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Distress and delay associated with urinary incontinence, frequency,

and urgency in women

P A Norton, L D MacDonald, P M Sedgwick, S L Stanton

It is ironic that though many personal topics may be
openly discussed with patients or in the media, uro-
logical symptoms are still largely avoided. Yet urinary
complaints are common among women, although exact
prevalence is difficult to estimate because various
researchers use different definitions of severity and
patients have different thresholds for complaint.
Nemir and Middleton' found occasional stress inconti-
nence in half of the premenopausal women they
studied, and Brocklehurst® estimated the prevalence of
urgency, frequency, and nocturia in elderly women to
be 60%. Using stricter criteria, Yarnell ez al found that
3-7% of women in the general population complained
of “significant” urinary incontinence.’

It seems that patients who present to their doctor
complaining of various urinary symptoms, from
occasional episodes to constant leakage, share one
common factor: the problem has become so personally
worrying that the patient is compelled to seek medical
advice. Thomas et al found that only a third of women
complaining of moderate or severe incontinence were
receiving medical care or help from the social services.*
In the study by Yarnell er al of the women who
reported that urinary symptoms interfered with social
or domestic life, only half had sought medical advice.}
Thus patients with urinary symptoms who seek
medical advice represent only the tip of the iceberg,
and many who are troubled by their urinary complaints
may delay seeking treatment. Although such delay is a
common clinical impression, it has not been previously
investigated.

The purpose of this study was to examine initial
delay and reasons for delay in seeking treatment among
women who were ultimately referred to a urodynamic
clinic. Since delay might be justified if symptoms are
not unduly troublesome to the woman restriction of
activities and feelings of stigma were also assessed.

TABLE 1—Delay in seeking medical advice by age group and by marital state. Figures are numbers (and

percentages)

Age (vears) Marital state
Delay (years) <35 36-49 50-64 =65 Married  Unmarried Total
<l 18 (45) 28 (44) 17 (29) 19 (53) 52 (36) 30 (55) 82 (41)
1-5 14 (35) 22 (34) 27 (46) 3 ® 58 (40) 8 (15) 66 (33)
=5 8 (20) 14 (22) 15 (25) 14 (39 35 (24) 16 (30) 51 (26)
Total 40 (100) 64 (100) 59 (100) 36 (100) 145 (100) 54 (100) 199 (100)

w=165. df=6, p<0-01

¥'=11-7,df=2, p<0-01

Note: Percentages are rounded. Two women could not recall the length of delay.

TABLE 11— Reasons for delay in seeking medical advice in 162 women by type of worst symptom and by age
group. Figures are numbers (and percentages)

Too embarrassed
Hoped symptom to talk to Afraid of needing  Thought symptoms
Most common responses*  would get better  general practitioner operation were normal
Type of worst symptomt:
Incontinent (n=111) 73 (66) 52(47) 20(18) 12(11)
Continent (n=43) 34 (79) 15(35) 8(19) 12 (28)
NS NS NS ¥'=67,df=1, p<0-01
Age group:
<35(n=31) 21(68) 14 (45) 2 (6) 6(19)
36-49 (n=57) 41(72) 20(35) 15 (26) 7(12)
50-64 (n=47) 36(77) 21(45) S(11) 9(19)
=65 (n=27) 14(52) 13(48) 7(26) 5(19)
NS NS y'=84, df=3, p<0-05 NS

*Multiple responses were possible.

1Eight women were not classified for this analysis.
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Patients and methods

The study was carried out among 201 successive
women aged 16 and over who were undergoing initial
assessment at urodynamic clinics held at St George’s
and St James’s Hospitals, London. A total of 121 (60%)
had been referred directly by their general practitioner
and the rest by other specialists. Patients were excluded
from the study only if they were demented, which was
determined by administering Hodkinson’s dementia
scales.’

The research instrument was a self completed
questionnaire that combined closed and open respon-
ses, which was followed by a brief interview conducted
by PAN. Questions were generated from responses to a
previous pilot study that was carried out with 100
successive patients.-The final questionnaire included
details about worst symptoms, associated symptoms,
and interference with daily activities. Emotional and
social consequences of urinary symptoms were assessed
using a self rated stigma measure.® “Worst” symptom
was defined as the one that the patient identified as
being the most troublesome. Patients were asked about
duration of symptoms, time spent under the care of a
general practitioner, and reasons' for waiting before
going to the doctor. Actual delay was measured from
the time symptoms became troublesome to the time
that initial medical advice was sought. Results were
analysed by age, marital and employment state, and
type of worst symptom, using a standard statistical
package, and tested for statistical significance using the
¥’ test. All associations reported are statistically signifi-
cant (p<<0-05) unless otherwise stated.

Results

All 201 patients studied were women, and their ages
ranged from 16 to 86 years (mean 49 years). Thus half
the women in the study were in the premenopausal age
group. Three quarters were married or living with a
partner, and 92 (46%) were in paid employment
outside the home.

Two thirds (133) reported incontinence as the worst
symptom. Of these, 76 (57%) complained primarily of
stress incontinence and 57 (43%) of urge incontinence.
The rest (68; 34%) were continent but complained of
urgency (22; 32%), frequency and nocturia (41; 60%),
or voiding difficulties (five; 8%). Some of those cate-
gorised as continent also suffered occasional, lesser
symptoms of incontinence.

Associations among-age, marital and employment
state, and type of worst symptoms were examined.
In women under 35 frequency was the most prevalent
symptom, while stress incontinence was most often
reported by women aged 35-49. Those aged 50-64 had
mixed complaints, and urge incontinence was most
prevalent among women of 65 and over. Overall, the
prevalence of incontinence rose with increasing age.
There were no significant associations observed among
worst symptom, marital state, and employment state.

DELAY

Table I shows the delay from the time the symptoms
first became troublesome until a general practitioner’s
advice was sought. Two fifths of women consulted a
doctor within one year of symptoms becoming trouble-
some. A third delayed for one to five years, and a
quarter waited for more than five years. Delay was

1187

"ybLAdoo Ag paroalold '1sanb Aq g0z judy 9 uo jwod fwg mmmy/:diy woly papeojumoq "886T J19qUIBAON G U0 /8TT /599262 Twag/9eTT 0T Se paysiand 1sii :CINg


http://www.bmj.com/

TABLE I — Interference with daily activities and effects of stigma by type of worst symptom, age, marital state, and employment. Figures are bers (and percentages)
Worst symptom Age (years) Marital state . Employment
Responses* Incontinent Continent % test, df=1 <35 36-49 50-64 =65 ¥ test, df=3 Married Unmarried ¥ test,df=1 Home  Work xtest,df=1  Totalt
Interference:
Wear pads daily 111(85) 23(40) y'=41,p<0-001 24(63) 48(74) 43(73) 27(77) NS 107(74)  35(66) NS 79(71) 63(73) NS 197 (72)
Restrict fluid intake 92 (70) 41 (68) NS 26(67) 52(80) 36(60) 25(69) NS 99(68)  40(73) NS 77(69) 62(70) NS 200(70)
Avoidgoingaway fromhome 79 (60) 35(58) NS 21(53) 34(52) 36(60) 29(81) ¥'=88,p<0-01 80(55) 40(73) x'=53,p<005 73(65) 47(53) NS 201 (60)
Work is affected 73(58) 25(45) NS 29(33) 35(56). 26(46) 11(35) x'=11-06,p<0-01 74(54) 27(52) NS 47(46)  54(61) x'=4-4,p<0-05 190(53)
Avoid public transport 58 (45) 29(48) NS 16 (40) 26(41) 26(44) 23(66) NS 63(45) 28(S1) NS 61(55) 30(35) x'=7-8,p<0-01 199(48)
s Cannot lift or carry 66 (51) 18(32) ¢'=6-1,p<0-01 16(41) 30(48) 25(43) 16(44) NS 63(44) 24(45) NS 52(47) 35(42) NS 195 (45)
tigma:
Feel odd and different 66 (50) 26 (44) NS 17(44) 28(43) 31(52) 20(56) NS 67(46)  29(53) NS 54(48) 42(48) NS 199 (48)
Feel less attractive 61(47) 16(28) #'=6-4,p<0-01 17(44) 29(47) 23(38) 1029 NS 56(29) 23(42) NS 41(37) 38(44) NS 196 (40)
Avoid sexual activity 52 (40) 24 (41) NS 23(59) 26(42) 24(4]) 4(11) ¥'=179,p<0-001 63(45) 13(24) x'=6'9,p<0-001 35(32) 42(44) x'=59,p<0-05 197 (40)
Avoid other people 32(25) 16 (27) NS 11(28) 10(16) 16(27) 13(36) NS 27(19)  23(42) y'=11-2,p<0-001 29(26) 21(24) NS 199 (25)
Others avoid patient 17 (8) 359 NS 205 1@ 7(12) 5(14) NS 11 (8) 4 (N NS 12(11) 3 (3) x=3-7,p<0:05 199 (8)

*Multiple responses were possible.
1Totals vary because of missing values.
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significantly associated with age. Elderly women had a
divergent pattern of presentation, with half seeking
help within a year and two fifths waiting more than five
years. The proportion of women aged 65 and over who
delayed more than five years was twice that of women
aged under 35 years. Delay was also associated with
marital state. A higher proportion of unmarried than
married women sought advice within one year, while
married women were much more likely to delay one to
five years. Worst symptom and employment state were
not significantly associated with delay.

When asked why they waited (table II) both con-
tinent and incontinent patients most often said that
they hoped symptoms would get better on their own,
while two fifths of patients overall said that they were
too embarrassed to discuss the problem with their
general practitioner. But a higher proportion of con-
tinent women also delayed because they had thought
their symptoms were normal, while a higher propor-
tion of incontinent women also delayed because they
were too embarrassed to discuss their problem with
their general practitioner, although this difference
was not significant. Elderly women delayed for fear of
surgery more often than women in other age groups
but otherwise did not differ significantly from younger
women. Employment and marital state had no signifi-
cant effect on reason for delay.

Most of the patients in the study thought that they
had been referred for specialist assessment within a
reasonable period, the average time spent in general
practitioner care being just over three months. Married
women were referred more quickly than unmarried
women (74% v 60% within six months). Age, employ-
ment state, and worst symptom were not significantly
associated with time spent in the general practitioner’s
care.

DISTRESS

Women were asked the extent to which their urinary
symptoms interfered with their daily activities (table
IIT). The most frequently reported restrictions were
avoidance of fluids and the need to wear pads, the last
mainly reported by incontinent patients. Incontinent
women were also less able to carry or lift as part of
theirdaily activities. Those who avoided going far from
home were mainly elderly or unmarried. Elderly
women and women at home avoided public transport
most often. More than half of the patients said that
their urinary symptoms were affecting their work,
and this was associated most often with younger
women and those in employment outside the home.

Table III also shows the effects of stigma associated
with urinary symptoms. Nearly half the patients
reported feeling odd and different from other people
because of their bladder problems. Two fifths felt less
attractive, especially those with incontinence as the
worst symptom. A quarter avoided other people be-
cause of their urinary symptoms, and this was reported
more often by unmarried than married women. Feel-
ings of being avoided by others increased with increas-

ing age and were reported more often by women at
home. Most patients reported that they avoided sexual
intercourse. Two thirds of these attributed sexual
avoidance directly to their urinary problems. This
aspect was particularly notable among women under
65 and among those who were unmarried. There were
no significant associations between sexual activity,
worst symptom, or employment.

Discussion

Although the results of several studies have shown
much distress associated with urinary complaints,***
there is little information on delay in seeking medical
treatment. Despite reporting considerable restriction
of activity and feelings of stigma most of our patients
had delayed seeking medical advice for troublesome
symptoms for more than a year. The patients in the
study were women who had come to medical attention.
In regard to patients who have troublesome urinary
symptoms but have not yet sought medical attention it
may be hypothesised that they follow this same pattern
of delay while suffering considerable distress.

We found that the length of delay was not directly
correlated with reported distress. Reasons for delay
reflected lack of information, such as acceptance of
symptoms as normal and fear that surgery was the only
treatment available. Also, Blaxter found that women
whose explanations of symptoms lay outside clinical
categories might refrain from seeking medical help,’
and this might have been the case among these
patients. Much of the delay, however, was related to
embarrassment and reluctance to discuss the problem
with their general practitioner. Patients were not
asked whether their general practitioner was a man or a
woman. Nevertheless, many women might have found
it easier to speak to a woman doctor about stigmatising
medical conditions, but 79% of general practitioners in
the United Kingdom are men. -

Remarkably patients with the same symptoms and
same reported interference with daily life waited
appreciably different periods of time before seeking
treatment. Wyman et al found that a patient’s
perception of the psychosocial impact of urinary
symptoms was not correlated with objective severity of
symptoms.® The sense of stigma (shame and embar-
rassment) may override other aspects of distress to lead
to delay in seeking help. Surprisingly several factors
did not lead to early consultation—that is, incontinent
women delayed as long as continent women, and
employed women delayed as long as those at home and
not employed. Elderly women comprised the highest
proportion, delaying more than five years. Yet con-
siderable restriction was reported by elderly women as
well as by women at home. But feelings of stigma,
reflected in self assessed isolation and low self esteem,
were high among all groups; the finding that nearly half
of all patients reported feeling odd and different from
others because of their urinary symptoms is sobering.

There is no evidence that early medical intervention
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is more effective in treating the complaints reported
here. Early treatment, however, might encompass
more self help or behavioural therapies, reduce time
spent suffering distress, and increase patients’
confidence in their doctor.

The results of this study suggest the following:

(1) Women need to be informed that help for many
urinary complaints is available and that many symp-
toms can be alleviated if not eradicated without
surgery. Patients need accurate and current informa-
tion both to reduce the stigma attached to these
complaints and to open lines of communication with
their health care providers.

(2) General practitioners should be encouraged to
elicit urinary complaints from women since most
patients with these problems are unable to bring the
subject up themselves. There are many referral centres
for assessment and urodynamic testing, and specially
trained incontinence advisers work in most health

districts. Such ancillary services are crucial as many of
these patients are virtually housebound because of
their problems.

(3) Lastly, all medical workers who care for patients
with urinary disorders need to continue to be sensitive
to the great emotional and social distress associated
with these complaints.
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Correction: How to choose a general practice computing system: comparison of commercial packages

We regret that, owing to poor printing, large areas of the table in this article by Angela Daniels and Angela Coulter (1 October, p 838) did not come out clearly.
We are therefore reproducing it again.

General practitioners’ guide to practice computer systems. (Although we have made every effort to check these detatls, systems are ¢

cannot guarantee that there are no omissions)

ly being developed and improved and we
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Group A

Genisyst Junior University of Leeds 4 v Limited v x x N x x x x Vv Limited x x v M x x x £1400 -
(CP/Mor Department of Community
MS-DOS) Medicine and General

Practice, Clinical Sciences
Building, St James’s
Hospital, Leeds LS9 7TF

Praxis [T Praxis Medical Software, 1,2 v Defined V V x v x x X x Planned x Planned x x v v Extrat v £1438 -

(MS-DOS) Outrigg, St Bees, Cumbria by
CA270AN practice
Micro-Dispenser  Image Micro Systems, 4 v Any V Yy  Ownor v v v - X X Planned Vv  Panmned v v Extrat v Stock control  £1995 -
(MS-DOS) 27 Waterloo Place, Philex" available.
Leamington Spa CV32 SLA Multiuser
system
planned
Group B

GP-USE Double M Systems, 9 Wensley 1,2 J  Defined J X  Planned | J  Plamed X x  Extrat J J i J x v x £1250  £5850

(MS-DOS) Road, Gatley, Cheadle, by
Cheshire SK8 1QH practice

Hungerford Medical M-Tec Computer Services, 2 J  RCGP V  Defined | V v J N J J J J J {  Extnat Extmt £1735  £5950
Computing 4 Church Hill, Reepham, or by
(MS-DOS or Norfolk NR10 4JL. defined practice
(CP/M) by

practice

Clinical Database ~ Medical Computing, 4 M Any v v Read* v M v Vv Extrat v v ) v N Vv Eurat Extrat v £2144  £6276

(MS-DOS) 23 Quarry Hill, Iikeston, :
Derbyshire DE7 4QQ
Datom Practice Datom Computer Services, 4 N Any v V Any V  Planned Planned X J  Exmat | v N v N N x x £2396  £6700
Manager 10A Queens Road, Blackhill,
(MS-DOS) Consett, County Durham
DH8 0BN
G and G Practice G and G Software, The Old 1,2 v RCGP*  Defined v Defined v v v v Limited v Limited v v v V x Extrat v Stock control  £1600  £7000
Cider House, Golent, Fowey, by by available
(MS-DOS/UNIX)  Cornwall PL23 ILN practice practice

Ciba-Geigy Practice  Advanced Medical Computing, 2 v RCGP* v v Own v v v X v V v v v v v x s v Reduced £1712 £7900
Management 8 Baker Street, London maintenance
Program WIM IDA costs if data
(MS-DOS/ provided for
XENIX) research and

marketing

Micro-Doc University of Sheffield 4 N Any J  Planned Defined J N x x J V  Limited J v J  Extmt £2500  £8400

(MS-DOS) Department of Computer by
Science, Sheffield $10 2TN practice

Update Primary Care Update Computers Ltd, 4 J RGP v BN J  Pamed | Exat | v V v v J v v N £4700  £9930

System (MS-DOS)  19-30 Alfred Place, London
WCIE 7EA

Practice PAS Ltd, Stafford House, East 4 J  Defined x  Ownor | J N X Planned x v PN V x J J £2750 £10350
Administration Street, Tonbridge, Kent by defined
Systems (MS-DOS) TN9 IHG practice by

practice
Genisyst (Mirage) ~ University of Leeds, 4 J ICHPPCZ' x BNF J Planned X  Planned Planned ¢ v J J N J x N J £4800 £10500
Department of Community . .
Medicine and General
Practice, Clinical Sciences
Building, St James's
Hospital, Leeds LS9 7TF
Group C
VAMPIGP (BOS)  Vamp Health, 39 East Hill, 4 J  OXMIS J BNFor N J V  Extst v v J v N x J vV  Nocostoption £3500 £13232
London SW192QZ PPA*

AAH-Meditel AAH-Meditel, Rigby Hall, 4 J Read* N J  BNFor J J E Planned ¢ N v N V V x J J Nocostoption. £163  £191
System S Rigby Lane, Bromsgrove, Philex" Canonlybe . rentala rentala
(XENIX) Worcs B60 2EW rented month moanth

RCGP=Royal College of General Practitioners. BNF = Brirish Nanonal v. ICHPPC2= of health problems in primary care. PPA =Prescription Pricing Authority.

*1=By patient number; 2=by name; 3=by name and date of birth, not applicable to these systems; 4=by name, date of birth, and partial address.

tAvailable at extra cost.
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