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Urinary incontinence in women:

reasons for not seeking treatment

URINARY INCONTINENCE IN WOMEN: REASONS FOR NOT SEEKING TREATMENT

INCONTINENCIA URINARIA EN MUJERES: RAZONES PARA NO BUSCAR TRATAMIENTO

Ligia da Silva', Maria Helena Baena de Moraes Lopes?

ABSTRACT

The main purpose of this study was to verify
why incontinent women, users of a Basic
Healthcare Unit in Campinas, SP, do not
seek treatment for urinary incontinence
(Ul). This is a descriptive, cross-section
study, where 213 women who attended the
service to have their cancer cytology exami-
nation were approached, and 35 of them,
being incontinent, were included in the
study. Three questionnaires were used:
ICIQ-SF, King’s Health Questionnaire and a
specific instrument elaborated for this
study. A large share of the subjects (45.7%)
did not know any form of Ul treatment, and
more than half (65.7%) did not seek treat-
ment for the problem, with the main stated
reasons being that they thought that uri-
nary loss was normal, did not consider it
important and the physician said that it was
not necessary. It is concluded that the lack
of knowledge about the types of treatment
can contribute for not seeking professional
help.
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RESUMO

O objetivo principal foi verificar as razoes da
ndo procura pelo tratamento da incontinén-
cia urindria (IU) entre mulheres incontinen-
tes, usudrias de uma Unidade Basica de Sau-
de em Campinas, SP. Trata-se de um estudo
descritivo e transversal, no qual foram abor-
dadas 213 mulheres que compareceram ao
servigo para realizar o exame de citologia
oncoética, sendo incluidas apenas 35 que
eram incontinentes. Utilizaram-se trés ques-
tionarios: o ICIQ-SF, o King's Health Question-
naire e um instrumento elaborado para esse
estudo. Grande parte dos sujeitos (45,7%)
ndo conhecia nenhuma forma de tratamen-
to para a IU e mais da metade (65,7%) nao
buscou tratamento para o problema, sendo
as principais razdes apontadas o fato de
achar normal a perda de urina, ndo conside-
ra-la algo importante e a questdo do médi-
co dizer que ndo era necessdrio. Conclui-se
que o desconhecimento sobre os tipos de
tratamento pode contribuir para ndo procu-
rarem ajuda profissional.
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RESUMEN

El objetivo principal fue verificar las razones
de no buscar tratamiento para la incontinen-
cia urinaria (IU) entre mujeres incontinen-
tes, usuarias de una Unidad Basica de Salud
en Campinas, SP. Se trata de un estudio des-
criptivo y transversal, en el cual fueron abor-
dadas 213 mujeres que comparecieron al
servicio para realizar el examen de citologia
oncdtica, siendo incluidas apenas 35 que
eran incontinentes. Se utilizaron tres cues-
tionarios: el ICIQ-SF, el King's Health Ques-
tionnaire y un instrumento elaborado para
este estudio. Gran parte de los sujetos (45,7%)
no conocia ninguna forma de tratamiento
para la U y mas de la mitad (65,7%) no bus-
c6 tratamiento para el problema; siendo las
principales razones apuntadas, el hecho de
encontrar normal la pérdida de orina, no
considerarla algo importante y la afirmacién
del médico de que no era necesario. Se con-
cluye que el desconocimiento sobre los ti-
pos de tratamiento puede contribuir para no
buscar ayuda profesional.
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INTRODUCTION

Urinary incontinence (Ul) is currently defined by the
International Continence Society (ICS) as complaints about
any involuntary loss of urine', thus considering the patient’s
complaint, since the previous definition required the clini-
cal observation of the problem. Indeed, research has shown
that Ul affects the quality of life and the social and hygienic
problems have been addressed in several studies. As it is
more frequent in women, several studies focus on the re-
strictions affecting the life of women®@.

Ul can be classified as effort incontinence (when the
loss of urine occurs after physical effort, coughing or sneez-
ing), urge-incontinence (the woman feels a sudden, hard-
to-control urge to urinate) and mixed (when there are signs
and symptoms of both aforementioned types)®. Several
forms of Ul treatment have been used, such as surgeries,
kinesiotherapy, drug therapy, electrostimulation, among
others; most of them are highly likely to be used within the
primary care system.

Epidemiological studies describe an average Ul preva-
lence of 27.6% in women and 10.5% in men. Other stud-
ies reveal the prevalence and frequency of Ul among women
aged 40 to 60 years, respectively correspond-
ing to: a few times in the year: 25% and 23%;
a few times a month: 8% and 10%; few times
a week: 6% and 11%; and daily, 3% and 8%,

In addition to the physical problems, re-
search shows that urinary incontinence af-
fects the women’s self-esteem, as well as their
social activities and their ability to maintain
an independent lifestyle®. Several studies
reviewing the effects of Ul on quality of life showed that
the patients suffer social consequences, negative feelings
and/or shame in 8% to 74% of the cases, with moderate to
severe impact on their quality of life, 10% to 22% of times.
Furthermore, another study points to changes in sexual
activities in 40.9% of the cases, in addition to social (33.5%),
domestic (18.9%) and occupational restrictions (15.2%)?.

In spite of the impact on their quality of life, relatively
few incontinent women seek treatment for their problem,
with rates of 6%, 11% and 14%%>7. Other studies show that
56% of incontinent women do not seek professional help;
in 71% of the cases, this happens because they consider
the problem to be something normal, and in 9.7% of the
cases because they believe that it has no possible solution®®.
Some authors put forward common reasons that make a
woman not seek treatment: not seeing Ul as something
serious or abnormal, and considering it a part of the aging
process; low expectancies about treatment benefits and lack
of knowledge about where to seek it; shame, hesitation or
fear of seeing healthcare professionals; high costs of the
medical appointments and others.
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In view of this situation, where urinary incontinence is
presented as a problem with relevant prevalence, interfer-
ing in the quality of life of women and with forms of treat-
ment that can be used within the primary care system, the
questions that guided our study were: do women with Ul
who received care in the basic healthcare units (UBS) of
our city seek medical care? Do they know the available
forms of service? What is the impact of Ul on their daily
activities? Which are the most frequent types of UI? Once
the profile of urinary loss and the reasons that led these
women not to seek professional help are designed, with
the consequent diagnosis and resolution of this problem,
adequate healthcare strategies could be developed to help
these women.

Therefore, the objectives of the present study are: to
identify the reasons for not seeking urinary incontinence
treatment among incontinent women, users of a basic
healthcare unit in the city of Campinas, SP; characterize
the frequency and quantity of urinary losses, as well as the
types of urinary loss (effort, urge-incontinence and mixed)
according to the complaints presented by the incontinent
women; identifying the restrictions they have to face due
to Ul; assessing their quality of life and, finally, investigat-

ing their knowledge about the forms of treat-
ment that exist for this problem.

Epidemiological
studies describe an
average Ul prevalence
of 27.6% in women
and 10.5% in men.

METHOD

This is a descriptive, cross-sectional study,
performed at Centro de Saude Bardo Geraldo,
in the city of Campinas, SP. The study included
women who sought this service provider to
have an oncotic cytology exam, and who reported involun-
tary loss of urine.

The initially established sample size was based on a pre-
vious study by one of the authors®, and consisted of 289
women, considering p (the ratio of individuals with the se-
lected characteristic in the population) as 0.25; d (desir-
able difference between sample ratio and population ra-
tio) as 0.05 and alpha (level of bilateral significance) as
0.0519, After four months of collection (in November),
based on the observed prevalence, the sample size was re-
calculated, reaching a new total of 213 women, consider-
ing p =0.166, d = 0.05 and alpha = 0.05"9,

Data collection occurred during six and a half months
(early July 2005 to mid-January 2006), applying three in-
struments: the International Consultation on Incontinence
Questionnaire-Short Form (ICIQ-SF), King's Health Question-
naire (KHQ) and a questionnaire that was specifically elabo-
rated for this study.

The participants were approached in the waiting room
and first clarified about the research by reading the term
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of consent. The three instruments were distributed in the
following sequence: first, the questionnaire elaborated for
this study, followed by ICIQ-SF and, finally, KHQ. Those who
had never had involuntary urine loss only filled out the age
field and returned blank questionnaires, since those who
complained about this problem and accepted to take part
in the study signed the term of consent and answered the
questions.

The questionnaire developed by the researchers was
structured in five questions, investigating age (to confirm
their birth date, informed in the ICIQ-SF), the presence of
urinary loss and the situations of occurrence (to character-
ize the type of Ul), knowledge of some form of Ul treat-
ment and, finally, whether they sought treatment for the
problem under study. The ICIQ-SF is a questionnaire with
six questions that contemplate birth date (1), gender (2),
frequency of urinary loss (3), amount of urine the individual
thinks that is lost (4), the interference of this loss in daily
life (5) and when it occurs (6). A partial score was attrib-
uted to each answer of questions 3, 4, and 5. The total score
was obtained from the added results of these three ques-
tions; the higher the value, the higher the impact on the
quality of live, with a maximum value of 21. The version of
the KHQ validated for the Portuguese language evaluates
nine dimensions of quality of life: general perception of
health, impact of the incontinence, limitations in daily ac-
tivities, physical limitations, social limitations, personal re-
lationships, emotions, sleep and energy and measures of
gravity, in addition to a list of symptoms that could be as-
sociated to urinary loss. Scores vary from zero to 100 in
each dimension, with a value of 100 indicating the worst
quality of life. Both ICIQ-SF and KHQ were validated for the
Portuguese language*1?.

The continuous variables (age, ICIQ-SF and KHQ scores)
were analyzed descriptively (average, standard deviation,
median, minimum and maximum values), and the frequen-
cies of the categorical variables (questionnaire topics) were
calculated. Also, the ICIQ-SF and KHQ scores were calculated.

The Ethics Committee of Faculdade de Ciéncias Médicas
da UNICAMP approved the research in June 2005 (file
#281/2005).

RESULTS

Over six and a half months of data collection, 213
women were approached, 35 (16.4%) of whom reported
involuntary loss of urine and were included in the present
study. Average age was 44.3 years, varying from 21 to 76
years old.

A large share of the participants knew no form of treat-
ment for the condition and, among those who did, it was
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observed that surgical therapy was prevalent over the oth-
ers, as shown in Table 1.

Table 1 - Distribution of the women who received carein abasic
healthcare unit according to the types of urinary incontinence treat-
ment that they knew - Campinas, SP - July 2005 to January 2006.

Type of treatment N %
None 16 45.7
Surgery 13 37.1
Medication 2 5.7
Others (tea) 1 2.9
Exercise 1 2.9
Exercise /Medication 1 2.9
Surgery /Exercise/Physical Therapy 1 2.9
Total 35 100

We found that more than half of the women did not
seek treatment for Ul. Among those who did, surgical
therapy was predominant (Table 2).

Table 2 - Digribution of the women who received care in a basic
hedlthcare unit according to thetypesof urinary incontinencetrestment
that they sought - Campinas, SP - July 2005 to January 2006.

Type of treatment N %
None 23 65.7
Surgery 6 17.1
Medication 2 5.7
Others (tea) 1 2.9
Exercise 1 2.9
Exercise /Medication 1 29
Surgery /Exercise/Physical Therapy 1 2.9
Total 35 100

The women reported several reasons not to seek treat-
ment for Ul. The most frequent was the fact that they
thought that urinary loss was normal. They did not con-
sider it an important problem and mentioned the fact that
the physician said that it was not necessary (Table 3).

Urinary incontinence in women: reasons
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Table 3 - Distribution of the women who received carein abasic healthcare unit according to the alleged reasonsfor not seeking urinary

incontinence treatment - Campinas, SP - July 2005 to January 2006.

Reason N %
The physician said it was not necessary 4 17.4
Losing urine is normal 4 17.4
Does not have time / It is not important / Has other problems to see to 4 17.4
Urinary loss is small / It does not bother them much / It is a recent problem 3 13.0
They do not know types / options for treatment 3 13.0
awaiting test results exams 2 8.7
Is ashamed 1 43
Thinks that it is no use treating. there is no cure 1 43
Is afraid to have a surgery 1 43
Total 23 100

Regarding the type of Ul, 51.4% (18) of the women have
mixed Ul; 34.3% (12) have urge-incontinence, and 14.3%
(5) have effort incontinence.

According to the categories present in the ICIQ-SF, the
following variables were investigated: the frequency of the
urinary losses (item 3), the amount of urine the participants
believe that they lose (item 4) and the interference of these
losses in their daily lives (item 5), among others.

For item 3, it was observed that 20% (7) of the partici-
pants reported losses once a week or less frequently; 2.9%
(1) two to three times a week; 11.4% (4) once a day; 57.1%
(20) several times a day, and 8.6% (3) all the time.

35

When the participants were asked about the amount
of urine they believed that they lost (item 4), 60% (21)
believed that they lost a small amount of urine, follow-
ed by 20% (7) who believed that they lost a moderate
amount and 20% (7) who mentioned losses in large
amounts.

Figure 1 describes the scores, from zero to 10, the
women attributed to the interference of the urinary losses
in their daily lives, according to the ICIQ-SF. It should be
noted that many of them consider urinary incontinence as
something that interferes a lot in their daily activities, thus
attributing scores of 10 in this category.

30
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Figure 1 - Scores attributed to the interference of urinary incontinence in daily activities (0 = no interference; 10 = interferes alot) -

Campinas, SP - July 2005 to January 2006.

The average ICIQ-SF score was 12.83, varying from 4 to
21, with a standard deviation of 4.89 and median of 13.

Table 4 describes the scores obtained in the different
domains of the KHQ (from 0 to 100 points). The highest

Urinary incontinence in women: reasons
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score is noted in the domain impact of the incontinence
(average score of 66.7), while the lowest score recorded is
in the social activities domain (14.8).
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Table 4 - Distribution of the women who received care in a basic healthcare unit according to the scores obtained in the different

domains of the KHQ - Campinas, SP - July 2005 to January 2006.

Domain Average S.D. Minimum  Maximum Median
Impact of the incontinence 66.7 30.3 0 100 66.7
Measures of gravity 47.2 24.0 0 100 46.7
General perception of health 44.3 28.5 0 100 25.0
Limitation of daily activities 43.8 37.3 0 100 333
Emotions 41.3 36.1 0 100 333
Sleep and energy 395 36.6 0 100 333
Physical limitations 37.6 39.9 0 100 333
Personal relations 21.2 349 0 100 0
Social limitations 14.8 27.3 0 100 0

DISCUSSION

The results about the types of Ul found, with 51.4% of
women with mixed Ul, 34.3% with urge-incontinence and
14.3% with effort incontinence, are different from studies
held in other countries. These showed that effort Ul is preva-
lent in 50% of the cases, mixed Ul in 32% and urge-inconti-
nence in 14%, with the remaining 4% included in the cat-
egory others®. A study about epidemiology and natural
history of Ul in women confirms the aforementioned find-
ings, concluding that nearly half of all incontinent women
are classified as having effort Ul, with a smaller proportion
having mixed incontinence and the lowest amount of them
being urge-incontinent™, However, studies based on symp-
tomatology (clinical complaints) instead of clinical or
urodynamic exams have higher rates of mixed Ul. In Nor-
way, in a prospective cohort study involving 2845 women,
the symptomatology based on the patients’ answers
showed ratings of 64%, 24% and 9% for mixed incontinence,
effort incontinence and urge-incontinence, respectively®*4.
In our midst, a retrospective study based on the service
provided to 114 patients observed that complaints of iso-
lated urinary losses due to efforts were mentioned by 41
patients (36.0%); isolated urge-incontinence was reported
by 13 (11.4%) and mixed symptoms by 60 (52.6%)*%.

The high proportion of subjects reporting urinary losses
several times a day stands out, in quantities from moder-
ate to large, which does not agree with the findings in lit-
erature. These point to a Ul frequency with daily losses of
3% and 8% in women aged 40 and 60 years, respectively®.

Impacts on quality of life were clearly shown by 28.6%
of the subjects, who attributed a score of 10 to the inter-
ference caused by urinary loss in daily life, as well as the
average score of 12.8 in the ICIQ-SF and the relatively high
average scores noted in the KHQ, especially in the dimen-

Correspondence addressed to: Fulano de Tal da Silva
Rua Onon Onon de Tal, 27 - Jardim Flores
CEP 00000-000 - Sao Paulo, SP, Brasil

sions impact of incontinence (66.7), measures of gravity
(47.2), perception of health (44.3%) and important limita-
tion of daily activities (43.8). These findings, related to the
impact of Ul in the life of women, are consistent with those
found in an article® that assessed 14 studies that demon-
strated the effects of Ul in quality of life, revealing that the
patients have social consequences, negative feelings and/
or shame in 8% to 74% of the cases. The impact on quality
of life was moderate to severe in 10% to 22% of the pa-
tients. Furthermore, Ul interfered in marital and sexual life
in 7.5% to 33% of the study subjects.

The same authors also mention that, although 50% of
the patients report that Ul affects their quality of life some-
what, 77% of them have not yet sought help for their con-
dition. Similar figures were observed among the women of
the studied UBS (65.7%), who mentioned several reasons
for not seeking treatment. They thought it was normal to
lose urine or they did not consider it an important or prior-
ity problem. It is worth noting that, in some cases, a physi-
cian mentioned that treatment was not necessary. The fact
of thinking that urinary loss is normal and not considering
it important is also shown in other studies**®. However,
the medical attitude (physicians saying that treatment was
not necessary) points to the need for information and up-
dating of healthcare professionals regarding Ul handling,
including non-surgical forms of treatment that can be used
within the primary care system.

Therefore, contradictions appear between our findings
and other studies of the same type, therefore, show con-
tradictions. Although urinary incontinence is one of the
most frequent aggravations to women'’s health, affecting
their quality of life, seeking treatment is not a priority.

Many of the women in the studied group did not know
any form of treatment, or knew only about the surgery,

Urinary incontinence in women: reasons
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which was the most common option among those seeking
professional help — probably because it was the most well-
known type of treatment. However, it is known that Ul con-
trol can be surgical, pharmacological or behavioral. Exer-
cises for the pelvic muscles, as the least invasive method,
should be the first choice, either associated to other forms
of treatment or not.

In order to cause changes, educational actions promot-
ing reflection and offering clarifications about Ul, its im-
pact on quality of life, its handling and treatment are nec-
essary for the general population and also for healthcare
professionals, so that they can provide adequate care to
those seeking help. However, better availability of, services
and better preparation of, healthcare professionals, al-
though necessary and indispensable, may not be able to
revert this situation isolatedly, unless other strategies are
also used, such as publications, debates in the media and
campaigns focused on awareness of the problem.

CONCLUSIONS AND
FINAL CONSIDERATIONS

The main reasons for women not to seek treatment are
similar to other studies, noting the fact that physicians said
that treatment was not necessary, finding it normal to lose
urine and having no time or thinking that the problem was
not important.

Although the amount of lost urine is small, in most cases,
a significant number (40%) had losses from moderate to large,
with urinary losses occurring several times a day. Most had
mixed Ul, partially contradicting the findings of literature.

Regarding quality of life, nearly one third attributed the
maximum score to the interference in daily activities. The
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