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 Abstract 
  Objective.  To identify women who are suffering from urinary incontinence but do not consult a physician and to identify 
reasons for this.  Design.  Survey study as part of a randomized controlled trial that investigates the effects of a standardized 
assessment and evidence-based treatment on urinary incontinence in older women, the URINO project.  Setting . Female 
patients from general practices in the Northern part of the Netherlands.  Patients.  A total of 225 women of 55 years and 
older suffering from urinary incontinence.  Main outcome measures.  Number of patients with urinary incontinence who are 
not registered by their GP as suffering from this, factors associated with help-seeking behaviour, and reasons for not seek-
ing help.  Results.  Of the 225 patients, 143 (64%) were not registered by their GP as suffering from urinary incontinence. 
These women were more often younger and had lower levels of distress due to their urogynaecological symptoms. The 
most common reason for not consulting a GP was that patients considered their symptoms not to be serious enough. 
 Conclusion.  The prevalence of older women with urinary incontinence who do not seek help is high. Help-seeking behaviour 
is associated with increasing age and higher levels of distress caused by the symptoms. Younger patients more often hesitate 
to consult their GP if they perceive their symptoms to be relatively mild.  
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  Introduction 

 Urinary incontinence is a very common health prob-
lem among older women: about one in three women 
suffers from it [1]. Though it is not a life-threatening 
condition, it can affect quality of life adversely. It may 
lead to social isolation, lack of self-confi dence, shame, 
and feelings of depression [2 – 4]. Effective treatment 
options, such as pelvic fl oor physiotherapy, bladder 
training, and anticholinergic drugs, are available but 
underused, because only a minority of the affected 
patients seek help [5,6]. The main reasons for not 
seeking help are that the urinary incontinence is seen 
as a problem that must be self-managed and that it 
is a normal sequel of ageing which should be accepted 
[6 – 8]. Severity of the incontinence and a high impact 

of the symptoms on quality of life are identifi ed as 
factors associated with seeking help [6 – 11]. 

 The literature is equivocal regarding the role of 
age in help-seeking behaviour in urinary inconti-
nence. Some authors found that older women are 
more likely to seek help than younger women, whereas 
others conclude the opposite [7,9,10]. Some factors 
potentially related to help-seeking behaviour have 
not been studied at all, for instance gender of the 
general practitioner (GP), frequency of contact with 
the GP, and comorbidity. 

 The aims of this study were to identify women 
who do not consult a professional for their inconti-
nence symptoms, and to determine factors related to 
not seeking help and reasons for not seeking help.   

Scandinavian Journal of Primary Health Care, 2012; 30: 21–28

ISSN 0281-3432 print/ISSN 1502-7724 online © 2012 Informa Healthcare
DOI: 10.3109/02813432.2011.628244



22 E. Visser et al.

 Material and methods  

 Design 

 This survey study is part of the URINO project, a 
randomized controlled trial that investigates the 
effects of a standardized assessment and evidence-
based treatment on urinary incontinence in older 
women.   

 Setting 

 The URINO project was conducted in 14 general 
practices in the northern part of the Netherlands and 
started in January 2008. In the Netherlands, the GP 
is a gatekeeper: patients may consult a medical spe-
cialist only after obtaining a referral from their GP.   

 Patients 

 All female patients of 55 years and older were asked 
by their GP to complete a screening questionnaire 
on the presence of symptoms of urinary inconti-
nence. Urinary incontinence was defi ned as involun-
tary leakage of urine once a month or more. Patients 
who reported urinary incontinence were invited to 
participate in the trial. They were included after they 
provided informed consent. For this study, data from 
the fi rst 225 consecutive participants of the URINO 
project were analysed (Figure 1).   

 Data collection 

 Data were derived from the GPs ’  registration fi les and 
the baseline assessment of the URINO project. The 
GPs ’  registration fi les were used to obtain informa-
tion on whether the patients were known by their GP 
as suffering from urinary incontinence, their consul-
tation behaviour in the three months preceding the 
inclusion, use of medication for chronic diseases, and 
comorbidity (the weighted Charlson Index) [12]. 

 From the baseline measurement of the URINO 
project information was obtained on age, education 
level, and sexual activity. Also several validated ques-
tionnaires were used: the ICIQ-UI SF (Incontinence 

Consultation on Incontinence Questionnaire, which 
measures symptoms and impact of urinary inconti-
nence), the ISI (Incontinence Severity Index, consist-
ing of two questions regarding frequency and amount 
of leakage), UDI (Urogenital Distress Inventory) com-
bined with the IIQ (Incontinence Impact Question-
naire) (which both measure health-related quality of life 
in multiple domains), EQ5D (EuroQol 5 Dimensions, 
for measuring general quality of life), and the GARS 
(Groningen Activity Restriction Scale, a two-domain 
questionnaire regarding functional status) [13 – 22]. 

 For this survey, a questionnaire on help-seeking 
behaviour was developed. Patients were asked if they 
had consulted their GP for urinary incontinence. If 
a patient had not visited her GP for urinary inconti-
nence, she was invited to explain her decision not to 
consult her GP for this problem (open question). 
Subsequently, she was asked to mark one or more of 
the reasons that are mentioned in Table III, a list of 
items derived from the literature [6,7,9].   

 Statistical analysis 

 A multi-level analysis was conducted to address the 
factors related to help-seeking behaviour. In our 
data, individual patients (level 1) were nested within 
practices (level 2). Initially, univariate multi-level 
analysis was performed to determine the ORs of the 
several patient characteristics. Variables that showed 
a signifi cant association in the univariate analysis 
were fi tted in a subsequent multivariate multi-level 
logistic regression model. A best subset stepwise for-
ward procedure was followed to develop a prediction 
model for not seeking help. 

 Information derived from the questionnaires was 
analysed with descriptive statistics. To identify women 
who did not seek help, the three most frequent 
reported reasons for not seeking help were identifi ed 
and analysed in the same way as described for the 
help-seeking behaviour: initially the potential predic-
tive factors were tested univariately and only a sig-
nifi cant association between a factor and the outcome 
 “ seek help ”  led to fi tting that variable in the multi-
variate model. Data were analysed by using SPSS 
16.0 and MLwiN 2.19. A p-value of  �  0.05 was con-
sidered statistically signifi cant.    

 Results  

 Patient characteristics 

 Of the 225 participants, 143 (64%, 95% CI 57.3 – 69.9) 
were not registered by their GP as suffering from uri-
nary incontinence. The mean age of these women was 
63.81 (SD 7.24), whereas among women with known 
urinary incontinence the mean age was 69.93 (SD 

 Although effective treatment options for urinary 
incontinence in older women are available, only 
a minority of the patients seek help.   

 The main reason for not consulting is that  •
patients consider their symptoms not seri-
ous enough.   
 Relatively young patients with low levels of  •
distress hesitate to seek help.   
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9.57) (Table I). The women with known urinary incon-
tinence more often had a male GP in a rural practice 
area; the women who were not known more often had 
a female GP and were living in an urban area.   

 Factors associated with help-seeking behaviour 

 A younger age of the patient (OR 0.91; 95% CI 
0.87 – 0.96) and lower levels of distress due to the 

urogynaecological symptoms (UDI score OR 0.95; 
95% CI 0.92 – 0.98) proved to be signifi cant predic-
tors for not being known by the GP as suffering from 
urinary incontinence (Table II).   

 Reasons for not seeking help 

 The most frequently mentioned reason for not con-
sulting the GP for urinary incontinence was that the 

Female patients of 55 years of age or
older selected from 14 GP practices

N=3699

Excluded
N=417

Included. Received postal
questionnaire about symptoms of

urinary incontinence
N=3282

Response N=2355 No response
N=927

Incontinent
N=741

Not incontinent
N=1614

Consented to participate in the
URINO trial

N=350

Included in the URINO trial
N=350

Not analyzed in this study
N=125

Analyzed in this study*
N=225

GPs registration systems perused for
help-seeking status

N=225

Received postal questionnaire about 
help-seeking behaviour

N=182

Premature withdrawal from the
URINO trial

N=43

Response
N=168

No response
N=14

Information on self-reported help-
seeking status and reasons for not

seeking help for urinary
incontinence available

N=168

Declined to participate in the
URINO trial

N=391

  Figure 1.     The study population. 

Note:  * The fi rst 225 participants in the URINO project.  
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Table I. Baseline characteristics of the study population (known and unknown by the GP as having urinary 
incontinence).

Known (n � 82)
Not known 
(n � 143)

Age at baseline in years; mean (SD) 69.39 (9.57) 63.81 (7.24)
Education level
 Low; n (%)
 Average; n (%)
 High; n (%)

29 (35.4)
35 (42.7)
18 (22.0)

31 (21.8)
64 (45.1)
47 (33.1)

Difference in age between patient and GP; mean (SD) 23.2 (11.1) 18.2 (11.5)
Male GP; n (%) 56 (68.3) 70 (49.0)
Location practice rural; n (%) 55 (67.1) 81 (56.6)
Self-reported type of incontinence:
 Stress incontinence; n (%)
 Urge incontinence; n (%)
 Mixed incontinence; n (%)

11 (14.7)
20 (26.7)
44 (58.7)

48 (36.6)
20 (15.3)
63 (48.1)

Severity of the incontinence according to the ISI score: * 
 Slight; n (%)
 Moderate; n (%)
 Severe and very severe; n (%)

12 (16.0)
33 (44.0)
30 (40.0)

43 (32.3)
68 (51.1)
22 (16.5)

Urinary incontinence during sexual intercourse; n (%) 9 (31.0) 14 (21.5)
Number of medications for chronic diseases; median (IQR) 2 (0–5) 1 (0–3)
Total number of consultations; median (IQR) 11 (7–19) 9 (4–16)
Number of home visits; median (IQR) 0 (0–1) 0 (0–0)
Charlson index for comorbidity; median (IQR) 0 (0–1) 0 (0–1)
UDI score for distress caused by urogynaecological 

 symptoms; median (IQR) * 
15.9 (8.0–28.0) 9.6 (6.9–15.1)

IIQ score for psychological impact of urinary 
 incontinence; median (IQR) * 

0.0 (0.0– 4.8) 0.0 (0.0–0.0)

EQ5D score for health outcome and utilities; median 
 (IQR) * 

0.8 (0.7– 0.9) 0.8 (0.8–1.0)

GARS score for functional status; median (IQR) * 20.0 (18.0–24.0) 18.0 (18.0–21.0)

Notes:  * ISI: Incontinence Severity Index; UDI: Urogenital Distress Inventory; IIQ: Incontinence Impact Questionnaire; EQ5D: EuroQol 
5 Dimension; GARS: Groningen Activity Restriction Scale.

symptoms were not severe enough (n  �  105, 73.4%) 
(Table III). Severity of the incontinence (moderate: 
OR 0.14; 95% CI 0.03 – 0.72 and (very) severe: OR 
0.14; 95% CI 0.02 – 0.81) and distress from the 
incontinence symptoms (UDI score OR 0.93; 95% 
CI 0.88 – 0.98) were associated with this reason for 
not seeking help (Table IV). 

 The second most frequently mentioned reason was 
that women had found a way to cope with their symp-
toms of incontinence (n  �  82, 57.3%). These women 
more often had an older GP (OR 1.09; 95% CI 1.02 –
 1.15) and more often experienced urinary inconti-
nence during sexual intercourse (OR 5.22; 95% CI 
1.15 – 23.60) as compared with women reporting other 
reasons, although the last result must be interpreted 
with caution because of the relatively high number of 
missing values concerning the intercourse variable. 

 Considering urinary incontinence as a normal 
sequel of ageing was reported by 67 women (46.9%); 
these women were more often older (OR 1.07; 95% 
CI 1.02 – 1.11) than the women who did not give that 
reason. Their GP practice was less often located at a 
rural region (OR 0.38; 95% CI 0.15 – 0.96). 

 The fourth most mentioned reason for not seek-
ing help was  “ I think there is no cure ” .    

 Discussion  

 Principal fi ndings 

 Help-seeking behaviour of older women in primary 
care with urinary incontinence was studied in women 
of 55 years and older who were participating in a 
RCT. In total, 64% (95% CI: 57.3 – 69.9) of the par-
ticipating patients with urinary incontinence were 
not known by their GP as suffering from this prob-
lem. These women were younger and had relatively 
low levels of distress. Although GP characteristics 
such as age, gender, and urbanization grade showed 
an association with help-seeking behaviour in the 
univariate analyses, in the fi nal multivariate analysis 
these variables disappeared from the model. The 
main reason given for not seeking help was:  “ The 
symptoms are not severe enough ” .   

 Strengths and limitations 

 Although help-seeking behaviour of women with 
urinary incontinence has been frequently studied, 
we found that to the best of our knowledge this is 
the fi rst study that matches information from the 
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patient with the GPs ’  registration systems. This 
could lead to new insights, because it uses informa-
tion both from a doctor ’ s perspective ( “ Urinary 
incontinence should be the main reason for consul-
tation ” ) and from a patient ’ s perspective ( “ I have 
raised this problem ” ). 

 A possible limitation of this study is that the study 
population is not a random sample of the total pop-
ulation of older women with urinary incontinence, 
since it included women willing to participate in a 
trial. However, with a response rate of 72% on the 
screening questionnaire (2355 out of 3282 forms 
were returned) and 92% on the questionnaire about 
help-seeking behaviour (168 out of 182), we are con-
fi dent that our data are robust.   

 Comparison with existing literature 

 In this study, we found that 64% (95%-CI 57.3 – 69.9) 
of the women had never discussed their problem of 
urinary incontinence with their GP. Peters et al. found 
a prevalence of undiagnosed urinary incontinence in 
women of 65 years and older of 86% (95% CI: 80.7 –
 90.6), while Dugan et al. found a prevalence of 70% 

(95% CI: 62.4 – 78.2) in women of 60 years and older 
[8,9]. An explanation for these varying prevalences 
might be that the defi nition of urinary incontinence 
in studies differs, especially concerning the time-pe-
riod in which symptoms occurred, as well as the 
defi nition of help-seeking behaviour, the way women 
were recruited, and the age categories of the study 
populations. 

 Although not new  –  it has been reported by oth-
ers  –  it is still puzzling that women as they become 
older are more likely to be known by their GP as 
having urinary incontinence. A good explanation has 
not been found so far [9,23 – 25]. It could be explained 
by an unidentifi ed interaction effect with age, like 
severity of the incontinence. However, no evidence 
of such interaction was present in our fi nal regression 
model. Another explanation could be that a GP has 
a higher index of suspicion of urinary incontinence 
in older women and as a consequence may ask more 
frequently for symptoms. 

 Less unexpected is our fi nding that women with 
relatively low levels of distress due to their symptoms 
are less likely to seek help. This corresponds with the 
results of previous studies [6,7,9]. 

Table II. Factors related to not seeking help for urinary incontinence. 

Univariate multilevel analysis Multivariate multilevel analysis

OR (95% CI) p OR (95% CI) p

 *  Age at baseline 0.93 (0.89–0.96)  � 0.01 0.91 (0.87–0.96)  � 0.01
  UDI score for distress caused by

 urogynaecological symptoms§
0.95 (0.92–0.98)  � 0.01 0.95 (0.92–0.98)  � 0.01

† Age of patient minus age of GP 0.94 (0.91–0.97)  � 0.01
  Education level:
  Low
  Average
  High

1
1.66 (0.84–3.26)
2.50 (1.16–5.37)

0.14
0.02

  Gender GP
  Male
  Female

1
2.25 (1.27–3.97)

0.01

  Self-reported type of incontinence:
  Stress incontinence
  Urge incontinence
  Mixed incontinence

1
0.24 (0.10–0.60)
0.34 (0.16–0.72)

 � 0.01
 � 0.01

  Number of prolonged medications 0.88 (0.80–0.98) 0.01
  Total consultations 0.96 (0.94–0.99) 0.01
  IIQ score for psychological impact

 of urinary incontinence§
0.95 (0.91–0.99) 0.01

  EQ5D score for health outcome 
 and utilities§

4.34 (1.02–18.42) 0.05

  GARS score for functional status§ 0.92 (0.87–0.97)  � 0.01
‡ Severity of incontinence according 

 to the ISI score:§

  Slight
  Moderate
  Severe and very severe

1

0.64 (0.29–1.38)
0.22 (0.09–0.51)

0.25
 � 0.01

Notes:  * Variables included in the multivariate multilevel model; †variables removed from the multivariate multilevel model; ‡variables not 
included in the multivariate multilevel analysis; §UDI: Urogenital Distress Inventory; IIQ: Incontinence Impact Questionnaire; EQ5D: 
EuroQol 5 Dimension; GARS: Groningen Activity Restriction Score; ISI: Incontinence Severity Index.
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Table III. Reasons for not consulting the general practitioner 
for urinary incontinence.

Total (n � 143)

I think my involuntary loss of 
urine is not severe enough to 
consult my general 
practitioner; n (%)

105 (73.4)

I have found a way to cope with 
it; n (%)

82 (57.3)

I think involuntary loss or urine 
is a normal sequel of ageing; 
n (%)

67 (46.9)

I think that there is no cure for 
my involuntary loss of urine; 
n (%)

34 (23.8)

My general practitioner didn’t 
ask me about involuntary loss 
of urine; n (%)

29 (20.3)

I have other health problems 
which take priority; n (%)

15 (10.5)

I feel uncomfortable at 
inconveniencing my general 
practitioner with involuntary 
loss of urine; n (%)

17 (11.9)

I think my general practitioner 
would ignore my involuntary 
loss of urine; n (%)

17 (11.9)

I am embarrassed to discuss 
involuntary loss of urine with 
my general practitioner; n (%)

7 ( 4.9)

I think that the treatment options 
for involuntary loss of urine 
are too demanding on me; 
n (%)

7 ( 4.9)

I think that my involuntary loss 
of urine is a transitory 
problem; n (%)

5 ( 3.5)

Table IV. Factors related to the top three reasons for not 
seeking help.

Urinary incontinence is not 
severe enough

OR (95%CI) p-value

 *  Severity of incontinence 
 according to the ISI score:‡

  Slight
  Moderate
  Severe and very severe

1
0.14 (0.03–0.72)
0.14 (0.02–0.81)

0.02
0.03

  UDI score for distress caused 
 by urogynaecological 
 symptoms‡

0.93 (0.88–0.98) 0.01

† Age at baseline
  Charlson index for comorbidity
  Home visits
  IIQ score for psychological 

 impact of urinary 
 incontinence‡

  Education level
  Age of GP at baseline

I have found a way to cope 
with it

OR (95%CI) p-value

 *  Age of GP at baseline 1.09 (1.02– 1.15) 0.01
  Urinary incontinence during 

 sexual intercourse
5.22 (1.15–23.60) 0.03

† Self-reported type of 
 incontinence

Urinary incontinence is a 
normal sequel of ageing

OR (95%CI) p-value

 *  Age at baseline 1.07 (1.02–1.11) 0.01
  Location of practice:
  urban
  rural

1
0.38 (0.15–0.96) 0.04

† Self-reported type of 
 incontinence

Notes:  * Variables included in the multivariate multilevel model; 
†variables removed from the multivariate multilevel model; ‡ISI: 
Incontinence Severity Index; UDI: Urogenital Distress Inventory; 
IIQ: Incontinence Impact Questionnaire.

 In our study, the most frequently reported reason 
for not seeking help for urinary incontinence was that 
the symptoms were considered not severe enough. 
Teunissen et al. reported the same fi nding [11]. That 
urinary incontinence is a normal sequel of ageing was 
reported by almost half of the patients as a reason for 
not seeking help. Commercials about absorbent 
products, in which remarkably happy older women 
experience virtually no discomfort from urinary 
incontinence, are not contributing to a change in the 
perception of this problem. It is surprising that a 
quarter of our study population assumed that urinary 
incontinence cannot be cured. This means that 
informing women that urinary incontinence can be 
treated effectively is still very important.   

 Implications of the study and future research 

 In this study, the most common reason for not con-
sulting a GP was that patients considered their 
symptoms not to be severe enough. This knowledge 

may be useful. Information campaigns about uri-
nary incontinence, initiated from the general prac-
tice or publicly funded, might make patients more 
aware about this problem and the available good 
treatment options, even when their symptoms are 
relatively mild. 

 This study also demonstrates that women who do 
not seek help for urinary incontinence are relatively 
young with lower levels of distress. As a consequence, 
GPs should be more attentive to the presence of uri-
nary incontinence in relatively young women, as this 
group may not easily consult a GP for incontinence 
but could benefi t from treatment, and also to prevent 
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further deterioration of symptoms. Perhaps all women 
above 55 years should be systematically screened for 
urinary incontinence, as already suggested by Rohr 
et al. [26]. The effectiveness of a proactive approach 
towards older women, for example by using a single 
question intended to gather information on the pres-
ence of urinary incontinence during routine medical 
check-ups of elderly women in general practice, 
should be subject to further investigation. In this 
study we describe the characteristics of the women 
who hesitate to seek help. An intervention study that 
has already started will have to show which women 
will profi t from treatment of their incontinence and 
should be encouraged to seek help.    
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