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Getting Personal: A Review of Sexual Functioning, Body Image,
and their Impact on Quality of Life in IBD Patients

Sharon Jedel, PsyD, Megan M. Hood, PhD, and Ali Keshavarzian, MD

Introduction

Inflammatory Bowel Diseases (IBD), including Crohn’s Disease (CD) and Ulcerative Colitis
(UC), are chronic relapsing disorders associated with distressing and disabling physical and
psychological symptoms. Many patients with IBD consider their quality of life to be
impaired,1=3 and this has been demonstrated among patients who are flaring,* as well as
those who are in remission and asymptomatic.® Disease severity tends to be the most
important factor influencing quality of life,6 as greater impairment is found among patients
who are symptomatic.12 In addition to IBD related symptoms and complications, numerous
psychological and social factors have also been shown to be highly influential in quality of
life.12

Sexual functioning and body image, which encompass a wide spectrum of physiological,
biological and psychosocial issues, are important aspects of psychosocial functioning and
can significantly impact quality of life. Impairments in sexual functioning may occur
physiologically, such as problems with arousal and orgasm, decreased sexual satisfaction,
dyspareunia and reduced lubrication in women and erectile dysfunction, retrograde
ejaculation and impotence in men. Psychological difficulties may include decreased interest
in, and frequency of, intercourse, reduced sexual satisfaction and relationship issues. Body
image is an individual’s personal experience of his/her body, including perceptions, beliefs,
thoughts, feelings, and actions that pertain to physical appearance.” Impairments in sexual
functioning and body image have been associated with poorer quality of life and increased
psychological concerns such as stress, depression, and anxiety.8:°

IBD is typically diagnosed during early adulthood,10 a particularly important time for sexual
functioning and the development of body image. Sexual functioning and body image are
considered important aspects of quality of life, particularly for patients with IBD who may
experience significant bodily changes due to their disease. The significance of these issues
and their association with quality of life is underscored by studies demonstrating that chief
among patient concerns is how the disease will affect their sexual functioning and body
image.11-14 Several studies have shown that both male and female patients fear that IBD
will reduce their sex drive, interfere with intercourse, compromise their sexual performance,
negatively affect intimacy and relationship quality and cause negative feelings about their
physical appearance.3:11-13.15-18 patients perceive their disease to have an adverse impact
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on their sexual lifel%-23 and body image3-2! and this has been demonstrated in equal rates
among patients with UC and CD.23 Unfortunately, issues related to sexual dysfunction and
body image concerns are rarely discussed between IBD patients and their physicians,20:24.25
despite the importance of these topics to patients and their interest in addressing it with their
doctor.20.26

Reviews that address sexual health and body image among the IBD population typically do
so within a larger, broader context, such as reviews of quality of life among IBD patients?2
(for comprehensive reviews, see Irvine, 2008 2 and Sainsbury and Heatley, 2005 1),
functional outcomes of surgery,28-30 or issues specific to women with IBD.31-33 Recent
reviews have described the psychosexual impact of IBD among women34 and men,3° though
associations between these areas and quality of life remain unclear. Given that reduced
quality of life is commonly reported among IBD patients and improvement in quality of life
is one of the primary therapeutic goals for these patients, a better understanding of the role
of sexual functioning and body image in quality of life for patients with IBD is needed.
Thus, the aim of this review is to summarize the current literature on sexual function and
body image in IBD patients, emphasizing their impact on quality of life in this population.

Search Strategy

An electronic search of the literature was conducted using the PubMed, PsycINFO and
Cochrane databases from 1960 through April 2014. Key phrases included: “Ulcerative
Colitis/Crohn’s disease/Inflammatory Bowel Disease AND sexual function,” and
“Ulcerative Colitis/Crohn’s disease/Inflammatory Bowel Disease AND body image.”
References from original studies and reviews were also examined for their relevance.

The search produced a total of 1,284 citations. After duplicates were excluded, we examined
the abstracts of each study and included only those with a primary focus on sexual
functioning or body image in adults with IBD. Studies of fertility and reproduction were not
included, as these topics are beyond the scope of this review. Since the topic of body image
is significantly less common in the literature, we were broader in our search criteria and
included all studies that addressed body image, even when it was not a major focus of the
study.

We identified a total of 56 studies for the present review (See Tables 1 and 2). These studies
were conducted from 1990 through April 2014, written in English, and included samples of
at least 10 adults with IBD.

RESULTS AND DISCUSSION

1. Prevalence of impaired sexual functioning and body image

Approximately 35-58% of patients report impaired sexual functioning due to their diagnosis
of IBD.320:36 |n most studies, the frequency of sexual dysfunction is more common in IBD
patients than in healthy controls,19:20:37 although some studies report that the rate is
comparable.1719 Similarly, around two-thirds of patients report impairments in their body
image.2 These rates are fairly similar by disease type, with 73% of patients with CD and
60% of patients with UC reporting body image concerns in one study.3 Rates of sexual
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impairment and body image concerns may vary based on other factors, such as gender,
disease-related factors and surgical history. For example, studies have found that patients
with a stoma or ileostomy demonstrate less desire, more problems with orgasmic function,
and an adverse impact on their sexual life, compared to those without,22-26 and that nearly
100% of patients with a stoma report at least some body image concerns.3

Impact of gender on prevalence of impairment of sexual functioning and body
image—While sexual impairment and body image concerns are common among many
patients with IBD, these issues tend to be more prevalent in women than in
men.3:11,20.27.38-43 \Women typically report greater problems with desire/libido, sexual
satisfaction, decreased frequency of, and lack of interest in, sexual activity, and fecal
incontinence during intercourse.3:20.27.39 problems with lubrication, dyspareunia and vaginal
infections have also been frequently demonstrated in cross-sectional studies of women who
have not had surgery,17:37 as well as post-operatively in those who have had
surgery.17:19.20.37.44 AJthough women demonstrate greater impairment, there is also
evidence of impotence, erectile dysfunction, retrograde ejaculation and reduced sexual
interest in men with 1BD.27:39.45-48 Some initial research suggests that men attribute
worsening intimacy to psychological disease-related effects such as depression and work-
related disability, while women blame disease-related symptoms such as abdominal pain,
diarrhea, and incontinence.2 Interestingly, despite sexual impairment, satisfaction with
one’s significant other may still be high.344 A study of women with CD and UC found a
higher than average level of partnership satisfaction despite the reported low sexual interest
among women with CD and UC.#4

Around three-quarters of women and half of men report impairments in body image.3 Body
image in women tends to be more impacted by IBD surgery than in men. For example, body
image scores tend to be higher in patients following laparoscopic versus open procedures
and in non-operated versus operated patients, though these differences are typically found
only in women.3:424349 These gender differences may persistent for many years post-
surgery, particularly in patients who undergo open surgery.*3 Conversely, some studies have
found no differences in body image or ratings of incision scars among men and women post-
surgery.12:50

These findings suggest that sexual impairment and body image are common among patients
with IBD and are important factors that could impact quality of life. Thus, the topics of
sexual functioning and body image should be routinely discussed with all IBD patients,
especially before surgical intervention.

2. How IBD Impacts Sexual Functioning and Body Image

IBD can affect sexual functioning and body image both directly and indirectly. Factors such
as IBD-related symptoms, medications, comorbid illnesses and surgery may play a role.
From the perspective of many IBD patients, impairments in sexual functioning are
frequently due to specific symptoms, such as abdominal pain, diarrhea, fear of fecal
incontinence and fatigue®1516.24.37.51 and can impact how individuals experience and think
about their bodies. Fecal incontinence has been shown to be inversely correlated with sexual
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satisfaction among patients with and without surgical history,24 with some patients
consequently limiting or altering their sexual activity.®! It is also possible that non-
gastrointestinal IBD symptoms, such as fever, decreased energy, and joint pain due to
arthritis, impair sexual functioning, and to a lesser degree body image, although research is
lacking in this area.

Role of IBD disease activity—Active disease is associated with impairment in multiple
domains of sexual functioning, including decreased intercourse frequency, sexual desire,
orgasmic function, erectile function and satisfaction with intercourse.6:19.36:44 |t js
noteworthy that high rates of abstinence and low interest in sex (ranging from 19% to 67%)
have been noted in both active and inactive patients.6:17.21,37.44.52-54 Hjgh rates of impaired
sexual functioning in patients with inactive disease could be due to the fact that several non-
Gl symptoms like fatigue and joint pain are still common in those with inactive disease. In
men, erectile and ejaculatory problems have been correlated with disease activity, with male
patients who were in remission or had mild activity reporting similar erectile function as
controls.1® Among women, disease activity contributed to the prediction of decreased
thoughts and desire for sexual activity.** Issues related to sexual attractiveness and sexual
interest have been strongly associated with disease activity in male36 and female* patients,
with those who are symptomatic reporting decreased feelings of attractiveness and interest
in sexual activity.36 There are inconsistent data regarding the relationship between disease
duration and sexual dysfunction. In one study, longer disease duration was actually
protective for multiple domains of sexual functioning among men, even after controlling for
age, disease activity, and severity of disease. This finding led the authors to suggest that
having IBD for a longer period of time may have resulted in improved patient coping.3® In
contrast, several studies demonstrated a negative impact of IBD duration on libido3 or
satisfaction with intercourse®; while other studies found no relationship between disease
duration and sexual impairment.44:55

Role of medications—Side effects from medications may also interfere with sexual
functioning and body image among IBD patients. Use of steroids and biologics have been
associated with impairment in multiple domains of sexual functioning.6:20.44.55 The
mechanism of the negative impact of biologics on sexual functioning is not clear and this
association could simply be due to the disease severity that resulted in use of biologics.
Steroids may result in negative body image and impaired sexual functioning due to side
effects such as depression, weight gain, fluid retention, acne, and increased facial hair.
Antidepressants, which may be prescribed for depression as well as for co-morbid functional
gastrointestinal symptoms such as Irritable Bowel Syndrome (IBS), are commonly used
among IBD patients and are also associated with sexual side effects and weight gain.>6
Many patients report a perceived negative impact of their medication on their functioning. In
a study of 217 I1BD patients (CD=127, UC=85 and Indeterminate Colitis= 5), Muller and
colleagues found that close to 40% of the participants felt that their IBD medication had a
negative impact on their libido or sexual activity, and approximately 10% of patients
reported at least occasionally omitting medications because of perceived negative effects on
libido or sexual activity. The type of IBD medication that patients were taking was not
reported in this study, thus it is unclear whether specific IBD medications were more likely
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to be perceived by IBD patients as negatively influencing sexual functioning.3 Despite this
perception by many patients, in a review of sexual functioning among IBD male patients,
the authors conclude that there is no evidence that IBD medications per se cause erectile
dysfunction in men.5” Comprehensive study of the impact of medications commonly
prescribed for IBD patients on body image and sexual functioning is needed to fill the gap in
our knowledge in order for practicing physicians to properly advise their patients and for
scientists to develop interventions to minimize their potential negative impacts.

Role of comorbid conditions—The presence of co-morbid psychiatric or functional
gastrointestinal disorders, both of which are associated with sexual impairment,>8:59 could
also affect sexual functioning and body image in IBD patients. Compared to controls, higher
rates of depression and anxiety have been found among IBD patients.2%44 Indeed, it has
been estimated that the comorbidity of depression and anxiety in IBD patients is between
29%-35% during remission, and as high as 80% for anxiety and 60% for depression during
active (flare-up) disease.59 Studies have consistently demonstrated that depressed mood is
strongly associated with impaired sexual functioning in IBD patients,17:19.20.36.39.44 gnd hag
been associated with poorer body image.3® Studies of femalel®44 and malel® IBD patients,
indicated that IBD patients who were more depressed were more likely to report reduced
sexual thoughts or desire, problems with orgasm, reduced satisfaction, reduced intercourse
frequency and reduced partner satisfaction.1944 In fact, depressed mood was the strongest
and most consistent risk factor for low sexual functioning, and more influential than any
IBD disease-specific factors that were assessed. Thus, co-morbid depression, which may be
related to the experience of having IBD, could be more important than any other IBD-related
factor in predicting sexual dysfunction. Future studies should include a specific assessment
of depression in order to improve our understanding of its relationship with sexual
dysfunction and body image among IBD patients.

Increasing evidence demonstrates that a comorbid diagnosis of IBS is also common among
IBD patients.51:62 High rates (24% to 43%) of sexual dysfunction have been reported among
male and female patients with 1BS.58 It is therefore possible that some of the symptoms of
sexual dysfunction in IBD patients may be due to IBS-related symptoms rather than to the
diagnosis of IBD per se. Yet, we found it surprising that only one study®* in our review
included an assessment of IBS in IBD patients, although there was no separate analysis of
sexual dysfunction in patients with IBD and IBS, and thus conclusions could not be drawn
regarding the higher incidence of sexual impairment in this subset of patients. This is an area
where additional research is necessary.

Role of IBD surgery—Rates of surgery for UC patients depends on disease severity and
surgery is extremely rare (less than 5%) in those who do not require steroids and is as high
as 50% in those who require IV steroids to treat UC flare-ups and those with prednisone
refractory disease.10:63 Among patients with CD, at least 50% will require at least one
surgery at some point in their life.10:63 Rates of sexual dysfunction and problems with body
image tend to be worse in those who have had IBD surgeries compared to those who have
not had surgery.3 This increased rate could be due to the more severe nature of the
symptoms of those requiring surgery or the impact of the surgery on the body and bodily
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functioning3. However, several studies demonstrated that both male and female IBD patients
often report improvements in multiple domains of sexual functioning post-operatively
regardless of the type of surgical procedures. This improvement is most likely due to the fact
that surgery can induce remission, treat IBD complications like abscesses, fistulas, and
perianal disease and thus improve IBD-related symptoms associated with active disease. For
example, improvement of sexual functioning has been reported following lleo Anal Pouch
Anastomosis (IPAA),16:22:47.64.65 mesorectal and rectal excision,2”:66 and restorative
proctocolectomy.?2 The improvement of sexual functioning after surgery has not been
shown in all studies. For example, some studies report no changes post-operatively in 51%
to 80% of male and female study samples in numerous domains of sexual functioning,
including desire, arousal, lubrication, orgasm, satisfaction, pain and intercourse
frequency.16:4751 Indeed, other studies have found even increased post-operative levels of
sexual impairment among women, including increased dyspareunia,1®16:51 decreased
libido,15 and problems with lubrication.1®26 In fact dyspareunia is commonly reported
among patients following IPAA 16:38:46:49.53,67 with rates as high as 30%.46 However, the
majority of these studies did not include preoperative assessments of sexual functioning,
making it difficult to interpret results of post-operative sexual functioning. Many were
conducted at least one year after the surgery, when patients’ recollection of symptoms may
be different compared to soon after surgery.:15.21,46.47,54,67

Among men, most studies indicated that ejaculatory dysfunction and impotence were not
common following IPAA in UC patients3849.64.65.67 or surgery for anal fistulas in CD
patients.5 However, one study reported impotence or retrograde ejaculation in 26%46 of
patients following IPAA, and erectile dysfunction in 5% of men following total mesorectal
excision.2” Surprisingly, no significant differences in multiple domains of sexual
functioning have been detected between patients with healed versus unhealed fistulas in
patients who had surgery for rectovaginal® or anal fistulae;® between patients with a
functioning versus failed pouch;®3 between women who had restorative proctocolectomy
versus those who did not have a stoma or restorative proctocolectomy;2 or between adult
patients who had restorative proctocolectomy in childhood and adult patients with no prior
surgery.24 Nonetheless, it appears that when extensive pelvic dissection is part of the
surgical procedure, the frequency of sexual dysfunction is higher, especially among men,
compared to those who did not have extensive pelvic dissection.48

As noted above, the majority of studies exploring IBD surgeries and sexual functioning
assessed post-operative results only and therefore it is unclear whether post-operative reports
of sexual dysfunction are indicative of deterioration or improvement in sexual functioning.
The lack of pre-operative assessment may help explain the discrepancy in results of surgical
studies. Interestingly, data from three studies following proctocolectomy and IPAA that did
include pre-operative assessments demonstrated high baseline scores on measures of sexual
functioning among both male and female patients.22:64.65 These studies reported statistically
significant improvements in many domains of sexual functioning after surgery for men and
women,54.65

The impact of surgery on body image depends on the type of IBD surgery that is performed.
For example, surgical incision scars after laparatomy, and the presence of a stoma may
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negatively impact body image.#? The introduction of laparoscopic and pouch-forming
techniques has minimized surgical scars and eliminated the protruding stoma and need for
external appliances for many patients®8 and thus could minimize the negative impact of IBD
surgeries on body image. Though body image and cosmesis are unconventional outcomes in
the general surgery field (outside of cosmetic surgery), the importance of these outcomes is
highlighted by the fact that some authors suggest that, particularly for women, the potential
long-lasting positive effects of the laparoscopic and pouch-forming procedures on body
image and cosmesis outweighs the higher costs and longer operative times of these
procedures.*® Studies consistently indicate that satisfaction with the surgical scar is better
after laparoscopic versus conventional open surgeries'2:43:50.69 and tends to be moderately
to strongly correlated with body image.3841 While a number of studies have shown better
post-surgical body image for laparoscopic versus open procedures,12:41.43.69.70 some have
found no differences in body image between these groups.38:49:50.67 As noted above, some
studies have found that these differences in body image by surgery type occur in women
only. Patients with a stoma tend to have poorer body image than those who receive
pouches,’172 and patients who have undergone surgery tend to have more body image
concerns than those who have not had surgery.3 The number of stages (1- versus 2-stage
procedures) for IPAA surgery does not appear to impact body image.12:38

Understanding the frequency and severity of sexual dysfunction and body image concerns is
important since there are therapeutic modalities that can improve and treat these concerns,
minimizing the negative impact on patient quality of life. For example, results from a
double-blind, placebo-controlled trial of Viagra for erectile dysfunction after rectal excision
demonstrated significant improvement among male IBD patients.56 Thus, we believe that
formal measurement and assessment of sexual functioning and body image and their impact
on patients’ quality of life should be incorporated in physicians’ overall assessment of
patients with IBD.

3. Measurement of Sexual Functioning, Body Image, and Quality of Life in IBD

The constructs of sexual functioning, body image and quality of life are assessed with
various measures, most often standardized self-report questionnaires or questionnaires that
are developed by the study investigators.

Sexual functioning—Sexual functioning is most commonly measured by the
International Index of Erectile Function for men (11EF)73 and the Female Sexual Function
Index (FSF1)74 for women. These measures have been used in over 4,000 studies and
translated into numerous languages. The I1EF is a 15-item questionnaire that assesses the
following domains of male sexual functioning: erectile function, orgasmic function, sexual
desire, intercourse satisfaction and overall satisfaction. The IIEF has demonstrated good
internal consistency (Cronbach’s alphas for the five domains ranging from .73 to .92 with an
overall alpha of .91), test-retest reliability and discriminant validity by capacity to
distinguish between patients with erectile dysfunction from age matched controls. Higher
scores indicate better sexual function. The FSFI is a 19-item questionnaire that measures the
following domains: desire, subjective arousal, lubrication, orgasm, satisfaction and pain. The
FSFI also demonstrates good internal consistency (Cronbach’s alpha values of 0.82 and
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higher), high test-retest reliability and divergent validity with a marital satisfaction scale.
Higher scores indicate better sexual function.

The Sexual Function Questionnaire (SFQ)’® is a 34-item questionnaire that has been
validated among women and measures the domains of desire, enjoyment, sensation,
lubrication, pain and orgasm. This measure has not been commonly used in studies of IBD
patients.

The Sexual Problems Scale (SPS)78 is a brief, 4-item questionnaire assessing perceived
impairment in sexual arousal and orgasm. One question is gender specific and inquires about
difficulty achieving erection (for men) and reaching orgasm (for women). Higher scores
indicate greater levels of perceived sexual problems. This measure is also infrequently
administered to IBD patients.

Many studies in this review,3:16:17,22,24,27.46,47,55,67 ,se( self-created questions to assess
sexual functioning among or modified versions of other questionnaires with similar
content.21.:37:39.51 These questionnaires assessed many of the same domains as the
standardized measures above. Some also included questions pertaining to the patient’s
relationship with his/her significant other.3:17:37

Body Image—The most commonly used research measure of body image in patients with
IBD is the Body Image Questionnaire (BIQ).*! This 8-item self-report measure evaluates
body image after surgery. Results of a factor analysis revealed two factors: body image and
cosmesis. The body image subscale assesses the patient’s perception of and satisfaction with
the body as well as attitudes about bodily appearance. The cosmesis subscale assesses the
degree to which the patient is satisfied with the physical appearance of his/her scar. The BIQ
has been shown to have adequate reliability (Cronbach’s alphas of .80 to .83).41

McDermott et al.2 recently published the Body Image Scale, a 9-item single-factor scale
specifically designed to assess body image in patients with IBD. The scale was modified
from a body image scale created by Hopwood et al.”” for patients with cancer. The scale has
demonstrated good internal consistency (Cronbach’s alpha = 0.93), test-retest reliability,
convergent validity with a well-known body image questionnaire, and predictive utility.*2 It
has been used to a limited degree with IBD patients since its publication in 2014, but shows
promise for measuring disease-specific body image concerns in this population.

The Photoseries Questionnaire (PSQ)*! has also been used with IBD patients to determine
their degree of satisfaction with their scar and to assess whether satisfaction ratings would
vary based on seeing the cosmetic results of a different procedure.

Other studies used self-created questions to assess body image’? or included body image on
a list of potential patient concerns. 31378 |nterestingly, some studies have included
questions about body image on quality of life questionnaires. For example, Knowles et al.3°
used the Stoma Quality of Life questionnaire (SQOL),”® which includes sexuality/body
image as one of five dimensions of quality of life that are assessed. Mahadev et al.8 created
a quality of life questionnaire to assess functioning in 16 areas relevant to patients with
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perianal CD, including “self-image” and “cosmetic appearance” items, which formed the
cosmetic subscale.

4. Impact of Sexual Functioning and Body Image on Quality of Life in IBD patients

Measurement of quality of life—Studies included in this review used a variety of self-
report measures to assess quality of life among IBD patients. General health-related quality
of life was most commonly measured using the Short Form Health Survey-36 (SF-36) or its
abbreviated versions (SF-8 and SF-12).81 Disease-specific quality of life was measured
using the Inflammatory Bowel Disease Questionnaire (IBDQ)®2 or its shortened version, the
SIBDQ,?3 the Gastrointestinal Quality of Life Index (GIQLI),8 the Cleveland Global
Quality of Life scale (CGQL)8® the Stoma Quality of Life Scale (SQOL)’® and the Fecal
Incontinence Quality of Life Scale (FIQL).88 The Rating Form of IBD Patient Concerns
(FIPC) 87 was also used as a measure of quality of life in some studies. In addition, some
authors created their own quality of life questionnaires for their studies.3:13:45.80.88

Sexual functioning and quality of life in IBD—Our review identified 14 studies that
measure sexual functioning and quality of life among IBD patients (See Table 1), of which
13 were related to a specific surgery. Most studies demonstrated significant improvements in
measures of quality of life following colectomy with IPAA,46:64.65 mesorectal excision?’
and pelvic or abdominal colorectal surgery,26 although only two84.65 included pre-operative
assessments. When patients undergoing open IPAA were compared to patients undergoing
laparoscopic IPAA, no significant differences in quality of life scores were found between
the groups,*:67 although interestingly, quality of life scores were within normal range in
one of these studies®’ whereas some impairments in quality of life were found in the other.49

As expected, patients with more severe disease and post—operative complications typically
demonstrate more impaired quality of life. For example, in a study>2 that compared females
with UC and prior restorative proctocolectomy (n=53) to females with UC who did not have
a stoma or restorative proctocolectomy (n=47), quality of life, as measured by the SF-36, for
overall physical health (p=0.020) and bodily pain (p= 0.042) were significantly better among
UC patients without surgery. No significant differences were found between the groups in
sexual functioning, as measured by the FSFI. However, the median FSFI score of patients
with restorative proctocolectomy was indicative of sexual dysfunction®2. Likewise, a study®
of 69 patients with CD having surgery for anal fistulas showed that the type of surgery and
severity of symptoms impact IBD-Q scores. Results from a univariate analysis indicated that
type of operation (fistulotomy better than loose seton drainage, p=0.03), type of fistula
(simple better than complex fistula, p=0.004), current complaints due to Crohn’s Disease
(active disease greater than inactive, p< 0.0001), and current perianal complaints (p=0.015)
significantly impacted quality of life. Quality of life was also significantly altered
(p=0.0006) in male and female patients with fecal incontinence.® No significant differences
on the IIEF and FSFI were found between the groups. Median scores on the FSFI were
indicative of sexual dysfunction for both female patients and controls, and patients scored
lower.8 Finally, when UC patients with a failed pouch (n=36) were compared to those with a
functioning pouch (n=72), participants with pouch failure scored lower on all quality of life
domains, although only the social function domain for men was statistically significant. No
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significant differences were found between the groups on the FFSI and IIEF. Consistent
with results from the studies above, patients with pelvic pouch failure scored lower on these
measures compared to controls, and median summary scores for women with pouch failure
were indicative of sexual dysfunction.®3 Importantly, not all patients with more severe
disease demonstrate greater impairments in quality of life. EI-Gazzaz and colleagues
examined women with Crohn’s-related rectovaginal fistulae. Data from quality of life
measures indicated no significant differences between SF-12, IBDQ or FIQL scores between
women with healed (n=15) and unhealed (n=14) rectovaginal fistulae. Of the sexually active
women (57% of sample), there were no significant differences between healed and unhealed
patients in any domains of the FSF1.54

As noted, we identified only one study? that was not specific to surgery that measured
sexual functioning and quality of life in IBD patients, although these constructs were not
correlated. Muller et al. asked 217 participants whether IBD had ever affected their quality
of life. Nearly 89% of the cohort reported a negative impact on quality of life and there were
no significant differences between genders, disease types or those who had been operated on
and those who had not. In this study, a greater proportion of women (66.3%, versus men:
40.5%, p< 0.0001) reported decreased frequency of sexual activity, as did participants with
prior surgery (68.5%) compared to those with no surgical history (52.6%, p=0.0113).
Women (67.1% versus men: 41.9%, p=0.0005) and subjects with prior surgery (67.4%
versus 52.6% with no prior surgery, p=0.035) reported significantly more decreased libido.
There was also a significantly greater rate of perceived negative impact on relationship
status among patients with prior surgery (64%) compared to those with no prior surgery
(41%, p=0.0014).3

Of the 14 studies that included measures of quality of life and sexual functioning, only four
examined the correlation between these constructs. A recent Japanese study®® evaluated
sexual activity and quality of life 6 months post-operatively among UC patients (n=61) who
had had restorative proctocolectomy with ileal J-pouch anal anastomosis (IPAA). Quality of
life was measured by the IBDQ. Scores on the four IBDQ subscales were positively
correlated with scores on the sex-specific question of the IBDQ82 (“To what extent has your
bowel problem limited sexual activity during the last 2 weeks?”). Scores for Social functions
other than sex life were significantly positively correlated with Sex life score (p= 0.03);
scores from the other three subscales were not correlated with Sex life scores.
Approximately 31% of patients were classified as having poor sexual activity. When
patients with poor sexual activity were compared to patients with good sexual activity, there
was a significant difference in scores on the Social functions other than sex subscale
(p=0.016), with patients in the poor sexual activity group experiencing more difficulty with
social functions. There were no significant differences between these groups on the Bowel,
Systemic or Emotional subscales of the IBDQ.

Another study?” examined sexual dysfunction and quality of life after total mesorectal
excision among patients with UC (n=65) and familial adenomatous polyposis (FAP; n=10).
Following their surgery (mean follow-up was 33 £ 18.3 months), patients were asked to
recall their pre- and post-operative quality of life, rated between 0 and 10. Patients with UC
demonstrated significant improvement in quality of life (p<.001), and no significant
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differences were found between men and women. Further, among women, approximately
42% reported incidental dyspareunia, 27.8% reported reduced vaginal lubrication and 27.8%
reported fecal incontinence during intercourse. Interestingly, when the women with these
sexual impairments were compared to those who did not report these symptoms, there were
no significant differences in quality of life scores. Moreover, two men reported permanent
retrograde ejaculation and although neither of them was sexually active, only one of them
reported a decrease in quality of life.

A third study38 assessed quality of life and sexual functioning, as well as body image, in 26
patients with UC (n=16) or FAP (n=10) aged > 18 years old who had undergone restorative
proctocolectomy with IPAA between the ages of 10 to 24. Health-related quality of life was
measured using the Dutch version of the Short Form-36 Health Survey®® and disease-
specific quality of life was measured using the Gastrointestinal Quality of Life Index
(GIQLI).84 Ten male and 13 female patients provided complete responses to measures of
sexual functioning. While none of the men had scores indicative of sexual dysfunction, 50%
of the women did. Interestingly, male and female sexual function were highly correlated
(r=0. 70) with quality of life [Physical Component Summary (PCS) and Mental Component
Summary (MCS) of SF-36] and GIQLI total scores although the correlation only trended
toward significance (p=0.08) in this small sample.

Finally, da Silva and colleagues?® assessed the effect of abdominal and pelvic surgery on
female sexual function. Assessments of sexual functioning and quality of life (measured by
the SF-36) occurred preoperatively and at 6 and 12-month follow-up. Ninety-three women,
of which 57 underwent pelvic surgery and 36 underwent abdominal surgery, participated.
The majority of women (84% in the pelvic group, and 81% in the abdominal group) had
benign disease, presumably IBD. Scores from the MCS improved over time, with significant
improvement (p= 0.007) demonstrated at 12 months. Scores from the PCS demonstrated
significant improvement at 6-months (but no significant improvement between 6 and 12
months. Better sexual functioning was also observed among women with higher MCS and
PCS scores (at 6 months).

In summary, the findings from these 4 studies support the idea that there is a positive
association between sexual functioning and quality of life among patients with IBD.
Additional studies are necessary to more fully understand the relationship between these
constructs.

Quiality of life and body image in IBD—Of the 25 studies that assessed body image
and quality of life found in this review (see Table 2), the association between these
constructs was tested directly in only three studies38:3%41 and, of note, this association was a
secondary analysis in all three studies. Dunker et al.*! administered the Body Image
Questionnaire*! and the Dutch version of the Inflammatory Bowel Disease Questionnaire to
34 patients with CD who had undergone open ileocolic resection (n=11), laparoscopic-
assisted resection (n=11) or no resection (n=12). They found that in the overall sample body
image scores were significantly correlated with quality of life scores (r=0.50, p=0.02). Body
image was also positively correlated with satisfaction with the surgical scar and higher self-
confidence in this study.
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As described above, Van Balkom and colleagues® assessed quality of life and body image
in 23 patients with UC or FAP who had undergone restorative proctocolectomy with ileal
pouch-anal anastomosis. In this study, body image was measured using the Body Image
Questionnaire®l. A large positive correlation (r=.41) was found between body image and at
least one measure of quality of life (details of which measure were not reported), though this
was non-significant in this small sample.

Finally, Knowles et al.39 assessed health-related quality of life using the Stoma Quality of
Life Scale (SQOL)"® in 31 patients with CD who had an ostomy. As noted above, the SQOL
includes a 5-item sexuality/body image subscale and in this study this subscale was
significantly correlated with two other SQOL subscales: work/social (r=.59, p<.01) and
stoma function (r=.49, p<.01). Sexuality/body image was non-significantly correlated with
the financial concerns (r=.17, p>.05) and skin irritation (r=.19, p>.05) subscales of the
SQOL. Results from these few studies preliminarily suggest a positive relationship between
body image and quality of life postoperatively in patients with IBD. Future studies are
needed to more fully understand this association given the small number of studies that were
found.

5. LIMITATIONS AND FUTURE DIRECTIONS

Several studies included in this review had a number of limitations, including lack of control
groups, small sample sizes, low response rates, self-reported data regarding disease and
surgical history, use of non-standardized, non-validated instruments to assess sexual
functioning/body image and lack of pre-operative assessments of sexual functioning/body
image when the impact of surgery on sexual functioning and body image was reported..
Moreover, the studies were frequently cross-sectional, addressing sexual functioning and
body image at one time point only. Certainly, physiological (e.g., menstruation, weight gain)
and psychological factors (e.g., relationship issues and life stressors) contribute to variations
in an individual’s sexual desire, satisfaction and frequency of sexual activity, and body
image, thereby necessitating the need for assessments over multiple periods of time. These
limitations could, at least in part, explain some of the conflicting results in regards to
frequency and severity of sexual functioning and body image impairment and their impact
on quality of life in patients with IBD. Future studies that address limitations of some of
these studies could help clarify some areas in which mixed results were found.

Data regarding quality of life, sexual functioning and body image among IBD patients with
no surgical history is extremely limited, and thus we cannot reach a firm conclusion
regarding the impact of impaired sexual functioning and body image on quality of life in
patients with IBD who have not undergone surgery. This gap in our knowledge is important
to address in future studies, particularly given the high rates of depression and anxiety
among IBD patients 20:44.60 (particularly in those with active, symptomatic disease5%) and
the association of depression with impaired sexual functioning,17:19.20.36.39.44 and poorer
body image.3? Moreover, patients who are symptomatic have typically not had surgery.
Future studies comprised of patients who have not had surgery are necessary in order to
better understand the relationship between sexual functioning, body image and quality of life
in patients with active (flare-ups) and inactive (remission) IBD.
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Finally, sexual functioning and body image are also influenced by the patient’s spouse/
significant other. None of the study samples in this review included the patients’ partners,

an

d this also represents a limitation in the measurement of these constructs. Insofar as sexual

functioning and body image encompass a wide spectrum of physiological, biological and
psychological processes, and are impacted by dynamics within the relationship, we believe
that the psychosocial functioning of the patient’s partner should also be assessed. We
recommend that future studies include a more comprehensive assessment of sexual
functioning and body image, by incorporating the patient’s spouse, in hopes of expanding

ou

r understanding of these complex constructs.
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