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Abstract

Aims: This analysis explored and characterized adolescent and adult women’s lay

language and discourse related to bladder health/function.

Methods: Forty-four focus groups were conducted across seven United States research
centers with 360 adolescents and adult women, organized by six age categories. Multi-
level content analyses classified emergent themes. A transdisciplinary lens and inductive
approach guided data interpretation. Interpretive insights were validated by a community

engagement panel.

Results: A repertoire of bladder function terms emerged, including explicit functional
terms, formal and polite euphemistic terms, and informal familiar terms, as well as
cultural and regional metaphors and idioms. Terminology usage was historically
grounded, developmental and cumulative across the life course. Lay discourse was
contextual and affectively valent, suggesting unspoken, commonly understood, situation-
based “rules” for talking about bladder function. Discourse appeared to be siloed within
family and friendship circles. Adolescents and adult women often described, rather than
named, bladder sensations or problems. Terminology for bladder issues tended to
minimize severity and frequency, with medical language only relevant to extreme

examples and not applicable to mild episodes.

Conclusions: A definitional discordance between medical and lay views of bladder

problems
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was identified, signifying a need to clarify the meaning of medical terms for lay persons.
Adolescents and adult women do not have or use standardized precise terminology for
bladder health and function, relying instead on social convention and interpersonal
context. Findings can be used to foster shared understandings between laypersons and
health professionals, informing development of clinical, research, and public health

initiatives to promote bladder health.

Key Words: Qualitative research, focus groups, adult women, adolescents, lower urinary

tract symptoms, urinary bladder
Introduction

A substantial body of research is examining the need to render medical terminology
more accessible, understandable, and acceptable by lay persons across a wide range of
conditions and settings.>? There is a corresponding effort to characterize lay terminology
about health and function and explore its utility in healthcare communication.>* At the
intersection of these lines of inquiry there is a dilemma concerning how to bridge the gap
between the specialized character of scientific medical language and the nuanced nature

of lay terminology.

Terminology for bladder health and lower urinary tract symptoms (LUTS) is a case
in point. The medical profession has worked to standardize and refine terminology on
bladder function and LUTS through consensus documents within professional societies
and via discourse in peer-reviewed journals.” It has been observed that lay usage does not
coincide with scientific medical terminology,® and the lay public does not have a shared

repository of terminology or common arena for discourse about bladder health.
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Studies exploring lay terminology and discourse about bladder health and function
demonstrate the need to identify a body of scientifically-sound, lay-friendly terminology
to inform the development of research instruments for symptom assessment and public
health initiatives for promoting bladder health, preventing LUTS, and assisting
individuals in communicating with their healthcare providers about bladder health issues.
Notably, focus groups conducted among participants with and without overactive bladder
symptoms revealed no difference in descriptions of regular and urgent sensations to
urinate,”® with “pressure” and “tingling” emerging as two distinct types of bladder
sensations in both populations.® Qualitative explorations of individuals’ experiences of
LUTS provide lay descriptions of the subjective and complex nature of these

conditions'®

and their consequences, including personal disruption and bodily
disaffection,*? emotional distress and interpersonal strain,"* and discomfort and desire for
relief.* Further, another study analyzed postings from an on-line self-help forum and
used the naturalistic language of participants to explore the lived experience of women

with recurrent urinary tract infections, giving voice to a more comprehensive array of

disabling symptoms than are found in the medical literature. *°

The purpose of this paper is to characterize the attributes of lay language and
terminology related to bladder health and function and describe the landscape of lay
discourse among a diverse, community-based sample of adolescents and adult women

across a broad age range.
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Materials and Methods
Overview

The Study of Habits, Attitudes, Realities, and Experiences (SHARE), is a qualitative
study of the Prevention of Lower Urinary Tract Symptoms (PLUS) Research Consortium,
a transdisciplinary network of seven geographically diverse research centers and a
Scientific and Data Coordinating Center. PLUS was established to expand research
related to the prevention of LUTS and the promotion of bladder health in adolescent and
adult women.'® The SHARE study used focus group methodology to explore women’s
and adolescents’ experiences, perceptions, beliefs, knowledge, and behaviors related to
bladder health and function across the life course. This paper reports an analysis of lay
language and terminology used to describe bladder health and function, articulating social

processes that shape lay discourse.
Participants

Participants were adolescents and adult women recruited at each of the seven
research centers, using a variety of recruitment methods including flyers, on-line
postings, word of mouth, email announcements, and referral by community partners.
Applying a life course perspective, participants were recruited and organized into six age
categories: early adolescents: 11-14 years; adolescents: 15-17 years; young adult women:
18-25 years; adult women: 26-44 years; middle-aged women: 45-64 years; and older

women: 65+ years.
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Participants were eligible if they were 11 years of age or older, assigned female at
birth, spoke English/Spanish, were able to read and provide written informed consent (or
assent and parental permission for those 11-14 years of age), and self-reported the
absence of any physical or mental condition that would impede participation. To provide
additional context, participants were asked about the language spoken at home, but this
was not an inclusion/exclusion criterion. Current pregnancy was an exclusion criterion
due to the known effects of pregnancy on LUTS. To ensure a wide range of bladder
experiences, participants were included without regard to LUTS status, which was only

assessed following focus group participation.

We aimed to recruit a sample that was diverse with respect to race, ethnicity,
education, socioeconomic states, physical/health conditions, LUTS status, geography
(urban/rural), and language, including focus groups conducted in Spanish. Recruitment
was coordinated across centers to strategically determine the composition of each focus

group and ensure overall study diversity.

Procedures

Between July 2017 and April 2018, focus groups were conducted within age
categories to encourage comfort and open communication among participants based on

shared social context and similar life experiences.

The sessions lasted about 90 minutes and were conducted in rural and urban
community settings, such as libraries, universities, community organization meeting

spaces, and churches. Focus groups were conducted by female moderators who received
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standardized training in qualitative research principles adopted by the PLUS Consortium,

best practices for focus group research, and the SHARE study protocol.

Each session followed a semi-structured focus group guide developed by the
investigators, informed by the PLUS conceptual framework and based on the social

ecological model."’

The guide was arranged in 5 sections, consisting of 18 core items
(with probes) covering the following domains: healthy bladder beliefs/attitudes, bladder
knowledge acquisition, LUTS experience and care seeking, terminology, and public
health messaging. The guide was piloted through mock focus groups coordinated with

community partners.

Focus groups were audio-recorded and transcribed verbatim. After each focus group
session, participants completed self-administered measures to characterize the sample in

terms of demographics, physical/health conditions, and LUTS status.
Data Analysis and Interpretation

Data analysis and reporting were conducted in accordance with the Consolidated
Criteria for Reporting Qualitative Research (COREQ) guidelines.*® Focus group
transcripts were entered into Dedoose, a software program for facilitating the
organization and coding of non-numerical data (Version 8.0.35, SocioCultural Research
Consultants, LLC, Los Angeles, CA).* Guided by a 4-member team, the iterative process
of analysis used consensus building, involving 1) memoing transcripts, 2) using directed
content analysis to formulate a priori deductive codes derived from the focus group

guide, and 3) identifying emergent inductive codes. Disagreements were resolved through
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a consensus process of assessing fidelity to informants’ accounts and consistency with

previous analytic decisions.

For the purpose of this paper, a second layer of data analysis and interpretation of the
“lay terminology” code was carried out using a transdisciplinary lens and inductive
approach. After immersing in the data, a team of investigators consisting of a medical
sociologist, behavioral psychologist, urological clinician researcher, and public health
scientist used a consensus building approach to develop interpretive insights about the
attributes of lay language and lay discourse. Findings were validated and elaborated upon
by an 11-member community engagement panel comprised of women and adolescents,
including two mother-daughter dyads and stakeholders from academic, public health,
clinical, and social service settings. Additional insights were provided by SHARE

investigators and the PLUS Consortium at large.

Results

Sample Characteristics

Forty-four focus groups were conducted with 360 adolescents and adult women, with
each group comprised of 3-12 participants. The sample was diverse with respect to race,
ethnicity, education, socioeconomic states, physical/health conditions, LUTS status,
geography (urban/rural), and language. Characteristics of the sample are shown in Table

1.
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A Repertoire of Terms

Lay discourse about bladder health and function is characterized by terminology
used to talk about passing urine and qualities of the language employed to describe lower
urinary tract function. Women of all ages have a repertoire of terms for bladder function
and passing urine, including explicit functional terms (piss, pee), formal terms (void,
urinate), polite euphemistic terms (using the restroom/ladies’ room), and informal
familiar terms (pee, gotta go), as well as cultural and regional metaphors and idioms
(paying the water bill, throwing the waters). “Pee” was the most frequently endorsed lay
term. “Urinate,” while used infrequently, was the most referenced medical term. The
variety of expressions for bladder function in the layperson’s vocabulary appears to
reflect a cumulative process with terms acquired early in life often remaining in use over

the life course.

Finding Words

Participants often had difficulty finding words to talk about bladder function,
describing rather than naming bladder experiences and uncomfortable sensations. (Box
#1) Although participants were aware that medical terms existed, the terms were not part
of their vocabulary. Instead, there was a tendency to describe their experiences using
familiar terminology related to other uncomfortable sensations. Additionally, there was a
recognition among participants that a single term may not capture individual variation in

the experience of bladder sensations.
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Social-Historical Contexts

Lay terminology for bladder function is embedded in a social-historical context.
(Box #2) Some terms used in the past seem outdated and no longer in vogue. Similarly,
changing social norms, practices and sensibilities introduced new terms into the lay
conversation on bladder function. Shifts in lay terminology may reflect society-wide
changes in overall lay discourse driven by technological innovations, popular culture, and
a growing trend for informal and abbreviated language such as texting acronyms (BRB
for “be right back” or “bathroom break”) or emojis (faucet, toilet) to indicate one’s intent

to use the bathroom.

Interpersonal and Situational Contexts

Lay language for bladder health and function is contextual, with interpersonal
context and social setting dictating word usage. (Box #3) Participants described
unspoken, commonly understood, situation-based “rules” for talking about bladder
function. In personal, close-knit social groups such as family and friends, the use of
colloquial terms such as “pee” or “going to pee” is common. In impersonal, loosely-knit,
task-oriented, groups such as schools and the workplace, the use of formalized, polite

terminology such as “using the restroom” or “going to the restroom” is preferred.

Emotional Salience and Affective Valence

Lay discourse for bladder function is affectively valent, meaning that its terminology
can elicit feelings ranging from positive to negative. (Box #4) The language used to

describe bladder experiences can convey the underlying emotional salience of talking
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openly about behaviors related to private bodily functions. Life course variations were
evident in the emotional salience of terminology used. When speaking with children,
adults may intentionally use terms with positive affective valence to provide a reassuring
context of toileting and engender positive feelings about bladder function. In contrast,
terms with the potential to elicit negative emotional experiences appeared more
commonly used among adolescents/young adults, possibly reflecting a tension between
the appropriateness of conventional language for bladder function and the emotional

impact of expressive terminology.

Participants used euphemisms to influence the emotional impact of talking about
urination. For example, communication about one’s need to pass urine in school or work
settings typically involved excusing oneself from the room (or asking permission to be
excused) and announcing where you are going (bathroom, restroom, ladies’ room, girls’
room, down the hall) or why you are going (use the facilities). Additionally, some women
described using implicit terminology or simply not telling or needing to inform others

what they are doing or where they are going.

Family and Friend Narratives

Conversations about passing urine typically occur in family and friendship circles
often in the form of storytelling, anecdotes and cautionary tales. (Box #5) Among close
female relatives, friends, and co-workers, advice is sought and given, and experiences are
shared. In a similar way, networks of friends and colleagues share bladder experiences,

offering advice and support.
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Normalizing LUTS

Beginning in childhood and extending across the life course, lay terminology and
discourse can serve to normalize and minimize bladder issues. (Box #6) Participants
often injected humor into accounts of incontinence. Similarly, the terminology used in lay
narratives of nocturia and nocturnal enuresis belies the seriousness of these bladder

function issues.

An unexpected emergent insight from the community engagement panel was how
language shapes the conceptualization of bladder sensations and function and influences
perceptions of acuity and the need to seek healthcare. The panel noted that participants’
discourse about bladder issues reflected a continuum of severity and frequency, with
medical language relevant to extreme examples and not mild episodic occurrences related
to strenuous physical activity. Likewise, urine leakage and nighttime voiding were
characterized as private issues or nuisances, primarily affecting women of certain ages or

life stages, and less often as a health concern, requiring professional care.

Discussion

Our exploration of lay terminology for bladder health and function revealed
adolescent and adult women use a repertoire of terms, depending on the interpersonal and
social context, suggesting their discourse is contextual and not transferable in the same
way medical terminology is intended to be. Whereas development of consensus-based
medical terminology is meant to support congruence, coherence and consistency in
language usage, lay usage of language is highly variable, contextual, and may not hold

the same meaning person to person. Findings also suggest lay terminology is shaped by
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historical and life course influences and affected by contemporary social norms and

practices.

Lay discourse on bladder health and function appeared siloed in family and
friendship circles using anecdotes, storytelling, and cautionary tales to warn women
about the possibility of LUTS and inform them about approaches to self-care. Previous
research found discussions of bladder health issues with close family members and
friends could contribute to normalizing symptoms and diminish healthcare seeking

behaviors.?

Adolescents and adult women often described rather than named bladder sensations
or problems, suggesting lay vocabulary is more expressive than prescriptive when
translating bladder experiences into words. This finding supports the results of a previous
qualitative examination of lay persons’ descriptions of urinary tract infections which

revealed lay persons often have difficulty articulating symptoms.®

Terms for bladder function have the potential to evoke negative emotions, prompting
an intentional and normative approach to their use. There appeared to be a preference for
using language for urinary incontinence that may diminish emotional impact (leaking)
and minimize culpability (accident). The same pattern was observed for nocturia and
enuresis, with adolescents and adult women using less clinical terminology such as “night
pees” and “pee dreams.” Similarly, episodic bladder issues were characterized on a
spectrum ranging from minor nuisances to burdensome problems, rather than labeled as

clinically defined problems. This viewpoint is consistent with recent qualitative research
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on the toileting behavior of adult women characterizing the need to void often as a

nuisance.?

Naming and characterizing bladder problems as medical disorders may be a
stigmatizing and contested issue, reflecting a disconnection between specialized
professional knowledge and lay experience. Using lay language that minimizes
culpability and normalizes symptoms is an underlying social process that may buffer the
emotional impact of LUTS and lessen the potential for stigmatizing the experience. At
the same, normalizing symptoms might reduce the perceived need to seek treatment or
engage in behavioral changes. These observations align with research on how
terminology shapes lay perceptions of the meaning and impact of disorders and treatment
options including the negative emotional connotation lay persons may attribute to

medical language for symptoms.?

A notable strength of this study is that it drew upon the experiences of a broad age
range of adolescents and adult women of various racial and ethnic backgrounds from
across the country. In addition, our sample comprised participants with various symptom
experiences, including some with no experience of LUTS. However, due to the
qualitative nature of the study, the findings are not generalizable to all adolescents and
adult women or to women from other countries whose cultural perspectives on bladder
health and function can differ from the views expressed in this U.S. based study. To
inform the work of bladder health professionals worldwide, future research could take an
inclusive approach, exploring lay language and discourse across national boundaries and
within other underrepresented U.S. cultures (e.g., Native American, Muslim American)

and groups (e.g., sexual gender, differently-abled) who are likely to have unique
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perspectives. Finally, it was not within the scope of this study to characterize lay
terminology among male populations, a constituency whose discourse on bladder health

and function may exhibit distinctive qualities not identified in the present study.
Conclusions

Lay language for medical conditions often does not coincide with scientific medical
terminology.® Even when professional and lay persons use the same term, the meaning
and interpretation can differ, and misunderstandings can occur.?® This issue is
compounded by the subjective and sometimes idiomatic nature of lay terms, making it
difficult to link them to corresponding scientific concepts or medical terminology.?* Our
findings suggest an underlying social process of definitional discordance between lay and
medical views of bladder problems, limiting clear understanding and successful
communication about bladder health. Adolescents’ and adult women’s descriptive
accounts of bladder health and function embody their lived experiences and therefore do
not function to extend lay discourse beyond personal anecdotes to science or to translate
stories of personal problems into issues of public health. Educating adolescents and adult
women to shift from “problem-focused” conversations to “health-focused” discourse is a
health promotion and health education issue. Public health messaging about bladder
health literacy and health-promoting behaviors is needed to transform the dialogue from

stigmatizing clinical conditions to healthy bladder habits.

These findings can be used to foster shared understandings between lay persons and
medical professionals and inform the development and implementation of interventions

to promote bladder health and prevent LUTS in women across the life course. Public
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health campaigns to promote bladder health and prevent LUTS could listen to the voices
of adolescents and adult women, use lay anecdotal accounts as a vehicle to generate
interest and engagement, focus on connecting with family-peer networks and avoid
framing bladder issues solely from a clinical or pathologizing perspective. To better
characterize the experiences and prevalence of bladder issues in adolescent and adult
women, researchers could develop contextualized survey items and use lay language to
clarify the meaning of medical terms. Terminology usage by researchers should be

sensitive to the preferences and understandings of lay consumers of health information.?

Based on insights that emerged from focus groups and a community panel
discussion, healthcare providers may wish to use terminology that is less stigmatizing and
readily understood and preferred by patients. Clinicians could enhance patient-provider
communication by placing more emphasis on the patient’s story to gather and interpret
health information. Finally, the advent of telehealth systems, health portals, and on-line
health information resources is an impetus for developing and disseminating user friendly
language and consumer health vocabularies to empower patients and to foster informed

shared decision-making regarding bladder health.*
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Box #1: Finding Words

» | feel like there’s not really a term for other than like what you were saying, the
medical term, but like people don’t say ‘oh, I’ve had blank’ to imply that they’ve had
the need to urinate frequently. But I don’t know. [Age Group: 18-25]

» People be like ‘oh, don’t think about it, like or, or do a dance.” That’s not helping
me; like that’s going to make me have to go to the bathroom even more. This is, this
is like it really is uncomfortable like, it’s like a, when you really hold it, it’s like
cramps. It’s like a cramp. [Age Group: 15-17]

e I’ll get pain but like on the side if I hold it too long. It starts telling me to where |
have, I get like a side pain, kind of like a, not like an excruciating pain, kind of like a,
a desire, like a, like a small little hip bruise something. Like you bruise yourself, just
a small slight pain that I got to go. | got to go. | gotta go or | pee right here. [Age
Group: 65+]

* You feel the urgency and the pressure to go. With me it’s not a pain or anything like
that... if it was a pain, you always be alert to it. You know you always like ooh, I’'m
hurting, 1 got to go. So, to me, it’s not a pain or anything like that. It just, just an
urgent. And it’s kind of hard to describe going to the, you got to go to the restroom
to urinate. . . that’s a feeling you can’t really describe because | think it affect people
different ways. [Age Group: 65+]

Box #2: Social-Historical Contexts

* What about when, umm, mothers used to say they're going to powder their nose? . .
You don't hear that much anymore. [Age Group: 45-64]

* When we were growing up, no one ever said | have to go pee. That’s a much more
modern thing. . . . We always said tinkle when we had to go. | don’t think I’ve ever
heard anybody use the term urinate. [Age Group: 65+]

* lused to say I have to use the restroom or the bathroom, and then it seems like it
became socially acceptable to say oh, I need to pee. [Age Group: 26-44]

» All my kids say they have to whiz, and they have a song about it, and yeah, they sing.
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Oh, actually, there is a punk band that has a song called Gotta Whiz and so all four
of my kids sing that song when they have to go to the bathroom. [Age Group: 26-44]

Box #3: Interpersonal and Situational Contexts

I think like if I’m with my family or closer friends, then I'll just be like, hey, I got to
pee, like casual, but if I’m like asking a teacher, then I’ll just like say, can I, may |
use the restroom? Not like, I mean, it’s kind of like the informal versus formal in my
wording but yeah. | think it depends on who I’'m with. [Age Group: 15-17]

It depends on who you're with, you know? It's girls' night, we're all sitting around
saying | gotta go piss, you know? It's vulgar in here (focus group), but it's just one of
those (words) and then off we go. [Age Group: 45-64]

If I'm talking to the kids, it's just I gotta pee really bad. That would be like our every-
day language. But if I'm out, in public, | would just say | need to use the restroom . . .
For the most part, | think especially when you have children, you still kind of focus
on the smaller words. [Age Group: 26-44]

It depends on where | am. Like if I’m at my family’s home, | just go to the bathroom
because I’m at my in-laws, | just go to the bathroom. If I’m at work, you know I’ll
say I’m going to the restroom. And if I’m a public place, I just go to the bathroom,
s0. [Age Group: 26-44]

Box #4: Emotional Salience and Affective VValence

Oftentimes, | don’t even say that at all. Just say I’ll be right back. | wouldn’t even
say | have to go to the restroom. Like if I’m at my own home and | have a friend, |
guess, or something like that... (another participant) | do the same thing. | don’t say
I’m going to the restroom. | just say I’ll be right back. [Age Group: 26-44]

We say, umm, in the office going down the hall, I'll be back in a minute, going down
the hall. Everybody just kinda accepts that as the bathroom. [Age Group: 26-44]

Depending on who I'm talking to or who I'm talking about it, it's either pee, go to the
bathroom or go potty... | say pee when I'm not at work and when I'm at work, I just
say going to the bathroom, or | avoid making a comment about where I'm going.
[Age Group: 18-25]

Positive Affective Valence when Speaking with Children:
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* Asanew parent, | constantly think of what terminology am | saying because that’s
what this person is going to learn. It’s like oh, I want my son to feel comfortable to
say whatever that thing is I’m going to figure out one time to tell him, so then he
feels like it’s not something I have to be embarrassed about. This is a function of my
body and that’s not something to be embarrassed about. [Age Group: 26-44]

» Ifyou’re around children, it depends on what you say how children relate to going to
the bathroom. [Age Group: 65+]

» | think we reference it in our family going to the little girls’ rooms, sometimes when
the kids were little. [Age Group: 45-64]

* When | taught nursery school, you had to know what the terms that the kids used at
home, so that you’d use the right term for that child. [Age Group: 65+]

Negative Affective Valence among Adolescents/Young Adults:

» lalways say | need to go to the restroom, and | have a friend that she says | need to
pee, in front of me, it’s so weird you're telling me; for me, it doesn’t sound good.
Although it’s the same thing. [Age Group: 26-44]

» Sometimes I'll say it out loud, like what I have to do, some people will be, like they
share their business too much, “Oh, you have to use the bathroom? You need to pull-
up?”’ So, you just gotta keep it to yourself. [Age Group: 11-14]

* Boys, I know boys be like I got to take a piss. . . . Ooohhh (makes cringing noise. . .)
Yeah, that’s so nasty. . .I hate when boys say (that). [Age Group: 15-17]

Box #5: Family and Friend Narratives
Family

* My mother-in-law talked more in my younger adult years, telling me about what she
was experiencing and that’s when | became more alert you know. She thought, she
said, “Hey, as you grow older. . . when you laugh, you tinkle, when you sneeze, you
tinkle.”” You know it’s like it’s no cause. It’s just you got older you know, and that’s
how I began and having children, too, and having friends who did have bladder
problems. That’s how I learned then about some have five babies and like their
muscles just collapsed. [Age Group: 65+]

» We have been struggling, from generation to generation, since my grandmother, my
great-grandmother also, my mother, with bladder problems... That comes through
the generations, is not something from now. So, we, for that reason, the bladder for
us, has not been taboo. That is talked about, in the whole family, because it has been
circulating in the family. [Age Group: 26-44]

» My mother used to tell me | guess there is some joke or saying. . . the queen never
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misses an opportunity. Whenever there’s an opportunity to pee, you take it because
keeping things coming out is good. That’s kind of what | learned. But | feel like that
happened later, because this will I’'m sure come out in the course of the evening, I’ve
been experiencing some unpleasantness with my own bladder in the past couple of
years, so I’m always kind of thinking about, you know, when do | have to go, when
do I have to plan to go. Where is there going to be an opportunity to go? So, this
might happen later in my life. I don’t, I don’t really know, but I feel like that’s what
she told me, and | believe that. [Age Group: 45-64]

Friends

* A woman I know professionally had pie with me the day before I gave birth to my
son, and handed me a gift bag for cute things for the baby and in it was also like a
giant package of adult diapers . . . she apologized profusely, like you know ‘if you’re
embarrassed, I’m so sorry,” and then the next morning at like 7:15, of course, I’m
like putting on adult diapers . . . so if your friends are pregnant, please give them
diapers. [Age Group: 26-44]

* We have this, in this friend group of mine, whenever we all go out drinking, you
know, it's like don't break the seal. Because as soon as you break the seal, you're just
going to have to keep going back and back and back and back and back to the
bathroom. So, you know, we all have these little jokes and it's like we're getting
ready to leave, go to the bathroom now please, you're going to pee all night, you
know? [Age Group: 45-64]

» Actually, I have one of my friends tell me like last or a few weeks ago like she was
like umm ‘I kept holding my bladder and now have infection, so now I had to like
take care of it” and | was like oh, girl, well you got to go, like just go ahead. And we
were in like she recently got rid of it, so we were in class and she was like 1’ve been
holding it all day, and I’'m like you got to go because you just got over an infection,
like tell the teacher that you have to go, so | think it’s important that like when you
got to go, you just go. [Age Group: 15-17]

Box #6: Normalizing LUTS
Injecting Humor

* You teach the kids to say I had an accident. So, we joke with my mother because she
has accidents, as well. . . | have heard males that are of my age, I’m in my mid-20s,
say like when they like to make jokes like wet yourself. I’ve heard that. [Age Group:
26-44]

* |l work with K through 3. We get a lot of accidents. (Group laughing.) And I try to be
very respectful so that they you know honey, it’s okay. Just go to the office. You’ll be
fine. Don’t worry about it. (Group in agreement.) [Age Group: 45-64]
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I couldn’t get my keys out fast enough. Like I was running in the house while like
having to go to the bathroom. | was running down my steps, almost peed on myself,
like pee coming down, it’s like oh, no, no, no. But it’s, yeah. It’s like oops, | peed on
myself or | had an accident, or oh, geez. Let’s not say anything to anybody.
(Laughter.) [Age Group: 15-17]

I was just going to say you know I think it’s one of those things that we laugh about
as just a sign of aging and kind of take it for granted that it’s going to come around
and | can remember when | first started working professionally and | was working
with older women and they would make these comments about laughing and having
leakage or sneezing and having leakage. [Age Group: 45-64]

Belying the Seriousness of Nocturia and Nocturnal Enuresis

What do you call it when you wake up at night to go to the bathroom? Ahh, tinkle,
tinkle little star. [Age Group: 11-14]

(I) Had a case of the night pees last night three times or, you know, whatever. It
doesn’t happen often but when it does, there it is, the night pees. [Age Group: 26-44]

Sometimes you're just too late, you just can't even - - you do the one where you jump,
and you sit on the side of the bed. You want to make it to the bathroom, but you just
sit on the side of the bed, you just grip, and you know if you move, some of it's gonna
come out, and then once it starts, it's no stopping it. [Age Group: 45-64]

My roommate, she sleeps, and she sleeps, she sleeps really, really hard. So, | know
this happened last week. She had an accident. I’m like what happened? She was like
I was asleep, | had a pee dream. | feel like | was on the toilet. She was just like |
couldn’t hold it. It was something that she couldn’t wake up. [Age Group: 26-44]

Little tricklings, right. Now, for no apparent reason, (few women state, mm-hmm)
and | don’t wake up. Some people can wake up when they got to urinate. My thing
was, as | was growing up, | couldn’t wake up. [Age Group: 65+]

Table 1. Characteristics of Participants

Overal Ages Ages Ages Ages Ages Ages
| 11-14 15-17 18-25 26-44 45-64 65+

360 18 26 51 72 104 89

Age yrs, mean (SD) 45.8 12.4 16 21.8 34.9 54.9 73.2

(216) (1.1) (0.8 (21) (58) (59 (6.9)
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Age yrs, range

Race n (%)*

White/Caucasian

Black/African-
American

Asian

Some other
Race/Ethnicity

Participant did not
answer

Ethnicity n (%)

Hispanic/Latina

Geographic n (%)

Rural

Suburban

(11-
93)

145
(40.3%

)

114
(31.7%

)

5
(1.4%)

75
(20.8%

)

23
(6.4%)

117
(32.5%

)

45
(13.2%

)

59

(11-
14)

9
(50%)

8
(44.4
%)

0 (0%) 0 (0%)

1
(5.6%)

0 (0%)

2
(11.1
%)

0(0%) 0 (0%)

(15-
17)

7

(26.9

%)

13

(50%)

4
(15.4
%)

3
(11.5
%)

7
(26.9
%)

(18-
25)

29

(56.9

%)

9

(17.6

%)

2

9
(17.6
%)

2

10
(19.6
%)

11
(21.6
%)

17
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(26-
44)

24
(33.3
%)

13
(18.1
%)

3

(3.9%) (4.2%)

32
(44.4
%)

1

36
(50%)

0 (0%)

14

(45-
64)

34
(32.7
%)

42
(40.4
%)

0 (0%)

18
(17.3
%)

10

35
(33.7
%)

7
(7.2%)

(65-
93)

42
(47.2
%)

29
(32.6
%)

0
(0%)

11
(12.4
%)

7

(3.9%) (1.4%) (9.6%) (7.9%

)

27
(30.3
%)

27
(30.3
%)



Urban

Missing

Language spoken at

home

English

Spanish

Another Language

Lower Urinary Tract
Symptoms n (%)?

Frequency

Nocturia

Incontinence

(17.3%
)

237
(69.5%

)

19

280
(77.8%

)

75
(20.8%

)

(1.4%)

100
(27.8%

)

85
(23.6%

)

81
(22.5%

)

(33.3
%)

10
(66.7
%)

18
(100%
)

0 (0%)

0 (0%)

0 (0%)

0 (0%)

0 (0%)

(29.4
%)

12
(70.6
%)

26
(100%
)

0 (0%)

0 (0%)

0 (0%)

0 (0%)

0 (0%)

(33.3
%)

23
(45.1
%)

50
(989%)

1 (2%)

0 (0%)

5
(9.8%)

5
(9.8%)

(5.9%)
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(19.4
%)

58
(80.6
%)

41
(56.9
%)

26
(36.1
%)

5
(6.9%)

21
(29.2
%)

17
(23.6
%)

15
(20.8
%)

(9.3%)

81
(83.5
%)

79
(76%)

25
(24%)

0 (0%)

45
(43.3
%)

32
(30.8
%)

38
(36.5
%)

(10.1
%)

53
(59.6
%)

66
(74.2
%)

23
(25.8
%)

(0%)

29
(32.6
%)

31
(34.8
%)

25
(28.1
%)



uTI 187 2 4 26 48 63
(51.9% (111 (154 (51%) (66.7 (60.6

) %) %) %) %)

Any LUTS® 275 8 17 33 53 86
(76.4% (444 (654 (647 (736 (827

) %) %) %) %) %)

44
(49.4
%)

78
(87.6
%)

! The question about race allowed participants to denote multiple races, such that the

percentages do not always sum up to 100.

?Based on responses to individual items of the LUTS Tool questionnaire (for adults) and

the ICIQ CLUTS Survey (for adolescents).

® Any LUTS was defined as endorsement of any of the four LUTS items (frequency,

nocturia, incontinence, UTI).
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