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Background: Despite recent efforts to educate multiple sclerosis (MS) health-care providers about the
importance of pelvic floor disorders (urinary, bowel, and sexual dysfunction), no data are currently avail-
able to assess outcomes of these efforts in terms of patient satisfaction.

Methods: As part of the fall 2010 North American Research Committee on Multiple Sclerosis survey, we
conducted a prospective, survey-based cohort study (N = 14,268) to evaluate patient satisfaction with the
current evaluation and treatment of pelvic floor disorders. Patients were queried about 1) bother from
bladder, bowel, or sexual symptoms; 2) whether they had been evaluated by a health-care provider for pel-
vic floor issues in the last 12 months; and 3) satisfaction with the evaluation and treatment they received,
on a 5-point Likert scale. Patients were also asked whether these treatments had affected their quality of
life (7-point Likert scale).

Results: A total of 9397 responses were received (response rate of 65.9%); respondents were primarily
white (89%) and female (77.4%). Moderate-to-severe pelvic floor symptoms were reported by one-third of
patients (bladder, 41%; bowel, 30%:; sexual, 42%). Most respondents had been asked about bladder (61%)
or bowel (50%) issues by their health-care providers, but only 20% had been queried about sexual dysfunc-
tion. Most respondents were moderately to very satisfied with the management of their bladder and bowel
disorders but significantly less satisfied with that of sexual dysfunction.

Conclusions: While MS patients are generally satisfied with current management of bladder and bowel
dysfunction, improvement is needed in that of sexual dysfunction. Int ] MS Care. 2014;16:20-25.
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being less well tolerated and having greater side effects
compared with newer medications) and not in line with
those used in the general population. Longer disease
duration was significantly correlated with worsening
OAB symptoms, as represented by a higher urinary
symptom score (7 = 0.135, P < .001).

Given the inadequate treatment and evaluation of
bladder-related dysfunction demonstrated in previous
research, we sought to determine the experience of MS
patients with pelvic floor disorders in general, including
bladder, bowel, and sexual problems. Although signifi-
cant effort has been put forth to educate both patients
and health-care providers on the importance of evaluat-
ing and treating these problems, pelvic floor disorders
remain embarrassing and difficult to discuss, resulting
in their frequent neglect in the course of routine patient
care. Furthermore, patient-based outcomes reflecting
the impact of these educational efforts have not been
assessed to date.

The goal of this study was to assess patient satisfac-
tion with the care received for pelvic floor disorders—
including bowel, bladder, and sexual dysfunction symp-
toms—using a large database of community-dwelling
patients with MS. Patient history of evaluation and
treatment and association with degree of physical dis-
ability were also assessed.

Methods

The NARCOMS Registry, a project of the CMSC
(www.mscare.org), is the largest registry in North Amer-
ica of patients with MS. Consisting of MS patients who
volunteered to participate in research-related activities, it
captures self-reported demographic and clinical informa-
tion from MS patients at enrollment in the registry and
semiannually thereafter through questionnaires admin-
istered either online or by mail, in accordance with par-
ticipant preference. The registry is the largest self-report
database of patients with MS worldwide, with more
than 14,000 active participants, and is approved by
the Western Institutional Review Board (IRB) and the
IRB at the University of Alabama at Birmingham. We
obtained an exemption from the University Hospitals
Case Medical Center IRB for this study. De-identified
data from the fall 2010 questionnaire were supplied for
analysis by NARCOMS in the form of an Excel (Micro-
soft, Redmond, WA) spreadsheet with a data dictionary.

At enrollment in NARCOMS, participants provide
demographic information and clinical information,
including age at MS onset. Each semiannual NAR-
COMS questionnaire includes an assessment of disabil-
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ity status and quality of life (QOL). The Patient-Deter-
mined Disease Steps (PDDS) measures disability based
on self-report and has been validated in large MS popu-
lations against the physician-scored Expanded Disability
Status Scale (EDSS).#¢ It is scored from 0 to 8, with 0
defined as no disability and 8 as bed-bound.” Respon-
dents are also evaluated for bladder and spasticity-related
disability using standardized questionnaires.

In the fall of 2010, we collaborated with the NAR-
COMS staff to create a two-page questionnaire on pel-
vic floor disorders for inclusion in the fall 2010 survey.
Specifically, patients were asked to report their degree
of bother from bladder, bowel, and sexual problems
on a 4-point scale (1 = not at all bothered, 4 = severely
bothered). Respondents were given a choice of “not
applicable” for each of the pelvic floor disorder types if
they did not have these symptoms. Patients were asked
whether their health-care providers had inquired about
each type of pelvic floor disorder in the last 12 months
(yes or no). Patients were also asked to rate on a 5-point
Likert scale (1 = not at all, 5 = completely) their degree
of satisfaction with the care they received for each prob-
lem. Finally, they were asked whether their QOL had
changed with treatment (7-point Likert scale; 1 = much
better, 7 = much worse). Medication use, evaluation by a
urologist, and correlation with disability as measured by
PDDS score were also evaluated.

Data analysis used descriptive statistics, > tests for
comparisons between genders, calculation of correlation
coefficients, and 95% confidence intervals (Cls). Data
analysis was performed with SAS, version 9.2 (SAS Insti-
tute Inc, Cary, NC).

Results

In the fall of 2010, the biannual NARCOMS ques-
tionnaire was delivered to 14,268 participants; a total of
9397 questionnaires were returned, for a response rate
of 65.9%. Respondents were primarily white (89%) and
female (77.4%), with an average (SD) age of 55 (10.5)
years. Significant disability, defined as a PDDS score
of at least 3 (representing gait disability or worse), was
reported by 6070 respondents (64.6%; 95% CI, 63.6-
65.5). Moderate-to-severe bladder disability scores were
reported by 2743 respondents (29.2%; 95% CI, 28.3-
30.1), with 281 (3%; 95% CI, 2.7-3.4) reporting total
loss of bowel and bladder control.

Moderate-to-severe pelvic floor symptoms, defined
as a Likert scale score of 3 or higher, were reported by
a large number of respondents (Table 1). Moderate-to-
severe bother from bladder symptoms was reported by

International Journal of MS Care

21



Mabhajan et al.

Table 1. Degree of bother from pelvic floor symptoms reported by respondents (N = 9397)

Degree of symptom Bladder Bowel Sexual
bother Female Male Total Female Male Total Female Male Total
Not at all 1579 374 1953 2388 626 3014 2730 435 3165
(21.7) (17.69) (20.8) (32.8) (29.4) (32.1) (37.5) (20.5) (33.7)
Mildly bothered 2789 772 3561 2689 811 3500 1464 406 1870
(38.4) (36.3) (37.9) (37.0) (38.1) (37.2) (20.1) (19.17) (19.9)
Moderately bothered 1819 572 2391 1502 463 1965 1244 469 1713
(25.0) (26.9) (25.4) (20.6) (21.8) (20.9) a7.1) (22.1) (18.2)
Severely bothered 1015 381 1396 623 206 829 1213 718 1931
(13.9) 17.9) (14.9) (8.6) 9.7) (8.8) (16.7) (33.8) (20.5)
Declined to answer 69 27 96 69 20 (0.9) 89 620 (8.5) 98 718
0.9) (1.3) ) (0.9) (0.9) (4.6) (7.6)

Note: Values are presented as number (%).

3787 respondents (40.3%; 95% CI, 39.3-41.3): 2834
females (39.8%) versus 953 males (44.8%) (P < .001).
Moderate-to-severe bowel symptoms were reported by
2794 respondents (29.7%; 95% CI, 28.8-30.7): 2125
females (29.8%) versus 669 males (31.5%) (P = .039).
Despite a large number of respondents who opted not to
answer questions about sexual dysfunction (718 respon-
dents, or 7.6%), a sizeable number reported moderate-
to-severe sexual problems (3644 respondents, or 38.8%;
95% CI, 37.8-39.8), with results differing significantly
by gender: 2457 females (34.5%) versus 1187 males
(55.8%) (P < .001).

Increased disability as gauged by the PDDS was sig-
nificantly correlated with the presence of bladder (r =
0.483; 95% CI, 0.468-0.498), bowel (r = 0.364; 95%
CI, 0.347-0.381), and sexual dysfunction (r = 0.140;
95% CI, 0.120-0.159) (all P < .001). The presence of
bladder dysfunction significantly increased the likeli-
hood of concurrent bowel (» = 0.505; 95% CI, 0.490-
0.520; P < .001) and sexual dysfunction (r = 0.240; 95%
CI, 0.221-0.259; P < .001).

Respondents were much more likely to have been
asked about bladder and bowel dysfunction than about
sexual dysfunction by their health-care providers in the
last year. Overall, 61.3% (5763 respondents; 95% CI,
60.3-62.3) had been queried about bladder dysfunc-
tion in the last year: 4430 (60.9%) female patients and
1333 (62.7%) male patients (P = .245). Fifty percent
(4733 respondents; 95% CI, 49.4-51.4) had been asked
about bowel problems: 3573 (49.1%) females and 1160
(54.6%) males (P < .001). In contrast, only 20.1%
overall (1892 respondents; 95% CI, 19.3-20.9) recalled
being asked about sexual dysfunction issues in the last

year by their health-care providers. This differed signifi-

cantly by gender, with 1202 (16.5%) females versus 690
(32.4%) males responding positively (P < .001).

Patients with significant pelvic floor symptoms were
more likely to have been assessed for pelvic floor disor-
ders than were respondents as a whole. In patients with
moderate-to-severe bladder symptoms, 2630 of 3787
patients (69.4%; 95% CI, 68.0-70.9) reported evalua-
tion of this issue by their current MS health-care pro-
viders: 1958 of 2834 (69.1%) females and 672 of 953
(70.5%) males (P = .557). For patients with moderate-
to-severe bowel symptoms, 1638 of 2794 (58.6%; 95%
CI, 56.8-60.5) reported undergoing evaluation for their
symptoms: 1217 of 2125 (57.3%) females and 421 of
669 (62.9%) males (P = .014). And among patients with
moderate-to-severe sexual problems, only 870 of 3644
(23.9%; 95% CI, 22.5-25.3) reported evaluation for
these symptoms in the last year. There was a significant
difference by gender, with only 455 of 2457 (18.5%)
females reporting such evaluation, compared with 415
of 1187 (35.0%) males (P < .001).

Despite low-to-moderate rates of questioning about
pelvic floor issues, patients were generally satisfied with
the evaluation and treatment of bladder and bowel com-
plaints, but less satisfied with the management of sexual
dysfunction, by their health-care providers (Table 2).
Respondents were most pleased with the management of
bladder symptoms (urinary incontinence or retention),
with 5825 of 7008 patients overall (83.1%; 95% CI,
82.2-84.0), 4415 of 5354 (82.5%) females, and 1410
of 1654 (85.2%) males reporting moderate-to-complete
satisfaction. Respondents were comparably satisfied with
the evaluation and treatment of bowel symptoms (fecal
incontinence, diarrhea, and constipation), with 4766 of
5985 patients overall (79.6%; 95% CI, 78.6-80.6) report-
ing moderate-to-complete satisfaction: 3508 of 4485
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Table 2. Patient satisfaction with provider evaluation and treatment of bladder, bowel, and

sexual problems (N = 9397)

Degree of satisfaction Bladder Bowel Sexual
with provider Female Male Total Female Male Total Female Male Total
Not at all 437 105 542 461 110 571 883 257 1140
(6.0) (4.9) (5.8) (6.3) (5.2) (6.1) 12.1) (12.1) (12.1)
Slightly satisfied 502 139 641 516 132 648 420 180 600
(6.9) (6.5) (6.8) 7.1) (6.2) (6.9) (5.8) (8.5) (6.4)
Moderately satisfied 1160 402 1562 905 353 1258 561 323 884
(15.9) (18.9) (16.6) (12.4) (16.6) (13.4) (7.7) (15.2) (9.4)
Very satisfied 1601 506 2107 1194 426 1620 600 276 876
(22.0) (23.8) (22.4) (16.4) (20.0) (17.2) (8.3) (13.0) 9.3)
Completely satisfied 1654 502 2156 1409 479 1888 852 326 1178
(22.7) (23.6) (22.9) (19.4) (22.5) (20.1) 11.7) (15.3) (12.5)
Not applicable or not 1917 472 2389 2786 626 3412 3955 764 4719
answered (26.4) (22.2) (25.4) (38.3) (29.0) (36.3) (54.4) (35.9) (50.2)

Note: Values are presented as number (%).

(78.2%) females and 1258 of 1500 (83.9%) males. Satis-
faction was much lower, however, among those respond-
ing to questions about sexual dysfunction. Many patients
opted not to answer these questions (50%, or 4719
respondents). Of the 4768 patients who did respond,
only 2938 (61.6%; 95% CI, 60.2-63.0) reported moder-
ate-to-complete satisfaction with their care: 2013 of 3316
(60.7%) females versus 925 of 1362 (67.9%) males (P <
.001). Thirty-seven percent of respondents were “not at
all” to “slightly” satisfied with the care received for sexual
dysfunction. Increased bother from bladder, bowel, or
sexual problems was inversely correlated with satisfac-
tion with provider evaluation and treatment (bladder: »
= -0.206; 95% CI, -0.228 to -0.184; bowel: » = -0.339;
95% CI, -0.361 to -0.317; sexual: » = -0.400; 95% ClI,
-0.423 to -0.376; all P <.001).

Among patients with moderate-to-severe pelvic
floor problems, rates of satisfaction with care were
higher among those with bowel and bladder symptoms
than among those with sexual dysfunction (Table 3).
Although no difference was found regarding the care of
urinary symptoms, men tended to be more satisfied than
women with the care of bowel and sexual problems. Of
patients with moderate-to-severe bladder symptoms,
70.2% (2632; 95% CI, 68.7-71.6) of respondents
reported moderate-to-complete satisfaction with their
evaluation and care: 69.2% of females and 73.0% of
males (P = .025). Among those with moderate-to-severe
bowel symptoms, 60% (1661; 95% CI, 58.3-61.9)
reported moderate-to-complete satisfaction: 58.1% of
females and 66.4% of males (P < .001). In contrast, of
respondents with moderate-to-severe sexual dysfunction,

only 33.9% (95% ClI, 32.4-35.5) were moderately to
completely satisfied with their care, while 24.2% (95%
CI, 22.8-25.6) were “not at all satisfied”: 26.5% of
females and 19.4% of males (P < .001). Age did not
affect patient satisfaction with the management of their
pelvic floor problems.

For the majority of patients, treatment of pelvic floor
dysfunction had either a positive effect or no effect on
QOL. Although the results were skewed by the large
number of patients who chose not to respond to this
question, of the 5134 who did respond, 43% reported
no effect on QOL and 47% reported an improvement,
ranging from “a little better” to “much better” on a
7-point Likert scale. Nine percent (467 respondents)
believed that treatment of their pelvic floor problems

had negatively affected their QOL.

Discussion

Despite significant efforts to educate patients, fami-
lies, and health-care providers on the importance of
bowel, bladder, and sexual dysfunction in MS patients,
the impact of these efforts remains unclear. In a previous
study, we demonstrated that 65% of men and women
with MS reported moderate-to-severe urinary symptoms
and that the majority of these patients had not been
evaluated or treated for these problems.> Those patients
who had received treatment were often given older and
significantly more morbid therapeutic options than
members of the general population. Given these find-
ings, we sought to explore the prevalence of bladder,
bowel, and sexual dysfunction in a large sampling of the
MS population. Most importantly, we sought to deter-

International Journal of MS Care

23



Mabhajan et al.

Table 3. Satisfaction with provider evaluation and treatment of pelvic floor problems among

patients with moderate-to-severe symptoms only

Bladder (n =3751)

Bowel (n = 2764) Sexual (n = 3606)

Degree of satisfaction

with provider Female Male Total Female Male Total Female Male Total
Not at all 247 69 316 274 71 345 645 227 872
(8.8) (7.3) (8.4) (13.0) (10.7) (12.5) (26.5) (19.4) (24.2)
Slightly satisfied 289 86 375 271 75 346 266 144 410
(10.3) 9.1 (10.0) (12.9) (11.4) (12.5) (10.9) (12.3) (11.4)
Moderately satisfied 660 261 921 520 207 727 305 238 543
(23.5) (27.6) (24.5) (24.7) (31.4) (26.3) (12.5) (20.3) (15.1)
Very satisfied 721 257 978 389 135 524 185 157 342
(25.7) (27.2) (26.1) (18.5) (20.4) (18.9) (7.6) (13.4) 9.5)
Completely satisfied 560 173 733 314 96 410 201 138 339
(20.0) (18.3) (19.5) (14.9) (14.5) (14.8) 8.3) (11.8) 9.4)
Not applicable or not 328 100 428 336 76 412 834 266 1100
answered (11.7) (10.6) (11.4) (16.0) (11.5) (14.9) (34.2) (22.7) (30.5)

Note: Values are presented as number (%).

mine whether the significant educational efforts by MS
organizations were having any effect on the satisfaction
of MS patients with the care they receive for pelvic floor
problems and the impact of this care on QOL.

Our results demonstrate that moderate-to-severe
pelvic floor symptoms are extremely common among
MS patients, with 41% reporting bladder, 30% report-
ing bowel, and 42% reporting sexual dysfunction. Our
results may be skewed by selection bias. The sampling
of patients participating in the NARCOMS Registry
may not be representative of the general population of
MS patients. Although patients who agree to participate
in NARCOMS surveys may tend to be more willing to
discuss their medical and personal issues, a significant
number of patients opted not to answer questions about
sexual dysfunction. Bladder and bowel symptoms as well
as sexual dysfunction remain difficult topics to discuss,
and our limited questionnaire responses may reflect
widespread discomfort even in an anonymous format.

Selection bias and differences in symptom measures
may also explain why only 41% of respondents reported
moderate-to-severe bladder symptoms in the fall 2010
survey, compared with 65% in the survey administered
in the fall of 2005. Patients who had previously com-
pleted the fall 2005 questionnaire may have opted not to
answer similar questions in the 2010 survey. In addition,
different tools were used in the two questionnaires to
measure symptom severity, with the validated Urinary
Distress Index used in 2005 versus a self-described Likert
scale in 2010.® The resulting difference in the definition
of “moderate-to-severe” pelvic floor symptoms may sig-
nificantly contribute to the variation in our results.

Despite the large numbers of patients who chose not
to answer questions on sexual dysfunction, a significant
number of respondents did report such dysfunction
(42%). Sexual dysfunction appears to be a significant
concern for both men and women with MS. Men
reported significantly higher rates of moderate-to-severe
sexual dysfunction. Again, selection bias may hinder
our ability to accurately estimate the prevalence of these
complaints. Were patients with severe sexual dysfunc-
tion simply not comfortable answering these questions
(suggesting that the true incidence is higher)? No evi-
dence suggests this to be the case. Or were the patients
with the most severe symptoms the ones most likely
to respond (suggesting that the true incidence is much
lower)? In addition, the elective nature of sexual activity
versus the universal need to urinate and defecate may
further skew our results. Nonetheless, our findings serve
as a good starting point for determining the true rates
of sexual and all pelvic floor disorders in MS patients.
Although further studies are needed, men seem to be
more bothered by sexual dysfunction than women. Fur-
ther research is required to establish the true prevalence
of these symptoms in the MS population.

Respondents reported being asked about bowel and
bladder complaints more frequently than sexual com-
plaints within the last year by a health-care provider.
Bladder (61%) and bowel (50%) symptoms were dis-
cussed with a health-care provider within the last year
by at least half of respondents. Given recent significant
educational efforts, however, we had hoped that these
percentages would be higher. Unfortunately, only 20%
of respondents had been asked about sexual dysfunc-
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tion issues, although 40% reported moderate-to-severe
symptoms. Pelvic floor issues may not be a high priority
in the often-complicated medical care of MS patients
as their disease progresses. Although increased blad-
der, bowel, and sexual dysfunction may be routinely
acknowledged signs of worsening MS, our study is the
first to demonstrate a clear correlation between worsen-
ing pelvic floor symptoms and MS progression. Health-
care providers should not ignore these important issues,
no matter what stage of disease the patient exhibits.

Rates of patient satisfaction with the care received
from health-care providers and its impact on QOL were
surprising. Despite relatively low rates of evaluation of
pelvic floor symptoms, most patients reported moderate-
to-complete satisfaction with the care received (70%).
Although patients with the most severe symptoms
tended to be less satisfied with their care, minor atten-
tion to these issues appeared to adequately satisfy most
patients. In general, female respondents tended to be
less satisfied with the care received for pelvic floor prob-
lems than male respondents, although the difference did
not always reach statistical significance. Although male
respondents reported higher rates of moderate-to-severe
sexual dysfunction, men were generally more satisfied
than women with the care they received for these issues.
In general, male sexual dysfunction is more easily treat-
ed, with excellent pharmacologic options available, while
treatments for women are limited, possibly explaining
this difference.

Despite relatively high rates of satisfaction with evalu-
ation and treatment of pelvic floor disorders overall,
such treatment did not have a clear impact on patient
QOL for the majority of respondents. Although these
results may be surprising, they may indicate that pelvic
floor issues are not a major concern for most of our
respondents, and perhaps for MS patients in general.

Finally, our survey did not involve screening for
depression or other psychosocial issues. As a result,

e Although educational efforts have led to sig-
nificant improvements in the management of
bowel and bladder dysfunction among men and
women with MS, treatments for sexual dysfunc-
tion remain inadequate.

® Many patients are very satisfied with the care
they receive for their urinary and bowel symp-
toms but are dissatisfied with the treatment of
sexual dysfunction issues associated with MS.
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the potential significant impact of these factors on
satisfaction with the care of pelvic floor disorders, espe-
cially sexual dysfunction, and QOL was not assessed.
Psychosocial factors are well known to affect female
sexual function in general; these unassessed factors may
contribute to the lower rates of satisfaction with sexual
dysfunction care among female respondents.”'* Fur-
ther studies examining this complex relationship would
strengthen our understanding of these issues.

This study demonstrates significant patient satisfac-
tion with current levels of evaluation and treatment of
bladder and bowel dysfunction in MS. Recent efforts to
increase patient, family, and clinician awareness of the
importance of pelvic floor issues appear to have made
some impact on the QOL of MS patients. However,
these results are not universal; with regard to sexual dys-
function, outcomes remain poor. Many patients do not
appear to receive adequate care from their health-care
providers for these issues, nor are they satisfied with the
care they do get. Future efforts must also be directed at
more aggressive identification and treatment of sexual
dysfunction among men and women with MS. O
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