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Abstract

Background: Research on quality and satisfaction with care during palliative chemotherapy in oncology
patients has been limited. The objective was to assess the association between patient's satisfaction with

care and symptom severity and to evaluate test-retest of a satisfaction survey in this study population.

Methods: A prospective cohort of patients with recurrent gynecologic malignancies receiving
chemotherapy were enrolled after a diagnosis of recurrent cancer. Patients completed the Quality of End-
of-Life care and satisfaction with treatment scale (QUEST) once upon enrollment in an outpatient setting
and again a week later. Patients also completed the Mini-Mental Status Exam, the Hospital Anxiety/
Depression Scale, a symptom severity scale and a demographic survey. Student's t-test, correlation

statistics and percent agreement were used for analysis.

Results: Data from 39 patients were analyzed. Mean (SD) quality of care summary score was 41.95 (2.75)
for physicians and 42.23 (5.42) for nurses (maximum score was 45; p = 0.76 for difference in score
between providers). Mean (SD) satisfaction of care summary score was 29.03 (1.92) for physicians and
29.28 (1.70) for nurses (maximum score was 30; p = 0.49 for difference between providers). Test-retest
for 33 patients who completed both QUEST surveys had high percent agreement (74—100%), with the
exception of the question regarding the provider arriving late (45 and 53%). There was no correlation
between quality and satisfaction of care and symptom severity. Weakness was the most common symptom
reported. Symptom severity correlated with depression (r = 0.577 p < 0.01). There was a trend towards
a larger proportion of patients reporting pain who had three or more prior chemotherapy regimens (p =
0.075). Prior number of chemotherapy regimens or time since diagnosis was not correlated with symptom
severity score. Anxiety and depression were correlated with each other (r = 0.711, p < 0.01). There was
no difference in symptom severity score at enrollment between those patients who have since died (n =

19) versus those who are still alive.

Conclusion: The QUEST Survey has test-retest reliability when used as a written instrument in an
outpatient setting. However, there was no correlation between this measure and symptom severity.
Patient evaluation of care may be more closely related to the interpersonal aspects of the health care

provider relationship than it is to physical symptoms.

Page 1 of 6

(page number not for citation purposes)


http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&dopt=Abstract&list_uids=17074085
http://www.hqlo.com/content/4/1/84
http://creativecommons.org/licenses/by/2.0
http://www.biomedcentral.com/
http://www.biomedcentral.com/info/about/charter/

Health and Quality of Life Outcomes 2006, 4:84

Background

Understanding patient perceptions of technical and inter-
personal care they receive and satisfaction with that care is
essential. Assessments of quality and satisfaction of care in
oncology have focused on patients' satisfaction with phy-
sicians or the health care system [1,2]. Research on satis-
faction during palliative care and care at the end of life
(EoL) of cancer patients has been limited [3]. Global
measures of quality and satisfaction with care are not
completely revealing, because they do not indicate on
which issues, such as symptom management, the provider
should focus on improving [4].

Patients' satisfaction with care may be significantly
affected by their symptoms and the physician's response
to these symptoms, particularly during the advanced
stages of cancer. Gynecologic cancer symptoms are multi-
factorial in character as the primary cancer frequently
metastasizes to other pelvic and abdominal organs.
Women with ovarian cancer present with a constellation
of symptoms including back pain, fatigue, abdominal
pain and urinary symptoms [5]. Ferrell et al assessed
patients with ovarian cancer post-diagnosis; pain, fatigue
and gastrointestinal effects were the most problematic [6].
Sun et al revealed that fatigue was a significant problem
including higher levels of distress in ovarian cancer
patients with recurrent disease [7]. However, the extent to
which satisfaction with care is related to perceptions of
concern and efforts by providers or to underlying patient
mood state, not just to symptoms, is not known [8].

The purpose of this study was to examine the relationship
between patients' perception of quality and satisfaction
with care and symptom severity during palliative chemo-
therapy for recurrent gynecologic malignancies. In 2004,
the National Cancer Institute declared the importance of
improving symptom management for cancer patients [9].
However, there is currently no information on the link
between this population's symptoms, anxiety, depression
and perception of the quality of cancer care directly influ-
enced by clinicians. In addition, we wanted to evaluate the
test-retest properties of the Quality of End-of-Life care and
satisfaction with treatment scale (QUEST) Survey in this
study population.

Methods

Prospective patients with gynecologic malignancies
receiving chemotherapy were enrolled after a diagnosis of
recurrent cancer in this IRB approved study. Patients were
seen in the oncology clinic office by their treating gyneco-
logic oncologist and chemotherapy nurse specialist and
informed consent was obtained for participation in this
study. Patients received a variety of chemotherapy agents
depending on prior treatment and patient/physician pref-
erences. Eligibility criteria included age of 18 or greater

http://www.hglo.com/content/4/1/84

and a mini-mental status exam score of 12 or higher.
Patients completed the QUEST survey regarding quality of
care and satisfaction with care received from both their
physicians and nurses. The survey was completed once
upon enrollment in an outpatient setting and again a
week later. Patient responses were placed in a sealed enve-
lope and they were assured that their individual responses
would not be revealed to their treating physician or nurse.
Patients also completed the Mini-Mental Status Exam, the
Hospital Anxiety/Depression, a symptom severity scale
and a demographic survey. Patient charts were reviewed to
obtain demographic and clinical variables.

Measures

The QUEST Survey contains fifteen items categorized into
two sub-scales in which patient's rate the quality of the
care they have received from their physicians and nurses
separately, and their satisfaction with care. Quality (nine
questions) was rated using a 5-point Likert scale to assess
how often particular behaviors or styles of care were true
of their health care providers. Ratings ranged from never
to always. Similarly, satisfaction (six questions) was rated
using a 5-point Likert scale ranging from "very dissatis-
fied" to "very satisfied". Items for each scale were sum-
mated to obtain an overall score for both quality and
satisfaction with care [3].

Folstein et al developed a simplified, scored form to eval-
uate mental state. The Mini-mental status exam (MMSE)
includes eleven questions (maximum score of 30),
requires 5-10 minutes to administer and is practical for
use serially and routinely. The MMS concentrates on the
cognitive aspects of mental functions and has docu-
mented validity and reliability [10]. This evaluation tool
was used to screen patients at enrollment for any mental
deficiencies. In addition this tool has not been used
before in this patient population. The Hospital Anxiety
and Depression Scale (HAD) has been established as a
convenient self-rating screening instrument for anxiety
and depression [11,12]. The survey consists of fourteen
multiple choice items that are scored on a scale of 0 to 3
and questions are categorized as measuring anxiety versus
depression accordingly. A score of 8 or higher on either
scale indicates the possibility that the patient may have an
anxiety or depression disorder and should be evaluated
further. Previous research in this population has indicated
increased levels of anxiety/depression [7].

A symptom severity scale adapted from that of Mer-
cadante et al was used to analyze frequency and severity of
common gynecologic cancer symptoms [13]. Symptoms
included pain, shortness of breath, nausea/vomiting,
weakness and drowsiness and were included in a standard
form and rated for severity (absent 0, mild 1, moderate 2,
severe 3). A brief demographic survey regarding religious
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affiliation and educational level was completed by
patients.

Statistical analysis

Patient demographics and clinical characteristics were
summarized using descriptive statistics. Student's t-test
was used to compare QUEST scores between physicians
(MD) and nurses (RN) in all patients and correlation
analysis was done between the HADS, symptom severity
scale and QUEST surveys in order to determine if
increased symptoms were association with increased
depression or anxiety and decreased satisfaction score.
Patients completing both QUEST surveys (n = 33) were
used to compare scores between the initial survey and a
second survey administered one week later. Percent agree-
ment, correlations, and paired t-tests were used to com-
pare scores for patients completing the survey at both time
points. Symptom severity was analyzed in only ovarian
cancer patients by correlation analysis and chi-square sta-
tistics. The other gynecologic malignancies were not
included in this analysis as the number of cases were small
and interpretation may not be applicable to other cancer

types.

Results

Forty-four patients were approached regarding the study
and 41 enrolled in this prospective study from September
2003 - March 2006. Two patients after enrollment refused
to continue due to time constraints. Patient demographics
and clinical characteristics of 39 patients with complete
data are summarized in Table 1. The majority of patients
were married, Caucasian and had some college or higher
education (57%). Gynecologic cancers included 79%
ovarian cancer, 18% endometrial cancer and 2.5% vaginal
cancer. Mini-mental status exam scores were high for all
patients (range 27-30) and no patients were excluded
based on this exam.

Mean scores for both physicians and nurses regarding
quality of care and satisfaction with care received were
high (Table 2). There were no differences in scores
between providers (MD versus RN). Thirty-three patients
completed both QUEST surveys. Mean scores on surveys
were compared and there were no differences between
scores on the first and second survey. In addition, correla-
tion coefficients were high (Table 3). Percent agreement
between surveys for individual questions was calculated.
With the exception of question #2 (provider arriving late
for appointment), agreement between answers obtained
on both occasions was high (Table 4).

Thirteen patients (33%) had an anxiety score greater than
8 and 5 patients (13%) had a depression score of 8 or
higher. Anxiety and depression were highly correlated
with each other (r = 0.711, p < 0.01). Patients with

http://www.hglo.com/content/4/1/84

increased scores were referred to a psychologist within our
department for possible treatment.

Symptom severity data, available only for ovarian cancer
patients (n = 31), were used to examine patterns and rela-
tionships with satisfaction (Table 5). There was no corre-
lation between quality of care and satisfaction scores on
the QUEST with symptom severity (r = 0.085 and r =
0.009 respectively). Weakness was the most common
symptom reported, and 10 patients (32%) reported no
symptoms whatsoever. Symptom severity was correlated
with depression (r = 0.577, p = 0.001), but not anxiety.
Prior number of chemotherapy regimens or time since
diagnosis was not correlated with overall symptom sever-
ity score. When patients were stratified based on number
of prior chemotherapy regimens, there was a trend
towards more frequent reports of pain in patients who
had undergone more chemotherapy regimens. Five out of
the nine patients (55%) who had undergone three or
more chemotherapy regimens reported pain, compared to
four out of the 18 patients (22%) with one or two regi-
mens (p = 0.075).

Nineteen patients have died since the study began, all of
whom were enrolled during the years 2003-2004. There
was no difference in symptom severity score at enrollment
between patients who have died versus those still alive.

Discussion

In this prospective, observational study there was no cor-
relation between perceptions of quality and satisfaction
with care and symptom severity. Clinical variables, such
as prior number of chemotherapy regimens or time since
diagnosis, also were not related to the symptom severity
score. There was a trend towards a larger proportion of
patients who had multiple prior chemotherapy regimens
reporting pain. Weakness was the most common symp-
tom reported. Anxiety and depression were correlated
with each other and symptom severity was correlated with
depression. We also found the QUEST Survey to have test-
retest reliability when used as a written instrument in an
outpatient setting.

Quality cancer care includes provision of the most effec-
tive curative therapies, as well as excellent symptom man-
agement and sensitive end-of-life care. Symptom
management, the core of palliative care, is an integral part
of cancer care throughout the disease trajectory, while
"end-of-life" care usually refers to care during the terminal
phase or last few weeks or months of life. There is no
objective dividing line between palliative care and end-of-
life care and we use the terms interchangeably [6] in this
paper to differentiate them from curative aspects of care.
In that the majority of patients in our sample had ovarian
cancer, which typically recurs after an initial remission,
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Table I: Patient demographic and clinical characteristics (n = 39)
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Age, mean (SD)
Marital status
Married
Widowed
Single
Unknown
Race
Caucasian
African-American
Other
Education
< HS grad
HS grad
Some college
College grad or higher
Cancer type
Ovarian/peritoneal
Endometrial
Vaginal
Time since original diagnosis, mean (SD)
Number of prior chemotherapy regimens, median (range)

60.33 (10.1) years

27 (69%)
6 (15%)
4(10%)
2 (5%)

32 (82%)
4 (10%)
3 (7%)

2 (5%)

15 (38%)
12 31%)
10 (26%)

31 (79%)
7 (18%)
I (3%)
9.6 (12.7) months
2 (1-8)

goals of palliative therapy include both prolonging sur-
vival as well as maintaining or improving quality of life.
Weakness and fatigue are problematic in women with
gynecologic cancer, especially ovarian cancer patients
who receive multiple chemotherapy regimens. In an inter-
esting research design, Ferrell et al. abstracted data from
"Conversations!", a newsletter for those with ovarian can-
cer in which patients publish their commentary [6]. Data
were abstracted from personal stationery, greeting cards,
and e-mail. In the pre-diagnostic complaints, fatigue was
secondary only to bloating/abdominal swelling. Sun et al.
assessed 70 patients with ovarian cancer undergoing
chemotherapy for primary or recurrent disease [7]. While
nausea and vomiting were the most problematic, fatigue
also was a significant problem and higher levels of distress
were associated with recurrent disease. These data suggest
that there may be a predictable progression of symptoms
from the initial abdominal discomfort to progressive
weakness and fatigue. Thus it may be helpful for clinicians
to specifically assess for these symptoms and prepare
patients for their occurrence.

The QUEST survey focuses on the patient's perception of
provider's time, access, and communication. In our study

scores were consistently high and there were no differ-

Table 2: Mean (SD) scores for QUEST survey (n = 39)

MD RN P value *

Quality of care
Satisfaction with care

41.95 (2.75)
29.03 (1.92)

4223 (5.42) 0.76
29.28 (1.70) 0.49

* Student's t-test used for comparison between providers

ences between nurses and doctors as health care provid-
ers. Patients were seen in the oncology clinic office usually
by the same gynecologic oncologist and chemotherapy
nurse specialist. Patients were assured that their responses
to questionnaires would be kept anonymous. It is possi-
ble, however, that patients may have provided answers
that they felt their health care provider expected to hear
and did not feel as if they could express negative feelings.
Sulmasey et al revealed differences with this survey
between physicians and nurses. However, this instrument
may not be sensitive enough to detect variations in clinics
where patients receive consistent care from the same
attending physicians and nurses [3]. It is also possible that
this questionnaire is not sensitive enough to pick up small
fluctuations in care.

This study revealed no correlation between satisfaction
with care and symptom severity. This may be a function of
the limited variance in the quality of satisfaction meas-
ures. However, it also may suggest that patient evaluation
of care is related more to the interpersonal aspects (trust,
caring) of the physician-patient or nurse-patient relation-
ship than it is to physical symptoms. If the patient feels
confident in the health care providers and perceives them
to be sincerely concerned, even if the symptom manage-
ment is not completely effective, the patient remains sat-
isfied. This reinforces the importance of providers
focusing on interpersonal communication, as well as pro-
vision of technically competent care, to improve satisfac-
tion with care.

Weaknesses of the study include the limited sensitivity of

the QUEST survey with this population of patients.
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Table 3: Comparison of QUEST surveys in patients completing both initial and second survey (n = 33)

Initial survey Second survey P value ** Correlation p value
Quality of care, MD 41.77 (0.50) * 41.9 (0.54) 0.625 0.87 <0.0l
Quality of care, RN 41.82 (1.01) 42.42 (0.49) 0.551 0.82 <0.0l
Satisfaction with care, MD 28.97 (0.35) 28.24 (0.45) 0.063 0.65 <0.0l
Satisfaction with care, RN 29.18 (0.32) 28.73 (0.38) 0.17 0.57 <0.0l

* Mean + SEM
** paired t-test used for comparison of scores

Because of the multidimensional nature of quality of care,
a single measure cannot provide a complete assessment of
impact. Recent instruments to evaluate symptom severity
and satisfaction with care have been developed and may
be more appropriate for use in future studies [14,15].
Other options in quality of life (QOL) measures could
include FACIT-Pal for palliative care [16], FACIT-TS-PS for
treatment satisfaction [16], and possibly the Missoula-
VITAS QOL index designed to measure QOL of patients
with advance incurable diseases, weighing each dimen-
sion according to patient-reported importance [17]. An
additional limitation was the brief measure of fatigue,
which was the major symptom in this population. A
detailed fatigue measure such as the FACIT-F should be
administered to expand on the symptom evaluation for
further interventions [16]. Many of the above tools were
unavailable at the beginning of this study in 2003. Future
directions include an ongoing intervention trial targeting
symptom improvement in ovarian cancer patients during
palliative chemotherapy.

Conclusion

The QUEST Survey does demonstrate adequate test-retest
reliability when used as a written instrument in an outpa-
tient setting with gynecologic oncology patients. High sat-
isfaction and quality of care scores were obtained;
however, it may be that a variety of research instruments
should be used to evaluate this health care domain. In this
pilot investigation of women receiving palliative chemo-
therapy the most common symptom was weakness. In
addition, anxiety and/or depression were observed in over
a third of patients in this study population. As patients'
cancer progresses despite chemotherapy, they should be
frequently assessed and offered interventions for cancer
symptoms.
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Table 4: Percent agreement for the QUEST survey in patients completing both initial and second survey (n = 33)

MD RN
Quality of care
Spent enough time 90% 79%
Arrived late to see you 45% 53%
Been hard to reach in time of need 84% 76%
Seemed distracted by other things when you talk 87% 84%
Been willing to take time to listen 84% 84%
Treated you more as a disease than as a person 97% 97%
Showed personal concern about you 84% 88%
Ignored your feelings 97% 94%
Responded quickly in time of need 80% 81%
Satisfaction with care
Bedside manner 84% 82%
Common courtesy 87% 85%
Way of talking to you 74% 82%
Clinical and technical skills in treating you 84% 79%
Concern for you as an individual 87% 85%
Overall level of satisfaction with care provided over past 2 months 90% 85%
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Table 5: Frequency and severity of symptoms reported by
ovarian cancer patients (n = 31)

Symptom No (%)
Weakness 14 (45%)
Mild I
Moderate 3
Pain 9 (29%)
Mild 9
Drowsiness 9 (29%)
Mild 8
Moderate |
Shortness of Breath 6 (19%)
Mild 5
Moderate |
Nausea/Vomiting 6 (19%)
Mild 6

lyzed the data. VVG, HG and BD drafted the manuscript;
AMR, JH, BD, EE and NF provided critical review. All
authors read and approved the final manuscript.

References

l. Landen CN, Younger NO, Sharp BAC, Underwood PB: Cancer
patients’ satisfaction with physicians: Princess Margaret
Hospital satisfaction with doctor questionnaire results. Am |
Obstet Gynecol 2003, 188:1177-1179.

2. Ayanian JZ, Zaslavsky AM, Guadagnoli E, Fuchs CS, Yost K], Creech
CM, Cress RD, O'Connor LC, West SW, Wright WE: Patients'
perceptions of quality of care for colorectal cancer by race,
ethnicity, and language. | Clin Oncol 2005, 23:6576-6586.

3. Sulmasy DP, Mcllvane M, Pasley PM, Rahn M: A scale for measur-
ing patient perceptions of the quality of end-of-life care and
satisfaction with treatment: The reliability and validity of
QUEST. | Pain Symptom Manage 2002, 23:458-470.

4.  Sanson-Fisher R, Girgis A, Boyes A, Bonevski B, Burton L, Cook P:
The unmet supportive care needs of patients with cancer.
Cancer 2000, 88:225-236.

5.  Goff BA, Mandel LS, Melancon CH, Muntz HG: Frequency of symp-
toms of ovarian cancer in women presenting to primary care
clinics. JAMA 2004, 291:2705-2712.

6.  Ferrell B, Smith SL, Cullinane CA, Melandcon C: Psychological well
being and quality of life in ovarian cancer survivors. Cancer
2003, 98:1061-1071.

7.  Sun CC, Bodurka DC, Weaver CB, Rasu R, Wolf JK, Bevers MW,
Smith JA, Wharton T, Rubenstein EB: Rankings and symptom
assessments of side effects from chemotherapy: insights
from experienced patients with ovarian cancer. Support Care
Cancer 2005, 13:219-227.

8. Donovan HS, Hartenbach EM, Method MW: Patient-provider
communication and perceived control for women experi-
encing multiple symptoms associated with ovarian cancer.
Gynecol Oncol 2005, 99:404-41 1.

9. National Cancer Institute Plans and Priorities for Cancer
Research [http://plan2004.cancer.gov]. Last accessed on May 29,
2006

10. Folstein MF, Folstein SE, McHugh PR: Mini-Mental State: A prac-
tical method for grading the cognitive state of patients for
the clinician. | Psychiatr Res 1975, 12:189-198.

Il. Zigmond AS, Snaith RP: The hospital anxiety and depression
scale. Acta Psychiatr Scand 1983, 67:361-370.

12.  Mykletun A, Stordal E, Dahl AA: Hospital anxiety and depression
(HAD) scale: factor structure, item analyses and internal
consistency in a large population. Br | Psychiatry 2001,
179:540-544.

13. Mercadante S, Casuccio A, Fulfaro F: The course of symptom fre-
quency and intensity in advanced cancer patients followed at
home. | Pain Symptom Manage 2000, 20:104-1 |2.

http://www.hglo.com/content/4/1/84

14.  Kirkova ], Davis MP, Walsh D, Tiernan E, O'Leary N, LeGrand SB,
Lagman RL, Russell KM: Cancer symptom assessment instru-
ments: a systematic review. | Clin Oncol 2006, 6:1459-1473.

I5. Bredart A, Bottomley A, Blazeby JM, Conroy T, Coens C, D'Haese S,
Chie WC, Hammerlid E, Arraras JI, Efficace F, Rodary C, Schraub S,
Costantini M, Costantini A, Joly F, Sezer O, Razavi D, Mehlitz M, Biel-
ska-Lasota M, Aaronson NK, European Organisation for Research
and Treatment of Cancer Quality of Life Group and Quality of Life
Unit: An international prospective study of the EORTC can-
cer in-patient satisfaction with care measure (EORTC IN-
PATSAT32). EurJ Cancer 2005, 41:2120-2131.

16.  Functional Assessment of Chronic lliness Therapy. View
questionnaires + translation availability [http://www facit.org/
gview/qlist.aspx]. Last accessed on July 10, 2006

17.  Byock I, Merriman MP: Measuring quality of life for patients
with terminal illness: the Missoula VITAS qualify of life index.
Palliat Med 1998, 12:231-244.

Publish with BioMed Central and every
scientist can read your work free of charge

"BioMed Central will be the most significant development for
disseminating the results of biomedical research in our lifetime."
Sir Paul Nurse, Cancer Research UK
Your research papers will be:
« available free of charge to the entire biomedical community
« peer reviewed and publishedimmediately upon acceptance
« cited in PubMed and archived on PubMed Central
« yours — you keep the copyright

Submit your manuscript here:

O BioMedcentral
http://www.biomedcentral.com/info/publishing_adv.asp

Page 6 of 6

(page number not for citation purposes)


http://plan2004.cancer.gov
http://www.facit.org/qview/qlist.aspx
http://www.facit.org/qview/qlist.aspx
http://www.biomedcentral.com/
http://www.biomedcentral.com/info/publishing_adv.asp
http://www.biomedcentral.com/

	Abstract
	Background
	Methods
	Results
	Conclusion

	Background
	Methods
	Measures
	Statistical analysis

	Results
	Discussion
	Conclusion
	Competing interests
	Authors' contributions
	References

