or stigmatization of either them-
selves or a family member around the issue of chronic
opioid administration (Schumacher, West, et al., 2002).

In the case of intractable side effects, the nurses coached
patients on more aggressive prevention and management of
these side effects or offered information about alternative
analgesicsthat they could suggest to their healthcare provid-
ers. Inthis study, fears of addiction or stigmatization were not
common barriersto adequate analgesia after theinitial teach-
ing was complete, but when present, they impeded adequate
analgesiain the few patients who held onto these fears and
whose attitudes could not be altered. In this situation, the
nurses reinforced the notion that addiction isthe use of adrug
for its effect on the mind or the emotions and it rarely occurs
in the treatment of cancer pain. The nurses reminded patients
that a difference exists between psychological addiction,
physical dependence, and tolerance. Physical dependence
(i.e., the experience of withdrawal symptoms if an opioid is
abruptly discontinued) and tolerance (i.e., increasingly larger
doses of an opioid are needed over timeto obtain pain relief)
are the expected pharmacol ogi ¢ effects of opioid medications
and can be managed. Additionally, patients were helped to see
that adequate pain control was important to enable them to
perform their work and the activities they enjoy, as well as
spend time with the people they love. A qualitative analysis of
the clinical interactions between nurses, patients, and family
caregivers documented the many difficultiesthat patients en-
countered when trying to put a pain management plan into
effect. This analysis is reported elsewhere (Schumacher,
Koresawa, West, Hawkins, et al., 2002).

As patients followed the nurses' advice and began to expe-
rience increased side effects, primarily constipation and seda
tion, they often became discouraged and wished to go back to
their previous level of pain medication. The nurses reminded
them of specific strategies to prevent and treat these side ef-
fects and helped them see the improvement in their pain
scores and the increased activity that this allowed them. Per-
suading the patients to change their behaviorsin thisway was
not an easy or simpletask. A qudlitative analysis of the audio-
taped interactions among the patients, family caregivers, and
research nurses found that some patients would rather live
with their pain than the side effects of their analgesics
(Schumacher, Koresawa, West, Hawkins, et al., 2002). For
example, patients who were employed, had young children, or
frequently drove their carswere reluctant to allow themselves
even afew days to become tolerant to the sedative effects of
their analgesic medications. The nurses tried to help them
strategize around these constraints, such as suggesting that
they increase their medications when they had aweekend of f
or someone was available to take care of the children.

Occasionally, patients were taking their prescribed analge-
sics at the maximal amount recommended and experiencing
inadequate relief or the number of hours per day that they
were in pain necessitated the use of long-acting opioids.
When this situation occurred, the nurses coached patients on
how to speak with their healthcare providers to obtain a
changein the analgesic prescription. A number of studies have

shown that some people have difficulty speaking with their
healthcare providers about their pain (Brockopp, Warden,
Colclough, & Brockopp, 1996; Coward & Wilkie, 2000;
Ward et a., 1993). A recommended script (see Figure 5) was
given to patients to use that stated succinctly what patients
pain scoreswere with optimal use of the prescribed analgesics
and the effect of the pain on their ability to function. The
script can be retrieved from http://nurseweb.ucsf.edu/conf/
cancerpain. One of the benefits of this script wasthat it could
be used as a template for discussing other symptoms with
healthcare providers.

Many patients were quite liberated by the teaching. Once
they received the information and understood their lack of
knowledge, they were willing to change their approach to tak-
ing anal gesic medications or speak with their healthcare pro-
viders about achangein their pain prescription. It was asif the
nurses had given them “permission” to make changes in
something they had always viewed as the sole province of
healthcare providers. Other patients, however, had compelling
reasons why they were not taking adequate analgesics, and the
provision of information and persistent coaching did not alter
their approaches (Schumacher, West, et a., 2002). For ex-
ample, several of the patients who had had a stigmatizing
experience with previous opioid use could not be persuaded
to take their prescribed opioids.

Interactive Nursing Support

Supportive, interactive nursing care was integral to suc-
cessful implementation of the provision of information and
skill-building dimensions of the PRO-SELF: Pain Control
Program. The program called for complex changesin knowl-
edge, attitudes, and behaviorsthat often were difficult to ini-
tiate and sustain for many patients. Nurses' skills as expert
clinicians, teachers, and coaches were the foundation for help-
ing patients see the negative impact of pain on their lives and
the ways they could more effectively manage their analgesic
regimens. Beyond that, however, the nurses' underlying con-
cernsfor and persistence in helping the patients and their fam-
ily caregiversdeal with their individual pain issues promoted
anecessary trust relationship. Thisrelationship facilitated the
steps patients needed to take to internalize the information
and implement the new behaviors (e.g., increase analgesic use
or alter timing of medication intake, manage side effects,
speak with healthcare providers). Although the nursing sup-
port was provided with the structure of the three home visits
and three telephone calls, the patients and family caregivers
also had the option of telephoning the research nurses with
guestions or validation of their behavior changes. Most of
them made at |east one additional telephone call to the re-
search nurses.

Hello, Dr. , this is . I'm calling to talk with you about
the pain I'm having. Over the past week, my pain has been a(n)

on a 0-10 rating scale. The pain has been so severe that | have not been able
to sleep, do my usual activities, or visit with my friends. I've been taking my
pain medicine as you prescribed it. I've also been taking addi-
tional doses of medicine every day. The medicine isn’t working. Can we
change the pain medicine so | can get better pain control?

Figure 5. Script for Patients to Use With Healthcare
Providers

Note. Copyright 1995 by C. Miaskowski. Reprinted with permission.
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Implications for Practice and Research

Optimally, the PRO-SELF: Pain Control Program should
be implemented at all points along patients' pain trajectories
and in the settings where their health care takes place. This
type of information needs to be reiterated and behavioral
changesreinforced on aregular basisto achieve and maintain
those behaviorsthat lead to adequate pain control. Such aplan
requires the ongoing education of al healthcare providersin
the knowledge and skills needed to teach and coach patients
and family caregivers, and the expectation that the program
will be implemented on a continuous basis in all oncology
settings. Although the program was tested only in patients
with metastatic bone pain and in the ambul atory care setting,
minor adjustments to the program would make it feasible to
implement with other patient groups or in other settings.

The clinic nurses at the research sites saw patients through-
out the course of their disease and treatment and, therefore,
would have been thelogical peopleto provide the teaching and
coaching with regard to pain management or other symptoms.
However, the intervention required significant time in one-on-
one contact with patients and family caregiversthat would have
been difficult for the clinic nurses to provide in the current
healthcare economic climate. The mean length of time for the
first home visit was 107 minutes (including approximately 20
minutes to complete the study questionnaire); the week-three
visit took a mean of 48 minutes; and the week-six visit lasted
amean of 69 minutes (including approximately 20-30 minutes
to complete the study questionnaire and exit interview). The
three telephone calls averaged 13—16 minutes each.

Adequate pain management, as well as management of
other symptoms, is vital to improving QOL of patients with
cancer. It can influence patients' ability to withstand therig-
ors of their cancer treatment and, thereby, influence the effec-
tiveness of therapy. The Joint Commission on Accreditation
of Healthcare Organizations and various professional organi-
zations have determined that pain relief isacritical component
of patient care. Justification existsfor healthcare organizations
to budget sufficient funds to support the nursing time and
other resources needed to provide patients and their family
caregivers with intensive teaching and coaching around pain
management. The potential cost savings from decreased
healthcare use would further justify thisinitial expenditure.

Investigatorsin the area of pain management need to study
the cost-effective adaptation of the PRO-SELF: Pain Control
Program in the acute-care, oncology clinic, and homecare set-
tings. For example, research needs to examine the number,
length, and frequency of the teaching and coaching sessions;
thetiming of the sessions (e.g., beginning the program during

an acute hospitalization with follow-up in the clinic or home);
the use of small groups of patients and family caregivers or
computer programs to convey some of the general informa
tion; and the inclusion of other healthcare professionals, such
asclinica pharmacists.

Conclusion

Cancer pain often is undertreated, partly because many
patients do not report their pain and partly because they lack
knowledge of effective cancer pain management and have
unwarranted fears of addiction, physical dependence, and tol-
erance. Family caregivers of patients with cancer play anim-
portant rolein hel ping to manage patients' pain, and most also
share the same misconceptions and lack knowledge about
cancer pain. For these reasons, patients must receive adequate
individualized teaching and coaching in the skills needed to
manage their pain, and such interventions must include fam-
ily caregivers. However, the knowledge and skills needed to
develop effective pain management behaviors are complex
and require repeated reinforcement.

The PRO-SELF: Pain Control Program is an effective ap-
proach to help patients with metastatic bone pain and their
family caregivers obtain the knowledge and skillsto increase
analgesic intake and lower the severity of pain and number of
hours per day in pain. Three key strategiesfor delivering this
program were (&) academic detailing with patients and fam-
ily caregiverstogether to identify areas of knowledge deficit
and provide focused, concise information that can be rein-
forced over a period of several weeks, (b) ongoing nurse
coaching to help patients and family caregivers develop new
sdlf-care skills, and (c) interactive nursing support to facilitate
and maintain the skills and behavior changes. A combination
of face-to-face sessions and tel ephone calls was used to pro-
vide the teaching and coaching sessions.

Adequate pain relief isvital to decrease cancer morbidity
and to improve patients QOL . Healthcare organizations must
acknowledge pain relief as a priority by budgeting for suffi-
cient nursing time and other resources to implement an inten-
siveteaching and coaching program to help patients and fam-
ily caregivers achieve enhanced control of their pain.
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0 Cancer Pain Management in Children
www.childrencancerpain.org

O Cancer Pain at Pain.com
www.pai n.com/cancerpain/default.cfm

0 Wisconsin Cancer Pain Initiatives
Www.wisc.edu/wcepi

Links can be found using ONS Online at www.ons.org.

WEST —VOL 30, NO 1, 2003

73



