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Abstract
Objective—Little attention has been paid to the role of holding back sharing concerns in the
psychological adaptation of women newly diagnosed with gynecological cancers. The goal of the
present study was to evaluate the role of holding back concerns in psychosocial adjustment and
quality of life, as well as a possible moderating role for emotional expressivity and perceived
unsupportive responses from family and friends.

Method—Two hundred forty four women diagnosed with gynecological cancer in the past eight
months completed measures of holding back, dispositional emotional expressivity, perceived
unsupportive responses from family and friends, cancer-specific distress, depressive symptoms,
and quality of life.

Results—Emotional expressivity moderated the association between holding back and cancer-
specific distress and quality of life, but not depressive symptoms. Greater holding back was more
strongly associated with higher levels of cancer-related distress among women who were more
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emotionally expressive than among women who were less expressive. Perceived unsupportive
responses did not moderate the associations between holding back and psychosocial outcomes.

Conclusion—Holding back sharing concerns was more common in this patient population than
other cancer populations. Dispositional expressivity played a role in how harmful holding back
concerns was for women, while unsupportive responses from family and friends did not.

Keywords
Gynecological cancer; depressive symptoms; trajectories of change; coping

1. Introduction
Cancers of the reproductive organs are the fourth most common site of cancer in American
women [1]. It is estimated that approximately 91,730 women will be diagnosed with
ovarian, uterine, cervical, or vulvar cancers in the United States in 2013 [2]. Medical
advances in the past 30 years have increased survival rates for some types of gynecological
cancers: For example, the five year survival rate for cervical cancer is 68% [2].
Unfortunately, the five-year survival rate for women diagnosed with metastatic ovarian
cancer is only 27% [2], and the five-year survival rate for women diagnosed with metastatic
uterine cancer is only 16% [2]. In addition to facing a poor prognosis, women diagnosed
with gynecological cancers undergo a difficult treatment regimen, followed by significant
medical complications [3–13]. Furthermore, the probability of recurrent disease can be quite
high. For ovarian cancer, recurrence rates in the first five years following diagnosis vary
between 10% for Stage 1 disease to 95% for Stage 4 disease [14]. For women diagnosed
with endometrial cancers, recurrence rates average about 46% within the first five years
after diagnosis [14].

Given the challenges this patient population faces, it is not surprising that psychological
distress is prevalent. Indeed, between 30% and 52% of women diagnosed with ovarian
cancer report moderate to severe levels of anxiety [15–18] and up to 45% of women report
clinically-relevant levels of depression [15–16]. Longitudinal studies have shown that some
women experience persistent anxiety (22%) and depression (6%) [16]. Women diagnosed
with cervical, endometrial, uterine, and vulvar cancers also report relatively high levels of
psychological distress [6, 19–22]. Studies evaluating post-traumatic stress disorder (PTSD)
indicate that between 36% and 45% of women diagnosed with ovarian cancer experience
PTSD after diagnosis [23] and that there is a progressive increase in PTSD prevalence over
time [23]. Quality of life can also be adversely impacted among women with gynecological
cancers, particularly in the body image domain [24].

Despite the prevalence of psychological distress, there has been little attention paid to what
factors place women with gynecological cancers at increased psychosocial risk. The few
studies that have been conducted have primarily evaluated demographic and medical
correlates of distress responses among women diagnosed with ovarian cancer [15, 17–18]
and women with mixed gynecological cancer diagnoses [25]. Studies have suggested that
younger age [15, 23, 26–27], a diagnosis of advanced disease [27], greater functional
impairment [18], and a more recent diagnosis [27] contribute to higher levels of
psychological distress. In terms of psychological factors, research has suggested that
avoidant strategies such as wishful thinking, mental and behavioral disengagement, self-
blame, and neuroticism are associated with greater distress [16]. Less emotional support has
also been associated with distress in some studies [25, 27], but research has shown an
inconsistent relationship between social support and distress [16].

Manne et al. Page 2

Gen Hosp Psychiatry. Author manuscript; available in PMC 2015 January 01.

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript



According to Horowitz [28], Janoff-Bulman [29] and others, stressful events challenge
individuals’ existing schemas about themselves and their world. Successful adaptation to
these stressors involves actively assimilating or accommodating the experience into one’s
“world view.” Individuals achieve this goal by using both cognitive and social processing
strategies. Cognitive processing strategies include efforts to reduce the amount of threat by
perceiving the experience as being less harmful. These cognitive strategies can include
accepting that the event has happened and reappraising the experience as beneficial. Social
processing by sharing concerns with others is also important: One’s social network can
facilitate or interfere with effective cognitive processing [30]. Research suggests that sharing
cancer-related concerns contributes to better psychological adjustment [31–32]. However,
sharing with others may be compromised by internal (characteristics of the person) and
external (characteristics of the social environment) barriers. One common internal barrier is
dispositional emotional expressivity, or comfort with openly (or not openly) expressing
emotions, both positive and negative. Indeed, dispositional emotional expressivity is
associated with higher levels of emotionally expressive coping with cancer [33]. One
common external barrier to disclosure is the perception that one’s friends and family will not
be respond in a supportive manner. Research has supported this contention: Cancer patients
are less likely to share their concerns when they perceive others are unsupportive [32].

The match between internal and external barriers to disclosure with how much the patient
holds back may play a role in the effects of holding back on psychosocial adaptation. Social
psychological theories of person-environment fit suggest that concordance between personal
disposition and coping strategies chosen (such as holding back versus sharing concerns) is
important [34]. For example, a less emotionally expressive person may find sharing with
others to be unhelpful for understanding experiences because sharing is not congruent with
his/her personality; however, sharing concerns may be a helpful strategy for a more
emotionally expressive person. Research has supported this contention: Among women who
are more dispositionally emotionally expressive, emotional expression is linked with less
depression [33, 35]. Additional work has shown that dispositional emotional expressivity
moderates associations between intrusive cognitions and distress: Intrusions are more likely
to lead to distress among less emotionally expressive cancer patients [36–37]. The degree of
match or concordance may also be important with regard to coping strategies chosen and
one’s external environment. Thus, a mismatch between external factors, such as the
perception that one’s social network is unsupportive, and a coping strategy chosen, such as
sharing concerns, may also lead to greater distress. That is, holding back sharing concerns
would be more detrimental when the person perceives that his or her social network is
unsupportive than when the person holds back for personal reasons not related to one’s
social environment (e.g., fear of being a burden, not feeling well). Prior work has not
separated effects of holding back (one’s own behavior) on distress from the effects of
perceptions of the level of supportiveness of one’s social network (the perceived response of
others).

In the present study, we extended the examination of internal and external factors that may
moderate the association between holding back sharing concerns and psychological
adaptation to cancer in two ways. First, we focused on a population of patients facing
challenging diagnosis and disease course - women diagnosed with gynecological cancer.
This population of patients typically exhibits high levels of emotional distress. We also
focused on a population of patients close to diagnosis, rather than long-term survivors. For
these patients, the effects of holding back sharing concerns may be particularly detrimental
when one is dealing with a newly diagnosed, aggressive form of cancer. Second, we
evaluated holding back sharing concerns and perceived unsupportive behaviors separately
from perceived constraints in sharing. Traditionally, social constraints measures assess both
holding back sharing and the reason for holding back sharing and/or other person’s reaction
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in the same instrument. For example, Lepore’s [38] instrument asks both reasons for holding
back (e.g., “How often did you have to keep your feelings to yourself because they made the
other person uncomfortable?”) in the same instrument as perceived unsupportive responses
(e.g., “How often did they avoid you?”)

In the present study, we assessed the patient’s behavior (holding back) separately from
perceived unsupportive responses from the person’s social environment. Rather,
unsupportive responses from friends were assessed as a moderator of the effects of holding
back.

The study had two aims. The first aim was to evaluate the prevalence of holding back
sharing concerns in this patient population, characterize the types of concerns that
gynecological cancer patients are most likely to hold back sharing with others, and compare
these levels with other studies. The second aim was to evaluate the moderating role of
emotional expressivity and perceived unsupportive response from family and friends in the
association between holding back and cancer-specific distress, depressive symptoms, and
cancer-specific emotional and physical quality of life. We predicted that holding back would
be more detrimental to distress and quality of life among those patients who were more
dispositionally emotionally expressive, and that holding back would be more detrimental
among patients who perceived higher levels of unsupportive responses from friends and
family.

2. Methods
2.1. Participants

Participants were drawn from the baseline data of a randomized clinical trial evaluating the
efficacy of two psychological interventions for women with gynecological cancer (Manne,
unpublished data). Eligible participants were women diagnosed with primary gynecological
cancer (ovarian, endometrial, cervical, vulvar, fallopian tube, or uterine cancer). The larger
study took place at four comprehensive cancer centers located in the New Jersey, New York,
and Philadelphia areas, and two additional cancer treatment centers in New Jersey. In
addition to having a diagnosis of primary gynecological cancer, criteria for study inclusion
were as follows: a) at the time of recruitment (not survey completion) the patient was
diagnosed six months or less; b) an Eastern Cooperative Oncology Group [ECOG; 39] score
of 0 (“asymptomatic; fully active, able to carry on all pre-disease activities without
restriction”) or 1 (“symptomatic but completely ambulatory; restricted in physically
strenuous activity but ambulatory and able to carry out work of a light or sedentary nature.
For example, light housework, office work”); c) lived within a two-hour commuting
distance from the center being recruited from; d) 18 years of age or older; e) English
speaking, and; f) no hearing impairment.

2.2. Procedure
Eligible women were identified and permission to contact granted by the attending
physician. They were called by the research assistant or approached in person after a letter
describing the study was sent, and the study was described. Participants were provided with
a written informed consent and the questionnaire to complete. Participants signed an
informed consent approved by an Institutional Review Board. Participants were paid $25 for
a returned survey.
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2.3. Measures
2.3.1. Medical variables—Data regarding current disease stage, date of diagnosis,
recurrence status at baseline and over the course of the study, and ECOG status [39] were
obtained from the medical chart.

2.3.2. Holding back sharing concerns—A 13-item scale adapted from Pistrang and
Barker [40] and used by Porter et al. [32] was used. Participants rated the degree to which
they held back sharing concerns in 13 specific areas (e.g., concerns about disease
progression or death, finances, job, relationships, sexual functioning, physical functioning)
with family and friends on a 6-point Likert scale (0 = not at all, 3 = somewhat, 5 = a lot).
Because not all concerns were endorsed, an average across concerns endorsed was used.
Internal consistency as estimated by Cronbach’s alpha was .92.

2.3.3. Moderator Measures
2.3.3.1. Emotional expressivity: Expression of emotions was measured by the Emotional
Expressiveness Questionnaire [41]. Sixteen items were rated on a 5-point Likert scale (0=
“never”, 4 = “always”). Higher scores indicated higher emotional expressivity. Internal
consistency as calculated by Cronbach’s alpha was .78.

2.3.3.2. Perceived unsupportive responses of family and friends: The family and friends
version of the 13 item Perceived Negative Behaviors Scale [42–43] was used to assess the
negative or unsupportive behaviors of family and friends. Items assessed both overtly
critical responses such as criticism of the patient’s response to the illness as well as
avoidance (“Seemed uncomfortable talking to you about your illness”). Participants rated
how their family and friends had responded during the past month on a scale of 1 (never
responds this way) to 4 (often responds this way) with higher scores indicating a greater
frequency of unsupportive behaviors. Internal consistency as calculated by Cronbach’s alpha
was .90.

2.3.4. Outcome measures
2.3.4.1. Cancer-specific distress: The Impact of Events Scale (IES) [44] is a 15-item self-
report measure focusing on intrusive and avoidant ideation associated with a stressor, in this
case gynecological cancer and its treatment. The IES has been used in studies of women
with cancer [e.g., 45] and in our previous work [46]. Using a 4-point Likert scale,
participants rated how true each statement had been for them during the past week. Internal
consistency as calculated by Cronbach’s alpha was .90.

2.3.4.2. Depressive symptoms: The 21-item Beck Depression Inventory [BDI; 47] was used
to assess depressive symptoms. The BDI has been widely-used in studies incorporating
cognitive-behavioral intervention. Internal consistency of the scale has been well-
documented [48]. For the present study, Cronbach’s alpha was .85.

2.3.4.3. Quality of Life: The Functional Assessment of Cancer Therapy – General [FACT-
G; 49] is comprised of 27 questions that assess well-being. For the present study, we focused
on two domains: physical (PWB) and emotional well-being (EWB). PWB assesses physical
symptoms (e.g., 7 items, “I have a lack of energy”) and EWB measures mood and emotional
response to illness (e.g., 6 items, “I feel sad”, “I am satisfied with how I am coping with my
illness,” “I am losing hope in the fight against my illness”). Each domain was summed. Both
the total and domain scores have good internal consistency among cancer patients (alpha = .
72 –.85) [49] and the instrument is well-validated [49]. For the present study, Cronbach’s
alphas were .87 (physical) and .88 (emotional).
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3. Results
3.1. Sample Description

Eight hundred seventy four eligible women were approached for this study. Two hundred
forty four women accepted (27.9%). The most common reason for study refusal was that the
patient felt she lived too far to commute (this was a psychological intervention study).
Differences between study refusers and participants on available data (age, race, time since
diagnosis, stage of disease, ECOG status) were examined. Results indicated that study
participants were significantly younger (M = 55 years) than study refusers (M = 60 years) (t
(872) = 6.1, p < .05).

The characteristics of participants are shown in Table 1. The majority of the sample was
diagnosed with ovarian cancer and over half of the sample had advanced stage disease.
Average time from diagnosis to completion of the survey was about four months.
Approximately 88% of the sample was undergoing chemotherapy at the time of the
assessment.

3.2. Descriptive Information Regarding Holding Back Sharing Concerns
Descriptive information is shown in Table 2. The average rating on holding back was 2.01,
which corresponded to slightly below “somewhat” on the 6-point rating scale. Average
ratings on each item ranged from 1.49 (0 = not at all) to 2.71 (3 = somewhat). The highest
rated items on the scale were “Fear of disease progression or death” which was rated 2.71,
“concerns about sexual functioning” which was rated 2.59, and “concerns about emotional
reactions (fear, sadness)” which was rated 2.26. The lowest-rated item was “Concerns about
your cancer treatment (e.g., medical or surgical treatments, medicines, interactions with
doctors and nurses, being in the hospital)” which had an average rating of 1.49, followed by
concerns about physical symptoms (M= 1.59) and concerns about job (M = 1.59).

3.3. Moderator Analyses for Dispositional Emotional Expressivity
Correlations between variables included in the models are shown in Table 3. Moderated
regression analyses were conducted to examine whether the effects of holding back were
moderated by emotional expressivity (see Table 4). In these analyses predictors were grand-
mean centered prior to forming the interaction. Two significant interactions between holding
back and emotional expressivity emerged when considering the four outcome measures. In
the first interaction, holding back and emotional expressivity interacted to predict cancer-
specific distress. Simple slopes analyses (using plus/minus one SD) showed that when
emotional expressivity was high, holding back was a very strong predictor of cancer-specific
distress, b = 7.91, β = .62, t (234) = 7.64, p < .001, but when emotional expressivity was
low, holding back was a significantly weaker, although still significant predictor of cancer-
specific distress, b = 4.75, β = .37, t (234) = 4.62, p < .001. This interaction is graphed in
Figure 1.

Emotional expressivity and holding back also interacted to predict FACT-G emotional well-
being. As with cancer-specific distress, although both simple slopes for holding back were
significant at high and low emotional expressivity, the effect of holding back was
considerably stronger when emotional expressivity was high, b = −1.68, β = −.48, t (240) =
5.77, p < .001 rather than low, b = −.66, β = −.19, t (240) = 2.22, p = .028. This interaction is
graphed in Figure 2.

3.4. Moderator Analyses for Perceived Unsupportive Behaviors
As can be seen in Table 5, although greater holding back and greater perceived unsupportive
behavior on the part of family and friends predicted distress and depressive symptoms, there
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were no moderator effects for unsupportive behaviors on the association between holding
back and distress or emotional and physical well-being.

4. Discussion
The present study examined the prevalence of holding back sharing concerns with family
and friends among women newly diagnosed with gynecological cancer and evaluated
whether the associations between holding back sharing concerns and psychological
adaptation to gynecological cancer were moderated by dispositional emotional expressivity
and perceived unsupportive behavior on the part of family and friends. Results indicated that
holding back disclosing to family and friends was relatively common – across domains, the
average rating was slightly below “sometimes”. Concerns about disease progression/death
and sexual functioning were most likely to be held back, and concerns about cancer
treatment and job-related concerns were less likely to be held back. Our results are partially
consistent with Porter and colleagues [32], who also reported that patients held back more
from disclosing concerns related to disease progression and death as compared with job-
related concerns. Our results are also consistent with our previous work with men with
localized prostate cancer which suggests that patients were most likely to hold back from
sharing concerns about sexual functioning and about their worries about disease progression/
death [50].

Given that concerns about disease progression and death are the highest-rated fears among
women with gynecological cancers (M = 3.4 on a 5 point scale; Manne, unpublished data)
and many studies suggest that fears of disease recurrence and death are common amongst
ovarian cancer patients [51–55]. It is particularly important to document that patients hold
back sharing these concerns so that oncology health care professionals are aware that
patients experience these worries but do not share them with close others. Given the
discomfort patients experience about discussing sexual functioning [56], it is not surprising
that patients held back sharing their concerns about sexuality. However, given the fact that
these concerns are also relatively prevalent in this population (M= 2.3; 3 = “ somewhat a
concern”; Manne, unpublished data), oncology health care professionals may wish to be
aware that these concerns are not being shared. However, it should be noted that oncology
health care providers also do not discuss sexuality due to barriers such as discomfort or lack
of resources [57].

It is interesting to note that when levels of holding back were compared with Porter et al.’s
sample of gastrointestinal cancer patients [32] and with our prior work with men diagnosed
with localized prostate cancer (Manne, unpublished data), our averages were higher. Porter
and colleagues’ [32] average item means ranged from .75 to 1.76 and Manne and
colleagues’ (unpublished data) average item means ranged from .76 to 1.57. It is possible
that the difference between the present study and our work with localized prostate cancer
patients (Manne, unpublished data) is due to the fact that the ovarian cancer is much more
likely to recur than localized prostate cancer. However, a similar proportion of Porter and
colleagues’ [32] sample was diagnosed with advanced disease and thus it is not clear
whether this explains the difference. It is possible gender differences explain the difference;
the current sample was comprised of women, whereas Porter and colleagues’ sample [32]
was primarily comprised of men.

The finding that women who held back sharing cancer concerns and were more
dispositionally emotionally expressive reported more cancer-specific distress and lower
cancer-related well-being supports our prediction, and the hypothesis that a match between
relevant personal characteristics, such as dispositional expressivity, and social processing
strategies is important was confirmed. This work is consistent with other studies evaluating
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the moderating role of dispositional emotional expressivity and cancer–related emotional
expression. However, one difference between the present study and other studies is that
these studies evaluated cancer-related emotional expression [33] or perceived social
constraints [58], and the present study examined holding back sharing cancer concerns.
Agustdottir and colleagues [58] evaluated the role of emotional expressivity as a moderator
of the associations between perceived social constraints and distress among prostate cancer
survivors, and found that greater constraints were associated with greater distress among
survivors with higher levels of dispositional emotional expressivity.

It is interesting to note that the moderator effects were not consistent across all outcomes.
We did not find a moderating effect when depressive symptoms and physical quality of life
were evaluated, suggesting that the moderating effects for dispositional expressivity on
psychosocial outcomes may be specific to emotional adjustment to cancer. This finding is in
contrast to prior work by Stanton and Low [33] and Agustdottir and colleagues [58] who
reported a moderating effect for dispositional expressivity and emotional expression or
social constraints on depressive and anxiety symptoms. Future research should evaluate
possible differences in moderating effects across domains of psychosocial and physical
functioning and explore possible reasons for such differences.

Although holding back was associated with greater distress, as well as higher levels of friend
and family unsupportive responses, holding back was not more strongly associated with
distress when patients felt their social network was unsupportive. Holding back was
associated with greater global and cancer-specific distress even when friend and family
unsupportive responses were low. Thus, our contention that this environmental/social barrier
for holding back may play a role in the effects of this processing activity was not supported.
One possible explanation is that perceived negative responses are not the primary motivator
of holding back. One relevant construct is protective buffering, which is defined as holding
back disclosing concerns to shield others from worry or avoid topics that may cause upset
[59–63]. Studies suggest that protective buffering is associated with greater psychological
distress among female cancer patients [43, 64–65]. Patients in this study may have held back
sharing because they did not want to burden their family and friends. Holding back sharing,
even when one’s network may be receptive to such disclosure (or at least not unreceptive),
may be detrimental to adaptation to cancer. Future research might evaluate other social
network responses, such as the holding back and self-disclosure on the part of family and
friends. It is possible that the match between patient and social network may be important
for these two variables. For example, Hagedoorn and colleagues [66] reported that high
levels of colorectal cancer patients’ partners’ self-disclosure to patients who disclosed few
emotions and concerns was associated with more distress for both patient and partner. Thus,
the match between the patients’ holding back and social responses as assessed from network
members (whether others respond with mutual disclosure or hold back) could be an
important consideration. Overall, our results suggest that holding back was associated with
greater distress, depression, and lower emotional and physical quality of life, which is
consistent with the limited prior work assessing this construct in other cancer populations
[gastrointestinal cancer; 32; localized prostate cancer; 50].

There are several limitations to our study. First, this is a cross-sectional study, and thus
causality cannot be determined. It is possible that emotional distress resulted in greater
holding back. Future research should evaluate these associations using longitudinal data.
Second, most of the participants were white and well-educated and the majority was
diagnosed with ovarian cancer and had metastatic disease. It is possible that the role of
dispositional emotional expressivity on associations between holding back and distress and
well-being may differ among minority women and women with less education, as well as
among women with early stage cancers. Third, all measures were self-report, which has
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inherent biases, particularly with regard to holding back. Supplementing objective
assessments of holding back using an experimental paradigm where participants have a
discussion with a close other and subsequently rate the degree to which they held back
sharing during that discussion with objective assessments of disclosure of concerns would
enable the validation of self-report with actual interactions. Finally, the role of marital-
specific variables such as holding back sharing from one’s spouse, unsupportive partner
behaviors, and marital satisfaction were not evaluated. Spouse unsupportive responses have
been shown to play a more important role than unsupportive responses from family and
friends [67]. Further, holding back sharing concerns with one’s partner could be a sign of
marital distress, and thus future work may wish to evaluate the role of marital distress.

In terms of clinical implications, it is important to consider individual differences in
emotional expressivity when working with cancer patients. Emotion-based interventions,
such as supportive expressive therapy, may be more effective for patients who naturally use
expressive skills to deal with difficult life situations [68–69]. Encouraging inexpressive
patients to express rather than hold back may not be a fit for the person’s natural coping
style. Cognitive-behavioral interventions may be more effective for such patients, because
emotional expression is not a significant aspect of this type of treatment. However, it should
be noted that holding back was associated with distress even among those patients who were
emotionally expressive, suggesting that for all patients, holding back may not be a beneficial
processing strategy. Our findings highlight the importance of considering dispositional
characteristics when considering how patients cope with cancer and suggest that it is
important to assess self-reported holding back separately from perceived responses from
one’s social environment.
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Figure 1.
Interaction between Holding Back Concerns and Dispositional Emotional Expressivity (EE)
Predicting Impact of Events (IES) Distress.

Manne et al. Page 14

Gen Hosp Psychiatry. Author manuscript; available in PMC 2015 January 01.

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript

N
IH

-PA Author M
anuscript



Figure 2.
Interaction between Holding Back Concerns and Dispositional Emotional Expressivity (EE)
Predicting FACT-G Emotional Well-Being
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Table 2

Levels of Holding Back regarding Cancer Concerns with Family and Friends

Concerns Item M SD

Cancer treatment 1.49 1.7

Physical symptoms 1.59 1.6

Financial concerns 2.17 1.8

Relationship with partner 1.93 1.7

Job-related concerns 1.59 1.7

Relationship with others 1.67 1.7

Body image 1.69 1.8

Sexual function 2.59 2.1

Emotional reactions 2.26 1.7

Disease progression/death 2.71 1.8

Well-being 2.18 1.7

Partner well-being 2.10 1.6
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