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Abstract

Objective—To examine the trajectory of marital adjustment, satisfaction, and dissolution among
121 hematopoietic stem cell transplant (HSCT) couples — as a function of role (patient or spouse)
and gender.

Methods—~Prospective, longitudinal design. Participants completed the Dyadic Adjustment Scale
at six time points: pre-transplant (4—7 days after beginning medical workup prior to starting
transplant), 6 months post-transplant, and 1, 2, 3 and 5 years post-transplant. They also reported
on marital status over time.

Results—Participants ranged in age from 23-68 (52% female patients and 48% female spouses).
Ninety-eight patients received an allogeneic transplant; 23 received an autologous transplant.
Marital dissolution was uncommon (4 divorces since the transplant among 55 participating 5-year
survivors, 7%). Dyadic satisfaction was stable over time for both male and female patients and
male spouses, but not for female spouses who reported reductions in satisfaction at all time points
relative to baseline.

Conclusions—Couples were by and large resilient. However, caregiver-specific gender
differences indicate an increased risk for relationship maladjustment and dissatisfaction among
female spouses and ultimately, female spouse/ male patient couples.
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It is well-accepted that chronic illness and its treatment impact not just the patient but also
the family caregiver [1]. This is particularly true when the primary caregiver is the patient’s
spouse. Research from the broader caregiving literature suggests that partners, relative to
other informal caregivers, devote more time to care, experience greater caregiving burden,
and evidence higher rates of psychiatric symptoms [2,3].

To date, research on cancer and marriage has focused largely on three areas [4]: the effects
of caregiving on spouses [see reference 5 for a literature review]; general marital quality;
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and distress among patients and spouses, comparing patient and spouse distress levels and/or
examining effects of gender. With respect to the “Who experiences more distress: patients or
spouses?” question, some investigations indicate that patients and spouses are equally as
distressed [6]. Others indicate that patients are more distressed than spouses [7-9] or
conversely, that spouses are more distressed than patients [10-13]. For still others, the
nature of the disparity changes over time. For example, Oberst and Scott [14] found that
spouses were more distressed prior to hospital discharge following surgery, but patients
were more distressed 10 days post-discharge, largely due to unanticipated physical
symptoms. With respect to gender, Hagedoorn and colleagues [15] conducted an extensive
review and meta-analysis of studies examining effects of gender and role (patient versus
spouse) on distress. They concluded that gender matters more than role. Females reported
higher levels of distress than males, regardless of whether they were the patient or the
spouse. The authors also noted that gender and role are often confounded, as in studies
involving heterosexual samples of breast cancer patients and their husbands [16—20] or
prostate cancer patients and their wives [21-23].

Regarding general marital quality, research finds that couples are generally able to adapt to a
diagnosis of cancer [4]. Adaptation has been examined in both objective and subjective
ways, and multiple terms have been used, at times interchangeably: marital stability,
dissolution, quality, adjustment, and satisfaction. Dissolution and stability refer to
breakdown, i.e., separation or divorce. A perception exists among both the lay public and
health care professionals that cancer patients (in particular, female cancer patients) are often
deserted by their partners [24]. However, the data generally do not bear this out [24-29].
One notable exception comes from an abstract by Glantz and colleagues, in which the odds
of divorce were higher among female versus male patients with brain cancer [30]. Spanier
[31] describes marital adjustment as “an ever-changing process with a qualitative dimension
which can be evaluated at any point in time on a dimension from well adjusted to
maladjusted” (p. 17). We see this as akin to marital quality, and distinct from satisfaction, a
component of overall adjustment [31]. Again, the picture is largely positive in that
adjustment and satisfaction levels among cancer patients and spouses are on par with general
population norms [13,22,32-35]. However, much of the work has been cross-sectional in
design [36,37], with few prospective, longitudinal investigations conducted (affording
examination of potential changes in relationship outcomes relative to treatment and recovery
phases) [10,19,32,35].

The present study focused on three marital outcomes (dissolution, adjustment and
satisfaction), each as a function of role and gender, building upon the previously mentioned
work on role and gender with application to a relationship-focused outcome. We employed a
prospective, longitudinal design and included couples in which one member of the dyad
received a hematopoietic stem cell transplant (HSCT). HSCT is used in the treatment of
hematologic malignancies and other blood disorders as well as some solid tumors [38]. It
affords the administration of high doses of chemotherapy with or without total body
irradiation, followed by the infusion of healthy stem cells. The procedure is highly
demanding, with multiple known early and late medical and psychosocial sequelae [39-42].
Because of the nature of treatment, the process can be highly demanding for caregivers as
well, exacting a toll in terms of the time required for caregiving, financial sacrifices
involved [43], and high burden of care, including medical management [44—-46]. Partners are
further impacted because treatment is known to adversely affect sexual functioning and
fertility among patients [47-52].

Few studies have examined the effects of HSCT on marital adjustment or satisfaction.
Langer and colleagues [10] found that partners reported reductions in relationship
satisfaction as compared to both patients and controls, not prior to the transplant but 6
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months and 1 year post-transplant, and that female gender was a risk factor for such
dissatisfaction. A study by Bishop and colleagues yielded similar results in that partners
reported less satisfaction as compared to both patients and controls [37]. However, this study
employed a cross-sectional design, with a wide range of post-transplant years (1.9-19.4),
and the researchers did not report satisfaction values by gender.

Aims of the present investigation were two-fold: (1) to examine the trajectory of relationship
adjustment and satisfaction over time as a function of role and gender, adjusting for pre-
transplant emational distress, and (2) to provide a simple count of the number of divorces
among participating survivors. Given the aforementioned previous work on HSCT couples
[10,37], we hypothesized long-term reductions in relationship satisfaction among spouses in
comparison to patients and, in particular, among female spouses. Analyses regarding marital
dissolution were exploratory and descriptive.

Participants were enrolled in a randomized controlled trial designed to improve physical and
cognitive limitations, and manage emotional and family changes associated with HSCT.
Inclusion criteria for patients were: the impending receipt of an HSCT for a hematologic
malignancy, age > 21, and the ability to speak and comprehend English. Patients with a
major psychiatric disorder not in remission were excluded (determined by medical record
review or clinical team report of psychiatric problems). While distress was measured for
research purposes, patients were not screened for distress.

Once enrolled, patients were asked to nominate a caregiver to the study, ideally a spouse if
the patient was married. Inclusion criteria for caregivers were: age > 18, the ability to speak
and comprehend English, patient consent, presence at the transplant site in the month prior
to returning home from transplant, and cohabitation with the patient for at least 3 months
following discharge. Caregiver participation was not a requirement for patient enroliment.
As with patients, caregivers were not screened for distress.

The present analyses included only legally married patients at pre-transplant for whom the
spouse was also participating in the study. This resulted in the exclusion of 2 homosexual
and 8 heterosexual cohabiting couples. We chose to exclude cohabiting couples because one
aim of the study was to examine relationship dissolution and research suggests that this has a
different likelihood in unmarried couples. Bouchard [53] followed a sample of 117 married
couples and 109 cohabiting couples for 2 years. Cohabiting couples were more likely to
report dissolution at 2 years as compared to married couples. In a study of relationship
quality among several types of cohabiting couples without children (heterosexual married
couples, heterosexual unmarried couples, and gay and lesbian couples), Kurdek and Schmitt
[54] found that relative to married couples, the other types of couples perceived fewer
barriers to leaving the relationship.

Design and procedure

All procedures were approved by the Institutional Review Board of the Fred Hutchinson
Cancer Research Center.

Intervention—Patients were randomized to receive an intervention or standard care/
control. The intervention consisted of two group-format, 90-minute workshop sessions
occurring 1-3 weeks before discharge from the transplant center to home, one on physical
and cognitive difficulties for survivors and one on emotions and returning to family roles.
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The focus was on the survivors’ needs, but caregivers were invited to participate. The
workshop format included a 15-minute introduction with video icebreaker, 60 minutes of
combined didactic information and discussion, followed by a wrap-up that reviewed tips
also provided in print. After return home, patients and caregivers received two 30-minute
booster phone calls to facilitate their use of the workshop materials (one, approximately 1
month after return home and the other, approximately 6 months after return home).

Assessment—~Participants were assessed pre-HSCT (4-7 days after beginning medical
workup prior to starting transplant) and 6 months, 1 year, 2 years, 3 years and 5 years post-
HSCT. Pre-transplant assessments were completed in the clinic so study staff could respond
to any initial questions. Subsequent assessments were completed at home with instructions
to respond without consulting anyone else and within a 24-hour time period.

To measure dissolution, participants reported on marital status at all time points except 6
months. Based on clinical experience, we did not expect to see short-term changes in marital
status and therefore did not assess such. To measure marital quality, participants completed
the Dyadic Adjustment Scale (DAS) at the first five time points (pre-HSCT to 3 years). At
five years, participants completed only the satisfaction subscale of the DAS, to reduce
responder burden. The DAS is a 32-item measure of adjustment in spousal or committed
relationships [31], arguably the gold standard and sensitive to change [55]. Response
formats vary, using 5-, 6- and 7-point rating scales. A total adjustment score is calculated, as
are four subscales: consensus (agreement on issues such as finances, goals, friends),
satisfaction (happiness with and commitment to the relationship), cohesion (doing things
together), and affectional expression (displaying affection and sexual activity). We focused
here on the total scale and the satisfaction subscale. Total scores have a theoretical range of
0-151, with higher numbers indicative of greater marital adjustment. As per standard cutoffs
[56,57], respondents scoring below 98 were classified as relationship-maladjusted. This
corresponds to 1 SD below the mean reported by Spanier [31]. Satisfaction subscale scores
have a theoretical range of 0-50, with higher numbers indicative of greater satisfaction.
Exemplar items include, “How often do you discuss or have you considered divorce,
separation or terminating your relationship?” and “How frequently do you Kiss your mate?”
The developer reported psychometric properties as follows: Cronbach’s coefficient alpha of
0.96 for all 32 items and 0.94 for the 10 satisfaction items, and validity as evidenced by
higher scores for married versus divorced samples [31]. In the present sample, the
satisfaction subscale correlated positively with the total scale (r values ranged from 0.85-
0.96 across time and role, all p values < .001).

To assess pre-transplant emotional distress, patients and spouses completed the Profile of
Mood States [POMS-SF; 58]. In this measure, respondents rate the extent to which they
experienced each of 30 feelings such as nervous or sad “during the past week, including
today”. Ratings are made on a 0 (not at all) to 4 (extremely) scale. While six subscales are
calculated (e.g., tension-anxiety, depression-dejection), we focused here on Total Mood
Disturbance scores, a mean of all items administered in the Short-Form [58]. Adequate
reliability and validity have been demonstrated in both clinical and non-medical samples
[59].

For POMS normative comparison purposes only, we used a non-medical cohort. The POMS
developers did not report norms for healthy, non-treatment adults (non-college-aged) [60].
The developer of the short-form, moreover, did not report SDs for the subscale scores or the
Total Mood Disturbance score [58]; the same is true of another psychometric paper on the
short-form [59]. In the present study, all five-year survivors (not just married survivors)
were asked to recruit a healthy comparison to the study. The recruit was to be of the same
gender, race/ ethnicity and educational status, within 5 years of age of the survivor, and
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without cancer history or major medical problems. This was a biologic sibling for 33
survivors, a friend for 36 survivors, and a stranger (community volunteer recruited by the
research team) for 22 survivors. Healthy comparisons completed the POMS, among other
measures. Total Mood Disturbance scores did not differ as a function of type of comparison
(sibling, friend, community volunteer), p = .441.

Statistical analyses were performed using SPSS 13.0 and SAS 8.0. Descriptive statistics
were used to examine marital adjustment and dissolution. Linear mixed models were fit to
the DAS satisfaction subscale scores. Separate models were fit for patients and spouses, with
adjustment for pre-transplant distress and post-transplant intervention condition. A Toeplitz
structure was assumed for covariance. Contrasts between each time point and pre-transplant
were estimated for each gender, as well as between genders at each time point.

Figure 1 illustrates the flow of patients from eligibility screening and enroliment to
subsample selection and data completion. One-hundred and forty-nine of the 199 enrolled
patients were married. Among the 149, 121 had a spouse also enrolled in the study; 28 did
not, primarily because the spouse remained home during transplant. The two married patient
subgroups (participating spouse, non-participating spouse) were compared with respect to
demographic characteristics (age, gender, education, income) and DAS scores over time.
The two patient subgroups differed only with respect to gender, in that female patients were
more likely to have a non-participating spouse (21 female and 7 male patients with a non-
participating spouse, and 63 female and 58 male patients with a participating spouse), y* =
4.86, p =.027.

Randomization occurred post-transplant, 2 weeks prior to discharge. Thirty of the 121
couples in our analysis sample were not randomized. Twenty-two patients expired prior to
randomization; 5 withdrew from the study prior to randomization; and 3 withdrew prior to
randomization but were re-accrued at the one-year time point for the longitudinal aspect of
the study. Forty-two couples were randomized to the intervention (20 male patient/ female
spouse couples, 22 female patient/ male spouse couples) and 49 were randomized to control
(20 male patient/ female spouse couples, 29 female patient/ male spouse couples).

Table 1 displays pre-transplant characteristics of the 121 married patients and participating
spouses. Participants were, on average, 44 years old and predominantly Caucasian. Gender
was evenly distributed, as was educational status and income. The most common patient
diagnosis was chronic myeloid leukemia. Demographics for the healthy comparison sample
were as follows: mean (SD) age = 47.4 (9.8); 58.2% female; 3.3% Hispanic; 97.8%
Caucasian; 76.9% college-educated; and 44.0% total household income exceeding $74,999.

Pre-transplant emotional distress

Participants were categorized as low or high in distress at the pre-transplant time point,
using data from the healthy comparison sample. Participants scoring 1 SD above the healthy
comparison mean on the POMS (M + SD = 0.94 + 0.57) were categorized as high in distress.
While normal distributions would expect 15% to be elevated in distress, the percentages of
highly distressed participants by role and gender were as follows: male patients (17.5),
female patients (25.4), male spouses (21.7), and female spouses (36.8).

We also examined pre-transplant distress as a function of data completion status: not
providing any post-transplant data, providing partial post-transplant data, or providing
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complete post-transplant data. Initial distress was unrelated to later data completion among
both patients (32 = .19, p > .05) and spouses (x? = 3.05, p > .05).

Marital adjustment

Table 2 presents mean DAS total adjustment scores and the percentage of relationship-
maladjusted participants as a function of gender and time through 3 years. Descriptively, the
percentage of relationship-maladjusted participants was elevated among female spouses, not
prior to transplant but at 6 months and 1-3 years post-transplant.

Marital satisfaction

Means and standard errors for patients by time and gender are displayed in Figure 2a; those
for spouses are displayed in Figure 2b. Table 3 presents results of the linear mixed models
for DAS satisfaction: one for patients and one for spouses. Both models controlled for pre-
transplant distress and post-transplant intervention condition. A time x gender interaction
was found for spouses but not patients. For male spouses, satisfaction levels did not change
over time. In contrast, female spouses reported decreases in satisfaction at each time point
relative to baseline. In addition, satisfaction levels were lower for female versus male
spouses at multiple time points: 6 months, 1 year, and 5 years.

Main effects for the adjustment variables are provided in the footnote to Table 3.
Intervention condition was not associated with post-HSCT satisfaction among patients or
spouses. Pre-HSCT distress was not associated with satisfaction among patients, but was
inversely associated with satisfaction among spouses.

Marital dissolution

Fifty-nine of the 121 initially married patients with a participating spouse survived to 5
years. Fifty-five of the 59 reported on marital status at 5 years. Fifty were still married; one
was widowed; and four (2 male and 2 female) had divorced since transplant (7.3%). No
changes in marital status were reported at the interceding time points, with the exception of
the widowed patient at 3 years.

DISCUSSION

In this study, HSCT couples were largely satisfied and divorce was uncommon. Mean DAS
scores (collapsed across gender) were commensurate with norms reported by Spanier [31].
They were also remarkably consistent with other reports of cancer patients and spouses
[9,13,22,32,34,37,61,62].

The apparent resilience of marriages was offset by higher rates of relationship
maladjustment among one subgroup: female spouses. Prior to the transplant, 9% of female
spouses scored in the relationship-maladjusted range. This figure rose to 24% at the 6-month
time point, remaining elevated thereafter. Female spouses also stood out when looking at the
satisfaction data. They reported decrements in satisfaction at each time point relative to
where they started. Clearly, the dissatisfaction was sustained over time. The effect appears
intrapersonal for the first 2 years, in that female spouses reported relationship
dissatisfaction, but their male partners did not. However, at 3 and 5 years, male patients
reported reductions in satisfaction relative to pre-transplant. This suggests that the
interpersonal effect of female spousal dissatisfaction (on male patients) is perhaps delayed.

It is intriguing to consider the mechanisms by which female spouses convey dissatisfaction
to their male patient partners, who ultimately come to see the relationship in the same way.
Are wives creating a self-fulfilling prophecy by behaving in ways that convey
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disappointment or distress? Are they protecting vulnerable patients before 3 years and
waiting to convey their disappointments? Findings are interpretable in light of theory and
research on relationship-focused coping [63]. Protective buffering, a form of relationship-
focused coping, is defined as “hiding one’s concerns, denying one’s worries, concealing
discouraging information, preventing the patient from thinking about the cancer, and
yielding in order to avoid disagreement” [64, p. 275]. Indeed, evidence suggests that both
cancer patients and spouses may engage in this behavior. Patient buffering of spouse has
been associated with increased distress among patients [65], more so among female patients
[66]. Similarly, spouse buffering of patient has been associated with increased distress
among spouses [35], more so among female spouses [66]; it has also been associated with
increased distress among patients [35,67]. Interestingly, Hinnen and colleagues [68] found
that the more patients felt buffered by their spouses, the lower the patients’ relationship
satisfaction, but this was especially true of highly assertive patients. Perhaps assertiveness is
associated with a more direct communication style and consequently, patients high in this
trait find it more distressing to be protected or shielded. To our knowledge, just one study
has examined protective buffering among HSCT couples and employed a behavioral
indicator of such, as opposed to patient- or spouse-reported buffering of partner or received
buffering. Langer and colleagues [69] asked HSCT spouses to talk about their thoughts and
feelings regarding the transplant and their role as a caregiver twice, once in the presence of
the patient and once in the absence of the patient. Spouses’ facial expressions were deemed
more positive by objective raters when the patient was present versus absent. Moreover,
lexical buffering (saying more positive words when the patient was present versus absent)
was associated with decreased relationship satisfaction among both patients and spouses.
Additional research is needed to fully understand the communication patterns of these
couples and associated effects.

Our results stand in contrast to recent meta-analytic conclusions by Hagedoorn et al. [15], in
that we did not find across-the-board gender differences. This could be due to the
“extremes” of HSCT. Patient prognosis can be grave, and caregiving tasks demanding,
including medical care tasks. Why might caregiving pose deleterious consequences for
female spouses? Several explanations have been offered, largely from the broader (non-
cancer-specific) arena. One, female caregivers may simply spend more time caregiving, or
engage in more personal and hands-on care tasks as compared to male caregivers [70,71].
We did not measure time spent engaged in care, nor type of care, so therefore cannot address
this question. Two, male caregivers typically receive assistance from family and friends,
whereas women tend to operate as sole caregiver [72]. In an intriguing study on work status,
gender and caregiving, Gaugler and colleagues found that female caregivers who were
employed provided more instrumental care than did male caregivers who were either
employed or unemployed [73]. In other words, women were not relieved by significant
others of their burden, even when combining work and caregiving. Three, evidence suggests
that women in general are more strongly affected by the psychological and physical state of
their partner than men, and therefore are more likely to be adversely impacted by an ill
partner [64]. Four, the association between certain coping styles and relationship satisfaction
may be stronger for women than men [74]. Ptacek and colleagues [74] found that active
coping was positively related, and alcohol/ drug use negatively related, to marital
satisfaction among female cancer survivors, but no such associations occurred for male
survivors. Five, biological explanations may come into play, given fairly recent
reconceptualizations of the human stress response, whereby males “fight or flee” but
females “tend and befriend” (characterized by seeking out others and offering social support
in the face of a stressor), a response associated with the release of oxytocin [75]. Finally,
according to the gender-role socialization model [76], social norms dictate that women
should be caregivers. Consequently, women are less likely to experience positive effects of
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caregiving, such as self-esteem, as compared to men who take on the unexpected role [77].
They also have a stronger sense of obligation [78].

Several limitations of this study merit attention. We utilized a self-report methodology.
Future research will benefit from the addition of a behavioral indicator of marital quality,
derived from observations of marital interactions. Future research will also benefit from the
inclusion of a situation-specific measure of marital satisfaction, and perhaps more frequent
assessments. Fang, Manne and Pape [32] suggest using a cancer-specific measure of marital
satisfaction in addition to a general measure. Certainly, the two could yield disparate results.
With respect to timing, 5 years is a relatively short period in marital relationships, and
follow-up at 10 years or later could indicate further dissolution and other repercussions of
the dissatisfaction within marriages of male patients and female spouses.

Our sample was likely not fully representative of the population of married HSCT patients
and spouses. First, it was lacking in ethnic diversity, although this is generally true of the
HSCT patient population. Second, female patient/ male spouse couples may have been
under-represented. Indeed, the group of excluded married patients, those with a non-
participating spouse, was comprised heavily of females. As noted by Baider and colleagues,
it can be difficult to recruit husbands to behavioral studies [79]. Similarly, our data speak
only to patients and spouses who enrolled, survived and participated over time. More
distressed or dissatisfied participants may have declined to participate or failed to provide
data. IRB regulations preclude the collection of data on participants who do not consent to a
study, so we cannot address the enrollment issue. We can, however, address the attrition
issue. Pre-transplant levels of emotional distress did not differentially impact post-transplant
data completion.

The present findings offer implications for the care of families facing transplant. Screening
is warranted, but not necessarily for everyone. Spouses merit screening for emotional
distress prior to the HSCT process, as high levels were related to reductions in satisfaction.
In addition, male patient/ female spouse couples merit screening for relationship adjustment,
but not necessarily prior to treatment, when couples appeared unified and cohesive (though
again, this may have been a function of who consented to participate). The nature of the
most appropriate interventions has yet to be elucidated. The optimal intervention might be
multi-modal: individual therapy for female spouses, in addition to couples’ therapy for male
patient/ female spouse couples. Given the previously described deleterious consequences of
hiding thoughts and feelings about illness and treatment, strategies designed to facilitate
adaptive communication are suggested. Couples-based interventions with prostate cancer
patients and spouses, and breast and gynecologic cancer patients and spouses, show promise
on this front [21,80,81]. Similarly, individual dyad members may benefit simply from
having the opportunity to express their emotions, either out loud or via journaling [82].
However, application of this paradigm to cancer is relatively new and limited. Male patients
may benefit from methods that teach them to express more recognition of the care they
receive. On a more pragmatic note, clinicians and medical staff should urge female
caregivers to enlist help from family members and friends, and take breaks from caregiving.
Finally, it may be helpful to convey to couples, perhaps as part of the treatment consent
process, not just the typical medical recovery course but the psychological and interpersonal
recovery course(s). Anecdotally, we often hear from both patients and spouses an
expectation that things will (and should) return to “normal” within about a year after
transplantation. This may be an erroneous perception, as medical and psychological
recovery can take three or even five years for some patients [41]. Simple knowledge of this
fact could realign expectations, enhance adaptation and prevent disappointment.
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Overall, the longitudinal picture of HSCT patients and their spouses is positive in that most
marriages survive transplantation and the recovery process that requires changes in the
marital relationship to one of intensive caregiving by the spouse. However, female spouses
are vulnerable to decreases in relationship satisfaction. We do not yet fully understand the
precipitants of such decreases, or the consequences of such. Investigations designed to
examine the psychological, physiological and interpersonal effects of dissatisfaction are
warranted, as well as interventions to ameliorate stresses on spousal caregivers.
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Pretransplant
540 receiving HSCT in enrollment time frame and assessed for eligibility

341 Excluded

| 199 consented

i

37 Declined to consent
118 RN unable to contact before treatment
188 Ineligible

10 cohabiting

17 single
20 separated or divorced
3 widowed

| | 28 married patients but
spouse not enrolled

121 married patients with spouse enrolled (121 patients & 117 spouses completed pre-HSCT DAS)

|

39 died or relapsed by & months |

72 patients/ 69 spouses completed 6 mo DAS of 82 relapse-free survivors |

|

6 died or relapsed by 1 yr |

| 70 patients/ 69 spouses completed 1 yr DAS of 76 relapse-free survivors |

|

9 died or relapsed by 2 yrs |

I 60 patients/ 56 spouses completed 2 yr DAS of 67 relapse-free survivors |

|

2 died or relapsed by 3 yrs |

| 55 patients/ 45 spouses completed 3 yr DAS of 65 relapse-free survivors |

|

6 died or relapsed by 5 yrs |

| 52 patients/ 43 spouses completed 5yr DAS of 59 relapse-free survivors |

Figure 1.

Flow chart. HSCT = hematopoietic stem cell transplant. Relapse is determined by the
medical team through pathology reports. With relapse, most patients return to active

Page 14

treatment and their issues change dramatically relative to those in recovery. Because they
also usually withdraw from quality of life research at this point, this protocol withdrew
patients and spouses from the study at the time of relapse. Spouses were withdrawn when
their patients died. Due to the high mortality and morbidity rates associated with HSCT,

sample sizes naturally fluctuated over time.
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45

44

Marital Satisfaction

37 1
36 -

(a)

45 |
44 |

Marital Satisfaction

35 -

(b)

Figure 2.
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— Male Patient
———-+ Female Patient
Pre 6M 1Y 2Y 3Y 5Y
Years from Transplant
Male Spouse

=== Famale Spousa

T T T T T T Y T

Pre 6M 1Y 2Y 3Y 5Y
Years from Transplant

Patient (a) and spouse (b) DAS satisfaction as a function of time and gender, M + SE. Data
reflect all persons responding at each time point (pairwise deletion). The dotted line at 40.5
represents the sample mean reported by the DAS scale developer [31]. Male/female
differences emerged for patients at 3 years (p < 0.10) and 5 years (p < 0.01), and spouses at
6 months (p < 0.10), 1 year and 5 years (p < 0.01).
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Pre-transplant characteristics of the sample

Patients

N 121
Age, M (SD) 43.7 (9.0)
Age, range 27-68
Gender, n (%)

Male 58 (47.9)

Female 63 (52.1)
Race/ ethnicity, n (%)

Hispanic 7(5.8)

Caucasian 112 (92.6)

Other 2(1.6)
Educational status, n (%)

< 4-year college 59 (48.8)

4-year college degree or more 62 (51.3)

Family income, n (%)

< $59,999 53 (43.9)
$60,000 — $74,999 24 (19.8)
$75,000+ 40 (33.0)
Unknown 4(3.3)

Diagnosis and stage, n (%)

Chronic myeloid leukemia 43 (35.5)

Acute leukemia 22 (18.2)
Myelodysplasia 16 (13.2)
Lymphoma 14 (11.6)
Solid tumor 17 (14.0)
Other 9(7.5)
Type of transplant, n (%)

Autologous 23 (19.0)
Allogeneic 98 (81.0)

Spouses
121

435 (9.8)
23-68

63 (52.1)
58 (47.9)

6 (5.0)
109 (90.1)
6 (4.9)

66 (54.6)
55 (45.4)

Psychooncology. Author manuscript; available in PMC 2011 February 1.
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Table 2

Total DAS adjustment scores as a function of time, role and gender

n maladjusted>/ total responding

Mean (SD) (valid %)
Patients Spouses Patients Spouses
Pre-HSCT
Males  115.00 (10.34) 114.92 (13.10) 2/ 58 (3.4) 6/ 60 (10.0)
Females 117.76 (15.87) 114.42 (12.87) 6/63 (9.5) 5/57 (8.8)
6 months
Males  114.36 (13.98) 116.90 (14.31) 4/33 (12.1) 3/ 36 (8.3)
Females 117.23(13.75) 107.29 (17.93) 1/39 (2.6) 8/33 (24.2)
1 year
Males  115.13(12.18) 116.89 (15.68) 1/31(3.2) 3/ 36 (8.3)
Females 117.18(15.74) 105.42 (18.87) 5/39 (12.8) 9/33 (27.3)
2 years
Males  113.96 (15.72) 115.29 (16.65) 4/ 28 (14.3) 3/31(9.7)
Females 114.94 (1559) 108.63 (16.25) 5/ 32 (15.6) 5/ 25 (20.0)
3 years
Males  111.31(15.47) 119.55(10.05) 6/ 26 (23.1) 1/ 22 (4.5)
Females 118.52 (14.78) 107.09 (15.49) 3/29 (10.3) 6/ 23 (26.1)

*
Maladjusted cutoff score < 98

Psychooncology. Author manuscript; available in PMC 2011 February 1.
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