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ABSTRACT OF DISSERTATION
The Relationship between the Level of Support Group Participation and Psychosocial
Factors in Prostate Cancer Patients Treated with Proton Therapy
By
Carol A. L. Davis
Doctor of Public Health in Preventive Care and Doctor of Psychology
Loma Linda, Loma Linda University, 2010
Helen Hopp Marshak, PhD, Chair

Background. The role of support groups for cancer patients is known to be
beneficial in helping people adjust to the disease, and cope with the myriad of effects that
cancer has on quality of life. Although many people express interest in attending such
support groups, few attend regularly. It is unclear what characteristics distinguish those
who use such services from those who do not, especially among proton therapy patients.
Objective. To examine demographic and psychosocial characteristics associated
with the Brotherhood of the Balloon (BOB) prostate cancer support group membership, a
unique treatment-focused group originating at Loma Linda University Medical Center
(LLUMC).
Method. This retrospective cross-sectional study included a sample of 274 out of
495 patients (55.4% response rate), who received proton and proton plus photon mixed
beam therapy in 2006 for early stage prostate cancer. Participants received a self-report
survey via regular mail which assessed beliefs about support groups and perceived levels
of support, helpful support group experiences, multidimensional health locus of control
(LOC) beliefs, general and specific prostate cancer related anxieties, information source
in

preferences, and physical functioning, and decisional regret. Patients were also given the
option of completing an online version of the survey.
Results. Bivariate analyses were performed using BOB membership as the
independent variable. Over half (58.9%, n=159) were BOB members, with almost half
(45.9%) joining BOB during treatment. Support group members were more involved in
support group activities both during and after treatment (both p-values <.001), had more
positive beliefs regarding the benefits of support groups, and perceived support group
experiences as helpful (both p-values <.001). Level of BOB support group participation
was inversely associated with External LOG Doctor scale scores (ELOC-D) compared to
nonmembers (r—.13, p<.05). Patients with more positive support group experiences, had
higher Internal LOG (r=.22), ELOC - Others scores (r=.23), and ELOC - God scores
(r=.34; all p-values <.01). Patients reported little anxiety about prostate cancer, PSA
levels, and fear of recurrence. Mean levels of functioning were high for bowel, urinary,
and hormonal domains (> 80% highly functioning). Mean levels of sexual functioning
and libido were lower at 50%, and 44%, respectively. Support group members were more
likely to rely on non-physician sources of information, and non-members on physician
sources both following treatment and currently (both p-values <.001). In the multiple
regression analyses, Gleeson scores (p=-.04, p^.009), education (P=. 10, p=.001),
perceived support group benefits (p=.39, p<.001), positive support group experiences
(P^IO, p<.001), ELOC-Doctor (P=-.07, p^.02), and non-physician source of information
(P=-.14, p<.05) were all independently associated with BOB participation level (R2.43,
p<001).

iv

Implications for psychology and preventive care. A better understanding of the
characteristics of participants may help practitioners design groups that are more
attractive to current non-participants. Perceptions about the benefits and usefulness of
support groups, and degree of reliance on physicians, play a key role in understanding
support group participation.
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CHAPTER 1
INTRODUCTION

A. Statement of the Problem
1. Prostate Cancer
Prostate cancer is the most common non-cutaneous neoplasm in males in
the United States, with an estimated 217,730 new cases in 2010 of which 32,050 are
expected to die from the disease during the same time frame
(www.cancer.gov/cancertopics/pdq/treatments/healthprofessionals).
With the advent of the Prostate Serum Antigen Test (PSA) as a screening tool,
early diagnosis can precede symptomatology. Men diagnosed in the early stages have
many treatment options, with similar potential for prolonged disease-free survival
(www.cancer.gov). The decision usually rests on the comparative chronic side effects of
the treatment modality, as well as other factors such as age, stage, and co-morbid
conditions (www.cancer.org).
2. Treatment Choices
Treatment choices include the surgical intervention of a prostatectomy,
external beam radiation, brachytherapy or radioactive seed implant, cryotherapy,
hormone therapy, or watchful waiting. Proton beam therapy is a unique form of external
beam radiation which uses proton particles to treat the prostate tumor. All of these
treatments, except the watchful waiting approach, result in the patient experiencing some
sequelae, the type and severity of which depends on the treatment selected. Side effects
reported in the literature include urinary incontinence, erectile dysfunction, acute cystitis,
1

proctitis and enteritis (www.cancer.gov). Side effects of hormone therapy may include
loss of libido, hot flashes and osteoporosis, (www.cancer.gov)
3. Proton Beam Therapy
Proton beam therapy was developed to address the problem of excessive
radiation dose to the normal tissue surrounding the tumor volume during radiation
treatment. The treatment utilizes the Bragg peak effect, in which the majority of the
radiation dose is deposited at a depth within the patient which correlates with the beam
energy. The Bragg peak is calculated to fall within the target volume, and is spread out to
encompass tumors of varying sizes and shapes. Due to the Bragg peak effect in proton
therapy, the patient should experience fewer side effects of radiation therapy to normal
tissue than can be expected with some x-ray therapies (Slater & Preston, 1990). During
proton beam therapy of prostate cancer, the therapist inserts a water filled condom into
the rectum. This acts to push the posterior rectal wall away from the high dose area of the
treatment field, which enables the rectal mucosa to receive a lower radiation dose which
promotes rectal healing. Patients know this part of the therapy as inserting “the balloon”
and the procedure is part of the daily treatment.
The standard proton beam therapy for early stage prostate cancer is 45 daily
treatments administered on a Monday through Friday schedule. Thus, individuals are
under treatment for a period of 9 weeks, receiving a dose 81 Gray (measurement of
absorbed dose in tissue) at 1.8Gy per day in 45 separate daily treatments. Proton therapy
is a painless procedure similar to having an x-ray. During the treatment, the patient lies
in an immobilization device created by use of liquid foam which hardens to the shaped of
the patient’s body contour. This device is known as an “alpha cradle”, which when placed
2

inside a plastic pipe, becomes a ‘pod’. The purpose of placing the patient in the pod is to
attempt to reproduce the same treatment position every day, which enhances the accuracy
of the treatment. The patient ‘set-up’ procedure takes approximately 10 minutes to
perform, and consists of positioning the patient correctly in relation to the center of the
beam. The actual treatment exposure or ‘beam on’ time usually takes a little less than a
minute. Patients are scheduled for treatment every 15 minutes and approximately 130
prostate patients are treated a day. Loma Linda University Medical Center (LLUMC)
LLUMC was the first hospital to develop a proton beam therapy center. Prior to
its opening in 1990, only physics research laboratories conducted patient treatments. As
of 2010, eight other proton beam treatment centers exist in the United States, and there
are others in the planning stages. As of June 2010, the Department of Radiation Medicine
data base reveals that 14,753 patients have been treated at the James Slater Proton Center
of which 10,210 (69.2 %) were patients with prostate cancer.
4. Patient Community
Although some prostate patients come from the local area in Southern
California, and continue to work and pursue their usual daily routines during treatment,
approximately 70% of patients who are treated for prostate cancer originate from out of
the local area. They remain in the vicinity of Loma Linda for the duration of the
treatment, living in rented housing or hotels close to the University. Patients’ close
proximity both to LLUMC and to each other, coupled with the fact that many are not
working unless it is online work, act to create a close community. It is this close
community that makes the support group under examination in this study unique. Many
patients do not have the burden of extraneous responsibilities during their treatment
3

period, do not spend time traveling, and have more time to devote to support group and
other social activities. Many patients describe their treatments at Loma Linda as a
“radiation vacation.” This common phrase among the patients characterizes their
experience during their stay a LLUMC.
5. Brotherhood of the Balloon (BOB) and LLUMC Support Group
Early in the operation of the proton beam therapy center at LLUMC, one
of the patients founded a support group of patients which came to be known as “The
Brotherhood of the Balloon” (BOB), in reference to the procedure of inserting the rectal
balloon. This patient felt it important that individuals going through this treatment should
keep in touch with each other during and following their treatment. His enthusiasm
created an organization now comprised of more than 4,000 individuals in all 50 states of
the U.S. and over 28 countries, all of whom have received proton therapy for prostate
cancer, primarily at LLUMC.
The organization has a web site, www.protonbob.com. which contains a member
accessible only database with details of members’ pretreatment cancer stages, follow-up
PSA records, Gleeson scores, and other pertinent information. Patients provide this
information voluntarily; it is placed anonymously into the database, and is only
accessible to members of the BOB, who have to apply for admission and are given an
access code. Other parts of the web site are available for public viewing. The published
aim of the group is to provide an aftercare forum where members share information
pertinent to their treatment, the healing process, and recurrence prevention. Members are
also encouraged to discuss their experiences of proton treatment and details of prostate
prevention at public forums. The BOB holds regular meetings for members in different
4

parts of the United States, and in addition, during the time that this study cohort were
treated at LLUMC, members assisted in holding weekly informal meetings with patients
currently undergoing treatment.
The BOB organization follows the rubric of a program developed by a social
worker at LLUMC in the department of Radiation Medicine. This innovative program
was based on the theory of the normative community, originally used to encourage
responsibility and maintain discipline among disenfranchised youth in a group home
(Bakal, 1997).
The LLUMC program was based on developing norms for the patients to follow
within the LLUMC patient community. These norms included attending treatments
regularly, exercising and following healthy nutrition and sleeping patterns. It involved
patients taking responsibility for themselves to conform to the norms, and to provide
support for others in the group (Troy, Bakal, Magana, Slater & Slater, 1997). Patients
offer each other reciprocal help and support during the time that they are in treatment,
then later through the BOB organization.
Even though not all patients actually join BOB, numerous activities organized
within the department of Radiation Medicine at LLUMC assist in the support process.
These activities include, but are not limited to, organized lunches and dinners at various
local restaurants, patient-operated pot-luck meals, weekly golf and tennis games, exercise
sessions available through a free membership in the University’s gym, and participation
in cultural activities throughout southern California. Two fulltime employees of the
Department of Radiation Medicine organize these activities, and are also responsible for
organizing the weekly main support group. This group, with an average attendance of
5

150 people including patients and their partners, is based on psycho-educational
principles with weekly speakers who discuss a variety of topics. The patients have an
opportunity to talk about their cancer journeys and their experiences during treatment. As
the department educator and one of the first radiation therapists to work on the
accelerator, I conduct a separate processing group to allow small groups of patients to
discuss their feeling and fears regarding diagnosis and treatment.
6. Support Groups
Based on a review of the literature on support groups, it appears that
although BOB is similar in structure to other types of support groups, it also has some
unique attributes. Thaxton, Emshoff, and Guessous (2005) distinguish support groups
from self-help groups or psychotherapy. The former emphasize the role of reciprocal
assistance between group members, whereas the latter try to effect behavioral, inter
personal or social change in individuals, such as those observed in Alcoholics
Anonymous (AA) groups.
Thaxton et al., (2005) found that the prostate cancer population valued
information and education in an open-ended structured group format, including expert
speakers addressing large numbers of people. This contrasts to the smaller clinical group
format specifically developed to investigate an individual’s personal anxieties and
concerns about cancer and its treatment.
Fobair (1997) suggests that open-ended groups are more suitable to a hospital
setting with a changing population. These groups are shown to be beneficial in
encouraging patients to learn coping strategies from other patients whom they perceive to
be in the ‘same boat’ (Fobair, 1997). The BOB and the LLUMC groups are based on this
6

open-ended structure and encourage sharing prostate cancer related experiences and
coping strategies.
A study of support groups across 20 disease categories showed that participation
was highest for alcoholics, and cancer patients (Davidson, Pennebaker & Dickerson
2000). The research suggested that people who find their conditions disfiguring,
embarrassing, or socially stigmatizing are more likely to seek social support, indicating
that cancer patients who seek social support may perceive their condition especially
negatively. When men do attend a group it is to learn more about their cancer diagnosis
and possible treatment options from expert speakers, whereas women are primarily
looking for emotional support, the intimacy of smaller meetings and peer knowledge
(Steginga, Occhipinti, Dunn, Gardiner, Heathcote & Yaxley, 2001).
Other research suggests that men, as compared to women, consistently under
utilize cancer support groups, although it is not clear why (Krizek, Roberts, Ragan,
Ferrara & Lord, 1999). These researchers found that only 13% of men with prostate
cancer attended at least one support group meeting, in contrast to 33% of women with
breast cancer who attended a support group meeting. A study of prostate cancer patients
in the Netherlands found that while 29% of the patients felt the need for support, only 9%
actually participated in a group (Voogt, Visser, van Andel, Rovers, Kruth & Goodkin,
2001).
The BOB database reveals that approximately 60% of those patients treated for
prostate cancer during 2006 became members the BOB, indicating participation in the
support group. This is a much higher participation rate than would be expected based on
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the literature, probably because many patients reside in close proximity to the support
group’s venue during treatment.
Emshoff et ah, (2001) conducted eight focus groups in four cities in the United
States for men with prostate cancer to determine their level of interest in receiving
support and the type of support that they preferred to receive. They found that most
expressed an interest in social support especially shortly after diagnosis; however, some
men expressed concern about accepting “support” but were interested in information on
treatment options available. Even men who admitted interest in obtaining information
from a group expressed concern about attending. The authors thought that a sense of
shame and damaged ego may stop some men from actually attending. The American
Cancer Society (ACS) support group Man to Man was praised within the focus group for
being informative, supportive, and conducted in venues separate from medical centers.
This seemed to allay any discomfort men had with participation.
Coriel & Behai (1999) conducted a study on the ACS Man to Man group and
found that the majority of the participants attended a meeting about once a month, and
reported that the most valuable aspect of the group was the information and education
about prostate cancer provided. Aspects such as socio-emotional support and an
opportunity to share were rarely rated as important factors. Coriel et al., (1999) report
that the ACS Man to Man group has three main goals which include providing accurate
information about diagnosis and treatment options, providing support, encouragement,
and possible solutions to cancer related problems, and promoting prostate cancer
awareness. In contrast with these goals, the BOB currently serves to support individuals
during proton therapy and in the ensuing years post-therapy, and promotes prostate
8

cancer awareness, but does not serve to educate prospective patients about other kinds of
non-proton treatment options
7. Predictors of Men Who Chose to Attend Support Groups
Voerman, Visser, Fischer, Garssen, van Andel & Sensing (2007)
examined factors that contributed to an interest in support group participation, and also to
actual participation. They found that factors that contributed to interest in joining a group
included lower age, a higher socioeconomic status, lack of social support, a positive
attitude towards participation, and higher feelings of perceived control. Of the cohort that
actually joined a group, the most important predictive factors included number of prostate
specific problems and perceived control. Perceived control in this study was measured
by perceived practical possibilities for participation which included travel distance,
overall health and time invested. Bauman, Gervey & Siegel (1992) found that greater
physical distance from the support group venue was a major barrier to support group
participation. For the BOB group, the problem of distance to the group is lessened, as
many of the patients attending during treatment lived closed to the hospital, because they
were visiting from outside of the area.
Ussher, Kirsten, Butow & Sandoval (2008) examined factors that influenced
participation and retention of patients in cancer support groups. Reasons given for joining
and then leaving a support group included: practical issues such as distance to travel and
time of day that group takes place, a need to move on in life and relinquish the cancer
identity, and dissatisfaction with some aspect of group. Subjects who never attended a
group cited logistical reasons such as time and distance, resisting the identity of the
cancer patient, personality reasons such not wanting to share or feeling that they are able
9

to cope alone, having enough personal support, feeling that support groups were negative
places or that a person was weak and vulnerable if he attended, and lastly, lack of
knowledge about the group.
The physician plays a key role in the success of cancer support groups and
advising newly diagnosed prostate cancer patients about the availability of support
groups in their local communities (Eakin & Stryker, 2001). Carroll, Gray & Orr (1997)
found that urologists generally approved of support groups and thought that the groups
provided the emotional support that urologists were unable to provide. The study showed,
however, that almost half of the urologists were unaware of the educational aspect of
support groups, and did not seem fully aware of the role groups played in cancer
survivorship. Steginga, Smith, Pinnock , Metcalf, Gardiner & Dunn (2006) examined the
correlation of physician referral pattern with their personal views of support groups. They
found that those physicians with negative views never referred patients, those with
ambivalent views never, rarely or sometimes referred, and those with positive views only
referred to groups around 25% of the time.
8. Locus of Control Theory
The construct of locus of control originated from Rotter’s (1966) social
learning theory. An assumption of the theory is that the effect of a reward depends on the
extent to which a person infers a causal relationship between their behavior and the
reward. Internal (versus external) locus of control refers to the extent to which
individuals think they are able to exercise control over the events in their environment
(Rotter, 1966; Lefcourt 1980). Rotter (1989) states that internal locus of control is the
degree to which individuals expect that a reinforcement or outcome of their behavior is
10

contingent upon their own actions or personal characteristics; in contrast, external locus
of control measures the degree to which individuals think that the outcome of their
behavior is controlled by chance, luck, or fate, and is unpredictable or under the control
of powerful others.
Research by Hansson, Jones & Carpenter (1984) and Jones (1982) show that
individuals with an internal locus of control (internals) have more sources of social
support than do individuals with an external locus of control (externals). Eckenrode
(1983) found that internals appeared to have more social support as they were more
proactive in mobilizing sources of support. In their study on social support, locus of
control and psychological well being, Vanderzee, Buunk & Sanderman (1997) found that
although internals perceived more support in their environment than externals, the need
for social support was particularly related to the psychological well being of individuals
with an external locus of control. The authors felt that these finding suggest that it was
very important for externals to have the perception that social support is available if they
need to access it. Other studies show however, that it is the internals rather than the
externals who are more likely to join the groups.
Poole et ah, (2001) studied characteristics of attendees and non-attendees of
prostate cancer support groups regarding the nature of their social support needs in three
separate domains: informational, emotional, and practical. They found that the biggest
difference between attendees and non-attendees was their preferred source of
informational support. Men who attended the group relied more heavily on fellow
patients for information, and less on the medical staff. The study did not examine the
quality or amount of information obtained through patient sources, but the authors
11

thought that some patients perceived the nature of the information from patients to be
different from that given by the medical staff. For example, it is thought that fellow
patients may be more likely to go into greater detail when describing treatment
procedures than the physicians would, and many patients appreciated the detailed
description from someone who has personal experience of the procedure.
Poole et al., (2001) also thought that patients may gain information by social
comparison, either by upward (other patients appear to be doing better) or downward
(other patient appears to be doing worse) comparison and that such comparison can help
them assess the nature of their own situation. Poole et al., (2001) found that patient
attendance in a support group was usually not high after diagnosis, probably because
initially patients were consulting the physician and did not view information from a
support group as pertinent. Overall group attendees were more likely to cite fellow
patients as sources of informational support; this tendency was more marked in patients
who were 12.5 months or more post diagnosis. The support groups cited in this study did
not reject medical advice on any level and physicians were regularly part of the groups’
educational format.
Poole et al., (2001) recommend that future researchers investigate whether
patients who are drawn to attending support groups have high scores on internal locus of
control, and whether they might change their views of attendance if they viewed groups
as a way to cope with their disease and treatment away from the influence of the
“powerful others” found in the medical establishment. The authors further suggest that
the use of the Multidimensional Health Locus of Control (MHLC) scale might yield

12

interesting findings in this regard due to the fact that it assesses the influence of powerful
others, but so far that research has not been conducted.
The concept of health locus of control was developed when Wallston and
Wallston (1981) observed a series of educational classes for diabetics and their families.
The researchers noted that the class message was one of patients taking responsibility for
their own health care. The Wallstons realized that the educators were encouraging the
patients to adopt an internal locus of control regarding management of their disease.
Wallston, et ah, then developed the health locus of control instrument to measure internal
locus of control regarding a wide variety of health issues and behaviors. It was originally
a dichotomized scale, based on a uni-dimensional concept. However, Levensen (1973,
1974, 1975) questioned the uni-dimensionality of the internal and external factors arguing
that although internal beliefs were orthogonal to external beliefs; understanding and
predication could be greatly improved if the external locus was broken up into the
dimensions of chance, fate, and powerful others. This led to the development of the
Multidimensional Locus of Control (MHLC) Scale, which measures three distinct
dimensions of control: Internality, Chance Externality, and Powerful Others Externality
(Wallston, Wallston & DeVallis, 1978).
Internal locus of control (ILOC) has been linked with proactive behaviors such as
seeking support and information gathering. Chen, Deng & Chang (2001) examined locus
of control and perceived support in a cancer population and an AIDS population, and
although they found that AIDS patients had a higher internal locus of control than the
cancer patients, internal locus of control was still positively associated with gaining
social support in the cancer population. Devito, Bogdanowicz & Reznikoff (1982) found
13

that individuals with high internal ILOC and high health value were more likely to obtain
information about their condition than those with an external locus of control (ELOC)
and /or low health value. Health value is related to the importance an individual places on
that particular health problem. Fontaine, Mckenna & Cheskin (1997) looked at groups of
HIV-positive gay and bisexual men to see if their LOC varied with support group
participation. They found differences between the support/no support group participants
scores on the MHLC. Support group members scored higher on perceptions that they
themselves and powerful others help determine treatment outcome, and lower on chance
outcomes than did non support group members.
9. Anxiety
Anxiety is the most frequently reported psychological reaction to a
diagnosis of prostate cancer, which is not surprising given the lack of consensus on
optimal treatments, and the knowledge that the side effects of all treatments can be
debilitating. (Roth,et al 2006). A number of studies have identified psychological distress
in these patients. Zabora, Brintzenhofe-Szoc, Curbow, Hooker & Piantadosi (2001) found
significant psychological distress in 30.5% of prostate cancer patients using the Brief
Symptom Inventory (BSI), and Roth, Kornblith, Batel-Copel, Peabody, Scher &
Holland ( 1998) found similar results with the distress thermometer which indicated
anxiety in 13% of the prostate cancer population measured; 33% of the same population
indicated clinically significant anxiety using the Hospital Anxiety Depression Scale
(HADS).
When constructing a new scale to measure anxiety specifically related to prostate
cancer, ( Memorial Anxiety Scale for men with Prostate Cancer (MAX-PC), Roth et al
14

(2006) found that responses to questions on anxiety factored into three main areas:
anxiety about prostate cancer and treatment, anxiety about PSA test results, and fear of
disease recurrence. Although men diagnosed with generalized anxiety disorder according
to DSM IV criteria have higher levels of anxiety than their fellow patients, most of all
patient reported anxiety is related to disease concerns (Roth et ah, 2006). These anxiety
levels can be ameliorated by participation in support groups. Many studies have shown
improvement among support group participants including increased coping abilities,
quality of life, and general affect. (Van-den Borne, Pruyn, & Van Dam-de Mey, 1986;
Fawzy, Fawzy, Arndt & Pasanu 1995; Hogan, Linden & Najarian, 2002) Anxiety levels
have been also shown to be affected by counseling and locus of control. A study by
Ramsey, Ramsey & Main (2007) compared group and individual counseling in terms of
quality of life, well- being and perceived control. The research participants (NM 8) had
been diagnosed with breast, bowel, or lung cancer and received either group or individual
counseling. Levels of well-being and locus of control were measured pre and post
intervention. Both treatment types reduced anxiety and depression, but individuals who
were higher on internal locus of control scored lower for anxiety and depression and
higher for self-esteem than those with higher external LOC, irrespective of type of
counseling. For the proposed study, the relationship between locus of control and level of
support group participation and anxiety level 4 years post treatment was examined. As
locus of control is considered to be a trait and a state variable, known to effect anxiety
levels, and as patient participation in BOB can also be an ongoing association, these
relationships were considered to be relevant 4 years post treatment.
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B. Purpose of the Study
This purpose of this study was to examine the characteristics of patients who
completed prostate proton beam therapy during 2006 and their level of participation in
the Brotherhood of the Balloon (BOB) support group. Characteristics included those
identified in the literature as salient to health locus of control, namely degree of
externality, internality, belief in powerful others, or chance. The study also examined the
difference between attendees and non-attendees of the BOB group with regard to their
views of support groups in general, perceived level of support from different sources,
helpful support group experiences, preferred sources of informational support, and level
of decisional regret regarding their treatment.
Anxiety, a normal experience of individuals following treatment for cancer, is
considered to be mainly disease focused and affects up to 33% of the prostate cancer
population (Roth et al, (1998). Levels of anxiety can be affected by a person’s locus of
control (Ramsey et al., 2007) and participation in a support group (Hogan, Linden &
Najarian, 2002) and so this study measured the relationship between anxiety level, locus
of control, and participation level in the BOB support group.
The results from this study helped determine characteristics that distinguish those
people who participate in the BOB, and those who do not. Knowledge of these
characteristics may then make it possible to attract the low or non-participants into the
group at some stage of the treatment process.
C. Research Questions
1. Do prostate patients who participate in BOB, compared to non-participants,
score differently on LOG subscales? It was expected that BOB participants
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would be higher on Internal LOC and/or ELOC Others, ELOC Doctor, and
lower on ELOC Chance.
2. Do prostate patients who participate in BOB, compared to non-participants,

hold more positive beliefs about support groups, and report more helpful
support group experiences?
3. Do patients who participate in BOB, compared to non-participants, experience

less disease related anxiety? And does degree of reported anxiety relate to
locus of control?
4. Do patients who participate in BOB, compared to non-participants, rely more

on non-physician sources of information regarding their disease and
treatment? And does information preference relate to locus of control?
5. Do patients who participate in BOB compared to non-participants, experience

higher function domain scores 4 years post treatment? And does degree of
functioning relate to anxiety levels?
D. Theoretical Justification or Mechanism
Past and present involvement with the BOB group could be mediated by a number
of factors, including locus of control, prostate anxiety, and positive or negative views of
support groups in general. It could also affect how patients view the source of their
information regarding their disease and treatment.
Persons’ high in internal locus of control are more likely to seek social support
than those lower in internal locus of control, probably due to the proactive behavior
exhibited by those high in ILOC (Eckenrode, 1983). This proactive behavior could also
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result in them seeking information from sources other than the physician (Devito et ah,
1982)
Health locus of control has also been found to be correlated with anxiety levels
with those high on internal locus having less anxiety (Archer, 1979) .As locus of control
is both a trait and state variable it means that the degree of internal locus can be affected
by the external environment which would suggest that participating in a support group or
learning to gather information autonomously could act to increase the level of internal
locus of control (Dua, 1970; Ramsey et ah, 2007; Voerman et al., 2007). Characteristics
of persons more likely to join support groups include a more positive attitude towards
support groups. Conversely, a positive experience in a support group could change
attitudes towards the group and may result in an individual staying in the group for a
longer period of time.
Anxiety is inversely correlated with support group attendance and level of ILOC
(Ramsey et al., 2007), and as some patients with higher psycho-social problems have
been found to be more inclined to seek support (Schou, Ekerb, Karenso & Sorenson
2007), patients high in anxiety may be more likely to join the group. Patients high in
internal locus of control have been found to be less likely to rely on powerful others and
be more likely to proactively seek information about their disease and treatment
(Eckenrode, 1983). Conversely, patients who attend support groups may become more
dependent on other patient sources for information and eventually prefer non physician
sources of information over physician sources, independent of their level of HLOC
(Poole et al., 2001).
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Figure 1.1 Theoretical Model of Factors Related to Participation in a Support Group.
Illustrates the hypothesized relationships between the variables of interest.

E. Significance to Preventive Care and Psychology
Prostate cancer in the most common non-cutaneous neoplasm among men within
the United States and the incidence is increasing due to longevity in the population, and
sensitive methods of detecting the disease at an early stage. It is of importance to both
preventive care and psychology that men are able to adjust to this disease with reduced
anxiety. If attendance in a support group is correlated with reduced anxiety then it is
important to understand factors that may motivate men to maintain participation in a
group.
According to Voerman et al. (2007), few men with prostate cancer show interest
in attending a support group even though many experience an array of psychosocial
problems. More information is needed about the factors that characterize individuals who
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join, or fail to join, a support group. With increased knowledge of these factors the
barriers to support group attendance can be reduced.
It is the ultimate goal of any cancer therapy to ensure that patients can assume
their previous roles within the family and society following treatment. If this is not
achieved it can have deleterious effects on the individual, the family unit and the
workplace. A support system is available to help prostate cancer patients adjust to their
disease and possible treatment side effects. The support group is a system which, if better
understood, can be tailored to attract the majority of patients and meet their needs for
support.

20

CHAPTER 2
LITERATURE REVIEW

A. Prostate Cancer Epidemiology
Prostate cancer is mainly a disease of elderly males with the median diagnosis at
72 years of age. Age is the strongest etiological factor, with 66% of lesions found in men
over the age of 65. Prostate cancer is rare before the age of 40, but the incidence rises
rapidly after 50 years of age. Approximately one in six men will be diagnosed with
prostate cancer during their lifetime and about one in 35 men will die from it. Among
men, it is the second leading cause of death after lung cancer, (www.cancer.gov).
B. Treatment Options and Attendant Side Effects
The management of prostate cancer is controversial as the disease has a long
natural history, and the men affected tend to die from other causes (Bhatnagar & Kaplan,
2005). This means that cure rates are less of an issue, and the deciding factors for
treatment are mainly predicated on type and frequency of long term side effects which
can vary among standard treatments.
Patients select from one of the following possible treatments: conservative
management, prostatectomy, external beam radiation, brachytherapy seeds, cryosurgery
or proton therapy. According to the National Cancer Institute website (www.cancer.govT
it is possible to prolong disease-free survival for patients with localized disease but for
those with disease outside the prostate capsule (locally extensive), treatments are rarely
curative. Even when the tumor appears to be localized within the gland, it is not
uncommon to find that disease disseminates following treatment with surgery or radiation
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to the localized site. There is no known cure for disseminated disease but long term
control is a possibility (www.cancer.gov ).
Conservative therapy or watchful watching can be used with patients who are
older and asymptomatic. The basis for this premise is that the patient will likely die from
a co-morbid condition before exhibiting symptoms of the disease, and will therefore be
relieved of the morbidity associated with treatment side effects. As these patients are
twice as likely to eventually suffer from metastatic disease if they live long enough, many
are eventually treated with androgen ablation hormone therapy which leads to side effects
such as fatigue and hot flashes (www.cancer.gov).
Physicians often select prostatectomy for younger men when the tumor is
confined to the prostate gland and the patient is in a good state of health. For larger,
poorly differentiated tumors, where cell is less like cell of origin, it is important to
surgically dissect the lymph nodes. If lymph nodes are positive, patients are often treated
with radiation therapy. Chronic side effects from surgery include urinary incontinence,
urethral stricture, and erectile dysfunction. There is also morbidity associated with
anesthesia and a surgical procedure. The use of robotic surgery, which is less invasive,
reduces many of these side effects (www.cancer. gov).
External beam radiation therapy can be used for patient with stages I-III of
prostate cancer. It is possible to treat disease outside of the prostate capsule and to
include the pelvic lymph nodes in the treatment field if there is potential involvement.
The 5 year survival figures are the same as those for prostatectomy. Side effects include
acute cystitis, proctitis, and occasionally enteritis (www.cancer.gov ). These conditions
are generally reversible but some situations may require surgical intervention to correct.
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Sexual potency is preserved in the short term with radiation therapy, but may diminish
over time. Sildenafil citrate (e.g,. Viagra, an erectile dysfunction drug) may be effective
in managing sexual dysfunction following radiation.
Interstitial brachytherapy using radioactive seeds as permanent implants have
been used alone and in combination with external beam radiation for patients with
American Joint Committee on Cancer (AJCC) tumor stage Tic (tumor identified by
needle biopsy due to rising PSA), and T2 (tumor confined within prostate capsule)
lesions, usually with low Gleason and low PSA levels. This means that it is not a suitable
treatment for all patients. Side effects can include irritative urinary symptoms and urinary
incontinence. The risk of long term bowel symptoms following brachytherapy is
relatively low compared to external beam radiation.
Cryotherapy involves intermittent freezing of the prostate gland using
cryroprobes, in which the gland is frozen, allowed to thaw and then refrozen. This is a
relatively new technique and long term sequelae outcome data are not available. Acute
side effects reported include damage to the bladder outlet, urinary incontinence, erectile
dysfunction and rectal injury. Impotence is a common side effect in early published
results (www.nci.gov).
Proton therapy is a form of external particle beam therapy. The treatment dose is
distributed within the patient via the ‘Bragg Peak’ effect. This means that the majority of
the dose can be deposited at a known depth (center of tumor volume) within the patient
and there is little dose beyond that point. The Bragg Peak allows the dose to be accurately
sculpted to the treatment volume allowing a high dose to the tumor and a low dose to the
surrounding normal tissue. As the dose is lower to the normal tissue, side effects overall
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are reduced. In order to further reduce chronic sequelae to the rectal area, a water filled
condom is placed in the rectum during every daily treatment. This reduces the likelihood
of chronic effects on the rectal mucosa (Slater et ah, 1990).
The patient has to choose from one of the above therapies based on
appropriateness, effectiveness, and potential side effects. Patients usually make the
decision with the help of a physician who considers the patient’s age, tumor stage, comorbid conditions, and social situation.
C. Patient and Physician Decision Making Challenges
Crawford et al, (1997) surveyed patients who were members of Us TOO, a
national support group for prostate cancer patients, and a group of 200 urologists. They
found that patients and urologists have a different perception of the patient’s initial
consult, with the urologists feeling that they provided more education, guidance to
varying treatment options and concern with quality of life issues than the patient
population felt they received. Patients indicated a strong need for educational and
emotional support, which they obtained from the Us TOO support group rather than from
their urologists. The authors did not find that about one third of the patients and
urologists surveyed felt that in the current medical socio-economic climate, physicians
were unable to provide the level of emotional support required by the patient, nor were
they able to understand the patient’s reasons for choosing particular therapies (Crawford
et al, 1997.).
In a survey of urologists and radiation oncologists, Fowler et al., (2000) found
that physicians were most likely to recommend their own modality over any other for all
sub-sets of patients regardless of age, Gleeson score, or PSA. This indicates that the
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advice that patients receive regarding disease management is biased depending on the
consulting physician’s specialty.
Wilt (2000), when commenting on the Fowler et ah, (2000) study, observed that
specialist physicians often do not have sufficient time to fully explain all the treatment
choices available and often underestimate the patient desire for and ability to cope with
ambiguous information regarding treatment options. Both primary care and specialist
physicians often do not have accurate information about other modalities and may
disregard evidence of proven efficacy and known side effects for all treatment options.
This often leads to physicians giving confusing recommendations to the patient. Wilt
(2000) suggests that the patient consult an impartial source such as the family physician
for information but many patients prefer to do their own research with the aid of the
internet and by consulting peers in a prostate support group.
D. Support Groups
Thaxton, Emshoff & Guessous (2005) distinguish among the terms self-help
group, mutual-help group, and support group, although they are often used
interchangeably. They state the “support groups usually rely on professional leaders who
do not necessarily have personal experience with the group’s central issues, whereas
experience with the central issue is an essential requirement for leadership in self-help
groups”. The authors point out that another purpose of support groups is to develop a
system of assistance among members rather than to effect behavior change. Dakof &
Taylor (1990) found that patients provided positive role models for one another and were
able to share coping strategies and provide an understanding which was not available
from friends, family or health professionals.
25

The American Cancer Society (ACS), recognizing the value of a prostate cancer
discussion group, adopted the support group entitled Man To Man in 1994 after its
development in Florida (Smith, Crane, Byers & Nelson-Marten, 2002). Although the
ACS does not consider it a support group, it acts as a support group by disseminating
updated information on disease and treatment options to the members (Smith et al.,
2002). The authors point out that this enables members to gain insight from each other
in dealing with the disease and with treatment options. In their study of support groups,
Coreil & Behai (1999) report that attendees often felt they did not receive the most up-todate and comprehensive information in treatment settings to assist them in decision
making. Support groups provide the information about treatment options that physicians
frequently do not provide.
The stated goals of the ACS Man To Man support group are as follows: “(1) to
provide accurate information about diagnosis and treatment options for prostate cancer;
(2) to provide support, encouragement, and solutions to common problems associated
with prostate cancer; and (3) to promote awareness of prostate cancer as a major
healthcare concern for all men” (Coreil et ah, 1999). Ninety-three percent of 405
participants in the 34 groups studied were prostate cancer survivors themselves; only a
small number indicated they attended the group because they had a personal relationship
to a prostate cancer survivor (Coreil et al., 1999). One-third of participants in the study
reported they first attended a meeting before receiving treatment, but one participant
stated that although the group had received necessary information, it was delivered too
late.
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Coreil et al., (1999) concluded from their study of support group attendees that
they place a high value on learning the etiology, pathophysiology and scientific research
regarding the disease and its treatment. In contrast to support groups for other diseases,
the attendees were not interested in psychological support even though it was available.
E. Characteristics of Individuals Who Join Support Groups
Grande, Myers and Sutton (2006) studied difference between participants of a
community cancer support group and a random selection of non-participants from the
Cancer Registry. They reported that support group participants were more likely to be
younger, female, unmarried and without a partner; they were also better educated and had
more formal support than non-participants. Participants also held more favorable views of
support groups, believed that significant others approved of their participation, and
perceived less difficulty in joining a group. They were able to utilize more adaptive
coping mechanisms than non-participants, and felt greater control over their disease.
Participants did exhibit higher levels of anxiety and distress however, than non
participants. This finding is supported by Hogen et al., (2002), who in a review of
literature on social support, found that patients who were more worried about their
cancer, and had more emotional problem were more inclined to attend support groups.
Cameron, Leventhal & Leventhal (1993) and Leventhal, Leventhal & Cameron (2001)
found that fear and anxiety in patients tended to encourage support seeking, along with
preventive behaviors and the seeking of medical care.
One factor that affects joining a support groups is a lack of awareness of the
possibility of joining the group. Eakin & Strycker (2001) found that one of the main
barriers to the use of cancer support was lack of awareness that such groups existed.
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Voerman et al., (2007) found that even if men with prostate cancer were aware of
available groups, attitude and perceived control were still the most important factors
determining interest and participation. Those with a positive attitude towards support
groups, and those who felt that the support group was held at a convenient location and
time were more likely to attend.
Ussher et al., (2008) reported that non-participants held views that support groups
were negative and depressing, a place where “bad stories” were told. They also expressed
concern about fitting in with the groups’ demographics and stated that they could not find
groups to which they could relate. Often non-participants felt that they had plenty of
support, especially support received from a special person with whom they have a
relationship. An alternative explanation may be strong denial of need for support which
lies in defensiveness or anxiety about needing psycho-social assistance. The patient feels
that there is a stigma attached to needing help, as group help is only reserved for those
that are in great need or distress. Patients may see participating in a support group as a
symbol of weakness and vulnerability (Ussher et al., 2008).
In their qualitative analysis, Ussher et al., (2008) identified two major pragmatic
barriers for leaving or not attending a group: lack of time and work schedules. They
found that another primary reason for leaving a support group was that the individual felt
he had moved on, no longer needed the group and wished to leave the identity of cancer
patient behind them. The authors interpreted these responses as indication that the
support groups had done the job they set out to do. The authors felt this idea was
confirmed by accounts of support continuing through friendships which outlasted the
group.
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An additional finding of the study by Ussher et al, (2008) was that a number of
support group participants chose to leave the group as they were dissatisfied with some
organizational aspect of the group such as the group leadership or the general
atmosphere. Earlier reports by Gray, Fitch, Davis & Phillips (1997) and Gray & Doan
(1990) showed that group attendees often did not feel understood, that the style of
leadership or group atmosphere was unhelpful, or they were distressed by downward
social comparison (Helgeson, Cohen, Schulz & Yasko, 1999).
In a study of prostate cancer support group participants, researchers identified
factors that contributed to a higher interest in participation (Voerman et al., 2007). Those
factors were a lower age, a higher socioeconomic status, lack of social support, a more
positive attitude towards group participation and a higher perceived control. Factors
predicting actual participation were the number of prostate-specific problems and
perceived control. Bauman et al., (1992) found that physical distance was a major barrier
to support group participation, and Voerman et al., (2007) confirmed this as a factor in
patients’ perceived control.
F. Locus of Control Theory as a Theoretical Framework for this Study
Rotter first applied social learning theory principles to clinical psychology in
1954 (Glanz, Lewis & Rimer, 2002). This led him to develop the idea of “generalized
expectancies” of “reinforcement’' (Rotter, 1966). He contended that a person learns or is
conditioned on the basis of his or her history of positive or negative reinforcement. As a
result, the person develops a sense of internal or external locus of control over the events
in his or her life. His work indicates that individuals with a higher internal locus of
control will be more apt to initiate changes, whereas those with high external locus of
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control will be more likely to wait for a chance occurrence, or to be influenced by others.
Individuals who perceive that the environment is controllable are more like to engage in
active coping or to put forth greater efforts to influence the outcome (Glanz et ah, 2002).
Rotter (1996) developed the Internal-External (I-E) Scale to assess individual
differences along the continuum of internality to externality. Because generalized
expectancies, such as locus of control, are learned through experiences in a variety of
situations, these expectancies are thought to be stable over time, at least in adults
(Wallston et al., 1981). Scores on the I-E scale were traditionally treated either as a
continuous variable and correlated with other continuous measures, or, more typically,
persons at one end of the I-E continuum were classified as “internals” and those at the
other end were classified as “externals.”
The uni-dimensionality of the locus of control construct has not stood up either
empirically or theoretically. Levenson (1973, 1981) posited that internality and
externality were orthogonal to one another, i.e. statistically independent, or uncorrelated,
rather than being opposite ends of a continuum. Levenson also felt that externality itself
was multidimensional, and developed the Internal, Powerful Others and Chance Scales as
separate indicators. In this scale, Internal represented a generalized internal locus of
control orientation, Powerful Others represented the belief that “powerful others”
controlled important reinforcements, and Chance represented chance externality. She
further showed that because the Internal Scale was only slightly correlated with the
Powerful Others or Chance Scales, this multidimensionality allowed a person to
simultaneously be internally and externally oriented (Wallston et al., 1981). The I-P-C
Locus of Control Scales measure an individual’s generalized expectancies based on his
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history of positive or negative reinforcement. Individuals thus identified with an internal
locus of control are more likely to self-initiate changes, while those identified as
externally controlled are more likely to be influenced by others or wait for chance
occurrences (Glantz et ah, 2002).
Wallston et ah, (1978) responded to Rotter’s (1975) suggestion that measures of
expectancy that were specific to a given domain, such as health, might account for more
variance in domain-specific criterion measures. The Wallstons and associates developed
the first such measure, the Health Locus of Control (HLC) Scale (Wallston et ah, 1976)
which was one-dimensional. They soon followed this, however, with the
Multidimensional Health Locus of Control (MHLC) scale in 1978 (Wallston et ah, 1978).
This scale separated the assessment of internality, powerful others, and chance
externality.
Generalized expectancies, such as locus of control beliefs, are cross-situational,
making them more trait like than state like. Wallston (2005) states that the MHLC was
conceived to be partway between a trait like and state like measure which is sensitive to
how an individual reacts to changing experiences within a health care situation. Thus,
although the trait portion is more constant, the state portion can change over time, as
environmental conditions vary.
Wallston et ah, (1981) do not conceive of health locus of control beliefs as being
as stable as more generalized locus of control beliefs because these beliefs can be
modified by significant health-related experiences. Additionally, they make a strong
theoretical case for examining interactions of health locus of control beliefs and health
value in predicting health behaviors. They also state that only for persons who value
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health should perceptions of control over health be deterministic of behavior (Wallston et
ah, 1981).
In a study of social support for patients with prostate cancer, Poole et ah, (2001)
recommend that future researchers examine the likelihood of patients who score high on
internal locus of control being drawn to support groups that are structured to cope with
cancer in a way independent from powerful others. They recommend administering the
MHLC scale as a way of exploring this idea. Little is known, however, of the validity of
this recommendation.
G. Vicarious Control and Powerful Others
One aspect of locus of control concerns the belief in the control of powerful
others, one of the dimensions of externality on the MHLC, Form C scale. According to
Wallston et ah, (1981), chronically ill patients usually have lower internal locus of
control and relatively high belief in external locus of control including belief in chance,
powerful others or doctors. Another way to view the powerful others concept is to place it
in a more positive adaptive light and consider the relationship between a belief in
powerful others and a belief in vicarious control. Vicarious control can be considered
adaptational when viewed as having some control in a situation in which one would
otherwise be powerless (Taylor, Helgeson, Reed & Skokan, 1991). The chronically ill
can obtain control vicariously through the actions of a chosen health care professional
under circumstances in which the individual acting alone cannot control the outcome.
Receiving factual information about the disease may empower the patient and increase
the feeling of control over the disease, treatment and outcomes. The source of a patient’s
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information may influence his level of personal or vicarious control over his disease,
treatment and its outcome.
Emshoff et al., (2001) found that men lacking social support were interested in
receiving support, particularly following diagnosis, but after that they were more
interested in education about treatment options. Smith et al., (2002) surveyed support
group participants in ACS Man to Man groups (n=l 12 participants) to discover the most
valuable components of the groups. They identified these components as the providing of
prostate cancer information, physician presentations on treatment, and lastly, proximity to
other men with prostate cancer. The groups’ attendance documents revealed that sessions
in which basic information about prostate cancer and its treatment were provided were
most highly attended followed by sessions on sexuality and treatment side effects. Smith
et al., (2002) also surveyed a group of urologists (n=44) who were most likely to refer
patients to a Man to Man group and found that they were referring to a group after the
patients treatment had ended (61%) or during watchful waiting (59%). The urologists
believed that the most important aspects of the groups for the patients were support and
encouragement from other men to overcome feeling of isolation. Thus, it appears that the
urologists’ ideas about support group functions were incongruent with what the patients
felt were most important.
In a study of 234 patients with prostate cancer (142 of whom attended support
groups, and 92 who did not), Poole et al., (2001) reported that attendees were
significantly more likely to cite other patients as sources of all three types of support.
namely emotional, information and practical support. Attendees cited fellow patients as
their most helpful source of informational support, contrasted with non-attendees who
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cited medical staff as sources. Attendees were more likely to cite fellow patients as
sources of informational support; this tendency was even greater for those whose time
since diagnosis was greater than 12.5 months. The researchers also found that recently
diagnosed non-attendees were the ones least likely to cite other patients as sources of
informational support.
In their study of patient characteristics of the ACS Man to Man group, Coriel et
ah, (1999) studied 405 participants in 54 groups, and found that a strongly held belief
among the attendees was that many patients did not receive sufficient information about
treatment alternatives, long term implications from a chosen treatment, and future quality
of life issues. One respondent indicated that many participants felt that they did not
receive the most comprehensive and current information in a timely fashion to make
choices regarding treatment options.
Thus the literature indicates that men with prostate cancer who attend support
groups choose to attend for different reasons, but predominantly for information, whether
the source is from health professionals or from fellow attendees. Individuals with an
external locus of control may view the health professional as a source of vicarious
control.
H. Locus of Control, Support Groups and Anxiety
Archer (1979), in a review of the literature on the relationships between locus of
control and anxiety, found that greater externality is related to higher levels of trait
anxiety. Conversely, the correlation of internality and lower trait anxiety levels has also
been well established. Ramsey et al., (2007) compared peer group counseling and
individual counseling in individuals with breast, colon, and lung cancer receiving
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palliative care. They found that both forms of counseling increased self-esteem, reduced
anxiety and depression, and increased levels of satisfaction with life. Participants with a
more internal locus of control belief system had significantly increased levels of self
esteem and lower levels of anxiety and depression compared to individuals with a more
external locus of control. Because the internality scores were lower prior to the
intervention, the authors concluded that internality overrode the effects of counseling in
its influence on anxiety and depression scores.
Dua (1970) suggested that if a person had the perception of their ability to cope
with problems, it would act to raise the individual’s internal belief system. This indicates
that if individuals are given a sense of power and control over their lives, they will be
better able to cope with inner conflicts and problems. Instilling such feelings of power
and control in support group members could encourage a more internal locus of control
belief system which may result in a greater psychological adjustment and wellbeing
(Ramsey et al., 2007).
In a cross-sectional study of community-dwelling elders (n=91), Frazier & Waid
(1999) examined the correlation between health status, health perception, and health
locus of control with three dimensions of anxiety, namely distress, anxiety sensitivity and
hypochrondriasis. Findings showed that although their medical conditions did not relate
to anxiety levels, poorer actual and perceived health were related to increased distress and
hypochondriacal concerns; loss of internal locus of control and a lower score in positive
psychosocial factors such as favorable health perceptions, increased distress. Anxiety
sensitivity and hypochondriacal levels were related to external control attributions.
Specifically, attributions to chance were related to greater distress and anxiety sensitivity,
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and attributions to powerful others exacerbated anxiety sensitivity and hypochondriasis.
Barlow (1991) found that the linkage between external attribution of control and anxiety
sensitivity is important as anxiety sensitivity may arise from feelings of loss of control.
In a study of 367 men with prostate cancer, Roth, Rosenfeld, O’Shea, Holland,
Curley-Smart & Breitbart (2006) assessed anxiety levels among the men and concluded
that although many men experience anxiety regarding the optimal treatment that will
effect a cure with minimal side effects, their specific anxiety is difficult to measure
quantitatively. Clinicians have frequently noted the potential for men to deny feeling of
anxiety while simultaneously displaying anxiety induced behaviors, such as delaying
necessary interventions or demanding additional procedures, e.g. repeated PSA testing.
The researchers noted that previous studies focused on generalized anxiety rather than the
specific anxieties that attend a diagnosis of prostate cancer such as anxiety centering on
illness progression and treatment. Nevertheless, some researchers report high levels of
psychosocial distress in this population. Zabora et al., (2001) found that 30.5% of men
with prostate carcinoma acknowledged significant distress levels on the BDI (Brief
Depression Inventory). Roth et al., (1998) found that 13% of men with prostate cancer
registered severe psychosocial distress on the distress thermometer, and 33% registered
clinically significant anxiety on the Hospital Anxiety and Depression Scale (HADS).
Despite these results, these generalized instruments failed to identify those who
had concerns regarding their disease and treatment. These findings led the primary
author to develop the self-report measure, the Memorial Anxiety Scale for Prostate
Cancer (MAX-PC), which I used in my study. The study was normed and tested on
participants at genitourinary clinics who were post treatment and attending the clinic for
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routine PSA exams. The participants had undergone a variety of different treatments,
including prostatectomy, radiation therapy, seed implants, orchiectomy (removal of
testicles to reduce androgen levels) hormonal therapy, and chemotherapy. It had not been
used to evaluate anxiety levels in men treated with the same modality who are attendees
or non attendees of a treatment specific support group
According to Schou et al., 2007, support groups can reduce the prevalence of
anxiety among cancer patients. In their research on breast cancer patients, they found no
difference between participants and controls prior to the support group intervention, but
at 12 months post support group, the prevalence of anxiety was significantly lower
among participants as compared to non-participants. This indicates that participation in
the group may lower anxiety levels.
I. Summary
My review of the literature supported further exploration of the relationship
between health locus of control and joining and maintaining membership in a support
group. The use of Form C of the MHLC was important to include because it provided
additional data on the support group participant’s reliance on powerful others, including
doctors. As most studies indicate that support groups are beneficial for patients, it
behooves the medical community to tailor support groups to take into account individual
differences in locus of control and reliance on powerful others as a source of information
and support. Those patients with high internal locus of control and low reliance on
powerful others may need a group structured in a different way than for those patients
who perceive control over their disease through vicarious means via medical personnel.
The literature also shows that participating in a support group and receiving education
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and peer support can enhance patients’ understanding of their chosen treatment and side
effects, thereby reducing levels of anxiety. If this is so, then we need to know more about
who chooses to participate in support groups and those who do not.
This study addressed some gaps in the literature, namely, the characteristics of
participants and the effect of a unique support group which has been specifically
designed as an advocate group for a single treatment modality, rather than a general
group designed to educate about treatment options. The characteristics of patients who
join such a group, such as prostate anxiety levels and locus of control and patient
preference for sources of information, were examined.
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CHAPTER 3
METHOD

A. Study Design
This study is a retrospective cross sectional design which examines the
participants and non-participants of a specific social support group called the
Brotherhood of the Balloon (BOB), to see if measures of locus of control, informational
source preferences, positive or negative views of support groups in general, and
perceived levels of social support effect levels of group participation. Since differing
locus of health control and support group involvement can affect participant’s levels of
anxiety, associations between group involvement and anxiety were evaluated.
B. Setting and Research Subjects
The participants were patients who were treated for prostate cancer at Loma Linda
University Medical Center's (LLUMC) Radiation Medicine in the year 2006 (n = 543).
The proton treatment was delivered in 45 separate daily doses. It required the patient to
initially attend the proton center for consultation and subsequently to have an
immobilization device made, and a CT scan performed. The patient then commenced
treatment approximately 14 days after the CT scan appointment. As 70% of the patients
who receive this treatment reside out of the area or not within driving distance of
LLUMC, they lived in local accommodations near the medical center and were
encouraged to form a social community while they resided in the area. In order to
encourage the formation of this support community, the BOB organization and LLUMC
Radiation Medicine department collaborated in providing a set of unique social services
39

for the patients, including on and off line support groups, community dinners, sports, and
opportunities to socialize while they receive their treatment. The majority of patients
brought their significant others with them during the time that they resided in the local
area and they are also encouraged to attend all social and group events.
All patients in the study had a diagnosis of early stage prostate cancer at Tic or
T2 stage, based on definitions of the American Joint Committee on Cancer (AJCC). All
patients had received proton therapy either as a solitary modality or in association with
photon therapy. The study only looked at patients who were treated in the year 2006, as it
takes three years post treatment for the majority of chronic treatment side effects to
become clinically apparent. This means that the patients treated in 2006, who completed
a survey in 2010, were aware of the final outcome of the treatment with respect to side
effects and PSA trends, and were better informed regarding the entire process when
completing the survey instruments.
The 2006 patients were identified from the LLUMC Radiation Medicine database.
Patients were asked to provide information regarding their treatment modality. If they
reported details as ‘not known’ then the survey was disregarded.
C. Subject Recruitment and Permissions
Approval to conduct the study was sought from the medical director of Radiation
Medicine at LLUMC and the Institutional Review Board (IRB), which serves Loma
Linda University, and Loma Linda University Medical Center.
Patients were recruited through a letter sent via regular mail (see Appendix B for
sample letter), which explained the study and the procedures necessary to participate
either with a hard copy or via Survey Monkey. The mailing included a copy of the survey
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with the invitation letter, and all details regarding access to the survey via the
www.survevmonkey.com website. Informed consent was implied by either completion
of the survey on Survey Monkey or by the returned paper copy.
D. Study Procedures
Patients were directed to complete the survey instrument via a link to. Survey
Monkey (www.survevmonkev.com) is a web site which allowed simple access for the
patients to complete the survey. Data was automatically collated via the site for analysis.
The patients were provided with a web address for access. Patients who did not have
access or who did not wish to participate using Survey Monkey, completed the hard copy
and return it via regular mail. To ensure confidentiality, all data contained in the Survey
Monkey data file was only accessible via a password held by the student investigator. I
informed the patients that they may, if interested, receive a summary of the results at the
close of the study.
E. Measurement/Instrumentation Construction
The survey instrument included the following components: (1) Demographic and
treatment history * (2) Level of participation in support group, measured from diagnosis
until present time* (3) Beliefs about support groups* (4) Helpful experiences about
support groups questionnaire (Lieberman, Yalom & Miles 1973) (5) Information
Preference scale* (6) The Multidimensional Health Locus of Control—Form C scale,
(Wallston, Stein & Smith, 1994) (7) The Memorial Anxiety Scale for Prostate Cancer
(Roth et al, 2003) (8) Multidimensional Social Support Scale (Winefield, Coventy, Lewis
& Harvey, 2003) and (9) The Expanded Prostate Cancer Index Composite (EPIC-
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University of Michigan, 2002). The scales marked with an * were developed for the
purposes of the current study.
1. Demographic and Treatment History Data
Demographic and treatment history data included the following
information: (a) age in years, (b) hormone therapy status, (c) treatment modality (protons,
photons, mixed protons and photons), (d) Gleeson score prior to treatment and current
PSA, (d) (e) marital status at time of treatment, currently, and participation by spouse (or
friend) during treatment, and (f) educational level,. These variables are categorical
(nominal level) data.
2. Level of Participation
Level of participation in the support group included items measuring the
involvement during the treatment phase and post-treatment phase. The following was
assessed for the treatment phase: (a) attendance in support group during treatment phase,
(b) attendance at pot luck meals during treatment phase, and (c) socializing outside of
organized activities during treatment phase. The following was assessed for the post
treatment phase: (a) reading BOB newsletter, (b) contacting BOB members met during
treatment, (c) attending BOB reunions, (d) accessing BOB website, and (e) involvement
in any support group apart from BOB. These variables are categorical (nominal level)
data, but were combined to determine level of overall participation in BOB (high vs.
low).

3. Beliefs A bout Support Groups
Items assessing beliefs about the BOB support group included the
following: a) Are support groups (in general) able to provide help to the participants? b)
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Are groups able to increase the participants feeling of control over their disease? c) Are
support groups necessary when there is support available outside of a group setting? d)
Are support groups mainly for weak, vulnerable individuals? e) Are support groups
venues where mainly negative topics are discussed? f) Are support groups places to
attend only on the advice of your physician? g) Are support groups more useful for
educational resources that they are for social support? These questions had been
identified by Ussher et al., (2008) as areas of concern among prostate patients when
deciding if they would attend a support group. Each item was measured on a 1-5 Likert
scale where the participant is asked how much they agree with each of the above
statements. There were also two items which assessed participant views of the BOB and
its connection to LLUMC.
4. Multidimensional Health Locus of Control
The 18-item Multidimensional Health Locus of Control—Form C scale
was incorporated in its entirety. The Multidimensional Health Locus of Control (MHLC)
is not a single instrument, but a family of instruments. First there was the original,
health-focused, version of the instrument that had two more-or-less equivalent forms (A
and B), each consisting of three, 6-item subscales: Internality (IHLC); Power Others
Externality (PHLC); and Chance Externality (CHLC) (Wallston et al., 1978). Next was
Form C, designed to flexibly assess patients’ locus of control beliefs regarding an
existing medical condition (Wallston et al., 1994). Wallston (2005) states that, “While
Forms A and B measured beliefs about control over one’s health status, Form C measures
beliefs about control over one’s illness or disease. Factor analysis revealed that the six
items making up the single Powerful Others dimension in Form C constitute two
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independent dimensions: Doctors and Other People, each with three items (p. 623).”
Form C has been used in studies of individuals with arthritis, chronic pain, diabetes and
cancer (Wallston, 2005).
The MHLC was developed so that each scale correlated most highly with its
theoretical counterpart among Levenson’s I, P and C Scales (Wallston et al., 1978).
These positive correlations ranged from .28 to .80 for Forms A and B combined.
Wallston (2005) reports that the validity evidence put forth in his original article on the
development and validation of the MHLC scales consisted principally of the following
arguments (pp.626, 627)
Each of the MHLC subscales correlated significantly and positively with its
counterpart from Levenson’s generalized I, P and C scales (Levenson 1973)
after which the MHLC was modeled. The IHLC correlated .57 with
Levenson’s I-scale, but only -.12 with the P scale and -.14 with the C scale
respectively. Wallston (2005) construes this as evidence of the MHLC’s
criterion-related validity.
The IHLC and PHLC subscales were uncorrelated ^=.12) with one another,
PHLC and CHLC were only weakly positively correlated (r=.20) and IHLC
and CHLC were weakly negatively intercorrelated (r= -.29), thus supporting
the construct validity claim that these dimensions are more-or-less orthogonal
to one another.
That the IHLC was positively correlated (r = .40) and the CHLC was
negatively correlated (r =.-28) with a two-item measure of self-reported health
status, evidence of the construct validity of these two dimensions.
The work on Form C specific to particular health conditions started in 1989.
Wallston (2005) indicates that because of the proliferation in the literature of new scales
modeled after the MHLC, assessing everything from cancer to mental health, he
perceived the need for a generic easily modifiable measure of locus of control beliefs.
The problem had arisen that the developers of new scales each started almost de novo.
arbitrarily selecting a set of item stems from the MHLC that made between-studies
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comparison difficult. Wallston and his research associates wrote and edited items for the
new version, and pretested it on an on-going arthritis study (Wallston, 2005). Once they
found that the new scale was both reliable and valid, they made it available to other
health researchers to use with other populations.
Wallston et ah, (1994) present the case for validity of Form C of the MHLC as
follows (pp.627-628):
(In a sample of rheumatoid arthritis patients), correlations between Form B
and Form C of the MHLC showed that the two Internality subscales correlated
r = .59, the two Chance subscales correlated r = .65 and Powerful Others from
Form B correlated r = .55 and .38 with the Doctors and Other People
subscales from Form C, respectively. This was evidence of concurrent
validity, a form of criterion-related validity.
Patients with diabetes scored higher on the Internal subscale of Form C than
did patients with chronic pain, cancer or rheumatoid arthritis. . . Cancer
patients were highest in attributing a change in their condition to Other People
and in believing that Doctors were responsible for their condition getting
better. This was evidence of known-groups validity.
In both arthritis and chronic pain samples, the internal subscale from Form C
was significantly and negatively correlated with measures of pain and
helplessness, while the Chance subscale was significantly and positively
related to measures of depressive symptoms and helplessness. The Other
People subscale was consistently positively related to helplessness in both
samples
Form C explained more of the unique variance in the pain ratings of the
arthritis patients than did Form B, while the opposite pattern was found for the
measure of depressive symptomatology. Both of these findings were
consistent and, thus, are further evidence for Form C’s construct validity.
Wallston et ah, (1994), reporting on the reliability of Form C, show the following
alpha reliability scores: Internal (.87), Chance (.82), Doctors (.71), Other People (.71).
The six-item Internality and Chance subscales demonstrate internal consistency. Because
the Doctors and Other People subscales are only half as long as the Internality and
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Chance subscales at 3 items each, their alphas are understandably lower, but even these
lowered alphas are >.70, which are acceptable for three-item subscales.
Wallston et al., (1994) indicated that “one cannot expect very high test-retest
reliability for the Form C subscales, especially over extended time periods or during time
periods in which individuals are systematically exposed to experiences designed to alter
their beliefs” (p.543).” This is not unexpected since Form C measures items are both
state and trait dependent, in which the changes in state would be reflected from changing
circumstances.
Essentially Form C measures three dimensions health locus of control, with the
external locus of control powerful others consisting of two subscales “Doctor” and
“other”. The items were all measured using a 7-point Likert scale. The locus of control
God scale (Wallston et al., 1994) was included in the survey as a result of patient
comments in the pilot survey which indicated that many felt that God had an influence on
their health and treatment outcomes. The 4 item scale is designed to further refine the role
of powerful others.
5. The Memorial Anxiety Scale for Prostate Cancer
The modified Memorial Anxiety Scale for Prostate Cancer contains 18
items, which were included in their entirety. Roth et al., (2003) developed the scale to
identify those men with prostate cancer who could benefit from mental health treatment It
was found that high scores on the MAXPC were a function of both generalized anxiety
and anxiety specific to prostate cancer, so although men who scored high on generalized
anxiety scored high on the MAX-PC, their score was also reflective of anxiety about
changing PSA levels. The authors concluded that the scale was measuring both trait and
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state anxiety levels as they related to the patients concerns about prostate cancer. Factor
analysis identified three factors on the MAX - PC which correspond to the three sub
scales, which measure general anxiety as it related to thoughts about prostate cancer and
PSA screening, PSA test results, and fear of disease recurrence.
Test-retest reliability was measured by establishing baseline measures and then
retesting after a 10 day period. Test re-test reliability was r=0.89 (95% Cl range of 0.790.86) for the total score, r=0.83 for the prostate cancer anxiety subscale, r=0.74 for the
PSA anxiety sub scale, and r=0.98 for the fear of recurrence sub-scale. The total scores
on the revised 18-item version correlated significantly with several measures of anxiety
administered concurrently, specifically the Hospital Anxiety Depression Scale (HADS)
total scores (r = 0.52; p< 0.0001), the Anxiety subscale of the HADS (r = 0.57; p
<0.0001), and distress thermometer (r = 0.57, pO.OOOl). The reliability coefficient alpha
for the revised 18-item scale was 0.89 with a median item-total correlation of 0.59; the
coefficient alpha for the two modified subscales (Prostate Cancer Anxiety and Fear of
Recurrence) was 0.90 and 0.82, respectively.
6. The Helpful Group Experience Scale ( Lieberman et al, 1973)
This scale was designed to allow group participants to place the most
important or helpful outcome that they got from group attendance in rank order. There
are 25 items on the questionnaire and respondents were asked to pick the top three most
important outcomes and rank them with a ‘5’ and then rate the others on a scale of 0-4
with 4 being more helpful.
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7. Multi-dimensional Support Scale ( Winefield et al, 2003)
This scale was designed to measure the adequacy of support that the
patient perceived that they received from three different groups Confidants, Peers, and
Experts. The adequacy subscale was measured on a three point scale, not enough, too
often, and just right.
8. Source of Information Preference Scale
The scale evaluated patient’s preference for information sources at
different times during their treatment process. Sources were categorized as physician
versus non-physician.
9. Expanded Prostate Cancer Index (EPIC-26 —Short form. University of
Michigan 2002)
This index looked at overall quality of life issues as they related to
physical functioning, including urinary, bowel, hormonal, and sexual areas. An item
measuring the patient’s libido was included as indicated from the pilot study.
F. Data Analysis
The data from paper and pencil responses was added into the data located in the
survey monkey data base and that was transferred to the SPSS database.
Descriptive statistics were performed on the data. This involved quantitatively
summarizing the data set, and describing the data as it relates to frequencies of response,
percentages of population giving a response, symmetrical, or skewed distributions,
examining measures of central tendency for continuous data, and checking for outliers.
Respondents were categorized as either members or non-members of BOB and
the level of BOB, and support group participation was measured as a continuous variable.
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Independent samples t-tests were used to determine if there were differences in the mean
scores for each continuous DV between members and non-members. Pearson correlations
then were used to determine the magnitude and direction of the association between the
DV and level of BOB participation. A chi square was used to determine the association
between the IV and categorical data such as type of treatment. A multiple linear
regression was used to determine the variables independently associated with level of
participation.
G. Limitations
The study is a cross-sectional retrospective analysis of a specific support group.
There are a number of inherent confounds within this study. Due to the specificity of the
support group the results are only generalizable to other proton therapy support groups
and not to usual prostate groups where patients seek information and support post
diagnosis and pre-treatment.
As it is a retrospective design, patients were asked questions regarding their level
of involvement in the group during their treatment phase, because this had taken place 4
years ago, accurate recall of events was unlikely and data could be biased as a result.
H. Research Ethics
The study was submitted to the Loma Linda University Institutional Review
Board, for review and their guidelines regarding ethical treatment of subjects was
followed. Confidentiality of patient information was maintained at all times during the
study. At the start of the study, patients were given a letter explaining the study and
providing a telephone number that they could call if they had questions regarding the
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study or found its contents distressing in any way. Consent was implied by participation
in the survey.
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Abstract
Objective: To examine demographic and psychosocial characteristics associated
with participation in the Brotherhood of the Balloon (BOB) prostate cancer support group
during and after proton therapy treatment.
Methods: Retrospective cross-sectional design of male patients who had a
diagnosis of prostate cancer and completed proton or proton plus photon therapy in 2006.
Participants received a self-report survey via the mail 4 years after treatment (2010),
which assessed multidimensional locus of control beliefs, beliefs about support groups,
general and PSA-specific anxiety, and physical functioning, .The anonymous survey took
about 30 minutes to complete.
Results: Support group members were more involved in support group activities
during and after treatment, had more positive beliefs regarding support groups, and
ranked more support group experiences as helpful than non-members (all p-values<.001).
Support group members scored significantly lower on the External locus of control
(ELOC) - Doctor subscale than nonmembers (4.6 vs. 4.9,/?<0.5). Those reporting more
helpful support group experiences had higher scores for Internal LOG (r=.22, p<.01),
ELOC - Others (r=.23, p<.01), and ELOC - God (r=.34, p<.01). Support group members
were more likely to rely on non-physician sources of information than non-members,
who relied more on their physicians. These variables remained significant predictors of
level of participation in a support group in multivariate analyses (R2=.43, p<.001).
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Conclusions: The study suggests a profile of the patient who participates in the support
group activities as someone who has a more positive view of support groups, and
considers more group experiences to have been helpful than the non support group
patient. Those participants who felt that group experiences were more helpful think that
they along with powerful others, and God are more likely to influence their health
outcome, as opposed to the physicians influence, or that of random chance. This indicates
a need to take control of the healthcare situation either directly or vicariously through
another powerful source. The support group member is also more autonomous in their
choice for information sources choosing non-physician sources more often the physician
sources alone. Support group members were still invested in the role of the physician in
healthcare outcome but not as much as non-support group members.
Keywords: prostate cancer, proton therapy, social support
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Introduction
Prostate cancer is the most common non-cutaneous neoplasm in males in the
United States, with an estimated 217,730 new cases in 2010 of which 32,050 are
expected to die from the disease. Men diagnosed in the early stages have many
treatment options, with similar potential for prolonged disease-free survival, but
variability in chronic side effects experienced.
fwww.cancer.gov/cancertopics/pdq/treatments/healthprofessionals).
Treatment choices include the surgical intervention of a prostatectomy, external
beam radiation, brachytherapy (radioactive seed implant), cryotherapy, hormone therapy,
or proton beam therapy. All of these treatments result in the patient experiencing some
sequelae, the type and severity of which depends on the treatment selected. Common
side effects include urinary incontinence, erectile dysfunction, acute cystitis, proctitis and
enteritis (www.cancer.gov). Side effects of hormone therapy may include loss of libido,
hot flashes and osteoporosis, (www.cancer.gov).
Proton treatment utilizes the Bragg peak effect, in which the majority of the
radiation dose is deposited at a depth within the patient which correlates with the position
of the tumor, dose to surrounding normal tissue is substantially reduced thereby
minimizing treatment related side effects (Slater & Preston, 1990). As of June 2010
14,753 patients have received proton therapy at Loma Linda, of which 10,220 (69.2%)
have been prostate patients. For this study the patients treated in 2006 were recruited as it
takes a period of 4 years for any chronic treatment side effects to fully manifest
themselves and for the PSA to reach its nadir or lowest point. This means that the patients
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in this study have a reasonably good idea of the efficacy of the treatment as it relates to
local control and long term side effects.
During proton therapy, a water filled condom (know to the patients as “the
balloon”) is inserted daily into the patients rectum in order to reduce chronic rectal side
effects. This uncomfortable and somewhat embarrassing procedure has become a point of
humor among the patients who elected to call the support group Brotherhood of the
Balloon (BOB) in honor of the procedure.
The majority of patients treated for prostate cancer come from out of the area, and
rent accommodation close to the medical center. This proximity helps to create a close
community, of which BOB is an integral part. In 2006 patients engaged in activities that
were arranged by both the medical center and BOB. The geographical closeness to the
support group venue encouraged participation in group activities, with 274 out of
543(50.4%) patients treated joining BOB, the majority joining during the treatment
period.
The (BOB) was started by a patient in December 2000, with a view to providing a
way for patients to remain connected after the completion of treatment. The BOB now
has over 4,000 members in 28 different countries and 50 various states. The organization
has a website ( www.protonbob.com ), which contains a member only accessible
database where members voluntarily record medical details such as their tumor stages,
Gleeson scores and PSA levels.. The site also contains information about prostate cancer
and proton therapy and provides links to similar sites.
The published aim of the group is to provide an aftercare forum where members
share information pertinent to their treatment, the healing process, and recurrence
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prevention. Members are also encouraged to discuss their experiences of proton treatment
and details of prostate prevention at public forums and regular meetings for members in
different parts of the United States.
The BOB grew out of a social support program which was based on the theory of
normative community (Bakel, 1979). This involved developing behavioral norms such as
treatment attendance, regular exercise, following physician guideline for nutrition and
sleep, and ‘mentoring’ incoming patients to do the likewise. The idea was to develop a
support community, particularly for non-local patients. There are numerous activities
organized by full time employees to help develop this support community, including
dinners, social events, and a free gym membership.
Based on a review of the literature on support groups, it appears that although
BOB is similar in structure to psycho-educational support groups, it also has some unique
attributes which include an opportunity to be an integral part of a larger support
community, and being geographically accessible to many patients. Thaxton, Emshoff &
Guessous (2005) distinguish support groups from self help groups or psychotherapy, and
emphasize the role of reciprocal assistance between group members, as opposed to selfhelp or psychotherapy. Emshoff, Starnes, Thaxton & Erickson (2001) found that the
prostate cancer population valued information and education in an open ended group
format, which included expert speakers, rather than smaller processing groups which
focus on emotional issues.
Fobair (1997) suggests that open-ended groups are more suitable in a hospital
setting with a changing population. These groups are shown to be beneficial in
encouraging patients to learn coping strategies from other patients whom they perceive to
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be in the ‘same boat. The BOB and the LLUMC groups are based on a psychoeducational open ended structure with expert speakers and encourage sharing prostate
cancer related experiences and coping strategies.
According to Krizek, Roberts, Ragan, Ferrara & Lord, B (1999), men constantly
underutilize groups and only 13 % have ever attended a group. Voogt, Visser, van Andel,
Rovers, Kurth & Goodkin (2001) reported that out of 29% of men showing interest in
group attendance, only 9% ever participated. Emshoff et al., (2001) studied factors
thought to promote group attendance these included lack of social support, a positive
attitude towards groups, and higher feeling of perceived control regarding travel distance
and time commitment. Predictors of actual attendance were number of disease related
problems and perceived control issues.
Ussher, Kirsten, Butow & Sandoval (2008) identified other reasons for non
participation which included problems with adopting a cancer identity, group
dissatisfaction, not wanting to share, feeling that they can cope alone, and being well
supported. Some reported a sense of shame and damaged ego, or felt that only weak
vulnerable people attended groups which were perceived as negative places.
Poole, Poon, Archille, White, Franz, Jittler, Watt, Cox & Doll (2001) studied
characteristics of those who attend or do not attend support groups and found the main
difference was that attendees relied more on patients than physicians for information
regarding treatment procedures.
A number of variables have been examined in this study to assess correlation
between those variables and level of support group participation. They include locus of
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control, anxiety, belief in support groups and helpful experiences from groups, perceived
adequacy of support from various sources, and physical outcomes 4 years post treatment.
The construct of locus of control originated from Rotter’s (1966) social learning
theory, and is defined as the degree to which a person attributes outcomes of their
behavior to either their own actions (Internal Locus of Control (ILOC) the actions of
other people (External Locus of Control-Powerful Others (ELOC-PO)), or chance, luck
or fate (ELOC-Chance) The study also looked at the perceptions of the role of God in
assessing outcomes (ELOC-God).
Hansson et ah, (1984) and Jones (1982) found that individuals with an ILOC have
more sources of social support. According to Eckenrode (1983), this is due to their more
proactive behavior. Vanderzee, Buunk & Sandernan (1997) found that although it was
very psychologically important for the ELOC people to obtain social support, it was the
ILOC people that usually joined groups. Internal locus of control (ILOC) has been linked
with proactive behaviors such as seeking support and information gathering. Devito,
Bogdanowicz & Reznikoff (1982) found that individuals with high ILOC were more
likely to obtain information about their condition than those with an external locus of
control.
Anxiety is the most frequently reported psychological reaction to a diagnosis of
prostate cancer. Zabora, Brintzenhofe, Szoc, Curbow, Hooker & Piantadosi (2001) found
significant psychological distress in 30.5% of prostate cancer patients and Roth,
Komblith & Batel-Copel (1998) had similar findings which indicated anxiety in 33% of
the prostate population measured.

58

Much of all patient reported anxiety is related to disease concerns (Roth et al.,
2006) which can be ameliorated by participation in support groups. Many studies have
shown improvement among support group participants including increased coping
abilities, quality of life, and general affect (van de Borne, Pruyn & van Dam-de, 1986;
Fawzy, Fawzy, Arndt & Pasanu, 1995; Hogan et al., 2002). Anxiety levels have been also
shown to be affected by counseling and locus of control.
Because the prostate patient’s primary reason for selecting a treatment is
associated with minimizing the treatment related side effects, level of physical
functioning 4 years post treatment was also measured in this study.
Patients and Methods
Setting and Participants
The 2006 prostate cancer patient cohort were utilized for this study. It
included all patients treated during the 2006 calendar year. Patients were males over the
age of 18 years. They had been diagnosed with prostate cancer T stage 1-3 by the AJCC
(American Joint Committee on Cancer) staging system. The majority of patients are
diagnosed with a Tl-c (tumor identified by needle biopsy). Patients were included if they
had been treated with protons only or proton/photon combination. The type of treatment
modality received was confirmed by patient report. Of the original list of patients
eligible all 543 patients were sent letters of invitation, and of those 41 mailings were
returned as unable to forward by the post office, 14 patients declined via post card, and 7
patients were deceased, leaving 495 as deliverable. A second mailing of 297 reminder
postcards was sent out to those patients who had not responded and there were a further
14 unable to forward from that group. Fourteen surveys were received after the survey
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cutoff date and were not included in the analyses.. There were responses from 274
patients out of the 495 possible (55.4%) used in the study.
Study Design and Procedures
The study was a retrospective, cross-sectional study. The patients were
recruited via regular mail, using the contact database provided by the medical center.
The mailing invitation included a cover letter signed by the medical chairman of the
department, which briefly introduced the study; a consent document, which the
participants were asked to keep for their records; the study questionnaire, a stamped
return envelope in which to return the study questionnaire; and a coded stamped post card
addressed to the first author indicating whether or not they had participated in the study.
They were also informed that the survey was available online and were asked to contact
the first author by email if they would like to complete the survey electronically. Only 14
patients opted to complete the survey electronically. The questionnaire data were
collected anonymously; the only thing that was tracked was the patient’s decision
regarding participation, in order to send a follow-up reminder postcard. Patients were not
provided with any incentive to complete the questionnaire.
Measurements
The survey included the following measurements: (1) Demographic and treatment
history data; (2) Level of participation in BOB or other support groups*; (3) Beliefs about
support group scale*; (4) the Multidimensional Health Locus of Control -- Form C scale
(MHLOC-C) ( Wallston et al, 1994); (5) The Memorial Anxiety Scale for Prostate
Cancer MAX-PC; (Roth et al, 2003), (6) the Multidimensional Support Scale (MDSS)
(Winfield, Coventry, Lewis, and Harvey,2003); (7) the Expanded Prostate Cancer Index
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Composite-short form (EPIC-26) (Short Form), .(8) The Helpful Group Experience
Questionnaire (Lieberman et al., 1973) and (9) The Informational Preference scale*. The
measurements that are preceded with an * refer to those developed specifically for this
study.
Demographics and Prostate Cancer History Scale
Demographic items assessed included: (a) age, (b) Gleeson score, (c) PSA
level prior to treatment and latest score (d) education level (e) employment status, (f) area
of residency, (g) presence of main support person during treatment and currently, (h)
whether or not a support person accompanied them during treatment if they were from
out of the local area near LLUMC, and (i) if they were a member of BOB or any other
support group, and when they joined the group.
Participation in BOB Scale
A seven-item scale was developed by the authors to assess a patient’s level
of involvement with BOB both during and after treatment. Three items relate to level of
involvement with activities during treatment time at Loma Linda, such as attending
support group meetings, pot lucks, sports and social events and the other four were
activities engaged in after leaving Loma Linda, such as reading the newsletter and
communicating online with other members. The items were assessed on a 7-point scale
indicating a level of participation {not at all, rarely, sometimes, and often).
Beliefs about Support Group Scale
This scale was developed by the primary author based on data from
Ussher et al., (2008) who examined areas of concern mentioned by prostate cancer
patients when they evaluated their need to join a support group. Five areas were
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identified as positive (2 items), negative (2 items), or neutral (1 item) evaluations of
groups. Two additional items were developed to evaluate factors that influenced the
decision to join a group, namely would the participant be more interested in joining a
group if their physician suggested it, and their family and friends supported the idea. All
items were measured on a 5-point scale from strongly agree to strongly agree; the
negative items were reverse coded and scores summed across items to provide a mean
scale score. This 7-item scale had excellent internal reliability (Cronbach’s alpha = .83),
and was significantly correlated with the measure of helpful experiences scale as.
described below (r=.29, p<.001).
Measure of Helpful Experiences
The Helpful Group Experiences Questionnaire was initially developed by
Lieberman et al., (1973), and was modified for use with support groups by Lieberman &
Borman in 1979. It is a 25-item questionnaire which measures five dimensions using a
scale from 0 being not applicable, to 5 where the respondent picks the three most
important items at level 5, and then rates the remaining items on a scale of 0-4.
Dimensions measured include support (alpha = .57,) disclose (alpha = .67), existential
(alpha = .66), cognitive information (alpha= .68), and altruism (alpha not supplied).
In reality respondents found the rating concept confusing and many respondents
marked more than 3 items with a 5. The scale was therefore scored using the overall
mean across items, with higher numbers reflecting more helpful meaning experiences.
Multidimensional Health Locus of Control
The 18-item Multidimensional Health Locus of Control — Form C
(MHLOC-C) scale was used in its entirety. Form “C” was designed to flexibly assess
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patients’ locus of control beliefs regarding an existing medical condition and thus was
deemed the most appropriate version of the LOC scales for this study (Wallston et ah,
1994). Three locus of control dimensions are assessed by this scale, all with high internal
consistency: Internal (alpha= 87), Chance (alpha=.82), and Powerful Others, which
includes two subscales: Doctors (.87) and Other People (.71).
An additional subscale was included assessing patients’ perceptions regarding the
influence of God in maintenance of good health, because a pilot-test of the survey
instrument with patients undergoing prostate cancer treatment indicated that this was an
important dimension. A 4-item “God scale” was added to the MHLC by Wallston et al.,
(1994) to further refine that dimension of the Powerful Others scale. All LOC scales were
measured on a 7-point scale, from strongly disagree to strongly agree, and averaged
across items to provide a score for each subscale.
Anxiety
The Memorial Anxiety Scale for Prostate Cancer (MAX-PC) was
developed to identify and assess the level of anxiety in men who had been diagnosed with
prostate cancer (Roth et al., 2003). The original scale had 24 items designed to measure
three separate domains of anxiety associated with prostate cancer: anxiety about the
cancer itself, PSA anxiety, and fear of recurrence. A reliability analysis led to a reduction
in the number of items being asked and the shortened 18item scale was devised. The 18item scale has superior reliability with a coefficient alpha of 0.89, a median item total
correlation of 0.59. The anxiety about cancer scale has 11 items which asks about
thoughts and feelings about prostate cancer, the PSA anxiety subscale has six items, and
fear of recurrence has three items. All the subscales are highly correlated with the
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Hospital Anxiety and Depressions Scale (HADS), a well- known scale that measures
anxiety and depression in the medically ill population (r-values at or above 0.50), as well
as with the distress thermometer (r-values at or above 0.37). However, MAX-PC was not
associated with base PSA levels.
Multi-Dimensional Support Scale (MDSS)
The MDSS is a self report scale designed to measure the availability and
perceived adequacy of social support from various sources. The scale has been used in
various studies unrelated to health care but is eminently designed to measure social
support in the cancer population. There are three sources of support: ‘Confidants’ which
refer to family and close friends; ‘Peers,’ meaning others like the respondent who are in a
similar situation and facing the same challenges; and ‘Experts’ who are the group that
provide the specialist help to try and solve the problem. In this population Peer would
refer to other people who have prostate cancer, and the Expert would be the physician.
The original scale has six subscales which measured both availability and adequacy of
support; the scale used in this study was an adaptation of the MDSS by Winefield (2006)
when it was adapted to study perceived supportiveness of managers and supervisors. The
scale consists of three subscales, and measures perceived adequacy of support provided
to patient rather than adequacy and availability of support. The adequacy subscales were
measured on a 3-point scale of “not enough,” “too often,” and “just right” with items
averaged across subscales. The availability of support which was deleted for this version
of the scale but measured with 4 points of never, sometimes, often, usually or always .It
was deleted in the survey to reduce the amount of questions overall. This modified
version of the scale showed good reliability (alpha) coefficients (.75 and above), and
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scores for adequacy of support correlate significantly with affect measures (Winefield,
Winefield, & Tiggerman, 1992).
The Expanded Prostate Cancer Index Composite (EPIC-26 short form)
The EPIC is a comprehensive instrument designed to evaluate patients
quality of life after treatment with regard to urinary, bowel, sexual, and hormonal
functioning domains. The original instrument survey was normed on patient populations
who had received surgery, external beam radiation, or brachytherapy with or without
hormonal adjuvant therapy. The instrument consists of focused questions about specific
effects which are known to occur following any kind of prostate therapy, followed by
general questions asking the magnitude of the problem for the patient over a period of the
last 4 weeks. The standardized Cronbach alphas for each scale are as follows: urinary
incontinence (0.89), urinary irritative (0.74), bowel (0.89), sexual (0.91), and hormonal
function (0.70). The short form version of the scale was used in this study, with scores
determined for each functional domain (urinary, bowel, sexual, hormonal) based on the
EPIC Scoring Instructions (University of Michigan, 2002).
Statistical Analyses
Respondents were categorized as members or non- members of BOB, and their
level of support group participation was analyzed as a continuous variable. A series of
independent sample t-tests were used to determine if there were differences in the mean
scores for each DV between members and non-members of BOB. Pearson r and
spearman correlations were used to determine the magnitude and directions of the
association between continuous level variables, and chi squares were used to examine the
association between the IV (member or non-member of BOB) and other categorical data
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such as treatment modality. Finally a multiple linear regression was used to determine
which variables were independently associated with the level of support group
participation.
Results
Sample Characteristics
The mean age of respondents was 70.4 years with an age range from 47-99
years. The average Gleason score reported was 6.4 and mean PSA level prior to treatment
was 11.25 and 0.67 post treatment 4 years later (See Table 4.1).
Out of the 274 patients who responded to the survey, the majority (80.3%)
received protons only, 16.1% received protons and photons and 3.6% were unsure of
their treatment modality. Only 18.6% (51 patients) reported previously receiving
hormone therapy and eight patients (2.9%) were still receiving hormone therapy in 2010.
The patients in this sample were well educated, with the majority (61%) having a
college degree or post-graduate work/degree, and most (60%) were retired. Almost all
(95%) respondents reported having a support person during treatment with over half
(64%) having the support person accompany them during treatment; most (93%) had a
support person at the time of the survey 4 years later. Most respondents (78%) rented
accommodations within a 30 minute drive of the treatment center, which made it easier
for them to participate in the support group activities provided by the center during
treatment. A little over half of the respondents (58.6%) reported being members of the
Brotherhood of the Balloon (BOB) support group, with the majority (46%) joining BOB
during the treatment period. A small percentage (n=15 or 5.5%) of all respondents
reported being a member of another support group in their local area; of those, 9 of the 15
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(or 60%) were also a member of BOB. Thus, respondents were classified as being a
member of BOB or any support group for subsequent analyses (n= 165 or 60.2%).
Social Support Group Participation and Beliefs about Social Support Groups
Patients who were members of BOB or any support group were more
likely to report greater participation in support group activities, both during their
treatment (mean of 2.8 vs. 2.0 on a 4-point scale from ‘not at all’ to ‘often’) and
afterwards (2.6 vs. 1.9, bothp values < .001). These men also reported significantly
higher mean scores on both social support scales (4.2 vs. 3.6, p<.001; and 2.7 vs. 2.1,
p<001), indicating that they had more positive support group experiences and perceived
more benefits to belong to social support groups than did those men who did not join
such groups. In addition, there was a significant positive correlation between degree of
participation in support group activities (during and after treatment), and scores on both
social support belief scales (r=.565,/?<.001 for the Beliefs about Support Groups Scale,
and r-.352,/?<001 for the Helpful Group Experience Questionnaire). The helpful group
experiences questionnaire required respondents to rank support group experiences
according to ‘helpfulness’. The three highest ranked items were “gaining access to
important information” (mean=3.52, SD=2.1), “helping others” (mean=3.23, SD=1.9),
and “getting direct advice, suggestions or education” (mean=3.2, SD=1.9). The least
important were “discussing unwanted aloneness, loss of control, and loss of hope”
(mean=l .2, SD=1.4), “modeling myself after other group members” (mean=l .3, SD=1.5),
and “talking about fears or death” (mean=1.4, SD=1.5).
The Multi-Dimensional Social Support (MDSS) scale was near the end of the
survey and there was a lot of missing data due to questions that were either marked as not
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applicable or were unanswered. The MDSS subscales were all positively inter-correlated
(r=.21,/?<.02 for Confidant and Expert; r=.32,;?<.001 for Peer and Expert, and r=.44,
/?<.001 for Confidant and Peer). However, being a member of BOB or any support group,
or degree of participation in such support groups, with one exception, was not
significantly associated with the MDSS subscales (Confident, Peer or Expert), indicating
that perceptions of quality of support provided by others was not related to participation
in a support group or perceptions about the benefits of support groups. The only
exception was for the Peer subscale, which was significantly but weakly associated with
scores on the validated “helpful experiences” social support scale (r=.18,/?=.04).
The responses to the MDSS subscales were re-coded resulting in two response
categories: a “not enough/too often” category and a “just right” category. Overall, the
majority of respondents judged their support as ‘just right’ for the Confidant (69%) and
Expert (68%) subscales, compared to the Peer (47%), with no significant differences
between those who were members of a support group and those who were not.
Multidimensional Locus of Control
There was a significant difference between those men who were members
of a support group and those who were not for only one of the Multidimensional Locus of
Control (MLOC) subscales; those who were members had statistically significantly lower
scores on the External Locus of Control - Doctor Subscale compared to non-members.
(4.6 vs. 4.9,/?<.05). In addition, men who had more positive beliefs or experiences
regarding social support groups showed variability in the locus of control scales. Men
who had more positive beliefs about social support groups had lower scores on the
Chance LOC subscale (r=-.l 8,/?<.05), and those who had more positive experiences with
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social support groups had higher mean scores on the External LOC - Powerful Others
(r-.23,/?<.001) and External LOC - God (>=.34,/?<.001) subscales. Internal LOC was
not associated with degree of participation in social support groups or beliefs about the
benefits of or experiences with social support groups, but it was positively associated
with more positive support group experiences (r=.22,/?<.01), indicating interconnections
among beliefs about support groups and control.
There were significant associations between the MDSS subscales and locus of
control subscales. Higher mean confidant support scores were positively correlated with
higher mean External LOC - Doctor scores (r=.20,/K.01), and those with higher Expert
support scores had lower External LOC - Chance (r=-.17,p=.02) and higher External
LOC - Doctor mean scores (r=.30, p<.001).
PSA and Global Anxiety
Results for the Memorial Anxiety Scale indicated that most participants
experienced little overall anxiety about cancer [mean=0.64 (SD=0.6) on a scale of 0-3];
in fact, 77% of respondents indicated they experienced little to no anxiety about cancer.
Scores on the anxiety subscales were also very low: 0.54 (SD=0.5) for prostate cancer
anxiety; 0.63 (SD-0.8) for PSA anxiety and 0.79 (80=0.9) for cancer recurrence anxiety.
Overall anxiety scores were negatively associated with urinary domain function scores
(r=.18,/?<.005) and satisfaction with Confidant social support (r=-.22,p=.003), and
positively associated with decisional regret (r=. 16,p=.008).
Functionality
Function scores were high in domains of urinary, bowel, and hormonal
function (all means above >80%), but lower in the sexual domain (50%) and libido
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(44%). The sexual domain summary score was strongly correlated with libido (r= 69,
/?<.001) and was not significantly correlated with variables such as age, Gleason score,
PSA, treatment modality (photons vs. protons). The only significant difference by social
support membership was that men who belonged to a support group had slightly lower
bowel domain scores compared to those who were not members of a group (85.3% vs.
89.9%,/?=. 02).
The inter-correlations among domain function summary scores were all
statistically significant which indicates that if men are functioning poorly in one area they
also have poor functioning in other areas (from r=.23 between sexual and bowel function
scores to a high of .40 between hormonal and urinary domain function scores, all pvalues <.001).
Discussion
The demographics for the study indicate that participants are in the average age
range, and have Gleeson scores within average limits for the prostate cancer population.
They are a highly educated cohort with the majority (61%) being college educated, a
third at post graduate level. This compares to 42.2 % having a college degree as reported
by Roth et al (2003) on a paper about various treatment modalities and PSA anxiety. The
majority of patients were retired at the time of their treatment and rented
accommodations located close to the medical center while undergoing treatment. The
respondents also reported a high degree of personal social support as it related to having a
significant other or support person. According to Ussher et al., (2008), having personal
support is often a reason cited for not attending support groups, but in this situation, even
though support was high, over half (59%) of patients were members of the BOB or
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another group. These figures were corroborated by the BOB organization which estimates
membership at around 60% of any current prostate patients receiving treatment. This
participation number is high in contrast with Krizek et ah, (1992) who reported a 13%
involvement rate in prostate support groups, and Voogt et al., (2001) who found that
although 29% expressed interest in a group only about 9% actually attended.
The high involvement in BOB can be best explained by the close proximity of the
patients to the group venue, and the fact that the majority of patient are not living at home
and are therefore unencumbered by other engagements and responsibilities. These special
living circumstances act to negate the common barriers to support group attendance cited
by Bauman, et al., (1992) namely that physical distance from the venue was the main
reason for interested patients not participating in groups.
Patients who were actually members of BOB reported greater attendance level at
activities during their treatment and afterwards than did non-BOB members. This can
partly be explained by their greater belief in the efficacy and importance of groups so
they will have thought it worthwhile to attend. Ermshoff et al., (2001) conducted focus
groups and hypothesized that if people had a positive attitude towards groups then they
would participate, however this proved unfounded and distance to venue and number of
prostate related problems were the main reasons for attendance. In this study distance was
not an issue so accessibility was probably the main reason cited for attendance initially.
However, as there was a correlation between degree of participation in support group
activities and scores on both belief in social support scale, and helpful experiences scales
it seems that although they may have joined for convenience and something to do, as they
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continued to engage in groups and activities they found the experience positive and
helpful.
The top three descriptors that were most highly rated by patients about groups
included gaining access to important information, helping others, and getting direct
advice. The least rated reasons were discussing unwanted aloneness, loss of control, and
loss of hope. Talking about fear of death was also marked as less important. This
outcome is supported by Ermshoff et al., (2001) who found that prostate cancer patients
preferred informational and educational group formats which have an open ended
structure, as opposed to small closed processing groups designed to discuss emotional
issues. In BOB the meetings were open ended, had a large educational component, and a
chance to exchange ideas in order to help other patients Although people do share their
emotional thoughts during the meetings, it not the main focus of the group, and the
discussion appears focused on the maintenance of hope and obtaining education. In a
scale that measured perceived adequacy of social support there was some evidence to
suggest that people who got a lot of adequate support from peers were more likely to rate
group experiences as helpful or conversely those who had more helpful group
experiences felt that support that they did receive from peers was very adequate. In either
event it would appear that those who do obtain peer support probably find it beneficial
overall.
According to Hansson, Jones & Carpenter (1984) and Jones (1982), individuals
high in internal locus of control had more social support and Ekenrode (1983) found that
they were better at mobilizing support compared to those with an external locus of
control. Vanderzee et al., (1997) determined that although more people with ILOC joined
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support groups it was the people with ELOC whose psychological well being was most
enhanced by joining groups.
In our study however, ILOC was not related to group membership or beliefs about
support groups in general, but there was a correlation to suggest that those high in ILOC
had more helpful group experiences. We found that those who felt that they as
individuals were responsible for health outcome (high ILOC) also scored high on two
ELOC scales and thought that apart from themselves, other people and GOD can also
have an influence on health outcome. Interestingly this influence did not extend to
physicians as this group scored low on ELOC-Doctor.
Although there was not a significant portion of support group members who
measure high on ILOC compared to non-members, there was a statistically significant
proportion of group members who scored lower on the ELOC-Doctor subscale than non
members. This difference is slight in reality with both groups scoring >4.0 on a 1-6 scale
where a score of ‘6’ indicated that the physician had a positive influence on health
outcome. This small difference could possibility be explained by the presence of a group
cohesiveness effect, where patients in the group will have promoted common ideas and
attitudes based on their discussions regarding finding out about protons through their own
research and not being referred by their diagnosing physician (i.e, Social Identity
Theory by Tajfel & Turner, 1979).
The men who believed in social support groups and scored high on helpful group
experiences held a variety of beliefs as to whom was in control of health outcomes. Those
with positive belief about groups did not believe that outcomes were left to chance or
luck, and those that thought that aspects of support groups were helpful thought that other
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people and God helped influence health related outcomes. It is not surprising that anyone
who thinks positively about the concept of support groups would think other people were
important in helping them achieve a good treatment outcome. Those people who felt that
they received adequate support from their confidents and experts rather than peers were
more likely to feel that physicians have a greater influence on outcomes. Within this
study population reliance on ELOC chance was not correlated with any factors measuring
group membership or beliefs.
Most patients reported low levels of anxiety about prostate cancer and fears of
recurrence and PSA testing, this is in contrast to other studies which have found
individuals experiencing symptoms of mood change and irritability relating to cancer and
its treatment (Kornblith, Herr, Ofman, Scher & Holland, 1994). Studies have also shown
men displaying anxiety around the time for a PSA test (Roth & Passik, 1996). The low
anxiety levels displayed in this study are most likely due to patients being measured 4
years post treatment when anxiety has had a chance to significantly diminish. It was
noted that patients who relied more on a physician (ELOC-Doctor) experienced lower
rates of anxiety overall while those that relied more on other people and God (ELOC Other People, God) to influence outcome experienced more PSA anxiety. Although it is
obvious why patients that feel physicians are instrumental in health outcome should be
less anxious, it is more difficult to understand the correlation with increased PSA anxiety
and ELOC-OP and ELOC-God.
Participants who scored high on ELOC-OP and ELOC-God, also had high scores
on belief in support groups and helpful experiences in support groups, which correlated
with higher participation rates in support groups. As the literature indicates those that
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participate in support groups may have higher pre-morbid anxiety rates so the increase in
anxiety with ELOC-OP and ELOC-God may be due to pre-morbid anxiety levels.
We found that those who scored higher on MDSS confident scale as a good
source of adequate support had lower anxiety which could indicate that a good
relationship with one support person ameliorates anxiety whatever the cause. Anxiety
levels were correlated to functioning scores (physical outcomes) where people with lower
PSA anxiety had better bowel function, and those lower in anxiety about prostate cancer
and fear of recurrence had better urinary function. These results are probably not
clinically significant given the low rate of reported anxiety overall.
Patients’ reported good bowel, bladder, and hormonal functioning (greater than
80% fully functional), and lower sexual functioning (50% high functioning). Sexual
functioning was not significantly related to variables such as age, Gleeson score,
hormones or treatment modality (proton vs. proton and photon), but it was related to
libido or interest in sex. Men who belonged to a support group had lower bowel
functioning which could be due to increased anxiety over PSA. Overall it is possible to
consider that belonging to a support group may make patient hyper vigilant about PSA
and this increase in anxiety make cause bowel symptoms in a minority. Patients who
scored low on one functioning scale scored low all of the functioning scales intimating a
global reason for the low scores.
Study Constraints
This study was a retrospective study which asked patient to answer questions
about events that happened to them 4 years earlier. Although it was probably an
important period of their lives it is unlikely that they can accurately recall all the details
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regarding questions asked. The population measured was also a very narrow one with all
patients having a similar AJCC stage designation and all having chosen proton therapy as
a treatment modality. This greatly reduces the generalizabilty of the study although
patients opting for proton therapy treatment are rising especially as more centers are
being built.
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Table 4.1 Description of Study Population (N=274)
N
Age
Highest Gleason score
Most recent PSA level
PSA level prior to treatment
Education
8th grade or less
Less than high school degree
High school degree or GED
Some college
College degree
Post-graduate work or degree
Employment
Retired
Still working full-time
Semi-retired (working part-time)
Treatment accommodations
Rented during treatment (yes)
Stayed at home during treatment (yes)
Place of stay during treatment
Within 30 minutes of site
Within 2 hours of site
More than 2 hours from site
Marital or support person status
Married or have main support person now (yes)
Married or support person during treatment (yes)
Support person accompany you during treatment
Entire time
Part of time
Did not accompany me
Not applicable/no significant other
Treatment for prostate cancer
Protons
Protons and photons
Not sure
Hormone therapy
Ever received (yes)
Currently receiving (yes)
Brotherhood of the Balloon (BOB), when joined
Prior to treatment
Start of treatment
During treatment
Following treatment
Not a member
Member of other (non-BOB) support group (yes)
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270
274
261
254
274

Percentage or Mean (SD)
70.4
6.4
•7
11.5

(7.8)
(2.0)
(2.4)
(51.2)

1.1%
1.8%
9.1%
27.4%
28.8%
31.8%
274
60.2%
21.9%
17.9%
274
272
272

84.7%
11.4%
78.3%
20.2%
1.5%

274
274
271

93.1%
94.9%
47.6%
15.9%
10.7%
25.9%

274
80.3%
16.1%
3.6%
274
274
270

274

18.6%
2.9%
7.0%
10.0%
27.0%
14.8%
41.1%
5.5%

Table 4.2 Comparisons of Support Group Members versus Non-Members

n

Support Group Member
Yes
n
No
Mean (SD)
Mean (SD)

Involvement in support activities
During treatment (3 items, scale of 1-4)
After treatment (5 items, scale of 1-4)***

165
165

2.75 (1.0)
2.63 (0.4)

109
109

1.95 (1.0)
1.89 (0.3)

Beliefs about social support
Davis scale of benefits (7 items, scale of 1-5) * * *
Positive experiences (27 items, scale of 0-5)

164
163

4.2 (0.6)
2.7(1.1)

105
98

3.6 (0.6)
2.1 (1.7)

Multidimensional Social Support (MDSS)
Confidant (7 items, scale of 1 -3)
Peer (7 items, scale of 1 -3)
Expert (5 items, scale of 1-3)

102
81
106

2.8 (0.4)
2.6 (0.5)
2.5 (0.7)

72
52
66

2.8 (0.5)
2.6 (0.5)
2.7 (0.7)

Multidimensional Locus of Control (MLOC)
scales
(all on scale of 1-6)
Internal
Chance
External - Doctor*
External - Others
External - God

161
160
160
161
160

3.4 (1.2)
3.1 (1.2)
4.6(1.1)
2.5 (1.2)
3.6 (1.4)

106
106
106
106
106

3.2(1.1)
3.2(1.1)
4.9 (0.9)
2.6 (1.3)
3.4 (1.7)

Anxiety (all on scale of 0-3)
Overall anxiety (18 items)
Anxiety about prostate cancer (1 1 items)
PSA anxiety (6 items)
Fear of reoccurrence (3 items)

164
164
164
164

(0.6)
(0.5)
(0.8)
(0.9)

108
108
108
108

0.65 (0.6)
0.55 (0.5)
0.58 (0.7)
0.86(1.0)

Functioning Domains (standardized scale of 0-100)
Urinary
Bowel*
Sexual
Hormonal

158
160
151
156

(15.1)
(18.5)
(32.1)
(15.7)

105
103
103
104

*p<05; **p<01; ***p<.001
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0.64
0.54
0.66
0.74

84.0
85.3
49.1
87.6

84.6 (16.2)
89.9 (13.4)
52.0 (31.8)
90.2 (13.7)

CHAPTER 5
ADDITIONAL FINDINGS AND DISCUSSION

A. Preferred Sources of Information
Patients who are members of support groups and those with higher levels of
internal locus of control are more likely to obtain information about their disease and
treatment from other sources than the physician. Coriel et al., (1999) reported that
patients found information obtained in support groups to be more up-to-date and
comprehensive than information received in a medical setting. In support of these
findings, Fowler et al., (2000) found that physicians are more likely to recommend their
own treatment modality to patients, which may account for the perception that
information delivered by the physician does not always cover all options available and is
therefore not up-to-date. Coriel, et al., (1999) further found that patients were interested
in learning the etiology, pathophysiology, and scientific research surrounding their
disease and its treatment, and this was why they preferred psycho-educational groups to
those just offering psychological support.
Poole et al., (2001) reported that attendees at support groups were significantly
more likely to cite other patients as their most helpful source of informational support, in
contrast to non-attendees who cited the medical staff as their main source of information.
The tendency to cite other patients as a main source of support was even greater for those
who time since diagnosis was longer than 1 year. The researchers also found that
recently diagnosed non attendees were the ones most likely to cite physicians as their
main source of information.
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Internal locus of control (ILOC) has been linked to proactive behaviors such as
seeking social support and information gathering (Chen et ah, 2001). Devito et ah,
(1982) found that individuals high in locus of control were more likely to be proactive
and obtain information about their disease than those with a high External LOC.
However, Wallston et ah, (1981) found that chronically ill patients usually had lower
internal locus of control and relatively high belief in external locus of control including
belief in chance, powerful others, and doctors. A belief in powerful others can be
interpreted as gaining control vicariously which can be adaptive when viewed as gaining
control in a situation in which one would otherwise be powerless (Taylor et ah, 1991).
This means that information from a physician source can still be viewed as proactive, as
the physician is the expert and requesting their knowledge is advantageous.
According to Emshoff et ah, (2001), patients receiving factual information about
their disease may empower the patient and improve their feelings of control over the
disease, treatment and outcomes. My study examined whether there was a difference in
preference for sources of information between members of a support group (he.,
primarily BOB members) and those who were not members of a support group, as well as
characteristics associated with physician versus non-physician sources of support.
The items used to assess preference for sources of information were constructed
by the student investigator and composed of three questions asking patients about their
most helpful source of informational support under varying circumstances: following
treatment, currently (he., “today”), and the primary source where they go to get the most
updated scientific information about their disease, treatment and future care. Each
question had eight response options: physician, friends/family, BOB, BOB’s Book,
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Intemet/website, local support group, research databases, and “other” with room for
writing in their response. For statistical analysis, the options were collapsed into
“physician” or “non-physician” sources of information for those who consistently
reported “physician” for both the first and second scenarios (i.e., the most helpful source
of informational support following treatment and currently, or “today”).
Overall, 41.5% of respondents said that their physician was the primary
information source following treatment, 47.3% said their physician was currently the
most helpful source of information source ( 4 year following treatment), and 34.2% said
their physician was where they go to get the most updated scientific information about
their disease, treatment and future care. Of the 114 respondents who said physicians were
their primary information source following treatment, 85 (74.6%) also said that
physicians were currently their primary information source. Thus, of 274 respondents, 85
(31.0%) selected physicians as their primary source of information for both the first and
second scenarios, with the rest (n^lSQ or 69.0%) reported someone or something other
than their physician.
Chi-square analysis was used to determine the association of support group
membership (yes/no) and preferred source of information (physician/non-physician).
There was a significant association between these two variables such that members of a
support group were more likely to rely on non-physician source of information than were
non-members (81.8% vs. 49.5%, x2

273) = 32.0,/?<.001). In addition, those who

preferred non-physician sources of information had higher mean BOB participation
scores both during (2.6 vs. 2.1, r(272) = 3.76,/?< 001) and after treatment (2.4 vs. 2.1,
t(212) = 5.73,p<.001), and higher mean scores on both the belief in support group scale
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of benefits (4,1 vs. 3.7, t{212) = 5.5,/?<001) and the standard positive support group
experiences scale (2.6 vs. 2.2, t(212) = 2.2,p=05).
In addition to relying less on physicians as their primary source of information
after treatment, members of a support group compared to non-members were
significantly more likely to rely on BOB (40.6% vs. 3.7%), on BOB’s book (17.6% vs.
1.8%), and on internet websites (20.0% vs. 11.0%), but less on research databases (6.1%
vs. 15.6%). Similar differences were found for information sources seen as more helpful
today (“currently”) and those most helpful at providing up-to-date scientific information
about the disease (See Table 5.1).
There was no difference in mean levels of internal LOG between those who
favored physician versus non-physician sources of information; however, those who
favored physicians sources of information had significantly higher mean scores on the
ELOC - Doctor (5.0 vs. 4.7, ^(264) = 2.2,/?<.05), and on the ELOC - Others subscales
(2.4 vs. 2.8, /‘(264) - 2.2,/?<.05). There were no significant differences on any of the
other HLOC subscales between those who preferred physician versus non-physician
sources of information (see Table 5.2). There was no significant difference in education
level between preferred information source groups (physician vs. non-physician),
although those who preferred non-physician sources of information were slightly better
educated.
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Table 5.1 Preferred Sources of Information between Support Group Members and Non
Support Group Members
Support Group
Yes
No
n=165
n=109
Percentage
Percentage
Information sources most helpful following
treatment?1
Physician * * *
Friends and family
BOB***
BOB’s Book***
Internet/website*
Local support group
Research databases**
Other
Information sources more helpful today? i
Physician * * *
Friends and family
BOB***
BOB’s Book***
Internet/website* *
Local support group
Research databases*
Other
Information sources more helpful at providing
up-to-date scientific information about
disease? i
Physician * * *
Friends and family
BOB***
BOB’s Book**
Internet/website* *
Local support group
Research databases*
Other
T

28.5
13.3
40.6
17.6
20.0
4.2
6.1
2.4

61.5
18.3
3.7
1.8
11.0
0.9
15.6
7.3

36.4
3.0
32.1
16.4

64.2
4.6
7.3

28.5

15.6

2.4
11.5
4.2

2.8
21.1

24.2

49.5

0.6

2.8

29.7
9.7
32.1
3.0
22.4
3.0

6.4
1.8
15.6
1.8
33.9
4.6

2.8

2.8

Percentages may not add up to 100% because although respondents were asked to check
one response for each question, some respondents checked more than one response.
*p<.05; **p<.01; * * * p<.001
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Table 5.2 Comparison of Preferred Sources of Information (Physician versus NonPhysician)

n
Involvement in support activities (scale of 1-4)
During treatment (3 items) * * *
After treatment (5 items)

Beliefs about social support
Davis scale of benefits (7 items, scale of 1-5) * * *

Preferred Source
NonPhysician
Physician
Mean
Mean
(SD)
(SD)

189

2.6 (1.0)

8
^

2.1 (1.0)

189

2.4 (0.5)

S5

2.1 (0.4)

186

4.1 (0.6)

8

3.7 (0.6)

3

Positive experiences (27 items, scale of 0-5)*

186

2.6 (1.2)

7
9

2.2 (1.6)

Multidimensional Social Support (MDSS) (all on
scale of 1-3)
Confidant (7 items)

123

2.8 (0.4)

5

2.7 (0.5)

1

Peer (7 items)

97

2.6 (0.5)

Expert (5 items)

119

2.5 (0.7)

3
6
5

2.5 (0.6)
2.7 (0.6)

3

Multidimensional Locus of Control (MLOC)
scales (all on scale of 1-6)
Internal
Chance
External - Doctor*
External - Others*
External — God
*p<05; **p<.01; * * * pc.OOl
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184

3.3 (1.1)

8
^

3.2(1.1)

183

3.1 (1.2)

j

3.3 (1.2)

183

4.7 (1.0)

184

2.4 (1.1)

183

3.5 (1.6)

5.0 (0.9)
^

2.8 (1.4)
3.6 (1.5)

The participants of the BOB group preferred to obtain information from sources
other than their physician. The literature suggests that people in support groups often cite
other participants as most important sources of information but this was not determined
statistically in this study as participants had several alternative options, which were
collapsed statistically as one non-physician score. According to the literature, patients
initially prefer all information to come from their physicians, shortly after diagnosis and
up to 12 months afterwards. Beyond that time, they are more likely to cite other patients
as more important sources of information. As in this study, participants are 4 years post
treatment, and a move away from physician centered information can be expected.
However, the results show that this was not the case, at least in retrospective reports of
preferences in that a slightly higher percentage (47.3%) reported that their primary
information source was their physician currently compared to after treatment (41.0%), a
finding that held true for both members of support groups (36.4% vs. 28.5%) and non
members (64.2% vs. 61.5%).
The literature indicates that some chronically ill patients are high in ELOC —
Powerful Others as they try and gain vicarious control over their illness through
following expert advice from physicians (Taylor et al., 1991). Patients in this study who
report favoring physician sources of information did have higher mean scores on ELOC Doctor, while those who favored non-physician sources of information had higher ELOC
- Others; both findings are in the expected direction. This indicates that some men rely
more on their physicians than other sources of information, and feel that control over
their disease comes from their physician.
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B. Decisional Regret
Research indicates that regret regarding treatment is relatively common among
cancer patients and is not particular to any specific treatment modality. For example,
Clark et ah, (2003) found that 16% of patients reported regretting their therapeutic
choice, and Hu et ah, (2003) found that decisional regret was related to general and
disease-specific side effects and lower quality of life. Diefenbach & Mohamed (2007),
who examined prostate cancer patients after prostatectomy or radiation therapy, reported
that although regret was low there was an increase found at 6 and 12 months post
treatment, particularly in the prostatectomy as opposed to the radiation therapy group.
This level of regret was related to the emergence of urinary and sexual side effects.
This study examined the level of decisional regret to determine correlation with
either membership in a support group (particularly the BOB support group) or treatmentrelated side effects. The decisional regret scale used was designed to measure distress or
remorse after a health care decision. (O’Conner, 1995) The scale consists of five
statements: three were positively worded statements and two were negatively worded.
Each statement is coded on a 5-point scale, labeled from 1 = strongly agree to 5 =
strongly disagree. The negative statements were reverse coded, so that lower mean scores
indicated less regret and higher mean scores indicated more regret.
Overall, most men reported little or no regret about their treatment decision:
73.0% reported a score of “1” for all five items in the scale; the overall mean was 1.2
(SD=0.6). Level of decisional regret did not differ between those who were members of a
support group and those who were not, nor were there significant associations with any
other key variables of functioning, level of support group participation, or any of the
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LOC subscales. The was a positive association between PSA anxiety and decisional
regret (r=.152,/?<.01), such that the more regret reported the high the level of PSA
anxiety reported, and an inverse association between decisional regret and the helpful
experience scale (>= 142,/?=.02), such that the more positive social support experiences a
man had the lower his decisional regret about treatment.
As there was so little decisional regret reported, it was difficult to determine its
association with the other study variables. However, the small associations with PSA
anxiety and social support group experiences suggest avenues for future research. There
were no associations between decisional regret and any of the functional domains.
However, the functioning scores were quite high for this group of participants, with the
majority functioning well into the 80th percentiles for urinary, bowel, and hormonal
domains, and near the 50th percentile for sexual functioning and libido.

91

CHAPTER 6
CONCLUSIONS AND RECOMMENDATIONS

A. Conclusions
This study examined the psychosocial characteristics of prostate cancer patients
who joined a support group during their proton therapy treatment, versus those that chose
not to join the group. The literature shows that attending support groups can be
beneficial in numerous ways including increasing coping skills through education,
(Thaxton et ah, 2005) and reducing cancer related anxiety and depression (Steginga,
Occhipinti, Dunn, Gardiner, Heathcote & Yaxely, 2001). Men are less likely to join
support groups than women and even out of those men who express an interest in
joining, few actually attend a session Krizek, Roberts, Ragan, Ferrara & Lord 1999).
As support group are beneficial to patients, it would be efficacious to patient well
being and overall quality of life to try and attract more people into attending groups.
Defining the characteristics of attendees versus non attendees will help with this goal as
the culture of the support group can be changed to meet the needs of the majority of
patients.
This study looked at patients in two groups: those that joined the Brotherhood of
the Balloon support group (BOB) and those that did not. The groups were then evaluated
on differences in the following characteristics and outcomes: positive beliefs about
groups, and the amount of helpful experiences patients had ever had in group settings,
perceived adequacy of support from different populations, informational source
preference, health locus of control, anxiety levels, physical domain outcome measures,
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and decisional regret regarding treatment choice. The last two measures were essentially
evaluating the effect of the disease and treatment on overall quality of life. Quality of life
is arguably the most important aspect of prostate cancer treatment as prostate cancer is an
indolent chronic disease compared to many other cancers, with a relatively low death
rate, making quality of life of paramount importance to patients (www.cancer.gov ).
The participants in this study possessed the average epidemiological profile for
prostate cancer; the average age of the participants was around 70 years and the average
Gleeson score was 6.4 on a 2-10 scale. The majority were retired (60%), married or had a
main support person (>90%), and lived out of the area during treatment, as indicated by a
need to rent local accommodations during treatment (85%). According to physicians, the
majority of patients treated with protons have a stage of TI C on the AJCC staging
criteria. This indicates a patient who has been diagnosed via biopsy due to a rising PSA
level. The patients were well educated with the majority having a post graduate degree.
Approximately 60% of the study population reported that they were members of
BOB, and the majority of members came from out-of-state. The participation rate in the
BOB is in direct contrast to that reported for support groups in the literature where there
is an average participation rate of 9-13% (Krizeck et al., 1999; Voogt et ah, 2001), and
where patients with high rate of personal support do not usually attend groups (Ussher et
al., 2008). The main reason, however, for not attending groups reported in these studies
was logistical where distance from the treatment center or support group was too great.
and patients had other commitments which precluded attendance (Bauman et al., 1992).
These pragmatic issues were not a barrier with this group of prostate cancer patients.
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which may account for the considerably higher support group membership and
attendance rates.
The level of support group activities was significantly higher among BOB
members than non-BOB members, as expected. There was a positive correlation between
the degree of involvement in activities (regardless of membership) and a more positive
attitude towards groups, as well as more helpful experiences related to group activities
Other study variables were associated with the two measures of attitude towards and
experiences with support groups, rather than support group membership or participation
per se. The published aim of the BOB group is to provide education and support for
patients; based on the results of this study, this goal appears to be realized as the three
most helpful support group experiences reported by patients were gaining access to
important information, helping others, and gaining direct advice, suggestions and
education.
Membership in and attitude towards support groups did not seem to affect
perceptions of support from other sources such as a close friends or family members
(confidants), physicians (experts) or peers (which could be considered men of same age
or other prostate cancer survivors.) Participants reported being very satisfied with support
received from confidents and experts and reasonably satisfied with peer support. There
was some evidence to suggest that those who rated peer support highly also had higher
ratings on the helpful experience in support group scale. This was a weak association,
however, and may not be valid especially as perceived support from peers was rated
lower overall when compared to perceived support from confidants and experts. One
reason that perceived support form peer sources could be rated lower is simply due to
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exposure, where most people are exposed to a confident daily, and an expert as regular
intervals, exposure to peer may be a more infrequent occurrence, unless participants see
them at regularly scheduled events.
Participants were asked about the degree to which they felt that they personally
were responsible for their treatment outcome (i.e. level of internal locus of control), or if
some other external influence such as another powerful person, the physician, luck or
God (types of external locus of control) was responsible. Support group members felt that
the physician was least responsible for their health outcome when compared to non
members who thought that physicians played a larger role. Patients that reported either a
positive view of support groups or had helpful group experiences thought that their health
outcome was more influenced by other people or God, as opposed to being influenced by
the physician or chance.
It was hypothesized that support group participants would be more proactive
about their health, and seek more information than non-participants and would feel that
their own actions would influence health outcomes. This hypothesis was not supported
for group members; although we found that those who rated a lot of support group
experiences as helpful did feel that they were responsible for health outcomes (high
internal locus of control) and also recognized the influence of other people and God,
(scored high on ELOC -other people, EEOC -God but not ELOC-physicians) The reason
that physician influence may be perceived as lower can be explained by looking at the
group culture. The fact that members of BOB do not feel that physicians have influenced
their treatment outcome as much as non-members appears counterintuitive until it is
understood that a large proportion of them selected proton therapy based on their own
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research rather than the recommendation of the diagnosing physician. Participants who
were less involved with the group indicated positive ratings for the expert (physician),
and confidents over peers on the perception of adequate support scale (MDSS) and also
scored higher on ELOC-physician subscale .
Most patient reported low anxiety about prostate cancer in general, fears of
recurrence, and PSA testing. This is in contrast to other studies which show that
approximately one-third of prostate cancer populations experience anxiety in some form
(Kornblith et al., 1994).The low anxiety levels displayed in this study are probably due to
patients being measured 4 years post-treatment when anxiety has had time to significantly
diminish. Also, the physical outcomes as reported by participants indicate a drop in PSA
levels from an average of 11.5ng/ml to a 0.7ng/ml over the 4 year period. As the marker
for a successful treatment is a continuous PSA reading of less than l.Ong/ml, it appears
that the average patient is biochemically stable which indicates disease control, and thus
little cause for anxiety. The other possible anxiety-producing factor would be if treatment
had affected long term bladder, bowel, or sexual functioning. Patients reported good to
excellent bowel, bladder, and hormonal functioning (greater than 80% fully functional),
although sexual functioning was lower by comparison (around 50% high functioning).
The lower rates of sexual functioning were not directly correlated with anxiety, age,
Gleeson score, hormonal treatment (not enough people on hormone therapy for a
statistically significant influence on anxiety level), or treatment modality (photons versus
photons plus protons) but were directly correlated with libido. It is unclear what explains
the lower level of sexual functioning as apart from libido issues it could be due to many
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variables unmeasured in this study such as a physical or psychological co-morbid
condition.
Preference for sources of information about disease and treatment were examined.
It was originally hypothesized that BOB members may prefer to gather information from
their own support group rather than talk with the physicians; this would be congruent
with other support groups studied who progressively relied on other members for
information as time increased post diagnosis (Poole et ah, 2001 ) This increased reliance
on group members is thought to be due to ease and availability of contact with group
members who are seen face to face in regular sessions, as opposed to the structured,
periodic contact with the physician.
With regards to locus of control it was thought that patients higher in internal
locus of control would be more pro- active in information gathering and therefore would
be more likely to rely on non-physician information sources. Members of the BOB
support group did favor non -physician sources of information more than non members,
and their preferred source of information was the BOB group, followed by Bob’s book.
(Bob’s book refers to a book written by the founder of the BOB group, Bob Markini,
which chronicles his experiences with proton treatment.) The BOB members also
participated more in BOB-related activities both during and following treatment, and had
higher beliefs in support groups and had more helpful experiences with groups.
The dependent variables in this study were more frequently correlated with the
level of belief in support groups, and the degree of helpful group experience scale
variables than with actual BOB membership. This would indicate that many patients
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participated in group activities, has strong beliefs in groups, and found them helpful but
may not have actually joined the BOB as an official member.
There was no difference in internal locus of control or education level between
those who preferred physician versus non physician sources of information, but those
who preferred physicians as primary information sources were higher on ELOC-Doctor
and low on ELOC Other people. According to the literature, patients prefer their
physician’s advice initially following diagnosis, and then when they are greater than 12
months post diagnosis they start to cite other patient as more important sources of
information. (Poole et al., 2001) This was not the case in this study. Although a low
percentage overall preferred physician information (31% for both following treatment
and current time), that percentage increased from the point just following treatment until
currently (2010). This can be explained by less contact with BOB members over time and
maintaining regular contact with a physician. The difference between the BOB and a
regular support group (as discussed in Poole et al., 2001 who examined face-to- face
groups) is that after an intense period of being involved with BOB, patients are then
geographically isolated and have to rely on electronic communication. As communicating
electronically was not the original mode of communication, it probably means that
communication between members decrease significantly, although further research is
needed to substantiate this.
B. Limitations of the Study
The study was predicated on the level of patient involvement in either support
group events at LLUMC during the treatment period, or following treatment via internet
contact. . As the LLUMC events occurred 4 years previously; there could be a limitation
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due to difficulty in recall regarding level of involvement in group activities during the
treatment period. A main aim of the study was to try and establish reasons for nonattendance at group events and for not becoming a member of the support group. As
beliefs and attitudes about support groups will change over time, it is not possible to
accurately establish the reason for non-attendance in BOB during treatment. In addition,
this study is a cross sectional design; therefore, no causal conclusions can be drawn about
the relationships between support group membership and other variables.
The external locus of control -physician questions on the MHLOC scale and the
expert scale on the MDSS scale may be confounded as the MHLOC is asking general
physician locus of control questions and the MDSS scale is asking about current
physician support. As these patients have been under the care of a variety of physicians at
different times, their responses could be based on different physicians when they are
asked physician related question. However, it was found that those with higher ‘expert’
support scores on the MDSS had higher ELOC doctor mean scores and lower ELOC
chance scores, indicating that people who value physician’s opinions do so across all
circumstances. It should be noted that although there was a statistically significant
differences on the MHLOC subscale and ELOC -Physician scale between members and
non members, it was slight (4.6 versus 4.9 on a 1-6 scale) indicating that all patients
value physician input and support during the treatment process.
The information preference scale contains eight different possible information
choices over two different time periods, namely ‘following treatment’ and ‘today’
meaning currently. There are obvious confounds due to the patients inability to recall
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information in the detail necessary to chose from eight separate options after an elapsed
period of 4 years.
C. Recommendations
1. Recommendations for Practice
Prostate cancer is a public health problem, especially as the incidence will
rise in the future due to the aging of the baby boomer population, and the increased
longevity of the population as a whole. As in the treatment of all chronic diseases, quality
of life is an important component of prostate cancer treatment outcome and it is important
that everything be done to assure that patients adjust to the diagnosis and treatment of the
disease and attain pre-morbid levels of functioning as closely as possible. Support group
attendance can meet a variety of different patient needs such as education, and emotional
support and can facilitate a patient’s adjustment to living life with a chronic disease or as
a cancer survivor. It is therefore of some importance to elucidate those factors and
characteristics that have to be present to increase the likelihood of support group
attendance This study has clarified a few of those factors and the following
recommendations are made:
1. That face to face support groups be held in geographical areas which are
easily assessable, and group times are convenient to people with work
obligations. The BOB group had a 60 % membership compared to the 13%
reported for men in the literature (Kriezek et ah, 1999). One main reason was
probably ease of accessibility.
2.

The emphasis for the support group should be on education. The three most
highly rated helpful experiences in a support group were: i) access to
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important information, (ii) helping others, (iii) getting advice, suggestions and
education. Steginga et ah, (2001) noted that men ranked education as a more
important component of a support group when compared to women who
were more interested in emotional support.
3. Those meetings be held regularly whether they be ‘face- to- face’ or in the
‘on-line’ format. It was noted that the perceived efficacy of peer support
declined over time for the BOB members, but did not appear to do so if
persons met face -to- face (Poole et ah, 2001). This decline in perceived
efficacy is probably due to insufficient regular contact.
4. That physicians are encouraged to interact with the support groups and
actively encourage patient attendance. Although the study indicated that
support group members did not use physician information as their primary
data source, the non-members did prefer physician information. When the
patients were asked about perceived efficacy of available support the ‘expert’
was rated highly as a support source, and overall patients were invested in the
physician contribution to their education and well being.
5. The study strongly suggests that patients are interested in other ‘non
physician’ sources of information regarding disease and treatment. It would be
optimal if the physician accepted and discussed this interest with the patient
and recommended external sources.
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2. Recommendations for Future Research
There are some interesting findings in this study which could be
reexamined with a different cohort using a prospective repeated measures design where
measurements can be taken over time. On the MDSS peer subscale, the peer rating was
lower indicating lower satisfaction with peer support. If a peer is defined as a fellow
prostate cancer sufferer, satisfaction would be lower after a 4 year period than it would be
if patient was asked during the treatment. The MDSS which evaluates perceived efficacy
of support from family and close friends, other men with prostate cancer (peers), and
medical professional would be an interesting scale to give during patient treatment as a
longitudinal pre and post treatment measurement.
The fact that sexual functioning is low than other functioning scales and cannot be
attributed to the obvious variables apart from libido should be investigated further.
Maintaining sexual function is an important component of decision making in prostate
cancer treatment, and if it is not correlated to age, disease state, or a radiation modality, it
would be worth further exploration into the cause of loss of function, and its relationship
to libido, and intimate relationship status. If a psychological etiology could be identified,
a treatment could be recommended that could lead to better sexual functioning in a
population where sexual functioning is very important.
The information source preference is a very interesting concept which should be
investigated further. This study shows that patients are accessing a plethora of
information from a wide variety of sources in addition to information gathered from their
physician. This indicates a paradigm shift in medicine where the role of the physician is
changing from that of the counselor to the informed collaborator. It is important that
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physicians embrace this inevitable change and accepts the patient as a well informed
consumer who is interested in maintaining control of the situation via information
gathering. Research that studies the attitudes and expectations of both the patient and the
physician in this situation would be beneficial.
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TITLE OF STUDY: THE RELATIONSHIP BETWEEN PSYCHOLOGICAL
FACTORS AND SUPPORT GROUPS PARTICIPATION IN
PROSTATE CANCER PATIENTS (PILOTPHASE)

STUDY PURPOSE AND PROCEDURES
You are one of about 50 patients who will be invited to participate in this research
study as you are or were a patient who received proton and /or x-ray therapy for your
prostate cancer and are at least 18 years of age. I, Carol Davis, am a doctoral student at
Loma Linda University and am conducting this study as part of my dissertation research;
1 am also an employee of the Radiation Medicine department.
The ultimate aim of my research is to examine if there are associations between
level of participation and involvement in support groups and a psychosocial factors, such
as anxiety, perceived control, informational preferences, decision-making, and
satisfaction with support received. The specific purpose of this pilot study is to determine
if the questionnaire is adequate in assessing these beliefs and determining how long it
takes to complete the questionnaire.
Participation in this pilot phase of the study will take about 30 minutes and will
involve completing the attached questionnaire to determine how clear the questions are,
and indicating any changes to the questionnaire that you fee! will help improve the
quality and clarity of the items. Some of the items may be difficult for you to answer as
they are designed for patients who are post treatment. Please answer them as best you can
and remember that the point of the pilot is purely to assess the clarity and relevance of the
questions.
RISKS AND BENEFITS
This study poses minimal risk to you. While you will not benefit personally by
participation in this study, your participation will provide a benefit to other prostate
cancer patients in that it may ultimately improve researchers understanding of who is
interested in support groups and their level of involvement and how that involvement
may help prostate cancer patients manage their disease and treatment.
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PARTICIPANT’S RIGHTS
Your participation in this study is voluntary and you may withdraw your
participation at any time by not completing the questionnaire, or portions of the
questionnaire. Your participation (or non participation) will not affect any services you
may receive from Loma Linda University Medical Center.
CONFIDENTIALITY
This study will maintain your anonymity. Please DO NOT put your name or any
other personal identifying information on the questionnaire Please return the postcard
which indicates if you have completed the questionnaire, or decided not to participate in
this study. This postcard contains a code and will allow us to determine your participation
status. If you do not wish to participate and do not return the post card you may receive a
follow up call three weeks after you are sent the questionnaire.
CONTACT IN FORM ATI ON
If you wish to contact an impartial third party not associated with this study
regarding any question or complaint you may have regarding the study you may contact
the OFFICE of Patient Relations ,Loma Linda University Medical Center, Loma Linda
CA 92354 , phone (909) 558-4647 or patientrelations@llu.edu for information and
assistance.
Retuniinn this anonymous questionnaire indicates that you give voluntary consent
to participate in the study. Doing so does not waive your rights nor does it release the
investigator from her responsibilities. You may call the student investigator Carol Davis,
MA, at 909 558-7368 or e-mail cadavis@liu.edu. or her academic advisor, Helen Hopp
Marshak, PhD at 909 -558-4800 ext. 47229 or email hhoppmarshak@ 11 u. ed u if you have
additional questions of concerns.
Please retain this document for your records.
Thank you for participating in this research project.

Carol Davis MA, PhD/DrPH Candidate
Doctoral Student Investigator
Loma Linda University
Schools of Public Health & Science and Technology
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INFORMED CONSENT DOCUMENT

TITLE OF STUDY: THE RELATIONSHIP BETWEEN PSYCHOLOGICAL
FACTORS AND SUPPORT GROUPS PARTICIPATION IN
PROSTATE CANCER PATIENTS (MAINSTUDY)

STUDY PURPOSE AND PROCEDURES
You are one of approximately 600 patients invited to participate in this research
study as you were a patient who received proton and/or x-ray therapy for your prostate
cancer in 2006, and are at least 18 years of age. I, Carol Davis, am a doctoral student at
Loma Linda University and am conducting this study as part of my dissertation research;
1 am also an employee of the Radiation Medicine department.
The aim of this research is to examine if there are associations between level of
participation and involvement in support groups and a psychosocial factors, such as
anxiety, perceived control, informational preferences, decision-making, and satisfaction
with support received. The study will also determine the reasons why some people are
more interested than others in joining support groups, and the benefits that people may
get from different levels of support group participation.
Participation in this study will take about 30 minutes and will involve completing
the attached questionnaire. Please return the questionnaire in the self-addressed stamped
envelope or if you would prefer to complete the questionnaire online please email me at
cadavi.sh/ilu.cdu, and I will send you the link to the survey. Please also return the selfaddressed stamped postcard separately from your written or online questionnaire, as this
will indicate your decision to participate (or not), while retaining the anonymity of how
you respond to the survey.
RISKS AND BENEFITS
This study poses minimal risk to you. While you will not benefit personally by
participation in this study, your participation will provide a benefit to other prostate
cancer patients in that it may ultimately improve researchers understanding of who is
interested in support groups and their level of involvement and how that involvement
may help prostate cancer patients manage their disease and treatment.
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PARTICIPANT’S RIGHTS
Your participation in this study is entirely voluntary and you may withdraw your
participation at any time by not completing the questionnaire, or portions of the
questionnaire. Your decision to participate (or not participate) in this study will not affect
any services you may receive from Loma Linda University Medical Center.
CONFIDENTIALITY
This study will maintain your anonymity. Please DO NOT put your name or any
other personal identifying information on the questionnaire. Please return the post card
separately from the questionnaire which indicates your participation status. If you do not
wish to participate and you do not return the card you may receive a follow-up phone call
three weeks from the time that you are scheduled to receive the survey.
CONTACT INFORMATION
If you wish to contact an impartial third party not associated with this study
regarding any question or complaint you may have regarding the study you may contact
the Office of Patient Relations, Loma Linda University Medical Center, Loma Linda CA
92354, phone (909) 558-4647 or Datientrelations@llu.edu for information and assistance.
Returning this anonymous questionnaire indicates that you give voluntary consent
to participate in the study. Doing so does not waive your rights nor does it release the
investigator from her responsibilities. You may call the investigator Carol Davis, MA at
909 558-7368 or e-mail cadavis@llu.edu, or her academic advisor, Helen Hopp Marshak,
PhD at 909 -558-4800 ext. 47229 or email hhoppmarshak@.llu.edu if you have additional
questions of concerns.
Please retain this document for your records.
Thank you for participating in this research project.

Carol Davis MA, PhD/DrPH Candidate
Doctoral Student Investigator
Loma Linda University
Schools of Public Health & Science and Technology
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loxtitHfionai Review Board
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APPENDIX C: SURVEY INSTRUMENT
Questionnaire for Prostate Cancer Patients who Received Proton Therapy
Instructions:
Please complete the questions in this survey by responding to the best of your ability.
There is no right or wrong answers. All information provided is confidential; please do not put your name
or other identifying information on this survey. Please check the appropriate box (□) when indicated, or
the box for don’t know, if that applies. For rating scales, circle the one number that best represents your
response. Thank you!
Demographic and Treatment History
1.

What is your age?

2.

What was your highest Gleeson score? (circle one number)
2
6
7
8
9
10
or
□ Don’t know

3.

What was your most recent PSA level?

4.

What was your PSA level (prior to treatment)

5.

What is the highest level of education you have completed?
1-1
8th grade or less
□,
Less than high school degree
□2
High school degree or equivalency (GED)
□3
Some college
□4
College degree
□5
Post-graduate work or degree

years

or

3

4

5

□ Don’t know
or

□ Don’t know

□6

6.

Are you currently?
Retired
□,
Still working full-time
□2
Semi-retired (working part time)
□3

7.

Did you come from outside the state of California for treatment?
Yes
No
□2
□.
If Yes: Name of State/Country_________
If No: Where do you reside in California?

8.

Did you stay at your home while receiving proton therapy treatment?
Yes
No
□2
□,

9.

Where did you stay while you were receiving proton therapy treatment?
1 stayed in a Hotel/Motel/Rental/RV park/other within 30 minutes of Loma
□.
Linda
Driving distance to Loma Linda (less than 2 hours away)
□2
More than 2 hours away
□3

10.

Are you currently married, in a relationship, or have a main support person (example; child,
sibling, parent or close friend)?
Yes
No
□2
□.
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11.

Were you married, in a relationship, or had a main support person (child, sibling, parent, close
friend) during the time that you were treated?
Yes
No
□2

12.

If you attended treatment from out of state, did your significant other/support person accompany
you?
For the entire time
□1
For part of the time
□2
Did not accompany me
□3
Did not have a significant other/support person
□4

13.

Which treatment
□1
□2
□3

14.

Have you ever received hormone therapy?
Yes
□1
□2

15.

did you receive for your prostate cancer?
Protons only
Protons and photons (x-rays with a linear accelerator)
Not sure

No

□3

Don’t know

Are you currently receiving hormone therapy?
□1
Yes
No
□2

□3

Don’t know

16. Where do you schedule your follow-up appointments?
Loma Linda -- Radiation Medicine
Loma Linda — other physician’s office
□2
Physician out of Loma Linda Area
□3

□.

17.

Are you currently a member of the Brotherhood of the Balloon (BOB) support group?
□ 11
Yes
*^If_YES, approximately when did you join?
□1
□2
□3
□4
□2

18.

Prior to treatment
At start of treatment
During treatment
Following treatment

No

Are you currently a member of a local prostate support group, other than BOB?
Yes
No
□2

□,

The following questions refer to the time period DURING proton therapy treatment at Loma Linda.
Not at all
19. Did you attend the weekly Wednesday night
support group meetings?
20. Did you attend the weekly potlucks?
21. Did you attend any other patient related
functions? (Golf, dinners etc.)

Rarely

Sometimes

Often

2

3

4

2

3

2

3

1

1
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4
4

The following questions refer to the time period AFTER proton therapy treatment at Loma Linda.
Not at all
Do you currently read the monthly BOB
newsletter?
23. Approximately how many times did you
contact other BOB members in the past year?

Rarely

Sometimes

2

3

1

2

3

4

1

2

3

4

2

3

2

3

22.

24. Have you ever attended a reunion of BOB
members since finishing treatment?
25. How often do you access the BOB website?
26. Are you involved in any other support group
apart from BOB?

1

Often
4

I

T

4

1

4

The following statements refer to your beliefs and feelings about cancer support groups (including
BOB). Please indicate the level of your agreement with each statement, using the scale below.
Strongly
Disagree

Disagree

Neither
Agree or
Disagree

Agree

1

2

3

4

2

3

4

2

3

27. I think that support groups are helpful to
people who have prostate cancer.
28. I think that attending support groups
increases feelings of control over prostate
cancer.
29. I have plenty of support from friends and
family outside of a support group.
30. I think that only weak, vulnerable people
need to go to support groups.
31.1 think that only negative topics are
discussed in support groups.
32.1 would only attend a support group if my
physician recommended it.
33. I would only attend a support group if my
family and friends agreed with my doing

t

Strongly
Agree
5

1

5

t
4

5

•f

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

1

2

3

4

5

so.

The following statements refer to your beliefs and feelings about your treatment decision for prostate
cancer. Please indicate the level of your agreement with each statement, by using the scale
(l=Strongly Disagree to S^Strongly Agree).

Disagree

Neither
Agree or
Disagree

Agree

Strongly
Agree

1

2
2

3
3

4
4

5
5

1

2

3

4

5

2

3

4

5

2

3

4

5

Strongly
Disagree
34. I made the right decision.
35.1 regret the decision that was made.
36. I would make the same decision if I
had to do it again.
37. The decision did me a lot of harm.
38. The decision was a wise one.
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The following statements refer to your beliefs and feelings regarding the most helpful source of
information that you encountered following the treatment process.
39. Which of the following information sources has been the most helpful at providing information about
your disease, treatment, and continuing care FOLLOWING treatment? (Check main source.)
Physician
Friends and Family
□2
BOB includes other men with prostate cancer
□3
Bob’s
Book
□4
Internet- Web site
□5
Local support group
Research data bases
□7
Other

□8

40. Which of the following information sources do you think would be more helpful if you had a question
TODAY about your disease, treatment or future care? (Check main source.)
Physician
□.
Friends and Family
□2
BOB includes other men with prostate cancer
□3
Bob’s Book
□4
Internet- Web site
□5
Local support group
Research data bases
□7
Other
□b

□6

41. Which of the following information sources do you think would be more helpful at providing the most
useful, up to date scientific information about your disease, treatment and future care? (Check main
source.)
Physician
□,
Friends and Family
□2
BOB includes other men with prostate cancer
□3
Bob’s Book
□4
Internet- Web site
□5
Local support group
Research data bases
□7
Other
□:

□6
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The following questions measure experiences that you may have had in the BOB or other support
group.
• Choose TWO or THREE items that are MOST important to you and rate them with a 5.
• Rate ALL other items on a 0-4 scale for the degree to which each statement was an important
aspect of your experience in the group.
PLEASE MAKE SURE YOU CIRCLE ONE RESPONSE FOR EACH QUESTION
Not
j Applicable
42. Getting support and
encouragement
43. Helping others
44. Becoming hopeful
45. Learning that I am
responsible for how 1 cope
with my life
46. Belonging to and being
accepted by the support
....... grou.P.................................
47. Getting honest feedback
from others
48. Developing a new attitude
toward life
49. Gaining insight about
myself
50. Learning that my
problems are not unique
51. Developing new
friendships
52. Getting direct advice,
suggestions or education
53. Getting new
understandings or
explanations
54. Expressing my true
feelings

Not
Important

Slightly i Slightly j Moderately
Disagree I Agree i Important

0

Most
Important

2

3

4

5

0
0

1

2
2

3
3

4
4

5
5

0

1

2

3

4

5

0

2

3

4

5

0

2

3

4

5

0

2

3

4

5

4

5

4
0

2

0

1

2

3

4

5

0

1

2

3

4

5

0

1

2

3

4

5

2

3

4

5

3

4

5

0
I
0

2
i
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The following questions measure experiences that you may have had in the BOB or other support
group.
• Choose TWO or THREE items that are MOST important to you and rate them with a 5.
• Rate ALL other items on a 0-4 scale for the degree to which each statement was an important
aspect of your experience in the group.____________________________________________
PLEASE MAKE SURE YOU CIRCLE ONE RESPONSE FOR EACH QUESTION

55. Gaining access to important
information
56. Playing my part by
communication with others
57. E-mailing or chatting about
everyday things and
socializing
58. Deepening my spiritual life i
59. Modeling myself after other
group members
60. Confronting difficult
problems and fears
61. Changing my behavior in
ways that feel satisfying
62. Talking about fears of death
63. Making contact with
someone who I could call
on for help
64. Discussing sexual concerns
65. Learning to become a
partner with my physician
66. Discussing ways that 1 can
participate in my fight for
recovery
67. Discussing long term,
unremitting stress
68. Discussing unwanted
aloneness, loss of control,
and loss of hope

Not
Applicable

Not
Important

Slightly
Disagree

Slightly
Agree

Moderately
Important

Most
Important

0

1

2

3

4

5

0

2

3

4

5

0

2

3

4

5

0

2

3

4

5

0

2

3

4

5

0

2

3

4

5

2

3

4

5

0

2

3

4

5

0

2

3

4

5

4

5

1

0

•L

0

2

1

0

..

2

3

4

5

0

2

3

4

5

0

2

3

4

5

0

2

3

4

5

69. Did your responses to the above questions reflect experiences with?
BOB
Other Support Groups
BOTH
□3

□,
□2
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The following statements refer to your feelings about prostate cancer and your most recent PSA test.
Please indicate the extent to which each statement applies to you, using the following scale.
_____
Not
at all

THOUGHTS DURING THE PAST WEEK
70. Any reference to prostate cancer brings up
strong feelings in me.
71. Even though it’s a good idea I find that getting
a PSA test scares me.
72. Whenever I hear about a friend or public
figure with prostate cancer, I get more
anxious about my prostate cancer.
73. When I think about having a PSA test I get
more anxious about my having prostate
cancer.
74. Other things keep making me think about
prostate cancer.
75. I feel kind of numb when 1 think about
prostate cancer.
76. I think about prostate cancer even though 1
don’t mean to.
77. I have a lot of feelings about prostate cancer
but I don’t want to deal with them.
78. I have more trouble falling asleep because I
can’t get thoughts of prostate cancer out of my
mind.

Rarely

Sometimes

Often

0

2

3

0

2

3

0

1

2

3

0

1

2

3

2

3

2

3

2

3

2

3

0
0

1

0

1

i

t
0

0

1

2

3

79. I am afraid that the results from my PSA test
will show that my disease is getting worse.

0

1

2

3

80. Just hearing the words prostate cancer scares
me.

0

1

2

3

THOUGHTS ABOUT HOW TRUE THESE SITUATIONS HAVE EVER BEEN FOR YOU

81.1 have been so anxious about my PSA test that
I have thought about delaying it.

t
82. I have been so anxious about my PSA test
result that I have thought about asking my
Doctor to repeat it.
t
83. I have been so concerned about my PSA test
result that I have thought about having the
test repeated at another lab to make sure it was
accurate.
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Not
at all

Rarely

Sometimes

Often

0

1

2

3

0

1

2

3

2

3

i
0

Listed below are a number of statements concerning a person’s belief about their own health? In
thinking about the past week, please indicate how much you agree or disagree with each statement,
using the scale below.
______________________________________
Strongly
Agree
84. Because cancer is unpredictable 1 feel that 1
cannot plan for the future.
85. My fear of having my cancer get worse gets in the
way of my enjoying life.
86. 1 am afraid of my cancer getting worse.
87. 1 am more nervous since 1 was diagnosed with
prostate cancer.

Disagree

Strongly
Disagree

2

3

0

2

3

0

2

3

0

2

3

Agree

0

f
t

Listed below are a number of statements concerning beliefs about your experience with prostate
cancer. Please indicate how much you agree or disagree with each statement, using the scale below.
Strongly

Disagree
88. If my condition worsens, it is
my own behavior which will
determine how soon I will feel
better again
89. If I lead a good spiritual life. I
will stay healthy.
90. As to my condition, what will
be will be
91. If I see my Doctor regularly I i
am less likely to have
problems with my condition.
92. Most things that affect my
condition happen to me by
chance.
93. Whenever my condition
worsens I should consult a
medically trained
professional.
j
94. If I stay healthy, it is because I
am right with God.
95. lam directly responsible for
my condition getting better or
worse.
96. Other people play a big role in |
whether my condition
improves, stays the same, or
gets worse.
97. Whatever goes wrong with my
condition is my own fault.
98. Luck plays a big part in
determining how my
condition improves.
99. I rely on God to keep me in
good health.

Moderately
Disagree

Slightly

Slightly

Agree

Moderately
Agree

Strongly

Disagree

2

3

4

5

6

2

3

4

5

6

2

3

4

5

6

2

3

4

5

6

1

Agree

t
2

3

4

5

6

2

3

4

5

6

2

3

4

5

6

2

3

4

5

6

2

3

4

5

6

2

3

4

5

6

2

3

4

5

6

2

3

4

5

6

t
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100. In order for my condition to
improve, it is up to other
people to see that the right
things happen.
101. Whatever improvement
occurs with my condition is
largely a matter of good
fortune.
102. The main thing which affects
my condition is what I do
myself.
103. I deserve the credit when my
condition improves and the
blame when it gets worse.
104. Following my Doctor’s
orders to the letter is the best
way to keep my condition
from getting any worse.
105. If my condition worsens it’s
a matter of fate.
106. If 1 am lucky, my condition
will get better.

2

3

4

5

6

2

3

4

5

6

2

3

4

5

6

1

2

3

4

5

6

1

2

3

4

5

6

2

3

4

5

6

2

3

4

5

6

1

Listed below are a number of statements concerning beliefs about your experience with prostate
cancer. Please indicate how much you agree or disagree with each statement, using the scale below.

T Strongly
Disagree
107. If my condition takes a turn for the
worse, it is because I have not
been taking proper care of
myself.
108. Through my faith in God, I can
stay healthy.
109. The type of help I receive from
others determines how soon my
______condition improves.__________
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Moderately
Disagree

Slightly
Disagree

Slightly
Agree

Moderately
Agree

Strongly
Agree

2

3

4

5

6

2

3

4

5

6

2

3

4

5

6

Listed below are some questions about the kind of help and support you have available to you in
coping with your life at present. The questions refer to three different groups of people ;( l.-family
and friends, 2. - other men with prostate cancer, 3. -main medical professional currently taking care
of you), who might have been providing support to you IN THE LAST MONTH. Please indicate how
much you agree or disagree with each statement, using the scale below.
First, think about your family and close friends, especially the 2-3 who are the most important to you.
IN THE LAST MONTH

Enough

Too
Often

Just
Right

1

2

3

0

2

3

0

2

3

0

2

3

Not

N/A

110. How often did they really listen to you
when you talked about your problems or
worries?
111. How often did you feel that they were really
trying to understand you?

0

112. How often did they make you feel loved?
113. How often did they help you in practical
ways, like doing things for you or helping
you to cope with your prostate cancer?
1 14. How often did they give you advice about
your problems or worries?
115. How often did they give you clear and
useful advice and information?
116. How often could you use them as examples
of how to deal with problems or worries?

0

1

2

3

0

1

2

3

0

1

2

3

Now, think of other men that you know who have prostate cancer, or who have had prostate cancer
in the past
_____ _______________ _____________________________________________
Not
Too
Just
IN THE LAST MONTH
N/A
Often
Enough
Right
117. How often did they really listen to you when you
0
1
2
3
talked about your problems?
I
11 8. How often did you feel that they were really trying
0
2
3
to understand you?
119. How often did they help you in practical ways?

0

120. How often did they give you advice about coping
with prostate cancer?

0

121. How often could you use them as examples of how
to deal with problems of prostate cancer?

0

122. How often did they give you clear and useful advice
and information?
123. Are the men that you are referring to in this
questionnaire, members of the BOB?
Circle the correct response.__________________

130

1

2

3

2

3

2

3

t
0

Don’t
know

2

4
None of
them

T

3

I
Some of
them

All of
them

Finally, think about the main health/medical professionals who currently take care of you.
Not
Too
IN THE LAST MONTH
N/A
Enough
Often
124. How often did they really listen to you when you
talked about your problems with prostate cancer or
0
1
2
its treatment?
125. How often did you feel that they were really trying
to understand you as an individual?
126. How often did they help you in practical ways for
example by reducing your symptoms or helping
you get other services?
127. How often did they give you clear and useful
advice and information?
128. How often could you use them as examples of how
to deal with problems (e.g., how to cope with
illness, or worry)?__________________________

0

Just
Right
3

2

3

2

3

2

3

2

3

f
0

4
o
0

!

Listed below are some questions about possible side effects that you might be experiencing. Please
respond for side effects experienced only in the last 4 weeks.
129. Over the past 4 weeks, how often have you
leaked urine?

1
More than once a day,.
About once a day........
.2
More than once a week
3
(Circle one number)
About once a week.....
4
Rarely or never
5
130. Which of the following best describes your
No urinary control whatsoever
urinary control during the last 4 weeks?
Frequent dribbling...................
2
Occasional dribbling...............
3
(Circle one number)
Total control............................
4
131. How many pads or adult diapers per day did you
None
0
usually use to
control leakage during the last 4
1 pad per day...............
1
weeks?
2 pads per day.............
2
(Circle one number)
3 or more pads per day
3
132. How big a problem, if any, has each of the following been for you during the last 4 weeks?
(Circle one number on each line)
No
Very
Small
Moderate
Big
Problem
Small
Problem
Problem
Problem
Problem
a. Dripping or leaking urine
0
I
2
3
4
b. Pain or burning on urination
0
2
4
3
c. Bleeding with urination
0
2
4
3
d. Weak urine stream or incomplete
0
2
4
3
emptying
e. Need to urinate frequently during
0
2
4
3
the day
133. Overall, how big a problem has your urinary
No problem............
1
function been for you during the last 4 weeks?
Very small problem
2
Small problem......
3
(Circle one number)
4
Moderate problem..
Big problem...........
5
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134. How big a problem, if any, has each of the following been for you?
(Circle one number on each line)
No
Small
Very Small
Moderate
Problem
Problem
Problem
Problem
a. Urgency to have a bowel
0
1
2
3
movement
b. Increased frequency of bowel
0
1
2
3
movements
c. Losing control of your stools
0
2
3
d. Bloody stools
0
2
3
e. Abdominal/Pelvis/Rectal pain
0
2
3
135. Overall, how big a problem have your bowel habits been
No problem............
for you during the last 4 weeks?
Very small problem
Small problem........
(Circle one number)
Moderate problem..
Big problem...........
136. How would you rate each of the following during the last 4 weeks?
(Circle one number on each line)
Very
Poor to
Poor
Fair
Good
None
a. Your ability to have an erection?
2
3
4
b. Your ability to reach orgasm
2
3
4
(climax)?
137. How would you describe the usual
None at all.............................................
QUALITY of your erections during the last 4
Not firm enough for any sexual activity
weeks?
Firm enough for masturbation and
foreplay only.........................................
(Circle one
Firm enough for intercourse..................
number)
138. How would you describe the
I NEVER had an erection when
FREQUENCY of your erections during the last 1 wanted one.....................................
4 weeks?
I had an erection LESS THAN HALF
then time 1 wanted one.......................
I had an erection ABOUT HALF the
(Circle one number)
time I wanted one...............................
I had an erection MORE THAN
HALF the time I wanted one.............
I had an erection WHENEVER I
wanted one.........................................
139. Overall, how would you rate your ability
Very poor
to function sexually during the last 4 weeks?
Poor........
Fair
(Circle one number)
Good......
Very good
140. Overall, how big a problem has your
No problem............
sexual function or lack of sexual function been
Very small problem
for you during the last 4 weeks?
Small problem........
Moderate problem..
(Circle one number) Big problem...........
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Big
Problem
4
4
4
4
4
1
2
3
4

5

Very
Good
5
5

,2
.3
,4

1
2
3
4

5
1
2
3
4
5
1
2
3
4
5

141. How big a problem during the last 4 weeks, if any, has each of the following been for you? (Circle
one number on each line)
No
Very
Small
Moderate
Big
Problem
Small
Problem
Problem
Problem
Problem
a. Hot flashes
0
4
2
3
b. Breast tendemess/enlargement
0
2
3
4
c. Feeling depressed
0
2
3
4
d. Lack of energy
0
1
2
3
4
e. Change in body weight
0
2
3
4
142. Overall how would you rate your libido (interest in
Very poor.
sex) during the last four weeks?
Poor........
,2
(Circle one number)
Fair
3
Good.......
4
Very good
5

UNIVERSITY LIBRARIES
LOMA LINDA, CALIFORNIA

133

