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Satisfaction with Information Used to Choose Prostate Cancer
Treatment

Scott M. Gilbert, Martin G. Sanda”, Rodney L. Dunn, Thomas K. Greenfield, Larry
Hembroff, Eric Klein, Christopher S. Saigal¥, Louis Pisters, Jeff Michalski, Howard M.
Sandler$, Mark S. Litwin, and John T. Wei'

H. Lee Moffitt Cancer Center (SMG), Tampa, Florida, the Departments of Urology, University of
Michigan (RLD, JTW), Ann Arbor, Michigan, and Emory University (MGS), Atlanta, Georgia,
Department of Psychiatry and Public Health Institute, University of California-San Francisco
(TKG) and Department of Urology and Department of Health Policy and Management, University
of California-Los Angeles (CSS, MSL) and Department of Radiation Oncology, Cedars-Sinai
Medical Center (HMS), Los Angeles, California, Institute for Public Policy and Social Research,
Michigan State University (LH), Lansing, Michigan, Glickman Urological and Kidney Institute,
Cleveland Clinic (EK), Cleveland, Ohio, Department of Urology, University of Texas M.D.
Anderson Cancer Center (LP), Houston, Texas, and Department of Radiation Oncology,
Washington University School of Medicine (JM), St. Louis, Missouri

Abstract

Purpose—After being diagnosed with prostate cancer men must assimilate information
regarding the cancer. Satisfaction with information reflects the evaluation of information sources
used before treatment to select a therapy. We describe the use and helpfulness of several
information sources available to prostate cancer survivors. We also identified factors associated
with satisfaction with information.

Materials and Methods—A total of 1,204 men with newly diagnosed prostate cancer were
enrolled in the prospective, multicenter Prostate Cancer Outcomes and Satisfaction with Therapy
Quality Assessment study. The validated satisfaction with information domain of the Service
Satisfaction Scale-Cancer was administered to subjects 2 months after treatment. The relationship
between several factors, such as demographics, socioeconomic factors, cancer severity and types
of information sources, and satisfaction with information were evaluated using multiple
regression.

Results—Sources of information endorsed by subjects varied by race, education and study site.
The most helpful sources were treatment description by the treating physician (33.1%), Internet
sites (18.9%) and books (18.1%). In multiple variable models patient age (p = 0.005) and
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information provided by the physician regarding outcomes in their patients (p = 0.01) were
independently associated with patient satisfaction with the information provided.

Conclusions—Various information sources were used and endorsed as helpful by subjects,
although results for physician patients was the only source independently associated with
satisfaction with information. Providing patients with information about possible or expected
courses of care and outcomes may improve satisfaction.

Keywords
prostate; prostatic neoplasms; consumer health information; consumer satisfaction; questionnaires

In diseases characterized by several effective treatment options such as prostate cancer
therapy selection is often based on expected outcomes. Consequently, assessing the
information needs of patients as well as the availability, use and helpfulness of various
sources of information is crucial.> The benefits of informing patients are broad. For many
cancer survivors information translates to greater involvement in management decisions,
improved coping ability,2 decreased anxiety and distress,34 improved communication with
family members>~ and increased satisfaction with treatment choices.8:2 Although this has
been an active general area of research, relatively little is known about the use and
helpfulness of information sources for prostate cancer survivors.10

The impact of information availability and quality on preference sensitive treatment
decisions is particularly relevant in prostate cancer, which affects a large number of men?!
and is associated with significant treatment related impairments.12 While several different
information sources are available, issues related to content, quality and accessibility may
limit the overall use and helpfulness of these materials. For example, in prostate cancer
many information sources do not adequately describe the consequences of treatment while
others use relatively complicated descriptions.13

Patient SWI is an indicator of how helpful information sources were in selecting therapy and
it may reflect how well pretreatment expectations were fulfilled by the treatment experience
and outcomes. As a result, SWI reflects the quality of information used to make treatment
decisions, the extent to which patients are well informed and the relationship between
expectations and outcomes.

Despite the high prevalence of prostate cancer there is limited information on how
frequently various information sources are used by patients, whether they are helpful or
whether they are associated with greater patient satisfaction. We addressed this gap by
evaluating information use and satisfaction in a sample of men recently diagnosed with
prostate cancer and undergoing definitive therapy.

METHODS

Cohort

The study cohort consisted of subjects followed as part of the PROST-QA Consortium. The
PROST-QA study is a prospective, multi-institutional, observational study designed to
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assess longitudinal changes in health related quality of life and patient/spouse satisfaction
with processes of care among men with early stage prostate cancer treated primarily with
local therapy (radical prostatectomy, external radiation or interstitial brachytherapy).1* This
analysis focused on patient satisfaction with information after treatment from March 2003
until March 2006. During this interval 1,204 patients diagnosed with early stage (T2NXMX
or less) prostate cancer enrolled in the PROST-QA study and were followed longitudinally
with repeat surveys.

Measures—Study participants completed several patient directed questionnaires before
treatment and during followup through CATIs. Standardized response forms were used to
record the use and helpfulness of various information sources among study participants.
Endorsable information sources included physician description of treatments, print material
(books, pamphlets and brochures), Internet based information (websites), video material,
physician referral to other patients previously treated for prostate cancer, consultant
physician specific outcomes, and family and friends. For study purposes subjects were
explicitly asked which sources they used and which they found most helpful. SCA, a reliable
and responsive instrument adapted from the Service Satisfaction Scale, 1516 was used to
measure patient satisfaction with information during followup. SCA consists of 16 items
measuring patient satisfaction across several treatment related domains, including 3 that
measure satisfaction with information used to make treatment related decisions. Higher
scores indicate higher satisfaction levels. SCA assesses the satisfaction of information
sources using 7-point Likert scale responses converted to a scale of 0 to 100.

Procedures—Institutional review board approval was obtained at each clinical center, in
addition to the data coordinating center. Informed consent was obtained from each
participant. Baseline demographic and clinical information was collected before treatment.
Also, participant use of the different sources of information was documented before
treatment initiation (table 1). Additional clinical information, including pathological data as
well as functional and health related quality of life outcomes, was collected after therapy.
For this analysis we used satisfaction with information measured 2 months after the
initiation of therapy using SCA. Questionnaire items regarding the helpfulness of used
information sources were collected through CATIs between 2 and 36 months after treatment.

Statistical Analysis

The principal study end points included source of information used, source helpfulness and
satisfaction with information. Bivariate comparisons and multivariate logistic regression was
used to separately determine factors associated with each end point (use, helpfulness and
satisfaction). Multivariate analyses were adjusted for several independent variables,
including disease severity (clinical stage and Gleason score) and patient characteristics such
as age, race, education, income and marital status. Backward model selection retaining only
significant independent variables was used to arrive at the final models. All statistical
analysis was done at a 0.05 threshold for significance using SAS® 9.1.
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Information Source

Utilization and cohort characteristics—Study subjects included 1,204 patients with
early stage prostate cancer who enrolled in the study before March 2006 (table 1). A broad
range of ages was represented (median 63 years, range 38 to 84). Although 88.2% of
participants were white, 135 minority men also participated. Primary treatment included
radical prostatectomy, external beam radiation therapy or brachytherapy, each with or
without concomitant androgen deprivation therapy (table 1). Physician description was the
most commonly used source of information (93.2% of cases), followed by print sources such
as pamphlets and brochures (82.5%). Most men also used other sources, including websites
(68%), family and friends (63.7%), and books on prostate cancer (59.1%). Other sources,
such as video media, access to other men treated for prostate cancer and summaries of
physician specific outcomes, were used less commonly.

Information sources used by patients varied significantly by race, education and study site.
In general, use of physician treatment description was common, although lower income men
were less likely to use this particular source of information than men of higher
socioeconomic status. Internet based sources were less commonly used by older, black,
unmarried men without a college education and with a relatively low income. Nonblack,
college educated men who were married and had a higher income were more likely to use
family and friends as a source of information. Use of books also correlated significantly with
high education, higher socioeconomic position and marital status. However, a college
education was the only factor associated with the use of physician specific outcomes while
access to other men previously treated for prostate cancer was used more frequently by
younger, nonblack men with a college education and relatively higher income. Video media
were more commonly used as a source of information by black men (table 2).

Although the use of information sources varied across different demographic groups,
endorsement of helpfulness by those using a given source did not vary and was consistently
high for each source. For instance, the proportion of study participants who reported that
various sources were helpful varied narrowly, ranging from 81.3% for access to previously
treated patients to 100% for several other information sources. Five of the 7 information
sources achieved a helpful rating by greater than 95% of participants and all except one
(access to previously treated patients) was endorsed by greater than 90% regardless of
demographic background (table 2).

Patient endorsement of helpfulness—Endorsement regarding which information
sources patients found helpful, most helpful and least helpful was evaluated by patient report
collected by CATI 2, 6, 12, 24 and 36 months after treatment (table 3). A high percent of
patients endorsed sources of information as helpful. Of these sources physician description
of treatment was identified as most helpful (33.1%), followed by Internet based information
(18.9%) and books (18.1%). However, many other patients found the Internet to be the least
helpful source of information. In addition to information from family and friends, print
information in the form of pamphlets and brochures was also reported as being among the
least helpful sources of information.

J Urol. Author manuscript; available in PMC 2015 January 05.
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Determinants of Effectiveness of and Satisfaction with Information

Although satisfaction with information was relatively high in most settings, scores varied
across demographic groups, and according to the endorsed use and helpfulness of particular
information sources. While endorsed use and helpfulness did not substantially impact SWI
scores for most information sources, unhelpful information partially explained observed
differences in satisfaction with information for some sources. For example, in the case of
physician description satisfaction scores were particularly low when the description was
used to make a treatment choice but it was reported to be not helpful (table 3). In adjusted
models older age (p = 0.005), use of print materials, including pamphlets and brochures (p =
0.02), and physician description (p <0.001) were independently associated with information
use and helpfulness. In contrast, physician specific outcome was the only information source
independently associated with satisfaction scores (p <0.001). However, satisfaction scores
were relatively favorable despite these observed differences. Mean model adjusted SWI
scores were 90.0 and 87.9 on a 100-point scale for study participants who did and did not
receive information on physician specific outcomes, respectively. These scores compared
similarly to those of patients with other cancers.13

DISCUSSION

Pretreatment information sources are used to select cancer therapy. Accordingly, they are
important determinants of care in the management of prostate cancer. Patient satisfaction is
the affective response of the patient to the cognitive evaluation of service and performance
during a health care related experience. This applies to information sources used to make
health care decisions. Source specific factors, such as availability, format, content, amount
and clarity,1” as well as perceived reliability® contribute to satisfaction with information.
More importantly, information sources must not only be used but also be helpful to achieve
better satisfaction.

Men with recently diagnosed prostate cancer must assimilate disease and treatment related
information before selecting a treatment. Therefore, the use, helpfulness and satisfaction
with sources of information are important considerations in this population. We found that
physician description was the most commonly used and helpful source of information
endorsed by men who recently made the treatment decision. Men also found Internet sources
and books helpful but to a lesser degree.

Our analysis also suggests that the use and helpfulness of different information sources vary
by socioeconomic factors such as age, race, education level, income and marital status.
Differences in source use were apparent among men of different backgrounds. In general,
younger, nonblack, married men with a college education and higher income used more
information sources. This was most apparent in the use of Internet based sources, for which
there were significant differences between men of different socioeconomic and educational
backgrounds. Significant differences were also seen in the use of books, family and friends,
and access to other men with previous experience with prostate cancer treatments. These
differences may be related to knowledge of and access to greater resources, although
variation in information seeking behaviors'® and coping mechanisms2° among men of
different demographic backgrounds cannot be discounted. Among men who used a
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particular information source the helpfulness of that source did not vary significantly by
socioeconomic strata, suggesting that disparity occurred due to the availability or
accessibility of the information source rather than its value, for example as observed
previously for Internet use to access health information.2! We also noted that satisfaction
with information scores were highest among information users who found information
sources helpful and lowest among users who did not find the source helpful. However, men
who did not use information sources were as satisfied as men who used information sources
and found them helpful.

The only information source independently associated with SWI was physician specific
treatment outcomes provided by the treating physician. The implications of this finding are
significant. Despite availability and access to a multitude of information sources physician
based information may be the most important, relevant information source used by patients
to select therapy. Moreover, the fact that this information is physician specific and related to
treatment outcomes indicates that patient satisfaction with treatment and outcome may be
directly related to patient expectation based on pretreatment counseling. From a broader
perspective these findings suggest that patients value information that is specific to their
practitioner and their situation over general outcome information found in other, more
diffuse information sources. However, satisfaction scores were relatively high for most
information sources, suggesting a possible ceiling effect. Nevertheless, these data highlight
the pivotal role of physician counseling and demonstrate a potential negative impact when
patients perceive that physician descriptions of treatment options and outcomes are
unhelpful.

These data provide insight into the decision making process of patients with prostate cancer
and serve as a foundation from which future decision aids may be developed. Previous
research in this area shows that patients with cancer want as much information as possible
after diagnosis.2223 To date most prostate cancer research has focused on the information
needs and sources used.24:25 While patients with prostate cancer require information
throughout the cancer care continuum,28 their needs appear to be greatest during the period
before their treatment decision.2’

Although most patients believe that they receive adequate information, a substantial number
are not satisfied.28 In 1 study 20% of patients with cancer were dissatisfied with the
information provided.2® Furthermore, information on treatment side effects is important for
patients with cancer. For those with prostate cancer the impact of treatment on health related
quality of life is an important consideration. Reliable pretreatment information may allow
patients to set expectations regarding treatment outcomes and make informed decisions
when selecting therapy. Our results indicate that outcome information specific to the treating
physician is associated with greater patient satisfaction after treatment and this type of
information may assist patients in the decision making process.

A limitation of our study is the relatively high proportion of white men. In addition,
recruitment sites for PROST-QA include academic referral centers where there is surgical
and radiation therapy expertise. Consequently, results may not be generalizable to
nonreferral practice settings. The information types offered also varied among treatment
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sites and study participants were not counseled using a standardized set of information
sources. However, since this is what would be expected in the setting of general practice, it
may be more reflective of the types of information sources available to most men treated for
prostate cancer in the United States. Lastly, because study objectives consisted of studying
men undergoing definitive therapy, results regarding the use of and satisfaction with
information sources among men treated with active surveillance was not available.

Despite these limitations this study offers important information on how patients are
counseled, the types of information that they find helpful and factors associated with
satisfaction with information.

CONCLUSIONS

Use, helpfulness and satisfaction with information are important to selecting prostate cancer
treatment. Physician based sources such as descriptions of treatment procedures as well as
outcomes specific to the treating physician appear to be important determinants of patient
satisfaction. These findings suggest that a multitude of information sources may be used and
found helpful but physician specific outcomes may lead to higher patient satisfaction.

Acknowledgments

The PROST-QA Consortium includes contributions in cohort design, patient accrual and followup from Meredith
Regan, Dana Farber Cancer Institute, Jim Hu and Adam Kibel, Brigham and Women’s Hospital, Douglas Dahl and
Anthony Zietman, Massachusetts General Hospital, and Peter Chang and Irving Kaplan, Beth Israel Deaconess
Medical Center, Boston, Massachusetts; Larry Hembroff, Michigan State University, East Lansing, and John T.
Wei, Dan Hamstra, Rodney Dunn, Laurel Northouse and David Wood, University of Michigan, Ann Arbor,
Michigan; Eric A. Klein and Jay Ciezki, Cleveland Clinic, Cleveland, Ohio; Jeff Michalski and Gerald Andriole,
Washington University, St. Louis, Missouri; Mark Litwin and Chris Saigal, University of California-Los Angeles
Medical Center and Howard Sandler, Cedars Sinai Medical Center, Los Angeles and Thomas Greenfield, Public
Health Institute, Emeryville, California, Louis Pisters and Deborah Kuban, M.D. Anderson Cancer Center,
Houston, Texas; and Martin G. Sanda, Emory, Atlanta, Georgia. PROST-QA Data Coordinating Center project
management was provided by Jill Hardy, Michigan State University, East Lansing, Michigan; Erin Najuch and
Jonathan Chipman, Dana Farber Cancer Institute and Catrina Crociani, Beth Israel Deaconess Medical Center,
Boston, Massachusetts. Grant administration was provided by Beth Doiron, Beth Israel Deaconess Medical Center,
Boston, Massachusetts.

Supported by NIH Grants RO1 CA95662, 1IRC1CA14596 (MGS, LH, LP, HMS, JTW) and P50 AA005595 (TKG).

Abbreviations and Acronyms

CATI computer assisted telephone interview
PROST-QA Prostate Cancer Outcomes and Satisfaction with Therapy Quality
Assessment
SCA Service Satisfaction Scale-Cancer
SWI satisfaction with information
References

1. Ross CK, Frommelt G, Hazelwood L, et al. The role of expectations in patient satisfaction with
medical care. J Health Care Market. 1987; 7:16.

J Urol. Author manuscript; available in PMC 2015 January 05.



1duosnue Joyiny vd-HIN 1duosnue Joyiny vd-HIN

1duosnuely Joyny vd-HIN

Gilbert et al.

13.

15.

16.

17.
18.

19.

20.

21.

22.

23.

24.

Page 8

. Harrison-Woermke DE, Graydon JE. Perceived informational needs of breast cancer patients

receiving radiation therapy after excisional biopsy and axillary lymph node dissection. Cancer Nurs.
1993; 16:449. [PubMed: 8111748]

. Rainey LC. Effects of preparatory patient education for radiation oncology patients. Cancer. 1985;

56:1056. [PubMed: 4016697]

. Meredith C, Symonds P, Webster L, et al. Information needs of cancer patients in West Scotland:

cross-sectional survey of patients’ views. BMJ. 1996; 313:724. [PubMed: 8819442]

. Hogben B, Fallowfield L. Getting it taped: the “bad news” consultation with cancer patients. Br J

Hops Med. 1989; 41:330.

. Johnson 1A, Adelstein DJ. The use of recorded interviews to enhance physician-patient

communication. J Cancer Educ. 1991; 6:99. [PubMed: 1911176]

. Reynolds PM, Sanson-Fisher RW, Poole AD, et al. Cancer and communication: information-giving

in an oncology clinic. Br Med J Clin Res Ed. 1998; 282:1449.

. Luker KA, Beaver K, Leinster SJ, et al. The information needs of women with newly diagnosed

breast cancer. J Adv Nurs. 1995; 22:134. [PubMed: 7560521]

. Cawley M, Kostic J, Cappello C. Informational and psychosocial needs of women choosing

conservative surgery/primary radiation for early stage breast cancer. Cancer Nurs. 1990; 13:90.
[PubMed: 2331696]

10. Ruttan LJ, Arora NK, Bakos AD, et al. Information needs and sources of information among

cancer patients: a systematic review of research (1980-2003). Patient Educ Couns. 2005; 57:250.
[PubMed: 15893206]
.Jemal A, Seigel R, Ward E, et al. Cancer Statistics, 2006. CA Cancer J Clin. 2006; 56:106.
[PubMed: 16514137]
. Potosky AL, Davis WW, Hoffman RM, et al. Five-year outcomes after prostatectomy or
radiotherapy for prostate cancer: the Prostate Cancer Outcomes Study. J Natl Cancer Inst. 2004;
96:1358. [PubMed: 15367568]
Fagerlin A, Rovner D, Stableford S, et al. Patient education materials about the treatment of early-
stage prostate cancer: a critical review. Ann Intern Med. 2004; 140:721. [PubMed: 15126256]

14. Sanda MG, Dunn RL, Michalski J, et al. Quality of life and satisfaction with outcomes among

prostate cancer survivors. N Engl J Med. 2008; 358:1250. [PubMed: 18354103]

Kamo N, Dandapani SV, Miksad RA, et al. Evaluation of the SCA instrument for measuring
patient satisfaction with cancer care administered via paper or via the Internet. Ann Oncol. 2011;
22:723. [PubMed: 20716625]

Shah NL, Dunn RL, Greenfield TK, et al. Development and validation of a novel instrument to
measure patient satisfaction in multiple dimensions of Urological cancer care quality. J Urol.
2003; 169:11.

Housten CS, Pasanen WE. Patients’ perceptions of hospital care. Hospitals. 1972; 46:70.

Pascoe GC. Patient satisfaction in primary health care: A literature review and analysis. Eval Progr
Plann. 1983; 6:185.

Miller SM. Monitoring versus blunting styles of coping with cancer influence the information
patients want and need about their disease: implications for cancer screening and management.
Cancer. 1995; 76:167. [PubMed: 8625088]

Miller SM, Mangan CE. Interacting effects of information and coping style in adapting to
gynaecologic stress. J Pers Soc Pschol. 1983; 41:223.

Lorence DP, Park H, Fox S. Racial disparities in health information access: resilience of the Digital
Divide. J Med Syst. 2006; 30:241. [PubMed: 16978003]

Jenkins V, Fallowfield L, Saul J. Information needs in patients with cancer: results from a large
study in UK cancer centres. Br J Cancer. 2001; 84:48. [PubMed: 11139312]

Krol Y, van Dam FS, Horenblas S, et al. Information needs of men with prostate cancer and their
partners. Ned Tijdschr Geneeskd. 2000; 144:431. [PubMed: 10719548]

Dale J, Jatsch W, Hughes N, et al. Information needs and prostate cancer: the development of a
systematic means of identification. BJU Int. 2004; 94:63. [PubMed: 15217433]

J Urol. Author manuscript; available in PMC 2015 January 05.



1duosnue Joyiny vd-HIN 1duosnue Joyiny vd-HIN

1duosnuely Joyny vd-HIN

Gilbert et al.

25.

26.

217.

28.

29.

Page 9

Echlin KN, Rees CE. Information needs and information seeking behavior of men with prostate
cancer and their partners: a review of the literature. Cancer Nurs. 2002; 25:35. [PubMed:
11838718]

Wong F, Steward DE, Dancey J, et al. Men with prostate cancer: influence of psychological factors
on informational needs and decision-making. J Psychosom Res. 2000; 49:13. [PubMed: 11053599]
Heyman EN, Rosner TT. Prostate cancer: an intimate view from patients and wives. Urol Nurs.
1996; 16:37. [PubMed: 8826151]

Gray RE, Klotz LH, Iscoe NA, et al. Results of a survey of Canadian men with prostate cancer.
Can J Urol. 1997; 4:359. [PubMed: 12735852]

Jones R, Pearson J, McGregor S, et al. Cross sectional survey of patients’ satisfaction with
information about cancer. BMJ. 1999; 319:1247. [PubMed: 10550091]

J Urol. Author manuscript; available in PMC 2015 January 05.



1duosnue Joyiny vd-HIN 1duosnue Joyiny vd-HIN

1duasnuely Joyny Yd-HIN

Gilbert et al.

Table 1

Population characteristics

No. Pts (%)"

Race:
White
Black
Other
Marital status:
Married
Single
Education level:
Greater than high school
High school
College or greater
Income ($):
30,000 or Less
Greater than 30,000
Gleason score:
6 or Less
7
8-10
Stage:
Tic
T2a
T2blc
Treatment:
Surgery
Radiation
Brachytherapy

Combination therapy

1006 (88.2)
112 (9.8)
23 (2.0)

925 (79.9)
231 (20.0)

39 (3.4)
456 (39.4)
663 (57.2)

134 (12.1)
970 (87.9)

703 (61.5)
378 (33.0)
63 (5.5)

851 (74.4)
188 (16.4)
105 (9.2)

578 (49.9)
280 (24.2)
278 (24.0)

22 (1.9)

*
Not all categories sum to 1,204 patients due to missing data or withdrawal.
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