
473CANADIAN GERIATRICS JOURNAL, VOLUME 27, ISSUE 4, DECEMBER 2024

ABSTRACT 
Introduction
Urinary incontinence (UI), the complaint of involuntary 
leakage of urine, has a substantial impact on the quality of 
life of older adults. Most UI research is driven by researchers 
and lacks the patient perspective. The goal of this qualitative 
study was to gain the perspective of older adults in formulating 
a research agenda tailored to address their questions and 
improve their experience with managing UI.

Methods
Implementing a community-based participatory research 
framework, an advisory group of eight older adults with UI 
were recruited to be on the research team. An initial focus 
group was conducted to learn about their research needs. 
Nominal Group Technique was used to reach saturation of 
themes and data was analyzed thematically. Employing a 
Delphi consensus method, a national online questionnaire 
containing 20 priorities for future UI research and education 
was developed in collaboration with the advisory group.

Results
59 older adults with UI rated each priority on a Likert 
scale. Priorities which advanced to the second round were 
re-rated, with an 85% response rate. 11 priorities of ≥80% 
agreement were retained. The highest rated priorities included 
relationship between physical activity and UI; support for 
those with UI; causes of UI and its management; sleep and 
UI; and public restroom accessibility.

Conclusions
Findings from this study will help researchers and health-care 
professionals understand and address the needs of older adults 

with UI. Efforts should be made to translate research findings 
in this area and disseminate them in a medium accessible to 
older adults. 

Key words: bladder problems, older adults, seniors, patient 
priorities, patient education, knowledge translation, Commun-
ity Based Participatory Research (CBPR), Delphi, Nominal 
Group Technique (NGT)

INTRODUCTION 
Urinary incontinence (UI) is defined as the complaint of any 
involuntary leakage of urine.(1) UI has a substantial impact 
on quality of life and is associated with social isolation, 
depression, shame, poor self-rated health, and falls.(2–5) UI also 
leads to significant costs through use of containment products 
(pads), health-care resource use, loss of work, and increased 
caregiver strain.(6–8) Approximately 350 million people 
worldwide have UI;(9) studies report its prevalence to be 
between 12% and 55%.(10,11)  The prevalence of UI increases 
with age in both men and women;(12) however, its incidence is 
higher in women.(13) This is due to age-related physiological 
changes and the impact of pregnancy and parity.(14) 

Despite being common, with adverse effects on wellbeing, 
many people with UI either do not discuss it with their health-
care provider or delay seeking help, choosing instead to 
suffer in silence.(15) UI is still considered a taboo subject, 
associated with considerable stigma,(16) and almost 85% of 
incontinent older women do not seek help.(4,11) UI is often not 
reported, either because of embarrassment or the belief that 
incontinence is a normal part of aging.(17) Women consider 
it as a natural consequence of childbirth and physiological 
decline related to aging. Men view incontinence as a loss of 
masculinity, associated with feelings of embarrassment, and 
experience difficulty in speaking with others about it.(4,18) 

The patient perspective in incontinence research is 
still lacking. Where research does exist, most studies are 
quantitative.(18) Qualitative studies also tend to be driven 
by researchers(17) and do not take the needs and views of 
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people with UI into consideration. Likewise, older adults are 
often under-represented in research, and their involvement in 
participatory research, as collaborators rather than subjects or 
participants, is rare.(19) 

Community based participatory research (CBPR) offers 
a promising approach to understand the perspectives of older 
adults with UI, identify issues of concern to them, and involve 
them in decision-making regarding the management of UI 
and treatment outcomes, giving them co-ownership of the 
research, and empowering them in the process.(20) In this 
study, we aimed to gain an understanding of the perspective 
of older adults in formulating a research agenda, tailored 
to address questions posed by them to improve their 
experience and the outcomes from management of their UI 
that are most important to them. In addition, we hoped to 
stimulate conversations and education about UI by providing 
participants with a forum in which to discuss their condition.

METHODS
Design
This study was conducted in three phases: 1) a focus group 
(FG) with membership of our UI Advisory Group to establish 
“problems”; 2) results of a Nominal Group Technique (NGT) 
meeting were combined with FG themes to achieve within-
group data saturation; and 3) FG and NGT themes identified 
as most important by the group were developed into a 
questionnaire that was used to survey a larger sample of older 
adults with UI using a Delphi consensus method (Figure 1). 
Phase 1 of the Delphi technique required that a list of questions 
or statements be provided to the participants for ranking.(21) 
However, since this study took a CBPR approach, our UI 
Advisory Group, instead of researchers, were encouraged to 
generate a list of questions that they felt needed addressing 
to improve management of UI. A focus group and the NGT 
facilitated this process.

Establishing an UI Advisory Group
A team of eight community dwelling and English-speaking 
older adults, who reported having UI, was recruited. Although 
research studies most commonly define an older adult as 
a person of age 65 and over,(22) this definition is highly 
contested. In Canada, a variety of discounts are offered to 
individuals aged 50 and above. For the purposes of this 
study, any individual over the age of 50 who self-identified 
as an older adult satisfied the inclusion criteria. This core 
group of participants served as the UI Advisory Group and 
worked with the researchers to plan, inform, and design 
subsequent stages of the research. Participants for this core 
group were recruited via seniors’ activity centres, Men’s 
Sheds (https://www.mensshedscanada.ca/), continence and 
urogynaecological clinics, continence physiotherapy clinics, 
newsletter ads, previous study participants, and participants’ 
social connections.  

This study received approval from the University of 
Alberta Research Ethics Board (Pro00091049).

Phase 1: Focus Group
During the first meeting, the UI Advisory Group was 
reminded of their role as research team members, rather 
than participants, as well as that their opinion is held in high 
regard by the research team in all stages of the study. They 
also received training on ethical conduct and participated 
in a FG discussion. The initial FG was important to start a 
conversation and identify problems that participants faced 
with managing UI in their day-to-day lives. The primary FG 
question was: “What are some of your questions or concerns 
about urinary incontinence?” The question was open-ended 
to allow for responses addressing any aspect related to the 
experience of UI. Two researchers facilitated the discussion 
and picture prompts were prepared to encourage sharing. 
FG data were transcribed and thematically analyzed by 
the researchers.

Step 1: Establishing a UI 
Advisory Group  

(8 community dwelling 
older adults with UI) 

Step 2: Focus Group (FG) 
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record individual 
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(Recording 
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Figure 1. Flow chart of the research process. FIGURE 1. Flow chart of the research process
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Phase 2: Nominal Group Technique
During the second meeting, FG themes identified by the 
researchers were fed back to the Advisory Group using a NGT 
to achieve within-group saturation of themes. NGT has been 
employed in studies to generate content of the statements for 
Delphi consensus technique.(23,24) The Advisory Group was 
asked to silently reflect and write down ideas in response to 
the following question: “What do you think are important 
questions or concerns to address in order to improve your 
experience with managing urinary incontinence?” This 
question was narrower than the FG question in response to 
received FG data but remained broad to allow for a variety 
of responses. Each Advisory Group member was then asked 
to share one idea in a round-robin fashion until no more new 
ideas emerged. Each idea was recorded by the researcher. 
Further discussion and clarification followed to ensure that 
each idea was understood and documented correctly.

Focus group themes were then presented to the Advisory 
Group. Each theme was discussed to ensure that the perspective 
of the focus group participants was properly conveyed and 
revised accordingly. In collaboration with the Advisory Group, 
themes arising from the FG and NGT were then combined 
and developed into priorities for improving outcomes of UI 
management. This was done to ensure that the meaning of 
the themes was adequately translated into patient-centred 
language. New ideas were added to the list of questions 
and similar ideas were combined with the agreement of 
Advisory Group members. Researchers further revised the 
list of priorities to reflect proper grammar and edited them 
where ideas were repeated. Participants were then asked to 
anonymously rank the list of priorities by circling the top 
15 questions/concerns that were most important to them and 
assigning points, from 1 to 15, to each of these in ascending 
order of importance. Researchers summed the rankings for 
each priority and presented the results to the Advisory Group 
during a third meeting. Each priority was discussed with the 
Advisory Group and revised, where needed, to ensure that 
proper meaning was conveyed and patient-oriented language 
was used. 

Phase 3: Delphi Consensus 
The priorities identified as most important by the UI Advisory 
Group were entered into questionnaire format by the research-
ers, using Research Electronic Data Capture (REDCap) 
(Appendix A). The questionnaire collected demographical 
information, including email, first three digits of postal code, 
age, sex, and number of years experiencing UI. REDCap 
(Research Electronic Data Capture [REDCap], www.project-
redcap.org) is a secure database that assigns each participant 
a record ID to maintain anonymity and allows participants 
to efficiently complete the questionnaire through a public or 
email link.(25) The questionnaire was presented to the Advis-
ory Group for approval and amended if needed. Participants 
for the survey phase of the study were recruited via multiple 
channels, in consultation with the Advisory Group: poster 
campaigns in seniors’ activity centres, congregate living 

facilities, continence clinics and physiotherapy clinics across 
Canada, newsletters, emails, and websites/social media pages 
of major organizations, such as the Canadian Continence 
Foundation and Prostate Cancer Canada.

 The survey was used to gather the opinion of a larger 
panel of experts on the topic, older adults experiencing UI. 
Questions asked participants to rate the importance of each 
research, educational, and advocacy priority for improving 
their experience of UI management on a 5-point Likert scale, 
ranging from 1 (‘very unimportant’) to 5 (‘very important’). 
Participants were also given the opportunity to provide a 
free-text comment to support their ranking for each priority. 
There are no strict guidelines regarding the cut-off criteria for 
Delphi consensus,(26) therefore, adhering to the principles of 
participatory research, consensus criteria were identified by 
the UI Advisory Group prior to releasing the questionnaire. 
Priorities rated 4–5 by at least 80% of participants met 
consensus criteria, advancing to the next round. The second 
round asked participants to re-rank the remaining priorities 
and provided, under each question, a summary of the free-
text comments and the summed percentage of participants 
that ranked the priority as a 4 or 5 on the 5-point scale in the 
first survey. The results from this round were analyzed by the 
researchers and fed back to the UI Advisory Group. 

Data Analyses
Priorities rated between 4 and 5 by at least 80% of participants 
were retained, and those below 80% were discarded following 
both Delphi rounds. Free-text comments were summarized. 
The results were discussed with the Advisory Group via 
email consultation after each round to ensure that priorities 
they considered as most important were not excluded due to 
potential misunderstanding of the question. 

RESULTS

UI Advisory Group Characteristics
In total, eight members (three male, five female) were recruited 
to the Advisory Group. The mean age of the participants was 
73±8.2 and the number of years that they experienced urinary 
incontinence was 5.6±4.7 (Table 1). Two members were 
below the age of 65. Two female participants withdrew from 

TABLE 1.  
Characteristics of the UI Advisory Group (n=8)

Age
Mean±SD 73±8.2
Range 61-85

Sex
N (%) male 3 (37.5)
N (%) female 5 (62.5)

Number of Years Experiencing UI
Mean±SD 5.6±4.7
Range 1.5-15

http://www.project-redcap.org
http://www.project-redcap.org
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the study after the first meeting, without providing a reason. 
Their input during the focus group was still considered in the 
development of the survey. One male participant was recruited 
following the focus group meeting and provided input during 
all subsequent phases.  

Phase 1: Focus Group
Seven members (two male, five female) of the Advisory Group 
attended the focus group meeting. Through thematic analysis 
of the discussion, the researchers identified 43 themes. 

Phase 2: Nominal Group Technique
Six members (three male, three female) of the advisory group 
attended the NGT meeting. Round robin, carried out until 
no more new ideas emerged, generated a total of 28 ideas. 
Discussing and clarifying the focus group themes and ideas 
from round robin produced a list of 38 priorities for ranking. 
Based on the ranking results and follow-up discussion, the 
Advisory Group chose to include 20 statements in the first 
public survey. The top-ranked priority for research and 
education was to identify the causes of UI, including other 
health issues/medications, surgical procedures, and lifestyle 
habits. Other highly ranked priorities were to explore 
natural remedies and herbal alternatives to UI medication; 
to examine the quality of assessment and treatment provided 
by general practitioners for UI; and to explore the forms of 
support most important to older adults when they first begin 
to experience UI. 

Phase 3: Delphi Consensus 
A total of 59 participants (19 male, 40 female) responded to 
the first survey round. The mean age of the participants was 
72.6±7.3 with an age range of 52-88 years old (Table 2). 
The number of years that participants experienced urinary 
incontinence ranged from 1 to 35, with a mean of 9.8±7.6. 
Responses were received from seven provinces, with most 
participants from Ontario and Alberta. A total of 15 priorities, 
with ≥80% agreement, were retained for the second round 
(Table 3). Women assigned higher ratings than men on 17 
of 20 priorities. The response rate for the second round was 
85% (50/59). A total of 11 priorities, with ≥80% agreement, 
were retained for the consensus of the UI Advisory Group 
(Table 4). The Group agreed to include all 11 priorities on 
the final list. The four highest rated priorities at the conclu-
sion of the Delphi consensus process were the relationship 
between physical activity and UI; causes of UI; improving 
the quality of sleep of older adults with UI; and forms of 
support most important to older adults when they first begin 
to experience UI.

DISCUSSION

Involving older adults through CBPR is a practical method 
by which to gain their perspective in formulating a research 
agenda tailored to address their concerns. This paper outlines 
the use of a CBPR framework in engaging older adults with 

UI in the design and analysis of research to set priorities for 
UI management that older adults feel are the most important 
to address. After selection of 20 priorities by the UI Advisory 
Group using FG technique and NGT, followed by two national 
Delphi consensus survey rounds, 11 research, educational, 
and advocacy priorities most important to older adults with 
UI were identified. 

The higher ratings received from female participants on 
17 of 20 topics can be explained by findings from another 
study, which reported that men experience more difficulty 
in accepting UI due to its stronger association with females.
(18) This internalized denial may have limited the male 
participants’ perception of each topic’s importance. 

The most highly rated topic for the Advisory Group was 
to investigate the causes of UI. This topic also appeared among 
the four highest ranking topics at the conclusion of the Delphi 
consensus process. Such cohesion shows that the UI Advisory 
Group was representative of the larger sample of older adults 
with UI in Canada, and also reflects a continued lack of public 
awareness, as multiple studies describing underlying causes of 
UI already exist.(27,28) Much research has also been conducted 
into treatment and management strategies for UI.(29–31) Despite 
the availability of such research, four of the final 11 priorities 
reflected a lack of knowledge about available treatment and 
management strategies. This suggests that information may 
not be conveyed through a medium that is accessible to older 
adults or, perhaps, that information which is available is not 
in a health literate format. A study that explored women’s 
preferred methods of obtaining information about containment 
products found that receiving information from health-care 
providers was preferred to traditional media.(32) This opinion 
was consistent with that of the Advisory Group. 

The finding that older adults rated the ‘relationship 
between physical activity and UI’ and ‘improving quality of 

TABLE 2.  
Characteristics of participants completing  

the Delphi consensus survey (n=59)

Age
Mean±SD 72.6±7.3
Range	 52–88

Sex
N (%) male 19 (32.2)
N (%) female 40 (67.8)

Number of years experiencing UI
Mean±SD 9.8±7.6
Range 1–35

Province N (%)
Alberta 22 (37.3)
Ontario 19 (32.2)
British Columbia 9   (15.3)
Quebec 4     (6.8)
Manitoba 2     (3.4)
Saskatchewan 2     (3.4)
Prince Edward Island 1     (1.7)
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TABLE 3.  
Participant ratings of priorities in the first survey round, listed in order of importance

Priorities % Rating  
(male, female)a

Educational resources and information to help older adults understand UI, options to manage it, and services available. 94.9 
(94.7, 95)

Forms of support most important to older adults when they first begin to experience UI. 93.2 
(94.7, 92.5)

Review of the products available for UI management and their effectiveness. 93.2 
(89.5, 95)

Factors that influence early and proper diagnosis and referral for UI (internal/external barriers). 88.2 
(78.9, 92.5)

Improving the quality of sleep of older adults with UI. 88.1 
(89.5, 87.5)

Developing a guideline for lifestyle management of UI. 88.1 
(79, 92.5)

Accessibility of public restroom facilities across Canada, especially for seniors, and availability of UI products in 
these restrooms. 

86.5 
(84.2, 87.5)

Improving communication and assessing the quality of treatment provided by general practitioners for UI. 86.4 
(84.2, 87.5)

Causes of UI, including other health issues/medications, surgical procedures, and lifestyle habits. 86.4 
(84.2, 87.5)

Impact of fluid intake, diet and lifestyle on UI. 86.4 
(84.2, 87.5)

Relationship between physical activity and UI, including barriers to physical activity/exercise and its role in 
managing/intensifying UI symptoms. 

84.8 
(73.7, 90)

Relationship between consulting a urological specialist and improvement in the quality of life of patients with UI. 84.7 
(84.2, 85)

Cure and management strategies, including cognitive therapies and distraction techniques, for UI. 84.7 
(84.2, 85)

Implications of UI in intimate and social relationships. 83.1 
(84.2, 82.5)

Role of cost in choosing management strategies by older adults with UI. 81.4 
(73.6, 85)

Informing public office officials to take action to provide funding for UI and organize forums to advocate for older 
adults with UI. 

79.7 
(78.9, 80)

Impact of UI on mental health. 79.7 
(63.1, 87.5)

Utility and feasibility of a national campaign to raise awareness and to positively rebrand UI. 78 
(68.4, 82.5)

Effectiveness and patient adherence to Kegel and other exercises for managing UI. 78 
(73.6, 80)

Natural remedies and herbal alternatives to UI medication. 59.3 
(57.9, 60)

aThe priorities were each rated on a scale from 1 (very unimportant) to 5 (very important). For each priority, the percentage of participants who rated the 
priority as a 4 or a 5 is reported. 

sleep’ as two of the four most important priorities falls in line 
with a previous study which concluded that a major goal for 
women seeking to surgically improve their urinary continence 
was to reduce the impact of UI on lifestyle factors.(33) Another 

highly rated priority was ‘forms of support most important 
to older adults when they first begin to experience UI’. The 
Advisory Group expressed feeling alone, distressed and 
underinformed at the onset of their symptoms. This is a 
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common experience and suggests that current health-care 
programs should adopt a more proactive approach to improve 
health outcomes.(34) 

Overall, the top 11 priorities identified by older adults 
reflected a concern for the impact of UI on lifestyle, a need to 
increase support for those with UI, and a gap in understanding 
of the condition and the available treatment/management. 

Limitations
Like most studies, ours has limitations. Individuals experiencing 
stigma regarding UI are less likely to participate in an open 
discussion about UI, perhaps biasing against participation. We 
addressed this by including a Delphi consultation through an 
anonymous online survey where people with UI could voice 
their opinions without any discomfort or stigma. Although 
the Advisory Group members shared their interpretation of 
each statement by discussion, Delphi survey participants 
did not have the opportunity to clarify their interpretation of 
each statement prior to ranking. To mitigate this, we offered 
the opportunity to provide free-text comments within the 
survey and analyzed such comments for misunderstanding 
in collaboration with the Advisory Group. Although the UI 
Advisory Group assisted in phrasing the questions using 
patient-centred language, communicating with the researchers 
may have biased members towards selecting language that 
other community dwelling older adults may misunderstand. 
Guidelines on sample size and response rates for Delphi 
consensus are quite broad; studies that involve both a lower and 
a higher number of total participants than this study exist.(35,36) 

Another potential limitation was sampling bias, as the 
consensus phase was conducted largely through email.(37) This 
was mitigated by mailing the survey to those who expressed 

interest in participating but did not have email access. Lastly, 
the provinces were not equally sampled, with Alberta and 
Ontario numbers exceeding that of other provinces. There 
was a lack of response from six provinces/territories. This 
bias reflects increased opportunity to recruit in-province 
participants and Ontario’s extensive senior programming, 
which provided more venues for recruitment.

CONCLUSION

Although this study was expected to identify new research 
priorities important to improving the experience of older 
adults with managing UI, results showed that the most 
prominent questions and concerns had already been answered 
through previous research. The primary identified gap is in 
translation and mobilization of knowledge and accessibility 
to research findings by people with UI. In response, we aim 
to make research evidence accessible and comprehensible to 
older adults through educational programs and materials, as 
well as to address the priorities identified through research 
and community engagement initiatives. More qualitative 
research must be conducted to gain the perspective of older 
adults with UI in developing approaches to facilitate their 
understanding of their condition and to support them with the 
appropriate sources of information about products, services, 
and management strategies.
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TABLE 4.  
Participant ratings of priorities in the second survey round, listed in order of importance

Priorities % Ratinga

Relationship between physical activity and UI, including barriers to physical activity/exercise and its role in managing/
intensifying UI symptoms. 

90

Causes of UI, including other health issues/medications, surgical procedures, and lifestyle habits. 90

Improving the quality of sleep of older adults with UI. 90

Forms of support most important to older adults when they first begin to experience UI. 90

Accessibility of public restroom facilities across Canada, especially for seniors, and availability of UI products in 
these restrooms.

88

Impact of fluid intake, diet and lifestyle on UI. 88

Cure and management strategies, including cognitive therapies and distraction techniques, for UI. 88

Factors that influence early and proper diagnosis and referral for UI (internal/external barriers). 86

Relationship between consulting a urological specialist and improvement in the quality of life of patients with UI. 84

Educational resources and information to help older adults understand UI, options to manage it, and services available. 84

Review of the products available for UI management and their effectiveness. 80

aThe priorities were each rated on a scale from 1 (very unimportant) to 5 (very important). For each priority, the percentage of participants who rated the 
priority as a 4 or a 5 is reported. 
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