Day-to-day variations and effects of urinary and fecal incontinence among adults with spina bifida:
an ecological momentary assessment diary pilot study
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No studies have evaluated the day-to-day variations in
urinary incontinence (Ul) and fecal incontinence (Fl)
among adults with spina bifida (SB).

Eighty-nine adults participated at a median age of 33 years
old (71% female, 53% shunted, 49% community
ambulators). Participants contributed 2578 total diary days:
61% were associated with any incontinence (41% Ul only,
6% Fl only, 13% both).

OBJECTIVE

Figure 1. Distribution of the number of days with
incontinence over 30 days among adults with spina bifida

We aimed to 1) describe variations in UI/Fl over 30
days, 2) assess factors associated with the negativity
effects of incontinence, and 3) correlate incontinence
negativity and health-related quality of life (HRQOL)
among adults with SB (exploratory).

for a) urinary, and b) fecal incontinence (p<0.001).

Days with urinary incontinence
Median 16 days (IQR 7-28)
Mean 16.8 days (SD 10.7)

Percent

MATERIALS & METHODS

Adults with SB participated in a larger 30-day
smartphone-based ecological momentary assessment
(EMA) study of well-being and incontinence.

We analyzed baseline demographics, temporal
variables (baseline UI/FI, incontinence, and negativity
on days prior), and incontinence episode-specific
variables (number of daily episodes, incontinence
interval, quantity).

Validated questionnaires were used: Urinary and Fecal
Incontinence Negativity (UIN, FIN) and the Health
Relationships domain of QUALAS-A (HRQOL). Scores
range 0-100 (O=lowest outcome).

« Statistical analysis: Mixed-effects multi-linear
regression was used.

Days with fecal incontinence
Median 5 days (IR 3-11)
Mean 7.1 days (SD 5.9)

Percent

Number of Days with Any Fecal ncontinence

82 adults reported Ul on a median of 16 days, but
experiences varied: 6% had a single episode, while 33% had
Ul on 28-30 days. Median UIN was 21. On multivariate
regression, higher UIN was reported by women, those
without baseline Fl, with higher median UIN on days prior,
greater number of daily Ul episodes, shorter incontinence
intervals and higher Ul quantity (p<=0.01).

70 adults reported some Fl at a median of 5 days, but
experiences varied: 11% had a single Fl episode, while 31%
had Fl on 10 or more days. Median Fl impact was 34, higher
than for Ul (p<0.001). On multivariate regression, higher FIN
was reported by women, community ambulators, those
with lower baseline HRQOL, fewer FI episodes on days prior,
more Ul episodes and higher Ul quantity (p<=0.049). FIN
correlated with end-of-study HRQOL (p=0.002).

Figure 2. Per person frequency of days with incontinence over
30 days among 89 adults with spina bifida for a) urinary, and b)
fecal incontinence (p<=0.01).
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Figure 3. Median per person daily incontinence negativity

among adults with spina bifida for a) urinary, and b) fecal
incontinence (n<N NN1)
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Table 1. Exploratory analysis of predictors of
Health and Relationships health-related quality
of life among 65 adults with urinary or fecal
incontinence and spina bifida.

Variable Univariate Multvariate

Riskralio (85% CI) | pvalue | Riskratio (95%CI) | prvalue

Age (-=35 years o1d vs.

002(<0001447) | 031 | 024(<0001-561) | 072

Femalo sex 001(<000183.1) | 034 | 0.04(<0001-198) | 046

‘Shunted hyrocephalus 672(0.28-1,591,000) | 010 | 235 (007-729.416) | 019

Community ambulator 0002(<0.001133) | 046 | 0.02(<0.001-775) | 034

Numbar of ays with Ul ver
o 0% (066-140) | 085 | 102(072146) | 080

‘Median

negatiity on days with UL
‘Number of days with F1 over

095 (0.81-1.10) 048 107(090-128) | 044

090 (0.47-1.71) 074 101(054190) | 098

Medan 084 (0.75-094) 0003 | 082(0.72094) | 0004

2
Note: Health-related qualty of ife was assessed by the Health and Relationships domain of the:
QUALAS-A.

DISCUSSION

Instances of incontinence are not
uniform experiences. Their effects
vary with factors beyond the actual
episode. This suggests novel
potential points of intervention to
improving long-term HRQOL among
people with incontinence.

CONCLUSIONS

Day-to-day experiences of Ul and FI
vary among adults with SB across
multiple dimensions. Negativity about
incontinence when it occurs varies
not only based on individual- and
episode-specific characteristics, but
also on incontinence in the preceding
days. Operationalizing these insights
into potential clinical interventions
warrants further investigation.




