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Abstract

Objectives To survey continence specialists (CSs) about

their assessment practice including their use of quality of

life (QoL) information, perceived barriers, benefits and

training needs.

Methods Cross-sectional national postal survey of 624

practicing CSs in the UK. The questionnaire included open

and closed questions relating to assessment practice.

Results Completed questionnaires were returned by 299

(49%) CSs. Although 80% routinely assessed QoL, fewer

than 54% demonstrated awareness of published question-

naires. The majority used structured questions (41%) many

of which were non-standardised single items (26%) or

locally developed questionnaires (19%). Only 22% used

standardised patient-completed questionnaires such as the

King’s Health Questionnaire and the Incontinence Quality

of Life questionnaire. Perceived assessment barriers

included the availability of appropriate questionnaires,

patient disability, limited guidance, resources and time. Of

those routinely assessing QoL, 77% wanted more support;

the most useful media cited being the internet, followed by

professional guidance and training courses.

Conclusion Although QoL measurement is highly valued,

there was wide variation in assessment practice with few

adopting standardised approaches. Most CSs require greater

guidance and support that takes account of their diverse needs.

Familiar assessment barriers exist which the use of web-based

information, in association with professional guidance might

help overcome. Clear mechanisms are required to direct

standardised and appropriate assessment practice.
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Background

Continence problems affect the health and quality of life

(QoL) of the individual across a range of concerns, including

physical, social and emotional issues [1, 2]. Although

complex, a review of continence-related symptoms and the

associated impact on health and QoL has been recom-

mended as a key component of assessment practice for

people with continence problems in the UK [3, 4]. While

recommendations for the assessment of symptoms exist, for

example [5, 6], limited guidance is available for healthcare

practitioners to support the mechanisms by which QoL

should be assessed. Furthermore, little is known about how

these recommendations have been implemented within

routine practice.
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Although more informal, non-standardised approaches

to enquiring about an individual’s quality of life are widely

adopted in routine clinical practice [7–10], standardised

approaches to assessing QoL, more recently referred to as

patient-reported outcome measures (PROMs) [11], have

been developed over recent years [12–14]. PROMs are

largely self-completed questionnaires’ containing multiple

questions to measure a wide range of health-related

concepts such as pain, physical disability, treatment satis-

faction or quality of life. Increasingly, well-developed

PROMs are viewed as an essential part of healthcare

assessment, providing a rigorous approach to assessment

and an accessible and meaningful mechanism by which

patients may communicate the impact of ill-health and

associated health care [15–17]. Structured reviews of

PROMs can provide some guidance for questionnaire

selection, and are available in continence care [18, 19].

While the use of PROMs in clinical research settings is

widely accepted, e.g. [20], there is less certainty sur-

rounding the application of PROMs in routine practice [16,

21]. Several surveys have explored the views of medical

doctors about QoL assessment and the inclusion of PROMs

in routine practice, and while the use of standardised

PROMs is generally low, most respondents are very posi-

tive about the assessment of QoL and potential use of

PROMs [7–10]. Importantly, potential benefits from the

team-use of QoL information following patient-completion

of PROMs have been identified, including the supporting

of shared decision-making, communication and the

appropriate evaluation of treatment success [7]. Others

suggest that nurses may place greater value in the assess-

ment of QoL than other medical colleagues [16, 22].

However, it is unclear how nurses, and more specifically

continence specialists (CSs), assess QoL in routine prac-

tice, and if they are adopting more reliable means of QoL

assessment through the appropriate use of well-developed,

standardised PROMs. The current study provides an

opportunity to explore the assessment practice of conti-

nence specialists. The study objectives were:

(1) To describe the current assessment practice of UK

continence specialists, including the methods adopted

and influencing factors, when assessing QoL.

(2) To assess the perceived benefits and barriers relating

to the routine assessment of QoL and to explore ways

to facilitate assessment practice.

This will determine the extent to which guidance for

good practice in continence assessment has been adopted.

Furthermore, knowledge of the perceived incentives,

barriers and benefits in assessing QoL in routine practice

are necessary to inform training, education and future

research that are designed to increase and improve QoL

assessment.

Methods

Sampling

The Continence Foundation is a charitable trust with the

most comprehensive database of continence services pro-

vided by UK health authorities, and was used to identify

UK-based CSs. The database is updated annually following

requests from the Continence Foundation to all continence

service providers (Dr Judith Wardle, Director, personal

communication, August 2005), and is representative of UK

CSs. At the time of the survey, the database listed 683

healthcare professionals (nurses and physiotherapists) who

formed the sampling frame for the study. The national

survey of practicing CSs was conducted by contacting all

specialists listed on the Continence Foundation database

(updated April 2006 www.continence-foundation.org.uk/).

(The Continence Foundation was officially replaced by the

Bladder and Bowel Foundation in September 2008 http://

www.bladderandbowelfoundation.org/).

For inclusion, CSs must have been registered with the

Continence Foundation and have worked in the 4 weeks

prior to the start of the survey. Retired and non-practicing

continence care specialists were excluded.

Survey questionnaire

Questionnaire development followed a review of earlier

surveys relating to the use of QoL data and PROMs in

routine practice [7–10, 22, 23], research exploring barriers to

the utilisation of research evidence in practice [24–26],

published reviews of continence-specific outcome measures

[18, 19, 27] and a review of good practice for the conduct

and design of questionnaire surveys in healthcare [28].

Three researchers (K.H., A.G., S.S.), experienced in the

measurement of patient-reported outcomes and previous

surveys relating to the use of QoL data, were responsible for

developing and reviewing questionnaire items.

The questionnaire sought quantitative information

through closed-format questions amendable to statistical

analysis, and qualitative information in the form of open-

format questions to explore areas of uncertainty [7, 28, 29].

Questions addressed current assessment practice, focusing

on the assessment of QoL, and explored the following con-

cepts: (1) clinicians’ views about QoL assessment, including

perceived benefits and barriers to assessment; (2) what QoL

data are routinely collected and the methods adopted; and (3)

the use, and factors influencing use, of collected QoL data.

Questionnaire pre-testing and pilot evaluation

Pre-testing of the questionnaire involved a convenience

sample of ten CSs who participated in a focus group to
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assess the content validity of the questionnaire and identify

any ambiguities. For example, ‘patient completed struc-

tured question(s) or questionnaire’ was seen as preferential

to the term ‘patient-reported outcome measure’. Following

modifications, the same ten CSs participated in individual

telephone interviews with cognitive debriefing supporting

further modifications. The pilot evaluation involved a

postal survey of 15 CSs, randomly selected from the

Continence Foundation database using a random numbers

table. Comments were sought on questionnaire content,

relevance and ease of understanding resulting in some

minor modifications.

The final questionnaire comprised 31 questions: 7 covered

general assessment practice and 12 QoL assessment (see

Supplementary data). The remaining 12 questions related to

demographic, employment and patient case-load related

issues. These questions formed part of a longer questionnaire

(not presented) with an additional 13 items covering the

assessment of symptoms, patient-identified goals and patient

satisfaction with health care (available on request).

The survey was mailed with a reply-paid envelope.

Those not wishing to participate were asked to return the

questionnaire blank. Non-respondents were sent a reminder

letter at 2 weeks and a further questionnaire at 4 weeks.

Data analysis

Descriptive statistics were computed for closed-format

questions. Exploratory content analysis guided the extrac-

tion of qualitative themes for the open-ended questions

which were analysed using a ‘framework’ analysis [30].

Results

Sample characteristics

There were 299 respondents to the questionnaire giving a

corrected response rate of 49% after those who were

ineligible or unreachable were deducted from the 658

approached. Fourteen questionnaires (2.0%) were returned

uncompleted. The demographic and employment charac-

teristics of the respondents are shown in Table 1. The

majority had a nursing background and had been working

as a CS for between 6 and 10 years. The majority of

respondents provided care for adult patients, but there was

considerable variation in patient characteristics (Table 1).

Clinicians’ views about QoL assessment

All clinicians thought that assessing the impact of symp-

toms on a person’s QoL was of moderate to extreme

importance [Question (Q) 8], and almost 60% were

extremely interested in QoL assessment (Q9). The majority

assessed symptoms (89.0%) and QoL (83.3%) in 75% or

more of their patients (Q1). A very small minority assessed

symptoms (0.3%) or QoL (2.3%) in fewer than 10% of their

patients. Fewer than 2% indicated that they had thought

about assessing QoL but were unlikely to do so in the

Table 1 Respondent characteristics (n = 299)

Variable n %

Gender

Female 293 98.0

Male 6 2.0

Age (years)

Mean 45.9 (SD 7.9)

Range 26–69 years

Clinical background

Nursing 279 93.9

Physiotherapy 20 6.4

Years in practice (n = 294)

\1 year 0 0.0

1–5 years 1 0.3

6–10 years 11 3.7

11–15 years 43 14.4

16–20 years 54 18.1

[20 years 183 61.2

Years as a continence specialist (n = 291)

\1 year 6 2.0

1–5 years 34 11.7

6–10 years 115 39.5

11–15 years 65 22.3

16–20 years 44 15.1

[20 years 27 9.3

Involved in audit (n = 256)

Current 159 53.2

Previous 88 29.9

Never 9 3.5

Involved in research (n = 230)

Current 5 22.6

Previous 119 51.7

Never 59 25.7

Time with patient contact

\60% 166 55.7

[60% 132 44.3

Client groups

Adults 283 95.3

Older people 276 92.3

Children 144 48.5

Communication difficulties 244 82.2

Learning difficulties 262 88.2

First language non-English 203 68.4
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foreseeable future (Q10). None of the respondents stated

that they had not or had barely thought about assessing QoL.

Clinicians were asked to rank the QoL dimensions they

would prioritise when assessing a patient with continence

problems from (1) most important to (5) least important

(Q11) (Table 2). Physical health (35%), emotional health

(34%) and normal role activities (23%) were ranked as the

most relevant dimensions. Although rarely ranked as the

primary dimension of interest, more than 60% ranked

social well-being in the top three dimensions. Despite

achieving the lowest rank, single item measures of global

well-being were reportedly the most widely used in routine

practice.

Clinicians were asked to indicate who or what had

influenced their decision to assess the impact of continence

problems and health care, such as symptoms or QoL, in

their routine practice (Q4) (Table 3). Published continence

research, training courses and communicating the impact of

practice were the most likely factors to influence assess-

ment practice. These influences were followed by

professional guidance, personal experience, recommenda-

tions by peers or colleagues and participation in research or

audit. Recommendations by management were perceived

to be unlikely to influence assessment practice.

Benefits of QoL assessment in routine practice

Although the nature of QoL assessment was not specified,

responses to an open-format question about the perceived

benefits of QoL assessment (Q15) described six main

benefits, including ensuring an accurate diagnosis, assisting

in clinical decision-making, planning and delivery of in-

dividualised care plans, treatment and management, to give

a baseline to monitor progress and measure effectiveness of

the treatment or management plan, to understand the

patient’s perspective and communicate with the patient,

and involving or engaging the patient or carer in the

identification of goals and enhancing compliance.

Monitoring progress and measuring the effectiveness of

care were widely reported benefits of QoL assessment. This

Table 2 Quality of life domains considered important by clinicians for routine continence assessment (n = 299)

QoL dimensionsa n Mean

(1 = high)

% Ranking dimension as most important (1)

1st 2nd 3rd 4th 5th 6th 7th

Psychological or emotional well-being—including

anxiety and depression

271 2.08 34.0 35.4 20.0 9.6 0.6 0.4 –

Physical health—including ability to undertake ADL 276 2.16 34.8 31.2 20.0 12.0 1.8 – 0.4

Normal role activities/independence 266 2.95 23.0 12.0 21.8 34.5 7.5 0.8 0.4

Social well-being—including personal relationships 271 3.10 6.6 20.7 34.3 33.6 4.1 0.4 0.4

Environmental 266 5.30 0.8 2.0 2.0 6.4 52.1 24.8 12.0

Spiritual health 258 5.98 – 0.4 0.8 1.2 20.9 50.8 26.0

Global well-being 258 6.21 3.1 0.4 1.6 2.3 11.6 22.1 58.9

a Question 4: Who or what has influenced your decision to assess the impact of continence problems and healthcare, such as symptoms and

quality of life, in your routine practice?

Table 3 Factors influencing assessment of continence-related QoL (n = 299)

Factors influencing QoL assessmenta Mean (SD) Median

(inter-quartile range)

‘Extremely’ or

‘quite a bit’ n (%)

‘Moderately’ or

‘a little bit’ n (%)

Published continence research 3.98 (0.94) 4.00 (3.00, 5.00) 213 (71.2) 68 (22.7)

Training courses 3.94 (0.94) 4.00 (3.00, 5.00) 201 (67.2) 82 (27.4)

The need to communicate to others the impact of my practice 3.90 (0.98) 4.00 (3.00, 5.00) 197 (65.9) 76 (25.4)

Guidance from a professional body 3.60 (1.30) 4.00 (3.00, 5.00) 153 (51.2) 62 (20.7)

Personal experience 3.43 (1.30) 4.00 (2.00, 4.00) 162 (54.2) 94 (31.5)

Recommendations by peers/colleagues 3.52 (0.98) 4.00 (3.00, 4.00) 155 (51.9) 113 (37.8)

Participation in research/audit 3.41 (1.15) 4.00 (3.00, 4.00) 149 (49.8) 110 (36.8)

Published literature reviews of questionnaires 3.39 (1.15) 4.00 (3.00, 4.00) 144 (48.1) 114 (38.1)

Recommendations by management 2.41 (1.25) 2.00 (1.00, 3.00) 58 (19.4) 132 (44.1)

a Question 4: Who or what has influenced your decision to assess the impact of continence problems and healthcare, such as symptoms and

quality of life, in your routine practice? Item response options: Not at all (1), A little bit (2), Moderately (3), Quite a bit (4), Extremely (5)
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was perceived as providing a holistic patient assessment,

enhancing clinician understanding and providing a focus

for patient involvement with patients being motivated to

contribute to the developing care plan. Several clinicians

indicated that the assessment added credibility to the

healthcare process, providing an indication of a good result

for both patient and clinician. They also suggested that this

in turn enhanced patient compliance and contributed to the

developing relationship between patient and professional.

Although the target of the communication was not

specified, when asked how they communicated to others,

including managers and other health professionals, the

impact of their care on patient outcome (Q5), the majority

of clinicians reported general discussion without formal

presentation of data (65.5%, n = 196). Fewer than 40%

present the results from structured questions or question-

naires that demonstrate the impact of care on symptoms

(n = 114, 38.5%) or QoL (n = 86, 29.1%). Little infor-

mation relating to the specific questions or questionnaires

used was given. The minority communicate the impact of

care via audit of symptomology (14.4%, n = 43) and/or

QoL (9.4%, n = 28).

Barriers to QoL assessment in routine practice

Clinicians were asked to indicate those factors limiting

their assessment of QoL in routine practice (Q16)

(Table 4). Responses to a closed-format item highlighted

patient disabilities, the availability of appropriate ques-

tionnaires, limited resources or time, and limited guidance

as the most likely barriers. These factors remained most

influential when those clinicians reporting a ‘moderate’

influence on assessment practice were included.

A subsequent open-format question (Q17) asked clini-

cians to indicate those factors they considered the greatest

barriers to QoL assessment in routine practice (Table 5).

These barriers included difficulties in communication,

dissatisfaction with the available assessment questionnaires

and lack of time. Clinician-perceived patient factors

including embarrassment and unwillingness to disclose

important information early on in the care relationship,

together with clinician-based factors including lack of

confidence and limited understanding of the concept of

QoL, were additional contributing concerns.

What QoL data is collected and how?

When asked about the type of information clinicians per-

ceived to be most useful to assessment practice (Q3),

responses to an open-ended question suggested that patient-

reported information in relation to their daily routine,

lifestyle and more general QoL was seen as complimentary

to more traditional approaches to assessment. The latter

included information from clinical investigations, physical

examination, a symptom profile (onset, duration, severity

and pattern), medical history (obstetric history and sexual

dysfunction) and information relating to the use of medi-

cation and products related to continence problems.

However, actual collection of QoL information was most

often secondary to the more traditional symptom-domi-

nated, biomedical assessment.

Clinicians were asked how QoL was assessed by a

question (Q13) describing a hierarchy continuum of formal

usage starting with formal, patient-completed structured

question(s) or questionnaires and ending with a general

discussion about QoL. Responses were not exclusive and

most clinicians used information from more than one cat-

egory. The small majority of 149 (51%) clinicians reported

making informal records about QoL informed by general

discussion. Just 34 (12%) reported that QoL was discussed

but not recorded. Structured questions were used to record

QoL information by 123 (41%) of clinicians and, where

described (26%), these were often single items: many used

a rating scale to show how ‘bothersome’ the condition was.

Other clinicians indicated the use of a variety of locally

developed single items (6.6%).

Table 4 Factors limiting assessment of continence-related QoL in routine practice (n = 299)

Factors limiting QoL assessmenta Mean (SD) Median

(inter-quartile range)

‘Extremely’ or

‘quite a bit’ n (%)

‘Moderately’ or

‘a little bit’ n (%)

Patient disabilities—e.g. communication difficulties 2.61 (1.00) 2.00 (2.00, 3.00) 60 (20.1) 196 (65.5)

Appropriate questionnaires are not available 2.35 (1.27) 2.00 (1.00, 3.00) 64 (21.4) 130 (43.5)

Limited resources or time to assess QoL 2.30 (1.07) 2.00 (1.00, 3.00) 42 (14.5) 176 (58.9)

Limited guidance to inform assessment 2.20 (1.02) 2.00 (1.00, 3.00) 39 (14.0) 169 (56.5)

Limited knowledge about assessing QoL 1.92 (0.87) 2.00 (1.00, 2.00) 19 (6.3) 172 (57.5)

Limited understanding about how information would be used 1.82 (0.90) 2.00 (1.00, 2.00) 17 (5.7) 148 (49.5)

Limited confidence in assessing QoL 1.80 (0.88) 2.00 (1.00, 2.00) 14 (4.7) 151 (50.5)

a Question 16: Do the following factors limit your assessment of quality of life in routine practice? Item response options: Not at all (1), A little

bit (2), Moderately (3), Quite a bit (4), Extremely (5)
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Just 55 (20%) clinicians reported using clinician-com-

pleted questions. However, 13 reported using clinician-

completion versions of patient-completed PROMs such as

the Kings Health Questionnaire (KHQ) [31] (n = 7) and

the Incontinence Quality of Life questionnaire (I-QoL) [32]

(n = 2). Ten reported using clinician-completed items

within the Continence Care Pathway usually in the form of

a single item ‘bothersome’ scale [33]. Locally developed

assessment tools or single item assessments were reported

by 18 clinicians.

Only 71 (24%) used patient-completed questions.

Although further information was obtained for 61 cases,

only 34 (11.4%) of all respondents identified named a

particular questionnaire, the most widely used being the

KHQ. Seven (2.3%) reported the use of single questions

adapted from the Continence Care Pathway [33], which

was often a single item ‘bothersome’ scale. Nineteen

(6.3%) used locally developed questions or questionnaires.

Almost 24% (n = 17) of those clinicians who reported

using patient-completed questions also used clinician-

completed questions to gain further QoL information; 54%

included structured questions (n = 38).

Clinicians were asked about their awareness and/or use

of named questionnaires in research, audit or routine

practice (Q19). The list included five generic measures of

QoL, and ten condition-specific measures informed by

recommendations for use when evaluating continence-

related therapies [27]. Fewer than 54% of clinicians were

aware of any of the listed questionnaires, including single

item questions for the assessment of QoL or general well-

being.

However, 30 clinicians who had previously indicated

that patient-completed question(s) or questionnaires were

not used to assess QoL in routine practice (Q13) reported

use of selected named questionnaires. Therefore, in total,

64 (21.5%) clinicians reported the use of standardised

questionnaires or PROMs in routine practice, the majority

of whom used only one PROM (n = 41), the most widely

used being the KHQ (n = 10). The majority of these cli-

nicians were currently (n = 23) or had previously been

(n = 22) involved in research or audit.

The most widely known generic measure was the

WHOQOL [34] (43%), followed by the SF-36 [35] (32%)

and the EuroQoL [36] (24%). However, the SF-36 was

most widely used in research or audit (3%, n = 9) and

routine practice (2%, n = 6).

The most widely known specific measure was the KHQ

which 40% (n = 117) of clinicians were aware of, 7.4%

(n = 22) had used it in research, and a further 7.4%

(n = 22) reported using it in routine practice. More than

30% of clinicians also reported being aware of the Inter-

national Continence Society Quality of Life questionnaire

(ICS-QoL) [37] (34%, n = 101), the Bristol Female Lower

Urinary Tract Symptom questionnaire (BFLUTS) [38]

(32%, n = 95) and the Incontinence Impact Questionnaire

(IIQ) [39] (31%, n = 91).

Table 5 Open-format responses to perceived barriers to QoL assessment in continence routine practice (n = 299)

Perceived barriers to QoL

assessmenta

Communication difficulties Language barriers, disability or non-communicative patients

Appropriate assessment tool Difficulty in selecting or identifying an appropriate assessment tool, questionnaire or ‘trigger’ questions

Dissatisfaction with available questionnaires

Lack of time Limited time to conduct a full assessment (patient examination, elicitation of symptoms, information on QoL)

Limited time to build a rapport with the patient

Patient factors Embarrassment, non-disclosure

Patient as poor historian

Difficulties understanding the questionnaires

Loss of insight to how their lives are affected by their incontinence

Practitioner factors Limited knowledge or training; lack of confidence in QoL assessment

Other staff or carers not viewing incontinence as a problem

Other staff not completing the necessary paperwork

The concept ‘quality of life’ Limited understanding of the concept of QoL

How to assess QoL?

Challenges of dealing with the emotional impact on patients when discussing QoL issues; the need for additional

resources or training when sensitive issues are raised

Resource issues General lack of resources to support appropriate QoL assessment

a Question 17: In your opinion, what are the greatest barriers to the assessment of quality of life in your routine practice?
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How is QoL data used?

Clinicians were asked to indicate the extent to which they

used QoL information, however gathered, to inform a

range of activities in routine practice (Q14). Responses to

this closed-format question indicated that the majority of

clinicians used QoL information to enhance patient

involvement, improve patient adherence and satisfaction

with care, monitor the effectiveness of care and measure

patient outcome (Table 6). More than 50% used QoL

information to help with clinical decision-making and to

communicate to others the impact of practice on patient

outcome.

Of the 269 (89%) clinicians who regularly assessed

QoL, 209 (77.7%) required support to enable them to do so

more effectively, whereas 60 (22.3%) do not (Q10). In

response to an open-ended question about reducing barriers

to the assessment of quality of life in routine practice

(Q18), various strategies were suggested. The development

of a nationally accepted patient-completed questionnaire or

assessment form was considered most important with a call

for more training, guidance and information to increase

practitioner knowledge and empathy when addressing QoL

issues. To a lesser extent, CSs suggested the following:

longer consultation times; improved organisation of pre-

assessment information gathering—including the pre-

empting of patient communication difficulties; greater

utilization of a team approach to assessment; changed

attitudes towards QoL issues within NHS organizations;

more informal, appropriate and private assessment areas;

and more training and information for patients and carers.

Clinicians ranked routes for the provision of information

from most preferred (1) to least preferred (5) (Q7). Clini-

cians reported easy access to web-based information as the

most preferential route (44.7%). Guidance from a profes-

sional body and training courses were ranked second and

third, respectively, with more than 50% of clinicians

ranking professional guidance as first or second in impor-

tance. Although relatively few clinicians ranked access to

health care libraries as the primary route of information,

more than 60% ranked it amongst the top five sources of

information.

Discussion

In advocating the routine assessment of both symptoms and

continence-related QoL issues, current good practice

guidance in the UK recognises the wide ranging impact of

continence problems in terms of physical, emotional and

social problems [1, 2]. However, little guidance exists to

support the assessment of QoL and little is known about the

implementation of these recommendations. This survey

provides a timely appraisal of current assessment practice,

with specific reference to QoL assessment by CSs in rou-

tine practice. It also highlights the perceived benefits,

barriers and, more importantly, future challenges for

assessment practice.

The 49% of CSs who responded to the survey demon-

strated substantial interest in the assessment of QoL,

suggesting that this value is widely shared among these

specialists. Furthermore, all indicated that QoL assessment,

however conducted, was important to routine practice. In

addition, the majority indicated that QoL assessment

formed a routine part of their assessment practice. The

greatest perceived benefits related to the ability to involve

patients more readily in the consultation, enhance patient

adherence and satisfaction with care, and monitor the effect

of care on patient outcome.

However, there is little evidence, even among those who

think it is important, that CSs are using standardised

questions or questionnaires to assess QoL. Fewer than 22%

report using a standard multi-item questionnaire. Most of

those who assessed QoL did so in a relatively unstructured

Table 6 Use of continence-related QoL information in routine practice (n = 299)

Use of QoL informationa Mean (SD) Median

(inter-quartile

range)

‘All of the time’ or

‘a very great extent’ n (%)

‘A moderate extent’ or

‘a small extent’ n (%)

Involve patients in the consultation 4.16 (0.84) 4.00 (4.00, 5.00) 240 (80.3) 46 (15.4)

To improve patient adherence and satisfaction with care 4.07 (0.91) 4.00 (4.00, 5.00) 226 (75.6) 55 (18.4)

To measure patient outcome 4.05 (0.96) 4.00 (4.00, 5.00) 221 (73.9) 58 (19.4)

To monitor the effectiveness of care 4.02 (0.88) 4.00 (4.00, 5.00) 225 (75.2) 60 (20.0)

To help clinical decision-making 3.63 (1.00) 4.00 (3.00, 4.00) 166 (55.5) 43 (14.4)

To communicate to others the impact of practice

on patient outcome

3.50 (1.14) 4.00 (3.00, 4.00) 149 (49.8) 114 (38.1)

To help with diagnosis 3.04 (1.15) 3.00 (2.00, 4.00) 97 (32.4) 157 (52.5)

a Question 14: To what extent do you use information about quality of life in the following activities? Item response options: Not at all (1), A

small extent (2), A moderate extent (3), A very great extent (4), All of the time (5)
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way (51%), used single questions (41%) or locally devel-

oped non-standardised questions or questionnaires (13%).

Well-developed PROMs provide a rigorous, standardised

method by which relevant information can be elicited,

recorded, monitored over time and shared with other

members of the healthcare team including the patient,

supporting the regular monitoring of treatment progress.

Although the rapport generated between a clinician and

patient is clearly important, non-standardised approaches to

assessment may have little value beyond that perceived by

the individual clinician [9]. Moreover, where locally

developed methods of assessment lack appropriate evi-

dence for important measurement properties, such as

reliability and validity, this undermines confidence relating

to score interpretation, the comparison of scores between

patients and communication of scores between health

professionals. The high level of interest in QoL assessment

and associated relatively low uptake of standardised

approaches to assessment has been reported by others

including oncology clinicians [8, 9, 40] and UK-based

general practitioners [7].

The discrepancy between clinicians who initially indi-

cated that patient-completed structured question(s) or

questionnaires were not used in routine practice, but

nonetheless reported the use of selected questionnaires

when these were explicitly listed, may suggest that the

respondent misunderstood the initial question, answering in

the negative because they were unsure of what constituted

a ‘patient-completed structured question(s) or question-

naire’, but when prompted by a list of such questionnaires

were able to report on their use of one or more. Although

extensive questionnaire pre-testing suggested that use of

the term ‘questionnaire’ was acceptable to potential

respondents, further definition may have improved clarity

and reduced any potential ambiguity. Alternatively, an

initial response of lack of use may represent the ‘true’

situation, the subsequent report of using a particular

questionnaire representing an invalid response, perhaps

indicative of social desirability bias [28, 41].

The list of perceived barriers to QoL assessment inclu-

ded concern over the availability and appropriateness of

questionnaires, patient disabilities, limited resources or

time and limited guidance. The perceived lack of appro-

priate questionnaires may be a function of a lack of

awareness of available questionnaires, with fewer than

54% of clinicians recognising any standardised question-

naire from a list informed by recent recommendations for

application in continence research [27] and earlier reviews

of PROMs [18, 19]. Alternatively, many PROMs were

originally developed for clinical research, and clinicians

may perceive that such measures lack relevance to routine

practice and individual assessment. The diversity of the

patient population cared for by the participating health

professionals, in terms of disability, age and first language,

were additional factors influencing the perceived inappro-

priateness and poor acceptability of certain questionnaires.

A large number of clinicians indicated that the time

required for QoL assessment was a barrier to assessment

practice. It was apparent that assessment practice was

dominated by a traditional ‘medical model’ approach to

information gathering whereby clinician generated docu-

mentation, investigations and symptom-dominated

assessment preceded exploration of the patient perspective,

including the identification of patient goals, expectations

from care and satisfaction. Evidence from this survey

suggests that clinicians value the usefulness of QoL

information alongside symptom-related information.

However, little time was often available for subsequent

QoL assessment, as symptoms take priority. Although

evidence of symptoms is informative to diagnosis and

clinical decision-making, enabling patients to effectively

communicate their personal experience of ill-health, and

their expectations, needs and values relating to healthcare

is central to patient-centred care [42]. The emotional and

physical well-being elements of QoL were rated as most

important to continence-related QoL assessment, with

global or general assessment having least relevance.

However, in practice, few CSs formally assessed emotional

or physical well-being. The majority assessed global well-

being or bothersomeness via a single question, often drawn

from the Continence Care Pathway [33]. Although single

questions have the benefit of simplicity and minimal

respondent burden, they provide a very limited picture of

such a complex construct as QoL, are less reliable than

multi-item questionnaires, and their interpretation is diffi-

cult as lower symptoms intensity does not necessarily mean

better QoL [36]. Moreover, evidence from oncology sug-

gests that, counter to popular clinical opinion, assessing

QoL using standardised PROMs does not add time to the

clinical encounter [43].

To avoid the perception of increased burden, the intro-

duction of standardised QoL assessment into routine

practice may require some ‘trade-off’ with more traditional

approaches to assessment being replaced by more infor-

mative QoL measures or application of PROMs. Many

clinicians lacked knowledge and confidence in the more

standardised assessment of QoL, and to jettison familiar

methods of assessment in favour of something new, irre-

spective of the evidence-base, requires significant support

and guidance [44]. Moreover, as observed by others [7], the

use of standardised questionnaires to elicit patient infor-

mation is not a standard component of healthcare practice,

the traditional assessment of body structure and function

being far more familiar.

Various suggestions were made by clinicians to facili-

tate the incorporation of QoL assessment into routine
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practice. Underpinning this was the need for appropriate

training and support. The provision of web-based facilities

with accessible information about QoL assessment, sup-

ported by guidance from professional bodies and associated

training courses, were the major recommendations. Asso-

ciated with this was the call for a nationally agreed,

standardised assessment form, the development of which

considered the needs of the diverse patient group and

embraced a patient-centred, multi-disciplinary team

approach to assessment.

Three factors, reported to be critical to the success of

incorporating QoL data into routine practice, support these

findings: (1) the definition of an acceptable core set of

measures that are also known to have good psychometric

properties; (2) the selection of measures that have clinical

relevance; and (3) the acceptance of formal assessment by

clinicians and patients [45]. The clinical relevance of

selected measures, supported by training and support to

encourage a positive attitude to the usefulness of formal

assessment, should facilitate staff acceptance. Where more

formal assessment becomes a regular part of assessment

practice supported by knowledgeable clinicians, patient

acceptance is also facilitated. Moreover, in order to accept

the incorporation of more standardised QoL assessment

into the care process, patients and clinicians must have an

understanding of how measurement can enhance the cli-

nician patient interaction, the health care process more

generally and, ultimately, patient outcomes including

patient experiences and quality of life [17].

The appropriate timing of the QoL assessment was

raised as an important challenge to assessment practice.

Continence problems often result in sensitive and embar-

rassing concerns, and patients need time to build trust and

rapport before real concerns are disclosed to health pro-

fessionals. Several clinicians reported that real problems

were not communicated until several treatment sessions

had elapsed. There is growing evidence that PROMs may

further enhance communication between patients and

health professionals [17, 43]. A well-developed QoL

questionnaire could act as a trigger to raising important

issues earlier in the consultation or assessment process,

supporting the communication of patient important out-

comes and priorities. Further empirical work to explore the

role of PROMs in this context is required [17, 21].

With advancing technology, electronic data capture of

PROMs may enhance the feasibility of application, whilst

the real-time provision of scores may enhance the utility of

application in routine practice. However, this national

survey clearly highlighted the challenge of limited

resources in supporting change in assessment practice. The

reality is that few practices currently have access to facil-

ities to capture and archive data electronically. No clinician

reported access to electronic data-capture systems, and

many work in relative isolation in community settings.

Standardised QoL assessment supports the identification of

patients with the greatest needs, which in turn supports the

provision of more timely and appropriate interventions to

address these needs. Demonstrating the cost effectiveness

of incorporating QoL assessment into routine practice is

essential to good practice [46], and to attracting appropriate

resources to support more efficient data capture.

An acceptable response rate was achieved, which was

comparable to other surveys of healthcare professionals [7,

9, 22]. In comparison to the 4-page questionnaire reported

by Skevington et al. [7], the current study incorporated a

12-page questionnaire. The response rate suggests that the

topic was of interest to clinicians, but the length and

required time for completion may have deterred potential

respondents. Moreover, respondents may reflect those with

very strong positive or negative views on QoL assessment

which may affect the levels of usage reported [28]. Data

were self-reported and it was not possible to determine

actual assessment practice. However, other authors have

suggested that expressed willingness to undertake an

activity is strongly related with actual use [8]. Descriptive

information, including demographic and care-setting mix,

about non-responders was not available and hence must be

considered a further limitation of the study. The question-

naire included both closed and open-ended items, and in

several sections, open-ended items followed linked closed

items (see Supplementary data). Responses to open-ended

questions can be shaped by preceding closed questions on

similar topics [28], and responses to the linked items in

this survey produced similar conclusions. However, the

open-ended questions supported further exploration of

CS-reported barriers to the assessment of QoL in routine

practice. Less widely reported issues included patient

embarrassment, an unwillingness to disclose sensitive

information early on in the care relationship, and limited

understanding of the concept of QoL.

The measurement and communication of ill-health and

the consequence of healthcare interventions are essential

components of nursing practice and wider health care [47].

Although providing an insight into the views and experi-

ence of CSs, the results of the survey may have relevance

to other specialist nurse practitioners, particularly those

working with patients with chronic, long-term conditions.

However, the views and experiences of other nurse spe-

cialists and allied health professionals, providing care for

different groups of patients, require further exploration.

Following appropriate refinements and amendment to

content, the study questionnaire should be considered as a

basis for informing future surveys of assessment practice.

As with other surveys of medical practitioners, this

survey shows that CSs are positive about the assessment of

QoL, but few adopt, or are familiar with, standardised
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approaches to QoL measurement. The relative disjunction

between the CSs belief in the importance of QoL assess-

ment and actual assessment practice was highlighted: CSs

want to assess QoL but most often do not know how to

select an appropriate questionnaire and some would like

more technical support to do so effectively. A range of

familiar barriers exist, magnified by the diversity of the

patient population encountered. Key challenges to tradi-

tional symptom-based assessment include effectively

embracing patient-centred care with a re-evaluation of

assessment practice where formal, standardised QoL

assessment is valued as an integral part of care. It is

essential that mechanisms are put in place to support cli-

nicians in appropriate assessment practice.
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