Australian incontinence data
analysis and development

The Australian Institute of Health and Welfare is Australia’s national health and
welfare statistics and information agency. The Institute’s mission is better health and
wellbeing for Australians through better health and welfare statistics and information.

Please note that as with all statistical reports there is the potential for minor
revisions of data over its life. Please refer to the online version at
<www.aihw.gov.au>.

Australian incontinence data
analysis and development

AIHW
March 2006

Australian Institute of Health and Welfare
Canberra
AIHW cat. no. DIS 44

© Australian Institute of Health and Welfare 2006
This work is copyright. Apart from any use as permitted under the Copyright Act
1968, no part may be reproduced without prior written permission from the
Australian Institute of Health and Welfare. Requests and enquiries concerning
reproduction and rights should be directed to the Head, Business Promotion and
Media Unit, Australian Institute of Health and Welfare, GPO Box 570, Canberra ACT
2601.
This publication is part of the Australian Institute of Health and Welfare’s Health
Services Series. A complete list of the Institute’s publications is available from the
Business Promotion and Media Unit, Australian Institute of Health and Welfare,
GPO Box 570, Canberra ACT 2601, or via the Institute’s website
< www.aihw.gov.au>.
ISBN 1 74024 546 6

Suggested citation

Australian Institute of Health and Welfare (AIHW) 2006. Australian incontinence
data analysis and development. AIHW cat. no. DIS 44. Canberra: AIHW.
Australian Institute of Health and Welfare

Board Chair
Hon. Peter Collins, AM, QC

Any enquiries about or comments on this publication should be directed to:
Samantha Bricknell or John Goss
Australian Institute of Health and Welfare
GPO Box 570
Canberra ACT 2601
Phone: (02) 6244 1138 or (02) 6244 1151
Email: samantha.bricknell@aihw.gov.au or john.goss@aihw.gov.au
Published by the Australian Institute of Health and Welfare
Printed by

Contents
List of tables ..................................................................................................................................... viii
List of figures ...................................................................................................................................... xi
List of boxes........................................................................................................................................xii
Acknowledgments............................................................................................................................xiii
Abbreviations.................................................................................................................................... xiv
Symbols.............................................................................................................................................. xvi
Summary ...........................................................................................................................................xvii
Part A: Incontinence in Australia ......................................................................................................1
1 Introduction........................................................................................................................................2
1.1 Purpose......................................................................................................................................2
1.2 Outline of Part A......................................................................................................................2
2 Definition and measurement of incontinence .............................................................................4
2.1 Definition(s) of incontinence ..................................................................................................4
2.2 Types of incontinence..............................................................................................................5
2.3 Measurement of severity ........................................................................................................6
3 Prevalence estimates and risk factors—a review of the literature ...........................................8
3.1 Variation in prevalence estimates .........................................................................................8
3.2 International prevalence estimates (community-living population)................................8
3.3 Australian prevalence estimates (community- living population).................................10
3.4 Prevalence estimates from institutionalised populations (International and
Australian) ............................................................................................................................14
3.5 Associations with age and sex .............................................................................................15
3.6 Other risk factors ...................................................................................................................16
3.7 Effect on lifestyle....................................................................................................................18
4 Experience of incontinence: need for assistance, associated health conditions and
participation.................................................................................................................................20
4.1 ABS Survey of Disability, Ageing and Carers ...................................................................20
4.2 Population with ‘severe’ incontinence................................................................................22
4.3 Assistance and the use of aids .............................................................................................22

v

4.4 Living arrangements .............................................................................................................29
4.5 Associated health conditions ...............................................................................................30
4.6 Participation ...........................................................................................................................33
4.7 Carers.......................................................................................................................................36
5 Expenditures for incontinence ......................................................................................................39
5.1 An estimate of incontinence expenditure...........................................................................39
5.2 Residential aged care.............................................................................................................39
5.3 Hospital expenditure.............................................................................................................42
5.4 Medical and other health system expenditures.................................................................43
5.5 Continence aids......................................................................................................................44
5.6 Projection of expenditure due to incontinence to 2031 ....................................................45
5.7 Sensitivity analysis ................................................................................................................46
6 Burden of incontinence ..................................................................................................................48
6.1 Burden of disease analysis....................................................................................................48
6.2 Prevalence and severity of faecal incontinence in households (SAHOS) ......................48
6.3 Prevalence and severity of urinary incontinence in households (SAHOS) ...................52
6.4 Prevalence and severity of incontinence in residential aged care (RCS) .......................54
6.5 Severity of incontinence........................................................................................................55
6.6 Healthy life lost due to incontinence ..................................................................................57
6.7 Different health conditions and other factors associated with incontinence ................60
6.8 Projection of burden due to incontinence to 2031 .............................................................60
Appendix A..........................................................................................................................................62
Appendix B ..........................................................................................................................................63
Part B: Developing Australian continence data standards .........................................................67
1 Introduction......................................................................................................................................68
1.1 Purpose....................................................................................................................................68
1.2 Data standards and data dictionaries .................................................................................68
1.3 International Classification of Functioning, Disability and Health (ICF)......................69
1.4 Method ....................................................................................................................................70
1.5 Outline of Part B.....................................................................................................................71
2 Australian continence data collections........................................................................................72
2.1 Population health and disability surveys...........................................................................72
vi

2.2 Administrative data collections ...........................................................................................74
2.3 Health service data collections.............................................................................................78
3 Mapping and comparability of continence data items.............................................................80
3.1 Definitions of incontinence...................................................................................................80
3.2 Key themes .............................................................................................................................80
3.3 Data item comparability .......................................................................................................81
3.4 Comparability with continence assessment tools .............................................................88
4 Promoting consistency in continence data collections.............................................................94
4.1 A menu of data items ............................................................................................................94
4.2 Proposed data items ..............................................................................................................95
4.3 Interrelationship of themes and data items .....................................................................109
4.4 Summary and recommendations ......................................................................................111
References..........................................................................................................................................113

vii

List of tables
Part A
Table 3.1:

Range of international prevalence estimates for urinary incontinence
amongst community-living adults (per cent) ..........................................................9

Table 3.2:

International prevalence estimates for faecal and anal incontinence amongst
community- living adults (per cent) .......................................................................10

Table 3.3:

Australian prevalence estimates for urinary incontinence (per cent) ................11

Table 3.4:

Australian prevalence estimates for faecal incontinence (per cent) ...................13

Table 3.5:

Prevalence estimates of urinary and faecal incontinence amongst adults
living in long-term care facilities (per cent) ...........................................................14

Table 3.6:

Summary of utility scores reported for different continence status ...................19

Table 4.1:

People with a disability living in households, by age and level of assistance
needed with bladder or bowel control, 2003 .........................................................23

Table 4.2:

People with a disability living in cared accommodation, by age and level of
assistance needed with bladder or bowel control, 2003 .......................................24

Table 4.3:

People with a disability who need assistance to manage their bladder or
bowel control, by frequency of need for assistance with self-care and
residential status, 2003 ..............................................................................................25

Table 4.4:

People with a disability who need assistance to manage their bladder or
bowel control, by type of assistance received with self-care, 2003 .....................25

Table 4.5:

People with a disability and need for assistance with toileting, by need for
assistance with bladder or bowel control and residential status, 2003 ..............26

Table 4.6:

People aged 10 years and over with a disability living in households, by sex,
age and use of continence aids, 2003.......................................................................27

Table 4.7:

People aged 10 years and over with a disability living in cared
accommodation, by sex, age and use of continence aids, 2003 ...........................28

Table 4.8:

People aged 10 years and over with a disability and using continence aids,
by level of assistance needed to manage bladder and bowel control, by sex,
2003 ..............................................................................................................................29

Table 4.9:

People with severe incontinence: age and sex by residential status, 2003.........30

Table 4.10:

People with a disability living in households with severe incontinence: ten
most common associated health conditions, by sex, 2003 ...................................32

Table 4.11:

People with a disability living in cared accommodation with severe
incontinence: ten most common associated health conditions, by sex, 2003 ....33

Table 4.12:

Participation of people with a disability aged 5–20 years in education, by
incontinence status, 2003 ..........................................................................................34

viii

Table 4.13:

Labour force participation of people aged 15–64 and 65+ years with a
disability, by need for assistance or use of continence aids to manage
bladder or bowel control, 2003 ...............................................................................35

Table 4.14:

Social participation of people aged 15 years and over, with a disability and
who need assistance with bladder or bowel control, by use of continence
aids, 2003.....................................................................................................................36

Table 4.15:

Relationship of primary carer to person requiring assistance with
incontinence, 2003......................................................................................................36

Table 4.16:

Number of hours per week primary carer spends actively caring or
supervising, 2003 .......................................................................................................37

Table 4.17:

Physical and emotional wellbeing of primary carers who usually and do not
usually assist with managing incontinence, 2003 .................................................37

Table 5.1:

Health and residential aged care expenditures for incontinence, 2003 .............39

Table 5.2:

Basic subsidy funding to residential aged care facilities that can be attributed
to toileting, bladder management and bowel management, 2003 ($ million) 41

Table 5.3:

The amount of residential aged care basic subsidy funding that can be
attributed to assistance with toileting, and bladder management and bowel
management, by age and sex, 2003 .........................................................................42

Table 5.4:

Expenditure by governments and individuals for incontinence, excluding
residential aged-care, 2003 ($ million) ....................................................................45

Table 5.5:

Expenditure for incontinence 2003 to 2030–31 ($ million) ...................................46

Table 5.6:

Expenditure for incontinence with different health price growth assumptions,
2003 to 2030–31...........................................................................................................47

Table 6.1:

AQOL scores for different severities of flatus incontinence only by age and
sex, 2004.......................................................................................................................49

Table 6.2:

Flatus incontinence and bladder and/or bowel problems for SAHOS
respondents, 2004 ......................................................................................................50

Table 6.3:

Prevalence of faecal incontinence by different sub-scales of the Wexner scale,
2004 ..............................................................................................................................51

Table 6.4:

Proportion of urinary incontinence at each severity level, by age group and
sex, 2003 (per cent).....................................................................................................52

Table 6.5:

Proportion of the population suffering from stress incontinence by severity,
sex and age, 2003 (per cent)......................................................................................53

Table 6.6:

Proportion of the population suffering from urge incontinence by severity,
sex and age, 2003 (per cent)......................................................................................54

Table 6.7:

Permanent residents of residential aged care who are reported as requiring
support with bladder or bowel management or assistance with toileting, by
age and sex, 30 June 2003..........................................................................................55

Table 6.8:

Utility scores for people with different levels of urinary incontinence, 2004 ...57

Table 6.9:

Provisional severity weights for different types of incontinence .......................57
ix

Table 6.10:

Prevalence of incontinence by type of incontinence, severity and sex, 2003 ....58

Table 6.11:

Healthy life years lost in 2003 due to different types of incontinence by sex ...59

Table 6.12:

Healthy life years lost in 2003 due to different types of incontinence by age
group ...........................................................................................................................60

Table 6.13:

Healthy years of life lost due to incontinence by age group, persons,
projected to 2031 ........................................................................................................61

Table 6.14:

Percent change in healthy years of life lost due to incontinence by age group,
persons, 2003–2031 ....................................................................................................61

Part B
Table 3.1a:

Mapping of data items from Australian incontinence-relevant data collections
to the ICF (Body functions) ......................................................................................82

Table 3.1b:

Mapping of data items from Australian incontinence-relevant data collections
to the ICF (Activities and Participation).................................................................83

Table 3.1c:

Mapping of data items from Australian incontinence-relevant data collections
to the ICF (Environmental factors)..........................................................................84

Table 3.2:

Mapping of items from continence assessment tools to the ICF.........................90

Table 4.1:

Incontinence themes and proposed data items ...................................................110

x

List of figures
Part A
Figure 5.1:

Decomposition of projected change in health and aged care expenditure for
incontinence, 2003 to 2030–31 ..................................................................................46

Part B
Figure 1.1:

Interactions between components of the ICF ........................................................70

xi

List of boxes
Part A
Box 4.1:

Areas of limitation, restriction or impairment identified by the ABS ..................21

Part B
Box 4.1:

Identifying incontinence..............................................................................................97

Box 4.2:

Severity of incontinence—body function impairment (I).......................................99

Box 4.3:

Severity of incontinence—body function impairment (II) .....................................99

Box 4.4:

Severity of incontinence—body function impairment (III) ..................................100

Box 4.5:

Identifying body function impairments associated with incontinence ..............101

Box 4.6:

Incontinence as an activity limitation (severity of incontinence—activity
limitation I)..................................................................................................................102

Box 4.7:

Severity of incontinence—activity limitation (II)...................................................103

Box 4.8:

Incontinence and activity limitations/participation restrictions.........................104

Box 4.9:

Incontinence—use of aids .........................................................................................105

Box 4.10:

Incontinence—type of continence aids....................................................................106

Box 4.11

Incontinence—interventions.....................................................................................106

Box 4.12:

Incontinence—need for interventions and additional support ...........................107

Box 4.13:

Incontinence—effect on carer wellbeing .................................................................108

xii

Acknowledgments
The authors of this report were Samantha Bricknell, John Goss and Nick Mann. Ros Madden
and Dr Diane Gibson advised and assisted in the development of this report.
Special thanks to the Continence Advisory Group who provided expert advice and valued
comments on various drafts of the report—Dr Pauline Chiarelli, Glenice Wilson, Jan Sansoni,
Barry Cahill and Sean McCreanor—and to members of the Community Care Branch,
Australian Government Department of Health and Ageing who also provided detailed input
and comment.
Many thanks also to:
•

Cathy Hotstone, for data analysis presented in Chapter 4;

•

Lesley Millar, for content and editing advice;

•

Dr Graham Hawthorne, for provision of data and content advice; and

•

Ainsley Morrissey and Cecilia Burke for coordinating the publication process.

We wish to also acknowledge the Australian Government Department of Health and Ageing
which funded the project as part of the National Continence Management Strategy.

xiii

Abbreviations
ABS

Australian Bureau of Statistics

ACAP

Aged Care Assessment Program

ACAT

Aged Care Assessment Team

ACCMIS

Aged and Community Care Management Information System

ACCNS

Australian Council of Community Nursing Services

ACFI

Aged Care Funding Instrument

ADHD

attention deficit hyperactivity disorder

AIHW

Australian Institute of Health and Welfare

AQOL

Assessment of Quality of Life

BEACH

Bettering the Evaluation and Care of Health

CAAS

Continence Aids Assistance Scheme

CACP

Community Aged Care Package

CNMDSA

Community Nursing Minimum Data Set Australia

CURF

Confidentialised Unit Record File

DALY

disability adjusted life year

DoHA

Australian Government Department of Health and Ageing

EQ5D

European Quality of Life Measure—5D

FRHOM

Functioning and Related Health Outcomes Module

GP

general practitioner

HACC NMDS Home and Community Care National Minimum Data Set
HIC

Health Insurance Commission

HRQOL

health related quality of life

HUI3

Health Utilities Index Mark 3

ICD

International Classification of Diseases and Related Health Problems

ICD–10

International Classification of Diseases and Related Health Problems, Tenth
Revision

ICD–10–AM International Classification of Diseases and Related Health Problems, Tenth
Revision, Australian Modification
ICF

International Classification of Functioning, Disability and Health

ICIQ

International Consultation on Incontinence Questionnaire

ICPC–2 PLUS International Classification of Primary Care Version 2 (PLUS)
INI

Initial Needs Identification (assessment tool)

ISSI

Incontinence Symptom Severity Index

KHQ

King’s Health Questionnaire

MAU

multi-attribute utility (instrument)
xiv

MBS

Medicare Benefits Scheme

MDS

minimum data set

METeOR

Metadata Online Registry

NCH

National Continence Helpline

NCMS

National Continence Management Strategy

NCSDD

National Community Services Data Dictionary

nec

not elsewhere classified

nfd

not further defined

NHDD

National Health Data Dictionary

NHMD

National Hospital Morbidity Database

NHS

(ABS) National Health Survey

ONI

Ongoing Needs Identification (assessment tool)

PBS

Pharmaceutical Benefits Scheme

QOL

quality of life

RCS

Resident Classification Scale

RSE

relative standard error

SAHOS

South Australian Health Omnibus Survey

SDAC

(ABS) Survey of Disability, Ageing and Carers

UDI

Urogenital Distress Inventory

WHA

Women’s Health Australia (survey)

WHO

World Health Organization

YLL

years of life lost

YLD

healthy years of life lost

xv

Symbols
n.p.

not published by data source

—

nil or rounded to zero, including null cells

..

not applicable

xvi

Summary
This report investigates the prevalence, experience and burden of incontinence in Australia
and the related monetary costs and expenditure associated with the condition (Part A).
Part B then focuses on the development and description of data items for inclusion in future
continence data collections. The recommended data items provide a complete picture of the
experience of incontinence in Australia as well as promoting consistency with alternative
methods of collecting information on incontinence, such as continence assessment tools.
The report was commissioned by the Australian Government Department of Health and
Ageing as part of the National Continence Management Strategy.

Part A: Incontinence in Australia
Definition of incontinence and measurement of severity
•

Most definitions of urinary and faecal (anal) incontinence describe a loss of control of
urination or defecation respectively; however a universally accepted definition is yet to
be achieved.

•

The International Consultation on Incontinence has recommended a definition of
urinary incontinence as the ‘complaint of any involuntary leakage of urine’ and faecal
(anal) incontinence as the ‘involuntary loss of flatus, liquid or solid stool’.

•

Similarly, there is no consensus on the measurement of the severity of incontinence.

Prevalence estimates of incontinence in Australia
A prevalence estimate of ‘severe’ incontinence
•

An estimated 545,000 people, or 2.8% of the Australian adult population, experience
severe incontinence. This estimate of severe incontinence is calculated from:


the population (128,800) living in cared accommodation who always or sometimes
need assistance to manage their bladder or bowel control;



the population (240,800) living in households who experience very severe or
severe urinary incontinence (i.e. the population who experience urine leakage at
least several times a week and leak more than a few drops at a leakage event); and



the population (202,100) living in households who experience very frequent or
frequent faecal incontinence (i.e. the population who experience faecal leakage at
least monthly).

Some persons experienced both severe urinary and faecal incontinence but are only
counted once in the overall estimate of severe incontinence.
This estimate reflects the conceptualisation of incontinence as both a body function
impairment (e.g. leakage events) and an activity limitation (e.g. need for assistance) and
characterises an inclusive approach to measuring prevalence.
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A prevalence estimate of ‘moderate’ urinary incontinence
•

Around 723,100 Australians experience moderate urinary incontinence, i.e. they
experience a urine leakage several times a month or less and/or may leak only a few
drops. This group represents the population, or a proportion of the population, who
may in time develop more severe incontinence.

A prevalence estimate of ‘slight’ urinary incontinence
•

Another 2,877,500 Australians experience slight urinary incontinence, i.e. they
experience urine leakage less than once a month and/or may leak only a few drops.

An alternative prevalence estimate of severe incontinence
•

An alternative approach to measuring severe incontinence—based on a need for
assistance to manage bladder or bowel control and/or the use of continence aids, i.e.
incontinence as an activity limitation—estimates that 284,500 Australians (or 1.4% of the
population) experience severe incontinence. This group represents the population who
may require formal service intervention now or in the future.

International and other Australian prevalence estimates
•

Prevalence estimates of urinary incontinence vary considerably largely due to the
variation in applied definitions and measures of severity.

•

International prevalence estimates for urinary incontinence among men living in the
community range from 1–34% and for women from 3–58%; for faecal incontinence
international prevalence estimates for males range from 1–15.6% and for women
1.4–19.8%.

•

Published Australian prevalence estimates for men and women living in the community
also range considerably. Urinary incontinence amongst Australian men range from
2.2–13.0% and Australian women from 19.3– 37.0%. Faecal incontinence estimates range
from 5.5% up to 20% of Australian men and 5.3% to 12.9% of Australian women.

•

Prevalence estimates for urinary and faecal incontinence among people living in
residential care and institutions are much higher. Depending on the definition applied,
between 32–78% of adults living in long-term care facilities are estimated to experience
urinary incontinence and 10–72% to experience faecal incontinence. Incontinence is
considered a significant predictor for institutionalisation of older persons.

Associated factors and risk factors
•

Both urinary and faecal incontinence increase with age in both men and women, but
occur much earlier for women.

•

Women tend to experience urinary incontinence proportionally more than men,
regardless of age. The relationship between faecal incontinence and sex is less clear, with
some suggestion it is more prominent among women or equally likely to occur in both
sexes.

•

An extensive list of risk factors has been proposed for incontinence but only a few have
received any rigorous assessment. Risk factors include pregnancy, childbirth and parity,
menopause, body mass index and obesity, lower urinary track symptoms, constipation,
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mobility and cognitive impairment, and specific surgeries, such as prostatectomies,
prolapse repair and hysterectomies.
•

A number of health conditions are also associated with incontinence, either directly or
indirectly, such as dementia, stroke, diabetes mellitus and various neurological and
musculoskeletal conditions.

Experience of incontinence in Australia
•

Of the 284,500 Australians who always or sometimes needed assistance with bladder or
bowel management and/or use continence aids, 79% were aged over 50 years and 65%
were aged over 70 years.

•

Females represented two thirds of people likely to experience severe incontinence.

•

Forty five percent of people experiencing severe incontinence lived in cared
accommodation.

•

An estimated 128,200 people always needed assistance with bladder or bowel control,
64% of whom lived in cared accommodation. Another 101,300 people sometimes needed
assistance with bladder or bowel control; 60% lived in households.

•

Almost a third of people (12,400) living in households who always needed assistance
with bladder or bowel control were aged 70–84 years. For people living in cared
accommodation and needing such assistance, 89% of residents were aged 70 years and
older.

•

Females represented 55% of people living in households who always needed assistance
with bladder or bowel control and 73% of people living in cared accommodation with
the same assistance needs.

•

Around 60% of people living in cared accommodation and 19% of people living in
households required assistance with managing their bladder or bowel control at least 6
times a day.

•

Around 55% of household-living people who needed assistance to manage bladder or
bowel control relied on informal assistance only with self-care; 16% reported not
receiving any assistance from either formal or informal sources.

•

Continence aids were used by 184,500 people over the age of 10 years; 100,700 lived in
cared accommodation and 83,800 lived in households. Females represented 64% of
continence aid users living in households and 74% of continence aid users living in
cared accommodation. Sixty three percent of continence aid users living in households
were aged 50–84 years and 90% of continence aid users in cared accommodation were
aged over 70 years.

•

Arthritis and related disorders were the most common associated health conditions for
people with severe incontinence living in households, followed by musculoskeletal
conditions.

•

Dementia (including Alzheimer’s disease) was the most common associated health
condition for people living in cared accommodation, followed by stroke and arthritis
and related disorders.

•

Almost 60% of primary carers who usually assisted a person with managing their
incontinence spent 40 hours or more a week actively caring for or supervising that
person.
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•

Around 44% of primary carers who usually assisted with managing another person’s
incontinence reported a change in their physical or emotional wellbeing since taking on
the caring role, compared to 27% of carers who did not usually assist in managing
incontinence. A similar percentage of carers frequently felt worried or depressed.

Expenditures for incontinence
•

The estimated monetary costs of urinary and faecal incontinence in Australia in the
health and residential aged care system in 2003 totalled $1.5 billion. The costs of
incontinence are large and the impacts are both monetary and non-monetary, and a
wide range of personal costs such as laundry, clothing and time costs are generally not
captured.

•

The majority of incontinence costs are for residential aged care ($1,268 million) and
continence aids ($111.7 million). The former expenditure is in part due to the many
people with severe incontinence living in cared accommodation and the time intensive
nature of caring for persons with severe incontinence.

•

Other costs relate to hospital expenditure (e.g. admitted patient services in hospitals),
various medical services and pharmaceuticals.

•

The total expenditure for incontinence is projected to increase by 201% by 2030–31, with
the greatest projected expenditure increase occurring in residential aged care (220%
increase between 2003 and 2030–31).

Burden of incontinence
•

An estimated 117,700 healthy life years were lost in 2003 due to incontinence.

•

The burden of incontinence is particularly apparent for people aged 75 years and over
with an estimated 69,000 healthy life years lost due to incontinence. Incontinence is
responsible for around one-fifth of healthy life lost for this age group, similar to
dementia and hearing and vision impairments which account for an estimated one-fifth
and one-sixth of healthy life lost.

•

The burden of incontinence is expected to increase by 110% between 2003 and 2031, with
53% of the increase occurring in the 85 years and older population, 27% in the 70–84
years population and 20% for those under 70 years.

Part B: Developing Australian continence data standards
Australian continence data collections
•

A total of sixteen Australian data collections, including population health and disability
surveys, administrative data collections and health service-data collections, were
identified as containing data items related to continence and incontinence, managing
incontinence and toileting.

Comparability of continence data items
•

Continence data collected in Australia encompass two main themes—incontinence as an
impairment or activity limitation, and the sorts of assistance or measures people use to
xx

manage their incontinence. These themes relate to the International Classification of
Functioning, Disability and Health (ICF) components of Body Functions, Activities and
Participation, and Environmental Factors.
•

While there is some overlap between information collected in Australian data collections
and continence assessment tools, there is a general absence of information collected in
the former on participation (in, for example, education, employment and recreational
activities) and environmental factors relevant to or associated with the experience of
incontinence. Continence assessment tools do not always collect information on need for
assistance but some information on participation and environmental factors.

A recommended menu of data items
•

Continence (or incontinence) is a multi-dimensional concept. To provide a complete
picture of the experience of incontinence in Australia, data items that captured all
aspects of a person’s functioning relevant to the experience of incontinence were
developed. These were based on the common themes of data collections and assessment
tools examined. They were also related to the ICF to promote comparability with other
information on human functioning.

•

A set of 19 data items are recommended for use in continence data collections, so as to
provide consistency among future collections and comparability with continence
assessment tools. These data items collect information on:

•



the presence of incontinence and associated symptoms (i.e. urgency of need to
urinate and frequent urination or defecation) and the type of incontinence
experienced (e.g. urge incontinence, stress incontinence);



the severity of the incontinence experienced (e.g. frequency of leakage event, the
level of assistance required to manage bladder or bowel control);



difficulty and need for assistance to manage incontinence and the frequency of need
for assistance;



the use and type of continence aids and other interventions to manage or alleviate
incontinence;



associated body function impairments;



any activity limitations or participation restrictions affected by the experience of
incontinence; and



the effects on carers who usually assist in managing another person’s incontinence.

While any combination of these items may be used in future data collections, three
modules of differing complexity are proposed depending on collection purpose:


How many Australians have incontinence: for an estimate of the Australian population
experiencing incontinence.



Population needing assistance—the experience of severe incontinence: for an estimate of
the population experiencing more severe forms of incontinence, the methods
employed to manage their incontinence and hence the population who may require
formal service intervention now or in the future.



A complete picture: incontinence as a multidimensional concept: for a detailed picture of
prevalence, assistance, aids and other intervention use, associated body function
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impairments, impact of incontinence on lifestyle and effect on carers of persons
needing assistance with incontinence.
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