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Cystic fibrosis is an inherited disease characterised by
the production of infected secretions, and it requires
lifelong daily treatment by airway clearance. We knew
that some women attending our clinic for adults with
cystic fibrosis leaked urine when performing airway
clearance or spirometry, but they were dismissive dur-
ing discussion and were rarely forthcoming about the
problem. This study was designed to determine the
prevalence of urinary incontinence in women with
cystic fibrosis, to establish the importance of the prob-
lem as perceived by the patients, and to identify those
women who wanted help.

Participants, methods, and results
We invited women with cystic fibrosis who attended our
clinic in the four month study period to complete an
anonymous questionnaire. The questionnaire was self
administered and semistructured, and it contained 15
items (see appendix on BM]J’s website). The questions
related to the severity, causes, and physical or social
impact of leakage when the chest was “good” or “bad.”

Overall, 75 (90%) of our 83 registered women
patients came to the clinic during the study period, and
all of these completed the questionnaire. In total, 51
(68%) patients reported leakage of urine occurring
more than once or twice in the previous 12 months
(table). Women were classified into six age groups;
leakage was present in all groups (range 54-100%),
with no significant age trend (x*= 1.1: P=0.29). Of the
75 patients, 12 (16%) had completed a pregnancy, but
in six (50%) of these leakage had occurred before the
pregnancy. One woman was menopausal.

Leakage occurred only when the chest was “bad” in
14 (27%) women, but in the remaining 37 (73%) leakage

Symptoms, severity, and impact of urinary leakage in 51 women
aged 16-52 years with cystic fibrosis.* Values are numbers
(percentages)

Chest
“Good” “Bad”
Symptoms causing leakage:
Coughing 30 (59) 48 (94)
Sneezing 23 (45) 25 (49)
Laughing 18 (35) 27 (53)
Full bladder 11 (22) 13 (25)
Huffing 9 (18) 18 (35)
Spirometry 4(8) 10 (20)
Severity of leakage:
Few drops 31 (61) 20 (39)
Change of underwear 10 (20) 25 (49)
Change pads 7 (14) 12 (24)
Leakage to overclothes 5 (10) 13 (25)
Leakage down legs 4(8) 11 (22)
(

Emptying whole bladder 0 2 (4)
Impact of leakage:

Airway clearance 4 (8) 8 (16)
Physical activity 4 (8) 8 (16)
Spirometry 1(2) 8 (16)

*The remaining 24 women in the study reported no leakage.
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was not confined to periods of exacerbation. Coughing,
sneezing, laughing, and spirometry were the major
causes of leakage, which was worse for all causes when
the chest was “bad” In eight (16%) women, leakage
affected the ability to perform airway clearance and
spirometry. Overall, 15 (29%) women reported the need
to wear pads, 15 (29%) were severely distressed by their
incontinence, and 10 (20%) had sought help previously.
Reasons given for not seeking help included “not as
serious as my chest disease” (23/51 (45%) women) and
“too embarrassed” (12 (24%) women). A wish for
treatment was expressed by 18 (35%) women.

Comment

Urinary incontinence is common in women with cystic
fibrosis. Our results show a prevalence of 68%, which is
higher than that in the normal population for all age
groups.' * The prevalence of leakage in women over 35
was 80-100% for those with cystic fibrosis compared
with 35% in a normal population' and in women aged
16-20 was 64% compared with 12.8%.° The effect of uri-
nary incontinence on patients’ ability to perform airway
clearance and spirometry has a clinical impact since
these procedures are crucial to assessing and managing
the pulmonary aspects of cystic fibrosis. The low number
of women who wanted help for their reported leakage is
reason for concern; once leakage occurs there is a
chronic and progressive deterioration of the pelvic
neuromuscular function." Patients considered the prob-
lem to be less serious than their chest disease, and they
were too embarrassed to seek help. Many were severely
distressed by their leakage, and the need to use pads—a
means of concealing and coping with the problem—was
greater than in an older population.” Addressing this
problem should become part of the routine manage-
ment of cystic fibrosis in paediatric and adult centres. A
practical and sensitive approach needs to be developed
to evaluate this little recognised condition in women
with cystic fibrosis who already have the burden of a
multisystem disease with high morbidity and mortality.
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