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Background

The Continence Foundation of Australia (the Foundation) welcomes the opportunity to respond to
the Primary Health Reform Steering Group Draft Recommendations to the Australian Government to
guide the development of the Primary Health Care 10 Year Plan.

The Continence Foundation of Australia is the peak body for promoting continence (bladder and
bowel control) health. The expertise of the Foundation in education, awareness, information and
advocacy alongside representation in each state and territory means that we are best placed to
represent the interests of individuals, carers and health professionals in relation to continence and
primary health care.

The Foundation acknowledges the progressive stance of the Primary Health Reform Steering Group
with the discussion paper including proposals for the introduction of Rural Area Community
Controlled Health Organisations (RACCHOs) and aligning implementation of the Primary Health Care
10 Year Plan with the National Preventive Health Strategy and the National Agreement for Mental
Health and Suicide Prevention.

The reforms listed will deliver significant changes across the primary health care landscape in
Australia. However, the Foundation is concerned they will not deliver the systemic change required
for improved prevention and management of incontinence. Adequate knowledge and support from
primary health workers, targeted funding and appropriate education and training must underpin the
proposed changes in order to transform to the intended value-based health system. This is of
particular concern for stigmatised health conditions such as incontinence which have been
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neglected, ignored and chronically underfunded in the past, and which may be sidelined again
without additional supports.

Incontinence currently affects one in four Australian adults?, is frequently a chronic condition that
would benefit from a Chronic Disease Management (CDM) plan and is recognised as a disability
under the Disability Discrimination Act 1992. In 2010, 4.6 million Australians aged 15 and over
experienced incontinence but this is projected to grow rapidly to 6.2 million by 2030 representing a
35% increase in prevalence.! Crucially for such a hidden health condition, there are no predisposing
personal or socioeconomic characteristics that define a person living with incontinence:

e Qver half of women and more than one in three men living in the community with
incontinence are under 50 years of age.!

e Onein three Australians with a disability currently experience incontinence.?

e 75-81% of residential aged care consumers experience incontinence, with most at higher
severity levels.?

e People with other chronic conditions* including cancer, diabetes, asthma,
heart/cardiovascular disease and constipation are all at higher risk of incontinence.?”

The Foundation advocates for capacity building supports for primary care health workers, including
GPs, nurses and allied health professionals, to be able to appropriately screen, identify, support and
make referrals for people experiencing symptoms such as urgency, frequency, constipation and
nocturia as well as urinary and faecal incontinence. This should be supported with:

e Continence education as a mandatory requirement for all primary health care professionals
who provide care and treatment to people at risk of or experiencing incontinence, noting
that due to multiple risk factors, most of the population is at risk at some stage of their life.

o All staff and health professionals working in primary care, including Aboriginal and Torres
Strait Islander Health Workers (ATSIHWs) should receive education about safe and effective
continence-related care in respective VET and undergraduate courses.

e On-the-job support, training and professional development that is unbiased, evidence-based
and best practice should be included in the workplace to enable primary care workers to
remain competent and current in safe and effective continence-related care.

The Foundation recommends that improved prevention and management of incontinence is both
a goal and measured outcome of the Primary Health Care 10 Year Plan.

We have addressed selected areas of improvement through the lens of the Quadruple Aim:
Patient experience

Experience of incontinence can mean that appropriate care is never requested in primary care let
alone received, diminishing the patient experience. Incontinence is stigmatised, affects mental
health and quality of life and may lead to withdrawal from social contact, physical activity and
work.5” Talking about incontinence can be difficult, but sensitive inquiry from a health professional
can help. One Australian study has found that 65% of women and 30% of men sitting in a GP waiting
room report some type of urinary incontinence, yet only 31% of them report seeking help from a
health professional . Two other Australian studies reiterate this, finding 70% of people with urinary
incontinence do not seek advice and treatment for their problem.>° Faecal incontinence is even less
likely to be raised as an issue by either patient or health professional.
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These barriers to care are likely compounded for people from culturally and linguistically diverse
backgrounds facing multiple other barriers, including difficulty navigating the health system, lack of
access to interpreters, costs of care and prior experiences of unprofessional behaviour and/or
adverse events during health care encounters.'l. A primary health care system which can sensitively
elicit requests for care for conditions such as incontinence must be a goal of reform.

Evidence suggests that incontinence is not a high priority in primary care despite the impact it has on
individuals, families and the Australian population. A Canadian survey of GPs found 26% reporting
that improving the treatment and management of incontinence was a fairly low or low priority while
33% stated improving incontinence care to be a low or very low priority for their organisation.'? This
is unsurprising as primary health care professionals and people working with populations at high risk
of incontinence, including doctors, nurses, midwives and personal care workers have all been shown
to be unlikely to be adequately prepared in their education and/or training to provide safe and
effective continence-related care.’®” This disengagement in primary care provision means
continence-related care is often neglected to the detriment of consumers and carers.

The Foundation recommends the patient experience of continence care in primary care is
measured through the following additions to the ABS National Health Care Survey:

o Adding incontinence to the list of long-term health conditions
e Adding ‘l was embarrassed’ to the response options for the question: What were all the
reasons you did not see a health professional for your physical health?

Population health

Population health care and services, when influenced by consumer choice can be effective and drive
person-centred care. A UK study on young people aged 12-18 years with spina bifida found that
telehealth for continence management support by a Nurse Continence Specialist facilitated greater
self-confidence, was an effective means to engage young people in self-care activities and assert
their role as partners in care planning as compared to face to face consultations.’®* Community-
driven solutions can also deliver much needed care. In 2019, Eurobodalla Shire Council in NSW
passed a resolution that Southern NSW Local Health District (SNSWLHD) re-employ a nurse
continence specialist after assessing the risk of incontinence to their population as being much
higher than the national and state average.'® This community-led initiative was part of a wider
campaign to understand the issues and concerns of people living with incontinence and delivered
services based on need. Employing just one nurse continence specialist can significantly increase
access to improved prevention and management of incontinence across a regional population at risk
of poor outcomes.

Population health outcomes are also improved through evidence-based screening of people at
higher risk of incontinence. The Royal Australian College of General Practitioners (RACGP) ‘Red book’
identifies higher risk populations including: Prenatal and postnatal women; women who have had
children; women who are overweight; women reporting constipation; people with respiratory
conditions, diabetes, stroke, heart conditions, recent surgery, neurological disorders; and frail older
people or long-term care residents.?’ This list excludes some at risk populations such as men with
prostate problems and would benefit from updating.

Assessment of incontinence using a valid, reliable and responsive tool is essential. Incontinence is a
sensitive issue and using an internationally validated tool like the International Consultation on
Incontinence Questionnaire-Urinary Incontinence Short Form (ICIQ-Ul SF)© enables people to
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discuss and describe their incontinence with a primary health care provider utilising four questions.
The Foundation supports use of this and other internationally recognised tools (including the ICIQ-
BO for faecal incontinence) to obtain a summary of the level, impact and perceived cause of
symptoms of incontinence and to facilitate patient-clinician discussions.?*%

A research project using the ICIQ-UI SF© in all health assessments for Indigenous women aged 18
years and over is currently being conducted by the Southern Queensland Centre of Excellence in
Aboriginal and Torres Strait Islander Primary Health Care (Personal communication from Dr P
Lakhan, July 20 2021). Anecdotally, using the tool in assessment for all patients aged 15 years and
above has helped identify more patients with urinary incontinence, highlighting its benefits.

A combination of consumer and community-led reporting of health measures, alongside the
introduction of screening tools, clinical guidelines and care pathways, and a national minimum data
set that includes continence-related data, can act as a comprehensive foundation from which to
respond to and support population primary health care needs. The Foundation would be happy to
consult with the Australian Government to leverage its expertise on continence-related issues and
how to better integrate it within the primary health care sector.

The Foundation recommends introduction of routine screening for urinary incontinence in primary
care using the International Consultation on Incontinence Questionnaire-Urinary Incontinence
Short Form© and screening for faecal incontinence in at-risk consumers.

Cost efficiency

Inadequate continence care and incontinence management can lead to substantial but unnecessary
health system costs. A Victorian study of potentially avoidable hospitalisation found that the cost of
care episodes for constipation at emergency departments totalled $8.3 million.?* It found there were
3978 episodes of care in 2010-11, which is a 31% increase in episodes of care from 2005-06. Urinary
incontinence has also been associated with a significantly greater risk in falls, longer periods of
hospitalisation and higher mortality rates in older people receiving home care services.??” These
examples highlight the growing continence needs of the population and are indicative of the need to
provide appropriate primary health care earlier to reduce costs. In total, the burden of disease for
incontinence was estimated to cost $23.8 billion in 2010 which is associated with 140,108 Disability
Adjusted Life Years! though this is expected to be much higher now. The overall burden on the
primary health care sector therefore is already considerable and without effective solutions will
continue to put pressure on consumers and health workers alike.

The Foundation recommends measures of improved primary care efficiency include reductions in
preventable hospital admissions due to unidentified risk factors or injury resulting from untreated
continence health symptoms.

Work life of health care providers

Appropriate support for primary health care professionals is also necessary and will provide
indispensable assistance to consumers. A survey by the Foundation of Australian GPs found a
concerning proportion believed incontinence is a normal part of ageing and that all children who
experience bedwetting will be continent by age ten.?® Neither of these are supported by evidence
but GPs holding such beliefs are unlikely to appropriately screen, identify and refer individuals with
incontinence to ensure better care. As a result, both younger and older people will miss
opportunities for benefit from GP prevention and treatment interventions. Despite this, it is
welcome news that 84% of GPs would value more information and education on incontinence.?® The
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Foundation offers a number of appropriate continence resources suitable for health workers across
a range of roles. For example, of GPs who had engaged with the Foundation’s National Continence
Helpline, more than 60% were very or extremely satisfied with the experience, highlighting how
access to phone consultation with a Nurse Continence Specialist provides opportunities to improve
worklife satisfaction through providing timely, appropriate care for consumers.

Greater provider collaboration and teamwork will lead to greater empowerment and worklife of
primary care providers. The introduction of a NCS as part of a multidisciplinary home care service
made major positive impacts on both consumers and teamwork.? Not only did this result in better
quality of life and effective management of incontinence for consumers but health professionals
who worked with the NCS said they played a strong role in referrals, case management participation
and outcome focused care planning. A high level of interdisciplinary collaboration and teamwork
was identified between the NCS and the rest of the team including community nurses, allied health
and medical practitioners.? Developing and adopting similar models of care which can be scaled up
effectively to support a collaborative team environment can result in greater competency and the
ability to provide holistic care.

The Foundation recommends team-based models of care which recognise the skills and expertise
of continence specialists in primary care and support development of continence care
specialisation for GPs, nurses and allied health professionals, particularly those with an interest in
women’s and men’s health, pelvic floor health and care of older people.

Conclusion

Primary health reform must be comprehensive and systemic to be able to cater to all consumers and
providers adequately. A lack of integration with key health issues of concern, including incontinence,
will not lead to the all-inclusive health system and more holistic care that is envisaged. The
Foundation believes that greater collaborative consultation efforts need to be made so that primary
care health workers, including GPs, can act as a cornerstone of support and appropriate referral to
consumers seeking health care.

Please do not hesitate to contact me at r.cockerell@continence.org.au to discuss these
recommendations or any other matter related to improved continence care.

Yours sincerely

o s

Rowan Cockerell
Chief Executive Officer

References:

1. Deloitte Access Economics. The economic impact of incontinence in Australia. The Continence Foundation of
Australia; 2011.

Page5 |7


mailto:r.cockerell@continence.org.au

10.
11.

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

Continence Foundation of Australia (CFA). Nationally Representative Consumer Survey 2020. Continence
Foundation of Australia Internal report. Unpublished.

Hibbert PD, Wiles LK, Cameron ID, Kitson A, Reed RL, Georgiou A, Gray L, Westbrook J, Augustsson H, Molloy CJ,
Arnolda G, Ting HP, Mitchell R, Rapport F, Gordon SJ, Runciman WB, Braithwaite J. CareTrack Aged: the
appropriateness of care delivered to Australians living in residential aged care facilities: a study protocol. BMJ
Open. 2019;9(6):1-7.

Jacob L, Lépez-Sanchez GF, Oh H, Shin JI, Grabovac |, Soysal P, llie PC, Veronese N, Koyanagi A, Smith L.
Association of multimorbidity with higher levels of urinary incontinence: a cross-sectional study of 23089
individuals aged 215 years residing in Spain. British Journal of General Practice. 2021; 71(702): e71-e77.
Vollebregt PF, Wiklendt L, Dinning PG, Knowles CH, Scott SM. Coexistent faecal incontinence and constipation: a
cross-sectional study of 4027 adults undergoing specialist assessment. EClinicalMedicine. 2020;27:100572.
Garcia JA, Crocker J, Wyman JF. Breaking the cycle of stigmatization: managing the stigma of incontinence in
social interactions. Journal of Wound Ostomy & Continence Nursing. 2005 Jan 1;32(1):38-52.

Avery JC, Stocks NP, Duggan P, Braunack-Mayer AJ, Taylor AW, Goldney RD, MacLennan AH. Identifying the
quality of life effects of urinary incontinence with depression in an Australian population. BMC urology. 2013
Dec;13(1):11.

Byles J, Chiarelli P, Hacker A, Bruin C. Help seeking for urinary incontinence: a survey of those attending GP
waiting rooms. Australian and New Zealand Continence Journal. 2003;9(1):8-13.

Avery JC, Gill TK, Taylor AW, Stocks NP. Urinary incontinence: severity, perceptions and population prevalence in
Australian women. Australian and New Zealand Continence Journal. 2014;20(1):7-13.

Millard R. The prevalence of urinary incontinence in Australia. Aust. Continence Journal. 1998;4:92-99.

Harrison R, Walton M, Chitkara U, Manias E, Chauhan A, Latanik M, Leone D. Beyond translation: engaging with
culturally and linguistically diverse consumers. Health Expectations. 2020;23(1):159-168.

Nguyen K, Hunter KF, Wagg A. Knowledge and understanding of urinary incontinence: survey of family
practitioners in northern Alberta. Canadian Family Physician. 2013;59(7):e330-337.

Australian Government. CHC33015 — Certificate lll in Individual Support (Release 2). 2015. Available from:
https://training.gov.au/Training/Details/CHC33015 [Accessed 2019 December 12].

Australian Government. HLT54115 - Diploma of Nursing (Release 1). 2015. Available from:
https://training.gov.au/Training/Details/HLT54115 [Accessed 2019 December 12].

Australian Government. HLT64115 — Advanced Diploma of Nursing (Release 1). 2015. Available from:
https://training.gov.au/Training/Details/HLT64115 [Accessed 2019 December 12].

Paterson J. Consultation, consensus and commitment to guidelines for inclusion of continence into
undergraduate nursing and midwifery curricula. Final report submitted to The Commonwealth Department of
Health and Ageing; 2006.

Royal Commission into Aged Care Quality and Safety. Transcript of proceedings (11 July 2019). 2019. Available
from: https://agedcare.royalcommission.gov.au/sites/default/files/2019-12/transcript-11-july-2019.pdf
[Accessed 2021 July 19].

Levy S, Henderson L, McAlpine C. Growing up with confidence: using telehealth to support continence self-care
deficits amongst young people with complex needs. Informatics in Primary Care. 2014;21(3):113-117.
Eurobodalla Shire Council. Ordinary meeting of council minutes 10 December 2019. 2019. Available from:
Minutes of Ordinary Meeting - 10 00 2019 (nsw.gov.au) [Accessed 2021 July 19]

The Royal Australian College of General Practitioners (RACGP). Guidelines for preventive activities in general
practice. 9th ed. East Melbourne: RACGP; 2016.

Avery K, Donovan J, Peters T, Shaw C, Gotoh M, & Abrams P. ICIQ: a brief and robust measure for evaluating the
symptoms and impact of urinary incontinence. Neurourology and Urodynamics. 2004; 23(4) :322-330

Cotterill N, Norton C, Avery KN, Abrams P, Donovan JL. Psychometric Evaluation of a new patient-completed
questionnaire for evaluating anal incontinence symptoms and impact on quality of life: The ICIQ-B. Diseases of
the Colon & Rectum. 2011; 54(10):1235-1250.

Cotterill N, Norton C, Avery KN, Abrams P, Donovan JL. A patient-centered approach to developing a
comprehensive symptom and quality of life assessment of anal incontinence. Diseases of the Colon & Rectum.
2008; 51(1):82-87

Donovan J, Bosch JLHR, Gotoh M, et al. Symptom and quality of life assessment. In: Abrams P, Cardozo L, Khoury
S, Wein A. (Eds). Incontinence, Third ed. Plymouth: Health Publication Ltd, 2005; 519-584.

Ansari H, Ansari Z, Hutson JM, Southwell BR. Potentially avoidable hospitalisation for constipation in Victoria,
Australia in 2010-11. BMC Gastroenterology. 2014;14(1):1-7.

John G, Gerstel E, Jung M, Dallenbach P, Faltin D, Petoud V, Zumwald C, Rutschmann OT. Urinary incontinence as
a marker of higher mortality in patients receiving home care services. BJU International. 2014;113(1):113-119.
Schluter PJ, Arnold EP, Jamieson HA. Falls and hip fractures associated with urinary incontinence among older
men and women with complex needs: a national population study. Neurourology and Urodynamics.
2018;37(4):1336-1343.

Continence Foundation of Australia (CFA). Collated GP SurveyMonkey Data. Continence Foundation of Australia
Internal report. 2017. Unpublished.

Page6 |7


https://www.esc.nsw.gov.au/__data/assets/pdf_file/0009/158148/Minutes-10-December-2019.pdf

29. Allen J, Fabri AM. An evaluation of a community aged care nurse practitioner service. Journal of Clinical Nursing.
2005; 14(1):1202-1209.

Page7 |7



